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Abstract

Over 1.25 million men in the UK are juggling emphognt with caregiving, yet their
experiences remain relatively unexplored. The camge@bligations of caregiving and
employment may affect their well-being and theidpaork. An in-depth knowledge of
how working—age men experience being a carer anqudogee is pertinent, as initiatives
encourage carers to remain in employment, whilerteaning of their work may

change.

This thesis examines the lived experiences of walers through a hermeneutic
phenomenological approach. However, there are rdethgical challenges as
caregiving has been historically conceptualised sgely feminine activity. This
potentially limits participants’ willingness to dee their experiences of undertaking
what might be seen as a non-stereotypical male bakethe methods used enabled

increased rapport with the sharing of researchipné¢ations with participants.

A purposeful-sample, of thirteen working—age maleecs, were interviewed.
Recognising the co-constitutive nature of intervieyy a first-person narrative summary
was developed from the interview transcript. Duriing second interview, this narrative
provided a platform to gain additive data and sleamerging meanings, leading to

richer, more experiential data.

Thematic analysis led to three themes. First, dgohated nature of family caregiving,
which entailed complex decision-making and changumgport networks. Second, the
obligated nature of time with participants structgrtheir time in particular work-

related ways. Third, the reworking of identitiestlas carer role subsumed the roles of

family man and employed man.

Theoretical reflection and insights offered by théadings are used to argue that male
carers appear to experience caregiving as an afiteerform of work, informed by their
previous understanding of employment and the cudemands of their obligated time.
Conceptualising care as a form of work may proddealternative lens through which

to understand how working—age male carers give mgda their roles.
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Chapter 1: Introduction
Introduction

Nearly 6 million people provide care in Great Britand there is extensive evidence
that being a carer can affect people’s lives (Galt, 2009). Caring, or caregiving, is
the act of providing unpaid support to a person vghit, frail or disabled within the
private home (Graham, 1999). Carers are a divemegf people and as such have
distinctly different experiences of caregiving (E1€003). There is empirical evidence
that male carers may have different experiencésgio female counterparts (Kramer
and Thompson, 2002).

There are approximately 2.5 million male carer&neat Britain, meaning that nearly
half of all carers are men (ONS, 2002). Yet theraains within both the public and
professional consciousness the idea that cargreitlominantly be provided by women
(Miers, 2002; DH, 2008:1), subsequently male catiagioccurs within a social context

that considers caregiving to be a gendered acti@ampbell and Carroll, 2007).

There is growing political and research intereghsways in which carers may
undertake caregiving alongside paid employment (B398; Yeandle et al., 2007).
There remains, however, limited empirical evideegploring the specific experiences
of working-age male carers, yet this cohort of caege the most likely to be combining
caregiving with full-time employment (Yeandle et &007). Therefore this thesis
explores the lived experiences of a distinctive,largely overlooked group of carers,

namely male carers of working-age.
Caregiving a gendered activity

Exploring the caregiving literature, it became evitithat research specifically
exploring male carers’ experiences might furthetarstanding, particularly as
empirical evidence showed that male carers expegiearegiving in distinctly different
ways to their female counterparts (Thompson, 26@# and Glendinning, 2005).
There are a number of explanations offered fordfiference. Women of the family
have historically undertaken the care of relatiessthey were most usually the ones
available to fulfil this role, frequently being ladme rather than in recognised paid

employment (Ungerson, 1983; Stacey, 1988). Theryhihat women were the primary
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carers was reinforced during the late 1970s ang @880s with a movement to
formalise and place value on care, a previouslgensnd unrewarded activity (Land,
1978; Gilligan, 1982; Finch and Groves, 1983; Al&I86). Whilst the work of these,
primarily feminist, researchers raised the pradile€aregiving in the public and political
consciousness, their efforts to value the unpaickkwbwomen in an increasingly
market-driven economy resulted in the caregivindeutaken by men remaining hidden
(Arber and Gilbert, 1989).

When the census of 1985 revealed that 2.5 millien considered themselves as carers,
commentators argued that men did not undertakeaime types of care activities, or for
the same amount of time as female carers (Qureshialker, 1989; Parker, 1990;
Twigg and Atkin, 1994). Nor did they experience faene decrease in health and well-
being as their female counterparts (Zarit et &80t Horowitz, 1985). However, more
recent studies have highlighted that many malersale undertake the same range of
activities and levels of caregiving as female ca(elarris, 1998; Romeran, 2003). Also
there is evidence that gender differences in gaggechological stress and physical
burden may not be as great as previously arguett @al., 1986; Miller and Cafasso,
1992). Nonetheless, male carers may still expeeidming a carer in different ways to
their female counterparts, because as men theynotagcknowledge the need for
support structures, preferring instead to focusanrcrete tasks rather than emotional
reactions to being a carer (Miller and Kaufman,&3@cFarland and Sanders, 1999;
Ekwell et al., 2005; Sanders, 2007). They may keceiore or less statutory support
(Bywaters and Harris, 1998; Pickard et al., 200@), anost importantly, as a man
undertaking a gendered activity they may give déffe meanings to their experiences
compared to female carers (Boeije and van Doorriekda, 2003; Ribeiro et al., 2007).
With such contradictions and potential differenbesveen male and female carers, it
was apparent that a study which sought to undetdtenmeaning male carers gave to
the phenomenon of caregiving had the potentiaktebbp new knowledge about

working-age male carers.
Working-age men in a gendered activity

There were limited numbers of studies explicitlplexing the experiences of working-
age male carers. However, drawing on studies ergldhe experiences of men caring
for young children, it appeared that men under@kiaditional female roles may

experience isolation and perceive that othersamgrised that they are not in paid
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employment (Grbich, 1997; Doucet, 2000). It mayhzd working-age men who
undertake caregiving either alongside, or instdagaid employment experience
similar situations. Studies exploring the experesnof men in traditionally feminine
employment occupations, such as beauty therapisharsery worker, have also
highlighted that these men speak of isolation axiddperceived by others as
performing outside of normative male roles (Simpxf04). In providing an
opportunity for male carers’ voices to be heard sudy might increase understanding
of their distinctive experiences, because as Thomp2002) argues, for too long male
carers’ experiences have merely been used to mavibntrast to female carers’
experiences. Through exploring the meaning that tnemselves give to caregiving it
may lead to the development of policies and prastighich are sensitive to the unique

caregiving situations of male carers.
Male carers in employment

Just as carers are not a homogenous group (EI88),26b male carers are in distinctly
different caregiving situations. In Great Britalrete are significant numbers of men,
approximately 1.5 million, who undertake caregivaigngside paid employment
(Yeandle and Buckner, 2007). It is estimated thew imave a 40% chance of having
provided 20 or more hours of care a week by theiydifth birthday (Hutton and Hirst,
2000:20. Research into the experiences of employed carggests that they might
have different experiences of caregiving compaoeabin-employed carers (Lee et al.,
2001; Arksey, 2002). At the start of the twentysficentury it is particularly pertinent to
explore the experiences of working-age male casesrd, is predicted by 2037 there will
be a 60% increase in the number of carers and trexgde are likely to be of
employment age (George, 2001). Significantly, ntaleers aged 55-64 outnumber
female carers in the workplace and it is unlikélgttthis trend will be reversed
(Yeandle and Buckner, 2007).

A recent body of work undertaken in collaboratiothwAction for Carers in
Employment (ACE) exposed the ways in which careasaged the dual role of carer
and employee, including the benefits and conseaseoicbeing a carer in employment
(Yeandle et al., 2007). Highlighting that employsders may experience concerns
about the cared-for person’s safety, increasedpatgoor health and limitations on
the type and amount of paid work they can undertdiar research added to the

understanding of carers in employment. Althoughrésearch did not seek to
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differentiate between male and female experierategy studies have suggested that
men and women may give different meaning to bote aad employment (Boeije and
van Doorne-Huiskes, 2003; Ribeiro et al., 2007 er€fore it was appropriate to

explore the specific experiences of employed maiers.

This rationale is further justified by exploringetbtatistical data on characteristics of
carers. Male carers are more likely to be in fmlilet employment than their female
counterparts (Haas et al., 2006), with 1.25 miliee@n undertaking full-time
employment alongside caregiving and a staggerirgteuof a million men working
full-time and undertaking over twenty hours cakeeek (Yeandle et al., 2007). Kimmel
(2008), exploring masculinity, argued that emplowptrteas an important part to play in
the construction of self, therefore male carenwafking-age may have different
experiences of being a carer to those who havedegtiom work. With government
policy seeking to support carers to remain inesemnter, paid employment (DH, 2008),
it is a pertinent time to undertake a study whichld increase understanding of how
working-age male carers experience caregiving aidegemployment. Such an
understanding has the potential to inform practéis working with a group of carers

whose experiences have received little attentidhencaregiving literature.

Research Aim

Research with employed carers is an emerging éiettthose studies which have been
undertaken tend to focus on the economic costgiofjtan employed carer (Carmichael
and Charles, 2003; Evandrou and Glaser, 2003; Heitar and Inglis, 2007). The few
studies which have sought to understand the exparief balancing caregiving and
employment have either not differentiated betweaterand female experiences
(Arksey, 2002; Philips et al., 2002), or have fotimat men have different experiences
to women (Lee et al., 2001; Rosenthal et al., 200f¢refore this study aimed to
capture how male carers experienced and gave ngemantraditional feminine
occupation, whilst also being of an age where tb@nmunities and the government
might expect them to have a responsibility to bpaid employment. Because this was
an exploratory study which aimed to capture thediexperiences of working-age male
carers, the use of a qualitative design enablexhtextual understanding of the

experiences of male carers (Mason, 2002).
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Research question

Consistent with an exploratory study, the resegrakstion was broad, facilitating a
research design which enabled participants todaiaikose experiences of being a carer

which were important to them.
What is the lived experience of being a working-agmale carer?

Following a literature review which illustrated te#ect of caregiving on employment
and the ways in which male carers experience leeicayer, the following research

objectives were defined, providing a focus for daitection and analysis:
Research objectives

= To capture in-depth understandings of how men éxpee being a carer and an

employee.

= To explore why men may have moved from employmetat full-time

caregiving.

= To illuminate what men feel about their roles agehtities when in caregiving

relationships and reasons for this.
Research design

Recognising that caregiving occurs within a compleb of social relationships and
that cultural norms might shape how caregivingra/gled (Forbat, 2005), a
hermeneutic phenomenological design was develofigd.design enabled the
phenomenon to be captured as perceived by parntisipahilst also acknowledging that
as the researcher | would bring subjectivitieshtgtudy and particularly the analysis
(Chesla, 1995; Dowling, 2006). Recognising the & limits of single-point
conversational interviews (Whitehead, 2004; Seidr2@06), an innovative
methodology was used. The sharing of narrative sames, produced from the first
interview, enabled emerging meanings to be furtissussed between participants and
myself. This methodology revealed how, at the fintrview, participants tended to tell

their story of ‘doing care’, but during the secontérview, perhaps due to the
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developed rapport and the opportunity to revievirtheginal story, they spoke more of

their experiences of ‘being a carer’, exposing aengnotional side to their lives.

Central themes: caregiving and work

Two threads run through this thesis: caregivingandk. The interplay between
caregiving and work was to have powerful resonavitie the research aims of
understanding the experiences of working-age nmelers. The duality of care and work
is evident in social welfare policy, where an aduitrker model policy has
consequences on the availability and types of waireh can then be drawn on to
support people who are ill or disabled (Lewis andll&ri, 2005). It has also been
argued that the concept of care needs to be resmdymiithin social policy as an
alternative and valued choice (Daly and Lewis, 2000liams, 2001; Daly, 2002).
There is evidence that being a carer may limit ojymities to undertake paid work
(Lilly et al., 2007). In this study all participavere male carers and some were also in
paid employment. The study aimed to explore if lafze could be achieved between
caregiving and work, and further how the meaningafth was shaped. If a male carer
is of working-age then there may be an expectabott) socially and politically, that he
also undertakes paid work (Charles and James, 20845 et al., 2006; Holter, 2007).
Societal and cultural norms compound the complexitif the caregiving relationship
and the different forms of work undertaken by theec.

Participants experienced being a carer within @&mibf personal, social and political
networks and so the reciprocal and negotiated @atiurelationships was explored,
acknowledging the complex social networks withinahhcaregiving may occur
(Thomas, 1993; Tronto, 1993; Forbat, 2005). Whiiste was a dyad of the carer and
care-receiver functioning within their home, thetjggpant and care-receiver were
frequently positioned within other relationshipsrgwising of family, friends,
neighbours, colleagues and health professionalgiihese networks participants
might be having to negotiate obligations and resimiities, undertake defined

activities and accept multiple roles (O’Conner, 200
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Personal Journey

A personal interest in the experiences of workigg-earers and specifically male carers
developed when | was undertaking a study evaluaiogmmunity mental health
provision (McArthur et al., 2006). During the stualynan spoke powerfully of the
isolation he experienced attending a carer sugpoup when he was the only man. The
impact of being a carer was further highlightedn® when colleagues were unable to
continue a higher education programme becauseeafdmbined demands of their
caregiving activity and their employment. These eptsodes supported a growing
awareness that being a carer could affect oppdigsrand specifically that male carers
may experience isolation and lack of support. bgeised that | entered the study with
presuppositions that caregiving may be detriment#te lived experiences of carers
and this contributed to the decision to adopt anleseutic phenomenological method,

to facilitate reflexivity within the study (Finlay003).

Thesis outline

This thesis explores two main theoretical stratigs:concept of being a carer and the
concept of caregiving as an alternative type ofkw®hese are developed over the

remaining chapters.

Chapter Two conceptualises caregiving and work oirgwn a broad range of historical
caregiving literature, before exploring how the exences of male carers are
constructed within current social welfare policyawing conclusions on how male
carers’ experiences may be shaped by both the gahdature of caregiving and the
political constructed identity of a carer. Chapkaree reviews empirical research,
specifically exploring the experiences of workingeamale carers, to understand their
experiences and explore whether there is a liketitbat they may have distinctly

different experiences to their female counterparts.

Chapters Four and Five describe the study methggptiesign and ethical
considerations. This includes drawing on the pples of hermeneutic phenomenology
to guide a research design which could capturexperiences of participants in their
life world. The challenges of an epistemologicahse, in which meanings and
knowledge are co-constituted, are addressed bypocating an innovative method

centred on returning narrative summaries to paditis prior to follow-up interviews.

15



Chapter Six provides a context for the findingscdieing the participants and
explaining the process of data analysis and tlaegfies used to enhance
trustworthiness of findings. Chapter Seven, Eigitt Mine present the findings through
the themes of ‘Being a male carer’, ‘Obligated tiaved ‘Self as carer-reworking
identities’.

Chapter Ten critiques the strengths and limitatmithie study, providing a context
against which discussion points are then raisé€thapter Eleven. The discussion in
Chapter Eleven focuses on the inter-relation ofcthrecepts of obligation and work.
Obligation is explored in the context of decisiomade on becoming a carer and
through the obligations inherent in, or absent freapport networks. The central tenets
of work are mapped across the activity of caregjyvproviding a framework for
conceptualising the caregiving experience as aepable form of work, for these men.
Chapter Twelve draws key conclusions from the stedploring the implications for
practice and suggesting ways in which the undedstgrof male caregiving and carers

in employment may be developed.
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Chapter 2: Contextualising the study

Introduction

The worlds of caregiving and work have frequently bpegsented as polar opposites:
family caregiving is largely unpaid, often unsean &requently perceived as being
undertaken by one family member out of love andceom for another; whilst
employment is mostly paid, provides distinctive jpulzentities and roles within
communities and is increasingly perceived as thalidtate, and the norm, for working-
age people. Within particular social and politicahtexts, caregiving and work are
terms which are given different meanings (Daly hadis, 2000; Williams, 2001).
Caregiving may refer to the notion of providing greal help with activities of daily
living, or conversely it may refer to the conceett for another person (Forbat, 2005).
The word ‘work’ has been used to name a numbectbfiaes which may be paid or
unpaid, formal or informal but predominantly witremeryday language it is taken to be
synonymous with paid employment (Pahl, 1988; R2867). An opposition has been
set up between these two terms. By defining worksing this as a basis for explicitly
exploring how the concept of caregiving as a watkvégy has been discussed, it
became apparent that an understanding of the smriééxt of caregiving could be
increase. Further, an understanding of the maatardaro political structures which
both define who carers are, and which aim to sughem, could contextualise the

experiences of working-age male carers.

Defining work

This study explored the experiences of working-+ag®, exploring how they balance
caregiving and employment. However, early in thenexation of debates and evidence
it became evident that in empirical literature andryday language the word ‘work’

was frequently used synonymously with the word ‘@pment’ (Ross, 2007). This
creates difficulties where caregiving can also dxeceptualised as a form of work and
this called for a way to distinguish between formatognised, paid work undertaken as
an employee, or in a self-employed capacity, ardriformal, unrecognised, unpaid
activity of caregiving. In this thesis the termsriwand employment are both used, but
each can be seen to denote distinctly differemtities which are inter-related in the

context of lived lives.
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Employment refers to paid work undertaken withiiormal structure for financial
reward. Employment might be governed by legislapostecting the worker; it may

take place outside of the private home and at hertrby the employer or be undertaken
in a private home. Nonetheless it is distinctivéhiat there is direct financial reward for
the activities undertaken and products producedicRents in this study were
employed as office-based employees, an enginestig@owner and a self-employed
owner of a small business. If government policyutoents or empirical studies refer to
‘work’ to describe the activity of employment, imig thesis the word work is prefaced

with either paid work or substituted with employrhen

The term work is used in the wider sense to refemnly activity which is undertaken in
a purposeful way. Here work involves the physical enental agency of a person to

fulfil a task, but it may not result in financiaward.

To understand how caregiving has been conceptdadger time a scoping review of
the caregiving literature was undertaken (Arksey @Malley, 2005). This review
aimed to ‘map rapidly the key concepts underpin@ingsearch area’ (Mays et al.,
2001:194). The review was undertaken during tret firee 3 months of the study to
identify previous evidence of empirical literatumethe caregiving arena. It explored the
range, volume and nature of research which hadqarsly been undertaken with carers,
male carers and employed carers, enabling an uaddisg of the historical, social
context in which definitions of caregiving develdpdt also helped highlight specific
gaps in the empirical literature undertaken witHenzarers leading to the development
of four literature review questions, defined in @tea Three, which subsequently
guided the structured review of literature pertagnspecifically to working-age male

carers.

The scoping review explored and classified thediiere enabling an understanding of
how caregiving had been conceptualised since thelRv0s. A wide variety of
literature was sourced using a range of methodtgallp seminal texts were read as
these provided an understanding of how caregivadyldeen defined and specifically
defined as a form of work (Finch and Groves, 1938jey, 1988). Later texts
illustrated the ways in which carers have becone@asoonstructed as a specific group
of people with specific needs (Parker, 1990; Twagg Atkin, 1994; Bytheway and
Johnson, 1998). To achieve an overview of the rafgesearch areas within
caregiving, contemporary peer reviewed journalswead and references from papers

hand-searched. This delineated several key arealsiah relevant research had been
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undertaken and that the primary focus of caregivésgarch studies had changed over
time. Figure 2.1 provides a visual representationays in which male carers
experiences have been studied, and makes somatimditinks with key social and

cultural changes.

Early caregiving research focused particularlylmexperiences of female carers and
their obligations to families, particularly withaldevelopment of community care
policies (Finch, 1984, Dalley, 1988). Research expl) the experiences of male carers
emerged subsequently, during the late 1980s, ajthauany early studies sought to
compare the experiences of male carers with thbfale carers and to conclude that
male carers did not experience the same obligatiodsurdens as female carers
(Fisher, 1994; Kramer and Thompson, 2002). Moremework with male carers still
focuses on the gendered nature of caregiving feutotus has moved from measuring
burden to exploring the formation of identities antés for male carers (Campbell and
Carroll, 2007). During the 1990s a wealth of psydwial studies sought to measure
physical, emotional and economic costs of caregiwith carers (Carpenter and Miller,
2002; Adler et al., 2002). This focus has shiftethie twenty first century as more
contemporary papers have discussed the ways irhvehiers may be supported,
empowered and valued as partners with statutoxycesr (Levesque et al., 2010;
Seddon et al., 2010). Alongside the move to exdloose choices carers might make, is
a body of literature beginning to explore how caraay undertake paid employment

alongside caregiving (Pickard, 2004).
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Women as carers:

Male carers largely ignored; caregiving defined as
women'’s work. Themes:

Physical labour

Emotional labour

Being a carer part of the identity of being a woman

Men becoming carers:

Recognising men as carers exploring their
motivations to provide carer. Themes:
Duty

Reciprocity

Only relative

Geographically closeness

Led into caregiving by wife or sister

Comparing men to women carers:

Exploring the burden of care and the activities of
care. Themes:

Men experience less ‘burden’

Men undertake less physical and emotional care,
delivering more organisational care and time lighite
activities

Carers as workers:

Increasing recognition of the numbers of carers in

employment studies often do not separate by gender.

Themes:
Economic consequences

Employment structures more likely to seek part time

work
Benefits of being in employment, support, respite

Carers as men: men as carers

Recognition of the contribution of male carers
exploring their experiences through a gender lens
Exploring motivations to undertake care
Maintaining a masculine identity as a carer

Figure 2.1 Framework illustrating the themes withinmale caregiving

research from 1980 to 2009
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The volume of literature on caregiving proved tcelséensive. For example searches
using the term ‘caregiving’ as an abstract terthandatabase ASSIA returned 1551
hits. The scoping review revealed that male caexperiences had frequently been
presented as being distinct from women’s experieacel that men were markedly
more likely than women to combine full-time paid@oyment with caregiving.
Therefore, when working up the research proposdi distinctions informed the
decision to focus the critical literature reviewggented in Chapter Three) on papers
relating only to working-age male carers. Howeesen before this, the early scoping
review pointed to the emerging conceptualisationaségiving as work and how
strongly social policy interfaced with the expeden of carers. These two concepts are
discussed below to explore the notion that malersanay face a culturally-conflicted
position in being expected to be in paid employmetilst also having to negotiate

obligations to care for their ill or disabled relat

Caregiving as work

Caregiving as women'’s work

Whilst social care policy supports and recognisssaally constructed group of people
called carers (Bytheway and Johnson, 1998), sulitypdoes not differentiate between
male and female carers. Yet, the experiences o arad female carers have frequently
been presented in empirical literature as dichotsmariables (Thompson, 2002).
There remains within western culture a perceptiat taregiving is an intuitively
feminine activity; work which is predominantly urrthken by women (Campbell and
Carroll, 2007). In part this may be because ofcthr@inuing influence of early 1980s
studies which sought to increase the recognitiahwvatue of unpaid family care work
completed predominantly by women in the home (Fiscti Groves, 1983; Graham,
1983; Ungerson, 1983; Dalley, 1988). Such studieseptualised care as an activity
undertaken primarily by women in their private haneithin relationships and under
terms which affected their material and emotionalldweing. Exploring changing
definitions of caregiving provided a more informatwerstanding of the work of a

carer.

Caregiving as emotional work

Early conceptual definitions of caregiving develdpe the sociological and

psychological literature during the late 1970s aady 1980s (Land, 1978; Gilligan,
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1982; Graham, 1983; Ungerson, 1983). Some disausdithe concepts of the ethics of
care saw women as experiencing internal moral atitigs to provide care, whereas
men experienced a wider sense of moral justicdi¢@il, 1982). Graham (1983) argued
that women were more likely to internalise a sesfsgelf from prioritising the needs of
others over their own. Ungerson (1983) took thighier, suggesting that care was a
form of work for women. These definitions of caevdloped at a time when there was
a political impetus for economic employment, andknyay feminist sociologists sought
to increase recognition and the value of the unpard women undertook in the home.
From research into women within their private hontlesre developed a growing
understanding of the volume and nature of care hwwvas being provided to frail or
disabled relatives and friends. At this time theees little recognition of male carers
and definitions of care focused on capturing bbéhghysical labour of caregiving, and

also the emotional labour of the work.

In an early influential definition of care, Grahanserved that ‘caring demands both
love and labour, both identity and activity’ (Gramal983:13). She theorised that
caregiving involved physical labour, or work, swashpersonal care, cleaning and food
preparation. She also proposed an emotional eletoeatregiving, the caring about
someone. This emotional aspect of caregiving wesd@ectly tangible and it has
become most closely seen as an intuitively femitiaié. Graham and her peers
Ungerson (1983) and Finch (1984) identified theaidpvork of care as of equal value
to paid employment, because of its importance Idihg families together and assisting
relatives who were elderly and infirm. Today thenily unit is even more diverse as
numbers of lone parents, step-parented, multiphgmtad and same-gender
relationships increase (ONS, 2000; Land, 2002; Gleas) 2006). However, these new

family types still serve similar purposes througimtinuing to support relatives.
Caregiving as physical work

Whist providing care has long been given an ematioomponent, and the word itself
carries powerful emotional overtones, a 1980s definof caregiving offered by
Qureshi and Walker (1989) in their study exploriamily care of older people gave a
more explicit emphasis to the physical aspect of vaork, particularly quantifying the
activity. They stated a carer must sustain ‘prat@ssistance involving the complete
performance of tasks such as laundry, shoppingsdwaork at least once a week, or

lighter tasks such as cooking, light houseworleast three times a week’ (1989:10).
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Conceptualising care as merely either practicatibam care or emotional support
excluded many of the activities that other reseencfound men were undertaking and
referring to as caregiving, such as managing fiaanmaintenance of house and garden,

and providing transport to the care-receiver (HotowL985; Rosenthal et al., 2007).

Caregiving as managerial work

Such organisational activities could be concepgedlias managerial or organisational
care (James, 1992). There have been more recemtst to categorise specific care-
related tasks as either feminine or masculine (&zioz, 2000). Feminine activities in
everyday caring would include tasks such as clegtfie house, preparing meals, and
doing the laundry, whilst masculine activities umb car maintenance, outdoor
maintenance, and paying bills. However, the reétitynost lone carers whether male
or female is that they undertake all these tasKkslstVaccepting that becoming a carer
may mean changing roles and identities, it wouldimrease understanding of male
carers’ experiences to begin within the constraofis pre-defined gender debate.
Instead, understandings of men as individual careng be increased by acknowledging
they may be potentially involved in providing afigects of care. Campbell and Martin-
Matthews (2003) explored factors that might infloenvhether a male carer undertook
traditionally masculine, gender neutral or traditily feminine activities. They found
that the sense of obligation coupled with locatiityhe care-receiver were key in
determining which types of tasks men undertook. elew, in their sample all the male
carers were found to undertake a range of genderédiender neutral tasks, suggesting
that to the carer the gendered nature of the wak bbe less important than the need to
fulfil an obligation. Therefore, the holistic deition of caregiving offered by Cancian
and Oliker (2000) was found to be the most pertinethis study:

‘Caregiving is a feeling of affection and respoiigipcombined with actions
that provide responsively for an individual's perabneeds, or well-being, in a
face-to-face relationship. Caregiving includes ptaiscare, such as bathing,
feeding a person as well as emotional care, suténaer touch, supportive
talk, empathy, and affection. It also includes jong direct services such as
driving someone to a store, or adjusting the meidica of a hospital patient’
(2000:2).

Such a definition captures the variety of actigtparticipants could be undertaking and
which therefore might need to be considered asqgbdhteir lived experience. However,

there remained a need to be sensitive to how patits might describe their roles. This
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definition of caregiving as a process-orientatdd i®revisited in the discussion chapter
in- light of the findings from this study. The s@og review highlighted that social roles
may develop within cultural and social contextsréasing awareness of the need for a
methodology that could capture socially-develop@&dnings. With caregiving having
been historically presented as a gendered activisjudy exploring male carers’

experiences remains attentive to gendered stories.

The developing conceptual understanding of howgising had been shaped as a form
of work raised awareness that carers function agdtmate obligations within complex
social and cultural communities.

Acknowledging this, a critique of how caregivingdathe role of carer have been
constructed within the political sphere providetbatext for conceptualising

participants’ experiences.

Contextualising male caregiving within social care policy

Politically, unpaid care has become the bedroatoaimunity social care policy, and
alongside policy there has been the social cortstruof a group of people called
‘carers’ (Bytheway and Johnson, 1998). Throughastbhy, family have provided
support to relatives who are ill, frail or disablédt since the 1980s there has been
growing recognition and formalisation of this cavéigg with a raft of policy initiatives
and legislation seeking to define, support andilege the carer role (Ross, 2003).
Whilst in the early 1980s carers were perceived@m@nantly as women at home
available to look after others, either relativesighbours or friends (Twigg and Atkin,
1994), there is now growing recognition of the eliéint needs of distinctive groups of
carers: young carers, carers in employment, cémarsblack and minority ethnic
groups, carers of people with mental health problamd other specific diseases (Eley,
2003). Nonetheless policy and legislation supptbetsgeneric carer rather than the
specific needs of different groups of carers. Esptpgovernment policy since the
1980s it became evident that working-age male savere experiencing caregiving in a
political, social and cultural environment whereittneeds may not yet have been fully
addressed.
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Development of community care

In British social policy, community care is a mixedonomy of care provided by
statutory services, voluntary groups and famili&gnionds, 1998; Cavaye, 2006). The
development of community care may be charted fioenPoor Law of 1601 through to
the public agenda for health and welfare in theeBielge Report of 1942 (Bytheway
and Johnson, 1998; Heaton, 1999). However, theegiraf informal care provided by
family and friends has only been formalised sifeelate 1970s.

Policy leading to the concept of informal care wled by family and friends
developed during the 1960s and 70s, with increaging@rnment concerns about an
ageing population and the associated costs toubkcpurse (Symonds, 1998; Twigg,
1999a). Research studies reporting poor quality icathe large institutions that were
traditionally home to people with age-related sbeeeds, mental ill health and learning
difficulties, led to public unease about how caesweing delivered to elderly and
other vulnerable people (Bytheway and Johnson, 1998 view of social care
provision identified the impact of an increasindezly population (DHSS, 1981). The
White Paper ‘Growing Older’ (DHSS, 1981) formaligéd concept of community care,
indicating that care would and should come throtigh personal ties of kinship,
friendship and neighbourhood’ (DHSS, 1981:3). Tguticy shift away from

institutional care for firstly elderly people aratterly other dependent adults occurred
against a political background which sought to elaigh value on economic

employment.

Towards the end of the 1980s the structure of coniiyygare became a mixed
economy of care, consisting of public, private aallintary sector providers but also
relying heavily on the unpaid care of family (Syrden1998). The new structure
became embedded in law with the National Healtlvierand Community Care Act
1990, resulting in significant changes in the stites of social care provision. Social
services departments changed from providers oftogperchaser of services, thereby
heralding a growth in voluntary and private orgatiens working with families to
deliver community care (Symonds, 1998). Whilst ¢heave been legal amendments to
how funds and responsibilities are allocated withim social care sector, the principle
of community care remains embedded within the cpnitet families provide carer
support to a greater or lesser extent, followirgeasment by statutory agencies (Seddon
et al., 2007; Seddon et al., 2010). Although thediity of carers is now recognised,
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during the development of community care provisi@men were presumed by many
to be the natural carers (Parker, 1990; Twigg atkihA1994). The premise that women
would be at home available to provide care shapaayrof the early policies and
therefore such policies did not explicitly consitlee needs of carers who were also in
employment.

Women as carers

Community care policy was conceived at a time wiudlrtime male economic
employment was held as the ideal (Miller, 1999).idflthe government suggested
families would deliver community care, women weresumed to be fulfilling the role
of unpaid carers (Finch and Groves, 1983; Bythearay Johnson, 1998). The Equal
Opportunities Commission reported that ‘it is thesest female relative to whom the
task of caring usually falls’ (EOC, 1980:1). Thegport highlighted that undertaking
informal care may restrict the opportunities formenm to undertake paid work. It was in
this political context that feminist sociologicatiters produced works exploring the
concept of care and the role of women in providhig care (Finch and Groves, 1983;
Graham, 1983, 1991; Ungerson, 1983, Dalley, 19R8%earch studies proliferated,
particularly exploring the burden of caregivingt yeany studies did not explore male
carers’ experiences and there was little recognitiothe numbers of male carers
(Fisher, 1994; Fine and Glendinning, 2005).

Awareness of the numbers and characteristics gilpamdertaking care became
increasingly apparent from census data. The 198&@eHousehold SurvéyGHS)
countered the belief that women were the main gafypeople delivering community
care. For the first time, the survey included astjoe to find out if people looked after
or provided regular service to someone who was sliskabled or elderly in their own
home or another’'s home (Green, 1988). Estimatasatet] that six million people
identified themselves as carers and nearly hdfndllion, of these were men (Green

1988). The evidence that approximately 40% of canesre men, coupled with studies

! An annual nationally representative sample oftadiving in private household. Questions
about whether helping or caring for another pergere first posed in 1985.
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exploring older spousal caregiving, raised awareonésnale carers’ experiences (Arber
and Gilbert, 1989). There was growth in empiri¢atiges reporting the burden
experienced by carers and this, coupled with tbevtir of carer lobby groups, helped to
promote identification of the needs of carers (Bythy and Johnson, 1998; Twigg and
Atkin, 1994; Twigg 1999a).

Despite almost half of carers being men, policy nmas-gender specific and the
experiences of female carers continued to domihateesearch literature throughout
the 1980s and early 1990s. Research recognisinglinef men providing care
remained limited and predominantly explored theegigmce of retired spousal carers
(Arber and Gilbert, 1989; Fisher, 1994), meanirgdRperiences of employed male
carers were not captured. Therefore little was kmabout whether they had distinctive
needs when the government moved to develop leigislegcognising the role of carers

and increasing support for this role.

Initiatives to support carers

During the 1990s a raft of legislation was builetwshrine carers’ rights in statute. The
Carers (Recognition and Services) Act 1995 gawadbrecognition to the services
provided by carers. This act stated that if capeirers had substantial needs there
should be an assessment of a carer’s ability td these needs (Montgomery, 2003).
Here people were supported to enable them to thlilr carer role, rather than
recognising their right to undertake employmenttier policy initiatives during the
1990s recognised carers as a unique group (DH,a19¥%9, 1999b) whose needs
should be considered if they were to be able tpsupll, sick or disabled people. By
the end of the 1990s, carers were high on botlpuldéc and government agenda.
Support groups had merged and developed a campaigaice raising awareness of
both the positive and negative experiences of baiogrer (Bytheway and Johnson,
1998; Lloyd, 2006).

In 1999 the Labour government published its Nati@teategy for Carers, ‘Caring
about Carers’ (DH, 1999c). This document set owgdlstrategic aims. Firstly the
strategy aimed to provide information for carerswlgovernment policy and decisions,
secondly to give carers access to information @ithedvice, and thirdly to increase
care for carers specifically through the use opitesreaks. Carers were to have a role

in planning and reviewing service provision. Howetree document reaffirmed carers’
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social obligation to provide care, stating thgiébple were not cared-for at home they
may need to enter a residential, nursing home spited and this ‘...might be
detrimental to the quality of life for some peopkeding care and would be at
considerable cost to the taxpayer’ (DH, 1999c:Thg policy has been criticised as
failing to acknowledge the interdependence founah@amy caregiving relationships
(Parker and Clarke, 2002). The policy made refer¢acarers and employment,
explaining that carers would be encouraged to nemmaivork and return to work when
their caregiving ceased (DH, 1999c:27). Whilst ¢heas a short sentence which
recognised that some carers may choose not to aenplid work with caregiving, the
overriding emphasis was on supporting carers tesscand remain in work. However,
there was little detail on how carers would be m@tkinformed choice (Lloyd, 2000;
Carmichael et al., 2008).

Since the beginning of the twentieth-first centtimy rights of carers have been further
strengthened with legislation designed to ensuaettie assessment of carers takes
place independently of the needs of the care-receihe Carers and Disabled Children
Act 2000 and the Carers (Equal Opportunity) Act200th gave carers the right to
assessment even if the care-receiver refused anagrgssessment. As well as support
to provide care in the home, carers have had tigtit to assessment in the workplace
enacted. The Employment Act 2002 gave parentssafbtid children the right to
request flexible working. The Work and Families 2006 extended this right to people
who care for a spouse, partner, civil partner tatinge within the carer’'s home.
However, the right to request flexible working does mean that employers will
always accommodate requests (Arksey and Glendin@®@8). Changes in
employment legislation may facilitate access to legmpent, but there is as yet little
empirical evidence exploring whether these legigtathanges have enhanced the

carer’s experience.

Nine years after the launch of the first carensitegy, the government published the
latest strategy ‘Carers at the heart of th&@ntury, families and communities: A
caring system on your side. A life of your own’ (D2D08). This document followed
consultations with carers and carers’ groups omthiee paper ‘Our health, our care,
our say’ (DH, 2006).
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The strategy has a clear ten-year vision:

‘by 2018, carers will be recognised and valued agldandamental to strong
families and stable communities. Support will botad to meet the
individuals’ needs, enabling carers to maintairakahce between their caring
responsibilities and a life outside caring, whdstibling the person they
support to be a full and equal citizen’ (DH, 2008:8
Whilst funds have been allocated to meet commitgyencluding £38 million to
‘enable carers to combine paid employment withcdméng role’, there has been only
limited detail on how the commitments might be niéte strategy recognised that
carers may wish to remain in employment and furthat employment can be
beneficial not only for people’s financial well-lngj, but also for their psychological
well-being. Such rhetoric was in line with othewgmment initiatives, with work being
identified as beneficial to a person’s health amdl-weing (Waddell and Burton, 2006;
Black, 2008). Nonetheless, within social care poliere remained little differentiation
between forms of work. For example, questions cbeldsked about whether work
needed to be paid, voluntary, part-time or fulldito be beneficial to an individual;
full-time work alongside a heavy caregiving roleyina detrimental to the carer’s well-
being (Yeandle et al., 2007).

Over a period of only twenty-five years the conoafanformal care and the identity of
the carer became enshrined in policy and law (Cilesy@009). Policy makers
recognised the difficulties of undertaking employtnalongside caregiving; however,
individual carers and carer lobby groups argue pbéity initiatives have not always
supported choice for carers, often failing to retdsg that carers may not want to
combine the two activities (Carmichael et al., 2008 ere remained a political
expectation that people would accept responsilfibityfrail or ill relatives, an
expectation which Carers UK have challenged. Thelenged policy wording which
stated that careshouldtake responsibility for another, instead recomniemthat
carers merelyffer to provide care; this changes the emphasis, rargaarers from a

duty of care to their relative (Carers UK, 2003).

The schism between social welfare’s aims of futiremmic employment whilst still
relying on unpaid family care is likely to increasgth recent estimates indicating that
by 2037 an extra 3.4 million people may need toemtadke caregiving (Carers UK,

2009). Increasingly carers will be of working-agwldhe challenge of sustaining both
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an economically active workforce and enough numbgpeople to undertake unpaid
care is an increasing concern (Daly and Lewis, R0D@erefore it seemed a highly
pertinent time to explore the experiences of mea widertake caregiving alongside

employment.

The impact of policy for male carers

The needs of carers have been championed throegirdkvth of carer lobby groups
(Bytheway and Johnson, 1998; Twigg, 1999a; Caréts4010). Informal care has
been championed, politicised, researched, and aiitity presented within society as a
distinct identity: ‘1 am a carer’. However, thiseiatity and label is one that people may
not want to adopt (Henderson, 2001; Stalker, 2@Bpnner, 2007). It may be
particularly difficult for men to recognise, or napthe work they do in supporting
another person as care, particularly if they renrainll-time employment (Marks,
1998). In addition caregiving has been culturatipeeived as a female activity
requiring intuitively feminine traits, therefore menay struggle to use the term carer to
refer to their activities, resulting in male carsgmaining hidden from their

communities, employers and service providers (E2693).

There was growing recognition of ‘hidden carefisige people who provide a
substantial amount of care, but are not identifigdthers as carers (Eley, 2003;
Cavaye, 2006); male carers in employment may biegbdinis group. Although
legislation provides ‘visible’ carers with accessassessment and flexible employment
practices, there is debate as to whether socialypisl too reductionist, with piecemeal
policies failing to consider the holistic impactazregiving on the carer’s physical,
emotional and social well-being (Pickard, 2001k 2003; Twigg, 2008). It was a
pertinent time to undertake this study as the guwent proposed to increase

employment opportunities for carers (DH, 2008).

Although reviewing social care policy provided ardarstanding of how the socially
constructed identity of a carer evolved, policy wlpents contained only bland
statements of what a carer does. Policy makeraatideek to conceptualise the
component parts of caregiving, or expand upon #imition of care as an activity,
rather they provided an encompassing statemenhofmay be identified as a carer.
For example, the recent Carers’ strategy descabester as someone who ‘spends a
significant proportion of their life providing unjlsupport to family or potentially
friends’ (DH, 2008:19).

30



To take this definition further, in this thesis ear caregiving refers to the unpaid
activities a carer undertakes to support a perstatjve, friend or neighbour, who is ill,
frail or disabled. Caregiving involves supportingpther in the activities of daily life,
such as bathing, dressing, eating. It includes roomgplex nursing care such as
providing medication, undertaking care of urinaagheters or other specialised medical
procedures. It also covers the activities undertakghe home which indirectly support
the well-being of the care-receiver, for examplenldry, cleaning, cooking. Further
managerial aspects of caregiving also fall withia definition of caregiving, including
liaising with social care services and taking theeereceiver to appointments. Within
contemporary literature the activity of caregivimay be referred to as care, informal
care, family care, unpaid care, and lay care. ©rsgm receiving such care has been
variously referred to as the cared-for, caree, czaient or care-receiver (Twigg and
Atkin, 1994; Forbat, 2005; Beach et al., 2005; Guw et al., 2006). Whilst
acknowledging the debate about the labelling ofpreson receiving care and the fact
that caregiving relationships are more frequergbjprocal than unidirectional
(Henderson and Forbat, 2002; O’Conner, 2007),dbad of this study was on the men
providing care; within this thesis the term careeiger denotes the person the
participants were caring for. Care-receivers indtuely were either wives, mothers or

adult children.

Within government policy and people’s lives caregiyvis intertwined with work,
however just as there is not one policy or defamitivhich suits all carers, so work can
mean different things to different people at diéfiertimes (Pahl, 1988). Therefore paid

work, employment, is differentiated from unpaidegiving.

Summary

The scoping review provided an understanding of ttenexperiences of working-age
male carers are currently positioned within theewichregiving literature and social
policy, it became apparent that social welfareqyotioes not directly support their
potentially and increasingly conflicted positionkaing culturally expected to be in
paid employment whilst also being obligated to ptewcare for ill relatives. Rather,
there appears to be a growing impetus to encowages to remain in employment,
thus raising the question of how those men who sty outside of employment to
provide unpaid care may experience this non-ti@ukti role. Those working-age male

carers who combine caregiving with employment &se practical challenges as they
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endeavour to discharge their responsibilities tih lbmpaid and paid work. The
challenges faced by male carers may be magnifgelistorically caregiving has been
conceptualised as female work with paid employnmemite often held as the norm for
men. A study exploring how men of working-age altyuaxperience caregiving would
enable a better understanding of the importanesngfloyment and other forms of work

for male carers.

This review of the caregiving literature highligtitthe breadth of areas covered by
empirical research; therefore the decision wastaeindertake a structured review
focusing on the experiences of working-age malersaSuch a review enabled the

formulating of research questions.
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Chapter 3: Exploring literature: reviewing the

experiences of working-age male carers

Introduction

Reviewing the broad scope of caregiving literatdiscussed in Chapter Two, provided
insights into existing understandings of what casieg is and how this emerged from
historical conceptualisations of caregiving. Thaswmportant for this study, as
caregiving research in the 1980s had presenteddeged, and possibly partial picture
of caregiving, with female carers apparently asshitneconstitute the majority of
research participants (Fisher, 1994; Stoller, 20B2rognising the predominance of
female experiences in empirical studies helpedasitdre need for some critique of how
male carers’ experiences may have been discusseith wiudies which sought to
compare and contrast male and female experien@esy studies used male experiences
simply as a contrast to highlight the burdensontareaof female caregiving (Stoller,
2002).

A variety of literature, including discussion pagpdnooks and journal articles, were
initially used to develop a concept of how malesgaring was positioned and
understood within the wider caregiving literatufellowing the scoping review four

questions emerged.

Firstly, the literature portrayed caregiving asrtnitively female activity, yet statistics
indicated that almost half of all carers were n®nhow did these men experience

undertaking an activity predominantly portrayedtaslabour of women?

Secondly, several authors suggested that men mvaydistinctly different experiences
to their female counterparts, but there was lititther explanation of why there were
such differences or how such differences may #iephenomenon of caregiving for

male carers.

Thirdly, much of the literature presented a dichubos view of the experience of carers
illustrating that female carers experienced momgén and stress than their male
counterparts, but there had been few studies étkplexploring why men may

experience caregiving in different ways to women.
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Fourthly, as early caregiving literature tendeébimus on the motivation to care, the
tasks of the carer, and the burden experiencetébygarer, there had been limited

exploration of the experience of being a caremipleyment.

To explore these questions a focused critical vewakthe literature, specifically
pertaining to pre-retirement male carers, was uallen which identified gaps in
current understanding. Methodologies used in eggdistudies were critiqued to
explore whether they fully captured the male casgrerience of the phenomenon of

caregiving.

This chapter describes the literature search pogtorcluding inclusion and exclusion
criteria. The selected studies were appraisediadthfs synthesised into four areas

reflecting the key themes explored in male caregiiterature:
= Why men undertake caregiving
= How men undertake caregiving
= How men retain their identity when in a caregiviote
= How men experience being a carer and in paid emuzoy

The chapter concludes with a discussion of the gapsrrent understanding, leading to

development of the research objectives.

Literature Search Strategy

Rationale for searching literature

There is some debate about whether an extensii@wref the literature should be
undertaken before starting a qualitative studypato so may lead to the researcher
inappropriately entering the field with preconceivdeas, or whether such a review can
usefully avoid re-inventing the wheel (Morse, 1994)hose to review literature when
beginning this study, recognising that well-develdpnderstandings of the concepts of
informal care already existed and to build awaremé$ow other researchers have

undertaken studies with male carers.

Reviewing the literature at the beginning of thedgtenabled me to appreciate how the
predominant concepts and theories about male c@mgdiave so far been developed. A

critical review of methodologies and findings framevious studies exploring the
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experiences of male carers helped ensure tharéisemt study was designed

specifically to add to the body of knowledge abmate caregiving.

A structured rather than systematic search wasrtaidm with the purpose of capturing
literature from a broad range of research are#t®erghan a focused review of one
application or intervention. Literature was revielwesing Critical Appraisal Skills
Programme guidelines (PHRU, 2006), as these prdvadeamework for exploring the

quality of individual papers.
Search strategy

Search databases

The literature was searched using the followingtetaic databases: ASSIA, AMED,
CINAHL, MEDLINE, Pysco INFO, and Web of Science.

These databases were selected as they enabled sxeemnge of social science and
medical peer reviewed articles in journals fromuanber of countries. Articles were
also searched for through the electronic journtdlsieses Wiley Interscience Journal,
and SAGE Journals. Searches of Department of He@étters UK and The Princess
Royal Trust for Carers websites also elicited golocuments and research reports.
Further literature was obtained through hand séagabf references in journal papers
and books, unpublished theses and following upeafees from conferences and

personal contacts.

Search terms

Search phrases were identified from abstracts atabdse thesauruses. Search terms
used were ‘male carer’ ‘family care’, ‘informal €ér‘lay care’, ‘community care’,
‘shared care’ ‘caregiving’. These were then expdrated refined by using Boolean
operators with the terms ‘men’, ‘male’, ‘gendéchoice’ ‘obligation’, ‘employment’,

‘work’.

Using these search terms an extensive body odiitex was sourced. However, large
number of the studies returned did not specificedlgk the experiences of men aged
below 65 years. The research interest was in mdar8b years, as such men might be
expected to be economically active, therefore &urthclusion and exclusion criteria

were applied.
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Inclusion and exclusion criteria

There is a large body of empirical studies on faradregiving within developed
countries. Therefore, to support the focus of thdysTable 3.1 displays the inclusion

and exclusion criteria for papers selected foraevi

Inclusion Exclusion
Papers in English Foreign language papers
English, European, Scandinavian, Studies from developing countries

Australian, New Zealand, USA, Canadian
and Japanese studies

Studies which have included male Studies with all female participants
participants

Studies where some or all of the male | Studies where all male participants are|65
participants are aged under 65 years | years and older, or where younger men’s
experiences are not made explicit

Studies were the findings make explicit, Studies where male carers are recruited

the male carers’ experiences but findings do not make explicit their
experiences

Studies which explore either Studies which only evaluate an

quantitatively or qualitatively the intervention

experience of being a carer

Table 3.1 Inclusion and exclusion criteria to soure literature relevant to the
proposed study of male carers in employment.

Limited translation facilities prohibited accesstticles which were not in English.
Countries included in the review have comparabtgas@and family structures to those
in the UK (Lowenstein and Daatland, 2006). Studis be selected from countries

which have a comparable Human Development Ihiedicating similar levels of

2 The Human Development Index (HDI) is a comparatieasure of life expectancy, literacy,
education and standards of living It is a standaeéns omeasuring well-being,. It
distinguishes whether the country is a developettveloping or an under-developed country,

and can measure the impact of economic policieguatity of life.
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health, knowledge and standard of living for thetizens (United Nations, 2010).
Whilst such countries may have differing health aadial care provisions, this review
did not explicitly explore studies exploring seevigrovision. Papers where male
experiences are explicitly presented in the findingre included. Studies where the
experiences of male participants are subsumedtidtbe of female participants were
excluded as this study sought to explore male saegperiences. Studies which only
recruited from men aged over 65, or where the éxpees of younger male carers
could not be differentiated, were excluded becanisal review of such papers
indicated that older male carers appeared to hstadctively different experiences to
younger men. The focus of the review was to exphme critique research which has
added empirical understandings about the concepltsheories of male caregiving,
therefore studies evaluating only service provisiad interventions were excluded.

Appendix 1 contains an example of the literatusece process.

Critical review of research papers

Databases were searched from inception to Dece@i&. The retrieved literature is

critiqued under four headings:

= Why men undertake caregiving - discusses how bewpmicarer may be
influenced by a sense of obligation, reciprociagK of suitable alternative, or

men may simply fall into the role without making@nscious choice.

= How men undertake caregiving — discusses the tasksundertake in the

caregiving role and the strategies they use totadape role of carer.

= How men retain their identity when in a caregivinote — explores ways in

which men talk of their own identity when in a carele.

= How men experience being a carer and in paid empoy — discusses the
experiences of combining care and paid work anchégative consequences on
income and career prospects, also recognisingedste role played by

employment and highlighting how employers may supgparers.

Why men undertake caregiving

Since the mid 1980s, with the number of men un#erecare increasingly recognised,

there has been a steady growth in studies exglExbloring the experience of men
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who are carers. Empirical studies indicated thatelare a number of factors which
might lead men to undertake the care of a relatieiend: namely obligation,
reciprocity, and a lack of alternative provisiorftéad complex decisions led men into
this non-traditional role. By understanding whattiveted men of working-age to
undertake the carer role it might be possible t@lig an insight into the meaning they

give to the activity.

Empirical studies have explored the obligation eigpeed by people of providing
support to a friend or relative (Finch and Masd@93; Twigg and Atkin, 1994; George
et al., 1998; Mosher and Danoff-Burg, 2004), intdiggthat obligation is frequently a
negotiated rather than absolute condition. Men ex@gerience an obligation to provide
care, but this obligation may be experienced iiffarént way to their female
counterpart. Men appeared able to more readilggalsh their obligations, frequently
passing caregiving responsibilities on to wivesisters (Globerman, 1996; Gerstal and
Gallagher, 2001; Campbell and Martin-Matthews, 2088udies not predominantly
designed to explore motivations for becoming archage found male carers undertake
caregiving because they identify it as the ‘righibg to do’ (Horowitz, 1985; Harris,
1998; Mays and Lund, 1999), suggesting that thexg e an ethical obligation to male

caregiving.

However obligation imposed by society and familyme may be tempered by the
concept of reciprocity within a relationship. Reoigity, the process of mutual support
with a relationship, rather than obligation, mayabmotivator for men to undertake care
(Neufeld and Harrison, 1998; Archer and MacCle®&931 Parsons, 1997).

Nonetheless other studies have shown that whilkt oaaers may cite obligation and
reciprocity as reasons for undertaking the rolenyrmaen explained that they undertook
caregiving because there was no alternative (Gioaery 1996; Gerstal and Gallagher,
2001; Hequembourg and Brallier, 2005). These meneahe closest or only relative,
or they may feel residential care is not appropriat their relative. For some men
becoming a carer was not a considered decisidmer#tey slowly increased carer
responsibilities almost by default due to the stiegline of their relative and the
corresponding increase in the range of activitiey tundertook to support their relative
(Boeije et al., 2003).
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Often a combination of reasons led men into theraane, so whilst in this review each
reason is discussed discretely it was recognissidhiale carers often made a complex

range of decisions.
Obligation —‘the right thing to do’

Whilst normative obligation has been reported hgiedscientists as a reason for
undertake caregiving, frequently when men were tipreed on their reasons for
providing care they did not use the word obligatiostead talking about the ideals of
fairness and responsibility (Neufeld and Harrist®98; Campbell and Carroll, 2007).
Obligation may be linked with a sense of reciprgditut it may also be tempered by
societal expectations of what is acceptable belavior example, in marriage there is
to a degree a societal expectation that husbarbprawide care to their spouse
(Parker, 1993; Henderson, 2001; Boeije et al., pde&thers have also identified that

they should care for adult children.

Mays and Lund (1999), interviewing ten husband sow caregivers of relatives with a
mental health problem, identified that these meerged into their roles rather than
making an active choice. However, this may havenlukee to the nature of the illness
because when asked if given the opportunity toddghe role would they chose to do so,
participants indicated that they felt committedhe role. A father stated he felt
‘obligated’ to care for his children and that §tsomething a real man would do’
(1999:25), suggesting not an innate nurturing,aathsense of the proper thing to do.
Gilligan (1982) proposed that female carers unélertaregiving because of an innate
ethical sense of it being the right thing to dowedwger, male carers more readily refer to
principles of reciprocity and natural fairness tlaaninnate disposition (Campbell and
Carroll, 2007). Men described it was their respbifigy, they chose to be in the role of
carer and others would also recognise that theydbaé the ‘right thing’. The idea of
being seen to do the right thing by family membeaes/ be an important influence to

the meaning male carers attach to their activiresidentity.
Obligation grounded in life experiences

The concept of caregiving being the ‘right thingdts may be embedded in previous
life experiences. Men who provided care as a childyho grew up within a caregiving
family experienced caregiving as part of theirerat world and they subsequently

appeared willing to undertake the activities ofnigea carer (Hirsch, 1996).
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Hirsch (1996) interviewed 32 male carers aged betv& and 79 years who were
caring for a variety of family members or a frienide explored the ways in which men
‘gained access to family caregiving role’ (1996:1G8guing it might be difficult for
men to enter the role of caregiver because trauditip this has been perceived as a
female role. Using a personality trait scale, pgytints were identified as having
androgynous, masculine, feminine or undifferentigiersonality traits. Participants
scoring high on masculine traits spoke of how tpeior experience and role models of
their childhood had made them see caregiving appropriate male gender role. Many
had been exposed to caregiving within the familjnbas a child. Early exposure to
caregiving behaviours has been cited as a reaspme&h may chose to undertake the
role in later life (Archer and MacLean, 1993; Jqri#¥)6). Other reasons Hirsch (1996)
found for men to commence caregiving included lamd affection for the care-receiver
and a religious belief that it was the right thiogdo. However one participant
expressed concern about being a carer; being widirég others might see him as less
of a man if he told them he was carer to his motHesch’s study also found that some
men only became carers on being made redundantdnopioyment (1996). It might be
that caregiving replaced other forms of work. Thesge been studies indicating that
men may undertake care of a relative and childre@napaid employment is not
available to them (Bytheway, 1987; Charles and 3$a2@05).

A sense of obligation together with life experienogay be factors which influence men
to undertake the carer role. However, as suggdstétirsch (1996), male carers may
not think that being a carer is an appropriate rgateer role and the constraints
inherent within a carer role may be unpalatablénémn. As a consequence some men
may negotiate their obligation to provide carevaiimg reasons why they can or

cannot be involved in the care of relatives.

Negotiating obligations — deserving of care

The obligation to provide care for a relative may be absolute and Finch and Mason
(1993) identified that often a process of decigizaking took place. In their seminal
sociological work exploring kinship obligations thisund people made decisions on
whether to offer support to relatives based onrmftion they had about how these
people came to need support. Participants in thaystere provided with vignettes of
situations where family members required diffeitgpes of support, including financial
assistance, a place to stay, and help with carenviésponding on whether or not they
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would support the person, participants made dewdimsed on how deserving they
considered the relative to be, coupled with thedaatf providing care on their

personal well-being (Finch and Mason 1993). A Iatady by George at al. (1998)
confirmed the early findings of Finch and Masort heople made considered decisions
before offering support. However, the study by Geaet al. (1998) explored offers of
help across friendships rather than family scesaaitd suggested it may be easier to

limit support to friends than immediate family.

The study by George et al. (1998) of 212 men artdv@@men found that men assessed
the control they would have over the task and wéretiey perceived the friend to be at
fault before undertaking the helper role. This @piof the person being deserving of
care was reiterated in a later study exploringihglpatterns in undergraduates.
Exploring the decision-making patterns of 214 ugdsaluates, Mosher and Danoff-
Burg (2004) presented participants with vignettesanegiving situations and asked if
they would provide support to the caregiver. Whtitgse participants were not carers
themselves, their choices reinforce other studhecating that women feel a stronger
obligation to provide support to others than merMbsher and Danoff-Burg’s (2004)
study the majority of female participants wouldesthigher levels of support than male
participants, whilst male participants indicatedttthey would provide higher levels of
support to employed caregivers than retired caeegivlhis finding suggested that there
were different decision-making processes takingepfar men and women. The design
of the study did not enable further explorationvby employed carers were offered
higher levels of support, but it may be that pgstiats perceived retired people to have
the time to undertake caregiving as they had neratlork commitments. Whilst these
three studies did not explore the motivations afjgbe who were providing long-term
care, they added to the understanding of factorshwiay influence men’s decisions to
provide help to another person. They suggestechteatmay offer less practical help
than women and that offers of help may be mediayedecisions over how deserving

the other person is of support and the personaemrences of providing such support.
Negotiating obligation — flexible employment

Male carers appeared to consider the pragmatioadgrtaking the role as well as their
obligation. In a qualitative study of 30 son cayexged 32 to 71 years, Harris (1998)
found that as well as feelings of duty and loveissbecame a carer because they
recognised the need to take charge. They also leatkof flexibility in their working

lives which enabled them to actively participateha care of their parents. Harris
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(1998) merged the findings of primary and secongdarycarers; secondary son carers
supported another person who was the primary c8her justified this decision by
explaining that both primary and secondary sonrsaradertook similar caregiving
tasks; however she did not discuss the suppa@nyif provided by the primary carer to
the secondary carer sons. Understanding how soressupported by other relatives,
particularly a female relative, is important agtatork has found that male carers are

frequently led into caregiving by wives and sist@erstal and Gallagher, 2001).

A later study by Hequembourg and Brallier (2005pédhighlighted the importance of
flexibility of work. Interviewing eight pairs of nb@ and female siblings they explored
who within the sibling pair provided the majoritf@are to ageing parents, finding that
those brothers with flexible work commitments warere likely to provide more help
than men with more fixed employment patterns. Athtion of the study was that the
eight sibling dyads were middle class with incomsch meant there was perhaps a
higher degree of flexibility over whether, how amtden brothers offered support. Men
with higher incomes have been found to be ableajogthers to undertake personal care
(Campbell and Martin-Mathews, 2003). Through un@erding how men make
decisions about whether to undertake caregivinmsedves or whether to pay another

person could lead to a deeper understanding gfltheomenon of male caregiving.
Negotiating obligation — relinquishing obligation

Research specifically exploring the experiencasale carers has found further
evidence of men negotiating their obligationshére was a female relative available to
undertake the caregiving men frequently relinquistieir caregiving responsibilities
(Horowitz, 1985; Globerman, 1996; Gerstal and Gdéx, 2001; Hequembourg and
Brallier, 2005). Men might only become the primagayer when there was no female
relative available. Horowitz (1985) undertook resbaexploring the gendered nature of
caregiving. Interviewing 131 adult children caresgy of whom 32 were sons, she
argued men may become carers in the absence gahledemale relative, or because
they lived substantially closer to the ageing patlean any other sibling. The female
relative does not need to be a sister, as Globe(r#86) found that sons deferred their

caregiving role to their wives.

Exploring the motivation of married adults to céea parent-in-law with Alzheimer’s
disease, Globerman (1996) interviewed six sonsamdnd ten daughters-in-law and

their spousal partners. She found a blood relgliipndid not always influence who
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became the primary carer, with many daughtersvinideentifying themselves as the
primary carer. A limitation of the study was thatvas unclear how intimate the
relationship had been between participants and plaeent-in—law before the elder
developed Alzheimer’s disease; a close relationstight have prompted caregiving
rather than gender. Daughters-in-law took a motieeapart in caregiving than sons-in-
law, who stated that they were there to help oth veisks, but they were not the

managers of care, rather they supported their wives

The findings from Globerman’s study confirmed thedry that women undertake the
majority of caregiving because they feel a stroragigation to provide care to non-
blood relatives than men. She found male parti¢gpapoke of obligation in a universal
rather than personal way. They felt older peoptaukhbe cared for because it was the
right thing to do, as one son-in-law stated ‘wewlltht we felt was right, what we had
to do’ (1996:39). Daughters-in-law, however, fadt only a personal obligation but also
described how others expected them to undertakeattes role, suggesting that were
cultural and societal norms about who should delvaee. Later work by Gerstal and
Gallagher (2001) further supported the notion thah may undertake care in order to
support their wives who are primary caregivershadth studies the types of care
provided by the male participants tended to betéichto traditional male activities, such
as garden maintenance and providing transportt gaght be that when the man is the
primary or sole caregiver the experience and rafgetivities differs from when they

are supporting a female primary carer.

Whilst male carers appeared to be able to legigiyiategotiate their caregiving
contributions to relatives, when they did provideecthey did not speak of obligation

rather they couched their reasons for providing ed@thin the concept of reciprocity.
Reciprocity within caregiving

The concept of reciprocity in relationships is lthea the mutual exchange of support
and resources and has been cited as one of ttenseaen give for undertaking the care
of a relative, particularly a wife or parent (Arctaand MacClean, 1993; Parsons, 1997;
Neufeld and Harrison, 1998; Campbell and Carr@lQ?.

Archer and MacLean (1993), interviewing six maleees, identified that sons
expressed a sense of reciprocity towards their ensthased on the nurturing they had
received from her as a child. Parsons (1997),vi@efing eight male carers, found

reciprocity was an essential theme within male spband son caregiving. However in
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Parsons’ study the majority of participants werdarmmer providing care and therefore
it is difficult to know whether these feelings efciprocity were also present when they
commenced caregiving or whether they developede&ipants reflected on past

caregiving experiences.

A larger study by Campbell and Carroll (2007) depeld the idea that sons may care
out of a sense of reciprocity to their parent. Chelipand Carroll (2007) interviewed 58
adult sons caring for parents to explore how timese perceived their masculine self.
They found men were not reluctant to take on canegiand that frequently
participants stated that they provided care becpasents had previously taken care of
them. Campbell and Carroll (2007) suggested mee waviding care as a form of
‘quid pro quo’ (2007:503) as they now cared forgmais who had previously provided
for them. This contrasted with the essentialisiwilkat women provide care as an
innate predisposition (Gilligan, 1982). Howevertheir study, 38 of the 58 sons
interviewed were married and it was unclear how mawgpport their wives provided
with caregiving routines; this might influence tieaning these men gave to
caregiving, as Gerstal and Gallagher (2001) fotmatl tnen were frequently pulled into
caregiving roles by their wives and it could bet tine choices regarding care and types
of care undertaken by the men in Campbell and @arstudy were heavily influenced

by the wives.

