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Abstract

Background: The life expectancy of people with intellectual disabilities has increased.

The implications of ageing have resulted in changes in their support needs and chal-

lenges to support staff. Access to evidence based strategies for support staff provid-

ing care to elderly with intellectual disabilities remains scarce. A systematic review

was conducted to provide an overview of available psychosocial interventions.

Methods: Four databases were searched and assessed according to the PRISMA

guidelines. A narrative, integrative method of analysis was conducted to synthesise

quantitative and qualitative data.

Results: The 36 studies included in the review reported on interventions aimed at

either identifying and meeting the needs or perceptions of older individuals or at

improving their behaviour and skills. Furthermore, the role of support staff in the

implementation of interventions was either active, assisting or undefined.

Conclusions: This overview of studies could contribute to the existing body of

knowledge and help to optimise psychosocial support for a growing population.
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1 | INTRODUCTION

Similar to the dynamics of ageing in the general population, the life

expectancy of people with intellectual disabilities is increasing, due to

improved living conditions and better medical care (Mulryan

et al., 2021). The ageing process is different for older people with

intellectual disabilities, however, as their lifelong disabilities place

them at increased risk of developing age-related deficiencies

(e.g., multiple chronic health impairments, including cardiovascular and

respiratory issues) at a relatively young age (Hermans &

Evenhuis, 2014). Furthermore, the occurrence of psychotic disorders

is 10 times higher for older people with intellectual disabilities, who

are also more likely to experience dementia, personality disorders,

anxiety and mood disorders, as compared to the general population

(Axmon et al., 2017; Hermans et al., 2013). The early onset of age-

related physical and cognitive declines is especially common amongst

individuals with severe or multiple impairments or specific genetic

syndromes (e.g., Down syndrome) (Coppus, 2013). In summary, older

people with intellectual disabilities are considered a particularly vul-

nerable group. Their ageing processes are relatively complex and, as

such, they pose challenges to their overall healthcare (WHO, 2018).

The early onset and complexity of the ageing process result in

changes to the support needs of people with intellectual disabilities as

they grow older. For example, older people with intellectual
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disabilities require more assistance with daily living skills (e.g. personal

hygiene) and maintaining acquired skills, and they are likely to need

adjustments in the frequency and pace of daytime activities to corre-

spond to their current abilities (Shooshtari et al., 2011; Thalen et al.,

2021). In addition to posing new challenges for older people with

intellectual disabilities and their families, the implications of ageing

pose challenges to support staff and healthcare organisations

(e.g., mental health problems; Prasher et al., 2021). A different

approach is needed in order to ensure optimal care and support. Along

with the changing support needs of older people with intellectual dis-

abilities, the capacities of their social networks to provide active sup-

port are likely to decrease, as their contacts are ageing as well

(McCausland et al., 2016). In addition, older people with intellectual

disabilities face the loss of loved ones, and many have no partner or

children to care for them later in life (Ryan et al., 2014). Such changes

in social networks intensify their appeal to support services, thus mak-

ing them increasingly dependent on support staff to maintain their

quality of life (QoL) (Thalen et al., 2021).

It is unclear whether support staff are prepared for their signifi-

cant role in meeting the changing support needs of older people with

intellectual disabilities (Kåhlin et al., 2016). Although many Western

countries have a long tradition of supporting older people

(e.g., through person-centred care), access to evidence-based support

strategies remains scarce (Alftberg et al., 2021; Innes &

McCabe, 2012). Moreover, most available interventions are medi-

cally/physically oriented and aimed at assessing effects within the

physical domain of well-being (e.g., a treadmill walking programme to

improve leg muscle strength; changing medication to decrease the risk

of falling; Schepens et al., 2019). The implications of ageing extend

beyond physical deficiencies (i.e., physical well-being), however, and

the need for support in other domains of life (e.g., social well-being)

are likely to change as well (X. et al., ). For this reason, interventions

other than those of a medical nature are also relevant to the support

of older people with intellectual disabilities. Additional knowledge

regarding available psychosocial interventions that can help to opti-

mise support for older people with intellectual disabilities would be

beneficial, especially for support staff who must address the changing

support needs of older people with intellectual disabilities on a daily

basis.

To help address this gap in the available knowledge, we con-

ducted a systematic literature review aimed at providing an over-

view of existing non-pharmacological and non-physical

interventions for older people with intellectual disabilities. We

directed particular attention to the various foci of psychosocial

interventions and the role of support staff in the application of

these interventions. The central research questions in this review

study are as follows:

I. What is the focus of the psychosocial interventions documented

in the international literature for serving older people with intel-

lectual disabilities?

II. What role do support staff have in the application of these psy-

chosocial interventions?

2 | METHOD

2.1 | Search strategy

In accordance with the PRISMA statement (Liberati et al., 2009), the

databases of Embase, Psych INFO, MedLine and Cochrane were sys-

tematically searched on 12 April 2019, using a search string con-

structed with assistance from an experienced information specialist.

To be included, studies had to be published in English in peer-

reviewed journals between January 2000 and April 2019. An updated

search was conducted on 24 September 2020. Table 1 provides an

overview of the search terms and strategy that were employed in the

Embase database, using Emtree terms (i.e., a controlled vocabulary

thesaurus used for indexing papers) and additional text words for

‘ageing’, ‘intellectual disability’ and ‘(psycho) social wellbeing’. The
other databases use similar thesaurus systems (e.g., Medline uses

MeSH terms). We used these terms, as we were interested in sourcing

all studies that applied psychosocial interventions to older people with

intellectual disabilities (Bramer et al., 2017).

