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Abstract

Background. Motor neurone disease (MND) results in complex and disabling symptoms that
give rise to significant and challenging care needs. While much of the care required is typically
provided by the partner of the individual who has been diagnosed with MND, there are few
studies that have investigated the impact of MND on the couple’s relationship.

Objectives. To establish the current state of the research literature examining the impact of
MND on the couple’s relationship.

Methods. A scoping review was undertaken with thematic analysis used to synthesize the data.
Results. The scoping review identified 15 studies that were thematically analyzed to identify
prominent themes. The following 5 themes were identified: adjusting to new roles; changes in
communication and values; spouse well-being and health; and changes to social relationships
and intimacy changes.

Significance of results. This scoping review highlighted the impact of the MND trajectory on
the couple’s relationship overall and on key areas of couple communication and functioning.
These areas can be used to guide the development of interventions and services that are tailored
to the needs of couple relationships. Further understanding of the factors impacting the couple’s
relationship on the MND journey and how to navigate these factors is critically warranted.

Introduction

Motor neurone disease (MND), also known as amyotrophic lateral sclerosis (ALS), is a neu-
rodegenerative disease, which is ultimately fatal (Atkins et al. 2010; Kiernan et al. 2011; Leigh
et al. 2003). MND has a sudden onset, usually affecting both male and female adults between
40 and 70 years of age, and has a continual deterioration. Individuals with MND develop
complex and disabling symptoms, such as progressive physical disability, and cognitive and
emotional changes (Atkins et al. 2010; Flemming et al. 2020; Kiernan et al. 2011; Leigh et al.
2003).

Partners of individuals with neurological conditions, particularly MND, face unique chal-
lenges due to the complex symptoms experienced. These symptoms result in complex needs
that require constant care, and extensive changes to family dynamics and couple relationships
following diagnosis and throughout the disease trajectory.

It is imperative that the individual with an MND diagnosis has the support of their life
partner as partners are vital in supporting individuals with long-term and palliative health
conditions. In fact, support from friends or other family members has been found to be incom-
parable to support from a partner in terms of improving psychosocial functioning while living
with a chronic condition (Li and Loke 2014; Pistrang and Barker 1995). Individuals with MND
are usually cared for at home, and mostly until their death, and so spouses are central to pro-
viding care to people with MND (Bruletti et al. 2015; Warrier et al. 2020). However, caring for
a partner with a palliative health condition can have many negative impacts on the couple’s
relationship.

Firstly, changes in the couples relationship can have a devastating effect on both the
physiological and psychological well-being of the couple. This is because partners likely live
together, meaning that the care relationship is often time-consuming and intensive (Andréasson
et al. 2023; Pinquart and Sorensen 2011). The time-consuming nature of the couples carer
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relationship likely means a reduction in socialization resulting in
feelings of isolation and loneliness (Li and Loke 2014). Research
studies have shown that caring for a partner with a palliative
health condition has a negative influence on partners’ mental
health and well-being, such as an increase in depressive episodes
(Burton et al. 2003). Caregiving has also been reported to affect
the physical health of partner caregivers who report fatigue, less
energy, and sleep disturbances (Chen and Chen 2004; Oh and
Schepp 2013). Several studies have found similar findings in part-
ners of individuals with a progressive neurological illness, such
as MND (Aoun et al. 2013; Baxter et al. 2013; Conroy et al.
2021). As the MND condition worsens, there is a loss of inde-
pendence and thus patients become more dependent on their
caregiver, which has also been found to increase the partner’s
psychological distress and worsen their quality of life (Bassola
et al. 2021; Bruletti et al. 2015; Roach et al. 2009). Partners also
often neglect their own health and well-being, which can lead
to further declines in the partner’s mental and physical health
(Li and Loke 2014).

Secondly, a diagnosis of MND can affect the dynamics of the
couple’s relationship. Partners in general often feel a moral obliga-
tion to care for their partner and consequently love and caregiving
roles become intertwined. This can lead to a shift in identity and
autonomy with couples becoming unable to distinguish between
being part of a couple and being a carer (Andréasson et al. 2023).
With this change in identity, individuals can experience a loss of
sense of self, which can lead to resentment. Changes in couple
relationships can also lead to alterations in family dynamics as,
in addition to taking on the role of carer, the spouse becomes
fully responsible for housework, childcare, and financial demands,
which ultimately results in changes to the power balance in the
relationship (Andréasson et al. 2023).

Finally, MND comes with an array of specific, often sudden
onset, cognitive and behavioral symptoms to which caregivers need
to adapt (Flemming et al. 2020). Caregivers are required to mas-
ter new technical and nursing skills as the condition deteriorates
(Bruletti et al. 2015). Additionally, as MND develops, patients are
still able to make decisions regarding their care but changes in
their communication and behavior result in their partner having
to become an advocate. Behavioral changes in particular have been
shown to be the strongest predictor of psychosocial distress and
decreased well-being of caregivers of persons with MND (De Wit
et al. 2019; Olesen et al. 2022). Furthermore, as MND progresses,
there are changes in intimacy and to couples’ sexual relationships
due to a loss of sexual function and impairments in verbal commu-
nication, which has been found to relate to increased strain on the
relationship (Atkins et al. 2010).

Research on the impact of an MND diagnosis on the couple’s
relationship and the challenges faced throughout the disease trajec-
tory is sparse. Most research to date has focused on caregiver bur-
den, well-being, needs, resilience, and coping strategies (Warrier
etal. 2020); little research has looked specifically at how couple rela-
tionships change over the course of the whole disease trajectory and
the impact these changes have on both partners. Given that part-
ners are considered vital caregivers to individuals with long-term
palliative conditions and that changes in couple relationships can
mutually and significantly impact both the patient’s and the carer’s
quality of life and their psychological health (Li and Loke 2014;
Munan et al. 2021), it is imperative to conduct research that specif-
ically explores the changes in the couple’s relationship in order to
guide future policies to help provide targeted support for the cou-
ple during these relationship changes (Flemming et al. 2020). This
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can be achieved through a scoping review that allows for the collat-
ing of existing research to develop new insights and identify gaps
in the research, which is vital when research concerns vulnerable
groups (Flemming et al. 2020).

Research question and aims

The research question was “What is the current state of the research
literature examining the impact of the MND journey on the cou-
ple’s relationship?” The aims of our scoping review were to explore

1. The nature and scope of existing research on the impact of the
MND journey on the couple’s relationship.

2. The implications of the research findings and directions for
future research.

Methods

This scoping review follows the Joanna Briggs Institute (JBI)
methodological guidelines for conducting scoping reviews out-
lined in Peters et al. (2020; 2021). In line with these guidelines,
the review is reported in accordance with the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) (Tricco et al. 2018) to ensure
transparency. Additionally, we followed the data extraction guide-
lines outlined in Pollock et al. (2023).

Search strategy

The search strategy (Table 1) was developed collaboratively by
the research team and adapted from the search strategy used
by Flemming et al. (2020). Several terms for MND, carers,
and relationships were used. Searches were run in the elec-
tronic databases MEDLINE, PubMed, Psychology Database, and
CINAHL. Searches were run from inception to the 29th of January
2024. Screening was undertaken by a first reviewer (E.M.) and
checked by a second reviewer (S.C.). From the 2787 abstracts ini-
tially reviewed, only 8 disagreements were noted. These disagree-
ments were resolved via consensus by a third reviewer (N.C.-B.).
An updated search was undertaken in May 2024.

Inclusion criteria

The inclusion criteria for studies were as follows:

Explores the impact of the MND journey on the relationship
between partners.

o Qualitative studies, primary research, peer-reviewed material,
systematic literature reviews, full-text available.

Participant population included individuals with MND and/or
partners who have experience caring for an individual with
MND.

Published in the last 20 years.

« Available in the English language.

Theses, protocols, and only abstracts available were excluded from
the scoping review. Mixed methods papers were included if the
qualitative data could be easily extracted.
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Table 1. Search strategy for MEDLINE

Via Ovid, search date 29 January 2024, records identified 204

Database: Ovid Medline(R) and Epub Ahead of Print, In-Process, In-Data-
Review, and Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid
MEDLINE(R) (1946 to present)

1 exp Motor Neuron Disease/

2 Amyotrophic Lateral Sclerosis/

3 (motor adj2 neuron* adj2 disease).ti,ab.

4 (motorneuron* adj3 disease).ti,ab.

