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ABSTRACT
Background The population of ageing people with mild and moderate
intellectual disabilities (ID) is growing rapidly. This study examines how
personal resources (physical health, mental health and social networks) impact
the well-being of ageing people with ID.
Methods Longitudinal survey data on 667 people with a mild or moderate ID
were acquired via interviews in 2006 and 2010. Indicators of personal resources
(physical health, mental health and social networks) were assessed, as were
indicators of well-being (satisfaction with life, happiness and loneliness).
Additionally, data on background characteristics and autonomy were gathered.
Results The results show that age is positively related to decreased mobility
and auditory disabilities and negatively related to independent living, autonomy
in how one spends one's leisure time and autonomy in decision-making.
Longitudinal analyses demonstrated that, with the exception of health that
deteriorated, and social satisfaction that improved, almost all variables remained
stable over the 4-year period. Further, good physical health in 2006 predicted
happiness in 2010.
Conclusion Despite the fact that age is associated with poorer physical and
mental health and a smaller social network, this study showed that older people
with ID have relatively high levels of well-being. Findings are discussed in the
light of coping with ageing and impact of life events.
INTRODUCTION

Participation in community activities contributes to well-being (Losier et al. 1993).
Unfortunately, people with intellectual disabilities (ID) participate less in community
activities than people without disabilities (De Klerk 2002; Dusseljee et al. 2011).
This may be due to a lack of resources such as health, cognitive skills, certain
personality characteristics, characteristics of the physical and social environment,
and finances (Diener & Fujita 1995). In this study, we focus on personal resources,
namely physical health, mental health and social networks, and their impact on wellbeing. This is especially important in ageing people with ID for two reasons. First,
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people with ID tend to, in general, have poorer physical and mental health, and
smaller social networks, and are therefore less able to use these resources to gain
well-being than the general population (Ormel et al. 1996). Second, regardless of the
population, physical and mental health problems are known to increase and social
network size to decrease with age (Zantinge et al. 2011). In this article, we consider
people with ID aged 50 and older to be ‘older’ or ‘ageing’ as research has shown that
people with ID at 50 years of age are comparably vulnerable to people aged 65 in the
general population (Evenhuis 2011).
The aim of the study reported here was to, in a sample of people with ID, first,
replicate findings that have shown an association between ageing and physical
health, mental health and social network size and, second, investigate the relationship
between these personal resources and well-being of ageing people with ID. In the
following paragraph we will discuss current knowledge on physical and mental
health, as well as social networks of ageing people with ID.
Physical health, mental health and social networks
Nowadays, people with ID experience an increased life expectancy similar to the
general population, as a result of improved living conditions and a better medical
care (Thorpe et al. 2001). Studies on the mortality of people with ID show that
cardiovascular, respiratory diseases and cancer are the most common causes of death,
which is comparable to the general population (Janicki et al. 1999). What differs is
the fact that people with ID are considerably more likely to experience several health
problems across their lifespan (van Schrojenstein Lantman-de Valk et al. 2000;
Cardol et al. 2012). Also, people with ID have been found to show characteristics of
premature ageing (Carmeli et al. 2005). In fact, physical health problems such as
osteoporosis, thyroid disorders, non-ischemic heart diseases, epilepsy and diseases of
the skin are increasingly present in people with ID around middle age (Bittles et al.
2002; Jansen et al. 2004). Hearing and visual impairments also show a sharp increase
after age 50 (Evenhuis et al. 2001).
In addition to physical health problems, people with ID also experience mental health
issues. Psychopathology is prominent in people with ID (Thorpe et al. 2001; Kearney
& Healy 2011) and a number of studies have demonstrated that psychopathology
increases with age (Thorpe et al. 2001; Carmeli et al. 2005). In general, the focus has
been on dementia and this is not surprising given its relevance among ageing people
in general and ageing people with ID in particular (McCallion & McCarron 2004). In
fact, previous research has shown that dementia not only occurs more often in people
with ID but that it also tends to occur at a younger age than in the general population
(McCarron & Lawlor 2003).
Further, the social networks of people with ID have been reported to be restricted and
to primarily consist of family members, health care staff and other people with ID
(Forrester-Jones et al. 2006; Dusseljee et al. 2011). The social networks of people
with ID may also include neighbours for those living in communities and not in
facilities (van Alphen et al. 2009). However, research has shown that living in a
community and having neighbours does not guarantee contact to neighbours (van
Alphen et al. 2009; Dijker et al. 2011). Generally, parents assume the most
prominent role in the social networks of people with ID but as people with ID age, so
do their parents and their chronic illnesses and eventual death can result in a
significant loss of social support to people with ID (Bigby 1997). Ageing people with
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ID are thus likely to have too few social relationships and may therefore suffer from
loneliness (Duvdevany & Arar 2004).
The present study
Taking a closer look at the personal resources of ageing people with ID, namely their
physical and mental health and their social networks, is imperative, especially given
the likelihood that these resources are often limited to start with and tend to decrease
with age. Consequently, this study set out to investigate the following research
questions: (1) is age related to the physical and mental health, and the social network
size, of people with ID as has been documented in previous research? (2) how stable
over time are the personal resources older people with ID have at their disposal? and
(3) in people with ID aged 50 and older, which personal resources are associated
with well-being 4 years later?
Our hypotheses are as follows: (1) advanced age will be related to decreased physical
and mental health and a smaller social network; (2) personal resources of older
people with ID will decrease over the 4-year period; and (3) decreased physical and
mental health and a smaller social network will be negatively related to well-being in
people with ID aged 50 and older.
METHOD