TABLE 1 Search strategy for Embase database

Embase final search strategy

('intellectual impairment'/de OR 'mental deficiency'/exp OR 'learning

disorder'/de OR 'mentally disabled person'/de OR 'developmental

disorder'/de OR (((intellect* OR learning OR development*) NEXT/1

(defect* OR deficit* OR deficien* OR dysfunction* OR disab* OR

impair* OR disorder* OR retard* OR handicap*)) OR ((mental*)

NEXT/1 (defect* OR deficit* OR deficien* OR dysfunction* OR

disab* OR impair* OR handicap*)) OR retard* OR idiocy OR (down*

NEAR/3 syndrome*) OR prader-willi OR fragile-x):ab,ti,kw) AND

('aged'/exp OR 'middle aged'/exp OR 'aging'/de OR 'dementia'/de

OR 'elderly care'/de OR (elder* OR ((aged OR older) NEAR/6 (care

OR subject* OR person* OR adult* OR women OR woman OR

female* OR men OR man OR male*)) OR very-old* OR frail* OR

old*-age* OR oldest-old* OR ((aged OR older) NEXT/1 (people OR

subject* OR person* OR population*)) OR senior* OR dementia OR

aging OR ageing OR late-life):ab,ti,kw) AND ('quality of life'/exp OR

'wellbeing'/de OR 'psychological well-being'/de OR 'personal

development'/de OR 'self determination'/de OR 'autonomy'/de OR

'personal autonomy'/de OR 'human relation'/de OR 'social

participation'/de OR 'daily life activity'/exp OR 'adaptive behavior'/

exp OR 'social adaptation'/exp OR 'social competence'/exp OR

'social interaction'/de OR independence/de OR 'self esteem'/de OR

'self concept'/de OR 'satisfaction'/de OR ((quality NEAR/3 life) OR

wellbeing OR well-being OR (adapt* NEAR/3 behav*) OR

(psychological* NEAR/3 adjustment*) OR wellness OR (personal

NEAR/3 development) OR self-determin* OR autonomy OR

((human OR personal* OR interpersonal* OR social*) NEAR/3

(relation* OR interaction* OR contact)) OR ((social* OR communit*)

NEAR/3 (participat* OR abilit* OR skill* OR adapt* OR competenc*

OR interaction*)) OR ((everyday* OR every-day* OR daily) NEAR/6

(activit* OR participat*)) OR existential* OR meaningfull OR

independence OR (self NEXT/1 (esteem OR image)) OR relaxation

OR relatedness OR comfort OR satisfied OR satisfying OR

satisfaction*):ab,ti,kw) NOT (parent/exp/mj OR (child* OR young*-

adult* OR parent* OR mother* OR father* OR paternal):ti) NOT

(juvenile/exp NOT adult/exp) NOT ([animals]/lim NOT [humans]/

lim) NOT ([Conference Abstract]/lim) AND [English]/lim
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2.2 | Study selection

To determine the inclusion and exclusion criteria and achieve an accu-

rate and structured selection of studies, we applied the approach of

Population, Intervention, Comparison, Outcomes and Study Design(s)

(PICOS; Liberati et al., 2009), as shown in Table 2. Population was

specified as older people (≥50 years of age) with intellectual disabil-

ities. The age criterion was chosen in line with Hermans and

Evenhuis (2014), in order to account for premature ageing and the

early onset of age-related deficiencies. No distinction was made

between specific sub-groups within the population of older people

with intellectual disabilities (e.g., Down syndrome, dementia or level

of functioning). Three additional criteria were applied for the inclusion

of studies involving participants both older and younger than

50 years: (1) separate results for the participants of ≥50 years, or (2) a

specific focus on the population of ageing people with intellectual dis-

abilities (in those cases, a lower age limit of ≥40 years was allowed) or

(3) evidence that there were no statistically significant differences

between the younger and older participants. With regard to the inter-

vention, studies were required to address psychosocial, non-medical/

physical interventions. The comparison component was not applicable

to this review. The outcome of studies referred to all possible mea-

sures that directly or indirectly concerned an aspect of the psychoso-

cial well-being of older people with intellectual disabilities. Finally, in

light of the research questions and the aim of this review, both quanti-

tative, qualitative and mixed-method studies were included, and

therefore the study design component referred to all empirical studies.

The selection process for studies consisted of four phases: identi-

fication, screening, eligibility and inclusion (see Figure 1). In the identi-

fication phase, records were identified in four different databases,

according to the search strategy described above, and duplicates were

eliminated. This phase was followed by a two-step process for screen-

ing the remaining 5378 studies. In the first step, each study was

screened independently based on the exclusion criteria (see Table 2)

by the first author and one of two senior researchers experienced in

conducting and supervising systematic reviews on title and abstract

(Pair 1: MT and WvO; Pair 2: MT and KV). Studies clearly meeting the

exclusion criteria (e.g., studies about the general population or review

studies) were excluded. The agreement between the three researchers

was 96.9%. In case of disagreement within pairs, the third researcher

was consulted or, when in doubt, the study was included for further

assessment of the full text.

