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Abstract
Background Many people ageing with intellectual disabilities [ID] age in place in group homes.
Participation is a central concept in support and service to people with ID, but age is often a
determining factor for participation among this group. Choice and control are dimensions of
participation.
Aim The aim of this article is to explore how choice and control in the everyday life of people
ageing with ID is expressed and performed in the group home´s semi-private spaces.
Material and methods Participant observations and interviews with residents and staff were
conducted in four different group homes in Sweden that had older residents.
Results We found four categories that can be understood as aspects of choice and control in the
group home’s semi-private spaces in the everyday life of people ageing with ID. These categories
included aspects such as space and object, time and routines, privacy and a person-centred
approach.
Conclusion and significance People ageing with ID are vulnerable when it comes to maintaining
choice and control in various situations in the home´s semi-private spaces. We argue that
occupational therapists should include this occupational arena in their evaluations and
interventions for people ageing with ID.
Keywords: Autonomy; Decision-making; Developmental disabilities; Empowerment; Group
accommodation; Later life; Older adults; Participation; Occupational justice

Introduction
People with intellectual disabilities [ID] experience age related conditions and issues earlier and
quicker compared to people without disabilities. Additionally, increasingly more people with ID
are reaching what society defines as old age, e.g. being retired (1-4). In Sweden, the majority of
this group age in place in community based group homes where they often have lived for a long
time (1). The group home is intended to be the residents’ private and permanent home and should
not function as or give the impression of being an institution. However, the group home is a
unique residential environment. In addition to a small private apartment, a resident normally has
access to spaces that are shared with other residents (5). Accordingly, the group home can be
understood as being made up of both private spaces, in the form of the residents’ apartments, and
of common spaces, such as the common kitchen, dining and living rooms, and connecting spaces
such as corridors and entrances and maybe a small garden just outside (6-7). In this study, these
common spaces are called semi-private. Altogether, this set-up makes the group home unique in
that it is a combination of an institutional living arrangement, an ordinary residence, and a work
place for paid staff (8). This environment is, in accordance with the general Swedish disability
policy, expected to ensure good living conditions for all its residents, and promote each resident´s
right to self-determination, empowerment, integrity and full participation in the life of the
community (5, 9).
In Sweden, group homes are community-based and are operated in accordance with the Swedish
Disability Act (5). Ever since the implementation of the normalisation principle (10) in the 1970s,
the concept of participation has retained an exceptional position within disability policy, as an
outcome measure of support and service related to people with ID (9, 11-12). Additionally, in an
international context, the level of participation in the home, community, work and social arenas is

used as an indicator of outcomes in group homes for people with ID (8, 13). How to measure
participation and separate it from activity is, however, disputed within a wider international
disability and rehabilitation context (14-16). This study uses a conceptual definition of
participation based on an occupational therapy perspective (15, 17). This means that participation
and activity are understood as pre-requisites for health (18), and have objective as well as
subjective, dimensions (14-15, 19). In a study by Hammel et al. (14) based on focus groups with
over 200 people with disabilities, participation was described as a set of values. These values
included “meaningful engagement or being a part of”, “personal and societal responsibilities”,
“having an impact and supporting others”, “social connections, inclusion and membership”,
“access and opportunity”, and “choice and control”. Respect and dignity were described as
critical overarching factors influencing all participation.
In occupational therapy research, studies on participation have usually been carried out with
people who are younger than 65 (20). However, age has been shown to be a determining factor
when it comes to participation among people with ID. Older people with ID seem to engage in
work-related, social and leisure activities to a lesser extent than their younger counterparts (21).
The conditions for participation for older people with ID in everyday life and the community are
thought to be closely related to contextual factors (22). Supportive social environments foster
continuity, communion and a sense of coherence (23-26), and arrangements in the physical
environment, such as use of technical devices, can be vital for participation for this group of
people (27-30). Additionally, studies highlight that organisational and institutional factors such as
disability policy, attitudes of staff, and societal values are also crucial for participation among
older people with ID (23, 31-34).

