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Abstract
Background: The Swedish disability policy has an ambition that people with disabilities should have the possibility to live like
everyone else in the community. A study in 2001 described living conditions of people with ID born 1959–1974 in Uppsala County
as compared to the general population in the same age group. The results showed differences between the two groups, particularly
regarding employment, finances, and social life.
Specific Aims: The aim of the present study were to explore changes in living conditions of a group of people with ID in a 16-year
perspective and to compare the outcomes with changes in living conditions of the general population in corresponding age groups.
Methods: Information on the living conditions of people with ID for 40 persons who participated in the study 2001 was obtained
through proxy reports at 2001 and 2017. National welfare statistics were used to obtain data on the general population. The study
focus objective living conditions selected by people with ID including housing, occupation, finances, recreational and cultural activ-
ities, family and social relations, society participation, and personal safety.
Findings: The results showed clear differences in living conditions to the disadvantage of the sample of people with ID. However,
no differences related to gender and level of functional limitations were identified within the study group.
Discussion: Even if the study sample is small, the study makes an important contribution to the body of existing literature because
knowledge is insufficient on changes over time regarding the living conditions of people with ID in community-based residences.
Such knowledge is necessary to identify patterns of equality and inequality and illustrate to what extent people with ID share wel-
fare benefits over time.
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Background

The Swedish disability policy (Ministry of Health and Social
Affairs, 2000) has a civic perspective, which implies an ambition
that people with intellectul disabilities (ID) should have the possi-
bility to live like everyone else in the community. The reference
point used is the United Nations’ Convention on the Rights of
Persons with Disabilities (United Nations, 2006). The dismantling
of institutions for people with ID, which was completed in the
early 2000s, aimed at promoting equality in living conditions and
full participation in community life. A number of studies, both
in Sweden and internationally, have documented different
aspects of the transfer from segregated institutions to
community-based residences (Chowdhury & Benson, 2011;
Ericsson, 2002; Mansell, 2006). Typically, changes are reported
in terms of positive outcomes on the individual’s quality of
life, such as increased material well-being, increased opportu-
nities for choice, more leisure activities, and increased social

interactions (Chowdhury & Benson, 2011; Sheerin, Griffiths,
de Vries, & Keenan, 2015). However, negative outcomes of
community based residences have also been identified, includ-
ing risks for social isolation and limited social inclusion in
community life (Chowdhury & Benson, 2011; Ericsson, 2002;
Sheerin et al., 2015), vulnerability for sexual abuse
(Cooper, 2002), and inadequate healthcare (Gustavsson, Umb-
Carlsson, & Sonnander, 2005). In addition, service and sup-
port may be dependent on the choice of political priorities and
financial situation, and tailored to meet general needs consid-
ered to be shared by all people with ID rather than individu-
ally tailored (Lindqvist, 2017; Umb-Carlsson, 2008).

Since 1975, Statistics Sweden (SCB) has conducted annual
surveys regarding the living conditions of the Swedish population
(https://www.scb.se/en/finding-statistics/statistics-by-subject-area/
living-conditions/living-conditions/living-conditions-surveys-
ulfsilc/#_Moreinformation). The aim is to compare the living
conditions in different sociodemographic groups over time
and to reveal social problems. However, it is not permissible
to identify people with ID. Therefore, special studies are nec-
essary to gain knowledge about this group.

It was against this background that a study in 2001 com-
pared the living conditions of a population of people with ID
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born in 1959–1974 in a Swedish County with those of the gen-
eral population in the same age group (Umb-Carlsson &
Sonnander, 2005). The comparison comprised 10 domains: edu-
cation, housing, employment and daily activities, finances,
transportation, recreation and culture, family and social rela-
tions, personal safety, community participation, and a general
domain including items regarding influence, well-being and
happiness. The results showed differences between the two
groups, particularly regarding employment, finances, and social
life. In contrast, few differences were identified in people with
ID despite various age and functional limitations (Umb-
Carlsson & Sonnander, 2005).

Similar results were reported by The National Board of
Health and Welfare (2010a) in a comparison of the living condi-
tions of adults with functional impairments who received ser-
vice and support under the Swedish Social Services Act (SOL
2001:453), and the Swedish Act concerning Support and Service
for Persons with Certain Functional Impairments (LSS
1993:387) and those of the general population. Information was
obtained through registry data from 2007 and questionnaire
data from 2009 and comprised 57,500 adults aged 20–64 years.
Adults with functional impairments had worse living conditions
regarding education, employment, finances and leisure activities,
but there was no difference as regards housing standards. More-
over, the family picture differed in terms of fewer being married
and having children. Internationally, the picture is similar and it
is shown that self-reported disability and subjective well-being is
associated with and influenced by access to personal, economic,
material, social, and community resources (Emerson, Llewellyn,
Honey, & Kariuki, 2012).

