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This article aims to explore ways in which members of staff in group homes for
people with intellectual disability experience participation, and what participation
means for older people with intellectual disability. Qualitative interviews were performed with 15 members of staff at group homes in Sweden. The findings of this
study are illustrated by considering two interacting themes and six subthemes. These
involve staff experiences of the meaning of participation and factors which facilitate or
inhibit it. The meaning of participation was expressed as doing and feeling. Staff
described that participation for older people with intellectual disability was influenced
by the individual characteristics of the residents, such as the relationship between age
and disability. They also expressed the view that participation was influenced by
organizational and physical contextual factors such as economics, time and space as
well as the social environment. The latter included staff knowledge and skills, family
and peers.
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Introduction
Becoming old with intellectual disability is a new phenomenon in Sweden, as in the rest
of the Western world (World Health Organization 2001a). This article focuses on the staff
experience of participation in the everyday life of older people with intellectual disability
living in group homes in Sweden. Participation is a central concept in Swedish disability
policy and research related to people with intellectual disability (Government Office of
Sweden 2013; Ericsson 2002; Kjellberg 2002). Additionally, participation is often used as
an indicator of high-quality outcomes in group homes for people with intellectual disability (Clement and Bigby 2010; Kozma, Mansell, and Beadle-Brown 2009).
In the International Classification of Functioning, Disability and Health (ICF) participation is defined as a person’s ‘involvement in a life situation’, and specific definitions
of involvement include ‘taking part’, ‘being engaged’ or ‘being included’ (World Health
Organization 2001b). ICF is regarded as providing a multidimensional view of healthrelated factors such as participation, but this view is not sufficient to understand all
dimensions of human participation (Kramer, Bowyer, and Kielhofner 2008; Hemmingsson and Jonsson 2005). The act of participation in everyday life does not automatically
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mean that people think they are participating or vice versa. Participation has both
subjective and objective dimensions, as well as internal and external preconditions which
affect a person’s volition, ability, access to and opportunity for participation (Molin
2004). In order to understand the concept, there must also be a multidimensional view of
environmental factors, which can be seen as both facilitators and barriers to a person’s
participation (Hemmingsson and Jonsson 2005). This understanding of participation was
the starting point for this study.
To live in small-scale community settings has been shown to be superior to living in
larger institutions when it comes to outcomes such as residents’ participation (Kozma,
Mansell, and Beadle-Brown 2009). However, for the present generation of older people
with intellectual disability small-scale residential settings have not always been an
available option. De-institutionalization began in Sweden during the 1970s, as it did in
many other Western countries (Kjellberg 2002). As a result, many people with intellectual
disability moved from large-scale institutions to smaller accommodation units, which
were integrated into the surrounding community (Race 2007; Ericsson 2002). Small-scale
group homes are today the most common residential option for adults with intellectual
disability in Sweden (Socialstyrelsen 2012). The first generation of people with
intellectual disability that have now become old evidently have experiences of both
institutional and community living.
Today, there are approximately 2500 people with intellectual disability over the age of
65 who live in group homes in Sweden. This number will increase sharply in the coming
years (Socialstyrelsen 2012). Consequently, staff in group homes for people with
intellectual disability will increasingly be confronted with age-related challenges, such
as changes in residents’ health, activity and participation (Kåhlin et al. 2013). A recent
systematic review of caring for older people with intellectual disability (Innes, McCabe,
and Watchman 2012) showed that there is a lack of knowledge among staff regarding
issues related to ageing and later life. Working methods, training and mentoring of staff
have together with staff ambitions and values been shown to have a decisive influence on
what staff actually do in their workplace (Bigby et al. 2012; Felce, Lowe, and Jones
2002) and thereby on the quality and types of participation that residents engage in
(Clement and Bigby 2010; Kozma, Mansell, and Beadle-Brown 2009). In order to enable
high-quality support for older residents, Innes, McCabe, and Watchman (2012) recommend frameworks for care and services. This recommendation involves issues relating to
disability services, housing and retirement, as well as a demand that staff should have
specific knowledge of the needs of this specific population group.
In earlier studies, age has been shown to be a determining factor when it comes to
participation for people with intellectual disability. Older people in this situation seem to
be more at risk of reduced participation than younger age groups, and this risk seems
to increase even more for people with moderate or severe levels of intellectual disability
(Dusseljee et al. 2011). This involves changes related specifically to physical ageing such
as reduced mobility, reduced cognitive ability and changed health status, which are the
same kind of factors likely to impact people ageing without intellectual disability
(Ellison, White, and Chapman 2011; Webber, Bowers, and McKenzie-Green 2010). These
types of age-related changes in people with intellectual disability can lead to reduced
engagement in both work-related as well as social and leisure activities (Dusseljee et al.
2011). Additionally, some people with intellectual disability seem to undergo premature
ageing and acquire secondary disabilities, which may lead to a risk of reduced
participation earlier in life compared to the general population (World Health
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Organization 2013; Bigby et al. 2008; Kemp 2005; Bigby 2004). Others, however, seem
to age under the same realities as people without intellectual disability (Hurst 2009;
Bigby et al. 2008; Bigby 2004; Holland 2000).
Participation in everyday life for older people with intellectual disability is closely
related to contextual factors such as the social and physical environment surrounding the
individual. Supportive social environments, including staff, contribute to participation by
fostering continuity, communion and a sense of coherence (Ellison, White, and Chapman
2011; Judge et al. 2010; Bigby et al. 2008; Bigby 2005). Modifications in the physical
environment, such as technical devices and home modifications, have also been shown to
be important factors in accessing participation for older people with intellectual disability
(Webber, Bowers, and McKenzie-Green 2010; Mirza and Hammel 2009; Hutchings,
Olsen, and Moulton 2008).
Several studies have also highlighted organizational factors as crucial components
when it comes to participation for this group of people. National and international
disability policy, community policy, funding, level of education of staff members and
attitudes of staff and society in general are examples of factors which have an impact on
access to and opportunity for participation (Ellison, White, and Chapman 2011; Ingvaldsen and Balandin 2011; Bigby et al. 2011; Webber, Bowers, and Bigby 2010; Bigby
2005; Lifshitz 2002).
Despite this background, little is known about how staff in group homes experiences
the age-related challenges of the residents. This is specifically the case in regard to
participation, a concept which is a cornerstone of Swedish disability policy and practice.
By taking the voices of staff as its starting point; this study therefore aims to explore
ways in which members of staff in group homes for people with intellectual disability
experience participation, and what participation means for older people with intellectual
disability.