5 MND.ti,ab.

6 Amyotrophic lateral sclerosis.ti,ab.

7 ALS.ti,ab.

8 Gehrig Disease.ti,ab.

9 lor2or3or4or50r6or7or8

10 Caregivers/

11 (caregiv$ or care giv$).ti,ab.

12 carerS.ti,ab.

13 informal care.ti,ab.

14 (caretak$ or care tak$ or caretaking).ti,ab.

15 ((partner$ or spous$ or marriage) adj2 (care or cares or caring or
support or supports or supporting)).ti,ab.

16 ((husbands$ or wives or wife or spouse$ or relatives or relations or
families or family or familial) adj2 (care or cares or caring or support
or supports or supporting)) .ti,ab.

17 10or1llor12or13or14or15or 16

18 Relationship$ .ti,ab.

19 ((caregiv$ or Relationship$ or relational) adj2 (dyad or dynamic or
dynamics or science)) .ti,ab.

20 18or19

21 9 and 17 and 20

Data extraction

Data extraction was carried out by a first reviewer (E.M.) and
checked by a second reviewer (S.C.) using guidelines outlined
in Pollock et al. (2023). Relevant data included the aim, type
and number of participants, methodology, results, and con-
clusions. The results of the data extraction can be seen in
Table 2.

Synthesis

A thematic analysis approach was used to synthesize the data.
We utilized the thematic analysis framework developed by the
National Centre for Social Research (Ritchie and Spencer, 2002).
This framework involves a systematic approach consisting of sev-
eral phases. First, the researchers familiarized themselves with the
data, and codes were generated based on the research question. A
thematic framework was then established by revisiting the aims of
the study while also identifying any emerging themes; from this
process, several subthemes also emerged within the overarching
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themes. Each theme was then clearly defined to reflect the pat-
terns in the data. Differences in coding were resolved by consensus
among the research team, more details can be seen in the Online
Appendix.

Results of search and inclusion

A total of 2822 results were identified from the electronic databases.
Following removal of duplicate studies, 2619 studies were excluded
based on title and abstract screening (see Figure 1). A total of 52
studies remained for full review, of which 15 were found to be rel-
evant to the aims of the scoping review and fit within the inclusion
criteria of the search.

Characteristics of included studies

The majority of the studies were published in the United
Kingdom (2), the United States (2), Ireland (2), Italy (2), and
Canada (2). Other studies were published in Denmark (1),
India (1), Sweden (1), and Belgium (1). One study included a sam-
ple from Ireland, the Netherlands, and England. All but 1 of the
studies was published in a peer-reviewed journal. Most of the
included studies focused on patient and carer dyads (7) or just
carers (6), while 1 study focused on health-care professionals and
carers. Most of the studies were qualitative (11). The remaining
studies were mixed methods (4).

Characteristics of participants

The experiences of 358 individuals with MND and 560 carers were
represented. The age range of individuals with a diagnosis of MND
was 25-84 years. Of the studies which reported participant charac-
teristics, most of the individuals diagnosed with MND were male
(250; 181 female). The age range for the carers in the included stud-
ies was 22-81 years. Most carers were female (241) compared to
male (194). The experiences of 253 partners or spouses were repre-
sented in the studies with the remaining carers represented being
made up of family members, informal carers, or having unspec-
ified relationships to the individuals with MND. For consistency,
spouses and partners will be referred to as partners throughout the

paper.

Thematic analysis

Five themes were drawn from the review of the study findings.
These themes were broken down further into several subthemes:

1. Adjusting to new roles
1.1 New household roles
1.2 Role as carer
2. Changes in communication and values
2.1 Communication issues
2.2 Changes in personal values
3. Spouse well-being and health
3.1 Psychological well-being
3.2 Physical well-being
4. Changes to social relationships
5. Intimacy changes

The numbers in superscript relate to the corresponding number
assigned to the studies in Table 2.


https://doi.org/10.1017/S1478951524002141

Ella Malloy et al.

(panunuo))

ssanoud Jou3
yieap-1sod aamisod e 0}
pajejaJ uonediunwwod
uadQ Jous Aiojedpiue
paydaye Ajaanedsu

sdiysuonejas Ajiwey

uo siseydwa pue aj1) jo
pua 3y} pJemo} JUdLIUOL
-IAUD UL B pa)eald os|e
siaquiaw Ajiwey Suowe
pasn 3]s uonEdIUNWIWOD
uado ue pue {(swoy “a°1)
1X9JU0D paxejas pue ajes e
ur GNIW yum Suial) uosiad
ay) yum diysuonejal ayy
uo sndoj 03 3|qe Suleq
‘diysuonejal J1ay3 ui sajos
u; saueyd ay) pue aNIN
yym Suial) uosiad ayy pue
way) usamiaq diysuon
-eJaJ 3y} jo suondadsad
(slaied Aq pasuanyui

sem ssado.d Suinan3 ay L

s3]04 Ul
sa3ueyd pue sdiysuone)as
Sem aWaY) JueAd|ay

juaididal ased

ay) Jo yieap oy Sujuueld
pue ‘sia.ed Jo swoydwAs
anIssaidap pue f1aixue
‘sdiysuoneja. ul sadueyd

sia1ed
(paneasaq) Jawioy
pue (21ed Suipinoad
Apuawnd asoyy)
SJ2Jed JUaLIND

ao1poead

pue yoieasas ainyny
wJojul 0} aseasip
2U0IN3U JOJOW YUM

SlaJed Jewojul ul
Jou8 paduojoud pue
o183 yyeap-1sod
‘Jou3 A1ojedpiue

M3INDI D1}RWISAS
Spoylaw paxiw y
:9s5e9s|q uoinaN
400N yum Sut

syesejep SEINENNS] $3104 Ul sadueyd ‘aseasIp ay3 Jo uoissaidosd yioq papnjut YUM pajejdosse
Jlews pey papnjdul purg quaw “ejnorued uj 'ssad ay3 Inoge a3pajmou siaied jewlou) 5103284 Aj13Uapl 03 sem -A1) 91doad jo
Sa1pnIsS “eljelisny -ssasse -oid Suinaug ayy uo 3y} :sIsayjuAks dnewayy ‘AN Yyum Suiay M3IADI D13eWISAS S191eD |ewlojul
wouy Apsow saipnis Aenb Pedw ue aney sdiys y3nouyy paresauad asom 9)doad o siaied uo 21 dnewalshs ejep SpoYIdW paxiw ur you3 yum paje
0T jo ajdwies jjews y snoso3iy -uoniejal ui saguey) SaWaY} SUIYIILISN0 dAI4 pauodal salpms spoyiaw paxip aAiReEeND s1yy jo asodind ay | sn ¥20T ‘e 39 02dn4L 120Ss€ S10}0e T
suoneywr syi8uans uoIsn|IUo) s)nsay uonejndod spoya adAy eyeq wiy Aiuno) Jedp sioyny UL

