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The Australian Institute on Intellectual Disability

The Australian Institute on Intellectual Disability (AlID) operates as the information, research
and development arm of NCID. The AlID is entering into a new and exciting phase that will
see it expand its current role of delivering information to people with intellectual disability,
their families, service providers and the broader community.

The AIID aims to support high level, high quality, independent analysis and strategic policy
advice in order to improve the effectiveness of disability service systems, and help sharpen
the focus of groups advocating for reform and improvement.

The activities of the AlID include:

Publication and Sales

The AIID publishes and/or distributes a range of books, monographs and reports relevant to
the area of intellectual disability

Policy Research Briefs

The purpose of the AlIDGs Policy Research Briefs is to establish what is known and not
known about an issue utilising and synthesising extant research, then to depne the most
productive areas of possible research. Two Briefs currently available: Families with Members
with Disabilities: Love, Money and Public Policy and Individual Funding: Flavour of the
Day or Sea Change?

Training and Consultancy

Training and consultancy services are available from the AlID to assist and support people
with intellectual disability, their families and support services. Training and consultancy
services currently available include:

B Family Skill Development

B Advocacy Skills and Self Advocacy Skills Development

B Inclusive Schooling Strategies

Roundtables

The AIID aims to provide high-level forums where research is discussed and debated with
the aim of proposing policy principles and program directions, furthering the research agenda
and fostering new partnerships between participants.

Research & Development

The AIID aims to commission evidence-based research independent of the political agenda,
that will advance the discussions, debate and ultimately the policies affecting Australians
with intellectual disability and their families. Key priority areas include unmet needs,
accommodation support, employment, inclusive education, family skills development and
leadership.
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I Editorial

Pathway to Independence

ol want to live in my own home6 is a common catchcry for some adult people who have a
disability and who still live in the conpnes of the family home. In January 2004, three groups of
parents with their adult children with disabilitiy, met together in Toowoomba with acommon aim
0 to work out a way for their adult children with disability to live a more independent life.

This group, along with their allies, attended the Pathways to Possibilities 25-hour workshop
over a period of 12 weeks which focused on the aim of independent living for all the people.
It was discussed throughout the sessions that independent living would be the focus; it became
evident that family strength and commitment was the struggle even though everyone was eager
for positive outcomes. Every participant was aware of the goals; they just didnft expect that it
would be the emotional challenge that it became.

At the start of the Pathways to Possibilities course, every participant had a young adult with a
disability still dependent on the family and the family home. By the end of 2005, after actioning
the plans and setting in place the safeguards that were needed to deal with parentsg fears, each
family member had moved on to a new type of accommodation & two living independently in
their own units while the other has made the prst step into a hostel. None of the people with
a disability has any type of individual funding. The people living in their own unit have strict
budgeting plans to allow for pnancial independence, although there are times that the family
dkick ind a few dollars to allow the person to have a good life. The person who lives in the
hostel utilises limited block funding for agency support for assistance with building skills for
independent living.

The phrases that | now hear most from these participating families are:

olf I hadnd completed the Pathways to Possibilities course, it would
not have given me the strength or courage to let my son/daughter leave
homeo

olf we hadn& completed the Pathways to Possibilities course, we would
not have had the direction to know how to achieve our son/daughterd goals
of moving out of homeo

Pathways to Possibilities also enrolled the support of allies to see the visions of the sons and
daughters and to assist them to act upon these. Through the process, the allies gained information
for the parents regarding the different types of housing options available and, more importantly,
gave moral support and encouragement. The course also made it clear to the allies that all the
preconceived ideas that they had about the ability of the person to live independently were
incorrect or needed to be challenged. They actually saw that it was possible to achieve, with
the right supports, what these people wanted.

Fears that the family held were their biggest blocks, for example:

B their sons or daughters would be taken advantage of;
B they would be lonely;
B they would not cope, etc.

4 Austalian Institute on Intellectual Disability
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There were many fears every step of the way. Pathways to Possibilities allowed for people
to voice and work through their fears in a group where every person felt the same. Ultimately,
the group became its own support group encouraging each other with their goals, which had the
overyow effect of all working with each other to achieve their dreams.

As a Parent to Parent Family Facilitator, it was most satisfying to hear these comments. To
see successes like these, knowing the challenges that all the participants & both parents and their
sons and daughters 6 had and the amount of hard work that was put into planning, veripes to
me that Pathways to Possibilities is hugely successful.

Annette Mayer, Parent to Parent QId.
Guest Editor
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Family Leadership

From Resignation to Positive Possibilities

Julie Simpson

This article describes a journey by small groups of people with a disability and
their families toward self-determination. Working with trusted friends and allies,
and guided and supported by Family Facilitators who have similar life experiences,
they begin to plan and action a desirable future.

Parent to Parent Association QId Inc. and Pathways to Leadership Ltd. are complimentary
organisations. Both provide information and skill enhancement to families who have a family
member with a disability. Parent to Parent also provides peer support to families, via a State-
wide network of local groups - small groups of families who are a focus for supports in their
local area, as well as participating in the development of their communities. It was established
in 1998 and funded by Disability Services Queensland in 1999 (Simpson, 2001). Pathways to
Leadership Ltd. is a not-for-propt organisation developed to advance the leadership of people
with a disability and their family members (families) and has a focus of building national and
international networks via skill sharing and skill enhancement. The aims are to promote self-
determination, whereby people with a disability and family members have the opportunity to
demonstrate their leadership as facilitators. It was seen as a vehicle to attract funding for the
benept of families in Queensland and as a vehicle to develop networks across Australia.

Both organisations were formed by family members, i.e. parents of people with a disability
and people with a disability. Their philosophy is that families are most effectively supported
by others who have had similar life experiences: families who have the opportunity to acquire
information make more informed choices; and that society often socialises families into focusing
on what is wrong with the person with a disability, not on their gifts, capacities, strengths and
interests (OdBrien, Mount and OdBrien, 1990). Both organisations are directed by parents and
people with a disability. Some people are active in both organizations.

