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ABSTRACT
Background: This paper examines differences in health, well-being and social inclusion between two generations of adults with 
intellectual disability in their 40s, measured 12 years apart.
Method: Data was drawn from Waves 1 and 5 of the Intellectual Disability Supplement to the Irish Longitudinal Study on Ageing. 
Descriptive statistics were calculated at Waves 1 and 5 and outcomes were analysed using CHAID (Chi Squared Automatic 
Interaction Detection) decision tree.
Results: Wave was the main predictor of increased weekly contact with friends (p < 0.001), internet use (p < 0.001) and alco-
hol consumption (p < 0.001). Mild exercise (p < 0.001) and moderate exercise decreased (p < 0.001). Self-rated health (p < 0.001) 
and mental health ratings (p = 0.006) improved, while loneliness declined (p = 0.041). Use of general practitioners (p < 0.001), 
social work (p < 0.001) and home help (p = 0.020) declined, whereas optician (p = 0.001) and dermatological services (p = 0.048) 
increased.
Conclusion: Intergenerational changes were observed, with improved social inclusion and health perceptions, alongside shifts 
in behaviour and healthcare use.

1   |   Introduction

Historically, individuals with disabilities have faced poorer 
health outcomes (Van Schrojenstein Lantman-De Valk 
et al. 2000), higher mortality rates (McCarron et al. 2015) and 
significant social exclusion (Robertson et al. 2001; Verdonschot 
et al. 2009). The United Nations' adoption of the Convention on 
the Rights of Persons with Disabilities (CRPD) in 2006 (United 
Nations 2006) has been identified as a significant milestone in 
the broader movement towards equality for people with disabili-
ties. The CRPD, particularly for people with intellectual disabil-
ities, serves as a reference framework in discussions of equality 

alongside those without disabilities. Recent research indicates 
some advancements in health, well-being and social inclusion 
for people with intellectual disabilities, yet it also highlights that 
progress towards achieving full equality remains limited in cer-
tain areas.

1.1   |   Health and Mortality

The life expectancy of people with intellectual disabilities has 
improved over the decades; however, it remains much shorter 
than that of people without disabilities (McCarron et al. 2018). 
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In the United States, the average life expectancy in 2017 for indi-
viduals without an intellectual or developmental disability was 
72.5 years, an increase from 71.7 years in 2005. In contrast, peo-
ple with an intellectual disability, but no co-occurring develop-
mental disability, had an average life expectancy of 63.4 years. 
Age of death for individuals with developmental disabilities in-
cluding Down syndrome (56.8 years), cerebral palsy (53.8 years) 
and rare developmental disabilities (46.8 years) was lower than 
persons with intellectual disability only (Landes et al. 2021). Data 
from Ireland comparing mortality rates between people with 
intellectual disabilities and the general population from 2001 
to 2016 showed a narrowing of the gap in average age of death 
by 2 years. However, between 2009 and 2016, individuals with 
intellectual disabilities still had a significantly lower average 
life expectancy (54.0 years) compared to the general population 
(74.9 years), with a difference of around 20 years. Additionally, 
adults aged 20–64 with intellectual disabilities, particularly 
females, experienced a higher rate of premature deaths (Doyle 
et al. 2020). The increased mortality risk (Tyrer et al. 2022) and 
premature mortality risk may be related to the high prevalence 
of conditions such as hypertension, obesity (Ryan et  al. 2021) 
and diabetes (McCarron et al. 2018; Hirvikoski et al. 2021).

1.2   |   Mental Health and Wellbeing

People with intellectual disability are more vulnerable to men-
tal ill-health for several complex reasons which range from bio-
physical to psychosocial (Whittle et al. 2018). In England, the 
proportion of people with a diagnosis of severe mental illness 
was considerably higher compared to those without intellectual 
disabilities (8.1% vs. 0.9%) (Perera et al. 2020). A meta-analysis 
shows that more than a third of people with an intellectual dis-
ability meet diagnostic criteria for a co-occurring psychiatric 
disorder (Mazza et al. 2020). A Swedish study found that 17% of 
older adults with intellectual disabilities (aged 55 and above) had 
a psychiatric diagnosis, compared to just 10% in a similarly aged 
general population sample (Axmon et al. 2018).

1.3   |   Social Inclusion and Community 
Participation

In terms of social inclusion and community participation, re-
search has consistently shown that individuals with intellectual 

disabilities encounter significant barriers when engaging in 
social activities, primarily due to the need for assistance and 
health/physical limitations (McCausland et  al.  2022; Tatlow-
Golden et  al.  2014). As a result, people with intellectual dis-
abilities are more prone to experiencing loneliness and social 
isolation (Emerson et al. 2021; Robinson et al. 2018; Wormald 
et al. 2019) and often face challenges in forming and maintain-
ing interpersonal relationships (Friedman and Rizzolo  2018; 
Merrells et al. 2019; White and Forrester-Jones 2019). Although 
there have been advances in transitioning individuals from 
institutional settings to more integrated community environ-
ments, recent studies indicate that people with intellectual 
disabilities continue to experience a range of varied outcomes 
(Mihaila et al. 2022). For instance, Wang et al. (2024) has found 
that adults with borderline or mild intellectual disability often 
have strong family relationships but limited social connections 
outside the home, which may restrict their participation in 
broader community life and their ability to adapt to new social 
situations.

Over the past decade, the social and policy context for peo-
ple with intellectual disabilities has evolved both interna-
tionally (United Nations  2006) and in Ireland (Government 
of Ireland  2024), with reforms promoting community-
based living (Health Service Executive  2011; Government of 
Ireland  2015a) and person-centred supports (Health Service 
Executive  2012) aimed at enhancing inclusion and partici-
pation. In parallel, broader societal changes, including in-
creased digitalisation and the disruptions associated with the 
COVID-19 pandemic, may also have influenced health, social 
participation and access to services. While shifting societal 
attitudes among younger generations may foster greater inclu-
sion, there is a lack of longitudinal evidence on generational 
differences (Bredewold et al. 2020; McCarron et al. 2019; Wang 
et al. 2024). This gap underscores the need for longitudinal or 
cross-cohort analyses to assess whether the policies and socie-
tal changes over recent decades have translated into better out-
comes for newer generations.

In this context, we aimed to examine whether any progress had 
been made for adults with intellectual disabilities in Ireland in 
their 40s over the past decade. This paper examines differences 
in health, well-being and social inclusion between two genera-
tions of adults with intellectual disability in their 40s, measured 
12 years apart. It compares data for participants of a national 
longitudinal study aged 40–49 years at Wave 1 in 2011 (n = 288) 
with data for a new generation of 40–49-year-olds at Wave 5 in 
2023 (n = 183).

2   |   Method

Data was drawn from Waves 1 and 5 of the Intellectual Disability 
Supplement to the Irish Longitudinal Study on Ageing (IDS-
TILDA). The approach focused on six key domains of measure-
ment within IDS-TILDA—physical health, cognitive health, 
psychological health, behavioural health, healthcare and social 
inclusion.

Data collection was conducted in 2011 for Wave 1 and in 2023 
for Wave 5 and it involved two components: a Pre-Interview 

Summary

•	 The study highlights intergenerational changes in a 
national cohort, reflecting policy and societal impacts 
on people with intellectual disabilities.

•	 Intergenerational changes were evident among peo-
ple with intellectual disabilities, with improved social 
inclusion through greater friendship contact, digi-
tal engagement, better self-rated health and reduced 
loneliness.

•	 Healthcare utilisation patterns changed, with reduced 
engagement in generalist and support services but in-
creased use of specialist services.
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Questionnaire (PIQ) and a Computer-Assisted Personal 
Interview (CAPI). The PIQ focused on topics such as medication 
usage, frequency of health service visits, how free time is uti-
lised and reported challenging behaviours. The CAPI included 
questions about health, social and family situations, quality of 
life and interpersonal relationships.

IDS-TILDA received ethical approval at Waves 1 and 5 from 
the Trinity College Dublin (TCD) Faculty of Health Sciences 
Research Ethics Committee and separately from all disability 
service providers who supported participants.

2.1   |   Population and Sample

IDS-TILDA is a longitudinal study of adults with intellectual 
disability aged 40 years and above living in the Republic of 
Ireland. The original sample at Wave 1 (n = 753) was randomly 
selected from eligible individuals registered on the National 
Intellectual Disability Database (NIDD), with support from the 
Health Research Board (HRB) and was geographically and de-
mographically representative of the target population in Ireland 
(McCarron et al. 2011). At Wave 1 there were 288 participants 
aged 40–49 years.

Prior to Wave 5 of the longitudinal study, a targeted sample 
refreshment was undertaken. Given that the original cohort 
of 40–49-year-olds had aged 12 years, recruitment of new par-
ticipants at Wave 5 focused particularly on this age category, 
while also considering changing demographics of the pop-
ulation on the national database—now the National Ability 
Support System (NASS). All participants were selected using 
the same sampling framework and inclusion criteria as in 
Wave 1. The final Wave 5 sample of 762 remained demograph-
ically representative of Irish persons with intellectual and 
developmental disabilities and included 183 participants aged 
40–49 years. Mean ages for the two groups were very similar 
(45.2 years wave 1 vs. 44.9 years for wave 5). The demographic 
profile of the two cohorts is outlined in Table 1 with p-values 
indicating the significance of differences between character-
istics at Waves 1 and 5.

