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Abstract

Background The increasing longevity of people with intellectual disability creates a need for a healthy-ageing
perspective, translated into evidence-based interventions in this multi-morbidity group. Accordingly, the aim of this
scoping review was to identify, summarise and analyse the empirical research on healthy ageing in older adults
with intellectual disability.

Methods This review was based on the PRISMA 2020 guidelines for Scoping Reviews (PRISMA-ScR) and a PICO
protocol (Patient/population, Intervention, Comparison/control, and Outcome). Empirical studies in English were
included if they concerned older adults with intellectual disability with an average age of at least 45 and were based
on a clearly expressed healthy-ageing perspective. An information specialist conducted a search in 11 databases
with no geographical or temporal restrictions. Two independent researchers performed study selection, quality
assessment and data extraction. Disagreements were resolved in consultation with a third researcher. A textual narra-
tive synthesis was based on PICO domains and the seven research questions.

Results The 11 studies were all from developed countries and had different designs: qualitative, mixed-method

and one systematic review. Only three studies highlighted the term "healthy ageing’, most used synonymous terms.
Eight studies focused on healthy ageing on the individual level, three on the organisational and societal level. The
intervention studies in the systematic review were mainly nonrandomised, concerned interventions varying in inten-
sity and duration, considered different research questions and employed different outcome measures.

Conclusions The findings highlight a major knowledge gap concerning evidence-based interventions

with a healthy-ageing perspective in the case of older adults with intellectual disability. There is an urgent need to ini-
tiate healthy-ageing studies in developing countries, where such people are even more vulnerable to stigma and dis-
crimination than those in developed countries. Our findings confirm the need to scale up healthy-ageing interven-
tions in line with the WHO'’s ambition to develop evidence-based approaches to optimise the functional capacity

of all older people, including older adults with intellectual disability, by 2030.

Registration The study is registered in the International Prospective Register of Systematic Reviews (PROSPERO),
CRD42022337211 (13 June 2022).

Keywords Healthy ageing, Successful ageing, Active ageing, Ageing in place, Scoping review, Older adults,
Intellectual disability, Developmental disability, Intervention studies, Evidence-based practice
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Text box 1. Contributions to the literature

- The study highlights how little research there has been on healthy age-
ing from a public health perspective, also the variation in the terms used
in such research

« The identified knowledge gap in the literature is specific to healthy-
ageing interventions for older people with intellectual disability

« Intellectual disability from an early age makes people more vulnerable
to ageing, highlighting the need for healthy-ageing interventions

« Primary care and disability services must work in partnership to meet
the ageing-related needs of the growing population worldwide

- There is a need to increase public involvement and participatory
research practices to improve healthy-ageing strategies

Background

Ageing with intellectual disability (ID) is usually a more
complex process than is normal in the general popula-
tion, involving conditions such as co-morbidities and
age-related health conditions earlier in life which pro-
gress over time [1-4]. Epidemiological research in recent
decades has confirmed that older adults with ID have
poorer mental and physical health than people without
such disability [5-11]. Longevity in the group of people
with ID has increased at least at the same pace as in the
general population [12—14]. However, the gap in longev-
ity for people with ID as compared with the general pop-
ulation is still about 20 years in developed countries and
even larger in developing countries [3, 15-17]. These fac-
tors show how significantly more vulnerable older adults
with ID are than others [18, 19] thereby showing the need
for healthy-ageing interventions in their case.

This need for healthy-ageing interventions increases as
the people with ID get older and thus live with long-term
health conditions. The interventions prevent unneces-
sary illness and hospital care, hence increasing people’s
well-being and reducing society’s costs [20, 21]. Such
interventions are in alignment with the WHO concep-
tualisation of healthy ageing in terms of “the process of
developing and maintaining the functional ability that
enables wellbeing in older age” [22, 23], applied in the
comprehensive “global strategy and action plan on age-
ing and health” [24], and in the vision of implementa-
tion of the first action plan “Decade of Healthy Ageing”
2021-2030 [25]. However, good health in older age is not
equally distributed, either between or within populations
[24, 26], which is in contravention of the United Nations
Convention on the Rights of Persons with Disabilities
[27]. A crucial consequence of the cumulative impact of
social and economic determinants of health in different
groups in older age is that the people with the greatest
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health needs tend to also be those with the least access to
the resources that might foster health [24, 26].

A first step in line with the global policy of implement-
ing evidence-based action on ageing and health [24] for
older adults with ID is to explore and analyse the existing
knowledge in this area. Therefore the aim of this scop-
ing review has been to identify, summarise and analyse
the existing empirical research on healthy ageing in older
adults with ID. The following research questions specify
this aim:

1. What is the definition of the term “healthy ageing” in
the literature concerning older adults with intellec-
tual disability?

2. What terms similar to “healthy ageing” are used in
the literature?

3. How is healthy ageing promoted through research
concerning older adults with intellectual disability
on the individual, the organisational and the societal
level?

4. What are the similarities and differences in the
description of healthy ageing between developing
and developed countries and continents?

5. What part do participatory research and public
involvement play in the healthy-ageing research con-
cerning older adults with intellectual disability?

6. Are ethical issues or dilemmas taken up in connec-
tion with healthy ageing?

7. What are the knowledge gaps within healthy-ageing
research and interventions for older adults with intel-
lectual disability?

