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Executive Summary

Purpose

The project looks at the role of disability organisations in working together with people with a
disability, families and communities to foster inclusion and investigates how disability

organisations can enhance their function in facilitating inclusion.

Specifically, the project aims to:

1. Provide clear definitions and examples of what is meant by terms associated with
this work such as ‘community’, ‘participation’, and ‘inclusion’;

2. Identify the key factors, enablers and barriers (that occurred at an individual,
family, community and organisational level) to connecting individualised and
person centred work with inclusion;

3. Identify the changes or outcomes (that occurred at an individual, family,
community and organisational level) as a result of a selected sample of this work;
and

4. Identify the key organisational tasks or ingredients needed to enhance this
work.

The focus of the study is not on why foster the work of inclusion, but rather on how this can
happen, how it currently works, where the evidence is found of how it works, and how it is
incorporated into identified practices.

Method

The research involved a range of methods including reviewing existing literature largely from
the fields of disability and community development, as well as grey or organisational literature
within disability organisations who participated as part of the project; and analysing evidence
from interviews conducted with inclusion workers. Interviews were conducted with key
informants currently involved in inclusion work from within a variety of service types (e.g. day
services, residential services, community development activity, specialist services work). Two

broad sets of interviewees were identified:

1. A range of practitioners within Scope, across a range of service types, who were
generally seen to have successful experiences in relation to the work of community
inclusion. Scope was seen to have a history of inclusion work including a dedicated
‘Community Inclusion” section, as well as two work areas actively utilising two

conceptual inclusion frameworks as practice guides;



2. A range of practitioners and program managers in Western Australia. Western
Australia was selected due to its extended experience with the Local Area Co-

ordination inclusion model, a model quite different from that in use in Victoria.

Analysis

Section 2 presents a number of key ideas from the literature that seek to define ‘community’,
‘participation” and ‘inclusion’. For the purposes of this study, inclusion work is defined in the
following way:

Inclusion work involves supporting people to achieve, do and be in life in the ways they

choose and identifying and removing barriers to this in society, services and individuals.

This research proposes three Orientations as a helpful way to understand the ‘what’ of

inclusion practice.

Orientation 1: Individual person-centred work leads to inclusion.
Inclusion work and community building happen in direct response to the expressed interests,

needs, and aspirations of specific people with a disability.

Orientation 2: Opportunities are created in community.

Inclusion work and community building require workers to be proactive in identifying, creating

and offering opportunities to people with a disability.

Orientation 3: Broad level community change.

Inclusion and community building focus on broader structural and attitudinal work.

Inclusion is a broad-scale activity that requires the combined focus of Orientations 1, 2 and 3

in order to ensure that barriers to inclusion are removed at all levels.

The study presents some examples of how different agencies have structured their inclusion
work. The research team has attempted to capture commonalities in organisational approach
and have identified three main groupings:

* Single focus work: An agency organises inclusion work around individual people with a
disability and their families, OR around a single field of activity / interest (eg

recreation);

e Broad regional work: An agency organises the work around a geographic region, or a

set of broader systemic community development or capacity building projects;



e Service redesign: where agencies have re-constructed their entire organisation in
order to provide more individualised support to people with a disability or focus on

inclusion in different ways.

In terms of personnel requirements, inclusion work involves a broad range of job roles and
practitioners need to be generalists across these. All inclusion work is underpinned by a set of
practice principles that ensure the work matches its purpose and is ethical. The literature of
community development is helpful in delineating the skills and strategies associated with

inclusion work.

Findings

Thirteen (13) case studies of successful inclusion practice are presented from interview data.
Case studies are organised according to the Orientations to inclusion work discussed in section
two. The majority of interviewees provided case studies relating to Orientation One, hence the
higher number of these examples provided. There is a significantly lesser emphasis on
supporting the community with social change and inclusive practice (Orientations two and

three). This is a point for further reflection and discussion.

All interviewees were asked to identify the factors that affected the outcomes of their practice
example or work generally. In each section, factors are identified in relation to the individual
(i.e. the person with a disability); the staff and organisation; and the community.
Additionally, interviewees identified outcomes for each of these groups. Finally, data is
presented that reflects interviewees’ identification of key factors to influence the success of

inclusion work.

Enablers for inclusion work identified at the level of each stakeholder group

Individual and family Staff and Organisation Community
* Trust . Flexibility e Attitude, commitment
. Expressed choice, . Reconceptualising organisation’s role and personalities
interest . Relationships . Disability specific
. Determination & . Organisational support & skill sharing communities
commitment . People with a disability in control . Flexibility
. Resources . Staff . Legislation and public
. Role & relationship . Resources awareness
with family, agency & . Promoting good practice . Partnership
inclusion worker * Time and patience . Leadership
* Joint focus




Challenges for or barriers to inclusion work identified at the level of each stakeholder group

Individual and family

Staff and Organisation

Community

Fear and lack of confidence
Communication

Age, health & disability
Informal and formal support
Access and infrastructure
Safety

Finances

Personality

. Staff
. Resources and time

. Organising the work

Attitude and lack of
awareness

System and
organisational issues

Resources

Outcomes for inclusion work identified at the level of each stakeholder group

Individual and family

Staff and Organisation

Community

Increased networks, relationships,
& friendship

Increased independence,
confidence & trust

Skill development

Access to further opportunities
Increased well being, safety &
mental health

Greater number of interactions,

lifestyle changes

* Implementation of a
flexible, developmental
approach

. Outcomes reinforce

organisational re-orientation

. Staff skill development
. Replication of strategies

. Resource adjustment

Improved attitude
Valued partnerships &
relationships

Skills transferred
Increased knowledge
Support provided to

disability organisations

Conclusions

Section 4 summarises current issues relating to inclusion work, occurring to varying extents in

disability agencies. This is followed by a discussion of the key areas for, and ingredients of,

change towards comprehensive and embedded inclusion work.