For people ageing with ID, participation can appear in diverse forms. An earlier study (22)
showed that the residents’ age is important for the staff’s perceptions and attitudes regarding
participation among older residents. In that study, the concept of participation was described both
as a social contextual doing, and as an aspiration to create a sense of coherence or experience of
meaning and security in the everyday life of the group home.
This study will focus on one dimension of participation; namely having choice and control, which
means being able to decide what you want to do, and when and with whom you want to do it
(14). Choice and control have been identified as important dimensions in conceptual analyses of
different forms of participation among people with ID (35), and these dimensions are also
identified as crucial by people with disabilities themselves (14). Choice and control can also be
related to the concept of occupational justice. This is a concept that relates ethical, moral and
political issues of justice to human occupation. Occupational justice relies on empowerment and
informs person-centred approaches (36-37), which is also stated in legislation on support and
service to people with ID in Sweden (5).
This study concentrate on the semi-private spaces in group homes. These spaces are important for
the residents’ social togetherness, but can also be used to exercise staff power and reduce resident
empowerment (6, 8). This makes semi-private spaces an interesting context to study, particularly
in relation to the older residents’ individual and collective choice and control. They are especially
interesting since older people with ID tend to spend more of their time at home, and in these
semi-private spaces (21-22, 38). With this background, the aim of this study is to explore how
choice and control in the everyday life of people ageing with ID is expressed and performed in
the group home´s semi-private spaces.

Materials and methods
In the study, an ethnographic approach with a combination of participant observations and
qualitative interviews was used (39-40). The methodological approach was chosen because it can
provide rich qualitative data, and since it allows detailed description of the phenomenon being
studied (41). This approach has also been described as suitable for occupational therapy research
aiming to understand the impacts of environment on a person’s participation (42), which is vital
in this study.

Study settings and informants
We used a purposive sampling method to select study settings and to recruit informants (41). The
choice of study settings was based on the inclusion criteria of being community-based group
homes for people with ID, and of having older residents, i.e. people aged 50 or older. One reason
for the age criterion was that there are indications that people with ID have a faster biological
ageing process than others (2-3). Another reason for this criterion was that people with ID of this
age, i.e. being born around or before 1960, belong to a unique generation, since many of them
started their life in an institution (11). Their experiences have probably influenced their
experience of ageing and later life as well as their opportunities for and experiences of
participation in old age (17). In this study ID, is defined as incomplete development of the brain
in the prenatal, perinatal or postnatal period before the age of 18. ID is understood to cause
significant restrictions in a person’s intellectual functioning and adaptive behaviour in interaction
with the surrounding environment. Barriers arising in this interaction can induce a need for
various types of support (43).

Managers at the Office of Social Affairs in two municipalities in the south of Sweden served as
gatekeepers (39-40) for this study. After discussions with these managers, four group homes were
selected based on the inclusion criteria. They were similar with regard to staffing and resident
characteristics.
In total, the group homes had 32 residents. Their mean age was 62, with the oldest resident being
90 years old. The residents had mild to profound levels of intellectual disability (43). Several also
had additional disabilities such as reduced mobility, dementia or psychiatric conditions. Most
residents had lived in institutional settings for most of their lives and had lived in the specific
group home for up to twenty years. Half of the residents participated regularly (two to five days
per week) in work-related activities outside the group home. Most residents had the majority of
their at-home-meals together at the common dining table. As for the staff, a total of 45 persons,
were employed in the four group homes. Most of them (n=41) worked as direct care staff and
provided 24-hour support with all kinds of personal care, housing and leisure activities.
The semi-private spaces that have been observed in this study were located indoors at the centre
of the group home building, surrounded by corridors leading to the residents’ private apartments.
The semi-private spaces varied when it came to size, but had an open-plan layout for cooking,
dining, and performing collective and individual activities.

Procedure
The observations and interviews were performed from August 2011 to April 2012, by the first
author (IK) who had several years of experience working as an occupational therapist in group
homes for people with ID.

