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Models for Forming and Supporting Circles of Support for People with
Intellectual Disability

Executive Summary
Background

Scholarly research indicates that for people with intellectual disability forming and
maintaining informal relationships does not happen easily and, in many cases, formal
structures and strategies are necessary to complement natural processes. In the recent years
many innovative strategies to foster social network development and person-centred planning
have emerged, among these the most prominent is the concept of circles of support. At the
most general level, circles of support involve a group of people coming together on a
voluntary basis, with varying levels of formality to support a single individual through
relationships of trust and intimacy (Macadam & Savitch, 2015). Circles of support are
perceived to be noble strategies to harness social capital and promote the person’s self-
determination, social inclusion and choice. However, despite the growing popularity of the
concept of circles of support in the field of intellectual disabilities, there is much ambiguity
over its form, processes and effectiveness. To date, there has been limited formal evaluation
of the ways that circles of support work in practice and of the organisational strategies

necessary to develop and support them.

Aim

The study aimed to shed light on the organisational and operational elements of the concept
of circles of support as well as its perceived outcomes. It explored key areas of staff, practice

and organisational strategies used to develop circles of support, and perceptions about

outcomes experienced by people with intellectual disability, the families and circle members.
The main research questions were:
1. How do organisations support the formation or maintenance of circles of support?

2. What organisational strategies, staff practices and resources are necessary to form and

maintain circles of support?

3. Who is the target population for forming and maintaining circles of support?



4. Do organisational strategies, staff practices and resources differ depending on the
person’s existing informal network, the strength of their family ties, and social capital

available to the network?
5. What are the costs and feasibility of establishing a circle of support?
6. What are the outcomes of circles of support?
Method

Three Australian circle of support programs were included in this study; Pave the Way
(MAMRE Assoc) Queensland, Inclusion Melbourne and UnitingCare — LifeAssist Victoria.
Data included qualitative interviews with program participants (people with intellectual
disabilities, family and circle members); circle of support coordinators, staff and members of
the organisations’ senior management. Additionally, program and organisational documents
as well as materials posted on the organisation website were also analysed.

Data analysis was conducted in two phases: first, qualitative analysis of the data from each
organisation, using categories of program logic as a conceptual framework. For each
organisation a detailed program description and analysis was developed, illustrating the
programs’ theory of change, program logic, target group, circles of support strategies and

practices used by staff, and participants outcomes.

In the second phase, a cross-case analysis was conducted to compare and identify
commonalities and differences in the events, activities, and processes of circles of support
programs, and to use the accumulated case knowledge to reach a more general understanding
that went beyond specific context and time (Khan & Van Wynsberghe, 2008).

Findings

The three case studies demonstrate the variability in circles of support programs. While all
the programs had a similar overarching intent about sustaining informal support and the
quality of life of the person with intellectual disability, there was no one standard of
operationalising the concept “circles of support’. The comparison illustrates that the tasks of
paid staff, the practice, time and cost required to form and sustain a circle are primarily

dependant on the nature of the person’s pre-existing informal network.

Although positioned within the broad concept of circles of support, in each case program
aims, strategies and target population differed and were shaped by the wider organisational

mission of which they were a part. Specifically, in both Pave the Way and the Life Assist,



circles of support were perceived as essentially “family business”, relying on the motivation
and contribution of family and other informal network members to lead development and the
sustainability of circles. Targeting people with disabilities who had existing social networks
both programs perceived circles of support as a community capacity building strategy which
fostered greater involvement of community members in the lives of people with disabilities.
The involvement of the program and thus professionals is short-term, aimed at providing
families with the essential knowledge, skills and structures they require to develop and run

their own circles of support and maintain them over time.

In contrast, Inclusion Melbourne perceived circles of support as “service business” with a
much stronger role for the professional program coordinator in initiating and managing circle
development. The focus of the program was more specifically capacity building for
individuals and informal support networks. Inclusion Melbourne targeted isolated people,
particularly those in supported accommodation without strong family support, or with little or
no other forms of informal support. The program coordinator’s role in leading the process,
and her ongoing responsibility to develop and maintain the circle of support, meant prolonged
engagement with each circle and enabled a more flexible approach adapted to the focus

person’s capabilities and existing social network.

The cross-case analysis suggests that regardless of the target population and service delivery
mode, at the conceptual level the three programs had very similar positive outcomes for the

individual, the family and the community at large. On the individual level, a circle of support
strengthened informal supports and extended their social network, assisting in fulfilling goals

and aspirations.

The process of building informal support gives voice to the person and the family.
Communication in a circle seems to give meaning to family experiences; support is shared
and families felt more comfortable to call on others. The collective nature of circles of
support and the sense of community reported by the many people involved were associated
with feelings of confidence, respect, reduced burden and an increased sense of belonging and
well-being. Some families found circles of support a safe place to express emotions about

their experiences and an environment to collaborate and problem solve with others.

For community members, circles of support seemed to build the capacity of communities to

be inclusive. Circle members shared their experience that their involvement in circles



increased their community understanding of the rights and barriers people with intellectual

disability face in being included.

The analysis highlighted difficulties that the current and future funding mechanisms pose for
the programs. There was limited data on the sustainability and longevity of circles after the
withdrawal of the program coordinator. It seems that relationship building and network
development takes time, energy and long-term commitment of all involved. The service
delivery under the NDIS model calls for a short-term capacity building service budgeted by
billable hours. This does not allow for many unbudgeted activities such as building and
maintaining relationships with the focus person and family, active monitoring and ongoing
support for groups as they evolve over time. Another challenge is for services that rely on
referral, where many hours are spent on developing marketing materials, communicating with
service providers and planners to explain the model of circles of support, and reach out for

potential participants.
Conclusions

Findings demonstrate the applicability and relevance of circles of support concept for people
with intellectual disabilities without a strong informal support network as well as those with
an existing network and strong family leadership. However, it is apparent that adapting the
model to accommodate the needs of isolated people (without existing strong support) requires
longer-term involvement and intensive commitment of the coordinator. This accommodation
highlights the importance of taking note of cost differentials and the need for the
organisations to explicitly determine their aims and target group of circles of support

programs, and shape program components and funding mechanism accordingly.

Findings may be used as a benchmarking framework for the operational implementation of
circles of support by organisations registered with the NDIS. They will also enable
development of a set of blueprints or ‘how to’ guides about facilitating circles of support with
differing sub-groups of people with intellectual disabilities according to the strengths of their
existing informal networks, and form the basis for the development of training materials
about the practice of forming and maintaining circles.



Models for Forming and Supporting Circles of Support for People with Intellectual
Disability

The National Disability Insurance Scheme (NDIS) has marked a significant shift in the
Australian Government’s approach to disability policy and the provision of services. The
scheme aims to give people with disability better access to personalised, high quality and
innovative supports and services. A specific focus is placed on developing innovative
strategies to enhance the independence, social and economic participation of people with
disability and their carers (NDIS website). Two central principles of this scheme are
perceived as individualised person centred planning (PCP) and systemic recognition of the
significant roles natural or informal support plays in ensuring the person’s quality of life and

social inclusion (Dowse., et al, 2016).

Informal support is derived from relationships with family, friends, neighbours and
acquaintances, and is based on personal ties rather than payment (Bigby, 2008). Members of
informal networks may provide emotional, instrumental, or advocacy support as well as
assistance with managing relationships with formal organisations (Horowitz, 1985). The
literature suggests the social networks of people with intellectual disabilities are small and
dense, often comprised of a small number of family members and peers with intellectual
disabilities (Bigby, 2008; Robertson et al., 2001). Research findings suggest that people with
intellectual disabilities are often isolated and the involvement of others in their life is limited,
both in time and scope (Bigby, 2008; Forrester-Jones et al., 2006; Kamstra, Van der Putten,
& Vlaskamp, 2015; Robertson et al., 2001; Van Asselt-Goverts, Embregts, & Hendriks,
2013, 2015; Verdonschot, De Witte, Reichrath, Buntinx, & Curfs, 2009).

For many people with intellectual disabilities forming and maintaining informal relationships
does not happen easily. For some, formal structures and strategies are necessary to
compliment natural processes. Though something of a conundrum, formal programs can
facilitate development of informal social networks that fulfil the spectrum of functions such
networks can play in people’s lives (Bigby, 2008; Bigby, & Craig, 2017; Neill & Sanderson,
2012).

In this vein, many innovative strategies to foster social network development and person
centred planning have emerged (Bartnik, 2008; Etmanski, 2009; Hillman et al., 2012;
Mansell, & Beadle-Brown, 2004; Neill & Sanderson, 2012; Ratti, Hassiotis, Crabtree, Deb,
Gallagher, & Unwin, 2016). Among these the most prominent is the concept of circles of
support. At the most general level, this involves groups of people coming together on a
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voluntary basis, with varying levels of formality to support a single individual through
relationships of trust and intimacy (Macadam & Savitch, 2015). A circle of support aims to
create a comprehensive portrait of the person with disability and support them to plan new
developments in their lives (Foundation for People with Learning Difficulties, 2014). These
innovative interventions have assumed particular importance as they are perceived to be
noble strategies to harness social capital and promote the person’s self-determination, social
inclusion and choice. Scholars have attributed a range of potential functions to circles of
support including: an innovative way to sustain the continuity of care and support over the
life of the person (Neill & Sanderson 2012); a forum to support decision-making (Nunnelley,
2015); a means of undertaking transition and succession planning (Bourke, 2005); a strategy
to provide support to families through tangible and expressive support (Lord & Hutchison,
2003); a means of building the capacity of the community to welcome people with disability
as respected members, and; a natural mechanism for providing ongoing and unfunded support
(Etmanski, 2009; Neill & Sanderson 2012; Wisto et al., 2016).

Despite the growing popularity of the concept of circles of support in the field of intellectual
disabilities, there is much ambiguity over form, processes and effectiveness. There has been
limited formal evaluation of the ways that circles of support work in practice or
organisational strategies necessary to develop and support them. While the literature includes
unpublished reports and personal stories presenting anecdotes and desirable outcomes of
various models for organising circles of support, there is little evidence about effectiveness or

outcomes for the people with disability, their families and services (Wistow et al., 2016).

Inclusion Melbourne was funded through the Information Linkages and Capacity Building
program of the NDIS (National Disability Insurance Scheme) to establish the National
Resource Centre for Circles of Support and Microboards (NRCCOSAM). Its aims are, a) to
develop a centralised repository of resources relating to the operation of Circles of Support
and Microboards; and b) to conduct research to produce evidence-based framework and
benchmark principles for the successful operation of the model by support services and
advocacy groups. To conduct this project Inclusion Melbourne has collaborated with the
major Australian organizations experienced in developing and maintaining circles of support

and/or Microboards.



Five organisations, delivering circles of support services, agreed for a formal review of their
services to be conducted; Microboards Australia; Belonging Matters Queensland; Uniting
Care Queensland; Pave the Way (MAMRE Assoc) Queensland, Inclusion Melbourne;
UnitingCare — LifeAssist Victoria. Additionally, the following organisations and people
shared their experience operating circles of support and microboards as part of the
development of benchmarking framework for the operational implementation of COSAM
these organization are: Circles Initiative (SA), Valued Lives (WA), Imagine More (ACT),
Community Resource Unit (CRU in WA), NSWCID (NSW), Brenda Schurmann (Vic), Jane
Sherwin (QId) and Leighton Jay (Sotica)

This report presents the findings from a study conducted by LaTrobe University, of the circle
of support programs delivered by Pave the Way (MAMRE Assoc) Queensland, Inclusion
Melbourne and UnitingCare — LifeAssist Victoria. The study aimed to shed some light on the
organisational operation and perceived outcomes of the concept of circles of support. It
explored key areas of staff practice and organisational strategies used to develop circles of
support, and sought to assist in the understanding of the outcomes experienced by people

with intellectual disability, the families and circle members.
The main research questions were

1. How do organisations support the formation or maintenance of circles of support?

2. What organisational strategies, staff practices and resources are necessary to form and
maintain circles of support?

3. Who is the target population for forming and maintaining circles of support?

4. Do organisational strategies, staff practices and resources differ depending on the
person’s existing informal network, the strength of their family ties, and social capital
available to the network?

5. What are the costs and feasibility of establishing a circle of support?

6. What are the outcomes of circles of support?



Research methods and design

A case study approach was used to enable in-depth investigation of a phenomenon within its
real-life context, in this case circle of support programs (Yin, 2003). Three case studies of
Australian organisations delivering circle of support programs were undertaken to explore the
program logic, program design, delivery and outcomes. Data were collected during 2017-
2018 and across the three organisations included:

. Qualitative interviews with 11 program participants (5 parents; 2 people with
intellectual disability; 2 siblings; one family friend and one volunteer member)

. Qualitative interviews with 11 staff members (3 program coordinators; 6 members
of organisations’ senior management; 2 support and development workers and one
paid facilitator)

. Program, organisational documents and materials posted on the organisations’

website.

All interviews were digitally recorded and then transcribed. The documents and interview
data were analysed qualitatively using similar categories for each program based on elements
of program logic model (Newcomer, Hatry, & Wholey, 2015).

