
Please cite the Published Version

Jordan, J , Larkin, M, Tilley, E , Vseteckova, J, Ryan, S and Wallace, L (2025) Transi-
tionsRelated Support for Ageing Family Carers of Older People With Intellectual Disabilities Who
Convey Behaviours That Challenge Others: A Systematic Rapid Scoping Review. Journal of Ap-
plied Research in Intellectual Disabilities, 38 (1). e13322 ISSN 1360-2322

DOI: https://doi.org/10.1111/jar.13322

Publisher: Wiley

Version: Published Version

Downloaded from: https://e-space.mmu.ac.uk/637215/

Usage rights: Creative Commons: Attribution 4.0

Additional Information: This is an open access article published in Journal of Applied Research
in Intellectual Disabilities, by Wiley.

Data Access Statement: The data that support the findings of this study are available from the
corresponding author upon reasonable request.

Enquiries:
If you have questions about this document, contact openresearch@mmu.ac.uk. Please in-
clude the URL of the record in e-space. If you believe that your, or a third party’s rights have
been compromised through this document please see our Take Down policy (available from
https://www.mmu.ac.uk/library/using-the-library/policies-and-guidelines)

https://orcid.org/0000-0003-3308-9104
https://orcid.org/0000-0003-4665-394X
https://orcid.org/0000-0002-7406-1610
https://doi.org/10.1111/jar.13322
https://e-space.mmu.ac.uk/637215/
https://creativecommons.org/licenses/by/4.0/
mailto:openresearch@mmu.ac.uk
https://www.mmu.ac.uk/library/using-the-library/policies-and-guidelines


1 of 20Journal of Applied Research in Intellectual Disabilities, 2024; 38:e13322
https://doi.org/10.1111/jar.13322

Published for the British Institute of Learning Disabilities  

Journal of Applied Research in Intellectual Disabilities

ORIGINAL ARTICLE OPEN ACCESS

Transitions-Related Support for Ageing Family Carers of 
Older People With Intellectual Disabilities Who Convey 
Behaviours That Challenge Others: A Systematic Rapid 
Scoping Review
J. Jordan1   |  M. Larkin1  |  E. Tilley1   |  J. Vseteckova1  |  S. Ryan2  |  L. Wallace1

1Faculty of Wellbeing, Education and Language Studies, The Open University, Milton Keynes, UK  |  2Faculty of Health, Psychology and Social Care, 
Manchester Metropolitan University, Manchester, UK

Correspondence: J. Jordan (joanne.jordan@open.ac.uk)

Received: 22 August 2023  |  Revised: 23 October 2024  |  Accepted: 28 October 2024

Funding: This work was supported by National Institute for Health and Care Research under its Health Services and Delivery Research Programme 
(NIHR129491).

Keywords: ageing | behaviours that challenge others | family carers | intellectual disability | transition

ABSTRACT
Background: There are increasing numbers of ageing family carers of older (40+) adults with intellectual disabilities who con-
vey behaviours that challenge others in the UK. It is important to understand the needs and experiences of these carers as they 
support their older family member to transition to different care contexts.
Method: A rapid scoping review of published and unpublished literature, using systematic methods of data searching, extraction 
and analysis.
Results: Exhaustion, reluctance to burden others, distrust of alternative living arrangements and deep interpersonal ties with 
their family member with intellectual disabilities mean ageing carers can avoid planning ahead. There is a lack of appropriate 
information, support and professional advice available. Developing trust in services is critical, as is a ‘whole family’ approach to 
planning.
Conclusions: More research is vital to understand the support ageing carers receive to make choices, and how it meets their 
needs.

1   |   Introduction

In line with an overall United Kingdom (UK) ageing popula-
tion (Office of National Statistics (ONS)  2021) people with in-
tellectual disabilities are living longer. While in the UK and 
internationally people with intellectual disabilities continue to 
die prematurely—on average between 12 and 23 years earlier 
than the general population—(O’Leary, Cooper, and Hughes-
McCormack 2017; Tyrer, Kiani, and Rutherford  2021; White 
et al. 2022), the overall picture is one of an ageing population. 
In England, an estimated 53% of the total population of people 

with intellectual disabilities were aged 45+ in 2020 (almost 5% 
aged 85+), a figure which is predicted to rise to 56% by 2040 
(almost 7.5% aged 85+) (Institute of Public Care (IPC)  2020). 
Increased longevity is a key contributory factor in the predicted 
rise in older people with intellectual disabilities requiring social 
care services in England over the period 2012–2030 (Emerson 
et al. 2012). While directly comparable figures are not available 
for Scotland, Wales and Northern Ireland, people with intellec-
tual disabilities across the UK are living longer, mirroring wider 
international trends (Ahlström et al. 2022; Dieckmann, Giovis, 
and Offergeld  2015; McCarron et  al.  2011; Tilley et  al.  2023). 
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These figures are likely to underestimate the true scale of need 
as many people with intellectual disabilities are not known to 
health or social services (Public Health England 2016; National 
Institute for Care and Excellence (NICE) 2018a) and the known 
proportion falls as people age (Emerson, Robertson, Coles, and 
Hatton 2012).

Around 20% of adults with intellectual disabilities convey be-
haviours that challenge others (Bowring et  al.  2017; Jones 
et  al.  2008; Lundqvist  2013), typically described as involving 
varying degrees of aggression, and being (self) destructive and/
or (self) injurious (Griffiths and Hastings 2014; Waite et al. 2017). 
They are variously described as a form of communication, an 
indication of distress, a means of producing sensory stimula-
tion and/or an attempt to seek help (Baker and Osgood  2019; 
NICE  2015; The Challenging Behaviour Foundation  2021a). 
Behaviours that challenge others is often deployed in research 
and services as a ‘catch all’ term, covering a wide range of indi-
vidual behaviours. It has been argued that this lack of specificity 
can make it difficult to assess the efficacy of interventions to 
improve people's quality of life (Groves et al. 2023). There is lim-
ited evidence concerning the epidemiology of these behaviours 
amongst older people with intellectual disabilities (Davies and 
Oliver 2013). While some studies indicate a decline with advanc-
ing age (Holden and Gitlesen 2006; Jones et al. 2008; Murphy 
et al. 2005), others demonstrate the persistence of relatively high 
levels (Lundqvist 2013; O'Dwyer et al. 2018; Taylor, Oliver, and 
Murphy 2011).

Two-thirds of adults with intellectual disabilities in England live 
with their families, in most cases having been cared for by their 
parents from birth through to older age (Emerson et  al.  2012; 
Foundation for People with Learning Disabilities.  2010; 
NICE  2018b). As people with intellectual disabilities are liv-
ing longer, family carers are now routinely providing care as 
they also age (Forrester-Jones  2021; Pryce et  al.  2017; Ryan 
et  al.  2014). Figures suggest that at least 40% of adults with 
intellectual disabilities in England live with a parent aged 60 
and over, and over 30% with a parent aged 70+ (NICE 2018b; 
Digital 2022). As many older people with intellectual disabilities 
in the UK are not known to services (NICE 2018b) these figures 
are likely to be underestimations. However, they do underscore 
the fact that day-to-day caregiving by family members can now 
span many decades (Mulvany, Barron, and McConkey  2007; 
Public Health England 2016; Ryan et al. 2014).

