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ABSTRACT

Introduction: This review aims to synthesise qualitative literature of experiences of caregiving for family members with intel-
lectual disabilities displaying behaviours that challenge and/or mental health difficulties, within the United Kingdom.
Method: Following Preferred Reporting Items for Systematic reviews and Meta-Analyses guidelines, five electronic databases
(APA PsychInfo, Web of Science, PubMed, MedLine and CINAHL) were systematically searched. Analysis followed a meta-
ethnographic approach.

Results: Fourteen studies were included. Three key themes and a line of argument were developed: (i) Carers Wear Many Hats;
(ii) Square Services, Round Needs; (iii) A Journey of Many Lows and Some Highs.

Conclusions: Carers highlighted psychosocial strains of the multi-faceted caregiving roles—including advocacy, education and
protection. One-size-fits-all approaches meant support services were more burdensome than helpful, leaving carers feeling pow-
erless and marginalised, with limited reports of good practice. The findings can inform care services about supporting these
families and individuals with idiosyncratic and intersecting needs.

1 | Introduction and care systems around them (Knapp et al. 2005; McIntyre
et al. 2002).

Approximately 1% of the global population has an intellectual

disability (Maulik et al. 2011). Within this population, there are
high prevalence rates of mental health difficulties and behaviours
that challenge (BtC) (Emerson et al. 2001; Hughes-McCormack
et al. 2017; Pruijssers et al. 2014), which are underreported due
to atypical presentations, limited communication and difficul-
ties accessing services (Sheehan et al. 2015). BtC, including
self-injury, withdrawal and destructive behaviours, may serve
important functions for the individuals, enabling them to ful-
fil unmet needs. However, they significantly impact families

Families are key caregivers for people with intellectual dis-
abilities across their lifespan (Lunsky et al. 2014). Parents of
children with intellectual disabilities spend the longest time
as carers, with 75% caring for over 20 years compared to an av-
erage of 18.1% of all carers in England (Emerson et al. 2012).
Increasing numbers of adults with intellectual disabilities live
with family and friends (Hatton 2017)—the most common per-
manent residency for this population (Emerson et al. 2012).
Caregiving includes support with personal care, supervision
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Lay Summary

« Family members are key caregivers for people with
intellectual disabilities who also present with behav-
iours that challenge and/or mental health difficulties.
This review paper highlighted, within the United
Kingdom, the various roles and tasks family members
take on within their caregiving role, including learn-
ing, educating others, navigating and battling with
complex care systems and protecting their loved ones.

Health and social care services were hard to access
for this population of individuals, with interventions
being offered too late, without enough time to build
a relationship and without including family carers.
Support was not based on the needs or views of the in-
dividual or their family and focused too much on dif-
ficulties and problems, without considering progress,
strengths, or resources. Professionals sometimes
lacked the skills, knowledge and positive attitudes
needed when working with this population.

Taking on caregiving roles negatively impacted on the
physical, psychological and social wellbeing of family
carers, who often felt isolated and powerless. They
also spoke about personal growth, forming new out-
looks, experiencing joy and channelling their values
and strengths.

Services must adopt holistic, intensive and person-
centred approaches, which include caregivers and are
longer-term and more proactive. Family carers and
professionals working in this field should be provided
with regular training and peer/psychological support
opportunities.

for safety and assisting leisure activities (Fraser of Allander
Institute 2021). Families are instrumental in organising, liais-
ing with and advocating for support services, especially when
relatives displays BtC or mental health difficulties (Weiss and
Lunsky 2010).

The experiences of family carers of individuals with intellectual
disabilities are well documented, including both ‘joy and sor-
row’ (Kearney and Griffin 2001); caregiving can be burdensome,
increasing carer stress and poor physical and mental health
(Cantwell et al. 2014; Goudie et al. 2014; Marquis et al. 2019).
Isolation, unreliable and insufficient care services, reduced em-
ployment opportunities and low self-esteem contribute to this
(Marquis et al. 2019).

In the United Kingdom, there has been a drive to keep people with
intellectual disabilities out of hospital. Following Winterbourne
View (BBC Department of Health 2012), Transforming Care
initiated the development of Intensive Support Teams (ISTs) to
provide local, intensive and specialist care to individuals with
intellectual disability (NHS England). This service reconfigura-
tion placed the management of BtC and mental health difficul-
ties in community-based facilities, including families (Venville
et al. 2015).

People with intellectual disabilities displaying mental health
difficulties and/or BtC have several care needs. Challenges

associated with providing day-to-day care to relatives with in-
tellectual disabilities and BtC include an altered self-identity
and emotional and physical tolls of managing crisis situations
(Griffith and Hastings 2014). Fears and low expectations for the
future are noted, with a strong motivation—underpinned by
love—to obtain excellent support (Griffith and Hastings 2014).
Carers described ‘fighting’ for support and reaching ‘crisis’ be-
fore it was delivered (James 2013). Services are uncoordinated
and bureaucratic, leaving carers at increased risk of psychoso-
cial distress (James 2013).

The latest reviews within this area (Griffith and Hastings 2014;
James 2013) were conducted over a decade ago. Little is known
about how service changes have impacted on family members’
experiences of providing care. The current review aimed to ex-
plore experiences of family carers of individuals with intellec-
tual disabilities and BtC and/or mental health difficulties within
the United Kingdom.

2 | Methods

The review protocol was registered on PROSPERO (ref:
CRD42023472275). 1t followed Preferred Reported Items and
Meta-Analysis (PRISMA) guidelines (Page et al. 2021) and the
seven steps of meta-ethnography (Noblit and Hare 1988; Sattar
et al. 2021).

2.1 | Positionality and Reflexivity

The authors are clinical psychologists. researchers, and an as-
sistant psychologist who bring together relevant professional
experience of conducting research into and working clinically
with marginalised populations, including within learning dis-
ability and intensive support services. They have lived experi-
ences of directly and indirectly caring for family members with
additional needs, including learning disabilities. Throughout
the research process, the authors kept reflexive journals and fre-
quently discussed how their experiences and preconceived be-
liefs may impact the research process and interpretation. Steps
were taken to mitigate this; for example, clinician-researchers
must identify the risk of being overly critical of their profession
(Hiller and Vears 2016); therefore, the authors were careful to
avoid aspects being silenced or aggrandised.

2.2 | Search Strategy

Scoping searches were run in November 2023. Systematic
searches were run in May 2024, in APA PsycInfo, Web of
Science, PubMed, MedLine and CINAHL. Hand searches on
Google Scholar and forward and backward citation chaining
were utilised.

Search terms were formulated by Authors L.Y. and A.F., based on
existing literature with librarian consultation. Key search con-
cepts were: ‘Intellectual Disabilities’, ‘Mental Health’, ‘Behaviours
that challenge’, ‘Family carers’ and ‘Experiences, combined with
the ‘AND’ Boolean operator. These were expanded to form the full
search strategy (see Supporting Information).