Method
The context of the study
The study is based on qualitative data collected at residences arranged for people with
intellectual disability, which operate in accordance with the Swedish Disability Act (SFS
1993:387). All of them can be described as group homes. They are referred to in this
article as Park Lane, Church Road, Kingsway and West Street.
A group home should ensure each individual with disabilities to have good living
conditions since everyone has the right to self-determination, empowerment and integrity.
This is in compliance with the general Swedish disability policy aiming for a society that
allows people with disabilities of all ages full participation in the life of the community
(Government Office of Sweden 2013).
All group homes in this study consisted of a house with a small number of separate
but linked flats located in an ordinary housing area. Residents had access to communal
activities and 24-hour staff support. Each group home had seven to nine residents. They
were between 39 and 90 years old (m = 62) and had mild to profound level of intellectual
disability (Schalock et al. 2010). Several also had additional disabilities such as reduced
mobility, dementia or psychiatric conditions. Most residents had lived in the group homes
for a long time, though a few had moved in more recently. The direct care staff provided
support with all kinds of personal care, housing and leisure activities that took place on a
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daily basis. All group homes in this study were funded, organized and managed by the
municipality.
Informants
The selected informants in this study were members of staff in group homes with
experience of giving support to older people with intellectual disability. A purposive
sampling method was used in the recruitment process (Patton 2002). After discussions
with the managers at the office of social affairs in two municipalities, four group homes
were selected based on the inclusion criterion of having older residents with intellectual
disabilities. After agreement with each of the managers, contact was made with staff
members at each group home. The first author together with the staff identified individuals
to ensure variations in the data. A spread of gender, age, years of working experience and
working position was requested.
In total, 15 members of staff from these group homes were sampled and all of them
agreed to take part in the study. Thirteen of them were women and two were men. Three
informants were executive managers, one was a team leader and the others worked as
assistant nurses at the group home (for more information, see Table 1). All informants in
this article will be termed staff, regardless of their position.
Data collection
Data were collected from September 2011 to March 2012. Fifteen individual, qualitative
interviews (Kvale 1996) were conducted by the first author. A semi-structured interview
guide served as a checklist during the conversational interviews (Patton 2002; Kvale
1996). The interview guide consisted of broad topics involving questions on the
informants’ accounts of older residents participation and how, in their daily work, they
could support older residents’ participation (for example, see Table 2). Probing was used
during the interview in order to clarify the informants’ experience of the topic they were
describing (Taylor and Bogdan 1998).
Each interview lasted between one and two hours, and was conducted in a private
location at the informants’ place of work. With permission from the informants, all
interviews were recorded.
Ethics
The project was approved by the Regional Research Ethics Board in Linköping (No.
2011/116-31). Oral and written information on the study was given to the informants in
line with the principle of informed consent (Swedish Research Council 2011). The
informants’ oral consent was recorded before the interview.
Data analysis
The recorded interviews were transcribed verbatim by the first author. The analysis was
inspired by Giorgi’s (2009) descriptive phenomenological method, which consists of
three steps. In the first step, the transcriptions were read through several times by the first
and second authors to gain an overall picture of the material in relation to the aim of the
study (Giorgi 2009). In the second step, the authors employed the computer software
package MAXQDA (version 10, 2011, Marburg, VERBI Software). In this step, the

