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1. Initiative summary

Young people with Down syndrome identify that they want to live life like everyone else. They recognize that to do this they need extra support. Reaching milestones seems to get more difficult as a person gets older and seemingly everyday things, such as finding and keeping a job, having a relationship and moving out of home, seem at times, to be almost impossible.

There are many services already working with people with intellectual disability to achieve these goals. The array of services can be confusing and many are difficult to access, particularly if you are not in a crisis situation. Young people with Down syndrome often need the people in their life to advocate on their behalf in order to access a service. Sometimes, people need to be supported to find their own solutions to the barriers they face. This can be a daunting task for all involved.   

Our project aims to bring together a “team of champions” around a person. The purpose of the team is to identify barriers faced by individuals, and to find ways of overcoming them. The teams will be supported through training, information, and regular contact. The initial intake is 8 young people. 

Young people will direct the actions of the team by having the opportunity to identify and record their personal goals and by inviting the team members to participate. Together the members of a team (champions) work out an action plan for achieving these goals. A facilitator equips the team to achieve this by providing training, information and regular contact. The individual participants will be supported to keep in contact by meeting together regularly. The teams will also be encouraged to network through occasional meetings and an online chat page. The goals of an individual will be reviewed regularly with the Coordinator to ensure that they represent the aspirations of the individual. 

The commitment of Team members is reviewed after 18 months. It is hoped that at least 70% of each Team continue over the next two years. Building long lasting relationships means that the individual is continually supported to reach their goals. It also provides long term security as there are people to support an individual through different challenges and stages of life. The team is able to take on any new situation or goal and, in their collective wisdom, help the individual find and reach the outcome that suits them best. Having a team of people involved makes the individual less vulnerable as the work is shared amongst members. Team members are likely to be more involved at some points and less involved at others, according to what is happening in their own life. This model allows for fluctuation in the input of different Team members whilst continuing to make steady progress towards an individuals goals.

2. Initiative aim


3. Objectives

1. To bring together a steering group made of young people with Down syndrome, researchers and workers from the disability sector, family members and an employed coordinator to action the initiative.

2. To give young people with Down syndrome a chance to think and talk about their future and come up with personal goals. 

3. To bring together a team of champions around each person involved, that can support the person to reach their goals. 

4. To support the teams through training, facilitation, ongoing contact and by providing relevant information.

5. To ensure the goals identified by the young person with Down syndrome remain the focus of the work of each team

6. To provide the opportunity for young people involved in the project to give and receive support from each other through regular contact.

7. To provide the opportunity for team members (champions) to network and problem solve together through regular contact.

8. For the program to achieve sustainability by the end of three years.

9. For information gathered through Teams to be passed on to peak bodies for use in systemic advocacy.

4. Funding and timescales

The Up, Up and Away Project is funded by the Foundation for Young Australians under the auspices of Down syndrome NSW. The Foundation for Young Australians is an independent national grant-making organization, funding and working in partnership with youth-led initiatives which aim to positively contribute to young people and their communities.  
Our project is a three year action research project and is funded from February 2006 until February 2009.
5. Putting the model into practice
· A coordinator for the project, Miriam Stevenson, was appointed in February 2006. Out of 13 applicants, 8 participants (young adults with Down syndrome), three young men and 5 young were selected and 4 team coaches appointed in May 2006.

·  A young adult with Down syndrome was appointed in July 2006 as ’Team Voice’ to represent the views of the project participants on the project reference group.

· The coordinator commenced work on a manual/toolkit for use by team coaches.

· Training and induction occurred for Team Coaches (facilitators) in June 2006 and September 2006. Coaches were matched with participants in July 2006 when work began. Team Coaches debrief monthly with the coordinator and meet as a group with the coordinator and Team Voice monthly.

· Early work with participants completed by team coaches consisted of befriending, life ‘mapping’ work and goal setting to enable team coaches to get a clear idea of where the young adults themselves were at, what they would like to do with their lives and raise self awareness amongst participants.  This also gave families the opportunity to get to know team coaches and think about the project aims.

· Three meetings of all participants have been held so far. From February 2007 they will be held on a monthly basis.

· After a period of around three months, participants were encouraged to identify people they would like to be in their team of champions, this was discussed with family members and Teams of Champions set up.

· Some participants have limited support networks outside of the family. For this reason we advertised for young volunteers, mainly young people aged 18-25, to join Teams of Champions. We now have 7 volunteers involved in the project.

6. Early findings

A clear finding is that all participants’ family situations are unique and therefore the project model needs to be flexible to suit different situations and family commitments/arrangements. However, in February 2007 a consultation session was held with participants about their experience of the project. The following questions were asked and answers were provided.

What is good about being in the project?

· Goal setting;

· Having a volunteer to help support me;

· Getting together with other parties in the project; and

· Team Coach Visits can be very enjoyable.