20f 16

Journal of Applied Research in Intellectual Disabilities, 2026

sdny) suonIpuo) pue swia L 3y 235 “[9Z0Z/H0/0T] U0 AeaqrT SUIUQ AR[1A “9OUR[2IXT I8 PUE YI[EOH 10§ AMISU] [BUONEN “HDIN AQ 9ZZOLFel/[ 1 11°01/10p/woda[mKreiqijaurjuoy/:sdny woxy papeojumod ‘Z ‘970z ‘87 1€89% 1

PUEB-SULIA)/WOY" K[ 1M K.

AsU2OIT suowwo)) aanear) a[qedrjdde ay1 Aq pauIRA0S AIe SA[ONIE Y() 1SN JO SN 10§ AIRIQIT] dUI[UQ A3[IA UO (SUONT



/ Records identified through\

database search
(n=4,367)

Nl

APA PsycInfo (n =1,136)
PubMed (n = 1,093)
Medline (n = 395)
CINAHL (n = 738)
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Full-text reports
assessed for eligibility
(n=39)

v

Studies included in
review

(n=14)

Included

FIGURE1 | PRISMA diagram for searches.
2.3 | Eligibility Criteria

Family carers included unpaid or informal carers of individu-
als (of any age) with intellectual disabilities; formal and paid
carers were excluded. Articles focused specifically on car-
ers’ experiences of their family members’ BtC and/or mental
health.

Articles were included if participants’ relatives had other diag-
noses/difficulties co-occurring with intellectual disabilities.
Articles were excluded if they primarily focused on individu-
als with other diagnoses/difficulties, whereby an intellectual
disability was not compulsory for participation. The review
aimed to update the Griffith and Hastings (2014) review, which
included articles published up to and including 2011; we only
included peer-reviewed literature dated from 2012 onwards.
Papers utilising qualitative or mixed methodologies whereby
qualitative data could be extracted were deemed suitable for un-
derstanding caregivers' experiences and were included. Papers
were required to be UK-based, therefore, papers conducted out-
side the United Kingdom were excluded.

p
Records excluded
(n=12,282)
p
»| Full-text not retrieved
(n=1)

/ Reports excluded, with reasons: \

(n=27)

Inappropriate population/unable to
differentiate participant data source (n = 6)
Outside UK (n = 14)

Data not pertaining to review interest (n = 3)
Grey literature (n = 2)

k Quantitative only (n = 1) /

Additional citation identified
via updated search
(n=1)

Authors LY. and G.T. independently screened all titles and ab-
stracts. Full-text papers of titles/abstracts were independently
assessed by both researchers against inclusion criteria.
Discrepancies were resolved by consensus through discussion
with Authors A.F. and AW.G.

2.4 | Study Selection

The search yielded 4367 reports. Following duplicate removal,
2323 were screened for inclusion (Figure 1). Screening titles and
abstracts resulted in 40 potential articles, of which 39 full texts
were obtained, with Hughes et al. (2024) unavailable in full text.
Following full text screening, fourteen articles were included in
the review.

2.5 | Quality Assessment

The Critical Appraisal Skills Programme (2018) guided eval-
uation of the articles' usefulness, validity and rigour (Boland

Journal of Applied Research in Intellectual Disabilities, 2026
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et al. 2017). Papers were assessed independently by two authors
(Author LY. and A-W.G.), resolving discrepancies through dis-
cussion. Scores were assigned to each question, establishing
if the criteria had been met entirely (1), partially/not possible
to tell (0.5), or not at all ([0]; Butler et al. 2016). This contrib-
uted to overall scores, which were classified as high-quality
(9-10), moderate-quality (7-5-8.5) or low-quality ([< 7.5]; Butler
et al. 2016).

2.6 | Data Extraction and Synthesis

To describe the review, the following data was extracted from
each article: author(s), publication year, focus/aims, partici-
pants, recruitment/setting and data collection and analysis
methods (see Table 1). Data was extracted from ‘results’, ‘find-
ings’ and ‘discussions’, including raw data, author interpreta-
tions, conclusions and clinical implications.

A meta-ethnographic approach was used (Boland et al. 2017;
Noblit and Hare 1988) and expressed following reporting guid-
ance (France et al. 2019). First-order constructs (e.g., participant
quotes) were re-interpreted alongside second-order constructs
(e.g., thematic concepts) while preserving their contextual infor-
mation (Boland et al. 2017). As papers were coded, new themes
were developed and existing themes were added to. Papers were
translated into one another, using reciprocal and refutational
translation to note similarities and differences across articles.
Through an iterative process, moving back and forth between
the extracted data and identified themes, third-order themes
were developed while acknowledging gaps in the data. A line-of-
argument synthesis was established from third-order constructs
(Noblit and Hare 1988).

3 | Results
3.1 | Quality Assessment

The quality assessment yielded scores ranging from 5.5 to 9
(see Table 2). Three papers were rated as high-quality, eight as
moderate-quality and three as low-quality (Butler et al. 2016).
No papers were excluded based on quality; however, higher
quality papers were utilised more during synthesis. If only lower
quality papers contributed to themes, these were refined and in-
tegrated into other themes (Siddaway et al. 2019).

All papers used appropriate methodologies and provided clear
statements of findings. However, there was limited consider-
ation of ethical issues and the relationships between researchers
and participants. Three papers (Kiernan et al. 2019; Kouroupa,
Hassiotis, et al. 2023; McKenzie et al. 2018) included limited rel-
evant qualitative data that could be synthesised.

3.2 | Participant Characteristics

Across all papers, the views of 281 relatives of individuals
with intellectual disabilities were obtained. Eleven studies in-
cluded the views of relatives, three included the views of indi-
viduals with intellectual disabilities alongside relatives (Ross

and Dodds 2023), of which two also included paid carers and/
or healthcare professionals (Kouroupa, Hamza, et al. 2023;
Kouroupa, Hassiotis, et al. 2023). Only data explicitly generated
by family carers were extracted; secondary data was not coded
or synthesised when it was not possible to distinguish who con-
tributed the data.

Six papers were parents only (Adams and Jahoda 2019; Botterill
et al. 2019; Jacobs et al. 2016; James et al. 2020; Kiernan et al. 2019;
Paulauskaite et al. 2021), one was parents and a sibling (Stock
et al. 2024), one was siblings only (Chase and McGill 2019) and
two included parents and extended family members (Gore, McGill,
and Hastings 2019; Kouroupa, Hamza, et al. 2023). The remainder
did not clarify the nature of the familial relationships.

From the eight studies that included the data, there was a pooled
total of 150 parents, with 136 mothers and 14 fathers, including
one stepfather. There were three grandparents, one aunt and 80
siblings (seven females, one male). Five papers described the
ages of carers (range =22-70years).

3.3 | Characteristics of Family Members With
Intellectual Disabilities

Family members with intellectual disabilities were under
18years old in five studies, with a range of 2.5-18 years (Botterill
et al. 2019; Gore, McGill, and Hastings 2019; Jacobs et al. 2016;
Kiernan et al. 2019; Ross and Dodds 2023); adults in six studies
reported ages ranging from 18 to 50 (Adams and Jahoda 2019;
Chase and McGill 2019; McKenzie et al. 2018; Sheehan
et al. 2018; Stock et al. 2024); and were unspecified in the re-
maining papers. Based on available data in six articles, family
members with intellectual disabilities included 44 females and
120 males. Other demographic information about carers and
their family members was inconsistently reported.