In the eligibility phase, the remaining studies were distributed

amongst the same pairs for independent review of the full text. In

this phase, 214 full-text articles were assessed based on both the

inclusion and the exclusion criteria (see Table 2). The agreement

between the three researchers was 92.0%. Disagreements regarding

full-text articles were first discussed with a third researcher to reach

consensus. In case of persistent doubt and complex decisions, a

fourth researcher (PE) was consulted until full consensus was

reached. After the full-text studies were included, the reference lists

of these remaining articles were hand searched and checked by the

first author for potentially other relevant intervention studies. This

resulted in the screening of two additional full-text articles, which

were assessed for eligibility according to the methods outlined

above.

Finally, in the inclusion phase, the authors assessed the quality of

the 38 eligible studies based on the Multi-Method Appraisal Tool

(MMAT, Hong et al., 2018). This instrument can be used to assess the

quality of studies with different research designs. It has demonstrated

good content validity and reliability (Pluye et al., 2011). The appraisals

were discussed by three authors (MT, WvO and KV), and the quality

criteria were rated as either positive or negative. In case of persistent

doubt and complex decisions, a fourth researcher (PE) was consulted

until full consensus was reached. Studies with a negative score on at

least one of two MMAT screening questions or negative scores on all

five MMAT quality criteria were classified for exclusion. As a second

check, studies that had been classified for exclusion were assessed by

an independent researcher experienced in conducting systematic

reviews. If the independent researcher confirmed the absence of posi-

tive scores on MMAT indicators, the study was excluded from further

analysis (see Figure 1). As a result, two studies with lower-than-

acceptable quality were eliminated from further analyses, in accor-

dance with the MMAT guidelines. Finally, outcome scores of the

remaining studies were converted to three levels of quality: high

(score 5 out of 5), moderate (score 3 or 4 out of 5) and low (score 1 or

2 out of 5) (see Table 3).

TABLE 2 Inclusion and exclusion criteria applied in the present
study

Inclusion criteria

• Studies focusing on people with intellectual disabilities

≥50 years

• Studies focusing on ageing people with intellectual disabilities

≥40 years

• Studies focusing on psychosocial, non-medical interventions

• Studies focusing on (individual) psychosocial outcomes (e.g.,

subjective wellbeing, mood, self-esteem, QoL, psychological

distress and improvement adaptive and social skills in daily life)

Exclusion criteria

Participants

• Studies focusing on people without intellectual disabilities

• Studies focusing on people with intellectual disabilities

≤50 years

• Studies focusing on support staff or managers

Intervention

• Studies focusing on medical, pharmaceutical interventions

• Studies focusing on physical interventions

• Studies not reporting psychosocial outcomes

General

• Studies not presenting empirical data (e.g., policy documents and

conference papers) or opinion papers

• Studies presenting only psychometric data (i.e., validity and

reliability of an instrument)

• Studies not published in English
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2.3 | Data extraction and analysis

Both general information (i.e., study and participant characteristics)

and main results were presented briefly in order to provide a clear

overview of the studies included (see Table 3). Subsequently, a narra-

tive, integrative method of analysis was used to synthesise the quanti-

tative and qualitative data (Whittemore & Knafl, 2005) addressed in

the studies. The structure of the results was determined by the review

questions and based on themes emerging from the analysis.

3 | RESULTS

The results of this review are divided into three parts. First, a brief over-

view of the study characteristics is presented. This is followed by a

description of the themes emerging from the analysis with regard to the

focus of the psychosocial interventions included. Finally, the role of sup-

port staff in the application of these interventions is explained further.

3.1 | Background and research quality

An overview of descriptive information for the 36 studies included is

provided in Table 3. Of these studies, 14 were conducted in the USA,

with 7 having been conducted in the UK, 7 in the Netherlands, 2 in

Ireland, 2 in Australia and 1 each in Belgium, Hong Kong, Israel and

New Zealand. The studies were based on a variety of designs. A quanti-

tative approach was used in 29 studies (i.e., 12 multiple baseline

designs, 9 case studies or case series, 4 quasi-experimental designs,

3 pre-post intervention designs and 1 controlled trial), with 4 studies

using a mixed-methods design and 3 being qualitative (i.e., 2 observa-

tional studies and 1 case study). Regarding the type of interventions,

11 behavioural interventions, 8 modelling and (social) skills interven-

tions, 6 multi-component interventions, 6 therapeutic interventions,

4 cognitive interventions and 1 social network intervention were

included in this review. The quality assessment with the MMAT (Hong

et al., 2018) resulted in 4 studies of high quality, 24 of moderate quality

and 8 of low quality (see Table 3). Overall, the main methodological lim-

itation concerned the lack of information of the origin of the measures

and/or the relationship between the context of the study and its influ-

ence on the results (e.g., the researcher's perspective, role and interac-

tion with participants). Studies with a score 2 out of 5 frequently lacked

validation for both of these themes. In general, sample sizes were small,

often no follow-up data was collected or in some cases, outcome data

was incomplete and information on procedural reliability was scarce

resulting in the majority of studies being rated with moderate quality.

In all, 296 individuals (161 male and 135 female) aged ≥50 years

with intellectual disabilities were involved in these studies, although

F IGURE 1 Flowchart of the study selection for this systematic review
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only 11 studies focused specifically on the ageing population with

intellectual disabilities. The remaining 25 studies either provided sepa-

rate results for the group of participants aged ≥50 years or demon-

strated that there were no statistically significant differences between

the younger and older participants. In 26 studies, the participants'

level of functioning was specified (e.g., mild, moderate, severe or pro-

found). The other studies mentioned only that participants had intel-

lectual disabilities. The focus of 16 studies was on participants with an

intellectual disability and an additional diagnosis (e.g., dementia, Down

syndrome, autistic disorder or visual impairment). All of the studies

were conducted within the context of community and residential ser-

vices for people with intellectual disabilities.