Current issues with practice

e Inclusion as community tourism;

* A de-valuing of communities of peers with disabilities;

e Inclusion work is ad hoc and not systematically supported in organisations;

* Lack of focus on resources and targeted work to overcome barriers;

* The silo effect that prevents coordinated work across different disability services and

supports.




What needs to change - new understandings and approaches

Inclusion is both personal and social change;
People are part of multiple communities - all are important;

The work is both large scale and skilled;

Inclusion is all staff’'s responsibility and needs to be organisationally embedded;
Inclusion work requires flexibility;

Inclusion relies on collaboration, partnerships and co-ordination;

Strategic planning is needed to manage the breadth of inclusion work.

Implications

A systemic, consistent approach to inclusion work is urgently required. Inclusion work must be

explicitly planned, resourced and staffed.

For government departments

Identify the current resources, areas of practice, and gaps in both by mapping current
investment committed to each of the three Orientations of inclusion work;

Inclusion requires identified investment that is long term and based on identified areas
of need;

Clarify the practice of inclusion work;

Actively develop cross-sector collaboration in inclusion work.

For organisations

For

Inclusion work is core business for disability agencies and must be explicitly present in
organisational mission, strategies, staffing and resourcing;

Resource all staff to undertake inclusion work;

Develop organisational systems and processes that are designed to be responsive to
individual contexts;

Explicitly require and resource the connection of person centred planning and inclusion
work;

Identify explicit leadership and collaborative roles for people with disabilities and their

families.

Practitioners

Reflection on practice is critical to successful inclusion work;

Be continually aware of power differences when working with people with a disability,
their families and communities;

Identify and address structural barriers collaboratively;

Allow sufficient time to facilitate inclusion work;

Adjust your strategies and approaches based on changing contexts.






Section one: What is this inquiry about?

Introduction

What is inclusion?

How do we enhance greater connections between people with a disability, their family

and community?
How do disability organisations enable inclusion to occur?
What works? What are the challenges?

How can we build on what’s working well?

This project was undertaken by Scope and commissioned by the Community Building Unit of
the Victorian Department of Human Services. Scope is a disability service organisation with a
mission “to support people with a disability to achieve their potential in welcoming and
inclusive communities” (Scope 2008). This mission is achieved through the provision of a
range of services to people with a disability, their families and communities across the state of
Victoria.

This project is interested in inclusive communities and a greater connection between people
with a disability, their families and communities. The project looks particularly at the role of
disability organisations in working alongside people with a disability, families and communities
to foster inclusion and investigates how disability organisations can enhance their
function in facilitating inclusion. It explores changes that are required for disability

organisations to support inclusion in more meaningful, effective and sustainable ways.

Specifically, the project aims to:

1. Provide clear definitions and examples of what is meant by terms associated with
this work such as ‘community’, ‘participation’, and ‘inclusion’;

2. Identify the key factors, enablers and barriers (that occurred at an individual,
family, community and organisational level) to connecting individualised and
person centred work with inclusion;

3. Identify the changes or outcomes (that occurred at an individual, family,
community and organisational level) as a result of a selected sample of this work;
and

4. Identify the key organisational tasks or ingredients needed to enhance this

work.

These findings, we hope, will generate a greater commitment and guide ‘inclusion workers’,
disability organisations and government bodies to further support meaningful and sustainable

inclusive practice.



The researchers have refrained from using academic language in the hope that the
information, findings and change actions will be as accessible and relevant as possible to

practitioners and organisations.

Context

The project sits within a particular historical context. In brief, this is one where there is an
increasing policy focus on people with disabilities as equal citizens in Victoria who are able to
pursue individual lifestyles of their choice within welcoming, accessible and inclusive
communities (State Government of Victoria 2002, p. 5). For disability services, this has meant
an increasing focus on individualised service delivery along with an emphasis on desegregation
and participation in community places and activities. The set of practices broadly associated
with person centred approaches has been identified as key to this work. The Victorian
Government has recently legislated the use of person centred plans as a core ingredient of

ongoing service delivery (Disability Act, 2006).

Victorian disability organisations and agencies are currently adapting to this policy context and
changing the way people with a disability are supported. Some of the changes include a

significant transition:

» from people being only physically located in a community, to being active participants
and community members;

* from block funding of organisations, to consumer-focused and individualised funding;

« from charitable, paternal values of care, to professional, standards-based, rights-
focussed services with quality improvement accountability systems in place;

e from community ignorance and limited information and exposure to disability, to
greater awareness, understanding and experience with encountering people with
disabilities;

- from people with a disability being in positions of significant dependence, to
empowerment of individual consumers with rights and choices; and

e changing roles of staff from ‘carers’, to inclusion workers.

(Adapted from O'Brien & Inglis 2002).

Changes also include a focus on person centred planning and self direction around how a

person would like to be supported.
In short, in this context, there is a twin emphasis on implementing individualised, person
centred approaches to service delivery and support, along with work to build inclusive

communities and link individuals to chosen opportunities within these.

This change process most often requires a re-orientation of organisational practice. It requires
careful planning, consultation with people with a disability and their families, discussion
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amongst government and service providers, along with major system changes that incorporate

all aspects of organisational processes and methods of working with people.

Within Australia, organisations have gone about this in a variety of ways. Some have
embraced change across all facets of the organisation often requiring a dismantling and re-
building process. Others have changed part of their organisation, simultaneously running the
‘new’ alongside the ‘what they know’. Other new organisations have developed in response to

the new context.