Programs included in this study were selected based on suggestions from members of the
steering committee for the project — the National Resource Centre for Circles of Support and
Microboards (NRCCOSAM). The study was approved by the La Trobe Human Research
Ethics committee, and all participants gave informed consent. The organisations were given
the option of being identified or remaining anonymous and the senior staff member from each
organisation agreed to their organisation being identified in this report. Nevertheless, the
names of all informants have been changed so that individuals are not identified.

In the second phase of the study a cross-case analysis was conducted to compare case studies
and use the accumulated case knowledge to reach a more general understanding that went
beyond specific context and time (Khan & Van Wynsberghe, 2008). The cross-case analysis
identified commonalities and differences in the events, activities, and processes of circles of

support programs in terms of target groups, costs, outcomes, strategies and practice.

The qualitative data about participants’ experiences supported initial perceptions of the
project committee members and the organisations that these programs were enabling good

outcomes for people with disability, their carers and the community. Data about program and
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unit costs were not comprehensive, as for some organisations this is confidential information
and there are also likely uncalculated cross subsidies between programs within the delivery
organisations. At the time of writing, funding mechanisms and prices are changing as the
NDIS is being implemented, and organisations’ program costs as well as accounting systems

are in a state of flux.

Findings may be used as a benchmarking framework for the operational implementation of
circles of support by organisations registered with the NDIS. They will also enable
development of a set of blueprints or ‘how to’ guides about facilitating circles of support with
differing sub-groups of people with intellectual disabilities according to the strengths of their
existing networks, and form the basis for the development of training materials about the

practice of forming and maintaining circles.
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Case study one: Pave the Way

Pave the Way was founded in 2002 as a project within the Mamre Association, Queensland.
It was conceived as a family support project was designed to work with families on strategies
aimed at enabling their relatives with a disability® to live a life of quality in the present and
future (PTW, 2018). Pave the Way provides a range of flexible and individualised support to
address the families’ specific needs and circumstances. It is funded by the Department of
Communities (Disability Services) to work with families and their relatives with a disability
to develop and safeguard a vision for how they want to live their lives, to develop a plan
towards making that vision a reality and ways to safeguard and ensure the continuity of this
plan across the lifespan, including succession planning for when the family is no longer able
to support the individual (Pave the Way website, 2018).

As a family support service Pave the Way programs are based on the assumption that the
individual's safety and quality of life is dependent on the sustainable capacity of the family to
be involved in supporting and advocating for their relative with disability. Families are
credited with the knowledge, history, commitment, and a deep understanding of what “good

life” for this person means and take an active role in supporting the person across their life.

Pave the Way provides information workshops and ongoing consultation for individual
families around person centred support and succession planning but do not offer an ongoing
case management role. It is within this context the circles of support program developed in

Pave the Way.

Circles of support (support circles) are perceived as one of many strategies aimed at building
family capacity to provide and sustain support for their relatives with disability. The
organisation has supported the formation of circles of support for some years and in the
absence of detailed records they estimate involvement in approximately 100 circles. This case
study of Pave the Way is based on semi-structured interviews with members of four circles (3
parents, 2 siblings and 1 friend), and interviews with 4 members of the staff and management
team (one development worker and coordinator of circles of support; one senior manager
responsible for managing Pave the Way, a senior manager from the Mamre Association and a

professional circles of support facilitator employed on a casual basis by Pave the Way). The

! Pave the Way target people with disability. A substantial portion of the clients are families of people with
intellectual disability.
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analysis also drew on a review of relevant documents, information sheets, training materials

and Pave the Way website. Names have been changed to ensure confidentiality.

Aim

Pave the Way define a circle of support as “a small number of people who come together
regularly to provide ongoing support for families with people with disability to assist in
decision-making, succession planning and to help the family support the individual over time
to live their goals” (Circles of support manual, 2018). Circles of support focus on supporting
the family and their ability to provide quality informal support over time, create opportunities
for social encounter and as a means for families and people with disability to get advice and
support (PTW website, 2018). Circles of support are also perceived as building the

community capacity to give ongoing support and to ensure succession planning as the family

age and transition through the different stages of life.

The service aims to educate families about the model of circles of support, and to introduce
structure and formality in existing informal networks in order to enhance and maintain the
capacity of the family to provide ongoing support and advocacy. The basic notion is that
families (usually the parent) have the best understanding of what a good life for the person
with a disability means and are in the best position to advocate for resources to achieve this.

In addition, circles of support are perceived as a strategy to enhance and deliver person
centred planning. A circle of support is a formal structure in which families can share with
their informal networks, their vision and plan, and be supported in developing new strategies
to implement this plan as demonstrated in the following quote:
It’s a group for Mum and Dad, to make decisions. It’s like a think tank or a brains trust
...long-term, if Mum and Dad suddenly aren’t there, there’s a group of people that intimately
know what Mum and Dad wanted for their son or daughter. .... This is really about getting to
know the person deeply. It’s about succession planning where Mum and Dad aren’t here. ...

But of course, the whole time, it’s always about the person with the disability...because Mum
and Dad do know best .... (Development worker and circles of support coordinator).

13



The underlying assumption of the program is that formalising informal networks and
introducing structure into support activities contributes to the person’s well-being across their
lifespan:
Support circles are all around supporting the family throughout their journey ... I think it’s
probably more for the family, to benefit the person with the disability. So, it’s more support —

for the family so that they could get better supports and things for their child with the
disability (PTW, Manager).

A circle of support provides the family with the opportunity to share their understanding and
knowledge of their relative’s (with intellectual disability) needs and goals; introduce new
resources into the family and person’s lives and may assist in their decision-making in regard
to the person’s life:

S0, it’s having that circle of support there, so a bit of body armour to hear what their ideals

are and what they’d like to succeed, and how can they do it, and, of course, as we all know
it’s all about who you know (Development worker and circles of support coordinator).

Program inputs

Circles of support is not a distinct program in Pave the Way, rather it is seen as one strategy

offered to families by the organisation.

We don’t run a program where we develop circles of support to people — what we do is we
work with one family or person at a time in planning their support, including life planning and
who’s in their lives, who are the people that can safeguard that person who’s vulnerable and
for some people what emerges is that a circle of support would be a really good strategy for
that (Mamre Director).

Funding: circles of support have always been funded somewhat indirectly, initially included
in the services offered to families funded by the Department of Communities (Disability
Services) for person centred planning and succession planning. From July 2014, Pave the
Way was also funded as part of the Department’s NDIS Participant Readiness Initiative. As
staff reflected:

You know from Mamre’s perspective, the way we’ve been funded now has kind of enabled us
to be able to look at circles of support within our current infrastructure, really, it’s come down
to who has the capacity and who’s a good fit, or good match with this family. So, we haven’t
had to do it you know necessarily as a billable service. (Mamre Director).

The government used to fund us to do that, they never knew where to put us, and I think we
came under information, referral, and it was like capacity building...They never knew where
to sit us. We’re always a bit of an unknown of where we sat...but we are doing our job helping
families and we find the way to do it in our time. (Development worker and circles of support
facilitator).
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The source of funding scheme will change as the NDIS is rolled out in Queensland, and block
funding will no longer be available. Pave the Way have estimated that their services and
involvement in the launching of circles of support entails around 10 to 12 hours of billable
service:

Well, because of fee-for-service - we’ve looked at it, and it’s about 10 hours initially to

workshop, that conversation, that first meeting, and then the next one. (Development worker
and circle of support coordinator).

The service also aims to provide ongoing support and guidance during the first year of a
circle’s operation in order to ensure its sustainability. This work has been estimated to require

approximately two hours for each circle meeting.

Places: the organisation operates out of offices in Brisbane. However, the project’s
philosophy emphasises that a large part of their work happens outside of offices in the social
and community spaces of significance to the people they support. Thus, the circles of support
program activities largely occur in public places, restaurants, pubs and circle members’

homes.

Skills and knowledge: staff need specific knowledge and understanding of the different
forms of circles of support. They have invested time and energy in developing this
knowledge and offer a range of opportunities for potential participants to become familiarised
with the model and its various applications.
To commit, people need to know what they’re coming into, to commit we provide knowledge
throughout workshop or our relationship with the family, there are actual resource books we
recommend reading, and there’s Canada, and Western Australia, and we recommend lots of

different other types that people might want to look at and use them. (Development worker
and circles of support facilitator).

The significance of understanding the principles of circles of support as a vehicle for families
to commit to the process was also highlighted by family members:
When | heard of circles of support I didn’t know what it is, so before you invite people |
wanted to understand what I’'m my putting myself into, so Joshua (support worker) showed

me a list of things so | understand what it is, how to do it. | remember reading the story of the
family, just made sense it helped me understand what it is all about. (Mother, circle member).
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In addition, program staff identified tools and strategies for “person centred planning” and

“succession planning” as essential for helping families to establish and maintain their circles:

Mum and Dad need to document the personal information, we teach them how to do this in
our workshop... So that if Mum and Dad aren’t here, something happens tomorrow, that
Mary or Peter have to go to bed with a night light on, and they can’t eat peanuts ... That helps
everybody to really understand the person then they all buy-in. (Development worker and
circles of support coordinator).

Another area of knowledge required for families and other circle members is a deep
understanding of the person and the services available to them. It is important to note that in
most cases this knowledge stems from the family and professional understandings of the
person’s life circumstances and opportunities:
It needs to be clear what's available to that person because as it is you have to jump through a
million hoops. (Brother, circle member).

Only because these people (circle members) know Mike and our family they can help, they
know what he likes and what he is like, what he wants and what he doesn’t want, we made
sure that they know all of this. (Mother, circle member).

Participants have recognised the people involved in the circle should operate from the value
place honouring the family experience and respecting its boundaries:
I don’t think you necessarily have to have people, you know with degrees, but you certainly
need to have people who really understand the principles of and the values of what we’re

trying to achieve from a values-based approach is critical, not a clinical approach you’re just
there to help the family, to help your friends. (Circle member, a friend).

Participants identified several skills that are necessary for the successful operation of circles
of support. These skills are required for the professional coordinator, as well as for all
members of circles of support, and are perceived to be vital for fulfilling the purpose of
circles of support overtime. Members of circles of support should have good communication
skills, and the ability to work collaboratively for a goal is essential for the sustainability of
circles of support:
It’s those people skills, whoever sits in a circle of support needs to have very good listening
skills, you know what’s said, what isn’t said, really strong observation skills, very good
communication skills and ability to be able to negotiate .... but it’s that social and community
framework really, ability to be nimble and a bit flexible when needed. So sometimes you
think, you know you’re heading in one direction and you’re going to have to shift a little bit

somewhere else and also that you don’t have ownership over it and you’re not there to fix
anyone just to help (Circle member, friend).
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Participants described facilitating a support circle as a unique experience requiring a
particular set of skills and understanding: namely, how to balance the informal nature of a
support circle with the level of formality needed to fulfil its purpose. They also recognised
the unique challenges volunteer facilitator members of circles face:
It's different because it's managing a group, so you have to have a lot of sensitivity of what's
going on and still progress the process. You provide the clarity and structure to the process,
but you don’t own the process and you don’t own that circle of support. I think they’re
probably fundamental aspects of being able to do this well...sometimes it is hard to know
where to stop and how to move forward sometimes it’s hard to tell my girlfriend to stop and

listen, sometimes it’s hard to tell the mum that she’s too protective or just wrong. (Friend,
circle facilitator).

Program Processes and Activities
Program processes and activities are described in Figure 1. (see page 24)

Staff effort is focussed on the initial stages of group formation and provide professional
guidance to assist the family to develop a strong foundation from which to build a sustainable
circle of support. Staff work with the family and potential circle members to form the base
understanding of the circle process, making sure that all members are informed and able to
function well over time. The service is perceived as flexible and responsive to the individual
and family needs and circumstances:

The approach of Pave the Way has been to provide families with information, consultations

and assistance where families have sought it... We help them set up the circle to get it going

and then we leave that to them, it is family business not service business. (Pave the Way
manager).

Providing information

The concept and model of circles of support is introduced throughout Pave the Way services,
whether through individual consultation or workshops on future planning and succession
planning. Within these workshops circles of support are mentioned as a possible strategy for
maintaining sustainable support for individual and family. Pave the Way has also developed
information sheets, and provides e-access to a wide array of written documents and
demonstration videos.

Provide through papers that we have written, through our website, through workshops,

through conversations, we talk about circle of support as being one thing that people might

want to consider doing. If people show an interest in that they ask for us to be involved, then
we can offer the process... (Pave the Way manager).
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When a family expresses interest in circles of support, a Pave the Way staff development
worker meets the family at their home and discusses with them the concept its principles and
processes to establish an understanding about whether the strategy suits the family’s needs
and goals. In this stage the emphasis is on evaluating the family readiness for developing a

circle of support:

You don’t want to set people up for failure, sometimes it’s just not the right time for
them...sometimes they’re not ready to open up to different people, sometimes they can’t
commit. It’s important to work to make sure that they will feel comfortable and supported in
the circle. (Development worker and circles of support coordinator).