uonoellxs eyjeq °T 9\qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

Palliative and Supportive Care

(panunuo))
sasnods
alam (paiyays pue
jua)enasd ase saSueyd ‘spuepaYIaN puejall
ssansip diysuonejas 4aniaied uo a3 ‘ungng pue ‘puejgug
umo J1ayy pue ‘a3ueyd enediiolouspedop) woyy) z€ pue ‘spuepiayIan Buinidased yum
diysuonejas ‘auiap 3 &) XU TREE 55 ‘6t ‘09 ‘@s9Y3 JO a3 Ul SI9UD Pa1eID0SSE SAI}NDIYIP
yyeay sauaned e Suj “Aailigisuodsai ajow sney 21ul)D wo.y sianidaled pue uapinqg paypodas
-SSaU}IM SB YdNs S1030e) 1108 [e120S $S9] Ul plaIyays wouy JewLioyul yyum -§19S 8y} aqLIdSap pue
Jeuonows pue ajo4 SIS .wEo; sy 0 paxnIdas s1aAI3 SM3IAIBUI 9D8) (pue)3u3 ‘pjayays
-zl|eJauad JanI3a1ed BY) Y1m paje PaUlu0d e “suoRaLasal -a1ed 8¢ ‘daiN -03-20e} SuLnp pue ‘spuejiayian
Suinosdwi -posse sanss| |edoeid SR EENEN RS SRS 213Ud) |edIPaN Pa129)]0D 24oM uonsanb Y3 Wydann ‘puejal| SaNdIYIP
SaLIUN0D 9y} 21am paquIsap ) [PERISGN AT S, Aussaniun wouy ejep aAneyjenb yoJeasas ‘ugn@) sia3uad jest pue uaping jo
€ wouy sa1INd1YIp aYy3 Suowy «Y3eaH paxnIdas s1aAI3 pue aaneuend 1Nno 01 Juea -ulp Asel 2SIpRINW Apnys Aiojeso)dxd
ale sad ‘f)a1xue pue 91 Jo Jani8a1e),, pue Buiniaie) -a1ed 8¢ ‘ulgng ‘Apnys Aiojesojdxe -9JaJ 10U SV € Suipuane puejas| ‘@audd-nnw
-wes ‘azis Ayjenb ‘usping Joj Jo sanijesndeld,, /ssaisiq annduasap spo e1Ep 9AI s}I0y0d JaAI3aued STy pue :SIS0J3]0S |eJale]
a)dwes-aS.e) Pa1JI3USP! I9M S}OYOD Jeuonow3/jedi8ojoydAsd ay3 Ul payINIdaL -yaw paxiw -eynuenb |ewuiojul aquSap pue ‘pue)Sug s1ydonokwe
‘spoyjaw Jeuoneu usamiaq Janiaue),, 2JoM s1anISaled 423udd-1NW - elep 9z119)2e1RYD 0] SEM ‘SpUBlIdYIaN ui s1an13
Bundwes asusiuaauo) paxIN S90UAIBYIP JuedIUBIS 1S9WAYY JUBAD|RY xis-Kyuanas e pazijin anneyend Jaded siy3 jo wie ayy aylL 1202 ‘e 39 Koauo) -21eD |ew.oyu| €
sjuawuiedwi aaudod ayy
Aq pasned sem Yoiym ‘sy
yum sauped s1syy Aq Jol
-Aeyaq aendoisddeur pue
s3s1ngino aAiedonold yum
|eap 03 pey Aay3 asaym
‘syuswaduelse |eos pue
s1gnd Suunp s13/S1vd
ay) aping 0y pey siaie)
S||14s mau
uled) pue ‘sanijiqisuodsal
MU UO 9)e) ‘SaI0yd
Jo 93ieyd usjea.s ayey
sjeuoissajoid snosawnu 01 pey s1onBaie ayy
yam 3unesoqe)jod ‘pastedwy AjSuiseasnul
31Iym sanRejal Al aWedaq s|7/STvd dY Sy (s12/51vd)
11943 JO SaseasIp ay} sasnods sjuawutedw jesol
Jo uoissaiSoud ayy WERSHFR NERIED Jo sisuped g pue -AeYaq Jo/pue
y3nouyy Sunedineu pue padinbay yoiym Aiuteyayy ua.pjiyd ynpe g anniugod pue (S1y) aAnRIusod pue
“jolneyaq ayeridosddeur uy sajo pasuey ul Jnsas 2JaM s1aniSaled S12/STvd € jo SIS0.3])2s |eJale] SIS043]0s |eJRle]
yym Suidod ‘sa)ou STv 3ey) suodal Apms 9yl 's|D/STvd SE yieap ayj Jaye sje J1ydonoAwe yum J1ydonofwe
Mau 0} Juawisnipe Sdiysuonejay Aj@1ewixoidde -uoissajoud 6 pue suosiad Joj uued ur yum suosiad Joy
elep JUBISUOD papaau dyl| u1 sanjep JuaJaylg Sunuasaidas s1aniBaled Ajiwey paAjoAul saduajjeyd Supied Jo sadua)
yidap-ui KepAiana 119y) pue eay, pue SSupuejeg ‘(6 =u) sjeuolssay L YUM pa3dnpuod 2y Suipsedal sjeuols -leyo AepAians
paonpoud ‘a8ua)jeyp e saseasip 3)IYM $9)0Y MIN 0} -oud yyeay pue 2J9M SM3IAID}UI -sajoud yyjeay pue 33 UO S|euoISsdy
Sundwes aouaiuaauo) SM3IAIRIUI ay) Jo Auxe)dwod ayy Bunsnlpy, . sianen as)3 (L=u) s1an13aued paINIONIIS-1WIS s1ani3a1ed Aj1wey jo -oid yyjeay pue
‘syuedidnued ysiueq pue sdnoi3 yum Suidod punoy Suiyjon 1eyy Sundaddy, :pajedioijed suos |enpiaipul QT pue elep suonoa)yal aiojdxa s1an1Saied Ajiwey
AuQ "18s ejep jjews snoo4 s1an18a1ed Ajiwey S9WALY) JUBAS|DY -12d 9T Jo |e10) ¥ dno.8 snooj sug anneyend 0} sem aApalqo By dewuaq 70T ‘e 39 Uasa|0 40 suonoaRY T
suoneywi] syiSuans uoisnjpuo) synsay uonejndod SpoyI adfy ejeq wiry Aipuno) BL=CN sioyny L

(‘panunuo)) ‘z a1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

Ella Malloy et al.

(panunuo))

awoy je suaddey
21eD 2DUIS SIdJed Jo
Spaau pue saouaLl
-adxa ay3 Junodde ol
aye) 03 sey aNW jo
Juswageuew ayy Ul
yoeoudde annej)ed
ay] A103oalesy ssau
-t ay3 ul swoydwAs

uoneujsniy pue

SSJ1SIP |EUOIIOWS J3YLN)

0} Spes] YdIym ‘uoisneyxs
1ea1sAyd aq j1m 219y} ‘sajos

11943 dwedaq 3uini3aied
{SOA|9SWIAY] J0) SWI} dI0W
ou pey Asy) Jey) pajes
-1eu syuedpiued ‘jualed
03 asnods wo.y a8ueyd

B SEM aJay) pue ‘sajol
Jerdueuly dn ayey o) pey
Koy padueyd syuedidnued
2y} jo 9)os 3y} ‘swordwiAs
4O UOIRIOLDIBP Y} YIM
‘awes ay) 4a3uoj ou si
diysuone)as ayy ui Aoew
-nui ‘diysuonejal jejuew
ayy ur a8ueyd e si aiay)
ey papodal 1d “diysuon
-eJal |ejLew ay) Inoqge
suoluldo JuaJayip 7 a1om
a9y ‘syueddied ayy

Aq paquosap aiam 81dnod
3y} Usamiaq uonesunw
-wod pue ‘diysuone)as
ay3 u1 a3ueyd ‘e)dnod ayy
usamjaq Suipuoq |eyue
*aU0 Pano] ay} INOYUM
3J1] pue wapsAs poddns
pup saibayp.ys buidos jo
SaWIBYIGNS 3y} Yim uoie}
-depe ‘uonpounwuwod pue
ybubuiop sp usas aq 03
‘diysuonnja. p3IDW 4310
b bulaqg uj sajos buibunyd
JO SaWBYINS 3y} yum
diysuoneyau ‘“A10309/o.13
SSaUJJI $5042D dsuodsal
p2160j0Y2ASd ‘uonpiol
-919p pup sisoubpip ui

AN

yam pasouse|
suosiad ¢ jo
sian13a.1ed asnods

sisAjeue
|ea13ojousawouayd
annejaidiayul
ysnouy sSulpuly

‘eyep yydap JO UOI}RIOLIDIAP YUM Apjap J0 sawaygns ayy YHM pa3anpuod ANIN YyHm Kieuiwnaid :ases

u1 pasnpoud Jaupied ay) Suuied PauleIuod YdIYm NI aNmw SeMm SMaIAIIUL pasouSelp suosiad jo -SIp UoIN3U JojoW

pajou SMINIDUL 10} 313218435 Ul pUE 4o Sulueaw a1am sisA yum pasoudelp julod-g yum sasnods jo aduauadxa yum suosiad

siaLeq adend painionis sasnods Jo sanl ay) -leue ay) wouj padiawa suosiad g jo Apnis Aiojesoldxa eyep PaAl) 8y alojdxs 03 Jo sasnods jo
-ue] ‘o)dwes jjews -lwas uy saueyd ate asvy L sawiay) Jofew ay L s1an13a.1e0 asnods anneyjenb v aAnelend sem aA1}23(qo ay L elpu| 020T ‘|e 19 JaLIeM 2ouauadxd panl]
suoneywI| sy1uans uoisn|puo) synsay uonejndod spoyay adfy eyeq wiy Aiuno) Jeap sioyny AL