Alongside the satisfaction and intrinsic benefits of caring, re-
search has consistently demonstrated multiple dimensions of 
burden amongst family carers (Ray, Bernard, and Phillips 2009; 
Milne and Larkin  2023). For carers of a family member with 
an intellectual disability these encompass physical and psy-
chological ill-health (Aksamit and Wehmeyer  2021; Grey, 
Totsika, and Hastings 2018; Gutowska 2022; Totsika, Hastings, 
and Vagenas  2017); social and economic disadvantage (Public 
Health England  2016; Totsika, Hastings, and Vagenas  2017) 
and diminished quality of life (Jenaro et  al.  2020; Yoong and 
Koritas  2012). As family caregivers age and their health may 
decline, the toll of caring is accompanied by increasing worry 
about what the future holds for themselves and their adult 
child (Baumbusch et  al.  2017; Forrester-Jones  2021; Mahon 
et  al.  2019). In this context, the particular stresses associated 

with caring for an adult who conveys behaviours that chal-
lenge others have been highlighted. These include the physical 
impact of aggression, the burden of chronic emotional distress 
on well-being, and elevated levels of social isolation (Cooke, 
Noone, and Thomson 2019; Griffiths and Hastings 2014; Waite 
et al. 2017). The latter is explicitly linked to carer reluctance to 
take their family member out of the family home because of 
fear of an occurrence of a challenging behaviour episode (Waite 
et al. 2017). In combination with insufficient and unreliable sup-
port services for the person for whom they care and themselves 
(Griffiths and Hastings 2014), such stresses lead to a high pro-
portion of these family carers experiencing anxiety and depres-
sion at clinically significant levels (Waite et al. 2017). Although 
stress and burden are characteristic, evidence demonstrates the 
profound fulfilment and sense of identity and self-worth carers 
of a family member with an intellectual disability can derive 
from their role (Mahon et al. 2019; Pryce et al. 2017; Walker and 
Hutchinson 2018).

Family carers can find the transition of their family member 
to other accommodation extremely challenging. This is the 
case whether the transition is out of the family home or be-
tween external care settings. Irrespective of the setting, lack 
of confidence in available accommodation and associated care 
alternatives can leave carers reluctant to countenance change 
(Barron, McKonkey, and Mulvany 2006; Gilbert, Lankshear, and 
Petersen  2008; Nankervis, Rosewarne, and Vassos  2011). For 
carers of family members living at home, avoidance of emotive 
and complex consideration of their family member moving out 
are well documented (Cairns et  al.  2013; Gilbert, Lankshear, 
and Petersen 2008; Taggart et al. 2012). Strong emotional bonds 
(Brennan et al. 2020) and the growing reciprocal nature of their 
relationship (Ryan et al. 2014; Taggart et al. 2012) as family car-
ers age, their heath declines, and they become dependent on 
the family member with an intellectual disability for care and 
support (Knox and Bigby  2007; Truesdale et  al.  2021; Walker 
and Hutchinson 2018) contribute to both carers and their fam-
ily member striving to maintain home residence (Brennan 
et al. 2020). Transition is further complicated by a care system that 
is complex to navigate, a lack of contingency planning by local 
councils and cuts to services (Sense 2018). Nonetheless, studies 
have shown that family carers can and do actively consider tran-
sition (Lee and Burke 2020; Walker and Hutchinson 2018) and 
can be encouraged to do so with appropriate support (Brennan 
et al. 2020; Carers Trust 2020; Lee and Burke 2020).

Although an evidence base on how best to support family car-
ers in relation to their adult family member's transition to an-
other setting is beginning to emerge (Brennan et al. 2020; Carers 
Trust 2020; Mahon et al. 2019), it tends to concentrate on the 
making of plans, to the detriment of other aspects of the move, 
such as activity over the long term that can work to facilitate 
effective transition. Such activity might include, for example, 
preparing their adult family member for greater independence 
or being able to ensure that their adult child's health and social 
care needs are appropriately addressed to help avoid crisis situ-
ations. In addition, the particular circumstances and needs of 
ageing family carers are not explicitly addressed.

To address this evidence gap, we reviewed the evidence on the 
health and social care experiences, service interventions and 
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resources to support ageing family carers of older adults with 
intellectual disabilities who convey behaviours that challenge 
others in the context of the latter's transition between contexts 
of care.1 Given the involvement of carers in the lives of their 
family members irrespective of where they reside (Larkin and 
Milne 2021), we were interested in transitions from the family 
home, as well as from other care settings. This UK focused 
review was nested within a wider project which aimed to im-
prove support for family carers and older people with intellec-
tual disabilities who convey behaviours that challenge others. 
In line with the wider project, we define ‘older’ adults with 
intellectual disabilities as aged 40+. Likewise, mirroring the 
wider project, in this paper we use the phrase ‘behaviours 
that challenge others’ as a means of acknowledging their in-
herently relational and socially constructed nature (Baker and 
Osgood 2019; Mansell 2007; Hassiotis 2023). As such, they are 
a product of environmental factors (e.g., the response of profes-
sional carers; the quality of the material environment; how well 
a service is organised; the quality of commissioning processes) 
and individual characteristics (e.g., the presence of sensory 
disabilities or mental health issues; the onset of new condi-
tions such as dementia) and, events in a person's life history 
(Mansell  2007; Board  2021). While UK policy and guidance 
since the 1990s has stressed the socially constructed nature of 
‘challenging behaviour’, in some contexts the term continues 
to be used to label people (Randell et al. 2017). Such use can 
be driven by a need to serve agendas other than improving a 
person's care or outcomes, such as to enhance the legitimacy 
of a service, justify service practices, or empower management 
decisions (Haydon-Laurelut and Nunkoosing 2016).

Use of the term ‘learning disability’ is standard in the UK 
(Malli et  al.  2018; Truesdale and Brown  2017), where the 
authors are based. However, in line with international 
usage, we use the term ‘intellectual disability’ in this paper 
(British Institute of Learning Disabilities (BILD) 2011; Grey, 
Totsika, and Hastings 2018). The World Health Organisation 
(WHO)  (2012) defines intellectual disability as: ‘[a] signifi-
cantly reduced ability to understand new or complex informa-
tion and to learn and apply new skills (impaired intelligence). 
This results in a reduced ability to cope independently (im-
paired social functioning), and begins before adulthood, with 
a lasting effect on development’ (WHO 2012).

2   |   Methods

Given that we were seeking a broad range of evidence, we un-
dertook a scoping review to systematically synthesise evidence 
from diverse sources according to its nature, features and find-
ings/outcomes (Peters et  al.  2015). As the review constituted 
the early stage of a broader study, we utilised a rapid review 
methodology (Tricco, Langlois, and Straus 2017). Rapid reviews 
are a pragmatic and robust approach to evidence generation 
(Langlois et al.  2019; Pluddemann et al.  2018). Table 1 details 
our approach.2

2.1   |   Review Question and Objectives

2.1.1   |   Research Question

What are the health and social care needs, experiences, service 
interventions and resources of and for family carers3 of older 
people with intellectual disabilities who convey behaviours 
that challenge others as they move to different care contexts4 
in the UK?

2.1.2   |   Research Objectives

1.	 Identify relevant UK evidence according to key features 
such as: nature, focus, content, target population, design, 
methodology and findings/outcomes.