Methods

Scoping reviews are a type of knowledge synthesis, using
a systematic approach to map evidence on a topic and
identify main concepts, theories, sources and knowl-
edge gaps [28]. This review applied systematic methods
following PRISMA 2020 (Preferred Reporting Items
for Systematic reviews and Meta-Analyses), [29]. The
PRISMA 2020 is relevant for mixed-methods systematic
reviews, covering both quantitative and qualitative stud-
ies, and was completed with relevant guideline such as
PRISMA for Scoping Reviews (PRISMA-ScR), [30] (see
Supplementary Material 1). The study is registered in the
International Prospective Register of Systematic Reviews
(PROSPERO), CRD42022337211 (13 June 2022), avail-
able from https://www.crd.york.ac.uk/prospero/#searc
hadvanced).
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Eligibility criteria

A PICO (Population, Intervention/issue of interest, Com-
parison, Outcome) protocol was developed to determine
which studies to include [31]. The language criterion was
limited to English and the search terms were based on the
research questions and the PICO protocol. A pilot study
was carried out by the information specialist (MB); and after
discussion with the first and third authors, two changes
were made. The age was changed from 50 years and older
to 45 years and older or a mean age of 45 which was based
on how the age range appeared in some databases. This is in
line with previous research reporting that in people with ID
the ageing process starts earlier than in the general popula-
tion [12]. The pilot study resulted in 1307 hits but we strove
to get as much coverage as possible, therefore the main lit-
erature search was extended to include the search terms
“policy’; “guidelines’, “legislation” and “ageing in place” in
combination with “healthy ageing”

When it comes to the main literature search, the
terms and dates of coverage for each database are
specified in Supplementary Material 2. MeSH terms
were applied, modified in accordance with the vocab-
ulary of the particular database. The following main
MeSH terms (with “and/or”) were used in different
combinations and with synonymous terms or differ-
ent spelling (see Supplementary Material 2 for further
details): 1) Intellectual disability, Down’s Syndrome,
mental retardation, developmental disability, learning
disability; 2) aged, adult, older, middle-aged, ageing,
elderly, old age, senior, older adult, over 45, geriatric;
3) healthy ageing, ageing well, successful ageing, active
ageing, healthy living, health indicator, health promo-
tion, healthy, prevention, intervention, promotion (see
details in Table 1. and Supplementary Material 2).

Databases and search strategy

The information specialist and librarian from Lund
University (MB) conducted a systematic search in 11
databases. No time limit was set for the publication
of studies and all studies indexed in the selected data-
bases up to 1 January 2024 were included. The search
was conducted on 2022-04-15, then updated 2024-
02-14 in the following databases: PubMed, Cinahl
Complete, APA PsycInfo, SocIndex, Urban Studies
Abstracts, ERIC, Academic Search Complete, Scopus,
Cochrane Library, Web of Science Core Collection and
Embase (Supplementary Material 2).

Study selection

The identified studies (n=5010) were imported into the
web-based collaboration software platform Covidence
[32] by the information specialist (MB). Duplicates of
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Table 1 Inclusion and exclusion criteria according to PICO used
for studies about healthy ageing in older adult people with
intellectual disability (ID)

Patients/Population

Study eligible for inclusion if any of these criteria regarding participants were
met:

1. Older adults with intellectual disability (ID) aged 45 years or older (half or more
of the participants or 45 years as mean age). Includes all sub-diagnoses of ID (for
example Down's syndrome, Retts syndrome) and autism if they also have ID.

2. Relatives of, or staff or politicians concerned with, older adults with (ID) aged 45
years or older (half or more of the participants or 45 years as mean age).

3. Older adults (aged 45 years or older)) with other diagnoses or disabilities

but where the primary focus of the study is people in the same age-range with ID.

Interventions/programmes

Eligible for inclusion were any of the following studies:

1. Studies of healthy-ageing interventions implementation for older adults with ID
within different settings.

2. Studies of the prevention of ethical dilemmas in healthy-ageing interventions
for older adults with ID.

3. Literature reviews, scoping and systematic reviews of healthy ageing or subjects
relevant to healthy ageing.

4. Qualitative studies as a part of the evaluation of interventions or exploring theo-
retical concepts concerning healthy ageing.

Comparison/control groups

For the sake of comparison the following were eligible for inclusion:

1. Studies of healthy-ageing interventions in developed and developing countries.
2. Cross-sectional surveys of different age groups with a purpose relevant to healthy
ageing.

Outcome measures

Studies that addressed the research questions were eligible for inclusion:

1. Healthy-ageing interventions in developed or/and developing countries.

2. Definitions and theories (theoretical content) of healthy ageing for older adults
with ID or synonymous concepts.

3. Participatory research within healthy ageing interventions for older adults with ID.
4. Ethical questions and dilemmas.

Exclusion criteria

1. People less than 45 years old.

2.Languages other than English.

3. Duplicated publications.

4. Other cognitive disabilities than ID.

5. Qualitative studies about experiences of people with ID, or experiences of rela-
tives, staff or politicians, without any distinct connection to healthy ageing.

6. Epidemiological studies about diseases, illnesses or health risk factors (sleep dif-
ficulties, obesity etc.).

7. Preclinical medical trials.

8. Solely preclinical studies (for example gene research) or with basic psychological
focus (for example testing of memory in people with ID).

9. Study protocols.

10. Policy papers, guidelines and legislation without any distinct connection

to healthy ageing.

11. Psychometric or feasibility/pilot studies.

12. Papers based on individual opinions without reference to literature or research.
13. Abstract is missing; no access to abstract and/or full text.