Table 1. Information about the informants.
Educational level (related
to disability, care, ageing
or equal), n
Staff, n

Park Lane
Church Road
Kingsway
West Street
In total

4
4
4
3
15

Age, M (range)
48.5
39
47
44
44.5

(38–60)
(29–52)
(26–59)
(33–51)
(26–60)

Upper secondary school

University/college

3
3
3
2
11

1
1
1
1
4

22
15
14
9.5
15

(8–35)
(2–33)
(5–35)
(2–20)
(2–35)

Total working years
in the group home
M (range)
11.5
13
9
5.5
10

(2.5–18)
(0.5–25)
(5–14)
(2–7)
(0.5–25)
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Table 2. Interview topics and examples of questions.
Participation in everyday life of older people
with intellectual disability

Giving support in participation in everyday life
of older people with intellectual disability

How would you describe participation for older
people with intellectual disability living in
this group home?
Tell me about situations where ageing has
influenced participation.

How do you do to support participation for the
residents?
Tell me about situations which have supported/
inhibited participation in everyday life of the
residents.
How does the group home environment
influence participation in everyday life of the
residents?
What do older people with intellectual disability
need to be able to participate in everyday life?

authors identified shifts in meaning in the descriptions (Giorgi 2009). We captured units
of meaning and established them as codes. Similarities between the coded meanings were
merged together in categories. In the third step, the merged units of meaning were
transformed from the informants’ own vocabulary into what Giorgi (2009) calls ‘a
phenomenologically sensitive language’. In this step, the authors constantly referred back
to the coded meaning units to make sure the transformation could be justified. Once this
had been done, the categories of coded meanings were used to create a structure of the
phenomenon which was to be studied. The structure was expressed as themes and
subthemes, which placed the descriptions of the informants’ experience in an overall
context. Themes and subthemes were discussed between the three authors until a
consensus was reached. Lastly, the themes and subthemes were validated in citations
from the transcriptions.

Results
Two interacting themes and six subthemes (see Figure 1) illustrate ways in which staff
experience participation and what it means for older people with intellectual disability.
The first theme, ‘staff experiences of the meaning participation for older residents’,
shows how informants talked about and expressed participation as a phenomenon. This
theme consists of two subthemes, which reveal that participation involves both doing and
feeling. The second theme, ‘staff’s experiences of preconditions for the participation of
older residents’, describes factors which affect participation negatively or positively. This
theme consists of four subthemes, which include environmental and resident-related
factors.

Staff experiences of the meaning of participation for older residents
Participation as doing
The informants described older residents’ participation in terms of their everyday
activities. It was often expressed as ‘doing what you can for as long as you can’ in
relation to everyday tasks such as personal care, housework or activities outside the group
home. However, to a minor extent, descriptions of participation involved older residents
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Figure 1. Themes and subthemes characterizing ways in which group home staff experience
participation and what it means for older people with intellectual disability living in a group home.

undertaking activities on their own. This type of socially contextualized doing perceived
older residents as co-actors rather than actors, in three dimensions.
One dimension was doing things with others. In this context, the informants spoke
about communal activities in or outside the group home. Examples mentioned were
meals, watching TV, playing games, going to church or doing sensory stimulation
activities. A significant factor in the descriptions in this dimension was that staff and
older residents tended to participate largely on the same terms, under equal conditions,
ignoring limitations of age or disability.
Another dimension was doing for others. Several informants noted that older
residents participated by helping staff with different kinds of domestic activity such as
cleaning, laying the table or cooking. One member of staff at West Street said: ‘She [the
resident] likes to join us [the staff] and help to set the table and things like that’.
A third dimension of socially contextualized doing was being in someone else’s
doing. This dimension covered the participation of older residents who were considered
less able to undertake activities by themselves, due to disability or age. The informants
said that these residents participated just by being in the apartment while it was being
cleaned by staff, by sitting in the kitchen while someone else was peeling potatoes, or by
being taken on a spring stroll in a wheelchair.
Participation as feeling
The informants’ descriptions also projected participation as feeling, a sense of coherence
or experiencing meaning in everyday life. In this way, the informants also described it as
a subjective experience for the older resident. Feeling participation involved what the
informants described as minor nuances of everyday life which, taken as a whole, were
described as important for the residents’ experience of participation.
Some informants described the importance of closeness in establishing a feeling of
participation. ‘Everybody needs to feel that someone likes them. Everybody needs some
kind of closeness, and I think that is what they get here, either from each other or from us
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[the staff]’, one staff member at Church Road said. Something that was often mentioned
was the informants’ desire to help older residents feel safe. One informant at Church
Road said:
We strive to make residents feel safe – to ensure they [the residents] are among people who
know them and like them, and so on, and that they are where they belong, so to speak. This
is something we [the staff] all work towards, and we do a good job in this respect, I think.
Everyone has the right to feel safe.

