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Foreword

In April 2008 the last residents of Kew Residential Services (KRS), formerly

known as Kew Cottages, moved from the institution to smaller group homes. The

redevelopment of services and the consequent closure of the institution has

enabled over 460 people to move from KRS to group homes in the community.

The redevelopment was informed by a body of research, both in Victoria and

overseas, on how best to support people with significant intellectual disabilities

who have lived in institutions for long periods. This research demonstrated that

they have a better quality of life in small supported settings than they do in large

institutions.

A research study being undertaken by La Trobe University on behalf of the

Department of Human Services is examining how best to support people with

intellectual disabilities living in group homes to lead fulfilling lives. The study,

called ‘Making life good in the community’, has both qualitative and quantitative

elements and used ethnography, action research, interviews and surveys to

collect data. The survey which is comparing quality of life measures for 100 ex-

KRS residents before and after leaving the institution is not yet complete but

early results for the first 50 residents who have moved off site show improvement

in the areas of choice and community presence.

The qualitative study is complete, and publications to date include ‘The story so

far’, which marked the mid-point of the study, ‘The importance of practice

leadership and the role of the house supervisor’ published in November 2007, and

‘When is a house a home? (February 2008) focusing on homeliness. This latest

report, ‘Building inclusive communities’ reflects on the issues and complexities

inherent in achieving this goal, and the broader issues it raises.

A specific research goal was to understand how staff in this group home could be

supported to expand the men’s social networks with non-disabled people. The

report sets out the argument that facilitating relationships with non-disabled

people is a prerequisite to realising the Victorian State Disability Plan goal of

building inclusive communities, but points out that this is not explicit in

Department of Human Services’ policy.

The researchers argue that the goal of building inclusive communities involves

concepts that are often poorly understood, hard to define, and difficult to apply.
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The report critically examines the premises and complexities, assumptions and

practises that underpin efforts to realise this goal. It brings to the forefront the

many arguments, disagreements, understandings and misunderstandings that

surfaced during the research, and that are also extensively debated in the wider

field.

This reflective and thought-provoking report will be particularly valuable for those

supervisors and middle and senior managers responsible for managing quality

support services to people with intellectual disabilities, as well as for policy

analysts, and the many people who struggle with how to realise the vision of an

inclusive community.

I commend this report for your consideration.

Alma Adams
Manager KRS Redevelopment
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Executive summary

Executive summary
The Victorian State Disability Plan 2002-2012 states that:

By 2012, Victoria will be a stronger and more inclusive community – a

place where diversity is embraced and celebrated, and where everyone

has the same opportunities to participate in the life of the community, and

the same responsibilities towards society as all other citizens of Victoria.

(Department of Human Services, 2002b, p.7).

This report considers issues raised by a two and a half year action research

project (Making life good in the community) that attempted to realise the notion

of an ‘inclusive community’ in a Department of Human Services’ group home. The

house, 64 Penny Lane, was a home for five men with severe intellectual

disabilities who had previously lived at Kew Residential Services, a large

congregate care facility which will be closed in April 2008 following a major

redevelopment. The research project focused on one of the goals outlined in the

State Disability Plan, that of building inclusive communities, a goal that is central

to the government’s espoused vision for the future, not only for people with

disabilities, but for all Victorians.

Such a goal is thought to be necessary because although most people with

intellectual disabilities are physically present in the community there is a general

consensus that they are not part of it. Most people with intellectual disabilities

typically have small and highly restricted social networks, and are often reported

to be socially excluded and lonely. Their restricted social networks are

characterised by interactions with other people with intellectual disabilities,

service workers, and immediate family members. Contact with non-disabled

members of the public is most likely to be mundane, impersonal and fleeting. The

report uses the concept of a ‘distinct social space’, to refer to this generalised

pattern of social relationships that is typical of many people with intellectual

disabilities.

The analytical use of a ‘distinct social space’ focuses attention on the boundaries

around a specific individual and posits these as being in a state of flux. This

suggests that the actions of human service organisations and their employees can

influence these boundaries. If they are fluctuating they can be strengthened or

weakened, enlarged or contracted. If the boundaries are permeable then people

can be helped to cross them.
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Over the last 30 years people have promoted a variety of ideas about how to

‘include’ people with intellectual disabilities, most of which have been embraced

by human service organisations. Yet the goal of building inclusive communities is

a term that is often poorly understood, hard to define, and difficult to apply.

The Making life good research used John O’Brien’s (1987) distinction between

community presence and community participation as an orientating concept. The

former refers to the sharing of ordinary places, rather than the use of segregated

facilities. O’Brien argued that people should be supported to increase the number

and variety of ‘ordinary’ places that a person with intellectual disabilities knows

and can access. Yet even if this happens, people with intellectual disabilities can

remain in this ‘distinct social space’, going to ordinary places solely in the

company of other service-users, staff, or immediate family members and only

having fleeting contact with non-disabled people. The goal of community

participation is to expand these restricted social networks to include non-disabled

people, so that people with intellectual disabilities experience being part of a

growing network of personal relationships that include close friends.

The project’s specific research goal was to understand how staff in this group

home worked and could be supported to expand the men’s social networks with

non-disabled people The report sets out the argument that facilitating

relationships with non-disabled people is a prerequisite to realising the goal of

building inclusive communities, a crucial point that is neither explicit in

government policy nor mentioned in the Department of Human Services’ most

recent practice manual that provides guidance for staff working in residential

services.

This report critically examines the premises that underpin this goal and brings to

the forefront arguments, disagreements, understandings and misunderstandings

that surfaced during the research so that they can be cross-examined by a wider

audience.

It is argued that such a research goal does not devalue people with intellectual

disabilities, stop people with intellectual disabilities mixing together or being

friends, or ‘privilege’ relationships with non-disabled people. It is not logically

inconsistent to want to facilitate relationships with non-disabled people and to

also support and encourage relationships between people with intellectual

disabilities.

The research is put forward as a ‘politically important case’, because the men who

live at 64 Penny Lane have severe intellectual disabilities. Both type of disability
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Neither the general accredited training, nor the specific transition training,

received by the staff gave them much understanding that part of their role is to

facilitate relationships with non-disabled people. It was therefore not surprising

that they concentrated on supporting relationships with other people with

intellectual disabilities, relatives, and staff members, and on increasing

community presence.

As part of the Kew redevelopment, recurrent funding was provided to

metropolitan regions to employ staff to support community inclusion and active

support approaches. Over the next 22 months the researchers in conjunction with

the ‘Community Inclusion Officer’ for the area, worked with staff about their

understandings of inclusive communities, and supported them to think about

planning individual activities where community participation was a more likely

outcome. By the end of nine months, the pattern of supporting activities that led

to community presence rather than community participation had not changed,

and staff still held differing views about the feasibility of building inclusive

communities for the men and the meaning of participation. The house supervisor

changed and for several residents a new strategy of developing a detailed social

network map was adopted to support staff to think about potential activities. At

the conclusion of the project some 13 months later, individual activities for four

Figure 1. Research phases at 64 Penny Lane
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explicit recognition that work at the micro level (with individuals to build social

networks) is as important as strategies located at the more macro level (which

seek to influence organisational behaviour). It seems probable that the absence

of a common vocabulary and shared understanding of this Department of Human

Services’ goal is a major obstacle to achieving it. There is no guarantee that any

employee will understand the multi layered strategies necessary to pursue the

goal of building inclusive communities or possess the knowledge, skills and

motivation to design or implement these. This may be the case whether they are

new to the field, or have experience in either community-based or institutional

settings, whether direct worker, manager or policy analyst. It is not an intuitive

role and commonsense understandings of terms like ‘inclusion’ and ‘participation’

will not be enough to realise it.

Issues for policy makers

As building inclusive communities is a complex and multifaceted goal any working

definition will need to be a nuanced concept that allows both bonding and

bridging relationships. This will acknowledge that there is nothing wrong with

people with intellectual disabilities choosing to spend time with one another

together or being friends. However, any working definition or guidance must

explicitly include the need to facilitate relationships between people with

intellectual disabilities and non-disabled people.

Once a clear definition is available, a key task is to develop and instil a coherent

planning framework that links strategic to operational plans, so that the principles

that underpin strategy are congruent with the behaviours expected of direct

support staff and the methods and techniques they employ.

Planning

Plans to realise building inclusive communities are unlikely to be successful if the

people who are charged with meeting this goal are unaware of what it

encompasses. Staff at 64 Penny Lane were making plans with a limited

understanding of the implications for their practice of the goal of pursuing

individual communities. They were given partial feedback about their progress

towards this goal from more senior employees who had an equally limited

understanding of the goal, frequently confusing community participation and

community presence.

Progress towards achieving the goal of building inclusive communities will

therefore require leadership and commitment at all levels of the Department of
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‘As with the poor relation at the wedding party, so the reception given the handicapped
person in many social situations: sufficient that he is here, he should not expect to dance
with the bride’

(Davis, 1961, p.127)

‘Our ideas about institutionalizing the aged, psychotic, retarded and infirm are based on a
pattern of thought that we might call The Toilet Assumption – the notion that unwanted
matter, unwanted difficulties, unwanted complexities will disappear if they are removed
from our immediate field of vision…Our approach to social problems is to decrease their
visibility: out of sight, out of mind…The result of our social efforts has been to remove the
underlying problems of our society farther and farther from daily experience and daily
consciousness, and hence to decrease in the mass of the population, the knowledge, skill,
resources, and motivation necessary to deal with them’.

(Slater, 1970, quoted in Zola, 1981, p.355)

‘What do you think of these grapefruit?’ I asked. The man jumped as though I had slapped
him. He clutched his shopping cart, turned to me with his mouth open and blinked through
his thick glasses. He was about 30 or so. He had Down syndrome. My 16-year-old stepson
Jim has an extra chromosome, too.

I smiled and told him I couldn’t decide.

‘Which do you like, white or red grapefruit?’

He swallowed. ‘Yeah,’ he said, eyes wide.

At that moment, another man in a red ski jacket and neat beard hustled up to the
shopping cart, dropped in a bag of potatoes and said, ‘Come on Bill, let’s go.’

Bill stood still and said proudly, with some difficulty, ‘I talk to lady.’

‘What? Okay, hurry Bill, we gotta go.’ But Bill didn’t budge.

‘We were talking about grapefruit’’ I offered, smiling again, still lingering and fingering the
produce.

‘Oh.’ The man in the red jacket looked at me almost apologetically and said, ‘Come on Bill,
we have to go.’ Before he finished speaking, the man in the red jacket had refocused his
attention on the grocery list and jogged off. Bill, suddenly kick-started, steered the cart
away. I ran into them a few more times in the store, purposely taking my time when I saw
Bill maneuvering the cart down the aisle. The man in the red jacket would say, ‘Wait here,’
while he ran to select items, weigh bulk food and choose among the specials. Each time,
Bill would stand silently at the cart, waiting. Each time he saw me, he almost seemed
afraid I would ask him something again; that he would be expected to reply. He was used
to just waiting quietly.

(Schwier, 1992, p.14)

‘And in the backs of our minds, we probably all carry a utopia, ‘a Jerusalem of up high’,
and ideal kingdom, or republic, or dictatorship, or anarchy, or some sort of society which
could exist some day, and in which only the better element of man would prevail, and in
which needed helping forms would be provided automatically’.

(Wolfensberger and Zauha, 1973, p.1)



2. Research context and key questions

- 12 -

1. Introduction

1. Introduction
This report considers issues raised by a two-year action research project

investigating the Victorian government’s goal of building inclusive communities

for people with disabilities in a group home for five men with severe intellectual

disabilities1. The specific focus for planning and taking action was a particular

interpretation of O’Brien’s (1987) conceptualisation of community participation.

Our research goal was to expand the men’s social networks, so that they would

experience being part of a growing network of personal relationships that included

the possibility of making close friends. We were particularly interested in

attempting to expand their social networks with non-disabled people, rather than

facilitating relationships with staff members, relatives, or people with intellectual

disabilities (see Robertson et al., 2001).