3.4 | Design Characteristics

All papers were UK-based and published after the national
service model for transforming care services was published
(NHS England 2015), though one collected data from 2009 to
2013 (James 2016). Two were conducted in Scotland (Adams
and Jahoda 2019; Jacobs et al. 2016), one in Wales (James 2016),
two in the North of England (McKenzie et al. 2018; Ross and
Dodds 2023), one in the South of England (Gore, McGill, and
Hastings 2019), two recruited from across England (Kiernan
et al. 2019; Paulauskaite et al. 2021) and one recruited from
across the United Kingdom (Kouroupa, Hassiotis, et al. 2023).
The rest did not detail recruitment locations.

Recruitment methods included purposive sampling from rel-
evant services and organisations in 13 papers; participants in
5 of these papers were approached by researchers, were self-
selecting in 4 papers, a combination of both in 1 paper and un-
able to distinguish in 3 papers. In one paper, participants were
self-selecting via an online survey.

Four studies explored carers’ experiences and understandings
of BtC (Chase and McGill 2019; Jacobs et al. 2016; Kiernan
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TABLE1 | Study characteristics.

3 mothers, 3 fathers structured interviews

(including 1 stepfather)

of their relative's admission
to an Assessment and
Treatment Unit (ATU)

phenomenological analysis

S

S

S

% Author (year) Focus Participants Setting/sampling Data collection Data analysis
=}

§ Jacobs et al. (2016) Parents understanding of causes n=10 Recruited through Individual semi- Thematic analysis
§ for their child's BtC, focused on 9 mothers, 1 father specialist education structured interviews

= locus of control and stability schools and voluntary utilising vignettes

g organisations

Q

§ Ross and Risk factors for admission n=7 Single child and Individual semi- Interpretive

§ Dodds (2023) to inpatient intellectual 5 relatives adolescent mental structured interviews  phenomenological analysis
g disability services 2 young people health service (CAMHS)

g inpatient ward

=}

g James (2016) Family carers experience n==6 Three ATUs Individual semi- Interpretive

S

3

&

Sheehan et al. (2018) Recruited via social
media and voluntary

organisations

Family carers views on the
management of BtC, focusing
on psychotropic medication

n=99 family carers Online survey Descriptive analysis

Botterill et al. (2019) Family members' perspectives of n=38 Two community Individual semi- Inductive thematic analysis

positive behaviour support (PBS) 6 mothers, 2 fathers teams providing PBS structured interviews
to young people with
intellectual disabilities
Adams and Mothers' experiences of n=7 mothers Recruited via voluntary Individual semi- Interpretive
Jahoda (2019) seeking support for their organisations structured interviews  phenomenological analysis
offspring with severe/profound
intellectual disabilities and
emotional difficulties
Gore, McGill, and Experiences of caregiver's n=12 Two CAMHS CLDTs Individual semi- Framework approach

Hastings (2019) goal selection within PBS
and the psychological and

emotional processes involved

8 mothers, 1 father,
3 grandparents

structured interviews

Kiernan et al. (2019) Individual semi-

structured interviews.

Recruited via a network
supporting families
of individuals with

intellectual disabilities

Mother's experiences of children n=10 mothers
with intellectual disabilities

and behavioural needs

Phenomenological
thematic analysis

(Continues)
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Chase and
McGill (2019)

McKenzie
et al. (2018)

Paulauskaite
et al. (2021)

Stock et al. (2024)

intellectual disabilities

Adult siblings' perspectives of
individuals with intellectual
disabilities and BtC

Family carers experiences and
conceptualisation of PBS

Impact of coronavirus on
families of preschool children
with moderate/severe
intellectual disability and BtC

Family experiences of
hospitalisation and discharge
for individuals with severe
intellectual disabilities
and complex needs

with intellectual disability;

family or paid carer; health

or social care professional
involved in their care

n=6 female siblings

n =38 family members

n=_88 parents
(84 females, 4 males)

n==6
4 mothers, 1 father, 1 sister

Recruited via voluntary

organisations

Recruited via voluntary

organisations

Recruited from email list

of a larger clinical trial

Recruited via voluntary

organisation and
social media

Individual semi-
structured interviews.

Individual
interviews (N=3)
Focus group (N=5)

Online survey

Focus groups

g\ TABLE1 | (Continued)
=y
o) Author (year) Focus Participants Setting/sampling Data collection Data analysis
Kouroupa, Hamza, Stakeholders' perspectives on ISTs n=>50 Seven ISTs Individual semi- Thematic analysis
et al. (2023) Family carers (n=9; 7 structured interviews.
parents, 1 brother, 1 aunt)
Paid carers (n=7)
Individuals with intellectual
disabilities (n=6; age
range 26-40years)
IST professionals (n =28)
Kouroupa, Hassiotis, Facilitators and barriers to n=40 Seven CLDTs Semi-structured Thematic analysis
et al. (2023) reducing aggressive BtC for Family carers n="7 interviews with triads
adults with mild/moderate 14 triads of individual of participants.

Interpretive
phenomenological analysis

Inductive thematic analysis

Inductive content analysis

Inductive reflexive
thematic analysis
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et al. 2019), with one focusing on the impact of COVID-19
(Paulauskaite et al. 2021). Three papers explored experiences of
mental health admissions (James 2016; Ross and Dodds 2023;
Stock et al. 2024), one looked at support-seeking for men-
tal health difficulties (Adams and Jahoda 2019) and one ex-
plored stakeholders' perspectives of ISTs (Kouroupa, Hamza,
et al. 2023). One paper focused on psychotropic medication
for managing BtC (Sheehan et al. 2018) and one explored bar-
riers and facilitators of reducing aggressive BtC (Kouroupa,
Hassiotis, et al. 2023). Three papers examined perspectives of
positive behaviour support (PBS), an approach for understand-
ing and supporting with BtC (Botterill et al. 2019; Gore, McGill,
and Hastings 2019; McKenzie et al. 2018).

One study conducted interviews with triads, including indi-
viduals with intellectual disabilities, a family or paid carer
and a health or social care professional (Kouroupa, Hassiotis,
et al. 2023). One study used vignettes alongside semi-
structured interviews (Jacobs et al. 2016). Two papers used
online surveys (Paulauskaite et al. 2021; Sheehan et al. 2018),
one employed focus groups (Stock et al. 2024) and one utilised
focus groups and individual interviews (McKenzie et al. 2018).
The remainder collected data via individual semi-structured
interviews only.

3.5 | Meta-Ethnography Findings

Three main themes were developed: (i) Carers Wear Many Hats;
(ii) Square Services, Round Needs and (iii) A Journey of Many
Lows and Some Highs (see Table 3).

3.5.1 | Carers Wear Many Hats

This theme highlights the high levels of demands and multifac-
eted roles of caregiving.

