DRAFT Meeting Summary Notes
posAbilities Parent Support Network Meeting

February 24, 2011
10 a.m. to noon

posAbilities, Suite 240 - 4664 Lougheed Highway, Burnaby, BC

The proposed agenda was adopted as presented. 

Part 1. 
Guest Speaker via Skype, 
Sylvie Zebroff, Family Partnership Advisor, Community Living BC

Sylvie provided a brief overview of her position as the Family Partnership Advisor with Community Living BC (CLBC), she serves family province-wide and lives in Kelowna. This excerpt is from the web-site, and was shared with us personally also:
“Sylvie Zebroff is CLBC’s first Family Partnership Advisor. She has rich experience in the disability field, and is the proud mom to her son, James, who lives with severe autism. Sylvie’s responsibilities include talking and meeting with family members around the Province, to listen and learn about how CLBC’s family-friendly practices can be strengthened and improved. Sylvie also meets regularly with local, regional and provincial family groups and organizations, and is in the process of collecting success stories from families and adult sons and daughters about innovative service and supports, to share with other families and individuals as they engage in the process of short and long-term planning. Sylvie reports back on a quarterly basis to the CLBC Senior Management team about what she has learned from families and other stakeholders.

Part of the Family Partnership Advisor’s role is to support family capacity-building and resiliency; Sylvie realizes the richness of family experience and the power of networking, and is committed to connecting with family members whenever possible to share resource information and provide links to other parent organizations or community initiatives. She also works in close partnership with Shelley Nessman, the Self-Advocate Advisor and Donna Good Water, Aboriginal Advisor; there is a commitment to ensure family and individual feedback is shared as widely and well as possible.

Sylvie will be adding and updating links of interest for families and individuals.

Please feel welcome to give her a call at 250.470.8327, or to e-mail her at:

Sylvie.Zebroff@gov.bc.ca.

Source: CLBC web-site (March 24, 2011): http://www.communitylivingbc.ca/individuals-families/family-partnership-advisor/
Next, Sylvie shared her work to date on a new initiative called “A Place to Meet-sharing the power of stories”. The goal of which is to create a collection of stories regarding the lived experience of disability. The project is currently in the first phase, and will be a multi-year endeavour. The project is guided by the following questions:  “what are other families doing?” and” what have other people done?” Self-advocates are doing the same, and the idea is that we share knowledge.
The future vision, or phase 2 of this project is to build a library of stories, tentatively called ‘the Capacity Collection.’ For an example of what can be achieved, please visit this link housed at the University of Berkeley in California: http://bancroft.berkeley.edu/ROHO/collections/subjectarea/ics_movements/self_advocacy.html
All totaled there will be 15 meetings throughout the province as part of phase 1. The stories can be captured in a variety of formats, depending on the needs/preferences of the storyteller, for example:
· 1:1 video interviews (YouTube)

· shared photos with voice-over narratives 

· some written stories, fictitious or real-life (downloadable books)
· It is so creative. The collection may also include samples of artwork, music, songs, films of dance and cultural stories.

There can also be more educational features, so that one can learn about a service.
Experts from the medical and educational communities, (in addition to us, the family experts) can then also contribute to the collection.
The collection will be easy to access, developed, governed and maintained in collaboration with the community. 

90% of participants in meetings to date, have signed up to share their stories as part of the collection. This was not a requirement of the meetings, but rather a positive outcome. The collection will be open-source (non-copyrighted). It will be available on a web-site and include down-loadable videos and manuscripts. The Family Support Institute is a partner in this initiative. 

The governance piece hasn’t yet been worked out. Some of the work will include setting up guiding principles for the collection, and editorial contributions. If interested, please contact Sylvie or Shelley Nessman at CLBC.
One guiding principle that we know now is that the person who shares is in control of their own story.

Families then asked questions:

· how the library will work? 

· what format the web-site will take, will it be interactive like facebook or a blog? 
· how can people who want to connect, do so?
· how accessible is this project to self-advocates and people in rural and remote communities?
A suggestion was made that CLBC provide some tutoring for self-advocates so that they can learn to access this resource. It could be a way for people to expand their circle of friends.

Sylvie responded with what has been considered so far, bearing in mind that this is still early days for the project. 

· The vision is that this collection will be similar to the on-line library that is hosted by Berkeley University which was created by Developmental Disability Advocates.

· There will be 6 portals that are interconnected, but not interactive (yet, however they may be so in the future). Moderated discussion may be possible so that people can ‘safely’ connect.

· That this is not “Polyanna” and that it includes a variety of lived experiences. The average story length is 3-5 minutes. For example, our Parent Support Network is a story that others may like to learn from.
Through sharing, we can all learn from each other and provide support.

Part 2.  Business Arising:
1. The Meeting Agenda and January 27, 2011 Meeting Notes were adopted as presented. 

2. Potential guest speaker Gwen Lee (Housing) is not free to meet with us at this time.
3. Identify any other business:

· It would be valuable to have tips for transitioning, and how to prepare for further cutbacks. For example, for families whose children are moving from a group home into their new home with a host family.
Part 3. Announcements and Closing Comments:
· Monique offered a printed copy of the posAbilities quarterly newsletter Imagine! to participants.  The Spring issue contains a photograph and article about the Parent Support Network.
Special events reviewed included:

1. March 5 - L’Arche Society’s Art Show in Burnaby

2. March 12 - BCACL’s Art Re-Sale Fundraiser, Vancouver

3. March 30 - Monique invited everyone to participate in the STORY POWER workshop with David Roche. David is an inspirational humourist, who through sharing his story of overcoming the challenges associated with his facial disfigurement, has provided others with guidance and confidence to meet their own challenges. As he says, “everyone has a story to tell.’

4. It was reported that the UBC family sports day no longer exists. 

5. PLAN has launched its new blog called ‘familytalks’ and it is found at www.familytalks.ca  There are various topics of discussion in this anonymous,

on-line forum.  All discussions are related to personal and financial security for persons with disabilities.

Technology tips we heard about at this meeting included:

· Free training workshops for Seniors on computer use – see Vancouver Recreation Guide or Courier newspaper for details;
· Use a mouse – you can slow it down, and it is much than a touch pad;

· Write down the steps of what you need to do, for example, learning how to use email;
· Oakridge has an Apple Store – they will offer free workshops and tour you around.

A brief discussion about tax forms, PWD benefits, and massage therapy allowance followed.

Monique advised that parents requiring assistance with previous year’s taxes, could consult with Ability Tax Group (Jack Styan is the Managing Director):
http://abilitytax.ca/aboutus.html
Next Meeting:
The meeting adjourned at noon. The next meeting date will be on March 24, 2011.
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