This project occurred at a time when Scope was undergoing a restructure in an attempt to
more effectively connect people with a disability to their community. The project was therefore
immediately relevant to Scope, with the anticipation that findings and ideas generated by the
project would effectively support Scope as well as the disability sector during this time of
change.

Given the transitional context, this report is timely in that it provides a range of creative
practices and frameworks existing in two states of Australia (Victoria and Western Australia).
It identifies key ingredients of good practice in order to prompt practitioner and organisational

reflection on their current practice and to refine future practice.

Research framing

With these issues providing the backdrop to the research project, the research team developed
the project aims as detailed above.

The focus of the study is not on why foster the work of inclusion, but rather on how this can
happen, how does it work, where is the evidence of how it works, and how do we incorporate
identified practices? Rather than create an idealistic ‘never been tried’ new theory, the
research team decided that a useful tool to assist Scope and the sector with their thinking in
terms of service change would involve capturing the practical and workable ‘how’, by

documenting various examples where such practice already occurs.

To do this, the researchers needed to define what practices were in view for this study. This
led the researchers to adopt a broad definition of inclusive practice. The definitions have been
further refined into three ‘Orientations’ to practice that will be discussed in section 2.

Additionally, researchers needed to define the notion of ‘inclusion worker’ and the range of
roles this encompassed. Within government and non-government disability organisations, a
range of directions and models are seen to create or enhance inclusive processes at the
individual, family and/or community/systems/policy level. Organisations resource these
models with differently skilled people that may include direct support workers, person centred

planners, community development facilitators, local area coordinators, leisure workers, support
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workers, community connectors and therapists. Whilst we understand that the
aforementioned workers contribute to inclusion in various ways, for the purposes of this
project, we will refer to them all as ‘inclusion workers’ or practitioners. This study aims to be

relevant to all of them.

Research method

The research involved a range of methods including reviewing existing literature largely from
the fields of disability and community development, as well as grey or organisational literature
within disability organisations who participated as part of the project; and analysing evidence

from interviews conducted with inclusion workers. These methods are summarised below.

Use of literature

A literature review was conducted in the initial stages of the project that sought to contribute
to definitions of ‘inclusion’, ‘participation’ and ‘community’ and identify practices to foster
these. This review included literature from the fields of community development, disability
studies, participatory research, and development studies. Given the breadth of this literature
and the complexity of ideas within it, researchers decided not to include the literature review
within this report but to summarise only a few key ideas towards offering a clear definition of
these terms for use in this study. This selection was also influenced and supplemented by
organisational literature within Scope and other participating agencies that documented ideas
about inclusion and/or key practice approaches and principles. In particular, organisational and
published literature was utilised to document several practice methods for inclusion work,
presented in section 2. In presenting both definitions and models of work, the intent has not
been to collate and summarise all literature but to select a limited set of key ideas as starting

points to thinking and action.

The practice models presented will not be critiqued or graded, nor will a ‘one size fits all’
framework be identified. Wilson (2005) states that “frameworks are mental models designed
to hold together key ideas and practices in a way that explicates the inter-relationship of these
ideas” (p. 134). They act as a guide for choosing actions. Wilson (2005, p. 134) cautions:

[Frameworks] represent ways to work and are not the work itself. It is important
that the frameworks be adapted to fit localised contexts and not be universalised
(Gore 1993). As they stand they do not offer ‘a model of practice for all places and
times’ (Lane 1999, p. 135).

As people are different and unique, communities are also different, unique and fluid. There is
no effective formula that fits all people and all communities (Kenny 1999). Across the
disability and community sector, creative and flexible processes are occurring that fit unique
people and communities in unique circumstances, producing meaningful outcomes. These
processes and outcomes may be completely irrelevant for another person, group, or

community.
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In presenting key ideas from the literature researchers considered how to support relevant and
meaningful practices without over prescribing these. It was agreed researchers would identify
key elements that could underpin and guide the practice embodied in a small humber of
models and frameworks. As identified above, it is intended that these function as guides to

practice or ‘stepping off’ points that require constant adaptation to context.

Interviews

Interviews were conducted with key informants currently involved in community inclusion
activity from within a variety of service types (e.g. day services, residential services,
community development activity, specialist services work). Two broad sets of interviewees

were identified:

1. A range of practitioners within Scope, across a range of service types, who were
generally seen to have successful experiences in relation to the work of community
inclusion. Scope was seen to have a history of inclusion work including a dedicated
‘Community Inclusion’ section, as well as two work areas actively utilising two

conceptual inclusion frameworks as practice guides;

2. A range of practitioners and program managers in Western Australia. Western
Australia was selected due to its extended experience with the Local Area Co-

ordination inclusion model, a model quite different from that in use in Victoria.

Data collection occurred between March and October 2007. Interviews were held with eight
staff of Scope. These represented staff from a range of sections within the organisation
including: person centred planning; day services; community inclusion and development; and
specialist services (therapy and psychology), as well as staff in urban and rural locations. In
addition, nine interviews were undertaken in Perth, Western Australia, with some of these
including multiple participants. These represented staff at both Chief Executive Officer level
and at practitioner level, and in government and non government agencies. Unfortunately, all
interviewees were based in the Perth metropolitan area though some held management

responsibility for service delivery to rural areas.

Table 1: Sample characteristics

Number of interviews from various settings Victoria Perth
Day service or alternative to employment settings 2 1
Specialist services / therapy settings 3 1
Community development or inclusion settings 1 2
Person centred planning settings 2 0
Managers of non government disability services 0 2
Government representatives 0 3

13



Two interview schedules were developed: one for use with practitioners and one for use with
managers of services or government representatives. In one instance, the interview with
government representatives used the practitioner schedule in order to report on a specific

activity. All interviewees had access to the interview questions prior to the interview.