Family Facilitators

Parent to Parent and Pathways have a team of Family Facilitators who are parents and people
with a disability. They are committed to sharing their skills and life experiences to enhance the
lives of people with a disability and their families. This enables families to acquire new skills to
increase the certainty in their lives, make informed choices, and to more effectively advocate for
their family member with a disability. Modelling personal values and skills is a very powerful
way for parents to increase their own and other parents personal strengths and resilience.

Family Facilitators have successfully completed a range of professional development
opportunities to increase their skills and develop a sound knowledge of contemporary theory
and practice in the disability sector. They have explored their own personal and professional
development, and agreed upon and developed a path that from their experiences they believe
would best enable other families to be Family Facilitators.
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Professional Partners

One of Parent to Parentls remarkable successes is its commitment to building positive
relationships between parents and professionals in a practical and pro-active way. In the
main, Professional Partners are from Disability Services Queensland and work in varied roles,
including direct care, professional ofpcers and managers. Parent and Professionals attending
training together in order to develop the partnerships can lead to changes in attitudes that lead to
shared respect and alliance building (Simpson, Hornby, Davies & Murray, 2004). Many of the
partnerships develop into peer support, and provide opportunities to contemplate the value of the
relationship and how parent support can be enhanced (Warren & Robertson, 2001). Facilitation
partnerships that model 6the parent being the senior partner, assisted by the professionald (Simpson
2004, p.15) contribute to a more shared understanding of each others roles. Changes occur in
attitudes by professionals about the capacity of families and also by families about some of the
similarities in the challenges that both they and professionals face.

A vision for the future

As a group of people working together with families, it was recognised by Parent to Parent
and through members personal experiences that, though there are a number of approaches or
tools on planning a vision of a desirable future for people with a disability and their family
members, these were not readily available. In Australia, there were very few planned options for
families to explore futures planning and person-centred planning in an environment specipcally
designed for families.

In Minnesota in the U.S.A., Partners in Policymaking was developed to provide training
by nationally acknowledged experts in the peld to people with a disability and their families.
The aim is to develop leadership potential, impact on public policy development and promote
partnerships between service users and policy makers (Zirpoli, Hancox, Wieck and Skarnulis,
1989). This concept brings equal numbers of families and self-advocates together for several
weekends over a 12-month period. It is designed so participants can: build resilience and skills;
learn to see life from each others perspective; explore their personal values; acquire practical
and respectful lobbying skills, and ways to initiate development in their own communities. This
concept is highly successful and has spread across the U.S. and into other countries, including
the U.K. and New Zealand. The resulting positive activism from this initiative has seen graduates
of the course who were previously not actively pursuing positive change become pro-active
in direct care initiatives and be sought after across all levels of government to contribute their
experience and competence in both paid and unpaid capacities. Also in the U.S., the Essential
Lifestyle Planning network has developed Families Planning Together, an approach to support
families & parents and self-advocates 8 in developing Essential Lifestyle Plans. In the United
Kingdom, Families Leading Planning, an organisation developed and led by parents, assists
families to develop Essential Lifestyle Plans & this has been enabled by the Valuing People
(2001) initiative of the U.K. Government. Person Centred Planning approaches have proven to
be an effective and practical model to bring families together.

Person Centred Planning Approaches

Person Centred Planning is a method of focussing effort and attention around one personds
(or familyts) circumstances to make positive change. It is also used to describe a collection
of approaches rather than one single approach. Planning Alternative Tomorrows with Hope
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(PATH), Making Action Plans (MAPS) and Personal Futures Planning, have a strong similarity
(OdBrien and O6Brien 2000). The other most well-known method & Essential Lifestyle Planning
(ELP) 0 was developed as a principled response to a person needing positive change in their life,
who is unable to articulate their own dreams and aspirations and has few personal networks.
0lt focuses on the individualds life now, and how it can be improved, and pnding out what is
most important to the person and what support the person needs to have a good quality of lifed
(Richie, Sanderson, Kilbane and Routledge, 2003, p.30; ELP Learning Community).

Planning Alternative Tomorrows with Hope (PATH) (Pearpoint, OiBrien and Forest, 2001)
is a globally respected graphic facilitation goal-setting and planning tool. The person and their
family create a visual plan for the future, with a focus on the process of change. Drawings
and images on a large poster are used, setting goals and outlining practical action steps. This
process is also very valuable for team building, ensuring the team has a common set of goals
and action steps.

Person Centred approaches, while bringing families together, also offer opportunities for
families to inspire each other and build personal resilience, as well as demonstrate and share
their personal leadership.

Family Leadership

Families Planning Together from the U.S. and Families Leading Planning in the U.K. are
models of how families can assist each other to plan together to develop an Essential Lifestyle
Plan with their family member. Participants meet in small groups for mutual support that can
be ongoing, increasing each otherds self determination. Plans are helpful for all ages, especially
during times of life transition.

Self-Advocate Leadership

In both the U.S. and the U.K., there are initiatives that assist self-advocates to write their
own plan. This then expands to self-advocates assisting other self advocates to write their own
plan.

Family Concerns

For families to acquire supports for their family member with a disability, they often have to
enumerate the ddepcienciest of their family member and their family dynamics. This information
frequently has to be repeated over and over again. Families themselves are often criticised for
their lack of skills in parenting and their failure to see a positive future for their child as they
approach adulthood (Wills, Carmen and Lawrence, 1995; OfBrien, 2002).

Families are also criticised for not oletting god. Many parents have a number of fears about
the future for their adult sons or daughters who have a disability. From their own model of the
world, or from being socialised by society about the depcits of disability, they can have poor
expectations about the capacity of people with a disability. Families also have a number of major
issues and concerns about their family members safety and wellbeing when they leave home.
These fears are often criticised, rather than acknowledged. This lack of acknowledgement
means the loss of opportunities for working together to develop strategies and safeguards, thus
families are accused of holding their son or daughter back.

