August 14, 2009
I am the parent of a woman with cerebral palsy and who is also mentally challenged.  She has been the light of my life for all her 30 years.

In 2005, my husband accepted a position in his field of endeavor that required we move to Victoria from the mainland.  We had discussed the possibility of this move over several years as Robyn, my daughter, and I, both are originally from Victoria.  The smog and problems with chemicals used in agricultural in the Fraser Valley were affecting our health and we wanted the healthier lifestyle afforded by the Island.

While we attempted to make Robyn’s transition as uncomplicated as possible, this proved to be our biggest issue and the most complicated of all!  All the supports in place for her on the mainland were sadly lacking and/or unavailable here.  Unfortunately, we were also given incorrect information by community workers that Robyn would not have substantial waits in gaining access to the community programs as she was already “in the system”.  While we anticipated changes and modifications to her programs, we did not expect the wholesale problems we encountered.  Robyn was very much involved in her programs and the social outlet they provided her on a daily basis.  As well, the town we lived in, Mission, was very small and very easy for her to commute to-and-from.  As each community had its own resources, this created a very interactive and involved lifestyle for people with disabilities in our community – we like to call it the “cocoon”!

We worked diligently to help Robyn make connections in Victoria , and while successful on finding employment for her, her social and emotional connections to new friends and acquaintances was largely tied to those new friends my husband and I met.  We all discussed and anticipated this before our move – we all recognize that developing a network of friends would take time.  However, for people with special challenges, this proves to be an incredible hurdle.  Challenged by communication problems, societal hang-ups, physical barriers, or any other myriad number of issues, people with disabilities are quite hindered in making the connections and networks that every human being needs.  I watched with heart-wrenching pain, my outgoing and happy daughter grow sadder and evermore withdrawn week by week, month by month.  Robyn has a beautiful spirit that people love to be around.  In school, she was often the role-model for other students because of her friendly, warm and accommodating spirit.  She was active and involved in her community and now she was becoming almost reclusive.
In one of my inquiries and searches to find other programs for Robyn, the program “Lifetime Networks Victoria” was mentioned.  They were having a seminar regarding “Financial Planning and Safeguarding Your Child’s Future” and anyone was invited to participate.  I was told that LNV was committed to developing “networks” of people – friends – around persons with disabilities.  In researching a bit more, I found out that LNV was largely developed by parents with children who had special challenges/needs.  My husband and I were intrigued and decided to attend the seminar.
The seminar was very well put together – very professional and informative in its approach.  The speakers were specialists in their respective fields and included lawyers, accountants, and financial planners.  There was ample opportunity for attendees to ask questions and even to speak privately with these professionals.

My husband and I gathered up a lot of information from the seminar and as we were leaving I took some pamphlets outlining the mandate of LNV.  I spoke briefly with Wendy-Sue Andrew, who is the Executive Director of Lifetime Networks Victoria.  I told her we would be interested in discussing the opportunities that might exist for my Robyn.  A date was set up for meeting with her and discussing the program.

I will be forever grateful to the person who casually suggested we might be interested in LNV!!!  This organization has proved to be the lifeline my daughter, and we as her parents, were looking for!  Even though there is a process, which takes time, to undertake to develop a solid network of people around an individual, they endeavour to get you connected in some fashion right at the beginning.  They make suggestions to help you connect you to outings and special events and even other resources, ie: Power to Be.  
The process they undertake to develop a network of caring individuals around persons with disabilities or other special needs is fairly rigorous.  There are security checks, interviews, and meetings with all interested parties.  Robyn was given a “Spinoza” bear which was extremely significant to her as she collects bears!  This was the comforter that helped break the ice.  It lent an air of sincere caring right at the start of our introduction to this wonderful program.

The interviews with LNV staff were honest and open; our family has a “hands-on” approach when it comes to Robyn and our family’s personal and spiritual values were respectfully heard and understood.  They also made it very clear that their primary mandate was the individual requiring support; therefore, this put both camps on the same page right from the start.  They explained very clearly that this was a process – it wasn’t going to happen overnight.  They further gave us their assurances that in order to develop a network, Robyn always had the option to say no.  She was empowered to be the person who had the say in who gained entry into her network.  It was explained very plainly to Robyn and her parents that we all have different needs; it is not realistic to suggest that we “connect” with everybody.  This is a reality of life and that she needed to be very honest and clear in communicating how she gets along with people who would both manage and participate in her network.  This declaration proved itself when she felt that someone just wasn’t “a fit” for her – it was handled sensitively and professionally.

Last December, 2008, we were introduced to the woman who would become her Network Manager.  Laurel is an angel to our family!  We love how Robyn gets along with her and how we’ve been able to share some family time with both our families.  Robyn also has two women who are a part of her network.  One is a family friend who likes to be involved socially with Robyn and recently Linda joined Robyn’s network.  She is a sweet lady who loves crafts and will be giving Robyn the opportunity to scrapbook with her.

LNV has also been expanding their programming; a Friday night social was started last year which is a highlight for Robyn’s week.  The coordinator is an incredible fun-loving and creative woman who provides a happy and warm environment to development social connections and friendships.  Best Buddies is a phenomenal program that links volunteer university students with a person who has disabilities.  Last semester, Robyn had the privilege of having a “buddy” named Caitlin, who was a wonderful addition to her life.  Despite her heavy study load, this young woman committed to communicating with Robyn regularly and spending time on an outing.  She joined our family for several special events and dinners as well.  When she recently went to Europe, she sent Robyn a postcard from each city she went to!!  This is typical of the quality of people that Lifetime Networks Victoria has involved in their organization.
More recently, LNV has provided some work-experience opportunities for a few of those individuals who are their primary focus people.  Robyn has also benefitted from this program and helps out in the office for a few hours every week.

LNV has “been there” for my daughter like no other organization.  We would be lost without them.  They also provide a resourceful sounding board for my husband and I when we are trying to navigate through other agencies and programs.  I do not find them to be “exclusive” in any way; quite the opposite – we find them supportive!
Robyn recently went through a very traumatic incident that involved the security of her person.  I can’t tell you how reassuring it was to have the “mother-bear” approach of her network manager, Laurel, who went to her workplace location on the days Robyn worked to show her support.  As well, Rachel, who coordinates the GAP and Friday night socials who came up especially to see Robyn to also show her support.  Other staff members encouraged and lent their emotional support in a way that we had not expected.  Robyn has come through this episode with confidence and assurance that she is not alone.

Please forgive the length of this letter; but I wanted to express completely what Lifetime Networks Victoria means to my daughter Robyn and we as her parents.  I’m sure, still, that I’ve neglected something.  
Without Lifetime Networks Victoria, Robyn’s life would be a dull, sad and boring existence.  We, as a family, have a motto of sorts – “life shouldn’t be an existence, but an experience!”.  

We bless the people who are a part of Lifetime Networks.  I personally thank everyone who participates including the board members, the leadership of Wendy-Sue Andrews and Carlene Thompson, and the commitment of Gemma and Rachel in facilitating the various programs, and the wonderful volunteers who give so selflessly to making the lives of individuals rich and more complete.

We owe a debt of gratitude that is not possible to repay.
Yours very truly,

Susan Lai