Communication and interaction were also mentioned as important for the experience of a
feeling of participation. Several informants mentioned the importance of properly sitting
down and watching TV together, playing a game or singing a song. Actually having
coffee with the residents, as opposed to just serving them coffee, was considered
important.
Some mentioned the importance of speaking to the residents, especially to those who
had reduced communication and interaction skills. One of the staff at Park Lane said: ‘I
think that they [the residents] experience participation when you talk to them about
things, and explain that today it is like this and today it is like that’.
Others described the importance of a home-like environment, not only that it should
look like an ordinary home, but also that it should smell and feel like one. One staff
member at West Street said: ‘It has a lot to do with framing the day, I think, and it also
creates a sort of feeling of being in a home, when there is a smell of cooking, and so on’.
Staff ’s experiences of preconditions for the participation of older residents
Resident-related factors
When the informants described internal preconditions for participation they consistently
referred to individual characteristics of older residents as factors inhibiting participation.
The most prominent individual factor was ageing. The informants noted physical,
psychological and cognitive age-related changes which negatively affected the residents’
chances of participating in daily life. Tiredness, risk of falling, inattention and lack of
engagement were given as examples of inhibitors which affected activity and participation. They also mentioned health-related changes, such as dementia, diabetes or hearing
and visual impairments, which they considered more prominent in older residents. ‘They
do not have the strength. They do not want to … that is how it is … it’s the age, I guess’,
an informant at Park Lane said.
Intellectual disability was mentioned as another prominent factor inhibiting participation. The informants gave examples of reduced ability to understand concepts such as
time, quantity and causality, and noted that these inhibited participation in activities such
as shopping, going to concerts or choosing healthy food. The informants also related
inhibited participation to older residents’ communication skills and to their level of
intellectual disability, describing severe intellectual disability as a more significant
inhibitor of participation than mild disability.
Some informants also noted that the combination of age and disability was an
inhibiting factor, such as the fact that older residents had to cope with a lifetime
experience of intellectual disability. Informants compared the situation of younger people
with intellectual disability, growing up today, with the negative experiences many older
people with this type of disability had suffered, and how reduced participation had been a
reality in parts of their life course. One informant at Park Lane said: ‘They [the residents]
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went to those boarding schools for retarded people and I think they had a tough time
there. They had no opportunity to participate or to speak up for themselves.’ These
experiences could, according to some informants, result in residents having reduced
interest or engagement in making their own decisions and speaking up for themselves,
particularly as they did not have the skills required for empowerment or self-advocacy.
Social environmental factors
The social environment, including peers, family and friends and staff, was described, by
all informants, as an important precondition for participation of older people with
intellectual disability.
Peers were generally described as important for facilitating participation. Older and
younger residents were considered to be engaged in each other’s everyday lives, and
worried about each other if they were ill or when age-related health changes took place,
such as dementia, reduced mobility or difficulty in communicating. ‘I think they lift each
other up … they help each other in some way, and push each other and hang on to each
other’, one informant at Church Road said. Older residents were also described as being
more like a family than neighbours, since many of them had lived together for a long
time, and shared other disability services, such as daily work-related activities or special
leisure activities. Their shared experiences were also mentioned in terms of their
experiences of deinstitutionalization, increased opportunities for participation and the
development of contemporary disability policy and practice; experiences younger
residents were unfamiliar with.
Also significant others were described as prominent in the lives of older residents.
Informants mentioned brothers, sisters or others who had known the resident for his or
her whole life. This was helpful when creating individual life history documents, which
became increasingly important for residents who were developing dementia or had
reduced communication skills due to age-related changes.
The informants also identified inhibiting factors in the social environment. To have
few social contacts outside the group home was seen as an obstacle to the older residents’
participation. Some informants related this to the fact that the residents, due to old age,
were less engaged in daily work-related or leisure activities and spent more time in the
group home and therefore had fewer opportunities for social interaction. A few
informants mentioned that older residents might be better off in a regular nursing
home for older people, as this would give them more opportunities to interact with other
old people.
The assembly of residents living together in the group home was also considered
inhibiting. A number of informants said that some residents had few interactions with
peers, and that there was a risk of conflicts between them. These risks could be caused by
bad chemistry between residents, but different ages, life experiences, interests, levels of
intellectual disability and secondary disabilities were also frequently mentioned as
inhibiting factors. One of the informants at West Street explained:
Well, these are ten people [residents] who need to work together in this small area, so of
course there will be conflicts; conflicts that could have flared up anywhere. You just watch
any soap opera … but then, we have people who are acting out psychiatric problems, and
also, to a certain extent conflicts grow out of intellectual disability.