2.	 Systematically integrate the research evidence on health 
and social care needs, experiences, service interventions 
and resources relating to the family carers of older peo-
ple with intellectual disabilities who convey behaviours 
that challenge others, as they transition to different care 
contexts.

3.	 Use the learning delivered by (2) to consider the status 
of transition-related care and support for family carers 
of older people with intellectual disabilities who convey 
behaviours that challenge others, drawing out implica-
tions for how this care and support might be most effec-
tively planned and undertaken to fit with their needs and 
preferences.

TABLE 1    |    Approach to rapid scoping review.

Component Guidance/reporting guidelines used

Scoping review Preferred Reporting Items for Systematic reviews and Meta-Analyses extension 
for Scoping Reviews (PRISMA-ScR) checklist (Tricco et al. 2018).

Rapid review SelecTing Approaches for Rapid Reviews (STARR) (Pandor et al. 2019) decision 
tool to help make broad decisions concerning the overall review process.

The Oxford Centre for Evidence Based Medicine (Pluddemann et al. 2018) 
and the World Health Organisation (WHO) (Tricco et al. 2018) to help 

make decisions concerning specific methods/techniques.

Consultation underpinning the 
overall review

Throughout the review we consulted with our expert advisory group, which included 
people with intellectual disabilities, family carers, health and social care professionals, 

policy-makers, commissioners and service providers. The group contributed ideas, 
discussed ongoing findings, and helped to ensure clarity and relevance of analysis.
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2.2   |   Eligibility Criteria

We included published and unpublished (grey) literature, includ-
ing research articles, reports and guidance. Within the published 
research we included primary (using quantitative, qualitative 
and mixed methods) and secondary (e.g., review) level evidence. 
To enhance the relevance of our review findings, we included 
evidence made available after 2001, to coincide with the pub-
lication of the Government's Valuing People White Paper for 
England and Wales (Department of Health 2001) and The Same 
As You, the Scottish Government's review of intellectual disabil-
ity supports and services in Scotland (Scottish Executive 2000). 
Valuing People and The Same as You, consolidated a decade 
later in The Keys to Life (Scottish Government 2013), included 
an explicit focus on the needs of older people with intellectual 
disabilities, people who convey behaviours that challenge oth-
ers, and their family carers. Valuing People, The Same as You 
and The Keys to Life were government strategies that informed 
policy, practice, commissioning and funding arrangements for 
people with intellectual disabilities and their families across the 
UK, thus providing the foundation for much research that sub-
sequently followed.

Using the Population, Concepts and Context (PCC) framework 
(Peters et al. 2020), our inclusion criteria were:

•	 Published/made available in English after 2001

•	 Concerned with family carers of older (40+)5 adults with in-
tellectual disabilities who convey behaviours that challenge 
others resident in the UK

•	 Concerned with the health and social care needs, experi-
ences, service interventions and resources of and for these 
carers as their family member with an intellectual disability 
who conveys behaviour that challenges others transitions 
from one context of care to another, for example:
○	 From family care to service care;
○	 From one context of service care to another (e.g., sup-

ported living to residential/nursing home care);
○	 From one context of family care (e.g., parent-led) to an-

other (e.g., sibling-led).

We excluded discussion papers, position papers, expert opinion 
pieces, editorials and study protocols, as we were interested in 
the nature of and findings of evidence, which could be used to 
draw conclusions regarding our phenomena of interest.

2.3   |   Information Sources

The development of search strategies and database searches 
were undertaken with the support of a subject specialist li-
brarian. An initial set of potential databases were reviewed 
using ‘Healthcare Databases Advanced Search’ (part of NHS 
Evidence), as a means of determining those (academic and grey 
literature) most likely to yield relevant evidence. We then iden-
tified and searched the following priority electronic databases: 
Carer Research Knowledge Exchange Network (CAREN); 
CINAHL; Healthcare Management Information Consortium 

(HMIC); NHS Evidence; Social Care Institute for Excellence 
(SCIE); Scopus; Turning Evidence Into Practice (TRIP); Web of 
Science (WoS); Google (first 5 pages); and, Google Scholar (first 
5 pages).

We generated search terms (words and phrases, including 
synonyms and terminology variations), combined using the 
Boolean operators ‘and/or’ and appropriate truncation and 
phrase symbols to form initial search strategies, which we 
piloted against selected key databases. Using the insights 
gained concerning the sensitivity and specificity of our terms, 
we confirmed our final search strategies to be used for each 
database, as well as the Google search strings, limited by file 
type (PDF) (Appendix S1). As initial database searching was 
completed in December 2020, we ran an updated search (12 
June 2023), based on the original search strategies,6 limited 
from 1 January 2020-current (Appendix S2). In addition, we 
used the expertise of the research team and project advisory 
group to identify other potentially relevant evidence. Finally, 
we undertook an ancestry search by hand searching the ref-
erence lists of all included evidence, as well as those of key 
papers (e.g., systematic reviews), to identify other potentially 
relevant evidence. These sources of evidence are included in 
the PRISMA Flow diagram under ‘records identified through 
other sources’.

2.4   |   Selection of Sources of Evidence

We imported the electronic search datasets into Excel; duplicate 
records were removed before initial screening. All records were 
independently screened by four members of the research team 
using titles and abstracts (where available) against the inclusion 
criteria. Discrepancies were discussed between relevant team 
members, and a final decision reached. This process enabled the 
exclusion of evidence that clearly did not meet the inclusion cri-
teria and identified evidence for full text review.

Full text copies were obtained, and independently read by 
four members of the research team. To reduce the potential 
for bias and to promote transparency and consistency, a stan-
dardised tool to aid decision-making was used (Appendix S3). 
Discrepancies were discussed and a final decision reached. 
Evidence excluded on the basis of full text review was recorded, 
including the reasons for exclusion. In cases where evidence was 
not immediately available, we attempted to source it using var-
ious means (e.g., contacting relevant authors). Given time con-
straints, if not available within a one-month period, evidence 
was recorded as ‘missing’.

2.5   |   Data Extraction

A data extraction form was developed, piloted on three sources 
of evidence selected to ensure variation in focus and content, 
and a final version (Appendix S4) used to extract data from in-
cluded evidence. Data extraction was led by one author; all com-
pleted forms were shared amongst the research team as a means 
of checking for gaps and inconsistencies.
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2.6   |   Critical Appraisal of Individual Sources 
of Evidence

The conduct of critical (quality) appraisal in scoping and rapid 
reviews is generally considered optional (Peters et  al.  2020; 
Stevens et  al.  2018; Tricco, Langlois, and Straus  2017). For 
scoping reviews, the central issue is inclusion of many types 
of evidence (Peters et  al.  2020) and for rapid reviews it con-
cerns the nature of the evidence and time available (Langlois 
et  al.  2019). Given the variety in included evidence and the 
project time-plan, we took a pragmatic decision not to under-
take critical appraisal. We were also cognisant of more funda-
mental issues relating to the paucity of evidence in this field, 
and the consequent need to capture this evidence not only 
for what it suggested regarding our population and focus of 
interest, but also the implications for future research (Dixon-
Woods et  al. 2004). We did consider how included papers 
framed the concept ‘behaviours that challenge others’ and the 
extent to which the research took a critical stance towards this 
concept. In particular, we were alert to papers that presented a 
medicalised perspective on behaviours that challenge others, 
and considered how this may have impacted upon the findings 
presented.