Observation setting
During the participant observations IK mainly acted as a “complete participant” (39), meaning
that she was involved in the informants’ everyday life, and in the interactions taking place in the
semi-private spaces in each group home. The observations were made at various times of the day
between 7AM and 10PM over a period of one month in each group home. The sessions lasted
between two and five hours during which IK participated in a wide range of everyday activities.
Some observed activities included interactions between staff and residents, while others included
interactions only between the observer and one or several of the residents. The observations were
focused on the external preconditions for choice and control in semi-private spaces (35), such as
objects and spaces, and interactions between social groups such as staff and neighbours (17).
Short working notes were jotted down throughout the observations, and then re-written as
comprehensive filed notes at the end of each observation session (39-40).

Selection procedure for the interviews
When participant observations had been conducted in each group home for about three weeks,
individual interviews were performed with some of the residents and members of staff.
When it came to interviews with residents, the inclusion criteria were that the informant should
be around 50 years of age or older, and have the communication and interaction skills required
for participating in an interview. The initial observations made it possible for the first author to
gather significant information about the residents’ communication and interaction skills, habits
and interests. This information was used in the sampling of interview informants as well as in
preparing and carrying out the interviews. Of the 32 residents in the group homes, twelve

individuals, five men and seven women, met the criteria and agreed to be interviewed. Their
mean age was 64 and they had moderate to mild ID. Nine of these informants were involved in
daily work-related activities.
The inclusion criterion for the staff interviews was that they should have their primary work place
in one of the four group homes. However, representativeness with regard to gender, age, length of
work experience and position was requested. Of the 45 staff members, 15 individuals were
included. Thirteen of them were women and two were men (a proportion that reflected the gender
bias within the care staff groups). Three were executive managers, one was a team leader, and the
rest were direct-care staff at the group home. The mean age for this group was 44, and their total
working years of providing services for people with intellectual disability ranged from two to 35
(m=15). The executive managers and the team leader had a university degree in social work or
equivalent, and the direct care staff had an educational level corresponding to upper secondary
school.

Interview setting
All resident interviews took place in each informant´s apartment, with only IK and the informant
present, and lasted between 20 and 50 minutes. The staff interviews lasted for one to two hours,
and were conducted in a location adjacent to the group home. Semi-structured interview guides
with broad topics related to the aim of the study served as a checklist in interviews with both staff
and residents (41, 44). Open questions were asked with the aim of obtaining as complete a
description as possible of the informants’ experiences of the phenomenon being studied (45). The
resident interview questions were focused on internal preconditions for choice and control in

semi-private spaces (35), such as the experience of decision-making in daily life. The staff
interview questions were focused on external preconditions, which can be exemplified as staffs’
attitudes towards participation in everyday life of older residents. Probing (41) was used during
all interviews with staff and residents in order to clarify and make sure that the interviewer
understood what the informant meant.
As the intellectual limitations of persons with ID often influences their ability to communicate,
the interviewer frequently needed to reformulate the questions in a more concrete way. Using
pictures was a complementary strategy used to support the informants in understanding and
answering the questions. The value of this approach is supported by a number of studies (12, 4649). In some interviews, the informant was given written questions, and in one case the
informant’s personal photo album was used. The first author´s pre-understanding of ID in
general, and specifically of each informant, was significant in planning and performing the
interviews in an individualized way.
All interviews were recorded with permission from the informants, and these were transcribed
verbatim by IK.

Data analysis
The data analysis was performed in two phases, with the help of the computer software package
MAXQDA (version 10, 2011, Marburg, VERBI Software). In the first phase the authors used the
field notes and adopted a descriptive conventional content analysis, which is generally used in
studies aiming to describe a phenomenon (50), which in this case was how choice and control in
the everyday life of people ageing with ID were expressed and performed in the group home´s

semi-private spaces. As a starting point the field notes were read through several times by all
authors. Thereafter the authors marked units of meaning related to the aim of the study. This was
done in accordance with the first impression of the units of meaning. The units of meaning
included descriptions of a wide range of everyday situations in the semi-private spaces, which
included interactions in which the residents´ choice and control were decisive for their
participation in everyday life. When all units of meaning had been identified, they were labelled
and established as codes. After this, similarities between the codes were merged into categories,
which came to represent clusters of meaning (41). In this first phase of the analysis, the authors
found four categories that represented aspects of choice and control in semi-private spaces in the
group homes. In the second phase of analysis, the authors incorporated the interview
transcriptions. Practically, this meant that the authors read the transcriptions several times, and
units of meaning in each interview were coded into the categories derived from the field notes.
The transcriptions from resident and staff interviews were treated as two separate sets of data.
The authors consciously determined if the coded meanings in the interview transcriptions
represented a new category or could be clustered into existing ones. The coding process
continued until all units of meaning related to the aim of study had been identified and
categorised (50). However, no new categories were found relevant in this second phase of
analysis. In order to reach trustworthiness and to increase its dependability, the coding of field
notes and transcriptions into categories were discussed between the three authors until consensus
was reached (41).

