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profound intellectual disability and ‘culture’ has also been a key feature of the

research.

In this report we describe the effort to realise the hoped-for outcomes for people

with severe and profound intellectual disabilities as a ‘struggle’. The series of

Making Life Good in the Community reports, culminating in this one, is an

important contribution to the literature on providing services to people with

severe and complex disabilities.

Although we have deliberately not used the concept of ‘organisational culture’,

because it is a contested term (Martin and Frost, 1996), our ethnographic

approach and systemic orientation means that Making Life Good in the

Community has had a strong ‘cultural’ emphasis. There are very few published

studies of group homes that have attempted such a broad focus and interpretive

depth. At one extreme, we discuss the mops and buckets purchased for the

houses, whilst at the other we interrogate the fundamental assumptions that

underpin the policy and practice of building inclusive communities. An

appreciation of this breadth and depth can only be gained by reading the entire

series of reports. In this regard, the entire research output is a significant

contribution to researching and understanding why service quality is so variable.

This remains a critical area of research, if quality is to be enhanced across all

group homes, for all people with intellectual disabilities, regardless of level of

impairment.

Tim Clement

Christine Bigby

School of Social Work and Social Policy
La Trobe University
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Chapter 1: Introduction

‘Mountains are climbed one step at a time. It is always possible to reach
the top, even if it means taking a variety of pathways, using different
techniques, and resting at frequent intervals.’

‘We live constantly with the paradox of the ideal: we imagine the way
things could be, but as soon as we start to think we have an answer, we
simply find more questions. The current situation is always short of
the ideal. Yet the current situation is the best yet; and this is the
excitement of living in the now. Now is the best yet. Your present
thinking is your best yet thinking, but you know it is going to
change and get better. Each day that you have is the best, and you
know that tomorrow will be even better’.

(McNiff, Lomax, and Whitehead, 1996, p.44/45)

Chapter 1: Introduction
1.1 Background
In 2004, as part of the redevelopment of Kew Residential Services (KRS), the

Victorian Department of Human Services sought expressions of interest to

evaluate quality of life outcomes for residents moving from KRS into purpose-built

group homes (Victorian Department of Human Services, 2004)1. Dr Christine

Bigby, from the School of Social Work and Social Policy at La Trobe University,

and Dr Kelley Johnson, from the School of Social Science and Planning at RMIT

University, were the successful applicants, leading a project that came to be

known as Making Life Good in the Community. Following Kelley’s departure to

Ireland early in 2006, the project was led by Christine Bigby.

The project has two major strands. The first is a large-scale outcome survey

measuring changes in a range of quality of life domains for 100 residents.

Findings from this survey will be reported in 2009. This is because 50 of the

participants did not move from KRS until April 2008, and as a consequence the

12-month follow-up data cannot be collected until 2009. The survey data has

been collected by Pamela Salmon and will be analysed by Dr Brian Cooper, a

Senior Research Data Analyst at Monash University.

The second research strand is a number of interlinked projects that primarily

employed ethnographic and action research methodologies in five of the new

1 In this report the term ‘group home’ is preferred to Community Residential Unit or CRU.
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group homes, together with two research projects that investigated the concept

of ‘homeliness’ and the role of a group home’s manager, the house supervisor2.

Dr Tim Clement, Alan Robertson, and Dr Patsie Frawley completed the research

team who worked on this research strand. Alan’s presence on the research team

reflects an important trend in investigating issues related to intellectual disability:

the inclusion, as researchers, of people with this ‘label’ who have direct

experience of receiving services. Patsie supported Alan to undertake the

‘homeliness’ project.

This report is a synthesis of the papers and reports related to this second

research strand, which includes a number of ‘foundation papers’ dealing with

methodological and contextual issues (Bigby, 2005; Bigby and Johnson, 2004;

Clement and Bigby, 2006; Clement, Bigby, and Johnson, 2005, 2007a; Fyffe,

Johnson, and Bigby, 2005; Fyffe, Johnson, Bigby, and Clement, 2005; Johnson

and Bigby, 2005); descriptive accounts of life in five group homes (Bigby and

Clement, 2007; Clement, 2006, 2007a, 2007b; Johnson, 2007); and the findings

from a number of focused research projects (Clement and Bigby, 2007, 2008a,

2008b; Clement, Bigby, and Johnson, 2007b; Clement, Bigby, and Warren, 2008;

Robertson et al., 2008). This is shown diagrammatically in Figure 1.

