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Abstract
A natural experiment contrasted the self-rated well-being of people with intellectual disabilities
(n ¼ 75) and those with enduring mental health problems (n ¼ 44) after they moved to new
accommodation and support options, while others remained in congregated settings or living in
the family home. Most support staff also provided well-being ratings. In personalized arrangements,
personal well-being was significantly higher than in congregated settings; particularly for people
with intellectual disability who had higher support needs compared to people with mental health
problems. Moving to a group home also brought some improvement in the well-being ratings of
people with intellectual disability but only for those with higher support needs. Such moves
seemed to lead to a decline in well-being for those with mental health problems. There were
marked discrepancies between ratings given by the person with those of staff. The well-being
measure shows promise for use in further comparative and longitudinal studies.

Keywords
intellectual disability, mental health problems, well-being, personalization, resettlement

Corresponding author:

Roy McConkey, University of Ulster, Jordanstown, Newtownabbey, BT37 0QB, UK.

Email: r.mcconkey@ulster.ac.uk

Journal of Intellectual Disabilities
2018, Vol. 22(1) 49–60
ª The Author(s) 2016

Reprints and permission:
sagepub.co.uk/journalsPermissions.nav
DOI: 10.1177/1744629516674086

journals.sagepub.com/home/jid

https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/jid
http://crossmark.crossref.org/dialog/?doi=10.1177%2F1744629516674086&domain=pdf&date_stamp=2017-02-07


Introduction

In most countries, the residential care of people with intellectual disabilities and of people with

long-term mental health problems is still dominated by group-based accommodation and support

(Mansell et al., 2010). Although the closure of large institutions is nearly complete in many

affluent countries (Beadle-Brown et al., 2007), they have often been replaced by smaller scale

arrangements in which groups of people live together; albeit with their own bedroom but sharing

communal facilities and supported by staff employed by the service agency. However, a growing

literature documents the aspirations of people with an intellectual disability to have their own

home (Garcia Iriarte et al., 2014). The same aspirations are shared by people with enduring mental

health difficulties as having a home facilitates their recovery (Shepherd et al., 2014). Thus, in

recent years, there has been a shift away from shared living towards more individualized

accommodation and support options, in which the person rents or owns a property and receives

personalized support (Harkes et al., 2012). The arguments in favour of this approach are based

mainly around human rights, better quality of life, increased self-determination and cost-

effectiveness (Fisher et al., 2007). Latterly, these developments have been spurred on by the

expansion of new funding arrangements, such as individualized budgets in the United Kingdom,

that permit support to be tailored to the needs of individuals and in some instances to enable people

to employ their own support staff (Spicker, 2013).

Although government policy in the United Kingdom and Ireland is firmly supportive of per-

sonalized services (HM Government, 2009; Department of Health, 2012), the evidence remains

sparse that such arrangements can deliver better outcomes for people with intellectual disability

than the group living settings, which are still the dominant form of residential provision in many

countries. It was against this background that the present evaluative study was conceived.

The Genio Trust was established in 2010 as an Irish registered charity with funding from

Atlantic Philanthropies, the Health Services Executive and the Department of Health and Children.

Providers of residential services for persons with disability or mental health problems could apply

for grants from Genio to facilitate their service users in an individualized way, to move either from

congregated settings to community alternatives or to more personalized arrangements in the

community where they were living. An evaluation was then commissioned by Genio of the impact

of these moves on people’s lives (see McConkey et al., 2014 for full details). This article provides

fuller analyses of changes in participants’ subjective perceptions of his or her well-being.