(‘panunuo)) *z s1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

Palliative and Supportive Care

(panunuo))
Koua)sisuod Jels
pue Aoeaud Suipunouns
pasiel 21aM SUIBdUOD pue
siauleg uauypied aied
ay3 pue STy Yyum uosiad
siauned ased oY) ay3 yioq Joj Susg-jjam
pue sy yum ajdoad Jeuonows panroiduwi pouad yjuow-g e
40 Spaau ay} 399w 3s9q pue “jealq e ayey 1o J2)ye pue aulaseq
pue siaLeq aziwiuiw SjUdWWWOD Jeuosiad je syuedpiyed
03 paznuoud aq pjnoys ansund 0y Jsuypied aled YHM pa1anpuod
S9DIAIDS 24D d)dsal a3 Joj awiy asow Ayenb 2J9M SM3IAIDUI
JO suoIen|eAd Jew.o) diysuone)as panoisdwi paJN}INIIS-IWas Apnis
pue Aunwwod Sy paviodal pue aied aydsal 'S9DIAIDS paseq aAneljenb v :s1au
3y} yum juswagedu3 awoy-ul 0} K. -9WoY JO WOy siauped aied upy) -ued aied Jisyy
‘siauped aied J1vy) papuodsai siauped aied ayy ul papinoad pue sy yum sjdoad pue sIsoIaos |eld
SMINIDUL pue sy yum ajdoad pue sy yum ajdoad sem aJed aydsay 40 saduaadxe paal e o1ydosjofwe
painpnis Jo spaau ay3 poddns |eJaAQ “palIuUAP! d19M siauped ‘uoljuaAISIUI DJ€D pue sanidadsiad yum a)doad jo
-lwas pue saguajjeyd Suing diysuonejas diysisuyed aled J19Y) pue STy aydsal ayy Jo 3y} ysnouyy aued saouauadxe pue
‘spoyiaw -2Je2 d)eIAd)|e 0} |00} aJed-juaned ayy pue yum ajdoad jo dnou3 josuod ayy a)idsas jo 1oedwi saApadsiad ayy
Aysianip o1uyd paxiw 1eanLd e se aied ayidsas Jaupned aied ay) 03 dy1dads (s;uedppued z9) Jayye 03 paudisse elep ay) aio)dxa 03 sem wouy aJed aydsal
40 y2e7 "ajdwes |jlews ‘s9]e2S pljeA sy3ny3iy Apnis siy L sa3ua)jeyd 3uinidase) speAp auo-AuiyL a1am syuedpdiped aAielend Apnis siy1 jo wie sy epeue) 20T RERENIT J0 edwi syl
suoneywi] sy1uans uoisnjpuo) synsay uonejndod Spoy| adfy eyeq wiy Aipuno) BL=CN sioyny AL

(‘panunuo)) ‘z a1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

Ella Malloy et al.

(panupuo))

juaididal

2Jed 3} UO UdPING JO
1oedwi ayy Suissasse
pue “4an13a1ed ay)
Suoddns 1a19q

10§ SMOjE STV Yum

sdiysuonejas

SV
yum ajdoad 03 aied

2U03Wos 4oy uuied jo uo yedw| pue ‘uofdLISI uonsanb Buipinoud jo 3nsas e
nsa. e se pasuaadxa pue uonejwi) ‘pedw jen yoJeasas se pasuapadxa salnd
Sa)NJIYIPp 3yl pue -0soydAsd pue jeuonows (%t2) s1oni8aied ano 01 Juea -IyIp pue ‘uaping jo
uapinq o syusuodwod a3 ‘UoRIpPUOd STV By} JO Jesnods pue (9402) aJleuuonsanb -9]24 J0U JudWISSaSSE dARIAgNS
2y} Suipueisiapun 'SV sanyjeondeld ayy SuiSeuew 9]ewsy sem 10yod papus-uado ejep aAn J19Y3 “‘poyod JaniSaied uaping jo Apnis
SMIINIRIUL ul uspJing Jan13a1ed punose pazjiewayy asam JaAI3a1eD SIy) Jo pue malaIuL -eyuenb |ewJojul ue aqLSaP 2y} 03 yoeoidde
o1l painpnis 30 Ayxa)dwod ayy sainoiyip SuiniSaled ayy fyolew vy 'syuedi paIN}INI3S-IWSS - ejep 0} sem siskjeue spoyiaw paxiw e
auo wouy Auo sjdwes -Iwas paJojdxa Apnis siyL ‘ejep aanejjenb ay) woly -o1ped auo-Aysiz - Sspoyiaw paxipy aAneyend siy3 jo asodund ay L puejal| 9107 ‘e 39 uinjeg - v ul SuiniBaue) 8
uaping
sJani3aied ayy pue Ansod Supjuiyy,, pue
awoy je papinoid aied J9y30 Yyoea Sundayoud,, S9WO03N0 JaAISaIed Apnis Aioayy
-J19s juaned paaye Buuayns uLeys, [ uod pue juaned pue ‘@ied papunoi3 e ‘Aey
‘uonoaye pue ‘djay -dns Suiney,, :sal10391ed adoung sypedwi 3 moy pue ul SIS0J9)IS |esdie]
1enminw ‘Aypoadidas Kiepuodas { pue ‘aied JO YInos ayy ut s1aAI821eD Aj1wey J1vy) J1ydonjoAwe yum
Aq pazuayeleyd 03 SuiBueyp,, pue Saied 1)U |edIUD Je) pue syuaned sy J9AIDII-21BD puR
sjueddied SMIAIDIUL “JanI3a1ed pue juaied 03 3uinoy,, Kooiddal, -nd2snwoJnau e ul usamiaq diysuone)as Jan1321eD UdIMID]
JO siaquInu Jjews painpnis usamiaq diysuonejas :padiawa sau08a1ed ulew s1aniSased/syusned elep ay3 a1eSisanul 0y ‘e diysuone)as ayy
‘Apn3s dLud-ouop -1was wied pue a|qels y € ‘SM3IAID)UI DY} WO omy-Ayuam| SM3IAIYU| aAiReyEND sem aA1123(qo ay L Key 6T0T ejosseg apisul Suion L
Ayissadau e se
UOI3EDIUNWIWIOD JO SWLIO)
mau 0} Sundepe payiuapl
s1aA18a1ed pue STymd
‘3ujuueld aued pasuenpe
Uo uoneuwLojul Ja1jies
pue aiow pajuem osje
sjuedidiyied 9yl jo Ajenb
J13Y) Paseaudul SadIAp
959Y) UO UolEWIOjUI pUR
uondope Ajies ‘sadinap
Jeatpaw Suiuteysns-ayl) uo
aoueljal 03 Suluonisuesy
payiodal s1aniSaied pue
STYMd "sddueuly pue pjoy
-asnoy J1ayy SuiSeuew
‘Buiag-jam s,SyMd Yy s1ani3a.ed GT pue
10} adue)i3In jenunuod STYMd udduN04
passedwodus jeyy A)iq ‘paJayo usaq pey
-1suodsaJ |e103,, JO ASUSS B A3o)jouyda} uoned
payiodal sasnods Jani3aied -lUNWWOD dANSISSE
ay] Aouapuadap o3 pauon J0/pue ‘aqny
-IsueJ} Jaylo ayl ajiym Suipaay e ‘uoneln
9ani3a.ed e Suiwodaq 0} -U3A |edlueydaw
awoy pauonisuel) asnods T se awoy aJaym Sy
Sied| sad13oeud s9)o. diysuone)as 419y} Jo a38e1s ayy je
-o1ued ul 21e2-)s9q Juswa)dwi 0y u a8ueyd e pajeSineu sjuaned pajnidal Ksuinof
pa1onpuod %99S oym sjeuoissajoid s91dnod pue sasnods asom 9\ "epeue) sisf|eue dneway} SV J19yY3 InoySnoayy
SMaIAIBIU| aJed-yjjeay Sy 10y SJaAIS21e IS0 "UOIIe|OSI ‘uojuowp3 ui annejjenb Suisn suonisuel} adual sadusadxe
-9)dwes juepodwy S| suonisues) pue ssauljauoj Jo s3u1jasy a1uld STy Aseund pazAjeue pue -adxa sian13a1ed Jan182182 pue
|euonoas snoaua3 asay} Suipuelsiapun passaidxa oym s1anid -pSIpNW e ‘paquosuesy pue (STymd) STV Judnjed :SISOI
-SS04D "21Ud STV dUO -019)9Y 0S ‘s1aniSased pue -a1ed pue Symd Auew wouy paynidal ‘papJiodas-olpne YHM U0SIad MOy -9)0s |esale)
Ajuo wouy paynIdas BLISLID UO! ST¥Md J0j suopisues) Aq paynuapi sem Ayunuw 2JaMm sIanIZaled 2J9M SM3IAIDUI elep puejsiapun o} s1ydosokwe
aJom syuedidiyed -npui a81eq Auew syuasaid STy -wod Jo duepodwl ay | 113U} pue STymd PaJN}INIIS-IWS anneyend sem aA1}23[qo ayL epeue) 020z ‘e 39 ueunpy ui suonisuel] 9
suoneywiI] sySuans uoisnjpuo) synsay uonejndod SpoydI adfy ejeq wiy Aipuno) PL=CN sioyny AL