The report is organised in four chapters:

Chapter 1 provides the general background to the project and locates it in

existing selective research findings.

Chapter 2 gives a sketch of the methodological approaches that underpinned the

research and the methods used to collect data. A summary of the separate

research projects is provided, together with the questions they set out to answer.

Brief details are given of how the data was analysed and the procedures used to

establish the trustworthiness of the project are highlighted.

2 These five group homes came from an original list of sixteen houses that had been selected to
encompass a range of criteria, such as being from country and metropolitan areas; being homes for
older people, and so on. In the original proposal there were going to be ten focal houses. This
changed as the project evolved. See Clement et al. (2007a, 2007b).
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Chapter 3 provides a synthesis of the project’s findings. It begins by discussing

how making a judgement about the quality of a service is difficult. The ‘resident

outcomes’ are presented from a quality of life perspective, in the form of a

composite picture that illustrates the dominant outcomes. In the sections that

follow we discuss key factors related to these ‘outcomes’. We begin by examining

the practice of direct support staff, then focus on the role of the house supervisor

and team manager, before highlighting systemic issues. In doing so we move the

analytic lens outwards from the ‘interactional space’ between residents and direct

support staff to the broader organisational context. A summary of the findings is

Figure 1. Shaping the final report: A synthesis of earlier writing
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Facilitating
community
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keyworking
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active support
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proposal
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presented that helps to explain how the overall service produces the resident

outcomes.

In Chapter 4 we suggest that the findings lend support to a ‘weak

implementation’ thesis and argue that in order to produce better ‘outcomes’

organisations must attend not only to issues of ‘structure’ and ‘agency’, but also

to the way that combinations of important variables produce the ‘outcomes’ we

want.

Outcomes in group homes: Important factors and
approaches to research
Almost every institutional closure has been accompanied by some form of

evaluation to investigate the impact of the residents’ move to community-based

accommodation. Much of this research has been quantitative in nature and has

used repeated follow-up measures to record changes in people’s life

circumstances. These ‘deinstitutionalisation’ studies have contributed much to our

understanding of people’s quality of life in group homes. In the main, these

evaluation studies show a relatively clear picture: community-based services are

better than institutions (Emerson and Hatton, 1994; Mansell and Ericsson, 1996).

For some, moving to community-based accommodation has resulted in better

material conditions, more contact with families, increased participation in

community-based activities, greater developmental progress, and higher levels of

engagement in household activities. It would be a surprise if the quality of life

survey in this study contradicted these generally positive outcomes.

Figure 2 shows the findings from a review of Australian studies of

deinstitutionalisation (Young et al., 1998).
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Figure 2. Results form Australian studies of
deinstitutionalisation (from Young et al., 1998)
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The majority of studies reported positive effects in six of the nine domains:

parent and client satisfaction; contact with family and friends; interactions with

staff; community participation3; and adaptive behaviour. In the remaining three

domains, health/mortality; community acceptance; and problem behaviour, the

majority reported no change. Two studies reported a negative change in problem

behaviour and adaptive behaviour.

This generally positive picture is complicated by the fact that research studies

show significant variation in outcomes. Different services of the same type (e.g.

group homes) produce very diverse results, and models that one might expect to

produce weaker outcomes, such as small institutions, can achieve results that are

as good as those found in small group homes (Mansell, 2006).

The group home is now the dominant form of residential accommodation for

people with intellectual disabilities in Australia and many other developed

countries (Braddock, Emerson, Felce, and Stancliffe, 2001). Approximately one-

third (11,414) of the 35,566 Australian service-users who use accommodation

support services live in group homes (AIHW, 2007) and therefore this type of

service will remain a central plank in the program to support an ‘ordinary life’ for

people with intellectual disabilities in the coming decade. Discovering the factors

that predict high-quality outcomes, not only in group homes, but all supported

3 In this review ‘community participation’ had a different meaning from the O’Brien (1987) definition
we drew upon in our research. Young et al. (1998) used a somewhat broader definition.
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accommodation, remains a significant research issue. Research over the last 20

years has identified a number of important factors, but how these factors relate

to one another operationally remains unclear.