It may be the case that as a reader you have already taken issue with the

research goal. If you have, then we see this as a good thing. During the course of

this research both the goal of building inclusive communities and the research

goal came under intense scrutiny. An important part of the research process was

examining these goals and our own roles in trying to implement them. As you will

read, during the course of the research a great deal of energy has been spent

addressing issues of conflict in relation to the research goal. Our approach to this

conflict has been to see it as a creative force, because we believe that conflict

that is faced and managed allows us to explore ideas, engage opinions, and

generate change (Ford and Hargreaves, 1991).

The report draws on an earlier paper, 64 Penny Lane (Clement, 2007), which can

be found in The Story So Far (Clement, Bigby, and Johnson, 2007). The paper

described the interactions between the people who live and work at this house

and the support that the residents received to participate in meaningful activities

inside and outside the home. The paper summarises data that we had collected

through participant-observation, which was used to describe and evaluate

practice at 64 Penny Lane and provide feedback to the staff group about their

practice.

We raised a number of issues in The Story So Far (Clement et al., 2007) that

framed the research agenda at 64 Penny Lane and the writing of this report.

1 This is one of three overarching goals outlined in the Victorian State Disability Plan 2002-2012
(Department of Human Services, Victoria, 2002 b). The other two are pursuing individual lifestyles
and leading the way.
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who share their diagnosis....So, how would such people define their

‘community’? Would the rich banker regard the unskilled, newly arrived

migrant as part of her community, and with whom she should ‘integrate’ to

achieve an improved life quality? Would the elderly residents of a retirement

village regard integration with the adolescent youth who surround their

enclave as enhancing their sense of community? Perhaps not. Yet the

philosophy of integration is so entrenched that writers on service policy

simply assume that people with an intellectual disability are somehow

different from other groups in society, such that integrated rather than

segregated experience is necessarily of benefit to them (p.147).

You may be inclined to agree with these views, especially since some beliefs are

derived from people in authority (Rokeach, 1968). This relates to how we gain

knowledge. The authors are academics who work in a university and their article

was published in a respected peer-refereed journal.

If you work in a group home and believe that a resident with an intellectual

disability that you are paid to support is a ‘certain kind’ of person (that is,

intellectually disabled), and that people of a ‘certain kind’ (that is, the

intellectually disabled) like to stick together, you may well direct, encourage or

support that person to make use of a day program for people with intellectual

disabilities, attend a session at the local swimming pool that has been specifically

established for people with intellectual disabilities, or attend a disco that has been

arranged for people with intellectual disabilities. You may also believe that ‘other

kinds’ of people may not want to spend any time with people with intellectual

disabilities. If this is the case you probably think that your beliefs and related

goals are more important than ours. The important fact is that beliefs have

observable, behavioural consequences.
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Both O’Brien (1987) and Kennedy, Horner and Newton (1989) make the point

that we need a common vocabulary for the concepts we use and an accepted

definition of what it means to build inclusive communities if we are to describe,

evaluate, measure, and intervene in this aspect of people’s lives.

Our aim in this report is not to bring order to this particular ‘forest’, although we

think that this would be a useful task, but to be clear about the concepts that we

have used to describe and intervene in people’s lives.

Building inclusive communities: Disagreements

Not only is the absence of a common vocabulary evident, but there are significant

disagreements about what the end goals should be, the means of reaching them,

and the problems to be overcome (see the reviews by Cummins and Lau, 2003;

and Myers, Ager, Kerr, and Myles, 1998).

End goals

The most common measures of ‘inclusion’ are frequencies of the type of activities

that people with intellectual disabilities take part in and the sort of contacts

made. Does this understanding mean that a person who goes shopping at the

supermarket three times a week is more ‘included’ than someone who goes once?

Or is a person who goes to a day program for people with intellectual disabilities

less ‘included’ than a person who has a job at Hungry Jacks?

Figure 1. The terminological forest:
An A to Z of concepts, lenses, measures and tools

Accepting relationship…Accompanier…Being part of the
community…[Community] Capacity building…Circles of friends…Circles of
support…Communities of interest…Community…Community activity…Community
capacity…Community care…Community connector…Community development
model…Community exposure…Community integration…Community
facilities…Community of people with intellectual disabilities…Community
options…Community participation…Community presence…Community treatment
approach…Distributive competence…Distinct social space…Elective
communities…Emotional support…Exclusion…Friendship…Handicapped
orientation…Inclusion…Inclusive communities…Informal resources…Instrumental
support …Integration…Integration facilitator…Isolation…Formal
resources…Functional measures…General community…Information
support…Living in the community…Material support…Membership…Natural
supports…Neighbour…Neighbourhood…Objective integration…Physical
integration…Physical presence in the community…Primary
community…Psychological sense of community…Purposive
network…Relationship vacuums…Service-based supports…Social capital…Social
connection…Social contacts…Social contact patterns…Social exchange
theory…Social exclusion…Social impairment…Social integration…Socially
integrated activities…Social interactions…Social isolation…Social network…Social
network analysis…Social network map…Social relationships…Social participation
in the community…Social Skills…Social stability…Social support…Social support
network…Society…Structural measures…Supportive network…Supports
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Older research studies in particular fail to make comparisons with the experiences

of non-disabled people, in other words, provide normative data (Baker, 2000).

How many times a week does a non-disabled person go shopping and how does

this compare with a person with intellectual disabilities? If the former goes

shopping on less occasions than a person with intellectual disabilities, does it

means that he or she is less ‘included’?

Ordinary rather than specialist settings are generally seen as more desirable and

higher frequencies in ordinary settings are usually taken as being indicative of

greater ‘inclusion’. A consequence of this is that activities that involve day

programs, specialist leisure programs, and other residential settings can be

denigrated. This has resulted in arguments about whether relationships with non-

disabled people are privileged over relationships with people with intellectual

disabilities, the benefits of self-segregation, and whether people with intellectual

disabilities prefer to mix with their ‘own kind’ (Brown and Smith, 1992a;

Cummins and Lau, 2003; P. O'Brien, Thesing, and Capie, 2005).

A second consequence of emphasising frequency measures is that functional ones

can be downplayed. As Tracy and Whittaker (1990) point out, questions about

how people perceive their networks are important. Small networks can be

perceived as supportive and larger ones the opposite.

The view put forward by Cummins and Lau (2003) that whether people enjoy an

experience or not should be the only criterion for judging the success of an

activity marginalises the impact of cognitive impairment. We would suggest that

subjective measures can be problematic when working with people with severe

intellectual disabilities as their behaviour has to be interpreted, which requires a

high degree of inference (Ware, 2004).

Explanations

These discussions hint at a further area of debate; to what degree is a person’s

‘exclusion’ a function of their cognitive impairment? O’Brien and O’Brien (1993)

assert that, ‘People with developmental disabilities have just as much capacity for

friendship as any other people do’ (p.13). Kennedy et al. (1989) on the other

hand suggest that individuals with severe intellectual disabilities may have more

difficulty providing the reciprocity that is needed to maintain relationships.

Rather than emphasise the characteristics of service users, other writers have

focused on the ‘handicapist’ or ‘disabling society’ and the role that services have

had in the ‘exclusion’ of people with intellectual disabilities (Abbott and
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McConkey, 2006; Blatt, Bogdan, Biklen, and Taylor, 1977/1981; Ramcharan,

McGrath, and Grant, 1997). Here the emphasis is on non-disabled people

changing their hostile or indifferent attitudes and challenging oppressive social,

economic, political and legal structures.

A focus on a hostile society can lead to an emphasis on the negative aspects of

‘inclusion’ and perhaps result in the avoidance of places where people may be

stared at or verbally abused. An alternative focus is put forward by Taylor and

Bogdan (1989) who concentrate instead on trying to understand how people with

intellectual disabilities come to be accepted by non-disabled people.

A reluctance to use specialist leisure programmes stems from the belief that

‘modern patterns of practice and belief segregate and isolate people with

developmental disabilities as a matter of course’ (J. O'Brien and O'Brien, 1993,

p.10). This view finds its most focused form in views about institutional services.

Research by Robertson et al. (2001) suggests that people living in smaller

community-based settings have larger and more inclusive social networks.

Building inclusive communities: Agreements

Although the literature is characterised by conceptual differences and some

degree of conflict, there is a general consensus that people with intellectual

disabilities occupy a ‘distinct social space’ (Todd, Evans, and Beyer, 1990). We

use this term throughout our report to refer to a generalised pattern of social

relationships typical of many people with intellectual disabilities. Most people with

intellectual disabilities are physically present in ‘the community’ but typically have

small and highly restricted social networks, which are organised around human

services. People’s lives are often reported as being socially excluded and lonely.

Their restricted social networks are characterised by interactions with other

people with intellectual disabilities, service workers who are paid to support them,

and immediate family members. Outside of this, any contact with non-disabled

members of the public is likely to be mundane, impersonal and fleeting, with the

possibility of some casual acquaintances. Any sustained meaningful relationships

characterised by intimacy and friendship are lacking (Luckasson et al., 2002;

Marquis and Jackson, 2000; McConkey, 2005; Myers et al., 1998; J. O'Brien,

1987; J. O'Brien and O'Brien, 1993; Ramcharan et al., 1997; Ramcharan and

Richardson, 2005; Robertson et al., 2001).

As a generalised account, the ‘distinct social space’ that we have described in the

previous paragraph will not be true for all people with intellectual disabilities all of

the time. Hall (2005) makes the important point that ‘inclusion’ and ‘exclusion’
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are not absolute positions, but that people’s lives are a complex web of

‘inclusionary’ and ‘exclusionary’ situations and experiences. None the less, as a

concept, it is useful in describing the marginalised position of most people with

intellectual disabilities.

The pattern that has been found in the aforementioned international studies has

also been replicated in the Victorian and Australian studies (Barber, Cooper, and

Owen, 1994; Bigby, Frederico, and Cooper, 2004, 2006; Cummins and Dunt,

1990; Cummins, Polzin, and Theobald, 1990; Fyffe and McCubbery, 2002; Radler,

2004; Radler, Laurie, and Gavidia-Payne, 1999; Young, Sigafoos, Suttie, Ashman,

and Grevell, 1998).

We disagree with the earlier view that contemporary human services segregate

and isolate people with intellectual disabilities as a matter of course. The reality is

more nuanced than that. As Perske (1993) points out, a large number of people

have promoted a variety of ideas about how to ‘include’ people with intellectual

disabilities, most of which have been embraced by human service organisations.

We propose that the boundaries of this ‘distinct social space’ are typically

in a state of flux and that the actions of human service organisations and

employees influence its boundaries. The boundaries can be strengthened or

weakened, enlarged or contracted. People can be helped or hindered to cross

those boundaries in either direction. If a staff member decides to drive a group of

people with severe intellectual disabilities to a new activity that is solely for other

people with intellectual disabilities he or she has probably gone some way to

enlarging that ‘distinct social space’ for those individuals. If on the other hand

that same staff member decides to support one person to go to the local RSL

every Thursday evening at the same time,, they might have gone some way to

weakening the boundaries and could act in a way that invites other RSL members

to step over the boundary.
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3. Beliefs about what society ought to be
like: Service ideology and policy goals
Any professional who has worked in services for people with intellectual

disabilities for any length of time will be able to list the formal ‘theories’,

frameworks and models that have influenced their practice and the publicly stated

aims of the services that they have worked in. Some of the key ideas that have

had an impact on our thinking are a ‘family’ of related ideas, Normalisation

(Wolfensberger, 1972); Ordinary Life (King's Fund, 1980); Social Role

Valorisation (SRV) (Wolfensberger, 1983); PASSING (Wolfensberger and Thomas,

1983); and the Five Accomplishments (J. O'Brien, 1987).