There were a number of significant differences between the two 
groups, notably in terms of gender, residential circumstances 
and level of intellectual disability; these were controlled for in 
the analyses.

2.2   |   Measures

The selection of measures was guided by the six domains of mea-
surement noted above. The research protocols were assessed to 
identify appropriate indicators that would provide consistent 
measure under each domain between Wave 1 and 5. In total, 19 
measures fitting the selection criteria were selected from across 
the six domains (Table 2).

Different measures of quality of life were used in each of the 
waves; therefore, comparisons on measures of quality of life 
were not undertaken.

2.3   |   Analysis

Descriptive statistics including frequencies and proportions 
were calculated for each measure at Waves 1 and 5. However, 
given the demographic differences between the two groups (see 
Table 1), an approach that took these differences into consid-
eration was required to determine if differences between the 
two groups were significant. Given that the two groups were 
independent, they were combined into a single dataset with a 
wave identifier variable (‘Wave’) added to distinguish between 
Wave 1 and 5.

For multivariate analysis of each outcome measure, CHAID 
(Chi Squared Automatic Interaction Detection) decision tree 
analysis was selected as the best approach because, while the 
regression models only consider main effects, the classification 
trees consider all main effects and interactions between predic-
tors and are recognised for not being influenced by outliers in 
the data or missing values. Table 3 outlines the categorical vari-
ables used as predictors in the analyses.

For the final decision trees, the p-value of the chi-square test 
at each significant split is reported as well as the predicted re-
sponse (frequency) in each node.

TABLE 1    |    Demographic profiles of cohorts of 40–49-year-olds at 
Wave 1 (n = 288) and Wave 5 (n = 183).

Demographics
WAVE 
1 (288) WAVE 5 (183) p

Gender

Male 143 (49.7%) 108 (59.0%) 0.047

Female 145 (50.3%) 75 (41.0%) 0.047

Residential circumstances

Independent/
Family

61 (21.2%) 85 (46.4%) < 0.001

Community 
Group Home

98 (34.0%) 84 (45.9%) 0.010

Residential 129 (44.8%) 14 (7.7%) < 0.001

Level of ID

Severe/
Profound

86 (32.5%) 25 (15.2%) < 0.001

Moderate 119 (44.9%) 73 (44.5%) 0.937

Mild 60 (22.6%) 66 (40.2%) < 0.001

Cause of ID

Down 
syndrome

85 (30.5%) 52 (33.1%) 0.566

Unknown 194 (69.5%) 105 (66.9%) 0.566

Occupation

Employed 76 (26.4%) 49 (27.1%) 0.871

Unemployed 212 (73.6%) 132 (72.9%) 0.871
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All analyses were carried out in IBM SPSS Statistics 28.0.

To ensure data confidentiality, cells with counts less than five 
were suppressed in accordance with data protection guide-
lines. Consequently, for variables such as self-choice score, 
vigorous exercise, public health nurse and speech and lan-
guage therapy utilisation, analyses were restricted to descrip-
tive statistics.

3   |   Results

3.1   |   Changes in Social Inclusion and Community 
Participation

The decision tree analysis found no significant differences 
between waves for contact with family (see Figure  S1). 
Residential circumstances emerged as the main predictor 
(p < 0.001), with a higher proportion of weekly family con-
tact among individuals living independently or with family 
(86.0%, n = 117).

In contrast, a substantial and significant increase in weekly 
contact with friends was observed across waves (Figure  S2) 
(p < 0.001). In Wave 1, 47.3% (n = 124) of participants reported 
weekly contact with friends, which increased to 96.6% (n = 141) 
in Wave 5. In Wave 1, individuals living independently or with 
family reported higher levels of contact with friends (73.3%, 
n = 44; p < 0.001) compared to those in other residential settings 
(39.6%, n = 80).

In Wave 1, 16.0% reported receiving help from friends or neigh-
bours, compared to 30.5% in Wave 5. Decision tree analysis 
showed that residential circumstances were the primary pre-
dictor of receiving help (p < 0.001), with participants living in-
dependently or with family more likely to report receiving help 
(35.9%, n = 51) (Figure  S3). A significant difference between 
waves was observed only among those in community group 
homes (p = 0.003), with an increase from 12.2% (n = 12) in Wave 
1 to 29.8% (n = 25) in Wave 5.

For help given, rates were 17.0% at Wave 1 and 33.0% at Wave 
5. In the decision tree analysis (Figure S4) occupation emerged 
as the main predictor (p < 0.001). Employed participants were 

TABLE 2    |    Measures of generational change used.

Domain Measure

Physical health Self/proxy-rated physical health 
(excellent; very good; good; fair; poor)

Multimorbidity—having two or more 
of the following health conditions: 

hypertension; eye disease; heart 
disease; endocrine disease; joint 

disease; lung disease; gastrointestinal 
disease; mental health condition; 

stroke; cancer; neurological disease; 
liver disease (McCarron et al. 2023)

Psychological Self/proxy-rated mental health 
(excellent; very good; good; fair; poor)

Do you ever feel lonely? 
(UCLA Loneliness Scale)

Behavioural Exercise: Frequency of vigorous 
[and/or] moderate [and/or] mild 

exercise (> once a week, once a week, 
< once a week, rarely/never)

Currently smoke

Drink alcohol

Are you on any special diet?

Social Frequency of (in-person, phone or written) 
contact with non-resident family: 3+ times 

a week; once or twice a week; once or 
twice a month; every few months; once or 
twice a year; less than once a year; never.

Frequency of (in-person, phone or written) 
contact with non-resident friends: 3+ times 

a week; once or twice a week; once or 
twice a month; every few months; once or 
twice a year; less than once a year; never.

Number of regular (monthly) activities 
in community setting, from: Cinema; 

Eat out; Art gallery or museum; Theatre, 
concert or opera; Pub for a drink; Coffee 
shop for light refreshments; Shopping; 
Church or other place of worship; Go 
to sports events; Library; Social clubs; 

Hairdressers; Perform in local arts 
groups and choirs; Spend time on hobbies 

or creative activities; Visit family and 
friends in their home; Other activities 

outside your home (please specify).

Own a mobile phone.

Use the internet and/or email

Self-choices: In general, who chooses …?

Help received in the last 2 years?

Help given in the last 2 years?

(Continues)

Domain Measure

Mainstream 
Healthcare 
Services

Healthcare utilisation within the last 
year: General Practitioner; Public 

Health Nurse; Occupation Therapy; 
Chiropody; Physiotherapy; Social Work; 
Psychological Counselling; Home Help; 

Optician; Dental; Hearing; Dietician; 
Speech & Language; Neurological; 

Endocrinology; Dermatological

Are you covered by private 
medical insurance?

TABLE 2    |    (Continued)
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more likely to give help (43.3%, n = 55) compared to unemployed 
participants (15.7%, n = 53). Between Waves, a significant in-
crease in helping behaviour was observed only among unem-
ployed individuals, rising from 10.1% (n = 21) in Wave 1 to 24.4% 
(n = 32) in Wave 5 (p < 0.001).

There was no significant change in community activities be-
tween waves (Figure  S5). Residential circumstances were the 
main predictor (p < 0.001), with those who were living in com-
munity group homes, independently or with family (69.6%, 
n = 328) most likely to engage in these activities (mean = 7.22, 
SD = 2.43) compared to those in residential care (30.4%, n = 143) 
(mean = 5.61, SD = 2.85). Among individuals living in commu-
nity group homes, independently or with family, level of intellec-
tual disability emerged as the second most important predictor 
of regular community activities (p = 0.005). Participants with a 
mild level of intellectual disability were the most likely to en-
gage in these activities (mean = 7.72, SD = 2.45), compared to 
those with moderate or severe/profound levels (mean = 6.80, 
SD = 2.35). For individuals living in residential care, employ-
ment status was the second key predictor (p = 0.048). Employed 
participants were more likely to take part in community activ-
ities (mean = 6.53, SD = 2.74) than those who were unemployed 
(mean = 5.08, SD = 2.80).

Internet use increased substantially during this period, from 
10.8% (n = 31) in Wave 1 to 79.1% (n = 129) in Wave 5, with wave 
confirmed as the strongest predictor in the decision tree analysis 
(Figure S6) (p < 0.001). For mobile phone ownership, residential 
circumstances were the main predictor in the decision tree anal-
ysis (Figure S7). Between waves, there were significant increases 
in mobile ownership for individuals living in independent/fam-
ily residences and for individuals with moderate-profound in-
tellectual disability living in community group homes. Among 
participants living independently or with family, ownership rose 

significantly from 52.5% (n = 32) to 80.0% (n = 68; p < 0.001). In 
community group homes, mobile phone ownership was most 
common among those with mild intellectual disability (68.5%, 
n = 50), while for other levels, ownership increased signifi-
cantly from 15.3% (n = 9) in Wave 1 to 42.0% (n = 21) in Wave 5 
(p = 0.002).