A number of attempts have been made to organise these factors into relational

frameworks, but they all remain underdeveloped and have not been tested

empirically (Felce, 1996; Felce, Lowe, and Jones, 2002; Hastings, Remington, and

Hatton, 1995; Mansell, Beadle-Brown, Whelton, Beckett, and Hutchinson, 2008;

Parmenter and Arnold, 2008). One such framework, shown in Figure 3, attempts

to show the possible associations between factors identified by past research and

resident outcomes.

A problem with this diagram is that it conveys an over-simplified understanding of

causality, but it serves our purpose here, in illustrating that a variety of factors

impact on resident outcomes.

The single-headed arrow indicates causality operating in one direction, and the

words in the boxes suggest a number of abstract and concrete concepts that lead

to resident outcomes (Becker, 2007). Explaining the ‘resident outcomes’ we

uncovered is more complex than this. We return to this discussion in the final

section.

Staffing
• Level
• Staff characteristics
• Qualifications
• Prior experience

Formal service/
workplace culture
• Operational policies
• Job descriptions
• Working methods
• Training
• Mentoring

Informal workplace culture
Staff views
• Reasons for working
• Ambitions
• Values
Staff relationships
• At work (staff and residents)
• Out of work (family and friends)

Environmental structure
• Size
• Building design

Goals
Activity plans
Staffing plans

Staff activity

Staff assessment of their jobs
e.g. Satisfaction

Variety
Role clarity

Coping

Other influences
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Figure 3. Possible associations between service characteristics, staffing,
processes and outcomes (Felce et al., 2002, p.391).
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With so many contributing factors, it is not surprising to find that group homes

which look very similar can produce very different results. In short, none of these

factors have been consistently identified as predicting high quality outcomes.

They may be necessary for people with intellectual disabilities to realise a ‘good

life’, but in real-life settings we do not understand the processes that enable this

outcome.

The use of ethnography and action research approaches as the principal

methodologies in Making Life Good in the Community made the project somewhat

innovative. The quantitative research methods that have been used in the

majority of previous relevant studies are poorly suited to investigating some of

the factors in Figure 3. Although it has been recognised that outcomes in group

homes are influenced by informal factors, this informal service culture has

received little research attention. Ethnography, in particular, is well-suited to the

investigation of poorly controlled real-life settings, such as a group home. It also

allows researchers to focus on context and process, and uncover aspects of

informal service culture over a period of prolonged engagement ‘in the field’4.

In a sense, Making Life Good in the Community has pioneered an approach to

researching community-based accommodation, which may help to explain how

different factors in the ecology of a group home for people with intellectual

disabilities work together to produce outcomes for its residents5.

1.2 Specific contextual factors in Making Life Good in the
Community
Although group homes can appear to be very similar, once you dig beneath

superficial appearances you can discover significant differences between houses.

There are individual differences in the people who live and work in group homes.

In one house a resident may have diabetes, whilst in another a person may

exhibit self-injurious behaviour. A number of staff in one setting may have poor

English literacy, whilst in another one third of the staff team may not be able to

drive the minibus. Settings vary both in the level of available resources and the

organisation of those resources. One group home may have four residents, whilst

another may have six. The staff team in one house may be comprised of five

people; in another it is twelve. These are important contextual factors that are

likely to be important in explaining the outcomes found in a particular house.

4 We wrote our first fieldnote on July 20th 2005 and our final one on December 12th 2007, a period of
125 weeks.

5 An ecological perspective looks at the relationships between people, social groups, and their
environment.
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Having stated that differences are important, we want to highlight a number of

ways in which the five focal houses had a degree of similarity that had

consequences for how we approached the research, and have implications for the

transferability of the project’s findings.

The residents

Given that the background to this project is the redevelopment of KRS, it goes

without saying that all of the residents had spent a significant amount of time

living in that institution (Mean = 41 years; Range 28-62 years) 6.