Various measurement tools have been created based broadly around quality of life concepts and

positive mental health (Townsend-White et al., 2012; Tennant et al., 2007). However, many of the

existing scales do not take into account the specific challenges faced by persons with intellectual

disabilities in providing self-assessments. The personal well-being index designed by Cummins

and Lau (2005) is an exception as it was designed for persons with intellectual disability but using

items that had been drawn from the wider literature on quality of life domains. Moreover, it had

good psychometric properties and the potential to be used as a short, user-friendly monitoring tool

by service personnel. Although it seemed suitable also for use with persons who had enduring

mental health problems, this was tested through pilot studies and consultations with advisory and

user groups. This process resulted in some modifications and the addition of further items to the

well-being measure used in this evaluation.

This article compares the well-being ratings of people with intellectual disability and those with

mental health problems who had moved from congregated settings to group homes with those who

moved to personalized accommodation and support arrangements. The latter involved the person

50 Journal of Intellectual Disabilities 22(1)



selecting and renting their accommodation and receiving an individualized support package

provided by a service agency. Social security benefits covered their other expenditures. Over this

same time period, some persons continued to live in congregated settings or with family carers as

they awaited new support arrangements to be set up for them. In addition at the commencement of

the evaluation, some people had already moved to personalized settings and remained there over

the 2-year period from 2012 to 2014. Hence, there were five possible comparisons in what could be

considered a natural experiment.

All of the participants in the study were drawn from a pool of persons who had been identified

by their service providers for relocation and who would mostly continue to be served by these

providers in the new arrangements. This reduced a possible confound in past research where the

various types of accommodation and support arrangements were provided by different agencies to

differently recruited groups of persons with intellectual disability. Indeed, this evaluation aimed to

illustrate the impact on people’s lives when service providers changed their model of residential

supports. Moreover, this is one of the few studies that included people with enduring mental health

problems both as a contrast with similarly aged persons with intellectual disability and also to

explore the impact of living arrangements on their self-perceived well-being as this has been rarely

researched (Priebe et al, 2009).

Finally, the study also provided an opportunity to contrast self-ratings of well-being with the

ratings given by the support staff who had most involvement with the person. Proxy responding has

often been used in past studies with persons who have intellectual disabilities and are used

extensively in formal and informal evaluation of service provision. Greater awareness is needed

about possible discrepancies between proxy and self-ratings; particularly in areas such as personal

well-being (Emerson et al, 2013).

In summary, the aims of the study were:

� to monitor changes in the well-being ratings of people who move from congregated settings

to group homes and personalized arrangements;

� to contrast the well-being ratings of people with intellectual disability and those with mental

health problems and

� to compare ratings given by the person with those provided by their key workers.

Method

Participants

In all 18 service providers – 6 mental health and 12 intellectual disability agencies – from across

Ireland were grant aided by Genio Trust in 2010 and 2011, to facilitate the relocation of persons

from congregated and group living settings to more personalized accommodation and support

arrangements. A total of 119 persons were included in the study for whom personal well-being

scores were available before and after moving: 75 of whom had an intellectual disability and 44

with mental health problems. Of these, 62% were male and 62% were aged 40 years of over. In

addition, all but six were Irish and all but two were single.

Each person’s support needs was assessed on 13 items related to daily life, such as, doing

household chores, using public transport, shopping for groceries and filling in forms. A three-

point scale was used in the range of No support required, Some support, and Always needs

support (Cronbach’s a at time 1: 0.955 and time 2: 0.881). A count was then made of the number
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of items for which support was ‘always needed’ with high scores indicative of needing more

support. Participants were then grouped into two levels of support needs depending on scores:

lower support (0–8) and higher support (9–13). Only people with intellectual disability fell into

the high support grouping.

At the start of the study, 29 persons had already moved to personalized arrangements and during

it, 25 persons moved from congregated settings to personalized arrangements and 30 persons from

congregated settings to group homes. In addition, a further 20 persons remained in congregated

settings and 15 continued to live with family carers while awaiting a move to their own

accommodation.

Accommodation options
Congregated settings. These included campus accommodation of separate bungalows and

houses on a shared site as well as hospital wards. In such settings, people had little choice over

whom they lived with; they shared communal bathing facilities, dining and sitting rooms and

even though some had their own bedroom, others shared sleeping arrangements in ward-like

accommodation. Staff were available 24 h a day although different staff might work across the

various housing units and wards.