Practitioners were asked to:

e Tell a story about their work that spoke to one of the three Orientations. The story was
guided by prompting around the background, aim and process of the work;

e Identify the Orientation the story represented;

e Explain the key factors of success - i.e. what it took for the goals to be achieved, at the
level of individual, staff / organisation, and community;

e Identify the hurdles to the work, at the level of individual, staff / organisation, and
community;

* Identify the outcomes, changes and/or benefits that occurred for the individual, staff /
organisation, and community;

* Identify ways to increase the outcomes from this work; and

*« Name the three things the host organisation could do to enable good inclusion work to

occur.

Managers and government representatives were asked to:

* Identify which of the Orientations did most of the work of the organisation fit with;
* Identify the goals of this kind of work in the organisation;

* Explain the key factors of success;

e Identify the hurdles to the work; and

* Identify ways to increase the outcomes from this work.

The data from interviews was transcribed and personal identifiers (such as names of
individuals, workers, organisations and localities) were replaced with pseudonyms, except
where organisations wished to be identified. Interviews were analysed for key themes against
each interview question, and quantified by determining which themes were most frequently

identified across the interview cohort.

Researchers used all data (from literature and interviews) to answer the research questions
presented earlier. Though researchers generally worked in a way that drew conclusions from
across the entire data set, this report has tended to present findings from the literature, and
those from interviews in two separate sections (literature in section 2, and interviews in

section 3).
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Starting assumptions

This project was conducted by a research team situated within Scope, an existing disability
service organisation. The research team took this to be a strength of the project and this
context heavily influenced the assumptions and knowledge brought to it, including those listed
below.

Ideological positioning:

* Every person has capacities, abilities, gifts and ideas, and living a good life depends
on whether those capacities can be used, abilities expressed, gifts given and ideas
shared (Kenyan 2007);

* Everyone can communicate;

* People with a disability benefit from being involved in their community, just as the
community benefits from their involvement with the person (adapted from Niemann,
Greenstein & David 2004);

* We do not make the assumption that the disability sector can or should meet the

whole life wants and needs of all people with a disability (Britten 2001).

Understanding of issues:

e Inclusion, community and participation mean different things to different people.
Therefore supporting people with a disability to be included requires listening to what
is important and meaningful to them if inclusive practice has any chance of success
and sustainability;

e Service delivery, whilst beginning to take up notions of person centred practice and
individualised approaches, is still in various stages of infancy regarding the task of
facilitating community participation and inclusion for people with a disability;

e Community education, community capacity building and inclusion activities are not
always linked to actual clients receiving services elsewhere in the organisation;

* There is growing evidence to suggest that staff do not share a common understanding
of the meaning of participation or community inclusion for people with a disability;

e There is a significant risk that the reorientation of services towards increased
participation and inclusion will focus on, and be largely satisfied with, community
presence (i.e. access to ordinary places, (O'Brien, ]J. 1987) as opposed to participation
in and contribution to the community. In some instances, this is apparent in the
activity of re-scheduling or re-venuing activities offered by services to make use of
community facilities, without any further interaction or connection of people with a
disability to the community of people also utilising these venues, or with little or no
reference to the aspirations or preferences of people with a disability;

e There are significant resource and expertise deficits in the disability and community

sectors that affect the work of inclusion;
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e The new focus on bringing inclusion practices into the heart of the service system,
whilst generating positive outcomes initially, may run the risk of re-cementing the
service system, albeit around a new set of practices. In some cases, a focus on re-
organising the service system towards inclusive practices, fails to consider the ongoing
need for the service or options to it;

e A focus on inclusion does not necessitate a focus on individuals at the expense of
recognising people with disabilities’ preferences for group opportunities, where they

express these preferences.

Limitations

This study is small in scale (including a limited interview sample) and as such does not gather

evidence of all models of practice.

The study is also limited to the perspective of staff in disability organisations and government.
It lacks the scope and timeframe to directly engage with the views and experiences of people
with a disability. This is a significant limitation, and the research team recommends a second
stage to validate or develop new findings from people with a disability as to how disability
organisations work along-side them to facilitate inclusion. It would be equally useful to engage

directly with the community sector to ascertain their views about the inclusion process.
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Section two: What is inclusion and how is it facilitated?

This section seeks to describe inclusion work: what is meant by key terms; why do the work;
what the work consists of; and some of the *how’s’ of doing it.

Any research needs to engage with what is already known about a topic. This topic is a
conceptually complex one. Within the context of disability services, the research question asks
us to engage with notions of inclusion, community, and participation. Additionally, the
research seeks to explore the factors affecting this work, and the available models or
frameworks to guide this work.

This large task has been limited by three factors:

The lack of published material about how disability organisations facilitate inclusion;

2. A large number of documents defining inclusion, social inclusion, community, and
participation that translate to vastly diverse practices;

3. Evidence of a lack of understanding of such terms. Clement, Bigby and Johnson (2008)
identify that staff in a number of community residential units lack a shared and clear
understanding of these terms and are “often left to work out their own versions of
[such] concepts ... which may have little resemblance to the intentions of official
versions” (p. 65). Further, staff have a “narrow understanding of the goals of
community inclusion” and “the abundance of terms that are available to discuss the
end goals of building inclusive communities seems to confuse rather than clarify”
(p.103). This conclusion resonates with the experience of the research team for this
project, who engaged in discussions about understandings of inclusion in a range of

forums inside the host organisation prior to and during the conduct of the research.

For these reasons, the research team decided to:

* Define our understandings of concepts associated with community, participation, and
inclusion. We are proposing these definitions as a way to re-focus the myriad of
definitions and understandings. It was felt that there was already a large and accessible
literature on the person centred aspects of this work so this area was omitted from this
discussion;

e Summarise recent literature including grey literature (i.e. organisational documents)
regarding models for structuring and supporting inclusion work;

e Present practice frameworks in use by organisations where interviewees worked, where

these were documented.