Twenty of the 26 residents who were living in the five group homes at the start of

the research had been assessed as having either a severe or profound intellectual

disability. This is important for a number of reasons. Firstly, this meant that they

were more likely to have secondary disabilities and a significant number of

health-related needs (Hutchinson, 1998). By definition, you would also expect

these individuals to have low levels of expressive and receptive communication,

which was borne out by results of a communication assessment designed for

adults with severe intellectual disabilities. This had a very specific consequence,

in that it excluded the residents from being meaningful participants in the

research process. It also made it more likely that we would uncover weaker

resident outcomes, as research has consistently shown a negative association

between ‘ordinary life’ outcomes and severity of impairment. This is despite

evidence from demonstration projects that good outcomes are possible (Felce,

1989).

Basic demographic details of the 26 residents are shown in Table 1.

6 This average is broadly accurate. We were aware of two residents that had spent some time in other
institutions. One resident moved to KRS in 1963. The years in the other institution are not included.
Another resident moved from KRS to another institution, before returning. These years are included.
The significant point is that all the residents spent most of their lives prior to the move in institutional
settings.
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Table 1

Demographic information for the 26 residents

Sex
N=26

Age when
moved to

group
home

Years
lived at

KRS

N=25

Level of
intellectual
disability7

N=25

Communication
level (Triple C
Bloomberg and

West, 1999)

N=23

M 57 53 Severe Stage 4

M 51 41 Profound Stage 4

M 51 47 Severe Stage 5

M 53 53 Severe Stage 4

6
4

Pe
n
n
y

La
n
e

M 48 31 Severe Stage 4

M 42 42 Moderate Stage 5

F 64 42 Severe Stage 6

M 43 32 Moderate Stage 6

F 55 50 Severe Stage 6

M 51 40 Moderate Not available (n/a)9
6

H
ig

h
S
tr

ee
t

F 55 47 Moderate Stage 6

M 70 62 Severe Stage 3

M 57 48 Severe n/a

M 50 38 Profound Stage 2

M 52 49 Severe n/a1
6

Te
m

pl
e

C
ou

rt

M 35 28 Severe Stage 1/2

M 34 29 Severe Stage 2

M 42 42 Profound Stage 4

M 39 31 Profound Stage 3

M 39 n/a n/a Stage 2

M 51 46 Profound Stage 1/21
8

Fi
n
ch

G
ro

ve

M 49 42 Profound Stage 3

M 49 31 Severe Stage 4

M 45 33 Moderate to severe Stage 5

M 45 40 Severe Stage 5

9
B
u
rt

on
A
ve

n
u
e

M 41 34 Severe Stage 4

Five of the residents died during the research period. A new resident moved into

one of the houses during this time, but his details are not shown in the table.

7 Diagnosing people with a severe or profound intellectual disability is an inaccurate science. We have
not included the resident who has been diagnosed as ‘moderate to severe’ in the ‘population’ of 20
residents with severe or profound’ diagnoses. In some of the historical records we noticed that
people’s diagnostic label changed over time. Where we read this, we used the more recent diagnosis.
The important point is that most of the residents are labelled as being towards the more
severe/profound end of the intellectual disability continuum.
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Twenty-three of the residents were men; three were women. When they moved

into their new homes the average age was 49 years (ranging from 34 to 70

years). All of the houses had a staffing level that we described as providing the

residents with a pervasive support intensity (Luckasson et al., 2002). Four of the

houses had active night staff.

The staff

There is a view that direct support staff working in institutional settings are prone

to become ‘institutionalised’, by means of a similar process that has been

described in relation to people with intellectual disabilities. Of the 30 staff whom

we met at the ‘transition training’ events that preceded the opening of each

house, about 75 per cent had transferred to the group home from KRS (the range

within respective staff groups was between 33 and 100 per cent). Many of these

employees had worked at the institution for a significant number of years (from

less than a year to 31 years).

Moving to a group home requires direct support staff to take on an expanded

role, which is underpinned by a ‘different’ service philosophy. It is subject to

greater role ambiguity, requires higher levels of input, and receives more

pressure from management (Rose, 1993). Although it is absurd to blanket all

staff who worked in an institution as unsuitable employees for community-based

services because they are ‘too institutionalised’ (Allen, Pahl, and Quine, 1990), it

must be stated that at the end of the project a number of these staff were not

working in a way that is consistent with their ‘new’ role, and this undoubtedly

impacted on the resident outcomes we observed. As the report tries to make

clear, ‘staff activity’ is a complex concept that is influenced by a variety of

factors.