Participants
The present cohort study is part of a national prospective panel study called ‘Panel
Living Together’, which started in 2006 in the Netherlands. To recruit participants,
the total population of institutions (n = 167) that provided living arrangements for
people with ID in the Netherlands at that time were contacted in writing, of which 55
actually assisted. Also, a random sample of general practitioners (GP; n = 89)
identified people with ID by means of a checklist developed by Van Schrojenstein
Lantman-de Valk et al. (2004) in order to reach people with ID that do not use
services for people with ID. Inclusion criteria for this study were a diagnosis of a
mild or moderate ID as defined by the American Association on Intellectual and
Developmental Disabilities (Schalock et al. 2010), participants had to be older than
15 years of age and were expected to live for at least another 6 months according to
the caregiver involved. People with ID that were identified by a facility or GP and
that met the inclusion criteria were sent an information package containing a letter
with pictograms and a CD with information concerning the ‘Panel Living Together’
in the form of a dialogue. Potential participants or their representatives (in the event
that participants were younger than 18 or unable to understand the study's purpose)
were asked to sign and return an informed consent. In 2010, institutions and GPs
were contacted a second time to obtain new panel members and to compensate for
earlier dropouts, which resulted in 109 new members. These acquisition procedures
yielded a total of 667 people (369 men and 298 women) with a mild or moderate ID
or representatives of people with ID.
Procedure
In this study, we used data collected via oral interviews with the panel members with
ID in the autumn of 2006 and the autumn of 2010. In order to make the interviews as
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uniform as possible, interviewers received oral instructions as well as a training on
how to communicate with people with ID. The interviews were conducted in the
participants' homes or residential facilities. The interviews lasted a maximum of an
hour. A total of 45% of the participants were interviewed in the presence of a third
person. For a more detailed description of the participants and procedure, see Cardol
et al. (2006).
Measurements
People with ID deal best with particular questions in oral interviews (Finlay & Lyons
2001; Lloyd et al. 2006). As such, and taking into consideration participants' ability
to communicate and verbalise their situation, most questions were measured
dichotomously.
Personal resources
Perceived physical and mental health was measured with three dichotomous items:
(1) physical health: do you feel healthy? (yes/no); (2) mobility: can you walk 400 m
at once (one time around a soccer field) without standing still (if necessary with a
walker)? (yes/no); and (3) presence of disabilities (indicating which are present and
number): which of the following health problems are present? (none, visual
impairments, auditory impairments, motor/physiological problems, communication
deficits, autism, behavioural problems, psychiatric problems, addiction, dementia,
epilepsy) (yes/no).
Social networks were measured with three dichotomous items: (1) social satisfaction:
are you talking to and meeting enough people? (yes/no); (2) partner: do you have a
partner/a steady boyfriend or girlfriend? (yes/no), (2.1) partner with ID: does your
partner have ID? (yes/no); and (3) children: do you have children? (yes/no), (3.1) if
so, how many children do you have? (number).
Autonomy was considered an additional contributor to well-being. Therefore,
perceived autonomy was measured with two ordinal variables: (1) can you decide
how to spend your free time? (often/sometimes/rarely to never); and (2) can you
make your own choices? (often/sometimes/rarely to never).
Outcome measures
Indicators of well-being were assessed by three dichotomous items: (1) satisfaction
with life (cognitive component): are you satisfied with your life? (yes/no); (2)
happiness (affective component, measured only in 2010): do you feel happy most of
the time? (yes/no); and (3) loneliness (social component): do you sometimes feel
lonely? (yes/no).
Background variables
Information regarding gender, age, severity of the ID (mild or moderate),
accommodation type (in the community or in an institutional setting) and additional
mental or physical health conditions were provided by GPs or care providers.
Analyses
In our cross-sectional analyses whereby we investigated if age is related to physical
and mental health and social networks, we used t-tests for dichotomous variables,
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ANOVA for ordinal variables and Pearson correlations for interval variables. In our
longitudinal analyses, we selected participants aged 50 years and older and compared
the data acquired in 2006 with the data acquired in 2010 using the McNemar test to
examine variable stability over time and the χ2-test to examine associations between
variables in 2006 and 2010. We considered significance not only at the customary
level of α = 0.05 but also at a more conservative level (α = 0.01) because conducting
a large number of statistical tests increases the likelihood of type 1 errors.
In order to alleviate problems associated with null hypothesis testing (e.g. Cohen
1990; Kirk 2007), we computed effect sizes for all associations, and because of the
large number of analyses we report, we report primarily these effect sizes and the
significance levels, including the statistics and degrees of freedom in Appendix 1.
We obtained effect sizes by computing odds ratios for associations between two
dichotomous variables, Cramèr's V for associations between a dichotomous and an
interval variable, η2 for associations of an ordinal and an interval variable, and
Cohen's d for associations between a dichotomous and an interval variable. In
addition to the quantitative effect sizes, we used qualitative labels (Cohen 1988;
Rosenthal 1996) to facilitate interpretation of the large number of outcomes (see
Table 1). We considered associations to be relevant when they were: (a) significant
at the α = 0.05 level with at least a medium effect size; or (b) significant at the
α = 0.01 level with at least a small effect size. Associations that just failed to meet
these criteria were considered marginally relevant. Note that it is necessary to
evaluate P-value and effect size simultaneously, as they are not deterministically
dependent; a given P-value is a function of both an effect size and a sample size.
[TABLE 1]
RESULTS