3.2 | Focus of psychosocial interventions for older
people with intellectual disabilities

To answer the first research question, relating to the focus of psycho-

social interventions for older people with intellectual disabilities, the

psychosocial interventions identified in the studies were subdivided

into two main themes. The first theme covers interventions focusing

on understanding older people with intellectual disabilities by identify-

ing and meeting their individual needs and perceptions. The second

theme covers interventions aimed at improving specific behaviours or

skills in older people with intellectual disabilities.

3.2.1 | Interventions for identifying and meeting
unique and individual needs or perceptions of older
people with intellectual disabilities (N = 17)

Interventions focusing on the perceptions of older people by

identifying their individual preferences (N = 4)

Four studies were based on identifying the preferences of individual

participants. First, two studies concerned interventions aimed to use

active mentoring to meet the individual interests of 32 older people

with moderate intellectual disabilities (Chng et al., 2013; Stancliffe

et al., 2015). The results suggest that active mentoring generated suf-

ficient improvements in activity engagement and increased commu-

nity participation, thereby preventing inactivity, isolation and

loneliness in retirement. Second, one study described the implementa-

tion of a standardised procedure for assessing the repeated presenta-

tion of preferred items and activities of participants (including two

older people) with profound multiple disabilities during multiple

periods of the day (Darling & Circo, 2015). Although this intervention

led to a slight increase in the participants' scores on happiness indices,

the relationships between variables were limited. Finally, the fourth

study involved the implementation of an intervention examining the

affective behaviour of participants (including one older person) with

intellectual disabilities and congenital deaf blindness (Martens

et al., 2017). Support staff members were trained to recognise individ-

ual affective behaviours, attuning to interactive behaviours and shar-

ing meanings in order to improve the understanding of emotions.T
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Although this training increased dyadic affective involvement, levels

of affective involvement decreased during follow-up.

Interventions aimed at understanding the perceptions of older people

by exploring their individual life histories (N = 4)

In all, four studies described interventions in which 79 older partici-

pants with mild to moderate intellectual disabilities were invited to

talk about their lives in general, as well as about memorable life

events. Three studies implemented a variety of reminiscence tech-

niques, including life-story work and books (Bai et al., 2014), rummage

boxes (Crook et al., 2016) and group sessions (Van Puyenbroeck &

Maes, 2009), to explore outcomes in terms of life satisfaction, mood,

well-being and/or behaviour. All of the reminiscence techniques

exhibited potential to improve the well-being of participants. A fourth

study involved the implementation of a narrative group therapy for

people (including one older person) with intellectual disabilities

(Randle-Philips et al., 2016), inviting them to describe what they iden-

tified as important and significant in their lives. Although the older

participant reported that the group had elevated her mood and that

she had benefited from the peer support and social connections

within the group, no changes were observed with regard to well-being

or self-esteem.

Interventions aimed at adjusting the level of assistance for individual

older people (N = 3)

Three interventions involved some form of focusing on the type and

level of assistance provided to older individuals with intellectual dis-

abilities. In one study, staff members were trained to provide the least

intrusive form of assistance and to honour the choices made by eight

older service users with severe to profound intellectual disabilities

(Cooper & Browder, 2001). This intervention increased the number of

choice responses, in addition to enhancing the participants' level of

performance. In a second study, two different prompting procedures

(physical presence and online assistance) were assessed. Although

both procedures resulted in an increase in the completion of novel

household tasks by people (including two older participants) with mild

to moderate intellectual disabilities (Taber-Doughty et al., 2010), the

participants completed tasks more independently when the assistance

was provided online. Finally, the third study explored the assistance

potential of a robot seal, ‘Paro’, for five older individuals with intellec-

tual disabilities. Paro had a positive influence on mood and alertness

in only one participant (Wagemaker et al., 2017).

Intervention approaches involving the implementation of support

focusing on the individual needs of older people (N = 6)

Whereas the previous sub-themes concerned single interventions

(i.e., one-time interventions focusing on a single outcome), six studies

described the implementation of a more comprehensive approach.