Group homes

Rather than use ‘ordinary’ housing stock, the houses in this phase of the KRS

redevelopment were purpose-built from a small number of designs. The architects

took account of broad disability standards, and additional criteria determined by

the Disability Services Division of the Victorian Department of Human Services.

One consequence of this is that as you move between the new houses it is easy

to notice the physical similarities rather than their differences.

In contrast to institutional settings, group homes are relatively free from the

direct gaze of more senior managers. We therefore labelled the ‘team’ of staff in a

house as an autonomous work group (after Handy, 1993). Figure 4 shows a
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generalised schematic representation of the managerial hierarchy within Disability

Accommodation Services8.

The work of individual direct support staff within a group home may receive little

scrutiny from the home’s ‘on-site’ manager, the house supervisor, who is

physically present less than a quarter of an entire week9. In such circumstances,

staff performance is hard to monitor. They have a significant amount of autonomy

and their practice often takes place between individual workers and ‘silent’ clients

in unobserved settings (Evans and Harris, 2004). This creates a context in which

‘change’ may be hard.

Significant external support

Action research projects were completed in three houses and they had the

potential to benefit from significant longitudinal external support to achieve the

respective projects’ goals. A researcher became part of the group seeking to

change things for the better. In addition to an ‘active’ researcher, all three houses

received support from a Victorian Department of Human Services’ employee

8 This diagram no longer holds true for one metropolitan region where the cluster and sector
managers have been replaced by Domain manager.
9 A house supervisor works 38 hours each week, which is 23 per cent of the total number of hours in a
week.

Figure 4. Schematic representation of the managerial hierarchy.
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called the Community Inclusion Officer. When taken together, this represented a

significant injection of resources that are not available to many group homes.
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Chapter 2: Methodology and methods
2.1 Making Life Good in the Community: A topography
A chronological reading of the separate research reports reveals ways in which

both the project itself, and our thinking about key issues, evolved over its course.

It is not our intention to identify either the methodological changes or the ways in

which our thinking evolved in this report, but to provide a map that highlights the

chief features of the research project that we carried out.

Figure 1 suggests that we employed four methodological approaches,

ethnography, action research, evaluation, and job analysis. In this chapter we

outline these broad approaches, before giving more specific details about the

methods that we used to collect data10. A series of tables provide a summary of

the separate research projects and the questions that we set out to answer. We

do this for the sake of completeness, in order to provide some information about

the research design, which is the logic that links the data collection to the original

purpose of the research (Yin, 1994). Readers who want more than a brief outline

of the techniques that we used for gathering the data should read the original

reports, which contain more detailed accounts of how we conducted the separate

research projects.

Ethics approval and consent

Ethics approval was granted by the Department of Human Services Research

Ethics Committee, and the relevant Ethics Committees at La Trobe University and

RMIT University.

Consent for the residents to participate in the research was obtained from a

proxy, a named family member in most cases, as it had been determined that

they could not give their own consent. Consent was also obtained from the

respective staff teams and five family members who expressed an interest in

participating in the research11.

2.2 Methodological approaches

Ethnography

Ethnography describes both the research process and its end product

(Hammersley and Atkinson, 2007). We used participant-observation, an

10 Although they are discussed separately, a careful reading of the original papers will show that they
overlap. For example, we used the ethnographic fieldnotes to evaluate practice in the houses prior to
beginning our action research projects. We continued to use participant-observation as a way of
collecting data during the action research projects.
11 Some of the staff group at 18 Finch Grove would not sign consent forms, although they gave verbal
consent. We did not undertake an action research project in this setting.
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ethnographic method, in order to describe the workings of five group homes. This

was the groundwork that preceded five separate research projects. The

ethnographic work allowed us to closely examine the day-to-day ‘culture’ in each

group home and to explore how this impacted on the lives of people living and

working there. It gave us time to get to know the residents and the staff, and

those families that we came into contact with. Table 2 summarises our contact

with the five houses and the volume of fieldnote data we collected. On average,

by the time we had completed our ethnographic work, the residents had been

living in their new homes for eight months (a range of five – 12 months).