The absolute and relative frequencies of the dichotomous variables that were
measured in 2006 and 2010 are shown in Table 2. The mean age of the entire sample
(n = 667) was 47 years. Among participants aged 50 and older (n = 284, 43%), the
mean age was 61 years. Roughly half of the participants were male [n = 369 (55%)
of the total sample and n = 145 (51%) of the subsample]. Both in the total sample
and in the subsample of older people with ID, 61% had a mild ID (n = 407) and 39%
had a moderate ID (n = 260). In terms of autonomy in how one spends one's leisure
time (derived from the 2010 data), 11 participants (2%) indicated rarely being able to
decide how to spend their leisure time, 66 participants (14%) indicated sometimes
and 393 participants (84%) said they were often able to decide how to spend their
leisure time. With respect to autonomy in decision-making, 29 participants (6%) said
they rarely make their own choices, 92 participants (19%) sometimes make their own
choices and 360 participants (75%) often make their own choices. The descriptive
statistics for the continuous variables (age, number of children and number of
disabilities) are shown in Table 3.
[TABLE 2- 3]

Cross-sectional analyses
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The outcomes of the cross-sectional analyses are shown in Table 4. In these analyses,
age was related to decreased mobility and more auditory disabilities (medium effect
sizes). Age was also negatively associated with independent living, autonomy in how
one spends one's leisure time and autonomy in decision-making (small effect sizes).
In terms of marginally relevant associations, we found age to be associated with
poorer physical health, more visual impairment and more psychiatric problems. At
the same time, age was also related to greater social satisfaction, more satisfaction
with life and less loneliness, in addition to a lower frequency of autism and fewer
communication deficits.
[TABLE 4]

Longitudinal analysis
The outcomes of the longitudinal analyses are shown in Table 5. McNemar tests,
which assessed the null hypothesis that relative frequencies do not change over time,
showed that only physical health and social satisfaction changed between 2006 and
2010. The proportion of participants reporting good physical health decreased from
87% to 83% between 2006 and 2010, while the proportion of participants reporting
relatively high levels of social satisfaction increased from 72% to 86%. As for
predictors of well-being in 2010, expressed positively as satisfaction with life and
happiness and negatively as loneliness (research question 3), we found no relevant
associations between any of the variables measured in 2006 and satisfaction with life
or loneliness in 2010, but we did find a marginally relevant association indicating
that participants reporting better physical health in 2006 were less lonely in 2010.
What we did find was that participants reporting better physical health in 2006 were
also happier in 2010.
[TABLE 5]
DISCUSSION

The present study investigated, in people with a mild or moderate ID, how personal
resources in the form of physical and mental health as well as social network size are
related to well-being expressed positively as satisfaction with life and happiness and
negatively as loneliness. The results showed that in 2010, age was negatively related
to independent living, autonomy in deciding how to spend one's leisure time and
autonomy in decision-making. This clearly indicates that older people with ID tend
to have less autonomy than younger people with ID. Moreover, we found ageing to
be associated with less mobility and more auditory disabilities, which is in line with
previous research (van Schrojenstein Lantman-de Valk et al. 2000). We also found
marginally relevant associations between age, on the one hand, and poorer physical
health, more visual impairment and more psychiatric disabilities, on the other.
Additionally, communication deficits and autism appeared to be more frequently