3.2   |   Changes in Behavioural Health

Between Wave 1 and Wave 5, there was a substantial increase 
in alcohol consumption from 2.4% (n = 7) to 37.7% (n = 69). 
Decision tree analysis confirmed a significant increase during 
this period, with wave identified as the only significant predic-
tor (p < 0.001) (Figure S8). There was no statistically significant 
change in smoking between waves (Figure  S9). Occupation 
emerged as the main predictor (p = 0.001), with a higher prev-
alence of smoking among employed individuals (13.6%, n = 17) 
and unemployed participants with mild intellectual disabil-
ity (9.1%, n = 9; p = 0.042). Similarly, there was no significant 
change over time in the proportion who were on a special diet 
(Figure S10). Residential circumstances were the main predic-
tor, being highest among people in residential care (49.7%, n = 71, 
p = 0.000); while women living in community group homes were 
more likely to follow a special diet (38.5%, n = 30; p = 0.008).

Moderate exercise declined between Waves, with participa-
tion dropping from 50.9% (n = 146) in Wave 1 to 16.9% (n = 31) 
in Wave 5 and confirmed as the main predictor in the decision 
tree analysis (p < 0.001) (Figure  S11). Additionally, in Wave 1, 
employment was a significant predictor (p < 0.001), with 80.3% 
(n = 61) of employed participants engaging in moderate exercise. 
Among the unemployed group, individuals with mild or moder-
ate intellectual disability were the most likely to practice mod-
erate exercise (51.6%, n = 66; p < 0.001). Mild exercise was also 
more prevalent in Wave 1 (86.8%, n = 249) than in Wave 5 (59.6%, 
n = 109), with this significant decline between waves confirmed 
in the decision tree analysis (p < 0.001) (Figure S12). Level of in-
tellectual disability was also significant in the analysis—where 
individuals with mild or moderate levels were more likely to en-
gage in mild exercise at Wave 1 (92.2%, n = 165; p = 0.003); while 
this was true for participants with mild level at Wave 5 (72.9%, 
n = 62; p = 0.004).

3.3   |   Changes in Physical Health

Self/proxy-rated health improved significantly over the 12 years, 
with a high proportion of participants rating their health as good 
to excellent in Wave 1 (87.9%, n = 248), increasing to 100% in 
Wave 5 (n = 182). Decision tree analysis confirmed this signifi-
cant increase between the Waves (p < 0.001) (Figure S13); while 
at Wave 1 participants with mild–moderate intellectual dis-
ability had better rated health (91.4%, n = 180) than those with 
severe-profound levels (80%, n = 68, p = 0.050). Multimorbidity 
showed no significant change between waves (Figure  S14), 
where residential circumstances were the only significant pre-
dictor. Participants living in residential care or community 
group homes had a higher prevalence of multimorbidity (64.0%, 
n = 208) compared to those in independent or family residences 
(47.9%, n = 70; p = 0.003).

TABLE 3    |    Categorical predictor variables included in the analysis.

Variable Categories

Gender Male

Female

Cause of intellectual disability Down Syndrome

Unknown

Level of intellectual disability Mild

Moderate

Severe/Profound

Residence Independent/Family

Community group home

Residential care

Wave Wave 1

Wave 5

Occupation Employed

Unemployed
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3.4   |   Changes in Psychological 
and Cognitive Health

In Wave 1, 79.7% (n = 224) of participants (self or proxy) rated 
their mental health as at least good, compared to 89.5% (n = 162) 
in Wave 5 and this increase was confirmed in the decision tree 
analysis, with Wave as the only significant predictor (p = 0.006) 
(Figure  S15). Feelings of loneliness decreased from 50.7% 
(n = 77) in Wave 1 to 39.1% (n = 61) in Wave 5, with Wave con-
firmed as the only significant predictor in the decision tree anal-
ysis (p = 0.041) (Figure S16).

Table 4 provides a summary of the findings, outlining the indepen-
dent rates for each indicator at Wave 1 and Wave 5 and the signifi-
cance of differences identified in the multivariate analyses.

3.5   |   Changes in Healthcare Utilisation

Changes in healthcare used within the past year are outlined 
in Table 5, showing the prevalence of use for each type of ser-
vice at Wave 1 and 5, along with the decision tree findings 
for group/wave, indicating the significance of differences be-
tween Wave 1 and Wave 5 respondents after controlling for 
other variables.

Wave 5 participants were significantly less likely to visit a 
general practitioner (GP) (80.5%, n = 145) compared to Wave 1 
(94.5%, n = 240), with this difference confirmed by decision tree 
analysis (p < 0.001) (Figure S17). No significant change between 
waves was observed regarding public health nurses and speech 
& language. Residential setting emerged as the strongest pre-
dictor for receiving occupational therapy (OT) services in the 
decision tree analysis, being highest among those in residential 
care (34.5%, n = 49, p < 0.001) (Figure S18). Among all other res-
idential types there was a significant drop in use of OT services 
between Waves, from 10.8% (n = 17) in Wave 1 to 4.5% (n = 7) in 
Wave 5 (p = 0.038).

For physiotherapy services, there was no significant change 
between Waves in the decision tree analysis, where residential 
circumstances was the sole predictor (p < 0.001) (Figure  S19). 
Those living in residential settings were more likely to receive 
physiotherapy (33.1%, n = 47).

A decline in use of social work services between Waves was 
confirmed as significant in the decision tree analysis, where 
fewer participants in Wave 5 (4.7%, n = 8) used these services 
compared to Wave 1 (22.7%, n = 65; p < 0.001) (Figure S20). The 
analysis also identified occupation as the significant predictor 
in Wave 1, with employed individuals having the highest service 
usage (31.6%, n = 24; p = 0.0032). For chiropody services, there 
was not a significant change in the decision tree analysis be-
tween waves, where residential circumstances were the primary 
predictor, with individuals in residential settings most likely to 
access these services (68.3%, n = 97, p < 0.001) (Figure S21).

Residential circumstances were also the main predictor for 
psychological service use, being higher among people in res-
idential care and community group homes (19%, n = 60), com-
pared to independent/family residents (8.6%, n = 12, p = 0.016) 

(Figure S22). A decline between waves was observed for those 
in residential and community group homes, from 23.3% (n = 53) 
to 7.7% (n = 7) (p = 0.001).

For optician services, wave was the strongest predictor in the 
decision tree analysis (p = 0.001), with an increase in usage 
from 32.5% (n = 93) to 48.5% (n = 82) in Wave 5 (Figure  S23). 
Additionally, in Wave 1, a higher proportion of individuals in 
community group homes (43.3%, n = 42) used optician services 
compared to other settings (27.0%, n = 51; p = 0.016). Regarding 
home help, no participants reported its use in Wave 5 compared 
to 3.1% (n = 9) individuals in Wave 1. This difference was signifi-
cant (p = 0.020) in decision tree analysis (Figure S24).

For dental services, residential circumstances was the main pre-
dictor in the decision tree analysis, with a higher proportion of 
participants in residential and community group homes using 
these services (73.1%, n = 231). However, within these groupings, 
there was a significant decrease in use of dental services from 
76.4% (n = 172) in Wave 1 to 64.8% (n = 59) in Wave 5 (p = 0.035) 
(Figure  S25). Dietician services were predominantly accessed 
by participants in residential settings (33.1%, n = 47; p < 0.001), 
though a significant decrease between Waves was observed 
among those in community group homes, from 21.6% (n = 21) 
in Wave 1 to 7.8% (n = 6) in Wave 5 (p = 0.010) (Figure S26). The 
decision tree analysis showed no difference between waves in 
hearing service use, identifying cause of intellectual disability 
as the only predictor (p = 0.001) (Figure S27).

Neurological services were used more by participants living in 
residential care and community group homes (11.7%, n = 37) 
compared to independent/family living (4.3%, n = 6; p = 0.039) 
(Figure  S28). A significant wave difference was found only 
among those in independent/family settings, increasing from 
no users in Wave 1 to 7.7% in Wave 5 (n = 6, p = 0.027). Wave 
was the only predictor for dermatological services (p = 0.048), 
with usage increasing slightly from 3.5% (n = 10) in Wave 1 to 
7.7% (n = 13) in Wave 5 (Figure  S29). No wave difference was 
observed in medical insurance coverage, but the level of intel-
lectual disability was identified as the sole predictor and use 
highest among individuals with mild–moderate levels (16.7%, 
n = 56, p = 0.013) (Figure S30).

4   |   Discussion

The United Nations (UN) Convention on the Rights of Persons 
with Disabilities (UNCRPD), adopted by the UN General 
Assembly in December 2006, is widely regarded as an import-
ant international framework for promoting and safeguard-
ing the rights and dignity of persons with disabilities (United 
Nations  2006). In 2018, Ireland ratified the Convention, com-
mitting to its provisions and 6 years later marked a significant 
milestone by signing and acceding to the Optional Protocol of 
the UNCRPD (Government of Ireland  2024). This step allows 
individuals with intellectual and other disabilities to file indi-
vidual complaints with the UN if they believe their rights are not 
being upheld by the government. The formal process of acces-
sion has now been completed and since November 30, 2024, the 
Optional Protocol to the UNCRPD has been in effect in Ireland 
(Government of Ireland 2024).
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TABLE 4    |    Summary of findings.