14. Full text is missing.

15. Conference papers.

16. Resumés or comments on article or book (second opinion).

ID = intellectual disability

studies were removed via this platform and later by the
researchers in the review process (n=1333). Two of the
authors independently screened the articles in each step
and excluded those that did not meet the eligibility cri-
teria (Fig. 1). Disagreements in the assessment of studies
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were resolved through consultation with the third author
— or, in the case of conflict of interest, through consul-
tation with an external researcher outside the project
but with knowledge of reseach on ID. In parallel to the
screening process there were regular meetings between
the three authors on the interpretation of the PICO
protocol, either face-to-face or via Zoom (Zoom Video
Communications, Inc.). In order to minimise bias in the
review process, written working guidelines on how to
apply the PICO principles and exclusion criteria were
developed at these meetings.
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Quality assessment

The full-text articles included had different research designs.
It was therefore decided to use the CASP (Critical Appraisal
Skills Programme, 2024) checklists developed for different
designs [33]. The quality assessment was carried out in two
steps. In the first step, a CASP checklist was selected for the
current study design and its items were checked off with
complementary comments about the quality. In the sec-
ond step, the completed checklist was used to determine a
quality level for each full-text article: low (to be excluded),
moderate or high (Table 2). These quality levels were devel-
oped within the research team as they are not included in
the CASP guidelines. Two of the authors independently

Identification of studies via databases and registers

Studies included in the review
(n=11)

Fig. 1 Search process according to the PRISMA 2020

7724 records identified from:
PubMed (n = 1036)
CINAHL (n = 806)
PsychINFO (n = 944) Record's removed before
c ERIC (n = 285) screening:
2 SocINDEX (n = 156) ,
S Scopus (n = 1327) Duplicate records removed
£ Urban Studies Abstracts (n = 2) identified by Covidence and
o Academic Search Compl (n = 1196) EndNote (n = 4023)
= Cochrane Library (n = 90) Duplicate records removed
Web of Science Core (n = 1586) identified manually (n = 21)
__J Embase (n = 296)
After removal of duplicates Records excluded due to not
records screened of title and I »| meeting the inclusion criteria
abstract (n = 3680) (n=3161)
Reports sought for retrieval Reports not retrieved: i.e. no full-
—>
2 (n=519) text available (n = 2)
=
/]
<
& A4
Reports assessed for eligibility Reports excluded due to not
(n=517) —»| meeting the inclusion criteria:
The age criterion (n = 438)
Not health ageing (n = 60)
Low quality (n = 8)
\4
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Table 2 Criteria for the assessment of quality level developed for
the particular study after appraisal through the CASP

Low or very low quality (to be excluded)

1.The purpose and/or the research questions are not clearly described.
2.The method chosen is not suited to the purpose/questions.

3.The method is not clearly described.

4.The sampling of persons is not clearly described.

5.The criteria for inclusion are either not described or not suited
to the purpose/questions.

6. Application for ethical approval is not mentioned despite the vulner-
ability of the group being sampled.

7.1n the description of the results no distinction is made between differ-
ent groups within the sample.

8.The results are not in line with the purpose/questions.
9.The results are not in line with the study design.

10. In the discussion of the method there is no account of the method’s
weaknesses.

11.There is no description of the data underlying the recommendations
for healthy ageing.

Medium quality (to be included if all the requirements are met)
1.The purpose and the research questions are clearly described.
2.The method chosen is suited to the purpose/questions.

3.The method is clearly described.

4.The criteria for inclusion are suited to the purpose/questions.

5. Ethical approval has been granted.

6.The results are in line with the purpose/questions.

7.The results are in line with the study design.

8.There is an account of the method's weaknesses.

9.There is a partial description of the data underlying the recommenda-
tions for healthy ageing.

High quality (which means that the following requirements must be
fulfilled in addition to those designated for medium quality)

1. Background, Method, Results, Discussion and Conclusions are well-
described, coherent and relevant to healthy ageing.

2.The discussion brings out clearly the present state of empirical and the-
oretical knowledge concerning healthy ageing and similar concepts.

3.The discussion brings out clearly the existent gaps in such knowledge.

4. There is a clear description of the methodological limitations concern-
ing validity, reliability and generalisability (or, in the case of qualitative
studies, credibility, dependability, confirmability and transferability).

5. There is a description of the implications concerning future research,
practice and education.

assessed quality, a third author was consulted in the case
of disagreement on quality and the external researcher was
involved in the case of conflict of interest. At this stage, the
studies on policies, guidelines and legislation were found to
be of low quality and therefore were excluded.

Data extraction and data analysis

Data extraction was performed independently by two of
the authors, using the research questions as the extrac-
tion template. A textual narrative synthesis was chosen to
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integrate the findings from both qualitative and quanti-
tative studies. The method is appropriate when the aim
is to describe the scope of what has been studied, the
strength of the evidence available and the gaps that need
to be filled [28, 34, 35]. Step 1 of the analysis involved
making an overview of each study that corresponded to
the inclusion criteria according to PICO (Table 1). Step
2 involved extracting the text concerning the healthy-
ageing perspective and the text of the answer for each
research question in each study. Step 3 involved condens-
ing the text in order to further clarify the focus on results
that offer a high or moderate degree of confidence.

Results

Overview of included studies

After the removal of duplicates, 3,677 titles and abstracts
were screened, whereby 3,161 studies were excluded
as they did not meet the inclusion criteria (Figure 1).
The remaining 516 studies were reviewed in full-text,
whereby 505 were excluded for reasons such as not meet-
ing the age criterion or having their focus on ageing but
not on healthy ageing, not clearly defining the terms used
or simply being of a generally low quality. Thus there
remained 11 studies which met our inclusion criteria,
two were of high quality and the other 9 were of moder-
ate quality.

Out of the 11 studies (Table 3), 9 were qualitative in
design, using mainly individual interviews and focus
group discussions. These studies explored aspects of
healthy ageing from the perspectives of both individu-
als with ID, care providers and managers. One study [36]
employed a mixed-methods approach that included sur-
veys and interviews with individuals with and without ID,
care staff and major stakeholders across the disability and
aged-care sectors. One of the studies was a systematic
review [37], which categorised 23 articles as concerning
interventions for healthy ageing. These articles did not
use the same definitions/terms as in this study but the
systematic review did so.