3.5.1.1 | Identity and Responsibility as a Carer. Beinga
carer was a defining feature of participants’ identities and sense
of selves, with their lives ‘revolving’ around the person they
cared for (Kiernan et al. 2019). Similarly, carers played a cen-
tral role in their relatives' lives—ensuring their safety, wellbeing
and service access (McKenzie et al. 2018)—both carers of adults
(McKenzie et al. 2018) and children (Jacobs et al. 2016).

During admissions, carers felt ‘insecure’ about their role because
professionals took over their relative's care (James 2016). Carers
‘justified’ the need for admissions—discussing the complexity of
needs and diagnoses, possibly to psychologically defend against
role insecurity. Siblings adopted parentified roles—°‘like he's my
child [...] a lot of responsibility for his well-being’ (Chase and
McGill 2019, 142).

Carers rarely spoke about love; however, it did feature in au-
thors' interpretations (McKenzie et al. 2018). Caregiving was
underpinned by wanting the best for their relatives; wanting
them to be happy, treated with respect and dignity, kept safe
and given choices and access to opportunities (McKenzie
et al. 2018). This was depicted by relatives being the predom-
inant focus of carers' stories (Stock et al. 2024). While caring

responsibilities were assumed ‘willingly’, carers knew there
was no-one else to do it and/or their relatives' quality of life
would be poorer if they abstained (Chase and McGill 2019).
Siblings felt pressure to relieve parents of caring responsibili-
ties (Chase and McGill 2019).

3.5.1.2 | A Learning Process. Carers were ‘learning all
the time’ (Jacobs et al. 2016, 64) about their relatives' diagnoses,
behaviours and needs; strategies for managing BtC; and how
to navigate complex systems. Carers viewed themselves as
‘experts’ of their relative over professionals - ‘we knew him
best’ (McKenzie et al. 2018, 61). However, emotional difficulties
manifested in ways difficult for carers to understand (Adams
and Jahoda 2019), which was especially challenging when rel-
atives with intellectual disabilities lacked insight into, under-
standing of or ability to communicate their distress (Kiernan
et al. 2019; Ross and Dodds 2023).

Acquiring knowledge enabled carers to become ‘parenting pro-
fessionals’ (Kiernan et al. 2019, 179), potentially increasing their
power when liaising with services. Opportunities to develop un-
derstandings of loved ones’ behaviours seemed to foster hope,
empathy and helped carers feel more in control and confident to
manage BtC (Botterill et al. 2019).

3.5.1.3 | Educating Others. Carers adopted educa-
tive roles. They helped their relatives to understand their
own BtC and taught them more adaptive behaviours (Jacobs
et al. 2016). Carers shared knowledge via peer support groups
and informed the creation of specialist provisions (Kiernan
et al. 2019).

Authors less explicitly identified carers’ roles of educating
professionals, despite viewing themselves as experts. Carers
wanted professionals to value and collaboratively utilise
their in-depth ‘grounded knowledge’ (James 2016, 45). They
‘compiled detailed documentation’ and made ‘communica-
tion boards for the staff’ to facilitate understanding of their
relatives during admissions (Stock et al. 2024). In PBS inter-
ventions, carers offered successful suggestions to care provid-
ers due to informally ‘““doing” PBS long before professionals’
(McKenzie et al. 2018, 61).

3.5.1.4 | Advocacy, Fighting and Protection. Carers
took on advocacy roles to enable their relatives to access services
and opportunities. These experiences were described in emo-
tive and adversarial ways, using words like ‘battle’ and ‘fight’
and being ‘under attack’. Some recalled ‘over 20years of argu-
ing with and challenging health and social care’ (McKenzie
et al. 2018, 60). Others ‘had to’ become ‘a pain in the arse’ (Stock
et al. 2024) and ‘exert their authority’ to be heard (James 2016,
47), suggesting they had no choice in the matter.

Carers possibly experienced a sense of push-pull; while they
wanted their loved ones to have equal access to opportunities,
they felt protective of—and proactively removed—them from
opportunities to prevent bullying and formal exclusion (Ross
and Dodds 2023; Kiernan et al. 2019). In inpatient settings, car-
ers wanted to protect their loved ones who were experiencing
‘abusive practice’ from staff (Stock et al. 2024, 7), though wor-
ried about potential ‘backlash’ for relatives when raising issues
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o TABLE 2 | Overview of quality assessment. Scoring key: 1 =Yes, 0.5=Partially, 0=No/Can't tell.
o
1=
=N 6. Was the
relationship
5. Was data between
collected researcher
in a way and 10. How
1. Clear 2. Qualitative 3. Research 4. Recruitment toaddress participant 7. Ethical 8. Data 9. Clear valuable
statement methodology design strategy research adequately issues rigorously statement is the Overall
Paper of aims? appropriate? appropriate? appropriate?  question? considered? considered? analysed? offindings? research? score®
1 Jacobs 1 1 1 0.5 1 0 0.5 1 1 1 8
et al. (2016)
2 Ross and 1 1 1 1 1 0 1 1 1 1 9
Dodds (2023)
3 James (2016) 1 1 1 0.5 1 0 0 1 1 1 8.5
4 Sheehan 0 1 0.5 1 0.5 0 0.5 0.5 1 1 6
et al. (2018)
5 Botterill 1 1 1 0.5 1 0 0 1 1 1 7.5
et al. (2019)
6 Adams and 1 1 1 1 1 0.5 0.5 1 1 1 9
Jahoda (2019)
7 Gore, McGill, and 1 1 1 0.5 1 0 0 1 1 0.5 7
Hastings (2019)
8 Kiernan et al. 1 1 1 1 1 0 0 1 1 1 8
(2019)
9 Kouroupa, 0.5 1 1 1 1 0 0 1 1 1 7.5
§ Hamza,
§ et al. (2023)
ij 10 Kouroupa, 1 1 1 1 1 0 0.5 1 1 1 8.5
gN Hassiotis,
g et al. (2023)
=
] 11 Chase and 1 1 1 1 1 0 0 1 1 1 8
§ McGill (2019)
s 12 McKenzie 1 1 1 1 1 0 0 1 1 1 8
g et al. (2018)
&
% 13 Paulauskaite 0.5 1 0.5 1 0.5 0 0 0.5 1 0.5 5.5
S et al. (2021)
s
% 14 Stock et al. (2024) 1 1 1 1 1 0.5 0.5 1 1 1 9
E' aSum of checklist item scores (10 is maximum).
S
[
[=))
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TABLE 3 | Summary of themes.

Master theme

Subtheme

Contributing articles

Carers wear many hats

A learning process
Educating others

Advocacy, fighting and protection

Square services, round needs

Poor attitudes and a lack of competence
‘One-size-fits-all’ and problem-saturated approaches

The positive difference of an accessible

Identity and responsibility as a carer

‘Deep-rooted systemic issues’

1,3,5,6,9,11,12,14
1,2,3,5,6,7,8,11,13
1,6,8,10,12,14
2,3,8,9,10,12,14
2,3,6,9,10,12,13,14
4,6,8,12,14
4,5,6,7,8,10,12, 14
3,4,5,6,9,10,12,14

and knowledgeable professional

A journey of many lows and
some highs

Isolation and exclusion

A positive shift

‘End of my tether’

Powerless and undervalued

2,3,5,6,7,10,11,12, 14
1,3,4,5,6,8,12,14
2,3,4,5,7,8,10,11, 12,13, 14
3,5,7,8,11,14

(McKenzie et al. 2018). There was also a need for carer self-
preservation (James 2016).