We want to outline O’Brien’s (1987) Five Accomplishments in particular. This is

because two concepts from the framework influenced how we were interpreting

what we were observing at 64 Penny Lane and also how we understood the goals

for the five residents to be.

O’Brien (1987) suggested that a person’s life experience could be defined by five

linked outcomes. These indicate a balance of experience that constitute a quality

adult life (Figure 2).

Figure 2. The Five Accomplishments.
Adapted from O’Brien (1987)
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We are particularly concerned with community presence and community

participation here, which need to be understood in relation to a third term,

segregation. Community presence refers to the sharing of ordinary places, rather

than the use of segregated facilities. O’Brien (1987) argued that people should be

supported to increase the number and variety of ordinary places that a person

knows and can access. Yet even if this happens, people with intellectual

disabilities can remain in this ‘distinct social space’, going to ordinary places

solely in the company of other service-users, staff, or immediate family members

and only having fleeting contact with non-disabled people. The goal of community

participation is to expand these restricted social networks to include non-disabled

people, so that people with intellectual disabilities experience being part of a

growing network of personal relationships that include close friends. Definitions of

all five terms are given in Appendix 2.

Although the Department of Human Services does not explicitly refer to these

‘theories’ in the Victorian State Disability Plan 2002-20124, it is not unreasonable

to suggest that the ideas contained within them have had an influence on it.

Wolfensberger (1989) suggest that organisations have ‘ghosts spooking within

them’ (p.25), by which he means, ways of thinking and doing things from earlier

times. It is not too far fetched to suggest that the ghosts of normalisation, social

role valorisation, an ordinary life and the five accomplishments are to be found

within the State Disability Plan. Thus the Victorian government’s vision for the

future is that:

By 2012, Victoria will be a stronger and more inclusive community – a

place where diversity is embraced and celebrated, and where everyone has

the same opportunities to participate in the life of the community, and

the same responsibilities towards society as all other citizens of Victoria.

(Department of Human Services, Victoria, 2002b, p.4, bold added).

This vision is a statement about what Victorian society should be like and the type

of lifestyle people with intellectual disabilities could be leading. Macdonald (1998)

suggests that the publication of a vision, together with a set of matching values,

promises to set an organisation along the right road to success. Through such

rhetorical devices staff see how to fulfil their professional goals in relation to the

organisation’s goals (Brody, 1993).

4 Hereafter described as ‘State Disability Plan’
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‘The community’ and ‘communities’

More specifically the goal of building inclusive communities means, ‘Strengthening

communities so that people with a disability have the same opportunities as all

other citizens of Victoria to participate [bold added] in the life of the

community—socially, economically, culturally, politically and spiritually

(Department of Human Services, Victoria, 2002b, p.9).

These two extracts from the State Disability Plan draw our attention to ‘the

community’ and the notion of ‘communities’. The former is generally used to refer

to the Victorian community, to which we might add the Australian community,

and is comprised of smaller communities. A close reading of the State Disability

Plan allows us to suggest that the Victorian (and Australian) community is made

up of regional, rural, and urban communities, which in turn may have community

groups and community organisations. Communities can be understood in terms of

geography (the Gippsland community); interests (arts – the theatre-going

community); culture (community of Country Fire Authority volunteers); sport (the

Collingwood Football Club community); tourism (the community of visitors at

Sovereign Hill outdoor museum in Ballarat on any particular day); family

background (Aboriginal and Torres Strait Islander communities), and religion

(Muslim community). We might infer that the goal is for people with intellectual

disabilities to be included and participate in all of these types of communities.

Even this brief examination of how ‘community’ is used in one document alerts us

to the fact that it is a complex and possibly contested term. In his analysis of

definitions of community, Hillery (1955) pointed out more than 50 years ago, that

people are not always able to agree on the nature of the phenomena they

examine. He analysed 94 definitions of community and beyond the fact that all

the definitions involved ‘people’, there was no other common basis. Most of the

definitions, listed in order of increasing importance, included area (similar to

geography), common ties, and social interaction.

Since Hillery’s article was published, how some people understand ‘community’

has been expanded to embrace virtual communities, such as an e-community or

online community. Members of these communities do not really meet in a

geographical area, but ‘in the ether’, making use of newer forms of

communication, such as e-mail, the internet, and the mobile phone. This alerts us

to the backdrop of an ever-changing Victorian and Australian ‘society’ (Hughes,

Black, Kaldor, Bellamy, and Castle, 2007).
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A potential issue with this fundamental understanding of community is that it can

be attached to all circumstances where ‘area, common ties, and social interaction’

are present. We may therefore be obliged to make a judgement about whether a

particular community is the type of community we want to strive for. As well as

‘inclusive communities’ the State Disability Plan advocates for ‘aware’, ‘caring’,

‘safe’, and ‘strong’ communities.

There can be no denying that Kew Residential Services was a community but the

decision was made to dismantle and disperse its members, in other words it was

a community that did not fit in with the vision of an inclusive Victorian

community. This raises an important issue in relation to an organisation’s policy

direction and the practice of individual staff members. If human service

organisations, individual employees, and many people with intellectual

disabilities themselves are making choices about the type of communities

they are engaging with, then it is also possible to form a judgement

about the consequences of those choices for the goal of building inclusive

communities.

Moving beyond surface understandings of ‘inclusion’ and participation’

An issue that surfaced as being important during the course of the research was

the meaning that people attached to the key words ‘include’ and ‘participate’. The

latter particularly caused difficulties, because people’s commonsense

understandings did not quite match with the way it is used in community

participation.

‘To include’ means ‘to contain as a member of a whole’ (OED Online, 1989). To

include people with intellectual disabilities in the Victorian community means

automatically understanding that they are part of the whole society, as opposed

to seeing and acting in a way where they are excluded, isolated, kept out, left

out, marginalised, or segregated. An inclusive community is therefore one that

has the character of including a person or people with intellectual disabilities.

‘To participate’ means ‘to share with another or others’. So ‘participation’ is the

process of sharing in an action or event, or the action of having or forming part of

something (OED Online, 1989).

One could therefore argue that a staff member supporting a resident to go

shopping at the supermarket is both ‘participation’ and ‘inclusion’; or a staff

member supporting a resident to go to a concert at The Palais in St Kilda is also

both ‘participation’ and ‘inclusion’. However, both these activities may not meet

the criteria to be classed as O’Brien’s (1987) community participation. We need
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to move beyond these commonsense definitions to look at how people

are being included and how people participate.

However, both these activities do meet the criteria for community presence, the

sharing of ordinary rather than segregated places. This is what we believe some

people mean when they state that people with intellectual disabilities are present

in the community but not part of it (Myers et al., 1998; Rapley, 2000).

Yet even with community presence, it is important to reflect on what people are

doing and how they are being supported whilst they are in these ordinary places.

It is possible to go to activities that are in ordinary settings (community

presence), but for community participation to be an unlikely outcome. A

swimming session run especially for people with intellectual disabilities which is at

the local pool would be one such example. There are also some places that people

with intellectual disabilities go that reflect neither community presence nor

community participation, but are segregated settings, such as Kew Residential

Services, day programs for people with intellectual disabilities, and even other

group homes.

The influence of other ideas

Although services for people with intellectual disabilities are still influenced by the

family of ideas under the ‘normalisation’ umbrella, they have also been

influenced, as have we, by other ideas that were being developed at the same

time, most notably the social model of disability (Walmsley, 1997).

Much of the ambiguity that exists in relation to the goal of building inclusive

communities arises from tensions in some of the language and ideas that coexist

within the social model of disability and the broader social influences on which it

draws. These tensions need to be teased out to understand why some people

may take issue with the goal of expanding the social networks of people with

intellectual disabilities, to include relationships with non-disabled people.

Universalism and Particularism: ideas in tension with one another

The social model of disability promotes universal concepts, such as citizenship

and equal rights (Welshman and Walmsley, 2006). Ideas related to these

concepts are reflected in the State Disability Plan, both in the earlier quotations

and in this opening message from the premier of Victoria.

The State Disability Plan 2002–2012 provides a strong and flexible agenda

for change. It reaffirms the rights that people with a disability have to live

and participate in the community on an equal footing with other citizens
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of Victoria. (Bold added, Department of Human Services, Victoria, 2002b,

p.iii)

We see this as being consistent with the stance promoted by the self-advocacy

movement, encouraging people to talk and see people with intellectual disabilities

in a certain way, as ‘people first’, as ‘sharing a common humanity’, as ‘just like

you or I’. It is also consistent with the campaigns of the major civil rights

movements based on race and gender, which campaigned for political equality on

the basis of essential sameness and a commonality of values, hopes and

aspirations.

However, as well as promoting universal concepts the disability movement has

also claimed cultural rights and practised identity politics (Anspach, 1979; Zola,

1987), which draws on a particularist viewpoint. This also mirrors the shift that

took place in the broader political environment in the 1980s, where political

struggles took a different tack and focused on culture, with an emphasis on

preserving cultural differences.

Particularism is perhaps less well understood than universalism, but in claiming

cultural rights and practising identity politics the disability movement promoted

the term ‘disabled people’ and a much less ambiguous stance towards what some

people would term ‘segregation’. The disability movement encourages peer-

support, peer-advocacy, disability arts, disability pride, and disability culture

(Gilson, Tusler, and Gill, 1997). ‘Disabled people’ can now be seen as a particular

community, group, or population that have different experiences to non-disabled

people, can promote their own interests, and have a particular identity. The fact

that the social model of disability came from the disability movement gives

greater legitimacy to these ideas, but also feeds into the idea that people with

intellectual disabilities are a certain ‘kind’ of people who want to mix with their

own kind and not with ‘the community’ in general.

We shall return to some of these ideas later in the report because they surfaced

in opposition to both the goal of building inclusive communities and our research

goal. Whereas the old arguments against segregated or specialist settings seem

to have been weakened by the changed political landscape, the old view that

people with intellectual disabilities are a ‘certain kind’ of people appear to have

been bolstered.

We believe that some of the critiques of ‘normalisation’ have been useful in

challenging some of the underpinning assumptions of this ‘family’ of ideas (see

Brown and Smith, 1992b, for example). There is nothing wrong with people with
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intellectual disabilities mixing together or being friends with one another. The

benefits of self-advocacy groups, which are founded on the principal of self-

segregation, are self-evident.

However, we do not see our research goal as either devaluing people

with intellectual disabilities or ‘privileging’ relationships with non-

disabled people. It is not logically inconsistent to want to facilitate

relationships with non-disabled people and to support and encourage

relationships between people with intellectual disabilities.

Having said that, we do think that facilitating relationships with non-

disabled people is a prerequisite to realising our understanding of

building inclusive communities. It must surely be acknowledged that

contemporary society, together with the organisation and operation of

human services, does an exemplary ‘job’ of making sure that people with

intellectual disabilities spend a lot of time with one another, which is

how we have ended up being able to describe this ‘distinct social space’.

We would also add that human services are often poor at facilitating and

supporting friendships between people with intellectual disabilities.

However we also want to make the case that as well as being members of the

human race it needs to be acknowledged that people with intellectual disabilities

face some specific issues. These issues are lost or marginalised by terms like

‘disabled people’ or ‘people with disabilities’, and in documents like the State

Disability Plan, which aggregates people with different impairments together:

intellectual disability, physical disability, sensory disability, acquired brain injury,

neurological impairment, and dual disability.

One of the consequences of grouping these different impairments and disabilities

together is that differences in both the social barriers and the personal

restrictions faced by people with different impairments are marginalised. For

people with physical disabilities, campaigning for an accessible environment has

been extremely important. However, a person with an intellectual disability may

be able to step onto a tram without any adaptations being necessary, but not

know whether it is going to take them to where they want to go. It is also the

case that ‘people with intellectual disabilities’ are not all the same, an issue that

we turn to in the section below.