The total number of participants in the 11 studies was
3,938, presented here in three different groups. The great
majority (3,234, 82%), were older adults with ID, with a
minimum of 7 to a maximum of 2,398 in the particular
study. The number of care staff working in ID services
(i.e. direct care staff, leaders and policymakers), was 455
(12%) in total, with a minimum of 15 and a maximum of
310 in the particular study. The number of informal car-
egivers (family members) was 249 (6%) in total, with a
minimum of 12 and a maximum of 237 in the particular
study (see Table 3). The age range of the participants with
ID was 18-98 years, whilst that of the care staff and infor-
mal caregivers was 24-99 years (Table 3).
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Concepts and definitions of healthy ageing

The term “healthy ageing” was mainly highlighted in
three [37-39] of the eleven studies, referring to the
WHO definition of healthy ageing [22]. Healthy ageing
was for Santos and colleagues [37] a question of main-
taining functional ability and well-being into older age.
Furthermore this systematic review was able to identify
healthy-ageing interventions, and their effectiveness
was evaluated in terms of integrating healthy-living con-
cepts, reducing health-related problems and improving
the lifestyle of people with ID. In the study conducted
by Johansson and colleagues [38], the leaders perceived
healthy ageing in terms of enabling people to live in
accordance with their preferences and make independ-
ent choices, supporting leisure activities and providing
support to meet increased needs due to ageing. Spas-
siani and colleagues [39] focused on the agency values
and policies related to healthy ageing, such as supporting
health promotion, developing formal policies and sup-
porting community-based health and participation initia-
tives. Thus the concern with healthy ageing in Spassiani
and colleagues’ study [39] is mainly on the organisational
and societal level.

Concepts and definitions similar to healthy ageing found

in the studies

Most authors used several terms in their study, often as
being synonymous with healthy ageing (Table 3). The
distinction between the terms used was not clarified in
every study. The main terms used were the following:
active ageing [40], ageing in place [41, 42], ageing well
[43], good things about ageing [44], meaningful age-
ing [45], age-friendly communities [46] and successful
community-based ageing [36]. The other terms used are
shown in Table 3, and when these were treated as syno-
nyms they are marked.

Active ageing

Active ageing was highlighted by Buys and colleagues
[40] in the form of community interaction, personal and
social engagement, involving for instance the develop-
ment of life-enhancing skills and the pursuit of health-
promoting activities. The study focused on identifying
the care staff’s experience of active ageing among older
adults with ID. The outcomes were analysed in accord-
ance with the six categories described by the WHO [47]:
(1) Development of Practical, Leisure or Life-enhancing
Skills: care staff described active ageing among people
with ID as being able to make choices between alterna-
tive activities and access community opportunities for
work or retirement. (2) Improved or Maintained Dietary
and General Health Status: care staff saw age-related
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problems as being viewed as a natural part of the age-
ing process, though such problems did have a negative
impact on the general health of the older adults with ID.
(3) Varied Rhythm of Life: care staff described the impor-
tance of participation in desired activities as critical for
the quality of life of older adults with ID. (4) Recognition
that Challenge and Productivity Must Continue Through-
out Old Age: care staff described the importance of main-
taining a feeling of purpose and involvement through
old age for older adults with ID. (5) Increased and Well-
established Social Network: care staff described the
importance of regular social interaction with friends and
acquaintances. (6) Regular Participation in the General
Life of the Community: regular planned activities in exter-
nal settings; external organisations facilitate participation
in giving older adults with ID the opportunity to engage
in activities accompanied by the care staff.

Ageing in place

Ageing in place was explored by Chou and Kroger [41]
on the basis of the concept of housing pathways [48, 49].
The meaning of home for people involves experiences of
security, positive identity (both self-identity and social
identity) and self-esteem, which contribute to the ability
to cope and a sense of ownership. In Chou and Kroger’s
study [41] more than half of the older parents chose to
age in place with their ageing offspring with ID. This was
associated with personal control (housing ownership),
increased self-identity (satisfaction with the living com-
munity) and self-esteem (life-satisfaction).

Ageing in place was described by Alftberg and col-
leagues [42] as enhancing life and well-being for older
adults with ID through the continuity, stability and com-
fort provided by a familiar environment. This environ-
ment enhances the possibility for older adults with ID
to maintain their independence and autonomy. Another
factor when it comes to ageing in place is the setting of
the group home, which includes residents of different
ages. On the positive side, the younger residents can
encourage older residents to stay active in their daily
life. However, the negative side is that older residents
describe the presence of younger residents in the group
home as exhausting.

Ageing well

Kim and colleagues [43] considered ageing well in terms
of the importance of preparation for later life. They
identified five themes concerning ageing well: living in
a familiar place, having a reliable carer, nurturing inde-
pendence, staying fit and healthy, and actively engaging
in social activities. Living in a familiar place developed a
sense of safety and comfort and maintained a close prox-
imity with family carers. Having a reliable carer ensured
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a continuous sense of security and facilitated preparation
for later life. Nurturing independence paved the way to
independent living. Staying fit and healthy facilitated the
avoidance of age-related health problems. Finally, actively
engaging in social activities maintained social participa-
tion and community involvement.

Good things about ageing

The term “good things about ageing’, employed by Burke
and colleagues [44], covered themes such as social activi-
ties, wisdom, fulfilment, independence and retirement.
Social activities such as travelling, dancing, and walk-
ing were highly appreciated. Wisdom was appreciated in
terms of both offering and gaining knowledge. Fulfilment
and independence allowed people to enjoy doing tasks
around the house and made them feel more confident
and more able to make their own decisions. Retirement
was seen as positive in that it meant more relaxation and
free time. These themes together contributed to the posi-
tive experience of healthy ageing on the part of people
with ID.