Domain Measure Wave 1% Wave 5%
Difference between Wave 1 and Wave 

5 groups (decision tree analysis)

Social Self-choices 85 (30.9%) 89 (50.9%) No wave difference.

Help received 47 (16.0%) 56 (30.5%) Significant increase among those 
living in community group home.

Help given 48 (17.0%) 60 (33.0%) Significant increase among 
those unemployed.

Internet and/or email usage 31 (10.8%) 129 (79.1%) Significant increase. Wave was 
the strongest predictor.

Within Wave 1, the level of intellectual 
disability is the next important 
predictor. Occupation was the 

second predictor within Wave 5.

Own a mobile phone. 71 (24.7%) 120 (65.6%) Significant increase among participants 
living independently/family and those 

with moderate/severe level of intellectual 
disability living in community group home.

Contact with family 154 (53.7%) 130 (76.0%) No wave difference—residential 
circumstances was the main predictor.

Contact with friends 124 (47.3%) 141 (96.6%) Significant increase. Wave was 
the strongest predictor.

Activities in community setting 153 (53.1%) 114 (62.3%) No wave difference—residential 
circumstances was the main predictor.

Behavioural Smoking 24 (8.3%%) 8 (4.4%) No wave difference—Occupation 
was a strong predictor, followed 
by level of intellectual disability 

within unemployed group.

Alcohol consumption 7 (2.4%) 69 (37.7%) Significant increase. Wave 
was the only predictor.

Diet 106 (37.1%) 41 (22.8%) No wave difference—residential 
circumstances was a strong 

predictor. Within community group 
home, gender was a predictor.

Vigorous exercise 59 (20.7%) 53 (29.0%) No wave difference

Mild exercise 249 (86.8%) 109 (59.6%) Significant decrease. Wave 
was the main predictor.

Moderate exercise 146 (50.9%) 31 (16.9%) Significant decrease. Wave 
was the main predictor.

Physical 
health

Multimorbidity 184 (63.9%) 94 (51.4%) No wave difference—residential 
circumstances was the only 

significant predictor

Self/proxy-rated health 
(At least good)

248 (87.9%) 182 (100.0%) Significant increase. Wave was 
the strongest predictor.

Psychological Self/proxy-rated mental 
health (At least good)

224 (79.7%) 162 (89.5%) Significant increase. Wave 
was the only predictor.

Feeling of loneliness 77 (50.7%) 61 (39.1%) Significant decrease. Wave 
was the only predictor.
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In addition, Ireland has made significant strides in improving 
legislation and policies that aim to influence the lives of peo-
ple with intellectual disabilities. Notable changes include key 
reforms related to deinstitutionalisation and community liv-
ing (Health Service Executive  2011), disability service provi-
sion (Department of Health 2012), person-centred day services 
(Health Service Executive  2012), supported decision-making 
(Government of Ireland  2015a) and employment (Government 
of Ireland  2015b, 2017). Within this evolving policy context, 
an important question concerns whether and to what extent, 
changes are evident in the lives of people with intellectual dis-
abilities. These developments have implications across multiple 
domains, including living arrangements, access to technology, 
social participation and healthcare utilisation, which are re-
flected in the measures examined in this study. To assess these 
changes over the past decade, this paper compares a range of 
health, well-being and social inclusion measures for two genera-
tions of IDS-TILDA participants aged 40–49, with data collected 
in 2011 and 2023.

Regarding social measures, for internet use and mobile phone 
ownership, this study found a significant increase between 
waves, likely influenced by broader societal shift, particularly 
the rapid digitalisation prompted by the COVID 19 pandemic 
in Ireland (McCausland et al. 2021). The same pattern has been 
seen in other studies, with a higher proportion among those with 

mild level of intellectual disability (Kim and Lee 2020; Bakkum 
et al. 2021). The increased use of internet and mobile phones may 
improve work-related and leisure activities, enhance the feeling 
of independence, quality of life and develop digital skills (Cihak 
et al. 2015; Kim and Qian 2019; Kim and Lee 2020). Additionally, 
it may have improved the connectedness with friends and fam-
ily (Martin et al. 2021). Despite this progress, digital inclusion 
among people with intellectual disability remains lower than 
that of the general population, where mobile phone ownership 
stands at approximately 96% (McCarron et al. 2023), underscor-
ing the need for continued investment in equitable access.

Weekly contact with friends had considerably increased between 
waves and from findings in other studies, the use of technology 
may have played an important role in facilitating this change. 
For instance, there have been reports that digital inclusion and 
mobile technology have strengthened connections between in-
dividuals with intellectual disabilities and their friends (Martin 
et al. 2021; Caton et al. 2022) as well as enhanced engagement in 
social activities (Danker et al. 2023; Martin et al. 2021).

Significant wave differences were also seen regarding help 
given and received from friends or neighbours in the previous 
two years. For help given, a rise was seen among unemployed, 
while for help received, the increase occurred in the community 
group home. These results suggest a population more involved 

TABLE 5    |    Changes in healthcare utilisation.

Healthcare service Wave 1 n (%) Wave 5 n (%)
Difference between W1 & W5 Groups 

(decision tree analysis)

General practitioner 240 (94.5%) 145 (80.6%) Significant decrease (p = 0.000)

Public health nurse 25 (8.7%) 13 (7.7%) Not significant

Occupation therapy (OT) 61 (21.3%) 12 (7.1%) Significant decrease among individuals residing independently/
family and in community group homes (p = 0.038)

Chiropody 155 (54.2%) 83 (49.1%) Not significant

Physiotherapy 71 (24.8%) 16 (9.5%) Not significant

Social work 65 (22.7%) 8 (4.4%) Significant decrease (p = 0.000)

Psychological/counselling 54 (18.9%) 18 (10.7%) Significant decrease among those in residential and community 
group home (p = 0.001); Significant increase among those in 

independent/family residential circumstances (p = 0.009).

Optician 93 (32.5%) 82 (48.5%) Significant increase (p = 0.001)

Home help 9 (3.1%) 0 (0.0%) Significant decrease (p = 0.020)

Dental 203 (71.0%) 102 (60.7%) Significant decrease among those living in residential 
and community group home (p = 0.035)

Hearing 26 (9.1%) 25 (14.8%) Not significant

Dietician 73 (25.5%) 12 (7.1%) Significant decrease for those living in 
community group home (p = 0.010)

Speech & language 59 (20.6%) 11 (6.5%) Not significant

Neurological 26 (9.1%) 17 (10.1%) Significant increase among participants who 
live independently/family (p = 0.027)

Dermatological 10 (3.5%) 13 (7.7%) Significant increase (p = 0.048)

Medical insurance 34 (12.5%) 27 (16.0%) Not significant
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in social relationships in Wave 5, which may reflect broader 
shifts towards community-based living and social inclusion, as 
promoted in national disability policies (Woodman et al. 2014). 
Giving and receiving help and their effect on well-being, have 
been studied over the last few decades. A systematic review and 
meta-analysis of the experimental kindness literature suggest 
that giving help improves the well-being of the actor (Curry 
et al. 2018) and increases feelings of trust and belonging in those 
who receive help (Gur and Bina 2022).

With respect to self/proxy-rated health, in Wave 5, 100% of indi-
viduals rating their health as at least good, a significant increase 
from Wave 1 (87.9%). A similar increase was observed for self/
proxy-rated mental health, along with a decrease in feelings of 
loneliness. Improvements may, in part, be an outcome of the 
cumulative impact of the mentioned changes. Individuals with 
higher levels of independence, along with received and per-
ceived support, typically report better scores for general health 
and well-being (Alonso-Sardón et al. 2019). While these findings 
suggest positive changes over time, they should be interpreted 
within the context of wider societal changes. Evidence from the 
general population indicates that levels of poor self-rated health 
and loneliness remain lower than those typically observed 
among people with intellectual disabilities. In the general pop-
ulation, self-perceived health is closely associated with factors 
such as social vulnerability and frailty (Orlandini et al. 2024). 
Among people with intellectual disabilities, the same outcome 
may also be influenced by societal expectations, disability-
related limitations and reduced opportunities for independent 
social engagement (Stokes et al. 2025). Together, these findings 
highlight the role of systemic social and structural inequalities 
in shaping health and well-being for people with intellectual dis-
abilities (Gilmore and Cuskelly 2014).

In terms of behavioural aspects, individuals with intellec-
tual disabilities typically consume less alcohol and other sub-
stances compared to the general population (Salavert et al. 2018; 
Swerts et al. 2017). However, this study found a rise in alcohol 
consumption from 2.7% to 37.7% in Wave 5, although this in-
crease was slightly lower than the 45.5% reported by Swerts 
et al. (2017) in Belgium. The reasons behind alcohol consump-
tion among people with intellectual disability remain unclear. 
A qualitative study conducted in New Zealand found that indi-
viduals in this group tend to drink moderate amounts of alcohol 
when socialising with family, friends, or at celebratory events. 
The main influences on alcohol consumption were family, ob-
serving others in the community drinking and media portrayals 
(Gee et  al.  2020). A population-based cohort study in Sweden 
indicated that individuals with mild intellectual disabilities face 
an increased risk of substance use-related problems, includ-
ing alcohol use disorder and alcohol-related somatic disorders 
(Påhlsson-Notini et al. 2024).