Whilst these studies have explored how the conaleygciprocity may have influenced
men’s decisions to undertake caregiving role, tbekvof Neufeld and Harrison (1998)
took this further, considering the role of reciptpin the continuance of caregiving.
They interviewed 22 male caregivers aged betweesm837 years. However only four
of the sample were aged under sixty and only tréell-time employment, so it is
acknowledged that transferring these findings younger male population may be
difficult. Nonetheless a strength of the study wathe longitudinal nature of data
collection, with men being interviewed 3 or 4 tine&r an 18 month period, thereby
adding credibility to the findings. Findings indied caregiving might take place
because of a past positive reciprocal relationshiin husbands now providing care
because of experiencing a positive marriage. Qthsbands provided care because of
perceiving it as ‘the right thing to do’. The coptef providing care through a sense of
natural justice rather than through love or oblgabhas been seen in several other
studies (Globerman, 1996; Mays and Lund, 1999; j[Baial., 2003).
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Of particular note in Neufeld and Harrison’s (1988)dy was the way in which
caregiving through a sense of reciprocity frequeatianged to caregiving through a
sense of obligation, particularly as the lengthiroke caregiving increased. This was
evidenced in the findings, as out of 22 participakf2 spoke of providing care through a
sense of obligation rather than because of redigrd@bligation appeared linked with
the feeling that they ‘ought’ to care for a relat{1998:963). Neufeld and Harrison
found when men cared from a sense of obligation tlescribed negative feelings such
as psychological stress, burden and isolation. Men stated they cared because of
reciprocity did not express these feelings. Thidifig has not been explored in other
studies but it did suggest that the way in whicmmecide to undertake caregiving
might influence the meaning they give to the exgrere of caregiving. This concept
could be also be explored when men have relinqdigineactivity, such as employment,

in order to provide care.

Lack of alternative

There was evidence that whilst men might relinqaister responsibilities to a female
relative when they were the only child or lived gephically closer than other siblings,
men did also undertake caregiving (Campbell andil&datthews, 2003), suggesting
that they did not shun the role per se, rather théyot actively seek it. However, it is
unclear whether this is due to male carers’ deassar women actively seeking the role,
as women are more likely to perceive an elderixgatquires care (Gerstal and
Gallagher, 2001; Romeran, 2003)

Sons may be more easily able to negotiate caragréisponsibilities than husbands.
Boeije et al. (2003) found with spousal carers, ngtike care-receiver has a
deteriorating disease, carers ‘drifted into the meithout exercising genuine choice
about their willingness or ability to give care0@3:249). Although Boeije et al. did not
explore this, it may be that drifting into the rotekes it harder for men to identify that

they are undertaking caregiving, thereby limitihgit access to support services.

Gaps in understanding why men undertake the carerr  ole
The findings of these studies show that at times may make decisions to provide
care based on normative beliefs around whethemitdre appropriate for women to

provide care and whether the caregiver is desewirigeir care. Nonetheless there

were also situations where men appeared to dtdttive role and situations where men
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undertook care because they described it as thethijng to do. Whilst some studies
found male carers undertook care because they @ibitlchto their employment
patterns, it was not possible to draw conclusidrmiawhether being in employment
influenced men’s decisions to care. These studi@gged an argument that men
undertook caregiving not necessarily through aat@mbligation, rather decisions to
care were justified in terms of reciprocity, orrugihe best available person. However,
it was beyond the scope of these studies to explbether the different routes into

caregiving influenced the meaning men gave to fipeeence of being a carer.

Having examined how men might become carers, tbature was further explored to

gain an understanding of the ways in which men migliertake care.

How men undertake caregiving

Using the concept of care developed in Chapter That,caregiving involves practical
care, emotional care and managerial care, litexatas reviewed to develop knowledge
of the types of activities working-age male cargrdertook. Empirical evidence had
suggested that men past retirement age undertoegicag in similar ways to female
carers (Arber and Gilbert, 1989; Chang and Whiteaive 1991; Fisher, 1994), but in
exploring how younger men undertook care there gatta more complex picture,

with some men seen to undertake care in distiitfgrent ways to female carers.
Obligation — influence on activities of caregiving

The types and level of obligation felt by some careay influence the types of care
they are willing to provide. Using data from then@dian Work and Family survey,
Campbell and Martin-Matthews (2003) found men eigrered an obligation to provide
care and the level of obligation influenced theetypf care they undertook. Analysing
guestionnaire data on 773 men aged between 42&3,yweho provided care to at least
one parent or parent-in-law, they found that whengon had high levels of perceived
obligation to provide care for ageing relativegréhwas a positive correlation with a
willingness to be involved in care of a female tigla Further they were more likely to
undertake traditional female care activities susbathing, toileting and feeding.
Campbell and Martin-Matthews concluded that ‘fegdirof filial obligation play a more
significant and necessary role in the level of Imement’ (2003:5354). However, there
were predisposing factors which increased theilikeld of these sons providing such

care, namely living with the parent and the abseficgher siblings with whom to
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share the caregiving. Therefore whilst the studkdd filial obligation with men’s level
of involvement in gender-neutral and traditionahéde carer activities, such as personal
care and emotional care, these findings need tmbsidered in light of the fact that

these men may have had few alternatives but tortaigesuch types of care.

Filial obligation has not been found to be a premiof men’s involvement in
traditional male tasks such as garden maintenaniggesting that men do not need to
feel obligated to the role of carer to undertaleséhmore traditional male activities
(Campbell and Martin-Matthews, 2003). It appea&d thigher levels of obligation to
the role of carer are required before men will utedee more traditional female care

activities.
Caregiving activities

Undertaking physical tasks

Studies recruiting male carers have tended toreiieeuit men who provide care
alongside another family member, most usually thvfie or sister, or they have
recruited men who are the primary carer for a ngdail he types of caregiving activities

men undertake appear to differ depending on whetheot they are the primary carer.

Exploring the experience of spousal couples wheigseal care to another family
member, Gerstal and Gallagher (2001) undertookaatifative analysis of interview
data from 94 spousal couples. They sought to eepldrether household structures and
family relationships impacted on the nature of ntaeegiving and secondly whether
employment, both husband’s and wife’s, impactethemature of caregiving. They
found family structure rather than employment iafioed the type and amount of care
men provided, identifying that wives drew the metoicaregiving. For example, when
the wife left the home to attend to a relative’secaeeds the husband would go as well,
frequently to drive his wife; he subsequently répdithis as joint caregiving activity.
They also found men were most likely to undertaketlimited tasks, such a mowing
the lawn and providing transport, whereas wivesenicquently cited the emotional
demands of caregiving and the need to physicallyitethe cared-for person. A
number of studies have suggested that male casydemore likely to undertake
time-discrete, outcome-related tasks such as magage finances, garden maintenance
or household repairs. As a consequence they dprawide the same type or level of
care as female carers (George et al., 1998; GanstbGallagher, 2001; Hequemberg
and Brailler, 2005; Jegermalm, 2006).
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A gender division in caregiving activities was ats®n when men spoke of how family
members supported them in their carer role. Sar{@06) used a phenomenological
methodology to explore the support networks of ncalers and found that family
members often supported the male carer. Whilsirthgrity of participants in Sanders’
study were men aged over 65 years, she highlighéxperience of one 41 year old
man. He explained how his wife and son helpednminithe care of his relative, stating
‘my wife does the bathing and toileting and my gom charge of all the garbage’
(2007:108). This evidence suggested a gender divisi tasks, with the male carer

seemingly avoiding providing personal care.

Globerman (1996), specifically exploring the expades of in-laws providing care to
elderly parents-in-law, suggested that in marriagenen would predominately provide
the majority of care, whether or not the persordimggethe care was a blood relative.
However a study by Campbell and Martin-Matthew0@did not find that marriage
made a difference to the types of care undertaRather, they found it was the
demographics of the siblings which most influentesitypes of tasks undertaken by
son caregivers, with men without siblings being enidtely to be involved in all types
of caregiving. This finding reinforced the theohat men undertake care because of a
lack of alternative. The different data collectimethods of each study may account for
the different findings. Campbell and Martin-Mattle{@2003) undertook analysis on
survey data of 773 employed men who stated thegnimok care of a parent; 92% of
the cohort were married but the experiences ofilies were not sought in their study.
Globerman (1996) interviewed 16 caregiving coupbgether and it may be that the
presence of a wife, who herself felt involved ie ttaregiving, mediated the responses

of the male carers.

The nature and duration of caregiving across gewdsrexplored by Romoren (2003).
He analysed longitudinal data from 227 adult cleifdcarers and found very few
differences in the level and types of care undertdly daughters and sons. Romoren
(2003) explained that what differences there weightrhave been due to more sons
than daughters being in full-time employment, megnhey had reduced opportunity to
undertake care. The slightly higher levels of daeigbaregiving may have been due to
daughters recognising the need for, and so prayjdinpport at earlier stages in their

parents’ decline.
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However Romoren’s (2003) findings were contradidted study by Hequembourg and
Brallier (2005), who recruited eight brother anstesi pairs who were caring for elderly
parents. Using face-to-face interviews with eabtirgy they found in all cases the
sisters were responsible for coordinating the ddirecting the brother in activities he
needed to undertake. They also found levels of wadertaken by the brothers differed
depending on how involved in the caregiving theyeve~our brothers were helper
brothers who took on the traditional male careksas car and home maintenance;
these brothers waited for their sister or paremistofor help. The remaining four
brothers were ‘co-providers’ and there was equitthe care provided by brother and
sister (2005:60). The co-provider men had flexietek and family commitments
meaning they were more readily available to prowde. Nonetheless almost all of the
sisters were also in employment, indicating thek laf employment cannot always be a
mediating factor in level of care provided. Motleely to be a mediating factor was
gender, particularly as Romoren (2003) found merertikely to wait to be asked for
help or to promote the independence of elderltikela than women. However, once
the man made the commitment to undertake cardyjpless of tasks they undertook were
the same as their sisters, for example co-providathers undertook emotional support,
personal hygienic and medical tasks such as assestaith bedpans and management

of urinary catheters.
Undertaking intimate personal care

Whilst studies exploring caregiving across siblihgse suggested difference in the
types of care and levels of involvement undertakebrothers and sisters, when there
was not a female relative available to provide casde carers appeared to undertake
exactly the same activities as their female copaigs (Horowitz, 1985; Archer and
MaclLean, 1993; Campbell and Martin-Matthews, 2@@&mnpbell and Carroll, 2007).
Nonetheless providing personal intimate care agoktr cause unease amongst male
carers, particularly sons caring for mothers (Aroed Ginn, 1995; Parsons, 1997).
Spousal carers frequently accepted such care tsfgheir role, but they still explained
that providing such care could change the natutkedf relationship with their wife
(Parker, 1993). However, when the carer was a aongfor his mother the feelings of
unease increased. In a study of five spouse apd #un carers, Parsons (1997)
identified that sons found it harder to undertakgsical care of their mother than
husbands did of their wives. This was confirmedbgter study by Campbell and

Carroll (2007) who, in a study of 58 son caregiyéatentified that sons found it
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particularly difficult to undertake personal cace their mother, nonetheless ‘they just
did what had to be done’ (207:498). Several othin@s have also suggested that
whilst personal care may be emotionally difficifithere is no other alternative male
carers will undertake such tasks (Horowitz, 198is¢h, 1996; Parsons, 1997; Harris
1998; Thompson, 2002; Kirsi et al., 2004; Campaed Carroll, 2007). This finding
suggested the assumption that men undertake diffeage activities to women, was not
always founded, with male carers frequently undt@ntha wide range of practical care
activities. If men are undertaking the same tygesacegiving activities as women it is
perhaps the way in which men conceptualise theagiang activities and roles that

leads to them having distinctly different experiento female carers.

Male carers appeared to compartmentalise theigéng activities however, the
studies reviewed so far have discussed the praet&ss in which men undertake
caregiving, with little reference to the emotiotaour of caregiving. To explore how
male carers provide emotional care two studiesgusiqualitative approach were

evaluated.

Emotional care

Many of the studies exploring male carers’ caremj\activity focused on the range of
practical and managerial tasks they undertook. Kewdwo studies used a qualitative
approach to explore the meaning of caregiving tteroarers (Parsons, 1997; Harris
1998). These studies provided a deeper understaoélithe emotional aspects of
caregiving. Parsons (1997), in her phenomenologitaly, interviewed five spouse and
three son carers and identified eight emerging #semhese themes were ‘enduring’,
‘vigilance’, ‘sense of loss’, ‘aloneness and lone8s’, ‘reciprocity’, and specifically in
son carers, ‘overstepping the normal boundarieghiwher study there was evidence
of the men being emotionally involved in the pracetcaregiving. Participants spoke
of their sense of loss and feeling alone as thstytlee person they had known to
dementia. They also had to be vigilant about safeading to loss of the care-receiver’s
autonomy and identity when participants had to takay objects or control from their
relative in order to maintain their safety. For e, one man had to stop his father
driving and he spoke about how part of his fatlet been lost now he could no longer
drive. This study reiterated the idea that spounsksans experienced providing
personal care in different ways. The son carersesged unease with providing

intimate care to their mothers, illustrated throtigg theme of stepping over the
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boundary. Whilst Parsons’ study added to the umaeding of the meaning of
caregiving for male carers, it was not possiblelémtify how many of the participants
were of working-age and how many, if any, were cioinig care with employment. It

may be that these characteristics change the ngeahiaregiving.

In a larger study exploring the meaning of caregvHarris (1998) interviewed 30 son
carers. Her study, whilst not phenomenologicaldwus®e interview guide and thematic
analysis, therefore it is credible that the findimgported have captured the meaning of
caregiving for these men. She identified five thenduty, acceptance, taking charge,
common emotions and work flexibility. The majordfsons spoke of their sense of
duty to undertake care of their parent and, whkikgiressing sadness at the decline of
their parent, they accepted the reality of theasitun. They spoke of taking charge,
identifying this as part of their role as a sonisTtharacteristic of male caregiving
appears to have been contradicted by Hequembodrgmatlier (2005), who found that
women tended to take charge of planning the caregiVarris states that 77% of her
sample had siblings, the majority being sisterd,iamay be that had the opinions of
sisters been sought they would have stated thptdioé charge. The caregiving sons
in Harris’s study experienced a range of emotioeiding ‘anger, resentment and
guilt’, particularly when they felt that had notlfufulfilled their caregiving obligation
(1998:346). In a later work where she compares fiata this study and another one
exploring spousal carers’ experiences, Harris ifledtthat son carers were more likely
to express negative consequences of caregivingasistress and burden (Harris,
2002). She also found sons were more able to setdawies to their caregiving,
suggesting that spousal and son carers may hdeeedif experiences of being a carer.
This finding may be important, as studies frequestibsume son and husband

experiences together.

Both of these studies captured the emotional expeei of being a carer, but a
limitation was they only recruited men caring faregative with dementia. It may be
that the caregiving experience differs if caringgomeone with a physical disability
where the communication with the relative is nopaimed. It was noted that in neither
study did the men refer to any emotional suppat they might offer their relative,
although they highlighted the emotional difficustief taking control away from a
parent. It may be that male carers, through fogusimthe physical rather than

emotional needs of the care-receiver, are buffatirghselves from the emotional
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consequences of providing care. However, it maykybe that studies to date have

not been designed to enable male carers to tahkecdmotional support they provide.
Consequences of being a carer

Since the mid 1980s an extensive body of literaha® developed suggesting male and
female carers experience different levels of bur@emden usually refers to the level of
distress experienced because of their carer rotd-@vland and Sanders, 1999). The
majority of studies found that male carers expegehess psychological stress and
burden than their female counterparts (Zarit etl®80; Horowitz, 1985; Chang and
White-Means, 1991; Almberg et al., 1998; Dennialgt1998; Cousins et al., 2002;
Hirst, 2003; Hirst, 2005; Pinquart and Sorensefg2®Robertson et al., 2007).
However, the psychological stress and burden neaakrs did express tended to have

different causal factors than female carers.

Almberg et al. (1998) recruited 15 male and 37 fencarers of elderly people with
dementia. Using a validated questionnaire survey ttientified that the factors causing
stress to male carers were their lack of positivdook and a lack of social support,
whereas female carers described health problemsteaid in family relationships as
the factors leading to stress for them. Levelsiety were also found to be higher in
female carers than male carers (Dennis et al.,)1®88this may in part be linked to
levels of self-belief in one’s ability to undertattes activities of caregiving (Hagedoorn
et al., 2002).

Whilst many studies provide evidence of physiolabend psychological differences
between male and female carers, a few studiesr@veund a significant gender
difference (Zarit at al., 1986; Miller and Cafas$692; Carlson and Robertson, 1993;
McConaghy and Caltabiano, 2005; Baker and Robera®8B). There are a number of
possible reasons for this disparity, including kngf time caregiving, the age of the

carer, levels of self-belief and whether or not¢hesr experiences role engulfment.

Firstly, Zarit et al. (1980, 1986) undertook a landinal study of carers of people with
dementia and suggested that the length of timéhadeébeen a carer might affect the
level of burden experienced. In the 1986 followstydy Zarit et al. (1986) found that
the differences between male and female carersdedan 1980 was no longer

apparent, with both genders now having similar eotyles. They argued that
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differences in the caregiving burden reduced withlength of time a person undertook
the role, leading to similar coping strategies sinailar levels of burden. Hirst (2005),
using survey data, also found that the levels cégiging burden fluctuated over time,
with psychological distress being most pronounddatie@beginning and end of the
caregiving episode. A limit of the study by Zatitad (1986) was that only husbands
and wives were recruited and the age of the sapgpelation suggested that the
majority of participants might have exited employmé herefore conclusions cannot
be drawn as to whether younger son carers wouldreqe the same level of burden
as their sisters if re-interviewed after a few geafrcaregiving.

Secondly, age may be a factor explaining simileelle of burden in male and female
carers, as older male spousal carers have beed foumdertake the same tasks as their
female counterparts, therefore they may experiémesame involvement in care and
subsequently experience similar levels of burdehsirain (Fisher, 1994; Thompson,
2002). Further if younger carers are trying to coraltaregiving with paid employment
this might have a negative impact on their senseetitbeing (Arksey, 2002; Philips et
al., 2002)

Thirdly, it has been found that male carers mayegpce different stressors to their
female counterparts and they may have high levedsléefficacy which could buffer
stressors (Hagedoorn et al., 2002). Finally, Greem(2002), exploring the experiences
of parents othildren with mental health problems, found thad¢ mngulfment was a

predictor of great distress rather than the geaotidre carer.

Reviewing these studies it was difficult to drawclusions about gender influences on
the consequences of caregiving. However, evensfatcepted that male carers may
experience less stress than female carers, thisl&dge alone does not expand the
understanding of what aspects of caregiving causelieve stress in male carers. Many
studies exploring burden and stress have used p®gibal quantitative methodologies
and it may be that in-depth qualitative studies ifquovide male carers with the
opportunity to share the aspects of caregivingdhase them the most distress.
Understanding how male carers mediate stress maw that similar strategies could be
used with female carers.
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Mitigating the stresses of being a carer

The literature revealed a number of ways througtthvimen sought to mitigate the
stress of being a carer. Male carers set targatshigh levels of self-efficacy, found

respite in other activities and drew on social suppetworks.

Setting targets

Mays and Lund (1999) found that one of the waysencalers of people with mental
health problems coped with caregiving was by sgttéalistic and action-orientated
targets. This task-based approach had resonanteheitaregiving activities male
carers undertake which, unless the men are satescaended to be measurable, time-
restricted, discrete activities (Gerstal and Galé&ag2001). McConaghy and Caltabiano
(2005) also found that when both male and femailersdocused on practical rather
than emotional types of caregiving, they experidritigher levels of satisfaction in
their role, suggesting that it is the emotionaleas$f caregiving which has the most

detrimental consequences.
Self-efficacy

There is evidence that men experience satisfafitoon their role as carer and this may
in part explain the different levels of burden exgeced by men and women. In a
qualitative study interviewing three husbands dmde sons, Archer and MacLean
found that all the men stated that they ‘received@anense amount of gratification and
satisfaction in their role as carers’ (1993:16)ater study by Hagedoorn et al. (2002)
found that men felt that they did a good job aa@ic Using a range of measurement
tools to test the hypothesis that identity mayibkeld to stress in 32 female and 36
male carers, Hagedoorn et al. (2002) explored gaself-belief in their role and found
that male carers had higher levels of self-efficd@an female carers. This may explain
why male carers frequently experience less burddrstress than their female
counterparts. These findings suggested that sefitity might influence the meaning

men give to the caregiving experience.
Respite from caregiving

Male carers also placed importance on time away fiee caregiving role, either
through formal respite arrangements (Harris, 19®3pr leisure pursuits (Archer and

MacLean, 1993) or when undertaking paid employnf@riksey, 2002). In Archer and
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MacLean’s (1993) study only one of the six partigifs was in employment and the
findings do not highlight whether he was as ablertdertake the leisure pursuits that
the others in the study found so beneficial torttwll-being. Employment was another
way in which male carers gained respite (Arkse@20Yet employment, whilst

providing respite from the physical work of caregg, can lead to different stressors.
Social support

Social support was also found to enhance male<ability to cope with the role. For
some social support came from family, but moredszdly men found that family and
friends did not offer much support (Archer and Meah, 1993, Hibbard et al., 1996;
Parsons, 1997; Pierce and Steiner, 2004). Nonsthaleearlier study by Kaye and
Applegate (1990) identified it was not the frequenthelp male carers received from
their families but the man’s perception that hisifst held him in positive esteem that
impacted on his sense of well-being. Hirsch (19@8)forced this idea, arguing that
positive feedback from family members enabled noesustain their non-normative

role.

Gaps in understanding about how male carers underta ke caregiving

Studies exploring how men provide care and theequsnces of being a male carer
frequently contradicted each other. Men who weeepttimary carer provided the same
types of care activities as women, although thégmofonceptualise these in different
ways. For example, they view an activity as a @scmeasurable activity rather than
part of their overall role. Yet when there was mdde relative available to undertake
caregiving men usually reduced the amount and tgpeare they provided. There is
evidence that women may change the nature of camgdior sons and husbands,
therefore studies recruiting male carers might rieatearly define whether or not
participants are sole carers or part of a caregifamily. When seeking to understand
the benefits and consequences of being a male tbameris again contradictory
evidence, with some studies suggesting men experi@wer burdens and strain than
their female counterparts and others finding naisigant differences. In part this may
be mediated by the length of time the person has becarer, although there was some
evidence that men undertake caregiving in a tasatated way and that they have high
levels of self-efficacy. Such factors might explainy men often express less burden

and strain and this is an area for further expionatit might be that self-efficacy is
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related to the way in which men perceive themsedwveksconceptualise their role. For
example, men may see the role of carer as a distativity to be managed and

achieved rather than an all-encompassing parteif life.

How men retain their identity when in a caregiving role

Since the late 1990s there has emerged a bodyré&fseeking to explore how male
carers conceptualise their identity. Understantlioly male carers think of themselves

may deepen understanding of how they experiencadtity of caregiving.

Husband carers may experience a conflict over theirtity and obligations as husband
and their responsibilities as a carer. Henders6l(®, in a qualitative study exploring
the impact on people’s construction of identityyrid that husbands whose partner had
a severe and enduring mental illness experienceflfictdetween their roles of carer
and husband. Spousal couples often stated thahlprafessionals perceived them as
carer and cared-for rather than equal partnersjfggly spouses were encouraged to
report their partner’'s non-compliance with medigas. Participants described how
being identified primarily as a carer created dohflith their husband role. This
finding highlighted that people’s perception ofitheelf may conflict with health
professionals’ more realist view that family mensbare carers first and foremost and

should accept those responsibilities.

There has been further debate about whether medesadevelop a new sense of their
masculine self. Campbell and Carroll (2007) expaldniew 58 men caring for elderly
parents, 40 of whom were caring for their mothenaeptualised their gender;
specifically whether they perceived themselvesitfsrohg from the hegemonic
masculinity ideal proposed by Connell (1995). Ugjnglitative guided interviews they
sought to explore how participants experienced taegiving role. Findings
suggested that the sex of the care-receiver didffett the way in which male carers
perceived their masculine identity. Whether caforgtheir father or mother, these men
felt comfortable with their identity and their rads a male carer. Nonetheless
participants still spoke of general caregiving ichdtomous gendered ways, explaining
that female carers were better at the emotionaliatehing aspects of caregiving.
Findings also showed that male carers adoptede-ttharge’ and ‘just-do it approach’
(2007:498). Campbell and Carroll (2007) acknowlettg single interviews were a
limitation of the study as they were unable todallup themes for the preliminary
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analysis; therefore participants have not validatéstpreted findings. However, earlier
studies also found that male carers often adoptakleacharge attitude to their role
(Harris, 2002; Thompson, 2002), suggesting thaernaters may adopt problem-
solving rather than emotional responses to canegisituations. An assertive approach

to life is cited as a masculine trait (Moynihan9&%

Men who become carers may leave employment andthighihey lose a part of how
they were previously defined. Harris (2002), reviggwher studies which had explored
the experiences of 60 husband and son carers pfepeith dementia, found that taking
control of the caregiving situation came naturédlyhese men as it was part of their
male role in society. Nonetheless participants algressed a sense of loss of their
manliness, with one male carer stating ‘you begilose your male identity’
(2002:225); this was often coupled with loss of eayment.

Gaps in understanding the identities of male carers

The literature exploring identity with male carersn its infancy, but there is
developing evidence that men undertaking a trathliy female role use strategies to
maintain their masculine identity. Male carers maytalk about their carer role when
undertaking activities away from the caregivingiatton. They frequently justify why
they are in the care role, for example being tHg sibling, being geographically close
to the elderly parent or explaining that they hawduty to reciprocate previous care of a
parent. A study which includes male carers froraraye of caregiving situations,
including husband, son and father, may help tceimse understanding about the ways
in which these different family identities are ntained or conversely subsumed into a
carer identity. Whilst male carers frequently sthg they provide good quality care,
they still revert to social norms by describing vemas natural empathetic caregivers.
This schism between self-efficacy in their actastiand beliefs about who should most
naturally provide care merits further exploratias,it may illuminate how and why

male carers sometimes appear to experience ledsrband stress than female carers. It
remains to be explored whether being in paid emptayt alongside caregiving impacts

on the ways in which male carers conceptualise ttentity.
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How men experience being both carer and in paid emp  loyment

The number of carers who combine paid employmetit thieir caregiving role
continues to increase, with demographic data stiggethat a growing elderly
population will mean more people of employment agdking decisions about
combining employment with caregiving (Buckner anebyidle, 2005). Therefore, it is
pertinent to have an understanding of how malersaeperience employment. The
literature pertaining to the experiences of caieeEmployment is still relatively limited
and many studies have focused on how women conelonpdoyment with either
motherhood or carer roles. However, recent goventiingiatives have sought to
encourage employers to adopt more flexible emplaoymatterns, enabling carers to
return to or remain in the workplace (Evandrou &talser, 2004; Work and Families
Act, 2006; DH, 2008), meaning that both male amddie carers may now be more
readily able to combine caregiving with employm@ittrough exploring the literature
around the experience of combining work and caregj\a contradictory picture arose
of carers experiencing both benefit and burden fumitertaking paid work alongside
unpaid caregiving. It appeared that, as with makiiregdecisions to become a carer,
others’ expectations and carers’ self-identityuaficed how men experienced being a
working-age carer. Understanding the motivatiors experiences of working-age male

carers added another layer of knowledge abouthleagmenon of male caregiving.
Motivations for undertaking dual roles

As with making the decision to undertake the cewhs, literature was reviewed to
explore the reasons men gave for combining thes rieinpaid carer and paid worker,
as such an understanding may contextualise theingetirey gave to the experience.
The main motivator for remaining in paid employmemtboth male and female carers
was financial security (Arksey and Glendinning, 80MHowever, their personal sense
of identity also played a part in men’s decisiamsamain in paid work. In a study
interviewing 80 carers of whom 43 were in employmémksey and Glendinning
(2008) found that whilst the main motivator wasaficial income participants also
spoke of the importance of being identified as akimgy person. Whilst only 22 men
were in the study and gender differences were xytaitly explored, the illustrative

quotes suggested that in this study both male eméle carers had similar experiences.
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Those carers who perceived themselves primarignasmployed worker were more

likely to remain in employment even when their ¢ggwving commitment increased.

Researchers have found it difficult to theorise thike caregiving causes men to exit
employment or whether absence of employment prtetgs caregiving (Heitmueller,
2007). Bytheway (1987), in an ethnographic studs ofining village, found that when
miners were unemployed they undertook caregivestabhilst still stating that if paid
work became available they would return to emplaymeéhis suggested that

employment was more important to these men thaentaiing caregiver activities.

A later study by Campbell and Martin-Matthews (2pfigind that type of employment
impacted on whether men stayed or left employmEmtse men in lower paid work
were more likely to leave employment to undertakar@r role. The age of the male
carers also appeared to contribute to whether merbimed the dual roles of carer and
employee. Evandrou and Glaser (2004) found thatwienwere near retirement age
when their caregiving role commenced were mordylikeleave work than those who
started their carer role between the ages of 45¥4finger men were more likely to
make adaptations to their employment style, formgxXa reducing hours or changing
jobs, than to leave the employment sector compléElandrou and Glaser, 2004).
This finding suggested that employment was moreoitamt to younger men,
confirming the theory that men of retirement age alder men make similar decisions,

and undertake care in similar ways, to female sarer

In a survey of a health authority workforce, Ra(297) found the majority of
participants in the study worked part-time butwits other studies finding similar
themes, it was not possible to make a causal sekttip as to whether part-time
working led to the opportunity to be a carer or thiee being a carer led to part-time
working. In her study the majority of respondentyevwomen and there is evidence
that female carers are more likely to work partetithan male carers (Yeandle et al.,
2007).

Whilst there appeared to be a lack of conclusivdence as to why carers may combine
the two roles, there is a greater body of work erpy the consequences and benefits of

being both a carer and in employment.
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Consequences of being a carer on employment

A number of studies have explored the impact oflegmpent for carers, often
contrasting the male and female experience. Thaadetogies of such studies were
usually based within an evaluative framework, fesafly drawing on secondary data
sources such as the British Family and Working &i8ervey and General Household
Survey and their American and Canadian equivalents. Rekale focused on the

consequences of being in employment whilst undertagare.

Being a male carer may negatively impact on empkynn several ways. One of the
consequences of being a carer in employment iadiaa Carers are likely to earn less
than their non-carer counterparts (Carmichael amarl€s, 2003; Heitmueller and
Inglis, 2004). They may experience reduced incooeetd having to take time off work
(Mays and Lund, 1999). They are less likely to gaknotion and may well reduce
their hours of work, or seek less demanding wolks¢Stone and Short, 1990;
Evandrou and Glaser, 2003; Henz, 2006; Bittmar.e2@07). For carers there are
long-term financial consequences if those in paretwork or taking career breaks to
undertake caregiving experience reduced pensioren(iou and Glaser, 2004).
Despite these consequences Carmichael and Ch20@3)(identified that male carers
were unwilling to give up paid work even when pabag high levels of care. Henz
(2006) also identified that women were more likidlgn men to leave the workplace in
order to meet their caregiving obligations. Onesamuence of this is that male carers
may be providing high levels of care whilst stillfull-time employment. Statistical
data confirms that the majority of carers in filhé employment are male (Yeandle et
al., 2007). The evidence that men are more likelyrtdertake caregiving alongside
employment may suggest that they get more fromgo@memployee than simply

financial rewards.

% A large-scale data set (n=9,139) with longitudinérmation from a national representative
British adult population. It provides amongst otbata information on employment and

informal caregiving

* An annual nationally representative sample oftadiving in private households first posed a

question on informal care in 1985

60



As well as the financial consequences of combigerggiving and employment,
evidence suggested that working carers might espeei poor physical and emotional
health. Using interview data from 5,882 employesaand non-carers, Marks (1998)
hypothesised that being a carer in employment raage stress linked with the

difficulty of undertaking both the role of carerctaemployed person. She found higher
levels of perceived family-stress spilling into wa@nd work-stress spilling into family
time for carers than non-caregivers. Amongst mpdeisal carers there were significant
levels of work-stress spill over, however the inmpzEfahis on health and well-being was
not significant. Men who were caring for someortgeothan immediate family also
expressed a sense of personal growth, suggesthgttkss caused by working does not

always lead to a negative caregiving experiencekMa 998:963).

The emotional impact of combining carer and empgoydes was also found in a later
study comparing the emotional health of caregiegd non-caregivers. Lee et al.
(2001) used secondary data from a health and metine survey with a sample size of
254 caregivers and 273 non-caregivers. They exphatesther being in employment
whilst a caregiver had an effect on a person’s emat health. Results showed
tentative findings that those people who occupietth lsaregiver and employed role
were more likely to express greater depressive sympthan people who occupied
only one role, either a non-caregiving employeeetired caregiver. The authors
suggested that combining paid work and caregivilghtrhave detrimental effects on
caregivers’ mental health. They also found thahé&idevels of caregiving involvement
were correlated to poor reported emotional he&ltwever, a limit of the study was
that measures on emotional health may be influebgdte stress inherent in the
employment job and influenced by other commitmesush as care of young children
alongside elders, limiting the extent to which aga relationship may be made

between poorer emotional health and caregiving.

In this literature search no other studies weradowhich explored the impact of
employment on the caregiving experience, rathalistitended to explore either the
financial implications or the health and well-bemighe carer. An exploratory study
may enable carers to discuss those aspects ofiiagegnd employment which are

most relevant to their experience.

Qualitative studies designed to explore the suiveexperiences of working carers

found both positive and negative consequencesai@rs undertaking paid employment.
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Going out to work provided many benefits to maleecaand was one of the coping
strategies used by son caregivers in Harris’s sfufl98). Carers in employment have
spoken of the benefit of social contact and ofifgesupported by colleagues (Rands,
1997; Arksey, 2002). Arksey (2002) in a qualitatstady interviewed ten female and
two male carers to ascertain their experience wittoing caregiving and employment.
Whilst participants did find colleagues a sourcenédrmation and support they also
described how combining caregiving with employmiesd a negative consequence on
their health, frequently leaving them feeling ex¢ted and stressed. Data for this study
were collected in 1998, prior to the implementatdithe Employment Relations Act
(1999) and Work and Families Act (2006), both ofakhoffered more opportunities for
flexible working to carers. Although Arksey’s (2002udy used a small sample, similar
findings have emerged from a larger commissionegept exploring the experiences of

working-age carers in Britain (Yeandle et al., 2007

Yeandle et al. (2007) surveyed 812 carers who weeenployment and collected
qualitative data from 93 of this cohort. They fouhdt 21% of working carers reported
poor health and that being in employment did nabgb ensure financial security, with
32% ‘struggling to make ends meet’ (2007:iii). Hweeworking-age carers who were
not in employment were more likely to experienceficial difficulties and be in poor
health than their employed counterparts, suggesgtiagemployment might have a
positive impact on carers. The study also founddhger people had been a carer the
more likely they were to make changes to their @ymplknt patterns, with many stating
they undertook part-time work only because theyewsmrmbining employment with
caregiving. The study also highlighted that caesqgerienced differing levels of
support from employers. Public and voluntary emetsywere perceived as more

responsive to the carers’ needs than private eraoy

A later study undertaken by Arksey and Glendinr{@2@08), exploring choice for 80
working-age carers, found that it was not only itddity in the workplace which
influenced a person’s choice to remain in employinber also their own health, their
financial circumstances, the need to maintain teemnse of identity and the nature and
location of available employment. This study ilhaséd how a number of factors may

influence the decision to combine caregiving withpéoyment.

Whilst these studies and the five other reportslypced for the commissioners Carers

UK provided substantial statistical data and comtro@rthe lives of working-age
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carers, there is still an absence of research Brpglavhat being in employment means

to the caregiving experience.

Strategies for undertaking caregiving and employmen t

Arksey (2002) highlighted a number of strategiesdusy carers to manage the dual
responsibilities. Working carers sought too redwaeel time to work; used their lunch
hour to undertake caregiving activities; and chanfeir working hours and patterns.
Flexible working was a great help to carers, wiptians such as occasionally working
from home. Part-time working also offers more flekiy to carers for managing
caregiving commitments, including appointments vgivice providers (Yeandle et al.,
2007; Arksey and Glendinning, 2008). One strat@gynfanaging caregiving and
employment was to take days off work, frequentiypgsip annual leave, to undertake
carer activities (Rands, 1997; Mays and Lund, 19898Wwever, employers might not
always be able to make workplace adaptation to carers’ needs (Yeandle et al.,

2007; Campbell and Martin-Matthews, 2003), resglimincreased stress for the carer.
Gaps in the understanding of male carers in employm ent

Whilst these studies have added to the pragmatlerstanding of the ways in which
male carers may or may not undertake the combivled of care and employment,
there is scope to explore this topic further, Sjeadly developing the understanding of
how being in employment may influence the caregj\énperience. There remains
scope to explore further the concepts of ‘care’ ‘artk’. For example, are they
discrete entities or are they intertwined in makimg phenomena of caregiving a
distinct thing? Findings from a number of qualitatstudies have been limited due to
small sample size. There is an absence of stupexsfigally exploring the male
experience; in part this may be due to the hiddeare of employed carers (Eley,
2003). Yet there is evidence that employment issthwith self-esteem and identity
(Rands, 1997; Stone, 2003) and whilst the tradhliomale breadwinner role is
declining, frequently being replaced with a dualrea model, there remains within the
UK a sense of the breadwinner role being linkedhwwigsculinity (Holter, 2007;

Aboim, 2010) so there is a need for a study whathiuits men of working-age.

Summary

Reviewing empirical literature pertaining specifigdo working-age men provided

some understanding of the experiences and stratefjimale carers in managing these

63



roles. However there were also a number of metlogyicdl limitations in the studies
reviewed relating both to the adequacy of concdigatéon and the omission of

important parts of the male caregiver experience.

General methodological issues

The review highlighted methodological issues commomss many empirical studies
of male caregiving. Often sample numbers were sergll, convenience sampling was
used and frequently care-receivers had dementia.liftitation resulted in findings
which may be hard to apply to a more generaliselé warer population (Houde, 2002;
see Appendix 2 for review of methodological isgu@ghere gender differences were
explored there has been a tendency to presentigasdedichotomous variable with
little attention being given to the reasons fos fBookwala et al., 2002). In studies
recruiting only male carers the sample frequentlyststed entirely of men of retirement
age; where younger men have been recruited thpéarences often cannot be isolated
from those of their older counterparts. Yet thigew has shown that spouse carers and
particularly older spouse carers may have disgrdifferent experiences to other male
carers. Baker and Robertson (2008), reviewing aitieles which explored the
experience of men undertaking the care of someadthedementia, suggested that
grouping together the findings from sons and hudbam studies was a weakness of
methodology. However, it may not be the groupirggetber of findings which is a
weakness, rather it is the use of methodologiesaaaty/sis which fail to bring to the
fore the nuances of individuals’ lived experienttest limits the usefulness of some
studies. Studies which seek homogenous groupsrti¢ipants, whether based on
gender, age or the illness of the care-receivek,lmiting the ways in which new
understanding may be relevant to different grodpsacers. Therefore, a study
recruiting a heterogeneous sample may enable issigio the essential components of
caregiving common across male caregiving situatiSash findings may be more
transferable. A methodology that would enable deaseghts into the individual’s
experience would be phenomenology. Apart from Rer'sd997) study only two other
studies using a phenomenological approach havefbeed, but both these recruited

only men aged over 65 years (Siriopoulos, 1999t5# al., 2006).
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Addressing the literature review questions

In considering the questions which guided thedit@re, conclusions could be drawn

about the ways in which men undertake caregivirdythair experiences as carers.
Why men undertake caregiving

In exploring why men undertake caregiving it appdahat there were a variety of
reasons, but male carers were frequently repodedaking decisions to provide care to
a relative based on the idea of it being the rigimg to do. This may stem from an
internal sense of justice or fulfilling an obligati Reciprocity was cited as a reason for
caring for both wives and parents. A few men prewdre in the absence of any
alternative, most often where there was no availédhale relative. Employment did
not seem to greatly influence the ability of merdonmence caregiving, although those
with more flexible employment did state that thedged them when they were
undertaking the role. Understanding more aboutltmamics between employment and
the commencement of caregiving may help in the ldgweent of policies which are

sensitive to working-age male carers.

How men undertake caregiving

The synthesis of the literature showed conflicfindings over the types of activities
male carers provided, however it appeared that viiieman was the primary or sole
carer he undertook the same range of caregivingtses as women. Nonetheless, it
seemed that male carers may adopt a different appro caregiving activities, using a
more task-based focus, rather than becoming heiavibjved in offering emotional
care and support to the care-receiver. There widemee that male carers experienced
less burden and stress than female carers, sarttlatstanding more about how they
conceptualise their caregiving activities may lead developed understanding of how

they manage the carer role.
How men retain their identity when in a caregivingrole

There were very few studies explicitly exploring ttoncept of identity with male
carers, however this is a developing field of redeaThe literature suggested that men
appeared able to reconcile their masculine sehf bating in a traditionally female role.

They did this by using strategies in caregivingakhivere similar to those used in
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employment, namely task-orientation approachesaalatte-charge mentality.
Exploring identity specifically related to men obrking-age would add to

understanding in this developing field of research.

How men experience being a carer and in paid emplayent

There is a growing body of work exploring the expeces of carers in work, although
few studies have concentrated specifically on #pegences of male carers. It
appeared that combining caregiving and employmendavhave negative
consequences on income, particularly as employadshwere frequently reduced.
However, being in employment was often cited asranfof respite from caregiving.
The majority of studies retrieved through the atere search recruited both male and
female carers and did not differentiate the expegs of each. Further research about
the impact of employment on the caregiving expe&gemay increase understanding of
the part employment plays in shaping the experieft®ing a male carer. Studies
which have explored carers who are also employed bancentrated on understanding
how carers experience employment. There has ym tn investigation of how

employed men experience caregiving.
Conceptual themes identified from the literature.

Whilst the four questions just raised effectiveiyaged a critique of the literature which
led to an appreciation of the gaps in current kieolge of male carers’ experiences,
essential themes could also be seen across mahg mdviewed studies. These themes
went deeper than the pragmatics of types of tasélertiaken by male carers or the
economic costs of caregiving, in also suggestinguges of distinctive lived
experiences of male carers. Themes emerging fremethieved data were: i) the
temporality of the experience; ii) the particulaapiortance of relationships, and iii)

shifts in elements of their identities.

i) The temporality of experience: could be seen, as meanings male carers found in
caregiving appeared to change over tifech a theme of temporality suggests that
meanings are shaped as past, present and futures ewve reflected on and
understandings sought (van Manen, 1990). The wawhich meanings changed over
time were seen in Neufeld and Harrison’s study 8§)98escribing the changing
meaning of reciprocity as the care-receiver becagreasingly less able to contribute
to the relationship. Parsons (1997) captured cimgngmotions alongside male carers’

experiences of loss as the care-receiver's comditéieriorated. The choices men make
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to undertake caregiving may also be shaped by plasirand present lived worlds. For
example Hirsh (1996) proposed that childhood exposua caregiving relationship

may enable men to now experience caregiving appropriate male gender role.
Considering the ways in which past experiences shaye current meanings exposed
the possibility that employment histories of woidkage men may shape their
experiences of caregiving. Reflecting on the wayahich caregiving research has
changed focus since the 1980s, increased awardradbe experiences of men
recruited to this study could also be subjectistigped by the cultural and social

events in their lived worlds. Therefore, a methodglwould be needed which enabled
the acknowledgment of socially-constituted undewditags. Whilst the passing of time
and the reflection on past events shaped malescaxgeriences, men tended not to care
as isolated individuals, rather the literature sstgd they often provide care as one of a

family, in relationships with others.

i) The theme of relationality: could also be seen to emerge from the reseaerhtlitre;
the concept that understandings of a phenomencshapeed by others within a person’s
lived world. There was evidence of men undertakiagegiving while being encouraged
by wives and sisters, rather than perhaps as et diegision to support the care-receiver
(Gerstal and Gallagher, 2001). Yet when studiesiiteal only spousal male carers
there emerged themes of duty and unquestioningtanuee of the carer role to their
wife (Harris, 1993). Although few studies were smd exploring the support systems
used by male carers, those that were suggesterethbnships with others, including
friends and health professionals, may shape theimgaf the experience often in a
positive way (Kaye and Applegate, 1990; Hirsh, )9@mderstanding the ways in
which contact with others may alter the meaningxgderiences led me to reflect on the

ways in which I, as an interviewer, may shape teatives male carers chose to share.

iii) A shifting sense of self: was also evidenced for some male carers whiletfoere
identity was firmly grounded in their past expedes and reaffirmed through their
occupational activities. Campbell and Carrol's gt(@007) illustrated that male carers
may have conflicting identities. Their participaafgpeared at ease with their identity as
male carer, yet they still spoke in general terins@men having the characteristics
which made an empathetic carer. Harris (2002) fahat over time some male carers
spoke of losing their masculine identity suggestheg the passage of time may change
carer’s experiences. The literature reviewed onleynpent had not focused on the

ways in which employment may influence a persoatisse of self, but considering the
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ways in which time and relationships appeared tmngk the meaning of events it may
be that the places and contexts of occupationalittes may shape the meanings found
within those activities.

Having identified the gaps in current knowledgevofking-age male carers
experiences and the conceptual themes which ranghrtheir lived experiences, the
research question could be defined as needingderstand the social phenomenon of
caregiving from the perspectives of the men unéertgthe activity, within a
framework which would be informed by temporalitglationality and a potentially
shifting sense of self.

The study

This study therefore aimed to address gaps indhert understanding of male carers’
experience of caregiving, specifically working-agen. The study sought to develop a
deeper understanding of the lived experiencesdf suen through designing a
methodology which enabled them to speak of thgieernces and foreground those
aspects of caregiving which were important to thBnawing out essential themes
using this approach could provide answers to tfpe bf research question and address
the research objectives.

Research question
What is the lived experience of being a working-agde carer?
Research objectives:

= To capture an in-depth understanding of how mer®spce being a carer and

an employee.

= To explore why men may have moved from employmetat full-time

caregiving

= To illuminate what men feel about their roles aghehitities when in caregiving

relationships and reasons for this.

The following chapter considers how a methodologydal on the principle tenets of
hermeneutic phenomenology might enable a studg telsigned to capture data
relevant to a research question about the expe&sesicmale carers in employment and

objectives which help unpack these.
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Chapter 4 Defining the methodology

Introduction

This study sought to explore individuals’ experiemevhilst also recognising that
culture and social worlds would shape the meaniribase experiences. The literature
review highlighted that the life worlds of workiregge male carers remain relatively
under-explored and this might have bearing on h@lkeroarers may be perceived by
those individuals, organisations and services whiely be relevant to their work and
identity as carers. Those studies recruiting ohdale carers suggested that male carers
might have distinctive experiences shaped by th&bworlds they inhabit. For
example, caregiving remains a gendered activityraalé carers may give different
meanings to caregiving than their female countésg&@ampbell and Carroll, 2007).
Those men who had lived through caregiving relatmps in earlier life appeared to
give different meaning to their experience of utalang care in later life (Hirsch,
1996). Nonetheless, whilst life experiences mal@rice the meaning individuals give
to caregiving, there was some existing evidenamaimonalities within the
experiences of male carers, suggesting there were sssential features to the
phenomenon (Harris, 1993, 1998; Parsons, 199 g@iulous et al., 1999; Russell,
2007). Therefore, a methodological approach wadetk& enable the capture of an
individual's personal experiences, whilst still bliag the exploration of essential
features across the phenomenon of male caregiviihg. methodology would ground
the research design in a philosophical framewosmi@ble the addressing of questions
such as: the nature of knowledge to be generadtedypes of truth claims which might
be made by this study and the ways in which reler@anings may be created (Caelli,
2001; Willis, 2007). Ensuring coherence betweerhagtlogy, research design and
new knowledge meant defining the characteristidenofvledge that this study sought

to generate.

There are challenges in seeking knowledge abow oaakrs’ experiences in that the
meaning each person gives to a phenomenon is eméutheir previous experiences.
So whilst a qualitative study may facilitate anuotive exploration of the personal
experiences of male carers, the understanding aieeelwould be grounded within the
personal experiences of both the researcher anghttieipant. Therefore the
methodology would need to enable recognition ofitierpretive nature of the research,

whilst also capturing the essential themes of roaters’ lived experiences. Within this
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chapter, firstly the nature of knowledge is expthrieading to a critique of how the
paradigm of interpretivism provided a set of asstimmg which would guide the study.
Then there is a discussion of the nature of bairthe world, leading to a justification

for embedding the design within a hermeneutic pherwlogical methodology.

Establishing knowledge of men’s caregiving experien ces

Conceptualising the type of knowledge sought, amsequently the epistemological
stance of the study, clarified the methodology thatild most effectively guide its
design. Thereby it ensured that the research desitgcted the type of knowledge
claims that the study sought to make (Mason, 2@@istemology concerns questions
about ‘truth’, namely what do we hold as true and/ldo we know what is true

(Grbich, 2007). Research broadly falls into onénad paradigms, either being within a
positivism or interpretivism paradigm. A positivegpproach might be used where there
is knowledge of a phenomenon and theory is to &tede(Willis, 2007). A number
studies exploring male caregiving had used a pistitapproach to test a hypothesis and
present findings as a set of objectively-estabtishets about the subject. For example,
studies measuring the physiological impact of caneg on male carers have produced
reasoned, statistically-tested outcomes of how metlers physically experienced
caregiving (Carpenter and Miller, 2002). Howeveigts knowledge did not enable
guestioning and understanding of the subtletighe@phenomena or recognise how the
individual and their personal experiences mighngeathe ways in which they give

meanings to being a carer.

In this study it was important to understand hodividuals subjectively experience
phenomena, as the meaning given to emotions amdser®y differ. Meanings may
vary depending on the ‘life world’ of cultural asdcial structures which influence
people’s perceptions of their experiences (van Mah@90). This concept, that cultural
structures influence meaning, may be seen throtughes recruiting male carers which
have suggested that male carers undertaking aitrzally female role find their ‘being’
in the world of caregiving and the subsequent maatiiey attribute to that experience
distinctly different from female carers (Hirsch,989 Ribeiro et al., 2007; Russell,
2007). There was also some support for the thdwmtyrhale carers’ experiences vary
with age, relationship to care-receiver, lengthiroe they have been a carer and if they
remain in employment (Kramer and Thompson, 200Bgré&fore, if people draw on

previous experiences to find meaning in their qurlees then the way in which
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individuals experience phenomena might also differ.example, the carer who has
seen their relative relapse and improve may gigéfarent meaning to a future relapse,
than a carer who is experiencing a decline in ttedative for the first time. So
temporality of human life may influence the expede of being-in-the-world, as a
person’s present experience of caregiving will bdarstood through reflecting on

previous experiences and predicting future expeedaan Manen, 2003).

Understanding that people’s history and culturtuarice their experiences of
phenomena had resonance with the theories of kidg@lproposed by Gadamer. His
view is that individual’s experiences are shapedhisyory with presuppositions shaping
the meaning given to phenomena (Gadamer, 1975/1988) stance sees knowledge as
developing through a process of interpretatione fzr object or event has no reality
outside the consciousness of the person viewirgxperiencing it (Fleming et al.,

2003). Caregiving as a phenomenon will have meawittgn the mind of the person

experiencing being a carer, shaped by the socidtig/o which they exist.

If knowledge and understanding are continually geianstructed and reconstructed,
then | may need to recognise multiple interpretetiof what the ‘truth’ might be. Kvale
(1996) has argued that knowledge does not existavitindividual, nor as an objective
‘truth’, but is found within an individual’s relathships with their world. One challenge
then was to consider how new knowledge and undwtstg could be developed and
shared if meanings were subjective and restrictébe individual. One way of doing
this was to recognise the commonality of culturecivlenabled some shared
understandings between male carers and betweeartbeparticipants and the
researcher. Potential participants and | lived withsimilar culture and would be likely
to share some common beliefs, values, customs emaviours (Hocking, 1994;
Benner, 2000). Shared common beliefs have beeerséd in previous qualitative
studies of groups of male carers, demonstratingessimilar values and behaviours
(Stoller, 2002). However, the essential structuregssence, of an experience will not
exist independently as facts, but will become knéwough the interactions between
the participants and the researcher which constihé research (Kvale, 1996; Holstein
and Gubrium, 2003). Therefore, the approach uséusrstudy would need to attend to

those interactions.

The experiences of the participants would, theeefbe taken as the primary basis for
knowledge (Draucker, 1999). To encompass the epdtaical stance that knowledge
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is constructed between people, within societieshtampretivist approach would be

used to guide the study design.

Using an interpretivist approach to engage with men S

caregiving experiences

Understanding that participants’ experience of giameg would be constructed within
their social worlds, the assumptions of an intetipist paradigm which sees knowledge
as developed through social interaction and inggpion is specifically congruent with
the epistemological stance taken in this the sthidye knowledge is seen as
‘subjective, constructed and based on shared sigthisymbols which are recognised by
members of a culture’ (Grbich, 2007:8). Understagdnay be gained through
conscious activities within a historical contextidarther constructed through
interaction between researcher and participantgtendorld around them (Gergen,
2009). These all need to be recognised and undelrftom the perspective of living
experience (Laverty, 2003).

Such a stance does not set up new knowledge asutast representing the many
voices of participants who have contributed tdlite ontological premise that a male
carer may have a unique experience of caregivisgnates with the philosophy of
hermeneutic phenomenology. This recognises theueniess of a human being’s
presence in the lived world (van Manen, 1990), Whinderlines how people constitute
meaning through drawing on past knowledge, tradiititanguage and culture
(Gadamer, 1975/1996). This is especially pertiteat study exploring male
caregiving, as the activity of caregiving has baknost wholly conceived as a feminine
activity, which may generate tensions in male das¥g’ relations with others. An
interpretivist informed methodology is a way to klesboth the participant and the

researcher to consider the nature of their beirtyerworld.

An interpretivist paradigm, therefore, calls foffelient methods to those used to
measure and test phenomena in the physical sci@Patten, 2002). ). Within an
interpretivist paradigm, there are a number oftegldout discrete methodologies
providing distinctive lens through which to viewdimiduals’ lived experiences (Denzin
and Lincoln, 2000). The literature review exposeysvin which male carers may
become defined by the roles they undertake anty/fies of activities they undertook,

illustrating that a sociological approach such@sad constructionism would enable the
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study to explore the social construction of thediworlds of participants and enable
conclusions to be drawn about how the understasding artefacts of male caregiving
are created through social interactions and langldgnderson, 2001; Henderson and
Forbat, 2002). Such a lens could help explore holeyand cultural references had
shaped the meanings male carers gave to theirierpes. However, it would not
enable understanding of the situated experienceslnfiduals where meanings may be
shaped through the temporal and relational natucaregiving. In this exploratory
study the aim was to explore conscious, lived thhoexperiences from the first person
point of view. A methodological lens was requiraich could facilitate the exploring
of situated experiences. Here a phenomenologigabaph encouraged the seeking of
subjective experiences, acknowledging that indiaidatentionality would influence

the meanings attributed to such experiences. Daatinhermeneutic
phenomenological approaches helps to develop atesed means of doing this by

gaining ‘insightful descriptions’ of lived experiess (van Manen, 1990:9).

Using a hermeneutic phenomenological perspective

to understand being a male carer

Phenomenological philosophical ideas can informaméwork to develop an
understanding of how meanings are constituted tir@xperience within an
appropriate research design (van Manen, 1990; Mkast 1994; Munhall, 1994;
Giorgi, 1997; Tordes, 2005; Rapport, 2005; FinQ08; Smith, 2009).
Phenomenological research seeks to explore the wayisich we experience ‘things’,
how they appear in our consciousness, and thusetige-filled meaning such ‘things’
have in our every day experiences (van Manen, 12003; Finlay, 2008). Such a
philosophical stance would enable recognition mby of the essential features of the
phenomenon of male caregiving, but also the wayhiith meanings are shaped by

being situated in relationships and commitments.

While Husserl's original formulation of phenomengilcal study may have helped focus
on theessenceor literal meaning, of the caregiving phenomeros requirement to
bracket out, oepocheall prior beliefs about the natural world (Mor&®00; Dowling,
2007) did not fit with the epistemological stanoég taken in this study. Rather the
concept that knowledge is subjective, and constitwtithin relationships within which
personal values and beliefs are recognised, ndedeslactively embedded with the

research design (Fleming et al., 2003).

73



As the research aim was to understand the livedrexqces of male carers, an approach
which could look at the meanings of phenomena wilifeé worlds would have a better

fit with the aims of this study. Heidegger conceisked phenomenology as the study of
‘being-in-the-world’,Dasein exploring the meaning of ‘things themselves’ (Eoland
Omery, 1994; Moran, 2000; van Manen, 2000). Thisedgphenomenological
understanding away from a detached descriptioroof things appear in the pure
conscious mind to a seeking of what it is to bthaaworld, thereby providing a

conceptual framework from which to understand lieggeriences (Dowling, 2007).

Within lived experiences reality does not existsig of human consciousness, rather
the experiences of phenomena are influenced bgtaomof intentionality’ (Barber,
2004: 108). Intentionality means that the visual amotional response to phenomenon
are influenced by the intention of the person brigghe phenomenon into their
consciousness (Giorgi, 1997; Barber, 2004). An gtarof intentionality was evident

in the phenomenological study of male carers ua#lert by Parsons (1997). Here all
male carers could be seen to provide intimate paismare to their relative, but the
meaning that sons gave to the experience differd¢lat of husbands, with sons
experiencing the phenomenon as ‘overstepping ndomahdaries’ (1997:402). Parsons
explained this with reference to differing histalicelationships, suggesting that male
carers may give meaning to their experiences nahiobjective way but in the

embodied intersubjective way of lived experience.

So taking a phenomenological stance, the act dfifigeanother person would be
examined in terms of the meaning or intentionalityhe event rather than for the
objective process and outcomes of the action. Bngom doing the feeding and the
receiver may describe in concrete terms their egpees and emotions when living
through the act. Further, as acknowledged by Hegiele(1927/1962), the individual's

experiences of the phenomenon would be shapedsypiist experiences.

The work of Heidegger was further developed byphigil Gadamer who developed the
paradigm of hermeneutic phenomenology. Hermenewti@ns to interpret or
understand (Moran, 2000). Historically hermeneutias been the discipline of
interpreting texts; within hermeneutic phenomengltige texts for interpretation may
be participants’ interviews (van Manen, 1990). Heneutic phenomenology does not
require the objective examination of pre-reflecegeriences; rather than bracketing
out any presuppositions, it is recognised thatdéisearcher is situated within the life

worlds of participants and therefore a more reflexesearch approach is advocated
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(Fleming et al., 2003; Finlay, 2008). Data werelesgd with an openness and a
willingness to be surprised by how the phenomempears (Dahlberg et al., 2008).

An interpretative or hermeneutic form of phenomegglenabled two challenges of the
study to be addressed within the methodology. Uaipgenomenological framework to
justify the design enhanced the possibility of tb8ection of concrete experiential data.
Being guided by the principles of hermeneutics né@anco-constituted nature of
knowledge was embraced, ensuring analysis was djlngéhe principle of multiple

interpretations.

Meeting methodological challenges when exploring

the experiences of male caregivers

Accepting that knowledge is not objective but ratimerges from multiple
interpretations, it follows that the nature of ‘bgiin-the-world’ would affect how
knowledge was constructed. This understanding masitant as male carers were
experiencing a phenomenon which had more usuadiy Been as being a feminine
activity, outside of male traditions. Thereforeg thethodology had to facilitate insights
into how male carers might, nonetheless, existiwitieir social worlds, the nature of

their being in the world.

Caregiving takes place within a web of relationstapd it is only through being-in-the-
world that understanding arises (Geanellos, 198&son, 2000). For example, one can
have some understanding of a phenomenon sucheavieenent if one has lived

through this experience. The meaning attributeithiécexperience of bereavement may
differ for each individual, but there will still b®ome essential features, or essence,
which all people are likely to experience, suclgm@sf and loss. A hermeneutic
phenomenological study seeks to expose and préseassence of the experience in a
way which enables others, who may or may not hapergenced it themselves, to be

sensitive to the phenomenon (van Manen, 1990).

Whilst individuals have unique personal experiertbesneanings they give to their
experiences are always shaped by interpretatioicjwh turn will need to refer to what
is already known (Fleming et al., 2003). For examghie phenomenon of making tea
has different meanings within different cultures an different times, such as a way of
waking up, a remedy in an emergency or an elabsmti&l custom. Recognising that
the meanings male carers give to the phenomencarefjiving may be shaped by their

history, culture and social structures posed a outlogical challenge. The knowledge
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would not be objective or measurable because itongated in a shifting social reality.
Equally the data could not be ‘purely descriptiae’a process of interpretation would
occur between the participant and myself and fuiithterpretation would occur during
data analyses, so knowledge would be co-constit@adilarly, information could not
be plucked from participants and held up as unntedilknowledge, because taking part
in the research could change the nature of theinf and the meaning of their
experience (Holstein and Gubrium, 2003). Partidipamne active subjects who make
meanings before, during and after the researchviete. That there may be multiple
interpretations of an experience is something heeugc phenomenology
acknowledges (van Manen, 1990; Fleming et al., 203 methodology needed to
enable the capture of participants’ stories ofrigetarers’, but having a distinct history
and research role | could not fully enter the camscand unconscious lived world of
participants through narrative interviews. Therefan innovative method was needed
to represent their stories by providing a meangésticipants to comment on the

narrative they initially provided.

To enhance the sharing of meanings after the limitiaversational interviews, data
were transcribed and transformed into a narrativensary; this provided a reflective
basis for a second interview and enabled sharirgnarging interpretations with
participants. Accepting that presenting participamith a text of their lived experiences
moves away from the basic phenomenology notioh@fre-reflective nature of ‘being
in the world’. It may be, however, that the pragesbf doing real-world research
means recognising that the participants are ofrelady reflecting on experiences
before data collection occurs. To meet ethical ireguents, information was provided
to participants about the aims of the study anchttare of data collection. They were
aware that information was being sought about #vgderiences of being carers
specifically in employment. As van Manen identifiese can never capture the ‘now’
of a phenomenon as there is always a period opstgmut of the experience to
describe the experience (van Manen, 1990:10). Torexethe use of the narrative
summary could be seen as consistent with the hesatierprinciple of striving for a
sharing of horizons, views and understandings ahaerience. Such sharing was
encouraged by the participants reflecting on threatise summary produced by myself.
This was especially important for addressing tiseaecher-researched gap in
understanding. However, multiple interpretationsldalevelop from the process in
which data were returned and shared and in whic@mimgs emerged and this needed to

be recognised when discussing the implicationdefiindings. Findings would not be
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purely descriptive, nor would they be completelg-peflective, rather they would
develop through a process of re-thinking and retifig on interpretations (van Manen,
1990).

The benefits of using the narrative, in this stadya way of further engaging
participants in co-constituting knowledge, wereegivnore weight than the possibility
that during second interview participants’ expecesiwould be consciously in the
forefront of their minds. Further the opportunityreturn and share narratives may also
mediate the ways in which the constructed eveandhterview enables both the
interviewer and the respondent to construct anggmtepersonas of their selves
(Schwalbe and Wolkomir, 2003). Using narrative swarigs and follow-up interviews,
rather than relying on the elements of a singlerinéw, would provide a means to
enable participants to tell richer experientialigt® of caring which moved beyond
statements of action and factual incidents to esozbntextualised in experience and

being, thereby capturing phenomenological data Manen, 2008).

Summary

This study needed to capture the lived experieatesle carers whilst remaining
congruent with the stance that meanings develdp satial and cultural worlds and are
interpreted. The scope offered by hermeneutic pinemology addressed this, by its
focus on re-questioning and further interpretatraaking it an appropriate
philosophical methodology to guide the researclgdeshich would collect data about
male carers’ experiences of being in the worldaségiving. A specifically
interpretative or hermeneutic form of phenomenoladgressed methodological
challenges by identifying and collecting data welinded in the lived reality of being a
male carer in employment. Being guided by the fpies of hermeneutics meant that
the researcher’s role in co-constituting the knolgiewhich was to be produced could
be made explicit, enabling an analysis which cdigldeen to be informed by multiple

interpretations.