Ethical considerations

The study was approved by the Regional Research Ethics Board in Linköping (No. 2011/116-31)
and the ethical guidelines from the Swedish Research Council (51) were followed. Consent was
obtained from the residents, their guardians, staff and managers of the group homes according to
the practice of obtaining informed consent. Written information given to residents with ID was
adapted in accordance with their intellectual limitations (see for example 46-47). Oral informed
consent from each informant was also obtained and recorded at the time of the interviews. To
maintain confidentiality the names of the informants have been altered in the results section.

Results
We found four categories that can be understood as aspects of choice and control in the group
homes’ semi-private spaces in the everyday life of people ageing with ID. The first t category
include space and objects as aspects of choice and control. The second include time and routines.
The third category is focused on privacy in semi-private spaces, and the fourth and final category
is focused on person-centred approaches.

The core of the group home – space and objects as aspects of choice and control
All semi-private spaces were located at and defined as the core of the group home. This is
obvious since it is placed in the centre of the building, which made these spaces available and
accessible for all residents. The location also meant that the residents continuously came and
went between their own apartment and the common spaces. However, not all residents were able
to take themselves to semi-private spaces on their own. Older residents with more comprehensive

physical, cognitive or intellectual limitations, which made them unable to independently move in
and out of their own apartment, spent more time in the semi-private space than the younger
residents did. The older residents were also more staff-dependent when it came to entering and
leaving the semi-private space, but also with regard to their physical placement in the room and
their activity there.
The semi-private spaces, and not the residents’ apartments, were defined and accepted by all as
the central places for the social interaction and activities in the group home. However, those
residents who were experiencing most age-related health changes, tended to spend a considerable
time in their apartments. Both residents and staff discussed in the interviews that ageing and
being old was related to physical, psychological and cognitive changes which negatively affected
everyday participation in semi-private spaces. During the interviews with staff, however, the
informants specifically mentioned the design of the semi-private spaces as barriers to
participation. They described these spaces as narrow and with limited opportunities for activity,
especially for older residents who, due to retirement, tend to spend more and more time in these
spaces than they did earlier in life. They also mentioned that semi-private spaces were not
decorated and furnished to facilitate the increased use of supportive technical devices such as
wheelchairs and walkers. Thus, choice and control in the core of the group home were not only
characterized by its location in the building, but also by its design and objects.
All semi-private spaces in this study were designed with the aim of creating a familiar
environment. They included homelike and familiar objects that were significant for the activities
expected to be performed in a home. These included art materials, DVDs, books and board games
that notably were produced for young children. In the semi-private spaces there were also objects
that residents needed in order to control and participate in different activities. Examples were

equipment and technical aids, such as special chairs and adapted cutlery designed to compensate
for residents physical limitations. However, the use of cognitive assistive devices, such as time
aids or communication aids, was not observed in the semi-private spaces. In the interviews some
staff mentioned that the lack of support was linked to ageing, and said that cognitive assistive
devices were mainly prescribed to and used by younger people with ID.
Semi-private spaces also contained objects that could be regarded as institutional markers, and
objects that residents could not control. Examples of such markers were objects used by staff in
their work, such as staff timetables, binders for administration and lists of group home routines or
medication taped to kitchen cupboards. Staff that sometimes wore nursing uniforms also
contributed as institutional markers in the semi-private space.
The decoration and furnishing of the semi-private spaces were mainly controlled by staff. As a
consequence, the staff also decided how the semi-private spaces should be used, e.g. which
activities could be performed, and where these activities should take place. This also meant that
there were particular activities that were frequently performed in semi-private spaces, which to
some extent had their own predetermined micro spaces. The most frequent activities were related
to cooking and dining, followed by watching television or movies. These activities meant that
micro spaces, e.g. the TV -suite, the kitchen sink and the dining table, became frequent meeting
points for residents and staff. Few other informal meeting points existed in the semi-private
spaces.
Few negotiations were observed when it came to the use of the semi-private spaces. Activities
were seldom discussed, either between members of staff or staff and residents, and few residents
challenged the existence of these activities. However, on some occasions, negotiations regarding