Circle preparation - relationship mapping and planning

If a family would like assistance in developing their circle of support, staff work with them to
further develop an understanding of its purpose and to identify potential circle members and
strategies to invite them. Staff use a variety of tools and techniques such as relationship maps
and planning tools:

We sit and have the discussion about where they are, what they are wanting to achieve. Those
sorts of things, those fundamentals, whatever has been decided by the focus person and the
parents around the purpose of that group. They need to be clear about where they want to get
to with that group. What is that group doing for the person to get from here to here and then
there to there. Maybe it's only for a year, two years, maybe it is about this is the piece of work
we want to do, we want to move Julie out of living at home with us into her own place and we
want to do this in two years' time, we want these people to come together to assist us to do
that piece of work. (Pave the Way manager).

The development worker engages with the family to identify potential members from their
existing informal networks and their potential contribution to the circle.

We talk about who to invite and why, usually family starts by saying they have nobody but
then | start asking | ask about neighbours, I ask about family, friends, people they know,
maybe somebody from work, you know I mean it could be anybody .... And then they say
“they don’t want to come” I “don’t know how to ask™ and I just say ask, what’s the worst that
can happen. Usually we end up with a long list of people ... (Development worker and circle
of support coordinator)

18



Staff acknowledge that each circle of support will look different, reflecting the choices and
the circumstances of the family environment. The parents’ understanding of the needs of the
person with intellectual disability is only the starting point for staff who then work
intensively with the parent to build opportunities for meaningful and supportive engagement

with the circle.

Whatever has been decided by the focus person and the parents around the purpose of that
group. They need to be clear about where they want to get to with that group. What is that
group doing for the person to get from here to here and then there to there. Maybe it's only for
a year, two years, maybe it is about this is the piece of work we want to do, we want to move
Julie out of living at home with us into her own place and we want to do this in two years'
time, we want these people to come together to assist us to do that piece of work. (Mamre
director).

In this stage the family is encouraged to arrange an “introduction night”, usually this is a

social event occurring in the family house or public place over the weekend.
Facilitating an introduction night

An introduction night is facilitated by a Pave the Way coordinator. In this initial gathering
with the family and their network, the coordinator introduces to the potential circle members
the circles of support concept, process and key principles so they can make an informed
decision about their involvement in the circle way:
We talk about what is a circle, and who it supports and what it’s all about. It’s not about
donating a kidney, it’s not about any time — usually that gets people relaxed ... we discuss the

circle, we just talk about who we are and why we’re there, and how we know the person with
a disability or Mum and Dad. (Development worker and circle of support coordinator).

Following the introduction night families are encouraged to set up the first circle of support
meeting, usually about three or four weeks after. Meanwhile, Pave the Way staff will work

with the family to develop an agenda for that first meeting.
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First meeting facilitation

Pave the Way staff facilitate the first circle meeting and help to set rules for discussions,
introduce structure and support the family’s efforts to develop an open and respectful group
atmosphere and dynamic. By facilitating this meeting, the coordinator provides a facilitation
model and sets some “housekeeping rules” and discussion norms as well as roles and
structures (voluntary facilitator, note taker, etc.).
So I will come along — I usually go to the first six meetings, sometimes some circles take off
straight away, you don’t need to go to many... we start with the social, | always say bring

food tea and coffee, you know mingling and then we start planning, presenting the agenda.
(Development worker and circles of support coordinator).

Within those initial meetings, Pave the Way staff help identify people that take essential roles
like note taker and facilitator:
So there’s people in the room I can see that have got some skills, and so I think just to get us
off, get the circle starting, “Is there anybody who’d like to be facilitator” and generally a lot
of facilitators put their hand up. Lot of note-takers do, but if they don’t, I'm happy to point
them out too, and just say, “For the first couple of meetings would you be able to take the

notes, and I’ll help you with that”, and, “I’1l facilitate but would you co-facilitate with me”,
and people are happy to do that. (Development worker and circles of support coordinator).

Pave the Way staff participate in the meetings for up to one year, gradually allocating
responsibility to circle members. Once the circle of support is formed and operating, Pave the

Way staff withdraw their involvement:

Once you get to meet for six, eight times they (the circle) are pretty concrete and they can go
on and you say to them, “invite me back when you need me”. (Development worker and

circles of support coordinator).
Training and support for volunteer facilitator

Pave the way staff provide guidance and professional support for voluntary facilitators during

the first year.

Mira (facilitator) talked to James when we got stuck ... it was great she brought a sheet of
paper and we wrote what we have achieved and what else do we want to get out of the group.
I think James helped her with the agenda and those kind of things. (Mother, circle member).
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Outputs

It is estimated by different staff members that the organisation has been involved informing
approximately 100 circles of support over the years. There are no data of how long these
circles have operated nor their composition. Circle coordinators suggested that approximately
80% of circles supported by Pave the Way work successfully and had been meeting for at

least a year.

Publications and supporting documents: Pave the Way staff have developed booklets,
information sheets and supporting documents for families and potential members. These
publications present the model of circles of support, discuss basic principles, roles and
structures and provide examples of documents (invitation for circle members, agenda, etc.).
Publications include “Circles of support facilitation guide’; ‘Support Circles - an Overview’;

and ‘What have Support Circles Got to do with Succession Planning?’

Training programs: A training programs has been developed and is delivered as a one-day
workshop for diverse audiences including family members and volunteers. This workshop
presents the concept of circles of support, its origin, rationale and strategy for establishing
and facilitating a circle of support. It also presented some strategies to troubleshoot issues
arising during circle of support meetings. However, it is important to note this training

workshop has not been offered within the last three years.
Outcomes

The qualitative interviews revealed a range of perceived outcomes for individuals, families
and for the community. Participants suggested that circles of support resulted in better
communication and relationships for the person with the disability, and within their
community fostered more opportunities for social inclusion and meaningful community
engagement:
Kate got an improved understanding and communication with those in the group so because
they lost some of their fear of communicating with her and because she could see that they
were actually interested in her she began to talk more to that circle of people, ladies in
particular, and they became free to communicate with her... It gave Kate more social outlets

because when she went to church, people knew more about her and so they could come and
start a conversation with her. (Brother, circle member).
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Through involvement in the circle, people with disability are offered an opportunity to
introduce themselves to circle members and communicate within an accepting and warm
environment. This open and free communication may strengthen existing relationships and
may also assist in affirming the person’s sense of belonging, self-value and self-

determination.

Every gathering Louise would share something about herself, she tells what she had done,
what she likes, she just loves it. She just love being able to get up and tell everyone all the
things about herself. It meant that she had her voice heard which was great because it didn’t
always get heard by that many people. (Mother, circle member).

The deeper understanding of the person gained by circle members may also lead to more
opportunities for their participation and socialisation:

One thing that truly is going nicely for my daughter, she loves photography. We sort of
overlooked her potential for photography, you know how it is when you are living with a
person with disability, sometimes you’re just busy with the day-to-day so we overlooked her
eye for photography. So people in the group help her set up what you call it “Instagram”, she
takes pictures | write the story, she loves it, people comment and she loves it. (Mother, circle
member).

Circles of support have been a powerful way for people with intellectual disability and their
families to broader their social capital and to reclaim their own sense of choice and
autonomy. Family members described feeling supported in their decision-making, felt that

they could better rely on their informal networks and were less dependent on services:

It was time of increasing care for my husband, it was very hard to move everything forward. |
needed people to actually step into these gaps ... With the circle he focused on putting out an
emergency action plan together where if | had to go, | would just send text message to
someone and then these people, someone from the circle would be able to then put it out to
someone else, and somebody would come at the car up from the train station. Out of all of
those people, would have to be at least one person that will be able to pick her up (from the
train) and off they go. I think it’s more than that, | think she would feel comfortable with any
of those people, that she knows from the circle. (Mother, circle member).
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A mother describes how the circle have helped the family in their decision process:

“You know when you get a group of smart people together who've got different life
experience, they are very good at brainstorming. ... They clarified issues, it clarified the fact
that we really needed to sort out our legal things.... Having to talk about things in front of
everybody provided motivation to move forward on issues like legals for the family,
sometimes you’re just stuck in a spot and you can’t move forward out of'it. So the circle
people told me we need to get moving with this it does create a little bit of pressure to get
moving, to continue to move forward ... when people tell you, you have to do it you realise
.... It gave me courage, every couple of months | have to fess up to what I've done or |
haven’t done, you know It does create that little bit of pressure to get moving, to continue to
move forward (Mother, circle member).

A circle of support was perceived to be a succession strategy as members share their vision

and commitment over the long-term:

“We believe circle members are the keeper of what the parents’ hopes and dreams and goals
are for their son or daughter. So if they’re not there, they know that there’s a group of people
there that know, even though their son could never drive, he was to have his own car when he
turns 18, or their daughter is to work, to find a job. There’s something there, they’ve been
working on it, and they just want them to keep working at finding that role for her in the
community, or whatever those dreams and hopes and goals are, that they know there’s a
group of people who will help the siblings, if there’s siblings, to keep that going.... We had a
lot of people say to me it’s just lifted this huge load off my shoulders, they didn’t feel like
they had to hold the whole world up, and it just gave them peace of mind they were able to
sleep knowing that they knew Mary the facilitator had documented all their hopes and
dreams, and they knew Peter was just so pedantic about following every step that they could
just sleep a little bit more peacefully (Development worker and circles of support
coordinator).

Circle members described feeling honoured and valued to have been asked to be involved in
the life of the family. Circle members described their involvement in the circle as meaningful,
or giving them a sense of purpose or acknowledgment:
I didn’t know what to do and how to help. I knew that they are struggling but I just didn’t
know. When they asked me to join | felt that finally somebody is going to tell me what to do,

many times it was just having coffee together but other times | understood what is needed and
I guess stepped up to the task (Friend, circle member).
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Figure 1 — Pave the Way program processes and activities

Providing information on circles of support model
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Providing support and guidance to families with relationship
mapping, developing invitation strategies, and development of an
initial agenda
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Introduction night for potential circle members

Facilitation of first meeting

Co-facilitation of 3-8 circle meetings (up to one year)

On-going support for circle members and mentoring volunteer
facilitators (by request)

|
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Inputs/resources

Pave the Way see circles of support as
one strategy within their PCP services.
It is impossible to disentangle the
specific Circles of Support and
resources dedicated to circles of
support.

Funding for all services: State
government, moving to NDIS packages
in 2019

Knowledge and skills:

Circle coordination: group facilitation;
person centred planning knowledge and
skills; disability service knowledge.

Facilitators: communication skills;
organising skills; commitment and
value-based.

Time: circle preparation — estimated 10
to 12 hours of counselling.

Ongoing training and support:
responsive to request

Time & energy of: people with
intellectual disability; family members;

people in the focus person’s existing
social network.

future

Program components Circle

Providing information on circles of
support model.

Circles of support information &
preparation workshop (two hours)

Selection: relationship mapping

Preparation and group forming (10- 12

hours)

Relationship mapping and developing
invitation strategies and materials.

Consultation meetings: setting timelines
and agenda.

Selection process

Providing guidance and support for
families, outreaching for potential circle
members

Facilitation

Facilitating an introduction night for
potential circle members

Facilitation of the first meeting:

Co-facilitation of 3-8 circle meetings (up
to one year)

On-going support for circle members and

mentoring volunteer facilitators (up to

one year)

Outputs

Over the years Pave the
Way and Mamre have
developed over 100 circles
of support.

Documentation: written
documents, guidance for
families, facilitators

Circle of support and
succession plan workshops

Circle of support and
succession plan supporting
documents

Circle of support —
facilitators guidelines

Information nights for
potential circle members

Logic model: Pave the way Queensland: If families are supported and share their vision of their relatives’ needs for quality of life in the
present and future, then the individuals with intellectual disability will be better supported and will have a better quality of life in the present and

Outcomes

Wider informal social networks for
supporting people with intellectual
disability and their carer.

Increased capacity of informal networks
to provide sustainable and long-term
support

Increased motivation, confidence for
people with disability and their families

Increased participation in community life

Strengthened communication and
relationships

Increased feeling of belonging to the
community

Support in achieving desirable goals:
moving out of family home, securing
employment in the open market, pursuing
interests and hobbies in the community,
etc.

Increased community capacity

Increased community understanding of
rights of people with disability

Increased involvement of the person with
a disability in family life

Active involvement and collaboration in
the community to drive inclusion for
paople with disability.

Context: The mission of Pave the Way: Ensure people all over Queensland who have a disability are supported and safeguarded by
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Case study 2: Inclusion Melbourne

Inclusion Melbourne is a non-profit disability service that has been operating in Melbourne
since 1948. Its mission is to “provide personalised, high quality support for adults with
intellectual disabilities for a more inclusive community”. Inclusion Melbourne provides
services and supports and enables people to achieve and maintain an individualised and
flexible lifestyle based on their needs and available resources. The organisation has a strong
value base and prioritises person centred approaches and meaningful community
participation. It is in this organisational context that the circles of support program was
developed. The inspiration for the program came from a combination of a historical program
delivered by Inclusion Melbourne “Circle of Friends” that focused on creating and
maintaining informal support networks, and an increasing interest in innovative ways to

deliver person centred planning.

The approach taken by Inclusion Melbourne to its circle of support program has been
experimental; funding has been time limited and evaluation has been an integral part of the
program’s development and delivery. The Inclusion Melbourne circle of support program
aimed to establish “proof of concept” for a sustainable program model targeting isolated
adults with intellectual disabilities, such as those without family support or living in

residential environments with little social supports.