(‘panunuo)) ‘z a1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

Palliative and Supportive Care

(panupuo))
suonuanIIuI
annuoddns paiojiey apia sjuiod awi MalAIUl DY)
-oid 03 sjeuoissajoid $s0uoe palien adusjenasd
yjjeay ajqeus pjnoys JI3Y} pue Pajdauu0dIAUl
s1aAI3a1ed JeuwLiojul aJam saway] Buiyiou,,
Jo spaau d1y12ads ayy pue ‘aind e ‘siolneysq sasnods
Suifyuap) 'sjeuols pajejal-juaned ‘sioyoe) y319-AY14 "puejay
-saj0ud pue ‘spuaiy Jeuonows-|esidojoydAsd ‘ungng ‘endsoHq
‘Aiwey wouy poddns ‘s921AI9s pue poddns juowineag e d1uld
paau sianidaie) awn |euia1xa 0} pajejas spasu ANW/STV Jeuonen
yum asueyd pue pue ‘9]oJ J1dY) Ul Wayy 2y Suipusne sy siskjeue
pauyap Aues)d ase djay pjnom 1eym paynusp! yum ajdoad jo aAnejenb v :
spaau uoddns “aj04 sisAjeue djeWaY | "SOLIAS S19AI8218D |ewLIojul 3sinod SuiniSaied -019]2s |esale]
J18y3 Ul )nydiay se MB3IAIBIUI BY) SSOIDR Yum (Ty =u S|eAJajul yruow-9 ay) ssoude s1aniSaied s1ydonoAwe ul
paynuapi siani3aied paseasdul usping JaniSaied ‘9G = U) SUOISeID0 0) - 1€ SUOISe220 STV JewJojul jo 954n0d 3uIAl
selq pasned Jeym ui uoperdepe pue papinoid aied Jo sinoH J3yuny z uo pue € uo ade)d 300} spaau ay) aiojdxd -21ed 3Y) Ssoide
aABY P)NOD dWI) J9AO Kpnmys pue Aoua)sisuod ayy ‘s1aquiaw Ajlwey aiem (18 =u) auljaseq 1e YoIym ‘mainiazul elep 0) sem sisAjeue siy} s1ani3a.ed jew
sjuedidnued jo ssoq JeuipnyiSuo pamoys Apnis siy| s1aA18a1e0 Jo Ayiofew ay) SMIIAIDIUI SWOH Paindnuls-1was aAnejyend 40 2A23[qo By puejay| 8T0C ‘|e 19 ulAjen -10jul JO SpaaN 0T
pajjos3u0d
Buiaq jo s3urjaay pue ‘awiny
UMO JO ¥2e] ‘uaping jJo
asnedaq aeuew o) Ayjiqe
paseatdap pasuaLadxe
upy Jo 1xaN ‘aduapuadap
pasea.dul pue Ayaissed
0}UI PaDIOJ UBYM SUOI}
-enyis 419y} SuiSeuew
s91NdIYIp paduaLadxe
sjuaned ‘@iowiayung
‘uonenyis ayy jo Ayjiqe
-a8euew ay) paonpai
sanlIoyIne 1o ‘spusiy
‘siaquiaw Ajiwey yum
sdiysuonejas Jeuondunjsiq
*S311LIOYINe pue ‘SpusLly
elep ‘Ajiwey wouy poddns pue
MIIAIDIUL DAISUSIXD 2ouasald jeas Suiaiedsad
3y} Jo asnedaq Ayjiqe pue ‘quasaid ayy ul Suy
-98euew uo Aj9)os -1} ‘@dueidadde ySnoayy
SND0J UdY) pue SSU suonenys J1ay} aSeuew
-InjSuluesw pue 0] s3I321e41S PasIAp Uy
‘AyjiqeaSeuew Ay Ajiwey ayy pue Jo 1xau pue sjuaned ylog jo
-liqisuayaidwod jo |enpiAipul 3y} 10} y1oq ‘uonenys 3yl ayy age uny Ixau pue syuaned
syuauodwod DOS ayy ‘Joddns jo sduepodwi -uew o) - siaquaw Ajiwey J0 1xau pue sjuaed 410Q Ul SIS0I3)2S
Uo paseq seale Jua} ay3 a1edipul siied ayy pue syuaned jo - A u1 STV yum 3uial) jo |esaze) oiydonjo
-Uuod € ojul |eudew U99MI3q SIIUIIYPIP JenpIAIpul 8Y) Ul suoney Aqesgeuew ayy -Awe yum 3uinn jo
ay) apIAIp 0} Alessa SMaIAIBIUI pue sanLe|iwis ay) -lwy) pue sanjunuoddo J3puly pue ajeyjioe) AjiqeaSeuew ayy
-29U Sem ) ey} ul painypnis pue AjjiqeaSeuew U9IMIDQ UOIIENIONYY JURYS uny Jo Ixau €T pue elep ey S1030e) deuiwni)! |e 39 auuezQ Japuly pue a3eyl
paywi sem Apnjs ay | -1was ul suonenydNy ay L -uo0d 3)eIpUl S)NSal BY L syuaned usapno4 SMaIAIRU| anneend 03 pawie Apnis siyL uspams 110Z uoss|o -119e} 1RY) SI01dB] 6
suoneyw] syiBuans uoisnjpuo) s)nsay uonejndod SpoyIa adfy eyeq wiy A13uno) BEEN sioyiny 9

(‘panupuo)) *z a1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

(panunuo))

Ella Malloy et al.

Buidwes anisodind
ySnouyy paseuew

a8ueyd

JedisAyd juedyiusis jo
saw je Ajejnon.ed
‘9seasip ay} Jo aduaLl
-adxa JaJed pue juaned
9oueyud pInod Indul
aJed anneljed asaym
paynuap! a1am syuiod

1e3)d ‘A10323(e1} BSeasIp

9y} $s010Y ‘3] Jo shep

15€] 3U3 YHM pajerdosse

2Jam aled anneljed jo
suonduosap “4anamoy
s1aied J1ayy pue asea
-SIp duoJnau Jojow
yum ajdoad jo spasu

JjuswiaAealaq pue

‘a1ed 3j1-Jo-pus Joj Sulu
-ue)d ‘sjeuoissajoid yum
Sui8e8us ‘uopelousiap
Buunp Supjew-u op
“oJ3u0d Sujuiejulew ‘sisou
-3eip 03 asuodsas Suipnjpul
Ki10303(e13 sy ySnosyy

aJed anneljjed jo pue
9SB3SIP AUOINBU JojoW
yum Suian jo seouaadxe

sIaniSaled 69E pue
95B3SIP dUOINAU
Jojow yum ajdoad
86¢€ Jo saduauadxa
ay) Sunuasas

s1S9yjuAhs dnewayy
Buisn paynpuod

Kioyoalen

9seaSIp 9y} SS0.I0E
sJaJed jewojul J1ayy
pue aseasip auoinau
Joj0w yum a)doad

MIINDI
J1eWa)SAS dAne)
-jenb vy :siaA1321e2
Jewuojul 112y} pue
95B3SIP dUOINAU
Jojow yym s)doad

