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ABSTRACT ARTICLE HISTORY
Children growing up with a parent with mental ill-health are Received 7 June 2023

a hidden and vulnerable group. Positioned at the intersection Accepted 24 May 2024
between adult and children services, and health and social care, KEYWORDS

these children fall between the gaps, rarely acknowledged in policy Parental mental ill-health:
or practice. This is exacerbated when the young person is excluded family focus; health and
under the auspices of patient confidentiality and age appropriate- social care; service

ness. This article reports findings from research which captured experiences; young carers
young carers’ retrospective accounts of professional support when

caring for a parent with mental illness. Participants in this research

study described being ‘involved but not included’; they provided

significant care to their parent and were relied on by professionals to

provide support. However, they were simultaneously omitted from

any discussion or understanding of the decisions made. This article

explores the relevance of these accounts for current service provi-

sion. It concludes with recommendations for involving young carers

in care planning and ensuring that young carers have their own

needs assessed and acknowledged by professionals.

Introduction

Children growing up with a parent with mental ill-health are a vulnerable group with
specific needs related to their family circumstances. Over the past 20 years research has
consistently shown that this group of children and young people face adverse outcomes
in terms of their own physical and mental health, educational attainment, social network
and transition into adulthood (Aldridge & Becker, 2003; Blake-Holmes, 2019; Reupert &
Maybery, 2016; Wepf & Leu, 2022). Such is the strength of this evidence that growing up
with a parent with mental ill-health has been recognised as one of the Adverse Childhood
Experiences (ACES) (Sherman & Hooker, 2018).

It is important to note that neither parents with mental ill-health nor their
children are a homogeneous group. Not all parents will have their ability to
parent compromised, nor will all children step into a caring role or be signifi-
cantly affected by this (Boursnell, 2007). Recent research has begun to move
beyond considering whether children will be adversely affected to explore why
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some children (and families) are impacted more than others (Janes et al., 2021),
and what mechanisms could be put in place to support and safeguard both the
children and their parents (Charles et al., 2016; Reupert & Maybery, 2016). It is
also crucial to consider these families’ needs in the context of other adversities
they might face such as poverty, social isolation, drug and alcohol misuse,
instability and stigma.

We know that a significant number of children are growing up with a parent with
mental ill-health (Reupert & Maybery, 2016). International research estimates that 23%
of children grow up with a parent with mental ill-health (Reupert et al., 2022) and that
36% of patients receiving adult mental health services have a child under the age of 18
(Ruud, 2019). However, there are no consistent figures measuring the prevalence of
parental mental illness within the UK (Cooklin, 2010; Yates & Gatsou, 2021). As such
there has been a historic trend of such vulnerable young people being ‘hidden and
ignored’ (James, 2017, p. 1), in both policy and practice.

Families’ involvement with professional services

Over the past 20 years there has been a growing political awareness of the needs of young
carers (Joseph et al., 2020). This is reflected in the statutory duties written into UK social
policy and legislation which seek to support vulnerable families and young people caring
for family members. These range from Child in Need provisions under S17 Children Act
1989, to Carers assessments under both the Care Act 2014 and Children and Families Act
2014. However, research shows that despite these mechanisms, families living with
parental mental ill health and facing adversity are often underrepresented in early help
and preventative services (Lagdon et al., 2021).

Several studies have examined the perceptions of professionals working with families
experiencing parental mental ill-health (Butler et al., 2021; Cooklin, 2010; Sherman &
Hooker, 2018) and there are several recurrent themes. On an individual level, profes-
sionals and practitioners demonstrated a lack of awareness of the impact that mental ill-
health has upon the family system, the increased stressors placed upon the parents and
the potential adverse outcomes for the children. Those that were aware of these issues did
not feel sufficiently confident to take a proactive approach in addressing them (Cooklin,
2010).