This case study draws on data gathered from semi-structured interviews with five program
participants, two adults with intellectual disabilities and three circle members (family
members and volunteers). Interviews were also conducted with members of Inclusion
Melbourne’s senior management (including CEO and program manager), the circles of
support program coordinator, and other staff at various levels in the community connections
program. The case study also draws on a review of organisational and program documents.

All names have been changed to ensure confidentiality.

Aim

Inclusion Melbourne defines a circle of support as “a group of people that come together, on
a regular basis, to assist a person with a disability to develop, support and action their goals
and aspirations” (circle booklet). In this organisation, a circle of support aims to formalise
natural support networks to provide valuable and authentic support to the person; a circle
member’s role extends beyond providing emotional and social support and includes regular
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and active involvement in the person’s life, performing tasks to enable the achievement of the
person’s desirable goals and aspirations. As one support worker said, a circle acts as “a
formalised friendship network of people who will step in to do tasks that are above a normal

friendship”.

At a general level, the aim of the Inclusion Melbourne program to provide professional
coordination and guidance to assist people with intellectual disabilities to build and maintain
their informal support network. The funding proposals and program planning documents
emphasise the value-base of person centred planning and the significance of sustainable
informal support. The project plan stated for example, “the core aim of the program is to
work collaboratively with people with a disability, to assist them to establish networks and

facilitate their own Circles of Support” (p. 2).

The program is informed by the theory of change that “by providing structure and formalising
informal support activities and providing opportunities for individuals to become more
involved in a person’s life, we would contribute to the person’s ability to create highly
individualised and flexible lifestyles based on their needs and desires”. The program staff
recognise that the role a circle might play in a person’s life is likely to vary according to their
circumstances and desires. Participating in a circle may result in an array of desirable

outcomes ranging from advocacy skills to quality of life and social integration.

The program targeted Inclusion Melbourne service users, particularly those who were
isolated, especially those without family support or living in residential environments with
little informal social support. The diversity of service users’ characteristics, particularly the
strength or otherwise of their existing informal network and communication skills meant that

different strategies and aims were developed for each circle.

For a person with intellectual disability with strong and robust relationships, where family,
friends and staff already had a deep understanding of the person’s wants and needs in all
walks of life, the aim of the service was to provide information and professional guidance,
introduce structure into existing support activities and develop an intentional community

(circle of support) led by person centred planning.

For isolated people with limited or no informal support network, those living in residential
environments with few unpaid supports and without family members involved in their life,

the aim was to gain a deep understanding of the person’s wants and needs, and to develop an
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intentional social network (circle) from volunteers and other people who were able and

willing to be involved in the person’s life (for details see the activity section).
Program inputs

Funding: At the time of the initial circles of support program, Inclusion Melbourne received
core funding from the state government to deliver personalised support, inclusion training
and support coordination services. The circles of support program was one of a series of
separate projects intended to complement this core work. In addition, funding was sourced
through various avenues, particularly philanthropic grants. The state government block-

funding provided some security and a safety net for staff employed on the program.

Two philanthropic grants were received, providing $79,000 for 2 years (an initial grant of
$9,000 was sourced for the first year 2014. A second grant of $70,000 was secured for the
period of February 2015 to April 2016).

Funds were largely allocated to staff salaries, particularly that of a program coordinator. The
coordinator worked for one day a week for the first year and three days a week during the
second. Additionally, a manager provided supervision and oversight of the project for
approximately two hours per week. Various Inclusion Melbourne staff were also funded to
provide administrative support and the development of knowledge dissemination and training
resources such as the circles of support information sheet, user manual and production of a
participants experience video. The reliance on short-term philanthropic grant for funding

restricted inclusion Melbourne ability to plan strategically for the future of the program ..

Places: Inclusion Melbourne operates out of offices in Armadale. However, the philosophy
of the circles of support program emphasises community engagement in natural environment,
hence circles activities are performed outside of the physical office space in the social and
community spaces of significance to the people supported. Often cafés, pubs or people’s

houses were the spaces where circles of support activities occurred.
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Skills and knowledge: in the planning and development phase of the Inclusion Melbourne
circles of support program and delivery model, the program coordinator and management
staff have invested time and resources researching existing knowledge about circles of
support models and strategies. They found little empirical evidence in the peer reviewed
literature, and most of the resources they used came from the grey literature, online manuals
or practice wisdom from other organisations which had delivered similar projects. The
available knowledge was of mixed value.
So | didn't start any circles until I had read a lot about different types of circles, so | found a
whole lot of different manuals, | did a lot of research, | tried to find as many peer reviewed
articles as | could but a lot of them only focused on Circles of Friends with kids with
disabilities in integration into primary school, they call them “Circles of Friends”. A lot of
circles of support are mentioned in the person centred planning manuals, there’s always a
little bit on circles of support. That’s when I went through various ways — | just read a whole

heap of manuals and | picked out all the key things they had in common” (Circles of support
program coordinator).

Extending the principles of person centred planning had been a key driver for management in
initiating and running the circles program. Inclusion Melbourne staff already had significant
knowledge and practice experience of person centred planning and they were an important
resource for the coordinator. The work of the coordinator was guided by expertise in person
centred planning and emphasised that all activities in the circles of support should be person
centred and all circle members should understand and operate from this perspective. The
program coordinator showed practice leadership as shown in the following quote:

It’s really hard for people to understand how to work for a goal, it’s this placing in the centre

of things even if she (focus person) cannot say what she wants all the time, it’s just getting

back to the basic questions, what do you think, what do you want, not what we think is
available. (circle member).

Another example of the type professional knowledge required was understanding the
disability service environment. The program coordinator had specific knowledge of support
and funding mechanisms as well as the scope and nature of support provided for the focus
person under the new scheme of the NDIS:
..... With John’s circle we spent a whole meeting talking about the difference between IM as
a day service and his accommodation service, we spent a whole lot of time talking about the
staff structure in a house, we talked about so much stuff, we talked about how his money is
managed through state trustees, because no one knows any of that so there’s a lot of disability

knowledge that you need to impart to people because they can’t actually navigate or solve
situations for a person without knowing that. (Circles of Support coordinator).
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Time and commitment: Time and commitment of those involved was a central component
of the successful delivery of circles of support. The people with intellectual disabilities at the
centre of the circles of support contributed time and energy as did their supporters who
volunteered to join a circle of support as members. People involved in networks, whether in a
personal or professional capacity, consistently identified that knowing the focus person well
and a commitment to a trusting and respectful relationship with them were the most important

factors.

Passion and commitment were core inputs to the circles of support program. The circles
coordinator proved highly committed to the project — beyond the formal boundaries of her
role. She was willing to contribute additional time and tangible personal resources (such as
paying for circle members’ refreshments) to promote circle activities. It was estimated that in
the initial program, Inclusion Melbourne staff had contributed 80 unpaid hours to the

development and delivery of circles of support.
Program activities and processes
Mapping and evaluation of the focus person’s informal network

The circles of support program process begins with the referral of an Inclusion Melbourne
service user by a support worker. Before engaging with the individual, the coordinator
evaluates the person’s personal and social circumstances, focusing on the quantity and quality
of the person’s informal relationships. The program coordinator then tries to identify whether
the focus person has a “primary supporter” - a person in the individual's support network
who has a deep understanding of the focus person’s life circumstances, wants and needs, and
is willing to commit and take responsibility to build and facilitate the circle of support in
collaboration with the Inclusion Melbourne coordinator. The rationale for this evaluation is
described by the program coordinator:
So what | realised from the first year is | kept trying to start circles for people and each person
had different levels of support and different disabilities and level of disability and different
family connections and different social supports, and I realised that you can’t approach each
circle in the same way, it will depend on their social networks. So what I realised is you have
to do a social mapping thing before you even start engaging with a person about the circle of
support .... One of my first ports of call when I was finding people was I’d ask the support
coordinators about all the people they know in their lives, which in most cases for support
coordinators only revolved around the activities that they did with IM. Sometimes | could find

people outside of 1M, but that took a lot of investigating. (Circle of support program
coordinator).
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Based on this initial evaluation the program coordinator identified the type of circle and
strategy required. In the course of the program, Inclusion Melbourne developed a model with
three distinct types of circles, each targeted at a different sub group of people with intellectual

disabilities and requiring a different focus and strategy:

Foundation circle: people with intellectual disabilities who have little contact with friends
and family and are prominently supported by paid staff. These people often have complex
needs, difficulties in communicating with others and experience isolation and social
disadvantage. The focus in this type of circle is finding people willing to become more
involved with the person and to be part of a developing circle of support.
It’s where you literally cannot find three people that will be someone’s circle. In that
Foundation level, usually no one knows anything about that person outside of the services

they attend, you will not get anyone to run a circle of support for them and you probably will
not get over four people who would want to come. (Program manager).

Building circle: designed to assist people with intellectual disabilities who have some contact
with family and friends, but no one is willing to commit to being, and the coordinator is
unable to find, a “primary supporter”. With this group of people, the focus was on building
the capacity of the person’s existing social network to be involved and support the focus
person:
We ended up naming it Building because it’s like they have that base to have a really good
circle but they’re just not there yet so they’re in the building stage, for instance George’s
circle, he does have people that know him very well, does have social networks, may or may
not be family, but no one that is going to dedicate themselves to running a circle of support so

we needed to build a relationship for them to be involved. (Circle of support program
coordinator).

Thrive Circle: designed to assist people with intellectual disabilities who have strong
relationships with family or other informal supporters who know them well and are
committed to investing time and resources for the development and facilitation of a circle of
support. The focus in the thrive circle is to introduce structure and formality into the existing
support network, strengthen relationships and provide formality and structure in informal

support activities in order to collaboratively fulfil the focus person’s goals and aspirations.
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The tasks for the coordinator are quite different for each type of circle, and are detailed

below.
Preparation: program coordinator

In the preparation phase the program coordinator establishes an understanding of the person’s
life circumstances and goals, and engages in the process of relationship mapping to identify
and categorise the people in that focus person’s life who are best equipped to support the
person in long term planning through a “circle of support”, and discuss strategies to invite
them. The focus of this process and time allocated varies in accordance to the person’s

existing network.

Foundation circles: The focus is strongly on identifying potential members that may become
part of the person’s informal network, by using a variety of tools to map out all people
involved in the person’s life. The emphasis for the coordinator is on building a relationship
with the focus person, spending time with them and getting to know others in their life. Once
these others are identified, no matter how confined their current role is, the coordinator
creates opportunities for them to be more involved in the person’s life and invites them to
become part of the person’s social network.
With Fred there was no primary person to go to, there was no knowledge base, so | found out
about Fred — found out about all the things he does during the week, | found out about all the
people he sees and talks to, | found out about his capabilities, | found out about his history, no
one knew about his history .....anything like that | found out about that. To assess his
relationships ...... , I literally stalked Fred for the majority of his activities .....So [ went along
and I sat next to him and | would ask the staff who talk to him on a daily basis, “Which staff
here like ... which staff talk to him often, which residents or which people here talk to him?”

I asked his house where he goes on weekends which is nowhere. He has one leisure buddy,
doesn't see him very often (Circles of support program coordinator).

This process requires flexibility and considerable investment of time. It is estimated that this
part of the process with a foundation circle requires a minimum of 25 hours of paid
coordination and facilitation.

Building circles: the focus is to identify and strengthen the relationships with people who are
involved in the focus person’s life but were unable to commit to being a primary supporter or
a member of circle. The coordinator is involved in mapping and strengthening these
relationships by contacting and inviting people to be more involved in the person’s life and

encouraging them to take greater responsibility towards the person’s wellbeing:
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Craig, when | was trying to start his circle of support, he had one person, not even a family,
he didn't have any family, one very solid volunteer ben, whom he’d known for 16 years ....
the primary person, but he also knows nothing about Craig’s life outside of what they do in
Monday lunchtimes between the hours of 12 and 1... So | helped a lot. I got some tips from
Ben, who | talked to, and it was also good in a sense to get that primary person to introduce
me to the person and spend time with Craig at the same time, otherwise I’'m a random. But |
spoke to Craig, we talked about all the people he’d invite, I helped Craig invite them, I ran the
first meeting because Ben wouldn't take on the role, which is fine, he didn't have to (Circles

of support program coordinator).

The professional coordination and guidance in this stage is estimated to require around 15

hours of facilitation.

Thrive circle: the focus is to introduce the concept of circles of support and through a
collaborative process with the “primary supporter”, assist in identifying and recruiting circle
members and to develop the aim and desirable outcomes for the circle:
So, | contacted Jeff's mum and I said, “We have this program, we’d like to support you and
Jeff to start a circle”, she was like, “Great, send me the details” and I sent her the information
and I sent her the circles of support perspective member information page on circles that I'd
made. So | sent them to her, she sat down with Jeff, | was not involved in this process at all,

they went through with that invite, they invited them, they made a time, they let me know the
time, | just turned up. (Circles of support program coordinator).

Professional coordination and guidance in this stage is estimated to require around 10 hours

of facilitation.
Facilitation of the first meeting

Once circle members are identified and recruited, the program coordinator assists in
organising and facilitating a circle meeting, introducing structure and formality with flexible
goal setting as a priority. The level of the coordinator’s involvement is similarly determined

by the circle type.