What this suggests to us is that people who work in human service

organisations, and particularly those individuals who are supervising the

practice of employees directly supporting people with intellectual
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disabilities, need to be able to actively engage with the tensions within

the complex ideas and perspectives that we have addressed so far. Not to

do so means acting in a relatively unconscious or uninformed way.
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In The Story So Far (Clement et al., 2007) we suggested that people with severe

and profound intellectual disabilities are often talked about as a ‘special

population’. This manifests itself in at least three ways that are relevant to the

goal of building inclusive communities. Firstly, people’s understanding of the

abstract ideas that exist in the goals and related espoused values and formal

policy may be seen by some individuals as being irrelevant to the people to whom

this label is attached. Secondly, some people may believe in the importance of

these ideas but are struggling to apply them to the people they are supporting.

Thirdly, some people may see issues other than building inclusive communities as

being of far greater importance which means values that are more central to their

belief systems get priority.

As we stated in Chapter 3, we are encouraged to talk and see people with

intellectual disabilities as ‘sharing a common humanity’, as ‘people first’. Yet

neither the human race nor the ‘population of people with intellectual disabilities’

are homogenous. The labels of ‘severe’ and ‘profound’ intellectual disability point

towards variance or difference within ‘this population’.

The way in which people with an intellectual disability have been referred to has

changed many times, as has the way in which intellectual disability has been

explained (Luckasson et al., 2002). In 1961 the American Association on Mental

Retardation (AMMR) distinguished between borderline, mild, moderate, severe,

and profound mental retardation, which was based on IQ scores. The final four

categories were kept until 1992, when the AAMR dropped the distinction between

levels of intellectual disability, preferring instead to emphasise the supports that

people needed.

References to levels of intellectual disability are also marginalised in the State

Disability Plan. The words ‘severe’ and ‘profound’ appear once, in a section

informing what the Government will do to build more inclusive communities

(Clement, 2006). The Government will ‘introduce a companion card scheme to

assist people who have a severe or profound disability to access recreation and

leisure opportunities’ (State Government of Victoria, 2002, p.26). Neither do the

words ‘severe’ nor ‘profound’ appear in the Disability Act 2006.

Although service workers are being encouraged to think in ‘person-centred’ ways,

some staff members supporting people with severe and profound intellectual

disabilities are more likely to be influenced by the evidence that is in front of their

eyes (Clement, 2004). We may be encouraging staff to identify strengths,
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it is likely that employees will hold a range of different views about the goal of

building inclusive communities.

There will be rights-based orientations and practicality-based ones. Employees

will be making judgements on the basis of people’s ability and potential, whilst

others may hold ‘progressive’ views independent of these characteristics. Some

staff will hold optimistic views about ‘the community’ response to people with

intellectual disabilities, whilst others will believe that people are not normally

caring towards anyone who is ‘different’.

In writing this report we want to highlight the obvious, but sometimes ‘forgotten’

fact, that people with intellectual disabilities are not all the same and that the

degree of intellectual disability is an important variable. Again, we do not see this

as being incongruent with the universal, rights-based perspective that informs our

work. Our instinct is to want to extend rights to all people with

intellectual disabilities, but at the same time, and depending on the

specific ‘right’, we must acknowledge that what this means for people

with severe intellectual disabilities may be unclear and more than likely

harder to achieve. As far as building inclusive communities goes, an aim

of this research has been to focus on the practicalities of realising this

goal for people with severe intellectual disabilities.

The research evidence informs us that one of the variables, shown to be

associated with variations in outcomes for service-users living in community-

based residential services, is the characteristics of the service-users (Mansell,

2005). People with more severe impairments and challenging behaviour tend to

have more limited social lives and be excluded from community services (Felce et

al., 1998; Mansell, McGill, and Emerson, 1994). We should therefore not

underestimate the scale of the task facing those staff charged with

building inclusive communities for people with severe intellectual

disabilities.
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5. Values and action research
Readers may be less familiar with action research methodology than with other

ways of researching. It may be the case that you understand research to be

‘value neutral’ (see Hammersley, 2000).

In contrast to this view, action researchers tend to work intentionally towards the

implementation of ideas that are consistent with values that motivate them to

intervene. The intention is to bring about a situation that is congruent with the

value position (McNiff, Lomax, and Whitehead, 1996). Action research therefore

has a specific value base.

This is the major reason why we have written so much about the goal of building

inclusive communities and our research goal. We have wanted to be entirely

transparent about the values that underpin the research goal. The State Disability

Plan is an important reference point for the research goal because it is the

Department’s blueprint for action. It also serves as a compass for direct support

staff who ought to shift or change their practice so that it is in line with the

strategic plan.

Although the research goal is not ‘value neutral’ we have aspired to write an

account of the research that is a ‘true’ and ‘objective’ description of the research

process with the aim of adding to ‘knowledge’ about building inclusive

communities.

Action research is a generic term for a wide and confusing array of related

approaches (Coghlan and Brannick, 2001). A difficulty in implementing this

project has been reconciling the tension between the type of action research we

hoped we would do with the type of action research that we ended up doing. As

we shall see this was a question of whose values should prevail in setting the

direction for the research.

We had hoped to use an empowering conceptualisation of action research. This

would have allowed the staff group to define the research issue and become co-

researchers. We ended up doing organisational action research, trying to change

staff practice towards predetermined aims that had been set by senior managers

(Hart and Bond, 1995). This also established the potential for ‘conflict’, because

the people who were going to have to make interventions needed to buy into our

research goal (Coghlan and Brannick, 2001).

Early on in the fieldwork there were enough indications to suggest that the

practices that we observed were unlikely to meet the goal of building inclusive
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communities (see Chapter 10). We believed that if the staff group’s practice was

to move in the direction of what we believed to be more ‘balanced’ practice, or

move in the direction set by the department, then we would have to confront

their thinking. Schein (1999) calls this confrontive inquiry. By sharing our own

ideas about building inclusive communities we introduced new ideas, concepts,

hypotheses, and options that the staff were forced to deal with.

This led to a further important research focus. Wolcott (1994) suggests that

researchers can learn about a social system from its efforts to change itself and

how the system seeks to maintain itself. What could we learn about trying to

implement the goal of building inclusive communities?

From what we have written so far a reader might get the impression that the

direction of the research was all one way. This was definitely not the case. Staff

and family members shared their ideas about building inclusive communities,

which challenged our own thinking about the goal. An important part of the action

research methodology was adopting a critical stance towards our own work

(Winter and Munn-Giddings, 2001). Examining our own work, specifically the

research goal and how we were facilitating the work of staff, became an

important part of the research process.

We have written about the research as occurring in five phases (Figure 3), based

on this number of action research cycles (Figure 4). What we have tried to do is

show how each cycle threw up different issues, in particular the challenges to the

research goal and the implications for implementing it.
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Each cycle of action research has a period of reflection that informs the next steps

to be taken. Although our reflections were not as neatly compartmentalised as we

have suggested through the report’s structure, reporting them in this way mirrors

exactly the process we faced of having to address one ‘objection’ after another. In
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Acting

Reflecting

Planning

Observing

Figure 4. Cycles of action research. Adapted from Coghlan (2001)
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other circumstances people in positions of authority may simply be able to direct

employees what to do and expect them to get on with it. As ‘outsiders’ our

primary method of influencing staff practice was to try and persuade people that

expanding the social networks of people with intellectual disabilities to include

relationships with non-disabled people was a goal worth pursuing.

A useful outcome of this research is that it allowed people’s problems, issues, and

objections to surface. Modern managers often use persuasion before turning to

other methods of influencing staff behaviour (Handy, 1993). Anticipating

people’s ‘objections’ and having well-prepared counter arguments may

help managers to persuade front-line staff of the benefits of facilitating

relationships with non-disabled people. We probably haven’t exhausted

every possibility, but many of these ‘objections’ and our counter-arguments are

detailed in this report.
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6. The research setting and residents
The house

64 Penny Lane is a purpose-built house, located in a multi-purpose

neighbourhood (Wolfensberger and Thomas, 1983). It is situated at one end of a

residential street close to a veterinary practice and joins a busy road, High Street,

which is used by a large number of trucks. The west side of High Street is heavily

industrialised. Many of the industrial units are related to the selling and repair of

cars. There are two cafés on the road, which serve the workers on the industrial

estate. There is no bus route that goes down past the intersection of Penny Lane

and High Street. The closest bus stops are 10 to 20 minutes away by foot. The

nearest facilities are a petrol station, squash courts with a small gym, and a

public walk along Arthur’s creek.

Reflections: On neighbourhood and ‘being a neighbour’

The areas where services are sited have important consequences for how people

with intellectual disabilities are seen and the type of skills that they can develop

(Wolfensberger and Thomas, 1983). They also impact on two understandings of

community and the role that people with intellectual disabilities can be supported

to fulfil: the larger neighbourhood, the street where you live, and being a

neighbour.

The King’s Fund (1988) suggest that as a rule of thumb neighbourhood can be

understood as the area within walking distance of the house. We would suggest

that the limited range of community resources, such as shopping options, public

services, spiritual centres, and recreational facilities within quick and convenient

access of 64 Penny Lane hinder the residents’ opportunities for ‘knowing and

being known in a neighbourhood’ (King's Fund, 1988, p.32). Available community

resources promote inclusion and allow people to develop skills in using them.

Those individuals making decisions about where to buy or build

community-based accommodation for people with intellectual disabilities

must consider the implications for building inclusive communities.

As a consequence the residents at 64 Penny Lane are dependent on being driven

to facilities that are some distance from where they live. This is, of course, typical

of many other Australians. Higher car ownership means that there is less reliance

on neighbourhoods than there used to be. We drive to other areas to undertake

activities, visit people, and use large shopping malls (Hughes et al., 2007).

Consequently communities based on geography or area are generally understood
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really have much to do with my neighbours either. I don’t know if it’s just

the area or if it’s just us. (HS/16/I)5

A staff member who has little to do with her own neighbours may not see the

neighbours of the people she supports as a place to look to expand their social

networks. This ‘absence of community’ is reinforced by the next quotation, but

the participant also hints that when the residents first moved in the reaction was

more than indifference. This underscores the belief that some non-disabled

members of the Victorian community have negative or hostile attitudes towards

people with intellectual disabilities.

[The neighbours] they’re all fine, we haven’t had any issues. It’s fairly

insular, they’re all happy that we’re here and we’re not rocking the boat,

we’re not causing any trouble. They’ve all just gone back to being as they

were before we arrived. They were very unhappy when we first came.

(HS/15/I)

Negative attitudes can be created and reinforced by neighbours feeling that there

has been an impact on their privacy.

There were elements [of the house design] that they didn’t really think

about when they built the house, and that was the noise-level. We have a

couple of guys that make a lot of noise. They don’t do it constantly but

when they do, it’s quite loud. That’s the way they communicate, they don’t

have formal words but they use this sound to communicate. Unfortunately

we’re fairly close to our neighbours on this side, and the noise just

penetrated through and they were quite upset about it. We’ve managed to

get sound-proof windows put in. (HS/18/I)

Other people have managed to be helpful to their neighbours and possibly as a

consequence of this have established more friendly relationships.

When I get the mower out, I mow the nature strip but I also mow the

neighbours’ bit. The Department might say, ‘Oh well, that’s not quite using

departmental resources’, however, doing that gets me in with the

neighbours. So the neighbours, when they see the residents, are likely to

say ‘hello’. We have very good relationships with neighbours here. For

example, that flower thing sitting on the TV is a Christmas present from one

of the neighbours. That’s how you foster [relationships], it’s just the little

things like saying ‘hello’ to people who live next door, getting the residents

5 The data we present have codes attached to them. They may contain an ‘I’ for interview; ‘F’ for
fieldnote; or ‘D’ for document. All names have been changed in an effort to preserve anonymity.
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to say ‘hello’, getting one the residents to take the bins in. We’re getting our

own bins in; we’ll get José to take the next door neighbour’s bin in. It’s the

‘one percenters’ that make the football match. (HS/4/I)

We agree with the authors of Ties and Connections (King's Fund, 1988) that

‘sometimes the relationship of casual acquaintance and polite friendliness of good

neighbours may move towards real friendship – as people get to know each other

better and discover common interests and concerns’ (p.30).