2.7   |   Synthesis of Findings

Alongside primary and secondary empirical research findings, 
evidence included non-research case studies, and resources 
providing information and guidance relevant to family carers 
of older (40+) people with intellectual disabilities who convey 
behaviours that challenge others. Such diversity necessitated 
a flexible approach to bringing together the evidence in its 
entirety.

We identified patterns and trends in the voume, focus and con-
tent of included evidence. The findings of included evidence 
were integrated using a narrative approach (Popay et al. 2006; 
Ryan, 2013). An iterative process of reviewing the entirety of the 
research evidence allowed us to identify patterns in what the ev-
idence was suggesting, however derived and expressed. The aim 
was to achieve new conceptual understanding based on origi-
nal (author) findings, which we generated using a dual deduc-
tive and inductive process. Deductively, we took the focus of the 
review—transitions—as our point of entry into the data, using 
the question ‘What does this evidence mean for carers of older 
people with intellectual disabilities who convey behaviours that 
challenge others?’. Inductively, we interrogated the data for what 
they were suggesting in relation to our guiding question, using 
a three stage process: (a) initial coding of sections of the data 
according to their essential meaning; (b) comparing the content 
and meaning of these sections to identify how they clustered or 
connected in terms of common meaning; (c) and, expressing this 
meaning through the development of overarching themes and 
attendant content.

Analysis was led by one member of the research team. To pro-
mote rigour, ongoing drafts were shared with the wider review 
team, who provided feedback on fit with the original data, as 
well as overall sense and insight provided. Drafts were also 
shared with our project advisory group (which included people 

with intellectual disabilities, family members and profession-
als), enabling the analysis to benefit from the input of a range of 
expert knowledge and understandings.

3   |   Results

3.1   |   Search Results

Our initial database searches yielded 157 returns, of which 110 
were excluded on initial screening (using titles/abstracts). Of 
the remaining 47 read in full, 46 were excluded and one was 
included. A total of 40 items of evidence were identified by the 
research team and/or our advisory group, all of which were read 
in full. Of these, four were included. A total of 35 returns were 
identified from the reference lists of database included articles, 
all of which were read in full. Of these, one article was included. 
Our follow-up database searches yielded 242 returns, of which 
238 were excluded on initial screening. The remaining four were 
read in full, and all excluded. No items of evidence were identi-
fied by the research team/advisory group during the follow-up 
search. Therefore, a total of six items of evidence were included 
in our review (Figure 1).

3.2   |   Study Characteristics

We found no evidence specifically addressing our population 
of interest in the context of transition. Two empirical papers 
focused on ageing carers of adults with intellectual disabilities 
who do and do not convey behaviours that challenge others 
(Black and McKendrick 2010; Forrester-Jones 2019). Another 
review focused on adults and children with intellectual dis-
abilities who convey behaviours that challenge others and 
their caregivers and, separately, on older people with intellec-
tual disabilities and their caregivers (Slevin et al. 2011). The 
remainder of our included evidence constituted guides or tool-
kits, all of which addressed the population of people with in-
tellectual disabilities and their caregivers in its broadest sense 
(Sense  2018; The Housing and Support Partnership  2011; 
Towers  2015). Table  2 summarises the characteristics of in-
cluded evidence.

The key themes and sub-themes that emerged from the research 
evidence and the identified transition-related resources for fam-
ily carers of older people with intellectual disabilities who con-
vey behaviours that challenge others are summarised in Table 3. 
Each theme is discussed below.

3.3   |   Supporting Ageing Family Carers of Adults 
With Intellectual Disabilities Who Convey 
Behaviours That Challenge Others

Ageing family carers are attempting to care at a point in their 
lives when their own and their partners' health is declining, 
they may be experiencing profound mental and physical ex-
haustion because of the cumulative effects of years of caring 
and are likely to have lost at least some of their family and 
wider social support network (Black and McKendrick  2010; 
Forrester-Jones 2019; Slevin et al. 2011). All of these issues are 
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set against a backdrop of a reduction in the source of informal 
support that has traditionally helped parental carers, namely 
other children, due to a declining birth rate since the 1950s 
(Slevin et  al.  2011). The following two sub-sections address 
the range of issues that emerged from the evidence concern-
ing the longer-term or ‘upstream’ transition-related support of 
family carers, including lessons for how this support can be 
provided effectively.

3.3.1   |   Deficits in Professional Engagement With 
and Support of Carers to Continue to Care

Despite the clear need, the evidence consistently demon-
strated carers' difficulties in obtaining relevant advice, 

information, and other support to help them to continue to 
care for their adult family member in the home. Amongst 
the participants in Black and McKendrick's  (2010) study, 
80% reported lack of knowledge concerning available help. 
Significantly, 77% reported lack of regular contact with their 
social worker, meaning that they did not have consistent ac-
cess to an important source of such information. Participants 
in the Forrester-Jones'  (2019) study described their upset at 
social workers' patronising attitudes, compounded by brevity 
of appointments and poor information-provision, all of which 
diminished the perceived effectiveness of social work involve-
ment. Further deficits in social work support highlighted by 
both Forrester-Jones 2019 and Slevin et al.  (2011) concerned 
the high-turnover of social workers and consequent lack of 
continuity of appointed staff.

FIGURE 1    |    Search flow chart.  
Source: Moher et al. (2009).
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Forrester-Jones (2019) suggests that lack of continuity in person-
nel, especially social workers, means that the goal of successive 
legislation regarding ‘family-professional partnership working’ 
remains largely aspirational. She goes on to argue that prob-
lematic relationships run the risk of leaving ageing family car-
ers distrustful of services, believing that they prioritise ‘crises’, 
instead of managing the long-term well-being of either adults 
with intellectual disabilities or their carers. Similarly, Slevin 
et  al.  (2011) link resource constraints with a tendency for so-
cial work services to concentrate on priority need, so that peo-
ple with intellectual disabilities who reside in environments 
that are ‘working’ are less likely to meet the threshold set for 
active involvement. They stress the need for commissioners to 
be aware of the longer-term detrimental impact of this approach, 
including in respect of the financial outlay ‘down-the-line’.

These issues are brought into sharp focus in the Forrester-
Jones (2019) study. The introduction of The Care Act (2014) en-
titles carers to a Carers Assessment, separate to any assessment 
of needs or eligibility relating to the person they care for. It also 
confirms their entitlement to support if they meet national el-
igibility criteria (Gant and Bates  2019; Forrester-Jones  2019). 
However, like many other carers affected by the lack of reali-
sation of the Care Act 2014 ambitions (Milne and Larkin 2023), 
participants in the Forrester-Jones (2019) study reported strug-
gling to receive a carer's assessment, and when they did, to get it 
implemented. As a result, local authorities were unable to pro-
vide or purchase services to enable carers to continue in their 
caring role. In addition, despite two participants stating that 
the person they care for conveyed ‘challenging behaviour’ (and 
other participants referring to behaviours that might be consid-
ered ‘challenging’), Forester–Jones reported that no family car-
ers in her study had been approached by professionals about a 
potential functional assessment or positive behaviour support 
plan for their relative (Forrester-Jones (2019)). These participant 
accounts therefore confirm yet another failure in the imple-
mentation of The Care Act  2014—a lack of the ‘whole family 
approach’ to needs assessment, designed to proactively promote 
the lives of carers and those for whom they care as advocated 
within the Act (Forrester-Jones 2019).