For Foundation circles the coordinator is taking the role of the facilitator (or the primary
person). She is engaging with the focus person and circle members, setting the agenda and
leading the discussion. She’s also allocating tasks and, in many cases, continues to be
involved in carrying out these tasks. The role of the coordinator is pivotal and very
demanding, and the incipient circles are dependent on the ongoing involvement of the
coordinator. It is estimated that each meeting requires 10 hours of coordination and
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facilitation time. Usually in this type of circle most time is spent deepening the relationships
between the focus person and others who are becoming more involved in their life.
You have a circle meeting, you find out that every single person in that circle only knows the
tiniest little miniscule thing about that person, so you spend the next four or five months just
pretty much socialising. With Ken | had to create a whole like activity based thing, post-it
notes and we talked about all this stuff we know about Ken and we talked about all the things
that we don't know about Ken or we have to talk about what he likes, what he dislikes, and we

ended up all having a better view of Ken after an hour than we ever had knowing him for how
many years. (Circles of support program coordinator).

Building circles: the coordinator takes the responsibility to organise mutual meeting times,
encourage members to explore possibilities, give guidance, demonstrate practice leadership
and models person centred thinking. In addition, if goals have been determined the program
coordinator monitors action items and sometimes assists circle members to take
responsibilities further and design follow-up tasks. The program goal is to assist and facilitate
an opportunity for circle members to build their capacity and to be more involved in the focus
person’s life in a more structured and engaged way. It is estimated that this role requires
about 8 hours of facilitation for each meeting.
With Craig I had to run it .... My role in his circle still was even though it was running I still
had to prompt, just to organise a meeting, | had to give them (circle members) lots of advice,
I’d have to help them come up with ideas on things they might like doing like the dog thing,
someone said, “Craig likes dogs” so then I had to prompt the conversation about, “Okay, so
how can he be more involved with dogs, what would we do?”...So there’s stuff that happened
from that, but if I wasn't there to prompt them with the conversation they would literally sit

there and chat and have beers and then go home. So the conversation is prompted by me ....
sometimes | had to do follow-up tasks. (Circles of support program coordinator).

Thriving circle: the coordinator relies on the commitment of the “primary supporter” and
circle members, introduces formality and structure into existing relationships, and works
together with the primary supporter to help shape a warm and productive group atmosphere,
give guidance and provide information resources as required.
Kate (the mum) asked me questions about how the first meeting should run, I told her based
on what I had found in first meetings and what | had made up also because | thought it would

be good to put in. She ran the first meeting, | wrote the minutes, | would put in a little bit
every now and then and she ran it. (Circles of support program coordinator).
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This stage requires 2 to 3 hours for each meeting. The program coordinator facilitated early
meetings with a greater level of formality and structure, with goal setting as the priority.
Minutes were taken, and agenda items followed up. With time, this formal structured
approach is replaced with a more flexible, emergent process that allows for group dynamics

and structures to form organically over time.

The circles of support coordinator is involved in the facilitation of circles of support through

initiating regular meet ups, documenting meetings and eventually handing over duties to

circle members.
Knowledge inputs suggested the use of administrative processes to ensure a level of formality and
accountability for circles of support. We’d organise the regular meetings and then I would attend
with them and | would help that primary person with the Circle, not necessarily the person in the
centre, because the intention was to make it sustainable and if there was always that primary
person | was helping, then | would guide them rather than a whole circle. As the circle of support
established, the coordinator would provide support to the troubleshooting and intervene, but

facilitation and meeting attendance would be guided by the primary supporter. (Circles of support
program coordinator).

The Inclusion Melbourne CEO explained:

The idea is that we would be in there, doing lots of the work to get it going, but over time we would
withdraw our worker, so that the other supports could actually feel confident to take on the work for

themselves. (Inclusion Melbourne CEO).
Outputs

The Inclusion Melbourne circles of support program ran for two years. During this time, the
circles of support coordinator started the process with 9 focus persons and three circles of
support were eventually established and ran for the duration of the project. Of these three,
one circle continued after the funding ceased and the formal project ended. In addition,

publications and training programs were developed by the organisation.

Publications: a booklet was published highlighting practice wisdom and the model
developed that described the different approaches to facilitating circles of support, depending
on the existing informal network and support needs of the focus person. In addition, a video
was created that told the stories of circles of support and the focus people.
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Training programs: A training programs was developed and delivered as a one-day
workshop for a diverse audience, including family members, professionals and volunteers.
This workshop presented the concept of circles of support, its origins, rationale and strategy
for establishing and facilitating a circle of support, as well as strategies to troubleshoot issues

arising during circle of support meetings.
Outcomes

The qualitative exploration of the lived experience of people involved in the circles of

support identified a range of outcomes for individual circle members and for services.

Focus person: all stakeholders recognised that the formalisation of existing informal
networks and development of support resources resulted in wider and deeper involvement of
multiple people in the focus person’s life, strengthening existing relationships and harnessing
their social capital:

Jeff had more people to call on following the program than before. (Mother, circle member).
Ken had people in his life (Circles of support program coordinator).

Inclusion Melbourne CEO described the meaning of creating circles of support for people
who are isolated:

We’ve actually shown that a circle still has relevance for someone who has no family in their
life, that you can actually start to provide some of these things. It’s not a case of ‘who will
care about me when I’m gone and what will [ be doing when they’re gone?’, it’s actually
around ‘what can I do to have something now, that resembles a life?’ that we’d like for
someone to have, and be worried about when it’s absent... Did we achieve a sustainable
circle of support for Colin? No. But does he have a new pair of shoes and doesn’t have wet
feet, and did someone take an active interest in his life? Absolutely” (Inclusion Melbourne
CEO).

The involvement of other people in the lives of isolated people or those who had complex
needs was especially meaningful as it enhanced their feelings of safety, self-worth and

personhood:

I think number one, the value of having a circle for a person with a disability is that they
internally see that they have value because people are coming for them. People are coming
because they are interested in them as a person and not as a person with a disability who
needs services and assistance, | think that’s really good. (Circles of support coordinator).
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The circles program allowed people with intellectual disabilities a wider opportunity to
interact with others in social activities. The circle of support meetings themselves were
perceived as an opportunity to regularly schedule and talk with friends. Focus people
described how being part of the group was beneficial for them, increased their sense of social

connections and identified:

Catching up and good friends the most significant benefits of having a circle. (Circles of

support program coordinator).

The involvement of other people in the person’s network through circles of support, and the
activities that followed, were perceived to be valuable community strategies to develop
person centred planning and resulted in higher levels of practical support for the focus
person. For instance, circle members described how their involvement in the circle raised
their awareness of challenges and prompted them to provide practical day-to-day support in
areas such as managing finances and health:
In one circle, suddenly by starting to talk about these issues, one of the members of one of the
circles of support, just got on the phone and sorted out getting new glasses for someone. That was
something that had been dragging on, that as the traditional day service provider you go, ‘Well
that’s not our issue, to take someone to the doctors,....so therefore not doing it; and the member of
the circle of support going, ‘“Well I think this is a real issue and we need to get it looked into’ and

then just taking it upon themselves to take the person to an appointment to have her hearing
checked and eyes checked” (Inclusion Melbourne CEO).

Circle members brought new energy, a fresh perspective, skills and resources to issues
presented in the circle, facilitated actions and provided responsive and creative strategies for
problem-solving as challenges arose. A circle of support was perceived to be a successful
strategy to execute an action plan. Circle of support members and the facilitator were
spending time learning to get to know the person and gaining their trust. Often this deep
understanding led to initiation of tasks and goals centred around community engagement of

the focus person.

Circle members and staff described ways in which circles of support helped to safeguard the

person:

Craig, | call him the yes-man. He just says yes all the time. He’ll just say yes to anything. But
at one circle meeting he was upset about his house and we asked him “Craig, how does this
make you feel?” and he said, “I feel really sad about this ... and it was amazing. So | think
there’s a place for a circle to create a really safe environment for a person where they’re able
to express what they’re actually feeling. (Circles of support program coordinator).
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The coordinator also described how the involvement of circle members had resulted in better

services for the focus person:

I think the other part for the person is if a circle is done well, the person feels safe and | think
in an environment where they’re shuffled from service to service, I think having a feeling of
safety is super important. (Circles of support program coordinator).

Services were held accountable for their actions which sometimes resulted in better services

for the focus person:

I think it’s valuable for group homes and services because it keeps them accountable. We
notice that, for example Ken, he always had really poor personal hygiene, the house was not
very good at personal hygiene, and because Craig, his support worker in Inclusion Melbourne
was on his circle of support, this is what — I can’t confirm this but after like two months Ken’s
personal care got so much better. So, for me, that’s like the house is only taking extra care
because Craig is part of the circle of support and the Circle of Support was the one that was
making waves to get the house to do different things. So, I think the value of circles is it
makes services accountable for a person and to do the right thing. That’s like a big element of
advocacy there. (Circles of support program coordinator).

The circle has proven to be a valuable source for family members’ sense of well-being and

one mother had felt a shared sense of community as reflected in the quote:

I think it’s valuable to a family member because it kind of shows them that they’re not alone
and I think that’s really important. Louise’s Circle, her mum always said she always felt
really good after circle meetings because she felt like she was being supported, which she
was. Marcia, Jeff’s mother, also says that. She was happy that there were other people in
Jeff’s life that were looking out for him that was not her. (Circles of support program
coordinator).

Gains for circle members were also described by the coordinator:

There’s a lot of social value in the circle. I think the value of a circle from a circle member’s
perspective is that circle members become more aware of what actually is involved in a
person with disability’s life... people feel better when they provide meaningful support”
(Circles of support program coordinator).

Circle members became more aware of what life for a person with disability might be like.
Their involvement in the circle contributed to a positive change in circle members’ attitudes
and more broadly to community culture.
John’s circle had to learn a lot about residential group home related things that | don’t think
they would ever have thought of. They also had to learn a lot about disability services which

can be really tricky, but I think it’s valuable because they know it’s not enough, it’s not left
for the family members only” (Circles of support program coordinator).

38



Figure 2 — Inclusion Melbourne processes and activities
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Inputs/Resources

Funding: State Government, philanthropic
funds, moving to NDIS packages in 2018

Personnel:

Circles of support coordinator (1
day/week extended to 3 days/week in year
2 + 80 to 100 unpaid hours).

Manager (2 hours per week)
CEO time & other internal staff
Knowledge and skills:

Service coordination: group facilitation,
person centred planning, knowledge and
skills, disability service knowledge.

Facilitators: communication skills,
organising skills, commitment and value-
based.

Facilitation hours

Foundation circle start up: 25 hours,
ongoing: 10 hours for each meeting
Building circle start up: 15 hours,
ongoing: 8 hours for each meeting
Thrive circle: start up: 10 hours, ongoing:
2-3 hours for each meeting

Ongoing training and support, responsive
to request

social integration.

Program Components

Providing information for circles of support

Recruiting internal engagement: introducing
circles of support to IM support coordinator,
seeking potential participants, referrals

Relationship mapping and initial evaluation
of focus person’s informal network

Foundation: building a relationship with the
person, recruiting existing members of the
person’s informal support network, finding
new supporters, building relationships and
providing regular meetings to engage focus
person.

Building circle: identifying primary
supporter, relationship mapping, member
invitation, person centred planning, organise
and facilitate regular meetings, chair
meetings, give guidance and monitor action
items.

Thrive circle: support and guidance for
primary supporter, provide information
guidance and supervision, relationship
mapping, circle invitation, person centred
planning and agenda development for the
first meetings, guidance and supervision for

primary supporter and family in the first few

meetings.

Outputs
9 circles of support
initiated
3 functioning circles of
support
Publication

Participant narrative
videos

Training program

Logic model: Inclusion Melbourne: by recruiting and training other individuals to become more involved in a person’s life and by presenting
formal structure into existing informal network activities, we would contribute to the person’s quality of life, safety and ability for meaningful

Outcomes
For the focus person:

Support in achieving desirable goals:
moving out of family home, securing
employment in the open market, pursuing
interests and hobbies in the community,
etc.

Increased opportunity for socialising &
friendship

Increased self-determination
Increased social capital

Increased feelings of safety
Advocacy support.

Increased wellbeing & self-worth.

For family: increased social capital,
increased family support, increased
wellbeing & self-worth.

For circle members: enhanced
understanding of disability, increased
capacity to provide meaningful support,
increased sense of social cohesion

Context: The mission of Inclusion Melbourne is: “to provide people with every opportunity to do the things they want to do, with the

people that matter to them, in accepting and inclusive communities.”

40



Case study 3: Uniting Care Life Assist Victoria

Life Assist is a not for profit organisation that has been operating in Victoria since 1987. The
organisation provides disability, aged care and carer services throughout Melbourne and
regional Victoria. In July 2017 Life Assist joined Uniting - the community services arm of
the Uniting Church in Victoria and Tasmania. Currently, Life Assist provides NDIS
preparation workshops and consultation, short term respite care, as well as ongoing support,

coordination and transition planning for people with disability and their carers.

The circles of support program in Life Assist was initiated 12 years ago as a pilot project
funded through a preventative respite initiative. After the successful completion of the pilot
the organisation has continued to provide the circles of support facilitation service as part of

their support coordination services for people with disability and their carers.