In the research where these quotations came from we identified ‘building

inclusive communities and supporting residents’ networks’ as an area of house

supervisor competency (Clement and Bigby, 2007). House supervisors are

expected to have an active role in promoting positive relationships between

residents, staff and neighbours. This may take the form of bending over

backwards to make sure that you do not unduly intrude on a neighbours life.

The guy who lives across the road he’s a bit of a ‘parking Nazi’. If someone

parks where he likes to park his car, what he does he gets his car and he’ll

park right up behind them and almost touch his bumper bar on them. So to

keep the good relationships going you try to make sure you don’t pinch

anyone’s parking spot and all that sort of thing. I think that’s very

important, because once you get people offside, then the complaints start.

You’ve got to see yourself as a good neighbour, don’t let it get to that, and

if something does happen get over there and apologise. (HS/4/I)

Or it may take the form of overt friendliness from which real benefits occur.

We had an afternoon tea and invited in all the family, friends and

neighbours, just so that everybody could come in and meet us. To see what

we’re about, that we’re often not that scary, and that our house is the same

as their house, except that it’s got a few different things in it that suit us.

The same as they have things that suit them. And from that [event we

found out that] one of the gentlemen who lives in the street is part of the

council. We back onto a park at the rear here, which is just terrific for us,

but when they bought the house they built a fence, and because we have

the girls with wheelchairs, pushing them [to the park] was really difficult. So

we applied to the council to see if they would put in a path and with the

gentleman’s help over the road, because he’s on some of the council

boards, we had the path in within about six weeks. We can push the girls in

there comfortably and enjoy it. (HS/19/I)
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The residents

Before moving to 64 Penny Lane the five residents had lived at Kew Residential

Services for most of their lives. When the house opened the residents attended

four different day programs. Two of the men attended a day program five days a

week, whilst the others were supported from home when they are not at a day

program.

The residents’ personal files recorded four of the men as having severe

intellectual disability and one as having a profound intellectual disability. In

addition, three residents had epilepsy, two were diagnosed with a ‘psychotic

disorder’, and one a visual impairment.

Each resident was assessed prior to moving from Kew with a communication

assessment designed for adults with severe intellectual disabilities, the Triple C

(Bloomberg and West, 1999). One resident was assessed as being at Level 2

(Preintentional reactive), three at Level 4 (Intentional informal) and one at Level

5 (Intentional formal).

Reflections: Acknowledging the level of intellectual disability

The degree of intellectual disability and related level of receptive and expressive

communication are important factors for a number of related reasons. Firstly, we

have stated that building inclusive communities is likely to be harder for people

with severe intellectual disabilities, who are more likely to be experiencing limited

social lives. Secondly, Clegg (2006) makes the important point that people with

severe intellectual disabilities have features that non-disabled people with little or

limited direct experiences of disability find disconcerting. She writes:

Secondary disabilities commonly found among people with intellectual

disability do have a major impact on their lives: blindness, deafness,

physical disability or epilepsy. Other difficulties or behaviours include

incontinence, movement disorders, self-harm or assaults on others. The

person may also have socially disconcerting features: dysmorphic faces,

baldness, drooling, stereotyped behaviours, or they may make strange

noises (p.127).

Thirdly, people with severe intellectual disabilities rely on other people to plan,

organise, identify and coordinate resources to access the community (J. O'Brien,

1987). What this means of course is that the residents are relatively powerless in

relation to the people that are supporting them and therefore the staff that

support people with severe intellectual disabilities exercise a great deal of control

over their lives. This brings staff performance into the research arena as an
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important variable, because differences in staff attitudes have been shown to be

associated with variations in outcomes for service-users living in community-

based residential services (Mansell, 2005).

Fourthly, it means that people with severe intellectual disabilities are neither

likely to understand what the abstract goal of building inclusive communities

means nor will they be able to express an opinion about it. Other guiding

principles, such as the principle of dignity and self-determination and the goal of

pursuing individual lifestyles (Department of Human Services, Victoria, 2002b)

are less easily operationalised for people with severe intellectual disabilities (see

Table 2).

Table 2

The principle of dignity and self-determination and pursuing individual
lifestyles (Department of Human Services, Victoria, 2002b)

Principle Definition

The principle of
dignity and self-
determination
(Choice)

‘The Principle of Dignity and Self-Determination (Choice) is
about respecting and valuing the knowledge, abilities and
experiences that people with a disability possess, supporting
them to make choices about their lives, and enabling each
person to live the life they want to live’ (p.7).

Pursuing
individual
lifestyles

‘Enabling people with a disability to pursue their own
individual lifestyle means ensuring that people have
maximum control over their own lives. To achieve this, the
Government will reorient disability supports so that they are
more responsive and more focused on people’s individual
needs and choices, and to the needs of their families and
carers’ (p.9).

Rather than enabling people with severe intellectual disabilities to make

significant choices, have control, and live the lives they want to live, it is more

likely that other people, (primarily the staff who support them, but also family

members, service managers, and researchers), are making choices about their

lives, lifestyles, and the lives they think they want to live on a daily basis.

A fifth point is that involving the men at 64 Penny Lane meaningfully in the

research project, one of the original research aims, was impossible. This

underlines the importance of subjecting our research goal to intense scrutiny. We

believe that building inclusive communities and our goal of expanding the social

networks of people with intellectual disabilities to include relationships with non-

disabled people are beneficial for the five men in the house, and their level of

intellectual disability is such that they are unable to directly question it.
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The staff

The house has been set up to provide the residents with an extensive support

intensity, which is characterised by long-term daily involvement of paid staff in

the home environment (Luckasson et al., 2002)6. There is an ‘active night’ staff at

the house. See Figure 5.

Resources allow for a minimum of two staff to be in the house when the residents

are not at day programs. On occasions the staff-to-resident ratio is more

generous than this. This is important because staffing resources are related to

variations in the size and composition of people’s social networks (Robertson et

al., 2001). At 64 Penny Lane the resources allow for one or more residents to be

supported outside the house, whilst those who remain in their home also receive

adequate support.

When the house opened, five of the staff group had worked between six and 32

years at KRS. The ease with which staff made the transition to working in a

community-based service is discussed in Chapter 12.

6 The American Association on Mental Retardation (AAMR) distinguish between four supports intensities: Intermittent, Limited,

Extensive, and Pervasive.

Figure 5. Staff structure at 64 Penny Lane showing staff grade
and the number of hours worked on a four week roster

Team
Manager

Supervisor
DDS0 – 3A
152 hours

DDSO – 2A
152 hours

DDSO – 1Q
152 hours

Active Night
Staff

DDSO – 1Q
152 hours

Active Night
Staff

DDSO – 1Q
152 hours

DDSO – 1Q
67.35 hours

DDSO – 1Q
69 hours

DDSO – 1Q
133.3 hours
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Consent

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

proxy, a named family member in all cases. Consent was also obtained from the

staff team and five family members who had expressed an interest in

participating in the research.

Although most of the data that we present in this report is taken from 64 Penny

Lane, we have also drawn on relevant data from the Making Life Good in the

Community project, which helps to illuminate important issues. In the next

chapter we discuss the training that we observed for two different staff groups.



2. Research context and key questions

- 44 -

7. Phase 1: Training

7. Phase 1: Training
The opening of 64 Penny Lane was preceded by a two week block of training,

known as ‘transition training’. As part of their ‘orientation’ to working in the new

setting the staff group received a training session on social inclusion. About four

months later the staff team attended a one-day workshop called Developing

Community Connections at a Local Level (Scope (Vic) Ltd., 2005) to support the

goal of building inclusive communities.

In this chapter we present and discuss some of the course materials. The course

materials and the fieldnote extracts are taken from training sessions that we

participated in with other staff groups, not the staff group form 64 Penny Lane.

The ‘social inclusion’ training delivered by a community agency was a

standardised package that was repeated to a number of staff groups.

We want to discuss the course materials for a number of reasons. Firstly, the staff

were given a number of definitions of ‘community’ and its derivatives. Presenting

this material illustrates some of the different understandings of what building

inclusive communities might entail and reinforces its complexity and multifaceted

nature. Secondly, because training is meant to result in improved performance,

the content is indicative of the working knowledge that staff might be expected to

have to accomplish their roles (Egan and Cowan, 1979; Goldstein and Ford,

2002). Thirdly, unless it is specifically pointed out to participants, we would argue

that participants can come away from this training without understanding that

part of their role is to facilitate relationships with non-disabled people and

therefore may concentrate on relationships with other people with intellectual

disabilities, relatives, and staff members.

Orientation: Social inclusion training

Three slides from the social inclusion session are given below (Figures 6 – 8). No

course objectives were given by the trainer (F/AM/180805). The content implies

that people with intellectual disabilities are no different from anyone else (that is,

have common or universal needs), but because they lived at Kew they are likely

to have experienced a segregated lifestyle.
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The slides state that ‘community inclusion’ is about being involved and valued. By

regularly using services and undertaking leisure activities you might meet the

Figure 7. What is community inclusion?

• Being involved in the community

• Being a valued member of the community

• Using services such as shops, hairdressers, etc

• Accessing recreation and leisure activities on offer

• Meeting people by visiting the same place over and over

Figure 6. Community inclusion for people with a disability

• Being included in the community is just as important for
a person with a disability as it is for the rest of the
community.

• People who have lived in institutional settings may have
been given limited access to the wider community.
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same people. Staff need to support people with intellectual disabilities to pursue

their interests, use ordinary services, meet people, visit different places, and

have new experiences.

Workshop: Developing community connections

The course objectives for the workshop are given below (F/HS/290905).

Participants will:

1. Leave the workshop with an ability to describe the notion of community

2. Identify the value of community participation7 for people with disabilities

3. Have an increased knowledge of ‘how to’ involve people with disabilities
in their chosen community by using an 9 step process (Scope (Vic) Ltd.,
2005, p.4)

We might infer from these objectives that after the workshop participants will

know what ‘community’ is, why it is important, and how to ‘involve people in a

chosen community’. Table 3 gives three definitions of ‘community’ that were

presented to the participants.

7 ‘Community participation’ is not used in this course objective in the same way that we have used it. This reinforces our earlier point

about the need for a common vocabulary. Efforts to instil a common language have not been helped by corruptions of O’Brien’s (1987)

five accomplishments being used in training sessions that we have observed during the course of the research. Reports commissioned

by the Department of Human Services also use community participation in ways that differ from O’Brien’s conceptualisation (for

example, see McLeod, Stewart, and Robertson, n.d.; Radler, 2004).

Figure 8. Living in a community setting

The person needs to be provided
with support to gain different
opportunities

• Visiting different places
• Having new experiences
• Being able to use services

provided by the community
• Pursuing interests in the

community
• Meeting people
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Table 3

Definitions of ‘community’ given at the Developing community
connections at a local level workshop

1. A group of people who share a common identity, such as geographical
location, class or ethnic background, or who share a special interest, such as
a common concern about the destruction of rainforests (Kenny, 1994)

2. A natural, functioning community, from its members’ point of view, is a
small, interacting group who share something in common (McArdle, 1998)

3. For some people, community means the local neighbourhood and
neighbours. Others describe community as the emotion felt when joining
together with others during leisure experiences and exploring mutual
interests. And still others might describe it as a complex social network that
surrounds them and gives meaning to life. The personal definitions of
community are diverse and yet they all have common threads (Hutchinson
and McGill, 1992)

Defining a term is about setting limits, of stating exactly what a thing is. These

definitions allow a person to understand community in terms of identity,

geography, neighbourhood, class, ethnicity, interest, commonality, emotion,

leisure, and social network. Given that ‘community’ is a complex term we would

not disagree with them as abstract concepts. What is more problematic, and is a

theme that runs throughout this paper, is the beliefs that people have about

these concepts and how they act on them in relation to people with severe

intellectual disabilities.