The informants described themselves as being important for improving participation and
they described strategies used in their daily work with older residents. When they
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described general strategies, a central concept was to maintain a person-centred approach.
This was seen as a fundamental method of facilitating participation and was characterized
by a continuous focus on the residents’ wishes and everyday needs. Most of these personcentred strategies were described on an individual level, as approaches used in ‘one-toone’ situations. Informants saw strategies in terms of interpreting non-verbal signs, which
they related to a need to know the older resident properly, as a person.
A person-centred strategy that was used to facilitate the older residents’ participation
was to ask questions about a person’s preference. The informants felt that these questions
needed to be asked all the time, in all kinds of situations and activities, regardless of the
age of the resident. They needed to ask about personal preferences in the shower as well
as in the supermarket, and regardless of whether staff expected and received the same
answer every time. All informants considered this never-ending questioning important in
terms of encouraging participation. One informant at West Street said: ‘that you always
think about, I mean, think about individual [residents’] needs. And that you ask them, I
mean, in every single moment, about everything, from weekly planning about which food
to eat … to planning holiday trips.’ Informants also spoke about giving residents
alternatives and asking them to choose between them. This was mentioned in terms of
residents who were less able to make independent, everyday decisions depending on the
intellectual disability or the resident’s life-course experiences.
However, general staff strategies were also mentioned on a group level. The
informants described strategies which involved formal and informal meetings with the
residents as a group. A formal one could involve, for example, monthly group meetings
with residents to discuss matters such as holidays or excursions. Informal meetings took
place in everyday situations. For example, during a coffee break with the residents, the
menu was discussed and planned for the following week.
An important general strategy involved a continuous discussion between staff about
the importance of the residents’ participation. The informants felt that these ongoing
discussions should take place at formal staff meetings, and during courses and lectures,
but also in everyday one-to-one communications between staff.
Several of the informants described strategies that were intended to help residents to
be and remain active in their later life. This was considered to be important for individual
residents as well as for the older residents as a group. Filling the daily schedule with
activities, inside and outside the group home, was advocated. These strategies included
creating routines to follow, and trying to maintain habits and skills in everyday life. Being
able to continue with daily work-related activities for as long as possible was described as
an important factor in participation, and several informants emphasized this.
When the informants described how they encouraged participation, they also
mentioned themselves as inhibiting factors. One informant at Kingsway said:
Well, sometimes, when it comes to following up, you might just lose track of it … maybe we
sometimes have double standards … We [the staff] have the same goal of course [referring to
the general disability policy goals], I mean, every one of us should be goal-oriented in our
work, but sometimes you lose track of things.

Most informants said they were aware that participation was a cornerstone of disability
policy, and that they worried when they as individuals, failed to put it into practice in
their daily work with the residents. Some of them related this concern to their own
abilities, knowledge and interests. An example mentioned was weekend staff choosing
food they themselves liked, without interacting with the residents. Several informants had
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taken over activities such as cleaning the apartments or washing laundry, simply because
they would be done faster by staff than residents, even if there was enough time for the
residents to do it themselves. An informant at Kingsway explained:
I don’t feel stressed [at work], I seldom do. I have the time I need with the residents … and
when I think about it … why do I rush? Why don’t I wait and let them do it themselves? You
are, maybe too quick to step in and help.