The impetus for Pathways to Possibilities came about in response to feedback and observations
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from families who listened to families, and who articulated some of their own fears. It was
obvious that there was a pervasive feeling amongst many parents that they could not see any
positive future for their family member o they expressed that they were feeling hopeless and
resigned, isolated and depressed. Most talked about dwhat will happen when | died. The author
had been seeking a way to facilitate a planning process specipcally designed for families that
would enable them to begin to explore a desirable future for their family member with a disability.
After a meeting with John O&Brien during one of his visits to Australia, the author was invited
to meet with the OBriends in the U.S. and begin to develop an outline of a course.

Having previously made some successful adaptations, with permission, to meet the needs
of families, to the Personal Prople (OiBrien, Mount and OdBrien, 1990) from Framework for
Accomplishment (OiBrien & O0Brien, 1987), the author wanted to expand that concept. The
author returned to Australia equipped with some wisdom from the OdBriens and an article written
by John OdBrien specipcally for the project, together with the suggestion that the successful
professional partnership concept be utilised. Subsequently, funding was applied for from the
Australian Government Stronger Families initiative via Pathways to Leadership.

From Resignation to Possible Possibilities

In November 2003, Pathways to Leadership was funded by the Australian Government
Department of Families and Community Stronger Families initiatives to develop the Pathways
to Possibilities program.

Pathways to Possibilities is a guided journey toward planning a desirable future for people
with a disability and their families. Small groups of families work together, to encourage each
other and build networks and supports over 5-6 sessions. Each family has the support of an
ally that the families themselves identify, whose role is to be encouraging, supportive and to
action goals the family has set between sessions. Allies can be well networked members of the
community, extended family or professionals whose role is to work with people with a disability
or in community services. Self-advocates without family have also attended the course with the
assistance of an ally.

The intent of the program is to explore the theory of how families can be in resignation due
to the often socially constructed model of disability being a tragedy, and how to move to positive
possibilities (OiBrien 2004). As well as promoting the capacity of community to support and
welcome people with a disability within community, the focus of the program is on the gifts,
capacities and strengths of the person with a disability and that of their families in:

Aplanning and creating a desirable future;

Aorganising personal supports for families;

Athe principles and values of person centred planning;

Abuilding personal supports and connections for people with disability;

Abuilding family resilience by building networks;

Aoutcomes that accomplish the community presence and contribution of people with a
disability.

Program participants had both a manual and a booklet to assist them. The Booklet, adapted
from the Personal Prople (OiBrien, Mount and OGBrien 1990), provided direction, enabling
families to explore the pve valued experiences that OiBrien and OdBrien believe are essential
components for quality of life:

Australian Institute on Intellectual Disability 9
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A Friendships, relationships and community participation

A Sharing ordinary places, having community presence

A Making choices

A Being respected and having valued social roles

A Contribution, identifying, acknowledging and supporting capacities

This direction, based on identifying capacities and strengths and the exploration of these
experiences, resonates with families. It enables them to identify new opportunities for their family
members to enhance their life experiences, to participate in and contribute to community life.

On the other hand, the Manual guides participants through the workshop series. It begins
with an article written by John OiBrien (2004) specipcally for the course. This article discusses
the concept of families resigning themselves to low expectations for their son or daughter o the
difpculty they may have in depning, holding and acting on a vision of a positive community
future for their son or daughter, as well as recognising when they are in the state of resignation,
and then outlining steps toward moving to realistic hope.

Each session is constructed for participants to explore resignation and ways to avoid returning
to it, using the metaphor of a trafpc round-about. Tools for developing and sustaining self-care
are seen as exits from the round-about and the resignation as an entry onto the round-about.
Session by session, participants are guided through the adapted Booklet, using the concept of
mapping 0 creating posters using printing and drawing and writing down ideas. Posters on the
wall create a group synergy, with participants learning from one another and adapting others ideas
and concepts to meet their own specipc wants and needs. As participants identify ideas or goals,
these are transferred into a simple and highly effective goal setting process called Harmonising,
developed by John O8Brien and Judith Snow (undated). This enables the families to plan the
steps and look at what resources (people, things and environment) are required to accomplish
the goals. Many goals may be set. However, the simplicity of the process prevents families
feeling overwhelmed. It is then the role of the family and the ally to action the goals between
sessions enabling successful outcomes as the course progresses. For families, the support of the
ally can be crucial to overcoming feelings of isolation and defeat. The group dynamics enable
them to support each other. Information sharing also extends the local knowledge of the group
as a whole. Often a community connection sought by one participant can be facilitated via the
network of another participant. For example, one young man wanted work experience, and one
of the participants offered this via their family business. As a result, the young man obtained
paid employment within a short period of time.

One of the strengths of the course is that families who have not had the opportunity to explore
some of their personal assumptions about the capacities of their family member with a disability
begin to re-frame their thinking. Via the process, families begin to see new and expanded
opportunities, often encouraging each other to open up to new horizons.

Another strength is that Family Facilitators must be able to demonstrate to families what
they have experienced/accomplished, before expecting families to begin positive action. During
the course, participants are asked to identify the gifts, capacities strengths and interests of the
person with a disability, and the Family Facilitator will display a poster of their own family
member. This process is repeated during the pve weeks, so that families have a demonstration
of how the facilitator has been successful on behalf of their family member, or themselves. This
modelling of personal values and skills has been proven in this program to be a very powerful
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way for families to increase their own and other familyds personal strengths, conpdence and
resilience.

By the completion of the course, families have usually achieved and have been assisted to
implement goals, and have either taken appropriate steps or have planned a number of steps
to build support networks in their local community. Each family has a completed futures plan
transferred from posters they have created during the course into the Booklet. Some participants
may then choose to write an Essential Lifestyle Plan or request a PATH to be facilitated. These
further requests are in response to the particular situation of individual families. For example,
where families may be using family support (respite), they may want to have an Essential
Lifestyle Plan as a way to clarify their expectations and as a guide to the service, or to negotiate
for services; other families may want to enrol other extended family members, and will choose
to have a PATH to develop a shared family vision.