Longitudinal studies of the living conditions of people with
ID in community-based settings are rare and insufficiently
documented in the published research. It is equally important to
seek continuous knowledge of different vulnerable groups, such
as people with ID, as it is to explore the living conditions for the
entire population over time (cf. van Loon et al., 2013). A com-
parison between people with ID and the general population
may reveal similarities and differences that are important to
identify from an equality and diversity perspective. Knowledge
on the gaps between citizens is necessary to improve opportuni-
ties for people with ID to exercise citizenship. To add to this
body of knowledge, the objectives of the present study were two-
fold: to explore changes in living conditions of a group of people
with ID in a 16-year perspective and to compare the outcomes
with changes in living conditions of the general population in
corresponding age groups.

Methods

The Sample of People with ID

The sample of people with ID consisted of people who par-
ticipated in the 2001 study of living conditions (N = 110). They
were born in 1959–1974 in Uppsala County, Sweden, assessed
as having ID and registered at the former Board for Provisions
and Services to the Mentally Retarded in 1974.

The population register at the Tax Office was used to locate
these persons in 2017. It turned out that 12 persons, 4 women

and 8 men, were deceased. At death, they were between 36 and
56 years (M 46.7 years, SD 5.6). In 2001, proxies assessed that
half of those had mild/moderate functional limitations and half
had severe functional limitations.

The remaining 98 persons were invited by letter (including
an easy-to-read version) to the 2017 follow-up. Of these, 40 per-
sons provided informed consent either personally or through a
trustee, and constituted the study group. Because participation
was voluntary, the reason why people declined participation was
not specified. Analysis showed no significant differences
between participants (n = 40) and nonparticipants (n = 58)
regarding gender, year of birth, and level of functional limita-
tions assessed by proxies in 2001.

The study was conducted in accordance with national ethi-
cal guidelines and ethics codes set forth by the Swedish Research
Council (http://www.codex.vr.se/en/index.shtml). The Regional
Ethical Review Board of Uppsala (Dnr 2017/224) approved the
study.

Measures and Procedure

Information on the living conditions of the study group was
obtained through proxy questionnaire reports at 2001 (baseline)
and 2017 (follow-up). For the baseline, information from the
2001 study was used (Umb-Carlsson & Sonnander, 2005). For
the follow-up, a questionnaire was compiled on the basis of the
93 items used in 2001. In order to capture issues relevant to the
target group in 2017, adults with ID in two municipalities, in
eastern and south-eastern Sweden, were invited to group discus-
sions in a study circle format. Professionals in daily activities for
adults with ID provided information about the purpose of the
discussions and the study and asked for informed consent. The
criteria for participation were to be able to communicate ver-
bally and participate in group discussions about living condi-
tions. When 12 persons had reported their interest, two groups
of six participants each were formed. At the request of partici-
pants, individual sociodemographic characteristics were not
registered. However, participants were individuals of various
ages, genders, functional limitations, civil statuses, housing
locations (urban and rural areas), housing types, recreational
activities and health situations. Each group discussed the
93 items at 10 meetings during 2015. A staff member in daily
activities functioned as a facilitator and took notes. The task
was to select key issues in order to reduce the number of ques-
tions. The researcher participated at the first and the final
meeting. Similar comments were made by both groups, that is,
items in which the proxy was asked about the views, wishes
and experiences of the person with ID should be excluded.
Likewise, this encompassed items on self-determination and
need of support. According to group participants, such infor-
mation should be obtained first-hand from the person con-
cerned. The questionnaire was adjusted according to these
comments.

The final version of the questionnaire used at follow-up
comprised 57 items on objective living conditions, including
housing (10 items, e.g., type of housing, cohabitants, formal sup-
port in everyday life), occupation (8 items, e.g., type of employ-
ment/daily activities, working conditions), finances (8 items,
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e.g., type of income, financial situation), recreational and cul-
tural activities (13 items, e.g., holiday trips, recreational activi-
ties), family and social relations (8 items, e.g., family
circumstances, relations to family and friends), society partici-
pation (3 items, e.g., association activities, voting in parliamen-
tary elections), and personal safety (7 items, e.g., violence and
threats, participation in individual planning). All items asked
about first-hand information, that is, proxy views and experi-
ences. There were scales with response options in fixed formats
(yes/no or between 3 and 10 response options). In addition to
items on living conditions, information was obtained regarding
ability to communicate by verbal, sign and/or alternative com-
munication and need of assistance outside the home (on a four-
point scale, from “manage on one’s own” to “always need
help”). Further, the level of functional limitations was assessed
on a four-point scale, from “no functional limitation” to “severe
functional limitations.”