Several informants mentioned that staff habits could inhibit residents’ participation. They
meant that they generally did things in the same way without really questioning why, and
related this to the number of years they had been working in the group home. One Church
Road informant said: ‘When you have worked in one place for a long time, you develop
habits. You stop questioning your own behaviour. I think this makes it difficult to retain a
professional approach.’
Physical environmental factors
Access to adapted equipment and mobility devices was mentioned as conducive to
participation for older people with intellectual disability. The informants reported that
age-related changes led to an increase in the use of technical devices in everyday life,
such as walkers, wheelchairs and hand rails. Other physical environmental factors
mentioned were whether the group home was situated close to a bus stop, near the
supermarket or in the countryside. In the few cases where cognitive devices were used, to
compensate for intellectual disability, informants considered these to have had a positive
effect on participation, helping older residents to control time by, for example, using daily
time schedules with pictures.
When informants mentioned the physical environment as a barrier to participation, it
was generally in terms of the common areas, and not the residents’ own apartments.
Many informants described these as small and narrow, with limited opportunities for
activity. Several had also experienced how the inhibiting effects of the physical
environment had increased as the residents reached old age. Narrow passages and
hallways made it hard to manoeuvre the wheelchairs, walkers and other mobility devices
that the older residents needed with the decline in their health and abilities.
Three of the group homes were situated on the second floor, which gave rise to agerelated issues. The stairs had started to become a problem for a number of residents and
lifts were described as too small to carry more than one wheelchair at a time, which
meant older residents could not always go outside when they wanted to. ‘Church Road is
supposed to be a group home for older people, and in that sense the spaces are not
optimal, especially not the access between the outdoor and indoor environments’, one of
the informants explained.
Several informants regretted that there was no garden where the residents could spend
time, but on the other hand, in cases where there was a garden, this had become a
negative factor in winter, as residents risked slipping and falling. There could also be
accessibility problems for mobility aids, which meant older residents spent more time
inside than before.
Another inhibiting factor in the physical environment was the shortage of cognitive
devices to compensate for intellectual disability. Some informants mentioned this lack of
support in terms of factors linked to ageing. ‘Time is spent on the younger ones when it
comes to adapted remote controls and time aids and such … you [we] do not realize that
these older people also have a need’, one informant at Kingsway said.
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Organizational and policy factors
The overall disability policy was considered supportive. Several informants underlined
that the Disability Act gave older people with intellectual disability the right to take part
in activities which were not available to older people in general. The informants
mentioned that some older residents felt less lonely, and had participated more in
everyday life since they had moved to the group home. One informant at West Street said:
I think it [the Disability Act] makes the group home more beneficial than a nursing home
[for older people without intellectual disability]. I think we [the staff] have more chance of
giving … a better end of life, compared to those working in a nursing home or in the homehelp service, or any other services [for older people without intellectual disability].

The informants also described inhibiting factors in the organizational environment. These
included issues involving staffing and lack of funding or other organizational resources.
One of the informants at West Street said:
I think there are a lot of small issues, that are hard to come to terms with, as you also have a
business to run, and often some sort of daily schedule to keep, and you must … you have
others to take care of, and so on… but I think, this is the biggest job and the hardest thing to
come to terms with.

Several informants had experienced a reduction in funding, which had resulted in staff
cuts. This meant that they had less time, and could not do things spontaneously, such as
going on excursions or having picnics. These factors were mentioned as a threat to
participation, and were linked to a feeling of lower quality of life for the residents.
Another restricting factor connected with organization was that staff might also be
responsible for clients living outside the group home, which inhibited their flexibility and
ability to be spontaneous in terms of the older residents’ wishes and requirements when it
came to activities. An inhibiting factor was that the group home had to share facilities or
services with others, such as staff at ordinary nursing homes for older people with no
intellectual disabilities. One informant at Church Road explained: ‘Well, we [the staff] do
the washing on Tuesdays and Thursdays when they [the residents] are not at home …
This is because we share washing facilities with the nursing home. We do not have our
own washing machines.’