These issues could be successfully addressed thesugpproach such as hermeneutic
phenomenology, which recognises how human beingsrence events through living
through them in their social worlds, in this cageeffronting the relatively
unacknowledged world of male caregiving. In drawomga hermeneutic
phenomenological approach the chosen methodologedwa design which could

recognise the social construction of meaning atigledg seek and present alternative
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meanings in analysis, whilst drawing the emergivagries together to present a thick
description of the phenomenon of male caregivirge acknowledgement of
knowledge claims developed from this hermeneutithodology ensured that multiple
layers of meaning in interview texts would be ilimated to produce rich, rather than
stereotypical, descriptions of the lived experieatbeing a male carer (van Manen,
1990). The innovative use of sharing narrative sanmes with male carers may be seen

to enhance opportunities for shared interpretations

The reality of being a male carer can only be kntovihe men who undertake this role,
but through an in-depth study of their lived expedes an interpretation could be made
of the meaning they derived from their experien@é®refore, whilst acknowledging
there will be no single truth about what it is ®dcarer, this methodology would help
generate findings which should be both credible @modide transferable insights into
the experience of being a male carer. This metlogyobrovided a framework of

concepts to guide the research methods and chidiE@sssed in the next chapter.
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Chapter 5 Designing and implementing the study

Introduction

To understand the lived experiences of male cdinersesearch designed needed to
ensure that there would be opportunities to caphei experiential data (van Manen,
1990). The challenge would be to capture the wayghich understandings and
meanings were co-constituted in the life worldshef participants. Therefore methods
were needed to enable appropriate interrogatigheoflata and to facilitate the
recognition and further questioning of new insiglsl changing interpretations. The
research design was embedded in the hermeneutopiemological stance of the study
and its emergent features offered the opportunitydsearcher reflection and reaction
to issues, such as whether recruitment, sampleig, ebllection and analysis were
providing the diversely-detailed experiential sterneeded to help generate fresh

understandings of the phenomenon of male caregiving

The phenomenological hermeneutic design principtesitised here needed to enable
me to share emerging meanings with participane&hable the challenging of
presuppositions. To facilitate this joint engagetriba research design required an
innovative method compared with other phenomeno&igiesigns. Interpretations
would be explicitly shared by further engaging ggvaints through offering them the
chance to review and reflect on summaries of theiratives constructed from the first
interview. Given the underpinning philosophy obaling for multiple interpretations of
phenomenon, it was consistent to reflect this gy through developing the

interactive fieldwork relationship between reseanld participants.

This chapter contains a detailed description aitidjee of the research design,
illustrating how methods worked as they were immatad in the field. It covers the

following areas:

= The sampling framework — the inclusion and exclugioteria; choice of

geographical recruitment area and the sample desistcs.

= Recruitment strategy — description of recruitmeetimds and sites and the
reasons for using three recruitment methods, iils, letters and personal

visits.
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= Data collection — the use of in-depth initial imiews and the production and
use of narrative summaries and follow-up interviéaprovide the opportunity

to share and discuss emerging meanings.

= Data analysis — outlining the data analysis frant&vamd explaining its

resonance with hermeneutic phenomenology.

= Ethics — describing and justifying the ethical fework for the study.

Deciding who to study — The Sampling Framework

The study needed to engage with working-age menhalcexperience of caregiving
by using a purposeful sampling strategy, as thdyssought to ‘examine meanings,
interpretations, process and theory’ (Rice and Ex299:43). To ensure that men with
relevant experience were recruited, a samplingdraank was chosen which
incorporated specific inclusion and exclusion cidgeto facilitate variation within the
sample. Including variation within the sample erdeghthe transferability of findings,
as the essential themes which emerged from thendatacommon across a range of

male caregiving contexts.
Inclusion criteria

Men aged 18-64This is the culturally defined age range when Bhitmen in the UK
are expected to be paid employment (Charles and James, 2005; Holg€7 2

Caring for 10 hours or more a weekKThisis the level of caregiving which has been
evidenced as having an impact on employment aret<drealth and well-being
(Carmichael and Charles, 2003; Buckner and Yea2ie6).

Exclusion criteria

Unable to work The study aimed to explore the dual role of workamgl caregiving,
therefore men who could not work because of theim disability were excluded. Men
younger than 18 years were excluded as statutovices identify them as children who

are eligible for different services from adults.

Language barriers Anyone who required interpretation services wadusled, as the
use of an interpreter might constrain the collecté sufficiently nuanced and

experientially grounded data (Murray and Wynee,1200
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Sampling Framework

Purposeful sampling generated a diverse participamiple, thereby ensuring that the
sample population was consistent with the epistegiohl requirement of ‘transfer of
meaning and unique variation’ (Holloway, 2005:278).

Five characteristics of the caregiving experieneeawdentified to inform the sampling

framework. Table 5.1 illustrates the sampling frami.

Characteristic of Caregiving Rationale for inclusion in sampling
experience framework
Carer in or out of employment Provides accessftorimation about why

they left work. Offers insight into how
they combine employment and
caregiving, thereby meeting explicit
research objectives

Range of relationships carer has with | Evidence suggests men may make
care-receiver different choices when caring for a
spouse rather than elderly parents
(Qureshi and Walker, 1989)

Length of time they had been a carer Evidence siggensequences of being
a carer intensify over time (Buckner and
Yeandle, 2006)

Whether carer in receipt of voluntary | This may indicate whether sample has
and/or statutory services covered the experience of ‘hidden’ carers
(Cavaye, 2006)

Care-receivers experience a range of | Ensures the focus of the study is not
illness and disabilities limited to experiences of caring in
relation to a specific disease, rather than a
range of experiences of combining
caregiving and employment

Table 5.1 Sampling Framework

When men expressed an interest in the study tkeilodraphic details were collected.
These were: their age, relationship to care-receigrgth of time caregiving, disability
of care-receiver and type of employment. This imfation enabled purposeful

sampling.
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Geographical Sample Site

It was important to recruit from both urban andallmommunities, as evidence
suggested that carers in urban areas might haifeesedt experience to those living in
rural areas. Carers in deprived urban areas mag/ paorer health and heavier caring
responsibilities than those in rural areas (Ca@2064; Hanratty et al., 2007; Tommis et
al., 2007). Nonetheless, carers living in ruraisarmay be more socially isolated and

have fewer support services (McCann et al., 2005).

The sample population was drawn from the counti@éoofolk and Suffolk where

recent demographic data indicated a populatioppfaimately 145,000 carers (Carers
UK, 2004), living in mixture of rural and urban comanities, with areas of economic
wealth and pockets of deprivation (Office Deputyri®r Minister, 2004).

Sample Design

The sample design needed to be sufficient to eritbbleapture of information-rich data
whilst still being manageable within the resourcethe study (Ritchie et al., 2003).
Drawing on the experience of other hermeneutic phremological studies, it was
apparent that it was not the number of participbotshe way in which the experiences
were shared and explored which influenced the gsbrof the data and the subsequent
findings (van Manen, 1990; Parsons, 1997; Siriop®el al., 1999; Stoltz et al., 2006).
Nonetheless the pragmatics of applying for ethpgzaval led to a requirement to state
potential participant numbers, which were suggeateletween 12 and 15 participants.
However, the emergent design allowed flexibilityinolude more participants if it was

found that new ideas and experiences were congrtoiemerge.

After receiving ethical consent from the FacultyH#falth Ethics Committee, University

of East Anglia on 14 November 2007, recruitment to the study began.

Telling people about the study: recruitment strateg y

Recruitment sites

Recruitment sites were selected for their poteftiaénabling a variety of routes of
access to male carers. Employers, voluntary seggncies and carer support groups
were involved in the recruitment process. Befoferimation could be disseminated
contact had to be made with gatekeepers, peoplemshittd be willing to distribute

recruitment material (Padgett, 2008). Followingesigd of negotiation with
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gatekeepers, two employers, three voluntary ageraid four carer support groups

agreed to disseminate recruitment material.

Employers Initially an educational establishment and manufiacg business were
approached to disseminate information to employElesse companies were selected as
they provided a variety of employment patterns différent skilled jobs.

Manufacturing companies were included as thereevatence that men in
manufacturing were more likely to have extensiwengaresponsibilities than office-
based professions (Buckner and Yeandle, 2005). Menyveespite prolonged
engagement with employers, including personalrgttelephone calls and visits to site,
only the educational establishment agreed to seadraitment email through its

internal communication system (Appendix 3).

A second wave of contact with potential employedsrobt result in any further interest
from manufacturing companies. However, a largelrgtaup agreed to disseminate
recruitment information through its internal magezand in its staff canteens. A
difficulty in recruitment through employment siteas that personnel managers
frequently stated they did not have any staff wissercarers; this may reflect the

hidden nature of some caregiving.

Voluntary sector support agencyBranches of Crossroads for Carers sent recruitment
letters (Appendix 4) to male carers who met theag criteria. Crossroads for Carers
is a national organisation providing social carekees in the care-receiver’'s own

home, thereby enabling the carer to have shortteelspeaks from their caregiving
responsibilities. Using this recruitment site eesuthat men in receipt of support
services were included, bringing another perspecttivthe experience of being a carer.
A large funded carer organisation agreed to dissamiinformation through flyers at

their centre, with their support staff providing Ilmaarers directly with flyers.

Carer support groups Contact was made with four carer support group gwups
were sent flyers and information for sharing whkit members. Two groups offered
support to carers of people who had Parkinson&sagis, and motor neurone disease.
These groups were selected because carers mayibgeyanen. A more general carer
support group and a group for carers supportinglpewsith mental health problems
received personal visits. Recruiting through catgport groups ensured that men who
had been proactive in seeking support were incliiéioe sample, thereby offering yet

another distinctive perspective on the phenomendaeiog a carer.
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Recruitment methods

Recruitment materials were designed to raise isteénegthe study and enable people to
make contact and receive further information. Tsuea the clarity and comprehension
of recruitment material a lay perspective was oigdifrom three reviewers: a male
carer who was not involved in the study, a memlib¢nelocal Public and Patient
Involvement in Research (PPIRes) groapd a manager from Crossroads for Carers.
Although changes were not suggested to the contdotmat it was suggested that
participants were offered financial support to caeplacement social care costs,
thereby ensuring they were not excluded becausarefcommitments (Disability
Rights Commission, 2008; Scott, 2008). None ofgheicipants accessed this financial

support.

Recruitment information was disseminated throughikrmpersonal letters, fliers,
posters, and visits to carer support groups. Thgeaf recruitment methods reflected
the diversity of the recruitment sites, with difat methods correlating to the way in
which each site might most easily disseminate médion. Each of these methods had

been used successfully in other studies.

= Recruitment by email: employers willing to act asaikeepers in the study were
asked to send a prepared email through the inteamaputer system (Appendix
3). To encourage people to open and respond tertfa@ various subject lines
and text styles were piloted with male colleagUée title line and text did not
use the word carer or caregiving, as many carerotlattached these words to
their activity. Email is a relatively new methodretruitment but has been used
successfully in another study to recruit fathetsl{s 2007, personal

correspondence). One man was recruited througméisod.

= Recruitment by personal letter: Local branchesrais€roads for Carers
identified men on their data base who met the Biolucriteria of age and
caregiving responsibility. To ensure confidentiabf their clients the
organisation was provided with pre-printed let&ms postage was paid, but

Crossroads workers addressed and mailed the |dt@nty letters were sent out,

®> PPIRes consists of lay people who have an interessearch and who will provide advice to

researchers.
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resulting in a relatively good return of thirteetpeessions of interest from male
carers who had either left or remained in employtmEis was the only method
where Participant Information Sheets were includéd the recruitment
material (Appendix 5). It may have been that mails about the study
increased male carers’ willingness to participAfeer sampling eight men were

recruited.

= Recruitment by poster or flyer: Carer support geodjsplayed posters and
distributed flyers to their members (Appendix &)sters are recognised as a
method of raising awareness, highlighting who maligible to take part
(Carballo et al., 2009). There were very few exgigss of interest using this
method, perhaps because of the impersonal natmiewing a poster. The two
men recruited by this method had received the fiipectly from a social care

worker, making it more personal than simply viewandyer.

= Personal visit to carers’ groups: personal atteoelamd explanation at carer
support groups served to increase interest inttlly gSherr et al., 1996).
However, to reduce the possibility of coercion, enzdrers were asked to
contact the researcher later, providing them witlopportunity to reconsider

their commitment. Two men were recruited from digfet carer support groups.
Managing recruitment

Recruitment started in January 2008 and it quibldgame evident there would not be
an extensive sample population. Therefore it wasdee to recruit and interview the
first three respondents during January, enablifigateon on whether the sampling
framework was facilitating access to men with distive caregiving experiences. These
three respondents had significantly different samgptharacteristics: the first, aged
forty-seven, was in full-time work caring for hisfe; the second aged sixty-four, was a

full-time carer for his son; and the third agedyfifvas a full-time carer for his mother.

During the remainder of January expressions ofastenvere received and sampling
characteristics were recorded for eighteen menntoedly thirteen men were recruited
and interviewed. Letters were sent to the remaifir@men informing them that they
would not be interviewed (Appendix 7). The deaisimt to include these five men was
grounded in the sampling framework. The sampleahgdod representation of the
caregiving characteristics of these men. The fieeewspousal carers, over 60 years who

had exited paid employment, whose wives had degéuerdisease. (Table 5.2)

85



Pseudonym| Age | Length of Caring | Employment | Recruitment
time for F/T full-time method
caregiving P/T part time
Philip 47 | 11 years Wife FIT Employer’s email
employment
Bill 64 | 3years Son Full-time carer Carer supgooup,
flyer
Martin 50 | 4years Mother | Full-time cargr  Carergsag group,
flyer
George 63 | 11 years Wife FIT Self- Crossroads letter
employed
Andrew 64 | 5years Wife P/T Self- Crossroads letter
employed
Bert 64 | 10years Wife Full-time carer  Crossroatter
Percy 61 | 12 years Wife P/T Self- Crossroads letter
employed
Peter 52 | 8years Wife Full-time carer  Persorsit W carer
support group
Jack 47 | 13 years DaughteFull-time carer | Crossroads letter
Daniel 51 | 2years Wife FIT Crossroads letter
employment
Charles 63 | 2years Mother|  F/T employed  Crossristks
Samuel 54 | 4 months Wife Full-time carer  Crossrdatier
John 56 | Intermittently Wife FIT Personal visit to care
for 30 years employment | support group

=

Table 5.2 Characteristics of Participants
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Reflecting on the sampling and recruitment process

The varying success of various recruitment sitghllghted the importance of personal
contact with gatekeepers. Personal visits enabktbranswer questions and provide
reassurance about employers’ level of involvemé&né method most successful at
raising interest in the study was personal leserd through Crossroads for Carers,
suggesting that a personal request and informationit the study predisposes people to
think that they have a role to play in the resealtamay also be that receiving
information from an organisation already providsggvices to the potential participant
increased the legitimacy of the study. Whilst emadgruitment and posters may be a
way of accessing ‘hidden’ carers, the impersonalneaof these recruitment methods

may have discouraged higher levels of response.

Whilst the sampling framework ensured a varietinédrmation- rich caregiving
experiences, a limitation of the sample was thatekel of variation resulted in only
one or two participants having similar carer anglyment responsibilities. Therefore
when drawing conclusions about findings | wouldd&®ensure a degree of
tentativeness in proposing implications and idgitg transferability of interpretations.
Nonetheless, within phenomenological studies righeeential stories may mean that
evocative descriptions of meanings within life vdsremerge from very few
participants (Van Manen, 1990). Further, any comipatterns emerging from the data

may capture the essential and core elements of caades experiences (Patton, 2002).

Figure 5.1 provides an illustration of the confamints with participants during all
stages of the study.

87



Employer’s
Email

No

Recruitment

v

Crossroads
Letter

Yes

Carers’ Group
Flyer

Sent Participant
Information Sheet

Provide demographic dat#

Arrange first
interview

Include in
sample

Consent

Yes

Yes
No

Rejection letter

Undertake
Interview

16 weeks
contactable

Undertake
Interview

Yes ﬁ

'

No

If contactable
Respondent
validatior

(e

Figure 5.1

Flowchart of Participant Involvement

Return
narrative
summar

v

Arrange 2°
interview




Hearing male carers’ experiences: data collection
Using in-depth interviews

The basic methodological premise of the study Wasgarticipants would have
experience of being a male carer; and through egssoof sharing descriptions of their
lived experiences an understanding of the phenomenale caregiving, could be
developed. In-depth interviews were used for datiection as such interviews are
designed to enable participants to talk of thogeeagnces which are important to them
(Kvale, 1996). The challenge of using interviewshis case was to enable participants
to focus on experiences which were important tonthehilst also ensuring that data
was relevant to the research objective, namely istaleding the experience of
combining employment with caregiving. Thereforguade-list of topics for exploration
was used rather than preset questions. The tepi@Appendix 8) provided reminder
prompts whilst still enabling researcher questimnfollow on from the focus of the

participant’s conversation (Rice and Ezzy, 1999).

Reflecting on the interviews

To develop an interview event which would enabdé experiential data to be collected
the following factors were addressed: place ofrinésv, length of interview, managing

performance anxiety and types of questions.

Considering the situation of the interview and dlesire to reduce anxiety and minimise
disruption, participants were offered the oppottuto have the interview in their own
home or an alternative place. The majority elettelshve their interviews in their own
home enabling them to share artefacts of theirgbarey experience such as equipment
and pictures, also providing me with an opportutotyneet the care-receiver, thereby
facilitating the recording of contextual data abthir lived space. Although the care-
receiver was at home for eight interviews, the sgvef their illness meant that only
two wives made limited contributions to the intewi Two participants chose to have
both interviews at their workplace and one partioiphad his first interview at the
University and his second in his home. The contéxthe interview did not appear to

change the type of data collected.

When deciding the potential length of the intervigwumber of points were
considered: the time it would take to develop rappod help participants feel at ease,

the amount of time they might reasonable be abigvt® considering their other
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commitments. Patient information sheets informetkeroarers that interviews would
last about an hour. The literature suggested thabar interview could elicit rich data
and provide sufficient time for trust and rapportievelop (Mason, 2002). To increase
participants’ access to the study, interviews werdertaken at times of the day to suit
them, including evenings and weekends. Interviested between 45 and 65 minutes,
however they were not stopped abruptly, rather glegame to a natural end.
Interviews ended when participants’ did not appgeadd new information or
experiences to their stories. This was evident vihey began repeating stories or
appeared eager to return to their other activiiesfacilitate the opportunity to share
further information the ending of the interview wage-grounded with the statement,
‘we are coming to an end ' a little before theafipoint of asking ‘is there was anything
further you want to add?’. This created the opputy for participants’ to share

anything not already covered in the interview.

Performance anxiety may occur when the data cadleetvent is fore-grounded as a
specific event in which everything the person sayisbe recorded and dissected
(Holstein and Gubrium, 2003). A number of stepsestaken to reduce performance
anxiety. Firstly, to help participants feel at etdssre was a period of settling where
pleasantries where exchanged and consent negotitiede turning on the audio
recorder. Then, the recorder was positioned taucafioth the participants and the
interviewer’s voices but placed out of direct eiye lto reduce concern about being
recorded. Secondly, in trying not to frame thentas a question and answer interview
participants’ were asked to describe their day ¥atltow up questions being grounded

in their stories.

Interview questions

This phenomenological study aimed to encouragedaants to discuss their feelings
about their experiences rather than trying to ratiise why they thought things had
happened to them (Wimpenny and Gass, 2000). KaradeBrinkmann (2009) describe
how within a phenomenological perspective intamgenay become an conversation,
whilst still having a distinctive research purpoQeestions were used for different
purposes: to open the conversation, to elicit dedescriptions, to probe and to clarify

information and particularly in the second intewit share interpretations.

To open the interview and to reduce setting theecdras a probing interview

participants were asked to ‘tell me about your dakhis helped phenomenological
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guestioning, as | was able to develop questioms fieeir stories and ask them to
describe in more detail their feelings or to prevekamples of experiences (van Manen,
2008). A particularly focus in phenomenologicaidies is on description rather than
explanation so if, for example participants begstmig the people they saw when
undergoing carers assessments the interview wasusdd with questions such as ‘how
did you feel at that time?’ If it seemed the paptnt had more to say about an
experience then reflecting their words back asestent frequently prompted further
discussion ‘so you feel you've got those jobs betway?’ encouraged them to
continue the conversation. On occasions questi@mne wsed to clarify information such
as ‘This job you have now, am | right in thinkirggriine-to five?’ Using such
questioning strategies resulted in rich descripstegies of being a carer. The follow up

interview was used to not only obtain additionabgéut also to share interpretations.

There was a subtle shift in the aims of the twerwiews, with the first interview
seeking to capture in-depth experiences using agrerience-seeking questions. In
the second interview the aim was not only to prepdrticipants with an opportunity to
add to the experiential data set, but also to shaerging interpretations, therefore
questioning included more directive questions alneednings attached to experiences,
alongside opportunities to provide more exampleseRample of a more directive
question was ‘You said last time that you felt thabple don’t understand what carer’s
go through’ which prompted the participant to tatkength about his relationships with

his family and friends.

These example questions have illustrated the wayaich questions were used
to elicit experiential data about participants’ espnces. Further examples are
found in Appendix 9. Nonetheless, there remainethodological challenges

with using interviews.

Methodological challenges of interviews

There were two main methodological challenges witimg in-depth interviews. Firstly,
as | was seeking potentially sensitive phenomencdbgxperiences, there needed to be
a rapport between participants and myself in otlo@tr they felt able to talk about their
lives. However, other researchers have found #ppiort can be difficult to develop

with male participants, with participants beingaent to express emotion and trying to

control the interview, or present a persona tauthlanown researcher (Holstein and
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Gubrium, 2003). Consequently the research desigdateto ensure sufficient

opportunity for the development of trust and rapbetween participants and myself.

The second methodological challenge concernedaheeaof knowledge created during
an interview. The methodological premise of thalgtwas that meanings are created
within a person’s social and cultural history. Téfere responses and interpretations
made during the interview would be influenced byhbmy own and the participant’s
cultural understandings. Knowledge would be comsta during the interview which
would be a dynamic and constructed rather tharuradeact (Coupland, 2007). To
encompass this methodological stance the reseasigrdneeded to actively involve
participants in sharing interpretations with meréby recognising multiple meanings

and facilitating a fusion of horizons (Gadamer, 3/9996).

To address these challenges and aid the proces#iexting ‘thick’ contextualised data
that captured the lived experiences of particip@@eertz, 1973:6), the research design
included the return of a narrative summary andlaieup interview. This innovative
method provided an opportunity for sharing emergirigrpretations and increased
engagement with participants, adding to the deveég of rapportProducing

narrative summaries provided an early opportumityrtdertake preliminary analysis of
interview data. However, to ensure that data wetdast or ignored too early in the
analysis, hermeneutic data analysis was undertalkbrthe raw data from both
interviews. Undertaking analysis on the full tramsis was important as there was the
potential that the pragmatics of reducing interviewts to four pages for the narrative
summaries could have led to important insightsdpeint. As Lindseth and Norberg
(2004) state prolonged immersion in the raw daty help to ensure that intuitive
insights emerge from stories which at first readipgear inconsequential and it is only
when considering emerging patterns that one comesderstand the importance of

other data.

Using the narrative summary

The methodologically informed production and retafithe narrative summaries served
a number of purposes. Firstly, the narrative surgmaslonged engagement with the
data for both participants and myself. Prolongeghgement increased the opportunity
to develop a deeper understanding of the phenom&wsmondly, reducing the interview

transcription into a short narrative summary predd first step in analysis (Blauner,
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1987; Webster and Mertova, 2007), enabling emergiagnings to be shared and

further explored. Table 5.3 illustrates th

e procedor producing the narrative

summaries and the purpose of each step.

Procedure

Methodological Purpose

Full interviews were transcribed and
checked against audio recording

To ensure accuracy of data

Speech repetitions and content not rela
to the experience of male caregiving wé¢
removed

tdd ‘clean’ the transcript, reducing it to

ci@bout half its length, thereby creating a
document which is easier for the reade
consider as a whole (Elliott, 2005:52)

The narrative was sequenced to display
the thread of the participant’s story

y This is the first stage of interpretation a
decisions are made by the researcher ¢
how to order the participant’s story

The text was further reduced so that on
sentences and phrases which evoked t
meaning of the experience were retaing

Iyrhis stage reduces the narrative to a te
hevhich focuses on the essence of the
2dhdividual’s experience of caregiving.

r to

1)

n

Table 5.3 Producing a narrative summary

The process of producing a narrative summary retlacanterview text from forty

pages to just three or four pages (example of i@inag summary in Appendix 9).

However, the wholeness of the story was maintainglike in participant validation

where often only descriptive categories or themegseturned to participants (Patton,

2002). It was this wholeness of their lived stofyiethh made the narrative summary a

method that participants could more actively engaigle.

More than a form of validation

The structure and purpose of the narrative summuiffigred from participant validation,

or member checking. Qualitative research desigrgguiEntly involve participants in

checking and validating analysis, providing therthvapportunities to comment on and

add to findings (Punch, 2006). Howeve

r, this siagesually undertaken after data

collection has ceased (Watts and Teitelman, 200%ontrast, as well as providing

some elements of member validation, the narrativensary was designed to engage

participants in further reflection and shared megsmaking. This was achieved

through specifically using the narrative

documenaglatform for the follow-up

interview, thereby underlining to participants thia research was trying to capture
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meaningful elements of their lived experience arekig their engagement in doing
this; so explicitly addressing the co-constitutiature of interview data. To provide
participants with time to re-engage with their &sy the narrative summary was

returned about ten days before the follow-up ineaw

The follow-up interview not only prolonged reseackngagement in the field but also
provided an opportunity to explore whether paracifs recognised their experiences in
the reduced text, thereby seeking to explore whhetheé how early analysis may have
captured the meanings they gave to the phenomdrearaegiving.Undertaking a
second interview also increased engagement witicjgamts, enabling the opportunity
for developing rapport and trust, which in turn epred to lead to richer more
experiential data. This developed rapport was exidethe way in which the majority
of participants’ stories moved from stories of igia carer role to stories of ‘being’ a
carer. Gergen and Kaye (1992) identified that peoph find it difficult to display or
verbalise emotions, presenting stories of ‘doingaativity rather than ‘being’ in the
experience. The change in the nature of the stdaytly participants suggested that
some level of rapport had been developed, encoygaww perspectives and further

experiential disclosures in the second interview.

Interpretation of the data was not something winels delayed until the later work
with transcribed interviews. Rather it began dutimg interview interaction when
queries arose about what participants meant amiflyai@ questions were used. Early
analysis began when producing the narrative sunesanhich called for decisions to
be made about the content and structure of thathaar Nonetheless the data analysis
was informed by the key principles of hermeneukieqpmenology. A critical account
of how far this innovative research design may Haeditated both data collection and

participants’ empowerment is offered in Chapter.Ten

Interpreting and understanding the stories: data an alysis

The epistemological stance of the study, that kedg# was co-constituted during a
research interview leading to multiple meaningsimifa text, meant that the data
analysis framework had to enable researcher reftgxiSuch reflexivity could be
embedded within an iterative hermeneutic analgsighe process enabled repeated
returning to the text and questioning of the dai emerging findings, ensuring that

analysis was undertaken in a ‘systematic, exgied self-critical’ way (van Manen,
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1990:11). The data analyses framework encompabseel inethodology aims. The
primary aim of analysis was to enable interpretatibraw data, ensuring that emerging
meanings remained embedded in the interview t@kis.second aim was to reduce the
volume of data, whilst still ensuring sufficientrtextual data to provide a rich
description of the setting and participants’ livegberiences. The third aim was to
undertake analysis in a reflexive way, enablingtoneemain open to new and different

interpretations.

Management of the data

Transcribing interviews

To provide a written text for analysis, each intewwwas transcribed verbatim. Reading
the transcribed text whilst listening to the audioording served two purposes. Firstly,
there was the opportunity to check transcriptimrsatcuracy. Secondly, there was the
opportunity to become immersed in the emotionat@anof the interview (Grbich,
2007). Recognising and recording where participaui®e upset, or struggling to find
words helped to contextualise the data, therebyuegsg the written word within the

physical context of the interview.
Producing the narrative summary

A process of reading, re-reading, and editing pcedithe narrative summary.
Examples of this process are displayed in Appefid¥hilst producing the narrative
summary early thoughts and questions about the imgafnthe text were recorded in
the margin of the text. (Holloway, 2002). These rmeransured that later in the analysis
process, first impressions could be reconsiderdidlim of developing interpretations
which arose from a further analysis of the fulemview transcript after the second
interview. This helped to ensure that when theruntev text had been reduced and
segmented, interpretations could still be linkedriginal thoughts. During this first
stage of the analytical process, immersion in tidévidual participant’s stories enabled
prolonged exposure to the texts as a whole bef@r@rocess of data reduction and
regrouping into descriptive categories occurrecamrgg that there was a heightened
awareness of the individual's whole experience Wwhilped to contextualise the

phenomena (van Manen, 1990).
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Breaking into meaning units

After producing the narrative summaries and unéertgfollow-up interviews, the full
transcripts from each participant’s two interviexts were returned to them. Data were
reduced, only including those aspects of text whidtied to understanding of the
research questions. Segments of text, or meaniitgywhich appeared to capture the
experience of male caregiving, were underlinedratained (Fleming et al., 2003).
Areas where participants talked of things not ezlab the study, perhaps asking how
my journey had been, and where they used figurep@éch, such as ‘you know and
er’, were removed. Continually moving between thol& text and parts of the text
when producing meaning units encouraged immersidhd data and facilitated the
proactive thinking and questioning needed to makeses of the spoken words. This

activity was consistent with a hermeneutic apprdaaidseth and Norberg, 2004).

Reuvisiting narrative summaries for each particigand comparing these with meaning
units developed from their full transcripts illiesed that emerging meanings had
resonance with those parts of their interviews ionesly selected as capturing the
essential features of their experiences. A higkllef consistency was found between
the text of the narrative summaries and the teft®@imeaning units, providing some
reassurance that there was consistency betweeaer éaterpretations and emerging

meanings.
Building the descriptive categories

After reducing data to segments of meaning a pexfakplication followed where
patterns and themes were found in the data (vareN&®90). At this stage analysis
occurred on individual transcripts. However insggahd emerging patterns across the
full data set were recorded in a research joutssihg a research journal enabled
reflection on whether early insights still had nesoce when analysis was more

developed.

To construct descriptive categories, which wereag af seeing patterns both within
individual texts and across the whole data sethimgaunits were grouped for
similarity. Firstly meaning units were grouped aséhe individual participant’s two
interviews, then across all full-time carers anehtlall employed carers (Appendix 10).
The purpose of analysing the data from full-timeeestand those in employment
separately was to explore whether these two grotiparticipants had distinctly

different experiences. As analysis continued itlbee apparent that there were more
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similarities than differences between the expegsraf participants in employment and
those who were full-time carers. This suggestetlttiere were aspects of the
phenomenon of male caregiving that were commonsadiwe cohort of male carers,
indicating that essential themes were emergingrelfatlows an example of how

descriptive categories were named and a brief ghiger provided of their meaning.
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Meaning unit in text Interpretation Category Theme

I have to do the food shopping as well | Have to do it Sole Self as

(R101:25) responsibility| carer-

In the evenings | get to go and do the reworked

laundry and clean the house, clean the | He does it dentiti

bathroom, make the bed (R10 1:22) laentities

| just do the washing up, do the breakfast,Finding the time | Structuring | Obligated

do some washing, anything that needs time to do time

doing, tidy, tidy up a bit, trying to fit that in : o :

the morning when I've got time to do it the activities

(R11 1:17)

you know things like the cleaning, the time to do time

cooking has to be done, .

. I . activities

you have just got to prioritise everything | prioritise use of

you know, keep the week ticking over and ime

leave things for the weekend like a Sunda§5

afternoon or whatever (R1 1;18)

do all the housework, do all the shopping, Have to do it Sole Self as

all the ironing, (R4 1:3) responsibility| carer

well | don’t do the ironing but [laughter] . _

carer who comes in on a two week basis| @aws on others | YS"9 Being a

a Friday she insisted on doing the ironing . support male carer|

(R4 1:3) to provide help

get home about half-past six in the Have to do it Sole Self as

evenings, | then have to do the washing, responsibilitvl carer

cooking, ironing, everything about round| He has to do it P y

the house really (R13.1:1)

I have a cleaner in because | got to the | praws on others Using Being a

point where I’'m saying I'm doing so much provide help support male carer

work I'm actually neglecting it (R5 1:16)

I’'m a domesticated man now (R6 1:12) | pride in Reworked | Self as

I’'m a good, I've become a good cook noywachievements identity carer —

(R6 1:12) reworked
identities

during the day when he’s out, usually havgyave to do it Time Obligated

to plan what meals he’s having... make obligated by | time

sure it's out the freezer and thawed out
before he comes home because he usug
comes home starving hungry (R2 1:11)

Meeting needs of
¥ther

needs of son

Table 5.4 lllustrating the process of moving from tanscripts to themes
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Reflecting on immersion in the data

The development of descriptive categories occunket a period of several weeks as
my analytical thoughts continued to develop. It ag=eriod of writing and rewriting
with each new understanding leading to further omeisig and deeper understanding.
Each occasion of rewriting led to a reorderingllostrative quotes and a
reconceptualising of descriptive category headiMgmoing the text continued,
particularly notes indicating the degree of tentaiess with which a meaning unit had
been placed in a descriptive category. Memos aldoded questions and thoughts of
how understanding of the data may have been infegby my personal history,
gender and culture. During this stage emergingrigglwere shared with others to help
identify differing interpretations and to highligahy areas where | might have bias or
narrowness of interpretation. Descriptive categowere shared with participants
through the process of participant validation (Apgie 11). Other researchers, who
formed my supervisory panel, probed the systenmatiare and explicitness of the
process of analysis. People from the wider caremaeaonity were invited to review
emerging findings to discover if such findings madonance with their experiences
(Appendix 12). This process is discussed furtheéZhapter Six, which critiques the

trustworthiness of the study.

Working with the data for a prolonged period endbiee to realise that there were
many similarities between the experiences of batpleyed and full-time carers, which
encouraged me to retain the focus on themes whiclthrough the whole data sets
rather than trying to force themes into dichotomiisets, namely full-time carers and

employed carers.

Challenges of combining individual stories

Consistent with a hermeneutic approach, prelimimasrpretations of data started from
the beginning of data collection. Such an appreachgnised that data were
constructed in an interpreted event and enablestigméng of meanings to be used as
the basis for further data collection (Rapley, 200lbnetheless direct questioning and
challenging of meanings with participants did notur until the follow-up interviews,
as the phenomenological aim in the first intervieves to capture experiences as they

occurred in a pre-reflective state (Seidman, 2006).
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As each participant was considered as a case vexpsgiences were constructed
within a distinctive social world there needed &dway of recognising the
individuality of participants’ stories whilst ald®ing able to find the commonalities in
the stories leading to an understanding of thengisgéeatures of the lived experience
of being a male carer (Benner, 2000). Table 5.&ptatl from Ayres et al. (2003),
displays where in the analytical process individeats were explored and where

interpretations were made across the data set.
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Analytical purpose

Within or across
case

Strategy

Product

Immersion in
interview data

Within each case

Close reading of
individual text and
listening to audio
recording

Sense of lived
experience for each
participant

Engaging
participants with
data collection and
interpretation

Within each case

Producing narrati
summaries

@pportunity to sharg
emerging
interpretations

D

Identify important
aspects of the
experience

Within each case

Close reading,
memoing of
reflections and
identifying meaning
units

Identification of
significant
statements in each
text

Seeking emerging
patterns

Within and across
each case

Initially subsets of
employed and non;
employed carers

Removal of
meaning units from
individual texts and
looking for patterns
and relationships
between meaning
units leading to

Identification of
meaning units
common to
participants within
the two groups

descriptive
categories
Seeking alternative | Across cases within Returning Refinement of
interpretations of | subsets of descriptive interpretations.
meaning employed and non; categories to Increased
employed carers | participants. opportunity for
Sharing with other reflection
professionals and
carers
Seeking the Across all cases Intuiting and free | Identification of

essential features o
the experience

f

writing to develop
descriptive
categories into
themes

themes which
capture the lived
experiences of bein
a male carer

Table 5.5 Analysing within and across cases
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By analysing both within individual texts and agasxts it became possible to
recognise not only commonalties but also partidiparho had distinctly different
experiences to others. Recognising and reportivgrgént experiences and alternative
explanations helped ensured credibility in theifigd, increasing trustworthiness
(Whitehead, 2004).

Defining the essential themes

There was not a discrete point in analysis whertlitbmes emerged. From early reading
of data there emerged common threads running thrtheytranscripts. There were
three threads. Firstly, the sense of caregivingdain occupation within which support
may be refused by or sought from others. Secomdégnse of time being obligated and
the ways in which participants managed the oblgjagture of caregiving. Thirdly

there emerged a concept of ‘self’, with particigagtperiencing challenges to retain
previous selves, such as employed man, and marorking identities. These three
threads could be seen running through the desaiptitegories and were also
identified in the whole texts and short narratigéparticipants. The consistency with
which these ideas emerged in the data has leetddfining of three themes: being a

carer, obligated time, self as carer-reworking iifies.

Themes differed from descriptive categories in thay encapsulated the essence of the
phenomenon of caregiving for these men at this {Marse, 2008). This research
design sought to ensure that data were collectadimely, systematic way, facilitating
collection of information about the phenomenon alercaregiving, which would

enable the exploration of new understanding. Naresis, during design, steps were
taken to help to promote ethical conduct and dexssiWhilst the procedures adopted

in ensuring informed consent and anonymity of paréints were quite standard within
qualitative research, more complex ethical chaksrarose around the decision to

return narrative summaries.

Embedding ethics in the study.

The study was submitted for ethical scrutiny tofaeulty of Health Ethics Committee,

University of East Anglia in 2007.

Preparing the study for the ethics committee a&dihow procedures would support
informed, voluntary consent, sharing of data, abefitiality, and promoting the safety

of both the participant and the researcher. Resagnthat returning narrative
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summaries could present ethical challenges, axreflanethodology was adopted
enabling reflection on and action to address ellgsaes as they arose. Here a reflexive
methodology helped actively establish that theqgipiles of ethical conduct were clearly
understood and the concepts of consent and prateatiparticipants could be
renegotiated in the field (Guillemin and Gillam 020.

During data collection three occasions led to otite on the ethical protocol of the
study and the remaking of ethical decisions. Rjirgthe participant expressed surprise
at the information he had shared during the firsrview. Secondly, another participant
became angry at the way he was presented in higtiversummary. Thirdly, a
participant disclosed that his relative was abusing These examples are drawn on
here to illustrate how the ethical decisions maaténg the research design enabled
researcher responses to these challenges. Ettrai@igses within the research design

are discussed under the following headings:
= Informed, voluntary participation
= Sharing and negotiating use of data
= Confidentiality and anonymity
= Protecting the participants and the researcher
= After the study
Informed, voluntary participation

Information about the study was provided in a waol aimed to ensure male carers
could make an informed decision, using methods kwfacilitated voluntary
participation. The majority of those men who weltemately recruited as participants
found out about the study through letters or fly@tseey made contact with me through
telephoning or writing to express an interest mstudy. Figure 5.1 illustrates the
points of study contact with participants. Nonegisslsome carers were informed about
the study through my personal visits to carer supgpoups. Here carers may have
experienced subtle coercion to express an interéise study simply to please me as a
visitor. Therefore to enhance the voluntarinessasficipation they were provided with
a participant information sheet and asked to makeact again when they had had the

opportunity to read the information and reflectvamether they wanted to take part.
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To try to ensure carers had sufficient informatidsout the purpose of the study, their
role and the potential benefits and risks of takiag, and to support informed consent,
a two-page Participant Information Sheet was peidither with the introduction
letter from Crossroads, or when male carers masl@nttial telephone call to express
interest in the study. After this they were re-eated to offer them an opportunity to
clarify any uncertainties they may have had or itthdvaw from further involvement if

they wished. If they were still interested a datethe first interview was agreed.

Informed consent was negotiated both through fommaten consent forms (Appendix
13) initially and informally through conversatiohseveral points throughout the study
(Holloway and Wheeler, 2002). Renegotiating congeatbled a response to ongoing or
later concerns. For example, prior to signing thiesent form for the second interview,
one participant said he was surprised by how mechau disclosed during the first
interview. This could have meant that he had ndeustood the nature of data
collection, or that he felt uneasy with the infotroa he had shared. At this point |
checked if he was comfortable with what he hadldssd and if he was willing to
continue with the study, reiterating the purposthefstudy, degree of anonymity and
his right to withdraw. He then explicitly stateditthe was happy to undertake the

second interview.

Sharing and negotiating use of data

Whilst sharing data from the first interview thréutipe narrative summary helped to
meet the methodological challenge of recognisirgjsraring differing meanings, there
was potential for participants to become distresgleein receiving their life experiences
re-framed within a narrative form which might higit and bring to the fore
distressing events and relationships (Forbat anieleson, 2005). To reduce the risk of
distress each narrative was structured to ensatehitb summary closed on a positive
statement. An example of this can be seen in taeplar narrative summary in
Appendix 9. Yet there was still a risk that a gapént, when seeing their spoken words
in text may have wanted to withdraw their data nealgbcause they did not want their
reality exposed, or they could not embrace thegmerpresented within the narrative.
Forbat and Henderson (2005) identify the ways irctviparticipants may be challenged
when receiving transcripts and seeing spoken laggyaad spur-of-the-moment
thoughts committed to paper. The reduction of Tepts into narratives in part
mediated this effect. Participants were informeat they could withdraw from the
study at any time, but that if they did withdraweafioining the study their data would
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still be used unless they made clear that theydidvant data from their first interview

included.

Only one participant went on to raise concerns athow his data had been presented.
Before his follow-up interview he voiced disagreeatnen phrases in his narrative. He
said he had been portrayed as a person who cha¢®pde in the supermarket queue,
stating this made him appear a ‘sad’ person lackirfgends. He was offered the
opportunity to withdraw the data from the studyt Wwas also reassured that all data
were anonymised and that the words in the summeaaiybleen taken directly from his
interview transcript. Being reassured he then auteskto the extract remaining in the
data set. He agreed to take part in the seconviene during which he again spoke
about talking to people in the supermarket. Thas/joled reassurance that the meaning

of his words had not been changed during the ptagfuof his narrative summary.

The event increased my attention to the moral resipdity of qualitative researchers to
ensure they handle participants’ data reflexiveinlay, 2003). It also provided a
prompt to reflect on the methodological challenfe/oose interpretation of meaning
would be privileged, if any. Whilst the researclside provided the opportunity to
explore further with participants their first imaw by sharing discussion about their
meanings and my interpretations, the follow—uprineav would also be a co-
constituted event and again differing interpretaioould have arisen. In striving for a
fusion of horizons ultimately | had responsibilior interpreting the data and presenting
the findings in ways in which others could seedhgence of participants’ experiences,

but remain able to make different interpretations.

Confidentiality and anonymity

The personally descriptive nature of qualitativeadaeans that there is the potential to
breach anonymity and confidentiality, either throympor storage of data or lack of
anonymity when publishing findings. To ensure datafidentiality all research
documents were held securely in a locked drawewsna password-protected computer
in my university office. To facilitate audit, tracripts will be held securely in the

University archive for five years. Electronic datare deleted.

To ensure anonymity interviews were anonymisedngutianscribing. Participants
were informed that a transcriber would have acte#ise recorded interviews whilst
personal identifiers were still present. The traihss also signed a confidentiality

agreement. In providing rich contextual data wittha findings, the uniqueness of
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participants’ experiences may have made them ifigie within their communities.
Therefore to reduce the risk of compromising anabhypseudonyms were used. The
pen portraits presented in the findings sectioreveent to participants to offer them the
opportunity to pick out what they saw as persodantifiers and to have them removed.
No participant requested that their pen portraialered.

Protecting the participant and the researcher

Participants were engaged in discussion about emadtaspects of their lived
experience within their private homes, raising enhar of potential risks: for
participant distress, for observing potentially silsa practices, and risks to the
researcher’s personal safety. Qualitative resezanlentail a prolonged and
transformative process so there had to be a proed¢dudisengaging from the research
setting (Briggs et al., 2003; Dickson-Swift et 2007). The following measures were

implemented to reduce the risk of harm to the pigdint or researcher.

To ensure participants were aware of the persatata of the interview they were pre-
warned of indicative topics through the informat&ireets, although it was not possible
to know what areas participants may have led tteeuiew down. In case of participant
concern and questions about caregiving issuegniation about additional support
services for carers was taken into the interviettirge During the study none of the
participants became distressed and additional stigmbnot seem to be called for and

was not offered.

Caregiving can place a strain on relationshipsthatke was the potential of observing
behaviour suggestive of potential abuse (Forb&5R0rhe information sheets
explained that if abuse of vulnerable persons \was 8r suspected the researcher had a
duty of care to report such instances to the A8attial Care Department of the relevant
local authority. Whilst recognising that participgumay disclose unexpected
experiences during in-depth interviews, includibgsive practices, | had naively not
anticipated that the carer would be the personw® being abused (Guillemin and
Gillam, 2004). Yet one participant during his finsterview made repeated comments
about the care-receiver physically assaulting hienshowed me marks on his arms.
During the interview | elicited that he had toldatth professionals about this
behaviour, therefore, in consultation with my swpsary research team, it was decided

to record this concern but take no further actiotnia stage. At the second interview he
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again referred to the physical abuse, but stattchibith he and his relative were now

receiving support and the abusive behaviour hgupsi.

To increase the ability of carers to participatd amensure that they were in a familiar
environment, | elected to enable participants tinterviewed in their own homes
(British Sociological Association, 2002). Recogngsihat this could place my personal
safety at risk, several steps were taken. Safetyguiures included checking the vicinity
of the interview and having a protocol for callifty emergency help. Such measures
meant that the interview setting could be safelgid, enabling the focus to remain on
the interview itself. Although this was not an dyesensitive research area, there was
potential for both myself and the transcriber todyae distressed (Dickenson-Swift et
al., 2009). To alleviate potential distress, asyés of concern were discussed in
confidence with academic colleagues. The transcvilaes supported to indicate if he
found any of the tapes were to be upsetting. Dat@ wot found to be overly sensitive

or distressing.

The research design involved contacting particpanta number of occasions over a
year. To formally close their role and to recognisea small way, their contribution to
the study they were sent a £10 gift token of tharid a letter formally marking the end
of their activity in the study.

After the study

Another ethical responsibility was to share findingth both the participant and other
stakeholders (Wolcott, 2001). This may have givartigipants some benefit from

taking part, as this would enable them to see & experiences had shaped research-
based understanding and possible recommendatiopsdactice. As planned in the

study timeline, the findings were shared as ealgassible through academic
conferences, a public research engagement evemigth speaking to carer support

groups, planned future research and other puldicsti

Summary

Methods of data collection and analysis neededfteat the underpinning methodology
and to be seen to effectively engage with the rebgaroblem, namely how best to
explore male carers experiences in-depth. Theitegent and purposeful sampling
focused selection to ensure that men with a vadgétaregiving experiences were

recruited to the study. This variety may incredsedpportunity for findings to be
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generalised to similar settings and groups (Hollgv#®05). Reflection on the various
methods of recruitment suggested that male cahens most interest in the study when
they are directly targeted with information abdit role within and the purpose of the

study.

In-depth interviewing enabled participants to tailexperiences which were pertinent
to them, yet the use of a topic guide meant theit thlk could be prompted for aspects
of their experience which related specifically e bbjective of understanding the
reality of men who either combine caregiving witkigowork, or who choose to leave
employment. Including the innovative, within pheremnlogical interviewing, use of a
narrative summary and a follow-up interview wasrféuo greatly add to the depth and
relevance of the intimate data collected. In mobbow-up interviews there was a

greater level of rapport and richer experientighdaas shared.

An inductive, hermeneutic data analysis framewaritded prolonged immersion with
the data and a growing understanding of the phenomeThis framework also
facilitated the movement from descriptive findirigsnterpretive findings of what
caregiving meant in this case, which is a premigeeomeneutic phenomenology
(Cohen et al., 2000).

A range of ethical challenges arising from the aesle design included some risk to
participants of coercion and loss of anonymity. Sehevere reduced by modifying study
protocols to include procedures which aimed to cedhese risks and to actively
empower participants by building in ongoing negdia of consent and the sharing of
data and analytical themes. The active involveréparticipants in co-constituting of
knowledge and meanings though sharing the narratis@naries and emerging
analytical themes further strengthened the trughiroess of methods, as well as
reducing ethical problems in exploring an areaastipipants’ lives which had often

required some difficult choices and issues.

However, while a well-designed study may help tuce the ethical risks, other
unanticipated decisions made while immersed ifitlé may also affect whether
participants are ultimately offered informed cortsamd protected from harm. The three
examples of unanticipated ethical challenges sehene indicated how participants
were routinely informed of the option to withdramein the study. By highlighting the
robust measures taken to guarantee anonymity arfileatiality and by explicitly

identifying, evaluating and addressing the leveiisif faced by participants,

108



participants’ concerns about the portrayal of tpeirsonal caregiving experiences were

reduced.

Recognising and reinforcing the concept of theasdeer as an active participant in the
research also brought a requirement to reflectnoihnaake explicit both how my own
history, culture and language have been interwovidnin the interpretations and how
my presuppositions were challenged by others, dieumembers of the public and
academic peers (Hertz, 1996). In a study whereg$bearcher was neither male nor a
carer it was especially important to use an appreddch embedded reflexivity,

thereby helping to increase the trustworthinegb®fstudy (Finlay, 2003).
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Chapter 6 Contextualising the findings

Introduction

Within the interpretivist approach adopted in gtisdy interpretations would be made
through the analysis of the meanings these ma&sgave to their lived experiences.
Hermeneutic analysis would involve the questiorangd re-questioning of data (van
Manen, 1990), but within this approach there wdwddncreased potential for my
personal subjectivities to influence the interptietes being made. Therefore to ensure
that others could have trust in the findings andrpretations drawn from this study it
needed to be clearly acknowledged that in thisi@®le research the researcher was an
integral part of the study, interacting with pagants in an emergent research process.
This presents an epistemological challenge whdeaoig and analysing data
(Geanellos, 1998). As the central research aactaruld bring understandings which
were embedded within my personal frames of referenbe knowledge which
developed could not be an objective presentatidgheoftruth’ of being a male carer,
rather it would be an interpretation developedulgtospecific, contextualised
interactions both between participants and myselfrayself and the data. Yet if
interpretations derived from data were to be megtnirto practice and to have
resonance with the wider carer community, the ditallydecisions needed to be made
explicit. This was so others could see my viewpand see what | saw whether or not
they agreed with the interpretation (Giorgi, 198:8andelowski, 1998; Finlay, 2003).

To ensure consistency between the methodologi@atstchosen and the new
knowledge to emerge in using it, a critical reflexstance was called for to provide
opportunities to reflect on and question the plailisi of the emerging findings.
Recognising the way in which personal historiciiyt shape the analysis, the research
design needed to enable questioning of interpaetatf\Whitehead, 2004). This would
enhance trustworthiness in the claim that findirgflected the lived experiences of
participants. The guestioning of analytical decaisiand interpretations occurred in a
number of ways. Firstly, the study design was gdeahwithin a reflexive approach,
meaning there was constant self-questioning amutdéwy of personal frames of
reference, leading to consideration of how this méiyence emerging findings
(Alvesson and Skoldberg, 2000). A reflective reskgournal was used to record
decisions about aspects of the design and thened¢iaunderpinning them. Beliefs and

expectations developed before, during and immdgliafeer the interview coupled with
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thoughts and interpretations made during analysigwecorded for two purposes.
Firstly, the use of a research journal facilitatieel sharing of aspects of the research
process with other academics, professionals wonkiitly carers and carers themselves,
increasing opportunities to be self-reflexive. Setly, adopting a consciously reflexive
stance enabled possible bias during the data anadybe actively addressed,

particularly around whether gender was a theoretmacept in this study.

This constant questioning and re-analysing of dathedded a principle tenet of
hermeneutic phenomenology, addressing the conleapkmowledge is constructed and
the meaning of experiences develop within tempardtural and social contexts
(Gadamer, 1975/1996). However, although reflexjvéyabled me to remain more
conscious of how my experiences and subjectivitiag have influenced the meaning
found in participants’ interviews, it did not fulpddress the criteria of ensuring that
findings had resonance with the wider carer comtguithe phenomenological aim
was that essential meanings derived from this stadyd be seen by others living
through the phenomenon, as reflecting their owreggpces (Rapport, 2005). Further, |
wanted to explore whether new understanding dewrgddpom the findings might be
seen by practitioners as transferable to theiinggstt Therefore, validation techniques
were used to explore whether interpreted data moed to have resonance with the
lived worlds of the participants and others, rathan to establish an indisputable
objective truth.

Within this chapter | examine how remaining reflexand striving to explore

alternative explanations helped establish trustwess in this study and its findings.
Three examples of reflexive activities undertakarirdy the study are examined: first
how | challenged presuppositions about the meamiitpusework; secondly how
gendered presuppositions were addressed, andythwd! | recognised the importance
of language semantics when presenting findingscu3sion then moves on to describe
the ways in which findings were shared with paptigits, other carers and professionals

who support carers, to develop trustworthinessyrnterpretations.

Re-thinking, re-flecting, re-cognising presuppositi ons

Van Manen’s (1990:131) account of the hermeneuticgss as a continual reading and
questioning of the text encouraged the developmkinterpretations through ‘re-

thinking, re-flecting and re-cognising’ meaningshin data. Adopting a consciously
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reflexive stance encouraged alertness to possidedoring data analysis. Reflection
was a concentrated activity of looking back at #eactions and events and thinking
about what happened and why (Finlay, 2003). A xéflestance was appropriate, as
within a hermeneutic methodology there is a procéssoving back and forth between
the texts and the researcher’s understanding,omiéhbringing aspects of the subjective
self to interviewing and data analysis (Rappor@30An example of reflexive practice

occurred in the early stages of analysis.
Challenging presuppositions about the meaning of ho usework

The first example of how my thoughts developedmyuprolonged immersion in the
data is evidenced through the developing interficetaof meaning men may give to
housework: chores such as cleaning, cooking anpishg. Many participants spoke of
the housework they undertook. When first readirmgttanscripts | made a memo that
most adults have to complete such household clam@shat perhaps participants were
seeking recognition for activities which are undken by many people. However,
through rethinking about the meaning behind pandints’ words | became able to
reconceptualise housework as an occupation whistichae completed within the role
of caregiver, thereby recognising there may bertagéobligation in the activity of
housework which may not be there for people whanatecaregivers (Bittman et al.,
2004). For example, if a participant did not do ¢feaning, washing or shopping, this
might directly impact on the care-receiver, a pensho in most cases is totally reliant
on the participant for food, warmth and hygienecd&mising there may be alternative
interpretations to the statements participants nabdeit housework, it became possible
to understand the meaning behind these texts. §hrptolonged engagement and
reflexive journal-keeping, | came to understand tha talk of housework chores may
be an example of obligated time for the carer.hHartthe gendered nature of the work
meant doing the housework might, for many malersammmpound their realisation
that their wife was no longer able to completewintis which were previously her
responsibility. This example illustrated the needemain open to multiple
interpretations within the text of participants @odet aside presuppositions of
meanings (Dowling, 2007).
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Adopting an iterative approach

Gendered presuppositions were further explored vdueimg the early stages of
analysis | became aware that memos and early patiethe data could indicate that
experiences were specific to the participants beieg. In this second example of
reflexivity, academic colleagues constantly chajkshme about whether female carers

would or would not have similar experiences.

Challenging presuppositions about the gendered natu re of

caregiving

| reflected on whether | was acting on a presugjoosipartially formed by reviewing
the literature, that there would necessarily bedgedifferences between men and
women carers. Recognising this potential bias iexggd data using a more deductive
approach, searching explicitly for examples whemigipants had made reference to
their gender or sex. This made it evident that whemicipants talked about “being a
man” this was usually in relation to being differém other men, or their experience of
being a man in or out of employment, rather thaplieitly related to their caregiving
experience. This exercise established that wiikstet was a need to highlight where
gender made an appearance in the findings, it weniidince the credibility of the study
to discuss gender through descriptive categortberahan presenting gender as an
overarching theme. This analytical decision thatedindings might apply to all carers
was affirmed when presenting findings to a carepsut group. The audience’s
comments indicated findings had resonance with festtale and male carers
(Appendix 12).

Another challenge arose around the use of langidbést recognising | had a
responsibility to stay true to the data and immersehin the hermeneutic circle of
analysis (Finlay, 2008), | also considered usingamigors to evocatively portray the
essential meanings of the phenomena (van Maneg).1d8wever, a public
engagement event where | presented a poster ofjgrgdmndings challenged me to
reflect on the meaning that others gave to wordshvhhad understood in distinct

ways.
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Challenging the meaning of language

The third example of reflexivity occurred duringablic-research engagement event
which provided the opportunity to share the studg emerging findings with a variety
of audiences. | selected and presented findinga farticular purpose: to raise public
awareness and to present the study in a way whightrangage interest. In doing so |
was reflecting decisions made about how to orddrpaasent the findings in a way
which sensitively reflected the experiences ofipg@nts, whilst still capturing the

attention of other readers (Holloway, 2005).
Challenging presuppositions about the meaning of la nguage

During the event and later | reflected on aspettsyostudy. Awareness increased
about the presuppositions brought to the earlyyaiglthat these men would have a
distinctly different story to tell to their femat®unterparts. Further, it became evident
there were not always shared meanings to be fouttteilanguage (Willis, 2007).
Figure 6.1 illustrates the public-research engagemed the conversations which
prompted reflection on emerging interpretationseréhfollows a critique of the concept

of language as a means of sharing meanings.
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The event

Poster presentation in a public forum.

Poster displaying benefits and challenges of baing

male carer in employment (Appendix 14).

Used illustrative quotes to support the findings.
Aim of the event to engage with public and raise

awareness of postgraduate research.

Language

Paid social carers identifie

with being a carer

Men with babies stopped
and said ‘that’'s me, | care
for my children and do par

time work'’.

Why use the word
‘challenges of employmen

rather than difficulties?

—

Gender

d Single mothers said ‘well
that's what | do’
Elderly lady said ‘that is
exactly how it was for me

50 years ago’

Raised the question, is th
phenomenon the same f¢

women carers?

What's the
purpose?

What are you going to dg

with findings?

11

Is this to further the caus
of carers?

e
rWhat do | personally aim to

get from it?

Figure 6.1 lllustrating the areas for my reflectionfollowing a public-research
engagement event

Multiple meanings in language

Language is the way in which people share inforomeéind stories. However, language

occurs within a social situation, therefore languatpy be given different meanings by

different people, in different social and cultucahtexts (Gadamer, 1975/1996; Holstein

and Gubrium, 2003). An example of this was founthle word ‘carer’. | assumed
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other people would share my meaning of the wordeicaDuring the public
engagement event people used the term ‘carer’rteeribeir roles, but in three different
contexts: professional paid social care worketbeis of children and informal unpaid
family carers. Through reflecting on how the watdrer’ can be used to refer to both
professional and informal carers, | became awatheoheed to repeatedly provide
working definitions of terms and the importancesefecting words appropriately for
their purpose. Language may be adapted to suiigeraf purposes and audiences, but
each reader will approach written and spoken whmda their own individual

perspective and this may influence the meaning finelyin the text.

A further challenge to my perception of who woutshsider themselves a carer and
what their role would be, arose when fathers, agaonied by young healthy children,
stated ‘that’s what | am, a working carer’. Thid te a reflection on the differences and
similarities between men who provide childcaretfair family and those who
undertake the unpaid care of an ill adult. | nateohy research journal | had justified
the assertion of differences by pointing out tinathildcare there is an expectation
children will become more independent, but gengiialcaregiving the cared-for
person’s health remains static or deterioratedeBgiig on this incident | recognised
fathers and male carers may have similar expergemestainly both groups of men
undertake practical activities which are traditibhperceived as feminine activities
(Grbich, 1997; Thompson, 2002).

During the event three men identified themselvesaasrs for relatives and they seemed
eager to use the term ‘carer’. This challenged sliebthat the term ‘carer’ might have
stigmatising qualities, such as ‘burden’ and ‘ernéston’. Perhaps this audience were
seeing positive attributes in the word ‘carer’,lsas supportive, protective or helpful,
rather than seeing the word ‘carer’ as a labellamdensome role. | acknowledged the
need to remain sensitive to people perceiving caregas a positive personal attribute,
rather than as the negative burdensome role ofigraged in research studies. Since
language and words can mean different things fereint people, when analysing
interviews there was a need to consider the largpagdicipants used to name

themselves.

Reflecting on the language used on the posterdectite phrase ‘challenges of
employment’ rather than ‘difficulties in employmeérgerceiving difficulties to be a
disempowering word. However, | had not consideraa participants talked about

going to work. When presenting findings by drawingre directly on the words
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actually used by participants themselves, therel@sssopportunity for ambiguities of

language to occur.

By remaining reflexive during analysis | was proetto acknowledge the contextual
nature of language and went on to present findimggys which offered audiences a
degree of clarity in how meanings were developeeleby adding to the
trustworthiness of the study by enhancing the utgliof the claims made
(Polkinghorne, 2007).

Embedding trustworthiness in the study

The challenge within this hermeneutic phenomenckdgtudy was to ensure that
knowledge claims made were consistent with itstepislogical stance that there may
be multiple meanings found in participants’ teXtdopting a hermeneutic approach
meant acknowledging texts were open to multiplerpretations, yet there was also a
methodological aim to represent the essential feataf the lived experience of male
carers. Therefore, to enhance the plausibilitphefstudy’s conclusions, the
trustworthiness of the findings needed to be detnatesl (Koch and Harrington, 1998;
Whitehead, 2004). Trustworthiness has been enharsieg a number of recognised
strategies, including prolonged engagement, ppéitivalidation, and emerging
findings being tested against alternative integirens. Doing this meant that the
researcher’s interpretations were not automatigailjileged over others interpretations
(Mason, 2002).

The seminal work of Lincoln and Guba (1985) remavedi-cited when exploring
frameworks for assessing the quality of qualitatuedies may be assessed. They
married the terms dependability, credibility, trimability and confimability with the
positivist terms of reliability, internal validitgnd external validity. Credibility rests
with the way the researcher describes and intexpinetresearch process and data.
Transferability reflects the extent to which otheas imagine the findings being
transferred to another setting. Dependability ndliings rests with the way in which
others can follow the decisions made by the resear€onfirmability rests within the
way in which the researcher makes apparent intexjiwas. These criteria contribute to
the trustworthiness of the data (Guba and Lincb®89:77)

However more recent works have argued that thelatesivansfer of quality concepts

from a positivist paradigm to an interpretivist @digm is not possible (Guba and
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Lincoln, 2004; Polkinghorne, 2007). In this studfiglity was not sought in the sense
that there was a single truth in the findings. Rgthsing a variety of strategies it was
hoped to make explicit the ways in which multipiéerpretations of the data were
sought, and how as the author of the work | reczeghand addressed subjective beliefs
which may have influenced interpretation of theadatd presentation of the findings.
Both within the research design and at the anastage | strived to increase

plausibility and credibility to develop trustwortt@ss within the study that the collected

data had captured lived experiences of male céason, 2002).

Trustworthiness throughout the study design

Sample

To ensure men with experience of the phenomenoa reeruited, participants were
recruited through purposeful sampling (Patton, 2008Ris strategy increased
trustworthiness by ensuring that the sources & datre embedded within the
phenomenon being studied (Patton, 2002), incredlmdgikelihood that findings would
have resonance with other groups of male carerpeaddice settings. This increased
the likelihood that findings would resemble othealencarers’ experiences, making
them more transferable (Willis, 2007). Whilst nbet carer will have exactly the same
lived experiences as any of the participants, thelidoe sufficient resemblances within
each caregiving situation to mean that new undedstg and knowledge may be
applied to different settings.

Engagements with participants

Through reflecting on how data collection eventsenanstructed it became evident
that early interviews had been structured as afspeesearch event with the interview
framed by the phrase ‘my first question...’. By chiawgthe opening remark to ‘please
tell me about your day...” | was more likely to encage participants to talk of those

aspects which were important to them, or which tiedtysafest talking about first.

The research design adopted a prolonged ratheiptsing engagement with
participants, so increasing opportunities to dgvedpport and trust, leading to more
detailed stories. Rapport and trust developed tirmonsistently fulfilling obligations
to participants, whether telephoning at set tima®turning narratives. An example of

this developed rapport was evidenced when onecpaatit explained he had not liked

118



to complain about his situation in the first intew, but at the follow-up interview he

was able to talk about the negative experiencéeioiy a carer.

Such prolonged engagement was carried througtaimatysis, to enrich its validity.
Prolonged engagement with the data in various ftereilitated a reflexive process of
analysis, repeatedly questioning and challengingjriigs to seek evidence that themes
represented the experiences of the participanggndto complete the analysis over a

shorter time may have resulted in superficial argjestive findings.