3.5.2 | Square Services, Round Needs

This theme captures carers predominantly ‘dissatisfying’” expe-
riences of support services, interventions and professionals.

3.5.2.1 | Deep-Rooted Systemic Issues. The complex-
ity of accessing and navigating services was clear, with a
significant shortage of support options, especially for those
with severe or profound intellectual disabilities (Adams
and Jahoda 2019). ‘Inappropriate placements’ and being ‘let
down’ by health and social care resulted in ‘locking people
unnecessarily’ in hospitals—described as ‘prisons’—resulting
in severe escalations in BtC and relatives being ‘traumatised’
(Stock et al. 2024, 5).

Mainstream mental health services were unable to adapt inter-
ventions or did not accept individuals with intellectual disabili-
ties (Kouroupa, Hassiotis, et al. 2023). Respite provisions could
not safely manage the complexity of intersecting needs and risks
(Ross and Dodds 2023). While some experienced ISTs helping
them access other services (Kouroupa, Hamza, et al. 2023),
requests for help being ignored until professionals advocated
for them was a barrier (Botterill et al. 2019). Carers described
disappointment when ‘promises’ of support accounted to noth-
ing (Kouroupa, Hassiotis, et al. 2023)—feeling ‘lied to’ and
‘scammed’ (Stock et al. 2024, 7).

Help was reactive; families reached ‘crisis point’ before they
could access support (Adams and Jahoda 2019). Even then,
support was slow with families waiting ‘4 months for a hospital
bed’ (Ross and Dodds 2023, 290). Delays contributed to their
relatives’ mental health deteriorating and consequently longer
admissions and increased restraints (Ross and Dodds 2023).
‘Harrowing’ experiences of hospitalisation meant carers went

from ‘begging’ for admissions to ‘begging’ solicitors to help
them appeal the admission; the relief of their relative's dis-
charge felt like ‘winning the 100 million Euro lotteries’ (Stock
et al. 2024, 5).

Poor co-ordination left services ‘battling’ among themselves
(Ross and Dodds 2023, 288), contributing to inconsistent care—
alongside high staffturnover (Ross and Dodds 2023), long waiting
lists and ‘service gaps’ (Kouroupa, Hassiotis, et al. 2023). Carers
possibly felt hopeless, constantly being ‘back to square one’ with
seeing different professionals (Ross and Dodds 2023, 288).

3.5.2.2 | Poor Attitudes and a Lack of Competence. Car-
ers highlighted professionals’ low levels of willingness, pes-
simism and stereotypical and discriminatory views (Adams
and Jahoda 2019). Relatives in hospital were ‘not treated like
human beings’ (Stock et al. 2024, 5). Others were metaphorically
‘put in the rubbish bin’ (Adams and Jahoda 2019, 139), with pro-
fessionals underestimating their abilities and potential to bene-
fit from therapy. Professionals seemingly had ‘hidden agendas’
to ‘section’ one relative, that is, detain them under the (Mental
Health Act 2007; McKenzie et al. 2018).

Carers were disheartened and frustrated by professionals’ lim-
ited specialist knowledge and skills. One carer recalled a doc-
tor with ‘no experience of special educational needs’ (Sheehan
et al. 2018, 89), while others lacked essential communication
training to interact with relatives (Stock et al. 2024). Unhelpful
experiences of care led to distrust and reduced confidence in
services and reluctance to seek help (Adams and Jahoda 2019).
Within residential settings, there was a sense of relief when staff
turnover meant ‘negative’ staff left as they were ‘fuelling chal-
lenging behaviour’ (McKenzie et al. 2018, 59).

Practitioners’ limited training opportunities, over-stretched
resources and their own feelings of ‘powerlessness’ within
‘bureaucratic systems’ may partly explain these experiences
(Kiernan et al. 2019; McKenzie et al. 2018).
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3.5.2.3 | ‘One-Size-Fits-All’ and Problem-Saturated
Approaches. Carers experienced interventions that
were not person-centred and there were conflicting
carer-professional expectations about appropriate support
(Kouroupa, Hassiotis, et al. 2023). Relatives were ‘drugged
up’, sometimes on medications they did not have appropriate
diagnoses for (Stock et al. 2024). Interventions were offered
in ‘short bursts’ when things ‘got tough’ (Kouroupa, Hassio-
tis, et al. 2023). Longer interventions were needed to enable
their relatives ‘to build confidence in people’ and for profes-
sionals to understand distinctive communications (Adams
and Jahoda 2019, 140). Including carers in psychothera-
peutic interventions meant they could ‘break it down’ into
the ‘kind of language’ that works for their relative (Kouroupa,
Hassiotis, et al. 2023, 10). ‘On-going support’ was wanted
given the ever-evolving nature of the ‘problems’ (Botterill
et al. 2019, 97), with discharge not being ‘the end of the road’
(Stock et al. 2024, 8). It was imperative for interventions to be
meaningfully tailored to the family's resources, preferences,
strengths and goals to prevent carers feeling overwhelmed
and demotivated (Botterill et al. 2019).

Carers were reluctant for professionals to focus solely on BtC
and problem-saturated narratives, wanting recognition of
strengths, skills and progress—to ‘enjoy something positive’
(Botterill et al. 2019, 96). Experiencing this helped re-energise
them, instilled hope and increased their ‘joy and enthusiasm’
(Gore, McGill, and Hastings 2019, 1708).

3.5.2.4 | The Positive Difference of an Accessible
and Knowledgeable Professional. Positive experiences
of care were apparent, mostly in relation to individual profes-
sionals and specific interventions. Having an accessible point
of contact was helpful (James 2016). Carers valued relationships
with professionals based on ‘honesty’, ‘genuine interest’, ‘col-
laboration’ and being ‘listened to’. These experiences motivated
carers to attend sessions and adhere to care plans (Kouroupa,
Hassiotis, et al. 2023). It seemed, for some, positive experiences
were based on being treated with basic respect and having their
fundamental rights preserved; ‘at least now they're listening to
us’ (James 2016, 438).

Some spoke positively of professionals delivering PBS, empha-
sising their knowledge and skills, patience in implementing
and modifying plans and giving advice in non-blaming ways
(Botterill et al. 2019). Holistic approaches, including carer-
specific emotional support (Botterill et al. 2019) and experi-
ences of ‘hugely intensive’ support—where practitioners spent
significant time with families—were ‘phenomenally beneficial’
(Kiernan et al. 2019, 181). This could reduce carers’ feelings of
isolation and increase their confidence in interventions and ser-
vices. It seemed empowering when professionals valued carers’
input and provided them with information to help understand
their relatives better. Voluntary sector organisations were a ‘life-
line’ (Adams and Jahoda 2019).