Personalized arrangements. Typically, these arrangements took the form of rented accom-

modation in ordinary houses or apartments with people either living alone (n ¼ 45) or with a

partner or friend of their choosing (n ¼ 13). The tenants often chose the property and location as

well as deciding on furnishings. Most had support staff visiting their home at agreed days and times

for a set number of hours per week in accordance with their needs but a few individuals with higher

support needs had staff available to them on a 24/7 basis. Of the 29 people in the study who moved,

15 persons had lived in a group home, 9 in congregated settings and 5 with family carers. Two-

thirds of the persons in these settings reported that new staff were supporting them.

Group homes. These were ordinary housing in the community shared by up to six persons with

support staff available during daytime hours or on a 24 h basis. However, these residents typically

had a limited choice of co-residents. Prior to the move, 27 of these residents had lived in con-

gregated settings and 3 in another group home. In all, 79% of the people reported that new staff

were supporting them in their new home.

Family carers. A number of services were supporting people with intellectual disabilities who

lived with family carers to move to their own accommodation with support. All had lived with

families since childhood and were presently availing of a range of day support and short break

services. One person lived with a foster family.

Procedures

Ethical approval was obtained from Ulster University (REC/11/0088). An easy-to-read informa-

tion sheet describing the evaluation was prepared along with a consent form. These were sent to

projects prior to the commencement of data gathering in the hope that they would be distributed to

people supported, their relatives and key workers ahead of the interview. This did not always

happen. Hence, all participants were talked through the information sheet and signed consent was

obtained before the interview commenced.

In consenting, it was made clear to participants that they could refuse to answer any questions

without giving a reason and they could terminate their participation at any time. They were assured
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that all their information would be kept private and no one, and no service would be identified in

any reports. The support they received would be unaffected by their decision to participate or not.

A structured interview schedule was prepared in accordance with the wider aims of the eva-

luation. The questions in the schedule were informed by relevant literature, the specific aims of the

projects supporting people to move and through consultation with an advisory group of service

users. It was further revised after piloting. The well-being items were a discrete part of the schedule

which also covered many other aspects of the person’s living arrangements and daily activities.

A team of eight research associates was recruited and police clearance was obtained for them.

They were trained to interview the persons with intellectual disability especially, the key worker of

each participant and an available relative. The interviews were usually conducted in a private room

in the person’s residence. The person supported had the option of a member of staff or a relative

being present. The interviews with them generally took around 2 h with breaks as needed but they

could extend to nearly 4 h.

The interviews took place on two occasions separated by an average of 24 months.

For the 119 interviews, 36% were undertaken with the person alone and the remainder (64%)

with the person and key worker. The interview data was transferred to SPSS version 22 for sta-

tistical analysis. Comparisons across the subgroups and the changes in accommodation and support

options were made using w2 tests or one-way analysis of variance as appropriate.

Well-being measure. The well-being measure had 10 items that covered health (physical and

emotional), relationships, living arrangements, safety, respect and control (see Appendix Table

1A). A three-point rating scale was used – Not good, OK, and Great – accompanied by smiley faces

for use with persons who had an intellectual disability to indicate their chosen response when the

item was read out to them.

A total score was calculated across the 10 items (scores could range from 0 to 40 as ratings that

were midway between two choices were counted on a scale 0, 1, 2, 3, and 4). The psychometric

properties of the scale were determined as follows. A one-factor model within a confirmatory

framework described the results for the 10 items, at the two points in time. The standardized factor

loadings for the items ranged from 0.42 to 0.77. The Cronbach’s a for the well-being scale was

0.852 at time 1 and 0.833 at time 2.

Also an ‘improvement’ score could be computed by subtracting well-being scores after the

move with those before. A positive score indicated an improvement and a negative score a dis-

improvement. Overall, the individual improvement scores ranged from �20 to þ30.