17



Understanding inclusion

The focus in this section is to provide accessible explanations of key ideas related to inclusion

work rather than fully capturing the vast literature in this field.

Community

There are many ways of defining ‘community’. Various attempts to define it have generated

dozens of meanings (Bell & Newby 1971; Dempsey 2002). As a concept, it is used to

describe:

* a personal or inter-personal experience (i.e. feeling a sense of community or belonging);

e a group of people or “communities of attachment” Crow and Maclean (cited in Dempsey
2002, p. 142) who share interests (e.g. sailing), identity (e.g. women, Italians), or culture
(hip hop, Indigenous) etc.;

e a particular geographical area or location.

Discussions of community most frequently frame it as a positive thing, though clearly
experience of and in community (like any relationship) usually includes both positives and
negatives.

Most significantly for this study, current Victorian policy statements in the disability sector
imply a notion of ‘community’ as being comprised of ‘mainstream’ agencies (i.e. those not
specifically set up to cater to people with a disability) and people without disabilities. Such a
definition focuses attention on work to ‘introduce’ people with a disability to ‘community’ (see
State Government of Victoria 2002). This is contrasted with a definition of ‘community’ that
recognises that people with a disability are part of many communities including some whose
members may be largely or exclusively people with a disability and that such communities are
equally valid. The research team adheres to the notion that individuals are usually part of
many communities simultaneously, and engage and withdraw from these at different times in

their lives.

Each person’s understanding of ‘community’ differs and we will be drawing upon the data to

contribute further to the notion of community in section four.

Presence and participation

Is presence the same as participation?
Are disability organisations facilitating both?

For the purposes of this study, we have distinguished between the concepts of presence and
participation, as does much of the literature.
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Smull and Sanderson (2001) discuss the continuum of inclusion utilising the notion of an
individual “being present” in an event or community, “having presence”, and “actively
participating” (Smull & Sanderson 2001, p. 139). Such a schema echoes the distinction
between physical integration as physical location of people with a disability in communities,
(particularly via non institutionalised settings), and social integration which involves both the
quality of personal relationships as well as a sense of connectedness to communities of choice
(Cummins & Lau 2003).

O’Brien (1987) describes community presence as “the sharing of the ordinary places that define
community life” (p.179). Without focused effort, people with complex disabilities will be
separated from everyday settings by segregated facilities, “special” activities, and different
schedules. Valued activities will increase the number and variety of ordinary places that a person

knows and can access.

According to O’Brien (1987), “community participation is the experience of being part of a
growing network of personal relationships that includes close friends” (p.179). However, O'Brien
also includes a focus on respect, competence and choice, alongside presence and participation, as
key ingredients required for a life of inclusion. Presence and participation are two of five elements
required for a full and valued life. Refer to diagram 1 below.

Choice

Competence Respect

Community Community
presence participation

Diagram 1: O'Brien’s elements of a quality life (adapted from O'Brien 1987, p. 179)

Britten describes participation as
How people become immersed in the culture of a community, how they identify
themselves in relation to that community... It is about what people give to a

community and what they receive in return. Participation goes both ways (2001).

Britten reports that meaningful participation consists of the following elements:
* Emotional
* Social
¢ Intellectual, and
e Physical.
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See diagram 2.

MEANINGFUL

PARTICIPATION

Diagram 2: Britten’s elements of participation (adapted from Britten 2001)

So, in an education setting, whilst a child may be present in the class room and may be able to
participate on a physical, emotional and intellectual level, she may be teased in the play
ground, may not have any friends and as a result does not want to return to school because
she is restricted from participating socially.

Britten’s theory encourages inclusion workers to consider all elements of participation (2001).
However, it is ultimately up to the individual as to how they participate and what form of
participation is meaningful to them. The literature on person centred approaches within
disability services suggests that, at all times, determining the meanings of presence and
participation will be highly personalised, contextualised and therefore widely divergent across

the population.

Whilst the individual decides what level and type of participation is pertinent, it is also
imperative that inclusion workers consider the internal and external factors that enable or
hinder the occurrence of participation. Even as the individual is internally influenced by an
array of factors, there is a range of external factors that also require attention so that
participation is enabled. The International Classification of Functioning, Disability and Health
(ICF) considers a range of elements that inclusion workers can work with to systematically
remove barriers and further enable participation to occur. These include:

e  Products and technology

e Natural environment and human-made changes to environment

e Support and relationships

e Attitudes

e Services, systems and policies (World Health Organisation 2001).
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This discussion suggests that presence and participation are different ideas. Additionally,
participation may take many forms and involve different internal and external elements. It is
the individual who drives preferences about the extent and nature of both presence and
participation in different contexts. Each individual will make different choices at different times
about areas of life they wish to engage in and whether they wish to be present or participate.
It is the external factors that require significant investment to ensure that opportunities to
participate are available. In short, this framing emphasises distinctions between physical
presence and a range of wider social and participative outcomes which are highly individual in

nature.

Inclusion

The literature on inclusion is both broad and extensive, and encompasses a number of key
framings. 'Inclusion’ can be understood as a concept in its own right, embracing a range of
understandings, or partnered with other concepts, such as ‘social inclusion’ or ‘community
inclusion’ to foreground a particular set of concepts and values. Considering the extent of
available literature, we did not see it as a useful exercise to critique it. Rather, we wish to
define what inclusion means to the researchers, bringing it together with notions of
community, presence and participation and, hence, how this understanding impacts on how we

might go about doing inclusion work.