AjoAnoe,, sem mainal M3IAD) a1ed ay) Suiojdxa Slaied pue sjuaned -dau ‘papnpoul yoJeasas anneyl Jo a1ed aAneljjed oy Joj a1ed aAneljjed
3y Ul papn)ul sal aunjeua) 3uiiersp padojansp alam siaded -1enb jo mainal elep paau pue o saduaLl ‘e 11 ‘10) paau pue 4o
-pn1s Jo Jaquinu ay | SNoJoBIA paluap! MaIADI YL 219m saway) |ednhjeuy T 4O €10} ¥ J11eWa)sAS v anneyend -adxa ay) auo)dxs o) pue)3u3 0z0T Suiwwa)4 saouauadxe ay | €T
uofenyis awes ay}
ui 3)doad yum suon
-ow? pue saduauadxe
Suueys jo Ayiqissod
9y} J0j puUodaS ‘S|eUOIS papua
-sajoud Aq papinoid suoissas dno.3 ay3
uonesnpaoydAsd ayy Suueys,, 9OUO SM3IAIBI| siani3a1ed
10} 1511 :suoseas ulew pue J)2sauo jo 1anidaied paJnonis-1was J19y) pue syusned
T J0 asnedaq sianid 3ulaq,, ‘sdiysuonejal pue juamiapun sjued Y10q Jo spaau ay3 Apnis anneyenb
-2Jed JI9y) pue Sy Aiwey, ‘uoneidepe, -1piued 313 Suifypuap! ‘sTy Ul v :JoniSaied
s3uneaw yym aydoad uipiod Jsuonows jo uoniu ‘s3uneaw dnoi3 UOI}UAID)UI |eUOI}EIN 119Y3 pue
dnou3 pue -dns u uozuaAIIUI -8o02a1,, /A30j0y3ed Y3 |euonesnpaoyd -paoydAsd painyoniis SIS0J3]DS |esdle
SMaIAIDIUL dnou3 euonyeonp Jo uoneue)dxs,, 9dIApe -Asd g papuane e Jo uonejuawa)dwi J1ydonoAwy yum
dnou3 jonuod woyj eyep -a0ydAsd jo Apjnn ayy |eonoeld, :paynuapl sIaniZaled €1 s1aniSaled €1 elep a3 9qLIDSIP 0} pawle e 9)doad Joj sdnos3
ou ‘a)dwes |jews yidap-u| sAedsip Apnis siyL 2J9M SDWIBY} UlBW UIASS pue sjuaned a4 pue sjuaned a4 aAnelend Apms uaiund ayl Key 20T 1youa)ig Jeuoneanpaoydfsd 45
pajejaiiaiul
2J9M SaWIY) Ulew  dy1
‘spaau jed130joydAsd pue
‘|eanoeud ‘edos Suipnpoul
‘pajadey|nw a1em spasN SENFEIRIEEETI
«Suoje Sunpn,, pue padjay poddns Janaq 0} SMaIAIRUI
3uiaq papn)oul spiemay sAem a1qissod Ayiuapi aAneyenb jo
anissed sawi je ‘anioe ‘aouerdanoe yyum Sund3niis 0) pue 3uued jo sisAjeue diewayy
sawiy Je Sulaq ‘Buied pue ‘i3 ‘@dusjeaique saoualiadxa aniedau Kiepuodas vy
Jo spadse annedau ‘foedonpe ‘Ayjiqisuodsal pue aanisod usamiaq :SIS0I3)IS |esale]
pue anijisod usamiaq ‘uapJng jeinos Suipnpul diysuonejas ayy J1ydonoAwy/asessiq
$9]e])1950 Sy /aseasIp ‘palede)nw sem uaping Ajeayinads ‘sy 3UO0IN3N JOJIOW
aU0JIN3U Jojow Yim JuBWOW 3Y3 4o} SUIA Ajjeurpnyi8uo) /aseasip auoinau yum uinl a)doad
spoyaw uosiad e 1oy uued pue ‘@nnadsiad Suluielal P912NpUOd SMIIA J010w yum a)doad J0 s1ani8a1ed
auoyd paxin yum adod oy Ayjiqe ‘annoe 3umad papnjpul -J3)ul dAIREYIjEND Jo siani3aued Ajiwey Ajiwiey ur dudl)Isal
ayy Jano syuedpn *SMIAIBIUI SI1anISa1e) “pajejaLaul 90UDI|ISBY "9DUBI|ISAI pue PaINIINIS-IWIS 7 Jo saduaLadxe ay} pue spiemas
-led pamainIau| painynas 2le spiemal pue ‘spasu ‘spiemal ‘spaau ‘suapinq SiaAIZaled Jo sisAjeue onew elep a10jdxa 01 sem Apnis ‘spaau ‘uspinq
*az1s ajdwes-|jews -lwas ‘@ualjisal ‘usping punoJe padiawa saway | Ajiwey ua) -ay) A1epuodas anneyend SIY) Jo wie ay | pue)3u3 ST0T AEREFERNEN Jo seouauadxy T
suopejwi] sy18uans uoisnjpuo) s1nsay uonejndod SpoyIsy adAy eyeq wiy Anuno) Jeap sioyiny oL

10

(‘panunuo)) *z aqeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

11

Palliative and Supportive Care

syuedpied

JO Jaquinu |jews
‘M3IAIRIUL

dn-mojjo4 oN

selq

uo0112313s Juedidied

uoneuwuJoyul
aAneyjenb
yadap-ul
‘Apnas
Jeupnyiduot

Buiuue)d aied

3dUBApE Ul USAOMISIUL
aJe S10)0e) |edIpawW pue
“leos ‘edidojoydAsd
MOY pue dWI} JIAO d4ed
aun3ny Inoge syySnoyy
Slenpiaipul adeys o1
-weuAp |euonejas pue
aseasip ay3 yym Suidod
Se UaNns $1032e) Moy
saziseydwa Apnis siy|

ainny
33 In0ge SALIOM Woly
1310 ydes pue SaAjaswayl
Sunoajoud (9) pue ‘@uning
ay) 1noqe Auiom pue 3)qeis
utewsau 0} adoy ussmiaq
Buiuejeq (g) ‘suoisidap
9}1]-Jo-pua Jo sydadse |edl
-paW IN0Ge SUOIIBSIIAUOD
3u sjeuolssajoud

(¥) ‘sisoudoud pue sisou
-3elp 1noge uonewlojul
Buiuierqo (g) ‘syuaned

se sanjaswayy Ajuapt
SIS043]0s |esale] o1ydosio
-Awe yyim suosiad moy ()
{Spaau aJed aininy pajejal
pue auldap |edishyd
paduaadxa (T) :Sjuswa)d
pauimuaiul Aq pasuanjul
2J19Mm saduaadxa

Buiuue)d ased adueApe
QW3 JAAQ "} IN0ge paye}
M3} Ing ‘@18 aUNnIn) Inoge
y3noy3 syuedpiped )y

awiy Jano adueyd

saouauadxa asay)

Aym pue ‘moy ‘usym

1 pue - s1a1ed Ajiwey

11343 pue STV Yim

suosiad jo Sujuued

21ed adueApe yim

siaied sadusLadxa ayy

Ajiwey 6 pue STv ejep puelsiapun 03 sem
Yum suosiad suiN M3IAIRU| aAney|end Apnis siy3 Jo wie syl

sia1ed Ajlwey
11843 pue
SIS0.1310s |esale]
J1ydosjoAwe

ynm ajdoad yum
Apnis jeuipniiuo)
aAleNend
1SIS0.32s |esale]
s1ydonoAwe

u Suiuueyd

‘e aJed adueApe

wni3)ag 20z aplaedoquapuepn yum saduauadxy

ST

VN

VN

VN

Suuq ued Juswieas

pue ssau)ji Ayurepadun
Buiziigesap ayy Ispiwe
sannuap! s,a1doad 109}
-oud pue ansasaud diay
s1ay10 ajewnu skem ayy
uo 1y31) spays pue ‘esnLd
0s aq ued sadfpoeld Sujew
-UOoISId3p Ul JUBWAA|OAUL
Ajiwey Aym smoys Apnis
sy "uondo snnadesayy
yoea oy sainyny ajqissod
BuLapisuod Jo yse) aAl}
-euigew! ayy yum djay

0} s4ayjo aJinbaJ uayo
sjuaned (z) pue pauimy
-19u1 Aj@1ewnul Suiag-jlam
1134} SaAB3] JaY30 Y} Uo
K21 Kew yoea yoiym oy
ua3xa dy3 (1) :diysuon
-ejas Jan13aaed-juaned

a3 Jo syadse |esniid

Z s1y3nysiy Apnis siyL

ejep

VN SMIAIRU| anne}end VN

Buiyewuoisioap
pajuaiio-aininy

pue ‘sisoJa|ds |esd

-je] oiydonofwe

ynm Suian ‘A

‘le e -uapl jeuonejdy

sn 020z JIAO|eSISA 39 | 1M Oym,,

43

suopeywI]

sy13uans

uoisnjpuo)

S} nsay

uonejndod SpoyIa adAy eyeq wiy

Aunod SIEEYY sloyny 3]

(‘ponupuo)) *z s1qeL

https://doi.org/10.1017/51478951524002141 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951524002141

| Fig. 1- Colour online |

Ella Malloy et al.