For data collection at baseline, information was obtained
from proxy reports to the corresponding 57 items in the 2001
study.

For data collection at follow-up, the same procedure as in
2001 was used to select proxies (Umb-Carlsson &
Sonnander, 2005). The person with ID or the trustee chose
two proxies (one relative and one staff member) who were
well acquainted with the living conditions of the person con-
cerned. Study information and a questionnaire was mailed
by post in 2017 to these proxies (40 relatives and 40 staff
members), who were asked to fill it in and send it back in a
self-addressed and prepaid envelope. Two reminders were
sent out before data collection was completed.

For the comparison with the general population, national
welfare statistics on living conditions (Living Conditions Sur-
veys ULF/SILC) for an age-matched sample were obtained from
Statistics Sweden (unpublished data made to order).

Data Analyses

A data record, with one report for each item in 2001 and in
2017, was prepared for each participant in the study group. For
those 30 persons for whom two completed questionnaires were
returned in 2017 (one from a relative and one from a staff mem-
ber), the same procedure as in 2001 was used to choose
responses for the data record. The procedure is described in
Umb-Carlsson and Sonnander (2005). In brief, staff reports
were chosen for assessment of functional limitations and ques-
tions regarding occupation, relative reports were chosen for
questions concerning finances, and reports on the remaining
issues were chosen based on housing.

All comparisons were made separately for each item and
response option. Within the study group, comparisons were also
made across gender and level of functional limitations. To get
comparable group sizes, the study group was divided into mild/
moderate functional limitations and severe functional limita-
tions using proxy assessment at follow-up.

All data were analyzed using IBM Statistics SPSS version 25.
Paired samples t-test and nonparametric tests (Fisher’s exact
test, Mann–Whitney U test, Pearson chi-square test with Yates’s

correction, and Wilcoxon signed-rank test) were used for the
statistical analyses. The significance level was set at p < .05.

Results

Proxy questionnaire reports comprised information on liv-
ing conditions of all 40 persons with ID who accepted to partici-
pate in the follow-up. Characteristics of proxy informants are
shown in Table 1. At follow-up, relative informants were signifi-
cantly older (t(33) = 5.169, p < .001) and fewer were mothers
(Z = 2.793, N-Ties = 14, p < .005).

The Study Group

The study group included 19 women (Mean age = 48.2, SD
4.26, Range 42–55) and 21 men (Mean age = 49.4, SD 4.64,
Range 42–56), (t(38) = −0.828, p = .41). About half were
assessed as having severe functional limitations. Functional limi-
tations and communication skills were not related to gender
(U = 177.0, N1 = 19, N2 = 20, p = .68; U = 197.5, N1 = 19,
N2 = 20, p = .917). At follow-up, 29 persons lived in different
locations within rural and urban areas in Uppsala County.
Eleven persons had moved to municipals in other counties in
Sweden. Characteristics of the study group are shown in
Table 2.

At follow-up, almost two-thirds (n = 26) always needed
assistance when outside the home. Others (n = 14) managed on
their own in their living environment, but needed assistance

TABLE 1 Characteristics of proxy informants at baseline and at
follow-up

Baseline Follow-up

Relative informants 37 38
Sex
Women 28 25

Age
Mean (SD) 58.7 (9.9) 69.1 (12.9)a

Range 30–76 25–90
Relation to the person with ID
Mother 27 17
Father 7 8
Sibling 2 5
Another related person 1 8

Staff informants 40 31
Sex
Women 33 28

Age
Mean (SD) 48.5(11.1) 49.8 (13.3)
Range 26–68 22–67

Occupation
Staff in housing 30 30
Staff at daily activities 10 1

an = 37.
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when outside the immediate home area. Need of assistance was
not related to gender (U = 169.5, N1 = 19, N2 = 21, p = .329)
and functional limitations (U = 161.0, N1 = 18,
N2 = 22, p = .226).

All in the study group were granted social services and support
under the Act concerning Support and Service for Persons with
Certain Functional Impairments (LSS 1993:387). At baseline as well
as at follow-up, all persons living independently or in a group
home were provided staff support at home. Likewise, those who
had daily activities were provided staff support at their workplace
at both measurement points. However, a difference was found
regarding support during leisure. At follow-up, a decreased fre-
quency had been granted the support of a contact person, compan-
ion service and transportation service (Table 2). It may be noted
that frequency and type of support neither was significantly related
to gender nor level of functional limitations (p > .05).