The person’s key workers were also asked to rate the person’s well-being independently from

the ratings given by the person or when they assisted the person. Their ratings were scored

similarly. The Cronbach’s as for their ratings were 0.832 at time 1 and 0.775 at time 2. However,

these ratings were available for only 77% of participants as not all participants had access to a

key worker.

Results

Table 1 presents the mean well-being scores given by persons before and after the moves. For

comparison purposes, the mean scores of persons who remained in the same setting over the

equivalent period of time are also included, namely, those who remained in congregated or family

settings and those who continued to live in personalized arrangements.
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There were no significant differences in the mean scores across the five accommodation

groupings at time 1 before the moves took place nor between ratings given by persons with

intellectual disabilities and those by persons with mental health problems. Thus, the groups were

matched on the main variable of interest. However, at time 2, after the moves had taken place, there

were significant differences across the five groupings with people living in personalized settings or

who had moved to them, having higher mean scores than those who continued to live in con-

gregated settings (F¼ 6.6; p < 0.001). Those living with family carers had the highest scores. Also

people with intellectual disability gave significantly higher scores at time 2 compared to those with

mental health difficulties (mean: 32.4; SD: 7.1 vs. mean: 27.6; SD: 7.9; F ¼ 11.8; p < 0.001).

The changes in scores are further illustrated in Figure 1 which gives the mean improvement

scores for the five subgroups. The largest improvements in well-being scores were rated by persons

with intellectual disability who moved to personalized arrangements, but this was less marked for

persons with mental health problems. Similarly, persons with intellectual disability who had

previously moved to personalized settings also showed further improvements over the 2 years,

whereas people with mental health problems had a mean disimprovement score over this time

period. People with intellectual disability who continued to live with family carers also rated their

personal well-being as having improved.

People with intellectual disability who moved to group homes showed a slight mean

improvement in their well-being ratings but people with mental health problems generally had

lower scores, although the number of persons in this grouping was small (n ¼ 6). However, the

biggest drop in well-being scores was for those who continued to reside in congregated settings and

particularly those with mental health problems.

Support needs

The improvement ratings given by people with intellectual disability were further investigated in

terms of their needs for higher or lower support. (Note: all persons with mental health problems had

low support needs.) Due to the small numbers, people already living in personalized arrangements

and those who moved to them were combined into one grouping. As Figure 2 illustrates, people in

these settings had improved well-being scores but the mean scores were significantly higher for

persons with higher support needs. For people moving to group homes, those with higher support

needs had higher mean improvement scores, whereas the scores of persons with lower support

Table 1. Means (and SDs) on well-being scores for the two groups at the two time points.

Living arrangements Group Time 1 Time 2

Moved to group homes Intellectual disability (n ¼ 24) 26.7 (7.5) 28.0 (8.2)
Mental health (n ¼ 6) 31.3 (8.0) 27.7 (7.7)

Moved to personalized arrangements Intellectual disability (n ¼ 8) 29.0 (6.5) 35.3 (4.9)
Mental health (n ¼ 17) 31.2 (7.9) 31.9 (7.1)

Remained in congregated settings Intellectual disability (n ¼ 10) 32.5 (7.3) 30.2 (6.5)
Mental health (n ¼ 10) 28.5 (7.0) 20.4 (4.4)

Living in personalized arrangements Intellectual disability (n ¼ 19) 32.7 (6.4) 35.2 (4.2)
Mental health (n ¼ 10) 29.2 (7.5) 27.8 (7.6)

Lived with family carers Intellectual disability (n ¼ 15) 32.1 (11.0) 36.0 (5.5)

SD: standard deviation.
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needs had disimproved. Those who continued to live in congregated settings tended to have lower

mean scores irrespective of their support needs. People living with family carers who had higher

support needs also had higher improved scores compared to those with lower support needs.