Health and social care teams generally work with individuals and may consider
additional work with family members as not within their remit or that these needs will
be met elsewhere (Cooklin, 2010). This is exacerbated by the long-standing separation of
both child and adult services and health and social care services within the UK. The lack
of integration between mental health and children’s services combined with the general
individual patient focus of adult mental health services (which is often the first sub-
stantial point of contact for parents with mental ill-health) means that their status as
parents, and the consequential impact on the children is often not recognised (Yates &
Gatsou, 2021). In response to the Big Ask Survey conducted in 2021, the Children’s
Commission commented on the ongoing (unmet) needs of children facing challenges
and pressures as a result of parental mental ill-health, stating ‘too often we are still trying
to “solve” the problems of one member of a family without seeing the family as a whole’
(Children’s Commissioner, 2023).
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Family-focused approaches

Families where a parent has mental ill-health can present with complex and multi-
faceted needs requiring a number of responses from different services (Davidson
et al., 2023). There is convincing evidence that a family focused approach to support
can be beneficial to the whole family, both as a unit and its individual members
(McCarten et al., 2022).

Family focused practice is not a new concept with specific interventions implemented
internationally (Reupert & Maybery, 2016). These approaches prioritise working with the
family as a whole, rather than individual members - especially in cases where parents are
experiencing mental ill-health. However, these approaches have generally represented
small pockets of positive practice. Of the evaluative research that has examined family
focused practice, there has been a clear demonstration of positive influence on both the
parents and the children, including: enhanced parent/child relationships, reduction in
relapse and hospital admission for the parent, and increased adaptive coping mechan-
isms and resilience for the children (Yates & Gatsou, 2021). Despite their documented
benefits, family focused interventions appear difficult to implement and sustain due to
a lack of organisational, policy and resource commitment (Allchin et al., 2022).

Despite the government’s commitment to the Think Family agenda of implementing
family inclusive practice (McCarten et al., 2022) and the legal rights of vulnerable
children under the United Nation Convention on the Rights of the Child, there remains
scant multiagency collaboration and family focused service provision across the UK,
which has been identified as a public concern (Butler et al., 2021; Yates & Gatsou, 2021).
The past decade of austerity has exacerbated difficulties in both health and social care
provision (widening the gap between adult and children’s services and favouring short-
term interventions) at a time when economic hardship and welfare reform have left many
families at increased vulnerability to hardship, crisis and breakdown (Barford & Gray,
2022). These difficulties have disproportionately impacted families living with adversity
such as parental mental ill-health (Children’s Commissioner, 2023).

Methods

The study that this article draws from asked people to reflect on their childhoods growing
up with a parent with mental ill-health, how they made sense of the experience and their
role within it. This qualitative research consisted of biographical narrative interviews
(Wengraf, 2001) with 20 individuals from across the United Kingdom. The study was not
limited to specific mental illnesses or engagement with services. However, from their
accounts, it appeared that all participants’ parents would have met the threshold required
for secondary mental health services.

Adopting this biographical approach gave a valuable insight into how experiences
impact on different individuals across the life course, how they are perceived and
responded to and how they are viewed in retrospect. Key themes from this study and
have been reported elsewhere. These include the coping mechanism of ‘acquiescence’
that was developed as a result of their experience through childhood (Blake-Holmes
et al., 2023) and the impact that this has as the young person transitions in to
adulthood and what this means within the family dynamic, as children, parents and
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siblings (Blake-Holmes, 2019) This article focuses specifically on relationship partici-
pants recalled with the professional health and social care services who were attending
to their parents’ needs.

Ethics

Ethical approval was granted by the University Ethics Committee. Given the sensitive
nature of the research careful consideration was given to the impact of the research on
participants. The nature of the research and interview process was discussed with
participants before they gave consent, and they were encouraged to consider what
support they might require during and after the interview. Debrief sheets were provided
to each participant with advice regarding support services tailored to their geographic
location. A plan to report safeguarding concerns was also formulated and agreed by the
participants as part of their consent. The decision was made not interview participants
under the age of 16, due to the potential risk they would not have adequate support
available to them to manage issues or distress caused by discussing current difficulties. As
such it was determined that it would not be appropriate to ask children to reflect on
current concerns and challenges without offering them an ongoing space in which to
process these feelings and/or access support.