General discussion
The starting point of our study is the voices of group home staff, who are significant
persons for people who live in these kinds of residential settings (Bigby et al. 2012;
Clement and Bigby 2010; Schuengel et al. 2010). According to our study, group home
staff constantly face factors which jeopardize the participation of residents. Coping with
such factors is an ongoing part of their daily work, regardless of the age of residents. The
study, however, shows that staff experience ageing as having a significant impact on
participation in older people with intellectual disability, which is consistent with earlier
findings (see, for example Doody, Markey, and Doody 2013; Dusseljee et al. 2011;
Webber, Bowers, and McKenzie-Green 2010; Fahey-McCarthy et al. 2009). Life-course
experiences such as institutionalization and stigmatization, specifically related to this
generational group of people with intellectual disability (Ericsson 2002; Kjellberg 2002),
were described as inhibitors by the staff. Physical, psychological and social changes
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related to old age, combined with intellectual disability, were considered to affect
participation in a negative way. It would be inaccurate to say that the combination of age
and disability results in a multiple jeopardy, but it certainly adds challenges to the
everyday work of staff.
According to our findings, one dimensions of this everyday challenge involved how
staff talked about participation as both doing and feeling. This emphasizes the importance
of including more than doing in the way we understand the concept of participation
(Molin 2004). Expressing participation as both doing and feeling also reveals the multidimensional nature of participation. Our study, however, found on the whole that
participation as doing was negatively affected by age-related changes. This could make
participation as feeling an even more important dimension of participation in later life for
people with intellectual disability. Staff strategies and environmental factors related to
participation as feeling could then become increasingly important in supporting participation, as more and more people with intellectual disability who are living in group homes
reach old age. The findings of this study mainly identify participation in terms of carrying
out activities. A transition from doing to feeling will have consequences when supporting
participation in people with intellectual disability as they get older. This is an important
implication for practice. Group home staff, including executive managers, need to be
aware of this multidimensional nature of participation and should strive to implement it in
their daily work with older residents.
Another dimension of the everyday challenges faced by staff involves activity. The
meanings given to participation in the subtheme participation as doing and the strategies
mentioned for improving ways of encouraging participation, focused prominently on
remaining active. Staff advocated continuous work-related activities, such as preserving
habits and routines in everyday life. An earlier study (Higgins and Mansell 2009) found
that older people who live in accommodation for people with intellectual disability were
more engaged in activities, and spent more time participating in the community, than
people with or without this disability living in nursing homes for older people. Our
findings, in line with Higgins and Mansell (2009), can be related to disability policy and
practices, such as person-centred active support (Mansell and Beadle-Brown 2012;
Ashman et al. 2010), but the approach found in our study can also be related to an
ideology of active ageing (World Health Organization 2002). This ideology is derived
from activity theory (Lawton and Nahemow 1973) and is nowadays generally and
normatively prevalent in society (Council of the European Union 2012; World Health
Organization 2002), as well as among older people with intellectual disability (Kåhlin
et al. 2013; Buys et al. 2008). Studies on active ageing in people with this type of
disability (Buys, Aird, and Miller 2012; Buys et al, 2008), show that different individual
needs within each group of people must be taken into account when this ideology is
implemented. On the one hand the ideology of active ageing (Council of the European
Union 2012; World Health Organization 2002) seems to share fundamental characteristics
with the contemporary disability policy. On the other hand the ideology of active ageing
sees activity in old age in a normative way, in that it presupposes that an active life style
is preferable and desirable for all older people. This is different to Swedish disability
policy, which advocates that individuals should make independent decisions about their
everyday life, with no normative preconceptions. However, participation can be considered a fundamental requirement for an experience of active ageing in people with an
intellectual disability.