Meaningful ageing

One study highlighted the concept of meaningful age-
ing. Holmgren and Ahlstrém [45], defined it as the con-
tinuation of leisure activities and maintaining working
as long as possible. They identified four key aspects of
meaningful ageing: Grasping the transition to becoming
old, which meant that the older adults with ID saw age-
ing as bringing greater wisdom but also as being associ-
ated with particular health problems and with dementia.
The aspect Difficulty in anticipating retirement had to do
with such things as how to spend one’s days and worries
about loneliness. Desire for enjoyable activities in older
age included looking forward to participating in enjoy-
able activities despite the difficulty of taking the initia-
tive oneself. When it comes to Expectation of being able
to decide accommodation, the participants expressed the
need to live in a supportive and social community and
have access to the accommodation that suited their needs
as they grew older.

Age-friendly communities

The WHO term “age-friendly communities” was used
by Miskimmin and colleagues [46] and was based on the
following eight age-friendly organisational and societal
domains [50]: transportation, housing, social participa-
tion, respect and social inclusion, communication and
information, community support and healthcare ser-
vices, civic participation and employment, and outdoor
space and buildings. Each domain was described in terms
of opportunities and barriers.
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Transportation can offer opportunities in terms of con-
venience, affordability and independence; and can offer
barriers in terms of fixed schedule, accessibility issues
during winter, long waiting and travel times. Housing can
offer opportunities in terms of design (modern and with
fewer stairs, for instance) and location (being close to
essential services, for instance); and can offer barriers in
the same areas. Social participation can offer opportuni-
ties in terms of availability and the support of carers; and
can offer barriers in terms of lack of transportation, exclu-
sion (such as not being asked to join clubs) and lack of
variety of social activities. When it comes to respect and
social inclusion, participants generally felt respected and
accepted. However, decreased mobility could be a bar-
rier and increase their social isolation. When it comes to
community and information, being kept up to date about
community events is an important component of active
ageing. Barriers are complete reliance on staff for receiv-
ing information and poor access to internet and technol-
ogy. Community support and healthcare services can offer
obvious opportunities but there can be barriers such as
lack of information on how to age successfully, difficulty
in communicating with staff and changes in the services
available. Civic participation and employment can offer
opportunities leading to an increased feeling of involve-
ment but there can be barriers in the form of, for instance,
limited options for volunteer work or paid employment,
or difficulty being paid. Outdoor space and buildings can
offer opportunities in terms of, for instance, accessibility
(such as lighter doors, push buttons to open doors). Bar-
riers can be such things as poor snow removal, slippery
pavements and limited rest areas.

Successful community-based ageing

The term “successful community-based ageing” focuses
on the organisational and societal levels. It was high-
lighted by Hussain and colleagues [36] as an outcome,
focusing on integrated services that reduce the sepa-
rate sectors (“silos”) between the disability and aged-
care sectors for older adults with and without ID. The
four themes of successful community-based ageing
were choice and autonomy, health and well-being, ser-
vice improvement and flexible accommodation options.
Choice and autonomy allowed individuals to make deci-
sions about their living arrangements. Health and well-
being were supported through measurable indicators
used in regular assessments and targeted services. Service
improvement was promoted through national policies
and standards to improve the service access and targeted
services for people with complex needs. Flexible accom-
modation options provided people with the ability to live
in their preferred settings. These themes contribute to
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better quality of life and outcomes for older adults, both
with and without ID.

Healthy-ageing research concerning older adults

with intellectual disability at the individual, organisational
and societal levels

Outcomes of healthy-ageing interventions at the indi-
vidual level were found in the systematic review per-
formed by Santos and colleagues [37]. The 23 studies
included were described in terms of four themes based
on the main content of the interventions: Physical activ-
ity and health nutrition, Health education and health
screening, Social inclusion and community participation
and Multicomponent interventions. Twenty of the stud-
ies had a quantitative design (15 nonrandomised and
5 randomised controlled trials), the other three had a
qualitative design. Five interventions included follow-
up measures, and these were undertaken between 3 and
12 months after [51-55]. Of the 23 studies only four, or
17%, had a between-subject design with control group
[51, 55-57], the other 19, or 83%, had a within-subject
design.

Ten of the 23 studies concerned Physical activity and
health nutrition, with main focus on the frequency
of physical activity of older adults with ID. The aver-
age duration of the interventions was 18.5 weeks (range
5-36 weeks). The intervention consisted of one to four
sessions per week. All studies showed significant results,
except in the case of two interventions, the “Walk Well
Intervention” and the “Healthy Eating Video — Sup-
ported Program” The main outcomes included increased
physical activity and improved fitness as well as weight
loss.

Furthermore, six intervention studies of Health edu-
cation and health screening addressed health education
with regard to physical activity and fitness, nutrition and
diet, health screening knowledge and self-sufficiency.
The most common duration was 6—8 weeks, though one
intervention lasted 12 months. The number of sessions
varied between 1 and 8 per week (except in the case of the
long intervention, which had 4 sessions). Some interven-
tions significantly increased health knowledge, including
screening knowledge, improved self-management and
reduced health risks such as that of diabetes.

Moreover, three of the 23 intervention studies focused
on Social inclusion and community participation. These
interventions had a long duration, ranging from 6 to
29 months. The sessions varied between 4 h a week and
once a month. Two of the three interventions showed
a significant increase in participation in community
groups, new social contacts and increased social satisfac-
tion among the participants.
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Finally, the four Multicomponent interventions studies
using a mixed approach with several components lasted
12 weeks and one 7 months (Healthy Lifestyle Change
Program). There were two or three sessions per week. All
four showed significant psychological and attitudinal out-
comes, with weight loss and improved nutritional habits,
increased physical activity and greater life-satisfaction
with a somewhat lower depression rate.