Predictors of well-being. In order to examine the interrelationships among the possible predictors of

well-being, the total scores at time 2 were regressed onto the equivalent measure at time 1 with

three covariates introduced to the structural equation model (analysis of covariance model).

These were the type of living arrangements, intellectual disability or mental health problems,

and the level of support required by the person. This model was a good description of the data

(w2 ¼ 288.77; df ¼ 246; pr ¼ 0.03; root mean square error of approximation ¼ 0.035; 90%
confidence interval ¼ 0.011, 0.050; comparative fit index ¼ 0.947; standardized root mean

residuals ¼ 0.08).

The covariates affected the well-being scores on both occasions. At time 1, those participants

with an intellectual disability (Est/SE)¼ 1.76; p < 0.07) and/or who required low levels of support

(Est/SE¼ 3.02; p < 0.01) tended to have higher scores. However, at time 2, the level of support was

no longer significant, which suggests that persons with higher support needs had well-being scores

equivalent to persons with low support needs but living in personalized arrangements (Est/SE ¼
3.21; p < 0.001) and having an intellectual disability (Est/SE ¼ 4.49; p < 0.001) continued to be

highly significant.

Figure 1. Mean improvement scores on well-being measure for the five subgroups.
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Staff ratings

The correlations between the well-being scores given by the person and by their key workers based

on their knowledge of the person were r ¼ 0.551 (n ¼ 93) at time 1 and r ¼ 0.329 (n ¼ 93) at time

2. (The latter information was missing for 26 persons as key workers were either not available or

they declined to provide the information.) The correlation between the two informant groupings on

the improvement scores was r ¼ 0.215 which, although statistically significant, indicates a low

proportion of shared variance.

Figure 3 illustrates the mean improvement scores given by key workers for the five subgroups.

Their highest improvement scores were for people who moved to group homes with dis-

improvements recorded for persons living with family carers (F ¼ 2.60; p < 0.05). However,

comparison of Figure 3 with Figure 1 indicates that people’s own improvement ratings were much

lower. Indeed, staff consistently rated the well-being of persons with mental health problems

overall as improved, whereas the people themselves rated it much lower (person mean:�1.19: key

worker mean: 3.5; t ¼ �2.88; p < 0.01). By contrast, people with intellectual disability tended to

rate their well-being higher than did staff at time 1 especially (person mean score at time 1: 30.45;

key worker mean score at time 2: 27.67; t ¼ 3.5; p < 0.001). However, the only statistically

significant difference between the mean improvement scores given by staff compared to that of

Figure 2. Mean improvement scores on well-being measure for persons with intellectual disability by support
needs in four accommodation options.
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people they supported was in congregated settings (t ¼ 12.83; p < 0.01) although the group home

ratings just failed to be significant (p < 0.06).

Discussion

This study is limited in a number of respects. It included a self-selected sample of services and

persons who choose to make changes in their living arrangements. They are unlikely to be rep-

resentative of all persons living in these different settings. Also the small number of persons within

certain subgroupings is a further limitation. Moreover, it was not possible to match the persons on

other characteristics across the groupings that might have further influenced their well-being and

could account for the variation in scores within each of the subgroupings, such as their mental

health diagnosis.

That said, the main value of this natural experiment is that the same persons rated their well-

being at two time points and the inclusion of two comparator groups, namely, persons with

intellectual disability and those with enduring mental health problems. During the 2-year

period, some people had moved to new accommodation, whereas others remained in the

same setting. There is a strong evidence that those persons living in, or who moved to perso-

nalized arrangements, rated their personal well-being significantly higher than those who

remained in congregated settings. This applied more so to the people with intellectual disability

Figure 3. Mean improvement scores on the well-being measure given by key workers for the five subgroups.
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who moved – particularly those with higher support needs –than it did for people with mental

health problems. Indeed, for the latter group, there was the possibility of a decrease in their

well-being over the 24 month period.