Housing

At baseline as well as at follow-up, the study group lived in
ordinary residential areas in the community. The majority lived

in a group home (Table 2). Of those living with parents at base-
line, three persons had moved to independent living (one with a
partner) and three had moved to a group home. Nevertheless, a
higher proportion in the study group than in the general popu-
lation lived with parents (χ2(1) = 57.600, p < .000) (Table 3).
Moreover, fewer lived with a partner and no one lived with
children.

The analyses show that the study group has increased
housing standard at follow-up (Table 2). Nevertheless, signif-
icantly fewer had a home computer/IPAD at both measure-
ment points compared to the general population (22.5%
vs. 78.3%, χ2(1) = 67.257, p < .001; 42.5% vs. 96.3%,
χ2(1) = 272,302, p < .001).

Occupation

No one in the study group was employed in the open labor
market. All but two were provided daily activities under the dis-
ability act, LSS 1993:387 (Table 2). According to proxies, neither
of these two wanted daily activities. They were 36 and 39 years.

TABLE 2 Characteristics of the study group

Baseline Follow-up Wilcoxon signed ranks test

n = 40 % n = 40 % Z N-Ties p

Functional limitations
Mild 7 17.5 4 10.0 1.134 7 .257
Moderate 13 32.5 14 35.0 .302 11 .763
Severe 20 50.0 22 55.0 .707 8 .480

Communication skills
Use verbal language 27 67.5 30 75.0 1.732 3 .083
Use AACa 7 17.5 6 15.0 .577 3 .564
No communicative ability 6 15.0 4 10.0 1.414 2 .157

Housing
Independent living 5 12.5 9 22.5b 2.000 4 *
Parental home 10 25.0 4 10.02 2.449 6 *
Group home 25 62.5 27 67.5 1.000 4 .317
Private kitchen 24 60.0 35 87.5 2.887 12 ***
Private bathroom 29 72.5 38 95.0 3.000 22 ***
Computer, IPAD 9 22.5 17 42.5 2.275 32 *

Daytime occupation
Paid employment – – –
Daily activities 40 100.0 38 95.0 1.414 2 .157
None – 2 5.0 1.414 2 .157

Formal support
Staff in housing 30 75.0 36 90.0 2.449 6 *
Staff at daily activities 40 100.0 38 95.0 1.414 2 .157
Contact person, companion service 24 60.0 12 30.0 2.683 20 **
Trustee 35 87.5 35 87.5 .378 4 .705
Transportation service 37 92.5 26 65.0 3.051 13 ***

aAugmentative and alternative communication.
bOne person lived with a partner.

*p < .05; **p < .01;***p < .005.
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One had mild/moderate functional limitations and the other
had severe functional limitations.

The tasks and duties of those having daily activities varied.
While some were occupied with manufacturing, handicraft, gar-
dening, caretaking, café work, and similar tasks, others spent
their days with sensory experiences.

It can be noted that significantly fewer working hours in
daily activities were reported at follow-up than at baseline:
21.69 h per week (SD = 8.87) and 28.75 h per week (SD = 7.26),
respectively (t(31) = −4.217, p < .00). Working hours was not
related to gender neither at baseline (t(36) = 1.95, p = .059) nor
follow-up (t(22.9) = 0.082, p = .935). Neither was it related to
level of functional limitations at the two measurement points (t
(36) = .595, p = .556; t(31) = 1.016, p = .318). In the general
population, no corresponding decrease of working hours has
been reported (SCB, 2012, 2017) (Table 3).

Finances

In the study group, no one had paid employment. The main
income source was disability benefits from the social insurance
system. Thus, they had a lower disposable income than the gen-
eral population, where most people (87.2%) earned their living
through paid employment. At both measurement points, prox-
ies estimated that almost everyone in the study group had
enough money for living expenses (Table 3). Nevertheless, at
both measurement points proxies reported that about two in
three persons had economic hardship in terms of the so-called
cash margin, that is, they would have difficulty dealing with a
sudden expense of about 1,300 EUR within a week. In the gen-
eral population, significantly fewer reported such hardship:
about one in five. Economic hardship in the study group was
neither related to gender nor level of functional limitations at