Table 2

General information about ethnographic data

Domain
64

Penny
Lane

96 High
Street

16
Temple
Court

18
Finch
Grove

9
Burton
Avenue

Total

Hours of
participant-
observation

46 36 59 34 34 209

Number of days
on which data
was collected

9 9 11 8 8 45

Number of
interviews 9 0 1 4 0 14

Data set
(number of
words)

58,000 20,000 29,000 28,000 16,000 151,000

As the introduction makes clear, and the project’s title suggests, research starts

with a problem or series of issues. The research was concerned with discovering

ways of supporting people with intellectual disabilities to lead the best possible

lives and determining what factors are important in ensuring an improved quality

of life.

Our observations were guided by the key questions outlined in the original tender

document (Box 1). Many of our observations focused on the interactions and

styles of support between staff and residents at the houses; the support that the

residents received to participate in meaningful activities inside and outside the

homes; and the skills and knowledge of support staff to promote ‘community

inclusion’.
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We borrowed the term ‘upstream issues’ from Egan and Cowan (1979) to suggest

that some of the issues that we uncovered in the houses arose from the broader

employing organisation, the Department of Human Services. By giving attention

to the broader organisational context, we moved ‘upstream’, focusing on the

resources and organisational structures that need to be in place to establish and

maintain high quality services.

Action research

We used an action research approach in three of the five group homes, which is a

generic term for a wide and confusing array of related approaches (Coghlan and

Brannick, 2001). What they have in common is the intention to bring about a

situation that is congruent with a value position (McNiff et al., 1996). We adopted

an organisational action research framework, where the aim was to try to change

staff practice towards predetermined aims that were set by senior managers

within the Victorian Department of Human Services (Hart and Bond, 1995). The

respective staff groups were active participants and were involved in the process

to identify the principal issues about which action was planned and taken. Table 3

provides an outline of the three action research projects.
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We have been cautious about what we can reliably say about data of this kind,

unless we compared it with data from another source. The use of diary records on

their own, for example, has been shown to have some limitations in regard to

their accuracy (Joyce, Mansell, and Gray, 1989).

The bulk of the data was handled qualitatively, using systematic methods to

reduce the large volume of data (Miles and Huberman, 1994), so that we could

draw conclusions about the day-to-day working of group homes. As soon as we

began our fieldwork we started analysing data, as writing fieldnotes involves

interpretation and sensemaking (Emerson, Fretz, and Shaw, 1995; LeCompte and

Schensul, 1999).

We coded the data both deductively and inductively. Codes are labels that are

attached to chunks of data. Depending on the type of study, a chunk can vary

from a single word to much longer pieces of text. For example, O’Brien’s (1987)

distinction between community presence and community participation were two

of a ‘provisional “start-list” of analytic codes’ (Miles and Huberman, 1994, p.58)

that we used to label pieces of text.

A code that was developed inductively was ‘Passion for the role’. This was a

theme that we had not anticipated in our interviews with house supervisors, who

spoke about working with people with intellectual disabilities with great

enthusiasm. Having identified this theme we re-read our raw data looking for

examples of their ‘passion’.

As well as using ‘cut-and-paste’ techniques, we also used two qualitative data

analysis tools to facilitate data analysis, Atlas.ti (Muhr, 2005) and NVivo

(Qualitative Solutions and Research, 1999), which helped to manage the large

Figure 5. Graph showing the type of activities
supported at 64 Penny Lane at two separate times
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volume of data. In particular, these tools assisted with the coding and storage of

data, the searching and retrieving of information, and memoing, a term for

analytic writing (Hammersley and Atkinson, 2007).

2.5 Trustworthiness
Qualitative researchers have developed alternative terms by which to discuss

issues of validity and reliability (Creswell, 2007). We have used Lincoln and

Guba’s (1985) notion of trustworthiness and the related concepts of credibility,

transferability, dependability, and ‘confirmability’ throughout this report to discuss

the research.

Creswell (1998) lists eight verification procedures for establishing the

trustworthiness of a study, and recommends that qualitative researchers engage

in at least two of them in any given study. When considered as a whole, we have

employed seven of these procedures (Table 7)13.