Although the effect sizes of the interventions were cal-
culated, the authors [37] concluded that it was not pos-
sible to decide definitively which intervention was the
most efficacious because of the different aims, designs
and measured outcomes. However, the findings support
the notion that education and preventive screening pro-
grammes as well as knowledge about healthy lifestyle are
potentially the most successful healthy-ageing resources
for individuals with ID. In addition, the study concluded
that interventions that address multiple domains are
more likely to be effective in promoting healthy ageing
than are interventions that focus on a single domain [37].

Regarding studies on the organisational and societal
levels for older adults with ID, we included two that
were qualitative and one that was mixed-method. Spas-
siani and colleagues [39] explored supports and barriers
in respect of sustaining community-based health and
participation initiatives (CBHPIs) for people ageing with
ID living in group homes managed by agencies. Miskim-
min and colleagues [46] explored features of, and facilita-
tors and barriers concerning, age-friendly communities
from the perspectives of older adults with mild ID and
family carers. The study by Hussain and colleagues [36]
proposed a “Best Practice Framework” with the goal of
better supporting community-based successful ageing of
older adults with and without ID.

Healthy ageing in developing and developed countries
and continents

All healthy-ageing studies were conducted in developed
countries. This meant that it was not possible to answer
the research question posed in this study about similari-
ties and differences in the description of healthy ageing
between developing and developed countries and conti-
nents. Three studies included were conducted in Sweden
[38, 42, 45], two in Australia [36, 40] and one in each of
the following countries: USA [39], Canada [46], Taiwan
[41], South Korea [43] and Ireland [44]. Furthermore the
systematic review carried out by Santos and colleagues
[37] included studies from eight developed countries but
none from developing countries. The developed coun-
tries were the USA, the UK, Australia, Taiwan, Canada,
Israel, the Netherlands and Italy.
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Participatory research and the public involvement of older
adults with intellectual disability

The large majority of the research planning, design and
analysis was done by the researchers without involvement
of the older adults with ID. In the case of participatory
research, the study carried out by Burke and colleagues
[44] the older adults with ID played an active role in the
design by participating in focus groups and pilot testing,
which supported the development of research questions
that were appropriate and meaningful for them. Fur-
thermore, in the Holmgren and Ahlstrom study [45] the
involvement of the participants in the development of
an educational intervention in respect of ageing ensured
that the content of the educational programme was in
line with the needs of older adults with ID. Spassiani and
colleagues [39] used photovoice, allowing older adults
with ID to capture images representing their experiences.
These photographs were then used in the data collection
to facilitate group discussions and the analysis. Moreo-
ver, most of the articles, namely Buys and colleagues [40],
Chou and colleagues [41], Kim and colleagues [43], San-
tos and colleagues [37] and Miskimmin and colleagues
[46], focus on user, family and professional engagement
to collect data and present findings.

A low degree of public involvement was presented by
Hussain and colleagues [36]. This covered stakeholders
as policymakers, senior managers, healthcare profes-
sionals and individuals with ID. Burke and colleagues
[44] showed collaboration between researchers and an
advocacy group of people with ID and their families who
helped to review and prepare the study materials. Spas-
siani and colleagues [39] emphasized public involvement
by engaging nonprofit agencies to identify group homes
that had ageing residents with ID, also they provided
input to ensure that the methods were appropriate for
the participants. To sum up, the participants’ involve-
ment did not include participation in the designing, con-
ducting or analyzing of the research.

Ethical considerations and issues in connection

with healthy-ageing research

The focus of ethical considerations in the included stud-
ies concerned general research issues in respect of people
with ID, not specifically healthy ageing. The most com-
mon concern was informed consent to participate in the
studies, which was mentioned in the method section in
relation to ethical approval but was not highlighted fur-
ther in the discussion section.

Holmgren and Ahlstrom [45] utilised methods of
informed consent, pre-recorded video, easy-reading writ-
ten information and repeated oral information to ensure
that the participants understood what it meant to partici-
pate in the study. The importance of informed consent is

Page 14 of 19

emphasised by Burke and colleagues [44], who focused
on the inclusion of people with all levels of ID. The plain
and simple language of the illustrated information book-
let on the study and of the informed-consent form con-
tributed to ensuring that participation was voluntary.

Hussain and colleagues [36] included only participants
who understood English and could speak for them-
selves and give informed consent, i.e. persons with mild
to moderate ID. The authors highlight the dilemma that
people with severe/profound ID are mostly excluded
from research due to their cognitive and communication
limitations. This exclusion also affects people from cul-
tural and linguistical backgrounds different from those of
the country where the study is taking place. The authors
discuss the concern as to whether the language restric-
tion in their study also contributes to this marginalisa-
tion and isolation of older people with severe/profound
ID, and in particular of those from cultural and linguisti-
cally diverse backgrounds. Spassiani and colleagues [39]
also included only older adults with mild to moderate
ID, and they used legal guardians to provide written con-
sent for those who did not have the capacity to provide it
themselves. Miskimmin and colleagues [46] gave persons
who were eligible for their study the interview questions
in advance, together with an information letter about the
study to ensure informed consent.