The decision to focus on participants aged 16 years and over was also made in line
with McAdams and Adler (2010) theory of narrative identity. McAdams proposed that
a person’s narrative was constructed through an internalised and evolving story, and that
this story continued to develop as the person moved through into their adult life. As
a research method, using this autobiographical narrative lens allows us to analyse the
participants’ narratives, taking into consideration their transitions, turning points and
redemptive arcs. Interviewing adult about their experience of growing up with a parent
with mental ill-health (rather than children) allowed us to capture how their perspective
evolved across the life course. It was notable, for instance, that many participants viewed
childhood experiences as a young carer in a different light once they themselves became
parents. While it is recognised that the participants’ comments on services are not
‘current’, their experiences align closely with existing mental health service structures
and approaches (as defined under the Mental Health Act 1983 and Care Programme
Approach 1990) (NHS, 2021) and resonate with many of the themes reported in the
contemporary literature.

Sample

Recruitment was conducted through the researcher speaking at public events, such
as Mind, Young Carers’ conferences and through social media. The sample
represented a diverse group as illustrated in Table 1. Their ages ranged between
19 and 54 years old with a mean age of 31. Four of the participants identified
themselves as coming from a minority ethnic background. Four were siblings and
six still lived with their parents. The gender imbalance in the participants (five
male, fifteen female) was also reflected in the parent that they spoke about; five of
the participants spoke about their fathers, twelve spoke of about their mothers
and three spoke about both their parents as being mentally ill, however they
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Table 1. Participants.

Pseudonym Age Gender Parent with mental ill health
Karen 52 F Father

Sophia* 24 F Mother

Roman* 19 M Mother

Jess 26 F Mother

Jenny~ 20 F Mother

Ethan~ 19 M Mother

Vivienne 24 F Father

Holly~ 21 F Mother

Alicia~ 21 F Mother

Mike 44 M Mother & Father
Seb 35 M Father
Georgina** 33 F Mother

Emily** 29 F Mother

Lucy 32 F Mother & Father
Natalie 23 F Father

Robyn 33 F Father

Terry 48 M Mother

Freya 32 F Mother

Caroline 37 F Mother & Father
Monica 54 F Mother

* & **Siblings. ~Young adult carer. Bold text — Focused on that parent.

tended to focus predominately on their memories of their mother. This represen-
tation of mothers requiring care and support is also reflected in young carers’
literature (James, 2017).

Interviews

Consistent with the biographical narrative method (Wengraf, 2001), participants were
invited to tell their story from childhood to the present day with minimal interruption,
questions or prompts. To understand the relationship between children growing up with
a parent with mental ill-health and the relevant health and social care services, the
question ‘what would have helped?” was asked at the end of the biographical section of
the interview - this enabled the identification of ‘missed opportunities’ for professionals
to support the child. The interviews were completed in-person across the UK. They were
audio recorded, lasted an average of 2.25 hours and were transcribed verbatim.

Analysis

The data was analysed using a thematic narrative method (Riessman, 2008) with
regular opportunity to review the data analysis with the project team. Transcripts
were coded and an index was created for each participant. Emerging themes around
professional involvement were visually mapped for each participant. These were not
selected to be statistically representative, but rather to develop theoretical exploration
and argument. To retain a sense of the narrative, a biographical account was devel-
oped for each interview, isolating and ordering narrative episodes into a chronological
timeline. Keeping the narratives separate, each interview was analysed individually, in
an iterative process of expanding and collapsing thematic categories and narrative
interpretation. Finally, coding and chronologies were combined to examine the way
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themes and narratives interacted within and across the cases. The findings reported
here focus on participants’ experiences of professional services and support from
health and social care.

Findings

When looking back at their childhood experiences (of growing up with a parent with
mental ill-health) participants were generally critical of their involvement with services.

Within participants’ account of their experience of professional services, key
themes emerged and will be explored in turn. These include missed opportunities,
barriers to recognition and provision of care, and a sense of disconnect that was felt
by the children in terms of their relationship to their parent’s needs and the profes-
sional intervention.

Overall, the interface (or perceived lack of interface) between health and social care
services and families ran through all the interviews. The perception of the availability,
responsiveness and professionalism of services was often interwoven with the partici-
pants’ understanding of their parent’s mental ill-health. This includes its severity, its
societal construction and indeed a reflection of their own culpability and self-worth. By
developing an understanding of the participants’ perspectives on service intervention, we
explore the dichotomy that most of the participants described in terms of being involved
but not included. Finally, we discuss the overwhelming consensus amongst the partici-
pants about what they felt was missing and what would have been helpful.