the use of spaces resulted in some residents who were able to move independently choosing to
leave the semi-private space. This occurred, for example, when a resident did not like what was
on the television, or what members of staff of other residents were talking about. Several
residents also stated that it was important for them to be able to choose by themselves when to
leave a semi-private space, as expressed by resident Lars, 71 years old:
It´s important for me to decide when I can withdraw to my apartment and watch television at night.

However, there were also residents that revealed that they stayed in semi-private spacse despite
disliking the manner of others’ conversations, in order to please staff.

Mealtime and meantime – time and routines as aspects of choice and control
Scheduled meal and coffee times determined to a great extent when and how other activities were
performed in the semi-private space and when it was socially accepted to enter and leave theses
spaces. Preparing, cooking and having meals, and doing the dishes were observed and described
as being central activities in semi-private spaces. Some residents were directly engaged in these
activities, for example by choosing dishes for the menu, by peeling potatoes or setting the table.
Others participated more passively by, for example, commenting on the menu or the smell of
cooking. Food and meals were also frequent as subjects of conversation between the residents
and staff. However, planning and preparing mealtimes were primarily controlled by group home
routines and preferences of members of staff. The participation of residents in semi-private space
activities was, however, almost solely described, by both staff and residents, as “helping staff”.
This highlights that the semi-private spaces were seen primarily as an occupational arena

controlled by the staff. This is shown in the following extract from a resident interview with
Arne, 59 years old, and retired from work-related activities:
Arne: The staff ask me if I can peel the potatoes.
Interviewer: What do you do if you don´t want to peel the potatoes?
A: I don´t want to say that… No, I´m helpful, helping is good…
I: But why don´t you say that you don’t want to do it?
A: No… I´m not allowed to…
I: What do you think would happen if you say no?
A: Then the staff wouldn´t like it… Who knows...?

The focus on mealtimes, including preparation and cooking, made the time between meals, a
downtime to be filled until the next meal or coffee time. The open planning of semi-private
spaces further strengthened the existence of this downtime since the sounds and smells of
mealtime-related activities often filled the semi-private space as a whole. The most frequent
downtime activity for the residents was watching television. In three of the group homes, the
television was almost constantly on, from seven in the morning until nine or ten in the evening. In
the fourth group home, a radio with a commercial channel playing seemed to fill the function of
setting a kind of background atmosphere. These devices were usually controlled by members of
staff, who appeared to pay little attention to what was on, and for whom.
Time and routines had a significant influence on residents’ levels of choice and control. These
levels seemed to be continuously changing; varying as the prerequisites for choice and control
constantly changed in the semi-private space. This was observed, for example, when staff
routinely prepared the weekly menu, or put on a DVD without asking for residents` preferences,

or, as illustrated in the following field note, when staff habitually prepared breakfast in a way that
was not preferred by all residents.
It is early morning in the group home´s common kitchen. Sophie [staff] is preparing breakfast for the
residents. She puts a large plate with cheese and cucumber sandwiches on the kitchen sink. As a routine
these have been prepared a few hours ago by the night staff. Elsa, 70 years old [resident], enters the
room… She takes one of the ready-made sandwiches from the plate. Instantly, she removes the cucumber
and puts it in the trash can.
Extract from field note 4, November 2011

Elsa had her own way of controlling this situation, i.e. by throwing away the unwanted slice of
cucumber. However, most residents ate their pre-made sandwiches without questioning.
In certain activities, residents’ level of choice and control could change quickly. For example,
when having breakfast, a resident could be asked by a member of staff to choose what to put on
his morning bread at the same time as this same staff member poured orange juice into the
resident’s glass without asking if he wanted juice this morning or not.