This case study draws on data gathered from semi-structured interviews with the Life Assist
circles of support coordinator, the operations manager for disability solutions, the executive
officer for Life Assist and team leader for the “Carer wellbeing and support” program. The
case study also draws on a review of organisational and program documents. All names have

been changed to ensure confidentiality.
Aims

Life Assist defines a circle of support as a group of informal people that meet together
regularly to support the goals, interests and needs of the person with disability (focus person)
and their family (carers). Circles of support are perceived as strategy for building and
sustaining community capacity to plan and support person centred planning. The underlying
assumption of the service is that providing structure and formality in existing informal
networks strengthens and deepens the involvement of members of the informal networks in

the lives of people with disabilities and their families.
The circles of support program coordinator describes:

A circle of support is a group of informal people that meet together regularly for the good of
the focus person. It ranges in size from the intimate to the extensive and can be made out of a
range of people who are not paid to support the individual. It can be anyone, it could be
family, friends, support workers.... They have to know the person and want to be involved
and help with the purpose (Circles of support program coordinator).
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The circles of support program in Life Assist has a structured process to introduce formality
into existing social networks. The process helps to identify, invite and support family
acquaintances, colleagues, neighbours and others, who are willing to contribute their time and
energy, to be involved in person centred planning and working towards fulfilling the life
goals of the person with disability.
We help to intentionally bring that group together. So, to strengthen those relationships,
relationships are really formed on the more we know about each other... it really is about
meeting regularly, intentionally because, the individual might find it hard to. ...So, it's just
about providing that platform where they can actually make a you know.... the person with
the disability has some people in their life and they are supported somewhat, but they're not
sure how to utilise or interact with that group, to help them to meet their goals.... so circle of

support is made up of supporters, they meet regularly to keep those goals alive. (Circle of
support program coordinator).

The goal of the Life Assist circles of support program is to provide a short-term service for
individuals with disability and their families to form a circle of support based on their
existing personal network. The program coordinator guides the process by modelling and
using a variety of tools to form the group, help shape the environment and provide structure:
So it's (the service) about what can we get happening so this person is not reliant on whether
the funding is in or not in the plan...It's empowering them to build their capacity with natural
supports, people that care and want to be involved. So, it's about building capacity in

community and being able to support that person to connect, which is often very hard to do.
(Operations Manager).

Program input

Funding: Circle program activities are funded either through an NDIS plan, directly by the
person with disability or their families, or through a carer support program, depending on the
status of the person with a disability. Facilitation is charged at an hourly rate as “support
coordination” based on the quote from the circle support coordinator. Forming a circle of
support requires between 15-30 hours of facilitation depending on the person's family,

circumstances, strengths and needs (see process below).

Since 2018 the service has offered “circles of support facilitation packages” that can be
factored into an NDIS plans under the support category of increased social and community
participation, support item “innovative community participation”. The package includes a
minimum of 15 hours of facilitation to help establish a circle of support.
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An alternative avenue for government funding has been referral from the “Carer Wellbeing”
program in United Care. In this case the service (circles of support) is used as a strategy to
build and sustain the capacity of the carer over time and maintain carers’ well-being. When a
family is referred by the carer’s wellbeing program, Life Assist quotes for facilitation hours
which are funded by the “Life Assist Carer Recognition program”. These funds are available
only to carers whose family members do not have an NDIS package.

From our perspective we refer to circle of support for capacity building to value for our

carers, to build a capacity and increase the sustainability of their caring role going forward.”
(lead of Carer wellbeing disability support program).

Finally, some clients are self-funded on fee-for-service basis:

Some people learn on circle of support word to mouth.... sometimes people will ring
up and typically go, ‘Oh | heard you do circles’ ...sometimes they don’t have an
NDIS plan, sometimes they do but don’t have circle of support. (Circles of support
coordinator).

In the past the program has been able to draw on a Linkage grant and block funding to Life
Assist to fund facilitation but is now becoming increasingly reliant on funding through

inclusion of facilitation costs in NDIS plans.

Staff: All program activities are being delivered by one staff member with the dual role of
support coordinator and specialist circle facilitator. The number of hours dedicated to circles
of support facilitation are indeterminate. The coordinator’s time is allocated to each circle in

a flexible and responsive way.

Unless the referrals come in the door you cannot commit any staff member to a role. So the
strategy we would have is that Rachel’s (circles of support coordinator) role will be
predominantly support coordinator role and her role would continue and then as the referrals
(for circle of support) come through and they're funded then we would prioritise those, and
we would then monitor her workload. So, we’re always looking at the staff’s caseloads, how
many hours they're allocated, how many referrals are coming through the door, how we
allocate. That's just something we have to track all the time. So as circles referrals come
through the door we would allocate those to her but of course not allocate support
coordination to her as well because obviously there's only so much she can manage. (Uniting
Care life Assist director).
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Time: establishing a circle of support requires between 15-30 hours of facilitation depending
on the focus person, family circumstances, strengths and needs. Circle meetings and planning

are usually scheduled out of business hours, “usually Sunday afternoon”.

Places: Life Assist operates from their offices in Melbourne, however circle of support

facilitation occurs in personal family homes and public places.

Skills and knowledge: The program coordinator is required to have knowledge of the circles
support model, group facilitation skills and an understanding of the disability services
environment. Also, specific knowledge is required on how to structure and facilitate person
centred planning. These requirements are reflected in the following quote from the director:
She (program coordinator) is doing something very special and it's not something that
everyone can do. To be able to facilitate, draw people together in a room and provide
structure.... There are multiple skills you need, it's very specific and tailored and not
everyone can do it ....it needs to be someone experienced in facilitating groups, understand
disability. You would need to ensure people have excellent listening skills, also understand
how to draw people together to work towards common goals, person centred planning,
building relationships ... So it's skills with mediation, group work, sensitive to different

dynamics and situations because you can have competing ideas in a room ... Creativity,
problem solving, thinking outside the square. (Uniting Care Life Assist director).

The passion and commitment of the program coordinator and circle members have also been
identified as significant inputs to the circles of support program — the coordinator was highly
committed to the project, beyond the formal boundaries of her role. She was willing to
contribute additional time and resources for successful completion of the process:
I don't want them to give up on the process halfway through, so yes, it makes it a bit more
difficult, I'm not going to halfway through and go "That's it, you haven't got it, you haven't
paid your bill and | can't keep going.", because it's quite personal and I'm involved in a very
personal journey, and so you can't just stop halfway through. You do need to see it through to

the end. So, sometimes we're not getting paid all the way to the end, but yes, | can't not
continue to the end. (Program coordinator).

Circle members invest time, knowledge and personal resources into their activities. All
activities in the circle are voluntary, and involvement in a circle of support is based on
respect and understanding of the person’s life circumstances and driven by commitment for

the focus person’s choice, autonomy and well-being.
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Program activities and processes
Introducing the concept and evaluation

This process starts with either a referral or an inquiry from people with disabilities or their
families who express interest in developing their own circle of support. The program
coordinator assesses their knowledge and familiarity with the concept of circles of support. In
an initial conversation the program coordinator introduces the client to a variety of resources
provided by the organisation and assesses the nature of their existing social network:
People that come and say | want a circle, | say “Yeah”, and explain the facilitation process.
So, then they would fill in a form, a referral form and we have an initial conversation so,
"How much do you know about Circles?" Sometimes families have already tried themselves

to get the circle up and running and it's just too confronting sometimes they don’t know
anything. (Circles of support program coordinator).

Based on this initial evaluation the circle facilitator provides a quote of the number of
facilitation hours needed to the funding source (either government-funded or self-funded).
This also provides a detailed plan identifying the goal of the circle and the process to the

client:

So, once we’ve had that initial conversation and get a knowledge of what their knowledge is
about circles, then I can kind of do a quote. So, generally | would do a quote for somebody if
they've rung and said yes, we've tried circles before, we just need that person to get it
together, maybe to help us invite people to get it up and running. Then | probably put like 10
to 15 hours aside or something for that initially, just to help them to set it up. But, if it was
somebody and | started the conversation about their knowledge of circles and they said, "I
don't know much about it, I just think it would be good." Then it can take more hours ... I
can’t find them friends, but | can help them identify people in their life that they can invite.
(Circles of support program coordinator).

This initial phase helps potential clients understand the facilitation process in Life Assist and
decide whether this model is beneficial to them at this point in time. Staff involved in Life
Assist programs place great emphasis on the choice and commitment of the client to lead the
process:
The quote and the model Rachel (circles of support coordinator) developed is quite clear what
she’s advising the client, will be delivered, this many hours, this is the goal, we will meet this

many times to give a clear expectation and after that point that’s what you’ll have. (Uniting
director).

45



Preparation

Once a person/family expresses interest in developing a circle of support and a quote has
been accepted, the coordinator meets the focus person and family in their home to establish
the fundamental principles of circles of support, map available social networks and
relationships, discuss different strategies for inviting people, and establish goals, the circle’s
purpose and an agenda:
In those home visit meetings, I'm getting a snapshot of their life ... So, whichever way | go,
I'm not prescribing anything actually, I'm trying to listen to the individual in the best way that
they can communicate what they need .... because I am involved in a short-term capacity, I'm
trying to work out very quickly what's important to the individual and what's going to be the
best outcome for them....The people that they will have involved in their circles, the things

that they want to talk about in their circles, I'm trying to work that out in a way that's person
centred but quite quickly. (Circles of support program coordinator).

Relationship mapping

In the first home visit, the program coordinator facilitates the process of relationship mapping
to assist the focus person and family to identify people that are involved in their lives and
assess the quality of relationships with them. The individual and family are encouraged to
consider whether and why they would want to invite this person to participate in the circle of

support.
Invitation

The coordinator places a special emphasis on supporting the development of invitation
strategies, that the person or the family themselves can carry out. This involves
encouragement, help in thinking about ways of overcoming barriers and findings comfortable
ways to invite potential members. The organisation provides templates for electronic and

hardcopy invitations and “role-playing” inviting people via phone or direct communication.
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Develop a goal or a vision for the circle to work towards

The coordinator engages with the individual and their family to understand what is important
to them, to set goals and to discuss how the involvement of others may contribute to make
positive changes in their life, both in present and in future. The process is guided by person
centred planning strategies and tools such as PATH toolkit, life pass and life stories:

These plans I usually discuss in the first circle meeting as a tool to assist circle members to

deepen their acquaintances and understanding of the individual and it helps to give direction
to circle activities. (Circle booklet).

It is estimated that the preparation phase requires 3-6 hours of “support coordination”.
Following the two home visits the family is encouraged to set a time and place and to

schedule the first circle meeting facilitated by the program coordinator.
Facilitation of the first two meetings

The first two circle meetings are facilitated by the program coordinator. In these meetings the
coordinator helps introduce the concept of circles of support and engages in the process of
introducing the person and circle of support members. The facilitator presents ground rules,
providing structure and helping to identify roles and responsibilities, including a volunteer
facilitator and note taker. In addition, the program coordinator models how to work in a
person centred way and establishes a supportive and productive routine. Within the first
meeting great emphasis is placed on creating a welcoming and warm environment, allowing
opportunities for gaining a better acquaintance with the person and family and to allow

relationships to flourish:

| facilitate the first two circle meetings. In the first meeting, | generally introduce myself and
my role as well. | talk about that I'm not going to be attending all the meetings into the future,
that my role and the success of the circle really does depend on them. So, I'm kind of trying to
get a bit of buy in as well. .... then I help the individual and people in the room introduced
themselves, you know you need to get everybody engaged. If it could be somebody else that
could work with the individual to decide when the next meeting is and go through all of those
short details with them. Keeping the agenda, keeping it person centred, maintaining the
integrity of the circle, that decisions do sit with the individual, and that it’s being driven by
things that are important to the individual. That’s why I made the book too, it’s just helping
them to have a clear path. But one of the main responsibilities of myself as a facilitator is to
help them to create a pathway to actually having the first meeting, and then after the first
meetings - because it is so organic they can do it themselves. (Circles of support program
coordinator).
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Providing information

The program coordinator provides the groups with written materials like “Circles of support
client handbook” and “circles of support planning and meeting” that may assist circle
members in designing, structuring and operating their circles over time. At this stage the
involvement of the program coordinator ends, and the circle sustainability relies on the

commitment of its members.
Program Outputs

Life Assist does not keep records of the number of circles that have been developed through
the program. However, the coordinator estimated that over the past 12 years she has been

involved in developing around 60 circles of support, seven of them within the last year.

Supporting documents: the organisation has developed several publications including
informational sheets “Circles of support planning and meeting” and “Circles of support client
handbook” as supporting documents. These documents assist families to understand the
concept of circles of support and provide operational principles and guidelines, strategies and
tools for person centred planning, some example documents (such as invitations, agenda, etc.)

and strategies to sustain the operation of the circle of support over time.
Program Outcomes

The program coordinator and staff have identified a range of outcomes. Some are the
promotion of person centred planning and acting towards the predetermined goals, however,
a set of unexpected outcomes resulting from the investment in informal social networks and

personal relationships was also identified:

I think that's what makes it very hard to measure the outcomes because, some of them, some
of the outcomes might be expected, but most of the outcomes are totally unexpected and
individual, depending on that circle and individual, who they are ...The circle itself provides
deeper knowledge of an understanding of the person and family, it provides opportunity to
deepen relationships .... So even if they never had another circle meeting something’s been
achieved just by that group coming together. There's more knowledge in those relationships
and those people, it's been strengthened just by understanding that person better. (Circles of
support program coordinator).
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Additionally, circles of support have proven to be a successful strategy for goal planning and
promoting realisation of goals. The process helps to involve people in planning and taking

active roles in the social life of the person with disabilities. Participation in circles of support
creates new opportunities for people to contribute their time and knowledge, resulting in new

strategies for social participation:

There are so many examples of things people achieve through their circle ... a lot of people
move out of home... there was a young lady that just wanted to catch up with lots of people...
but just didn't have the capacity to organise time, so in the circle they created a schedule ...
So, the first session was about doing the schedule how she’s going to meet everybody once a
month, then thinking about who you would normally contact, often those people are in those
people's circles, so they're able to help. (Circles of support program coordinator).