13 Creswell’s (1998) final verification procedure is ‘external audit’, whereby an external consultant
examines both the process and the product of the research account. It is possible to make a case that
the Making Life Good in the Community research products have been widely audited, given the
scrutineering role played by the research steering committee and the wide circulation of the research
reports.
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Chapter 3: Findings
3.1 Introduction
This chapter provides a synthesis of the project’s findings. It begins with a

discussion of issues related to the making of judgements about service quality. A

composite picture of dominant resident outcomes is then presented, using a

quality of life framework. In the sections that follow we discuss key factors

related to these ‘outcomes’. We begin by examining the practice of direct support

staff, then move the analytic lens outwards, stopping to focus on the role of the

house supervisor and team manager, before ending on the broader organisational

context. The chapter ends with a summary of the findings, which is used to

explain how the overall service produces the ‘outcomes’ for the 26 residents in

the five focal houses.

Outcomes, outputs and the importance of interactions

Making a judgement about the quality of a service is fraught with difficulties,

because there are many conflicting, competing, and confusing definitions of

‘quality’ and ways of measuring it (Dickens, 1994). In this section we try to frame

our discussion primarily in terms of outcomes and outputs. In the main, the

former refers to the effect of the service on people with intellectual disabilities,

whilst outputs typically denote measurable ‘products’. A focus on outcomes might

describe the life of a person with intellectual disabilities as ‘socially included’ or

‘socially excluded’, whereas an emphasis on outputs might report on the number

of times that staff members supported residents to go to the supermarket in a

month. Sometimes people draw conclusions about outcomes from output

measures. For instance, many active support studies measure the number and

type of interactions between direct support staff and people with intellectual

disabilities in order to say whether residents are ‘meaningfully engaged’ or

‘disengaged’.

In many respects the quality of services for people with severe and profound

intellectual disabilities is a result of the interactions between service-users and

direct support staff. This is because people with severe and profound intellectual

disabilities rely on other people, particularly direct support staff, to plan,

organise, identify and coordinate the support they need (O'Brien, 1987). The

residents’ levels of intellectual disability and their relative ‘passivity’ places

greater responsibility on direct support staff to deliver a high quality service.

In service industries, the point where service-providers and service-users interact

is known as ‘the moment of truth’, and Dickens (1994) argues that it is the key to
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evaluate actual outcomes. Highlighting the gap between the two is the starting

point for organising this chapter.

Although it over-simplifies the case, it helps to think of the data that we gathered

as occurring at two points in time, T1 and T2. The original phase of ethnographic

research (T1) painted a detailed picture of life in five group homes. This data was

used by the researchers and respective staff teams to evaluate staff practice and

resident outcomes at a point in time, prior to embarking on three action research

projects. The end of the action research projects can be considered as the second

point in time (T2), where we would have anticipated that the actual outcomes for

residents would have moved significantly closer towards the hoped-for outcomes.

Yet in all three action research projects we concluded that this was not the case,

and that there had been little change in the key outcomes of community

participation, individualised support, and meaningful engagement in household

activities.

Our original analysis allowed us to reduce our data into themes, most of which

were reported as organised patterns of behaviour. What follows is a partial,

generalised, composite picture of resident outcomes formed over a two-and-a-

half year period, which illustrates the dominant outcomes for the residents in the

five houses. These are organised under eight quality of life domains. Each domain

has a number of sub-domains (Figure 6). This represents a substantial

compression of our findings into a small number of abstract terms, which must

inevitably lose the richness and subtlety of the earlier reports.
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We could have organised our findings under a whole number of frameworks, for

example the Outcome or Industry Standards for Disability Services in Victoria

(Victorian Department of Human Services, 2007c), but we wanted to encode the

findings in a manner that was congruent with the Department’s original

conceptualisation of this project, which was quality of life (Victorian Department

of Human Services, 2004).

Although quality of life is a contested concept, these domains represent current

‘best thinking’ and are ‘widely accepted as being key indicators of the fullness and

interconnectedness of life’ (Schalock et al., 2002, p.462). Our research has not

been a comprehensive quality of life evaluation. The shaded areas in Figure 6

show the domains that we discuss below. Of the 29 sub-domains, we only discuss

13 (45 per cent). As we suggested earlier, our research was initially guided by the

Department’s broad key questions, which were then refined as the project

evolved into separate research elements. This meant that some quality of life

domains received more attention than others.