3.5.3 | AJourney of Many Lows and Some Highs

This theme captures the detrimental—and less frequent benefi-
cial—psychosocial impacts of caregiving.

3.5.3.1 | End of My Tether. Caregivers spoke about the sig-
nificant, ‘far-reaching’ and painful experiences of caring, using
language like ‘overwhelming sense of failure’, ‘heartbreak’,
‘guilt’, ‘blame’, ‘bitterness’, ‘loss of confidence’ and ‘regret’. Sad-
ness was common and seemingly never-ending, depicted by a
carer who ‘just cried and cried and cried and cried and cried
and cried’ (McKenzie et al. 2018, 61). Carers of individuals in hos-
pital experienced a ‘horrendous toll’ on their mental and physi-
cal health, describing suicidal ideation and high blood pressure
(Stock et al. 2024, 6).

There was a sense of fragility in carers' perceived abilities
to cope, especially when caring for children and looking to
the future (Jacobs et al. 2016). The future felt uncertain and
daunting, knowing support would always be needed (Stock
et al. 2024). Carers of adult-children perceived that living with
BtC for ‘nearly 40years [..] doesn't make it easier’ (McKenzie
et al. 2018, 61).

The physical and psychological impacts of experiencing
threats to their own safety with aggressive BtC went unspo-
ken. One carer described not wanting to be around her rela-
tive, which was a ‘horrible feeling [...] made me feel awful and
I certainly haven't said it to many people’ (Gore, McGill, and
Hastings 2019, 1709). Carers possibly feel ashamed about—
and are reluctant to discuss—these painful thoughts and
feelings. Carers centred their stories on their relatives' ‘dire’
experiences, considering their own pain as secondary (Stock
et al. 2024).

For most, emotional challenges were compounded by limited
accessible and specialist support for themselves (Kouroupa,
Hassiotis, et al. 2023), especially for sibling carers who were
not ‘accounted for’ in the same way as parents (Chase and
McGill 2019).

3.5.3.2 | Powerless and Undervalued. Carers experi-
enced pervasive feelings of powerlessness. Some were unable
to understand and help their distressed relatives (Adams
and Jahoda 2019). Carers felt powerless in crisis situations—‘we
had to ring the police [...] there were times he was becoming
extremely violent’ (Ross and Dodds 2023, 287). PBS approaches
put ‘control back’ to families, suggesting control had been lost
(Botterill et al. 2019).

However, experiences of powerlessness predominantly re-
sulted from being under the ‘power and control of “the system™’
(McKenzie et al. 2018, 60). Disempowerment was an active
process by professionals who were ‘pulling rank’ and treating
carers as ‘second class’ (McKenzie et al. 2018). One consultant
was depicted as the ‘king of the castle’ while carers were ‘not
important’ as they were ‘only the parents’ (James 2016, 43).
It was unclear if this was an internalised narrative or their
perception of how others viewed them (James 2016). Carers
felt ‘helpless’ in treatment decisions (Sheehan et al. 2018),
reflected by their concerns only being taken seriously when
professionals advocated for them (Botterill et al. 2019). On one
hand, carers felt powerless due to professionals being gate-
keepers and declining support requests. On the other hand,
carers were ‘subjugated’ and ‘devalued’ by professionals who
‘take over’ the care of their relative (James 2016). There was
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a perceived need to comply with services, ‘abide by the rules’
and reluctantly accept inappropriate care (James 2016, 43).
This was partly to avoid ‘alienation’ (Kiernan et al. 2019) and
to ‘keep the peace’ to prevent jeopardising placements (Stock
et al. 2024).

3.5.3.3 | Isolation and Exclusion. Closely interlinked
to carers’ experiences of powerlessness were paralleled expe-
riences of exclusion, isolation and marginalisation for them-
selves and their relatives (Stock et al. 2024). It seemed there
was ‘nobody there to help’ (Adams and Jahoda 2019, 139). Even
when support was offered, treatment decisions were made
without involvement of carers, who were ‘completely ignored’
(James 2016, 42). It is possible experiences of ‘battling’ against
services heightened carers’ isolation due to them actively work-
ing against one another.

Authors described mothers' anger and disappointment at
the health inequalities and discrimination by care services
that their offspring faced due to their intellectual disabil-
ity (Adams and Jahoda 2019). Individuals were expected to
change to ‘fit in’ rather than services adapting (Gore, McGill,
and Hastings 2019, 1706). They were excluded from com-
munity clubs, mainstream services and respite provisions
because of their behaviours and needs not fitting inflexible el-
igibility criteria—increasing carer burden and contributing to
relatives becoming ‘more depressed’ and ultimately needing
admissions (Ross and Dodds 2023).

Carers felt isolated from peers due to limited opportunities
(Kiernan et al. 2019) and others not understanding their expe-
riences (Stock et al. 2024). Some were not working due to care-
giving responsibilities (Kiernan et al. 2019). One carer described
the ‘massive, massive loss’ of their family never going out to-
gether because of their child's behaviours (Gore, McGill, and
Hastings 2019). There were varied experiences of relationships
within families; some became closer and some more distant and
even hostile due to different responses to their situation (Chase
and McGill 2019). Relatives ‘lost trust’ in their carers following
admissions (Stock et al. 2024).

Exclusion was sometimes self-imposed, with a sense of it being
‘the lesser of two evils’. Parents made decisions to proactively re-
move their children from mainstream activities because of con-
cerns about unmet needs and inability to maintain safety and
to prevent formal exclusion (Kiernan et al. 2019). Carers ‘with-
drew’ from the community for self-protection from peoples’
hurtful reactions to their relative's behaviours and behaviour
management strategies (Kiernan et al. 2019). Others avoided
certain professionals due to ‘really awful’ relationships (Stock
et al. 2024).

Experiences of isolation, discrimination and being unsupported
likely explain why carers valued—and went onto develop—peer
support groups (Kiernan et al. 2019), connecting them with oth-
ers in similar positions.

3.5.3.4 | A Positive Shift. Some carers gained positives
from their experiences and underwent transformative pro-
cesses. They described personal growth, fostering their values
and strengths and changed mindsets. Carers spoke of the oy’

and ‘pride’ they experienced from their relatives, alongside
re-adjusting their views about what was important; ‘we're see-
ing real progress, she's able to put a toothbrush in her mouth’
(Gore, McGill, and Hastings 2019, 1708). Some felt they had
become ‘more empathetic [...] and patient with people’ (Chase
and McGill 2019, 141).

During admissions, carers actively identifying their positive
attributes provided reassurance in the face of role insecurity
and vulnerability (James 2016). External validation from pro-
fessionals was ‘refreshing and empowering’ (Gore, McGill, and
Hastings 2019, 1708). Engaging in comparison to other carers
they perceived to be less involved than them helped ‘substan-
tiate their value and commitment’ (James 2016, 45). Authors
reflected on the ‘fortitude and resilience’ of carers and the im-
portance of harnessing their dedication to their loved one (Stock
et al. 2024).