While it is important to note that this study did not as-
sess the frequency or amount of alcohol consumed, which 
may limit the interpretation of the results, greater attention 
should be given to understanding the factors influencing al-
cohol use among individuals with intellectual disabilities 
aged 40–49 years in Ireland. This is particularly relevant 
when considered in the context of broader population trends, 
where recent public health efforts have been associated with 

expectations of stabilisation or decline in alcohol use in the 
general population, especially in parts of Western Europe and 
North America (Shield et  al.  2025), highlighting the role of 
policy and social norms. Further research is needed to deter-
mine whether these trends extend to people with intellectual 
disabilities and to inform tailored approaches to alcohol use 
in this population. In this study, there was an increase in the 
number of people engaging in vigorous exercise, though this 
change was not statistically significant. However, decision 
tree analyses revealed a significant decrease in participation 
in mild and moderate exercise between waves. The reasons 
for this decline are unclear, but there is evidence suggesting 
it may be linked to the pandemic lockdowns, which led to a 
general reduction in physical activity across both the general 
population and people with various disabilities (McCarron 
et al. 2021; McCausland et al. 2021; Murphy et al. 2020). This 
decline was particularly noticeable in activities that typically 
involve interaction in confined spaces (Cho et al. 2022). These 
changes may also reflect disruptions to structured supports 
and services that facilitate physical activity among people 
with intellectual disabilities.

Regarding healthcare utilisation, the decision tree analysis re-
vealed a significant increase in visits to opticians, neurological 
services and dermatological services between waves. In con-
trast, there was a notable decrease in visits to GPs, occupational 
therapy (apart from those in community group homes), social 
work, home help, dental services and dietician consultations. 
For psychological services, an increase was observed among 
individuals living independently, while those in residential and 
community group homes experienced a decline. It remains to 
be explored whether these changes reflect improved monitor-
ing and management of utilisation in Wave 5, as opposed to the 
earlier pattern in Wave 1 where appointments, particularly in 
residential settings, were scheduled routinely rather than based 
on identified needs.

People with intellectual disabilities have been reported to be at 
a higher risk of having limited or no access to healthcare pro-
fessionals, particularly those with milder forms of intellectual 
disability, individuals living with family carers or independently 
and those associated with smaller provider agencies that do not 
employ healthcare professionals (Doyle et  al.  2020). The liter-
ature indicates that healthcare professionals in Ireland tend to 
focus on individuals with more severe disabilities, particularly 
those in residential settings (McCarron et  al.  2018). However, 
the analyses in these studies included demographic but did not 
include chronic condition variables in their analyses. Changes 
in residential settings may also have affected the continuity of 
care and healthcare delivery models, particularly in the context 
of the transition from institutional to community-based provi-
sion and the shift towards more needs-led approaches.

A national survey in Canada reported an association between 
individuals with intellectual disabilities living alone or with 
family and poorer access to health services compared to those 
in community settings (National Association of State Directors 
of Developmental Disabilities Services and Human Services 
Research Institute 2019). However, Maltais et al. (2020) found 
that while people with intellectual disabilities accessed a 
wide range of health services, the presence of specific health 
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conditions was associated with increased access to the cor-
responding healthcare professionals. More work is needed to 
better understand the associations between demographics of 
persons with intellectual disabilities, places lived in and health 
conditions experienced.

The observed increases in social engagement and independence, 
alongside persistent inequalities in areas such as health and ac-
cess to services, reflect the complex nature of inclusion for peo-
ple with intellectual disabilities. While these outcomes may be 
influenced by policy and legislative developments, they are also 
shaped by societal attitudes and the extent to which individuals 
are recognised and accepted as equal members of the commu-
nity (Lombardi et  al.  2019; Mittler  2015; Parmenter  2024). In 
this context, policies and frameworks such as the Convention 
on the Rights of Persons with Disabilities provide an important 
foundation, although they are not sufficient on their own to re-
duce inequalities (Gomez et al. 2024). The translation of rights 
into lived experiences requires not only policy and legislative 
developments, but also adequate supports, inclusive practices, 
appropriate measurement and evaluation tools to monitor im-
plementation and broader societal change (Gomez et  al.  2024; 
Parmenter  2024; Morán et  al.  2023). Within this context, the 
present findings illustrate how these broader processes are re-
flected in practice. Changes were observed among individuals 
aged 40–49 years over the past 12 years across health, healthcare 
utilisation and social inclusion. In general, the results suggest 
some improvements in terms of social inclusion and healthcare 
utilisation related to residential settings, which may be an impact 
of deinstitutionalisation and community living policy (Health 
Service Executive 2011). These trends may point to more posi-
tive experiences of daily life, including greater opportunities for 
participation, autonomy and access to support within the com-
munity. On the other hand, the prevalence of multimorbidity 
remained unchanged, highlighting the complexity of health out-
comes in this age group across physical, cognitive, psychological 
and behavioural domains. Regardless of setting and wave of data 
collected there is still a need to understand and better address the 
multimorbidity people with intellectual disabilities experience.

Additionally, the shift to more independent living environ-
ments may positively impact access to healthcare services, an 
area that requires further investigation. Conversely, such tran-
sitions leading to greater autonomy appear from the data to be 
associated with increased alcohol consumption and other less 
healthy behaviours, pointing to emerging lifestyle challenges. 
These patterns suggest a complex interplay of social, emotional, 
environmental and educational factors, all of which should be 
considered in future evaluations.

Funding

This work was supported by the Health Research Board Ireland (IDS-
TILDA-2021-001) and the Department of Children, Disability and 
Equality (DCDE).

Ethics Statement

IDS-TILDA received ethical approval from the Trinity College Dublin 
Faculty of Health Sciences Research Ethics Committee and from all 
participating disability service providers at both Waves 1 and 5.

Conflicts of Interest

The authors declare no conflicts of interest.

Data Availability Statement

The data that support the findings of this study are available on request 
from the corresponding author. The data are not publicly available due 
to privacy or ethical restrictions.

References

Alonso-Sardón, M., H. Iglesias-de-Sena, I. López, and J. Sáez. 2019. “Do 
Health and Social Support and Personal Autonomy Have an Influence 
on the Health-Related Quality of Life of Individuals With Intellectual 
Disability?” BMC Health Services Research 19, no. 1: 63. https://​doi.​org/​
10.​1186/​s1291​3-​018-​3856-​5.

Axmon, A., P. Björne, L. Nylander, and G. Ahlström. 2018. “Psychiatric 
Diagnoses in Older People With Intellectual Disability in Comparison 
With the General Population: A Register Study.” Epidemiology and 
Psychiatric Sciences 27, no. 5: 479–491. https://​doi.​org/​10.​1017/​S2045​
79601​7000051.

Bakkum, L., M. Jacobs, A. Van der Putten, C. Vlaskamp, and A. 
Waninge. 2021. “People With Intellectual Disabilities Living in Care 
Facilities Engaging in Virtual Social Contact: A Systematic Review of 
the Feasibility and Effects on Well-Being.” Journal of Applied Research 
in Intellectual Disabilities 35: 60–74. https://​doi.​org/​10.​1111/​jar.​12926​.

Bredewold, F., A. Haarsma, E. Tonkens, and M. Jager. 2020. “Convivial 
Encounters: Conditions for the Urban Social Inclusion of People With 
Intellectual and Psychiatric Disabilities.” Urban Studies 57, no. 10: 
2047–2063. https://​doi.​org/​10.​1177/​00420​98019​869838.

Caton, S., S. Hall, B. Collins, and V. Williams. 2022. “Online Social 
Connections and Internet Use Among People With Intellectual 
Disabilities in the United Kingdom During the COVID-19 Pandemic.” 
New Media & Society 26, no. 5: 2804–2828. https://​doi.​org/​10.​1177/​
14614​44822​1093762.

Cho, C., M. Kim, J. Choi, and Y. Lee. 2022. “Participation in Physical 
Activity Among People With Disabilities During the COVID-19 
Pandemic in South Korea.” Journal of Men's Health 18, no. 4: 98. https://​
doi.​org/​10.​31083/​j.​jomh1​804098.

Cihak, D. F., D. McMahon, C. C. Smith, R. Wright, and M. M. Gibbons. 
2015. “Teaching Individuals With Intellectual Disability to Email Across 
Multiple Device Platforms.” Research in Developmental Disabilities 36: 
645–656. https://​doi.​org/​10.​1016/j.​ridd.​2014.​10.​044.

Curry, O. S., L. A. Rowland, and C. J. Van Lissa. 2018. “Happy to Help? A 
Systematic Review and Meta-Analysis of the Effects of Performing Acts 
of Kindness on the Well-Being of the Actor.” Journal of Experimental 
Social Psychology 76: 320–329. https://​doi.​org/​10.​1016/j.​jesp.​2018.​02.​014.