Shared interpretation

It was important to recognise and address the ostitated nature of the knowledge
constructed during the first interview in orderéinforce the methodological principle
that an understanding of lived experiences may bié+hayered and constructed by the
participants within their life worlds (Edwards ahiichen, 2003). Returning the
narrative summary was a way to both confirm andgase understanding of
participants’ experiences and the social contexthiith meanings were developed.
Constructing the narrative summary using the fiesson voice gave participants the
opportunity to re-engage with their stories andsoder whether they had told all they
wished to in the first interview; also whether #ssence of their experience had been
captured. This helped ensure more credible datfluasated by the example of one
participant who could not recognise his experienadisin the narrative. In the follow-
up interview, he stated that the narrative didrefiect his lived experiences. He
requested that his friend, a paid social careprbsent to support him during the
follow-up interview, during which he spoke of hense of experiencing the enormity of
responsibility as a carer and how all aspectsofite were affected by his decision to
become a carer. The opportunity this offered fatitace data enhanced the credibility
of findings, enhancing confidence that emergingriée did authentically capture and
describe the phenomenon of being a male carertWouhiness was also enhanced

using validation procedures.

Trustworthiness in the findings

Validation procedures were embedded within thearetedesign to ensure the findings
had resonance with both participants and the waidermunity, rather than to validate

some absolute objective truth. Findings were tloeee$hared with several distinct
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groups of people: participants, other carers, heaitl social care professionals and
academic research colleagues, to provide altematéws. A potential limitation in
using validation procedures was that peoples’ wstdadings cannot be separated from
the context in which they live and make meaninggwkupport their understandings
(Angen, 2000). Therefore practitioners may find niegs in the data which differ from
those of participants, and participants’ meaningy change over time as new
experiences shape their understandings. Nonetheglgiation procedures do enable
dialogues and negotiations between the researdldenthers about any conflicting
interpretations, which could help ensure that figdiwould have resonance with the
wider carer community. This was an opportunityhare interpreted findings rather

than check raw data.
Participants

Participant validation was used to further enghgsée men in sharing meanings, not
only from their personal texts, but also in thealgdive categories emerging across the
data set of employed carers and the data setlefriié carers. To provide participants
with an opportunity to comment on whether they ggesed their experiences within

the emerging categories, they were sent a sumnfi@myerging descriptive categories.
(Appendix 11).

A strength emerging from this strategy was theoopmity provided for participants to
add to their narratives, encouraging me to refbecinterpretations. For example, in the
summary, next to the descriptive category ‘goingvtwk can offer a break from being a
carer: work can be a respite from caregiving’, d@ip@ant added the comment ‘but the
cared-for person is never out of your mind’. Thetesment had not been made during
his interviews but mirrored those offered by anotberticipant, prompting me to reflect
on my interpretation. | came to understand thatswkork could be a form of respite

this did not mean that the carer responsibility beased.

A limitation in returning data to participants laythe temporal nature of
understandings; over time participants may have@ba the meaning they gave to their
lived experiences. Whilst one or two participantsyrhave offered changed
interpretations, particularly if they experiencedmdatic changes in their caregiving,
such experienced changes, this did not arise snsthidy. If participants could not
recognise their lived experiences in data colletbed or five months previously this

would raise concerns over whether findings couleh@levance to practice. However
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in the nine returned validation documents all agnegh the statements and some took

the opportunity to add additional comments.

It is not known why others chose not to returndbeument. There may have been a
number of reasons: lack of time, change in caragigircumstances, the participant
found they no longer agreed with these types ofraents, or perhaps they were feeling
disengaged from the study, as four months had etbpstween follow-up interview

and the validation document.
Other carers

Findings were also shared with other carers inngsttoeyond the study interviews
through research posters and oral presentatiomsirable resonance was expressed
by such carers between their experiences and tidke study participants, suggesting
that the findings may be transferable to otheirsgt At these events | was made aware
by female carers that they also recognised withénfindings their experiences of
combining caregiving with employment. This reinfedcthe decision that gender was

not a theoretical construct of this study.
Health and social care professionals

Findings were shared with a variety of health aoaad care professionals through an
advisory steering group, seminars and conferereseptations. Frequently practitioners
confirmed that findings had resonance with thepezience of working with carers, but
occasionally they challenged interpretations, frgncouraging me to remain reflexive
and open to multiple interpretations. For examyleen considering why participants
were reluctant to have paid male carers attendirigeir relative, | thought it might be
linked with beliefs about the appropriateness oh peviding intimate carer to
strangers. However, a colleague suggested thdteanative interpretation may be that
participants felt their unique position of experlmcarer may be challenged if another
man provided care to their relative. This discusgitompted me to re-explore the data
and consider whether | was imposing gendered agsumsgrom earlier reading of the

hierarchy of carers suggested by Qureshi and W#lle89).

Health and social care professionals expresseghadagree of resonance with the
findings, suggesting their potential transferapild other settings. Nonetheless, a
challenge with seeking validation from multiple sms is that different people may

have differing interpretations, and that usingtstggges for remaining reflexive and open

121



to hearing others’ interpretations intensified weight of responsibility on me to finally
develop the themes (Mason, 2002).

Academic research colleagues

Raw data and emerging descriptive categories arddh were shared with academic
colleagues for two reasons. One was to exploretvenetther people and | found
similar meaning units in a short piece of raw datas instance of sharing data showed
that, despite different professional and persoisibhes, very similar meaning units

were highlighted, enhancing confidence that otheag make similar interpretations.

A particular strength of this validation was thateps provided intellectual challenges
and enhanced researcher reflexivity (Angen, 2000as constantly pushed to consider
and justify the interpretations | was making aneénsure my interpretations could be

seen as coherent and persuasive.

Summary of enhancing trustworthiness in the finding S

This chapter has offered arguments that understgadif the essential elements of a
lived experience of male caregiving may emerge feomultiplicity of perspectives. A
range of specific personal and external factors mliyence interpretations. Those
factors may be personal presuppositions, or theiwashich meanings are developed
within a social, cultural context, or agendas hmldrarious audiences. The very
existence of the phenomenon of male caregiving chajlenge assumptions commonly
held within this context or in these agendas, idiclg my own. There was a need to be
reflexive and consider factors which shaped thdystlihis increased sensitivity to the

knowledge claims which might or might not be madehe basis of this work.

Recognising the way in which presuppositions weapsg interpretation of meaning,
the technique of reflexivity was used to challehge interpretations were perhaps
being influenced by previous personal experienoestlae empirical literature.
Acknowledging such presuppositions enabled the talb@ explored firstly in an
inductive, then in a deductive way, so helpingiseaihe aim of remaining open to new
insights.

Through reflection prompted by the public-reseangagement event, | came to
understand that reflexivity is not a solitary seakrching exercise designed to lay bare
preconceptions and bias in order to increase tstviorthiness of the data. Rather,

reflexivity is a proactive, interactive process @rhoccurs in all stages of the research.
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When being reflexive it was not enough to refleetraty on personal values and beliefs;
there was also a need to remain aware of the ageariddhers. | was not able to fully
understand the motivations of those who volunte@raeke part in this study, or those
who might choose to read or act on the findingswvéleer, it was important to ensure
that through remaining questioning and reflexivelsthundertaking the hermeneutic

analysis, the findings might have resonance witle st

Strategies to enhance the trustworthiness of titerfgs were embedded throughout the
research design, enacted in a way that took acaduhe particular context of this
study, through a reflexive approach to data cabbecand analysis. Recognising the
ways in which multiple-layered interpretations chavelop when data and experiences
are revisited and shared with others situated witiffering social and cultural life
worlds, validation procedures where used to craatialogue between differing groups
rather than to identify an objective truth. Whiledings and conclusions continue to be
situated within temporal and cultural domains,shared and similar interpretations
which emerged from differing groups provides someficlence that findings and
implications for practice may have transferabitiyother carer communities. By
making explicit the knowledge claims which may bada within a hermeneutic
phenomenological framework it should help otherdarstand the processes from
recruitment to analysis, making apparent the raagdrehind interpretations made

here, even if others do not share the conclusieashed.

Having provided an illustrated defence of analytad@llenges | now move on to
present the findings of this research. Firstlypider to provide a context for their

voices, there are pen portraits of the thirteetigppants.

Findings : The participants

Thirteen male carers were recruited to the stulllgoe carers for a family member.
Participants were aged from 47 to 64 years oldreatlbeen caregiving for between
four months and thirteen years. At the time theyewecruited, six participants were
full-time carers for their relative and seven wenelertaking some form of
employment. By the second interview one man hacaployment to become a full-
time carer. Another participant had remained in legmpent but placed his wife in full-
time residential care. Table 5.2 in Chapter Fiue sat the demographic characteristics

of the participants. Most interviews took placearticipants’ homes, although two
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participants were interviewed in their workplacel @me interview took place at the
university. All participants undertook both inteewis and were contacted for data

validation.

Participants needed to be seen as individual peufedistinctive experiences. Whilst
hermeneutic phenomenology aims to discover thenessef the experience,
trustworthiness of qualitative data may be founthimithe rich contextual description
of the research setting and relationships (Hollqv2&p5). This chapter therefore
concludes with the presentation of a short perrgioxf each participant.
Understanding the uniqueness of each participaatsgiving situation should help
increase the sensitivity of both the reader andethys the similarities and differences
in their experiences. This helps make more appamerdsions where a participant had
distinctly different experiences to others, so th@i-conforming experiences could also
be discussed. Referring to examples were partitspdiffer in their experience from the
essential experience of the others adds a furdlyer lof credibility (Patton, 2002). To
help ensure the anonymity of participants, their pertraits where shared with them to
see if they wanted any details withheld. Participavere offered the opportunity to
remove any specific information which they felt imigdentify either them or their

family, but none required changes to be made.

Participant pen portraits

Philip

Philip, aged forty-seven, has been sole carerifowkie, who has a degenerative
disease, for eleven years. He was in full-time eymplent working as an advisor within
a re-employment charity; it was here that his wigavs took place. Philip’s situation
was unusual in that his wife remained in full-tiermaployment. She forwarded the
recruitment email to him. Interviews took placéhia workplace. Philip told a story of a
life which was frequently run separately to hiseisf They did different things at
different times. Philip talked extensively of ttregact of being a carer on his

employment and felt that his career was on holdisgriority is to take care of his

wife.
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Bill

Bill, aged sixty-four, has been a full-time carer his son for three years. He gave up
working in an agricultural company when his wifedli She had been the carer for their
son since his brain injury eighteen years ago.\vials quite actively involved with a
local carers’ group and was recruited through mi@tion provided by the organisation.
Interviews took place in his home. Bill explaindat he felt it was expected that he and
his wife would look after their son, but that thegre willing to do so as their son’s
disability was not his fault. Whilst experiencirggifjue and feeling governed by his
son’s needs, Bill also explained how he got plea$um his son’s company and seeing

his son’s achievements.
Martin

Martin, aged fifty, has been a full-time carer fis elderly mother for four years. Prior
to this he was undertaking a degree leading t@tegsional qualification. Martin was
actively involved in a local carers’ group and wasruited through information
provided by the organisation. The interviews totdcp in his home and although his
mother was in the house she was not involved inntieeviews. He stated that leaving
his degree programme and caring for his motheranamsidered choice and one which
suited him at that time. Throughout his intervieMasrtin referred to how he was too

young to retire and how he viewed being a cardiisapb.
George

George, aged sixty-three, was self-employed folletrunning a post office. He has
been sole carer for his wife, who is disabled foltay a stroke, for twelve years.
George was recruited through Crossroads for Caréesinterviews took place in his
home which was attached to his workplace. He empththat living and working in the
same physical environment helped him balance wodkcaregiving. George said that
he had a number of hobbies outside of work whiciwvag able to undertake in the
evenings. George stated that he is the sort obpewho faces problems head-on and

tries to sort them out.
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Andrew

Andrew, aged sixty-four, was a self-employed etautrs engineer. Over the last ten
years he has altered and reduced his working cameniss to care for his wife, who has
a degenerative disease, working partime for thefpasyears. Andrew explained that
he only undertakes small projects which can be gedhalongside his carer role. He
was recruited through Crossroads for Carers. Tieeviews took place in his home and
whilst his wife was at home but she was not predarihg the interviews. Andrew
explained how he is renovating their home, butdimands of his caregiving role
frequently hinder the progress of this work. Hecdssed the strain of now being the

person in the marriage who has to make all thespdanal decisions.
Bert

Bert, aged sixty-four, has been a full-time cacertis wife for ten years. Bert gave up
working in a shipyard when his wife’s degeneratlireess led him to become worried
for her safety. Bert was recruited through Crosdsdar Carers. The interviews took
place in his home. His wife was present, but bezafifier disability she was unable to
contribute. He explained that his wife has beerlifeisince they were youngsters and
that he missed the communication he used to hawehsr. Bert explained that his wife
has always been a good wife and now he is takisiguinnh to look after her and the

home.
Percy

Percy, aged sixty-one, was self-employed and hdwlcel his business hours to part-
time work. He has cared for his wife, who has earget dementia, for over twelve
years. Percy was recruited through CrossroadsdoerS. The interviews took place in
his home. His wife was present, but because oflisability she was unable to
contribute. Percy asked one of the care assidt@snployed to be present during the
second interview. Percy explained how his wife peglriously been in residential care
but he felt the quality of care was so poor he eloscare for her at home. He stated

that work is respite from caregiving.
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Peter

Peter, aged fifty-two, has been a full-time cacertfis wife for eight years. A year after
marrying, his wife underwent an amputation of a egllowing her amputation Peter
gave up work as a shop manager to become her Bater. was recruited through a
carer support group. The interviews took placeisthome and his wife was present
during the second interview. Peter explained tieabffered both physical and
emotional support to his wife, but that it was stimes difficult to balance his wish to

care for his wife with her wish to maintain herépgndence.
Jack

Jack, aged forty-seven, has been a full-time dardris daughter for thirteen years. His
daughter was born with profound disabilities. Dgrirer early life Jack had periods in
and out of paid employment within a shipyard. Attee breakdown of his marriage he
became the sole carer for his daughter. Jack wasited through Crossroads for
Carers. The interviews took place in his home. $ated that caregiving was hard
work and that he was constantly alert to the neétiss daughter, whether she is at
home or in day care. He explained that sometimdslhthat people thought he was

lazy because he does not have paid employment.
Daniel

Daniel, aged fifty-one, was employed as an engirfearthe past two years he has been
a carer for his wife, who has Alzheimer’s dised&3aniel was recruited through
Crossroads for Carers. The interviews took pladasrhome. His wife was present
during the first interview. At the second intervi®aniel explained how he had become
so concerned for his wife’s safety whilst he wawaik that he had made the decision
to place her in a residential home. He talked elifig bereaved. Daniel visits his wife

daily after work.
Charles

Charles, aged sixty-three, was employed withirrgelansurance company. He had
lived with his mother for several years and becaerecarer two years ago when she
started to become confused. By the second interstehad experienced a serious fall
and Charles had left work to become her full-tiraeec. Charles was recruited through

Crossroads for Carers. The first interview toolcplan the university, the second at his
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home. Charles explained how flexibility of employmhé@ours had helped him when he

was working.
Samuel

Samuel, aged fifty-four, was a full-time carer Fis wife. She had a form of
degenerative dementia. Samuel had run his ownibgilslisiness; this gave him some
flexibility to reduce his working hours prior toviig up paid work. When recruited
through Crossroads for Carers he had been afiodl-tiarer for only four months. The
interviews took place in his home. Although hisewifas at home she had a social care
worker with her and did not contribute to the intew. Samuel stated that since leaving
work he had more freedom in how he used his tineeexplained that it is important

that both he and his wife keep active and occupied.

John

John, aged fifty-six, was employed in an accountaffice. He was recruited via a
carer support group. John’s wife experienced psraicsevere depression. Both
interviews took place in his office. During thestiinterview John explained how all
aspects of his life were affected by his wife’'sél$s. He stated that his wife might
occasionally hit him, or stop him from leaving th@use. At the second interview John
explained how his wife’s illness was now improvikte now felt that their marriage
was more of a partnership. He said that he felenoba carer because he was able to

implement strategies to help his wife manage hedition.

These men’s experiences are now presented thrbugh tindings chapters which
address: Being a male carer (Chapter Seven), @étildane (Chapter Eight), and Self
as carer-reworking identities (Chapter Nine). tagve quotes link findings with

participants’ specific personal experiences.
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Chapter 7 Being a male carer

Introduction

In exploring the meaning male carers gave to tl@pmenon of caregiving it emerged
that in becoming and being the primary carer feirtrelative, participants talked about
how their life changed as they moved from being leygd men supported by wives
and mothers, to having sole responsibility for¢hee of another person. They faced
new responsibilities and competing obligations,ilng¥o make complex decisions
about whether they could undertake the care of th&itive and subsequently whether
they could undertake this care alongside employntgéaregiving was a new occupation
for them and skills such as managing the home adérntaking personal care had to be
learned. Some participants sought specific typesipport as they found themselves
losing communication with their relative. Althoufflequently they expected support
from other family members, this was not alwaysHooming and they described the
factors which mitigated support from other familgmmbers, including conflicting
obligations and conflicting expectations. All themndiscussed their view of how life

might be in the future.

Through exploring the findings under four emergeategories it became possible to
see the sequential journey participants made tihrdéitgf deciding to become a carer.
Then findings are presented about the participdinesi experiences of being a carer,
including how the work of being a carer was strustiand undertaken alongside the
competing demands of employment. There is an exfor of the ways in which
participants drew on both formal and informal supgtructures. The final emergent

category presents findings about how these paatitgoviewed their future.

The meaning of becoming a carerWWhen participants realised their relative would
require care, they reported having to engage inptexrdecision-making processes
about whether to take on the caregiving and whattight mean for them. Part of
reaching these decisions was about considéramgtheir relationships and
responsibilities led to obligated commitments tovide care to their relativd hey also
considered other features of their relationshipshsas previous reciprocity and their
perception of whether the care-receiver was desgmare. Consideration went wider
than simply their relationship with their relatiyggrticipants also considered the
suitability of alternative care and whether becagrancarer might provide them with a

route out of employment. As they took on the rdlearer they searched for
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information from a variety of places enabling themearn new skills. Some
participants strove to learn new skills prior tavsnencing their carer role, but for all,

new skills were refined as they become immersdbemneality of being a carer.

The meaning of being a carerThese participants described thgerience of being a
carer not only as providing care directly to threiative, but also they reconstituted the
activity as a means to engage in a purposefulipctiseveral explained that their
responsibilities went beyond simply providing ctodheir relative, to also acting as
their advocate and managing the household tasketanity which frequently had
previously been undertaken by the care-receivesy Thescribed these various activities
as a form of work, experiencing them as demandbligiations which led to discord
between their responsibilities as a carer and a&svgioyee. Several of the participants
spoke of the difficulty of combining caregiving apdid employment and how their
concerns for the welfare of their relative led thienmmeconsider the care they were able
to provide. Participants found that when conceangHe safety of the care-receiver
mounted they were faced with further decisions abdether to stay in employment,

or leave and become a full-time carer.

Using support networks: Although participants frequently said they werenal@s a
carer they also reported instances where they toiedaw on networks of support, with
differing levels of success. Formal and informadsart networks did not always meet

their needs and they then went on to seek andifigatftiernative support networks.

Facing the future as a carer:Although the study was designed to capture thellive
experiences of male carers, phenomenological thempyoses that people live with a
sense of temporality and several participants daisgues about looking towards the
future. They expressed specific concerns about wbatd happen when they could no

longer care, however there was a sense that tleegleas contemplating the future.

The final part of this chapter raises a numberisdussion points about the meaning of
caregiving, reflecting that the obligated commitinencare may not be absolute and
that there may be competing obligations embeddéudmwpaid employment. The ways
in which participants may for the first time be expncing the negotiated nature of
familial support systems are summarised, togettidran exploration of how they

appear to have constructed new support systemsghrheir carer role.
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The meaning of becoming a carer

All participants talked about the time when theyvenb into becoming carers, although
the circumstances prompting this differed in eaatec For some it was caused by a
sudden trauma and resulting disability to theiatigk; for others their relative had a
degenerative disease leading to a gradual inciedke level of care participants were
called on to provide. Two men became carers whein Wife stopped being the
primary carer, due to divorce and bereavement. iégss of the different ways they
became carers, all made a decision to stay andderoare to their relative. They

justified this decision in different ways:
= Caregiving as an obligated commitment
= Care-receiver deserving of care
= Lack of acceptable alternative care
= Caregiving as a substitute to employment

However participants frequently did not providaragke reason for becoming a carer.
Rather there were a range of obligations, beliets@ersonal consequences which
influenced the decision. The complexity of the demi is explored specifically through

looking at Bill's narrative:

= Complex decisions

Caregiving as an obligated commitment

Participants framed their reasons to provide catieimthe concept of an obligated
commitment. However only one participant used tloedwobligation, others spoke of
‘duty’, ‘love’ and ‘reciprocity’, suggesting thathilst there were obligated
responsibilities influencing the choices they madeelation to care of a relative, their
decision was made without an expectation of inhtdsarden. Rather, this was an
obligated decision purposefully made by these migmimtheir roles and

responsibilities as spouse, sons and fathers.

All participants within a spousal care relationstafked about how providing care was
‘just part of being husband and wife’, explainihgu look after your other half’
(John).
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Only George referred to obligation using that teimthis case describing obligation as
arising from his marriage vows:
You are actually obliged to...you get married ans i6r better or for worse,
you either stand by that or you don’t
Philip and Peter explained that as they had kndvauttheir wives’ health problems
before the marriage, they felt a duty to provideeaghen their wives’ conditions
deteriorated. For all participants who were spoaaedrs the obligation was
experienced as an internal sense of duty and limkéidthe concept of being married

‘for better and for worse’.

Only Bill presented other people’s expectationkiof to be a carer as a reason for
feeling obligated to do so. He said health professis expected he and his wife to
become carers for their son following his acciderplaining he felt ‘pressurised into
it and that it wasexpected of the family’. This suggested that hepittdfessionals

considered it normative behaviour for parents tivigle care to adult children.

Several participants talked about the qualitietheir relationship with the care-receiver
when justifying their decision to provide care, gesting reciprocity rather than duty
framed their sense of obligated commitment. Beplaared he cared for his wife
because she had always been a ‘good’ wife. Hedakeut having a choice about
whether to become her carer, ‘I could have walkedyafrom the situation and said “I
don’t want to know”, but he stayed and provideddhee ‘just for the love of my wife’.
Nonetheless there was a sense of obligation inhardris story captured when he said
it was ‘inevitable that | was going to devote thstrof my time to looking after her’.

Reciprocity occurred not only in spousal relatidpsibut also in son-mother dyads.

The twoparticipants caring for their mother also talkédaregiving because of
previous support they had received from her. Matthitussed a complex range of
reasons for deciding to provide care to his motheggesting a need to move beyond
seeing caregiving as simply a duty. Firstly, hemefd to loving his mother and
dismissed the idea of it being a sacrifice, ‘I'nt Baying it's a sacrifice because | love it
to bits and | do it because | love her’. Then hpegped to contradict himself over
whether he felt an obligation to undertake the ralell, it is a sense of duty’.

However, his sense of duty was tempered by th#igagton that she had been a good
mother,’| feel as though she made a really good job afdirig me up and all 'm

doing now is repaying her’. These few lines dispthy range of justifications; several

other participants also gave a variety of reasdmgtivey provided care. Participants
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who were caring for a mother or adult child, justiftheir decision to become a carer in

more diverse ways than the participants who weoeisgl carers.

A sense of obligation and reciprocity were notahéy factors influencing the
participants’ decision to undertake the role okbca®ften decisions were tempered by a

belief that the care-receiver deserved their care.

Care-receiver deserving of care

When justifying their decision to care for theitatéve, two participants indicated they
considered the character of their relative, makigiggments on whether they were
deserving of care. Bert said:

If my wife had of been a prostitute, alcoholic,ragladdict, | wouldn’t be

looking after her, but she didn’t ask for that éss and | mean she’s always
been a one, like a one man woman

Bill decided to care for his adult son followingar accident, when it became evident
that his injuries were not self-inflicted. He expked ‘if he’d been drunk or on drugs...|
don’t think we’'d have done what we’d done’, suggesthat he may have been able to

negate his obligation to care if his son had bézblame’.

The belief that their relatives were deservingarecappeared subtly in other narratives.
For example, Martin’s mother had done a ‘good jdt&Eter’'s wife had ‘been honest
about her condition’ and Percy’s wife had beenatwife’, suggesting that an
obligation to care was linked with the person beirgyitable recipient of such care. As
well as the decision to care being influenced bigabion and the deserving nature of
the care-receiver, the decision also seemed toflenced by participants seeing no

other acceptable alternative.

Lack of acceptable alternative care

Most participants did not see other providers afjlberm care as offering anything they
would find acceptable. They all spoke of alterrafierms of care solely in terms of a
residential home. Their discussion of any alteuaatiexplicitly did not refer to whether
they had considered the wishes of the care-receivis may indicate how these men
had taken on a manager role, deciding which forfitsae would suit them and their

relative, minimising the involvement of their rela in making such decisions.

Poor previous experience of residential care lemlgauticipants to discounting this

form of alternative care. Martin explained whils mother was receiving respite care
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in a residential home she became ill and he pezddier condition was ‘worse when
she came out'. This led to an increase in the atnofurare he was now called upon to
provide, so he had not used this form of respite again. He used these negative

experiences to justify why he had become her carer.
Martin explained:

I know that | can do it better than anyone elsgoh’t mean that in a sort of
supercilious sense, but I mean in the sense ttes if she was in a nursing
home she’d just be one of a number and her needklwot be met

Percy viewed the care his wife received whilstasidential care as unsatisfactory and

this caused him distress:
...and then times | went down there and she’d bedrstsitting at the dinner
table and everybody else has ate theirs and gbee;drers didn’t have time to
feed her so she went down to five and a half steimewas sat in the dining
room on her own again crying and she said “help hedp me” that was it,
that done it, that finished it, | said I'll take hkeome and I'll make
arrangements

Seeing his wife upset in residential care had smed the emotional distress he was

experiencing and as a direct consequence he tepk & move her out of care and to

care for her at home. He explained that althougtiihancial circumstances meant he

now had to pay for all her care, he intended tdinae to pay for private nursing to

enable her to remain at home.

Even when residential care had not been used Wese perception that this type of
care would not be of good quality and could eveddieimental to the care-receiver’s
health. George said ‘if she’d gone into residerd#ke she’'d be dead by now’. George’s
beliefs about residential care led to a justifieatf why he cared for his wife, ‘that’s

why | try and look after her at home’.

Most participants talked about wanting and workingards keeping their relative out
of residential care. However, Charles explainetl lilemother might need residential
care in the future if he became unable to fulfd tble of carer. Here he presented
residential care as a last resort, but also atetysaet if caregiving became too onerous

for him.

As with residential care, participants tended naige longer periods of respite care.

Only Jack regularly used this service. Any altak@atare was usually provided on

134



daily or hourly sessions through day centres os§hamads for Carers. There was

general satisfaction with this form of short, sfieally timed, community-based care.

Bill and Jack’s wives had originally been the prignaarer for their children. They
became sole carers in the absence of their wifgyesiing that where there was a
suitable alternative they were able to step awamyfthe carer role. Jack described how
when his wife left the marriage ‘it was just putme and I've got on with it’; not so
much an obligated commitment as a string of ewahish left him making the decision
to become a carer. Whilst Jack said he could psrhape chosen to leave he did not
see it as a realistic option, because his dauglasra young child at that time and a
package of educational care was in place. Bill'ewlied after being the primary carer
for their son for thirteen years. He described ladwhe time of his bereavement he felt
he could do ‘nothing else’ but continue the worlhf wife, explaining he owed it to
her to continue to support their son at home.

Caregiving as a substitute to employment

Since becoming carers seven of the thirteen ppaints had decided to leave paid
employment and become full-time carers. Whilstakcribed aspects of being
employed they missed, for Bill and Martin becoméantyll-time carer provided a route
out of an employment situation, which they wereazigncing as increasingly
challenging. Martin explained he experienced degpoesand the training course he was
doing did not meet his expectations. He describiiggsing the comradeship of previous
colleagues and feeling unsupported on his traipmegramme. Bill also experienced
difficulties in the workplace where his boss wasusing him of ‘gross misconduct’.

Becoming a carer provided a way out of demandingleyment situations.

Complex decisions

Participants provided complex interwoven storiek@iv they became a carer, but all of
them appeared to have considered several fact@s wiaking a decision. They
considered their obligation, whether the care—kexeias without blame, whether they
perceived alternative care arrangements as suitableem and whether being a carer
might be a benefit to them. Bill talked at lengthbioth interviews about the reasons
why he had become a carer, capturing the complexkitgasons and particularly

highlighting contradictions, which suggested becwra carer was not simply an
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obligated commitment but rather a complex decisibith participants considered and

justified in terms of their obligation to their fagnand their sense of natural justice.

Bill talked about his internal obligation inheremithin his role as a father and his sense
of duty towards his deceased wife. He presentegt @kplanations which bolstered
relationship obligations. He explained he chosertwide care as the accident was not
his son’s fault, and had it been he said he woalgHeft him in a residential home.
When questioned further about whether he could bhwsen not to provide care for his
son Bill reasserted that has his son been atdadltcaused the accident he would have
left him in a home. This explanation appeared tmlmonflict with his perception of
alternative care. He had experienced the qualittacd his son received from statutory
services as very poor, explaining that by beingddor at home his son was reaching
his full potential. As well as obligations whichght or might not be implicit within
being a father, he also explained that health peid@als expected he and his wife as
parents to take their adult child home. Howevecobging a carer was not entirely
altruistic, as it provided a route out of an insieg difficulty employment situation.

Yet he expressed concern that he was not reallgrudadigh to retire. Nonetheless, he
talked about how it was better that he had leftleympent as he did not feel he could

‘juggle’ the two in case his son was unwell anddseEhim.

Exploring the complexities of Bill's decisions ietame evident that participants gave
meaning to their decision to become a carer in nalfifigrent ways. Once the decision
to take on the role of carer had been made theseawactive process of learning how
to do the job.

Learning to be a carer

Being a carer was a new and unfamiliar role antigiants found they needed
information and new skills to fulfil their respobdities. They wanted to learn about the
illness and also about the financial consequentbsing a carer. They talked about
having to learn new skills, such as how to proydesonal care and how to manage the
household. They learned these things in a varietyays. Some learned through
observing social care workers to find out how eigrered professionals provided
personal care and managed challenging behavioonse $alked to other carers, finding
them a particularly helpful source of informatiantaey could draw on similar
experiences. Others found it easier to sourceemritiformation, particularly if time

constraints and employment commitments made icdiffto access information in
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person. Participants talked about where and hew fibund the information and the

difficulties they had in accessing information.
Finding information about caregiving

Most said they had actively looked for informattorhelp them in their carer role from
a variety of sources, such as learning from otleepfe’s practice and using written
information. Percy prepared to take his wife honoenf residential care by observing,
recording and reflecting the actions of paid socéak workers. He described a very
structured learning activity. Firstly using obsdiva:

| watched what the workers were doing and how ttane various jobs and

how they cajoled them into doing something thag fherhaps didn’t want to
do; ...made a mental note,

Then he kept written information, ‘and then whegot out into the car-park in the car |
used to write bits down’. He expressed concern®nlyt with the achievement of
practical care tasks but also with how to preséiseavife’s dignity:

The easiest way to change a pair of slippers apkéem with a bit of dignity

when you’re changing them and explain what youwing to do before you
actually do it so they’re not surprised

Percy was unusual in that his wife was in residédetire for a period of several months
before he took her home. Those with more limitetetand lack of access to
professional social care workers tried to preparetfeir role by seeking information on

the Internet, as this was a source they couldyeasdess in the limited time they had.

Most of the participants had visited carer supgoosups at some stage, but with varying
levels of satisfaction. Some found that supportigsodid not meet their needs. A few
participants explained the groups had not made tékitive welcome and others
explained that the times the groups were run weteompatible with their
employment and carer responsibilities. Howevers¢éhvwwho did access the groups found
other carers were the most appropriate to passamtigal tips as they had direct
experience of being a carer. Samuel referred sovthien he explained that a carer
information day, run by professional staff, had mat his expectations:

| was expecting more sort of advice on how to een@ what to do and that

sort of thing and, and that really wasn't available

He found the information he wanted came directyrfrother carers attending the event,

‘you’ve probably got as much from the other catbet were there and their

137



experiences’suggesting thatrofessionally delivered information may not beg&ted

at the things carers are eager to learn about.

Learning new skills on the job was a common expege Participants explained they
had to learn not only how to provide physical csweh as personal hygiene and feeding

relatives, but also how to manage the home.

A few participants talked of having difficulty filmy any information which could
either help them understand their relative’s diseasnable them to manage the care

that their relative required.
Difficulty in finding information about caregiving

Both Daniel and Andrew found it very difficult te@ess the relevant information when
they needed it. Particularly financial informatianout benefits they might be entitled

to. Andrew described it as an ‘an absolute nighéfmand explained he believed that he
had not accessed all the social security beneditsds entitled to and therefore had had

to draw more extensively on his savings than hewialled to.

When they started their carer role, all particigamére in paid employment and had
little time to search for the information they neddo make an informed decision about
how being a carer may impact on their lives. Theving made the decision to
undertake the carer role, they were faced withreldity of being a carer. If they left or
reduced their employment they experienced reduoaddial income and a few had to
draw on savings, as they were not aware of soe@lrity benefits they were entitled to.
Others found the reality of being at home all iheetvery challenging. Martin

described feeling frustrated and that ‘it took mgavhile to get into a bit of a routine
and for my stress levels to come down’. This wasl@and responsibility for which

they had received little preparation and the rgalitbeing responsible for the care of

another was challenging and at times overwhelming.

The meaning of being a carer—  ‘Doing it all’

All participants spoke in detail of the daily adties that shaped their experience of
being a carer. They talked about particular wayshich they provided care to their
relative. They also spoke about the ways in whigy now managed the household.
Managing the household appeared to develop aloadfsair carer role and ‘doing the
housework’ was an important part of their expereeridespite having gained some

information about the practicalities of being aezaand having made a considered
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decision to take on the role, most participantsitbdoing the work more challenging
than they had anticipated, partly because evenrytias their responsibility. They were

not only responsible for providing care but alsorfmning the house.
George explained:

Nothing I've come across describes the role, there job description, but
you are responsible for everything, from washirgdlothes to the financial
arrangements

All participants talked about ‘doing-it-all’ with ast listing the variety of tasks they
now had sole responsibility for both doing and oigismg. Andrew said, ‘I'm a cook

and hairdresser and nurse, you name it, you db.it a

Participants gave different reasons for carryingtbe range of caregiving tasks that
they did. Some activities, such as providing peastygiene and managing
medication, were care activities directly suppatine care-receiver. Other activities,
such as cleaning and shopping, were about runhgighome. The examples they
provided presented these men as managers botheo&ied of the household. The
concept of participants being the manager, ratiear merely a provider, emerged
through the way in which they spoke about undenglnd organising the various

tasks.

Manager of care

Participants described the activities they undérama carer, frequently explaining
why they did a particular task or conversely jysti§f why they did not do a particular
task in the wider context of managing their rolaeTour main aspects of care they

provided were:
= Proving purposeful activity
= Promoting physical movement
= Delivering health care
= Advocating for care packages
Providing purposeful activity

Several participants wanted to ensure their redatigs occupied, particularly if they
lacked the cognitive or physical ability to do aities for themselves. They held the

belief that being occupied and undertaking acasitbenefited the care-receiver.

139



Samuel captured this when he first explained helewéo ‘sort of occupying her during
the day’. He had the responsibility for doing théxause ‘she’s not able to think “we’ll
go for a walk™ therefore he needed to provide ralatives which would ‘stimulate her’.
A consequence of not providing activity was thag §tast wanders around the house’
This made him feel that he ‘should be occupyingihesome way or giving her
something to do’. He went on to explain how he orgad activities to share with her,

such as cooking, watching DVDs and going to the tyygether.

A range of activities were instigated and managegdsticipants, with many involving
both the carer and the care-receiver. George imgaldhat he took his wife for a drive
‘to change the scenery, | just don’t want her satrie place’. Most participants talked
of the benefit of doing some activity, for exampdadrew described why he
encouraged his wife to get out of bed:
Sometimes she wants to stay in bed and I'll sdaetano, no you'’ve got to get
up, you've got to sit up, because you know thagjou strength, she’s better

if we go out and | take her up the town, she’ltibed in the evening, but the
next day she’ll be better for it

Bill was uniqgue among the participants becausedrisexperienced a brain injury and
instead of his condition declining he made steagyrovements in his abilities. Bill was
eager to ensure his son became engaged in activitich increased his mental and
physical skills. He looked for and found confirneetifrom professionals that keeping
his son active was the right thing to do, ‘I've ked for professional help with a clinical
psychologist and he said you can’t do any more Wiaat you're doing’. Bill suggested
inactivity was a negative state, explaining thahgenvolved in activities stopped his
son ‘skiving’. Not only did Bill provide activitiebut he also recognised the ways in
which his son’s day care services stimulated him:

He will spend quite a lot of effort skiving if yall let him, he will work

harder at skiving then he will at doing anythingt bow we’ve got this one-to-
one he’s encouraged to work and do something, hstactive

Bill took pride in the achievements of his son,al#sng how friends who had known

his son before his accident could see an improvemenis abilities.

Jack had a different experience to other parti¢gpatie explained he got very little
response from his daughter, who experienced praftuain damage at birth. Jack tried
to engage her in activities but he ‘didn’t get i@sges and didn’t see things doing any
good’. As a result he explained ‘you just go iatlull and | wouldn’t say sit her in

front of the telly and that's it ... but you do vditfle because of the response, in the
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situation you feel that you couldn’t doing anything
Jack then justified his actions saying:

I know it sounds blunt and callous, but for youmosanity you do have to do
that a lot of the time...because if you keep i.entpaj or talking and getting
her to touch things try to get her to pick thingsday after day after day and
you don’t get anything back it cracks you up, thathat | mean by sanity

This extract captured the essence of Jack’s expmrjeevealing that as a carer he
provided the physical care ‘the feeding, the drjrdksaning, washing, dressing, making
sure she’s in bed on time’ whilst not purposefealhgaging her in other activities,
suggesting that positive outcomes needed to bedimkth an activity in order for him

to be able to continue.

Philip did not instigate activity for his wife wheas in full-time employment and active
at home, managing the online banking and purch&k®sever, he still appeared to
experience increased demands on his time. It vifisutli to discern whether this was
due to meeting the needs of his wife because odlisability or because of her
employment. He explained he thought the caregisingtion was more difficult for

him than other carers as she was in employmenéxgdkined ‘she’s been at work for
the day, she comes back, chances are she’s stitingo and obviously then that has a
bearing on me because whilst she’s doing one thilegthe cooking and stuff’. He then
explained the consequences of her being in employoretheir relationship, ‘she does
tire out quicker so because of that | tend to lgetfall out’. Further on in his narrative
he again linked her condition with her employmenplaining he did the shopping
because ‘she can't do it with her condition andhwiite job she does’. Philip was the
only participant whose relative was in employméiig; narrative captured the difficulty
of separating caregiving activities from the ac¢ids of supporting an employed spouse

and running a home.
Promoting care-receiver’s physical health

Just as participants actively engaged their redatim activities to keep them stimulated,
so they managed aspects of their physical movebwthtto ensure their safety and to
limit further deterioration of their condition. Aflarticipants whose relatives had a
degenerative illness undertook physical handlirgytaansfer of their relative, with

some also providing passive exercises and appgpiligts. They appeared to be experts
on such procedures, occasionally explaining they thad found more appropriate

methods than the professional health care workerdrew, referring to health care
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workers, said ‘they have their techniques andrtestitheir ways and | thought no, no
some of these are not as good as we could get $avesour own techniques’. Some
participants offered to show me the range of eqeiptnthey used and | observed several
occasions where the participant competently retjoosd their relative. However, their
management of the physical movement of their rdatient further than just using the
equipment provided; there was also a desire toreribe best care was provided. Every
day Jack put on his daughter’s spinal brace asdchedl trust social care workers to do
it. Andrew used his skills from previous employmenadapt equipment in an attempt
to increase his wife’s mobility:

| just make sort of bits for it (the exercise bikeyl we're going to try and use

it again and see if we can get some strength babler legs.
Andrew drew on his professional occupation as aneer to enhance his caregiving
role, illustrating a transfer of employment skiltsthe carer role. As the health of the
care-receiver declined so the extent of care thdigipants were required to provide

increased, with several of the participants praxgdiomplex medical care.
Delivering health care

Participants were responsible not only for thelmtiee’s medication but also for more
complex health care tasks which required more cehmrsive medical knowledge. For
instance, Bert understood the need to increassifés fluids in order to stop her
supra-pubic catheter from blocking. Most particiggamelped their relative with aspects
of their intimate personal care and they talkethisf experience being ‘alien’ to them; it
was undertaken as part of their role as a carberahan husband or son. However,
participants who were spousal carers explainedwueayd rather undertake intimate
care for their wife than have others coming indaatdMartin and Charles, both son
carers, experienced delivering intimate care ifediig ways. Martin explained that he
was happy to bathe and toilet his mother but heesged the opinion:

You've got to be a certain sort of person ... I'weals been sort of in the

caring professions. I'm not at all squeamish abadily functions or all the
rest of it so that’s not a problem at all.

He explained because it was his mother, providitignate care was perhaps easier than
if it had been someone else, ‘also it's my mum, koaw, it's not sort of somebody
that’s not family’. However, Charles employed aiabcare worker to support his

mother with bathing, although he did help her as¢hs toilet. These contradictory

responses illuminate the tentativeness of inteaicets drawn from a small sample.
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Advocating for care packages

Participants not only provided stimulating actietiand direct personal care, they also
acted as advocates for their relatives by liaiswth statutory agencies. They had
defined ideas about the type of care and suppeirt hlative should be receiving and
several told of how they had to be persistent wsitpport services to get the care
package they felt that they and their relative eeeéPeter talked about having to ‘push
for more than they [social services] are prepaoeaffer’. Unlike when they were
providing direct care, now participants frequettid to wait for others to take action
and they expressed frustration both with difficidgcessing support service providers

and having to wait for action to be taken.

Peter explained ‘you’re in a situation where yoedelp and support and you need it
now, not four five months down the line’. Andreve@alexperienced anger about the
inflexibility of services; when trying to acces®tbitizen’s advice bureau to find out
about benefits, he said, ‘you couldn’t make an agpeent, and that really angered
me... you're going in and out of these places all ldang’. Uncommitted time was
limited for both full-time carers and those in eoyhent, meaning that not having

preset appointment times made it difficult for themplan their routines.

As well as organising services to support theniairtcarer role, participants also
undertook the day-to-day care of their relativdudeg nursing care, feeding, personal
hygiene and providing medications. They had a nesipdity to ensure the health and
well-being of their relative. Andrew, explainingade felt when his wife’s condition
deteriorated, captured the sense of responsibllifyarticipants experienced: ‘it's my
fault | didn’t notice what was going on and she msomplaining, but then when we
looked one day and I'm thinking she’s taken ofoadf weight’. He continued to talk
about how this episode resulted in her being hakgsd, making a direct link between
her being in hospital and the subsequent declimeirmobility, thereby reinforcing the

sense of responsibility he experienced for her-veihg.

Alongside the management of care all men had tcagethe running of the home and

for most this was a new role.
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Manager of the home

All of the participants talked at length about tmmestic tasks they undertook in the
home and it was a subject which several spoke afself-deprecating way as novices

in this arena.

Prior to starting the role of carer the bulk of tt@mmestic cleaning, shopping and
washing had been undertaken by their wife or mothaty Martin lived alone before
taking his mother into his home, however during time he was in full-time
employment and had a cleaner and gardener. Partisipvere often self-effacing about
their abilities. Jack explained:
Well, you have to dust now and again. When you tastart stepping over
the dust you have to clear it up a bit
Philip went further, explaining that he does na sden cleaning needs to be done:
I’m not big on household chores, | will do the inog and hoovering, but the

rest of it, to be fair | don’t see it, I'm not jussing that as an excuse, | really
don't

However, a few took pride in their new skills witbhme assimilating the role into their
sense of self. Bert called himself ‘a domesticaeh’, suggesting that domestic tasks
had such significance and meaning to him that ba/become part of how he defined
himself. Housework was another skill to learn andther activity to be fitted into the
day. Frequently, participants talked about manathedghome as a form of work. They
talked of their working day and having time awagnfrthe home and their workplace,

this concept is explored further in chapter eight.

Being carers all participants undertook a varidtgotes and tasks from being the
manager of care, providing activity, physical canel managing care delivery through
to maintaining the home. All participants appearetiave adapted to their new roles
and most took pride in their achievements, butalvegre still sources of frustration
including relying on service providers. Six papignts had left paid employment in
order to focus fully on being a carer; the seven vdmained in employment frequently

experienced conflicting responsibilities.

Managing caregiving and employment

All participants were sole carers for their relati¥our combined this role with full-

time employment, three reduced to part-time empkxynand the remainder left

144



employment. In the same way that participants ntadsidered decisions when they
moved into the carer role so there appeared t@bsidered decisions about whether or
not they should, or could, leave employment. Sdwqaressed concern for the care-
receiver's well-being, but there was also evideoic@ore pragmatic concerns
influencing their decisions, such as whether trmylda afford to leave work, and where

their obligations lay.

Leaving employment

Most participants made a considered decision teeleanployment based on:
= Being financially able to leave employment
= Concerns for the safety of the care-receiver
= Facing competing obligations to relative and emetoy

Financially able to leave employment

Leaving employment led to reduced financial incof@. most participants concern for
their relative’s safety overrode concerns abouticed income, but some planned how
they would manage financially as full-time carévisirtin explained, ‘I literally got a bit
of paper out and looked at the finances’. Samustreed how receiving a social
security benefit gave him the financial freedontetve work. These comments
suggested that financial security may be a factitwencing participants’ decisions to

leave paid employment.
Safety of care-receiver

Whilst several participants discussed financialoeons, ensuring the safety and well-
being of their relative was given as the main fagtluencing their decision about
whether to leave or reduce employment. Andrew, hdxb reduced employment from
fulltime to part time explained:
| had to do it, she couldn’t stay on her own, asge as that. Would | like to
carry on working, yes, | quite enjoyed my work
Andrew also spoke about the financial consequeothis decision, ‘it cut the income
down considerably’. However, he accepted this t*thihe situation you're in, there’s
not a lot you can do about it’. This suggested #fidwough participants appeared to
make considered decisions, they could not alwagsrabfor the consequences of such

decisions.
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Competing obligations

Concerns over the appropriateness of alternatines ead the desire to ensure relatives
received what participants perceived to be the pessible care, influenced
participants’ decisions around whether to remaienmployment. Those who made the
decision to leave employment to become full-timeemexplained they believed they
could not do the best for their relative if theynaned in employment. Peter captured
this feeling when he salticouldn’t give my wife a hundred percent if | g&al in the
job’. Samuel reiterated the potential conflict betweepaioh care work and paid
employment describing a ‘confrontation between yaarer responsibilities and your
work responsibilities’Sometimes this confrontation arose around conderrtbe care-
receiver’s safety and how these concerns impagctateparticipants’ ability to
undertake paid work:

I can’t do my work and look after and worry about wife at the same time,

because when you're working up high, one move antdte/dead (Bert)

Other times the confrontation was grounded in aese@f responsibility to the employer:
Going to work you've got to put a hundred percaid iyour work and have
your mind on the work (Jack)

Responsibilities to the employer were coupled whth responsibilities to the care-

receiver, leading to a belief that being in emplewtrwould conflict with the carer role:
| would be concerned and worried about how shdliday and | wouldn’t
have thought you could work and get home by thovextock (Jack)

The decision to leave employment was often triggyénea specific event. During the

first interview Charles was in full-time employmehte explained he did not need to

worry about his mother’s welfare during the dayawese she had social care workers
coming in ‘well somebody’s there twice a day, été's any problems you’re going to
get to hear about itHowever between interviews his mother fell and he left kviar
become her full-time carer. At the second intervibermade several references to how
his mother needed twenty-four hour care and a @anbis perception of risk was
evident when he explained that he wanted to weariri@nd who was also a carer ‘don’t
leave her on her own, but | know he does; it's likeally need to warn him about that'.

This illustrated how participants’ attitudes toingrresponsibilities and roles may be

influenced by the health status of their relative.

Although not all participants left employment, @dperienced some change in the

nature of their employment on becoming carersgeeiteducing hours of work, adopting
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flexitime, refusing overtime or changing jobs. Jatms the exception in that he did not
reduce his employment responsibilities, insteatbbk on more paid employment
during his wife’s illness. He did his wife’s cleagijobs to ensure she could return to
them when her mental health problems receded. Wbeining employment with
caregiving, participants had diverse experiencés, some drawing distinctive benefits
such as using employment as a form of respitepthars found work a further burden,
or a cause of distress. These experiences areredglather in the next two chapters
under the themes of obligated time and shiftingiidies. When participants decided
that they could not leave employment they took ogiteps to ensure the welfare of their

relative.

Changing the delivery of care

A few participants explained that they could naiMe paid employment, usually
because of financial concerns, but they still taokon to reconcile their concerns about
their relative’s safety with their need to remairemployment. Daniel did not see
leaving employment as an option as he had a mattgagay, so when his concerns for
his wife’s safety increased, he decided to placarha residential home. He explained
this had not changed his role as a carer for His, Wifeel | do more caring now than |
did when | was here, because my wife’s worse, neeate caring now than she did
here’. Nonetheless not having his wife at homedradnpact on his well-being, ‘I
didn’t want her to leave me, it feels like we’vdispp’. He spoke of this time as a
period of bereavement:
| was quite upset and emotionally that was horrersdgou know, | was just
coming home here and | just wasn’t interested imgdo work and when | was

at work, yeah, that’s just like, it's a bit likele@avement really and you've got
to try and get used to it

The sense of loss if a relative moves to residecdiee may be a less discussed reason
why carers find residential care an unacceptabéerative. Moving a relative into

residential care may also cause uneasiness wahiiiés.

Daniel talked about how moving his wife into a desitial setting changed the type of
support he received from his family. He explainedport had previously consisted of
phone calls, visits and general queries about biave, but since his wife entered
residential care these occasional contacts hagetofNot only was there a lack of

support, he also experienced direct criticism flomwife’s family about his decision.
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Daniel experienced not only the loss of his wifeslhe moved out of the family home,

but also loss of relationships with his wider famil

Support from family friends and health and socabkcprofessionals was a feature in all
participants’ experience of being a carer, but supwas not always unconditional and

frequently did not come from the traditional routégamily and friends.

Using support networks

All participants drew on a variety of support sysseincluding family and friends,
statutory organisations, care support groups acidlscare workers. However they
found differing types and degrees of support wittach. Participants had differing
expectations around how much support they couleéepom family and friends, with
some explaining that family should provide morepheehd others feeling that family
were not obligated to help. Occasionally familiesadreed with the carer’s decisions
and actions and this led to uneasiness in reldtipasand reduced support. Participants
drew on alternative forms of support. Those paréinis who accessed carer support
groups found them helpful, but others found basriaraccessing and using this type of
support. Statutory and voluntary organisations igiey day care facilities for the care-
receiver which released participants from thenearitting responsibilities to always
ensure the well-being and safety of their relatiug, this did not provide emotional
support to the participants. An alternative sowicgupport emerged as participants
talked of the paid social care worker who provideéct care to their relative in their
home. They spoke of them as the person they madilygurned to for emotional and

practical support.
Participants looked for support from three disivetsources:
= Informal support from family, friends, work colleags and care support groups

= Formal support from statutory and voluntary orgatiems who provided care

for their relative

= Alternative support from paid social care workers

Informal support

Informal support may be found within already presacial structures such as family,
friends and neighbours, work colleagues, or it ddad drawn from social structures

which were specifically linked with being a carench as carer support groups.
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Participants found that informal support changeénvthey became carers and that

support from family and friends was not given inuarconditional way.
Support from family

Only Samuel spoke positively about the supporteeeived from his family. Most other
participants experienced a lack of family suppeith some ‘getting fed up asking
people’. When participants talked about why supfrorh their families may not
correspond with what might be traditionally expeote needed, three distinct reasons

emerged.

Firstly, two participants did not expect their fyrto help because of their concerns
over the appropriateness of sons caring for thethers. George said of his son, ‘|
can’t resent it, you know, it's not his responsipil He explained it would not be
‘proper’ for an adult son to provide care to histhes. Other participants’ expressed
personal views about whether the sex of the caasraf consequence. Some talked
about how it would not be appropriate for a mal@alacare worker to provide intimate
care to their relative, saying their wife would ma@nt to be cared for by a male. Others
such as Andrew did not explicitly refer to paidisbcare workers, but did suggest that
daughters and daughters-in law would be most lik@lyrovide care participants were

unable to do so themselves.

Secondly, participants explained that when thenewlesagreements over the types of
decisions they made concerning the care of thkitive, they experienced a reduction
in support from family. Percy and Philip explairtéeir family did not fully support
their decision to become a carer; both gave thasr@ason why family did not offer
support. Percy, talking about his children’s reattio his decisions to remove his wife
from residential care and care for her at homelaéxgd, ‘I got the distinct impression
that they didn’t want me to bring her out and hththat’s part of the reason | don’t get
much help from them’. This mirrored the experient®aniel, whose extended family
reduced contact with him after disagreeing withd@sision to place his wife in
residential care. Philip’s disapproval from his fgmvas more indirect, being related to
the effect caregiving had on his employment. Hd s&his mother, ‘she thinks that my

wife has held me back, right across the careertgprco to speak’.
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Whilst this disapproval caused additional upsetijf*axplained how he dealt with it:

| just found at times you can’t do right for doimgong but at the end of the
day it's my life, and I've got to do, deal withaitd do things as | see fit and |
can’'t go around pleasing other people

At times in their narratives most of participantada similar reference to having to just
do what they perceived as right for them and tredative.

Thirdly, Peter experienced uneasiness when thdyfamiced their belief that he should

be delivering care in a different way and this tedhim deliberately reducing contact

with the family. He decided to move him and hisengfway from their relatives, saying:
We prefer it like that, family not getting involyéx@cause they tend to be a bit

more outspoken if they feel you're not doing somgthnd you should be
doing something else

Although none of the participants saw family asgda to offer them support, their
accounts conveyed an underlying sense that thdyfaldi not understand the carer role.
Bert said ‘especially your family, if they can’tesgou need help it's a sad affair’,

reinforcing the idea that participants felt theyrevshouldering the burden alone.

As well as relationships with family changing, tedaships with friends and neighbours
also changed often because of reduced contacto8uppm these people was also

experienced as negligible.
Support from friends and neighbours

All participants explained that, like their fam#ieneighbours and friends had other
commitments and perhaps did not have time to stipipem in any practical way,
although they would have welcomed the opportumitiatk to others. Participants found
that rather than friendships being maintained archeced, many friends withdrew
support. Their accounts suggested painful emotielased to the experience of friends

withdrawing their friendship.
Percy likens it to bereavement:

They just disappear, they can’'t handle it can theylike when somebody dies
He commented on friends’ embarrassment that his wés ill, yet this was a time

when he desperately needed emotional support:

They don’t want to confront you in case you geetipsvhereas invariably at
that time you want somebody to talk to...
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He found his informal support networks had markedijuced:
| used to have dozens of friends but gradually eveeriod of time they all
disappear
Only Bert appeared to have a well-developed fribimsupport system. He explained
when his wife was first diagnosed he received dbtsupport from the close-knit
community in which they lived. However, due to hige’s increasing care needs they
were re-housed about ten miles away from theirmaigcommunity. Bert nonetheless
had successfully retained old friendships and agexl new support networks by
regularly attending clubs and pubs in his old comityu Other participants who
changed neighbourhoods because of their wife’saging health needs found the time
commitment of full-time caring made it difficult f@hem to develop local support

networks.

Even though Bert had an extensive network of fréeme still captured the sense of
loneliness experienced by all the participants:
When you shut that door and we're sitting here.. jystifeel as though you're
isolated from the rest of the world
Evening was described as a particularly lonely tmhen ‘someone to talk to’ would
have been beneficial, especially when the careivechad communication difficulties

and the television was the only source of company.

Whilst combining caregiving with paid employmentl deduce the amount of time
available to maintain friendships, there was narcfmttern between the types of
support offered and used by full-time carers amde¢hwho remained in employment. It

did not seem that being in employment providediadteve support structures.
Support from work colleagues

Neither participants who were full-time carers tiayse who remained in employment
spoke of work colleagues as providing them with smstained type of support. Those
who had left employment explained they did notgygtport from past work colleagues,
finding it hard to maintain these friendships bessaaf lack of frequent contact. Bert

explained once he had left work he wag of sight out of mind'.

Some of the participants still in employment spetarge proportion of their non-
caregiving time with work colleagues, yet they dat identify colleagues as a source of

support to help them with caregiving or concernsirag from being a carer.
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Rather than support, they acknowledged a sensenvdi@derie:
| get to see a lot of people I've known for a leinge...we’ll go out for a lunch
or something, so yes a bit of comradeship (Andrew)
Two participants in employment received advice frastleagues who had personal
experience of helping an ill relative. John and i@sawere both signposted by a
colleague to external carer support groups. Notetkeparticipants explained that the
majority of time when they chose to tell colleagaésut their carer role they found
them to be unsupportive and unsympathetic. Worlgslaeere not environments that

encouraged participants to disclose their carex. rol

Daniel explained the nature of his job meant cgiles changed frequently, therefore
he found it a burden to repeatedly disclose hsuanstances. He explained he could not
be ‘bothered to explain it all to these guys aghin.fed up with it'. John said he did

not tell colleagues because ‘certain people, sworth talking to them about it
because you just know that they’re not going teyrapathetic’. Frequently participants
only disclosed their carer role when an emergenhtypme meant they could not fulfill

their employment commitment.
Support from carer support groups

Several participants had experienced attendingea sapport group, but only four
regularly attended carer support groups. Whilss¢hoho attended such groups found
them very helpful in enabling them to share prattnd emotional experiences, other
participants did not access the groups. They tatkdthving experienced carer support
groups in negative ways, for example their relatixas excluded from the group,
making attendance difficult or they believed ca@pport groups only took place during

the day and therefore were for older, retired canmeot men in employment.

Those who did attend a group experienced sharfiognmation as an important part of
such attendance. However, they spoke more frequabtlut the emotional support they
got from the group. This went further than just dpgportunity to talk to others, the
carer support groups seemed to offer a place &x gid talk about the caregiving
experience. Percy explained:

If you joke about it they think there’s somethingvg with you, you shouldn’t
be joking about dementia or somebody with dementia
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John also talked about the laughter generatedsigroup, affirming the carer group
meeting was an opportunity to ‘have a good timelret support groups appeared to

provide a safe place where participants could imchour in their situation.

Some participants experienced informal support ffamily, friends and work
colleagues as meeting their needs, but more usil@lgomplex conditions under which
support from families could be offered and acceptednt that this type of support led
to uneasiness. Whilst friends may have providegasrtpthere was a withdrawing of
contact from friends who appeared not to know howffectively communicate with

the participants. Work colleagues were not ususln as a source of support either,
because they lacked empathy with the participaxfgerience or because the
participant had chosen to keep his caregiving mddibose who accessed carer groups
regularly found them extremely supportive on baticgical and emotional levels, but
some did not attend carer support groups due ficulifes with access and non-
supportive experiences. Participants also drewautiyom statutory services. Support
was offered to participants through more formatgtay structures such as day care
facilities which enabled carers to have respitenftbeir carer responsibilities.

Formal support

Most participants reported receiving formal suppoltbwing an assessment of their
needs. This was provided in a combination of walesarly all, except Philip, Peter and
John received support from Crossroads for Cararatety to a few hours of respite
each week. Martin, Bill, Bert, Jack and Georgelatrees all accessed day care
services. Only George and Jack used longer-teritier@$al respite care when they

wished to take a holiday.

Weekly respite care enabled participants to hame aiway from their caregiving
responsibilities. They experienced this as ‘freeddnsan just go off and do my own
thing’. Sometimes they used this break to accesgalsevents or carer support groups,
but more usually it was spent in solitary acti\stgich as shopping, or house
maintenance, suggesting that whilst providing ptgldime away from caregiving
participants received little emotional sustenamomfthis type of support. Martin
explained that respite offered him ‘that four helat when | can do exactly what |
want’. This comment suggested that at other timef&@edom to choose his activities

was curtailed by the responsibilities of being eeca
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Alternative sources of support

Participants commented on how traditional suppetivorks such as family and friends
and colleagues did not fully meet their need footamal support and time away from
caregiving. Rather, family disagreements over caeagement decisions coupled with
participants’ judgements over who could be expetdeslipport them meant that
uneasiness occurred within family relationshipgeriats and work colleagues provided
limited support, and statutory respite and day sareices, whilst providing time away
from care responsibilities, did not provide emoéibsupport. Yet participants did find
emotional and practical support through the retetops they developed with the paid
social care worker who was employed to attendecctre needs of their relative. Social
care workers were employed in a variety of waymeavere social care assistants
employed by adult social services, three were prlyaemployed by the participants
and one worker was paid from the disability liviegpwance of the care receiver. In
each case the carer-social care worker relatiorfsdpmoved on from being purely
professional one to one of friendship. This frigrigsvas evident in the way in which
participants spoke of the types of relationshigythad and the distinct types of support
they obtained.

Participants asked social care workers for pralcéidaice about how to dress their wife,
or provide intimate care. They described this asqaarly helpful and as one of the
ways in which they learned about being a carereyThlked about getting emotional
support from the social care worker. Frequentlyeimotional support was inherent
within the opportunity to talk to someone who wolidien and understand what they
were experiencing. Jack said:

In the early days of me being on my own she wag aupport really...well

just somebody to talk to
They experienced having someone to listen, whowgisng the home, particularly

important when other support networks were shrigkin

Bert described how having a regular social care&amowith whom he had developed a
rapport led to the early recognition of his inciegurden in caregiving for his wife.
Bert explained how his social care workers recaghise was experiencing additional
strain:

They seen me getting uptight and down and thejndaydon’t you let your

wife go to the day centre’ | suppose | was getlirvger and lower and the
decision’s more or less made for me really
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These professionals suggested an interventionysmgddert ‘permission’ to decrease

his carer input

Other merging of employee, paid carer and frienelsravas captured in examples where
it appeared the social care worker had steppeddeutse boundaries of paid worker.
One participant described how a social care wapkét a portion of the bill for a
computer fitness machine, explaining she wouldlde # use it alongside the care-
receiver. Another man explained that when he ttagtdbr his employment

occasionally the social care worker would make whpaght visits to ensure the well-
being of his wife. Bert explained ‘she’s like thaudhter we never had’, giving the

impression that the social care worker was reptpalsent family.

A sense of responsibility for the welfare of theertwas reciprocated with participants
expressing concern for the well-being of the soc@ae worker. Jack felt guilty when he
could see the stress his long-term social care avarias experiencing:
| can see she’s stressed, heading for depressitan kee a change in her...|
know it's not my fault but | can feel guilty abolé situation
When participants privately employed a social veoeker, the responsibility shifted
from concern for the social care worker’'s emotidmedlth to concern to ensure their
financial security. Charles, who employed a privaeer, explained that increasing the
amount of care he provided for his mother wouldiiteéa a decrease in the social care
worker’s hours and he had an obligation to hersédd ‘I'm her main employer at the
moment; she changed a few people around so shé douhore hours for me’. There
appeared to be an obligation to continue to proeit@loyment and financial payment

to the social care worker.

The relationship between participant and socia earker was complex. The social
care worker was a frequent and intimate visitah®participant’s home, which led to a
relationship more like a friendship, than one goeerby statutory obligations and
roles. This enhanced relationship had the accompgienefit of emotional and
practical support for the participant, but it atsgld responsibilities for each other’s

welfare.

Continuing to be a carer

Part of the lived experiences of male carers maty lmensider the future of for both

themselves and their relative. During their navestiseveral participants spoke of how
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they saw the future. Most knew that the end ofrtfeirney would come when their
relative died, but they appeared to repress thisviedge and live for the day. Martin
described this as ‘I'll worry about tomorrow whercomes'. In part, participants may
have been avoiding confronting the death of thedative, but it seemed that previous
experiences were shadowing the ways in which tlosy viewed the future. Percy
captured the feelings of all participants thatftitere could not be planned for:

Look after today and try and not think about tonogvror what's going to

happen next week, not that you can predict it
Previous life plans had been obliterated, now pigdnts were living for the moment,
although there was some underlying concern aboat whuld happen to the care-
receiver if they were unable to fulfil the roleazrer. Every participant was living
through the immediate experience and planningherfiture seemed to be limited to
‘next month maybe, but not next year’. They wevenly within the moment,

experiencing being a carer and making decisionstatmw to best manage their role.