Records removed before screening:

Duplicate studies (n = 204)

v

| Studies excluded upon review of

title/abstract (n = 2560)

12
s N\
Records identified from Databases:
c PubMed (n = 1,264)
-8 Medline (n = 214)
E Psychology Database (n= 496)
= CINAHL (n = 848)
g Total Identified: 2822
L J l
Studies screened (n =2619)
A
oo
g Studies sought for retrieval (n
] =59)
[s]
(%]

l

Studies assessed for eligibility

.| Studies not retrieved (n=7)

_| Studies excluded (n = 37) due to

(n=52)

\ 4

Studies included in review (n =
15)

Identification

Figure 1. PRISMA-ScR 2020 flow diagram.

Adjusting to new roles

New household roles.

The findings of the studies suggested that as the disease pro-
gresses and the range of impairments increases, partners of
individuals with MND had to take on more roles and responsi-
bilities, such as financial responsibilities, and often experienced a
role reversal 1234567810.1213 Often following a diagnosis of MND,
the household income reduced from 2 incomes to 1, the partner
had to reduce their working hours, or stop working altogether
to meet the demands of the carer role, which resulted in less
money and financial concerns.*>%1%1* Additionally, some stud-
ies revelated that partners had to learn new skills related to the
pragmatics of daily life, such as mastering household tasks, home
repairs, or car maintenance, which were previously the role of
the person diagnosed with MND.*>¢ Additionally, several studies
reported how following a diagnosis of MND there was often an
alteration in family dynamics, with partners having to take on
more parental responsibilities.>*>81%12 These shifts in household
and family roles often caused stress and frustration which at times
resulted in conflicts within the couple’s relationship.>>¢

Role as a carer.

In addition to having to adjust to new household roles, partners
also reported having to adjust to becoming a carer. Several studies
reported that individuals with MND became completely depen-
dent on their partner as their condition progressed.>>%*15 Partners
felt completely responsible for their partner’s health and believed
that they had a duty of care to their sick loved one.83!1:1315 The
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studies reported that undertaking the role of a carer led to feel-
ings of immense pressure from having to take on too much/total
responsibility for their partner resulting in feeling as though their
own life had become restricted or put on hold.>>¢%131> Ag the con-
dition worsened and dependency on medical devices increased,
partners had to learn new skills to adapt to their new role as a
carer such as learning how to use wheelchairs, eye gaze systems,
and Percutaneous Endoscopic Gastrostomy (PEGs).2>%%15 They
also had to provide physical support such as helping their part-
ner to get dressed, transferring them to beds or wheelchairs, and
guiding them through their daily activities, which they reported as
difficult to adapt to.>>%133 Additionally, as the partner took on the
role of carer, they also became an advocate for their spouse and an
important source of information. This resulted in them becoming
responsible for making decisions and for their partner’s health-care
needs and visits.>!131 These changes in roles made partners feel
more like a parent or carer than a spouse, which led to changes in
their relationship dynamics.*>%1>

Changes in communication and values

Communication issues.

Several studies reported changes in communication to be an
issue in couple relationships as a function of MND inhibiting
speech. 247810 Specifically, partners had to develop new forms of
communication such as using eye gaze equipment, voice bank-
ing software, or simpler methods such as hand signals, which,
while improving the patient’s quality of life, led to frustration and
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misunderstandings.>*!* Several studies also reported that commu-
nication issues led to partners feeling lonely as they were unable to
have the same level of connection that they once had with their
partner.®®9 Patients reported still wanting to be in control of mak-
ing decisions; however, with a decline in communication skills this
became complex and distressing and often resulted in conflicts
between partners.26%1315 Some studies reported that both partners
often hid their feelings as they did not want to upset or burden the
other person.”!>1315 However, interestingly, other studies reported
that open communication is important within the couple’s relation-
ship, with mutual understanding and having an open, reciprocal
relationship prior to diagnosis helping to reduce frustration and
burden during the disease trajectory.l”10:15

Changes in personal values.

In addition to changes in communication, studies also reported
that partners’ personal values changed.!:>*7%1113 In particular, sev-
eral studies reported that as time together was now limited, spouses
experienced a change in their outlook and values such as prioritiz-
ing living in the moment and appreciating what little time they had
left, learning to be resilient and how to have a positive outlook, as
well as putting their own life on hold to engage in activities that
mattered to their partner.>”*!* However, some spouses reported
that this led to changes in their identity and stated that they expe-
rienced a loss of self as they had to reinvent themselves to adapt
to their new situation."”13!> Other studies suggested that part-
ners experienced difficulty accepting the diagnosis at the beginning
which had a negative effect on their values and outlook.!#*!1:13:15

Spouse well-being and health

Most studies reported that caring for a partner with MND had a
significant effect on the caregiver’s physical and mental health and
well-being.

Psychological well-being.

The studies reported that partners experience a range of complex
and ever-changing emotions caring for their partner with MND.
These included fear, anger, sadness, and frustration due to changes
in their partner’s behavior and language and uncertainty about
the future.">**>89121315 partners frequently experience psycho-
logical and emotional distress from watching someone they love
deteriorate.>® They also reported feeling a sense of loss while their
partner was still alive due to changes in their behavior and lan-
guage, and no longer appearing to be who they once were 2% 13
Partners reported experiencing guilt and conflicting emotions for
a number of reasons including being in love with their partner but
often hoping that the MND journey would come to an end due to
the immense burden they felt, feeling fearful of the future but want-
ing to live in the moment, and feeling sorry for their partner but
also angry because they missed their former life together.>**> The
studies reported that caring for a partner with MND did not allow
time to oneself to pursue hobbies or take a break from care respon-
sibilities which negatively impacted the carer’s well-being and led to
frustration. >4 %89 10.12 Some studies reported that respite care is
important in giving partners time to themselves, which was found
to improve their well-being and the quality of the couple’s relation-
ship. However, partners were often unwilling to utilize respite care
as they felt totally responsible for their partner and did not want
to relinquish control over their care.>®!? In addition to feeling the
burden of responsibility, studies reported that partners often felt
as if they were not doing enough as they could not aid recovery,
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which led to feelings of helplessness.>®!* Partners were reported as
often neglecting their own mental health and well-being in favor
of adopting the role of carer.>>! Several studies reported that
there is currently a lack of support for partners of individuals with
MND.1’14’13

Physical well-being.

The studies reported that partners typically had little or even any
time to themselves, which led to reports of physical exhaustion and
poor sleep.>**>13 Additionally, partners often reported becom-
ing injured as a result of the physical demands of caring, such as
experiencing strain and back injuries from lifting as their partners
mobility reduced throughout the disease trajectory.>®!* The phys-
ical exhaustion and injuries the partners experienced were further
exacerbated by neglecting their own needs and health. Partners
reported not taking the time to themselves to address their own
health problems or needs, which frequently led to them getting
sick, an increase in comorbidities, and canceling or missing doctor
appointments.>*>

Changes to social relationships

Studies reported that partners of an individual with MND experi-
enced changes in their social relationships. These changes occurred
for several reasons. First, partners reported having a lack of time
to socialize as well as being confined to the home, which limited
their ability to engage in regular activities, make plans, or respond
spontaneously to invitations. This reduced the number of social
relationships that partners were able to maintain resulting in a loss
of friendships.>*® Second, due to cognitive impairments, individ-
uals with MND can be prone to emotional outbursts and display
inappropriate behaviors in public which partners reported led to
feelings of awkwardness or even confrontations with other mem-
bers of the public. These experiences left partners feeling more
hesitant to leave the house.>!® Third, while studies reported that
both social and family support are important, partners of individ-
uals with MND often felt like a burden to their family and felt
guilty asking their family for help so took on total responsibility of
care.””!2 Leading on from this, some studies reported that partners
were unwilling to share the burden of care with others and did not
want outside help.>>!®!-13 Partners reported becoming frustrated
with the increase in people coming into home (i.e. community
health-care workers).>>!® The loss of social relationships impacted
how caregivers related to other people and themselves>*46813 and
led to feelings of loneliness and a sense of being trapped.!:>*12

Intimacy changes

The final theme identified from the studies relates to changes in
intimacy. There was a limited number of studies that reported
on intimacy changes in relationships, with one study suggest-
ing this is because the topic is rarely discussed.!*> However, the
studies that reported on intimacy changes suggested that due to
physical impairments, intimacy between couples was reduced or
significantly altered. Partners reported that as the condition deteri-
orated, they could still kiss and hug their partner, but increasingly
their partner was only able to passively respond.>* Several stud-
ies reported that there was a reduction in relationship satisfaction
and sex life as the disease progressed.>* Despite changes to inti-
macy, spouses in several studies reported that love and mutuality
was important during the disease progression, with strong predi-
agnosis marital relationships and a shared love for one another
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enabling mutual comfort which reduced the burden on the carer
and resulted in the relationship staying strong after the MND
diagnosis.”