These interventions were aimed at meeting individual needs by mak-

ing structured observations and adjusting the support accordingly,

broadly implementing a psychosocial approach and/or combining psy-

chosocial interventions. One study examines the effect of Dementia

Care Mapping on the well-being and QoL of 113 older people with

intellectual disabilities by coding what happened to these individuals

during observations in communal areas of a group home (Schaap

et al., 2019). The intervention did not generate any changes in QoL, as

compared to care as usual. Another study was intended to make life

less stressful for an older man with Down syndrome and dementia by

implementing a mediational intervention for sensitising caregivers

(MISC) (Lifshitz & Klein, 2011). The MISC provided support staff with

strategies concerning the participant's individual emotional and cogni-

tive needs, thereby helping them to improve their connection and

interaction with him. A third study involved the development of an

individual support programme (ISP) for people (including three older

participants) with profound intellectual and multiple disabilities

(Vlaskamp & van der Putten, 2009). The outcomes were generally

positive with regard to communication, mood, contact, interaction

and alertness. A fourth study concerned the implementation of a

community-based accommodation programme for participants

(including one older person) with severe to profound intellectual dis-

abilities and autism (Fox et al., 2009). This programme aimed to create

a highly predictable environment that was customised to the unique

characteristics, preferences and needs of each individual, thereby

strengthening adaptive and pre-vocational skills, while preventing the

onset of challenging behaviour. The participant showed progress and

reductions in challenging behaviour. Finally, two studies examined the

implementation of multiple psychosocial interventions with people

(including two older participants) with mild intellectual disabilities and

psychotic disorders (Raftery et al., 2017) and 14 older people with

intellectual disabilities and dementia (Watchman et al., 2020). These

personalised approaches (e.g., social skills intervention, reminiscence,

photo-voice technology) apparently directed particular attention to

the participants' psychosocial needs, psychological functioning, daily

living skills and overall QoL. One study (Raftery et al., 2017) reported

reductions in psychopathology (e.g., anxiety) and an increase in psy-

chological functioning and QoL. Another study (Watchman

et al., 2020) suggested that individualised psychosocial interventions

could have the potential to reduce distress or agitation in older

participants.

3.2.2 | Interventions aimed at improving the
behaviour and skills of older people with intellectual
disabilities (N = 19)

Interventions aimed at decreasing or improving particular behaviours

in older people (N = 3)

Two studies focused on decreasing particular behaviours—one by

implementing a behavioural treatment for non-compliance and public

stripping in an older man with Down syndrome and dementia

(Horovitz et al., 2010), and the other by evaluating the effect of a

sensory-equipment room (‘Snoezelen Room’) and outdoor activities

on stereotypical behaviour (e.g. body-rocking, mouthing and pica) of

people (including two older participants) with profound intellectual

disabilities (Cuvo et al., 2001). A third study evaluated the use of a

literacy-based behavioural intervention to improve employment
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behaviour in one older man with an intellectual disability and Down

syndrome (Bucholz et al., 2008). A personalised story was read to him

twice a day (prior to his morning break and lunch) for several days, in

order to increase independence and improve returning to work on

time. All three of these studies reported decreases in non-compliance

or stereotypical behaviour, as well as improvements in timely return

to work.

Interventions aimed at teaching domestic and self-care skills to older

people (N = 3)

Behavioural interventions aimed at the improvement and mastery of

various daily living skills by older people with intellectual disabilities

were described in three studies. One study focused on teaching

behaviour chains (e.g., folding clothes and turning on a CD/DVD

player) to people (including one older participant) with severe intellec-

tual disabilities in their home environments (Dollar et al., 2012).

Another study involved the implementation and embedding of social

initiation (i.e., serving coffee and sitting down with a peer) by using

video modelling for people (including one older person) with severe

intellectual disabilities (Bidwell & Rehfeldt, 2004). The third study

aimed to improve the self-care skills (e.g., tooth brushing and tying a

necktie) of participants (including one older person) with moderate

intellectual disabilities (Golisz et al., 2018). All three of these studies

indicated positive outcomes following completion of the

interventions.

Interventions aimed at teaching social and communication skills to

older people (N = 7)

Seven studies focused primarily on improving social and communica-

tion skills or increasing social inclusion in order to prevent social isola-

tion and expand social networks and societal participation. One study

outlined an intervention in which the contact behaviour of people

(including one older person) with intellectual disabilities and autism

was explored and supported individually (Brooks & Paterson, 2010). A

second study examined the learning and use of a picture exchange

communication system by people (including one older person) with

intellectual disabilities and severe communication deficits, as

described by Conklin and Mayer (2010). This intervention was

intended to increase the initiation of requests, independence and

choice-making of participants. A third study involved the application

of principles of caregiver-infant interaction (i.e., intensive interaction)

to enhance the communication and social abilities of people (including

one older person) with profound intellectual disabilities, as well as to

enhance the responsiveness of support staff (Samuel et al., 2008). The

results of these studies indicated that the interventions could poten-

tially contribute to or improve participants' communication, initiation

of requests and social abilities. Another study involved administering

15 individual training sessions in order to improve the social problem-

solving skills and reduce psychological distress of people (including

one older person) with mild intellectual disabilities (Anderson &

Kazantzis, 2008). Although the older participant showed improvement

in social problem-solving skills after receiving the training programme,

no changes were observed with regard to anxiety, self-esteem or

depression. Two other studies involved the implementation and evalu-

ation of a series of behavioural interventions aimed at replacing social

avoidance and inappropriate social interaction with appropriate forms

of social interaction (e.g., verbal communication skills) in people

(including two older participants) with severe intellectual disabilities

(Harper et al., 2013; Underwood et al., 2009). Both of these studies

reported increases in social and appropriate behaviour and decreases

in problem behaviour following the intervention. In the study by

Harper et al. (2013), however, this was true for only one of the five

behavioural interventions that were conducted. Finally, one study

evaluated a group-oriented intervention (i.e., ‘Communal Table’), in
which monthly dinners were organised for people (including eight

older participants) with mild intellectual disabilities at various commu-

nity centres (Kruithof et al., 2018). Although the participants experi-

enced conviviality and warmth, the intervention did not lead to any

increase in their societal participation or the expansion of their social

networks.