3.3.2   |   Promoting the Capacity of Carers to Continue 
to Care

Black and McKendrick (2010) outline core prerequisites of mean-
ingful communication between professional carers and people 
with an intellectual disability and their family carers. Arguing 

that such communication involves more than the reactive pro-
vision of information, they stress a need for proactive work to 
ensure that carers and the person they care for are fully aware 
of all options and services available. This work includes making 
judgements as to the appropriate timing, amount, and format 
of information-provision, tailored to (ongoing changes in) indi-
vidual family dynamics and needs, so that communication and 
information strategies are ‘creative, continuous and proactive’ 
(p.30). Examples of how this process can be achieved include:

•	 Periodic information days (once or twice a year, or a series of 
short events over several weeks) in which housing and ser-
vice providers come together to provide information on the 
process and options;

•	 Extending the role of day centres to serve as a resource for 
adults with intellectual disabilities and their carers in an en-
vironment with which they are already familiar.

In a similar vein, Slevin et  al.  (2011) discuss a range of inter-
ventions which can act ‘as a form of prevention, maintenance 
and also crisis management’ (Slevin et al. 2011, p. 85). Examples 
include: future planning, support groups, support co-ordination, 
direct services, and sibling support, all of which can serve as 
vehicles for providing information, as well as emotional and 
instrumental support. Most of the examples of such interven-
tions provided by Slevin et al. (2011) are drawn from countries 
other than the UK, suggesting relative disadvantage on the part 
of ageing family carers in the UK who continue to sustain care 
with only limited or no support capable of protecting their own 
and their adult family member's well-being. Further, it suggests 
the need for statutory agencies to help redress these deficits. One 
form of the ‘direct services’ identified by Slevin et al. (2011)—
short breaks, providing respite to family carers—are described 
by the authors as an ‘essential’ (p.40) component of a wider set of 
services supporting family carers over the long-term. Drawing 
on the evidence of studies included in their review, Slevin 
et  al.  (2011) demonstrate that provision of effective respite is 
more than just the creation of somewhere to which the people 
with intellectual disabilities can go; respite services need to be 
appropriate to the needs of the person and to be perceived as 
such by their family carer. If the latter doubt their suitability, it is 
more likely that the services will not be used, or that the doubts 
will engender additional stress.

Another form of a direct service is the direct payments scheme, 
which allows adults with intellectual disabilities who convey be-
haviours that challenge others and their family carers to choose 

TABLE 3    |    Main themes and sub-themes.

Main theme Sub-themes

Supporting ageing family carers of adults with intellectual 
disabilities who convey behaviours that challenge others

Deficits in professional engagement with and 
support of carers to continue to care

Promoting the capacity of carers to continue to care

Considering transition: ‘Tolerating uncertainty’ Supporting family carers to plan ahead

Resources to support transition planning and decision-making —
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and to manage their own supports. Funding can be used to pay 
for services such as personal/support assistants, domiciliary 
care, day care, transport, supported employment, home mod-
ification, respite care and therapies. Slevin et  al.  (2011) claim 
the success of the scheme for older family carers of people with 
intellectual disabilities living in the UK, with their evidence 
demonstrating increased choice and flexibility, enhanced feel-
ings of confidence and optimism, and a reduction in anxiety 
about leaving their family member. The importance of day-care 
provision in helping ageing family carers to continue to care 
for their loved one in the family home is reflected in Black and 
McKendrick's  (2010) findings. Carers talked about day centres 
as vital in helping them to cope, and described feeling stressed 
when, for example, they were closed at holiday times. As Black 
and McKendrick  (2010) state, although these services are pro-
vided to meet the needs of adults with intellectual disabilities, 
carers view them as vital to their own well-being.

In terms of how the above services should be provided, Black 
and McKendrick (2010) stress a need for proactivity on the part 
of front-line professionals. Two core reasons are outlined. Not 
only do carers tend to focus on the needs of their family member 
to the detriment of their own, but also ageing carers may have 
only limited or no access to informal support networks. Black 
and McKendrick  (2010) reported that 36% of the participants 
in their study did not have access to any type of informal sup-
port network, mainly due to a change in the composition of the 
household, either through the death of a spouse, or other chil-
dren leaving home. The evidence from Slevin et al. (2011) again 
confirms the need for proactivity on the part of front-line profes-
sionals in facilitating ageing carers' engagement with available 
services, showing that they are less likely than their younger 
counterparts to use services such as day-care, respite care, and 
social work involvement. Several overlapping factors contribute 
to this disinclination, including mistrust of services, previous 
negative encounters, lower expectations of such services, and 
fear that their son/daughter will be removed from the family 
home (Slevin et al. 2011).

3.4   |   Considering Transition: ‘Tolerating 
Uncertainty’

Forrester-Jones  (2019), Slevin et  al.  (2011) and Black and 
McKendrick  (2010) all highlight ageing carers' profound anx-
ieties about the fate of their adult family member with intel-
lectual disabilities when they are no longer able to care. In 
addition, all three identify the sensitivities and stresses of 
approaching other family members, particularly siblings, 
concerning future care arrangements. Forrester-Jones  (2019) 
describes participant avoidance of such conversations, while 
Black and McKendrick (2010) highlight participant guilt in ask-
ing their other children to assume caring responsibilities, see-
ing this as placing an unfair burden on them. Even when carers 
were hopeful of sibling involvement, they rejected the idea that 
siblings should replicate the ‘hands-on’ intensity of their own 
caring (Black and McKendrick 2010; Slevin et al. 2011). Such 
thinking suggests that transition to care by another relative is 
likely to result in less intensive familial involvement, which 
Black and McKendrick (2010) link to possible future demands 
on services.

Forrester-Jones  (2019), Slevin et  al.  (2011) and Black and 
McKendrick (2010) all link these findings to a tendency on the 
part of carers to avoid thinking about the future, or, as Forrester-
Jones  (2019, p. 72) puts it, to adopt an approach of ‘tolerating 
uncertainty’. Forrester-Jones (2019) identifies two further con-
tributory factors in carers' disinclination to consider the possibil-
ities of and for transition. Firstly, their reluctance to relinquish 
their caring role, which is a source of profound life satisfaction 
and sense of purpose. Second, an increase in mutual caring and 
interdependence that occurs as family carers age, meaning that 
carers become increasingly reliant on their family member with 
intellectual disabilities for emotional, practical and financial 
support.

3.4.1   |   Supporting Family Carers to Plan Ahead

As might be expected, given the emotional stress and/or practical 
difficulties involved, evidence shows that even when carers wanted 
to engage in transition planning, few actually did so. Furthermore, 
when plans were made, they were mainly informal, typically in-
volving verbal discussions and/or agreements with other family 
members and lacking any legal or financial confirmation. Slevin 
et al. (2011) cite the findings of Taggart et al.'s (2012) then ongoing 
study of ageing family carers, which reported that just less than 
half had made future plans, most of which were informal. Only a 
third of the participants in the Black and McKendrick (2010) study 
had an emergency plan in place (these were mainly informal and 
in terms of family members ‘stepping-in’ until the crises passed) 
and less than half had made any longer-term plans. Of these, the 
majority involved other family members, and only two included 
any formal arrangements.