Discussion

Our review sought to identify, examine, and synthesize the qualita-
tive evidence on the current state of the research literature examin-
ing the impact of the MND journey on the couple’s relationship.
The included studies reported on the impact of a partner diag-
nosed with MND on role adjustment, changes in communication
and values, partner well-being, social relationships, and intimacy.

Most of the studies reported on the impact of MND on role
reversal and the adjustment of the couple’s relationship to new
household and caring roles. These shifts in household roles and
family dynamics can lead to feelings of frustration, stress, and con-
flict within the couple’s relationship (Olesen et al. 2022). Couples
often experienced identity issues due to this change in their rela-
tionships, with individuals with MND no longer able to take on
roles they were once responsible for and their partners no longer
seeing themselves as a spouse but as a carer (Pinto et al. 2021).
With this change in the couple’s identity, partners can experience a
loss of self, which can lead to resentment and changes in the bal-
ance in the relationship (Andréasson et al. 2023). These changes are
further exacerbated by having little time to themselves and due to
the timeframe of the disease trajectory (Conroy et al. 2021). This
supports research which found that partners experience a sense of
moral obligation (“for better or worse”) to care for their spouse.
The new caregiving/care-receiving relationship that forms change
the dynamics of power in the relationship as well as the partner’s
personal autonomy (Andréasson et al. 2023).

Communication was a key theme that emerged from the scop-
ing review, particularly in relation to how this impacted the couple’s
relationship. MND leads to a degeneration of both upper and
lower motor neurones, which can cause impairment in communi-
cation, breathing, and swallowing (Paynter et al. 2019). The studies
reported that couples had to develop new forms of communication
with each other. However, this often led to frustration, misun-
derstandings, and feelings of intellectual and emotional isolation,
as communication reduced (Paynter et al. 2019). Obviously, this
reduction in communication influences the couple’s relationship
and their sense of connectedness. Furthermore, as communica-
tion skills deteriorate, the partner with MND becomes increas-
ingly reliant on their partner’s support which, as previously stated,
changes the couple’s relationship dynamic (Andréasson et al. 2023;
Paynter et al. 2019). Joubert and Bornman (2012) suggest that
maintaining communication is vital in dealing with emotions
elicited by changes caused by MND. Alternative communication
strategies can help to maintain intimate relationships between cou-
ples such as communication aids and sign language (Joubert and
Bornman 2012).

A further theme that consistently emerged from the review was
the impact that changes in the couple’s relationship had on the
couple’s psychological and physical well-being. Partners experi-
enced a range of conflicting emotions, which were largely due to
changes in their partner’s behaviors and language (Li and Loke
2014). Individuals with MND often experience apathy, egocen-
trism, impulsivity, and decreased social adaptation, which can
negatively impact caregivers (Rusina et al. 2021). Additionally, due
to physical impairments, there is a reduction in intimacy between
partners (Olesen et al. 2022). Partners reported feeling emotional
and psychological distress watching their loved one deteriorate, as
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well as conflicting emotions such as guilt, anger, and resentment,
which can have a negative effect on the couple’s mental well-being
(Olesen et al. 2022). Behavioral changes as a result of MND are the
strongest predictor of psychological distress in caregivers of indi-
viduals with MND (De Wit et al. 2019; Olesen et al. 2022). Partners
also reported a decline in their physical health due to the physical
demands and lack of rest that results from caring for an individ-
ual with MND. These findings are supported by research which
suggests that partners have a reciprocal influence on each other’s
quality of life and psychological health. Thus, changes in the cou-
ple’s relationship and role can have a negative effect on the couple’s
mental and physical well-being, and vice versa (Baucom et al. 2020;
Li and Loke 2014).

A final key theme that emerged from the review was the changes
to social relationships external to the couple following an MND
diagnosis and over the course of the disease trajectory. Several stud-
ies reported how partners of individuals with MND felt lonely and
trapped within their relationship as they were no longer able to
socialize as they once had (Wu et al. 2022). This is largely due
to the time-consuming nature of caring for a partner with MND,
which leaves little time for hobbies and social engagements (Wu
etal. 2022). Studies also suggested that due to behavioral and cogni-
tive changes, partners often felt embarrassed or awkward in public
spaces for fear of their partner displaying inappropriate behaviors
(Olesen et al. 2022). Thus, having a partner with MND affects how
the couple relates to others (Olesen et al. 2022). This is supported
by research that has found that partners who act as carers experi-
ence a sense of social isolation (Andréasson et al. 2023). Love et al.
(2005) indicated that prolonged caring for an individual with MND
results in a substantial loss of social support, which negatively
affects the carer’s well-being, and may result in anxiety, depres-
sion, and psycho-social distress. This can lead to role dysfunction
which ultimately negatively impacts their ability to provide care to
the individual with MND and their relationship with their partner
(Love et al. 2005).

Future research

The findings of this research suggest that partners are integral to the
care of individuals with MND (Flemming et al. 2020). However,
despite the literature suggesting that caring for a partner with
MND is likely to have a negative influence on the couple’s rela-
tionship, little support is available to partners of individuals with
MND or for couples to assist them in planning for and navigat-
ing changes (Bilenchi et al. 2022; Flemming et al. 2020; Trucco
et al. 2024). The main support available currently appears to be
respite care. Yet, as the results of this review found, partners are
often hesitant to use respite care as they are unwilling to share the
burden of care due to a belief that the couple’s relationship is invi-
olable and that care is personal (Olesen et al. 2022). Therefore, it
is important for future research to identify additional ways of sup-
porting partners. Furthermore, the findings of this review suggest
that future research needs to investigate ways of combating the
social isolation that couples living with MND face (Andréasson
et al. 2023). Finally, the results of the scoping review suggest that
there is a lack of research on the impact of MND progression on
intimacy between partners, with the suggestion that it is often a
taboo subject and therefore not openly discussed (Flemming et al.
2020). However, given that shared love and intimacy are vital in
reinforcing a strong couple relationship throughout the MND tra-
jectory, future research needs to look at ways of supporting couples
through these changes (Bassola et al. 2019). The National Institute
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for Health and Care Excellence (NICE) MND guidance suggests it
is vital that health-care professionals discuss with individuals how
the disease is likely to affect their daily living including adjusting
to changes in relationships, roles, and intimacy (NICE 2016/2019).
Therefore, future research is needed to develop a better under-
standing of how couple relationships change over the course of the
disease trajectory, as well as what is needed to support partners
through these relationship changes. This can guide future policies
to help provide targeted support for couples and to gather evi-
dence of what is to be expected to enhance the NICE guidance for
conducting multidisciplinary team assessments. Such support and
changes in policy might be able to improve the quality of life for
both the person with MND and their partner, which is considered
an urgent priority in the UK today (Kluger et al. 2023).

Limitations

This study is not without limitations. First, several of the studies
reported on informal carers or family carers or did not specifi-
cally report what relationships the carers had with the individual
with MND. Very few studies reported entirely on the experiences
of partners. As such, we were unable to derive from the data the
experiences of partners exclusively, which may reduce the validity
of the findings. Second, in comparison with the rigor of a system-
atic literature review, scoping reviews are less comprehensive and
might render the study more vulnerable to bias. As observed by
Tricco et al. (2016), there has been a marked increase in scoping
reviews since 2012, but there remains variability in the ways in
which scoping reviews are conducted and reported. In the case of
this study, the research team attempted to minimize bias by follow-
ing the PRISMA-ScR and ensuring that the screening procedure
was reviewed by 2 members of the research team. Moreover, despite
the potential limitations, a scoping review was deemed to be the
most appropriate method in this case, given that the aim was to gain
an understanding of the breadth of studies available in the apparent
absence of any pre-existing comprehensive review of the impact of
the MND journey on the couple’s relationship. This helped iden-
tify gaps in the existing literature, which might be a useful focus of
research in this area.

Conclusion

The results of this scoping review revealed that recieving an MND
diagnosis and the subsequent progression of the disease has a pro-
found impact on the couple’s relationship. The results suggest that
MND can lead to changes in couple relationships through part-
ners having to adjust to new roles, changes in communication,
declines in caregivers health and well-being, changes in intimacy,
and changes to social relationships. Future research is needed to
develop a comprehensive understanding of how couple relation-
ships change over the course of the MND trajectory and to guide
future policies that will help provide targeted support to couples as
they navigate these complex and challenging relationship changes.
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