Interventions aimed at improving the coping skills of older

people (N = 6)

The applicability of cognitive behavioural therapy (CBT) for improving

the coping strategies and techniques of people (including six older

participants) with mild intellectual disabilities was evaluated in three

studies. In all cases, dual diagnoses (e.g., anxiety, chronic pain and

symptoms of posttraumatic stress disorder) constituted reason to

apply these interventions. Participants received multiple sessions

intended to decrease symptoms of trauma (Mevissen et al., 2011),

develop pain-management skills (McManus et al., 2014) or learn about

various concepts of anxiety and coping techniques (Marwood &

Hewitt, 2012). Although all three of these studies indicated the appli-

cability of CBT, the outcomes were somewhat variable. The use of

CBT seemed to be most beneficial for the participants with regard to

decreasing symptoms of trauma and anxiety. It was less successful for

developing pain-management skills, as the older participant showed

lower levels of knowledge.

Three studies also described coping-related interventions other

than CBT. One evaluated the use of group-wise psycho-education

for people (including two older participants) with mild intellectual

disabilities and psychosis to increase their understanding of the

concept of psychosis, the need for medication, the role of stress

and early signs of relapse (Crowley et al., 2008). The older partici-

pants exhibited increased knowledge about psychosis following the

intervention. Another study examined the ways in which a group of

people (including three older participants) with mild to moderate

intellectual disabilities coped with separation anxiety by applying

technology-assisted therapy (i.e., using a mobile phone and applica-

tion) and teaching the concept of person permanence through rep-

etition and the provision of a secure base and safe haven (Hoffman

et al., 2019). The results indicate that the separation anxiety and

challenging behaviour exhibited and experienced by the partici-

pants decreased significantly, while their psychosocial functioning

and QoL increased significantly. The last of these three studies

evaluated a response to bullying training for 4 victims of bullying
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(one older man with severe intellectual disability) (Stannis

et al., 2019). To teach the older man some intended response to

bullying, a behavioural skills training, an in situ training and an

incentive phase were all necessary.

3.3 | The role of support staff in interventions

To answer the second research question, relating to the role of sup-

port staff in the application of psychosocial interventions, the

researchers deductively categorised all 36 of the identified interven-

tions into three themes: interventions in which support staff had

(1) an active role, (2) a mediating or assisting role or (3) no significant

role or a role that remained undefined.

3.3.1 | Interventions in which support staff have an
active role (N = 15)

Fifteen of the studies described interventions in which support staff

had an active role because they carried out the intervention them-

selves (see Table 3). Distinctions can nevertheless be made with

regard to the intensity of their role and the skills that were required

before the intervention could be applied (e.g., staff training). One dis-

tinct category consists of the nine studies that involved training staff

members before they carried out the intervention (Bai et al., 2014;

Bucholz et al., 2008; Cooper & Browder, 2001; Darling & Circo, 2015;

Fox et al., 2009; Hoffman et al., 2019; Kruithof et al., 2018; Lifshitz &

Klein, 2013; Martens et al., 2017; Samuel et al., 2008; Schaap

et al., 2019; Taber-Doughty et al., 2010; Vlaskamp & Van der

Putten, 2009; Wagemaker et al., 2017; Watchman et al., 2020). For

example, in a personalised day programme for adults with intellectual

disabilities and autism (Fox et al., 2009), support staff were involved

in both the selection of participants and the implementation of the

programme. Before staff members implemented the programme inde-

pendently, however, they were required to take specialised training,

which consisted of several phases (e.g. an overview of autism and its

implications for working with these individuals, role-play exercises

and feedback sessions). A similar approach was described in studies

by Cooper and Browder (2001) and by Vlaskamp and van der

Putten (2009), in which staff members were trained before starting

the actual implementation of the intervention. A more extensive and

comprehensive role for support staff was described in a study by

Schaap et al. (2019), in which they examined the effect of Dementia

Care Mapping on the well-being and QoL of older people with intel-

lectual disabilities. More specifically, staff members were selected to

become trained observers, which subsequently enabled them to carry

out the intervention. Following the observations, these staff members

reported the results to other support staff members in order to help

them to understand the behaviour of clients.

In contrast to the nine studies mentioned above, two studies

described interventions in which support staff members played an

active role, in addition to describing the competences that the staff

members needed in order to carry out the intervention successfully.

No staff training was included in these interventions. More specifi-

cally, Lifshitz and Klein (2011) implemented a customised programme

involving the five parameters of the mediational intervention for

sensitising caregivers (MISC) with a person with intellectual disabilities

and dementia. As clearly described in the article, support staff mem-

bers needed to be conscious of the key issues in their relationship

with the client (i.e., their own perceptions of the client, themselves as

caregivers and the emotional and cognitive needs of the client) before

they were able to implement the parameters during daily activities. In

another study, Bai et al. (2014) demonstrated that, in addition to being

responsible for carrying out the intervention (i.e., the Life Story Work

programme, or LSWp), support staff members helped participants to

express their feelings concerning their life stories within a caring and

accepting atmosphere.

Finally, four studies examined interventions in which support staff

members were responsible for applying interventions by following

instructions (Bucholz et al., 2008; Kruithof et al., 2018; Taber-

Doughty et al., 2010; Wagemaker et al., 2017). No additional staff

training was provided prior to the implementation of the intervention.

For example, in their study, Bucholz et al. (2008) described that sup-

port staff members had been responsible for accompanying a male

participant to a private location, where they would read him a

personalised story prior to his lunch break. In addition, support staff

members were asked to use various levels of prompting if the partici-

pant was not returning to work. In the study by Wagemaker

et al. (2017), support staff members were responsible for introducing,

creating interaction with and withdrawing the robot seal Paro each

day for a period of 8 weeks.