What is hard about being in the project?
· Following through on goals;

· Preparation for meetings and Conference;

· Traveling (sometimes);

· Finding time for oneself; and

· Remembering what happens so that I can tell my parents.

What do you think about participants meetings?
· I like to talk about goals;

· Like meeting with friends; and

· We would like to do: Acting, Talk about moving out, Bowling, Healthy eating, and relationship skills.

Our advice to new participants:

· Show respect;

· Welcome them to DSA show them a film;

· They need to think about where they are going to live;

· Look for champions beyond the family;

· Do the right thing;

· Be loyal to the project; and

· Learn to use the internet

Examples of participant goals:
· Get a paid job;

· Have a boyfriend/girlfriend;

· Meet Craig Wing ( Rugby star and patron of DSNSW);

· Find support and accommodation;

· Find more champions;

· Learn to budget;

· Build relationship skills, money skills;

· Travel training;

· Social outings;

· Special Olympics;

· Building confidence;

· Get fit;

· Move out of family home;

· Gain International travel skill; and

· Learn better time management

Team Voice Feedback
· Likes attending Team Voice Meetings;

· Likes working with coordinator;

· Likes participant meetings; and

· Very busy, not much time for self

7. Outcomes to date

· All current participants (who have been in the project from April 2006) have achieved one or more personal goals. 

· Two participants have left the project due to the time commitment required by the project.

· Two new participants (on the waiting list) have joined the project.

· The Team Voice role has been very successful and has blossomed into an interesting and diverse role for the young person employed.

· Some families, parents and carers have appreciated the support offered by project staff generally.

· Some families have not felt the need for a more formalized support network.

8.
Project plans and developments for 2007
· Participants will now meet monthly and developmental workshops (in areas identified by participants) will be a regular feature of participant meetings.

· The project has recently been awarded more funding from the Foundation for Young Australians Opportunity Bank to produce a manual and DVD about the project by December 2008.

· Ethical approval has been granted by the University of Sydney for the coordinator to conduct participatory action research within the project.

· In July 2007 it is envisaged that at least another 6 participants will join the project.

9.
Further information
For further information about the Up, Up and Away project or if you know anyone who would be interested in participation please contact Miriam Stevenson, Project Coordinator at upandaway@dsansw.org.au  or telephone (02) 96831900. Closing date for participant applications is 1st June 2007.

Also see our website:
 http://www.dsansw.org.au/

Miriam Stevenson

March 2007

Update

The Up, Up and Away project model has been developed and refined over its first year of implementation. From this work a model of intervention incorporating three basic functions has evolved:

1. The development of intentional support networks (Teams of Champions) for young adults with Down syndrome and their families;

2. Family support work; and

3. Life skill building with the young person

1. Facilitators, known as Team Coaches are employed to undertake life mapping and goal setting work with the young people. Following from this an initial meeting is held with the young person, their family and any other interested parties. From this initial meeting an action plan is formulated to decide the best way to work towards the goals identified by the young person. The Team Coach encourages and seeks to increase the Team of Champions for the young person where necessary and regular monthly team meetings are held in order to review the goals.

2. Young adults with Down syndrome generally need a higher degree of support in their day to day lives than their non-disabled peers. Most of this support is traditionally provided by the family where the young person is still living at home. Care-giving at a high level is a challenging role for any individual and parents need support too. Parents of participants also face issues around balancing the adult rights and freedoms of their son or daughters against their ongoing need to be ‘kept safe’. As with all families, there are often practical and emotional issues which need to be explored and addressed before progress can be made towards goals. Part of the project role included in the work of the team coach is to be supportive in this area and provide information and referral to other agencies where necessary.

3. Alongside the facilitation of the Team of Champions, Team Coaches undertake skill-building work with participants. These skills include: travel training, budgeting, communication skills etc. Also workshops looking at such areas as forming relationships (from friendships to life-partnerships) have been held using outside consultants.
The project now has 14 participants and 9 staff including, a young man with Down syndrome who represents the views of the participants in the context of the reference groups. He also undertakes plethora of project administrative tasks. We also have 3 volunteers who are working as Team of Champions members with participants.
So far the project has been an exciting and informative venture. Participatory action research is being conducted within the project to apply academic rigor to its method and findings. We have also been awarded grant money by the FYA to make a DVD and write a manual about the projects so that key ‘learnings’ can be shared with other community groups. Even at this stage, we feel that this model of intervention is highly flexible and could be successfully implemented in support of other disadvantaged, marginalized or ‘at risk’ groups of people.
Miriam Stevenson, Project Coordinator

13th September 2007
Our aim is that young people with Down syndrome have the opportunity to “do stuff in our life, like everyone else - like getting a job, moving out, seeing friends, going out, having a relationship and helping others”.
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