TABLE 3 Housing, occupational conditions, and financial problems

Study group General population

Baseline Follow-up Wilcoxon signed ranks test Baseline Follow-up

%, n = 40 %, n = 40 Z N-Ties p %, n = 1,600 %, n = 3,080 χ 2 p

Housing
Type of housing
Detached house, villa, terrace house 42.5 37.5 .577 2 .564 50.0 63.8 82.949 ****
Apartment block 57.5 62.5 .577 2 .564 50.0 36.0 85.456 ****
Home owner – 2.5 n.a. 59.0
Cohabitation
Living alone 75.0 85.0 1.633 6 .102 19.5 16.0 9.059 ***
With partner – 5.0 1.414 2 .157 70.0 83.3 111.318 ****
With parents 25.0 10.0 2.449 6 * 3.1 0.5 51.977 ****

Occupational conditions
Working hours
Working full-time 23.7a 5.9b 2.121 8 * 73.6c 85.7d 84.326 ****
Working conditions
No influence on the allocation

of working time
15.8a 32.4b 2.333 9 * 34.6e 28.5f 14.367 ****

No influence over the pace of work 8.8a 8.8b 0 4 1.000 9.1c 6.9f 5.617 **
Afraid of becoming unemployed/

loosing daily activities
n.a. 2.9b n.a. 10.8d

Financial problems
Paying housing costs 0 2.5 n.a. 4.1
Buying clothes 12.5 5.0 1.342 5 .180 n.a. n.a.
Socializing with relatives and friends 5.0 2.5 1.342 2 .180 n.a. n.a.
Participating in leisure activities 7.5 5.0 .577 3 .564 n.a. n.a.

Note: n.a = not available.
an = 38.
bn = 34.
cn = 1,224.
dn = 2,782.
en = 1,226.
fn = 2,466.

*p < .05; **p < .01;***p < .005; ****p < .000.
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baseline (U = 130.5, N1 = 16, N2 = 21, p = .09; U = 158.5,
N1 = 16, N2 = 20, p = .883) and follow-up (U = 162.5, N1 = 17,
N2 = 20, p = .766; U = 124, N1 = 17, N2 = 19, p = .127).

Recreational and Cultural Activities

Engagement in recreational activities may be seen as an
expression of participation in community life. In the study
group a trend of decreasing frequency of recreational and cul-
tural activities was reported (Table 4). Among the general popu-
lation, no corresponding decrease was reported.

It may be noted that, in the general population, regular out-
door physical activities (indoor and outdoor exercise, walk in
the woods) engage more and more people (Table 4). In the
study group, no corresponding increase was found. In addition,
analyses showed that more people in the study group than in
the general population, never or seldom (less than 5 times a
year) exercised outdoors (χ2(1) = 23.940, p < .005) and walked
in the woods (χ2(1) = 19.882, p < .005). Within the study group,
differences in measured recreational and cultural activities were
not significantly related to gender (p > .05) and level of func-
tional limitations (p > .05).

Society participation also include civic duties, such as voting
in general elections. In the 1998 general election, the study
group used this right to a lower extent than the general popula-
tion (42% vs. 81%). In the 2014 general election, similar differ-
ence were reported (45% vs. 86%).

Family and Social Relations

The results indicated that the study group had a more lim-
ited social life at the time of follow-up than at baseline
(Table 5). A similar tendency was reported by the general popu-
lation, but interactions were more frequent than in the study
group.

Within the study group, at baseline some differences were
identified related to gender and level of functional limitations.
Men more often met and socialized with parents (U = 68.5,
N1 = 17, N2 = 13 p = .045). People with mild/moderate func-
tional limitations more often had contact with parents by phone
(U = 59.0, N1 = 14, N2 = 16, p = .013).

Only 25% of the study group had a close friend, which is sig-
nificantly fewer than the reported 90% in the general popula-
tion. Likewise, the usage of internet and social media was lower
among the study group (35% vs. 71%). According to proxies, no
interest and lack of support were the main reasons for not being
active in social networking on the internet.

Personal Safety

Similar proportions in the study group as in the general
population had been subjected to violence or threats of violence
at baseline and follow-up (Table 6). However, it may be noted
that, at follow-up, a higher proportion in the study group were
subjected to violence or threats of violence in their private home
(χ2(1) = 15.442, p = .001). Within the study group, analyses

showed no significant differences between baseline and follow-
up related to gender (p > .05) and level of functional limita-
tions (p > .05).

Being in control of the life course contributes to a sense of
personal safety. According to proxies, a majority (60%) partici-
pated in personal planning at follow-up, which was significantly
more than at baseline (32.5%) (z = 2.121, N-Ties = 7, p = .034).