Summary

This chapter illustrated the decisions participanégle to undertake the carer role, the
ways in which they experienced and gave meanifgéoming and being a carer, how
they built their role as carer and the types ofpsupsystems they drew on. On
becoming carers they made complex decisions aboether they should stay in the
caregiving situation and provide the care needebbave. These decisions could be
seen to be embedded within a sense of duty tofoafamily, but justified through a
concept of being the ‘best’ person to provide stente. They reached junctures where
they were faced with further decisions about whethetay in or leave paid work.
Decisions to leave employment were influenced hyceomns for the safety of their
relative, but tempered by concerns for their finalhgecurity. They experienced
developing a range of skills in managing the homaraanaging the caregiving. They
talked of developing competence in these skills@n@cognising that they now had
sole responsibility for managing the home and tire of their relative. Whilst they
reported trying to draw on a variety of existingpgart networks, frequently they found
family, friends and work colleagues were not agpsutive as perhaps they had
expected. Many found the care-receiver’s sociad garker provided them with the
most empathetic and practical support. It was apahat although participants did not
dwell on the future, they had considered what wanadpen if they were no longer able

to provide care to their relative. These findingised four points about decisions to
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care, learning appropriate skills, responsibilitiesl obligations to employers as well as
family and access to support structures, which gldiscussed further in Chapter

Eleven.

First, participants made complex decisions to bexararer; they did not ‘fall’ into
caregiving. They justified their decisions by reigg to duty and obligated
commitments. However, duty and inherent obligaticasied the caveat that they saw
their relative as deserving of care for a varidtyeasons. The phenomenon of being
deserving of care differed from the concept ofpemiity, as decisions were based on
the character and actions of the care-receiverlsiil participants explained they
chose to stay and care it is questionable how ieasyuld have been to leave, as there
appeared to be a lack of acceptable care alteasativnked with their perception that
the quality of alternative care was generally pwas the finding that most participants

made little use of holiday respite care.

Secondly, participants talked about having to utadtera number of new roles and
responsibilities; many of which required them tartenew skills. Employed
participants had difficulty in accessing informatiat times and in venues which were
convenient to them, indicating that information lalobe reviewed to ensure relevant

information is accessible at the right stages ofégiaing and through the right media.

Thirdly, their decisions to leave employment weasdd not only on a sense of
responsibility to their relative, but also a stasedse of responsibility to the employer.
This suggested participants experienced the nekd &tle to commit fully to the
workplace; the risk of letting others down appedrelimit access to employment. This
provided one understanding as to why participaittidt inform work colleagues of
their participant role. The concept of male capesenting alternative selves in

different social settings is explored further ina@ter Nine.

Fourthly, these findings provide an insight inte gupport networks which were
experienced as important by participants. Rathem thrawing on support from family,
friends and work colleagues, they found the mdstcéfie support came from either
carer support groups or their relative’s sociakaaorker. This may be because of the
close relationship which developed between caresanal care worker, but crossing
the boundaries between worker and friend may pctradlenging as relationships

continue. The changing structure of families, iasieg movement in workplaces and
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the changing structure of welfare support may griice where participants will draw

support from in the future.

Participants experienced changes in their rolegesybnsibilities over time. Changes
in the care-receiver’s condition happened over tiwldch meant that all were able to
take some time to consider their options in refatmundertaking care and leaving
employment. They talked of how they became a cardrof the meaning they now
gave to doing the care but they did not spend thirgking or planning for the future
rather they lived for the moment. In experiencing moment they conveyed a sense of
time working in different ways, sometimes to suppgbem on their journey,
occasionally to hinder them, frequently to obligditem to certain activities within
certain time periods. The next chapter explores the@se men experienced obligated

time.
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Chapter 8 Obligated time

Introduction

As carers, participants’ experienced increased ddman their time, frequently
speaking of the tasks that they had to undertaah activity of being a carer placed
new and sometimes competing demands on how theseised their time. The ways in
which time was used and the meanings of the aesvitndertaken within time periods
shaped participants’ experiences of being a c&amnceptualising the activities of
caregiving as being obligated occupations it becpassible to interpreted the data
through four strands of time: necessary time, caiewhitime, contracted time and free
time (Harvey and Pentland, 2004). Firstly, necgssme encapsulates the
requirements of self-maintenance: grooming, slagpjtion. Participants’ rarely
referred to their self- maintenance, instead faogssn how they maintained the
personal care of the care- receiver. Secondly isezemmitted time: for example
undertaking household work, meal preparation, aasht@enance of the garden and
vehicles. For these men committed time included océi relative. Thirdly time is
contracted in that there were contracted obligatiorattend the place of employment.
Contracted time may be synonymous with paymenalhinthere is free time; this

being the period of time left when the previousthobligations have been met.

The meaning of time for these participants’ resbitethem sometimes experiencing
being a carer as a role which engulfed their tifireey had new and added demands on
their time and frequently experienced their tim@hblégated in specific ways to meet
the needs and requirements of others. They neededagnise and meet the care needs
of their relatives and to do this participants ¢allof planning when care events would
occur and when they would have time to undertakeractivities. However, they did
not have absolute control over how and when the-cegeivers received care, as they
were also required to ensure that their relative rgady to attend day care services.
Throughout the data there were recurrent storidmwf participants used time during
the day and the consequences of having too little to undertake activities. Most
talked of having to carefully plan how they useeittime, often making set times for
carrying out a range of activities, such as shappind leisure activities. Several
participants spoke of wanting to use time purpdgefbHlowever, it emerged that most
had little control over how they managed their timaher time was obligated by the

need to meet the requirements of others, includingloyers, relatives and statutory
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service providers. Consequently, participants tised in distinct ways, striving and

sometimes failing to find any free time for thervsal

The ways in which participants used and experietdidated time is discussed under
three emergent categories. These categories ilatmimow time was an essential
component in the ways in which participants fourehning in their role as carers and
employees. Participants frequently reported expenigy time in its most literal sense,
as the passage of minutes and hours through thgjbdit also in a subjective temporal
way suggesting that lived time shaped the mearfitigeir experiences. The ways in
which time was obligated and used affected the imgahey gave to their experiences

of caregiving.

Committed Time - meeting obligated commitmentsUnder the concept of committed
time participants appeared to structure their iim&ays to meet both external
commitments and internal commitments. Time was se&e explicitly structured
either by the participant as a means of creatidgraio their day, or by the obligated
commitment to meet needs of the care-receiver.réegiescribed how having a
structure to their day enabled them to managestlestof caregiving. Activities had to
take place at times specified by others, such akhhand social care service providers
and employers, or the care-receiver themselvesséioe participants this structure
influenced their decision to undertake employmAngtrategy used to enable obligated
commitments to be met was to use time in segmatisetdete ways. Several
participants described how they internally segnetitee into discrete periods.
Sometimes this was seen as a benefit enablingeliffectivities to be completed at
different times of the day, creating a mental angspral divide between the roles and
responsibilities of carer and employee. Howevérers found themselves undertaking
multiple discrete activities within the same segtr@driime. This frequently led to talk

of being ‘stressed’.

There was also a need to ensure that obligatioosrtvacted time activities such as

paid employment could be met.

Contracted time - Making time for paid work: Participants reported attempting
various strategies to make time available to acpagswork. These strategies included
using flexible employment hours and selecting yipe$ of employment they perceived

as being compatible with being a carer.
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Whilst striving to meet their obligations to fulftheir responsibilities to both their
committed and contracted time activities particisaought the opportunity to access
free time.

Free Time - Finding time for self: Participants talked of how they used time to
undertake activities which either provided themhvatipport or which gave them
pleasure. They spoke of how having time for themesehelped them maintain their
well-being. Nonetheless, a few participants spdkgawing no time for themselves and

of being engulfed by the carer role.

The final part of the chapter raises a number sduision points about the meaning of
time, highlighting how factors both within and ddtsthe participants’ control
constrained the opportunities they had to choosethey used their time. Nevertheless,
when they were able to take control of what theyatigiven times of the day they
experienced activities as more positive and deeel@sense of well-being from them.
Conversely when the requirements of employmentsaaiditory day care services led to
participants experiencing restrictions and obligagion how they used their time, this

led to caregiving being experienced as burdensardeagulfing.

Committed time

External commitments structuring time

Participants found their use of time and the atiéigithey undertook in any given time
structured by external drivers. They talked of\adti managing their time by using
time in a planned, structured wakey faced external drivers which dictated when
activities had to be achieved by and what they egé¢d be doing at given times of the
day. For example, participants planned their dapéet the needs of care-receivers,
health and social care providers and their pla@ngiloyment. This led them to
experience time as not always being under theitrcbmather time was obligated by
the needs and demands of others. The conceptarihektommitments structuring time

is discussed under the following headings:
= Time obligated by the needs of others
= Carer’s working time

= Employment structuring committed time
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Time obligated by the needs of others

Whilst participants talked of being self-directadhiow they structured and used their
time, their stories also captured an underlyingmmeathat their time was not used to
meet their personal needs. Rather, they reported tiseir time to meet the needs of

others, either the care-receiver or their employimen

Bill explained how the needs of his son governextinie, capturing the obligated
nature of committed time. Firstly, he said whendaa was at day care he was not
governed by his needs, explaining, ‘I've got atfowd hours in the day when I'm really
not governed by my son’. However, as he continoespeak it became evident that
although his son was not present Bill used his tonilfil his carer responsibilities. He
said ‘I still have to make the beds and do the weagshnd things, so in a way it is still
governed by my son, but he is not here’. This contrsaggests that even when the
care-receiver was not physically present time vezsiuo discharge care
responsibilities.

Peter also used the tergoverned His wife was still relatively independent and he
said ‘I'm not sort of really governed that | haweget upand shower her, wash her or
anything like that’. Nonetheless, he acknowleddmesi might be what the future held for
him.

All participants who accessed health and socia sarvices experienced externally set
demands on their time. They had to make appointsnantave their relative ready for
day care at times to suit the service provideharathan at times which suited them.
However, a few used these externally-set structtineels to help them manage their
roles, for example Andrew organised his privatecér and hairdresser to come in on
the same day as the Crossroads social care weinkeepy providing him with time to
undertake a small amount of paid work. Yet othetmtl the rigid time structures of

day services did not support them or their relatigéher it created extra burden.

Daniel explained he tried to enable his wife tadedy for day care transport by
preparing and laying out her clothes before goingdrk, as her dementia had resulted
in her being unable to make decisions. Yet des$pétéentervention she was often not
ready when day centre transport arrived and thexefeey did not take her to an
alternative care provision; this resulted in insieg anxiety for Daniel. He recognised
the nature of the alternative care provision mézettthe transport ‘can’t wait because

there’s other people on the bus’, but when sheneasaken to day care he would
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receive a telephone call at work informing him tbla¢ was alone at home. He
described how receiving this information directigiieased his level of concern about
her safety, ‘so she ends up on her own, that's adirying you know she can do
anything, wander off, anything’. As he worked satiance from their home and in a
relatively inflexible employment situation, he wasable to do anything to ensure her
safety. He went on to explain how there were furdmsequences to him when she did
not attend day care ‘so when | get home, | havedtfy things, things in the wrong
places, keys they're all over the place, doorsiadone, lights are on, taps running’.
Daniel’s experiences illustrated how the presegetohservice providers did not always

help participants balancing the dual roles of caret employee.

Participants not in employment could ensure tredative was ready for day care
transport, but whilst day care provided respitefiaregiving, the necessity of
managing the day around structured preset timeainem a concern for the majority of
full-time carer participants. They experienced dase as limiting their freedom of
choice over how they used their time. Bert illustdathis when he said Thursday was
the day he and his wife ‘can do more or less whatwant to’ suggesting they had a
choice over that day’s activities and could engaggctivities together rather than apart.
Martin decided not to increase his mother’s dag cexplaining that the lack of choice
over what time she attended meant that the effaget her up and ready did not justify

the few hours respite he would get.

Even when participants had sufficient time to cleotmstake on leisure activities, the
obligation to the meet the needs of the care-recagntinued to affect the ways in
which they accessed leisure time. For example, éwmdrxplained how he managed his
time to enable him to access golf, an activityihdd relaxing:
The only problem we start golf at half past eighit bhave to get up at six
o’clock, because I'll have to get the wife up arashed and dressed and have

her breakfast and get her all sorted out, that sakee about two hours by the
time I've got myself up

His description captured the length of time it take to fulfil the necessary time
activities in just one aspect of the carer roleofcept reinforced by Martin who
explained ‘from our point of view we’ve just hacebkfast, but for most people’s point
of view it's nearly lunchtime because it's abowgvan, half past eleven before we've
done all that’. All participants were dedicatirggde periods of the day and night to

their carer roles.

163



As well as dedicating large amounts of time to nmgethe needs of care-receivers,
participants also experienced a correspondingdbspontaneity in how they used their
time; the demands of committed time created amfate with free time. Philip talked
about why he no longer took holidays with his wife:

It's like a military operation to get everythingtted and in place and | would

find that extremely stressful, | would be worn osi. the spontaneity is lost, it
has to be mapped out.

All participants talked in some context of the lo§spontaneity, whether it was to
undertake activities for themselves or whetherasw the routine of being a carer.
Percy described how, ‘You have to plan everythyogy can’t do anything without
having some sort of a plan’. Samuel expanded arapect of caregiving, explaining
he experienced the responsibility of doing all pkenning and found it a burden, ‘I've
been stressed from the point of view that you shbké plan everything in, in quite
minute detail, otherwise you don’t achieve it'. $imeed to plan led to a lack of
spontaneity in both larger issues such as plaraingliday and in the smaller daily
choices. Yet participants accepted this lack ohgeity in how they used their time,
and they developed a number of strategies to hrpdkeir routine, including taking

short breaks, meeting other people or accessingpgmpnt.

Accessing other time within committed time

Samuel explained short holidays helped him breathepoutine: ‘just to go away for a
weekend like once a month that sort of breaks thetmup and gives you something to
focus on, gives her something to look forward 8muel had only recently left full-
time employment and explained that he was not atlyrevorried about his financial
security and although his wife was experiencindyed@mentia she was fully mobile.
The majority of participants were not able to gaaidcess holidays away from home,
either because of financial constraints or the loigte needs of their relative. They had
short breaks away from caregiving during the day,this was not in the company of
their relative

Martin described how he stepped away from his caregresponsibilities for short
periods and met other people: ‘| spend a lot o&timisolation here with mum so when
| do go out and about | do tend to sort of chatlk@nd sundry’. The opportunity to chat
to people in the shops was important for his welhly. For others, employment

provided a break from the routine of being a carer.
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When talking about their structured use of timé-tinhe carer participants spoke of
their day as a working day, suggesting they expegéd obligated caregiving activities
as a form of work.

Carer’s working time

Some full-time carers described their use of tismé &hey were in employment, here
committed time in which they fulfilled responsikigis to others blurred with the
concept of contracted time but for full-time cartfrsre was no financial reward. Martin
explained how he changes his use of time in oalerdate a weekend in a week where
he is at home all the time:

The weekends | tend to treat as a weekend inltdatyery little because I've

done all the food shopping and, | actually spenat&f time here at the
weekend

Others spoke of their activity as a job, highlightthe number of hours they worked.
Jack captured this when he explained that as a bareas in a ‘full-time job’ working
‘twenty four hours a day’. The experience of atyiyaroviding structure to the day was

also apparent within the narratives of participavtt® were in employment.

Employment structuring committed time

Some participants talked of set employment houtseasy important, enabling them to
compartmentalise their time and identify differeagks for different parts of their day.
Here they experienced committed time and contratnteel as different activities often
taking place in different physical settings, butsnionportantly as aspects of time which

they could manage to help themselves.

Philip explained he had changed jobs, as his pusveonployment had long hours and
heavy demands for preparation at home. His emplayrvas now contained within the
hours of nine to five; he described how this ‘liftthe pressure off me’. Philip’s
previous employment had required additional workeéaindertaken at home leaving
little time for household tasks; now he found stadks could be managed before and
after paid work, thus enabling him to effectivelpmage the dual role¥et, other
participants, particularly George whose place opleyment was attached to his home,
sought flexibility within their working day, explaing this enabled them to fit their
carer responsibilities around paid work.
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George described the benefits of having his hondensrkplace in the same building,

‘it truly is a bit of a blessing, no worries abauhat time she arrives home, if she’s early
you're here anyway’. His wife went to day care foays a week. If she had been at
home it may have been more of a challenge to caentia two roles. Certainly

Andrew, who tried to do some paid work at homenfbhimself frequently interrupted

by his wife requiring assistance.

Percy, who was self-employed, explained that whitsteft his home to access
employment, his hours of work were flexible enotiglenable him to manage his
caregiving responsibilities. He explained ‘if wevbaa problem and | get to work late or
| have to leave a bit early at dinner times or siing, most of themdustomergknow
the situation, they don’t worry, they’ll leave a ssage on the answer phone’. This
comment suggested that being self-employed offerex flexibility than being
contracted to set employment times, also thatié knew of their carer
responsibilities they may be more accepting ofpweicipant’s need to leave

employment.

Percy’s employment situation could be contrastetthad of Daniel. Daniel had set
employment hours, and frequently worked with cajlezs who were not aware of his
carer responsibilities. He repeatedly talked alioeidifficulty he had reconciling his
carer responsibilities with his employee respotisiés. Discussing an occasion when
he had refused to do overtime, he said, ‘I said)'monot doing it. That didn’t go down
too well of course’. He went on to express condbat he was letting work colleagues
down, ‘I would try and | would help out because wark as a team’. However, he also
experienced an obligation to be with his wife, ‘talo overtime because I've got to be
here looking after my wife’. This extract illusteak the competing demands participants
experienced on their time and the ways in whicly #werienced obligations from both
their carer and employee roles. Some participaaisaged these competing demands

on their time by segmenting periods of the day diserete activities.

Whilst much of the day and week was described agylsructured with activities
happening at set times, there also emerged a eétis® use of time being internally
driven, shaped, segmented and used for discratétiast Segmented time was
sometimes experienced as doing different activdiedifferent times, but on other

occasions, participants experienced an overlapgimgles and responsibilities within
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the same segment of time. Overlapping roles ambresbilities within segmented time

appeared to increase the burden participants exyei.
Internal drivers shaping the use of time

Where participants’ time was not shaped by thainmitment to need to meet the
demands of external commitments such as healtls@ridl care providers and
employers, they appeared to use internally motiateategies to manage their use of
time. For some there was a high degree of strugtiithén their day; they distinctly
divided their time, their responsibilities, obligdtand contracted commitments into
clearly defined times and activities. Some partiois grouped these smaller parts of
time into discrete segments, enabling them to &ehilestinctive tasks in different time
periods, such as having a dedicated period oftiine for leisure and another for
contracted employment and another for the commitrakeoaregiving For others, the
smaller parts of time overlaid each other and pldtactivities occurred within the
same time period. Participants sometimes activelgaged their time to enable them to
fulfil their roles and complete tasks, but for sosedf-management of their time seemed
beyond them and they faced competing demands tothegeobligations to both

committed and contracted activities.

The concept of internally managed timeexplored through the ways in which
participants’ self-managed time to achieve obligatemmitments. There is an
exploration of how undertaking single tasks in tise segments of time enabled
participants’ to have a sense of internal contu@rdheir activities. Conversely where
there was an overlap with multiple commitments itihne same time period there

appeared to be an increase in stress in the [pamici
= Self managing to achieve tasks

= Discrete segments of time — illustrated how partiots divided time into short

periods enabling them to achieve distinctive tasks.

= Overlapping segments of time - here participanpedarnced competing

demands on the segments of time, leading to feebfgtress and fatigue.
Self-managing time to achieve tasks

Several participants developed complex ways ot#iring their time, enabling them to
achieve a range of carer and employee tasks. Tip@gei of this structuring differed

depending on whether they were in employment aor not
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Those in employment described having clearly defirmtines to their morning which
enabled them to achieve the caregiving tasks tadyrésponsibility for before they
moved to the workplace. There was a sense of indishow they described their
mornings. Both Percy and George, who had social warkers supporting them in
getting their wives up, explained they started giaieg tasks but handed over to the
social care worker. Handing over the activity ofegaving to someone else enabled
them to move into the time of employment; they theceived the carer role back after
finishing their paid work. Percy provided a summafis day which captured his use
of time:
I usually get up about half past six or seven.tirggself ready first, have my
breakfast, wash and get dressed. Then the carerigge about quarter past
eight, she’s taking her [his wife] upstairs, givesr a wash, we get her dressed.
Back downstairs by quarter to nine and | go to wankork till one, and the
carer does my dinner for me, she usually gives ifeylver dinner about
twelve. | come home, leave work at one, the camsmhy dinner ready so |
have my dinner by about half-past-one quarter-to-amd then do whatever
housework needs doing from then on. My wife hasiae changes during
the day, one about four and then another one bdfpre her to bed about

nine. In between | obviously do whatever housewedds doing, ironing or
washing.

In this description he captured how he structuratiself-managed his day with
activities clearly taking place at set times, thusviding order to the day. This level of
structure enabled him to combine caregiving andleympent. Nonetheless, there was a
lack of opportunity for movement away from the tiatde, a lack of spontaneity. Tasks
had to be undertaken at preset times to correlditetine availability of the social care

worker, the care needs of his wife, and his empkaytnesponsibilities.

Philip also described a structured morning duritngclv both he and his wife prepared
for employment. For Philip his use of time involvegparate activities leading to them
both being able to access their places of workroa.tHe explained, ‘it’s sort of
coordinated, while she is in one place | am doomesthing else, you know, like a
herring bone, it sort of fits in’. The phradie a herring bonesuggested this
structured routine was helpful to Philip, becauskepin the morning enabled him to go
to work knowing he had completed domestic taskss Was evident when he explained
‘before | came out this morning | was working ikitchen, putting the washing on and
dish-washer and | felt good because | know fulllitelon’t be a mess when | go
back’. Through managing his time and achievinggabkilip said that he then felt
good.
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Whilst many participants’ were seen to have rowtitieough the day that enabled them
to achieve tasks and undertake a range of rolemgtstriking within participants’
narratives that the majority consistently speltthetexact time that they undertook
each activity. This suggested they structured theys tightly by clock time. Jack
particularly captured the concept of his day bejagerned by time in this way:

You have to clock watch always all the time: ohtgde home she’s got to be

dropped off from day service, oh time for her metaise for her medication,
oh better give her a drink.

Whilst some participants in employment startedrtbay early and strived to complete
a variety of tasks before going to work appearigl§managing and self-motivated,
Charles described a different start to his mornitgtalked of being unable to become
motivated to use the time available to him. Firstly explained he had negotiated
flexible working hours enabling him to fulfil hisacer responsibility of ensuring his
mother was out of bed and downstairs before hédeivork:

I've arranged that | going into work about elevefeven thirty, and | often

make sure that my mother gets up okay if she’sggoiget up for the day, then
work through till seven, seven-thirty, sometimést dater

The use of the word ‘often’ implied he did not ajwaucceed in getting her up. He
went on to discuss his mother’s reluctance to gebbbed, explaining he thought it
was better for her health to be up. He gave theasgion of being up early and home
late, but when | commented he had a long day, Ebakplained he does not always
get up early, explaining
I must admit | don’t get up, | mean | was up eaolgay because | had to take a
car in for a service so | was up about seven octklahich | wouldn’t normally

have. I'd get up about half past eight, | have tiyea eight, about twenty to
eight normally

He moved on to explain the additional time gainedrd) the morning was used to do
household tasks:
I just do the washing up, do the breakfast, do saa€hing anything that
needs doing, tidy a bit, trying to fit that in thrning when I've got time to do
it
However, again he provided conflicting accounts/béther he actually used the time in
the morning, explaining, ‘I don’t always want to idevhen | get up, | just can’t be
bothered'.

Charles’s narrative provided a contrast to the stigufound in other participants’

narratives, whose stories portrayed them as cathstasing their time in structured
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ways to achieve outcomes. Rather, Charles desditileegixperience of not wanting to
be bothered with the everyday tasks of being arcarplaining ‘I just want to sit or
watch television, or sleep’. He appeared exhausyettie competing time demands of

full-time employment and full-time caregiving.

For Daniel his evening routine enabled him to aexdlonly with household tasks, but
also to continue his carer role. Describing howrtamaged his evening since his wife
moved into full-time residential care, he said, I'gmt this routine together ... | leave
work and go to the care home, by that time as ssdrget there it's evening meal time,
so | have my evening meal with hdfle spoke of drawing comfort from knowing there

was a time when he would see her every day.

Employed participants appeared to benefit fromirsgtistinctive times when they
could do different tasks, finding that this enaleeim to combine employment with
caregiving. Yet, it also emerged that those paaiots who were full-time carers talked
about planning their days in a structured way. Tiesaged use of committed time

enabled them to fulfil their carer responsibiliteasd meet the demands of others.

Martin explained he had devised routines to hetp manage his caregiving role, ‘there
has to be routine otherwise | wouldn’t get evemythdlone’. Routines also helped his
mother, ‘if | have a routine mum knows where sheilst routines where generally
helpful in enabling tasks to be achieved, they vedse experienced by Martin as being
constraining, ‘I try to think of different ways bfeaking up the routine’. This comment
may indicate an element of boredom in such preliigia Andrew also found
caregiving monotonous, ‘I'm either looking after mwfe or doing up the house and it
gets monotonous’. Although participants develogrdines to help them manage their
use of time, such routines were predominantly stinecl around the needs of others and
were developed to enable them to fulfil carer aliliggl commitments rather than
necessarily enabling access to free time. In dalereate opportunities to undertake

both contracted and free time activities partictpaspoke of segmenting their time.

Discrete segments of time

Participants talked of using segments of time togete different activities and fulfil
different roles.

Different time - Different activity

Initially, during their first interview, participds tended to tell a sequential story of their
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day, from getting up to going to bed. However, rafteginning by depicting a linear use
of time their conversation often moved to explagnimow they used smaller segments of
their time. A picture emerged of them actively liag the day into smaller periods,

with tasks fitted into these segments of time. Maported this vividly:

it's almost like there’s the little slots in theydaf half an hour, or an hour of
when you do things, to get things done

There was evidence he planned which activities tdghachievable within given time

slots.
Martin explained:

she’ll then sleep guaranteed ... so | know thenitHateed to go to the
supermarket or go to the post office or run round @o a few chores that's an
opportunity for me to do that

Yet despite the planning, tasks were usually faiontdke longer than expected or they
were never fully finished, commonly leading to trasion. Such frustration was evident
when Andrew explained ‘you plan to do things aretjust don’'t get done anywhere
near as quick as they should, simply because diivegs take over’. The inability to
finish activities was a cause of distress for spaicipants, resulting in them feeling
time was beyond their control. Philip capturedekperience of all participants when he

stated he felt under ‘time-pressure’.

‘Time pressure’ was managed by organising time di¢orete periods for distinctive
activities. However, participants experienced & laicspontaneity in how they used
these discrete time periods. There needed to lgetéym forward planning to organise
respite for holidays and even a simple househaskitaquired forward planning. Philip

described planning to undertake car maintenance.
First, Philip gave notice, including the lengthtiofie he would need:

| usually state a couple of days notice and sayd8ymafternoon or Saturday
afternoon | want to drop the oil off my car for hah hour
Then he explained he had to ensure his wife waspsed and not requiring his support,

* wife will know what I’'m doing and she will be onghnternet’.

Forward planning and segmenting time could ensweevell-being of the care-receiver.
For example when his wife was on the Internet Plkplained she was safe as her risk
of falling was reduced. Several other participaats® explained how they ensured their

relative was safely occupied before they startbdroactivities. Andrew would ensure
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his wife had the television, a drink and a buzzdpte he embarked on house
maintenance and George explained he was able pogagmping in to check on his wife
watching television whilst he painted the kitch€hese examples captured the
responsibility of participants to ensure the sagety well-being of the care-receiver

remained at the fore of their minds.

Planned activity not only achieved a task, but alsvided time away from the being a
carer. Philip said of the time when he was maimaithe car:
I’'m quite happy getting my hands dirty and doinghsthing, | am focussed for
half an hour
Then the use of time changed when the activity @amspleted:
Then when you stop, and putting everything bac&they, and everything goes
back to normal.
Philip did not expand on what ‘normal’ was for hibut this extract illustrated that he
gave different meanings to different activitiesréleaintaining the car was time away
from the ‘normal’ of his routine weekend activitf/lmeing a carer. There was further

evidence that undertaking activities not relatedaiegiving benefited participants.
Different time — Time for self

Through segmenting time for different activitiesiee of the participants were able to
find use free time for hobbies, producing physical mugehtal time away from
caregiving:
You forget about all your other problems ... oncéergoout in the garage
there under the car you're not thinking about amyghelse ... you might have

something that's buzzing around in your head, wyle are doing a hobby
you're not thinking about it (Percy)

George described the importance of physical exerssan activity which enabled him
to continue in his carer role. However, other jggstints talked of being unable to find
time in their day for themselves and these meruatly spoke about feeling stressed
and exhausted, suggesting they were experiencirtdgbudrequently linked with being a
carer.Several participants reported drawing on shortitegeriods provided by social
care workers to get un-committed and un-contratited to themselves. They did not
describe seeking extended respite time, just ateetogapture an hour or two when
they could undertake activities for themselves atithalso being concerned for their

relative.
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Different time - Different roles

As with managing tasks within the home, some paditts managed paid work by
having distinct activities at different times o&tday. These men talked about how they
were able to compartmentalise their roles, physipate and time. Percy explained,
‘When I'm at work, | work and then when | come adfithere | forget about it, shut the
door and come out’.He went home and moved into his carer and spousatias,
leaving work problems behind. Having discrete emppient and carer times meant he
could contain concerns about either activity. Idevrfor this separation to occur,
alternative care had to be perceived as beingghf uality. For example, Percy
‘trusted his wife’s social care workers. Philip said thiten his wife is at work she
was‘someone else’s responsibilitiot all participants were able to compartmentalise
their unpaid and paid time, leading to an overlagmif roles and activities within the

same time period.

Overlapping segments of time

All participants experienced caregiving as a twentyr hour, seven day a week role,
but it was predominantly within paid employmentttparticipants experienced an
overlap across roles and tasks. Whilst GeorgeipPdnild Percy managed to
compartmentalise paid employment from their caoés, ifor others being a carer was a
role they still actively undertook whilst at th@iace of employment. For these
participants segments of time were not discretedmmhmitted time activities and

contracted time activities overlaid each other, stomes resulting in increased burden.
Carer tasks overlapping into paid work

Overlaid activities meant lunch breaks were useafdering tablets and trying to
organise additional day care. Daniel explained lieabnly received a short lunch break

and he had to use this to make phone calls and oredication.
He described the difficulty of this limited timecthe consequences:
I've got to try and do all this ringing round in niynchtime and grab a bite to

eat and a cup of tea in thirty minutes, you caw'titgso that’s why | try and
sneak out and I've been caught a few times
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Daniel did not elaborate on the consequences afdgbsaught’ but did say of his
employers:
They just want people there to work, work, workskwaork and do overtime

and weekends, and that’s all they’re interestedhey’re not interested in me
if | don’t want to be there just get somebody assimple as that.

Daniel went on to explained that undertaking céasks whilst at his employment
caused him anxiety because he could not focus adeiplon supporting junior
colleagues:
I've got quite a responsible job being an engineed | have to look after a lot
of the other guys as well being an inspector, tleegaying ‘ oh come on look

I've done this job, you got to come and insped, thhd what do you want me
to do next’, and I'm going, | haven’t ordered theiths, oh my god.

Whilst Daniel experienced competing demands at wGHarles appeared more laissez-
faire in his approach to undertaking carer taskistvat work, ‘I want to speak to my
sister and | don’t want me mum to hear what I’'misgyjust do it from work’. It may

be that work environment influenced the ease whictv participants could combine
carer and employee roles. Daniel worked within stduon the workshop floor with
several other people around him, whereas Charl@dam worked in offices where

their managers knew of their carer responsibilities

John talked of being physically disturbed during\working day by phone calls from
his wife, who experienced mental health problemesekplained he wanted to manage
her intrusions. One way he did this was by usipg\aate telephone rather than calls
going through the company switchboard. On otheasions he took direct action to
place boundaries around how paid work time was:used
If she is in a right angry state | can’t get hef tife phone...she’s been on there
so long; I've said ‘I've got to get on’, and | pilte phone down
However, this action does not always end the inion and John then experiences
conflict between responsibilities:
Then she’ll ring back; yeah, some days you canabtid of her, and obviously
I've got to do a day’s work
When carer tasks impinged into employment timeig@gpetnts frequently experienced
conflict in their obligations, recognising they hasponsibilities in the workplace, but
being unable to relinquish their carer responsiedi Whilst for some carers tasks and
concern for their relative spilled into paid wonkg, others were more effectively able

to separate the role of carer and employee. Thigragon occurred when they
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perceived the alternative care provided as beirglofh standard. Those participants
who were able to hand over responsibility of tleairer role viewed paid work in a

positive way, rather than as another thing thattbduk fitted into limited time.

There were patterns between the type of employongahertaken and the ease with
which participants could combine paid work withesgiving. As only seven
participants’ were in employment findings remaintédive however, those who were
able to be self-directive at work appeared to comlbhe two activities most
successfully. Several participants expressed ampsndm which types of employment

could best be managed alongside being a carer.

Contracted time - Making time for paid work

Participants explained they thought some typesmgfleyment were easier to combine
with caregiving than other types. Those who welieesaployed had more flexibility
about the hours they worked than those who workethfger private companies. Philip
expressed the opinion that voluntary sector emptoyere more flexible in meeting the
needs of carers than private organisations. Heageau this perception would influence
any future employment he applied for:

I’'m in a charity now and, and to be fair they déoat a bit of flexibility here...

that’s the reason why I've ruled out, maybe wronblyt the private sector they
wouldn’t have the empathy or anything like that

John did not express strong opinions either wayalbether his workplace was
supportive of his carer role, but did indicate tifide was unable to go to work because
of his wife’s condition he could telephone and bekday leave without any

repercussions.

Some participants described how flexible workimges enabled them continue in paid
employment. An employer may sanction flexi-timewath Charles who shifted his
working hours to start at eleven and finish at sge@abling him to assist his mother in
the morning. For three men being self-employedretfdlexibility in their hours of

employment.

Andrew and George worked from home experiencind park as an activity they

could fit around their caregiving tasks.
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Working and living in the same physical space esdithem to move between carer and
worker roles, meaning they could undertake paiwvidies outside of standard working
hours:

Do a few hours and go to make some tea, and | mdthke evenings, | just
work round and she’s got the buzzer bell, she aanme if she wants to
(Andrew)

Although being in the same physical space for paick and care work led to an

overlap of responsibility, they did not identifyyadifficulties with this situation.

Another factor that made it easier to undertakd pairk was physical accessibility to
the job. Philip found a long journey to a previ@msployment setting exhausting. He

explained:

My last job, | had a lot of driving and to be falivat was just absolutely
wearing me, | didn’t realise the impact, but it methat | had to leave the
house earlier

Further, his long journey times meant that othekgacould not be accomplished:

Often | didn’t have time in the morning to makedsiches and things, where

as now | have that time, | can put on the washiaghine on whatever
Reduced travel time meant he could meet his domesgtponsibilities before starting
paid work, leading him to report that he felt moreontrol of the situation. Daniel also
had long journey times to his employment and herilesd how the routines he
completed to ensure he could leave the house anitirthe morning cut into evening

leisure time.
Daniel explained:

As soon as I'm home I've got to rush around, geth@wver, make my lunch for
tomorrow because | don’'t fancy making my lunchadt past five in the
mornings

Some participants found that they could not manpege work within set time periods

and they cited it as a reason for leaving employmen

Wasn't a straight nine-to-five job, | mean we hadbé there to open up in the
mornings at eight, the shop didn’t shut till nintenéght, we were constantly on
call (Peter)
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If work patterns were not sufficiently flexible émable participants to combine
caregiving and employment, they either left empleptor made changes to their job.
Whilst several participants found time to accesplegment, it was harder to find time

to access activities that were purely for their gMeasure.

Free Time - Finding time for self

Participants tried to find ways of doing thingstteahanced their sense of self as a
person not just a carer. Some activities they dit their relative and they both drew
pleasure from these and other activities they githemselves. These activities gave
them time away from being a carer. However, someggaants found themselves
engulfed within their carer role with little timerfanything else. This affected their

physical and mental well-being.

The concept of time for self is discussed underheadings:
= Time for being other than a carer
= Engulfed by being a carer

Time for being other than a carer

All participants spoke of trying to find small anmds of time to do activities not purely
related to practical caregiving or employment. Sehamd Peter’'s wives were
physically quite mobile and this enabled them tdhdngs together which reaffirmed
their husband and wife roles rather than carercamne-receiver roles. Samuel described
how he and his wife had joined a gym together asmtiuhe time since he had left
employment to go for walks and holidays togethetePreinforced the concept of
caregiving providing more time as a couple, sayirad since his wife’s iliness they had
both left employment and now they had time as gleptiime’s our own when we can
get on and do what we want so, it's certainly ¢g@benefits on that sort of score’. For
other participants though, the level of disabiégperienced by their relative meant they

could no longer undertake activities together.

These participants used time away from their nedaith a range of ways, but in each
case they used the time in an activity which g&esrt pleasure and created a sense of

well-being.
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Martin captured this, firstly explaining the needave time away:
| think I'd go absolutely nuts if | didn’t get a@hce to get out of this market
town
Then he explained the pleasure he derived frormalsiactivity and time way from his
home:
| go down to beach, take a bottle of water andradsach and a book, and go
and sit on the beach for two or three hours whghrilliant
He reinforced the feeling of being free from hispensibilities of being a carer:
It's the freedom of knowing that she’s looked adted | can just go off and do
my own thing is really, really good
Martin also spoke of the potential consequence®bhaving time for himself:
If you're at home caring all the time, you've gotitave time out otherwise
you'd, you know, you’d be jumping off the RiverdBa
The benefit of time away from being a carer andpibiential consequences of not
having this time were reiterated in most narratives example, Jack explained the
need for short segments of time when he could rfetar his carer role,
If you don’t have that five, ten minutes then iéxad the overflow would

happen and it just becomes what's the point afidjvsort of thing, if this is all
there is, if the overflow did happen, what's thepmse of life

Jack also explained that he feels his ‘stressdingl up before he accesses his regular
respite holiday break, emphasising how this regolaak helped him remain in his

carer role.

Whilst other participants did not make expliciterfnce to their own mental health,
they did comment on how they could understand wdgpge cracked under the burden
of caregiving. Bill said, ‘I can see that one of$k days something will go wrong and
people will just take the disabled person dowrhtdocial services and say, you look
after him’. All explained that time away from tharer role was essential for their sense
of being able to cope with their roles. John cagduhis when he described how he took
time away from his wife:

Quite often | would escape down to there (his shoime) sometime I'd have a

weekend with him, but no end of times | just wantltere and | got a key for

his house...l know it was just place where | coulduga chill out for a day
and a half

They used time away from their carer role in aetgrof ways, either to develop social

networks with others or in activities that are msoétary.
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Bert used respite time to remain engaged with isethereby enhancing his support
network. Percy used the time to work on his raciag this formed part of his social
network at weekends. Andrew and George used thetbrtake part in sports with
others. John explained that he considered atteridengarer support group, as his time
stating, ‘it's my time, it's the only time | switamy mobile phone off’, indicating that
for that that one hour he is not available to higwr his employer. Others used time

away for their relative in solitary activities.

Martin described how he liked to get away by hirheat of his home town to explore
other towns or the beach. John used weekends awayhis wife as a means of coping
with her mental iliness. Jack relaxed not by legviirs home, but rather by findings
small segments of time to do activities which ghie enjoyment:
In a twenty-four hour day | would say | am cariog fwenty—three hours and
just a bit lackadaisical for one hour...so for onaihtaziness or non-caring

role...you switch your mind off, perhaps listeningrtiasic for five minutes, on
the computer for five minutes, another five minated it all adds up.

Daniel was the only participant who did not talkhafving an opportunity to undertake
activities which he enjoyed and which might havhated his well-being. During his
first interview he explained what he would likedo:
| don’t get any time for myself, | like to play sker or golf, or go for a ride on
my motorbike, or go for a walk, or go to the pulhwthe lads, can’t do it
By the second interview Daniel had placed his wifeesidential-care explaining that
he could not find the time to be both a carer andraployee,you just can't live with
it, everything going on’. Daniel also captured importance of small periods of time
by indicating that if he could gain twenty minuteghe evening that would be ‘a huge

amount’.

When patrticipants had too little free time to unidiee activities which gave them

pleasure they appeared to experience caregiviagtagty which engulfed them.
Engulfed by being a carer

Participants had a number of specific demands afidations placed on their time.
They did not always have a choice over how they tiseir time and frequently they
put the needs of the care-receiver before their. Gle restrictions and demands on
their time affected them both physically and enudity.
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Physically every participant spoke of experiendingdness. Martin said:

I’'m so bloody knackered looking after her all day
Daniel also felt ‘knackered’ and expressed a sehsiee feeling never ending:
Knackered is the word .it just doesn’t go away, and | don’t think it eweitl,
I've just got to try and cope with it
Bert explained how even when physically exhauseedtii had to keep on being a
carer:
| feel absolutely cream crackered but I've stilt g give you a cup of tea I've
still got to do
Percy spoke of the consequences of constantly ipdipgically tired:
You do get very tired and | think where you payois get what most people

consider to be a minor ailment and it tends to dyag down because you're
already down and run down

These four quotes captured how participants expesi being physically worn out.
However, as Martin explained there was not onlyspdal exhaustion but also mental
exhaustion, because of having to think ‘for someelse all the time’. Thinking for
another person changed the ways in which somecjeatits perceived their self. They
described how they had become ‘bossy’. This findsndiscussed further through the

theme of ‘self as carer’ in the following chapter.

For most participants their relative’s conditiomtioued to deteriorate, meaning no
matter how much time they devoted to being a dheme would never be an

improvement.

Jack, explaining how his disabled daughter didrespond to stimulation, captured this
sense of caregiving being an endless task:
Day after day after day you do that and you doett @nything back, it cracks
you up, that’'s what | mean by sanity, cracking ypu
Others experienced being constantly responsiblthéowelfare of another person and
talked about this leading to a situation whererarcaight not be able to cope, although

no participant stated they personally felt likesthi
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Mentally caregiving was also a full-time activitgdause of having sole responsibility
for the well-being of the care-receiver:
It's twenty-four seven, you're thinking not onlyatlam | going to do, but what
is she doing...I'm actually thinking for her all ttisme now. (Samuel)
Even when the care-receiver was in day care paatits did not experience time as
being under their own direction; there was stidl tieed to be available in case of an
emergency. Jack explained, ‘I've still got to beessible while she’s in day services,
because they could ring me up and say, oh she’shaoha big fit seizure can you come
and get her’. The majority of participants exprestte need to always be available to

respond to emergencies.

Participants experienced being a carer as a fult-tiole encompassing a twenty-four
hour day. Whilst some were able to find windowsiimie to undertake activities which

enhanced their well-being, others found their tengulfed by the role.

Summary

All these male carers found their use of time adetsid and constrained by a number of
factors including the demands of their employmant] the needs of the care-receiver
and health and social care providers. They usedvar of strategies to enable them to
manage their time and so discharge their obligateadfectively, thereby promoting their
physical and mental well-being. They used timeigtite segments and developed
routines to enable achievement of caregiving anpl@eyment tasks. Some allocated
time to undertake activities which enhanced thein avell-being, even if this meant
rising earlier in the mornings. However, not allrev@ble to take control of how their
time was used and here an image emerged of thaséeney engulfed by their carer

role and frequently also by their employment resjailities.

Findings within this chapter have raised four peinhich will be discussed further in
Chapter Eleven. First, there is the theoreticakm@ration of what time means to male
carers. Time was an important issue for them asgliently participants’ stories made
reference to how time was used and whose needspresteminantly met within
specific time periods. The concept of obligatedetilsonates with the earlier concept
of caregiving being an obligated commitment disedss the findings about why these
men undertook caregiving. A person may becomeexr through a feeling of obligation
toward the care-receiver, and then once in thethr@ebligation continues as time

becomes committed and structured to meet theirméétere are consequences linked
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with time being obligated, for example difficulty balancing one’s own needs against

those of the care-receiver, as a result employmgnortunities may become restricted.

A second area for discussion concerns the struofugenployment, as some
employment structures appeared to make it easrtdine caregiving with
employment. Employment that enabled flexible usenoé, such as self-employment
and working at home, enabled participants to melatively easily between the dual
activities. However, where employment times wegally set and travel to work
engulfed hours in the day participants found itstdarably harder to combine the two
activities. Recognising the employment structurbgtv support carers may be
important with the current government imitativestqpport carers’ access to

employment.

Thirdly, participants highlighted how the preseustures of health and social care
providers placed restrictions on how they used tirae. For some, health and social
care services enabled them to maintain employnbemfor others the late pick-up

times and early finish of day care services inkibbemployment.

Fourthly, participants’ narratives drew attentiorthe time it took to physically
undertake caregiving tasks, such as getting arezegver up and dressed in the
morning. The findings highlighted the physical mg#ty of caregiving and the resulting
feelings of exhaustion experienced by all partistpaRecognising the ways in which
carers maintain their own well-being may help ineleping initiatives which enable
them to continue in their role whilst ‘having eeliéf their own’ (DH, 2008). The
consequence of not having time for themselvesdexhtexperience of being engulfed
by the role. The concept of being engulfed by tile and losing one’s own identity is

discussed further in the next chapter.
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Chapter 9 Self as carer-reworking identities

Introduction

Through exploring the roles and identities paracits developed as working-age male
carers, it emerged that their previous roles abdnds, fathers and sons were
maintained, but the range of activities encompasgstn these roles changed as an
increasing number of novel responsibilities felltbeam. This led several of them to feel
that their identities were being subsumed with¢hrer role. Accepting identity to be
an external or social description of the self, digped through roles, relationships and
values (Christiansen, 1999), it became evidentghsicipants faced new challenges
keeping their identity as an employed man, paidylas the value they gave to paid
employment changed in distinctive ways when thegabee carers. They no longer
experienced employment predominantly as a cardmy how talked of it as an
alternative form of respite or simply a way of emsg financial security. Findings
suggested that the range of diverse activitiesgiaaits undertook as family man, carer
and employee constituted the roles they fulfill€dey referred to an internal unease
between the roles of being a husband and beingea, garticularly when being a carer
meant they had to become more direct in the way ithlated to their relative, thereby
changing previous relationships. In retaining thentity of being a husband,
participants talked of how the activities they uidek extended into roles previously
undertaken by their wives, such as managing theeh&milarly with participants who
were son carers there was a change in previousorghips as they provided increasing
care to their mother. Having sole responsibilitytfte practical management of the
home and the frequently complex management of thkitive’s care meant that all
participants were fulfilling the role of carer eviéthey did not attribute this label to

their activities.

When talking about employment, participants refbetdoss of former roles when they
made decisions to leave or reduced paid work. Satked about how others perceived
them as not achieving their full potential, or dlm as lazy men because they were

not fulfilling the paid work roles attributed toeiim. When participants left employment
there was the potential for their identity as wogkmen to have been lost. However, it
emerged that they experienced caregiving as a ébumpaid work and therefore

retained the identity of being a working man. Rgptnts also reworked their identities
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and new identities were embedded within their eigpee of being a carer, so they

described themselves as professional carers armiteogyers.

Discussing these findings through four emergerggmies made it possible to
understand how participants struggled to retaiir tdentity and the sense of self they
had before becoming a carer. Also there was evalehbow the experience of being a
carer changed the meaning of being in a spousalarship and being an employee

thus leading to a restating of who they were.

The family self. Participants referred to their relationship viltle care-receiver and
discussed shifts in responsibilities and roles betwtheir self as a husband, father or
son and their self as carer. Further, the changilagionship in spousal couples resulted
in the experience of losing the reciprocal natdréhe relationship. Participants spoke

of their relative’s disease as a third elemenheirtrelationship.

The lost self Here participants described the ways in whiclmdp@ carer seemed to
wholly subsume their lives. Being a carer meantingakhanges to their future plans,

often leading to a loss of expected life traje@sri

The employed setf Some participants were able to remain in emplaoyraed maintain
their identity of employed man. However, others$ éhployment, developing an
identity as a working man through experiencing gaiag as their employment. At
times the identity of being an employed man walsegchwith their sense of possessing
what they perceived as characteristics of beingikivwg man. They discussed
reworking their identities to accommodate changuigs, changing relationships and
changing employment status in terms of it resuliing distinctive change in their sense

of self, of who they were, leading to a fourth tleediscussed as:

The reworked self: Here new identities were described as being éokrirrequently
these identities were seen to reinforce the rolaodr, with participants explaining that

they were now a resilient man and an expert carer.

The chapter closes by drawing together the findiogiscuss how caregiving changed
participants’ relationships with their relative ded to uneasiness with their sense of
self. This was patrticularly evident in spousal gareg relationships, where
participants experienced a change in the rolesuhegrtook and they talked of this
leading to a change in their sense of who they weatewhat they did in the

relationship. Most found their previous identitiperhaps breadwinners, perhaps
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sportsman, were lost but they strove to rework rmtities. There is discussion of

how these new identities, such as expert carer,lraagg helped increase self-esteem.

The family self

All participants were caring for a relative. Thrdwogit the interviews there were times
when participants referred to themselves as a Imgsisan or father and other times
when they referred to themselves as a carer. WHegntalked about their reason for
undertaking care of their relative, they usualfigreed to themselves in their family
role. For example, Jack said, ‘I look upon myssldather looking after his daughter’.
Daniel went further stating, ‘I don’t think | amcarer, | just think | am my wife’s
husband’. Daniel described the characteristicsazrar, indicating he did not meet the
criteria, ‘l was at work and | thought, well, casere probably a bit more full-time’.
This comment suggested he had preconceived ideglsa€an and cannot take the

label of carer.

Nonetheless most participants did, at some statieeininterview, refer to themselves
as a carer, although this may have been due tofitrenation they received before
participating in this study. Participant informatiteaflets raised awareness about the
study aims, namely to explore the experience obraters. When they used the word
carer it was often accompanied by a phrase whiatepl limits on such an identity,
suggesting a desire that their relationship ndub@ed into one of carer and cared-for.
Peter illustrated this most effectively when throdgs narrative he continually referred
to himself as a carer, whilst repeatedly situatirggcaregiving within the marital

relationship.

Peter said ‘that was my decision to become a ¢aret’his narrative highlighted unease
between carer and husband roles. First, he talzedtadelling his wife ‘I'm here to look
after you and that’s what I'm going to do’. Thendpoke of becoming frustrated, as he
did not feel able to fulfil the role, ‘I give up wioto be a carer for her and she doesn’t
allow me to do that role’. This comment suggeshed toles might need to be formed in
collaboration with others in the social settingefidhwas evidence Peter and his wife
had both made a readjustment to their roles whdafheork to become her full-time
carer. He explained they had to ‘work at it’, buarh the perspective of being a married
couple, ‘as if you're married husband and wifeheatthan a carer and cared-for’. He
went on to describe why it was important for hinrétain the relationship of husband

and wife, saying if you did not then ‘you start kireg at it purely as a job, rather than
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being part and parcel of being married’. This erptéon suggested that for him, it was

important that he provided care not as a job natugh a marriage obligation.

In several participants’ narratives it was uncleawhat stage in their carer career they
start to think of themselves as carers, howeven das explicit about the time he
recognised himself as a carer. He had providedsupp his wife who had had mental
health problems since their marriage thirty yeais, get it was only recently he
experienced others calling him a carer and theeadtognised his activities as
caregiving. He explained he was, ‘just her hushahd went along to appointments’. It
was health care professionals who informed himakat ‘carer’ he could access
support groups. He described how the label of be@figially a carer’ enabled him to
access support and improved employment rights.€TWwere benefits to accepting this
label but his self-acceptance of the carer role nedsmmediate. In the second
interview John explained he now felt more of a casehe could instigate tangible
activities to support his wife. In the first intégew he was merely taking steps to protect
himself from her mental health problems; by theoseldnterview they were both
attending therapy and he was able to help her doifspexercises, thereby offering

endorsed practical help.

Most participants only referred to themselves aarar at the beginning of the interview
when they were outlining their caregiving role adivities. After this most talked
about their roles either without referring to apgaific identity or activity they
undertook in order to support a relative, throumtelfor their relative Although
participants tended not to refer to themselves@aer, through their conversations it
became evident that their identity of husband,gatr son was becoming lost within
the work of being carers, as they spoke more ofables they had to undertake to
support their relative than of the ways in whicaythetained their relationship.
Recognising changes in their relationships, theyJamed how activities that previously

defined their relationship with their relative haalv been lost.
Loss of their wife

All participants who were caring for their wivesesifically referred to changes leading
to loss of the type of relationship they previoushd with their wife. Nonetheless

whilst the dynamics of, and roles within, theirat@dnship were changing, their sense of
self was embedded within the more expected roleg tindertook as husband and

provider to the family.
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Percy described himself fulfilling a traditionalemf husband:

Ours was an ordinary marriage and | went to workday and she was
housewife all day so it never occurred to me torldeow to iron a shirt or how
to turn a washing machine on or, you know, anyhefdther jobs that women
just take for granted

In four cases the participant’s wife had workechgkide him in paid employment
contributing to both the domestic and employed wadrthe family. Consequently as
her condition deteriorated participants explained lthey experienced the loss of their
wife’s input into their employment as well as heamagement of the home. Samuel
captured this significant loss and the impact @ ba him:

She did quite a lot of work within the businesspwer time she couldn’t do so

much in the business so that was sort of shelvatketand then she wasn'’t
able, to do the house so then that came onto meths

Participants talked not only of the loss of thecfical input of their relatives but also of
how the company and emotional sustenance theyqusglyidrew from their wife were
also lost. When the care-receiver’s illness afi@t¢teir communication and cognitive
skills it affected the participants’ experiencebefng a carer. For some the loss of
conversation increased feelings of being alonet &gtured this, saying, ‘there’s a lot
of loneliness now because my wife can’t reply’. s wife's illness deteriorated he
described ‘losing contact with each other’. Whitstsome the sharing, communicative
relationship they had previously had with the c@eeiver was lost, a few participants
described the pleasure they got from the smaletation that their relative was
responding to them. Bert described his wife’s sniikr only means of communication,
as being ‘worth a milliorollars. Percy also sought signs of his wife responding to
him, ‘she’ll give me a bit of a funny look now aadain just to let me know there’s still
something going on upstairs’. However, he was aisare of the inevitable decline in
her condition, ‘but | suppose eventually that wWiBappear altogether’, instilling a sense
of complete loss of his wife. Bert explained thairly unable to communicate
effectively with his wife created more distressrtimoviding physical care:

Well mentally...it's harder and harder when you caalk to her, certainly

can’t communicate back, that's the hardest pae, physical side of it there’s
no problem

When the care-receiver’'s communication skills weseaffected, the caregiving
relationship created an opportunity to increaseramication and togetherness. Peter,
whose wife experienced a physical disability rathen a degenerative disease, left

employment to care for her and they now spent riigre together than before her
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disability. Peter explained they ‘do a lot morentfs together again now’. Andrew,
however, captured the reality for most other hudhzarticipants when he explained
how the sense of being alone went further thangosversation. His wife’s illness
meant he now had sole responsibility for all atte and decisions undertaken in their
marriage. He described this as:

It's like being single again, but it is actually vee than being single because

not only do you do it for you you're doing it fmmseone else as well, so you're
doing it for both

He explained that not only did he have to managentiuse he also had to be thinking
about his wife’s needs. He went on to express hiewifh differed from his peers:
Sometimes | look at other people my age who areiesarand people we know

and their wives, and you know, they do things wedan't do, we can’t even
think of doing

Participants changed their perception of themsedgatie nature of the family
relationships changed. Samuel explained a marsghgeld be about equal partners ‘in a
marriage you would expect it to be sort of likeyfififty’. Now that he did all the
organising he described how his personality hasigbd. He described himself as
‘being a bit dictatorial and bossy’. He did notqmive these as positive characteristics

but explained he had to take on this charactaryifetivity was to be achieved.

The concept of marriage as a partnership was fausdveral of the participants. Peter
explained how he and his wife supported each other:
I'll try and help and give her the support the saaseshe does for me, even you
know, considering that she is the cared-for, itistja fifty-fifty.
However, whilst he said it is ‘fifty-fifty’ he sfildefined their roles as carer and cared-
for. Throughout his narrative he moved betweene&sging his role as that of husband
whilst in the same sentence referring to himselfasr. It may be that these two roles
were synonymous for him. Alternatively it may hdeen that he needed to find a

defined role as carer to justify his decision tave work whilst in his forties.

The experience of being a family man was changedus® a member of the family had
experienced either a disease or a trauma resuftithgem requiring care. Some
participants made explicit reference to their re&s disease, suggesting that they too

were living with the disease.
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‘Us’ and the disease

Where the health condition had not impaired the-caceiver’s ability to communicate
there was evidence of the couple joining forcesregahe disease. There was talk of
laughing together and of accepting the changesatbeg happening. Philip described it
as, ‘the two of us and the MS which is impacting.maay into the circle of the
relationship’. For John, an improvement in his veifeondition between interviews led
to him saying that he can now see a future, ‘witasenot always illness, illness,

illness’.

For others, however their relative’s illness wasagls present and this led to a sense of
uncertainty. George, whose wife had experiencesliale of traumatic hospital
admissions, explained:

It leaves you with that feeling of uncertaintythi time, | mean it seems stable

at the moment, things go on, but | mean it coulshgle at any moment and
without any warning.

The effect of this uncertainty was captured by Jatk at the back of my mind all the
time...So it cuts back on the relaxation’, illustratithe way in which participants
experienced being a carer even when they werehysigally doing any caregiving

activity.

Whilst those participants who were husbands expeei@ a significant change,
specifically in the dynamics of their marriageaimore general way all participants
found that being a carer became a role in which bezame immersed. Sometimes
such change led to positive outcomes but more éeilyless positive consequences

were experienced.

The lost self

Previous identities of husband, father and sonrbhedast within the roles participants
now took in providing care. For most being a céerame all-consuming and their
sense of self outside the relationship was lostuding the social self. Several also
experienced a loss of what ‘might have been’ duee ¢bange in their previous life

trajectories.
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Carer — an all-subsuming identity

To some extent all participants said that the@ tibw revolved around the care-receiver
irrespective of their relative’s level of disabylidnd support needs. For some this meant
placing their needs at a lower priority then thielatives:
| eat when | feel | need to knowing that | can’t @aen she’ll got to be eating
hers (Jack)
For John the mental health problems of his wife mhézat his evening activities were

curtailed:

| can’t put the TV on, | can’t cook anything ursiie goes to bed (John).
Whilst John was specific in what he could not dui)ip was less specific, but provided
a picture of all his whole life changing becausdisfwife’s iliness:

You try to live your life around it, but it doe®wl you down put obstacles in

your way (Philip)
Participants expressed both positive and negatiekns about the experience of
having personal needs subsumed by the care-reseinasds. Bill, whilst
acknowledging that his life was ‘governed’ by theeds of his son, explained that being
a carer gave purpose to his life. He said his sas s social life, and keeping active
caring for his son meant he had not had time tofecdepressed following the death

of his wife and his subsequent exit from employment

For other participants the experience was not agipe, especially as their ability to
maintain alternative identities was affected bydhse needs of their relative. Daniel
explained how his opportunity to undertake hobbigg been lost, however he holds on
to the hope that he will be able to resume them:

I’'m still thinking about selling my motorbike besaul don't use it, | don’t get

a chance to go out on it on a weekend go to Yarmwith the lads, just not

the time to do it...I'm just hanging on and hangimgto it just in case one day

| get a window of opportunity to go for a ride focouple of hours down to
anywhere

It may be that through holding on to his bike heswging to hold on to a past self

when he was a man with the freedom to join friesuid ride motorbikes.

Philip also described how his wife’s needs subsumedwn. She had Multiple
Sclerosis and continued to work full-time with atigjons to the workplace. He
explained that he ‘revolves’ his life around hétswever, here it was the demands of

her employment coupled with her disability whiclnstrained his activities, ‘in essence
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her job tends to over-arch everything, becauseotbndition, if she didn’'t have the
condition she has with MS, she would be able td db a lot quicker’. This highlighted
the complexity of relationships, raising awarertbss it is not always just the illness

which caused changes to the relationship.

Participants expressed frustration when their perlsoeeds were continuously
subsumed by the needs of the care-receiver. Jathinsdhought his wife should have
supported him when he went for a monitoring visltdwing his cancer treatment, but
she did not fulfil his expectation. He said:

On my special days it still revolves around heheatthan being my day, you

do feel angry, because | think those days she gdhmubkupporting me not the
other way round.

This extract illustrated the change in the natdrén® marriage relationship. Whilst
some participants had cited reciprocity within thearriage as a reason for undertaking
the role of carer, in John’s case, and othershét@nce in the relationship had changed
with some participants no longer experiencing grecal relationship. Not only did
participants talk of changes in the nature of thedmtionship with their relative, there
was also talk about the experience of living withiworld where the disease changed

the abilities of their relative.

There was an overriding sense of loss within pgsiats’ narratives. There was the
evident loss of employment, loss of their relatsvekills but also a loss of potential

opportunities and future plans.
Changes to expected life trajectories

All of the participants spoke about their life t@ing what they had expected it to be.
For example, Daniel explained how he and his wéé planned that she would find a
job and they would build a family home. However, tleess had stopped this
happening. Linked with roles and identities, selpaaticipants spoke of a sense of
losing their shared identity of husband and witetipularly as the needs of the care-
receiver increased. Percy captured the changes ilifditrajectory explaining he and his
wife had planned to retire and travel but now ‘yaun’t make plans, plans | had all went

out the window, so | don’t bother any more’.

The participants who were not spousal carers spbitee loss of their expected life
trajectory in different ways. Bill and Jack, caréostheir adult children, described the

loss of hopes they had held for their children.sas expressed in different ways to
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the loss of partnership experienced by the spaasals. Bill explained that prior to his
traffic accident, his son had held a good careefdowing his accident he had
experienced brain damage. Bill described it a ‘tilaining a baby that was twenty
years old’. However, caring for his son provideml@ for him since the death of his
wife and on reaching retirement age:

I've seen people when they retire they just sikbadhe chair and don't do

anything, but with my son | have to have him ugnémorning
And there was also an element of companionshipeir telationship, suggesting a
degree of reciprocity:

| enjoy his company and he enjoys going, and he adet of people up there

that he knows so it's quite enjoyable for both ofeally
However, the situation was different for Jack whdaaghter has been profoundly
disabled since birth. He had no expectation thatbedition would improve and there
appeared to be very limited communication or pemkbenefit from providing care.
Rather, Jack appeared to accept this was the dedisihad made and now he just had
to get on with it, ‘just do it, it's routine, donthink about it, got to be done, just do it'.
Yet there was a degree of recognition that thitsa usual type of father daughter
relationship: ‘it's not what should be happeninizick went on to describe how there
was little reciprocity in the relationship and piding care became a source of stress,
‘you're doing it all and the stress is added ta, mer fault, | know it’s not her fault but
you don't get that back, you don’t get that badairher, it's not her fault | know it
sounded, perhaps sounded greedy’. This commenireajpthe complexity of emotions
experienced by participants who became increasimgigiened by the demands of
caregiving yet who understood their relative did ciwose to place such obligations on

them.

Martin and Charles cared for their elderly mothars] neither of them referred to loss
of companionship, although Charles had been liwit his mother for some time
before she became ill. Rather their loss was egprethrough the loss of opportunity to
do things in their life. Martin explained his sddiée had been curtailed by his carer
role; Charles left employment between interviewsrider to provide a higher level of

care for his mother.

Even when participants provided similar levels afecto their relative it appeared that
participants who were spousal carers experienceater life changes and loss of

companionship. It might be that the meaning paudints attributed to caregiving were
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influenced by their relationship to the care-reeeiWithin the home participants
experienced a variety of roles and identities: thveye husbands, sons and fathers, yet
they also spoke of being carers. The time demahfigfitling their carer roles meant
that frequently they did not have the opportunityhdertake other activities which had

previously shaped their identities, such as spuiteamployment.