Another example demonstrates how the involvement of other people has resulted in better

support and care:

.... there were so many tasks to do every day, that that person maybe wasn't being supported
as well as they could, being at home. So, in sharing that with the circle, then there were other
people that said, "Why don't I come in on Monday mornings because | start work late?" Or
whatever, so they could see exactly what support they could offer rather than go, "Do you
need any help?" people knew what was going on and new ideas came into action. (Circles of
support program coordinator).

Involvement in circles of support has yielded better carer experience, helped to alleviate some
of the care responsibilities and contributed to sustainable support. Family members and
especially those in a primary carer role, felt more supported and sometimes they were able to
alleviate some of the care responsibility by introducing new resources, ideas and people into

their lives:

It's that informal support, it's be mindful of the care recipient, they're comfortable with the
people around them, because they know them, they're family, they're friends. And the
outcome for us working with the carer is to give that carer a break from their caring role.
They don't have to take on all of the responsibility of caring for that care recipient when other
people can come on board and help... services in the future are not going to be always
available but this informal capacity or informal support allows the carer to relax, because they
know the care recipient is being supported by other people. (Lead of the Carer wellbeing
disability support program).
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Involvement in circles of support has proven to be an effective strategy to build the capacity
of the community to support the person with disability and their family. Circle members

expressed feeling valued and were able to provide meaningful emotional and tangible
support:

... When somebody asked me, do | need help. I always answer I think | will be okay, because
he just can’t actually think exactly what that help might look like until you can identify it
back in the circle, somebody can go “I can do this” because now they didn’t know exactly

what you need. (Circles of support program coordinator).
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Figure 3 — Life Assist processes and activities
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Consultation meetings with focus person and families: introducing
the model of support, providing support and guiding, relationship
mapping, developing invitation strategies, providing support and

guidance for PCP and development of an agenda
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"

Facilitation of first two circle meetings.

Presenting and guiding members to fulfil essential roles (facilitator,
note taking), support and guidance for facilitators in the first two
meetings.

~

)
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Logic model: Uniting Care Life Assist (Melbourne): By presenting formal structure into existing informal networks we would contribute to

the person’s quality of life, safety and ability for meaningful social integration.

Inputs/Resources

Funding: state government, self-funded,
moving to NDIS packages in 2018,

Personnel: part-time circles of support
coordinator (hours determined by
referral)

Knowledge and skills:

Circle coordination: group facilitation,
person centred planning, community
development, disability service
knowledge.

Facilitators: communication skills,
organising skills, commitment and
value-based

Time:15-30 facilitation hours for start-
up of the circle of support

Program Components

Providing information on circles of
support

Preparation: (2 home visits) providing
support and guidance, relationship
mapping, developing invitation strategies
and materials, providing support and
guidance for PCP and development of an
agenda

Facilitation: facilitation of first two circle
meetings

Presenting and guiding members to fulfil
essential roles (facilitator, note taking),
support and guidance for facilitators in
the first two meetings

Outputs

60 circles of support
initiated over 12 years, 7 in
the last year

Publications: circles of
support booklet and
supporting documents and
information sheets for
Circle members

Outcomes
For the focus person:

Support in achieving desirable goals:
moving out of family home, securing
employment in the open market, pursuing
interests and hobbies in the community,
etc.

Increased opportunity for socialising &
friendship.

Increased self-determination

Increased social capital & feelings of
safety

Advocacy support.

Increased wellbeing & self-worth.
For families:

Increased family support.
Succession planning

Carer’s well-being

For circle members: enhanced
understanding of disability, increased
capacity to provide meaningful support,
increased sense of social cohesion

Context: The mission of Uniting Care Life Assist is: “To work with vulnerable and disadvantaged individuals and their families so
that they can live a valued and meaningful life and remain connected to their community”.
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Cross Case Analysis - What can be learned?

This section of the report compares and contrasts the key dimensions of the three case study
programs and explores the design and practice issues they highlight. It aims to draw out the
commonalities and differences between programs in terms of primary group served, program
logic and activities, staff skills and outcomes. By capturing and consolidating the practice
wisdom embedded in these different programs, which is seldom made explicit, the analysis
provides valuable insights for organisations to develop or refine circles of support programs.
Teasing out differences between programs may also help people with intellectual disabilities
and their families to make choices about which aims they want to pursue and thus what type
of program might suit their needs.

Table 1 summarises the program logic and core elements of the three programs.
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Table 1: cross case studies analysis

circles of support
model and application.

Preparation phase:
relationship mapping,
support in invitation
process and agenda
planning.
Facilitation:

Facilitation of
introduction night.

Facilitation of first
meeting.

individual’s existing
informal networks.
Foundation circle: getting to
know the person and
building relationships with
unpaid members and
facilitating meetings
Building circle: getting to
know the person and their
social networks,
strengthening existing
relationships, developing
circle purpose and
facilitating meetings.

Pave the Way Inclusion Melbourne Life Assist
Aim Building the capacity Building and strengthening Building and sustaining the
of the informal network | the capacity of the capacity of informal network
in order to enhance and | individual’s informal members to support persons with
maintain the capacity of | supports to provide disability and their family.
the fa}mily to provide meaningful voluntgry Circles of support program in Life
ongoing support and support, and to assist the Assist provides a structured
advocacy. |nd|\_/|dual to live a life of process to introduce formality into
quality as part of an existing social networks. The
Give ongoing support | 2CCEPting community. process helps to identify and invite
and to ensure PCP and family acquaintances, colleagues,
succession planning. Provide professional neighbors and others that are
The service aim is to coordination and guidance to | Willing to contribute their time and
educate families on the | @ssist persons with disability | energy to be involved in the life of
. and their family to build and | the person with disability, to
model of circles of y : . .
support and to maintain their informal support them in th_el_r plann_mg_ and
introduce structure and | SUPPOrt network. work towards fulfilling their life
L S goals.
formality in existing
informal networks in
order to enhance and
maintain the capacity of
the family to provide
ongoing support and
advocacy.
Target Families of people with | People with disability with Families of people with disability.
population | disability. existing social networks. People with disability with
People with disability People with disability with existing social networks.
with existing social limited or no informal
networks. networks.
Primary To Provide information | Initiating and providing a Provide a structured process to
Strategy to families on the professional structured introduce formality into existing
circles of support process to build and social networks and to assist
model; and to provide a | strengthen informal support | forming circle of support groups.
professional structured | networks for people with
process to introducing disability and to provide
formality into existing ongoing facilitation and
informal networks. coordination.
Activities Provide information on | Evaluation of the Preparation phase: relationship

mapping, support in invitation
process and agenda planning.
Facilitation: facilitation of the first
circle meeting.

Support, guidance and supervision
for facilitator.
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Facilitation and co-
facilitation in meetings
(up to a year of circle
operation)

Support, guidance and
supervision for
facilitator upon request
during the first year.

Thrive circle: identifying and
working with primary
supporter, facilitation of the
first meetings.

Program Knowledge of Knowledge of disability Knowledge of disability service
input: disability service service environment, person | environment, person centred
Professional | environment, person centred planning, group planning, group facilitation and
knowledge | centred planning, group | facilitation and circles of circles of support model
and skills facilitation and circles | support model development | development and delivery.
of support model and delivery. Communication skills, sensitivity
development and Communication skills, and respect for diversity.
delivery. sensitivity and respect for
Communication skills, | diversity.
sensitivity and respect
for diversity.
Program Development of a circle | Development of a circle of Development of a circle of support
input: of support requires: support requires: requires 15-30 hours of
Time and preparation phase 10- Foundation circle: professional involvement.
energy 15 hours of preparation phase 25 hours
professional and 10 hours per meeting
involvement (not including tasks allocated
and 2-3 hours for each | at each meeting).
meeting in the first year | pyilding circle: preparation
of operation phase 15 hours and 8 hours
per meeting (not including
tasks allocated at each
meeting).
Thrive circle: preparation
phase 10 hours and 2-3 hours
peer meeting.
Program Pave the way employs | Part-time program One staff member with expertise in
input: 4 Permanent staff. coordinator — one staff circles of support development —
Personnel Two with expertise in member with expertise in hours determined by the number of
circles of support circles of support referrals.
development. Hours development.
dedicated to circles of Supervision of senior
support are flexible and | management.
determined by the
number of interested
families.
Outputs No data collected on Nine circles of support No data collected on number of
number of circles of launched over two years out | circles of support developed,;
support developed, of which three circles of estimated approximately 60
estimated support were formed and Circles of Support were initiated
approximately 100 operated for at least six over the years. No data on their
circles of support were | months. One circle of sustainability after service
initiated over the years. | support continues its withdrawal.
No data on their operation after the
sustainability after withdrawal of the circles of
service withdrawal. support coordinator.
Outcomes Wider informal social For the focus person: For the focus person:

networks for supporting
people with intellectual

Support in achieving desirable
goals: moving out of family

Support in achieving desirable goals:
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disabilities and their
carers.

Increased capacity of
informal networks to
provide sustainable and
long-term support

Increased motivation,
confidence for people
with disabilities and their
families

Increased participation in
community life

Strengthened
communication and
relationships

Increased feeling of
belonging to the
community

Support in achieving
desirable goals: moving
out of family home,
securing employment in
the open market, pursuing
interests and hobbies in
the community, etc.

Increased community
capacity

Increased community
understanding of rights of
people with disability
Increased involvement in
the person with a
disability and family’s
lives

Active involvement and
collaboration in the
community to drive
inclusion for people with
disabilities.

home, securing employment in
the open market, pursuing
interests and hobbies in the
community, etc.

Increased opportunity for
socialising & friendships
Increased self-determination
Increased social capital
Increased feelings of safety
Advocacy support.

Increased wellbeing & self-
worth.

For family: increased social
capital, increased family
support, increased wellbeing &
self-worth.

For circle members: enhanced
understanding of disability,
increased capacity to provide
meaningful support, increased
sense of social cohesion.

Increased opportunity for socialising
& friendships

Increased self-determination
Increased social capital

Increased wellbeing & self-worth.
For families:

Increased family support.
Succession planning

Increased wellbeing

For circle members: enhanced
understanding of disability, increased
capacity to provide meaningful
support, increased sense of social
cohesion.

Target population

Although positioned within the broad concept of circles of support, in each case program
aims, strategies and target population differed to some extent and were shaped by the mission
of the wider organisational of which they were a part. For example, Pave the Way is defined
as a “family focused service” and the logic of their circles of support program was that by
strengthening and supporting the family to ensure continuity of informal support across the
lifespan the person with disability would benefit. Reflecting the nature of other programs
offered by Pave the Wave, the circles of support was perceived as one of a number of
strategies to deliver and implement person centred planning and succession planning. In this

context, circles of support was conceived as providing a safety net for family members and
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assisting them in their decision-making processes to ensure their relative with disability lives
a life of quality in the present and future. Similarly, Uniting Care Life Assist focussed
broadly on both support planning services for people with intellectual disability and support
and respite for their carers. The focus of their circle of support program was to build the
capacity of the individual and their family to strengthen existing social network in order to

support them to realise their goals and live a life of quality.

In both Pave the Way and the Life Assist programs circles of support were perceived as
essentially “family business” relying on the motivation and contribution of family and other
informal network members to lead development and sustainability of circles. The
involvement of the program and thus professionals is short-term in order to provide families
with the essential knowledge, skills and structures they require to develop and run their own
circles of support and maintain them over time. Both programs relied on referrals or the
expressed interest of families, and targeted only people with disabilities who had existing
social networks. From a broader perspective both programs perceived circles of support as a
community capacity building strategy which fostered greater involvement of community

members in the lives of people with disabilities.

In contrast, Inclusion Melbourne perceived circles of support more as “service business” with
a much stronger role for the professional program coordinator in initiating and managing
circle development. By funding the program through philanthropic grants it could be targeted
more specifically than the other programs. The program coordinator’s role in leading the
process, and her ongoing responsibility to develop and maintain the circle of support, meant
more prolonged engagement with each circle and enabled a more flexible approach adapted

to focus person’s capabilities and existing social network.