There are current debates within State and Commonwealth governments as to what ‘social
inclusion” means and how it will be achieved. In general, these debates draw on an
understanding of social inclusion as a broad concept, encompassing ideas about social
engagement with people and activities; service access; economic inclusion; and political
engagement (Saunders 2007). Notions of inclusion often draw on understandings of exclusion
and the need to address these barriers to inclusion. These barriers are understood in a range
of ways. The identification of factors that perpetuate exclusion is akin to the social model of
disability that emphasises the way external factors function to create disability. In this
analysis, disabling barriers may be physical (e.g. physically inaccessible places and spaces),
attitudinal, behavioural and structural (including how policies are made and resources
allocated). Inclusion work is sometimes described as creating enabling rather than disabling
environments, with a focus on overcoming a wide range of barriers (for example, Swain et al
(Eds) 2004).

This set of concepts has resonance with ideas about freedom proposed by Sen (1999). Sen
poses the concept of development in terms of the ‘freedom to’ a number of broad life factors
and ‘protection of’ these essential freedoms. He states that in order for an individual, as well
as a society, to develop individuals must have a set of freedoms available for them to enjoy.
These include access to education, health care, employment, food and shelter, but also non-

tangible freedoms such as a choice to participate in a religious, political, cultural or linguistic
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group. Applying such concepts to definitions of inclusion suggests that all human beings would
like to participate in various priorities of their choosing that they consider will support their
personal development. These freedoms must be both available and protected so that the
person is not deprived or excluded. Freedoms must not just apply to specified or elite groups
but to all members of a society.

If we look at inclusion in terms of a rights based framework, then accessing freedoms,
pursuing priorities and participating in communities of choice are considered civil, political and
social rights as a citizen. Responsibility is a notion that is frequently paired with that of rights.
The Disability Services Commission (DSC) of Western Australia discusses responsibility in their
understanding of inclusion as “a sense of belonging, sharing responsibility, contributing and
being seen to be of value regardless of one’s circumstance” (KPMG Australia 2007, p. 2).

This broad approach to ‘inclusion’ is echoed in Victorian State Government disability policy that
proposes that an ‘inclusive community... [is] where everyone has the same opportunities to
participate in the life of the community”- socially, economically, culturally, politically and
spiritually (State Government of Victoria 2002, p. 7). However, despite this policy, the notion
of inclusion within the disability sector appears to have had generally a more narrow
interpretation. Within parts of the sector, there seems to be a strong link between inclusion
and the notion of ‘presence’ discussed above. Such an understanding of inclusion focuses on
‘outings’ or participation in community ‘activities’ (sometimes referred to as community
‘tourism’). In practice, this kind of ‘inclusion’ is sometimes further reduced to an individual
accessing the local community or neighbourhood house, i.e. focusing on a narrowing of an

individual’s life to their interest in one particular life area only.

The research team proposes an approach to defining inclusion work for people with a disability
that focuses on the priorities of an individual's life in terms of the whole of who they are and
how they live their life. This broad whole of life approach emphasises the importance of what
an individual wants to achieve, do and be in life. Individuals will choose the communities in
which they wish to belong, contribute and be valued, and the extent of their presence and
participation in these communities. Their involvement is enabled by overcoming the barriers
that currently function to exclude or devalue them. Inclusion is a broad concept and will mean

different things to each person.
As facilitators of the inclusion process, inclusion work involves supporting people to achieve, do

and be in life in the ways they choose and identifying and removing barriers to this in society,

services and individuals.
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Why do inclusion work?

Inclusion work seeks to bring about a world where there is equal justice, freedoms, protection
and opportunities for all citizens to pursue their priorities and practice their beliefs. Essentially
inclusion work operates on the belief that people with a disability are as entitled to this kind of
justice and freedom as those without disability.

Cocks explains that inclusion workers need to understand, believe in and be driven by why
they are doing the work. He defines the most important feature of an effective inclusion
worker as having a set of values that enables them to “stand up for and believe in what they
are doing”. He also maintains that the organisation that promotes inclusion work must have a
“strong, explicit commitment to positive values about the people who use the service” (1992,
pp. 46 - 8).

What is inclusion work?

Inclusion work involves supporting people to achieve, do and be in life in the ways they choose

and identifying and removing barriers to this in society, services and individuals.

Reflecting upon our definition of inclusion, and for the purposes of this report, we consider
inclusion work to encompass any individual, practitioner or organisation that uses a range of
strategies to enable:

* people with a disability and their family to achieve their life priorities and /or

e community / communities to include and welcome people with a disability.

The definition adopted here suggests that inclusion work involves a broad set of change
actions that may focus on individuals, families, services, groups, communities and systems. In
this section, we aim to describe the ‘what’ of the work. In particular we discuss different ways
to focus the work, the breadth of the work, and the different ways agencies have organised or
structured the work.

Orientations to the work

Disability organisations have employed various modalities and approaches towards inclusion
work. Some focus on individuals, some on opportunities in community, some on larger
systemic changes, and most on combinations of these. These different ways to focus the work
were identified by researchers and are called ‘Orientations’ in this report. This research

proposes three Orientations as a helpful way to understand the ‘what’ of inclusion practice.
Orientation 1: Individual person-centred work leads to inclusion.

Inclusion and community building happen in direct response to the expressed interests, needs,
and aspirations of specific people with a disability.
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Inclusion occurs after and as a direct result of person centred approaches and/or planning
where practitioners have listened to people with a disability and identified their aspirations
and interests. Inclusion workers then work alongside the individual to build capacity in
communities so there is a direct and meaningful link to people’s specific aspirations,

interests and needs.

Orientation 2: Opportunities are created in community.

Inclusion and community building require workers to be proactive in identifying, creating and

offering opportunities to people with a disability.