3.3.2 | Interventions in which support staff have a
mediating or assisting role (N = 12)

The second theme refers to 12 intervention studies in which a psy-

chologist or researcher was largely responsible for carrying out the

intervention (Anderson & Kazantzis, 2008; Chng et al., 2013; Crook

et al., 2016; Crowley et al., 2008; Horovitz et al., 2010; Marwood &

Hewitt, 2013; McManus et al., 2014; Mevissen et al., 2011; Stancliffe

et al., 2015; Stannis et al., 2019; Underwood et al., 2009; Van

Puyenbroeck & Maes, 2009). In these studies, support staff had a

mediating or assisting role. The extent of their role and the level of

their involvement in these interventions varied, and they were not

always described in detail. For example, in three studies, the role of

support staff changed over time, as they were expected to apply a

number of intervention techniques, on the instruction of the therapist

or researcher, in order to continue implementing the intervention

(Horovitz et al., 2010; Underwood et al., 2009; Van Puyenbroeck &

Maes, 2009).

In three other studies, the role of support staff was smaller than

that described in the studies mentioned earlier within this theme

(Marwood & Hewitt, 2012; McManus et al., 2014; Mevissen

et al., 2011). More specifically, staff members played an important role
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as a source of information, and they were asked to assist with general-

isation outside the treatment session and to assist participants with

homework assignments, if necessary, and to practice skills with them

between sessions.

Finally, the smallest mediating or assisting roles played by support

staff were described in three studies, in which support staff members

were present to assist, motivate or transfer information to the partici-

pant while the psychologist or researcher delivered the intervention

(Anderson & Kazantzis, 2008; Crook et al., 2016; Crowley

et al., 2008). For example, although Anderson and Kazantzis (2008)

did not explicitly mention the role of support staff in their study on

training in social problem-solving skills for adults with intellectual dis-

abilities, they did report that the presence of support staff during the

intervention sessions was associated with greater continuity and

follow-through in problem solving.

3.3.3 | Interventions in which support staff have
no significant role or a role that remains
undefined (N = 9)

The third category of interventions included nine studies in which the

role of support staff remained undefined (Bidwell & Rehfeldt, 2004;

Brooks & Paterson, 2010; Conklin & Mayer, 2011; Cuvo et al., 2001;

Dollar et al., 2012; Golisz et al., 2018; Harper et al., 2013; Raftery

et al., 2017; Randle-Philips et al., 2016). The interventions addressed

in these studies focused largely on teaching new, adaptive skills to

individuals with intellectual disabilities or improving their behaviour

(e.g., social avoidance). In the majority of the studies within this

theme, the interventions were applied in separate settings

(e.g., classrooms or therapy rooms) by therapists, researchers or stu-

dents/undergraduates. The studies did not provide any information

about the role of support staff in these psychosocial interventions for

older people with intellectual disabilities.

4 | DISCUSSION

The life expectancy of people with intellectual disabilities has

increased in recent decades, due to improved living conditions and

better medical care (Mulryan et al., 2021). Despite these advances,

however, the implications of ageing with an intellectual disability are

also posing new challenges for older people, their support staff and

healthcare organisations (Prasher et al., 2021). It is unclear whether

support staff are prepared to fulfil their significant role in meeting the

needs of older people with intellectual disabilities (Kåhlin et al., 2016).

For this reason, and because the existing body of overview studies

focuses primarily on medical/physical interventions (Schepens et al.,

2018), additional knowledge is needed with regard to the psychoso-

cial interventions that are available and that could help to optimise

support for older people with intellectual disabilities. This systematic

review is intended to provide an overview of the available psychoso-

cial, non-medical/physical interventions for older people with

intellectual disabilities. The review began by examining the focus of

the interventions available in the international literature. The second

step consisted of describing the role of support staff in the application

of these interventions.

With regard to the focus of interventions, we were able to cate-

gorise all 36 interventions into two groups. The first group consisted

of 17 interventions that focused primarily on identifying the unique

needs and perceptions of older individuals with intellectual disabilities.

Many of the studies in this group had been developed specifically for

the target group of older people with intellectual disabilities. Despite

differences in design, all of these studies were aimed at either gaining

more insight into older individuals with intellectual disabilities

(e.g., their life histories), recognising or meeting individual needs

(e.g., the emotional and cognitive support needs of individuals), or

implementing appropriate/adjusted care and support. The attention

focused on individual needs and perceptions is consistent with the

principles of person-centred care (Kitwood, 1997). The concept of

person-centred care originated within the field of healthcare for older

people without intellectual disabilities. Kitwood (1997) developed the

theory of person-centred care within the context of dementia care,

thereby underscoring psychosocial needs and ‘seeing the person’.
The results of this review, suggest that various aspects of person-

centred care have since been adopted within the context of psycho-

social care and support for older people with intellectual disabilities.

The emergence of person-centred interventions that address the psy-

chosocial support needs of older people may help caregivers to

broaden the focus of their practice, which may tend to over-

emphasise the medical aspects of care (Fazio et al., 2018).

