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Presidents Report 2006/2007

Welcome to our first ever President’s report for the 2006-2007 financial year. Our financial year runs from April to March and detail within this report has been reported on that basis.

It has been a very exciting and successful year for Rett NZ. We have a new Trust Deed, delivered our own bank account and are awaiting confirmation of our Charitable Trust Status from the Charities Commission.

My dream of creating awareness of Rett Syndrome has been exciting and demanding and I must above all others, thank my wife and daughter for the times such work has taken me away from them during the year. 

Last years feelings of despair were quickly replaced by energy and belief in April of 2006 when Megan and I attended an International Conference of the International Rett Syndrome Association. To see so many families in one room, who understood what we were going through was empowering and really created a way forward for Megan and I. 

Just prior to our leaving for the conference, in a moment of despair at Tauranga hospital, I wrote to Mike McRoberts of 60Minutes to ask for help. Why Mike? My thoughts included wanting someone to tell our story, to tell it with conviction and to have it delivered by someone that every New Zealander would be comfortable with. Mike and his wife and Producer of 60 Minutes, Paula, delivered a story that left many people in tears. Was that my intention, no, but I didnt not want to disguise the fact that these girls go through struggles every day and they are fighters. With our secret out, a snowball affect followed that saw the discovery of new families and potential financial supporters across NZ.

On returning from the USA we pushed hard to deliver a fundraising event in Rotorua, on the back of the exposure Mike had given us and it was a huge success, returning a profit of $34,545.84. The following day also proved to be a water shed day for Retts in New Zealand with the Rett New Zealand Trust being created and Mike McRoberts offering to become the Patron and Ambassador of Rett New Zealand. The journey was gathering pace.

Mike certainly had Retts on his mind and created an On Line Fundraiser to support him in a little jog around New York, called The New York Marathon. 

The Women’s Day came on board and thanks to Mike, Rett New Zealand was again in the public eye. 

Unfortunately for Mike, his knee had other ideas and his aim of completing the marathon was put on hold whilst he had surgery under a Doctor by the name of Haemish Crawford. Mike was laid up but fundraiser continued to work and saw a donation of $3448.41

My first goal for the trust was to outline a business plan for the following three years. Something the Trust could return to from time to time to remind us of what our initial goals were. After consultation with the group these were outlined as;

· Increased awareness, 

· Improved quality of life and support systems

· A nationwide structured approach to diagnosis

Awareness was now coming in bucket loads and my attention moved towards focusing on support systems and improved quality of life for our girls. The trust quickly moved towards delivering the first ever Rett Parent Conference which was delivered in April of 2007.

Speakers from as far as Washington DC met in Rotorua with parents to discuss different area’s of our girls conditions. The speakers sessions were videoed for our website in what has become somewhat of a New Zealand first.

Kathy Hunter the President and Founder of IRSA and her husband Scott were inspirational. Kathy has seen over one thousand girls with Rett Syndrome and is a wealth of information. Dr Michael Sullivan spoke about Research- the wonderful break through made by Prof. Bird’s laboratory in Scotland and his own work in Christchurch.

Dr Haemish Crawford took us through the complexities of scoliosis surgery and other muscular and skeletal problems associated with Rett. It was comforting that these occur in other syndromes too. He gave courage to parents who were contemplating this major surgery for their daughters.

Daphney Rixon gave a wonderful presentation on the value of music therapy as a key to expressive communication.

The Deane Endowment trust donated 100 copies of Kathy Hunters Rett Hand Book Edition 2, which have been mailed to all of our families and Pediatric Wards around the country.

With help from John Forman of NZORD Rett NZ delivered a website and forum, a web based communication device, allowing parents to be in touch and to find out what is going on. 

January2007 saw a personal friend in Australia show the 60Minutes programme to his colleagues and thus began a relationship with the Bank of Queensland, seeing them donate $8879. 

The programme again proved it’s worth in February with corporate OMF Financial hosting a Golf Fay for Rett NZ and donating  $20,000.  To close out the year a Te Puke fundraiser modeled on the Rotorua event raised a further $15375.

Rett New Zealand has come of age this year and grown on the back of countless hours of work previously done by Gillian and Roderick.

I have met many wonderful people. Mike McRoberts and Paula Penfold created something which has allowed us to grow with hope and energy.

John and Susan Amos along with Richard and Sarah Giltrap offered an olive branch on the back of our Rotorua event and have this year almost single handedly pieced together our 2nd Annual Dinner, to be held on September 28. There contribution thus far is nothing short of amazing and I can not thank them enough as without them, this event would not have got off the ground.

Carey Smith again agreed to support us, being instrumental in the success of the Rotorua event last year and Mark Campbell and Doug Laing continue to allow the trust to deliver on it’s objectives for us as parents, grandparents and our children.

In all a very busy and successful year which will hopefully close with our most successful fundraising event yet. Thank you for helping my dream become a reality.
“Whatever you can do or dream you can, begin it. Boldness has genius, magic and power in it. Begin it now” Goethe
Rob Pakes

President
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