Outcomes:

To gauge satisfaction levels and to meet funding requirements, an evaluation of the program
was conducted by Whetstone (2004). The evaluation gauged some of the responses based on
the Royal Melbourne Institute of Technology seven community capacity levels (refer to article
on page 14 in this issue).

Individuals with a disability gained employment; one family succeeded in gaining signipcant
support from community members to carry out therapy at home. Other individuals succeeded
in participating in community activities and clubs. Another small group of three people with a
disability and their families developed plans and the young people successfully moved out of
their family home to live independently in the community using their own current resources.
Families reported feeling empowered from the process and having a more optimistic outlook
for the future.

Two thirds of family participants believed they are now more conpdent and better able to
effectively negotiate with others in the community; 87% stated they had experienced service
improvement or enhanced community involvement through the development of better strategies;
and 83% of parents found evidence that there was an increase in the recognition of parents of
people with a disability for their contribution.

0The training had got me thinking a lot more about future possibilities for my child
and has allowed me to link with organisations I need for my child.6

0The program also allows people to recognise their denial and resignation,and
then being able to bounce back. Importantly the program has provided a voice
and the means to take action, with a clear direction of owhere to from heredfor my
family.6

50% of the participants stated that they had many opportunities to exhibit leadership during the
program. The other 50% stated that they had some leadership opportunities. 60% of participants
had increased involvement in their community and 24% stated that they had quite a lot more
involvement. 66% of the participants stated how they had gained signipcant improvement in
their skills and capacities as a result of the program.

There were also positive outcomes for allies, those community members and professionals
who attended the program. 75% found evidence that there was an increase in the recognition
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of parents of people with a disability for their contribution and value by the community, and an
increase in their autonomy as individuals, family and community groups.

Developing the Course
The development of the course had several components:
(1) Identifying the team, prstly the Family Facilitators from Parent to Parent.

(2) Identifying professional partners as team members, who would be available to spend three
one week live-in workshops spread over about eight weeks, as well as be available to assist
the Family Facilitator when running the course.

(3) Ensuring the professional development of the teams which would have three components.
(@) Attending a pve-day live-in Framework for Accomplishment workshop (1991)

(b) Attending a pve-day live-in course that covered one day each of Personal Leadership,
Community Leadership and Facilitation Leadership, followed by a two-day course
in Graphic Facilitation.

(c) Five days spent together to modify and repne the draft Manual developed by the
author. This enabled the wisdom of the group to be incorporated in the document
and for the group to have personal ownership of the course.

(4) Planning the practicalities to outreach across Queensland, taking advantage of the varied
locations in which Family Facilitators and their professional partners lived.

The Partners then began working together, speaking with families and making the logistical
arrangements to facilitate the pve-session course. During the life of the funded program, 13
courses were facilitated. They occurred in city, regional and rural/remote communities across
Queensland.

Upon the successful completion of the funded project, Parent to Parent continued to provide
these courses across Queensland, even though they were not funded to do so. Sometimes these
were fee-for-service, paid for by services. The income after expenses was used to cover the cost
of facilitating the course to groups of families who are without pnancial resources. Parent to
Parent also currently assists families and self-advocates via futures planning with Pathways to
Possibilities, as well as facilitating PATH upon request. Currently the organisation is developing
further Family Facilitators and is providing the necessary professional development to enable
Facilitators to write Essential Lifestyle Plans for individuals and families upon request. Families
Planning Together workshops will then be offered in regional areas by the middle of 2006.

Wide interest has also been expressed to run the program in jurisdictions across Australia,
to be facilitated by local families. The essence of the positive feedback, and the reason for the
interest, can best be described by the following quote from a professional who participated as
an ally:

0This brilliant course has the potential to liberate lives and awaken communities
on so many levels. | hope those professional circles see this and choose to use this
course whenever possible, as a vehicle to better relationships with Government
bodies, people with disability and communities, etc.6

References available upon request or on website: www.ncid.org.au'aiid.htm
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How the
Pathways to Possibilities pilot Project
utilised adult learning principles
to engender success for its participants

Lionel Evans
Introduction

This article is an extension of the evaluation process which the Pathways to Possibilities
program underwent as part of an agreement with the Department of Families and Community
Services Stronger Families program. The evaluation of the program was conducted by Whetstone
2004, an independent consulting company. The criteria of the evaluation included a comparison
of Pathways outcomes against seven community capacity levels developed by team of researchers
made up of Funnell, Rogers & Scougall 2004, who were from the Royal Melbourne Institute
of Technology (RMIT). RMIT were contracted by the Department of Family and Community
Services (FaCS) to conduct a national evaluation of all their Commonwealth funded community
programs. The RMIT research determined that seven possible levels of capacity could be
reached during a community project. While the Whetstone evaluation established that the
Pathways project matched each of the seven community capacity levels, it did not investigate
how this success had occurred. This article will examine how the Pathways project succeeded in
eclipsing each RMIT community capacity level. From this examination of the Pathways project,
components which contributed to its success are isolated and identiped. If these components
can be transferred into future capacity building projects, it may increase their likelihood of
becoming as successful as the Pathways project .

The RMIT Theory of Change Levels

The prst step in the examination how the Pathways project matched the RMIT level is to
identify what the seven RMIT Change Levels are. It should be noted that the RMIT levels are
determined as a hierarchy where Level 7 represents the highest level of capacity and a response
of Level 1 signipes the lowest level of capacity achievement.

Stronger Families and Communities Strategy (SFCS) used for the Evaluation
and for the Performance Indicator Framework

1. Participation, enhanced trust (via participation, networks and new ideas)

Participation includes direct participation in the Strategy and/or the processes of the strategy, including
the application process, even if the application is unsuccessful. It refers to extent, range, nature and
quality of participation and consultation at the level of the targeted communities and individuals in
communities. It also includes participation engendered by the Strategy, e.g. of volunteers.

2. Greater awareness, development of partnerships

Awareness includes awareness of Strategy, its principles and values as well as subject specipc
awareness to be developed by projects. The feedback arrow shows that basic awareness of the Strategy
is a pre-requisite for participation, and participation in turn enhances awareness.