Danker, J., I. Strnadová, M. Tso, J. Loblinzk, T. M. Cumming, and 
A. J. Martin. 2023. “It Will Open Your World Up: The Role of Mobile 
Technology in Promoting Social Inclusion Among Adults With 
Intellectual Disabilities.” British Journal of Learning Disabilities 51: 
135–147. https://​doi.​org/​10.​1111/​bld.​12500​.

Doyle, A., M. McCarron, P. McCallion, and M. O’Dwyer. 2020. 
“Predictors of Access to Healthcare Professionals for People With 
Intellectual Disability in Ireland.” Journal of Intellectual Disabilities 26, 
no. 1: 3–17. https://​doi.​org/​10.​1177/​17446​29520​937835.

Emerson, E., N. Fortune, G. Llewellyn, and R. Stancliffe. 2021. 
“Loneliness, Social Support, Social Isolation and Wellbeing Among 
Working Age Adults With and Without Disability: Cross-Sectional 
Study.” Disability and Health Journal 14, no. 1: 100965. https://​doi.​org/​
10.​1016/j.​dhjo.​2020.​100965.

Friedman, C., and M. C. Rizzolo. 2018. “Friendship, Quality of Life, and 
People With Intellectual and Developmental Disabilities.” Journal of 

 14683148, 2026, 3, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jar.70254 by T

rinity C
ollege D

ublin, W
iley O

nline L
ibrary on [05/06/2026]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1186/s12913-018-3856-5
https://doi.org/10.1186/s12913-018-3856-5
https://doi.org/10.1017/S2045796017000051
https://doi.org/10.1017/S2045796017000051
https://doi.org/10.1111/jar.12926
https://doi.org/10.1177/0042098019869838
https://doi.org/10.1177/14614448221093762
https://doi.org/10.1177/14614448221093762
https://doi.org/10.31083/j.jomh1804098
https://doi.org/10.31083/j.jomh1804098
https://doi.org/10.1016/j.ridd.2014.10.044
https://doi.org/10.1016/j.jesp.2018.02.014
https://doi.org/10.1111/bld.12500
https://doi.org/10.1177/1744629520937835
https://doi.org/10.1016/j.dhjo.2020.100965
https://doi.org/10.1016/j.dhjo.2020.100965


11 of 12Journal of Applied Research in Intellectual Disabilities, 2026

Developmental and Physical Disabilities 30, no. 1: 39–54. https://​doi.​org/​
10.​1007/​s1088​2-​017-​9576-​7.

Gee, G., J. O’Neill, K. McKenzie, and C. Wilson. 2020. “Alcohol Use 
by People With an Intellectual Disability in Aotearoa/New Zealand: 
The Protective Influence of Family and Social and Support Networks.” 
British Journal of Learning Disabilities 48, no. 3: 216–223. https://​doi.​
org/​10.​1111/​bld.​12326​.

Gilmore, L., and M. Cuskelly. 2014. “Vulnerability to Loneliness in 
People With Intellectual Disability: An Explanatory Model.” Journal of 
Policy and Practice in Intellectual Disabilities 11, no. 3: 192–199. Portico. 
https://​doi.​org/​10.​1111/​jppi.​12089​.

Gomez, L. E., M. L. Moran, P. Navas, et al. 2024. “Using the Quality of 
Life Framework to Operationalize and Assess the CRPD Articles and 
the Sustainable Development Goals.” Journal of Policy and Practice in 
Intellectual Disabilities 21, no. 1: e12470. https://​doi.​org/​10.​1111/​jppi.​1247.

Government of Ireland. 2015a. Assisted Decision-Making (Capacity) Act 
2015. Stationery Office.

Government of Ireland. 2015b. Comprehensive Employment Strategy for 
People With Disabilities. Stationery Office.

Government of Ireland. 2017. Make Work Pay for People With Disabilities. 
Government of Ireland.

Government of Ireland. 2024. Optional Protocol to the Convention on 
Persons With Disabilities to Come Into Force in Ireland on 30 November 
2024. https://​www.​gov.​ie/​en/​press​-​relea​se/​c887e​-​optio​nal-​proto​col-​
to-​the-​conve​ntion​-​on-​perso​ns-​with-​disab​iliti​es-​to-​come-​into-​force​-​in-​
irela​nd-​on-​30th-​novem​ber-​2024/​.

Gur, A., and R. Bina. 2022. “Facilitators of Sense of Belonging Among 
People With Intellectual and Developmental Disabilities: A Systematic 
Review.” Journal of Intellectual Disabilities 27, no. 2: 516–538. https://​
doi.​org/​10.​1177/​17446​29521​1068424.

Health Service Executive. 2011. Time to Move on From Congregated 
Settings—A Strategy for Community Inclusion: Report of the Working 
Group on Congregated Settings. Health Service Executive.

Health Service Executive. 2012. New Directions: Review of HSE Day 
Services and Implementation Plan 2012–2016. Health Service Executive.

Hirvikoski, T., M. Boman, M. Tideman, P. Lichtenstein, and A. Butwicka. 
2021. “Association of Intellectual Disability With All-Cause and Cause-
Specific Mortality in Sweden.” JAMA Network Open 4, no. 6: e2113014. 
https://​doi.​org/​10.​1001/​jaman​etwor​kopen.​2021.​13014​.

Kim, K. M., and C. E. Lee. 2020. “Internet Use Among Adults With 
Intellectual and Developmental Disabilities in South Korea.” Journal of 
Applied Research in Intellectual Disabilities 34, no. 3: 724–732. https://​
doi.​org/​10.​1111/​jar.​12843​.

Kim, K. M., and X. Qian. 2019. “I Feel Valued’: The Experience of Social 
Networking Site Engagement Among People With Intellectual and 
Developmental Disabilities in South Korea.” International Journal of 
Developmental Disabilities 67, no. 6: 412–421. https://​doi.​org/​10.​1080/​
20473​869.​2019.​1670007.

Landes, S. D., K. E. McDonald, J. M. Wilmoth, and E. Carter Grosso. 
2021. “Evidence of Continued Reduction in the Age-At-Death Disparity 
Between Adults With and Without Intellectual and/or Developmental 
Disabilities.” Journal of Applied Research in Intellectual Disabilities 34: 
916–920. https://​doi.​org/​10.​1111/​jar.​12840​.

Lombardi, M., H. Vandenbussche, C. Claes, R. L. Schalock, J. De Maeyer, 
and S. Vandevelde. 2019. “The Concept of Quality of Life as Framework 
for Implementing the UNCRPD.” Journal of Policy and Practice in 
Intellectual Disabilities 16: 180–190. https://​doi.​org/​10.​1111/​jppi.​12279​.

Maltais, J., D. Morin, and M. J. Tassé. 2020. “Healthcare Services 
Utilization Among People With Intellectual Disability and 
Comparison With the General Population.” Journal of Applied 
Research in Intellectual Disabilities 33, no. 3: 552–564. Portico. https://​
doi.​org/​10.​1111/​jar.​12698​.

Martin, A. J., I. Strnadová, J. Loblinzk, J. C. Danker, and T. M. 
Cumming. 2021. “The Role of Mobile Technology in Promoting Social 
Inclusion Among Adults With Intellectual Disabilities.” Journal of 
Applied Research in Intellectual Disabilities 34, no. 3: 840–851. https://​
doi.​org/​10.​1111/​jar.​12869​.

Mazza, M. G., A. Rossetti, G. Crespi, and M. Clerici. 2020. “Prevalence 
of Co-Occurring Psychiatric Disorders in Adults and Adolescents 
With Intellectual Disability: A Systematic Review and Meta-Analysis.” 
Journal of Applied Research in Intellectual Disabilities 33, no. 2: 126–138. 
https://​doi.​org/​10.​1111/​jar.​12654​.

McCarron, M., A. Allen, D. McCausland, et  al. 2021. “The Impact of 
COVID-19 on People Ageing With an Intellectual Disability in Ireland: 
Protocol for a Follow-Up Survey.” HRB Open Research 4, no. 95: 95. 
https://​doi.​org/​10.​12688/​​hrbop​enres.​13340.​2.

McCarron, M., R. Carroll, C. Kelly, and P. McCallion. 2015. “Mortality Rates 
in the General Irish Population Compared to Those With an Intellectual 
Disability From 2003 to 2012.” Journal of Applied Research in Intellectual 
Disabilities 28, no. 5: 406–413. https://​doi.​org/​10.​1111/​jar.​12194​.

McCarron, M., M. Haigh, G. Dann, and P. McCallion. 2023. 
“Longitudinal Dynamics in the Ageing of People With an Intellectual 
Disability.” In Evidence From the Intellectual Disability Supplement to 
the Irish Longitudinal Study on Ageing (IDS-TILDA), Wave 5. Trinity 
Centre for Ageing and Intellectual Disability, School of Nursing and 
Midwifery. https://​doi.​org/​10.​13140/​​RG.2.​2.​32404.​68487​.

McCarron, M., R. Lombard-Vance, E. Murphy, et  al. 2019. “Effect of 
Deinstitutionalisation on Quality of Life for Adults With Intellectual 
Disabilities: A Systematic Review.” BMJ Open 9, no. 4: e025735. https://​
doi.​org/​10.​1136/​bmjop​en-​2018-​025735.