Knowledge gaps within healthy-ageing research

and interventions for older adults with intellectual
disability

The studies included in our systematic scoping review
concerning healthy ageing were few in number (n=11)
and had different aims, designs and results. The fact that
the qualitative studies and the survey study constituted
10 out of the 11 studies means that there is a knowledge
gap when it comes to randomised control trials. There-
fore the results cannot be combined in a meta-analysis to
draw conclusions, which means that there is a knowledge
gap concerning the efficacy of the healthy-ageing inter-
ventions. Another clear knowledge gap that emerged had
to do with the fact that few authors elaborated their theo-
retical perspective on healthy ageing in their background
and rationale for the study design.

Santos and colleagues [37] concluded in their sys-
tematic review of studies of healthy-ageing interven-
tions for people with ID that these studies came only
from developed countries. The age criteria for inclusion
were within the range 18—86 years but very few studies
focused on participants aged 60 or older. The designs of
the 23 studies were mainly nonrandomised (22% [n=5]
were randomised controlled trials) and the sample sizes
were mainly small. Most of the interventions showed a
temporary positive effect. The same intervention was
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not replicated in different samples; and follow-ups were
uncommon, which meant knowledge gaps concerning
the long-term effects. Furthermore, most of the inter-
ventions concerned only people with mild and moderate
ID, therefore little is known about the effect of an inter-
vention on people with severe ID. Also, few interven-
tions were carried out on the basis of the interests and
the needs of people with ID; most of the interventions
were designed by researchers without involvement of
these people as co-researchers in the research process
[37]. Our systematic scoping review and that of Santos
and colleagues [37] come to the same conclusion: more
preliminary studies with a clearer perspective on healthy
ageing are needed.

Discussion

The results of this scoping review show that few empirical
studies concerning older adults with ID apply a theoreti-
cal perspective in respect of healthy ageing. It was found
that several terms could be used in the same study to sig-
nify healthy ageing, in some cases with a clear explana-
tion of the nuances represented by the different terms but
most often not. Our review had no geographical limita-
tions but only studies from developed countries met the
inclusion criteria, limiting the generalisability of the find-
ings. The studies differed with regard to design (it was
mostly qualitative) and group of participants, and they
can therefore be considered exploratory and hypothesis-
generating. Furthermore, our review confirms Santos and
colleagues’ conclusion in their systematic review of stud-
ies of healthy-ageing interventions for people with ID
that such studies are scarce, incipient and sporadic [37].

The results of this scoping review identified gaps in
knowledge concerning healthy ageing, which were also
highlighted as a rationale for the development of the
WHO Action Plan for the Decade of Healthy Ageing
2021-2030 [25]. The aim of this action plan is that by
2030 great progress shall have been made in the use of
evidence-based approaches and the optimising older
people’s functional ability, which is the key to healthy
ageing. The WHO has defined functional ability in the
following terms: “1) ability to meet one’s basic needs; 2)
ability to learn, grow and make decisions; 3) mobility; 4)
ability to build and maintain relationships; and 5) ability
to contribute. Functional ability combines the intrinsic
capacity of the individual, the environment a person lives
in and how people interact with their environment” [25],
page Xiii).

The WHO proposes optimising older people’s func-
tioning through four key actions: 1) changing the way we
think, feel and act about age and ageing; 2) ensuring that
communities support older people’s abilities; 3) provid-
ing person-centred, integrated care and primary health

Page 15 0of 19

services that meet older people’s needs; and 4) access to
long-term care for older people who need it [25]. Criti-
cal are the capacity for integrated action across sectors,
connecting stakeholders so that they can share experi-
ences and learn from each other, and strengthening data,
research and innovation to foster healthy ageing. There is
also a need for more comparable data on healthy ageing,
for more evaluation of programmes and for new tech-
nologies that can help to meet the needs and expecta-
tions of older people [25]. Our results highlight the need
to develop evidence-based interventions to optimise the
functional capacity for those with ID, in line with the
2030 deadline.

To achieve evidence-based interventions, new stud-
ies are needed, with research across countries and
disciplines involving older people [25]. However, the
researcher must take account of the cognitive impair-
ment of the person with ID before asking them whether
they would be willing to participate in research. A
recent systematic review highlighted the importance of
informed consent prior to participation in research [58].
When it comes to the participation of persons with ID it
is critical that researchers use an approach informed by a
proper awareness of disability rights in order to enhance
consent capacity and ensure responsible inclusion. How-
ever, there is only limited evidence on best practice for
informed consent, and the available literature focuses
only on approaches to improving understanding and pro-
viding decision support. Challenges and failures in the
informed consent process, as well as an overemphasis
on protection, often contribute to the exclusion of adults
with ID. For this population with health inequalities,
these barriers needed to be overcome [58]. Two stud-
ies in our review considered the complexity of obtaining
informed consent from these people [44, 45]. This com-
plexity needs to be better described in future studies, as
do the ways researchers go about obtaining informed
consent from people with ID.

The shift towards involving people with ID as research
partners is commonly described in the literature by
means of such terms as participatory research, partici-
patory action research, inclusive research, co-design or
co-production [59]. When there is such involvement,
the results are usually more relevant and meaningful
as these people contribute first-hand insights that can
reveal aspects of their needs and daily lives that might
otherwise be overlooked [59, 60]. Several reviews pub-
lished in recent years have identified both the benefits
and challenges of inclusive or participatory research [59,
61, 62]. One of the challenges is that additional resources
are needed to develop relation-based collaboration and
to ensure understanding of the research, as well as to
address issues of communication and accessibility for
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people with ID [59, 60]. To help with this, researchers can
for example develop simplified questions and visual aids,
or involve supportive persons who can assist with under-
standing [44, 45]. In one of the studies in our review the
older adults with ID were involved in developing the con-
tent of an intervention that will be evaluated in a future
study [45]. However, the review revealed that there is
still room for improvement when it comes to inclusive
research practices in respect of healthy ageing in line
with the WHO guidelines [25] for people with ID.