Due to a combination of institutionalisation, a lack of empowerment and opportunities as
well as limited life experiences, many people with a disability have reduced ability to
articulate their aspirations and goals. Workers seek out opportunities and develop these
based on their own assessment of what is relevant. They may or may not have developed
this opportunity with particular individuals’ interests in mind. Individuals with a disability
are later linked to these opportunities. This is often an ongoing process of experience, trial,
expansion and change for people with a disability.

Orientation 3: Broad level community change.

Inclusion and community building focus on broader structural and attitudinal work.

Inclusion workers foster opportunities for inclusion by focusing on overarching structures,
allocation of resources, skill sets and knowledge of various groups. While this work is most
powerful when it includes or is led by people with a disability it does not always include
people with a disability as actors. This work is generally ground-breaking and foundation-

laying work with organisations and communities.

Breadth of the work

The three Orientations are very different from each other yet all have a place in working to
create inclusion from different directions within community. Whilst there are strengths found
in each, a combined and deliberate placement of workers across the three Orientations can be

seen to strategically support inclusive practice as a whole.

We have already discussed above that inclusion relies on addressing barriers that create
exclusion. These barriers occur at all levels of society and across multiple environments in
which people engage. Barriers can be found within attitudes, knowledge, skill sets, relations
between people and groups or between individuals and organisations, behaviours and practices
(such as professional or organisational practices), policies and other structures. Within each

Orientation, the inclusion worker focuses on whatever set of these barriers she/he finds.
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» Wider community and society J

Disability service/supports J Non disability services, organisations J
A

Home, family, friends

The person

Work to address barriers

Diagram 3: Work to address barriers across range of dimensions and environments

Each Orientation has a somewhat different focus. This necessarily means that the work will

primarily focus on different environments or levels of society. These loosely correspond to a

focus at the micro (or personal) level, the meso and macro levels of society.

Orientation 1 work focuses primarily on:

e personal and home barriers;

* barriers in disability services (e.g. residential or day services);

e barriers in non disability organisations (e.g. shops, neighbourhood house etc).

Orientation 2 work focuses primarily on:

* barriers and opportunities in non disability organisations / community.

Orientation 3 work focuses primarily on:
e barriers of policy, program delivery, facilities and infrastructure across non disability

organisations and community.

Wider community and society }

Disability service/supportsYJ Non disability services, organisations J
A A X Ak

Orientation 2: Orientation 1: Orientation 3:
Focus on non disability Individual person broad level organisational,
organisations centred work community, social change

NOTE: ---- dotted line denotes a lesser focus or decreased frequency to the work
Diagram 4: The focus of the three Orientations of inclusion work
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What this analysis suggests is that inclusion work requires activity (and staff resources) to be
focused across all dimensions of a person’s life, and to address the barriers to inclusion at a
range of levels. Inclusion is a broad-scale activity that requires the combined focus of
Orientations 1, 2 and 3 in order to ensure that barriers to inclusion are removed at all levels.
Of course, some inclusion workers operate across the entire spectrum, but the research
presented later in this report suggests that most workers and organisations focus their work in
one or two of the three Orientations only.

Considering freedoms or enablers are required across a number of different dimensions to
facilitate inclusion, systematic placement of inclusion workers across the three Orientations
would enable a more strategic approach to inclusive practice. This would result in more
comprehensive benefits and freedoms - further supporting people with a disability to pursue
their priorities.

Given that inclusion work is occurring at a range of levels and via the three Orientations, this
suggests that the effectiveness of the work rests, to some degree, on the extent to which
workers are aware of and collaborate with the inclusion work of others across all three
Orientations. Rather than treat each set of barriers and issues as unique, the work requires a
high level of communication, collaboration and awareness of the breadth of inclusion work in
action. This will facilitate the linking of change actions and build upon established successes to

achieve more sustainable outcomes.

Organising inclusion work within agencies

The previous discussion identifies that inclusion work is a broad scale activity that requires the
combined focus of Orientations 1, 2 and 3. The work ranges from a focus on the personal to
broad social forces and structures. This section identifies ways that agencies have framed and
organised their inclusion work, and is based on current examples in Victoria and Western

Australia.

Agencies have organised inclusion work in various ways. In general, these ways align with the
three Orientations discussed above, or include a focus on two Orientations together. Within
each Orientation though, organisations have structured their work in different ways. The
research team has attempted to capture commonalities in organisational approach and have

identified three main groupings:

e Single focus work: An agency organises inclusion work around individual people with a
disability and their families, OR around a single field of activity / interest (e.g.

recreation);

e Broad regional work: An agency organises the work around a geographic region, or a

set of broader systemic community development or capacity building projects;
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e Service redesign: where agencies have re-constructed their entire organisation in
order to provide more individualised support to people with a disability or focus on

inclusion in different ways.

Examples of each of these organisational approaches can be found within the three
Orientations. The examples below draw largely on published ‘grey’ literature but do not
capture the full set of activities in Victoria or Western Australia. We have omitted the work of
person centred planners and specialist (allied health) services from this list given that these
approaches are common across many disability services. In some cases, there is a degree of
overlap across the Orientations, but examples have been categorised according to what

appears to be the dominant mode of organising their work.

Orientation 1: Individual person-centred work leads to inclusion

Single focus work

Within Orientation 1, many agencies organise their work around specific individuals. These
agencies actively use, or broadly align with, person centred approaches.

Recreation and Sport Network Inc:

This organisation works individually with people to discover what their recreational or
sporting interests are and links them to activities within the community. For example,
if a person likes to make model trains, the facilitator will link him or her to a model
train club. The facilitator will provide initial support and follow up to both the club and
the individual to ensure the interaction is working for all and the individual is as
included as he or she can be (Recreation and Sport Network Inc. 2006).