In our review, we also identified 19 interventions aimed at

improving the behaviour and skills of older people with intellectual

disabilities. Although these studies were generally not designed spe-

cifically for older people, the participant groups did include older peo-

ple. The interventions within this theme focused largely on teaching

self-care or other skills, in order to enhance independence and social

skills, while promoting problem-solving abilities, coping skills for deal-

ing with anxiety or chronic pain and behavioural treatments aimed at

decreasing inappropriate behaviour. In light of the possible cognitive

and physical decline of older people with intellectual disabilities, it is

interesting to note that a large share of the available psychosocial

interventions that are offered to older individuals continue to focus

on the development of new skills. This finding suggests that support

staff members are likely to consider applying existing interventions

aimed at improving the skills and behaviour of adults within the con-

text of care for older people with intellectual disabilities as well. In

addition, it is not uncommon for psychosocial interventions that were

initially developed for adults to be translated to the population of

older people in general. The literature on regular healthcare contains

examples of applications of a treatment for depression aimed at

teaching skills to participants in order to improve their mood, change

negative thinking patterns and increase their engagement in enjoyable

activities. Although this intervention was originally developed for

adults between the ages of 20 and 55 years, a variant of the course

has been successfully implemented with older individuals (Cuijpers
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et al., 2011). These insights offer possibilities for the further develop-

ment of interventions that are appropriate for older people with intel-

lectual disabilities.

The second aim of the current review was to examine the role

of support staff in the application of these interventions. As

evidenced by the results, we were able to distinguish three types of

roles for support staff in psychosocial interventions for older people

with intellectual disabilities: active, mediating and undefined. The

extent of the role, the level of involvement and the skills that must

be acquired (e.g., through staff training) before the intervention

could be applied varied, and these aspects were not always

described in detail. In only 15 of 36 studies, support staff members

were at least partially responsible for applying the actual interven-

tion. At the same time, however, the results suggest that this group

of professionals is particularly likely to be confronted with the

changing support needs of older people with intellectual disabilities

on a daily basis, and they have a particular need to know how to

address matters of ageing in the care and support of people with

intellectual disabilities (Kahlin et al., 2016; Thalen et al., submitted).

Support staff may therefore have a considerable need for psychoso-

cial interventions aimed at expanding their knowledge and their abil-

ity to provide sufficient care and support to older people with

intellectual disabilities (Alftberg et al., 2021).

This review demonstrates that in scientific databases, relatively

few psychosocial interventions are available for support staff mem-

bers to apply directly in their daily work with older people with intel-

lectual disabilities, which implies that they have little choice and

opportunities to work with psychosocial interventions. In addition, the

majority of psychosocial interventions were often carried out during a

short period of time (e.g., a few individual sessions), with the aim of

affecting a single outcome variable (e.g., happiness). Only a few inter-

ventions are part of larger, integrative and holistic support approaches

that focus simultaneously on multiple aspects of the lives of older

people with intellectual disabilities and the support provided to them.

A few studies did describe the implementation of a more comprehen-

sive approach that combined several psychosocial elements (e.g., Fox

et al., 2009; Schaap et al., 2019). Future studies should therefore

focus on developing and strengthening the theoretical base of integra-

tive psychosocial interventions that involve support staff in an execu-

tive role. Support staff should ideally receive training in order to

increase their relevant knowledge and skills in advance, thereby

ensuring that they will be able to carry out the intervention appropri-

ately (Innes & McCabe, 2012). Finally, when it comes to the support

of older people with intellectual disabilities, a lack of an evidence base

is still present (Thalen et al., 2021). The overview presented in this

study provides valuable insights that may contribute to further

research into the actual efficacy of the available psychosocial inter-

ventions and the implications for older people with intellectual disabil-

ities or into topics not yet addressed and, thereby, increase the

evidence base. Furthermore, in future research contextual factors

should be taken into account, such as the potential differences in the

access or delivery of support of older people with intellectual disabil-

ities (e.g., rural vs. urban) or the role and involvement of family mem-

bers in providing psychosocial support.

4.1 | Limitations

It is important to acknowledge several limitations to this review. The

exclusion of grey literature and studies published in languages other

than English may have introduced a bias toward significant results and

information from specific regions of the world. The consultation of

four databases and the screening of the reference lists of included

studies may be considered as limited. However, an additional hand

search by the first author on Google Scholar did not lead to any new

results. With regard to efficacy, we found indications that a great

number of psychosocial interventions have the potential to make pos-

itive contributions to one or more of their established goals

(e.g., identifying the needs and perceptions of older people with intel-

lectual disabilities and improving their skills). In our review, however,

we did not attempt to provide a thorough assessment of the effec-

tiveness of the interventions that we identified. In the future, addi-

tional studies could further examine the effectiveness of the

identified interventions for older people with intellectual disabilities.

Furthermore, this review did not focus on the perceptions and experi-

ences of older people themselves when receiving psychosocial inter-

ventions, as most interventions relied on observational methods to

assess outcomes. Future review and empirical studies might therefore

provide a more complete image by concentrating more on the actual

experiences of older individuals with regard to receiving psychosocial

interventions. Despite its limitations, this review provides an exten-

sive overview of the available psychosocial interventions for older

people with intellectual disabilities, as well as the focus of these inter-

ventions and the role of support staff in their application.

4.2 | Conclusion

A systematic literature review was conducted with the goal of provid-

ing an overview of the available, non-pharmacological and non-

physical interventions for older people with intellectual disabilities.

We examined the various foci of existing psychosocial interventions

for older people with intellectual disabilities, as well as the role of sup-

port staff in the application of these interventions. This overview may

serve as a supplement to existing knowledge, thereby contributing to

the optimisation of care and support for older people with intellectual

disabilities. It could also enhance the further development of and the-

oretical support for evidence-based psychosocial interventions.
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