Being private in semi-private spaces – privacy as an aspect of choice and control
Private matters were often handled in the semi-private space without the concerned resident´s
own choice and control. On those occasions the outcome was a consequence of decisions or
actions controlled by group home staff or the routines. This was apparent when the semi-private
space was used by staff to handle resident information of a private and sensitive nature. In the
observations, this was exemplified by staff discussing a resident´s private situation, such as
personal care or a challenging behaviour, when sitting in the common kitchen dining area
together with other residents. Another example was related to visits in the group home made by

associated staff such as nurses or occupational therapists. In two observed cases this resulted in
associated staff discussing a resident´s private health matters when in the semi-private space,
with others than the resident under discussion present. Several similar examples were observed in
all four group homes. However, this was especially apparent in one of them. What distinguished
this group home from the others was the absence of a separate space large enough for staff to
have meetings in. In practice, this meant that all reports between staff were made sitting at a table
in the common kitchen. This often resulted in residents being present when private matters of
individuals were discussed. This group home even had a certain table in the semi-private space
that was used for these reports, but this table was also used for doing all kinds of staff
administration and also as the staff´s own dining table. In one observed situation one of the
residents came too close to this “staff table”:
I am sitting at the “staff table” in the common kitchen writing field notes. Flora, 69 [resident] comes to talk
with me. Anna [staff] enters the room. Anna tells Flora to go and sit on the sofa. – You know you must not
stand here [by the “staff table”], she says to Flora. Flora leaves and sits down on the sofa [a few meters
away]. Anna turns to me and explains that residents are not allowed to be near the “staff table”, since it
may contain documents about the residents, notes and talks that they [the residents] should not know
about…
Extract from field note 19, December 2011

In this group home, the absence of appropriate spaces for administration and reporting had
created a micro space within the semi-private space to which only group home staff could be
admitted, a space threatening the privacy of the residents, a space beyond the residents` control.
Traces of such micro spaces were also observed in the other group homes, although not described
as such.

To respect the person in the collective – person-centred approach as an aspect of choice and
control
In order to support choice and control, the staff used what could be described as person-centred
approaches. In practice, this could mean that a question, such as “what kind of fruit do you
want?”, needed to be asked in an individually adapted way in order to support the maximum level
of choice and control for each of six residents. During the interviews, the staff stressed the
importance of always asking for the residents preferences, in all kinds of activities, and evidence
of such approaches was extensively found during observations. However, the use of personcentred strategies in semi-private spaces was complicated and not always possible. This was
observed in all group homes and discussed by staff during the interviews. One example
mentioned was that staff sometimes felt compelled to make decisions for the collective, or
sometimes made decisions based on their own preferences. This kind of staff decision- making
may at times interfere with residents’ individual needs and wishes, as illustrated in this field note:
Five residents are having breakfast together at the common dining table. Two members of direct care staff,
Mary and Helen, are also present. Paul, 77 [one of the residents] has finished his breakfast. He takes a
snuff-box out of his pocket. –No snuff-box at the table, Mary says. Paul put away the snuff-box and asks if
he is permitted to leave the table – No, say Mary and Helen at the same time. You must wait until everyone
has finished. – But Christine [another resident] is ready, Paul says. –No, she is still eating, Helen says. You
don´t have an appointment, do you? – Yes I have, Paul says. Snuff time! – You should wait, Mary says.
Extract from field note 15, September 2011

In many situations similar to this one, group home routines, staff preferences or educative
attitudes seemed to take precedence over residents’ wishes and needs. This seemed to be
disadvantageous, especially to older residents with more comprehensive physical, cognitive or
intellectual limitations. A similar situation occurred in relation to the staffs’ attitudes and
knowledge about ageing in another group home. At the breakfast table, two members of staff