The employed self

The employed self was illustrated in two ways. thirghose participants in
employment had an identity as being an employed endenced through the ways in
which they drew their paid work into their narratsv Secondly, full-time carers created
an identity of a working man through the way in gfhthey spoke about their
caregiving roles and activities. A masculine idgrgippeared to be linked with being in

work.
Merging the employed and carer self

Whilst some participants experienced an overlapénworkplace of carer and
employee responsibilities, the meanings they aitieidh to being an employed man went
deeper than the practicalities of managing caregieictivities within a limited time.
There emerged an experience of having dual idesfitiith occasions when the

responsibilities of one identity shaped the expe@eof the other.

Sometimes the dual identities were experienced mmagmatic level, such as when they
talked of using skills from their employment in ithearer role. For example Andrew
talked about how his engineering skills had enahledto adapt equipment for his

wife. However, being a carer also influenced theegdlence of being an employed man
on a more conceptual level, affecting participas&sise of self as an employed man.
They no longer experienced employment as a canaler it became a means of
providing financial income or a form of respiterficaregiving. Philip captured the way
in which employment was no longer a career whedi$@issed how he changed his

employment to enable him to manage his carer ressipitities.

Philip had changed jobs twice over the past fews/aad he spoke at length about the
nature of the work he now undertook and the sehselbhe had within this job. He
moved from a senior teaching job to working foharity, explaining his priority had
been to seek a job with regular hours and limitadelling. Such employment enabled

him to undertake household tasks before leaviriggmrmorning and to return home in
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the evening in a less than exhausted state. Yegaihgjobs to ease the strain of being a
carer changed the meaning of work for him. He deedrhis current employment as
being operative level rather than managerial. eatedly stated that he could work at
a more demanding level, but he also recognisedtiba¢ demanding work would have
consequences on his role as carer,

| feel | could be doing more but if | do, somethimauld give, it would either

be my health or her health, her job role or my jole or whatever, something
would go

It appeared the nature of employment had change@Hhitip. He captured the fact that
employment occurred within the present time anddee little thought of long-term
career plans. He described how he was ‘treadingnyatxperiencing this employment

‘as a job versus a career’.

Although other participants did not explore theunatof their employment in such
detail as Philip, they still explained the well-bgiof their relative was more important
than their paid work. Percy said, ‘she comes flrgigan if | was at work and
something happened I'd just shut up’. Whilst papaats spoke of the daily challenges
of accessing employment, none refer to their emmtayt as a career, rather paid work
was an activity undertaken to ensure financial 88w sense of achievement or

respite from caregiving.
The ‘breadwinner’

When asked why they worked, participants said thesked for the money. Most had

mortgage commitments and one man spoke of havibts de pay off. Daniel explained

that because of his wife’s illness she could n@ércontribute to the monthly income:
| thought it was going to be okay even if | paid thortgage, two thirds
perhaps and my wife paid one third when she wagiwgi thought we’d

become quite comfortable, but no we haven't beernfadable at all, it's just
me.

Again this extract captures the sense of beingeadod solely responsible for the

welfare of the family.

Percy differed from other participants; he workadtfiime time, employing private
carers for his wife and as a result did not defiivencial gain for being in employment.
Nevertheless he experienced different rewards gomployment, rewards intrinsically

linked with maintaining a self away from being aera

194



Employment for respite

Whilst a few participants spoke of the benefitg/thained from being in employment
such as contact with other people and financiadnme, Percy was the only one who
explicitly stated that he undertook employment aseak from being a carer:
I've got to work, | actually lose money going torkydout you've got to put
some value on your sanity, | couldn’t sit in hexenty-four hours a day, seven

days a week, I'd be up the wall, so this is as nfackherapeutic reasons as
financial gain

Whilst there were challenges involved in combintagegiving with employment, such
as balancing responsibilities and managing botiities within the time available,
there were benefits to being in employment. Theseefits were financial and less
tangible in that being in employment provided aeralative identity to being a carer.
This was captured by George who, when asked howolodd describe himself, replied
‘I'd say | own a shop and that's all'. Those pagants who had left employment
maintained an identity of a working man throughstaucting the caregiving experience

as a form of unpaid work.
Caregiving as unpaid work

Participants experienced work, both paid employnaawitunpaid caregiving, as integral
to defining who they were. Participants who had pafid employment, whilst still
describing the employment they had previously utadtken, also reworked their identity
as a working man through giving status to actisitigey now undertook in their carer
role. They developed self-identities that highlgghthe managerial aspects of their care
work, rather than the more feminine, emotional emidhate personal care aspects of the
work, describing themselves as a home managerrafelsgional carer. In doing this
they appeared to link their role and work to mamniafj@nd expert occupations within

the health and social care sector.

Martin captured this reworking of identity whendescribed himself as ‘self-employed
in that I'm running a nursing home with one resitieHe made a direct link with paid
employment through being self-employed and highédtithe management role of
running a nursing home. Samuel gave status toolkeof carer explaining he told

people he was leaving work to become ‘a professicenar’.
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Yet Samuel expressed tension between the rolegref and husband:

Professional’s not really the right word is it? Berse a profession is
something you do as a job, and | don’t do it askaljdo it because | want to
doit, | need to do it

This quote confirmed the finding that participamt&lertook care out of a duty to their

relative, but the committed obligated nature ofrile could lead to them experiencing
caregiving as a job. Several participants spokeaif caregiving activities in ways that
mirrored the language of paid employment. They spafkhaving days off, of having to
learn new skills with this job and of taking on nesles such as ‘cook, nurse and

hairdresser’.

The importance of both paid employment and unparé work to shaping their self-
identity was reinforced when participants spokéheir work identities both in current

and past employment situations.
A man at work: a masculine self linked with employe d man

For all participants it appeared that paid emplaynpeovided them with a masculine
self whether this was a man amongst other mennmaraproviding for the family.

When they left paid employment there were consecggefor this masculine self.

Participants who left work spoke of their previamployed identity. They provided
examples of how their current activities as a ftle carer mirrored those they had
undertaken in employment. Bert explained:

Before | go to bed | put all my bits and pieceséhe before we go out | tidy

everything up so when we come back home evenyjithsmgick and span, but |
was like that at work all through my working life

Martin explained how he made lists of things toi@e# in his day, describing how in
employment he had, ‘always been quite organisedwarked in a small team and

everybody used to say you drive us all nuts becgosiee so organised’.

This suggested that their sense of self remaindzbdded in past routines rather than
current roles. Beyond the mirroring of employmettrilautes to carer activities, all the
participants who were full-time carers spoke atamjects of paid employment they
missed. They missed the camaraderie, the opportimialk about football, the
responsibility and status which had been embeddguiviheir employed roles. Bert
spoke about his identity at work, describing hirhasla ‘man’s man’ who misses
‘being with men at work’. He went on to talk abolé responsibility he had for junior
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colleagues. Nonetheless he appeared to have aaltielitlentity, as he now described
himself as a ‘domesticated man’. Whilst none ofgheicipants explicitly spoke of
feeling less of a man now they were in the carke, several did provide narratives

which suggested their sense of self was challebgdxking a carer.

Peter, who became a full-time carer in his forteeglained that being out of paid work
impacted on his responsibilities as a man to sugpsifamily. Peter captured this when
he talked about living on social security benefits:
She has to initially apply for all the benefits askrything, | ain’t going to say
that’s make you feel second-class, but, you satba&ometimes feel, really

that was supposed to be that's my job to provid® anmetimes that can get
you down a little bit

Later he again referred to living on benefits, tinige stating that he had to ‘go cap in
hand’ to charities for help. Although this imagetaed a disempowered man, other
aspects of his narrative suggested Peter was rewjoakmasculine identity. He spoke

of himself as a provider, ‘if she needs anythingpeadone and | can sort of do it and
took this further, explaining, ‘my legs become legys’. He also acted in a controlling
way when she tried to be independent, ‘I'm afradtblhave to keep telling her about it
because she keeps trying’. The tparticipants who left employment near to retirement
age did not refer to receiving benefits in the savag as Peter, rather they explained
they had worked and paid taxes and were now acgegsiat was due to them.

Nonetheless they still had financial concerns dug teduced income.

Of all the participants Jack appeared to have éxpeed most comment from others
about his role as a full-time carer. Jack’s naveatleveloped the concept of what is an
acceptable role for a man when he explained:
In today’s world a lot of people they just look ngbas it’s not a man’s job. |
feel they think it's strange that a father showddk after his daughter you

know ... | get the impression that they think it®mg and | shouldn’t be doing
it because | am a father looking after her daughter

On being prompted about why he had such an immnes$s replied, ‘Why, the lack of
respect they seem to have for me’. With furthebprg Jack explained he perceived
people expected him to be in employment rather beang a full-time carer, suggesting
the issue was not completely related to his beiaglaughter’s carer rather to his not
being in employment. He developed this furtherjreghe believed other people
thought he was lazy because he was not in emplaynfike my sister, | believe, she
believes | should go out to work’. However, anotlager of meaning could be seen
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within this extract because Jack does not sayhibatister has ever said he should go
out to work, rather this is what he feels she thirlkhe importance lies in the meaning

that Jack gives to his sister’s responses, whétiers her meaning or not.

Philip also described how his family disapprovedhigfchoice to care for his wife
explaining:
My mother thinks | should certainly be doing sonmgjldifferent in terms of
like if 1 didn’t have a wife to care for | would loe a better job in a different

place, so in some ways | think she thinks that ifeylvas held me back, right
across the career spectrum

As with Jack it was only possible to capture Phsliperception of his mother’s
opinions, but again there appeared to be an exjactay others that he should be in a

certain type of employment.

Percy did not say that he had received comments fthher people but he did perceive
himself as different to other men although he hatbae positive view of how he
differed.

Percy spoke with pride:

Apparently I'm quite rare, | think | was the onlgeowho’s round here that’s
ever took anybody out of care, most blokes are @bleave their wives here
and go out and enjoy themselves but | couldn’tdsoi they thought it was a
bit rare when | said | was taking her home

The development of a masculine self appeared eneldeddhin the nature of work
undertaken by the participants. Being in employnpeavided opportunities to fulfil the
breadwinner role and to create an identity sepdirate carer. After becoming full-time
carers these men still spoke of who they had beemiployment and referred to the
skills they had transferred from employment to gatieg. Further, they spoke of
caregiving as work and created an employed idefaitthemselves. Being a carer,
whether in or out of employment, also created hygootunity to rework identities other

than employed man.

The reworked self

Through being a carer participants appeared toloevew identities. Talking of
themselves as resilient men and expert carerseshalppositive image to be presented

to others.
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The resilient self

The resilient self appeared through participarttguaes to coping with the carer role.
George explained how he just had to get on withrohes

Some people seem to make, a real trial of it, butknow, it's something that

you need to do, no good whinging about it [laughtget on with it
Whilst several stopped to question why this lifedeting event had happened to them
and their relative they appeared to accept theiason and seemed determined to
manage it the best way they could, making decisidmish suited them and the needs
of the care-receiver at that time. They appearetbtthe job without stopping to reflect
on the choices they had made and consequencesnoothbeing a carer. It may be that
this unquestioning acceptance was a defence merhaRercy explained that
sometimes he thought:

Why me and why her and in time that just passe&eth you've got to get on

with it you can’t do anything about it, so justitithe best you can and look
after her the best you can

With the acceptance of their roles there came medEsbe good at this new activity and
a few participants described how they learned rélls nd now considered

themselves expert carers.
The expert carer

The expert carer identity emerged when participtaiked about how they learned new
skills, the level of expertise they had in proviglicare and in how as experts they
offering advice to other carers. Most participaaiplained they had learned how to
manage domestic tasks such as cooking and cleaifimigst some were reticent about
their ability others took pride in their achieverheert took pride in his ability to
provide not just for him and his wife but also @thers:
| can rustle up a meal, what we’ve got in the fezexr in the cupboard, say
like a friend can come down for the day, | mearguld give us a meal
There were several occasions where participanteespiothe support they offered
neighbours and other family members, suggestingthies remained aware of

responsibilities to others.

The sense of self-belief in their abilities wasadsident when participants talked of

being able to provide better care for their reltivan a nursing home could. Martin
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described how in a nursing home his mother woultbbe of many and her needs

would not be met’. He said he could care for hetttér than anyone else’.

Other participants focused on specific skills. Example, Jack said he always put his
daughter’s spinal brace on so that he then knohasitbeen done correctly. Andrew
explained how his way of moving his wife was prafge to the method suggested by
health professionals:

They have their techniques and | started their vaays | thought no some of

these are not as good as we could get so we haveoutechniques how we
do it

For a few of the participants, specifically thodeovaccessed carer support groups,
there was an opportunity to share their expert kedge and skills. Within this setting
new identities were formed. Peter took on the ablehairman of a carer support group,
explaining how he was able to share experiencesigifir this work. Percy referred to
himself as an ‘expert caredescribing the unique understanding he had gaiagdg

for his wife with early onset dementia. Martin urtdek paid voluntary work, running
drama workshops for carers, enabling him to comfarmaer employment skills with

his developed carer knowledge and skills.

In creating new identities participants focusedtwir strengths and previous
employment skills. When talking about their carégivthey exposed positive character

traits, such as resilience, coping and expert kadge.

Summary

These findings illustrate how participants expereéghat times unease and discontinuity
between their identity as father, son or husbanmdcaner. For example, as a husband
they described that they should be providing feirtivife, but being out of employment
they were reliant on her benefits. The role of cacalld become all-consuming leaving
space for no other identity. Nonetheless some ereldrthe identity of carer and
developed new identities within carer support geoupthers accepted they were carers,
but still felt uneasy with this new identity anaktivay in which being a carer affected
their relationship with their wife. Employment pided a defined identity of a man who
could provide financially for his relative. Howeyeoncessions were made about the
type of employment which could be undertaken, fiede impacted on the participant’s
sense of being a man with a career. Those cararaih left employment spoke of

caregiving as a form of work and constructed antitieof a carer at work. It appeared

200



that the perceptions of others had limited impaxcth® participant’s sense of self and
most participants were able to rework identitied present an identity of being a
resilient, expert carer. These findings raise tip@ats to be discussed further in

Chapter Eleven.

First, the uneasiness participants experienceddstwoles may have resonance with
the decisions they made to undertake the carecofridlative. If, as suggested in the
findings related to ‘Being a carer’ in Chapter Sgwhe role of carer was undertaken

out of obligation linked with marriage vows, thehem a substantive change happens in
the relationship the man may have to rework histitheand re-justify his decision to

remain a carer.

Secondly, findings highlight the importance of wdbkth paid and unpaid, in the
construction of identity for these men. Theretiselicurrent empirical literature which
explores the way in which male carers construcgiaing as an alternative form of
work. Further exploration of this concept may ira@e understanding of how male

carers give meaning to the phenomenon of caregiving

Thirdly, taking the identity of carer has been steanable these participants to rework
new identities which increase their sense of s&tifem, through becoming an expert

carer and a man who can cope with the carer role.

Accepting that findings within a hermeneutic pheeowlogy study are interpreted and
so cannot be held up as an absolute objective tinetfollowing chapter offers a
reflective account of how the design and implemgmmeof the study provides a context

within which to generate new understandings ofetkgerience of being a male carer.
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Chapter 10 Reflecting on the study

Introduction

Throughout this study a reflexive stance was adhpteabling recognition of personal
subjectivities and conscious awareness of how ésegd has impacted on the
knowledge claims which may be made. This was eafpgdnportant in that as a

woman who was not carrying these types of caregiv@sponsibilities, | would need to
take particular care to address and not imposdiffexent experiences and assumptions
I might be bringing to the research and to my entens with male carers. Such a
reflexive stance is congruent with hermeneutic phegnology where the researcher is
an integral tool in the data collection and analyklolstein and Gubrium, 2003). A
number of strategies have enhanced reflexivitjjugiog use of a research journal,
sharing stages of the study with a panel of expard sharing aspects of the study with

the wider academic and care community.

Procedural decisions and also personal insightScpkarly during data analyses, were
recorded in a research journal, encouraging an apdmuestioning stance. This
enabled recognition of new and alternative meaniRgday, 2003). Referring my work
to a panel of seven experts, including a memberwdma male carer, a nurse working
with carers and academics from social care, ocaumattherapy, physiotherapy and
sociological professions, provided the opportufotydrawing on diverse perspectives
to probe and offer challenges to reflect over tihele research process on decisions and
problems encountered through the study. Aspediseo$tudy, including my use of
narrative summaries and findings relating to suppetworks and care as an alternative
to paid work, were subject to peer and lay reviea aumber of conferences. The
responses from these audiences helped build a eétise validity of this work and of

findings having resonance with others’ experiences.

This process of continual challenging helped ensueenained alert to the strengths and
limitations of the study. Critiquing the study prdes an epistemological context for

claims to be made within the discussion chapter.
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The strengths and limitations of this study areulised under the following headings.

= Obtaining and using a purposeful sampleThe effectiveness of recruitment
procedures are discussed, including reflectionawm the diverse characteristics

of the participants added to the transferabilitglafms.

= Collecting phenomenological experience$)sing the narrative summary
presented methodological challenges and thererisigue of how those
challenges were mitigated. The methodological ratlie for using follow-up
interviews is justified in terms of the way in whithe stories that participants

told became more experiential, adding to an undedstg of the phenomenon.
Obtaining and using a purposeful sample

The methodological aim of recruitment was to capthe experiences of male carers in
a variety of caregiving situations, as to do so @trengthen claims that essential
themes may be transferable to other male carere ddaers, both known and unknown
to statutory services, were recruited as it has Ipeeposed that those men who access
services may constitute a unique group who areeg¢bmfortable seeking help or who
experience greater strain than their counterpBasKwala et al., 2002). Men in a range
of relationships with the care-receiver were reeiljias there was evidence that the
relationship of the male carer to the care-receaivay influence the nature of such
experience (Harris, 2002). Sampling also took pkaess the characteristics of the
care-receivers’ illnesses, as the majority of sdixploring the experiences of male
carers have recruited men caring for relatives wémentia. Those few who have
recruited from younger men whose relatives havesishy disabilities, rather than
dementia, suggest that there might be differingeerpces (Parker, 1993). To capture
such a diverse range of experiences, several tewni methods were used with

varying success.

Using recruitment emails through employers wasanvative method designed to
capture hidden carers and specifically male caneesnployment, but only one
participant was recruited using this method. Wittia confines of this study, only one
employer provided access to their central staffieamal others placed flyers in staff
rooms and published the study in internal magazifhlesre was reluctance amongst
employers approached to participate in the studtp, mvany stating that none of their
male staff were carers. Recruitment letters senCvbssroads for Carers were the most

successful recruitment method. These participaadsvarying levels of support from
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two hours a week provided by Crossroads to fivesdaweek day-care for their relative.
Nevertheless, there emerged similar descriptivegeaties in all interviews, suggesting
that the findings may be transferable to male samdro are both known and unknown
to statutory bodies. Whilst recruitment throughpéogers was limited in this study, if
future research is to capture the experiencesdalieim carers it remains important to

consider alternatives to participant introductiémeugh carer support services.

The findings captured only the experiences of thvase came forward for the study;
one cannot know the stories of those who choséonmdrticipate. Further, one cannot
know the motivations of those who self-selectethk® part, and it may be that they had
a distinctive story to tell (Karnieli-Miller et al2009). It is acknowledged that the
homogenous racial or ethnic nature of the samplejrate British, may make these
findings difficult to generalise to culturally défent male carer populations, specifically
as studies recruiting from ethnically diverse gmbtpave found that black and minority
ethnic carers may well have different experienaesigded within differing cultural
expectations (Katbamna et al., 2004). Although pseful variation sampling (Patton,
2002) ensured that a range of caregiving expergewese captured the findings may
not be representative of all male carers. Howdustings do illustrate individual
experiences within a broad social phenomenon anough reference to empirical
literature, Chapter Eleven further explores themgsances of findings from this study
with those of the larger caregiving populationgviding the opportunity for others to
‘judge the soundness of the generalisation claiedenin the conclusions (Kvale and
Brinkmann, 2009:263). Sampling in future studiesudtl aim to include younger
employed men from a wider range of employment 8dna to explore whether similar
themes arise. It may also be that men who carae felative with an acute illness
experience caregiving in different ways to thos@serelatives require intensive

caregiving over substantial periods of time.

A strength of this study is that all participantsre/the primary carer who lived alone
with the care-receiver. This is a strength as tteiegiving was unsupported by wives,
daughters or siblings, therefore they experiencett gninimal levels of informal
support. This may be important because other studige found that son carers in
particular will draw a high level of support frolmeir wives (Horowitz, 1985;

McFarland and Sanders, 1999; Gerstal and Gallagbed,), thereby potentially
changing the nature of caregiving they undertakktha subsequent meaning they give

to their experiences.
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Collecting phenomenological experiences

To address the possible limitations of single witars, namely difficulty with recall,
articulation and uneasiness with the researché&imihe interview process (Seidman,
2006), the decision was made to interview eachqpaaint twice. Using sequenced
interviews prolonged engagement with participartiectv helped to increase trust and
rapport. However, sequenced interviews alone mayaee actively involved
participants in sharing meanings, therefore theati@e summary was provided before
the second interview. The narrative summary airneghggage participants in further
reflection and this coupled with the follow-up intew enabled the meanings of being
a male carer to be explored in greater depth axipants had time to reflect on and
added to earlier responses. Nonetheless, usingtivarsummaries presented ethical
and methodological challenges. There was the étbiceern of returning raw data to
participants, as this might result in concerns abiwelinformation they had shared and
the ways in which they had presented themselvabéfand Henderson, 2005). The
methodological challenge reflected the nature @edge, namely would the meaning
of experiences change over time and if they did the still congruent with the
phenomenological stance that people give meanipfémomenon in a pre-reflective
way. Two examples are drawn on to critically exasriow far narrative summaries and
follow-up interviews may have enhanced the methagiohl aims of this study. There
then follows a discussion of how this innovativetinoelology remained congruent with

the philosophical position of the study.

Using the narrative summaries

Narrative summaries appeared to provide an effectiethod for developing rapport
and trust with the participants, as they were &bkee how their data had been
interpreted and whether their accounts were seabithandled. They also offered the
opportunity for prolonged engagement and the olasienv of caregiving over time, as
there was at least a four-month time lapse betwsefirst interview and the follow-up
interview. This time lapse meant that participarsld see that | had maintained
commitment to them as members of the researchaiydjelping to build trust between
us. This time lapse also meant | could begin td fireaning in the individual accounts
in preparation for deeper exploration of the pheaoom in the second interview.
Participants’ comments also helped illustrate hgimgi narrative summaries, as a

method, appeared to help in the building of refetops with participants and the
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collection of richer phenomenological data, therebitancing the credibility of the
findings. There is discussion of how the male cafeund their narrative summary both
empowering and challenging, highlighting the patdréthical issues of using this

method.
Increasing rapport — increasing experiential data

A methodological purpose of the narrative summauy fallow-up interview was to
enable a developed rapport with participants, whigdht enhance the communication
between participants and myself leading to mordirayered, experiential data in the
second interview. The developed rapport and trogldcbe seen by the differing stories
I heard in the first and follow-up interviews. Tt interviews tended to offer a story
of ‘doing’: for example descriptions of the actig# participants undertook, the routine
of their day and also much description about thie oaquired by the care-receiver and

the services who delivered this care.

An example of the ‘doing’ story is illustrated by extract from Andrew’s first
interview. He is a full-time carer for his wife addring the first interview he told a
detailed story of ‘doing’, of being occupied rathiean emotionally experiencing being
a carer:
I'll get up first and wash and dress and probabdyand get the papers and
then I'll go back and I'll get my wife up, that frably takes twenty minutes,
half an hour by the time we’ve got her up ...| entipgycatheter, ... and so |

sort of undress her, clean her up if she needsabga I'll dress her on the bed
itself (Andrew first interview)

This extract was typical of the data obtained mfibst interview, providing a story of
the activities and the adaptations made to the huvindst | tried to use questions to
explore emotional responses, | was unable to capieremotional experience of being
a carer. However, in Andrew’s second interviewdbaversation quite quickly moved
from a description of activities to a rich, emotbiale of what his lived experiences
were like:

| think the problem is, it's not so much what, hamwou feel about cooking,

it's how do you feel about doing them all...and thaltle problem, yes itis, it is

wearing on you because you, you're going to doydharg, everything,

nothing happens unless you do it... it's all dowgda, whereas with other

people it's husband and wife and you work togethsaid it's like being single

again but it's actually worse than being single &ese not only you do it for

you, you're doing it for someone else as well,@@rg having to do both
(Andrew second interview)
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Using a methodology that incorporates follow-uposetinterviews has strengthened
the study design. Personal experiential data waleated during the second interview
and | suggest that the use of the narrative sumeraapled participants to reflect on
their experiences. This reflection alongside dgwetbrapport appears to have
facilitated the sharing of more concrete experamtata, thereby ensuring that findings

could be grounded within an extensive data set.

Mis-capturing meanings - sharing meanings

Whilst the majority of participants stated that tizarative summary captured their life,
one stated that he could not recognise his lithénaccount. Although my initial
reaction was to be concerned by this respons@gpertunity of the follow-up
interview enabled me to explore this apparent rajgiaring of his meanings with this

participant, which led to him dropping his initiajbresented ‘coping’ persona.

Percy did not recognise himself in the narrativesary from the first interview from
which | had made interpretations which conveyedress of him having a ‘coping’
narrative; he got on and did the job. On discushkisgoncern that he could not
recognise his lived experiences in this summalpgdame apparent that he had, perhaps
unconsciously, told a ‘sanitised’ version of higpersiences in the first interview. He
stated that he didn’t like to complain and justdrito make the most of his Idtdon’t
anyway sit there saying how hard it is, what yon aad can’'t do because of iAn
example of his increased confidence in managingdbearch interview was suggested
by the fact that he had invited his statutory céandrom he spoke of as a friend) to be
present during the second interview. This persaaime a prompt for him to talk more
deeply about his experiences, as she encouragetb l@rpand further on what his
experiences were like. An example of how the dption of his lived experiences
developed could be seen when in the first intenhevstated quite simply that when his
wife was asleep he had time to do his hobbiedo ‘DIY when | get the chance, usually
when she’s asleepHis description had been interpreted as findingetfor his own
activities, but when we discussed it further in skeond interview a different story

emerged.
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His lived experience was one of constant conoariniE wife with snatched time:

| don’t begrudge it, it's frustrating sometimes Wwant to do something outside
and you have to keep stopping | have to keep waityeck that she’s alright, it
can be very frustrating even if you've got some toutside...I couldn’t live
with myself if something happened because | watheuwt messing about
instead of keeping an eye on her

In the second interview part of his reticence tk #oout emotional aspects was
removed and he added to his experiences, therelidprg deeper insights into his
lived experience. Although, these two participartsvided the most distinctive stories
of the emotional aspects of being a carer, additata was provided in the majority of
second interviews, frequently offered with direzfierence to the narrative summary.
Such consistent evidence suggests that the nasiimmary and second interview
achieved the phenomenologically-relevant aims ofgasing rapport and adding richer

experiential data to the study.
Empowering participants

One unexpected consequence of introducing thetharsummaries was that they
empowered some participants to take ownershipedf thata and use it in a variety of
ways. For some, the summary provided them withofigortunity to reflect on their life
and feelings and enabled them to seek to make esaRgr others it captured their life

and enabled them to share their lived experiendtsothers.

Philip explained how reading his story made himiseghow negative he had become
and stated that he intends to make changes taagetbe amount of support he gets
with domestic tasks, such as gardening and cleamimade me re-evaluate it...now
I've seen it written down'He said he had not shared the narrative with magdse. Bill
described how the narrative so effectively captuhedreality of his son’s disabilities
that he has shown it to his son’s care workersrasans of helping them to improve

their care.

Bert also shared it with his family, so that theyld better understand his experiences.
For Jack it was the means of showing his statutargr how hurtful her passing
comments had been to him. He explained why he stiéwethe narrative summary:
| just done it to put across how | was; how | hadke to you and how you'd
put it back into writing, and because that’s nat thoughts that | would get

out often and open, not being an open person ge tre probably a few
different thoughts in there she hadn’t realisechadn’t heard of before
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These different reactions help to show the tramsédive nature of being involved in
research and increased my awareness of ethicalnmgiggities not to cause harm to the
participant (Elliott, 2005). Creating and deployimgrative summaries as a method not
only engaged participants in the research protlesseby increasing the development of
trust and rapport, but also provided a documentkvBome participants chose to use to
consider changes to their lives, or to share #wgyeriences with others. | suggest this
may go some way to providing participants with sommediate outcome from the

research they freely give their time to.

It was evident that, for some of the participarggding the narrative summary also had
a transforming effect on the way in which they weoaceptualising their caregiving
roles. It needed to be acknowledged that this confict on the stories shared in the

second interview.

Using narrative summaries and follow-up interviews

within a hermeneutic phenomenological study

Returning a narrative summary to participants stdpgutside the research design
common to many phenomenological studies. Phenorogital research seeks to
capture a person’s reflected thoughts on the gheeteve experience. However, it may
be countered that no experience is ever pre-raftebecause to describe the ‘now’ of
an event means that the ‘now’ is no longer theas Manen, 1990). For example, to
describe the frustration of being woken from slgep have to reduce the emotion of

frustration to find and use words with which to ciéise the event.

Also, to meet research ethical requirements, ppaints were provided with some
detailed information about their role in the resbaand the purpose of the study, and
they may have started to reflect on areas of theierience they wished to discuss. The
fact that | as a researcher was interested in #veiryday experiences might have led
participants to consider their activities in a eréint way. Certainly, during interviews it
appeared as if a new way of understanding wasdglace when the men reflected and
reconsidered past events and statex) know different things crop up, don't they,
when you start talking{Martin first interview). Accepting that knowledgeas not
concrete and static waiting to be collected fromigi@ants, rather it was a dynamic
concept, and by actively seeking to share knowledgestruction with participants
through a hermeneutic analysis, | engaged witkefhgetemological challenge of the

changing nature of data.
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A modified phenomenological methodology strengtluetie study by enabling the
capture of the lived experience of male carerssthilso recognising that the ‘now’ of
the moment will have already been tempered by #®el o put experience into words
(Kahn, 2000b). So while it is acknowledged thatimeing narratives prior to the second
interview may have enabled participants to reftecpast events, it is argued that,
through the use of phenomenological questioningeénsecond interview, participants
were facilitated to provide descriptions of théret experiences in enough detail to

enable an understanding of the phenomenon.

Sequencing interviews strengthened the analyticalgss, as this enabled questioning
about aspects of the first interview transcript.viig on from the first interview to also
produce the narrative summaries set up the fiagfesof interpretation, which was then
developed by seeking and examining concrete exangblexperiences in the second
interview. Producing narratives within this anadgli framework can be seen to
facilitate the development of contextualised uniderdings of the meaning participants
gave to their lived experiences, and the secormahilgw may have enabled the

collection of further data and prompted reflectiomshared meanings.

Summary

Particular strengths of this study’s design andé@mentation can be seen in the
purposeful sampling of men with a variety of cavegy experiences to produce
findings which may therefore be transferable teeothale carers. The innovative use of
narrative summaries and follow-up interviews re=iiih additive data and
phenomenological data, with the participants exgngstheir emotional ‘being’ in their
life world, rather than simply ‘doing’ the role. Aeving this may have been expected
to be particularly challenging for male carers,idrom the value they gave to their
own autonomy and competence as workers and cakergorvas highlighted repeatedly
in this study. Taking a reflexive approach enalthedrecognition and management of
differing interpretations of caregiving and emplaymh, which were acknowledged in

the earlier discussion in Chapter Six on trustwiodhs.

A limitation of the study lies with the fact thaiet majority of the sample have had
contact with support services and as such may hagelistinctly different experiences
to those whose caregiving remains outside the wavoént of statutory and voluntary
organisations. It was a challenge for this reseamt remains a challenge for

researchers, to find ways of recruiting those candro remain hidden, either because of
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their lack of contact with support services or hessathey do not name what they do as
caring. Within this study | started to explore diint ways of recruiting, such as email,

but this remains an area which would benefit fromhfer exploration.

The knowledge developed through this study is eptasented here as an absolute
truth, rather as a tentative interpretation. Noelets, it is an interpretation developed
through a framework of reflexivity, questioning gndtifications. In the next chapter |
discuss the ways in which the data may enabledkeldpment of new understanding
about the meaning of caregiving and specificaleywrays in which male caregiving

may be conceptualised as a form of work informedhiege male carers’ history.
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Chapter 11 The meanings of being a male carer:

discussion of the findings

Introduction

This study sought to explore how men experiencéuple carer and an employee,
including the meanings they gave to the activitgarfegiving. The literature review
helped delineate four areas where further undetstgrof male carers experiences
remained to be developed. There was a lack ofrmapevidence about the dynamics
between employment and beginning caregiving. $tidkploring ways in which male
carers undertake employment alongside caregividgshbsumed male carers
experiences within those of female carers. Desuitee evidence that men undertook
caregiving in task-based ways there was a lackdérstanding about how they
conceptualised their caregiving, including theirgegtion of identity. Although it had
been identified that male carers may drawn on spmm family, friends and work
colleagues, whether their relationships with otluranged over time was little
investigated. The literature review also yielde@¢hconceptual themes: the changing of
meanings over time, the ways in which relationskipsped meanings and the shifting
ways in which male carers shaped their identit®lthese themes are used here to
ground the discussion within a phenomenologicagigm to identify the meanings
which participants shared and the interpretatigmachically shaped by past and

present experiences, developing over time as expegs and relationships change.

The findings presented in Chapters Seven, Eight\and are therefore now discussed
under the headings of: Becoming a carer: an oleliyahoice, Being a carer in

employment, Caregiving as work and Seeking supguatiging relationships.

Becoming a carer: an obligated choicepresents participants’ choices as influenced
by: perceived responsibilities, relationship antigattions to the care-receiver; attitudes
to alternative care provision and the ability t@leriake employment alongside
caregiving. The procedural decisions made had eesmnwith the concept of differing
and negotiated levels of familial obligations ilieged through sociological and
caregiving literature (Finch and Mason, 1993; Twaggl Atkin, 1994; Coleman and
Ganong, 2004; Campbell and Carroll, 2007). It wadent that participants did not
become a carer at a single point in time; rath@quence of events and corresponding

decisions led to them increasingly defining thewsglas committing to undertaking the
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role. This has provided novel insights into the svaywhich men become carers,

specifically the choices they make over whethest&y in or to leave paid employment.

Being a carer in employment- highlights the specific employment structuresolh
may be congruent with discharging dual carer angleyee responsibilities. These add

to the understandings of the experiences of workiyg male carers

Caregiving as work- was emphasised in exploring the meaning makrsaave to
their experiences enabling the conceptualisatianei’s responses to their
involvement in caregiving as a form of purposefttupation from which new
identities may emerge. Here occupation referseéatany activities which people do in
their dalily lives, such as caring for themselved athers, undertaking employment,
leisure activities and community activities (Wil&pd 999). Occupations and a person’s
identity are intrinsically linked (Laliberte—Rusma&®002; Christianson, 2004; Phelan
and Kinsella, 2009). Adopting this enhanced urtdeding of how male carers find
meaning in caregiving offers an alternative lemsulgh which to explore the
experiences of male carers, supporting insightstim ways though which these
participants could come to experienced caregivBigraacceptable alternative form of

work.

Seeking support: changing relationshipswith others during the caregiving
experience, showed hasupport networks other than family, friends or eatjues were
used. Evidencing participants’ use of non-trad#icsupport structures, specifically
paid social care workers, provides new insights the ways in which professional paid

and informal unpaid carer roles may themselvessdi@snal employment boundaries.

It has been clearly acknowledged and emphasis¢dhih&nowledge generated through
this study is interpreted and selectively capttinesexperiences of a distinct group of
thirteen men, at a specific time in their liveswéwer, also throughout the study a
reflexive approach was used to ensure researcasapositions and subjectivities are
meditated. A variety of validation strategies hauggested that these interpretations of
the data have resonance with the wider carer contyndio increase the credibility of
this discussion empirical evidence has been re¢sly explored to illustrate where
interpretations are congruent with previous studies where interpretations tentatively
add new understandings. An aim within this diseuss$s to present conceptual ideas
which may be used by others to continue to adteaihderstanding of the experiences

of working-age male carers.
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Becoming a carer: an obligated choice

Becoming a carer emerged here as a two stage praciéls participants firstly
expressing some duty or desire to support theitivel and then, secondly, realising the
consequences of that choice for their capacitytdioue in employment. Six of the
men made the choice to leave employment to becatinhie carers. The wealth of
literature pertaining to the inherent obligatiodiinduals experience to provide care
and support to others has embraced both male amaldecarers, but distinct within this
study has been the opportunity to explore the @@@sof working-age men and to
compare and contrast them with the empirical litery drawing conclusions about the

lived and changing experiences which come to sttagehoices made by male carers.

To map the findings in the empirical literature mielaaving to define the concept of
obligation, which is a complex concept capturinghbaternal duty and external
expectations. Whether one does or does not experteging obligated to undertake an
activity may be influenced by the social and c@twontext in which such an
obligation occurs. In caregiving the obligatiorpt@vide care traditionally falls on
family members and more traditionally female merslgrthe family (Twigg and
Atkin, 1994; Szinovacz and Davey, 2008). Withinday language the concept of
obligation more readily transposes to the langudgRity; certainly definitions of
obligation suggest that if one is obligated oneddsity to fulfil specific
responsibilities. A recurrent theme within careggiiterature is that carers perceive
they have a duty to provide care to a family mengblrowitz, 1985; Twigg and Atkin,
1994; Harris, 2002). Nevertheless a number of stugiggest that obligation is not
absolute, rather procedural decisions are madehwhiluence the decisions people
make when faced with scenarios where others requport and care (Qureshi and
Walker, 1989; Finch and Mason 1993; George efl@b8; Daatland and Herlofson,
2003; Mosher and Danoff-Burg, 2004).

A duty to provide care

Acknowledging that there are family obligationgptovide care to relatives, findings
from this study confirm that men in diverse fanm@yationships experience obligations
to provide care. There was evidence to supporednker empirical findings that
obligation is inherent within expectations of tharital responsibilities of marriage
(Parker, 1993; Harris, 1993; Boeije et al., 2003)e two participants who provided

care to their mother experienced a sense of dutgre for elderly parents especially
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where there are no other available siblings. Taigioms the findings of studies by
Horowitz (1985) and Harris (1998). The two partaips caring for adult children also
spoke of their duty to look after their child, adiglito the understanding of fathers’
experience of caring for adult children with leagndisabilities (MacDonald et al.,
2006).

There was evidence that the internal obligatioreegmced by participants to provide
care for their relative at home was not always askedged and supported by other
family members, suggesting the expectation that sheuld provide care to wives,
mothers and children is not absolute. Whilst evideindicated that participants
experienced fulfilling a duty and doing the besnghfor their relative, there were
occasions where this was seen as causing conftittother family members and health
professionals, both of whom suggested that thé&itive could be placed in alternative
care. Recognising this conflict over carers’ expeced sense of obligation and others’
expectations of who may be the best provider of éarthe care-receiver raises
interesting insights into the conflicting expeatat between the primary carers and

others who are on the boundaries of dyadic canegireélationships.

The concept of who holds the power and the ultindatdsion over where, how and by
whom care is delivered remains at the centre aftiligy literature which argues that
legislative actions whilst enhancing the rightsafers may have reduced the position
of disabled people (Morris, 1997; Parker and Clag®?2). Certainly within this study
it was striking that at no point did these malescadirectly talk about involving the
care-receiver in any decisions about where theyldvoe cared for and whether the
participant should leave employment to providedhrs. Such an observation may be
seen to fit with the value these carers seemed/éotg presenting themselves as
competent workers and care workers, even whenjtaDaniel, they later admitted to

not feeling as though they were uniformly coping.

It may not be a single experienced obligation whézds men to become carers, rather
a number of factors might need to be in place abnthe caregiving to commence and
then be continued. Understanding that carers ge@ning and justification to their
obligation to provide care may be important, as@inand Trifletti (2004) suggest that,
certainly in southern European families, providaage purely because of family
obligation may lead the carer to feel that theyraaking a sacrifice, leading to
increased feelings of burden. Therefore, if caaeesable to perceive their obligation to

provide care not in terms of duty, expectation abligation, but instead in terms of
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having made a reasoned and balanced decisionttosdmle they may experience the
activity in more positive ways. One of the reasoitesd by several participants for
providing care was that the care-receiver had ptesly contributed to the relationship

and provided for the participant.
Obligation tempered by reciprocity in past relation ships

Reciprocity may be found in any relationship, lupérhaps most regularly observed
and formally endorsed in that of a marriage pastmigr(Neufeld and Harrison, 1998).
However, the two participants who were son carkse spoke of caregiving because
they wanted to pay back the care and support thdyédrceived from their parent as a
child mirroring the findings from other studies whihave recruited son carers
(Parsons, 1997; Harris, 1998; Campbell and Ca200,7). Whilst there may have been
a previous reciprocal relationship prior to theegiving event, the level of dependency
of the majority of care-receivers in this study miethat such reciprocal relationships
appeared to be completely lost with the care-receiot being seen as contributing to
finances, practical activities or in some casemegecommunication within the
relationship. This raised serious questions abdatt\iactors were sustaining the

participants in the caregiving relationship.

There was evidence that participants may have beestructing a degree of
reciprocity, as the data illustrated the subtle sviaywhich they were holding on to
essential personal features of their relative ag tiad been before their illness. Often it
was small indistinguishable movements by the caceiver which participants
elaborated on to construct as communication betweenare-receiver and them. This
may be a strategy which enables the continuancarefjiving to a largely
uncommunicative, unresponsive person. Construginagty is a concept identified by
Neufeld and Harrison (1998:962), in their studylexpg the influence of reciprocity in
older spousal male carers. They identified thatezurreciprocity may be ‘waived’ if
there has previously been a positive relationsh§98:961). Neufeld and Harrison
(1998) recruited mainly from older spousal maleecsirtherefore the evidence from this
study indicating that younger spousal carers gigpe@ar to experience both waived and

construct reciprocity adds to the understandingualie carers’ reciprocity.

Linked with the concept of reciprocity is the prdoeal decision some participants

made about whether their relative was deservirgace.

216



Obligation moderated by views of care-receiver as*  deserving of

care’

The importance of past experiences in shaping sumeanings was illustrated in the
ways in which many participants’ spoke of theiatele being ‘deserving of care’. Here
participants’ narratives drew on characteristiesdare-receiver had previously
displayed rather than their present being. The e&pinaf the care-receiver being
deserving of care was seen to be expressed indie w which familial obligations
were mediated by considerations of how much thegoerequiring support brought the

situation on themselves (Finch and Mason, 1993).

Finch and Mason (1993) used the term ‘procedureiktns’ to capture the complex
decisions made when their respondents faced questizmout whether they would offer
support to family. In their sociological study, yhieund people applied criteria to
enable them to decide whether or not to help thergterson. Respondents considered
whether they felt the care-recipient was deserwingelp. They also considered the
impact that providing care and support would haveéheir personal lives, for example
whether the family member would need to move ihwrthome and how much time or
money it would cost them (Finch and Mason, 1998pr&ssing decisions in terms of
whether someone is deserving of care also embetisdacisions within some concept
of justice. Gilligan (1982) described how men migate through a natural principle of
justice, in contrast to having an innate ethicareovhich she proposed is found in

many women.

Within the findings participants’ appeared to focusthe blamelessness of their
relative, suggesting they were invoking a natuvaif of justice in that they were now
willing to give up aspects of their life, such aspoyment and leisure pursuits, in order
to care for their relative. The idea that judgerseme being made about the worthiness
of another person has resonance with the findih@george et al. (1998), who found
that support was offered to friends who had treetidlp themselves, suggesting that
procedural decisions occur beyond family obligagion

Caution needs to be applied to this interpretadi®@some participants had been caring
for several years and it may be that the meanimgg gave to becoming a carer had
changed over time. Zarit et al. (1986) argue thag¢rs develop coping skills over time.
One of the coping tactics used by carers may beaginalising that the care-receiver is

not to blame for their illness (Nolan et al., 2003articipants could now be using the
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blamelessness of their relative as a means of gagitth an obligated activity.
Nonetheless, there did appear to be benefits torieg a carer which might also have

mitigated against the burden experienced by ppéits.
Employment or caregiving: conflicting obligations

This study was distinctive in that it sought th@enences of working-age male carers.
Whilst the body of literature exploring male careositinues to grow, the majority of
studies exploring why men undertake caregiving hareelominantly recruited from
post-retirement men. Such men may be in more toadit roles where they are starting
to renegotiate relationships and responsibilitiegdsks within the home with their
wives (Barnes and Parry, 2004; Russell, 2007). & hemains limited understanding
about the distinct experiences of men who facgthientially conflicting obligations of
being in employment, thereby providing financiadome to the family, whilst also
fulfilling familial obligations to care for a reliae. Although obligations remain
embedded within family values and societal expeartatthat family will undertake the
care of dependent relatives (Daly and Lewis, 2@¥xtland and Herlofson, 2003; DH,
2008), there emerged evidence that for these paatits caregiving was a choice which
may lead to them leaving employment. Leaving empleyt may place male carers in a
non-normative role, as despite changing family dgmaphics men are still
predominantly perceived as a breadwinner rather the nurturer within European
societies (Holter, 2007). These dual obligatiorespnted distinctive challenges for

participants.

Understanding how these male carers rationalissdrig employment to fulfil what
they experienced as a greater obligation to ertbersafety of their relative may
increase knowledge about the ways in which malersanediate these obligations.
Decisions over whether the primary obligation igtovide for the family through
monetary rewards derived from employment, or thihodigect personal care, are
decisions that many carers have to make if and whHsrtomes apparent they can no

longer combine caregiving and employment.

Deciding to leave employment appeared to have bagadual process for many
participants. Very few left employment immediat#igir relative became ill,
suggesting there was a gradual realisation, pentessted initially, that it would not be
possible to maintain the dual role of carer andleyge. As Boeije et al. (2003) found

frequently people drift into the carer role anthiy be that on reaching a crisis point,
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such as a decline in the health of the care-recaiveecomes extremely difficult to
then shy away from the carer role. Therefore, tilgation to provide care becomes

more absolute as the care needs of the care-redecvease.

In this study nearly all of the men had been itiohe employment before taking on
the carer role. Further, they had frequently beemarriages where the wife played an
active role within their employment, such as wogkalongside them in shops or
providing administrative support in businesses.réfoge, it may be that in undertaking
the carer role they had more to lose than oldensgdaarers in terms of occupation
identity, roles within families and financial rewtait may be because of their
experience of having so much to lose and the patdot a dramatic change in roles
that participants gave stories of making considekexisions. They described sitting
down to work out the finances, talking it throughhwfamilies, or firstly trying
residential care before making the choice to becamarer. Yet recognising that for
choice to take place, there must be at least tteoratives, it was not readily evident in
their narratives what would have happened if they ot chosen to provide the care,
particularly as many explained that they would caisider alternative care, such as a

residential home, due to their perception of thetof care being of poor quality.

Whilst there is evidence that men feel one of tresgponsibilities is to provide for the
family (Simon, 1995)the inability to provide a financial income from plmyment
appeared not to be of great concern to participdimsse who left employment justified
their reduced financial contribution to the fantily explaining they had previously paid
taxes and made national insurance contributiongteatdhey were now drawing on
these. Further, some made reference to how muehscsaived the government,
suggesting that they experienced caregiving asuedanctivity. However, this meaning
may have been derived from repeated media pregaemaif how carers save the
government £57 billion a year (Lloyd, 2006). Nore#iss, it was evident that leaving
work to become a carer led to a reworking of ti@gntity as employed men, this

reworking still enabled them to give value to tregcupational activities.

Although participants experienced leaving employt@ena positive step in that they
were replacing work with another socially produetactivity, namely caregiving, there
was not a general acceptance from others thawvtigsa natural role for men, leading
two participants to describe the unease theirivelathad with the choices they had
made to undertake the caregiving. This has resenaith the wider concept of who

within society may be acceptable to provide carethers, suggesting that experiences
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may be shaped by relationships with others andi@ilhorms. Bagilhole and Cross
(2010) described how men in non-traditional gendérs sometimes experience
resistance from others. Further, there is empiggalence that male carers may receive
different services from their female counterpartgart based upon assumptions of
what they can and cannot do as carers (Bywaterslamis, 1998). Recognising that
these assumptions reflect cultural preconceptiomg Ine a step towards recognising the
needs of individual carers, rather than groupimgrsaneeds into specific groups

divided by gender.

Participants appeared to make a number of negodtigeisions when deciding how to
discharge their responsibilities and there emeaygdkence of new understandings that
becoming a carer was not undertaken purely outityf, dut also because of the
possibility to personally benefit from being a gafeor some becoming a carer

provided a positive way out of employment.
Benefits of exiting employment

Whilst becoming a carer is often portrayed as #miatic action there was evidence that
the obligation to provide care moved along a limef absolute obligation to negotiated
obligation; from purely altruistic to self-rewardinThe types of benefits participants
got from caregiving were varied, including havingmatime to spend with the care-
receiver, have a legitimate reason to leave empdoyrand developing a sense of self-

achievement.

Being in employment has recognised benefits inalydinancial reward, social support
and increased self-esteem (Black, 2008). Howewers in employment might
experience poorer health and poorer financial Wweiikg than their non-caregiving
counterparts (Yeandle et al., 2007) and combirtiegdiual activities may increase the
burden experienced by carers (Carmichael et @d§R0educing the time available to
undertake care work. Therefore there may be distienefits in becoming a carer and
exiting employment, but no literature was identfighich explicitly explored the
benefits of leaving employment to undertake futigicaregiving. Nonetheless,
evidence from this study did highlight participaséeing themselves as benefiting from
more time to discharge their care responsibilitiesre time with the care-receiver and
the opportunity to undertake a new role when chpg exit unsatisfactory
employment situations. Whilst caregiving did consuand structure the time available

to participants, a few who had left employment eigreed more time with their
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relatives which they discussed as a positive caresze of leaving employment. They
made use of the time away from contracted employitioepursue interests and take
holidays with their relative. They used respiteectar pursue their personal leisure
interests. This use of time and activities appe&odthve enhanced their sense of well-

being

Another benefit to undertaking the full-time carele was that it provided an
acceptable route out of an employment situatiog thay have been experiencing as
detrimental. They moved from employed man to caegher than employed man to
unemployed man. Being a carer may be a more spemllied role than becoming
unemployed. Further, it may be that by constructiagegiving as a socially acceptable
and productive role, participants were mitigating inevitability of having to leave
employment when it became apparent that their grediigation could be seen to meet

the needs of their relative than their employment.

Caregiving is often presented as a burdensomesaelificing activity, but there may be
positive rewards within the carer role (Grant et B998; Nolan et al., 2003b). Certainly
the stories heard in this study frequently highiéghthe sense of achievement and pride
gained through learning new skills such as cookitegning and feeling that a good job
had been done in providing aspects of care to thkitive. This finding has congruence
with the suggestion that male carers may have highels of self-belief in their ability

to undertake caregiving than their female countesg#lagedoorn et al., 2002),

suggesting they actively recognise the achieventbrishave made in the carer role.

Whilst this study found evidence of distinct betseto being a carer, such as increased
time with relatives, the opportunity to develop nghills, a sense of fulfilling

obligations and giving back previously receivededar relatives, there was also
evidence of participants expressing concerns kieat did not have choice over whether

or not they provided care and subsequently whetheot they left employment.
Is there real choice about fulfilling obligations?

Although participants talked about making a decigimtake on the carer role, deeper
exploration of the data for the degree of congraeesttowed that often the decision was
not made as freely as perhaps first suggestedu&nglyg a number of distinct
explanations were offered, with many participamtsvgging detailed justifications of
why they became a carer. Ultimately it became entitieat they had little choice but to

accept the role or walk away from the relationship.
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Lack of acceptable alternatives

For choice to take place people need to have st te@ acceptable options (Arksey and
Glendinning, 2007), but data suggested that pp#itds did not have an acceptable
alternative as residential care was considereddst to be unacceptable, either because
of perceived poor quality or because accepting sach might indicate their own

failure to fulfil their familial obligations.

Whilst the government points to its efforts to pdevalternative care to enable carers to
have time away from caregiving, in this study aliticipants described the care they
provided as superior to that provided by statusamnvices. Most perceived the quality

of residential care to be poor, irrespective of thbethey had direct experience of such
care. There may be a number of reasons why alteenzdre was perceived as poor
quality. Firstly, participants spoke of not wantiiegplace their relative in residential
care and that their relative would be dead if Hey tused such care. This perception
may have developed from media stories of poor egdidl care and abuse within social

care systems which taint the public perceptioresidential care (Kirkman, 2006).

Another reason for describing alternative careas puality may lie with the
participant’s wish to be perceived as being a gmeér fulfilling his obligations.

Through identifying alternative care as a poor stie for family care, a situation was
created where participants could justify that theye offering superior care and
therefore successfully performing the carer rolsoAdentifying alternative care to be
of a poor quality may be a means of justifying deeision they have made to undertake

the carer role, particularly if they chose unpaidegiving over paid employment.

Where statutory services were used by particip@anpsovide short respite periods, they
experienced a lack of choice over when and howetkesvices supported them. At
times such services were seen as adding to themwfdeing a carer, as the expected
substitute care was not delivered and becausewssealso taken with organising and
managing such care provision. This finding hasmasoe with the review undertaken
by Sedden et al. (2010) which highlighted that cassessments do not always result in

carers’ needs being met.
Negotiating support to enable access to employment

Health and social care providers offered servicected at the care-receiver, such as
day centres, alongside services directed at thex,cauch as respite care. Findings from
this study confirm other reports that services maynflexible in their approach to
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support working carers (Philips et al., 2002; Pidk004a; Arksey and Glendinning,
2008). Participants appeared to have little negjotiaover when services were offered.
Services were not perceived as enabling participmndccess employment. There was
also concern that they needed to be availablese ttee care-receiver was ill, or the day
service closed. Understanding this raises questibogt whether it is care services or
employers who need to develop more flexibility, sistency and receptiveness to

enable all types of carers to re-enter the worlglac
Choice over whether to remain in employment

Those who chose to remain in employment alongsadegiving were able to because
of flexibility of work and acceptable sources dkahative support. The absence of
those resources resulted in participants havigaee employment. It appears that their
responsibility to their relative was a greater gafion than their obligation to be in
employment. Flexibility of employment has beencaites one reason why men
experience being able to undertake caregiving (Hedpourg and Brallier, 2005).
However, male carers in Hequembourg and Bralligtisly had other relatives who
could provide care, therefore they had more chabmmut where their greater obligation
lay. In this study participants did not appear@wérfamily who could undertake the
caregiving and they experienced obligation to utadker care and they were willing to
sacrifice employment to do this. Flexibility of elapment enabled these participants to
stay in paid work, but it did not appear to inflaertheir decision to become a carer.
Therefore, it may be that the sense of naturaigeistnd the desire to give back to those
who have previously supported them have more infltaeover whether or not

participants become carers than the nature of émepioyment.

In summary, evidence from this study is congrueitth empirical evidence that male
carers may provide care for relatives through asef obligation. However, by
considering the changing experiences of particgauross time it became apparent
that this obligation was not absolute, rather iswagotiated and levels of obligation
might change over timeThe meaning participants gave to becoming a caasrame of
obligation, an expected duty. Yet this duty wasgerad with a range of other factors,
including how deserving of care the relative walsether there were alternative care
options, and the costs and benefits to them. Toerethere was not an innate
obligation to provide care, and where obligatiorsweediated by the concept of

reciprocity caregiving may be experienced as a mositive occupation.
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The study has therefore added to the understariiaidhecoming a carer may provide a
route out of an unsatisfactory employment. Theaaoipectation in the UK that adults
will be economically active (Lewis, 2002) may makkarder for men to chose to opt
out of paid employment, but becoming a carer canige a potentially socially
legitimate reason for leaving employmehtaving become a carer either through
considered decisions or through a lack of alteveathoices, the reality of undertaking
the daily activities of caregiving were seen toibég shape participants’ meaning of
the lived experiences of being a carer in ideriil@avays, as a distinctive form of work.
When the work of care was undertaken alongside g@aioloyment there were distinct
features of the workplace which either enhancedlobited male carers opportunities

to undertake these dual activities.

Being a carer in employment

The literature review identified that few studiesaarers’ employment practices had
specifically explored the experiences of male cahelping affirm a key research
objective in this study to develop an understandifitpe meaning male carers find in
the activity of being a carer and being in emplogtn&his data suggested that the
meaning of work changed for those participants admbined caregiving with
employment. They described the pragmatic ways irclwtihey managed these dual
roles, highlighting factors such as flexible woxkinours, job location and supportive
employers which helped them fulfil dual roles, they also spoke of how the
importance of employment had changed. For somasto longer a career, but now a
source of respite. The data evidenced that soméogmpnt practices could enhance
the opportunities for men to combine paid work vaéregiving while other practices

limited opportunities.
Employment practices which enhance male carers’ acc ess

It emerged that three styles of employment weréquéarly congruent with
undertaking paid work alongside being a carer: egipent in the same physical space
as caregiving, negotiable work times, and the ¢ontant of employed work within

working hours.

Firstly, employment which occurred within the sapigsical space as the care work,
such as being self-employed or managing a shopimtigdgral living accommodation,
enabled flexibility in employment practices. Duasponsibilities could be more easily

managed within the same physical space, and gaatits described being able to move
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between carer and employee tasks. Being self-eraglayeant that they could control
the hours of their working day and leave if an egeacy happened, enabling a balance

between carer and employee responsibilities.

Secondly, employment where flexible start and filisurs could be negotiated
appeared to support the combining of caregivingemgloyment. Flexible hours have
been highlighted as a facilitator in increasingabdity of caregiving employees to
remain in the workplace (Arksey 2002; Philips at 2002; Pickard, 2004a; Yeandle et
al., 2007; Arksey and Glendinning, 2008).

Thirdly, if employed work tasks could be achieveithim employment hours
participants identified this as empowering thermtinage both roles. Where there was
a higher level of autonomy over when and how wasks were achieved, employment
was experienced as a positive addition to thear lifowever, where there was little
autonomy and restrictive set-time working practie@aployment was perceived as
adding to the burden of caregiving. This had coagece with studies exploring the
types of workplace which increase well-being in éoypes (Waddell and Burton,
2006).

Employment practices which hinder carers’ access

Whilst employment for carers may have the bendfefi@ct of increasing financial
security, enhancing social support and increasétfgesteem (Arksey, 2002; Philips et
al., 2002; Arksey and Glendinning, 2008), thereadse employment situations which
have negative effects on employees’ well-beingdEnce from this study indicated that
employment which had clocking-in and-out times,rshench breaks, frequent changes
of work colleagues, high levels of responsibiliteesl frequent requests to undertake
overtime, all led to employment being experienceamadditional burden and was not
conducive to combining carer and employee roles. Adture of the workplace was
perceived as either accommodating or constrictignevhen participants had not tried

to negotiate help or support for their carer role.

Understanding how the types of employment mightechk their resources to
undertake the dual roles of carer and employeehmafyin the structuring of
employment practices to support carers, partioukslithe Work and Families Act 2008

begins to impact on employers’ actions.

Whilst it may be that lack of flexibility in employent led to participants leaving

employment there was also a sense of competingmegplities and, for a few,
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uncertainty as to whom were they were most obldy&te Certainly there was an
obligation to ensure that the care-receiver was, $aft this obligation could be deferred
to others perceived as being suitable care provider alternative explanation lay not
in the responsibility to the care-receiver, buthe sense of responsibility to the
potential employer. Data suggested that particgdiut not perceive that it was fair to
the employer if they frequently needed to take tofievork. This suggested that there
may be a work ethic (Meriac et al., 2009) to dolihet in paid employment which was
preventing some men from considering reduced aitfle employment patterns.
Instead they preferred to opt out of employmeriteathan not be able to fulfil their

perceived obligation to the employer.

The pragmatic ways in which these participants rgaddheir employment were very
similar to those found in other studies (ArkseyQ20Philips et al., 2002; Pickard,
2004a; Arksey et al., 2005; Yeandle et al., 200/ksAy and Glendinning, 2008;
Vickerstaff et al., 2009), but a key finding to e from this study was the way in
which the meaning of being in employment appeasdthive shifted as these men
became carers. Employment changed from being aofvdgveloping a career to being
a way of seeking respite from being a carer. Wieesaployment has been held as
‘good’ for people in general, in that employmenl wrovide extra finance income and
perhaps social support and self-esteem (Black,)26@8ings in this study suggested
that employment for carers served other purposeésiad a different meaning: it was no

longer a career, rather it became a form of re$pota caregiving.
Employment as a form of physical and mental respite

Employment was seen to be experienced as a forgspite when participants enjoyed
their work, got a sense of achievement from thee and were able to create a mental
divide between being a carer and being a paid woRespite was not directly linked
with time away from the care-receiver, but ratmethie ability to mentally turn off from
the care responsibilities and to tune completely &m occupation which was enjoyed
and creative, reinforcing the concept that throbgimg engaged in a purposeful
occupation, carers may achieve better mental vaitigb(Reid, 2008). Understanding
that employmenper sedid not equate to respite, led to a deeper expboraf what
specific facets of employment led to some participappearing to benefit from their
employment whilst others found it burdensome. Theskided the perceived quality of
respite care, employment being seen as purposafdiywhether employed work fits

with self-definition.
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The substitute care provided to the care-receiadrth be perceived as good quality, to
encourage confidence in the employed carer thatrislative would not come to harm
when they were at work. This was one of the reasdnysday care did not always help
participants access employment. Having good respite in place, coupled with the
flexibility to leave work if an emergency occurregipeared to lead to employment
being experienced as a positive respite activitickvidid not appear to cause extra

burden.

Employment was spoken of as enhancing well-beingnahprovided a purposeful
activity which was enjoyed. Participants offeresease of pride in their work. As well
as creating a source of self-esteem, employmend dmuseen to provide an identity
different from that of carer. Whether employed waiks experienced as worthwhile
appeared to be mediated by whether such work wasplaow they defined

themselves.

The finding that two participants left employmemtstecome carers because of
dissatisfaction with their employment indicatedttheing in employmerper semay
not always have beneficial effects on carers’ eigpees. Rather the nature of the
employment must also be perceived as worthwhilegfcarer is to experience paid

work as offering respite from caregiving.
Employment as a ‘job rather than a career’

Employment was seen to take on different meaniogs participants were carers; the
focus on career which might be expected in maleleyeps (Kimmel, 2008) appeared
to have diminished and rather they talked of ‘tnegadvater’ with regard to their career,
although it was not clear from their accounts waed if they would be able to re-
establish a career. Nonetheless, tangible bernefiising in employment were seen if

the employment structure was supportive.

The known benefits of employment for carers, siemareased financial security,
developed self-esteem and respite, were evidemcén idata. However this study,
unlike other studies (Arksey, 2002), did not fihattemployment provided a support
structure to the carer. Whether because these huse aot to tell colleagues, or
because colleagues did not understand their citaumoss, work colleagues were not
identified as offering support to them in theireramrole. There is evidence to confirm
that many carers keep their role hidden in the plade, either through fear of

repercussions, or in an effort to have separat#ittes and gain respite from the carer
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role through paid employment (Hirsch, 1996; Harti@98). Nevertheless it is difficult
to draw firm conclusions here as the study sammpkided only seven men in
employment, three of whom were self-employed andkimg in rather isolated

employment structures.

Work, whether paid or unpaid, was a concept whiels imtegral to the stories told by
these male carers. Whilst care has historicallyteded with the concept of work, in
this study participants appeared to give meanirthad experiences through defining

and describing their activity as carers as a formark.

Caregiving as work

The literature review highlighted that male cagppeared to undertake caregiving in
task-orientated ways, but did not provide undeditamof what meaning they might be
giving to their experiences as carers. The thenteshaemerged from the scoping
review underlined that early caregiving literathezl began to conceptualise caregiving
as a form of unpaid work (Finch and Groves, 19B8),this theoretical thread had
tended to become subsumed within literature expdogender divisions of caregiving
labour (Stoller, 2002). Nonetheless, there is gnowdebate about how the concept of
care as work may inform social policy, specificalyating to the concept of dual full-
time worker families (Daly and Lewis, 2000; Lan@02; Lewis and Giullari, 2005).
There was evidence that male carers developed ng=arelated to their carer roles and
identities based on their personal histories (Hird®96). Applying the conceptually-
developed lens of ‘work’ to the findings made ipapent that many participants were
describing caregiving in terms more readily asdediavith paid employment. Further
reflection and exploration of literature within thelds of sociology and occupational
science helped outline the tentative theory thderoarers appear to be experiencing
caregiving as an acceptable alternative to paid@mpent while drawing on their
previous employment histories to experience canegias ‘alternative work’. Whilst it
is argued in this thesis that care may be conchkgtaisas a form of work, here work has
been explored more in terms of a purposeful océnipaather than as a basic

component of economic capital.