McCarron, M., F. Sheerin, L. Roche, et al. 2018. Shaping the Future of 
Intellectual Disability Nursing in Ireland. Health Service Executive.

McCarron, M., J. Swinburne, E. Burke, et  al. 2011. Growing Older 
With an Intellectual Disability in Ireland 2011: First Results From the 
Intellectual Disability Supplement of the Irish Longitudinal Study on 
Ageing. Trinity College Dublin. https://​www.​tcd.​ie/​tcaid/​​assets/​pdf/​
idsti​ldare​port2​011.​pdf.

McCausland, D., A. Allen, M. Haigh, et al. 2021. Overcoming Adversity: 
The Continuing Impact of Covid-19 on People Ageing With an Intellectual 
Disability in Ireland. Trinity College Dublin. https://​idsti​lda.​tcd.​ie/​as-
sets/​docs/​covid​19rep​ort2.​pdf.

McCausland, D., A. Allen, P. McCallion, M. McCarron, and E. Burke. 
2022. “Use of Technology by Older Adults With an Intellectual Disability 
in Ireland to Support Health, Well-Being and Social Inclusion During 
the COVID-19 Pandemic.” British Journal of Learning Disabilities 51: 
175–190. https://​doi.​org/​10.​1111/​bld.​12514​.

Merrells, J., A. Buchanan, and R. Waters. 2019. “We Feel Left Out: 
Experiences of Social Inclusion From the Perspective of Young Adults 
With Intellectual Disability.” Journal of Intellectual & Developmental 
Disability 44, no. 1: 13–22. https://​doi.​org/​10.​3109/​13668​250.​2017.​1310822.

Mihaila, I., K. Hsieh, and K. Acharya. 2022. “Correlates of Social 
Participation of Adults With Intellectual and Developmental 
Disabilities.” Journal of Intellectual Disabilities 28, no. 1: 3–16. https://​
doi.​org/​10.​1177/​17446​29522​1130556.

Mittler, P. 2015. “UN Disability Convention and Millennium 
Development Goals.” Journal of Policy and Practice in Intellectual 
Disabilities 12: 79–89. https://​doi.​org/​10.​1111/​jppi.​12118​.

Morán, L., L. E. Gómez, M. Á. Verdugo, and R. L. Schalock. 2023. “The 
Quality of Life Supports Model as a Vehicle for Implementing Rights.” 
Behavioral Science 13: 365. https://​doi.​org/​10.​3390/​bs130​50365​.

Murphy, T., M. Turley, C. Byrne, N. Clancy, and H. Browne. 2020. The 
Experiences of Adults With Intellectual Disabilities in Ireland During the 
COVID-19 Crisis. Inclusion Ireland. https://​www.​inclu​sioni​reland.​ie/​
sites/​​defau​lt/​files/​​attach/​news-​item/​1880/​repor​t-​exper​ience​s-​adult​s-​
intel​lectu​al-​disab​iliti​es-​irela​nd-​durin​g-​covid​-​19-​crisis.​pdf.

 14683148, 2026, 3, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jar.70254 by T

rinity C
ollege D

ublin, W
iley O

nline L
ibrary on [05/06/2026]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1007/s10882-017-9576-7
https://doi.org/10.1007/s10882-017-9576-7
https://doi.org/10.1111/bld.12326
https://doi.org/10.1111/bld.12326
https://doi.org/10.1111/jppi.12089
https://doi.org/10.1111/jppi.1247
https://www.gov.ie/en/press-release/c887e-optional-protocol-to-the-convention-on-persons-with-disabilities-to-come-into-force-in-ireland-on-30th-november-2024/
https://www.gov.ie/en/press-release/c887e-optional-protocol-to-the-convention-on-persons-with-disabilities-to-come-into-force-in-ireland-on-30th-november-2024/
https://www.gov.ie/en/press-release/c887e-optional-protocol-to-the-convention-on-persons-with-disabilities-to-come-into-force-in-ireland-on-30th-november-2024/
https://doi.org/10.1177/17446295211068424
https://doi.org/10.1177/17446295211068424
https://doi.org/10.1001/jamanetworkopen.2021.13014
https://doi.org/10.1111/jar.12843
https://doi.org/10.1111/jar.12843
https://doi.org/10.1080/20473869.2019.1670007
https://doi.org/10.1080/20473869.2019.1670007
https://doi.org/10.1111/jar.12840
https://doi.org/10.1111/jppi.12279
https://doi.org/10.1111/jar.12698
https://doi.org/10.1111/jar.12698
https://doi.org/10.1111/jar.12869
https://doi.org/10.1111/jar.12869
https://doi.org/10.1111/jar.12654
https://doi.org/10.12688/hrbopenres.13340.2
https://doi.org/10.1111/jar.12194
https://doi.org/10.13140/RG.2.2.32404.68487
https://doi.org/10.1136/bmjopen-2018-025735
https://doi.org/10.1136/bmjopen-2018-025735
https://www.tcd.ie/tcaid/assets/pdf/idstildareport2011.pdf
https://www.tcd.ie/tcaid/assets/pdf/idstildareport2011.pdf
https://idstilda.tcd.ie/assets/docs/covid19report2.pdf
https://idstilda.tcd.ie/assets/docs/covid19report2.pdf
https://doi.org/10.1111/bld.12514
https://doi.org/10.3109/13668250.2017.1310822
https://doi.org/10.1177/17446295221130556
https://doi.org/10.1177/17446295221130556
https://doi.org/10.1111/jppi.12118
https://doi.org/10.3390/bs13050365
https://www.inclusionireland.ie/sites/default/files/attach/news-item/1880/report-experiences-adults-intellectual-disabilities-ireland-during-covid-19-crisis.pdf
https://www.inclusionireland.ie/sites/default/files/attach/news-item/1880/report-experiences-adults-intellectual-disabilities-ireland-during-covid-19-crisis.pdf
https://www.inclusionireland.ie/sites/default/files/attach/news-item/1880/report-experiences-adults-intellectual-disabilities-ireland-during-covid-19-crisis.pdf


12 of 12 Journal of Applied Research in Intellectual Disabilities, 2026

National Association of State Directors of Developmental Disabilities 
Services & Human Services Research Institute. 2019. The 2017–2018 
In-Person Survey National Report Part I: Data. https://​www.​natio​nalco​
reind​icato​rs.​org.

Orlandini, L., E. Patrizio, A. M. O’Halloran, et  al. 2024. “Social 
Vulnerability, Frailty and Self-Perceived Health: Findings From the 
Irish Longitudinal Study on Ageing (TILDA).” Journal of Frailty & 
Aging 13: 50–56. https://​doi.​org/​10.​14283/​​jfa.​2024.​1.

Påhlsson-Notini, A., K. Kosidou, C. Dalman, et al. 2024. “Substance 
Use-Related Problems in Mild Intellectual Disability: A Swedish 
Nationwide Population-Based Cohort Study With Sibling 
Comparison.” JCPP Advances 4, no. 2: e12225. https://​doi.​org/​10.​
1002/​jcv2.​12345​.

Parmenter, T. R. 2024. “Rights Are Necessary but Insufficient for the 
Achievement of the Full Inclusion of People With Intellectual and 
Developmental Disabilities.” Advances in Neurodevelopmental Disorders 
8: 97–107. https://​doi.​org/​10.​1007/​s4125​2-​023-​00351​-​4.

Perera, B., R. Laugharne, W. Henley, et al. 2020. “COVID-19 Deaths in 
People With Intellectual Disability in the UK and Ireland: Descriptive 
Study.” BJPsych Open 6, no. 6: e123. https://​doi.​org/​10.​1192/​bjo.​
2020.​102.

Robertson, J., E. Emerson, N. Gregory, et  al. 2001. “Social 
Networks of People With Mental Retardation in Residential 
Settings.” Mental Retardation 39, no. 3: 201–214. https://doi.
org/10.1352/0047-6765(2001)039<0201:SNOPWM>2.0.CO;2.

Robinson, S., M. Hill, K. R. Fisher, and A. Graham. 2018. “Belonging 
and Exclusion in the Lives of Young People With Intellectual Disability 
in Small Town Communities.” Journal of Intellectual Disabilities 24: 
50–68. https://​doi.​org/​10.​1177/​17446​29518​765830.

Ryan, J., P. McCallion, M. McCarron, R. Luus, and E. A. Burke. 2021. 
“Overweight/Obesity and Chronic Health Conditions in Older People 
With Intellectual Disability in Ireland.” Journal of Intellectual Disability 
Research 65: 1097–1109.

Salavert, J., A. Clarabuch, M. J. Fernández-Gómez, V. Barrau, M. P. 
Giráldez, and J. Borràs. 2018. “Substance Use Disorders in Patients 
With Intellectual Disability Admitted to Psychiatric Hospitalisation.” 
Journal of Intellectual Disability Research 62: 923–930. https://​doi.​org/​
10.​1111/​jir.​12514​.

Shield, K., A. Franklin, A. Wettlaufer, et al. 2025. “National, Regional, 
and Global Statistics on Alcohol Consumption and Associated Burden 
of Disease 2000–20: A Modelling Study and Comparative Risk 
Assessment.” Lancet Public Health 10: e751–e761.