Australian Institute on Intellectual Disability 13
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3. Greater choice, understanding, sKills, capacity for initiative
This includes not just the particular skills etc that might have been the direct target of a project but
also the understanding, skills, conpdence and capacity acquired by the participants in the course of
planning and managing the projects. Capacity would also include newly established Partnerships, etc.
Greater choice could include access to a wider range of services or more appropriate services.
4. Demonstration/application of greater understanding, skills and capacity for

initiative
See Level 3 above. Level 4 6applicationdincludes not just application during the life of the project but
also transfer of skills (e.g. leadership, project management, specipc skills such as parenting skills) to
other family and community issues, opportunities and problems during and after participation in the
Strategy project. It implies some sustainability of understanding skills and Capacity.
5. Family and community trust/ resilience/adaptability
This is about trust that would transcend the particular project. Whereas Level 1 might be about trust
developed on a smaller scale through a particular Strategy project, trust at Level 5 goes to the issue of
sustainable levels of trust, willingness to co-operate in future and adaptability as a way of addressing
issues as they arise
6. An environment where communities participate in and drive their own

solutions to strengthen their families and communities
Participation at Level 6 transcends the participation that occurs in relation to a particular project
0 Level 1. It goes to the issue of sustainability of community participation and longer term more
extensive self-determination.
7. Stronger Families and Communities
This is about how families and communities apply the strengths from levels 1 to 6 to improve their
wellbeing.

FIGURE 1: Hierarchy of Intended Outcomes of the Stronger Families and Communities

Strategy (SFCS)

The investigation of establishing how the Pathways project matched the RMIT levels
proceeded rapidly after the author noticed similarities between the RMIT levels and levels of
competency which form the basis of vocational education. As a former Technical and Further
Education Trade Teacher and Instructional Designer, the author had worked with the National
Training Boardds (1992) Australian Standards Framework (ASF) for a number of years. The
author also recognised that the implementation of the Pathways project utilised a method
involving the three Dds 6 Describe, Demonstrate and Do & found within the practice of adult
vocational education. These tenets were originally developed by Malcolm S. Knowles and will
be discussed in the next section.

This article will detail how the Pathways project followed adult vocational education practice.
The detailed comparison between the RMIT levels of Change Levels Capacity and the ASF
competency standards consisted of many pages and may form the basis of a future article.

Adult Education Practice

To be able to understand how the Pathways project matched the tenets of adult educations
practice, it is necessary to become familiar with a number of concepts. First is an explanation
of the process of what every learner experiences when they face a new task - that of a steep
learning curve. The second concept is a description of what adult learning should entail by one of
it founders 8 Malcolm S. Knowles. The pnal concept is that of providing a learning environment
in which adult learners have the conpdence to move from fear to safety that was developed by
Sappington in 1984. While these references cannot be considered new they still remain critical
in providing adults a positive environment in which they can succeed in their learning.
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The Steep Learning Curve

At the beginning of any educational program, people enter at what vocational trainers refer
to as 0a steep learning curve.d This is a situation where it initially requires a larger amount of
time and effort to successfully learn a new skill. However, with each repetition of the task, the
length of time and amount of effort required to successfully complete the task diminishes. The
ability for a parent of a child with a disability or an organisation trying to achieve responses
within the RMIT levels is governed by their performance within the learning curve. The quality
of their learning may see a person move from having a rudimentary skills base to possessing the
ability of a master within their peld. The theory was developed after researchers placed a cat in
a covered box and timed how long it took to pnd its way out. With each successive attempt at
freedom, the time to get out was reduced.

Malcolm Shepherd Knowles (1913 - 1997)

Knowles is described by Smith (2002) as perhaps 6thed central pgure in US adult education
in the second half of the twentieth century. According to Lieb (1991), Knowles identiped the
following characteristics of adult learners:

Principles of Adult Learning

1. Adults are autonomous and self-directed. They need to be free to direct themselves. Their teachers
must actively involve adult participants in the learning process and serve as facilitators for them.
Specipcally, they must get participantsd perspectives about what topics to cover and let them work
on projects that reyect their interests. They should allow the participants to assume responsibility for
presentations and group leadership. They have to be sure to act as facilitators, guiding participants
to their own knowledge rather than supplying them with facts. Finally, they must show participants
how the class will help them reach their goals (e.g. via a personal goals sheet).

2. Adults have accumulated a foundation of life experiences and knowledge that may include work-
related activities, family responsibilities and previous education. They need to connect learning to
this knowledge/experience base. To help them do so, they should draw out participantsiexperience
and knowledge which is relevant to the topic. They must relate theories and concepts to the
participants and recognize the value of experience in learning.

3. Adults are goal-oriented. Upon enrolling in a course, they usually know what goal they want to
attain. They, therefore, appreciate an educational program that is organized and has clearly depned
elements. Instructors must show participants how this class will help them attain their goals. This
classipcation of gaols and course objectives must be done early in the course.

4. Adults are relevancy-oriented. They must see a reason for learning something. Learning has to
be applicable to their work or other responsibilities to be of value to them. Therefore, instructors
must identify objectives for adult participants before the course begins. This means, also, that
theories and concepts must be related to a setting familiar to participants. This need can be fulplled
by letting participants choose projects that reyect their own interests.

5. Adults are practical, focusing on the aspects of a lesson most useful to them in their work. They
may not be interested in knowledge for its own sake. Instructors must tell participants explicitly
how the lesson will be useful to them on the job.

6. As do all learners, adults need to be shown respect. Instructors must acknowledge the wealth of
experiences that adult participants bring to the classroom. These adults should be treated as equals
in experience and knowledge and allowed to voice their opinions freely in class.

FIGURE 2: Lieb, 1991 Principles of Adult Learning
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Later in this article, strategies used within the Pathways project will be compared against
Knowlesg article.