The focus of the Inclusion Melbourne program was more specifically capacity building for
individuals and building informal support networks. In contrast to the two other programs,
Inclusion Melbourne targeted isolated people, particularly those in supported accommodation
without strong family support, or with little or no other forms of informal support. This meant
the role of the program coordinator was that of a “social broker” concerned with developing
the informal network of the focus person by strengthening existing informal connections and
assisting the development of new relationships. This type of role required significant and long
term resources, and its centrality to the program meant that when short term funding was

exhausted the circle of support program was not sustainable.
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Each of the programs had a similar overarching intent about sustaining informal support and
the quality of life of the person with disability. But it was clear that there was no one standard
program ‘circles of support’ - each had different target groups and aims — each was effective
in achieving what it set out to do. Comparison of these programs illustrates that the
operationalisation of the concept of circles of support, tasks of paid staff, the practice, time
and cost required to form and sustain a circle are primarily dependant on the nature of the

person’s pre-existing informal network.

It demonstrates the relevance of the circle of support concept to people without strong family
support and the potential benefits to this group. However, the longer term involvement and
more intensive work of the coordinator in this program suggests the importance of taking
note of cost differentials and the perhaps the need for more explicit about the aims and target

groups of circle of support programs.
Program governance, size and scope

The analysis shows the programs varied in scale and size, and in terms of budget, staff,
participant numbers, and hours of support offered. Inclusion Melbourne was the only
organisation with a discrete program designed and funded solely to provide circles of support
coordination. Life Assist provides circles of support facilitation and coordination as one
strategy for it broader person centred planning services on the basis of billable hours of
“circles of support specialists”. On the other hand, in Pave the Way, circles of support is not
funded as a distinct program, rather it is perceived to be one strategy aimed at safeguarding

and ensuring quality of life for people with disability and their families.

All three organisations had organisational mission statements that conveyed a strong sense of
commitment to citizen rights, social inclusion of people with intellectual disabilities and the
well-being of their families. Common to all circles of support programs were strong and
charismatic leaders close to the operational aspects of the programs, and whose knowledge of
participants illustrated the principles of equity valued by organisations, and absence of social
distance between staff and participants.

Program input

Knowledge and skills: All programs identified similar areas of knowledge and skills for the
program coordinator and circle members. These include knowledge of the disability services

environment and the concept of circles of support, and expertise in person centred planning
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and facilitation. Personal attributes, commitment and values were also recognised as
important and included, listening and communication skills, respect for people and person
centred thinking. The possession of qualifications, facilitation skills and specific knowledge
were highly valued by the senior managers in all three organisations. They all stressed that
forming a circle of support needed a “specialist coordinator” and the tasks are different from
ordinary support coordinator work. However, despite this recognition only Inclusion
Melbourne formally documented the specific knowledge skills and characteristics required
for the circles of support professional coordinator.

This lack of formal documentation of required staff skills and knowledge has the potential to
undermine the staff component of an effective program. The understatement of skills needed
for practice in two of the three programs has potentially negative implications, as it fails to
articulate a key program component potentially important to scaling up programs, and may

hinder successful staff recruitment and maintenance.

Staff time and energy: The nature of circles of support requires group activity to occur in a
comfortable time and natural setting. Therefore, most circles of support activities are
determined by the availability of circle members and family, and happen predominantly in
the weekend and after office hours._Staff members emphasised their flexibility, arranging
their time according to the needs and requests of people with disabilities, families and circle

members.

In all three organisations, staff showed extremely high commitment and willingness to
provide guidance and supervision over and above the boundaries of their budget time and
role, to promote circle activities. For instance, in Inclusion Melbourne it is estimated that
staff contributed 80 unpaid hours to the development and delivery of circles of support and
the coordinator contributed tangible personal resources such as paying for circle members’

refreshments.

Places: The philosophy of circles of support emphasises that a large part of the work happens
outside the office in the social and community spaces of significance to the people supported.
Thus, program activities largely occurred in public places, restaurants, pubs and circle

members’ homes.

A particular challenge was experienced by Inclusion Melbourne in the Building and
Foundation circles where there were no committed informal supporters involved in the focus

person’s life. In these cases, potential circle members were encouraged to meet the person on
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a regular basis in recreational venues such as cafes and restaurants. In some of these cases the
underlying expectation was that the cost associated with these outings would be covered
either by the program or by the focus person. These costs were not accounted for in the
program budget and many times resulted in the coordinator paying out of pocket for these

outings.

Funding: Detailed budget information was not available, but the estimates suggest that these
are small scale programs. Primary sources of income were small local government or
philanthropic grants and state government disability support service funding. In addition,
shared administration and cross subsidisation of programs within organisations made it
difficult to accurately identify program budgets, and sometimes boundaries between different
programs were blurred. For example, in Pave the Way it was challenging for participants to
distinguish between activities that were part of the general support planning, and those part of
the circles of support program. Some families attended the succession planning and
documenting information workshops the organisation delivered, but whether these workshops
were a separate or integral part of the circles of support development was not fully clear.

All the programs were in the process of rethinking budgets and calculating costs per
participant hour in order to align their business models with the NDIS individualised funding
model. Considerable uncertainty existed around future funding when the data was collected at
the end of 2017 — 2018.

Program activities and processes

All programs used a structured process comprised of sequential steps, commencing with
providing general information, followed by a preparation phase, relationship mapping and
facilitation, co-facilitation of the circle in the forming phase, and withdrawal.

However, there were considerable differences between programs in the amount of structure
and flexibility they allowed in the process. For instance, while Life Assist quotes for a
package of billable support and coordination hours with a predetermined service withdrawal,
Pave the Way provides a structured process but the service involvement in the coordination

phase is determined by the circle of support’s maturity which can take up to a year.

Inclusion Melbourne’s process on the other hand is less linear and dependent on the focus
person’s existing informal network. The model accommodates for the person’s needs and

distinguishes between a) people with disabilities with no or very little social networks, b)

60



people with social networks that are not able or willing to commit, and c¢) people with strong
and committed members in their social networks. This model includes an additional
evaluation phase where the coordinator evaluates the person’s social network and assigns a

different strategy and goal for the development of a circle of support.

Another unique aspect to the Inclusion Melbourne model is the focus on developing new
relationships in foundation and building circles. For instance, in foundation circles the
program coordinator’s goals are to build a relationship with the person, actively search for
new members in the person’s informal network, and to provide opportunity for social
engagement and involvement in the focus person’s life. Although the underlying philosophy
of programs are similar they differed in whether circles were predominantly seen as “service

business” or “family business”.

It seems that the simplistic notion that once a circle of support is established, professional
mentoring and support can be withdrawn fails to take account of changes to groups over time,
or indeed the time-limited nature of some groups. All the programs emphasised the need for
availability of ongoing support and mentoring throughout the life of the circle but none had

developed a mechanism for delivering in the longer term.

Moreover, our analysis exposed the hidden and multi-faceted work required from program
coordinators in all programs for the development and maintenance of circles of support, as
the participants’ experiences exposed the significant work done “behind the scenes” by the
program coordinators. It is evident that developing a circle of support goes beyond one to one
consultation or providing general information and guidance. Both program staff and circle
members described how the circles of support were based on relationships of trust and
confidence. Coordinators had to establish warm and accepting relationships with the person
with disability, their family and potential circle members, and these relationships were the

basis of any meaningful activity in the circle.
Outcome domains

The cross case analysis suggests that at the conceptual level, the three programs had very
similar positive outcomes for the individual, the family and the community at large. On the
individual level, a circle of support strengthened informal supports and extended their social
network, assisting in fulfilling goals and aspirations. It is important to note that outcomes
were mostly identified by family members, as in this study we were able to interview only

three people with intellectual disability (all from Inclusion Melbourne). The interviews with
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people with intellectual disability provided first hand evidence that circles of supported had
assisted individuals in achieving goals such as moving out of home, provided more
opportunities for social inclusion, the involvement of others in their life and an increased

sense of safety and well-being.

The process of building informal support gives voice to the person and the family.
Communication in a circle seems to give meaning to family experiences; support is shared
and families felt more comfortable to call on others. The collective nature of circles of
support and the sense of community reported by the many people involved were associated
with feelings of confidence, respect, reduced burden and an increased sense of belonging and
well-being. Some families found circles of support a safe place to express emotions about

their experiences and an environment to collaborate and problem solve with others.

For community members, circles of support seemed to build the capacity of communities to
be inclusive. Involvement in circles can result in increased community understanding of the
rights and barriers people with disability face in being included. Involvement in a circle of
support is also likely to have had an indirect impact on attitudes toward people with
intellectual disabilities, as the circle creates opportunities for community members to
communicate with people with intellectual disabilities under the type of conditions contact
theory suggests foster breaking down of prejudicial attitudes. These conditions are ones that,
(a) allow opportunities for a meaningful level of communication that is personal in nature,
frequent, and of reasonable duration; (b) promote equal status; and (c) foster cooperation in
working toward shared goals (Craig & Bigby, 2015; Novak & Rogan, 2010; Pettigrew &
Tropp, 2006). Circles of support are also a mechanism to build social capital in a community,

enhancing the level of trust, participation and relationships in that community.

These outcomes are aligned with the NDIS statement vision “to optimise the social and
economic independence and full participation of people with disability” and reflect the ILC
outcome framework which is seeking to invest in activities that develop independence, self-

determination and community inclusion.

It is difficult to compare outcomes across programs with differing contexts and client groups.
In addition, the personalised approach means that each circle is unique, and its purpose and
dynamics may change over time. Given these factors, success should be measured both for

each individual against their own goals as well as the specific goals of the program.
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Our cross analysis of programs demonstrated the importance of employing individually
referenced indicators of success such as goal achievement or changes in quality of life, social
inclusion, social capital, the quantity and quality of interpersonal relationships, and changing

community attributes such as social capital and community cohesion.

The challenge now is to develop robust and efficient methods to capture the intended and
unintended outcomes from multiple perspectives, capturing the impact of a circle of support
on the person, family and community. In addition, consideration should be given to
developing robust more methods of evaluation using observations, and more rigorous

analysis of the costs and benefits over time.

Conclusions

These case studies have demonstrated the variability in circles of support programs. The

detailed exploration of each program’s logic has provided a detailed understanding and made

explicit some of the embedded program and practice wisdom. In some ways the case studies
are blueprints that could be used to develop or refine programs that aim to support the
development and maintenance of natural support networks for people with intellectual
disabilities. The cross-case analysis highlights several issues that require further
consideration:

First, the case studies have illustrated the limited choice of program types that may be
available to isolated people with intellectual disabilities or those with limited informal
networks. Although quite small, in our sample only one type of program included this group
of people. This finding is worrying especially in light of research indicating the large

proportion of people with intellectual disabilities with no unpaid people involved in their

lives (Bigby, 2008). For instance, in Bighy’s study 72% of participants had no family member

who knew them well and actively monitored their well-being. It seems that the model
employed in Inclusion Melbourne may be beneficial for this population, however the case
study highlights the difficulties in building social relationships and the high demands from
services in terms of professional commitment, program input and funding needed to
implement the service effectively. This suggests a need for programs aiming to build informal
networks and strengthen relationships to consider what changes to design might be required
to include isolated people. Also, that new funding for innovation or demonstration pilots
should be directed towards programs that are inclusive of people with limited social networks

to ensure this group has choices comparable to other groups.
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Second, this detailed review has enabled an initial mapping of the range of knowledge areas
and skills that staff involved in circles of support used in these programs. Further mapping of
skills and competencies of staff is required, as well as bringing together these various
approaches into a coherent practice framework. Recruiting staff with preferred attitudinal
attributes and training them to be competent practitioners with the types of skills identified as

necessary will be a major challenge for disability support organisations as the demand for

support for “informal support network development” grows with additional funding available

from the NDIS.
Finally, the analysis highlighted difficulties that the current and future funding mechanisms

pose for the programs. There was limited data on the sustainability and longevity of circles’

after the withdrawal of the program coordinator. Yet it seems that the simplistic notion that
once the circle has been established, the capacity of the community to carry this knowledge
and sustain the activity over time is not established. Research conducted in the general

population suggests that relationship building and network development takes time, energy

and long-term commitment of all involved (Heaney &Israel, 2008).

In addition, group and community development theories suggest that as community group
dynamics change, relationships evolve and purpose should be constantly accommodated to
sustain group activity and purposeful engagement (Welch &Yates, 2018). The service
delivery under the NDIS model calls for a short-term capacity building service budgeted by
billable hours. This does not allow for many unbudgeted activities such as building and

maintaining relationships with the focus person and family, active monitoring (Wilson etal.

2010; Chng etal., 2013) and ongoing support for groups as they evolve over time. Active

monitoring aimed to ensure provision of the right type and intensity of support to either the
individual or those in their support network, at the right time to enable the individual with
intellectual disability to participate in group and social activities, recognizing this would vary

over time.
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Another challenge is for services that rely on referral. In these services many hours are spent
on developing marketing materials, communicating with service providers and planners to
explain the model of circles of support, and reach out for potential participants. In the current
time of changing funding schemes, special attention should be given to those challenges and

to develop mechanisms to ensure adequate funding of the program.

To conclude: The knowledge developed from this study can inform future design of programs

to support the development and strengthening of existing informal networks.

It may also inform individual NDIS planners, and broader decisions by the NDIS about types
of effective programs. Setting out the common characteristics and differences between
programs will also be useful to people with intellectual disabilities and their families in
making decisions about planning and purchase of services. There is significant room for
further development of this material into more accessible guides for professional
interventions aimed at informal support network development for people with intellectual

disabilities, their families, NDIS planners and local area coordinators.
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