Stokes, J. E., D. A. Waldron, and E. J. Stam. 2025. “Loneliness Among 
Adults Aging With Intellectual and Developmental Disabilities: The 
Importance of Living Situation.” Gerontologist 65, no. 4: gnaf031. 
https://​doi.​org/​10.​1093/​geront/​gnaf031.

Swerts, C., S. Vandevelde, J. E. L. VanDerNagel, W. Vanderplasschen, C. 
Claes, and J. De Maeyer. 2017. “Substance Use Among Individuals With 
Intellectual Disabilities Living Independently in Flanders.” Research in 
Developmental Disabilities 63: 107–117. https://​doi.​org/​10.​1016/j.​ridd.​
2016.​03.​019.

Tatlow-Golden, M., C. Linehan, S. O’Doherty, et  al. 2014. Living 
Arrangement Options for People With Intellectual Disability: A Scoping 
Review. School of Social Work and Social Policy, Trinity College Dublin.

Tyrer, F., R. Morriss, R. Kiani, S. K. Gangadharan, H. Kundaje, and M. 
J. Rutherford. 2022. “Health Needs and Their Relationship With Life 
Expectancy in People With and Without Intellectual Disabilities in 
England.” International Journal of Environmental Research and Public 
Health 19, no. 11: 6602. https://​doi.​org/​10.​3390/​ijerp​h1911​6602.

United Nations. 2006. Convention on the Rights of Persons With 
Disabilities. Treaty Series, 2515, 3. Https://​www.​un.​org/​devel​opment/​
desa/​disab​iliti​es/​conve​ntion​-​on-​the-​right​s-​of-​perso​ns-​with-​disab​iliti​es/​
artic​le-​9-​acces​sibil​ity.​html.

Van Schrojenstein Lantman-De Valk, H. M., J. F. Metsemakers, M. J. 
Haveman, and H. F. Crebolder. 2000. “Health Problems in People With 
Intellectual Disability in General Practice: A Comparative Study.” 
Family Practice 17, no. 5: 405–407. https://​doi.​org/​10.​1093/​fampra/​
17.5.​405.

Verdonschot, M. M. L., L. P. De Witte, E. Reichrath, W. H. E. Buntinx, 
and L. M. G. Curfs. 2009. “Community Participation of People With 
an Intellectual Disability: A Review of Empirical Findings.” Journal 
of Intellectual Disability Research 53, no. 4: 303–318. https://​doi.​org/​10.​
1111/j.​1365-​2788.​2008.​01144.​x.

Wang, Z., A. Sommerlad, A. Hassiotis, M. Richards, and G. Livingston. 
2024. “Mid-Life Social Participation in People With Intellectual 
Disability: The 1958 British Birth Cohort Study.” PLoS One 19, no. 5: 
e0302411. https://​doi.​org/​10.​1371/​journ​al.​pone.​0302411.

White, P., and R. Forrester-Jones. 2019. “Valuing E-Inclusion: Social 
Media and the Social Networks of Adolescents With Intellectual 
Disability.” Journal of Intellectual Disabilities 24, no. 3: 1–17. https://​doi.​
org/​10.​1177/​17446​29518​821240.

Whittle, E. L., K. R. Fisher, S. Reppermund, R. Lenroot, and J. Trollor. 
2018. “Barriers and Enablers to Accessing Mental Health Services for 
People With Intellectual Disability: A Scoping Review.” Journal of 
Mental Health Research in Intellectual Disabilities 11, no. 1: 69–102. 
https://​doi.​org/​10.​1080/​19315​864.​2017.​1408724.

Woodman, A. C., M. R. Mailick, K. A. Anderson, and A. J. Esbensen. 
2014. “Residential Transitions Among Adults With Intellectual 
Disability Across 20 Years.” American Journal on Intellectual and 
Developmental Disabilities 119, no. 6: 496–515. https://​doi.​org/​10.​1352/​
1944-​7558-​119.6.​496.

Wormald, A. D., P. McCallion, and M. McCarron. 2019. “The Antecedents 
of Loneliness in Older People With an Intellectual Disability.” Research 
in Developmental Disabilities 85: 116–130. https://​doi.​org/​10.​1016/j.​ridd.​
2018.​11.​009.

Supporting Information

Additional supporting information can be found online in the 
Supporting Information section. Figure S1: CHAID Decision tree 
for contact with family. Figure S2: CHAID Decision tree for contact 
with friends. Figure S3: CHAID Decision tree for help received in the 
last 2 years. Figure S4: CHAID Decision tree for help given in the last 
2 years. Figure S5: CHAID Decision tree for regular community activ-
ities. Figure S6: CHAID Decision tree for use of internet and/or email. 
Figure S7: CHAID Decision tree for mobile phone ownership. Figure 
S8: CHAID Decision tree for alcohol consumption. Figure S9: CHAID 
Decision tree for smoking. Figure S10: CHAID Decision tree for being 
on a special diet. Figure S11: CHAID Decision tree for moderate exer-
cise. Figure S12: CHAID Decision tree for mild exercise. Figure S13: 
CHAID Decision tree for self/proxy-rated health. Figure S14: CHAID 
Decision tree for multimorbidity. Figure S15: CHAID Decision tree 
for self/proxy-rated mental health. Figure S16: CHAID Decision tree 
for loneliness. Figure S17: CHAID Decision tree for GP visits in the 
last year. Figure S18: CHAID Decision tree for receiving occupational 
therapy services in the last year. Figure S19: CHAID Decision tree for 
receiving physiotherapy services in the last year. Figure S20: CHAID 
Decision tree for receiving social work services in the last year. Figure 
S21: CHAID Decision tree for receiving chiropody services in the last 
year. Figure S22: CHAID Decision tree for receiving psychological/
counselling services in the last year. Figure S23: CHAID Decision tree 
for receiving optician services in the last year. Figure S24: CHAID 
Decision tree for receiving home help services in the last year. Figure 
S25: CHAID Decision tree for receiving dental services in the last year. 
Figure S26: CHAID Decision tree for receiving dietician services in 
the last year. Figure S27: CHAID Decision tree for receiving hearing 
services in the last year. Figure S28: CHAID Decision tree for receiv-
ing neurological services in the last year. Figure S29: CHAID Decision 
tree for receiving dermatological services in the last year. Figure S30: 
CHAID Decision tree for having medical insurance. 

 14683148, 2026, 3, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jar.70254 by T

rinity C
ollege D

ublin, W
iley O

nline L
ibrary on [05/06/2026]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://www.nationalcoreindicators.org
https://www.nationalcoreindicators.org
https://doi.org/10.14283/jfa.2024.1
https://doi.org/10.1002/jcv2.12345
https://doi.org/10.1002/jcv2.12345
https://doi.org/10.1007/s41252-023-00351-4
https://doi.org/10.1192/bjo.2020.102
https://doi.org/10.1192/bjo.2020.102
https://doi.org/10.1352/0047-6765(2001)039<0201:SNOPWM>2.0.CO;2
https://doi.org/10.1352/0047-6765(2001)039<0201:SNOPWM>2.0.CO;2
https://doi.org/10.1177/1744629518765830
https://doi.org/10.1111/jir.12514
https://doi.org/10.1111/jir.12514
https://doi.org/10.1093/geront/gnaf031
https://doi.org/10.1016/j.ridd.2016.03.019
https://doi.org/10.1016/j.ridd.2016.03.019
https://doi.org/10.3390/ijerph19116602
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-9-accessibility.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-9-accessibility.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-9-accessibility.html
https://doi.org/10.1093/fampra/17.5.405
https://doi.org/10.1093/fampra/17.5.405
https://doi.org/10.1111/j.1365-2788.2008.01144.x
https://doi.org/10.1111/j.1365-2788.2008.01144.x
https://doi.org/10.1371/journal.pone.0302411
https://doi.org/10.1177/1744629518821240
https://doi.org/10.1177/1744629518821240
https://doi.org/10.1080/19315864.2017.1408724
https://doi.org/10.1352/1944-7558-119.6.496
https://doi.org/10.1352/1944-7558-119.6.496
https://doi.org/10.1016/j.ridd.2018.11.009
https://doi.org/10.1016/j.ridd.2018.11.009

	Intergenerational Change in Health, Well-Being and Social Inclusion for Two Groups of Adults With Intellectual Disability Aged 40–49: Findings From a National Longitudinal Study
	ABSTRACT
	Summary
	1   |   Introduction
	1.1   |   Health and Mortality
	1.2   |   Mental Health and Wellbeing
	1.3   |   Social Inclusion and Community Participation

	2   |   Method
	2.1   |   Population and Sample
	2.2   |   Measures
	2.3   |   Analysis

	3   |   Results
	3.1   |   Changes in Social Inclusion and Community Participation
	3.2   |   Changes in Behavioural Health
	3.3   |   Changes in Physical Health
	3.4   |   Changes in Psychological and Cognitive Health
	3.5   |   Changes in Healthcare Utilisation

	4   |   Discussion
	Funding
	Ethics Statement
	Conflicts of Interest
	Data Availability Statement
	References