Moving From Fear to Safety

The Pathways training intuitively recognised that parents of a child with a disability may
share the same fears that any other adult learner may experience. Research conducted by
Sappington in 1984 revealed that adult learners can feel vulnerable, fearful and require a safe
learning environment before they become conpdent enough to take on board new information.
New learners undergo what Sappington (1984) claims is shift in status from feeling vulnerable
and afraid towards a status of safety. From this safe position, the participants are encouraged
to extend toward their next level of fear.

Without recognising the reticence of some parents to extend themselves beyond their fears,
learning may not be achieved. Interestingly, Sappington also described that, while a sense of
safety is necessary for learning, too much safety can be detrimental to the learning process.

T T Sl

From Fear 1o Safcty

FIGURE 3: A diagram of Sappingtonds 1984 theory of moving from fear to safety.

The conditions of fear and vulnerability were identiped and met within the prst task of the
Pathways to Possibilities called 6From Resignation to Positive Possibilitiesd. This activity allowed
parents and their allies to recognise their fears and vulnerability; it then provided techniques to
allow the participants to move beyond this situation.

For a 0€ guided journey toward a desirable future for people with a disability, their families
and allies6 and more information about Resignation and other aspects of Person Centred
Planning featured in the Pathways project visit the Parent to Parent website and the Pathways

to Possibilities link http://www.parent2parentqld.org.au/pathways.htm.

The concept of resignation, and how it can be overcome or avoided, was reinforced by
activities such as identifying something positive by forming a chart about Gifts, Capacities,
Strengths and Interests. Once this reafprmation took place, participants worked through tasks
that included identifying what things keep people stuck, what works and what doesndt work. All
the response results were recorded on a chart taped to walls. Tools for developing and sustaining
self-care and establishing support were performed as higher order tasks to reinforce this concept.
These conditions help create an environment which Sappington would describe as being safe
in which to challenge oneself.

Within the next section, the prst words of paragraphs which contain information relating to
adult educations practices with the Pathways training will be clearly identiped. The paragraph
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will start with the words that identify the source and adult education practice it matches, for
example - Sappington 1984 From Fear to Safety. Please refer back to the previous sections of
this article which describe the practice in greater detail.

Introducing new concepts featuring uncomplicated tasks reinforced by wall
charts

Sappington 1984 & moving from fear to safety: Pathways training involved introducing new
concepts which were accompanied by uncomplicated tasks. The participants could build their
conpdence by successfully completing a task that involved recording their responses on large
sheets of chart paper taped to a wall.

Knowles 0 adults have accumulated a foundation of life experiences: Pathways activities
included such things as identifying and listing examples of how the concept related to their own
life experiences. The wall charts also provided a ready source of conpdence to the participants.
When the participants felt challenged by a more complex task, they could easily refer back to,
and gain comfort from, their display of work. There on the wall were examples of how they
had successfully achieved earlier outcomes within the session. The wall charts imaged a readily
accessible example that participants were in a safe learning environment.

Progress throughout the competency levels matched with support

Sappington 1984: During the Pathways training, participants are introduced to new concepts
then set tasks which matched low competency levels such as Level One or Level Two.

The participants were required to identify or list examples of the concept on a wall chart.
Once the participants had their conpdence boosted by successfully achieving the low level
tasks, a more detailed examination of the concept occurred. The participants progressed from
completing low order tasks to tasks which were more difpcult and complex. The participants
learnt how the advanced material could be used as a strategy to prevent them losing their efpcacy
or entering into a state of resignation.

After becoming familiar with the more complex content within the techniques, participants
were given tasks to complete which represented higher level competencies.

Knowles, Adults are goal-oriented: In the Pathways training, once these levels were achieved,
participants were set tasks which involved them going out into the community and completing
exercises such as the Harmonising Plan by themselves.

Knowles, Adults are relevancy-oriented: In Pathways training, the independent work proved
how participants could achieve higher level competencies and undertake planning activities.

Sappington 1984: The participants moved successfully from fear to safety within the learning
environment and then beyond into their community.

The inbuilt support of having a Professional Partner and Community Member

Another factor which encouraged success within the Pathways training program was the
preferred requirement of parents being accompanied by a professional partner and a community
member. These two parties were collectively referred to as parent allies. The support role
continued beyond the training environment with a number of community engagement tasks
being allocated for the allies to perform between sessions. The allies formed an environment

Australian Institute on Intellectual Disability 17



interaction A v20/1'06

where the parents felt they could challenge themselves in safety outside of the training room.

Activities were organised so that participants pnished segments on a positive
note

Sappington 1984: Care was taken in planning the Pathways training so that participants started
each day on a positive note by reviewing the advances that had been made in the last session.
This created a feeling of conpdence in the participants and gave them the base from which they
could meet new challenges. This activity matched the move from fear to safety described by
Sappington. This was a position where participants were ready to extend themselves towards
their next challenge.

Sappington 1984: When participants had to perform intensely personal and emotionally laden
activities such as recording their 6dreams and nightmaresg, it was timed so the activity could
be pnished before a break occurred. In the interval between the difpcult tasks pnishing and the
break occurring, a conpdence-building or entertaining activity took place.

This allowed participants to have positive experience before going to a break. Parents were
allowed time with their allies or to have social contact during the break which provided an
opportunity to regroup before facing the next challenge. The parents and their allies concluded
the day on a note of safety which they could reyect upon in the interim before returning to the
challenges of the next session.

A Person Centred Planning approach championed the success of the Pathways to
Possibilities Training program

After the parents and allies had a number of opportunities to experience moving from fear
to safety, they were ready to encounter higher order educational concepts.

Knowles: Adults are autonomous and self-directed; Adults have accumulated a foundation of life
experiences and knowledge; Adults are goal-oriented; Adults are relevancy-oriented; Adults are practical,
and adults need to be shown respect.

The Pathways training featured introductions to a number of approaches that incorporate
Person Centred Planning, including Planning Alternative Tomorrows with Hope (PATH). Other
elements explored included aspects of Whole Life Planning. The Five Valued Experiences
(OdBrien & OdBrien, 1991) received in-depth coverage during the training. Interestingly, all of
these person-centred practices create an environment where people feel safe enough to take on
challenges while being supported in their endeavours.