related to younger age.
At the same time, we found age to be related to more satisfaction with life, greater
satisfaction with the social contacts one has and less loneliness. This was unexpected
and not in line with our hypothesis but these results are in line with previous research
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on ageing among the general population (Smith et al. 2002; Zantinge et al. 2011). For
example, Smith et al. (2002) showed that, despite poorer health, older people
maintain a relatively stable psychological quality of life. One possible explanation is
that this is due to changes in older people's needs and expectations about, for
example, the number of friends they have (Zantinge et al. 2011). Another explanation
is provided by Frieswijk et al. (2004) who suggested that ageing people adjust the
criteria by which they determine if they are satisfied with their lives by using
downward social comparisons. Furthermore, although age was related to less
autonomy, this appeared to not affect satisfaction with life, happiness or loneliness.
Future research should investigate the concept of autonomy in the lives of ageing
people with ID in greater detail.
The longitudinal investigation of the data further revealed that most physical and
mental health indicators, as well as indicators of well-being, remained stable over the
4-year period. Exceptions were that perceived health decreased over the 4-year
period while satisfaction with social contacts increased. Poorer perceived health of
participants aged 50 over the 4-year period was not unexpected and may indicate that
physical vulnerability becomes increasingly visible from 50 years of age on, as
suggested by Evenhuis (2011). Increases in social satisfaction may again be the result
of changing expectations and needs as previously posited by Zantinge et al. (2011).
Another potential explanation is that older people with ID cope better than their
younger counterparts. Unfortunately, we did not collect data on coping strategies
employed by people with ID but do recommend that future research explore coping
strategies.
We also found that indicators of personal resources (physical health, mental health,
social network size) were hardly predictive of well-being 4 years later. The only
associations found were that older participants who perceived themselves to be
relatively healthy in 2006 were also happier in 2010 and that perceived health in
2006 may also be predictive of less loneliness in 2010 but this finding was only
marginally relevant. One explanation for the fact that few variables measured in 2006
predicted well-being in 2010 can be found in the work of Finlay & Lyons (2001)
who contend that questions that require one to imagine time are difficult for people
with ID. The lack of prediction demonstrated in our study may therefore be because
participants' answers to the questions reflected what they felt at that moment rather
than a stable state. It is also possible that variables other than the ones we measured
are predictive of well-being in older people with ID. For example, family support
may be an important contributor to well-being (Forrester-Jones et al. 2006).
Unfortunately, we did not collect data about the presence or absence of parents in the
lives of the participants or which coping strategies participants use. Likewise, other
important life events (e.g. relocation, development of a chronic disease), could have
been additionally related to the well-being of ageing people with ID.
Strengths and limitations
Our study has a number of strengths, the first of which is the longitudinal nature of
the study. This is particularly important given that current need to monitor the
development of the rapidly growing population of ageing people with ID (McCallion
& McCarron 2004). Second, this study comprised a large sample (n = 667) from 55
institutions and 89 GPs. Unfortunately, there are no concrete information about why
some institutions and GPs were not willing to help recruit participants for the panel.