Children’s experiences of services — missed opportunities

Children who grow up with a parent with severe and enduring mental ill health
encounter health and social care professionals in a range of settings during their life.
As for most children, school is the primary place where they are observed by and interact
with professionals. Given the complex needs of their parents, the participants within this
study also had contact with professionals from secondary (or specialist) services such as
community mental health teams, nursing staff within psychiatric hospitals, children’s
services and child and adolescent mental health services. Despite extensive contact with
professionals, many of the participants described feeling overlooked by services, and that
there were missed opportunities to identify and respond to their specific needs.

Participants described how professionals such as doctors, nurses and social workers
came to the house, yet rarely spoke to them. They described how their parent would book
appointments during the school day or at a community clinic. This could have been
perceived by professionals as their patient proactively engaging with their care and
attempting to limit the impact of their mental ill-health on their children. However, for
some participants this meant that they were neither seen nor considered and their parent
could present a picture to professionals that did not reflect how things were at home. For
two participants, child protection services were involved but once they withdrew, the
support the child received also ceased and there was no mention of support continuing
under S17 Children Act 1989. Similarly, mental health services tended to offer extensive
support during periods of crisis but soon drifted away when the issue became complex or
chronic. Holly described how this left her feeling abandoned and trapped:



JOURNAL OF SOCIAL WORK PRACTICE . 7

You try so much to try and help them, but all of a sudden nothing works anymore because
you’ve tried everything and that hasn’t helped, I think when it gets to that stage that
everyone goes ‘Right I can’t deal with this’ and they have the option to walk away,
I don’t. - Holly

Several participants described visiting their parents in psychiatric hospital and finding
the environment intimidating. None of the participants recalled their parent’s treatment
or condition being explained to them by nursing staff, nor was any family therapy
offered. This was a missed opportunity to help the child understand of their parent’s
mental health needs. This also meant that the child’s own needs were missed. In one
powerful example, Jess described herself aged 13 taking the bus to visit her mother in
hospital every day after school for three weeks. At no point did any professional speak to
her for long enough to realise that during this time she was living alone, with no access to
money for the electricity meter or food other than her school ‘dinner disc’.

In seeking to understand how these opportunities were missed in so many cases, it is
important to consider it from the standpoint of the professional services and the child
themselves. In terms of the services, a primary factor may have been the patient-centred
ethos of mental health services. This derives from the individualist nature of the medical
model of mental illness which is often the dominant ideology of health services (Glasby &
Tew, 2015). The holistic assessment of the patient as a parent is often omitted, and
consideration of the children is not viewed to be part of mental health services remit. This
was reflected in participants’ description of themselves as invisible to services.
A restricted focus on the patient, and the separation between health, social care and
education can also lead to the assumption that the child’s needs are being addressed
elsewhere. This is echoed in Jess’s sense of being surrounded by professional ‘bystanders’
who observed but did not intervene:

At what point was somebody going to do something like, it was serious bystanders like oh
somebody else is probably dealing with this one leave it or I don’t know, absolutely bizarre. -
Jess

Professionals can also be hesitant to look too closely at the child’s experience, reluctant to
appear that they are reinforcing the stigma experienced by parents with mental ill-health
or intruding on their privacy as a family. Equally they could be concerned about ‘opening
a can of worms’ they feel ill-equipped to deal with. Nevertheless, while there may not
necessarily be child protection concerns for children who grow up with a parent with
mental ill health, there is often a need for additional support, a point made by Sophia:

There are certain things that were missing, that could have made it easier, I just don’t think
you should be left to your own devices, because you're not capable, you're not competent as
a parent, not to say you can’t have your kids, we were never in danger, nothing was ever
going to happen to us, it was better than being in care I'm not even trying to say it wouldn’t
be. I always knew that our mum loved us, but if they there was a little bit more help, a little
bit more support around helping you do children things and being a child, I think that
would have been helpful. - Sophia

This perception of support not being available continues to be highlighted in research, in
a survey conducted by the Children’s Commissioner (2016) over 80% of young carers did
not receive support, with carer assessments being viewed as tick box exercises prioritising
bureaucracy over the young person’s needs. However, in several narratives, service
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intervention was avoided, for fear that it would result in the family being separated. This
was reflected in Jess’s sense that she ‘got away with’ hiding her highly risky home life by
not ‘kicking up a fuss’ or being ‘naughty’. This fear of negative or punitive service
intervention is identified in research examining the experience of parents with mental ill-
health (Jeffery et al., 2013). This fear on the part of the parent can in turn reinforce the
fear for the child.