348

I. Kåhlin et al.

Our study shows that staff find environmental factors important in encouraging
participation, which is in accordance with earlier findings (see, for example Ellison,
White, and Chapman 2011; Ingvaldsen and Balandin 2011; Bigby et al. 2011; Webber,
Bowers, and McKenzie-Green 2010). At the same time, social, physical and organizational environmental factors seem both to inhibit and improve participation, as has been
discussed by Hemmingsson and Jonsson (2005). Mobility devices were described by the
staff as improving participation for older people with intellectual disability, but the
confined space in the group home made them hard to manoeuvre, which inhibited
participation. Peers were considered both important for, and a threat to, participation for
older people with intellectual disability. Similarly, disability policies, such as the
Disability Act, were described as a facilitating factor, whereas community organization
and funding were described as inhibiting participation. However, factors related to the
social environment were more frequently mentioned than others in the informants’
descriptions of the participation of older people with intellectual disability. Similar to
earlier findings (see for example Buys, Aird, and Miller 2012; Bigby et al. 2012; Clement
and Bigby 2010; Felce, Lowe, and Jones 2002), this study shows that group home staff
consider themselves as essential for older people with intellectual disability when it
comes to participation; they describe themselves, in a reflective way, sometimes as
improvers, and sometimes as inhibitors of the residents’ participation.
Another finding worth further attention is that staff described resident related-factors,
such as intellectual disability and ageing, as inhibiting participation. In our study, staff
described ageing as an inhibiting factor, but several strategies to improve participation in
old age were also mentioned. Many of these can be related to strategies used as part of
person-centred support (see for example Mansell and Beadle-Brown 2012; Ashman et al.
2010; Clement and Bigby 2010); however, staff described, a shortage of assistive
technology to compensate for intellectual disability. Earlier studies have shown for
instance that cognitive assistive devices, such as time aids or communication tools, can
support participation in people with intellectual disability, even in old age, but staff
knowledge and attitudes seem to be determining factors of whether assistive devices or
adaptations should be used or not (Wennberg and Kjellberg 2010; Mirza and Hammel
2009; Arvidsson and Jonsson 2006; Hammel, Lai, and Heller 2002; Hammel 2000). In
our study, some informants explained the lack of cognitive assistive devices as a
consequence of the residents’ old age. This could be evidence of ageism (Andersson
2008) in disability policy and among service providers, based on stereotypical preconceptions about the relationship between old age and intellectual disability. It would therefore
be of interest in future research to study whether increased use of these kinds of
supportive devices in the group homes may change staff perceptions about the inhibiting
effect of the combination of age and intellectual disability on residents’ participation.
In terms of participation as doing, informants described how residents did things for
them, such as helping staff with household activities like setting the table. This is an
interesting finding in terms of how staff members saw their role in supporting participation, and it raises questions about staff power and control, and the actual impact of
deinstitutionalization and normalization in the everyday lives of these older residents. It
can be argued that the group homes in this study, in line with Mallander’s (1999)
discussion, retain norms and values from the ‘total institutions’, described by Goffman
(1961). One reason for this finding could be that these residents are older and have life
course experiences, which make them unprepared to speak up for themselves. However,
another reason could be that the group home staff are limited in their professional
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knowledge and the working methods they use related to old age and to the contemporary
disability policy, which is in line with the findings of Innes, McCabe, and Watchman
(2012). Our findings support both these possible reasons.
Staff experienced participation to be a multidimensional concept when it was applied
to older people with intellectual disability. They experienced a discrepancy between
disability policy, and the internal and external preconditions for implementing it in
practice. This discrepancy can be understood in several ways. It seems to depend on
organizational and physical contextual factors such as funding, time and space, but also
the social context, which involves staff knowledge and skills. Additionally, staff also
experience participation as being influenced by the individual characteristics of older
residents. In this reasoning, physical ageing seems to be a significant internal precondition
for participation among older people with intellectual disability.
This qualitative study involved a small number of respondents, in three different but
rather similar group homes, which must be taken into consideration when discussing and
implementing its findings. It is also crucial to remember that the starting point for the
present study was the experiences of staff and not of the residents. Therefore, our study as
best can shed some indirect light on how older people with intellectual disability,
themselves, experience participation. In an earlier study (Kåhlin et al. 2013) we made
some contributions to the understanding of how ageing is understood by residents with
intellectual disability but their perspective needs to be further addressed from a variety of
angels. Gaining knowledge about the subjective experiences of older people with
intellectual disability is important for improving the quality of life of these people
(McDonald, Kidney, and Patka 2013). The perspective of group home staff is, however,
important when exploring participation in older people with intellectual disabilities. Staff
perspectives, e.g. working methods, ambitions and values, have been shown to be crucial
for what staff actually do in their daily work (Bigby et al. 2012; Felce, Lowe, and Jones
2002) and for residents quality of life (Kozma, Mansell, and Beadle-Brown 2009).
Additionally, in our earlier study (Kåhlin et al. 2013), we found that older residents with
intellectual disability give staff increased importance as they and other residents become
older. The current study has its importance as it contributes to the understanding of how
staff experience the older resident’s participation, and how they talk about how they work
with residents’ participation. The informants’ tellings have their starting point in their
everyday work. The tellings are rich of examples from the everyday life in the group
homes. However, this, on its own, is of course just a second hand perspective on the
residents’ situation and what occurs between staff and residents in their daily encounters.
In order to know if the results of this study mirror what staff actually do in their everyday
work, further studies have to be done, e.g. studies including observations of interaction
between staff and residents.
Noteworthy, most studies on participation have been carried out with people who are
less than 65 years old (Vessby and Kjellberg 2010). In conclusion, more studies from a
variety of perspectives need to be carried out on participation in later life, specifically in
relation to different life-courses and the combination of age and disability, which this
study found to be critical. In future research related to participation in older people with
intellectual disability it is also crucial not only to view ageing as a biological phenomenon, but to acknowledge it as being a continuous interaction of physical, psychological
and social processes. Despite being on the agenda for several years (see for example
Priestley 2003; Putnam 2002), the combination of age and disability has been more or
less invisible both in gerontological research and disability studies (Jeppsson Grassman
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and Whitaker 2013). Our study is a step towards bringing ageing and later life into critical
disability studies.
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