In the accompanying workshop notes it also states that, ‘Individuals are in a

position to construct a concept of community for themselves and develop their

own social ties and identities that are meaningful to them’ (Scope (Vic) Ltd.,

2005, p.6). This statement is even more problematic. To suggest allowing a

person to construct their own concept of community is probably not that helpful

to direct support staff. It establishes ‘community’ as a term without boundaries,

and allows an ‘anything goes’ approach. It provides too little guidance to staff and

has little use as an analytic concept. It even allows staff to imagine and pursue

‘communities’ that are contrary to the goal of building inclusive communities.

During the workshop staff were asked to use the typology given in Table 4 to

think about their own involvement in different types of community and then to

repeat the exercise for the people they supported.
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Table 4

Types of ‘community’ given at the Developing Community Connections
at a Local Level workshop: attributed to McArdle (1998).

Type of
community

Example

Kinship community Including family, extended family and their friends

Centre based
community

e.g. students, teachers, parents and local residents
involved with a school or staff and users of a recreation
centre or people attending a day service

Issue based
community

e.g. an environmental group and people who share their
concern about a specific environmental issue; people with a
common disability and their carers.

Interest based
community A sporting club, or craft group

Geographic
community

Residents of an identifiable rural district, friends living in a
particular street or neighbourhood.

Finally, Table 5 gives the nine-step process that staff were asked to work through

for the residents that they supported. This process was subsequently revised to a

five-step process, which is given in Appendix 3.
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Table 5.

Process to connect people with disabilities to their local community (1)

(Scope (Vic) Ltd., 2005)

1. Identify the aspirations and interests of the individual or group of people

2. Identify the organisations who provide those opportunities in the local
community

3. Contact representatives of those organisations regarding their ability and
interest in meeting the aspirations of the individual or group of people

4. Visit the organisation, meet its representatives and observe the activity in
action

5. Speak with the representatives of the organisations about their fears and
limitations and gauge their level of interest to have the individual or group
involved.

6. Negotiate support with the organisation from the outset

7. Facilitate communication between the person being supported and other
members of the organisation

8. Ongoing support may be required for some time until all people involved feel
comfortable, this includes the individual and the members of the organisation

9. Assist the individual to reflect on their participation in the activity, the level
of support provided and the relationships developed

Fieldnote extracts from two of these training sessions, which are specifically

related to the outcomes of the nine step process, are given below. They are

instructive because they are indicative of the staff’s frame of reference at the end

of the respective sessions. For the final activity of both sessions the staff were

asked to focus on the residents in the house where they work, to identify a

community activity that the person can participate in, and then think about the

steps needed to support the person. This first extract is from the social inclusion

session.

Mark and Adriana [the trainer] discussed an activity for Shane. He was

described as a man who uses a wheelchair, whose body is ‘tight’ and he

cannot use his hands. He spends most of the day in the wheelchair, but gets

out on a mat for 30 minutes to do exercises. He ‘chews’ his hands, knees

and socks. To discourage this he has recently been given some ‘rings’ that

they hope he will chew rather than his hands. A tray has been fitted to his

wheelchair that will stop him chewing his knees and socks. They proposed

an exercise activity on a mat at a leisure centre. They talked about making

some phone calls to see what equipment is available, whether there was

wheelchair access, accessible toilets and what the cost would be. They
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would clarify what he would do there (that is, ‘what stretches’ and ‘how

frequently’).

John was described by the next pair as a ‘happy man’. He can walk for

about 30 minutes, so they discussed a ‘walking program’.

For Alan they discussed a trip to a shopping centre, where he could

purchase a milkshake. Pushpa commented that this would be good, as ‘He is

a little underweight’. They could organise a wallet with some small coins so

that he could get the money out. He could have the wallet in his hand. The

trainer commented that it was good to go to the same place in order to get

familiar with it. Overtime he could be given a card for a particular

‘smoothie’, if he had a favourite. It could be put with his money. This was

seen as a step along the way.

An activity for the final resident was ‘short distance walks’. He was said to

be overweight. He likes to hold someone’s hand. He likes eye contact with

people, and people talking to him. The activity was seen as an opportunity

for staff to interact with him. He also likes a swing, and I was unclear

whether they thought it appropriate for him to use a swing at a park. They

have purchased a garden swing for the house.

‘That was excellent’ said Adriana.

One of the issues Adriana raised was of the four men always doing activities

together. A man in another house likes to go bowling. It would be possible

for a client from the house to go bowling with this other man. In this way

they get to meet other people. (F/AM/180805)

Reflections on the training sessions

We would suggest that the most likely outcome of all four activities (exercising on

a mat at a leisure centre, a walking program, purchasing a milkshake at a

shopping centre, and short distance walks) is community presence. There is

nothing ‘wrong’ with any of these activities, but any contact with new people is

likely to be fleeting and based on encounters in service settings. The trainer

highlights an important point that relationships are likely to be established when

people go to the same place over and over again and the communication card

may be a useful technique for facilitating interaction between shop assistants and

the resident. This may result in acquaintances being formed, a particular type of

community participation, but we would suggest that this is unlikely at a juice bar

or café in a shopping centre, where you may see a different person each time you

go there.
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We suggest that the final paragraph is illustrative of a significant dynamic that

leads to the creation of this ‘distinct social space’. There was nothing to suggest

that the two men with intellectual disabilities with an interest in bowling knew

each other. What is it that makes the people in that room see them as a possible

match for one another? Is it the interest in bowling? Is it that they both have the

label of ‘intellectual disability’ attached to them? Is it the two together?

We do not know for sure, but we believe that is safe to assume that of the nine

people in the training session, one of them will know someone within their own

social networks who likes bowling8. Why do the people in the room not even

begin to consider a person from within their own social networks as a match for

one of the residents?

What the trainer is suggesting is a bonding relationship (Putnam, Feldstein, and

Cohen, 2004), a relationship between people who have things in common.

Certainly they share an interest in bowling, but more specifically they are service-

users and share the label of ‘intellectual disability’. We are not suggesting that

there is anything intrinsically wrong with proposing these two people meet, and

they may discover they enjoy each others’ company, but it is a practice that may

enlarge and strengthen the boundaries of the ‘distinct social space’ surrounding

these individuals, unless they are supplemented by other types of relationships.

This is more evident in the next extract, which is from a Developing community

connections at a local level workshop.

After lunch we went through the nine steps and then moved on to the final

activity which was relating the steps to the residents in the house.

I went and joined a group who were working outside. They discussed

Alberto, and of course the activity that they came up with was BOWLING! [I

found this session so frustrating that I wanted to scream9]. It was not just

that bowling came up as an activity again, but other issues which went

unchallenged:

1. Contacting the bowling centre to see if they had a time for disabled

people.

8 If no one else, then the researcher who was present likes and knows people who like bowling.

9 In writing fieldnotes we often included personal comments in parentheses that we reflected upon once we had left the field. Feelings

are a resource for understanding that express values and ideologies. In this example we would have spent some time thinking about

why the researcher felt frustrated. It is also worth commenting why BOWLING is written in capital letters. There is nothing wrong with

bowling as an activity, but we are interested in why it seems to have become such a key activity for people with intellectual disabilities.

With a touch of humour we suggest that if an inquisitive alien visited earth, knowing nothing about people with intellectual disabilities, it

would quickly conclude that people with intellectual disabilities like nothing better than going bowling and eating at McDonalds.
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2. Creating a bowling group by contacting other houses to see if other

people wanted to go bowling.

3. Discussions about independence, which meant residents could just be

dropped off to do the activity on their own, whilst the staff sat in the bus

or did the shopping whilst people bowled.

4. The fact that no one [including me] challenged these ideas.

5. The fact that a case manager was driving some of this discussion and

the acting house supervisor was in the group.

6. The fact that Natalie [the trainer] came and listened and said ‘fantastic’.

She also said of the exercise, ‘You don’t have to [implement] this. No

one’s checking up on you’, although she then made a case for why they

should do it.

7. [The other three examples were equally uninspiring.] For Aphrodite,

cooking and walking were interests. She could do a cooking program at

home before looking at a cooking class. Brian likes computers. They

could try this at home. We could buy a child’s computer for $40.00 to

see if he likes it. For Sarah, there was a debate about getting her hair

cut, which moved on to pampering at a beauty salon. (F/HS/290905)

Reflections: Creating and sustaining the ‘distinct social space’

The three suggestions to support bowling are all likely to create and sustain the

‘distinct social space’, even if an outcome of using the local bowling alley is

community presence. If a special session for people with intellectual disabilities is

not available, then the staff will in effect create one if they gather people from

other group home. The third suggestion is almost Robert Putnam’s (2000)

Bowling Alone come to life. As in the previous fieldnote the trainer legitimises the

staff suggestions by giving positive feedback, which is reinforced by the case

manager and house supervisor’s presence. Of the other three activities, using a

computer at home has no relation to the task the staff were given. Community

presence is the most likely outcome of walking, getting a hair cut, or a one-off

trip to a beauty salon. Beginning a ‘cooking program’ at home is indicative of the

‘readiness model’ or the ‘continuum trap’ (Kinsella, 1993). Here the resident

either has to ‘be made ready’ or negotiate a stage before she can go to a cooking

class. People have to be taught new skills and then prove themselves worthy

before they can move on to the next stage. This either keeps people in the

‘distinct social space’ or delays the possibility for weakening its boundaries.
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In summary we would suggest that the outcome of the activities that both groups

identified for the residents would at best sustain the pattern of a ‘distinct social

space’ or enhance it if a bowling group for people with intellectual disabilities is an

outcome. Although another outcome is community presence, community

participation is unlikely.

The long-term nature of the research gave us a privileged position from which to

comment on the impact of these two training sessions, which were also delivered

to the staff group at 64 Penny Lane. An impact evaluation to discover whether

there has been a change in the practices of direct care staff or improved

outcomes for service-users is rarely carried out by organisations as it is costly

and difficult to do. In many organisations an end of training evaluation sheet is

often the sole form of evaluation.
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8. Phase 2: Evaluation
Action research may start by evaluating current practice (Winter and Munn-

Giddings, 2001). Prior to identifying the specific action research project, a

researcher spent time working at 64 Penny Lane. The primary reason for doing

this was to get to know the residents and staff and to understand the relevant

practice issues. As we suggested earlier, a second reason for working in the

house was to collect enough data to allow the researcher and the staff group to

evaluate current practice. The initial plan was to meet with the staff to reach

agreement about the principal issues about which action would be planned and

taken. At this stage of the research we still hoped to use an empowering

approach to action research. In addition to collecting data using participant-

observation methods we also conducted interviews with five staff members and

five family members.

Interviews

The first interviews with the staff members were completed three months after

the house had opened and immediately prior to the Developing community

connections at a local level workshop. At this stage one may expect to find that

staff views reflected ideas from the social inclusion training (see Chapter 9), but

the impact of the Developing community connections workshop would reveal itself

at a later date. These interviews were influenced by an ‘Appreciative Inquiry’

orientation, an approach that focuses on an organisation at its best (Cooperrider,

Whitney, and Stavros, 2003). This extract from the interview protocol reflects

both Appreciative Inquiry and empowering action research orientations.

I am interested in discovering the positive core of the organisation, learning

about the organisation when it is at its best, and hearing about what

dreams you have for a better organisation and perhaps a better world.

As the main aspect of the research is about improving practice I want to

find out about what issues you may be interested in tackling. You have a

view of things as they are now and what you think needs to change.

(Clement, 2005a)

How people understand their role

One of the interview questions asked staff what they were trying to accomplish at

the house. We would suggest that their answers reflect both ‘people first’ and

‘ordinary life’ perspectives, and beliefs about institutional living provide a contrast
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to the residents’ lives in their new home. In short, people with intellectual

disabilities are the same as everybody else and can live like anyone else.