Exploring the components parts of work generalhd eeflecting on these from the
perspective of both paid employment and unpaidgrérey, prompts the emergence of
several similarities. Participants’ narratives sgjgd that as an employee they had

responsibilities to attend the place of employnient set number of hours, to be active
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in undertaking employment activities, and to beoactable for the end product
resulting from the job. Similarly as a carer theylliesponsibility to undertake a set of
activities which supported the care-receiver, t@abalable in the place of caregiving
for extensive hours and if in contact with socevices to show evidence of sufficient
industry to maintain the well-being of the careeiger. In both employment and
caregiving there were socially embedded respoits#isil a ‘good’ employee attends
work regularly and ensures they are industrioukénworkplace, whilst a ‘good’ carer
ensures the care-receiver is healthy and stimuldtesl ‘good’ employee is available
when his manager wishes to see him, whilst thedgoarer ensures he and the care-
receiver are available to meet with statutory seryiroviders at times specified by the
service providers. Examining this evidence in W&y led to a re-exploration of the
theoretical conceptualisation of what work is amel part work might play in the

experiences of these working-age male carers.
Defining the concept of work

Within western culture the word work has becomebsymous with paid employment
(Ross, 2007). The concept of what activities comstiwork is socially determined and
when asked to talk about work most people will &lfiout their paid employment. Yet
work is undertaken in a variety of settings anddmariety of purposes (Pahl, 1988;
Poland, 1991; Muirhead, 2004). Work provides ‘pliyaof functions and rewards,
including purposeful activity, sociability, statasd material gain’ (Barnes and Parry,
2004:218). For many people work is a social agtjwaccurring outside the home and
enabling the construction of a distinct worker iglyr(Sayers, 1988), enabling the
development of self-respect (Ronco and Peattie8}19&t, work may place obligated
demands on people, specifically over how they umse (Hearn and Michelson, 2006).
Whilst work may be beneficial for well-being (Wadidend Burton, 2006; Black, 2008),
the activity undertaken needs to be experiencedeasingful if it is to enhance well-
being (Wilcock, 1999). Accepting that work may defivho one is, examination of the
data exposed the ways in which these male careesexperiencing their caregiving
activities as a form of purposeful work. Their wavks not paid but was obligated,
required physical and mental activity, it structlitkeir time, provided some new social

networks, required the mastery of new skills araljgled a reworked sense of identity.

Conceptualising care as work, in the sense thaetheen recognised work in their
personal histories, made it possible to understiaaicthese participants were occupied

beings actively undertaking both physical and mleattvity, using the activities of
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caregiving to create a recognisable structure ampgse to their day. The comparisons
between paid work and care work were evident thiaarh theme of the data. In the
chapter ‘Being a male carer’ (Chapter Seven), ¢aragwas seen to be experienced as
both a physical and mental activity which providled opportunity to learn new skills
and through which new social networks were madeoddgh the study theme of
‘Obligated time’ (Chapter Eight), both caregivingdeemployment could be seen to
provide structure and purpose to time. Throughthivd study theme ‘Self as carer -
reworking identities’ (Chapter Nine), work was dissed in terms of how self-identity

was reworked when participants left paid work tdenmake unpaid caregiving.

Work was presented as a key feature in all paditig lives. They brought in existing
work skills and developed new skills within theiosk as carers and their self-belief in
their abilities to undertake the work of carerywesk, may have buffered them against
the burden of caregiving which many carers expegehlowever, caregiving may also
be experienced as a form of ‘bad’ work. Waddell Badton (2006) argue that whilst
work is generally good for both physical and mehedlth and well-being, there are
employment environments and practices which anéndental leading to poor health
and increased mental health problems. Care workbwaayponstituted as a form of ‘bad’
work if it occurs within the private home sometinvégh scant regard to a carer’s health
and safety. There is often little opportunity feisure and the physical and emotional
demands of undertaking the obligated responsitlitgroviding sole care for a relative

may be extremely demanding, leaving the carer sgaekew sources of support.

To understand how carers came to experience canggig a form of work it was
necessary to explore the theoretical constructshvimay have led to this meaning.
Reviewing literature generated within occupatis@énce, and drawing on theories
from occupational therapy and the social scienoey, provide some useful insights
here in thinking about people as ‘occupational geiacting, interacting and reacting
with objects and others within and on environmemd contexts’ (Lentin, 2005:191).
This study had found that participants were coregmith remaining meaningfully
occupied and through reacting to and interactirtf Wieir social contexts they had
created meanings. If activity is an ‘observable ohbehaviour’ (Christiansen and
Townsend, 2004:275), then the act of feeding the-ceceiver would be one activity
among several activities which may be undertakguastsof the occupation of
caregiving, where an occupation is defined as ‘gageent or participation in a
recognisable life endeavour’ (Christiansen and Tsemal, 2004:278).
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Participants were engaged in being a carer ansbime in also being an employee. It is
through engaging in occupations that identity maygbaped (Huot and Laliberte-
Rudman, 2010). If it is accepted that what yousda idefining statement of who one is
and one’s relative value’ (Unrah, 2004:290), thesharing their stories of ‘doing’
participants were seen to be seeking to presemtstblees as having an identity as a
working carer. This analogy is strengthened throexyiioring how, particularly for
those six who had left employment, caregiving bexam acceptable alternative form
of work. Caregiving was work from which new iderg# could be developed. Full-time
carers who reworked an identity as a working mawg heve been creating an internal
sense of self which buffered them against somaeburden of being a carer and also

created an identity which could be valued by sgciet

Through understanding how participants experiemegegiving as an alternative form
of work, it became possible to understand the vafi@regiving and the ways in which
a positive self-identity may be developed by thwbe have relinquished the
breadwinner role and the identity of being theitraxal, employed man. Such an
understanding may help to initiate policies which sensitive to the choices carers
make, rather than considering paid employmenteasdéal situation in every case.
While accepting the tentativeness with which suthesry can be presented here, based
on a sample which included only six men who hatijdaid employment, some
justification can be provided for the argument teregiving may be experienced as
work, in mapping the findings about meanings oegarng on to key concepts of
work. The component parts of care work for thesa i@re now sought through an
exploration of how the home became their workpkaoe the ways in which care work
provided a purposeful structure to their day. Eigraring care as a form of work
appeared to enable these male carers to reworkidiegitity and in part to have created
a buffer against the recognised burdens associtbdaregiving. However, care work

may not always be ‘good’ work. These conceptuappsitions are examined in turn.
Home as the workplace

Becoming a carer was seen to entail change in éevepectrum of areas. These may
include physical changes to the house to provideetfuipment needed for the care of
the relative. There may be changes to the structfutee day, with the care-receiver
requiring treatments and medications at certaiesinfhere may be changes in the type
of employment undertaken by both the carer anddne-receiver, with carers

employment outside the home reducing or ceasing.
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As the care-receiver’s condition deteriorated, angpnways the home became the
participant’s workplace. It was the place wheretaundertook the practical care of
their relatives and there were numerous visiblassf the caregiving work, even when
the care-receiver was not present. Whilst onlyagarticipants specifically said ‘I
work from home’, the concept of the home as thekplaice was seen in more subtle
ways. The raised seat, the hoist, the incontinpads were constant visible reminders
of the activities they were required to underté@veral participants were eager to
provide tours of bedrooms and bathrooms, whichibesh adapted with equipment to
enable care work to take place, evidencing thefsignce of the equipment to the
meaning they gave their experience. The equipnm@eared to represent the tools of
their work and as such there was talk of how theyevthe most skilful in using
particular equipment. Frequently skills from praxsemployment were drawn on to
refine and adapt equipment to better meet theitla@dare-receiver's needs. Unlike
paid employment where the tools of work may bebetiind, with care work the tools
were ever present, perhaps resulting in the losiseoflistinction between being at paid

work and being at home.

Alongside using the skills they had developed il gmployment there was a
requirement to develop new work skills, for exampigintaining a house and here
participants drew pride from their achievementse €keryday activities of maintaining
the home tend not to be highlighted in female curairratives because women may
more readily assimilate such work into their homkenaole (Heenan, 2000). However,
these male carers drew attention to this aspebieafrole, talking with a sense of pride
about how they had learned and mastered such. sHilis suggests the possibility that
housework may be a valued form of work for someigiincluding rather than

excluding male carers.

Whilst male carers may undertake the same workmsle carers they may experience
this work in different ways. Here participants @dao/alue on domestic work and
highlighted the managerial skills they used. Fareple they spoke of seeking
additional services to support their relative arghaising and managing activities to
keep their relative occupied. In focusing on maniagjgasks participantsiay have

been reinforcing historically masculine attribu(g®ynihan, 1998).

This concept of the home as a care workplace résemath literature exploring how
the privacy of the family home may be changed astwhen caregiving takes place

within it (Twigg, 1999b). However, no studies hdeen identified which specifically
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explore how the home becomes the workplace foc#éiner and the consequent
implications of not only being constantly with tb@&re-receiver, but also being in a
place which may have been adapted to meet the néeddy one half of a couple. The
home of a person with long-term care needs is ngdpa private space; other people
regularly enter the home to provide specialist l{Blpxter and Poland, 2002). Just as in
a place of employment these people do not alwagd ttee front door opening, rather
they come with cheery hello into the private hotherefore the privacy of both carer
and care-receiver may be compromised. As for amkplace the equipment takes up
space and the environment must be cleaned anddditstevever, unlike the employer
workplace there is not the option of clocking afidlanoving to a different stimulating
environment. For carers the home and the workgiaceme one with no physical
separation. Even if the care-receiver does notireduenty-four hour practical hands-
on care, the carer would always be in the workpladess provided with short periods
of respite care. The concept of having time awaynfhome, the care workplace, was
evident with explanations of how these male caneexl ‘time off’ when their relative
was in alternative care to get away from home aedvisible signs of their work. While
other studies have identified that being at horhdat may lead to depression and ill
health (Lewis and Sloggett, 1998; Mathers and Selthf1998), participants in this
study strove to remain purposively occupied ancetiged routines which provided
structure to their working day. The different waywhich they experienced being out of
paid employment may be because of how they stredtand gave meaning to their

time, to create a working day which they could grase.
Providing purposeful structure and activity to the working day

In this study there was evidence that participaptseared to use the activities and
responsibilities of being a carer to create stmgctund organisation in their day. They
discussed their personal need to be occupied and atso spoke of the wish to ensure
their relative was purposefully occupied. Undemakactivities which have a purpose or
use and which encourage a sense of achievemertdtkjl1999) has been identified as
one of the benefits of paid employment (Waddell Bodon, 2006; Black, 2008).
Employment also provides structure to the day awaple who are unemployed may
find that they lack purpose and activity leadinglépression and withdrawal (Jakobsen,
2001). It emerged that these male carers tookndiste actions to reduce the monotony

of their day and to some extent that of the petkey were caring for as well.
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Strategies used to develop structure and purposaréowork included breaking
caregiving tasks into smaller segments and planwimgn these could be achieved,
thereby creating opportunities to feel a sensebiewement at the end of the day. This
evidence of forward planning mirrors coping strasgised by carers of people with
dementia (Nolan et al., 2003a). Evidence that roaters in a variety of caregiving
scenarios coped by creating discrete attainabks thsoughout their day increased
understanding of the ways in which carers may thio@ coping strategies, thereby

reducing possible carer burden.

As with paid employment, participants’ time wasrséebe obligated. Specific

activities had to completed otherwise responsiedito others could not be fulfilled.

For example, caregiving activities had to be urademh by a certain time if the care-
receiver was to be able to access day care. Thgatdd nature of caregiving meant that
they appeared to have to fulfil care work beforeeasing either paid employment or
leisure activities. Parallels may be drawn betwthese participants’ care work
obligations and the more general obligation tailfelinployment responsibilities before
undertaking leisure pursuits, thereby reinforcimg &rgument that male carers may
experience caregiving as a form of work. If the deads of care work were too great
then leisure activities were dropped, just as apleyee may sacrifice an evening out to

complete a business report.

Other parallels between care work and paid worlevedaserved in the language
participants used to describe the dischargingaif tarer responsibilities. They talked
of managingtheir relative’s care, afforkingtwenty-four hours a day; of ensuring they
and their relative wereccupied This language suggests a purposeful engagem#ént wi
the work of being a carer. Therefore, unlike woskl@eople who might experience
negative health impacts (Black, 2008), even thquayticipants were not economically
active they could be seen as being purposefullymed in doing unpaid care work and
they did not appear to experience negative conseggeon their health. Rather, some

felt their well-being had increased since leavingpyment.

Throughout this thesis there has been discussitimeaiature of being-in-the world; in
this case existing in the world of male caregiviAgfirst it appeared the data had not
captured the essential experiences of being a caaée, but further reflection and
interpretation suggested that in talking of doiagecparticipants were providing stories
of being, or existing, as occupied people. Thisaushnding illustrated that in the doing

of care these men were giving meaning to beingercand the work and occupation
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involved in doing care was creating opportunit@sthem to rework their identities
(Christiansen, 1999; Abrahams, 2008).

Caregiving as work: providing a re-worked identity

Participants presented themselves as ‘occupiedaimdertaking a range of activities
within the roles of husbands, sons, fathers, canedsemployees. There was a sense that
they were actively managing their roles and crgaginuctures and meanings by linking
the activities of caregiving with activities undsen in paid employment. Leaving
employment meant they risked the loss of the iteatid status inherent in being an
employed man. The identity of being an employed manbeen linked with the ways
in which men construct a masculine self (Beagan3authders, 2005; Kimmel, 2008).
Therefore, it may be that on leaving employmentiridertake a traditionally feminine
nurturing role male carers may experience a sehles®of their masculine self.
Certainly work by Hequembourg and Brallier (200%)strated the efforts male carers
made to retain a distinct masculine self by keepingheir male social networks and
hobbies. Keeping up ‘male’ hobbies was not evidiehis study, rather it emerged that
participants experienced caregiving as a meaningfiuled activity, which in itself was

used to promote a sense of self-esteem and mastskylls.

Just as employment may shape the roles peopletakdeand the identities they
assimilated (Jakobsen, 2001; Beagan and Saun@&s), 20 being a carer changed the
ways in which these participants named themseResple construct labels for
themselves and develop status within their comrasiased on the roles and work
they undertake (Barnes and Parry, 2004). Work fahmagoundations of one’s self-
identity (Ross, 2007). This is particularly so foen where a masculine identity is
frequently intertwined with their employment (Goddw2002; Haywood and Mac An
Ghaill, 2003; Abrahamson, 2004; Connell, 2005). WMahthese participants chose to
leave paid employment well before the statutory @igetirement, explaining they
found it impossible to combine the two activitit&any of the participants who left
employed work to become a full-time carer wereiegipredominantly male
workplaces, such as shipyards, the building tradkedectrical engineering. Within
their narratives it was possible to understandstimélarities and differences in the
identities participants embodied both within theaid employment and within their care
work. When they lost the identity of employed miatecame important for them to
rework their identity, especially as they were &kiag their breadwinner role and

entering an alternative form of work predominatitiked with feminine characteristics.
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These male carers were seen to rework their iganté number of ways: internally
through valuing the activities they undertook ie ttome and externally through the
voluntary work they undertook. They developed sidfatities which highlighted the
managerial aspects of their care work rather thamtore feminine emotional and
intimate personal care aspects of the work. Thekespf themselves as a home
manager, professional carer and nurse. In doisgthiely linked their role and work to
managerial and expert occupations within the healthsocial care sector. Through
presenting themselves as professionals and manafgeaise, participants mirrored
patterns of employment observed when men enteitimaally female occupations.

Men who enter health and social care professiams tie migrate quickly to
management or highly skilled positions (McLean, 206ew men remain as care
assistants undertaking high levels of intimate qaascare, with this type of work
generally perceived as women’s work (Twigg, 20@&2)ch reinforcement of masculine
employment traits has been identified in otheristsigvhich have interviewed men
working in caregiving and other traditional femalefessions (Simpson, 2004; Ribeiro
et al., 2007; Russell, 2007), suggesting thatrdmesterence of masculine employment
traits may be commonplace in both male paid an@iughgarers. By reinforcing
masculine aspects of the caregiving role and ergaiofessional self-identities,
participants who were full-time carers may havenbeempensating for the loss of their
employed identity and consequently buffering thdueseagainst some of the burden

associated with caregiving.
Buffering against burden

There was evidence that these male carers coresraate as a form of physical and
managerial work, thereby appearing to recreater& eavironment which mirrored the
one they may have experienced in employment. Wheyntalked about the emotional
aspects of care it was to talk of their feelindneatthan of providing emotional support
to the care-receiver. They more usually talkechefghysical activities of caregiving,
gaining a sense of satisfaction when activitiesavgrccessfully completed. These male
carers described a care work environment in whiehetctivities they undertook were
measurable and frequently had a distinct end ptaghat as such were similar to the
paid employment settings they had exited. Althotligty were sometimes self-effacing
about their skills in domestic activities, partizigs expressed a sense of pride and
achievement in the new skills they had developééyTall stated that they were the

best person to care for their relative. Througtogedsing their skills and valuing their
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work as carer, participants may have increased seaise of self-efficacy. Hagedoorn et
al. (2002) identified that when carers had a dgy&dosense of their ability to be a good
carer they experienced less stress. By concergratirthose activities of caregiving
which were familiar to them from their employed Wwosuch as management and
practical activities, participants may have limismine of the negative consequences of

caregiving.

Nonetheless, such findings need to be interpretddoaution for it may be that the
participants experienced high levels of emotionstrelss and provided high levels of
emotional support for their relative, but chose toadiscuss this within their interview.
This may be because of not feeling safe enouglistdade personal aspects of their

relationships, or because they wished to focus oremmasculine aspects of care work.
Good work or bad work

Being ‘out at work’ can provide a distinctive plagbere the concerns of home may be
held in abeyance. Although some participants didphgsically leave the home to
engage in work there was evidence that they wetanas, able to create a degree of
emotional detachment which in part may be dueecasthecific ways in which they
experienced, or at least presented, caregivingf@asraof work. Nonetheless, not all
work provides the benefits of increased self-estesmmial support and financial reward

and there may be work which can cause harm to peopl

Being a carer has aspects of activity which ifcarefully managed or monitored have
the potential to lead to a harmful situation eittegrthe carer or for the care-receiver.
For example, the physical aspect of being a caseich includes the moving and
handling of the care receiver. In this study, npldtitales were offered of how these
male carers did not use the lifting equipment pedias they found it quicker and
‘easier’ to undertake manual handling. Another poédly negative aspect of caregiving
is when the carer receives insufficient supportfaets physically and mentally
subsumed by the role, leading to depression arithdeaf burden. This situation may
potentially lead to abusive or neglectful behavitmward the care-receiver.
Recognising the ways in which caregiving may beihetintal to the carer may enable
support services to target those care relationshifese there are heavy work demands
placed on the carer and little time for time awapyf work, either physically or

mentally.
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It is also important not to dismiss those few ommaswhen participants spoke of
weeping as they helplessly observed the relentleskne in the health of their relative.
Whilst their stories focused on the managemenaoégiving and the experience of care

as an alternative form of work, there was also@w@ of some men seeking support.

Seeking support: changing relationships

The experiences of participants appeared to besshiaypthe relationships they had with
others including family, friends and health andialbare workers.Support networks
were important to the participants, but the netwarkfamily, friends and colleagues,
which had perhaps supported them before undertakengarer role, frequently shrank.
Providing care may create the need for increaspplastistructures because carers are
facing new challenges and may be losing commuicatith the care-receiver (Nolan
and Keady, 2001; Ray and Street, 2005). Social@atjgpthe emotional and physical
help and information provided by others (Hibbar@let1996). Such support may be
provided by ‘multiple, inter-related sources of gag that can include family members,
friends, self-help groups and professionals’ (Catiee and Ducharme, 2003:518). In
this study, support needs were identified as ngeslimeone to talk to, having someone
to call on if not able to be in the home, and hgwihers who could offer advice and

information on specific caregiving tasks.

Support may be drawn from family and friends whesse are contactable and
accessible (Blaxter et al., 2001). However, daienfthis study illustrated how support
from these traditional networks may be limited ¢lmeonflicts about care decisions,
levels of obligation and uneasiness when facedhéylliness of another person.
Nonetheless, support was seen to be drawn from sthieces specifically linked with
the activity of being a carer, such as carer suppoups and through developed
relationships with paid social care workers. Whélstial care workers provided the
support these male carers needed, including entpétening and credible information
on how to undertake caregiving, examples were gilen of where the boundaries
between professional and friendship appeared te haen crossed, producing
relationships which had the potential to be abusiMeoth participants and social care

worker.
Reducing support networks

The presence of social networks was not in itselicative of supportive interactions.

Exploring why support networks had contracted fase participants pointed up a
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number of reasons evidenced within the data. Fratyes the caregiving episode
developed, there was a reduction in contact withilfaand friends. Occasionally there
was a withdrawal of support from family, particiyaif there was disagreement about
the most appropriate way to care for their relatiMeere was not an absolute obligation
for other relatives to support the carer, rathetigipants were starting to experience the
negotiated nature of family obligation as observgdrinch and Mason (1993). As the
time available to maintain a social life reducedationships with friends changed.
Work colleagues were not seen as providing supplthipugh frequently participants
had not exposed their carer role to others in thekplace.

These proposed reasons had resonance with prestisdies which found that male
carers may shy away from exposing their carer (i¢ée and Applegate, 1990;
Hequemborg and Braillier, 2005). A reduction inezat social networks has been
observed in other studies (Archer and MacLean, ;1B@8feld and Harrison, 1998;
Sanders, 2007; Neufeld and Kusher, 2009). Furthisrknown that men tend to have
smaller social support networks than women (Ray3tneet, 2005). This may
disadvantage male carers, however Kirk et al. (R@@2nd that caregiving husbands
received more emotional support from friends than-caregiving husbands. However,
small sample size and limited presentation of figdimake it hard to discern why this
may be. The absence of anticipated support fronilfamay be an additional cause of
distress to the carer (Archer and Maclean, 1998fé&eé and Harrison, 1998; Ray and
Street, 2005), which might go towards explaining skance that many participants
took, that they did not expect family to help.

Recognising the reasons why social support netwoikg have reduced may help to
increase understanding of how male carers miglkixperiencing some types of support
as more appropriate than others. Friendships aralydased on a reciprocal
relationship, but the obligated nature of time nsetat there were reduced
opportunities to maintain such friendships. Anotfearson why these male carers may
have been reluctant to talk to colleagues anddseabout their experience of
caregiving was that they wished to retain the itlgof the care-receiver intact as a
wife or mother, rather than as a dependent adalv(ence et al., 2008; Sandberg and
Eriksson, 2008). Certainly within the data partifs frequently spoke of the skills and
positive attributes of their wives, perhaps as § wofgpresenting her as unique valued
person, rather than someone with complex needsidepeon them for care. With a

lack of undemanding, understanding support fronviptes support networks, new
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support structures were sought from trusted, engpiatand often more easily
accessible sources, namely carer support grouptharmhid social care worker. By
understanding the experience of using these atteensupport networks it becomes
possible to conceptualise support structures wimair more effectively help male

carers.
Using carer support groups

Those participants who attended support groupsdfdlils social network extremely
beneficial, not only in providing practical and eimoal advice but also in creating an
alternative identity. Through accessing the groew noles were developed which went
some way to replacing the diminished role of empywVhilst previous studies have
described the effective support carers may finchirer support groups (McFarland and
Sanders, 1999; Carpentier and Duchrame, 2003)jsrstudy male carers who could
attend support groups appeared to find a degrapmeciation for their role which was
not evident when they spoke of interactions witsirtfeamily members. Whilst the
gender composition of groups has been cited aslptioly male carers access to this
type of support (McFarland and Sanders, 1999imdgtudy the difficulty of accessing
groups whilst in employment was a reason offeredhém using carer support groups. It
appeared that for those participants who had fefileyment, the roles they undertook

in the group provided opportunities to rework thdentity.
Creating a reworked identity through carer support groups

Russell (2007) has described how post-retiremeite naers draw on employment
skills to manage their caregiving and a similaragpt was seen in this study, both in
the ways in which participants took on leader ratesare support groups where the
majority of other members were females, and intthgs in which they managed the
support of the care-receiver. Accepting that idgmtiay, in part, be formed through the
role individuals take and the way in which thoskesare perceived by others (Kroger,
2007), carer support groups were playing an impogart in the reworking of a
purposeful male identity. These male carers wer®mnger an employee, but now a
chairman, or treasurer or an expert in a careratgpoup. To lead a group or provide
expert advice is within the normative roles of samen (Kimmel, 2008). Therefore the
roles undertaken within carer support groups migive helped these participants

reaffirm some of their masculine identity. This cept is support by empirical literature
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suggesting that male carers draw on social netwamkissporting clubs to reaffirm an

identity other than carer (Hequemborg and Brajl&£05).

Learning about caregiving through accessing a stgpoup has been found to be a
way of helping carers understand the meaning af tieav experiences, roles and
responsibilities (Chien et al., 2004). But if mer # understand the specific role of
being a male carer, then support groups whichaaleéd to address the key concerns
of male carers, which may be more practical anorin&tion-driven than emotional
(Pierce and Steiner, 2004), could more effectigelyport male carers, but at times and

venues and through media which are effective fan.me
Support from social care workers

Whilst it was not surprising that carers forme@pport with the paid social care
worker who entered their homes to tend to the oacetver, the level of support
participants drew on from social care workers wasxpected. They drew primarily on
social care workers for emotional and practicajpsupand at times the relationships
morphed from one of client and professional to dfdtiends (Pahl and Spencer, 2001,
McGhee and Atkinson, 2010). Friendship was sugddsyehe degree of reciprocal
concern participants felt for the social care worRdrough recognising that carers may
keep their roles and responsibilities hidden fraheos, it becomes possible to
understand why social care workers are perceived sefe’ support network. Social
care workers are ‘safe’ in that they understancetperience of the carer, yet also have
a degree of emotional distance from the carer anetieceiver relationship. They are
not as emotionally involved as family and frienfleey understand the practicalities of

caregiving in ways that friends and work colleagues not.
Why access support from social care workers

There were a number of reasons why social career®rkere perceived as a valued
source of support, based upon the frequent ackasthey had to the carer, and the fact
that the social care worker was an insider in Hre celationship, knowing both the care

needs of the care-receiver and also being witreggetburden experienced by the carer.

Firstly, social care workers were in a unique posiseeing the carer every day in the

home. Social care workers remain predominantly feraad there is evidence that male

carers perceive women to be effective emphatieriests (Campbell and Carroll, 2007).

Therefore, it perhaps expected that friendships foetween the carer and social care

worker. This is particularly so if it is acceptdtat male carers’ willingness to initiate
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support from formal services is linked with thetkaowledgment of the need for help
(Coe and Neufeld, 1999) and the evidence that ey wish to keep aspects of the
caregiving relationship hidden (Kaye and Applega890; Lawrence et al., 2008). It
may be easier to draw support from someone whivdady known to them and is
involved intimately in the home (McGhee and Atkins@010). With such a person it
may be easier to let the persona of a ‘normal @wujsbp, enabling a more open
relationship. Further, the social care worker a&lgperiences the challenges of caring
for someone with physical and behavioural diffimdtand can empathise with the
carer’s concerns around physical care and handlffigult behaviour. The social care
worker becomes someone in whom carers can confidls@meone who can recognise
the increasing carer burden. There is evidencestiadt mutual understanding is
beneficial for a support network to develop (Samgtand Eriksson, 2009). The social
care worker who knows about the unique situatiothefmale carer, may reaffirm his
skills, empathise with his challenges, legitimisdequests for additional support, and

develop a rapport, leading to an effective suppadtionship.

Whilst social care workers could be a source opsupthere were also occasions in the
data when there appeared to be a blurring of sténdtion between worker role and
friend. Carpentier and Ducharme (2003) highlightexineed for further investigation
into the relationship which develops between thegaer and professionals, yet there
still remains an absence of studies exploringriestionship and specifically the effect
the relationship may have at different stages efcdre-receiver’s illness. Certainly,
data from this study suggested that the socialwarkers might be being placed in a

potentially abusive position.
Blurring the boundaries

Whilst social care workers may be ideally placedfter support to carers there are
risks inherent within this role and this study fdwtcasions where the boundaries
between worker and client had been blurred, witlemially compromising
consequences. Twigg (2002) discussed the expesaic®cial care workers who enter
the private home of carers and care-receivers;stinas a position of trust but also a
position of potential abuse. Stacey (2005) and &a{2006), exploring the experiences
of paid social care workers, highlighted the reklf common practices of unpaid
overtime and supplementing agency resources wigppal resources, concluding that
this blurring of boundaries may be detrimentakt® $ocial care worker. This study

supports these earlier works, as there were exanoplenregulated financial
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agreements and the blurring of friendship-paid wotboundaries. Within caregiving
relationships, the roles of paid and unpaid carek@romay become blurred, however
recognising and supporting both carers and paihlscare workers in these

relationships may help to prevent them becomingilly abusive.

In summary, these male carers drew on a varietijvefrse support systems but within
each structure there appeared to be aspects diategosupport. There were differing
expectations of whether family should be respoeditt supporting them in the
delivery of care to the care-receiver. There wercerns about being unable to fulfil
the reciprocity they appeared to hold inherentientdships and the consequent
reduction in friendships. Whilst accessing cargapsuit groups was effective for some,
others felt that obligations to their paid employinand their relative meant that they
did not have the time or opportunity to accesstipe of support. Although access to
emotional and practical support from paid sociaéa@orkers was frequently observed
as beneficial for these male carers, the respditigibiand obligations of each role and
the types of support which could reasonably be etggewas not always clear and there

was a blurring of boundaries between paid workerfaend.

Taking the findings into practice

Whilst acknowledging the interpreted nature offihdings and discussion in this study,
the degree of resonance of experiences, evidermt fildings were shared with carers
and health and social care practitioners, suggektdindings may have relevance to
the practice of those supporting working-age maters. This study has added to the
knowledge of the experiences of working age matersan four distinct areas: the
complex decisions made about undertaking caregamyrelinquishing employment at
different stages in the carer career; the typesmgloyment practices which support
carers; the ways in which male carers may expegieacegiving as an acceptable
alternative to paid work; the changing nature ai@csupport. These illustrate ways in
which health and social care practice may be deeeldn light of these new

understandings.

Firstly, male carers may make complex decisionsitiwhether to undertake the
responsibilities of being the carer and then whetiheelinquish paid employment were
made at different stages. Recognising the complexitationalising choices made by
male carers and how, when and why choices are Ipealp may enable practitioners,

such as job centre staff and social workers toigeappropriate information at
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appropriate stages in the caregiving career. Famgle, being able to easily access
information on entitlement to financial benefitglahe opportunities for flexible
working may facilitate carers in employment to yudlppreciate the financial
consequences of leaving employment and considerptien of altering employment

patterns rather than exiting employment, therebyeiasing carer choice.

Secondly, appreciating the employment practiceslvbnable male carers to remain in
paid work: flexibility, geographical position anichited additional expectations, may
help employers develop sensitivity to the needsaoérs in their workforce. However it
is recognised that many carers chose not to expesecaregiving commitment to their
employers and work colleagues and a safe cultudésofosure needs to be developed

alongside more flexible employment practices.

Thirdly, understanding the ways in which male carany experience caregiving as an
acceptable alternative to paid work, may enabletjii@ners such as social workers and
nurses to explore and reinforce the benefits aidaicarer, rather than attempting to
mitigate the consequences. By experiencing cavends, participants appeared to have
a developed their sense of self-worth and valugeir contributions not only to their
relative, but also to others, such as contributingupport groups. A more developed
sense of self and self-empowerment may enablesctrenore effectively develop

partnerships with care assessment and provisiamncage

Fourthly, whilst concerns have been raised in $@aiee literature about the power
dynamics in a relationship where boundaries argdaii) it may be that any social
network has the potential to be destructive or aeuberefore to over-regulate
friendships which may be formed between carerssaehl care workers could negate a
valuable source of social support. A more prodectiray of managing the situation
would be by recognising the relationship betweeaercand social care worker as a
potential support network. This would help soceecworkers to develop ways to
support the carer whilst still maintaining theiofassional responsibilities. Service
providers might recognise that the same teams dfeve entering the carer's home
may be more supportive than continually changinglegees. Nonetheless, as a
supportive friendship may develop there must atssthategies for disengagement
when the working relationship has to change, faneple following the care-receiver’s

death or a move to full-time residential care.
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Summary

This thesis has provided a range of evidence tw shat care work undertaken by men
and their employed work are not necessarily sepal@atains of experience, but will be
intertwined and can purposefully inform each othéging a hermeneutic
phenomenological approach has helped sensitisgtulg to how male carers do not
separate parts of their life world and that theyedi@o meanings of their care work
through the historicity of their whole experiencelanot simply in isolation. The
experiences of being a carer and being an emplcaede seen to be intertwined;
particularly when there is a cultural expectationrhen that employment is a normative
activity. Care, as a particular type of work mayab@odel which applies even more to
those carers who have previously identified theweseprimarily as workers rather than
retired or unemployed or stay-at-home. Viewing @sevork enabled most of the male
carers in this study to make the invisible worlcafegiving both visible as work and as
purposeful work. For these men conceptualising@ertbrming care as work helped
them to raise the status of the activity, placiatue on it as a commodity which had to

be learned, in which they were experts.

By conceptualising care as a form of alternativekyit becomes possible to move the
discussion about male carers’ experience beyomu@esgender debate into a
discussion about the very nature of what work @ gpecifically what care work is.
However it must be emphasised that the theoratdkgctions advanced within this
chapter are based on the experiences of only¢himeale carers and therefore
conclusions cannot be drawn on how working-age woex@erience caregiving.
Nonetheless when presenting the findings at a’'sasepport group a number of people
did state that working age women who had beenlittifie employment had similar
views as these participants on leaving work to jpl@¥ull-time care for a relative.
Caregiving may be experienced as ‘alternative wirki number of ways. Firstly,
caregiving activities can be organised to givecitme and purpose to the carer’s day.
Secondly, male carers may gain a sense of achiexdmen learning new skills,

leading them to value the domestic work they ateyated to undertake. Doing these
tasks, which female carers frequently assimilate their homemaker role, becomes a
distinct part of their work as a carer. Thirdlypexiencing care as work enables the
construction of a reworked self-identity; male canmay move beyond being a carer to
becoming a care manager and a care professionadjriy them a degree of status as an

occupationally competent man. Fourthly, the newvoéts which become available on
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becoming a carer offer the possibilities of beiggdiin similar ways to the networks
inherent within employment, namely to seek usefuitacts, expert advice and support
and to undertake roles and activities which in tbelves confer status within the
network. Finally, experiencing care as a form ofkwmay enable carers to create some
distance from the emotional labour of caregiving anso doing they may have created

a buffer against the negative impacts of caregiving

By conceptualising care as work that men can iflentith, a deeper understanding
becomes possible of how men may make the tranditoom employee to carer whilst
still maintaining a self-identity they find acceplka. The transfer of management and
practical skills from employment into the work asers enables the utilisation of skills
developed in paid work. Making this visible mayréfere support male carers to see
some direct transference of skills between worlgdamstilling a sense of greater
expertise in their new care work. Through undeditamthe ways in which men
experience care as work, service providers mayekterbequipped to support pre-

retirement men as they undertake the new job @frcar

It may therefore be recommended that service pessidupporting men who are

making the decision to become carers encourage thege the transferable skills they
can take from paid work to unpaid care work. Thiougreasing self-belief in the

ability to undertake care work, feelings of stress/ be decreased. If male carers can
share perceptions of experiencing care work asuesgdorm of work it may mean male
carers can exit employment seeing it not as aroéethployment, but more as a change

of career, thereby enhancing their identity of akirg man.
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Chapter 12 Conclusions

This thesis has added to knowledge of the careg@xkperiences of working-age male
family carers in the UK, particularly in relatioa the meaning men give to caregiving
when of an age for paid work to be part, or aliwbfat they do. Whilst initially the
specific research focus was on how male carerstraigperience caregiving alongside
employment, it emerged that the meanings partitgpgave to their experiences could
be seen to be intricately bounded and shaped lrypiesonal history, both their
relationship with the person they were caring &sp their previous experiences of
work and their desire to retain the identity ofrfking man’ even when not in paid
employment. Caregiving was, for these men, an aabépalternative to paid
employment; a way in which they re-worked theimiiges whilst fulfilling their
perceived obligation to support a relative. Althbygarticipants detailed choices they
had made in becoming carers citing gains in reciproduty and personal gain in the
carer role they also faced the confines of obligait@e. Their activities, both paid and
unpaid were shaped and pressured by external tardahdrivers. The activity of being
a carer, as they described it, affected the wayshwthey experienced the phenomenon
of caregiving, suggesting that the meanings theg ga caregiving as work were

grounded within past experiences of structuredtaski-focused employment.

The four key findings from the research objectieedeepening understanding male
carers’ experiences, particularly in relation toythey move from employment into

full-time caregiving and their roles as carer antpyee, are:

= Internally and externally imposed obligations aedspnal incentives arise at
different stages of the carer career and have teegetiated for care work to be

experienced as manageable.

= How men perceive caregiving as work, based on greasonal histories, goes on

to enable them to rework and sustain their idemtityvorking men.

= Perceived and structural disincentives to disctbhe& caregiver identity and
obligations in employment constrained male caralpdities to combine

caregiving with employment.

= Male carers largely did not draw on family andtide and other informal
structures for support, perhaps reinforcing thentity as autonomous care

workers and care managers.
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Key findings

Challenges to the credibility of the findings arfisem the self-disclosing participant
group and the interpretive nature of the findingsese were addressed by purposeful
sampling strategies which ensured that the vanaifacarer characteristics was
captured and validation strategies which helpedrenthat research interpretations
remained grounded in the lived experiences of @pents. Consequently findings from

this study may have applications to the wider dareg community.

The key findings help deepen understanding of egpees of a relatively under-
explored group of carers and offer the potentiahform the practice of health and

social care workers supporting male carers and eanployment.

These findings have helped trace the complex demgsnade by working-age male
carers when deciding to take on the carer rolepamticularly when making the
decision to leave or remain in employment. Pardiotp did not become carers
overnight but over a period of time, increasingegaring activities and reducing
contact with paid employment. Decisions to undegte&re work were grounded within
men’s roles as fathers, sons and husbands, camdgitheir sense of obligated
commitment based upon reciprocity and the persorghlieserving of care. Yet it was
also evident that when becoming a carer, parti¢cgplraquently gave consideration to
the way in which this might negatively or positiyelffect them. However, during this
period they found it difficult to access information benefits and rights to flexible
employment as many sources of information, sudBigzen’s Advice Bureau and
carers’ groups were only available during standsmgloyment times. Increasing
knowledge about this may enable service providengure that access to information
and support is provided at more appropriate tinmestarough appropriate media.
Appreciating that caregiving may be an acceptaldgrative to paid employment
should help to ensure that carers are truly pravidigh choice: whether to undertake
care and whether to combine this with paid workilgtlygovernment policy initiatives
seek to enable carers to access paid employmergttidy has highlighted the
possibility of sustaining and refashioning a wogkidentity, to find a developed sense

of self esteem within alternative forms of work.
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Secondly, this research has specifically addedaaihderstanding of the experiences of
working-aged men who have left employment. Thamsen who had left employment
drew on personal work histories, mirroring workprgctices within their occupation as
a carer. They created structure and meaningfulpattan within their days and this
appeared to increase self-esteem and coping abilii few transferred skills from their
paid work to benefit both them and the care-receh#here a developed work ethic had
been embedded within their previous employmenbhist, there appeared to be a
conflict of obligation, for some the greater obtiga lay in their familial obligation and
therefore they could not fulfil obligations to amgloyer. Employment advisors, such
as Job Centre Plus, may need to recognise andigbyptiiscuss with carers their
concerns that if they cannot do a full-time workaay, then how feasible is it to enter
the employment arena. As full-time carers care vimm&ame the occupation through
which they reworked an identity as a working maecéynising the value these men
gave to their occupation as carer adds to the bbdysearch which explores of how
identities as carers may be constructed. Reflegtionhow care was experienced as an
acceptable form of work suggested that this mag beping strategy. Evidence from
other empirical studies indicates that men and womay well experience carer burden
in different ways (Almberg et al., 1998; Pinquartié&Sorensen, 2006); findings in this
study have pointed to some reasons linked toigtamctive ways in which male carers
may experience and organise their caring. Howdueher research with both male and

female working-age carers would be required to@epthis proposition.

Thirdly, this research study has added to the grgwiody of research exploring carers’
employment practices, by identifying types of enyphent which these men found
enabled them to fulfil their dual commitments. Treility to remain in employment
was supported by flexible working times, commutabi#tances and the ability to
differentiate and allocate activities into employrnand carer time. However, whilst
government policy may encourage active supportéoers in the workplace this study
has found that to access employment participargd teehave confidence in the
alternative care provided to their relative. Theref organisations such as Job Centre
Plus and social care organisations will need tdicoa to work in collaboration to
enable carers to become partners in organising goatlity care which provides them

with both confidence and opportunities to retureneployment if they wish.

The study also highlighted the perceived and strattlisincentives for participants in

disclosing their carer identity. Findings suggestateed for employers to be more
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active in encouraging carers’ visibility, as suppord flexible employment practices
cannot be offered to those who remain hidden imthekforce. Being a carer and
employee did, for some, create distinctive redpidm both the physical and mental
activity of caregiving. However, for others the tr@es equated to increased burden.
Individual circumstances and choice will need tabasidered during carer’s
assessments otherwise the risk remains that wedgegcarers will face unfeasible
competing demands on their time to fulfil both cants to employers and familial

commitments to ill or disabled relatives.

Finally, this research has highlighted the impartale paid social care workers play in
providing a range of support for carers, openinguglatively under-explored aspect of
caregiving. Family friends and informal supportstures were not heavily drawn on
by these male carers, rather they appeared twtakelone worker’ role as ‘manager’
of the care work. Access to carer support groupsrestricted by their perceptions of
who such groups were aimed at, so whilst thosepl@sticipants who accessed carers’
support groups found them to be extremely usefpraviding practical and emotional
support and enabling them to value the care wark thd others had tried support
groups but ceased attending them. If service pewsitvish to increase working —age
male carers access to support groups they maytagechove organisational barriers,
such as groups taking place during standard emm@ayhour. Further, ensuring that
care-receivers are either actively involved ingheup or that good quality alternative

care is provided will enable men to have free timattend.

Rather than family and carers groups providing supihe key person who provided
both emotional and practical support was the paaib$ care worker. This may have
been expected, as they are the person making fregisés to the carer's home and as
such they had intimate knowledge of the carer’'stheccare-receiver’'s needs.
However, the boundaries between the carer andlsaci@worker’s roles were blurred.
There appeared to be the potential for the relakigmto became symbiotic, with each
providing additional services or support to theeottbut there is the possibility for such
relationships to become abusive. If service pragidemderstand the complex
relationship which may develop between the cardrgaid social care worker they can
develop strategies which both support the benéfisipects of this relationship whilst

limiting potentially abusive aspects.
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The thesis not only provides findings related tactice but also provides an insight into
the use of qualitative research methods, spedificathe context of increasing

participants’ involvement in the co-constitutioninferpretations.

Developing qualitative research methods to address shared

meanings

This study sought to develop knowledge of an afeaem’s experience that may have
been difficult for them to reflect on and sharejahiraised methodological challenges
which have been addressed in novel ways. The melibgidal approach developed for
this study to meet those challenges may add tatgtia methodology in ways having
wider relevance, as its innovative use of narratiwmmaries and follow-up interviews
actively engaged participants in sharing meaniing research design enabled
reflection on both raw data and early analyticaisiens, offering participants the
opportunity to actively engage in the making of megs. Interpretations were seen to
be shared and opportunities were created for addithore experiential-grounded data,
which in turn have increased the credibility of fmelings. Whilst accepting that
second interviews alone may add to the qualitatata set, the use of the narrative
summary to develop and link the process helpedgehére nature of the data produced,
enabling those who chose, to share more persorail@ral experiences. at the follow-
up interview. Those who commented that they founair tpresentation of self
challenging in the narrative summary did not diseloew data in the second interview,
suggesting the narrative summary was, at leastii) fhe tool which could help
generate additive data. This research method dmufdrther developed and refined to
increase participant reflection and rapport butdivhere there is the potential for
unease and reticence between participants anéskancher. It is a method particularly
appropriate to hermeneutic phenomenology as igbrihe participant, the person

experiencing the phenomenon, into the interpregatixcle.

A personal narrative may also be a tool to helgtgraners working with carers.

Within this study participants shared their nauediwith others as a means of sharing
experiences they could not normally verbalise; @psithe written words removed some
of the personal confrontation in telling relativesa friend how their comments were
affecting them. Others were able to use their emittarrative as a tool to instigate
change such as seeking more support. There mdehmtential for narrative to be
developed in non-research contexts and used totgteuconversations about caregiving

situations perhaps during assessments.
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Building understanding of male caregiving experienc es

The findings from this thesis have identified thortance of recognising the obligated
nature of responsibilities, the support structuh@svn on and the meaning given to care
work in the experience of working-age male carérsee areas for further research
were identified which may further increase undemdiiags of carers’ experiences.
Further research would be valuable in increasirdgtstanding about how choices are
made at different stages of a carer career; abeutature of support carers may draw
on and about the ways in which carers may expegieacegiving as an alternative to

employment.

This study captured participants at two pointdheirtcarer career, approximately four
months apart; yet even in this short period sulistachanges had occurred for two
men: one had placed his wife in residential cacethe other had left employment to
undertake full-time care. Undertaking a longitudistaidy of caregiving dyads from the
point the care-receiver enters the medical systammmelp to deconstruct the complex
decisions that are made by carers. Such work nsayiliiminate whether decisions are
made in consultation or led by the carer. In thislg participants made little reference
to involving the care-receiver in their decisionakimg and understanding this decision-
making process more deeply may empower both thex ead the care-receiver to make

informed choices.

Through the data it emerged that these men weng gsipport systems in distinctive
and unexpected ways. The presumed support fromyfamd friends was not evident.
Rather support was drawn from carer support grampsby relationships formed with
paid social care workers. Within the structurehi$ design it was not possible to
explore the carer and paid social care workericglahip further, but as it appears that
such relationships may potentially be both bengfi@nd abusive to all parties, it is
suggested that further research in this area iogppte. Understanding the
characteristics of this type support could be ferttleveloped through undertaking
ethnographic research centred in carers’ homdscasing on the professional and

personal relationships formed by social care warkethe course of their employment.

Finally, the participants’ stories encapsulatedeigerience of undertaking
employment alongside caregiving whilst also repngéag the experiences of being a
full-time carer making meaning of a distinctly @ifént life world through experiencing

the activity of caregiving as work. Understandirggworking-age carers may
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experience caregiving as work facilitates the regtigation of key theories about
carers’ experiences from new angles. For examipgetis evidence that carers may
experience burden associated with their role aatrtten frequently appear to
experience less burden than their female countstdars tentatively suggested that
this may, in part, be because of the meaning teeyel from caregiving as a purposeful
activity rather than an extension to their domestles. Exploring caregiving as work
may change the focus of studies recruiting worlagg-carers and provide an
alternative insight into their experiences, as theyome people engaged in caregiving
activity, rather than people who have left emplogimécknowledging that within this
study there has not been the opportunity to fumtéféne or validate the concept of care
as an acceptable alternative to paid work, it ggested that further studies, particularly
those within the grounded theory paradigm, mayeeitlismiss or develop the early

conceptualisations made in this thesis.

In conclusion this thesis began with a definitidrcaregiving as a phenomenon
consisting of feelings of affection and respongigilactivities including physical and
emotional care and providing direct services (Camaind Oliker, 2000:2). However,
the vividly-lived stories shared by the study gradpvorking-age male carers provided
new insights into the experience of caregiving,chtoffered the potential to reframe
caregiving as a phenomenon going beyond task- dadties. The meaning of the
act of caregiving, instead, is seen to be shapatépersonal histories of those who

undertake it.

Being a carer may well require affection and resgaility but these qualities do not
only shape the act, they also underpin decisionsitiertake caregiving, sometimes
overriding the obligation to be in paid employmdhemerged here that male carers’
own understandings, and consequently wider conaégdiions, also needed to take
into account a complex web of obligations and itemegotiations. These were seen to
shape men'’s decisions to become caregivers andheythen came to take on this
challenging work. Many had made personal decisiosave paid work and gained
positively-experienced incentives of securing mtoree with their relative, enabling

them to discharge their sense of responsibility.

Definitions of caregiving frequently focus on & lis task-based activities such as
bathing, feeding, and preparing medications, beifitidings of this study illustrated
that the meanings of caregiving and of being arcarent beyond pragmatic activities.

For these male carers, caregiving was a recogeisaiyh of work, carried out within
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the confines of obligated time. They saw themseagsanagers of the care, fulfilling
responsibilities to ensure the well-being of othdi#®wever, the ways through which
they discharged these responsibilities enabled theshape the activity as an

acceptable alternative to paid employment.

Caregiving was not a set of task-based activiitiser it involved discharging obligated
commitments to others within a changing lived woBeing a carer was grounded
within the decision to accept the responsibiliegding to experiences being situated
within obligated commitments and obligated timéatienships changed as families and
friends withdrew and social care workers often beza source of support. Within this
changing lived world working-age male carers faadditional challenges accessing

paid employment or reworking their identities alé-fime carers.

Finally, undertaking this study using a phenomegiclal approach has displayed the
ways in which the phenomenon of caregiving is netety an activity to be divided into
tasks to be managed and achieved, but an expetieaicis lived through with its
meaning being shaped by the competing obligatiotetboth a carer and an employee

for working- aged male carers.
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Appendices

Appendix 1

Example of literature search strategy

Table provides example of search terms and ressiltg) ASSIA database. Peer-

reviewed journal articles from earliest — 2008

Keywords Sourced peer Number meeting
reviewed articles | inclusion criteria

Care* 78556 Not reviewed

Caregiving 1551 Not reviewed

Caregiving + male 44 Not reviewed

Caregiving + male + employment 2 0

Caregiving + employment 65 Not reviewed

Caregiving +unpaid employment 8 0

Caregiving + employment + men 11 2

Caregiving + work 227 Not reviewed

Caregiving + work + male 3 1

Caregiving + work +men 20 2

Caregiving + obligation 20 3

Caregiving + choice 22 1

Male care 1 0

Family care 243 Not reviewed

Family carer + male 4 0

Informal care 343 Not reviewed

Informal care + male 6 1

Informal care + men 10 1

Informal care + choice 7 0

Informal care + obligation 4 0

Informal care + employment 30 Not reviewed

Informal care + employment +men 5 5

Informal care + employment + male] 1 1

255




9G¢

Appendix 2

Review of literature

Review of literature adding to understanding of kilog —age male carers experiences of caregiving.

reported measures during face to face
interview.

Sample: Caregivers 52 of which 15 maleg
age 42-88. Non caregivers n=66 , 23 mer
age 37-92

Analysis: correlation and regression

family members.

Male carers experienced limiteshcial support and
lacked a positive outlook when compared to hon
caregiving men.

analysis.

Authors Study design Key findings Methodological isues

Almberg et al. Aim: Explore differences in carer burden | Male carers experienced less strafran female Personal contact during data collectiorn
1998 across genders and carers and non-carerscarers. may have improved response to
Sweden Method: Used burden questionnaire and sélfale carers experienced less confligth other questions.

Difficult to identify where age may have
been a variable.

Little reference to employment
characteristics and whether this was a
variable of the experience.

1%




Authors

Study design

Key findings

Methodological isues

Archer and
McClean 1993

Canada

Aim: To explore the meaning men give tg

caregiving.

Method: In-depth open end interviews.

Sample: 3 husband and 3 son carers: age

range 52 71

Analysis: Thematic analysis.

Three themes:

Importance of outside interestshelping with
coping. Ensured they got respite

Relationship changdelt abandoned and neglecte
by family and friends. Experienced social stigma
related to care-receivers illness.

Personal emotional gratificatiosuggested they
received gratification from role. Undertook
caregiving not from duty but motivation more
readily linked with reciprocity. They felt that the
provided a high standard of care.

Participants had high level of
engagement with social support servic
which may have changed the meaning
they gave to caregiving.

[oX

Only 1 participant in employment, henc
no details on how employment impacte
on caregiving.

Does provide a good range of illustrati
quotes to strengthen the findings.

e
>d

e
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Authors

Study design

Key findings

Methodological isues

Arksey, 2002

Aim: Explore the impact of employment f

niIConflicting demandsf care and work leading to ill

- Very few men in sample but able to pu

th

UK working age carers. health. out their illustrative quotes. Not clear o
Method: Each participant interviewed Needed time off workometimes difficult to access) .metho.d of analysis, a.lppeared to be bo
twice. at short notice inductive and deductive.

Sample: 12 employed of which 2 were Found friendship from colleagues Smaller S“‘d}’ within part of funded
men study exploring how workplaces suppart
' Lack of supporfor some from flexible employment -5rers. Indicated employers actions and
Analysis: Thematic analysis. practices. carers needs not always reconciled.
Balanced competindemands by: reducing travel
time. Reducing working hours, using lunch breaks.

Campbell and Aim: To explore the fit between masculingLittle or no reluctance to undertake the carer| Sample included 34 male carers in sor

Carroll, 2007 traits participants assign to themselves andole. form of employment, but the impact of

Canada the traits of hegemonic ideal male. Displayed masculine traitsthe ‘just-do-it approack being in employment on the meaning

Method: Single interviews using guided
conversation.

Sample Purposive sample58 sons age
range 35-75 mean 57 years

Analysis: Coding of data leading to theme

and a taking charge.
Willing to take on the gender activity housework

Spoke of undertaking caregiving motivated b
reciprocity.

S\Nilling to expose their emotiofmit still held that
females were more intuitive carers.

they give to caregiving not explored.

men thereby removing some of the
¥potential for experiences to be modera
by female support.

ne

Sample included both married and single

ted




Authors

Study design

Key findings

Methodological isues

Gerstal and
Gallagher 2001

USA

Aim: To test if women spend more time
caregiving than men. To see if family
structure and employment patters alter le
of male caregiving, specifically do men

change level of caregiving if wife employed

and does flexibility of their employment
increase their caregiving.

To explore if gender ideology affects
caregiving
Method: Structured interviews undertake

separately with spouses.

Sample: random sample of 94 married
couples, median age 41 years.

Analysis: Focused on amount of time
caregiving and types of caregiving
activities.

‘Hierarchy of care’more likely to help kin than
friends.

WRJIen spent less time caregiviagd less likely to
complete feminine tasks than wives.

Family characteristicsather than employment
characteristics influence male caregiving.

Wives and sistergppeared to draw men into
caregiving as men did caregiving activities to hel
women rather than to help care-receivers.

Gender ideologyas little impact on caregiving
behaviours.

In sample 88% of men employed, but
lacking details on nature of employment.

Likert scale to measure gender ideology
did not appear to be validated.

Adds to understanding of tasks male
carer may undertake and the ways in
which caregiving may be led by womet

=]

bDoes not add to understanding about the
meaning men find in their caregiving.

Little discussion of the impact of
employment on male caregiving.
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Authors

Study design

Key findings

Methodological isues

Hagedoorn
et al, 2002

The Netherlands

Aim: To explore why there are reported
differences in carer psychological distress
based on gender

Method: Cross sectional design using a
range of validated measurement scales t¢
measure self efficacy, personal
accomplishment, supportive unsupportive
behaviour, distress.

Sample: 32 female and 36 male partners
people suffering form cancer. Mean age &
years 63.9% men in employment.

On average female carersported more distress

5 than male carers, but if they felt good about their
caregiving performance reported the same lower|
levels of distress as male carers.

b Proposed that increase self- efficaoypongst male
carers may have resulted in lower levels of distre

h4

Analysis: Regression analysis.

Whilst proposing one explanation for the

evidence that male carers experience
distress than female carers study
concentrates on self reported responsg

Relatively small sample size with limite
sresponse rates.

Does not attempt to make links betwee
levels of distress and variables such a

employment length of time as a couple.

eSS

£S.

d
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Authors Study design Key findings Methodological isues
Harris, 1998 Aim: To develop understanding and Themes: Meaning of experiences may have bee
USA provide perspective on son carers. Duty as a motivatioto care affected by the fact that majority of

Method: In- depth interviews with topic
guide.

Sample: 30 sons caring for parent with
dementia mean age 50 range 32-71
years

Analysis: Content analysis leading to
themes, undertaken with co researcher.

Taking Charge-one of the roles was to push fami
to make decisions.

Common emotionsexpressed felling of love,
pain, anguish, anger, guilt, resentment, sadn
and compassion. Some expressed carer bur

Work Flexibility: enabled sons to undertake
caregiving.

Loss— loss of the character of the care-receiver gdref caregiving.

loss of their personal time and space.

Sibling relationshipsmajority became closer to
siblings and increased contact.

Reversing rolesdifficulty to take charge of parent
and reduce their independence.

Coping strategies used problem solving,

immersion in work, confiding in wives and finding

solace in religion to help them cope with role.

Positive outcomeshance to give back to parent.

sample heavily used social support
Nservices. Some care-receivers had die

previous to the study so participants

recollection of experiences may have

egzanged.

d%clear who in sample was primary ca
and who cared alongside wife.

Did provide understanding of meaning




7

Authors

Study design

Key findings

Methodological isues

Hequembourg
and Brallier 2005

USA

Aim: To explore whether siblings use
gender as a criterion for dividing caregivir
tasks.

Method: In-depth interviews with sibling
pairs.

Sample: 8 pairs of male/female siblings
providing care to parent. Majority in
employment mean age 47.1 years.

Analysis: Grounded theory.

Defined two types of help provided by brothers

'"Helper-brothersVhere caregiving led by the
sister with brothers undertaking more
traditional male task e.g garden maintenance

Co-provider brotheréctively involved in care.
Flexible work schedules and family obligation
encouraged higher levels of caregiving.

Division of carenot explicitly planned. Few
acknowledged gender influenced decisions.

perhaps suggest lower levels of
caregiving.

2.Did not mention if saturation achieved
with only 8 interviews.

wives as a source of support or if their
wife’s undertook caregiving alongside
the female sibling.

Limited characteristics differences in

None of sample lived with parent which

n®Jnclear if married brothers drew on the

D

sample.

r
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Authors

Study design

Key findings

Methodological isues

Hirsch 1996
USA

Aim: To explore personal meaning of
caregiving to male carers including
internalisation of gender typed attitudes a
psychological processes used to resolve
cognitive dissonance.

Method: Interviews and Bem Sex Role
inventory.

Sample: Purposeful sampling 32 chief ma|
caregivers, 21-79 mean age 52.75

Analysis: Scores from Bem sex role
inventory used to allocate to gendered
personality traits.

Personal ideologiebased within family
histories, religious ideologies may enable
nohasculine gender-typed men to undertake

caregiving.

Filial obligation and affectiorfor relative were
motivators to care for men with androgyny as an
ideology. They also spoke of needed a spiritual

IJ)elief. Disavow carer role in case people think hi
less of a man.

Different rolesin different social arenas to mainta
masculine self.

Unclear on how much of interview was|
narrative and how much guided by the
gender role inventory.

Sample appeared to be largely
representative of wider male populatio

m

—
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Authors

Study design

Key findings

Methodological isues

Horowitz 1985
USA

Aim: To explore under what conditions d
sons take on care of parent; do sons and

daughters undertake care in different way

do they differ in perception of social and
emotional consequences of caregiving.

Method: Structured interviews with pre-se

scales.
Sample: 32 sons — 99 daughters

Analysis: Quantitative analysis of scale
points and summary of interview respons

» Few differences between sargl daughters aroun
S\'Ilf)aughters significantlynore likely to provide

No significant differencbetween sons and
tdaughters for tasks such as financial manageme
managing services or providing emotional suppo
to parents.

Men significantly more likelyo be involved in
esaregiving if wives were also providing care.

Sons experienced less strassesult of caregiving
than daughters, many men drew on wives for
support.

levels of contact and shared living accommodatic

‘hands on ‘ care e.g. personal care meal preparati

dDifficult to draw conclusions on
motivations to undertake care as 88%
sons in the sample were either only
8hi|dren, had only male siblings or
where the only geographical available

child.
nt,
r,[Adds to understanding of tasks male

Limited details on employment pattern
of sample and length of time they had
been caregiving.

carers may be more likely to undertake.

U7
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Authors

Study design

Key findings

Methodological isues

Mays and Lund
1999

USA

Aim: To explore lived experiences of mal
caregivers to people with mental ill health

Method: In-depth interviews with topic
guide.

Sample Purposeful sample5 husbands 5
fathers, - 6 male carers aged below 60 ye
3 in employment.

Analysis: Content analysis.

eExpressions of burdeGarer burden

.influenced by understanding of the illness,
length of time carer and ability to continue ow
life, psychosocial impact of mental iliness.

Duration and depth of commitmeBecame
Jnore resigned to role as length of time
caregiving increased, leading to lower levels
stress.Sense of obligation

Role affirmation-Took on role even when
others offered help experienced sense of dut
Pride in accomplishment of role.

Psychosocial impactieed for adjustment in their
life.

Financial impact- effects on employment status.
Cost of care led to financial burden.

Crisis management concerAstions to
maintain control and used support services t
manage crisis.

Whilst majority of sample aged below 60

only 3 remained in employment, uncle
vivhy left work.

Used a range of validation techniques
but limited description of sample
characteristics.
of

Al
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Authors

Study design

Key findings

Methodological isues

Parsons 1997

Canada

Aim: To explore the meaning inherent in
their lived experiences.

Method: 2 in-depth unstructured
interviews.

Sample: 5 husbands 3 sons primary care
person with Alzheimer’s disease.

Analysis: Thematic analysis.

Themes:

Enduring— endlessness of caregiving undertook
role because love, lack of alternative, felt bédt a
to cope.

td/igilance— watching out for and keeping care
receiver safe.

A sense of lossloss of person as they had known
them. Loss of relationships with care-receiver an
others.

Aloneness and lonelinessseparated from siblings
needing to make decisions alone.

Taking away-independence of care-receiver.
Searching to discoveffind out about disease.
Need for assistance formal and informal support.
Reciprocity— caregiving led to role reversal.

Overstepping boundariessons unease with

-

providing mothers with personal care.

Few details about the sample so
unclear on age or employment
characteristics of the cohort.

Thematic analysis provides a good
description of the meaning of caregiving.




Appendix 3 Recruitment email

Subj ect |ine: Research with men involved in looking after partn

family or friends
Body of emil:

| am a postgraduate research student carrying out r
experiences of men who look after their partner, fa

friend, or neighbour for more than 10 hours a week.

| am particularly interested in finding out the exp
combine paid work with their caring role.

| am based in the University of East Anglia and sup

the School of Allied Health Professionals.

Your company have agreed to send this email to all
they are not involved in the study in any other way
you will remain confidential.

| have attached an information sheet with details o

If you would like to find out more about this study

at:

ers,

esearch on the

mily member,

eriences of men who

ervised by staff in

employees’, but

. Any contact with

f my study.

please contact me

linda.birt@uea.ac.uk or 01603 593094, there is an answering machine so

if you wish to leave your number | will phone you b

Thank you for taking the time to read this and | lo

hearing from you.

Linda Birt

Postgraduate Research Student
The Queen’s Building

UEA, Norwich, NR4 7TJ

Tel: 01603 593094
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Appendix 4 Recruitment letter

E\

University of East Anglia

Faculty of Health
School of Allied Health Professions
University of East Anglia

MNorwich NR4 7TJ
United Kingdom

EmailLinda bit@uea.ac.uk
Tel: +44 (0] 1603 593094

The Crossroads office has kindly sent this letter to men who receive a care package
from Crossroads. | have not had access to your personal details.

The research study.

I am completing a research project exploring what it is like to be a man who looks
after a partner, family member, friend or neighbour. | am particularly interested in
talking to men who are less than 65 years and who combine paid work with caring;
or who have made the decision to leave work in order to look after somebody else.

| have included an information sheet which gives you more details about the study.

| realise that it can be difficult to find the time to commit to other activities; therefore it
may be possible to provide some financial support for you to employ a Crossroads
carer whilst you are completing the research interviews.

Your decision on whether or not you join the study will remain confidential and will
not affect your relationship with Crossroads, or any services you currently receive.