Barriers to recognition

As identified above, participants reported that professionals did not routinely commu-
nicate with the child. However, the child themselves also experienced barriers to com-
municating with professionals. For instance, participants described not feeling able to
fully express their experiences. Many recalled that, as children, they didn’t realise their
situation wasn’t ‘normal’ until they began to spend time at their friends’ homes and
began to compare them with their own. However, as the realisation of difference
developed so did their awareness of associated stigma. Many participants discussed
their need as children and adolescents to appear normal and to fit in with their peers.
Many of the participants minimised the difficulties they had faced - ‘it’s not ideal but
okay’ (Roman) and it was apparent they had done this for much of their childhood. They
explained that they felt unable to confide in friends, as they believed peers would not be
able to relate to their experiences, that it might be upsetting for others to hear and/or it
might result in them being teased. They also kept their parent’s ill-health secret as a way
of protecting their parent and felt that expressing their own needs and difficulties would
cause their parents to feel guilty. They feared that this guilt would in turn exacerbate their
parent’s distress and consequently make things harder for them. Typically, they posi-
tioned the needs of their parents above their own (Blake-Holmes et al., 2023).

Five participants described being prevented from speaking openly to services, because
they never had the opportunity to talk without their parent present. Speaking to services
about their own needs or contradicting the parent’s beliefs and/or demands would have
been seen as a betrayal:

There’s that expectation from the ill person that you’re going to be their advocate and if you
don’t get the result they want, they’re not happy and you haven’t shouted loud enough. -
Terry

Provision of care

Ten of the participants grew up in a single parent household and provided the bulk of the
care to their parent. Of the other ten who had another parent present, four spoke of the
other parent (fathers) being predominately occupied by work with the major share of the
emotional and physical care of the ‘ill’ parent resting with the participant. Equally, given
the severity of their mental ill-health described by the participants, it was surprising to
discover how many parents did not appear to have ongoing support from mental health
services, a factor which could have influenced by the amount of ongoing care and support
that the children provided.



JOURNAL OF SOCIAL WORK PRACTICE . 9

The range of care tasks performed by the participants was extensive, from
physical care to emotional containment and crisis management. At the point
when services did enter the equation, older children, (those approximately nine
years and above), took on tasks within the care plan, such as managing medication,
monitoring mood and encouraging daily structure. Participants described feeling
that there was an expectation from services that they would provide a care for their
parent and that, at times, professionals directly requested them to perform tasks
beyond their ability. For instance, Sophia describes leaving home and her younger
brother Roman having to ‘step in’ and provide the care that she had done in the
past.

The crisis team came in and they said to [Roman] it was his responsibility to make sure mum
takes her drugs, my mum don’t like to take them and [Roman] has Asperger’s so you just
told him it’s his responsibility to make sure she takes her drugs so basically he’s trying to
force these drugs down her throat because she won’t take them and as far as he knows he’s
going to get in trouble. — Sophia

Participants also described being used by professionals as a source of information about
their parent. However, they felt that the flow of information was largely one way as they
were rarely given information regarding their parent’s mental ill-health in return, nor
were they invited to care plan meetings, or made privy to aftercare arrangements
following their parent’s discharge from hospital. It seemed that on some occasions, this
lack of inclusion and information was based on a notion that it would not be age-
appropriate to involve the children in care discussions and decision-making. However, as
Lucy described this concept of what is age-appropriate is skewed when the child is
already directly involved with the ill-health and necessary care:

People think we won’t tell them because we don’t want to burden them when we were really
burdened already, like we were burdened with all the responsibility of living alone with our
mother, and I think people were like, they’re too young, we don’t want to involve them in
mum’s treatment cos they’re young and they won’t understand, well you know, we don’t. ..
but then we’re left with not understanding but having to deal with it. So, we were too young
to be involved in my mum’s discharge planning meeting, but we weren’t too young to
actually have to look after her all those years afterwards. So, the implications of all those
decisions that were being made had such a profound effect on us, but these decisions were
completely out of our control. - Lucy

This resulted in her feeling side-lined and unsupported throughout the process yet left
with a great deal of responsibility:

I was seen as too young to be in be involved in her care ... well I was too young to be
involved in her care, but I wasn’t too young to be involved in looking after her when she got
home ... so I had all this responsibility but no control, I had no say in my mum’s treatment.
- Robyn

Even as the children grew older, they continued to feel excluded from the care planning
process. At 19 years old, Holly describes how this lack of information hindered her role as
a carer and as such had a negative impact on her mother’s recovery:

I rang them a few times and said look I'm her carer, I need to know what’s going on and
I need to know what you’ve said and what you’ve done so I can put things in place for her
when she comes home. - Holly
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This lack of inclusion also meant that professionals’ decisions were often made upon
a snapshot assessment of the parent, and the expertise of the child who saw them around
the clock was missed:

Because at the end of the day I am an expert on it, like maybe not because I'm his child, but
because I'm the person who’s seen him for the past few weeks being . .. more and more out
of control. And whether 'm 15 or 25, at what point do I get credibility for really knowing
what’s going on and knowing what he needs. Because they want to ask me all these questions
about his medication and they want to ask me all these questions about his behaviour, that
like are quite complex stuff, and to be honest I didn’t know the medication stuff but
I definitely knew all the other stuff. But then when they ... they come to decision making
I'm not allowed to say what’s best for him ... I thought it was hypocritical that the crisis
team was like asking all these questions but not actually listening. - Natalie

Discussion
Involved but not included

Participants’ accounts suggested that they were intrinsically involved yet paradoxically,
not included by professionals. The model below conceptualises participants” experiences
of managing the interface between Drawing together the participants experiences of
managing the interface between the care that they provided and the health and social care
intervention available to their parents a model of involved but not included was created
(Figure 1).

As seen in the centre of the model the child and the services both touch upon the
parent, although not on each other, and the overlay between the child and the
parent is much greater. The mental health professionals’ tasks focus on the assess-
ment of need and provision of services, and within this role they are backed up by
a wealth of professional knowledge and collegial support. In contrast, the child
provides a wide range of support for the parent with very little formal support or
understanding of how or why it is necessary. With the almost total overlay with the
parent, the child also has little opportunity to create a sense of distance from the
parent’s mental health needs and at times must subjugate their own needs, which
would ordinarily be met by the parent.

Participants often described being asked to give information to services regarding
their parent’s mental state, behaviour and/or medication concordance. Yet this flow of
information was predominately one way as they were considered too young to be
involved in discussions regarding their parent’s mental ill health and associated risks,
or such conversations were kept within the bounds of patient confidentiality.

Finally, in terms of decision making, participants’ perceived that the power rested
entirely with mental health professionals. They perceived little appreciation of the needs
of the child, the amount of support they were providing and the impact the decision
made about the parent would have had on the child. In several interviews the participants
described their parents being discharged from services or declining services, however this
was only made possible by the daily support that the parent was receiving from their child
(or children).
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health Little consideration of the
services child’s needs and how

much support they provide

Decisions impact on the
level of care the child
provides

Information about parent

The level of care the child
provides impacts on the
level of assessed need

Blocked:

Age
appropriate

A

Child’s tasks: Emotional support — Physical care — Support through the night — Listening to
distress — Provide structure — Prevent suicide — Manage self-harm — Monitor mood &
medication — Unconditional acceptance

PN

Child’s resources: No formal support and dependant on child’s wider family. Child has an
interdependent relationship with the parents.

Figure 1. ‘Involved but not included’ - the interface of the provision of care to a parent with mental ill
health between the child and mental health services.