discussed whether it was appropriate for the older residents to have apple juice for breakfast due
to a general high risk of age-related diabetes. This discussion took place in front of residents and
result was that suddenly none at the table were offered juice that morning. None of the residents
took part in this discussion or reacted to its results.
Some staff also discussed whether the combination of age and lifelong disability inhibited choice
and control. They said that it was harder to use person-centred approaches with older residents
than with younger ones. They indicated that older residents had negative life course experiences
related to their disability, which resulted in them having reduced interest or engagement in
making their own decisions and speaking up for themselves, as well as reduced skills required for
empowerment or self-advocacy.
On the basis of person-centred approaches, members of staff were important supporters of
resident choice and control, but their actions (or non-actions) also constrained resident
participation in the semi-private spaces. This was also discussed during the interviews, where the
staff described themselves, in a reflective way, sometimes as improvers, and sometimes as
inhibitors of the residents` choice and control.
In the interviews, the residents said that the staff made all the decisions in the group home.
Several residents said that they often felt they needed the staff´s permission to do things.
However, this evidence of limited or low levels choice and control for several residents seemed
to be associated with a feeling of safety and reliance. “When I want to make a change I just ask
the staff”, one resident said and meant this was a matter of confidence. Several residents stated
that it was their own responsibility to make staff aware of changes that they wanted to implement

in their everyday life, but their experience was that the staff were the ones who took the final
decision.

Discussion
Our study shows that the level of choice and control is continuously influenced by the physical,
social and cultural environment uniquely created in group homes. The study shows that choice
and control are restricted by the interplay between this environment and age-related physical and
psychological functional decrease. This is in line with Lawton’s ecological model of ageing (5253), which is a well-used frame of reference for understanding how opportunities for
participation are shaped by the interaction between a person, his or her capabilities and the
surrounding environment. What our study adds is how ageing, as a multidimensional and
interactive concept and phenomenon, shapes the outcome of choice and control in semi-private
spaces.
Ageing is a lifelong process including physical, psychological and social dimensions (54-55).
The social dimension of ageing includes for example attitudes and norms related to this concept,
which affect an older person’s opportunity for participation. Our study shows that resident choice
and control can be restricted by staff attitudes and lack of knowledge about ageing and being old
with ID. One example of this is the lack of cognitive assistive devices in semi-private spaces, and
how the staff talked about its absence. It is well documented that the use of cognitive assistive
devices, such as time aids or communication tools, among people with ID, can be decisive for
their participation in everyday life (56-57), and also for people ageing with this disability (28-30,
58). Keeping older people with ID from getting access to cognitive assistive devices due to their

chronological age could be an example of discriminative attitudes among the staff providing or
giving access to these devices, often occupational therapists. Ageing understood as a
multidimensional concept (54-55), including attitudes and norms related to ageing and being old,
therefore needs to be integrated in occupational therapy theory and practice.
The ageing process is shaped by the individual´s life course (59). Many older people with ID who
live in group homes have been exposed to institutionalisation and stigmatization earlier in life
(60). Such experiences are carried into old age, and can influence their ability and opportunities
for participation throughout life to varying extents (3, 61). The development of contemporary
Disability Policy (9) has changed living conditions and thereby also the conditions for choice and
control in everyday life for these people. Nevertheless, their life course experiences of alienation,
abuse, and staff control cannot be ignored. This study makes clear that choice and control in
people ageing with ID could be restricted by these life course experiences. We therefore argue
that discussions on occupational justice (36-37) for older people with ID need to be influenced by
a life course perspective (see for example 54-55, 59). This study, and others (22, 38), could
inform such a discussion. The life course perspective regards ageing as a dynamic process
brought about by an interaction between individual, social and historical factors over time (59).
Contemporary frameworks of occupational justice (37) explains how structural factors underlying
occupation such as economy, policy, cultural values and support systems interact with contextual
factors, such as individual, group, or community characteristics, and shape the outcomes of
occupational justice or injustice. We argue that the life course perspective could be regarded as a
continuous interface between structural and contextual factors related to occupational justice
outcomes. The life course perspective could thereby strengthen the understanding of concepts