This is a NIVEL certified Post Print, more info at http://www.nivel.eu

Lehmann, B.A., Bos, A.E.R., Rijken, M., Cardol, M., Peters, G.J.Y., Kok, G., Curfs, L.M.G. Ageing
with an intellectual disability: the impact of personal resources on well-being. Journal of
Intellectual Disability Research: 2013, 57(11), 1068-1078

Therefore, an unintended selection bias cannot be ruled out. Third, the data were
gathered nationwide rather than in one location. Fourth, this study is one of very few
panel studies to explore the physical and mental health, social networks and wellbeing in such a large sample of people with ID.
In addition to the strengths, this study also has some limitations. First, most of the
items were dichotomous as asking people with ID to answer questions is not always
easy. Many people with ID have difficulties conveying feelings and situations, and
imagining time (Lloyd et al. 2006). Nonetheless, there is a need for standardised
measures and this poses a considerable challenge to researchers. Second, some
associations were barely significant and had weak effect sizes and should therefore
be interpreted with caution. These marginally significant results, however, provide
clear guidelines for future research. In addition, our large sample size gives us
sufficient power to conclude with considerable confidence that non-significant
associations indeed do not exist. Future research should aim to replicate these
findings. Lastly, it is possible that 4 years is not long enough to find significant
changes in the well-being of people with ID. Therefore, a follow-up study later in
time could reveal important changes, especially in older participants.
Implications for future research
Given that few variables measured in 2006 predicted well-being in 2010, we
recommend that future research include other potentially relevant variables such as
the family composition of ageing people with ID and life events that may impact
well-being (e.g. relocation, the development of chronic disease). Furthermore, we
suggest that future research includes questions on the coping strategies people with
ID employ in dealing with increasing age. Finally, we recommend comparing ageing
people with ID across countries as the health care system may play a role in the wellbeing of ageing people with ID. For example, the quality of care provided may
explain why well-being stays remained despite decreases in physical and mental
health.
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TABLES

Table 1: Qualitative effect size labels used to identify relevant associations.
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