Our role and responsibility is to ensure that the fellas are given every

opportunity to experience what community life is all about like you and I.

(I/SD/021105)

We’re trying to provide them with a life that has some quality and happiness

for them to experience. It doesn’t have to be a big thing, something they

love to do, like go for a walk everyday, or being able to play basketball, or

having a choice, what to choose when you go to McDonalds or a café or

takeaway. To see them smile. They deserve it, just like anybody else, and

that might not have necessarily happened coming from an institution.

(I/LW/102605)

We basically want the guys to have a better quality of life and more

opportunities to do things in the community. To live a more normal life, as

opposed to a congregate, institutional [care], for them to be more

independent. (I/SX/091105)

People have a special disability [but] they are just like us, only they have

some special needs. We are trying to help them get a normal lifestyle, going

out shopping, having breakfast. (I/PP/091105)

We would argue that these views are more representative of attitudes towards

people with intellectual disabilities in general, rather than the individuals they

support. Staff expressed views that were tempered when they focused more

specifically on the five residents.

I’m proud of what we have done here so far. We’ve still got a long way to

go. I had high expectations of where to go, I had come off doing active

support [training] and my adrenalin was rushing because I had all these

ideas of what I wanted to introduce, but I didn’t take in to account the skills

of the residents and their abilities. I’ve discussed this with the staff. In my

mind I would have preferred more social inclusion. My expectations are

probably too high for the fellas and I’ve realised that so I’ve had to cut back

a little bit. (I/SD/021105)

The behaviour of one of the residents was seen as being especially problematic.

This is consistent with the research that we cited earlier, which suggests that

building inclusive communities is harder for people with challenging behaviour,

and that the presence of challenging behaviour impacts on whether staff see
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community-based services as appropriate (Allen et al., 1990; Mansell, Hughes,

and McGill, 1994).

I don’t want to sound negative towards Franco but it’s difficult to take him

into a group setting, particularly in a closed community area because he

gets very anxious. So we’ve got to take every opportunity that we can so

the other fellas can experience that type of community access, where we go

down a different line for Franco10. We’ve got a long process that’s in place

for Franco. I’ve got a goal of 6 to 12 months we’ll be able to take him into a

restaurant or café without him getting anxious and wanting to get up and

go. That’s why it’s very important that we [teach him to sit at the dining

table in the house]. (I/SD/021105)

As we shall see more clearly below, we categorised most of the community

activities that the staff at 64 Penny Lane supported as community presence,

which were also group based. Franco’s behaviour meant that he received a more

individualised service, participating less in group activities with the other

residents.

The thing with Franco you really need one-on-one most of the time. He does

get a lot of one-on-one, with walks and things like that. I don’t know how

many times they’ve taken him out, but he seems to be the odd one out. The

other four are easy to take out for meals. Simon will take them out for dinner,

but it’s really hard to take the five of them out. With Franco you’ve got to

have one person with him, you’ve got to keep an eye on him. Once he

finishes his drink he’s looking round to take other people’s food.

(I/JZ/141205)

Although there are occasions when it is appropriate to do things as a household,

we were concerned that for this staff group it was the primary way of operating11.

10 ‘Community access’ is a term that we have regularly come across during the course of Making life good in the community. It is

probably very similar to community presence, the sharing of ordinary places. A manager, who we interviewed for a different element of

the project, stated that the focus on community participation was relatively new and until recently the emphasis had been ‘community

access’ (M/23/I). The following quotation, from a house supervisor, is from that project.

We try and give Max swimming twice a week because he has some walking difficulty, and the exercise in the pool is really

helping him with that. He goes to a music program once a week, which he absolutely adores. That’s with a whole group of

other people who have intellectual disability, but probably at a higher level than him. They’re very welcoming and he is very

much a part of that group. The other thing we do is community access, the market, the mall, lunches out, that sort of stuff,

which he absolutely loves as well, because he’s very social. (HS/15/I)

11 Not only are group activities more likely to result in ‘block treatment’, a concept discussed later in this section, but they also make it

less likely that there will be any meaningful contact with non-disabled people. Human service workers need to weigh-up a number of

factors related to grouping people with intellectual disabilities together (see Wolfensberger and Thomas, 1983). It is easier to relate to

people as individuals and get to know them in small groups.
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Being able to take all five men out as a group was an issue that some staff

thought was an important issue to tackle.

Tim: What practices do you think need changing at the house?

Shelagh: Probably taking them out, taking them out as a whole group, all

at once. So far we haven’t really been able to do that because of Franco. It’s

been two at once or one or three, and then [a staff member must] stay

behind. Building up to a stage where they can all go out at once and they’re

okay.

Tim: To what sort of places?

Shelagh: To go to a restaurant to have dinner. To go anywhere where

there are other people around. (I/SX/091105)

This staff member also identified all five men going out as a goal and envisioned a

way of how this might be achieved.

John: [The staff] try to take them out as a group, but whether you could

start with a one-on-one with [Franco], just taking him out individually,

instead of taking four you might be better off taking the two.

Tim: What are the benefits of all five men going out together?

John: I mean, I know it’s not every night, I suppose, I don’t know…When I

was in the army we used to go out as a group, if you’re friends and

that…They seem to get on alright, I suppose it’d be nice just a smaller

group…

Tim: I’m not saying don’t do it, I’m just wondering what the advantages

are. (I/JZ/141205)

It is also worth noting the type of activities that populate people’s comments to

date, which we suggest are indicative of their frame of reference. Although a

walk, shopping and basketball are mentioned, the majority are related to eating

out (breakfast, café (2), dinner (2), McDonald’s, ‘out for meals’, restaurant (2),

and takeaway). The data that we present later shows that eating out was the

second most common activity, behind ‘bus trips’. Eating out is community

presence, but is unlikely to lead to community participation when your other

companions are other people with intellectual disabilities and paid staff. Indeed,

community participation may not be seen as a goal. This interview extract

suggests that residents’ happiness, enjoyment, and security may be seen as

important goals.
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One thing I do value and get the most enjoyment out of is, we took Dan,

Joseph and Milan to Fasta Pasta, which is quite simple for most of us.

However they have never been, or once or twice have been to restaurants.

It was about them handing over the money and picking their ice cream and

seeing Dan’s grin of excitement when he paid over his money and wandered

back. He just had a grin from ear-to-ear, although he had no understanding

or knowledge of what the money was all about. All he was concerned about

was his cup of ice-cream he had in front of him, and he really enjoyed that.

[It’s about] taking the boys out into the community so that they can have a

walk around and not feel intimidated, not feel isolated. They’re the things

that I value. Hopefully in whatever period of time I’m here for they’ll have

the opportunity to experience new emotions or ventures. (I/SD/021105)

Skill mix of staff

In an earlier chapter we mentioned that five of the staff team had worked for a

significant period of time at KRS. House supervisors interviewed for a separate

strand of Making Life Good in the Community raised issues related to the

relocation of staff from a ‘hospital’ environment to community-based services

(Clement and Bigby, 2007). Although it was by no means inevitable that direct

support staff in institutional settings became ‘institutionalised’, in a similar

process to people with intellectual disabilities, some staff have undoubtedly

struggled with the expanded role that is underpinned by a ‘new’ or ‘different’

service philosophy. The ease and speed with which former Kew staff can adjust to

the new setting, develop their knowledge and skills, and align their practice to the

community-based orientation impacts on the outcomes for service-users.

Implicit in the house supervisor’s comments that follow is that the previous

experience at Kew had not given people the confidence, knowledge or skills to

support the residents in building inclusive communities.

I don’t think everybody has grasped the idea of social inclusion, but we’ve

done bits and pieces….In my mind I would have preferred more social

inclusion, more regular….Only the other day when I was speaking with

Linda, I said, ‘Come on we’ll go out for morning tea’. She said, ‘I never did

that before’. She wasn’t familiar with it and at this stage wasn’t comfortable

with it. I said, ‘Don’t worry about it, stay on board with me and you’ll

experience a lot more’, because there wasn’t a push for that [at Kew].

Social inclusion at Kew was a bus ride into the country for an hour; get out

into a park area where there was nobody else around. (I/SD/021105)
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Supporting people in the new setting also means jettisoning the institutional

routines that may have been organised for the convenience of the staff.

One day I said, ‘Take the boys out. Just take out Dan and Joseph, which he

did. He went to McDonalds and he came back to the house quite chuffed

that he did that. He’d never done that before. He’s from that group [of

staff], they go out on bus trips they take everything with them, drink,

biscuits. [At Kew the staff] wouldn’t go out for lunch because if they went at

lunch time that means they would have missed out on their lunch. So they

might go at ten o’clock or half-past ten after the staffs had their morning

tea, and then be back by twelve o’clock because that’s when everybody was

going for lunch. (I/SD/021105)

Reflection: Building inclusive communities requires knowledge, skills and
motivation

There is no guarantee that any employee, whether they are new, or existing staff

who have worked in community-based or institutional settings, will have the

knowledge, skills and motivation to pursue the goal of building inclusive

communities. House supervisors have a key role in helping direct support staff

understand their job and should give direction so that the staff they manage

understand and implement policy (Clement and Bigby, 2007). This house

supervisor recognises that he must confront staff thinking about their

understanding of what he calls ‘social inclusion’ and support and direct them in

enabling it. ‘Going out for morning tea’ and eating at McDonald’s are both fine

activities, but we would suggest that in the context of this house they are both

about community presence and relate to what we have suggested was a

dominant form of activity in this house, ‘eating out’. As we shall see, for the first

15 months that the house was open, the prevailing direction set by the house

supervisor in relation to the goal of building inclusive communities was activities

that supported community presence.

Community presence: A trip to the shopping centre

A separate report describing the interactions and styles of support between staff

and residents in the house is available elsewhere (in Clement et al., 2007). In the

initial report we usually only described what we had observed as a means of

trying to encourage people to learn through reflection on their own practice.

Some of the data related to ‘activities outside the house’ is repeated here, so that

we can provide a more detailed critique.
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The extract that follows, of an outing to a nearby shopping mall, is typical of the

pattern of support that the residents received to participate in activities outside

the home.

We are going out. It is a hot day. The top temperature is forecast to be 31

degrees. Simon changes some of the men’s clothes. Milan is wearing blue

shorts, a blue and green Diadora t-shirt, white Nike pumps and white socks.

Wally is wearing a pastel green short sleeved shirt, putty shorts, blue and

white trainers and socks. Dan has a Slazenger t-shirt which has cranberry,

black, and white stripes, blue jeans and brown boots with three Velcro

fasteners (F/PL/021105).

The house supervisor placed a strong emphasis on making sure that the residents

were dressed in a manner that is valued by other people in the community when

they go out12.

The presentation of the residents flows on to everything we do. There are

times where you can be a little bit relaxed, once the fellas are active in the

community. Whether at the day program or going out to have a coffee

around the corner it’s all about their presentation and about their grooming.

I think that’s important to us as carers because that says if we take a little

bit of extra time and care about the individual’s grooming we care about

them. That’s been one of the things that I’ve been focused on. We still

haven’t got it right but we’re getting there. I think it’s important to make

sure that we do that because when an individual goes into the community

and they’re not well dressed they could be standing next to somebody who

looks just the same as them but because they have a disability that’s honed

in on very quickly. This is my view and people look at them and say look

how shabby they are. That’s how I look at things, we have to be quite

conservative about how our residents dress. (I/SD/021105).

Shelagh carries some money for the men. $5.00 each. The seven off us set

out from the house at about 11.30. Shelagh walks in front holding Milan’s

hand. Simon suggests that I go in the middle as he is walking with Dan,

who is the slowest. Wally walks by himself. Joseph wants to hold my hand. I

let him do this some of the way, but as I have seen him walk around the

block, I know that he can walk on his own.