The Five Valued Experiences are:

1. Friendships and Relationships

2. Sharing Ordinary Places

3. Making Choices

4.  Being Respected and Having Valued Social Roles
5. Contributing

More details about these techniques can be located on the Parent to Parent website (see
reference section of this article).
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Networking, Circles of support and Harmonising assisted in community engagement
for parents of a child with a disability?.

Knowles: Adults are autonomous and self-directed; Adults have accumulated a foundation
of life experiences and knowledge; Adults are goal-oriented; Adults are relevancy-oriented,;
Adults are practical; and adults need to be shown respect. The participants were introduced to
skills which could be used to assist in transforming the personal goals and visions of the person
with a disability (the focus person) into reality. This included what a network is, what a network
does and creating maps of the networks the participant had established.

Networking skills were further enhanced by introducing Circles of Support. The four steps of
building circles were established so that participants learnt how a number of people can provide
support to the focus person and take action on their behalf.

The idea of networks and circles to gain support for the focus person was further reinforced
by the concept of harmonising plans (OiBrien & Snow, undated). Participants were guided
through the pve stages that can be used to create a small plan of action:

1. The dream or desire;

2. Places where the 6dreamd or ddesired makes sense;
3. People to enrol;

4. Control over essential resources; and

5. Finding the next step.

The Harmonising maps were reinforced by the allies going out into the community and
performing a real task identiped as a desired outcome for the focus person. The Harmonising map
activity was completed by the allies during the time between sessions. Once these techniques
were learnt, the participants were informed that the exercise could be repeated to achieve other
outcomes.

Appreciation exercises boosted the self-image and conpdence of Pathways
participants

Knowles: Adults are autonomous and self-directed; Adults have accumulated a foundation

of life experiences and knowledge; Adults are goal-oriented; Adults are relevancy-oriented,;
Adults are practical; and adults need to be shown respect. To assist in parents gaining
conpdence in their own ability, considerable time was spent building an appreciation

of themselves and those for whom they provide care. Appreciation exercises included
establishing charts about 0Things | appreciate about myself6, 0What | appreciate about my
familyo, owhat | appreciate about my lifed, 0The gifts, capacities, strengths and interestso of
the person they care for and a similar chart about themselves. These activities were performed
with the assistance of the facilitator and the parentds allies & this allowed the parent to
experience what it was like to be the focal point.

By fostering increased appreciation, the parents and their allies had a safe basis from which
they could extend themselves toward more difpcult tasks. The completed oappreciationé wall
charts also acted as a positive reinforcer which the parents could refer back to if they encountered

difpculties in their future.
! For more information about the activities within the Pathways to Possibilities workshops which are

described in the following paragraphs please visit the Parent to Parent website: http://www.parent2par
entqld.org.au/pathways.htm

Australian Institute on Intellectual Disability 19



interaction A v20/1'06

The facilitators who provided the training were either the parents of a person with
a disability or had a disability themselves

The participants reported that, because the facilitators were either parents of a person with a
disability or lived with a disability themselves, the information the facilitators provided carried
a lot of weight. This is because the facilitators could provide personal anecdotes about situations
and feelings that they had actually experienced prst-hand.

The participants also appreciated not being spoken down to by professionals who gave
examples from textbooks or second-hand accounts of other peopleds experiences. The factors
added to creating an environment where the participants felt safe. It also created a climate where
other parents who had risen to challenges had survived the experience and moved on.

Conclusion

The Pathways to Possibilities project matched the RMIT seven Theory of Change levels
because it recognised that parent participants may feel vulnerable, disesmpowered and resigned.
The Pathways training provided activities that fostered inbuilt support, social contact, self-
appreciation and self-care for its participants. It is clear that future capacity building, leadership
or advocacy training must include content which is holistic and balanced so participants can
develop a prm foundation. When people operate from a prm foundation they have the energy
to become more effective advocates, develop circles of support and establish links with their
community.

The Pathways training incorporated proven adult educational methodology which allowed
participants to move from fear towards safety. From the feelings of accomplishment and
conpdence gained from achieving low competency level tasks, participants had the desire to
extend towards their next level of fear. Participants rose from completing low competency
level tasks to more complex activities within an environment of support that was built into the
Pathways training. Each participant had a professional partner and a community member of
their choice to act as allies throughout the program.

If future community capacity building programs feature the elements of moving from low
competency standards to higher standards within a safe supportive environment they will succeed.
Further success will be achieved if programs include Person Centred Planning principles which
also assist in forming an environment where people feel safe to challenge themselves. The
unique establishment of teams featuring a parent, a professional partner and a community ally
would undoubtedly make a signipcant contribution to the success of future community capacity
building projects.

References are available on request or on website: www.ncid.org.au/aiid.htm
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My
Pathways to Possibility
Journey

Wendy Chandler

This story discusses my journey with Parent to Parent A from my prst experience in

attending one of their courses, which was a turning point in my life, to becoming a

Family Facilitator for Parent to Parent, which enabled me to plan a desirable future

for my son with a disability, gain more personal skills and have the opportunity to share
with others.

Where | Started

I have been involved with Parent to Parent Queensland for over six years. Originally, I enrolled
in their Basic Helping and Supporting Skills (BHSS) course as a participant and found it a turning
point in my life. It isa course that lets you share, as a parent, experiences of disability, as quite
a few families had never had an opportunity to talk to others about how they felt and to realize
that they were not alone in their thoughts. Families spoke of their dealings with professionals
and how that had impacted on their lives.

There were discussions about how they learnt of their family memberds disability and how
that felt. The course also looks at the grief process and talks about ways of coming to terms
with disability. Some excellent tools include Listening Skills which enables you to truly listen
to others and how you would like to be listened to. It was a very empowering workshop as it
made me realise that my child was indeed a person of great value and that we should always
strive for nothing but the best for him.