Discussion

The overall purpose of the study was to explore changes in
the living conditions of a group of people with ID over 16 years
and compare with changes in living conditions of the general
population in corresponding age groups.

The development of society brings about continuous
changes in the living conditions of the population, which also
appear in national statistics. At baseline in 2001, worse living
conditions were reported for the study group compared with
the general population. At follow-up in 2017, the results also
showed clear differences to the disadvantage of the study group.
It may be noted that no differences related to gender and level
of functional limitations, respectively, were identified within the
study group at follow-up. This finding indicate that living con-
ditions were based on a societal view that the study group have
common needs rather than formed by individual needs and
preferences.

Results Discussion

No one in the study group was employed in the open labor
market, which is not surprising and corresponds to national sta-
tistics (The National Board of Health and Welfare, 2010b), as
well as to other studies (McConkey, Keogh, Bunting, Iriarte, &
Flatman Watson, 2016; Šiška, Beadle-Brown, Káňová, &
Šumníková, 2018; Verdonschot, De Witte, Reichrath, Buntinx, &
Curfs, 2009). It is reasonable that for some people in the study
group, the lack of establishment may be a consequence of
increasing demands on the labor market and limited personal
ability. For others, it may be less attributable to personal ability
and more reflective of other people’s expectations and views of
people with ID. Thus, it may be questioned whether the lack of
inclusion in the work force corresponds to an absence of the
study group’s ability to work, or is an expression of societal
thinking and a segregated labor market where people with ID
are excluded per se. It is possible that a number of study partici-
pants could manage paid work if they had the opportunity to
try it.

The relation between employment and quality of life is
documented in literature (Claes, Van Hove, Vandevelde, van
Loon, & Schalock, 2012; Simões & Santos, 2016). For example,
according to the Uppsala Quality of Life model, experiencing
adult social status is a key component of quality of life (Umb
Carlsson & Adolfsson, 2018). The exclusion from the labor mar-
ket may exclude people in the study group from general adult
roles and thus limit achievement of citizenship and belonging-
ness (cf. Umb-Carlsson & Lindsted, 2011). Studies have also
shown that people working in open employment experience
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higher quality of life compared with people in sheltered employ-
ment (Kober & Eggleton, 2005).

Disability benefit is the most common source of income for
the study group, as for a majority of people with disabilities in
Sweden (The National Board of Health and Welfare, 2010a).
Consequently, members in the study group have lower dispos-
able income than the general population. Nevertheless, proxies
estimated that almost everyone had enough money for living
expenses such as paying the rent, buying clothes, hanging out
with friends, and engaging in recreational activities. This may
exemplify a “good enough for people with disabilities” attitude
as described by Ekensteen already in 1996 (Ekensteen, 1996).

The higher rates of poverty in people with ID is well docu-
mented in the literature (Ditchman, Kosyluk, Lee, &
Jones, 2016; Emerson, 2007; The National Board of Health and
Welfare, 2010a). Beside lower income, they often have higher
living expenses and spend additional resources on healthcare,
expensive housing, transportation service, and support from a
trustee, and so forth (Scior & Werner, 2016; The Swedish
National Association for People with Intellectual Disability
[FUB], 2019). Furthermore, it is argued that economic hardship
is associated with health and social inequalities
(Emerson, 2007), and poor quality of life (Emerson, 2007; Umb
Carlsson & Adolfsson, 2018).

TABLE 4 Recreational and cultural activities during a 12-month period

Study group General population

Baseline, % Follow-up, %
Wilcoxon signed ranks test

Baseline, % Follow-up, %
Z N-Ties p χ 2 p

Exercise, sport indoors n = 39 n = 38 n = 1,598 n = 2,689
Weekly 25.6 21.1 .905 11 .366 40.1 41.4 .677
Monthly but not weekly 28.2 15.8 1.155 12 13.6 9.5 17.167 ***
More rarely, never 46.2 63.2 1.698 17 .090 36.3 49.1 66.529 ***
Exercise, sport outdoors n = 39 n = 39 n = 1,599 n = 2,689
Weekly 2.6 12.8 1.342 5 .180 33.8 65.2 397.320 ***
Monthly but not weekly 20.5 25.6 .775 15 .438 14.9 8.4 44.213 ***
More rarely, never 76.9 61.5 1.500 16 .134 51.3 26.5 268.506 ***
Walk in the woods, pick berries,
mushrooms