Figure 6. Quality of life domains (Adapted from Schalock et al., 2002)
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The gap between hoped-for and actual outcomes: A
demanding test of service quality

In Chapter 1 we stated that an important contextual factor in this research was

that 20 of the residents in the five houses had been labelled as having severe or

profound intellectual disabilities. These levels of intellectual disabilities are

generally related to poorer ‘ordinary life’ outcomes. In a sense, finding excellent

outcomes across all quality of life domains would have been remarkable. We

know from demonstration projects that providing high quality services to people

with severe and profound intellectual disabilities is possible, but achieving it and

sustaining it over time is a challenge.

As our benchmarks have been hoped-for outcomes, the potential for

disappointment has been made more likely. Yet these are the benchmarks that

have been set for all people with disabilities, and they remain the standards that

we must strive for.

The findings from the forthcoming survey are likely to read more positively than

the tone of this report, because the basis for comparison is very different. The

survey will similarly compare data gathered at two points in time: quality of life

measures recorded when people were still living at KRS (T1) and the same

measures taken when they have been living in group homes for 12 months (T2).

This is a less demanding comparison than the one that has been made in this

research strand.

The real value of this research comes not from describing the residents’ actual

outcomes, but from drawing out the lessons that have been learnt in the struggle

to realise the hoped-for outcomes.

Severe and profound levels of intellectual disability

We have commented on the current trend to ignore references to levels of

intellectual disability in contemporary policy documents. Although there were

problems with the borderline, mild, moderate, severe, and profound mental

retardation categories (Luckasson et al., 2002), they did at least point towards

variance or difference within the population of people with this label. In our

reports we have brought the concepts of severe and profound intellectual

disability to the fore, in order to make a number of linked points. One important

concept is that the abstract ideas that exist in the hoped-for outcomes, whether

they appear as goals, espoused values, or formal policy, are much harder to

apply to people with these labels. We discuss this point in relation to each quality

of life domain.
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There is a tendency to lump the categories of severe and profound intellectual

disability together, which we have done at times in our reports, for the sake of

brevity. Cleland (1979) thinks that it is poor practice, because on a number of

criteria, there are significant differences between people with severe and

profound intellectual disabilities. For instance, at the extreme ends of the severe-

profound continuum, one person may be able to make a real choice between two

activities or two items of food, whilst at the other end, the concept of choice has

no relevance and direct support staff have to ascribe preferences from

interpretations of that person’s behaviour.

This is an important point, and draws our attention to both the broad context and

the subtle ways in which direct support staff must apply and understand the

Department’s goals.

3.2 Resident outcomes

Emotional well-being

Stable and skilled environments

From a resident’s perspective, any staffing change has some impact. It may be

the case that staff turnover is more detrimental to people with profound

intellectual disabilities because of the time and effort that it takes to understand

their needs and wants (Zijlstra, Vlaskamp, and Buntinx, 2001). Therefore,

providing people with intellectual disabilities with a stable and skilled workforce

is integral to providing quality services (Lakin et al., 2005).

A snapshot of 12 houses revealed that just under 19 per cent of the total number

of roster lines were vacant (Clement and Bigby, 2007). Vacant roster lines and

the egress of staff impacted on resident outcomes at the five focal houses,

contributing to variable and inconsistent support. The management of complex

issues, such as challenging behaviour, was harder when the staff group was

unstable. In these houses some part-time positions have remained vacant since

they opened. In such circumstances vacant roster lines are filled by casual staff.

Although some houses made use of the same casual staff, the residents also

received support from significant numbers of ‘new faces’ who were unfamiliar

with them15.

Residents were more likely to miss out on specific activities when the staff group

was unstable. In such circumstances the staff focus became one of ‘keeping

things going’, concentrating on meeting basic needs rather than a higher-order

15 We are using the distinction between ‘new faces’, ‘known faces’ and ‘well-known faces’ in this
section (Zijlstra et al., 2001).