Given the reticence surrounding transition planning, profes-
sional support, using a ‘whole family’ approach to address 
the issues around transition planning that are acceptable to 
carers, is strongly advocated by included authors (Black and 
McKendrick  2010; Forrester-Jones  2019; Slevin et  al.  2011). 
The process should start early, before problems associated with 
ageing in both people with intellectual disabilities and their 
family carers become manifest (Slevin et  al.  2011). Particular 
mention is made of the need to proactively involve siblings re-
garding their (potential) role as future main caregivers (Black 
and McKendrick 2010; Forrester-Jones 2019; Slevin et al. 2011). 
Sensitivity is required (Black and McKendrick 2010; Forrester-
Jones 2019), as not all siblings will be able, or wish, to assume 
a caregiving role (Forrester-Jones 2019), as is the creation of a 
space for them to be able to talk about their needs, priorities 
and preferences (Black and McKendrick 2010). Both Forrester-
Jones  (2019) and Slevin et  al.  (2011) recommend regular re-
visiting of plans, so that changes in family circumstances and 
needs can be considered, and plans amended accordingly.

Evidence collectively suggests that family carers would be recep-
tive to such proactive service support. Half of the participants in 
Black and McKendrick's (2010) study explicitly stated that they 
would welcome information on future planning, particularly 
in relation to financial matters. Moreover, some participants 
stressed their desire to have the person they cared for move out of 
the family home as a positive choice, rather than because of the 
carer's inability to cope. Similarly, Slevin et al. (2011) conclude 
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that ageing family carers of people with intellectual disabilities 
want to continue to care for as long as possible and to prepare 
emergency and longer-term plans, so long as the issues involved 
were dealt with sensitively.

Despite all of the evidence suggesting the potential benefits of 
professional involvement, the evidence suggests that family 
carers do not receive the support required to enable them to 
both ‘confront’ and progress transition planning. Forrester-
Jones (2019) highlights participant difficulties in, for example, 
securing information from social workers concerning options 
for accommodation of their family member, availability of 
supporting services, how to access these options/services, and 
length of time taken to secure alternative accommodation. Both 
dissatisfaction with the level and nature of support, and the 
burden of trying to overcome the resultant challenges, meant 
that family carers simply abandoned or delayed their efforts 
(Forrester-Jones 2019).

3.5   |   Resources to Support Transition Planning 
and Decision-Making

Our review found no targeted resources to guide ageing fam-
ily carers of people with intellectual disabilities who convey 
behaviours that challenge others, or professionals (both front-
line care providers and planners/commissioners) in transition 
planning and decision-making. A limited number of generic 
resources were found, some of which included limited relevant 
content. These are listed in Table 4. Where available, details of 
relevant content are provided. The list should not be consid-
ered exhaustive; as a rapid review, some may have been missed. 
Furthermore, the resources are dated and, due to the lapse in 
time since publication, we were unable to access the majority of 
those we identified.

4   |   Discussion

4.1   |   Addressing Our Research Question

The review points to the vulnerability of family carers of older 
people with intellectual disabilities who convey behaviours that 
challenge others; as a result of caring for many years they are 
likely to be mentally and physically exhausted. Their caring re-
sponsibilities and changing demographics mean that they may 
also be socially isolated because of a reduction in their family 
and social networks. In addition, there is evidence they expe-
rience anxieties about future care arrangements, including the 
quality of this care and involvement of other family members, 
most notably siblings. A tendency to avoid considering transi-
tion is further compounded by a disinclination to relinquish 
their caring role because it suggests they can no longer cope, the 
sense of purpose it provides and/or the mutuality in caring that 
has developed over time.

Furthermore, systemic failings result in carers feeling distrust-
ful of professionals. Various ways of addressing this issue were 
put forward in the included evidence. It is suggested that front-
line professionals should be more proactive in promoting older 
carers' capacity to continue to care and preventing crises, for 

example, by facilitating their engagement with services such 
as day-care, respite care and social work involvement. Helping 
these carers to develop trust in professionals and services more 
generally is also seen as critical. A third set of proposals centred 
on the processes of transition planning, advocating that these 
start well before problems associated with ageing in both adults 
with intellectual disabilities and their family carers emerge, to 
allow plenty of time and space for all those involved to express 
their views and wishes and for the re-visiting of plans as required. 
The adoption of a ‘whole family’ approach, particularly with re-
spect to the involvement of siblings was also recommended.

4.2   |   Implications for Policy and Practice

Since the 2000s, there is evidence of international policy and 
guidance moving away from an understanding of ‘challenging 
behaviour’ as something located in the individual to empha-
sise its socially constructed nature (Australian Government 
Department of Social Services  2016; New Zealand Ministry 
of Social Development  2016; NICE  2015; Royal College of 
Psychiatrists 2016;). Nonetheless, it is clear that ‘challenging be-
haviour’ continues to function as a diagnostic label that prevents 
proper care and support of adults with intellectual disabilities 
(Hastings et  al.  2018; Haydon-Laurelut and Nunkoosing 2016; 
Jorgensen, Nankervis, and Chan  2023; Leif et  al.  2023; 
Mansell 2007; The Challenging Behaviour Foundation 2021b). 
Indeed, such is the ‘stickiness’ of the label and the harm it per-
petuates that Mikulat et  al.  (2024) call for it to be dismissed 
entirely.

Although we did not carry out formal quality appraisal, we 
considered how our included evidence critically engaged with 
the construct of ‘challenging behaviour’ in terms of the impli-
cations for transition-related care and support of family carers. 
Unsurprisingly, given that the primary focus of most of the ev-
idence was not on behaviours that challenge others, we found 
such engagement was limited. Slevin et al. (2011) briefly refer-
ence a need to move beyond the individual problemisation of (in 
their terms) ‘challenging behaviour’ in the context of ensuring 
appropriate environmental management, not only in terms of 
physical infrastructure, but also the ‘mind-set, attitudes and 
education’ (p.53) of staff. It is crucial that any research that in-
cludes a focus on behaviours that challenge others directly ad-
dresses the social processes through which they take on their 
particular nature, function and impact. This is no less true re-
garding the transition-related experiences of ageing carers of 
adults with intellectual disabilities.

In line with international evidence (Baumbusch et  al.  2017; 
Cairns et  al.  2013; Carers Trust  2020; Egan and Dalton  2019; 
Innes, McCabe, and Watchman  2012; Pryce et  al.  2017), our 
review has shown how ageing can seriously impact the ability 
of family carers to sustain the care of their adult family mem-
ber with an intellectual disability, including in the context of 
transition. Although not addressed directly in the evidence 
included in our review, other research highlights how difficul-
ties in maintaining care may be further compounded by the 
particular challenges associated with caring for an adult who 
conveys behaviours that challenge others (Grey, Totsika, and 
Hastings  2018; Griffiths and Hastings  2014), Evidence also 
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TABLE 4    |    Identified resources.

Access

Resources for professionals responsible for care planning and provision

The Housing and Support Partnership (2011) lists:
ARC: ARC is a membership organisation, which supports providers of services to people with 
intellectual disabilities. www.​arcuk.​org.​uk.
No content specific to ageing carers of adults with intellectual disabilities who convey behaviours 
that challenge others.