Moving to a group home also brought some improvement in the personal well-being of people

with intellectual disability but only for those with higher support needs, whereas there was the

suggestion that such moves led to a disimprovement in well-being for those with mental health

problems. Group living arrangements may continue some of the practices associated with con-

gregated settings such as residing with other people whom you have not chosen; the supervisory

role of staff and limited opportunities to make decisions; all of which limits the autonomy of the

residents (McConkey et al., 2016).

By contrast, personalized accommodation and support arrangements enhanced the well-being

of people with intellectual disability and particularly those with higher support needs. This indi-

cative finding requires further exploration but may relate to the increased opportunities given to

such persons around self-determination, choice, privacy and community engagement which they

had been denied in previous residential arrangements and family care (Curryer et al., 2015;

Lachapelle et al., 2005; Ticha et al., 2012).

By contrast, there is the suggestion that people with mental health problems fare less well in

personalized settings as time goes on. Given the small numbers of persons in this study, this finding

must be treated with particular caution and requires further explication through longitudinal studies

and larger samples. Of particular interest could be the reduced support available to persons living

alone, especially if there is deterioration in their mental health (Leff et al., 2009; Priebe et al.,

2009). Alternatively, this finding could be due to the stress and upheaval of moving to new sur-

roundings and may reduce over a longer time period as people settle in.

Of particular note is the discrepancy between well-being ratings given by the person and those

based on the perceptions of their support staff. Overall, the correlations were low – albeit statis-

tically significant – with the discrepancy particularly marked for persons with mental health

problems and with those living in congregated and group settings. Staff may base their ratings on

the physical attributes of the settings in which people live, whereas the persons draw on their

feelings and experiences. It is a salutary reminder that proxy responses around personal well-being

can be misleading for people who may have limited communication and the importance of striving

to find methods for ensuring their opinions are sought (Emerson et al., 2013).

People with intellectual disability who lived with family carers tended to score highest in terms

of their personal well-being and yet all had requested a move from the family home to having their

own place. Thus, personal aspirations need to be taken into account when it comes to decisions

around where people live and with whom they live, even though there may be a risk that their

personal well-being could reduce, at least as measured by this scale (Curryer et al., 2015; Scott

et al., 2014).

This is one of the few longitudinal studies of the impact which changes in accommodation and

support arrangements can have on the well-being of persons with intellectual disabilities and on

those with enduring mental health problems. Nevertheless, further research could usefully monitor

changes in personal well-being over longer periods of time and the tool used in this study shows

promise as a simple, user-friendly tool which service personnel can use to do this with the people

they support. However, such evaluations need to be set within a review process of person-centred

planning so that areas in which well-being is weak can be addressed. This process would also

provide insights into the variability in personal well-being among people living in similar

accommodation options that this and other studies have reported.
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Appendix 1

Table 1A. Well-being indicators.

Overall how is… 1 2 3 DK

Practice item: the food you get in the place where you live

Life for you at present

Your physical health (probe: keeping well, not being sick)

Your mental well-being (probe: feeling good inside, happy, relaxed)

Your feeling safe when you go out (probe: no one bullies or harms you)

Your relationships with your family (probe: getting on with your family
and doing things with them.)

Your relationships with your friends (probe: seeing them more often
and getting along with them)

Your relationship with support staff (probe: having people to help you
to do the things that you want to do)

The place where you live (probe: the facilities, the neighbourhood)

The respect you get from the people who support you (probe: how they
speak to you; asking your opinion, listening to you).

The control you have in your life (probe: making decisions for yourself
rather than other people doing it for you)

Note: How is life for you at present? Is it good or not so good? I am going to ask some questions. For each question you have

three choices. 1 – Not good; 2 – OK; 3 – It’s Great (show three cards with smiley faces). Point to the one that describes best

how you feel. (If person is unsure or does not know, tick Don’t know (DK) column.)
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