Crossroads are not part of the study and if you require more information or decide to
participate please contact Linda Birt at the above address, or email
linda.birt@uea.ac.uk, or telephone 01603 593094, there is an answering machine so
if you wish to leave your number | will call you back.

Thank you for taking the time to read this letter and | look forward to hearing from
you.

Yours faithfully,

Linda Birt Dr Fiona Poland Dr Margaret McArthur
Postgraduate Research Student Research Supervisors

Version 1

5.10.07
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Appendix 5 Participant Information Sheet

Research title : An exploration of the lived experiences of being a male
informal carer.

You are being invited to take part in a research project. Before you decide it is
important for you to understand why this project is being done. Please take time to read
the following information and discuss with others if you wish. Please contact me if there
is anything you would like more information on. Take time to decide whether or not you
wish to take part. Thank you for reading this.

2 What is the purpose of the project?

A lot of research has shown us that carers may experience different problems to those
people who are not carers. This study is trying to find out what it is like to be a man
who is providing care for a partner, family, friend or neighbour. It is known that many
men combine work and caring and this can be both beneficial and challenging. In this
study | would like to talk to men about their experience of working and providing care.

3 Why have | been chosen?

You are being considered for this study because you have indicated that you are a man
who is providing at least 10 hours a week unpaid care to another person. You have a
range of experiences that will help me to understand the research question.

4 Do I have to take part?

It is up to you whether or not to take part. Refusing to take part will not lead to any
penalty or loss of service you already receive. If you decide to take part you will be
asked to sign a consent form. If you decide to take part you are still free to withdraw at
any time without penalty, and without reason.

5 What will happen to me if | do take part?

If you do decide to take part you will be asked a number of preliminary questions about
who you care for, how long you have been a carer and whether or not you work. These
guestions help me make sure that | interview men with a variety of experiences.

If you are selected for the study you will be contacted by telephone or letter within a
month to arrange for the first interview. This interview will last up to one hour.
Approximately 4 months after the first interview | will send you a summary of the
interview. | will then arrange a time for the second interview.

The second interview will be an opportunity to discuss the ideas that were covered in
the first interview and to discuss how your caregiving role has developed. It is expected
that the second interview will last about an hour. After a few months when | have
analysed all the interviews | will send you a summary of the issues arising from all the
interviews, giving you an opportunity to comment if you wish.

| am hoping that more people will join the study that | can accommodate. If you are not
selected for the study | will send you a letter and delete any information | hold about
you. Thank you for your time

6 What do | have to do?

You have to be available for two interviews in your home, or another mutually
convenient venue. There is the possibility of financial support to pay a formal carer to
support the person you care for. Travelling expenses can be paid for journeys to
alternative venues. You will also be asked to read an interview summary that | will
return to you before the second interview.

7 What are the possible disadvantages and risks of taking part?
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| do not foresee any disadvantages to taking part in this study. If you do become
distressed when talking about your experiences | can advise you of where to access
additional support.

8 What are the possible benefits of taking part?

Whilst there are no immediate benefits to you in taking part in this study, it is hoped
that this work will inform those who work with male carers.

9 Will my taking part in the project be kept confid ential?

All information collected about you during the course of this research will be kept
strictly confidential. Names and identifying details will be changed. Paper records will
be kept in a locked drawer in the School of Allied Health Professions at the University
of East Anglia. Digital recordings will be erased at the end of the research. Any
information held on computer is password protected and will be deleted at the end of
the study.

Confidentially will be broken if the researcher feels that you or anyone else are at risk
of serious harm.

10 What will happen to the results of the research project?

Results from this study will be shared in a number of ways: through seminars,
published papers, visits to carers support services. If you wish for a copy of the report
please let me know when | visit or in writing by July 2009.

11 Who is organising and funding the research?

The project is being completed as part of a higher degree programme for the principal
researcher. The funding of the degree and costs of the study are being met by a grant
through the University of East Anglia.

12 Who has reviewed the project?

The study was reviewed by the Faculty of Health Ethics Committee at the University of
East Anglia.

13 Contact for further information
Principal Researcher: Linda Birt Postgraduate Research Student

Linda.birt@uea.ac.uk or 01603 593094, there is an answering machine so if you wish
to leave your number | will call you back.

The Queen’s Building, UEA, Norwich. NR4 7TJ

In the event of any complaint please contact my supervisors:
Dr Fiona Poland 01603 593630 or Dr Margaret McArthur 01603 593299
The Queen’s Building, UEA, Norwich. NR4 7TJ
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Appendix 6 Recruitment poster

. School of Allied Health Professions

Are you a man looking after a family member,
friend or neighbour?

Would you like to be part of a project exploring
the experiences of informal carers?

What do I have to do?

= Be available for two interviews
= Comment on summaries of your interviews
= Comment on the findings

What are the benefits of this study?
= Hopefully this work will help with understanding the needs

of male carers

Will anyone know if I take part?
5 No ... all interviews and information will be anonymised
and kept strictly confidential

Who do I contact for more information?
= Linda Birt Research Student

at Linda.Birt@uea.ac.uk or
01603 593094, if no reply leave a message and I will call back

School of Allied Health Professions

The Queens Building, University of East Anglia
Norwich. NR4 7TJ

LEA

University of East Anglia
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Appendix 7 Non-inclusion in study letter

E\

University of East Anglia

Faculty of Health

School of Allied Health Professions
Uniwersity of East Anglia

MNorwich MR4 7TJ

United Kingdom

Email Linda biti@uea ac.uk

Tel: +44 ({0} 1603 593094

Dear

Thank you for expressing an interest in taking part in the study 'Exploring the lived
experience of male informal carers’. Due to the unexpectedly high level of interest
shown in the study, | will unfortunately not need to interview you.

The personal information | collected will now be deleted.

Thank you for your interest and | wish you all the best.

Yours sincerely,

Linda Birt

Postgraduate Research Student
University of East Anglia

Tel: 01603 593094

Version 1
5.10.07

272



Appendix 8 Interview topic guide

Introduction

Thank you for agreeing to talk to me about what it is like to look after your ... . 1 would
like you to tell me what your experiences are. We have up to an hour to talk and | will
let you know when we are getting near the end in case there is anything else you want
to tell me.

Warm up questions:

How long have you been looking after _..._?

What type of job do you do?

Do you mind telling me your age?

Possible questions:

Perhaps you could tell me about how you came to be looking after _..._.
How do you describe yourself to other people?

What's it like to go to work and also look after _..._.?

How do you feel when you are at work?

How does your employer support you?

Do you tell others you are looking after _..._?

How do you feel about being a person who is looking after someone else?
Does anyone else get involved in helping you look after _..._.?

Where do you see yourself in the future?

Topic areas:

Employment: have you told work colleagues, balance of commitments, support,
tensions, benefits.

Male identity: how describe self, male or female role, views of others.

Family roles: have roles changed, how feel about current roles, change in relationships.
Care career: How started, where feel going.

Support: family, friends, community, professionals.

Prompt and probing questions:

You mentioned that you feel like ... when that happens can you tell me a bit more
about that?

You started to tell me about ... but then we moved on to another topic please can
you tell me more about that now.

It would help me to understand more about what it is like to work and look after
someone if you could explain a little more about _..._.
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Appendix 9 Process of producing narrative summary

This appendix provides an example of the narraiwvamary which was produced from
the transcript. There is then an example of thestipres used in the follow-up interview
to illustrate how interpretations were developed simared through the summaries and

the second interviews.

The interview transcript has been lightly editedemove the researchers ‘ums’ and

‘yeahs’ which were used to encourage the parti¢gan
Martin’s Interview
Interview undertake with Martin 50 year old fultrie carer for his mother.

LB First of all thank you for agreeing to talk to mgain we’ve had the chance to
go through the consent form so what | want to &d&ut today is to give you the
opportunity to talk about your experiences lookafiggr your mother so can you tell

me about your typical day?

R3 Right well unfortunately most days are very simda like a Monday is like a
Thursday is like a Sunday it starts it normallyalu start it if you think about
midnight as the start of the day it starts durimg might, because my mother has her
commode next to her bed because she’s unable tealyrt herself out with the loo
during the night. So it means that very oftethim night she’ll call me because she
needs to go to the loo, so | get broken sleep, @ecasionally we'll sleep right
through but that often means that mum’s you knowheeself... And you know it's
changing her and sheets and things like that bhytaféen she’ll get me up in the
night to use the commode... so that's the start®fy really in the morning
because | don't work any more the day will starewtit starts it could start at seven
it could start at eight it could start at ninel'vie slept well I'll get up earlier and
come down here and do a few jobs before getting mjpimhit starts later because
I've got up a couple of times in the night thedaesn’t matter normally it starts
with me getting out of bed and getting her backlencommode again and I'll take
her a cup of tea she’ll drink that and then I'lt ger dressed and bring her down
stairs and she’ll sit in here and have breakfasthvis normally slice of

wholemeal bread with jam or marmalade and thenldie/e some porridge and
then after breakfast | take her to the loo sh®lish her teeth oh she’s taking

something and after her breakfast she’ll take n@ain as well and then after
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we’ll go to the loo, brush her teeth go to the &main brush her teeth wash her face
and then I will then get her sitting in the armehaithe living-room which is you
know but you know but quite well supported I've gote of those big cushions and
everything she uses and she walks ‘round the hoitkea Zimmer frame as
well...And although she can walk on her own she’ywstow and yet | really have
to stand behind her because she’s had a few fadlsuad by it’s it's for | mean from
our point of view we've had breakfast but for mpsbple’s point of view it's

nearly lunchtime because it's about eleven half pleven before we’ve done all
that

And then that’s uh she’ll then sleep guaranteedbse the medication she takes
and the exertion of getting up getting dressedrtalier breakfast and washing
really does knock her out so this so | know thext thl need to go to the
supermarket or go to the post office or run round do a few chores that's an
opportunity for me to do that so she’ll be aslesgbpbly anything between half an

hour an hour, she has got a community alarm

Uh that she that's connected to district counail alh the neighbours are on the
loop and my mobile is as well so if there was abjam and if she remembered to
press the button it would go through to my mobiid ¢hen lots of the neighbours
around here are retired fortunately so they'rehmy’te numbers are on it as well so
there’s about three or four chances of if there amemergency ...And they've all

got keys obviously to get in

R3 So | can go off and do a few things then I'll cobaek and by then mum will
have woken up a bit so | then make we’ll probabbkmher a cup of coffee and
when she’s had that and she’s feeling a bit moti ivI’ll probably I'll take her to
the loo again and then you know the normal rouiaek into the living room and
then it's probably and it and it sounds soundsyclat it's probably nearly
lunchtime then it's probably nearly about half pasé two ‘o clock by then so we'll
I'll make her a sandwich and then she’ll have haotup of tea and then it's it's
sort of broken up between trips to the loo and kmow making sure and eh it's not
only the loo it's also a bit of exercise otherwste could just spend too long in that
chair so every at least every hour hour and adhafneeds to get up and walk about
do you know for exercise for much as anything...Butiously in the summer you

know we can sit out in the garden which is quitgerhut in the wintertime she can’t
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really sit outside at the moment, one afternoonhstsea lady from crossroads who

comes and sits with her

R3 Uh to give me a break so | can have an afternovamadi one day the routine is
slightly different in that we start much earliertire day because she goes to a day

centre

And | get a whole day out to myself then so | aliddke her to the day centre in
the morning and then they bring her home in therafion so | get a sort of a day

and a half uh a week out off off you know off yes

Well most people get like Saturday and Sunday reifielesday afternoon and

Friday

I’'m also quite involved with Carers group I'm orffdrent panel meetings and
committees and | run a few workshops and thingstliat for the groups and
everything so and they’ll pay for respite carerfaa then so | do get other

opportunities you know to go out and do other thing

R3So that so come back to the routine so if it's amad day and I'm not going out
anywhere and it's not a Tuesday or a Friday anceth@othing else special
happening that | can go out for so that mum gesgite we might you know she
might watch a bit of telly in the afternoon and yoww when I'm trying to do if

it's in the summer I'll try and do the garden ogahing or washing or ironing or
preparing the dinner or you know all the thingg thaerybody has to do because |
you know and | do try and find chat chances to ghtt her as well but sometimes
the conversation is very one way.. Mum will nevetiate conversation she’ll rarely
start one oh if | mention something that I've réathe paper or I've seen on the
TV or I've listened to on the radio | she’ll havéia of a conversation with me but
it's always very often the answer is well | donftdw don’t ask me so it's a bit
frustrating that you can't really get a really gdwa way conversation going so the
afternoon is a mixture really perhaps she’ll waadbit of telly she’ll listen to the
radio, drink cups of tea and I'll be in and outdning other things as well and then
we’ll have dinner about six which | cook obviouslgcause mum can’t really do
anything for herself can’t really cook or cleanmabke herself a cup of tea or
anything | mean | do it all for her we’ll have dir about six and then that and
also it takes mum much longer to everything | miéahe has her, if she has her

dinner or lunch or breakfast | mean she couldhséd quarters of an hour eating a
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bow! of porridge...You know it's cold by the time ségot too into it [you know /
huh] and then we’ll have dinner about six and titérbe back in the living room
and | usually take her up uh to bed about nine fifteen because it takes a good
the time I've sorted her our in the loo down hemeshed her teeth and undressed
and into bed it's very often a good anything betwbalf an hour and an hour and at
the end of the day | need a bit of down time [da kaow what | mean / right] |

need to put mum to bed and then | need | like tdhgeif | can get her done by ten
‘o clock then | can watch sort of the ten ‘o clowws or whatever do you know
what | mean...I get a chance just to unwind and tlyimk know another day over
with so you know and whether I'm going to get admight’s sleep and all the rest

of it you know

R3 But yeah so the days are you know and reallyragaMonday is | mean apart
from the days when | go to the day mum goes ta#yecentre that that you know a
Monday is like a Tuesday is like a Friday is lik€aturday or Sunday do you know

what | mean that none of the days are that difteren

| did have somebody that used to come and give mbath every week but she
can’t do that anymore and so I've got into a raaifimmean because | deal with a lot
of mum’s care ending up bathing her feet and atbsaf things but so | give mum a
bath once a week as well and she has a bed buatblles couple of times a week

so.. But yeah it’s all routine routine is the thihgt’s the thing you know | try and
think of different ways of breaking up the routimet there’s not much you can do
really. You know and also if | have a routine munows where she is as well
‘Cause she keeps asking to be reminded of whadtstnvedd do because although she
hasn’t got senile dementia or anything like tha dbes get a bit forgetful she’s had
a few little strokes which keep chipping away armey and mobility and things

like that so you know

LB So how long have you been looking after your mthe

R3 Uh well I was | would say it must be about thredaur years now yeah
LB And what happened when you started?

R3Well I was working for xxxxx and then went on téraining program | was two

thirds through the training when mum’s health realent down hill
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she used to at that point she would have sometaahe in and help her in the
morning but during the day she was okay she cooldikynow go to the loo without
a problem make herself a sandwich and make hexselp of tea you know and
turn the telly on and off and would be okay buttltedboecame quite obvious that
she was deteriorating quite badly and she’d haaligle of those little TIAs you
know the mini-strokes and at that point | realifeat she couldn't really look after
herself in other words she couldn’t be left on tn during the day, so the
training wasn'’t going as well as | | thought it idand so | had to make a | made
the decision to, because I've got no brothers @idrs, and my father died many
years ago there’s no extended family within yourspitting distance sort of thing
so it’s really been all down to me so | had to mtidedecision that if | carried on
with the training course to finish this trainingpgram for a year mum would have
to go into residential care or I'd have to pay dupe to have carers come in
everyday which | didn’t really want so | sat dowrdasort of literally got a bit of
paper out and looked at the finances the mortgagaid so that’s alright you know
looked at the finances and thought well | think Bming to pack up the job and
look after her myself

So sort of quite a cathartic moment really butalised that that was the best thing
to do really and I think although it was very fmaging to begin with and it's not |
mean I'm not saying it's not frustrating now butabk a long while for it to get into
into a bit of a routine and for my and for my sofrstress levels to come down
because to begin with | would get really frustraaed angry and cross and loose it

with mum | mean occasionally | still loose it ndwrt in the main it’s not too bad

But it takes a long time to really get into thetine and realise that one of the

things you miss as well with the like packing uprkvis the social aspect of work

Because even if whether you like what you're dangot if you uh if you don’t
have that social contact with people it's you kriavan go a whole day with just me
and mum | mean I've got my neighbours are quitedgaed | do you know
obviously if I go out to the supermarket or whatelvend up talking to people that
probably don’t want to listen to me no I'm only jog but you know what | mean
you end up sort of striking up conversations wittsarts of people for no apparent

reason but there we go. But yeah the routineghbg routine really and then | just
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go up to bed and I get this you know a you knowobd bit of a window of

opportunity for my self to unwind and then backamoat happens next day
LB So you were saying that you felt your stress ewadre less now?

R3 Yeah

LB How do you manage that then?

R3 Uh only well | think it's because when | first gac up work it was | it was the
fact that it was such a momentous decision andlised what I'd given up as well
as not realising how much looking after mum futhéi twenty-four seven would

take out of me and it takes a long while to getiusethat

That's what I'm saying and | know talking to othwarers that have done a similar
thing uh mainly through Carers group that they &eelctly the same and it takes it
takes a while to get sort of an equilibrium anduaderstanding of the whole the
whole process of being a full time carer and what teally means because you are
you know if I've got friends that say go away upxtox for the weekend | can'’t
suddenly say oh I'll come with you because of myou know | can’'t | haven't had
a proper | used to go on holiday quite a lot attime but | don’t have holidays

now

I mean my passport runs out soon so | will reneluttthe chances of me using it
for a while is probably out of the window | meadd get respite | get an allowance

through carers group f-for respite care

So | do have a few nights out I'm not stuck inth# time you know where’s the
violin you say you know but | do go | do get a cbauto go out a few evenings
through the year you know with friends or whatefegra meal or something and
then a carer will come and sit with mum and puttbdyed and everything so that

does give me a break
LB Does that take planning then?

R3 Yeah well yeah because | have to book | have tik laocarer in advance so if |
wanted to go out say probably this week I'dufds to go out at the end of this
week I'd probably would ought to have booked a chyelast week so yeah you
can’t say | can't just suddenly say I'm going ooit fhe evening if I'm going to go

out it takes you know | need | need at least a vgemdtice
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You know to book a carer either through carers grauyou know Crossroads or
one of the agencies | mean carers group use tivaiubd agency but yeah it does
take a bit of planning yeah | couldn’t suddenly Eaygoing out tonight you know
| mean early on | could have gone out before motreplly bad because a
neighbour would have popped in just to check ondeeyou know what | mean but

now it's just impossible without planning
LB And why has that change happened then?

R3 [Sighs] When well when | was when | before | patkg work completely oh
even even shortly after packing up work when mume'alth when she didn’t need
quite so much care because the need the caresemdgased like just as you've

Saw as you came in

Previously mum would have able to go to the lodvenown and sort herself out
and come back but she can’t do that now unaided begin with | could have gone
out for the evening and perhaps a neighbour migi lpopped in during the
evening just to check on her but now that can’ipesgpbecause she help with the

loo and all the rest of it it's not fair on neighlve to ask them to do that

If Iif I'm not here then | have to have a cardrained you know a trained carer in

with her
LB And so how do you feel about doing that persoaed éor your mum?

R3 Well years and years and years ago | worked inspited for a year so I'm not
at all squeamish about bodily functions or all st of it so that’'s not a problem at
all so it doesn’t you know somebody else might filnalt really difficult but but |
don’t so and also it's my mum you know it's nottsoirsomebody that’s not family
or

Somebody different as | say | worked in a hosptaut thirty years ago for a year

so you know so that was okay | don’'t have a moblith that

LB Ok so when you made your decision to give up waoik leecome a carer did
you envisage you said it's change so did you egeistwould be like like how it is

now when you gave up to something else?

R3 No I do I mean | know no | don’t | do know | dortftink unless you’'ve made

any sac I’'m not saying it's a sacrifice becausavelit to bits and | do it because |
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love her | don't do it because | feel it's a senbevell it is a sense of duty because |
suppose in a way | feel though as though she maelallst good job of bringing me
up or mum and dad made a really good job of bripgne up and all I'm doing now
is is repaying her and it's | mean in this courntkpow you know it quite annoys
me when you see people if you watch a TV prograyoarlisten to somebody on
the radio where they say oh yeah we had to jusbpuparents into a residential
care home because | don't think people | | thinggde in this country can be quite
selfish really | mean in the Mediterranean coustii&s quite common for generate
more than one generation two or three sometimégaainder the same roof you
know you know parents they’ll have children bugtii also have their own grand
pare their own parents so you've got the three igdioas all living in under the
they all sort of care for each other whereas Hasecountry it's quite rare doesn’t
happen quite so much like that does it here gelgespéaking | know but | mean
there probably are care homes abroad but it | timrike lots of Mediterranean
countries they do tend to look after their own veaerhere we tend to stick granny
into an old people’s home but you know if | | suppat would help if | had
brothers and sisters maybe because | you know gold share the load a bit But

no doesn’t happen it's not happened like that

Never mind does that answer your question, | tergbtoff on a tangent sometimes
LB No that’s fine

R3 do hold me back if | sort of start wandering

LB It's what you want to talk about as much as amghi

R3yeah | know but you know different things crop umd they when you start

talking about them yeah so no | don’t think you eanisage how it is going to turn
out it turns out how it turns out...| mean some peaphy start the caring role and
after a year realise that they can’t cope witmitraore and maybe they do have to

put somebody into a residential care unit

And | think you've got to be a certain sort of prg/ou know | mean I've always
been in the sort of the caring professions if yke | mean | don’t think couldn’t be
a plumber or an electrician do you know what | meeouldn’t be you know but or

an estate agent or an insurance salesman or agyikerthat
I’'m a people person
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LB Yeah - | just you said you said that you do somgoef get some respite from

Carers groups to go and do groups there so whgbualget out of that?]

R31 do some workshops and | did one last week dawtoan’s name) and |
mean I've got a couple more they want me to dowmednd there’s the flexible
respite project which they have which is uh givimginces to people for respite I'm
on their panel and there’s a couple of other mathelt and committees that I'm on
down there so I'm quite involved with carer groupieh is quite useful and again

it's a it's a brilliant organisation you for thepguort that uh they give carers
LB So as an individual what do you get out of that?

R3 Well | get we have a in ( market town) we haveauhonthly group which we
meet every month and that’'s a support group anbave guest speakers and
sometimes people from the group will bring you kneilf run the day as well and
you get the chance to meet other carers that ang tlee same as you and looking
either looking after children or their parentstogit or their partner so that’s like a
support group and again carers group | mean cgreup quite obviously quite a
big organisation...so yeah there is a support network think you ktiwat there’s
someone there | mean if you really were need somaemtalk to and it not just a
friend but somebody in the profession to understahalt you're going through

there’s somebody there to talk to

LB Oh can you give us is it an informal situationrtlilee carers group and people
to talk to

R3 Yeah | mean they have guest speakers they haveveea program that runs
each year in fact we've just we’ve just been gitleprogram for the next this

coming year they paid for us to have a day atthehlb
LB Oh right

R3 So | had a massage and used the Jacuzzi andatiyeel three course lunch and
uh and then a head massage during the afternfetirakleep during that but the
girl said that's fine and people often do

Yeah so and like that was so that, we've got a taith a member of staff from

Carers group and then there’s another lady coifnorg Carers group about the

befriend they’'ve got a befriending group therelsat t think it's it's so that

somebody that can ring say once a week to uh tekody that is a carer that feels
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a bit lonely or isolated and they’ll phone them @mcweek to see how uh how they

are
LB Is that something you would consider

R3 As a as some as a befriender or | mean | dordétdsithe person] | don't think |
don’t think | need anybody to ring me once a wesduse I’'m okay well | think |
am other people might disagree but | haven't yddtlaven’t really thought about it
from a personal point of view again it's how muche you feel you have to to
phone someone once a week but | yeah | would hmaped to do that and then in
April we've got somebody coming to talk to us aboaters allowance which | get
and most people unless you're retired when youdteentitled to it but that's
another issue and that's it that's somebodyising to talk to us about uh safety

and emergency planning in may and then the re$ieoyear is not made up yet but
LB So it's a combination of the social group andshpport group?

R3 Like for example in xxx we’ve just put tea and chat haven’t got anything to
say so yeah it's a befriending group more thartrang and we have a laugh and
you know it’s quite good fun really...but yeah so reerybody goes every month
you know and it depends if you've got other proldesn commitments or whatever

but that's quite that’s quite it's a support graeplly that's the idea

LB And you spoke about having time to yourself whearymother goes to [day

centre and when your carers come in why’s that iapo for you?

R3 Well | think I'd go absolutely nuts | feel as thghul go nuts some of the time
anyway but if | didn’t get a chance to get out afrket town | mean I've got myself
I've got a car and | drive so you know I'll go 1§jo down to town name or I'll go to
town name or I'll go to town name or sometimesdd to town name | mean
there’s only a limit how far you can go in a fewun® but yeah it's just a chance to
get out and especially in the summer well if th@ther’s nice and mum’s in the
day centre | go down to beach you know take a ymwkbottle of water and a
sandwich and a book and go and sit on the beadwéoor three hours which is
brilliant you know although if | didn’t have thosigle windows those little pockets
of time out to do my own thing I'd go | would goropletely nuts | mean if you're
totally housebound without anything going you knlowean if | had to stay in or

around market town all of the time I'm you knowduld go spare I think no |
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think it it's really important if you are a carer be able to have the opportunity to
go and do other things meet other people annoy pxple you know just to get
out and about really yeah

LB So it’s time just for you?

R3 Yeah that’'s what it is yeah and the centre namieh is the day centre that
mum goes to | mean they know that they know | mganfor example when we
went to health club they | mean in order to mdieg & whole day | needed to take
mum into the day centre a bit earlier than normal they said that was fine but
yeah and you do need yeah | mean if you're here i€gou’re at home caring all
the time you've got to have time out otherwise ybybu know you'd be jumping

off the River Bridge wouldn’t you you know

LB You've talked about caring being the time it tak@saring and having to do
your jobs and your chores and things like that eald/you say that on the days

your mother doesn’t go out that it completely fillsur day or?

R3 Well it depends | mean like last summer or no iwasobably about this time
last year just as the nights were drawing out & lbitanted to decorate a couple of
bedrooms upstairs and whereas normally you semuisgy you're going to
decorate a bedroom | mean it if you were workiriggtime you’'d probably get all
the gear in and everything you'd probably do itha weekend wouldn’t you you'd
get it done well to do a bedroom in between loolkaftgr mum and find finding an
odd half hour here odd half hour there it took rbewd two or three weeks just to
decorate one bedroom so that gives you an ideawinhuch time you know | mean
like for example we’re here together for about aarttoday | mean when you've
gone I'll go and make mum another cup of tea aed tHl have to take her to the
loo again you know so it will be you know you caydiu have to it's almost like
there’s the little slots in the day of half an houran hour of when you do things to
get you know in order to get things done everythusg takes so much longer you
knowl mean I'm a great list maker I'm always makiiggs of jobs that | need to do

and quite often what what needs to be done
LB And do you get through your lists?
R3 Not always no | mean | always feel if | tick itlb a little list and | you know uh

and it gets ticked at the end of the day thenlldsehough I've had a successful
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day but it ultimately if it doesn’t get done it'®turgent you know it can yeah if it's
obviously if it's something like a dental appointmé mean for example last week
the optician came because | can’t get mum to tlieiaps very easily we've got a
wheelchair and everything but all the equipmeratliseally geared up for people
who are quite able well not disabled not that sheddly disabled but that she’s
quite frail and she can’t really manoeuvre intoifios so the optician came and did
a home visit which is | say he was more than pegbéw do her into the dentist is a
bit easier because you know into the dentist tseaeamp up and they’ll actually
look at her teeth while she’s sitting in a [wheelictso that's okay sorry | forgot

what your question was see that’s what | mean p kgeng off at a tangent

LB [laughter] no what about the tiredness you'vel s@metimes you're up two or

three times a night how do you feel about that

R3 If | can back if to if mum calls me and | get updd sort her out and | and | and
then she goes back to bed and then | go back taredlgo to sleep straight away
that’s not a problem it's when | don’t go back teep and I | lay there for you
know and I just drift off again and then she calls again so uh | mean last night
for example she didn’t call me at all during thghtibut then | know that she’ll
although she wears a pad and all that sort of stufbw that that’ll all be soaking
wet and her nighty will as well so ‘cause she ftgdehink or she falls asleep and
she doesn'’t realise that you know that's she wadit to being slightly

incontinent but she is
LB So what's it like in the morning when you get ogher?

R3 Yeah us she’ll well if I if she’s not called merdhg the night then she will be
sodden and uh will need changing and cleaning andckyow whereas one time the
washing machines only go on you know if | couldphiglonce in a blue moon it
goes on far more regularly now maybe that’s a btokeg | don’t know you know
but yeah the washing machine has to go on far wibee | mean I've got Tena who
are a company who do deliveries | don’t know if yweu heard of them but that they
deliver pads and also sheets to go on the bedteqt otherwise you would
literally have to change the bedding everyday whlthat's the last thing | really
want to do you know so | do there is sort of protecstuff for the bed and for mum
as well but you know but she’ll have her vest aedrighty and that’ll be all

soaking wet so yeah into the washing machine
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LB You've said the washing you've said about the kawgk and the chores and

things was this something you did before you ggvevark that your used to

R3 When | working full time | had a cleaner I've ktibt a chap who helps me in
the garden in the summer he comes once a fortagghtised to have a cleaner and
| used to have when and | used to have a careglporhum in the morning but now
I do all I don’t have a cleaner in fact the housa bit too big really | could do with
a little two bed apartment or something really dmyway that’s for the future
maybe so yeah no uh you just get on with it dgait | mean there’s no dogs or
children here so that does help a bit | think...I'd&now whether you've got dogs

or children, dogs and children would make the dleafar worse so
LB And so you just get on with it

R3 Yeah you just get on with it and just fit it in angst | mean it doesn’t really get
filthy this place as | say you know but | meanatd you know but | mean it does
you know | think proximity to the road as well Imlbknow what a lot of the
neighbours say they they hey they have you know ¢he they can just but the
following day it's all back again but | don't finitdquite as bad as that but yeah you

just you know just yeah to get on with all thoserels don’t you

LB Just thinking about your neighbours and you've sduat at the beginning they

were quite you could call upon them and now yotatking about chatting

R3 Well one particular neighbour | used to be ablartd she be very good with

mum but that's before mum couldn’t really sort ldfreut in the loo but now she
needs helping what you know wiping her bum andhalirest of it she uh it's not
fair to ask neighbours to do that so you knowdét on and do that it's not a

problem
LB But are they a form of support?

R3 no they were to begin with they’re | mean thetéd there | mean | can still
chat and everything | mean | feel a bit | meanvdmet retired myself but my
neighbours have you know she lost her husband tfgagrfortunately but she’s
retired and there’s a couple in the in the bighmbungalow next door they've
retired and yeah they they’re you know they'’re meatlly there they were there they
would there be there in an emergency you knowaneple if | if there was a

major problem and | was out and mum was on heranehshe remembered to
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press the button which all goes through to a systedifor some they couldn’t get
me on my mobile it would go through to the neighiscand they they’ve all got a
key so if the emergency services need to comewloeyd let them in do you know

what | mean so they're there really as a backumiemergency

LB Hmm rather than a more active support

R3 yeah yeah more of an active support yeah defynytedh

LB and what about people from work do you keep irchowith any of them

R3 No No | did before | went into teaching | usedéep in contact with people
from work but people move on don’t they and somthefpeople | used to work

with aren’t there any more and and so there’s nkkwonnection at all really
LB And how do you feel about?

R3 Fine 1 don’t know | don’t know | mean a lot of theople | was very close to
aren’t living in | mean there was a girl that | \wed with and she now lives up in
with her husband and children they live up in cgurdame now and you | just think
you loose touch with people it’s like anything yknow when people first leave |
mean you might keep up contact for a while but you of people drift drift off and

| don’t get a chance to socialise like | would natiyso but | don’t | don’t that
really I'm a bit of a | would like to say | mearam quite a social person but | can
be quite of a loner as well so I'm quite happy witli own company a lot of the
time do you know what | mean a lot of the timenidfiother people annoy me
[laughter] so it’s often better but | don’t meamth don’t mean that in a nasty way

but do you know what | mean it’s just I'm okay Hgabout that

LB And just thinking perhaps on a slightly differehéime you said the phrase I'm
not retired myself and you talked about the futuhere do you think the future

might take you?

R3 Well I don’t know | mean at the moment | don’t kmat the moment mum
seems okay and she might live a very very long ame she might not | mean I'm
too young to retire well I'm fifty but I mean uhwlould | think | would sell here and
downsize definitely and | would go back to wordtdn’t know what | would do |
might just go back part time perhaps initially jtstsort of have some social contact
and also have a little bit of money coming in biltes than that | haven't really
thought about it...But haven’t thought about it ati'al probably have a I'd
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probably have a year off make sure my stamp is lpaid’'d probably have a year
off and I've got some friends in county name ambgdiobably go and visit a few
people have a couple of holidays I'd | don’t knoand know | don’t think about it

really because that’s not on the horizon you know
LB So you just think day to day then?

R3 Yeah | do yeah yeah | just think about today yonaw what | needed to do this
morning your visit this afternoon what we're goitmghave for dinner tonight and
then oh and I'm a football fan you see my teanswemnother football team it's
on telly tonight on Sky well I've got Sky so | shadatch that so that that's today
taken care of you see and then tomorrow is anaténerAnd I'll worry about

tomorrow when it comes really
LB So do you think you miss work or not?

R3 Hmm no when I listen to the radio in the mornimgl athere’s those there’s an
accident at the road on the A** and there’s a itaitieue or there’s a problems on
the A** or there’s any traffic anywhere | just thifm glad I'm not involved in all
that because when | was at work I'd have to go twéown name quite a lot and
that and then wherever the road is out to town namaeyou know that used to take
over an hour to get there or a good hour to geetteevn name was about forty
forty-five five minutes cross country so when yaww when | hear on the radio in
the morning that there’s traffic queues here aaflitrqueues there and I'm just so
gratefully that I'm not rushing around like a wiaitgou know trying to you know
get through all the traffic so no | don’t miss Indomiss the travelling because |
used to have to drive quite a lot at one time dom&s the and you probably know
that coming down from Norwich today you might hdaagl a good run coming here
but you know back might be more difficult [sighblt no | don’t miss that at all |
don’t really no | don’t miss the fact that | needede somewhere by nine ‘o clock
or ten ‘o clock or two ‘o clock or whatever | ddl | feel a bit like I'm self-
employed in that I'm running a nursing home witreaasident...And uh that'’s fine
I’'m working from home if you like | mean it is alfdime job but it's not a nine-to-
five full-time job is it twenty-four-seven full-tie job just as we’re chatting I'm just

going to put my head through the door just a minute

LB yeah do
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R3 she probably dropped off hopefully she’s droppddm&leep pause while
(checks on mothgno she’s not nodding really so got the radiorothere don’t

know if she can hear it or not | don’t know yealrgd.inda
LB No that's okay so you said you feel that thisasiryjob?

R3 Yeah well it uh is really | mean it's a full-timeb as | say it's a twenty-four-
seven it's not you know nine-to-five and then yowWw and but | wouldn’t |
wouldn’t (quiet thoughtfyl change it for the world really yeah although it's
frustrating | do en | do get some sort of wejkl a lot of pleasure out of looking
after my mum yeah because | know that | can detielb than anyone else | don’t
mean that in a sort of supercilious sense but Ine¢he sense that | feel if she was
in a nursing home she’d just be one of a numberancheeds would be met as and
when whereas here | know that she’s you know | neb&’s got she has to have a
guite a specific diet ‘cause she’s got divertigsildo | can make sure that she eats
properly and you know she’s fed and not like a dogyou know that she’s fed and
watered and she’s looked after and she’s clean ead wash her clothes and do
you know what | mean I just uh | mean she did gpt®of years ago she went into
a nursing home for a week to give me a break andknbw she didn’t have a very
good experience because a couple of neighboursegdppo see her while | was
away | only went up to the coast for a few days laoe#ted and stayed in a hotel but
she picked up a chest got a terrible chest infeatibile she was in there and she
was worse when she came out she needed medicatiowhy they didn’t pick that
up while she was in there | don’t know but shedegleeven more care when she
came out so in the end | just thought oh it's pustworth it you know even to give
me a break for mum to go into a residential carafaeek uh | just | just you know

and the organisation of all that as well is justtouch I'd rather not bother
LB So this job as a full time carer has rewards asd disadvantages t00?

R3 Oh yeah yeah no the rewards are that | know tfestllas though I'm doing a
good job by my mum and disadvantages is you do aissn a bit of a social life
you know social life through a work environmental as a social life through

going out in the evening

R3 But I'm not a great big you know | mean if | go auth you know as I've got
some friends from county name that come down oona$ly and I'll go out for a

meal with them and have a carer with mum and tigigs but that's alright | don’t
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miss it really | know | quite like going out andalt during the day ‘cause I'm |
don’t miss going out not going out a night | meaarethough | go out during those
days where mum’s at the day centre on a xxxxx ana xxxxxx when she has
somebody come and sit with her as well | go outlaget a lot of enjoyment you
know going down to you know town name or say towme or wherever and you
know wandering around the Charity shops and yowkimaving a bit of lunch

somewhere so | get a lot of pleasure out of thahats okay

LB Just again pulling up on something you said eaali®ut the lack of
conversation, difficulty you have getting a conatien going how do you feel
about that?

R3 Well that is difficult it is frustrating becausgsias | say it's nearly always me
that will initiate a conversation sometimes yoti#lar something on the radio and
she might make sense of it and she might not aadrsght comment on it but it's
quite rare you know it's always me that will sayr&ihing yeah she won't she rare
she would rarely start a conversation about somgthinless something pops into
her head and then it's not necessarily connectddamything and she gets she does
get a bit confused sometimes and she’ll come dhtwery peculiar things as well
which are | think are probably slightly to do whiking the strokes | think make her
a bit confused and her memory and you know somgtiiat she might have heard
on the radio or something, she doesn’t read so maah something | might have
read to her from the newspaper or something shbtrheyve seen on the television
she’ll get them all jumbled up or something thateinected to her past or either
past in years ago or more recent past she’ll gefused and then she’ll talk about
something as though it's something that’'s happeoader or do you know what |
mean...Or something like that so yeah it takes afhinravelling sometimes she’ll
come out with something and you can’t quite workatwhe’s said and then it you

realise it's something that we’d spoken about teekbefore

R3 Or that we was on the radio that morning or sometiinat was two or three
days ago on the telly or something you know uh y&alt can be quite it can be
quite funny as well | mean there’s things like tileer morning | was getting her
dressed in the morning she used to go to a dagtanty she goes to day centre but
she used to go to a lunching club years ago betogevas really poorly [sighs] and

uh you know so there was something | was listegetting her dressed in the
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morning and she there was something on the radiotdhdia or somewhere or
Brazil or India | can’t remember where it was nawdadhen she said oh I've been
there and | know she hasn’'t and so | said oh wiggal go there and she said oh |
went there with my club [laughter] you know so there little funny things | think
there are other things as well which | can’t renallv but there’s lots of things she
comes out with which are quite funny and | thinattk a key key thing because
when [ first started to care full time for mum ifesd said that it would have it
would have annoyed me you know and | would haveggde cross with her no
mum that’s not right don’t be stupid you know blahh blah blah and lost it a bit
whereas now [I'll just go with the flow and if skays that the you know the sky is
green and the grass is blue whereas three oyéaurs ago I'd have got quite angry
about that | now | just go with it because if shimks it is that’s fine you know it's
not doing anyone any harm is it you know and d #finks that | think the other
day there’s something she said oh | can’t rememib&@t it was connected with now
she’s | was | was | was just taking her to thedod | said are you alright mum and
she said yeah I'm fine but I've got the little bdysre with me now | don’t know
where that came from but no little boys here addr’t know you know | don’t
know where that came from something she’d heardes@ ,or not read she doesn’t
read too much now, but do you know what | meanetieas just look she’d come
out with total things that are totally unconnectedhe current event so but that’s

okay | don’t mind
LB can you just accept that now

R3 yeah well | would say | have no | would say to hem there’s no little boys
here and then she’d say she might stay quiet omstjiet say something you know
you know | wouldn’t get uptight about it do you kmevhat | mean thing is do you
know what | mean and she just says something tisatipesn’t annoy me or
doesn’t frustrate me or whatever then that’s finelbmean it if she came out with
something that was you know totally way off | meéawouldn’t get upset or
annoyed but I | would say no that’s not you knoat®not the there’s no one here
like here called that or whatever do you know whatan sometimes she thinks
there’s people here in the house that aren’t heren'tlknow where she gets that
from and | just say no it’s just you and me mum #re&h she says oh you don't
know what you're talking about [laughter] so | s#ay that’s fine you know and |

believe it but you know

201



LB So just to help me get a better understanding/oargive me some examples of

things that are frustrating because you’ve talkédla bit about being frustrated

R3 gosh | don’t know I think sometimes | mean samets mum can play up a bit
when she’s got other people in the house when'thetieer people in the house that
you know getting her out of the chair is not tod Ibanean sometimes if she’s been
asleep obviously I'll let her come to a bit befdsat sometimes when she has a
carer arrive or if there’s a visitor to the howsesomething and I'm trying to do
something with her she make she’s not as co-operast she is as she can be if you
get my drift she makes out that she’s more needaly ine really is she’s quite she is
very needy but like she’ll try and get up out af tthair oh | can’t do it and sit down
again whereas | know that she can actually dodabse when it's just her and |
here she can do it but she does play up she carblv@f an actress a little bit not in
a nasty way not in a heavy way but just sometirhessbe plays up a little bit you
know and has or has a moan at me in ear shot célsoay else just | know it's not

enough doesn’t mean not in a nasty
LB so how do you feel then then

R3 well it is it is a bit frustrating | get annoyeabugh because she knows | do a
darned good job and everybody knows that | you kfreemds family neighbours
they all know they do a a good darn good job atink she’s just sort of this is her
way of having a little go a dig do you know whaméan | don’t think she
deliberately does it in a nasty way but it candmrhetimes it can be a bit hurtful
you know | don’t know if | can’t really explait's just some things she’ll say or |
mean she’ll know she’ll say if I'm going if it wemecarer comes and I’'m going out
then she says oh bugger off then she’ll say yowkimat then she’ll turn to the carer
oh I love him really you know but it’s just littkaings and she just makes out that
she can't do things and she’ll have a moan at nfmt of somebody else and |
don’t know where that comes from really but you wrom not worried about it

really yeah

LB That's been helpful you've talked about a lot aftp of your day and what it's
like for you to be a carer which is the essencetwdt I'm trying to find within this
research is there anything else within your cavangirole that you'd like to talk

about
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R3 No Don't think so uh can’t think of anything reathe is the | mean the key
thing really is routine ‘cause there’s an awfulddroutine there has to be routine
because otherwise you know we’ve | wouldn’t geithimg done or we wouldn’t
be able to cope really and it suits mum to hax@uéine ‘cause | think it helps her
know where she is but she does rely on me an detfobviously you know she’ll
often say I'll say something to her like she yowwrshe’ll finish a meal or
something and I'll say well should we go and sitgeeand sit in the living room
what do you want the loo and I'll say we’ll go asitlin the living room we should
get out of the door here and then she’ll say walkkkg are we going the loo or the
living room where do | go what do | do now you kn®avhat she says so that can
be a bit frustrating really but no | mean we’ve emd most of it do you think so

Linda or

LB yeah okay that’s fine I'll turn the tape off nolen if that's helpful

293



Martin’s narrative summary
This narrative was returned prior to follow-up iview

I have been looking after Mum for three or four years. | was two thirds of the way
through a training course when Mum'’s health really went down hill. At that point
somebody come in and helped her in the morning, but during the day she was okay;
then it became obvious that she was deteriorating quite badly. | realised that she
couldn’t really look after herself; she couldn’t be left on her own during the day. |
haven't any siblings, there’s no extended family so it's all been down to me.

The training wasn't going as well as | thought it would and | had to make a decision. If |
carried on with the training course Mum would have to go into residential care, or I'd
have to pay a fortune to have carers come in, which | didn’t really want. So | sat down,
got a bit of paper out and looked at the finances and thought I’'m going to pack up the

training and look after her myself.

Leaving work was such a momentous decision, | realised what I'd given up and hadn’t
appreciated how much looking after Mum would take out of me. It takes a long while to
get used to that. To begin with | would get really frustrated, angry, cross and lose it with
Mum; it took a long while to get into a routine and for my stress levels to come down. |

still occasionally lose it now, but in the main it's not too bad.

Other carers say they feel exactly the same, that it takes a while to get an equilibrium

and an understanding of the whole process of being a full-time carer.

Unfortunately most days are very similar. During the night she’ll call me so | get broken
sleep. Very occasionally we’ll sleep right through, but that often means wet beds and

washing in the morning.

Because | don’t work any more, the day can start later if I've been up a couple of times.
If I've slept well I'll get up earlier and come down here and do a few jobs before getting
Mum up. | get Mum up and give her breakfast. Although she can walk on her own she’s

very slow and | really have to stand behind her because she’s had a few falls.

Once in the living room then she’s guaranteed to sleep; that's an opportunity for me to
go off to the shops. She has got a community alarm so if there was a problem, and she
remembered to press the button, it would go through to my mobile. The neighbours are
retired and they've all got keys to get in.

When | come back | will make drinks and lunch, then the day is sort of broken up
between trips to the loo. It's not only the loo it's also a bit of exercise otherwise she

could spend too long in that chair so she needs to get up and walk about for exercise.
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If it's a normal day and there’s nothing special happening that | can go out for, | just get
on with chores, all the things everyone has to do. | try to chat with her, but sometimes
the conversation is very one way. Mum will never initiate conversation; you can't really
get a really good two-way conversation going. Mum can'’t really do anything for herself
can't really cook or clean, make herself a cup of tea or anything | do it all for her. I've
got into a routine, | deal with all of Mum’s care.

At the end of the day | need a bit of down time. | put Mum to bed then | get a chance
just to unwind and think another day over with and whether I'm going to get a good
night's sleep and all the rest of it. None of the days for me are very different. That's the
routine, | just go up to bed and | get this window of opportunity for myself to unwind. It's
all routine, there’s an awful lot of routine. I try and think of different ways of breaking up

the routine but there’s not much you can do.

There has to be routine otherwise | wouldn’t get anything done or we wouldn’t be able
to cope. Also it suits Mum to have a routine because | think it helps her know where
she is, but she does rely on me an awful lot. Mum’s care needs have increased. At the
beginning I could go out for an evening and neighbour would come in and check on
her, now it's not fair to ask a neighbour to do that. If | go out | have to have a trained

carer in with her.

One afternoon Crossroads lady comes to give me a break and | have an afternoon out.
On Friday the routine is slightly different because Mum goes to a day centre and | get a
whole day out to myself. | get a day and a half a week out off. Most people get

Saturday and Sunday off mine’s one afternoon and Friday.

| get an allowance through carers group for respite care so | get a chance to go out a
few evenings when a carer will come in and that gives me a break. | have to book a
carer in advance so | need at least a week’s notice. | quite like going out and about
during the day and | don’t miss going out a night. | get a lot of enjoyment going down to
local towns and wandering around the charity shops and having a bit of lunch

somewhere, | get a lot of pleasure out of that.

It took me a long time to really get into the routine. | realise that | missed the social
aspect of work. When people first leave you might keep up contact for a while but
people drift off and you lose touch and | don’t get a chance to socialise. | am quite a
social person, but | can be quite of a loner as well; I'm quite happy with my own
company a lot of the time. Often | find other people annoy me. However, | don’t have
social contact with people; | can go a whole day with just me and Mum. I've got my
neighbours who are quite good and if I go out to shop | end up talking to people, you

end up sort of striking up conversations with all sorts of people for no apparent reason.
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I'm involved with the carer group which is a brilliant organisation. It's a support network
if you need someone to talk to, not just a friend, but somebody in the profession to
understand what you’re going through. I'm on different panel meetings and committees.
They asked me to do some workshops. They pay for respite care which enables me to

run workshops for them, so | do get other opportunities to go out and do other things.

| don't think I've made a sacrifice because | love it to bits; | do it because | love her. |
don't feel it's a sense of duty, although there is a sense of duty in that Mum made a
really good job of bringing me up and all I'm doing now is repaying her. It annoys me
when people say we had to put our parents into a residential care home; people in this
country can be quite selfish. In Mediterranean countries they tend to look after their
own, three generations under one roof, whereas here we tend to stick granny into an

old people’s home.

| think you've got to be a certain sort of person to be a carer; I've always been in the
caring professions. I'm not at all squeamish about bodily functions and also it's my
Mum. | couldn’t an estate agent or anything like that, I'm a people person. | feel like I'm
self-employed in that I'm running a nursing home with one resident and it is a full-time
job, it is a 24/7 full-time job.

| wouldn’t change it for the world, although it's frustrating | get a lot of pleasure out of
looking after Mum, because | know that | can do it better than anyone else. If she was
in a nursing home she’d just be one of a number and her needs would be not be met.
When she went into a nursing home for a week to give me a break she didn't have a
good experience. When she came out she need medication and even more care. |
decided it's not worth her going into residential care, even to give me a break. What

with the organisation of it I'd rather not bother. |1 don’t have holidays now.

However it's important for me to get out and visit other places. | think I'd go absolutely
nuts if | didn’t get a chance to get out of this town. I've got a car and | drive although
there’s a limit how far you can go in a few hours. | go and sit on the beach for two or
three hours which is brilliant. If | didn’t have those little windows, those little pockets of
time out to do my own thing | would go completely nuts. If | was totally housebound and
had to stay in or around this town all of the time | would go spare. It's really important, if
you are a carer, to have the opportunity to go and do other things, meet other people,
annoy other people, just to get out and about. The day centre are flexible and when |
went to the health club they took Mum a bit earlier. You've got to have time out

otherwise you'd be jumping off the Bridge.

Sometimes Mum can play up a bit if there’s a visitor to the house. I'll be trying to do

something with her and she’s not as co-operative as she can be; she makes out that
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she’s more needy than she really is. It is a bit frustrating and | get annoyed because
she knows | do a darn good job and everybody, friends, family, neighbours they all
know that | do a darn good job. | don'’t think she deliberately does it in a hasty way, but

it can be a bit hurtful.

It can be hard to find the time to get everything done. It's almost like there are little slots
in the day of half an hour or an hour when you can do things. I'm a great list maker, I'm
always making lists of jobs | need to do, but | don’t always get through the list. If it gets
ticked at the end of the day | feel as though I've had a successful day, but ultimately if it

doesn’t get done it's not urgent.

At the moment Mum seems okay and she might live a very long time and she might
not. I’'m too young to retire, so | think | would sell here and downsize and go back to
work, although | don’t know what | would do. Initially I might go back part-time just to
have some social contact and also have a little bit of money coming in. | could have a
year off, make sure my stamp is paid, and then I'd probably go and visit a few people,
have a couple of holidays. | don't think about it really because it's not on the horizon; |

just think about today.

The rewards of looking after Mum are that | feel as though I'm doing a good job by my
Mum and disadvantages are that you do miss out on a bit of a social life, social life
through a work environment as well as a social life through going out in the evening.
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Martin’s follow-up questions

How did you feel reading your story?

Employment

Thinking back to when you made the decision todegsr training course can

you describe that process in more detalil.
What factors influenced our decision
How did you feel when you left the course.

You talk about not fully realising what caregivings like. Can you give me an

example of an event when you realised what youtéleeh on.
What is your life like now compared to when you &@mrking

How do you feel being out of paid employment

Self
* You used the statement ‘I'm a people person’ cangxplain a little more what
you mean by that phrase
* You speak of being a self employed manager ofideatal home —can you tell
me a bit more about what makes you feel this way
Caregiving

You spoke of being woken at night what does thes like

You talked about your mum playing up can you désca specific occasion and

how you felt.
Can you describe a situation where you get friefrand angry
What do you get out of caring for your mother.

You spoke of needing to get out of the house araygwm the town can you
discuss that a bit further.
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Examples of analysis

Appendix 10
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Appendix 11 Participant validation document

Validation document were prepared for both paréioig who were full-time carers and
those who were in employment, as some differemtgmates emerged during analysis.
These appendices contain the document text, buhaggarticipant-friendly formatting

used in the original.

1la Validation document for male carers in employme  nt
Themes from the study
‘Exploring the lived experience of being a male inf ~ ormal carer’

Thank you for taking the time to look at and review the emerging findings from the
study you took part in last year.

Firstly, I have written a paragraph which describes your situation. This will be used in
written documents to enable readers to understand your caregiving situation. Your age
was the one | noted down when we started the study. | have changed your name to
protect your anonymity.

Please can you check whether the information is accurate. Please let me know if you
think you, or your relative, could be identified from this description. This will alert me to
alter any detail that could identify you or your relative.

Description of caregiving situation

** aged **, is employed as ....... He has been sole carer for his....... since XXX was
recruited through Crossroads for Carers. The interviews took place in his home.

Secondly, | have developed findings from all of the interviews | have carried out with
male carers in this study. These findings are written here as statements. Please will
you read the statements overleaf and think about whether they capture your
experiences.

If you have comments you wish to make please write alongside the text or in the open
boxes. Your comments may help me understand the meaning you give to your
experience.

Reasons some male carers give for staying in employ  ment

There are a number of reasons why male carers continue paid employment whilst also
providing care to a family member. These include:

= Need to work for financial reasons
Some male carers state they have to work to pay the household bills.

= Have not considered any other options
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Some male carers may never have considered the option of leaving work and
becoming a full-time carer.

= Work provides a sense of achievement

Being at work and using valued skills, or interacting with others, provides some male
carers with a sense of achievement. They may feel they have used their time
productively.

= Going to work can offer a break from being a carer

For some male carers when they are at work they are not responsible for their relative.
Work can be a respite from caregiving.

Please feel free to provide written comments on any of these statements.
Factors which make being in paid employment easier

A number of things may make it easier to balance paid work with caregiving. These
include:

= Ease of travelling to work

It may be that going to work is easier if the journey to work is relatively quick and traffic
free.

= Flexibility in working hours

Some male carers have the opportunity to be flexible with their working hours and this
makes combining employment and caregiving easier.

= Understanding managers and colleagues

Some male carers say that if others in their work place understand that they may need
to make telephone calls or leave work suddenly this helps them balance work with
caregiving.

= Being self employed

Many male carers explain that being self-employed, and so able to decide when they
work and what they do at work, helps them balance caregiving with employment.

Please feel free to provide written comments on any of these statements.
Difficulties of balancing paid employment with care giving

Some male carers experience difficulties with trying to balance employment with
caregiving. These include:

= Caregiving is emotional and physical work

Many male carers say that caregiving can be mentally as well as physically
challenging. This can leave them exhausted in the workplace too.

= Carer roles have to be done in work time

Some male carers say that they have to use some of their time at work to make phone
calls and order medications.

= Reluctant to tell others

Some male carers describe how they are reluctant to tell people at work about their
carer role in case this leads to repercussions for them.
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= Managing the household as well as employment

Having done a day at work, male carers may have to come home and do the cooking
and housework; some men find this difficult.

= Balancing risks

Some male carers talk of having to balance risks from leaving the care-receiver alone
with the need to go to work.

= Putting their career on hold

Some male carers say that they have taken a less demanding job so that they can fulfil
their carer roles.

Please feel free to provide written comments on any of these statements.
Self identity
Male carers may see themselves in various ways. These include:

= Doing a good job

Some male carers get a sense of achievement from knowing that they give the best
care they can to their relative.

= Changed sense of self

Male carers may talk about how they are a different person to the one they were before
they took on their carer role.

= Carers’ needs are taken over by those of care-receiver

Male carers often talk of how there is less time to meet their own needs and that their
activities and wants come second to the needs of their relative.

= Like being a single person again

Some male carers explain how they have to make all the decisions and that they are
no longer able to talk issues through with their partner.

= Men as different types of caregivers than women caregivers

Many people expect women to be carers, but male carers find themselves outside
traditional gender roles.

Please feel free to provide written comments on any of these statements.
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Appendix 11b

Validation document for male carers who had left em ployment
Themes from the study
‘Exploring the lived experience of being a male inf ~ ormal carer’

Thank you for taking the time to look at and review the emerging findings from the
study you took part in last year.

Firstly, | have written a paragraph which describes your situation. This will be used in
written documents to enable readers to understand your caregiving situation. Your age
was the one | noted down when we started the study. | have changed your name to
protect your anonymity.

Please can you check whether the information is accurate. Please let me know if you
think you, or your relative, could be identified from this description. This will alert me to
alter any detail that could identify you or your relative

Description of caregiving situation

** aged **, has been a full-time carer xxx years. xxx was recruited through Crossroads
for Carers. The interviews took place in his home.

Secondly, | have developed findings from all of the interviews | have carried out with
male carers in this study. These findings are written here as statements. Please will
you read the statements overleaf and think about whether they capture your
experiences.

If you have comments you wish to make please write alongside the text or in the open
boxes. Your comments may help me understand the meaning you give to your
experience.

Leaving paid employment

There are a number of reasons why male carers leave paid employment. These
include:

= A duty to provide care

This might be because of marriage vows or the expectations of others, including
service providers or family.

= Feeling that the care-receiver deserved to be cared for at home

This might be because the illness or accident was not their fault. It might also be
because residential care was not perceived as good quality.

= Financial benefits

Some male carers speak of feeling able to leave paid employment because there
would still be sufficient money coming into the household.

= Being worried about care-receiver’s safety

Worry about the care-receiver alone at home may impact on the ability to undertake
paid employment.
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= Caregiving is a positive alternative to paid employment

Some male carers find leaving paid employment a positive step and welcome the
change.

= Feeling there is no other option
Some male carers feel there is no choice and they have to become the carer.
Please feel free to provide written comments on these statements.
Consequences of leaving paid employment
A number of things may happen as a result of leaving work. These include:
= Reduced financial income

There many be less money coming into the household and this restricts opportunities
for social activities. Male carers may feel they are living off the benefits of the care-
receiver.

= Losing contact with work colleagues

Maintaining contact with friends from work maybe difficulty because of a lack of time, or
because the subjects talked about at work are no longer relevant to life as a carer.

= Have more freedom in how you manage your time

Some male carers welcome the unstructured day and use to time to plan activities both
they and the care receiver enjoy.

= New routines replace the ones of paid employment

Many male carers talk of having routines which give structure to their day. Achieving
routine activities provides a sense of achievement.

Please feel free to provide written comments on these statements.
Caregiving is unpaid work

The activities and time needed for caregiving may mean that caregiving is unpaid work.
These include:

= Being a carer is a full time job

Male carers have to think about the needs of another person 24 hours a day.
= Being a carer is a professional job

Some male carers describe being a carer as a new profession.
= Being a carer means being devoted to the another person

Some male carers state than they care for a relative because of their love for that
person

= Personal time is constrained

Male carers might feel that they don’t get much time off to spend on their own interests.
= Caregiving is emotional and physical work

Male carers say that they become exhausted mentally as well as physically.

= A carer is a manager
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Male carers may need to manage household tasks and personal care activities for the
care receiver. They may also need to manage relationships with social care services,
family and friends.

= Balancing risks

Some male carers talk of having to balance the risk of leaving the care-receiver alone
in order to get time to do other tasks.

Please feel free to provide written comments on these statements.

Self identity

Male carers may see themselves in various ways. These include:
= Doing a good job

Some male carers get a sense of achievement from knowing that they have given the
best care they could to their relative.

= Changed sense of self

Male carers may talk about how they are a different person to the one they were in paid
employment.

= Carers’ needs are taken over by those of care-receiver

Male carers often talk of how there is no time to meet their own needs and that their
activities and wants come second to the needs of their relative.

= Making time for myself

Male carers talk of how they make time to be themselves, perhaps away for the
caregiving situation and how this is important for their wellbeing.

= Men as different types of caregivers than women caregivers

Many people expect women to be carers but male carers are outside the traditional
gender role.

Please feel free to provide written comments on these statements.
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Appendix 12  Carer group validation

Summary of comments from a presentation at carer support organisation illustrating
that attendees agreed that findings from this study had resonance with their
experiences. Event took place on 23.6.09 attended by twenty people one from job
centre plus, two from local county council and the remainder from carer support
organisation

After presenting my study findings | asked those present to make comments about
whether my findings linked with their experiences and whether they had anything to
add or suggest.

Summary of responses:

= As condition of cared-for deteriorates the carer looses any social contact they
had left with friends. This is for those that work a plus as they speak about
‘general chat’ with colleagues

= | work with male carers from other cultures and they face many barriers and
isolation is huge even within own community — stigma, honour etc especially
around mental health

= Male carers who work can'’t get typical info/service provision events as most, if
not all, are held during work hours

= Single dads who are parent carers balance work/caring and constant stream of
people professionals coming in and out of the house

= Male-hunter/provider-need to go out to work for sense of self worth

= Male carers returning to work after being full time carer can feel ‘lost’ ‘fearful’
have been out of typical work environment

= Male carers not always recognising they are carers or that they have carers
rights

= Respite available such as coffee mornings etc very female orientated barrier to
getting employment/information

= Men can find it more difficult to seek support for themselves e.g. support groups

= When care worker helped a adolescent disabled girl with personal hygiene,
single father had started to use care worker as a mother figure, over come by
using two care workers.

= The importance of employment depends on the stage of caring they are in e.g.
2, 10 years etc

= Being able to offer solutions is hindered by knowledge and existing services
imperatives

= There is gulf between the aspirations of carers’ legislation and the reality of
statutory provision. Independence of service users is independence of family
carers

= Male carers may have more difficulty acknowledging their role and for others to
do so too

= Male carers have difficulties with giving personal care especially if this is to
opposite gender
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Appendix 13  Consent forms

Appendix13a: First interview consent form

Consent Form First Interview

Title: An exploration of the lived experience of being a male informal
carer.

Researcher: Linda Birt

Please initial each box

1. | confirm that | have read and understand the information sheet dated 5"
October 2007 for the above study and have had the opportunity to ask
questions.

2. | understand that my participation is voluntary and that | am free to withdraw
at any time, without giving any reason.

3. lunderstand that the interview will be up to one hour, and that it will be
recorded by a digital recorder.

4. | understand that | will be asked to read a summary of the first interview

5. lunderstand that | will be asked to take part in a second interview.

6. | understand that quotes may be used in future publication but that these
will be anonymised.

7. | understand that the responses | give will not affect the support | receive
from any statutory or voluntary agencies.

8. | agree to take part in the above study.

Name of Participant Date Signature

Researcher Date Signature

1 copy for participant 1 copy for researcher

Version 1
5.10.07
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Appendix13b: Follow-up interview consent form

Consent Form Second interview

Title: An exploration of the lived experience of being a male informal
carer.

Researcher: Linda Birt

Please initial each box

1. I confirm that | have read and understand the information sheet dated 11"
October 2007 for the above study and have had the opportunity to ask
questions.

2. lunderstand that my participation is voluntary and that | am free to withdraw
at any time, without giving any reason.

3. lunderstand that the interview will be up to one hour, and that it will be
recorded by a digital recorder.

4. | understand that | will be asked to read a summary of the issues identified
in the interviews.

5. | understand that quotes may be used in future publication but that these
will be anonymised.

6. | understand that the responses | give will not affect the support | receive
from any statutory or voluntary agencies.

| agree to take part in the above study.

Name of Participant Date Signature

Researcher Date Signature

1 copy for participant 1 copy for researcher

Verston 1
5.10.07
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Appendix 14  Poster from public research event

Men — Working C.arer_s,_

_ : It could be you !
. Slx thousand people every day become a carer <
i 4.27 million carers of working age '

66% of male carers work full-time —
Quarter of a million of men care over 20 | hours a 3
week whilst working ful|~t1me ‘

|Carers undertake the unpaid care of family member
or friend who is ill, frail or disabled

“I lose money going to o
waork, but you've got to put

- 8 some value on your sanity” 4
wam Aged 51, PIT self employed il

Male carers spoke of

benefits of employment
¥" Break from caregiving
¥ Eases financial strain
| v" Friendship of colleagues
v" Sense of self esteem

“| enjoy what | do...you
can work and you can

improve and get better”
Aged 63, FIT seff employed

"I'm at work, | can't do
anything to help her, I'm
literally physically divorced
from it so | can concentrate

on the work”
Aged 47, EiT employed

What would help

male carers
# Flexible working time

» Easy travel to work

» Good quality social care
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