This sense of being excluded from the care planning process and the issues discussed
within the model, is not new or unique to children of parents with mental ill-health. Many
other family members who take on the care role for spouses or adult children have described
feeling unsupported and without the relevant knowledge to enable them to cope with their
caring role in an effective and safe manner. Indeed, this tendency of mental health services to
focus on the individual needs of the person with the ill-health is often seen as person-centred.
However, difficulties present when is there little appreciation of their social relationships or
environment. This is exacerbated by a lack of understanding of family focused practice and
statutory and legislative processes which prioritise individual assessments and the protection
of personal confidentiality (Glasby & Tew, 2015). The navigation of these processes and
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tension between the rights and needs of both the carer and the cared for is made more
complex when the person holding the care role is under 18 years old.

What participants really wanted from services

When asked the final question of ‘what would have helped?’, there was a remarkable
consensus across the group. The key message about what participants felt would have
been helpful from services did not point towards dramatic interventions or complex (or
expensive) resources. Instead, it was about a transformation of the relationship between
services and children who grow up with a parent with a mental ill-health. As illustrated in
Figure 2, participants wanted to be included, noticed, acknowledged, respected and
considered. They wanted to become visible and to be noticed by the professionals
providing care and support to their parent. They wanted the care and the support they
provided to be acknowledged both in terms of the impact that it had upon their lives and
also the expertise that they held as a result. They wanted their families and themselves to
be treated with respect, and hoped for a reduction of stigma which would enable them to
speak more openly about their specific circumstances and reach out for support when
required. They wanted their need for information to be considered and for it to be
individualised to their own understanding not based on professional views of age-
appropriateness. Finally, they called to be not just involved in the provision of care but
truly included in their process with their voices and needs written into decisions made.

Respected

Figure 2. Desired factors in professional interaction with children.
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Conclusion

This paper explored the perception of people who grew up with a parent with mental ill
health, their perceptions of their relationships with health and social care services and the
support that they received. This was broken down into the themes of missed opportu-
nities, barriers to recognition and provision of care.

Missed opportunities

There were several accounts of young people not being ‘seen’ by professions or only coming
to the attention of professionals when their parent was in crisis. Participants perceived that
opportunities were missed on several occasions to engage with them as a young person, to
identify them as either a child in need or a young carer or to refer them for further support. As
seen within the literature this could be because of the fragmented nature of services the focus
on the individual service recipient as opposed to the whole family and a tacit assumption that
someone else is working with the child.

Barriers to recognition

Identifying and addressing need is itself a complicated process. There are multiple
reasons why families may not seek the help they require, through fear of intervention,
minimising the need or not having a conscious awareness themselves both of the need or
the support available. Time and resources need to be available to enable professionals to
engage with the young person, to discuss the care they provide, the concerns that they
hold and their own needs. It is only with this available to professionals that the full extent
of the young person’s needs can be identified and addressed in a meaningful manner.

Provision of care

Often the care that children and young people provide to a parent with mental ill-health goes
unseen, it can be difficult to quantify both in terms of the emotional effort and the potential
harm that is prevented. The care may extend beyond the expectations afforded to the as
children and as such their contributions are not heard within the care planning process.
The findings from the present study suggest that young people’s relationships with
services may be an important mitigating factor in the extent to which they are adversely
(or not) affected by being a carer for their parent. This suggests that where young people
are appropriately involved and included, they are more likely to feel more positive about
themselves and able to identify and access appropriate formal and informal support.

Strengths and limitations

As noted in the introduction children growing up with a parent with mental ill-health are not
a homogeneous group. The participants in this study spoke about their own very personal
experiences, the accounts are by their very nature subjective, this account may differ from the
recollection of a professional involved. Equally while the study aimed to gain understanding
of all experiences from positive to negative, it is recognised that many participants came with
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stories or trauma. While this of course means that the findings from this study are not
generalisable, nor can they be validated across practice, they are still important and vital to
hear. Their subjectivity does not diminish their significance.

The wide geographical and age range allowed for themes to present themselves as
consistent across political and service delivery trends. It has also given us an insight into
potential challenges that children may be facing which will inform our research approach
with children in the future. To expand this piece of research it would be beneficial to include
the voices of children and the team of professionals around them. Future research could
involve families, both children and parents who are receiving mental health services and the
professional involved in their care.
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