Accessed 30 May 2021

Resources for carers of adults with intellectual disabilities

The Housing and Support Partnership (2011) lists:
Bath and North East Somerset: ‘My Own Home; guide to housing for people with intellectual 
difficulties’—the guide provides advice regarding different housing and support options available, 
including information about funding for supported living. It is available on tape and CD. www.​
bathn​es.​gov.​uk/​BathN​ES/​healt​hands​ocial/​​helpf​oradu​lts/​adult​slear​ning/​suppo​rtedl​iving​

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Mencap: factsheet providing information on consent, decision-making and financial matters. www.​
mencap.​org.​uk/​displ​aypag​edoc.​asp?​id=​12744​
No content specific to ageing carers of adults with intellectual disabilities who convey behaviours 
that challenge others.

Accessed 30 May 2021

The Housing and Support Partnership (2011) lists:
Making Money Easier: a set of guides designed to help adults with intellectual disabilities to think 
about money, banking and planning their lives. www.making-money-easier.info.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: ‘Your Place to Live’—a guide to housing options of people with intellectual 
disabilities available to download free. www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​
catio​ns_​vpn_​publi​catio​ns.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: A Guide on Discretionary Trusts—available for families to download. www.​
housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​catio​ns_​vpn_​publi​catio​ns.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
BILD: A guide on financial decision-making. www.​bild.​org.​uk/​03boo​ks_​pca.​htm.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: ‘Finding a Place to Live’—a guide to help with planning housing and support 
options—available to download free. www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​
catio​ns_​vpn_​publi​catio​ns.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Dimensions UK & Housing Options: ‘My home and money’—a guide for people supporting adults 
with an intellectual difficulty to manage their money, available to download free from Dimensions 
UK. www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​catio​ns_​vpn_​publi​catio​ns.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Growing Older with Learning Disabilities (GOLD)—a UK wide programme that operated 
throughout 1998–2002. It aimed to improve the lives of older people with intellectual disabilities. 
They set up a range of projects to increase our understanding of their concerns and how best they 
could be addressed. www.​learn​ingdi​sabil​ities.​org.​uk/​our-work/person-centred-support/gold.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Department of Health and Department for Communities and Local Government: Housing 
Resource Pack—designed to help people with intellectual disabilities have greater choice and 
control in where they live. Overall aim is to increase the number of adults with moderate to 
severe intellectual difficulties in settled accommodation. www.​valui​ngpeo​plenow.​dh.​gov.​uk/​
valuing-people-now/housing.

Tried and failed to access 
this resource 30 May 2021

(Continues)

http://www.arcuk.org.uk/
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demonstrates the additional distress when this happens in the 
context of lack of future planning (Brennan et al. 2020; Lee and 
Burke 2020; Walker and Hutchinson 2018) exacerbated by (often 
severe) limitations in the availability of appropriate community 
residential accommodation (Eley et  al.  2009; Grey et  al.  2015; 
NICE 2018a; Taggart and Hanna-Trainor 2017).

For all these reasons, it is vital that ageing family carers of 
adults with intellectual disabilities are proactively supported so 
they can simultaneously (a) sustain care in the family home for 
as long as this is the preferred option for both them and their 
adult family member, and (b) be fully aware of the possibility 
and options for their adult family member's move out of the 

Access

The Housing and Support Partnership (2011) lists:
Housing Options: HOLD programme—a factsheet downloadable for free. www.​housi​ngopt​ions.​
org.​uk/​gener​al_​infor​mation/​gi_​publi​catio​ns_​vpn_​leafl​ets.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Further information and advice about ‘Home Ownership for People with Long Term Disabilities’ is 
available from www.​advan​ceuk.​org and www.​homes​andco​mmuni​ties.​co.​uk.
No content specific to ageing carers of adults with intellectual disabilities who convey behaviours 
that challenge others.

Both sites accessed 
30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: ‘Your Place to Live’—a guide to housing options for people with intellectual 
disabilities available to download free. www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​
catio​ns_​vpn_​publi​catio​ns.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: ‘Overview of Housing Choices’—a factsheet available free to download, which 
introduces a series of leaflets explaining how a person with disabilities may get housing along with 
whatever care or support they need. The leaflets are intended to help care managers, families, 
advocates and others who may play a role in the life of a person with disabilities to get a quick 
overview of the main housing possibilities. www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​
publi​catio​ns_​vpn_​leafl​ets.​html.

Tried and failed to access 
this resource 30 May 2021

The Housing and Support Partnership (2011) lists:
Housing Options: ‘Residential Care Homes’—one of a set of leaflets available free to download 
from Housing Options [www.​housi​ngopt​ions.​org.​uk] explaining the residential care housing 
option.
www.​housi​ngopt​ions.​org.​uk/​gener​al_​infor​mation/​gi_​publi​catio​ns_​vpn_​leafl​ets.​html.

Tried and failed to access 
this resource 30 May 2021

Sense—a UK national disability charity that supports people with complex communication 
needs—published a ‘toolkit’, ‘Decisions to Make, Steps to Take’ (2018), intended for use by people 
with intellectual disabilities and their families when making plans for the future. It outlines key 
decisions that need to be made, sets out the steps to take in making these decisions and includes 
detailed information on the main options available, resources to support and legal rights possessed 
in respect of both processes. Notwithstanding its generic ‘pitch’, some of the content is extremely 
useful for ageing carers of adults with intellectual disabilities who convey behaviours that 
challenge others. This content includes details on NHS Continuing Healthcare Funding, Personal 
Health Budgets, statutory advocacy provision, entitlement under The Care Act (2014) and practical 
resources (templates) to be used to aid planning and decision-making. www.​sense.​org.​uk.

Accessed 30 May 2021

Together Matters—a UK registered charity, which promotes communication and collaboration 
to improve the lives of people with intellectual disabilities and their families—published a 
planning guide ‘Thinking Ahead: a planning guide for families’ (2015). It explains the content and 
implications of relevant legislation, as well as how family carers can use this legislation to take 
action in support of their family member. The guide is also an effective practical resource. It sets 
out a wide range of options and ideas, and includes templates to use for specific tasks, as well as 
useful decision-making aids for example, for facilitating communication. Although the resource is 
generic in nature, several sections deal with issues relevant to ageing family carers of adults with 
intellectual disabilities. For instance, the section ‘Getting older’ provides practical advice about 
how to support a family member in ways that are appropriate to their needs. There is a detailed 
section on ‘Housing and support’, which offers practical guidance on the options available, and how 
to plan for transition, particularly if the family member has ‘complex needs’.

Accessed 30 May 2021

TABLE 4    |    (Continued)

http://www.housingoptions.org.uk/general_information/gi_publications_vpn_leaflets.html
http://www.housingoptions.org.uk/general_information/gi_publications_vpn_leaflets.html
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http://www.housingoptions.org.uk/general_information/gi_publications_vpn_publications.html
http://www.housingoptions.org.uk/general_information/gi_publications_vpn_leaflets.html
http://www.housingoptions.org.uk/general_information/gi_publications_vpn_leaflets.html
http://www.housingoptions.org.uk/
http://www.housingoptions.org.uk/
http://www.housingoptions.org.uk/
http://www.housingoptions.org.uk/general_information/gi_publications_vpn_leaflets.html
http://www.sense.org.uk
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family home. However, irrespective of how well versed a carer 
may be about such options, if they lack confidence in the alter-
native accommodation available, they are likely to feel obliged 
to continue to care when they might otherwise be prepared to 
relinquish this role (Barron, McKonkey, and Mulvany  2006; 
Gilbert, Lankshear, and Petersen 2008; Nankervis, Rosewarne, 
and Vassos  2011). Hence, the only real option they have is to 
maintain care in the family home.