n = 39 n = 39 n = 1,597 n = 2,689

Weekly – – 26.8 36.9 46.115 ***
Monthly but not weekly 41.0 30.8 .775 15 .439 28.3 26.8 1.137 .286
More rarely, never 59.0 69.2 .775 15 .439 44.9 36.3 31.032 ***
Visit to a restaurant, café n = 39 n = 40 n = 1,599
Weekly 33.3 27.5 .500 16 .617 22.8 n.a.
Monthly but not weekly 56.4 52.5 .447 20 .655 42.8 n.a.
More rarely 7.7 17.5 1.414 8 .157 30.4 n.a.
Never 2.6 2.5 4.0 n.a.
Visit to the cinema n = 39 n = 39 n = 1,600
Monthly 33.3 25.6 .816 6 .414 21.7 n.a.
More rarely 46.2 23.1 2.500 16 .120 54.4 n.a.
Never 17.9 51.3 3.606 13 *** 23.9 n.a.
Visit concert, theaters n = 39 n = 40 n = 1,598 n = 2,263
At least once 84.6 60.0 2.500 16 * 44.5 62.9 128.264 ***
Never 15.4 40.0 2.500 16 * 55.5 37.1 128.264 ***
Read books n = 40 n = 40 n = 1,604 n = 2,689
Weekly 25.0 5.0 2.828 8 ** 35.1 38.4 4.670 *
Never 37.5 67.5 2.828 18 ** 19.9 24.6 12.571 ***
Fishing n = 38 n = 39 n = 1,599 n = 1901
At least sometime 36.8 15.4 2.309 12 * 37.4 41.5 6.120 *
Riding n = 38 n = 1901
At least once n.a. 2.6 n.a. 8.4
Holiday trip n = 39 n = 40 n = 1,604 n = 2,689
At least 1 week 90.2.3 52.5 3.873 15 *** 63.0 67.3 8.247 ***

Note: n.a. = not available.

*p < .05; **p < .005; ***p < .000.
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The results indicate that the study group lived in a more
restricted social environment and had a more limited social life
compared with the general population. This was particularly
evident at follow-up. This is compatible with previous research
in that people with ID typically are involved in general commu-
nity life to a more limited extent than the general population
(Merrells, Buchanan, & Waters, 2019; Verdonschot et al., 2009).
Proxies reported that the study group needed support when out-
side the immediate living area. The results showed that fewer
persons were granted such support at follow-up than at baseline.
Thus, a significant part of the lower engagement in recreational
and cultural activities and the limited society participation may
depend on lack of support in combination with their financial
situation. Further, in concordance with previous research
(Caton & Chapman, 2016), lack of support was highlighted as a
barrier to accessing the internet and social media. Social inclu-
sion is complex and encompasses both subjective and objective
aspects (Amado, Stancliffe, McCarron, & McCallion, 2013). If
people with ID are to participate in community life and interact
with others, the role and attitudes of the community itself must
also be addressed (Overmars-Marx, Thomese, Verdonschot, &
Meininger, 2014). Service and supports need to be individually
tailored, taking into account personal preferences and desires.

The experiences of external connectedness and personal prefer-
ences of people with ID are an emerging issue for future studies
(Mahar, Cobigo, & Stuart, 2013).

Methodological Considerations

Some methodological issues must be mentioned. In Sweden,
there are neither local nor nationwide records of people with ID
and it is not possible to identify the whole population. However,
the 2001 study enabled a follow-up of a population born in a
selected Swedish county. The comparison of living conditions
was made with a nationwide age-matched sample of the general
population. The study group included slightly more men than
women (52.5% vs. 47.5%), which corresponds to the national
gender distribution for this age group (50.8% vs. 49.2%). It was
not possible to control for other sample characteristics such as
level of education, level of income, or place of residence. It can-
not be ruled out that the results were influenced by differences
in demographical characteristics.

The sample of people with ID could be biased, as only those
with similar living conditions at both measurement points may
have chosen to participate. To counteract such an error, a

TABLE 5 Social relations with parents, other relatives, and friends who does not cohabit with