related to occupational science, informing occupational therapy practice. However, these ideas
need to be investigated and developed in further research.
This study found space and objects to be central to understanding levels of choice and control in
semi-private spaces. Within occupational therapy, space and objects in the physical environment
are regarded as important features for occupational participation (17). However, according to
Cresswell (62), space connotes a realm without meaning. The findings in this study indicate
however that space and objects in the group homes are more than environmental features. They
shape the conditions for meaning and form the basis for everyday activities in the group home.
This means that semi-private spaces need to be understood as places instead of spaces: they offer
a way of seeing, knowing, understanding and giving meaning to the world (62). The idea of home
has often been as a fundamental place that frames how people experience the world. However, in
order for the semi-private place to become comparable with the idea of home, it needs to be a
place with high levels of choice and control. However, this contrasts with the findings of this
study.
It could be argued that an individual resident´s choice and control, in one way or another, is
restricted in semi-private spaces. Such a restriction is an inevitable consequence of collective
living. The fact that several individuals share the same spaces on an everyday basis in itself
entails accommodation and negotiation. The levels of choice and control in this study seem to be
constantly shaped by the physical environment, e.g. spaces and objects in semi-private spaces,
and by the organisational culture of the group home, such as routines and working methods. This
is in accordance with earlier studies on participation among people ageing with ID, and confirms
that participation is a multidimensional concept (14-17). However, what is significant in the
present study is the dominant role of group home staff in setting the conditions for residents’

choice and control. This was found in all result categories in this study. Previous research has
discussed how semi-private spaces can be used to exercise staff power (6, 8). The group home is
both a working place for staff and a community-based institutional living that is collective in
nature. Still, this living facility should be regarded as a home-like place (62) without giving the
impression of being an institution (5). The risks and effects of institutionalisation on a person’s
opportunities for participation in everyday life should therefore always be respected. We thereby
argue that it is important that staff become aware of, and actively try to balance their powerful
position in semi-private spaces. Staff use what could be called person-centred approaches in an
attempt to do this. However, we have also shown that such an approach is not always adopted or
possible. Person-centredness seems to be hindered by group home routines as well as staff
preferences. Nevertheless, the person-centred approach is advocated in the Swedish Disability
Act (5). The individual´s perspective, needs, and desires should thus be the driving force of
support and service. This is also in line with the concept of occupational justice (37) and the
person-centred approach within occupational therapy, which recognize an individual’s
knowledge, strengths, capacity for choice, and overall predisposition toward empowerment (6364). Based on this, occupational therapy interventions can and should support choice and control
in people ageing with ID. Since older people tend to spend increasingly more time in semiprivate spaces, it is important that occupational therapists integrate this occupational arena in
their evaluations and interventions. This could for example be done by person-centred
occupational therapy evaluations and interventions such as rearranging and adapting the physical
environment or introducing the use of cognitive assistive devices. However, direct or indirect
supervision of staff in person-centred approaches and how to increase resident empowerment in
semi-private spaces are other issues for occupational therapists to consider in practice.

This study has contributed to the understanding of how and when choice and control in semiprivate spaces can be exercised by people ageing with ID, and how choice and control could be
limited by staff or the social or physical environment. The study is one of the first in Sweden
when it comes to participation in people ageing with ID. However, further research is needed on
other aspects of resident participation, and of participation in society in general in regard to the
growing group of people ageing with ID.

Methodological considerations
This qualitative study involved a small number of study settings and informants, which must be
taken into consideration when discussing and implementing its findings. However, the four
different group homes were rather similar and the conditions of the study settings could be
transferable to other group home settings for people with ID in the Scandinavian countries and
probably also in a wider international context. This study included the subjective experiences of
people with ID. This perspective has been regarded as difficult to investigate (12, 47-49, 65).
However, doing so, and developing suitable study designs is important for improving the
wellbeing of this group. In order to overcome the methodological difficulties involved in
interviewing people with ID the authors used several strategies, such as asking the questions in a
concrete way, and using pictures as a complement to written and/or oral questions (12, 46-47).
The use of these strategies strengthens the trustworthiness of the results. The perspectives of
group home staff included in this study are, however, also important when exploring participation
in this group. In an earlier study, group home residents ageing with ID accredited staff with
increased importance as they and other residents became older (38). Additionally, staff

perspectives, such as working methods, ambitions and values, have been shown to be important
for what staff actually do (66) and thus for residents’ wellbeing (13). By combining participant
observations with qualitative interviews we were able to delve deeper into the understanding of
the phenomenon being studied (41-42). We therefore argue that the design of this study
strengthens the trustworthiness of its results.
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