12 This is consistent with guidance given in the Direct Care Staff Handbook (Department of Human Services, 2002) and Normalisation

(Wolfensberger and Thomas, 1983).
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We turn left into High Street. At the pace we are walking it would be at least

30 minutes to the bus stop. After ten minutes Simon decides we will catch

the tram, which will takes us to the Swaffam shopping centre. It is very hot

in the full sun. None of us have any sun cream on or sunglasses. No one has

a hat. We cross the busy High Street. This takes quite a while to do as there

is no pedestrian crossing. The road up to the tram stop is steep. Twice on

the journey Milan sits down on the pavement.

After another ten minutes we near the tram stop. We miss a tram by a

minute, which means that we have ten minutes to wait for the next one.

There is a shelter that we can sit in. The tram is busy when it arrives. We do

not need to purchase tickets. A man gets up for the residents and goes to

the other end of the tram. Simon sits with three of the men. Milan sits next

to a man who greets him and opposite two other people. Shelagh stands up.

When someone moves Shelagh sits opposite Milan and the man and woman

talk to her.

When we get to the shopping centre we are taken to a café/juice bar. The

four men are seated around a table and Simon and Shelagh go to the

counter. They come back with four identical drinks (orange-based drink)

and doughnuts. I go and order my drink.

The seating area is quite tight, so Shelagh sits at a different table. Joseph

clutches his trousers in the groin area. I confirm with Shelagh that this is his

sign for wanting to go to the toilet. I take him to the toilet. We end up in the

parent and child/disabled toilet.

Linda, who is working later that afternoon, passes the table where we are

sitting and talks to Shelagh. Shelagh goes and buys herself a sandwich.

Simon and Milan go into the supermarket and come out with the trolley

containing half-a-dozen plastic bags, containing mainly milk and bread.

People are given a bag to carry. Milan refuses.

We go into K-Mart. Wally and later Dan take it in turn to push the trolley.

The seven of us head off to the men’s shoe department. Simon wants to

buy Dan some shoes. After trying on some shoes we go to look at the

clothes. A number of items are put in the trolley, but I have no idea who

they are for. They are mainly t-shirts and shorts. The four men are not

closely involved in any decisions about what to buy. Joseph gestures at all

the clothes as we pass them in the aisle. Caps are placed on Dan’s head.

Shelagh and Simon debate whether a Holden or Jim Beam logo is
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preferable. Neither of these caps is eventually chosen. Hats are placed on

Milan’s head, but he takes them off and pulls a face. He does not like

wearing hats. Wally wanders off several times and people raise their voice

to get him to come back.

In the queue at the checkout Simon pays for the items in the trolley. Wally

has wandered out of the store and is making his way onto the pavement. I

hurry to him as he wanders out into the car park. (F/PL/021105).

Reflections on the outing

By referring back to concepts presented in the training (Figures 6 – 8) it is

relatively easy to make a case that this is ‘community inclusion’. The four

residents have been supported to use services (public transport, a supermarket)

and access leisure activities (a café, clothes shopping), which we might safely

assume they are interested in doing. Using the tram may be a new experience

and the mall was place they had visited before. The house supervisor had tried to

ensure that the men have a good chance of being seen as valued members of the

community by being smartly dressed and they had met people whilst out.

On the other hand there are a number of cues that suggest that the four men

may not be seen as valued members of the community and are on the margins of

the experience. This is what we meant when we stated earlier that it is important

to reflect on what people are doing and how they are being supported whilst they

are using ordinary places. Some of these will be more obvious to readers with

greater experience of working in services for people with intellectual disability.

The entire activity is reminiscent of ‘block treatment’, a term used by Goffman

(1961/1978), where activities take place in the immediate company of other

service-users, all of whom are treated the same and required to do the same

thing. The activities were planned by the staff. A group outing was arranged for

everyone; the four service-users were sat at the same table, and were given the

same food and drink. Staff held the men’s money, decided what they should eat

and drink, chose what new clothes were more suitable, and paid for all the items.

Opportunities for more meaningful interactions between café and K-Mart

employees were lost. Although there was some interaction between a member of

the public and Milan, most of the conversation on the tram was between staff and

other passengers. The longest interaction was with another staff member who

happened to be doing her own shopping in the mall.

The men were going shopping, when most men of their age are at work. They

were excused from buying a ticket on the tram. Even with clean, smart clothes
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the men look different and behave differently. They have the stigma of disability.

Some of the men were escorted hand-in-hand, Milan sat on the pavement, Joseph

used a special toilet, and the support staff raised their voices when Wally

wandered off.

In an interview that I subsequently conducted with Simon, he commented on

some of the interactions that he’d had during the outing, which indicate some of

the general public’s attitudes that the staff encounter:

It was interesting today that one of our senior citizens was next to Shelagh

and when she got up and went into the shop she said something like,

‘You’re wonderful’ and ‘God love you’ or something like that. When I was at

the check-out the young girl said, ‘It must be a rewarding job’. You don’t

often get that. On the tram, as we were getting in, Joseph balanced and put

his arm on another fella. I was quite surprised. The fella would have been in

his mid-fifties. He got up for Joseph and I said, ‘Thanks’. There was enough

room to sit down. ‘No, no, no, I’ll go down the other end’ he said. So he got

as far away from them as possible. He was right down the other end of the

tram. Those sorts of things you experience. (I/SD/021105)

There are two points worthy of note here. Firstly, if you have worked with people

with intellectual disabilities for any length of time it is likely you will have been

talked about as a ‘saintly’ individual doing a wonderful, worthwhile, rewarding

job, which unfortunately positions people with intellectual disabilities as the object

of your ‘saintliness’. You will also have experienced what can only be interpreted

as a ‘negative’ response or attitude to people with obvious disabilities, which is,

as the house supervisor describes, to shun or move away from them. Some

members of the Australian community will hold negative ways of understanding

disability (see Yazbeck, McVilly, and Parmenter, 2004), which can result in

extremely unpleasant experiences for people with disabilities and those who

support them. As we stated in Chapter 3 the goal of building inclusive

communities is taking place in a ‘disabling society’ where some non-disabled

members of the Victorian community have indifferent, negative or hostile

attitudes towards people with intellectual disabilities.

The attitudes of non-disabled people

In the interviews staff expressed views which identified the attitudes of non-

disabled people as a barrier to the goal of building inclusive communities.

I think there needs to be more public recognition. There needs to be more

acceptance of somebody with a disability. I believe the development of a
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person with a disability, whether physical, intellectual, or even mental

illness is in the hands of the ignorant. Until we are able to establish a better

education for the general community, those with disabilities will always

struggle with acceptance. (I/SD/021105)

A lot of people in society don’t know a lot about these guys, that there’s

nothing to fear, when you do see someone, just a smile or say hello or

something, instead of being negative. Smile, be positive. Talk a bit about

tolerance and acceptance. (I/LW/102605)

Identifying indifferent or negative attitudes within ‘the community’ as a barrier to

the goal of building inclusive communities was a theme that the staff returned to

throughout the research. Whilst it obviously is a significant problem, there are a

number of important issues about the way in which staff frame and react to

people’s attitudes. Firstly, do staff see themselves as having an active role in

educating the Victorian community? Secondly, what impact does having direct

experience of indifferent or negative interactions have on staff’s perception,

willingness and motivation to build inclusive communities?

Family attitudes to building inclusive communities

Family members were asked what the goal of building inclusive communities

meant for their son or brother. This relative begins by suggesting that, in general,

the goal is good, but then adds some qualifiers when he thinks about his bother

and people with challenging behaviour.

I think it’s good. There’s more of that happening….If you took Franco into a

crowded supermarket, somebody who doesn’t like crowds, there’s no real

satisfaction for Franco. I think it’s got to be positive for both sides. I’ve

known experienced [staff] taking people into supermarkets and they’ve

thrown things and I don’t think that really helps at all. I think that outings

or doing things, even just going for things like walks, it’s got to be more of

a focus on what’s good for Franco. If it’s good for society it’s good, but I

think the focus has got to be more on them. (I/FI/121205)

This relative, who has a visual disability, talks about his own mixed experiences

and expresses his belief that variable attitudes to people with disabilities will

always be an enduring fact of life. He also highlights an important point for

people with an interest in building inclusive communities, which is supported by

research evidence, that direct experience or familiarity with people with

intellectual disabilities, whether mild or severe disabilities, is related to more
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favourable views of people with intellectual disabilities (Antonak and Harth, 1994;

Antonak et al., 1995).

I find meself, with my disability, some people are accepting, some people

make a wide track of you. I think that’ll always be the case. Some people

accept it, they understand. It’s mainly people who have had a lot of dealing

with disability, or seen it, or seen someone or knows someone. People

who’ve never had any dealings, or any knowledge of it, usually are very

sceptical about people who are like that….They’ll always be some people

who won’t accept it, but generally now people are starting to accept

disabilities in the community, ‘cause I think there’s more made of it,

through media and papers….Many disabled people come into the shopping

centre round here. They do their shopping and everybody’s accepting.

They’ll be the odd one that stands there watching them and wondering.

(I/F2/0712105)

Drawing on her own experiences this mother has encountered variable attitudes

and expresses a cautious view about building inclusive communities.

We’ve had Down’s syndrome kiddies been brought to church and things like

that. I’m sure they don’t understand it, they just wander around. Not very

many people will accept them, some do, but not very many. It’s not an easy

thing. I see them around the shopping centres…I don’t know, I really don’t

know whether that will work. (I/F4/061205)

In contrast, this relative has an upbeat perspective, a vision of how things might

be, and emphasises the ‘people first’ and ‘ordinary life’ perspectives that were

described earlier.

I viewed [closing Kew] as a really good thing, mainly for the reasons of

getting people with disabilities out into the public life, everyday normal

living, not in an institution type setting….Putting people with disabilities in a

house, an everyday street in an everyday suburb and getting them out into

the public life will help. People will understand that they’re no different to

us. They may look different to us and they may have different actions to us,

but inside, they’re no different. I think this will help to educate a lot of

people out there. I see them all the time, they stand out on the tram or on

the bus or in the shops….What I would like to see is the neighbours in the

street just pop-in for a visit. Don’t just close your eyes and walk past that

place, pop-in and say ‘hello’, find out some more information about the staff

and the residents….Even if you only do it the once and it freaks you out and
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Our evaluation

During the evaluation phase we had already begun to use O’Brien’s (1987)

distinction between community presence and community participation as an

analytic framework to categorise the type of activities the staff group were

supporting outside the house. We also thought it would be a useful framework

that would allow us to direct staff to two facets of an ‘inclusive community’. As we

came to the end of the evaluation phase our judgement suggested that at 64

Penny Lane the staff focus had been on increasing the number and variety of

ordinary places that the residents know and access. This is an important part of

building inclusive communities, but one that on its own is unlikely to achieve

community participation.

As the more extensive analysis of the trip to the shopping mall suggests, we

thought that there were a number of practices that could be the focus for

reflection and might form part of an action research project. Yet we were also

concerned that the staff group might suggest projects that were not entirely

compatible with our view of what was important. We certainly saw the issue of

being able to take all five men out as a group as a low priority and a practice that

would maintain or strengthen the ‘distinct social space’ occupied by the five

residents.

Prior to the reflective meeting with the staff group the house supervisor identified

‘Community activities and joining social groups’ as the issue for discussion and

action planning. By this time the men had been living in their new home for seven

months, which was also seven months after the social inclusion training and three

months after the one-day workshop. In preparation for that meeting we prepared

an appraisal of staff practice and outcomes for service-users relating to this

specific issue. The half-day meeting was held with seven staff members. All the

family members we had interviewed were invited to participate in this day, but

none did.

The reflective meeting

The half-day was based on a strategic planning process, using the five questions

in Figure 9.
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At the half-day meeting the staff group generated a list of the ‘community

activities’ that they had supported since the house had been open, which reflects

the pattern we have described. Table 6 groups these activities into rough clusters.

Figure 9. Five questions

• Where have we
been?

• Where are we now?
• Where do we want to

get to?
• How will we get

there?
• How will we know

when we have got
there?