This recognition and development of their strengths and values
inspired personal choices and ‘philanthropic’ action (Kiernan
et al. 2019). Some used their resourcefulness to develop non-
traditional supports to meet the needs of their relatives and sim-
ilar people (Kiernan et al. 2019). Others chose careers within
the field due to a ‘passion to improve people's lives’ (Chase and
McGill 2019, 141).

This seemed a protective mechanism; endeavouring to turn pain
and hardships into something meaningful; ‘amongst all the bad
things that have happened to us, I have a little niche’ (Gore,
McGill, and Hastings 2019, 1706). It helped preserve a sense of
self and value, as a carer and as an individual beyond their car-
ing role (James 2016).

3.6 | Line-of-Argument

The complexity of needs, emotional and relational experiences
and required support was a theme running throughout the pa-
pers. The intersection of co-occurring difficulties contributed
to this, described by one parent as a ‘field of carnage’ (Botterill
et al. 2019, 96). While there were shared aspects of caregivers'
experiences, there were also idiosyncrasies with various BtC
and mental health difficulties being discussed, including self-
harming, suicide attempts, anxiety, depression, violence and
withdrawal.

Caregiving is multifaceted, including responsibilities of acquir-
ing complex information, educating others, advocacy, protec-
tion and ‘battling” with services, within the context of a lack
of appropriate services and poor inter-service collaboration.
Marginalising attitudes and limited understanding, skills and
expertise of professionals made experiences of services more
burdensome than helpful. Carers wanted accessible points of
contact; knowledgeable and consistent professionals; person-
centred, strengths-based and contextually meaningful ap-
proaches and carer-specific support and involvement in care.
These experiences contributed to carers feeling powerless,
undervalued, isolated, with wide-ranging detrimental impacts
on their sense of selves and wellbeing. Carers perceived their
experience of caregiving as unique and different to ‘normal
families’.
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4 | Discussion

This review synthesised qualitative literature exploring the ex-
periences of caring for family members with intellectual dis-
abilities displaying BtC and/or mental health difficulties. High
levels of stress, poor physical and mental health, loneliness and
burnout in carers of individuals with intellectual disabilities are
well-established (Cantwell et al. 2014; Goudie et al. 2014; Marquis
et al. 2019). The intersection of needs places a higher burden on
caregivers (Douma et al. 2006) and concomitantly results in ser-
vices being withdrawn or restricted due to inflexible eligibility
criteria and services being unable to safely meet the needs and
manage risks (Griffith and Hastings 2014). This increased carers'
feelings of alienation, placing them at greater risk of distress.

Despite the synthesised papers being published after ‘Building
the Right Support’ (NHS England 2015), it was striking that
care services continued to be more burdensome than helpful
(Griffith and Hastings 2014) and even abusive in hospitals (Stock
et al. 2024). Accessing appropriate support is a continued chal-
lenge for carers (Griffith and Hastings 2014; James 2013), leav-
ing them balancing the need for advocacy, self-preservation and
complying with ‘bureaucratic’ systems to prevent further alien-
ation and conflict. As reported previously, care was offered at
‘crisis’ point, requiring more restrictive interventions and hos-
pitalisation, leading to greater distress for families (Weiss and
Lunsky 2010; Wodehouse and McGill 2009).

Professionals often lacked expertise, held discriminatory beliefs
and did not take carers’ concerns seriously until other profes-
sionals advocated for them (James 2013). Inconsistent care re-
sulted from poor inter-agency collaboration and communication
and between carers and services. Carers feeling dismissed, not
listened to nor fully informed and excluded from their rela-
tives' care is not novel (Faust and Scior 2008; McGill et al. 2006;
Wodehouse and McGill 2009). Helpful experiences of care are
sparse and inconsistent (Griffith and Hastings 2014). Carers
valued and advocated for proactive and preventative models
of care, having a key point of contact and consideration to be
given to family contexts and goals (Faust and Scior 2008; Weiss
and Lunsky 2010). Carers viewed themselves as experts of their
relative and wanted meaningful partnership with professionals.
However, it is imperative that the empowerment and involve-
ment of carers does not come at the expense of diminishing or
neglecting the voices of the individual with an intellectual dis-
ability. Family caregivers can act as ‘fierce defenders’ against
the system to protect their family's dignity and rights, which
can overpower adults with intellectual disabilities (Lashewicz
et al. 2014). Thus, care should be holistic, respecting the views
and needs of all stakeholders.

Caregivers highlighted significant detrimental impacts on their
wellbeing. This resulted from unhelpful and harmful experi-
ences of services, juggling caregiving responsibilities and seeing
their relative's distress. Altered identities, increased psychologi-
cal stress and poor mental health of carers have been discussed
previously (Griffith and Hastings 2014; James 2013). Training
is needed to help carers develop skills in mitigating and man-
aging BtC and notice signs of mental health difficulties in their
relative, alongside carer-specific emotional and psychological
support (James 2013).

This study reflects others that have reported carers generally
and those of people with intellectual disabilities, experience
personal growth, improved relationships, re-evaluation of
priorities and relatives being sources of happiness (Beighton
and Wills 2019; Saragosa et al. 2022). Contrastingly to Griffith
and Hastings (2014), no carers depicted their caregiving role as
wholly fulfilling. There was little discussion of love underpin-
ning relationships between carers and relatives (Griffith and
Hastings 2014) and the elements of ‘joy’ depicted by Kearney
and Griffin (2001) were under-emphasised compared to the
hardships. Carers experienced deficit-driven care as disem-
powering and demotivating, wanting greater recognition of
strengths and achievements. Problem-saturated narratives
have become dominant and may only represent one caregiving
perspective. Nonetheless, positive aspects are ‘pervasive and
diverse’ (Beighton and Wills 2019, 1273). Identifying positives
can contribute to meaning-making processes, enabling adap-
tion to caregiving roles and experiences, which is key for life-
long caring (Beighton and Wills 2017) and preserving a sense
of self. Greater focus on positive elements of caregiving, clini-
cally and in research, may be beneficial for carers' wellbeing,
generating hope and enabling them to maintain their roles.
This should be done respectfully and thoughtfully, so as not to
invalidate carers' significant concerns or struggles (Saragosa
et al. 2022).

Carers' experiences of services were given greater weight in
the research than experiences of their relatives’ BtC or mental
health difficulties. Perhaps carers’ motivations for participating
in research were about advocating for better services in a forum
in which they perceived their concerns would be taken seriously.
Carers may attribute the intensity and complexity of their own
and their relatives' difficulties to poor services and the chal-
lenges navigating them (James 2013), possibly perceiving that
they will persist without service improvement, so focused their
efforts here.