4.3   |   Strengths and Limitations

Although necessarily expedited, our rapid review adopted 
‘additional steps’ recommended by Pluddeman et al. (2018, p. 
202) to reduce the potential for bias. This included searching 
multiple datasets (including grey literature), thereby increas-
ing our confidence that relevant evidence was not missed. 
Inter-rater involvement at all stages further increases the ro-
bustness of our review process. Focusing our search strategy 
on ‘challenging behaviour’ rather than associated conditions 
(e.g., dementia; profound mental ill health) and/or specific 
forms of behaviour (e.g., self-injury; aggression etc.) runs the 
risk of having missed articles that pertain to our population of 
interest. However, a trial of alternative approaches generated 
an immense number of returns, unmanageable for the pur-
poses of a rapid scoping review. Moreover, on scanning these 
returns, they showed no relevance to our research question. 
Therefore, we made a pragmatic decision to build a search 
strategy around the key terms of ‘intellectual disability’, and 
‘challenging behaviour’.

As we were interested in transition over the long-term, this 
meant that data not originally conceptualised in the immedi-
ate context of transition were considered relevant. For example, 
support for carers to promote the health and well-being of their 
adult family member is relevant to avoiding unwanted or crisis 
transition. Where included evidence did address transition more 
immediately, no detail was provided on transition settings, al-
though the data were overwhelmingly oriented towards transi-
tion from the family home. This means that issues pertaining to 
the experiences of carers in cases where their adult family mem-
ber is transitioning from one service setting to another are less 
likely to have been addressed by our review. From our collec-
tive evidence, we had to carefully extract relevant data and con-
sider how they could be brought together within an overarching 
analysis that pertained to our population and focus of interest. 
That we succeeded in gathering a diverse range of data is one of 
the main strengths of our review. However, the lack of targeted 
evidence increases the chances that not all relevant issues have 
been identified. This is the inevitable consequence of the dearth 
of research in this area. In addition, with the exception of one re-
port published in 2019 (Forrester-Jones 2019), included evidence 
dates from 9+ years ago (i.e., published between 2010 and 2015), 
pre-dating a number of significant developments in the UK con-
text, notably the impact of austerity (Forrester-Jones et al. 2021), 
and the constraints that have emerged around personalisation 
and the implementation of personal budgets, including direct 
payments (Schwehr 2022).

Only two of our sources of evidence reported primary research 
(Black and McKendrick  2010; Forrester-Jones  2019) and both 

used qualitative methods. Although statistical generalisability 
is therefore not possible (Leung 2015; Polit and Beck 2010), the 
evidence from these two sources provided much needed de-
tail, which allowed us to draw out implications for transitions-
related support. The remaining empirically based evidence 
(Slevin et al. 2011) synthesised a broad range of evidence. Except 
for Black and McKendrick (2010) details on participant charac-
teristics are either missing or limited; those available suggest 
some diversity in the sample populations in respect of gender, 
age and carer-cared for relationship. In this context, the high 
degree of correspondence in findings across all three of the em-
pirically based sources of evidence increases our confidence in 
their broad applicability. However, this means that differential 
impact according to, for example, older carers' specific charac-
teristics, health status, and/or social circumstances, may not 
have been captured.

Black and McKendrick  (2010) and Forrester-Jones  (2019) 
were the only sources which provided details on the popula-
tion of people with an intellectual disability being cared for. 
Characteristics showed mixed male and female participation, 
assessed across mild to severe/profound intellectual disability, 
and with a range of additional physical and mental health con-
ditions. Some, but not all, participants were identified as con-
veying behaviours that challenge others. The remaining source 
of empirical evidence (Slevin et al. 2011) did not detail the char-
acteristics of people with intellectual disabilities who convey be-
haviours that challenge others involved in their data synthesis. 
Close reading confirmed them to be mixed in terms of gender, 
degree of intellectual disability and additional health conditions. 
The collective mixed characteristics of included populations of 
people with intellectual disabilities who convey behaviours that 
challenge others further supports the broad relevance of our 
findings. Such breadth means that our findings may have less 
relevance to particular sub-populations not addressed within 
our included evidence. These include, for example, older carers 
of adults whose degree of intellectual disability and/or attendant 
health status may prompt a need for specific care and support.

We did not operate with a specific definition of ‘behaviours 
that challenge others’ to enable the inclusion of all potentially 
relevant evidence. Only one of our included sources (Slevin 
et al. 2011) provided a working definition, using that provided 
by Emerson (1995). The remaining sources of evidence did not 
provide any indication of the type of behaviour under consid-
eration or offered any discussion of the context in which this 
behaviour was being understood. In essence, it seems that the 
authors were operating with an implicit assumption that ‘chal-
lenging behaviour’ constituted any behaviour considered and/
or experienced as such. Although, or perhaps precisely because, 
we are unable to say with certainty the specific behaviours that 
were under consideration, it is likely that our findings pertain to 
a broad range of behaviours that challenge others, as these are 
socially located.

5   |   Conclusion

Our review has confirmed a currently inadequate evidence 
base concerning transition related experiences, needs and sup-
port of a growing population of carers. That which does exist 
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demonstrates major deficits in how ageing carers of older adults 
with intellectual disabilities, including those who convey be-
haviours that challenge others, are being supported to both 
maintain care in the family home when this is the preferred op-
tion, and to consider and achieve transition that fits with their 
own needs and preferences and those of their adult family mem-
ber. Although premised on a limited evidence-base, our review 
provides important insights into the ways in which effective ap-
proaches can be developed with regard to both ongoing, as well 
as transition-specific, support for older people with intellectual 
disabilities who convey behaviours that challenge others and 
their family members. In addition, it provides a clear steer for 
the direction of future research in this area.
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Endnotes

	1	A sister review, focusing on older people with intellectual disabilities 
who convey behaviours that challenge others has also been published 
(Tilley et al. 2023).

	2	A protocol detailing all aspects of this review has been published 
(Vseteckova et al. 2022).

	3	We opted to use the term ‘family carers’, as it best reflects the termi-
nology used in the current academic, policy and practice literature. 
Parents and siblings were included in our definition. However, we ap-
preciate that this term can be contentious.

	4	We adopted a wide-ranging definition of ‘care contexts’ for the pur-
pose of this review. This encompassed the following environmental 
factors: service type (is the person living in a congregate setting, inde-
pendently, or in a family home); provider type (health/local authority, 
private provider, third sector organisation, family care); relationships 
(who provides the care e.g., different family members; paid carers; 
personal assistants); place (the geographical location of care, taking 
particular note of the urban/rural dimension); and commissioning and 

funding arrangements. Our definition of care contexts also takes into 
account the dynamic and fluid ways in which different contextual fac-
tors interact at the micro, meso and macro levels.

	5	Our rationale for defining ‘older adults with intellectual disabilities 
who convey behaviours that challenge others’ as 40+ in this context 
was twofold: (a) it allowed the early onset of some chronic health con-
ditions, such as dementia, for this group to be reflected (b) it enabled 
the inclusion of more family carers who might be described as ‘older’ 
and in need of new/additional support.

	6	Of necessity, our search strategy for the updated search differed from 
the original search. Two databases (SCIE and NHS Evidence) were no 
longer in existence; also, access to several databases was via different 
host platforms, requiring changes to the search strategies.
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