The studies in this review present clear methods used
for participatory research such as focus groups and pho-
tovoice but are less informative on methods for public
involvement. Public involvement in research means that
the research is done by or in conjunction with the pub-
lic, which in turn means that the patients or other people
with relevant experience contribute to how the research
is designed, conducted and disseminated [63]. For exam-
ple, frameworks such as INVOLVE (UK) provide helpful
guidance for embedding public involvement in research
practices, whereby stakeholders and people with lived
experience have an important role to play the research
process [64, 65]. The studies we encountered presented
only limited public involvement and there is therefore
a need to increase the contribution of relevant groups
of people from different sectors of society as active col-
laborators in healthy-ageing research, this in order to
enhance the relevance and quality of such research.

All the results in our review originated from developed
countries. That we in this same field know far less about
developing countries may be understood in terms of the
barriers which exist in these countries. Research from
developing countries reveals that cultural and religious
beliefs have a great impact on the lives of people with ID
in terms of stigma and discrimination, curses, punish-
ment and social exclusion [66-69]. This puts a burden
on families and it limits access to healthcare and support
networks; there is a barrier in the form of other people’s
fear, shame and judgement [66, 67, 69].

Despite increasing awareness of the human rights of
people with ID [27] the lack of policy implementation,
resources and trained professionals has been described
as an ongoing problem in developing countries [70, 71].
Economic barriers such as poverty in conjunction with a
high cost of living make it difficult to access basic needs
such as food, transportation and healthcare [66, 72-74].
Treatment is left to untrained practitioners, who are
unable to meet the complex needs of people with ID [70,
71]. Ensuring health equity for persons with disabilities
has been laid down as a global priority for policymakers
and research [26]. Addressing the issues involved in the
implementation of measures to support healthy ageing
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among people with ID, especially in societies with limited
resources, is thus an important challenge for researchers.

Methodological considerations

This scoping review has some limitations that need to be
taken into account when interpreting the results. To begin
with, only studies written in English were included. Fur-
thermore most of the studies in the review process did not
meet the inclusion criteria in respect of the definition of
healthy ageing, the perspective on it or the age of the par-
ticipants. Our results are limited to older adults and cannot
be generalised to younger ones. However, the large number
of studies excluded due to the limitation of the healthy-
ageing perspective and the age criterion contributed to our
decision to make an exception and include the systematic
review by Santos and colleagues [37]. This review made a
categorisation of healthy-ageing interventions and had a
mean age close to the inclusion criterion, i.e. 44.3 years.
That study was the only one we found that gave information
about interventions from the perspective of healthy ageing.
Santos and colleagues [37] results confirmed our finding
that there are few healthy-ageing interventions for older
adults with ID. It is important to be aware, though, that the
results from that review are not valid when it comes to peo-
ple with severe or profound ID, as the interventions mainly
involved only people with mild to moderate ID [37].

In addition, a relatively large number of epidemiologi-
cal studies, as also a number of studies with other designs,
were excluded because they did not have a clear healthy-
ageing perspective. Our decision to take account not just of
the term “healthy ageing” but also of closely related terms
enhances the finding that there exists a large knowledge
gap today in respect of the implementation of the per-
spective of healthy ageing for this target group. Therefore
it needs to be taken into consideration that this scoping
review does not include empirical studies without a defined
healthy-ageing perspective or ones based solely on diag-
noses and disease conditions. This is an important limita-
tion to the generalisability of the results. However, we hope
that future studies will define and explain their perspective
on healthy ageing, as health is a multidimensional concept
which is used in many ways [22-24]. It is important to
be aware of the health perspective of the population with
intellectual disability, who live with physical, cognitive and
social disabilities from early life. The identified studies in
this review mainly used qualitative methods, and the quan-
titative interventions were quite heterogeneous in terms of
research questions and outcome measures. A further factor
which should be considered when interpreting the results is
that the interventions included in the review conducted by
Santos and colleagues [37] varied in intensity and duration.
This heterogeneous picture of relatively few interventions
significantly reduces the possibility of drawing conclusions
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about the validity and generalisability of the identified
healthy-ageing interventions.

The difference in study design was a hindrance to per-
forming a meta-analysis, which is a further limitation of
this study. Critical appraisal to discover risk of bias was
performed in the case of each study design by at least two
researchers using the CASP guidelines [33]. However, such
a risk arose in that two of the authors contributed to stud-
ies that met the inclusion criteria [75, 76]. This threat to
good research practice was addressed by using an exter-
nal researcher who received all written information about
the purpose of the project, the research questions and the
inclusion and exclusion criteria. This external researcher
was asked to remain impartial in conducting an independ-
ent review. The authors themselves were aware of the risk
of bias and took a critical approach to the findings.

Our way to be transparent regarding the weaknesses
is reporting by the PRISMA-ScR Checklist 2020 items,
which facilitates replication and systematic review [29,
30]. Summarising the characteristics of studies to a syn-
thesis and describing the uncertainty of the evidence in
the results helps researchers and research-funding organ-
isations to formulate appropriate recommendations for
future research practice [29].

Conclusions

This scoping review portrays the landscape of healthy-age-
ing research for the vulnerable group of older adults with
ID. It confirms that healthy-ageing interventions are few
in number, sporadic and predominantly non-randomised,
with varying research questions and variable intensity
and duration of the interventions. Whether the research
is qualitative or quantitative, it highlights the challenges
posed by different definitions of healthy ageing, which
threaten comparability and generalisability. The methodo-
logical limitations and knowledge gaps identified should
encourage future researchers to prioritise the healthy-age-
ing perspective in research, improve the evidence-based
interventions and increase the involvement of older adults
with ID as partners in research.
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