Through the course, | met a lot of like-minded people d people who had similar stories and
experiences to mine. | had thought that my family was the only one to have gone through the
6Disability Nightmared d the feelings of being inadequate as a parent and that of rejection by
family, friends and professionals alike. It gave me a sense of purpose but, most particularly, a
sense that there was hope for our family.

A couple of months later, | received a call from the local coordinator who asked me if | would
be interested in doing the Train the Trainer for BHSS. The workshop was facilitated by Ray
Murray from New Zealand, the former Associate Dean of Special Education, Auckland College
of Education, and Linda Davies who is one of the founding members of Parent to ParentoNew
Zealand. | accepted, not really knowing what to expect. Once again, | found myself amongst a
group of like-minded people with similar experiences. The group consisted of family members
and 0Professionalsd. At the time, | felt uncomfortable because the only experiences | had had
with professionals were negative.

We went through an intensive pve-day Train the Trainer course. We shared lots of stories
and experiences, put all our training into practice and came out a group of people completely
changed in attitudes and respect for one another.
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Friendships were formed and remain today some pve years later. Several Basic Helping
and Supporting Skills courses have happened in communities all around Queensland, and |
believe we have changed the thinking of many people about the lives of people with disability
and feedback indicates this.

What Came Next

I have been actively involved with Parent to Parent Queensland since that day. | have gone
on to do courses in personal and professional development offered by the organisation ranging
from:

B To Stand Beside - Advocacy for Inclusion, a course facilitated by Kevin Stone from
the Victorian Advocacy League for Individuals with Disability (VALID). This workshop
was extremely benepcial as it gave me a clearer understanding of when | should stand
behind, beside and in front of my son when it came to advocating. A deeper insight was
gained into the positive effects it has on people with a disability when they are given
the option of being their own self-advocates.

B Essential Lifestyle Planning & This series of workshops were based upon looking at
the person with a disability in a positive light. For example, 0What people like/admire
about the person with a disabilityd and it asked questions about what sort of characteristics
families look for in a person when looking for a support worker. This question was
particularly useful because all too often families and people with a disability have no
choices about who they get to support them. The workshop also looked at 6What is most
important to the person with a disability6, so that the supports are focused around those
criteria. Aclear and easy to understand Communication Plan is developed which depnes
what is happening for the person at the time, what this may mean and what strategies
others can use to meet the personds needs. This tool has been used in our home for a
couple of years now and has made a huge difference, giving us an opportunity to portray
our son in a positive light and being able to put on paper his everyday needs on a 24/7
basis, whether he be at school or away from home on a break.

B Planning Alternative Tomorrows with Hope 8 PATH 6 This workshop was facilitated
once again by Ray Murray and Linda Davies from New Zealand. PATH is a person-
centred planning tool used to graphically map out a vision for a desirable future for
people. The steps involved when doing a PATH are to look at the personds dream or
vision for the future and to set timeframes for action. These can range anywhere from
six months to pve years. We look at what is in place now for the person, and who we
need to enrol/help to work towards the goals identiped. The PATH also looks at things
that might be identiped as a barrier to achieving these goals and what we need to keep
us strong during the life of the PATH. It allows us to time travel into the future and to
see what you have achieved in a short and long-term timeframe, e.g. three months, 12
months. The prst step needed to be taken to get the goals happening was also looked
at.

It was a great opportunity to facilitate PATH as a Graphic Facilitator for several families,
Government, and non-government organisations across the South East corner of Queensland.
I have seen some excellent results for people with a disability and their families. My son has
had a PATH facilitated for him which has had some amazing results because it identiped what
Gifts, Strengths, Capacities and Interests he had and we were able to build a wonderful vision
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for his future based around those things. It was a great way to share the issues we as a family
were facing and to be able to pnd positive solutions. However, the most gratifying thing was
the way it helped us bond together as a family. Our extended family and friends and even staff
at his school gained a clearer understanding of our son and how they could play a more active
part in his life.

These are just a few courses/tools which have not only greatly improved my own familyfs
life but made a difference in the lives of other people with a disability, their families and their
communities.

Pathways to Possibilities Begins

It was 2003 when Julie Simpson, the Executive Ofpcer of Parent to Parent Queensland, and
her partner in Pathways to Leadership, Rob Allen came up with the concept of doing an intensive
planning program for people with a disability and their families.

After extensive discussions with colleagues from all facets of the disability sector in both
Australia and overseas, the idea of Pathways was born. It was to get a group of families, allies
and community members together in their own communities across Queensland to plan a better
life for people with disability within their own communities and look at ways to enhance their
valued social roles within those communities. It was hoped that people with a disability would
also gain more opportunities for inclusion, as well as empower them to look for things that were
considered outside the box for people with a disability to do.

It was felt that it would also give families an opportunity to get together with some like-minded
people and discuss mutual issues relating to the lives of people with a disability because, all too
often, families are unaware that there are others facing the same issues. The main idea was to get
families out of a stage of dresignationd, to feel better about themselves and their life and, more
importantly, to realise that there are opportunities for their family member with a disability to
live enriched lives 8 hence moving toward hope and 6positive possibilitiesd.

The workshops also gave people with a disability and their families, as well as the community
members and allies, insight into the opportunities within their own communities that were not
reliant on funding from the Government and other funding bodies.

The Pathways to Leadership team considered that for these things to happen for families,
it was important to have involvement from all facets of the community. To do this, they would
enrol people from the general community, as well as people who worked within the sector from
Government and non-government organisations, to work alongside families, together with people
who already support the family. This group was given the title of 6Allydand it was their role to
assist in achieving positive outcomes.

One of the major decisions was to have a team of facilitators for each of the groups across
Queensland. These teams consisted of a Family Facilitator and a Professional Facilitator.

The role of the Family Facilitator was that of a parent of a family member with a disability
0 someone who had been through similar experiences and emotions as the families participating
in the workshops. This proved to be extremely important, as family participants felt comfortable
sharing their stories with someone who had an understanding and similar life challenges.

The role of the Professional Facilitator was that of a supporting role to the Family Facilitator.
These facilitators were chosen from across the disability sector, both government and non-
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