My Place:

Supports people with a disability to live in their own homes and organise their own
supports whilst aiming to support the person to be an included and valued member of
their local community (My Place n.d.). My Place received additional funding to provide
a group of ten individuals with ‘community connectors’, i.e. people who would get to
know each individual and support him/her to connect with people or activities that
build on the individual’s interests. These roles are in addition to the support workers
already working with the individual. The community connector also works with the
local community and government to build relationships with people who organise or

are part of the activities individuals are interested in.

Planned Individual Networks (PIN)

This organisation is run by families who have adult or younger children with a
disability. Their aim is to develop the capacity of a broader number of families to plan
for the future through person centred planning, advocacy and workshops. By doing
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this, they would set up a ‘good life’, through planning and developing an enduring
network around a person that would be life long. These networks aim to endure past
the event when primary carers or family members pass away. They promote family
leadership, safety and security through relationships and self sufficiency, believing that

everyone can communicate and contribute (Planned Individual Networks Inc. 2008).

The Lost Generation Project:

Aims to utilise arts and culture as a medium to support people who are living in the
service system to connect with their local community. It was recognised that people
with a disability living in group homes were extremely isolated, with only distant, if
any, connections with their family. A joint partnership between West Australian
Disability Services Commission’s Accommodation Services Directorate (DSC ASD) and
DADAA Inc, and other institutions (such as TAFEs and universities) aims to open up a
range of opportunities for skill development, participation in the arts and the
development of relationships around identified individuals (Government of Western

Australia n.d.).

Fremantle Connections:

Through an effective relationship, a group of inclusion workers and the local
government formed a new agency called “Fremantle Connections” that supported
isolated people in the local area. Through talking to other local inclusion workers, a
number of isolated people with a disability were identified as wvulnerable to
experiencing poor mental health. Fremantle Connections invite local people to support
isolated individuals. People with similar interests are invited to be part of an
individual’s life and, slowly, they break down barriers that prevent the individual from
participating. Local people utilise their own connections within the community to
facilitate further connections. Fremantle Connections also supports local clubs’
capacity to include the individual using strategies that will enable the club to include
anyone with a disability. People are supported until no longer required (City of
Fremantle n.d.).

Broad regional work

Within Orientation 1, agencies also organise their inclusion work around individuals on a large

scale case-management / development basis. This is often done on the basis of region or

locality as in the example below.

Local Area Coordination (LAC):

LAC’s are regional inclusion workers that support a range of people with disabilities and
their families within a specific locality. Each LAC worker is allocated a case load of
individuals/families within their region that they work with over a long term period (for
example, an individual may be registered with and receive support from their LAC from
childhood to 60 years old). LAC’s focus is to develop relationships with individuals and
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families to identify what is important to them in order to lead a ‘good life’, factors that
include present and future aspirations. LAC’s will then share a range of links and
information to facilitate individual/families’ aspirations. LAC’s work alongside
individuals and families on various locally driven community projects that support
inclusion to happen. LAC’s support person centred processes and ideally stay in the
position long term so that relationships are strengthened with individuals and families
as well as the local community (Government of Western Australia 2004, pp. 2-5). This
approach clearly overlaps with Single Focus - Individual examples discussed above but
is categorised here because it is organised on the basis of geographic region.

Service re-design

Orientation 1 work has led to a need to re-design or re-structure the entire organisation in

some cases. Inclusion Melbourne offers a documented case study of this approach.

Inclusion Melbourne:

A 58 year old organisation reformed its day centre services for people with intellectual
disabilities, closed the centres and provided individual services as an alternative. The
re-structure involved “both cultural change based on person-centred values and ethical
frameworks, and the development and implementation of strategies focused on
technical and operational issues” (Craig & Cocks 2009, p 41). Inclusion Melbourne has
highlighted a fundamental gap in the funding available to support people with high
support needs and the ability to support quality outcomes for this group.

Orientation 2: Opportunities are created in community

Single focus work

Whilst Orientation 2 work requires a focus on the creation of opportunities in community, not
necessarily explicitly linked to identified individuals, many organisational approaches tend to
specialise in a particular area of interest or community sector, such as arts or recreation. This

specialist approach has led us to categorise these organisational models as single focus.

Access for All Abilities (AAA):

Works with the sport and recreation sector, and aims to build a “culture of
inclusiveness and participation as well as access to sustainable, quality sport and
recreation activities and facilities” (Sport and Recreation Victoria 2008, p. 2).

ReCharge:

Aims to provide a respite service to families caring for an adult family member with a
disability whilst building the community’s capacity to host and co-manage respite
events. Respite takes place within various community organisations and the various

activities are held at different locations. Individuals and families identify which
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opportunity will be of interest to them. Examples of ReCharge respite include water
aerobics, cooking classes and art (Scope n.d (a)., pp. 2-4).

Broad regional work

Other organisations adopt an Orientation 2 approach but organise their work by locality or

region, ensuring all regions are covered.

Metro, Rural and Deaf Access:

Metro and Rural Access Workers are placed in a specific local government area and aim
to work alongside local government to develop more inclusive communities
(Department of Human Services n.d.-a, p. 1). In a similar fashion, Deaf Access
workers work along-side of rural community organisations and services to develop
strategies and provide practical advice to include deaf and hard of hearing people

(Department of Human Services n.d. b, p. 1).

Victorian Statewide Speech Therapy Initiative:

There are eleven Regional Communication Services located across Victoria. The
services support individuals to communicate effectively and participate in their own
communities (Scope 2005, p. 1). Services use a community capacity building approach
to work with family, friends, shops, community services and people with complex
communication needs to build inclusion focusing on inclusive communication

strategies.

Leisure Action:
Works with people with a disability, local government, community recreation and
sporting providers, and other specialist services to enhance participation in recreation,

sport and leisure activities (Scope 2006).

O