Study group General population

Baseline Follow-up Baseline Follow-up

%, n = 40 %, n = 40
Wilcoxon signed ranks test

%, n = 1,600 %, n = 3,080
Z N-Ties p χ 2 p

Parents alive
Both parents alive 82.5 60.0 2.714 11 ** 78.2 47.7 402.452 ***
Only mother alive 12.5 15.0 .000 6 1.000 14.2 26.3 89.367 ***
Only father alive 2.5 5.0 .577 3 .564 5.3 8.4 14.878 ***
None of the parents alive 2.5 20.0 2.646 7 ** 2.3 17.6 227.409 ***
Meeting parents
Weekly 60.0a 29.6b 2.646 7 ** 49.0 33.7 103.680 ***
Monthly 20.0a 44.4b 1.667 9 .096 26.4 33.2 22.814 ***
More rarely or never 20.0a 25.9b 1.000 4 .317 24.6 33.1 36.095 ***
Contact with parents by phone, computer
Weekly 56.7a 51.9b 1.633 6 .102 80.6 80.9 .061 .805
Monthly 13.3a 14.8b .577 3 .564 13.4 13.7 .081 .776
More rarely or never 30.0a 33.3b 1.342 5 .180 6.0 5.4 .716 .397
Meeting other relatives and friends
Weekly 45.0 25.10 2.138 14 * 66.5 58.6 27.702 ***
Monthly 32.5 37.5 .500 16 .617 26.1 31.5 14.70 ***
More rarely or never 22.5 37.5 2.121 8 * 7.2 9.9 9.393 ***
Social networking on the internet
Monthly n.a. 10.0 n.a. 70.7

Note: n.a. = not available.
an = 30.
bn = 27.

*p < .05; **p < .01; ***p < .00.
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comparison was made of participants’ and nonparticipants’
characteristics. Furthermore, the limited number of participants
means that the information obtained is indicative rather than
representative for the entire age-matched population of people
with ID. Albeit this, the longitudinal comparison between the
study group and people without ID is important for establishing
social equity and identifying similarities and gaps over time.

The ambition was to obtain two proxy questionnaire reports
for each person, which may seem unnecessary. However, previ-
ous research indicates that reports by relative and staff proxies
are not interchangeable and contribute different information
(Umb-Carlsson & Sonnander, 2006). In order to enable com-
parisons between the two measurement points, the same proce-
dure for data collection and analysis had to be used at follow-up
as at baseline. Thus, both relative and staff reports were
requested. For the same reason, self-reports were not used.

A strength of the study is that the questionnaire focused
issues selected as relevant by people with ID. However, a limita-
tion is the absence of their voices regarding information of liv-
ing conditions. Proxy responses and self-reports are not
interchangeable but complementary, representing different per-
spectives (Claes et al., 2012). Proxy responses may be acceptable
for objective ratings of living conditions, but are questionable
for subjective ratings. Whenever possible, information should
be provided in self-reports (Holburn, Cea, Coull, &
Goode, 2007). It may be argued that objective living conditions
provide only limited information about how good life is. The
value of various objective living conditions and other environ-
mental resources depends on an individual’s capability to con-
vert them in everyday life. The capability approach expresses
this in terms of “functionings” and “capabilities” (Sen, 2004). A
person’s capabilities represent the freedom to choose between
different kinds of valued functionings and are dependent on the
social environment. Thus, it is necessary to supplement the

picture provided in the present study with the study group’s
self-rated experiences of their living conditions and ability to
achieve valued functionings.

Conclusion

Although the study group only encompassed 40 persons,
the study makes an important contribution to the body of
existing literature. An advantage is that the study focus objec-
tive living conditions selected by people with ID. The find-
ings are of interest because knowledge is insufficient on
changes over time regarding the living conditions of people
with ID in community-based residences. Such knowledge is
necessary to identify patterns of equality and inequality and
illustrate to what extent people with ID share welfare benefits
over time.

In conclusion, a discrepancy still exists between the selected
sample of people with ID and the general population in
corresponding age groups regarding objective living conditions.
Further, it can be noted that no differences related to gender
and level of functional limitations were identified within the
study group. After 16 years, the study group is still characterized
by:

• an exclusion from the labor market,
• having weak personal finances,
• having a less active leisure time, and
• living in a more limited social environment.

The family picture also differs in comparison with general
patterns in the population, with fewer living with a partner
and/or having children.

TABLE 6 Personal safety in the study group compared to the general population

Study group General population

Baseline Follow-up
Wilcoxon signed

ranks test Baseline Follow-up

%, n = 37 %, n = 40 %, n = 1,600 %, n = 3,080
Z N-Ties p χ 2 p

Subjected to violence or threat of violence 13.5 7.5 1.414 2 .159 9.3 8.0 2.394 .122
Subjected to violence or threat at housing 10.8 5.0 1.414 2 .157 n.a. 1.0
Subjected to violence or threat at workplace/daily
activities

5.4 2.6a 1.000 1 .317 n.a. 5.1b

Refrained from going out in the evening for fear of
violence

2.6c 7.9 1.000 4 .317 12.4 13.0 .354 .552

Note: n.a. = not available.
an = 38.
bn = 2,782.
cn = 39.

*p < .001.
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