It is possible carers felt unable or unwilling to discuss experi-
ences of relatives’ emotional and behavioural difficulties, espe-
cially when these were violent. Carers implied feelings of shame
about their own emotions and views in relation to their relatives,
avoiding discussing these with their personal support networks.
They also reported perceived and real judgements and criticisms
by others due to their relatives’ behaviours. Isham et al. (2020)
discussed the taboo nature of the topic and carers’ apprehen-
sions about stigmatising individuals with mental and physical
health problems who act violently or unpredictably. These carers
are a ‘hidden population’ and may underplay the impact of harm
and nature of difficulties to avoid scrutiny, maintain a degree
of control over who is involved in their relatives' lives and pre-
vent relatives being removed from the home (Isham et al. 2021).
Concealing these experiences may be another way carers protect
their loved ones. However, higher secrecy coping is associated
with depression and lower quality of life (Serchuk et al. 2021).

Nonetheless, there were hints at these experiences within the
findings; anonymity within research interviews possibly in-
creased disinhibition and enabled carers to open up. There is
a positive association between self-disclosure and anonymity
(Clark-Gordon et al. 2019). Limited opportunities to discuss
these aspects of caregiving may exacerbate disempowerment,
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isolation and marginalisation, so understanding these experi-
ences alongside carers’ feelings of love, loyalty and responsibility
towards family members is imperative (Isham et al. 2021).

4.1 | Limitations

Across included studies, demographic data was poorly reported,
restricting the conclusions that can be made. Of particular im-
portance would be ethnic information, additional diagnoses and
the living circumstances of family members with intellectual
disabilities. Based on the reported data, family carers were pre-
dominantly female. While this is in keeping with the national
statistics, with more than half of all unpaid carers in the United
Kingdom being women (Office for National Statistics 2023),
male carers' voices may be underrepresented. Only one paper
specifically addressed sibling carers' experiences; this popula-
tion continues to be underrepresented in both clinical and re-
search arenas. The quality assessment revealed a widespread
lack of consideration of relationships between researchers and
participants, making it hard to determine the researchers’ roles,
potential biases and attempts to minimise the influence of these
on the findings (Anney 2014).

While all papers were published after the national plan for re-
forming services (NHS England 2015), it was difficult to de-
termine the dates of data collection in most studies and one
explicitly collected data from inpatient settings between 2009
and 2013 (James 2016). Nonetheless, this allowed comparisons
to be drawn with Stock et al. (2024), revealing consistencies in
family carers' experiences of mental health hospitals, suggesting
minimal change following Transforming Care.

Two papers utilising online surveys had large sample sizes,
increasing the review's pooled sample size (Paulauskaite
et al. 2021; Sheehan et al. 2018), however, contained limited
qualitative data. Less data could be extracted from papers that
included paid carers' views (Kouroupa, Hamza, et al. 2023;
Kouroupa, Hassiotis, et al. 2023). Biases may have arisen from
those with more difficult experiences participating in research,
particularly, given the self-selecting nature of participation in
several papers. It is plausible this contributed to the limited
discussion about perceived benefits and positive aspects of
caregiving.

The review aimed to broadly capture experiences of caring for
individuals with intellectual disabilities and mental health diffi-
culties. Across the papers, there was limited information about
formal mental health diagnoses, with mental health difficulties
often described through symptoms (e.g., change in appetite,
crying) or presumed due to being under mental health services.
This may be indicative of broader issues prevalent for this pop-
ulation, including atypical presentations, impaired communica-
tion and mental health literacy and diagnostic overshadowing
(Sheehan et al. 2015). No papers included people diagnosed
with severe and enduring mental health difficulties (e.g., psy-
chosis and eating disorders), despite some individuals with in-
tellectual disabilities experiencing these (Mazza et al. 2020).
Understanding carers’ experiences of these unique co-occurring
needs is essential for ensuring access to and development of spe-
cialist support services.

4.2 | Clinical Implications

Systemic models and care approaches are essential. Carers
should be provided with information and training, be lis-
tened to, valued in their role and meaningfully involved with
day-to-day care planning and interventions (Bigby et al. 2019;
James 2013). Carers may benefit from professionals identifying
their unique goals, needs and positive aspects of caring—adopt-
ing person-centred and strengths-based approaches, providing
carer-specific support and developing tailored and realistic plans
(Beighton and Wills 2019). Transparency in service offers could
mitigate against carers feeling disappointed and distrusting of
services. Greater recognition of and opportunities for conversa-
tions about ‘taboo’ experiences of violent or harmful BtC may
help safeguard and support carers’ wellbeing (Isham et al. 2021).
Developing peer support opportunities may increase carers' ex-
periences of belonging and facilitate information sharing (Dew
et al. 2019). Together, these could help prevent situations esca-
lating to crisis point, in turn, reducing carer burnout and restric-
tive interventions and inappropriate admissions (Griffith and
Hastings 2014).

Organisations are pivotal in empowering carers; however,
professionals operate within the broader context of organisa-
tional constraints and may themselves need increased support
and resources to be empowered and empowering (Petriwskyj
et al. 2016). This paper has not focused on professionals' experi-
ences and looking at multiple sources of evidence is key. In other
healthcare settings, reflective practice can mitigate the impact
of and reduce, occupational stress and burnout, which has the
potential to reduce staff turnover (O'Neill et al. 2019), in turn,
improving the quality and experiences of care. Thus, embedding
reflective practices in services could be beneficial.

Enhanced partnership and signposting between services, includ-
ing third sector organisations, may be advantageous (Durand
et al. 2024), alongside an accessible point of contact to coordi-
nate care (James 2013). All services should understand BtC for
people with intellectual disabilities (Griffith and Hastings 2014;
James 2013). Professionals, including those working in main-
stream mental health services and respite provisions, might
benefit from regular training to ensure knowledge and skills
are maintained and updated, facilitating implementation of rea-
sonable adjustments. Supervisors and team/service leads should
facilitate training opportunities and integration of training into
practice (Rose et al. 2012).

Consideration should be given to service commissioning
models, mapping service provisions onto individual needs.
Interventions that are longer term, proactive and based on ho-
listic understandings of individuals and their families should
be offered (Shankar et al. 2020). Increased access to and in-
clusion within local communities could proactively promote
belonging and connection, supporting carers’ psychosocial
wellbeing.

4.3 | Research Implications

Future research should highlight male and sibling caregivers
and those caring for individuals with a broader range of mental
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health difficulties. Improved reporting of demographic informa-
tion could clarify who participates in research and ensure the
views of marginalised, disempowered and/or hidden popula-
tions are heard. Research focusing on ‘taboo’ topics of caring for
individuals displaying aggressive and disruptive BtC could help
to reduce carers' feelings of shame, powerlessness and isolation
(Isham et al. 2021). Exploring professionals’ views of supporting
individuals with intellectual disabilities displaying BtC could
inform practice.

5 | Conclusions

This review highlighted that caring for family members with in-
tellectual disabilities displaying BtC and/or mental health diffi-
culties is a complex journey and multi-faceted role significantly
impacting on carers’ wellbeing. Carers advocated for collabora-
tive, proactive, person- and family- centred and strengths-based
services and interventions. Training and psychosocial support
for families and care professionals is required. Research should
consider sibling and male carers' experiences, alongside further
exploration of more ‘taboo’ aspects of caring for this population
and caring for individuals with more diverse mental health dif-
ficulties co-occurring with intellectual disabilities.
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