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30TH ANNIVERSARY CELEBRATION 

The Society began its life when a small group of vision impaired people came together to address issues they faced because of their debilitating eye disease Retinitis Pigmentosa.  They were supported by Gordon Merry who was then a senior social worker for the Association for the Blind based at Mair Street Brighton Beach.  Gordon, is attributed to be  the original driving force behind the group  and records clearly show that although he did not have RP himself, he devoted many, many hours to gathering masses of information about the disease and contacting all overseas societies to find out about overseas research.  Gordon was assisted in these early days by Wendy Hull and his secretary, Dorothy Hudson, who helped with the record keeping and by taking phone messages.  

Gordon was in a good position to recruit potential members because any person diagnosed with RP in those days was given his telephone number to contact if they needed assistance.  This was how Richard Rigby became involved initially.  In fact our oldest piece of correspondence on file is the letter sent to Richard on 31 October 1979, with a membership form and the original constitution in case he wanted to join the Society.  Richard did and has become one of the stalwarts of our association. 
The Retinitis Pigmentosa Society of Victoria was originally constituted in 1979 to:
· Ascertain the cause and means to cure or arrest Retinitis Pigmentosa, 

· Seek by all practical means, ways to assist those affected and their families,

· Give such assistance, and 

· Disseminate information as to the prevalence and how to assist those affected and their families

Initial Membership was granted to any person who sympathised with the objects of the Society, was approved for membership by the Council and who paid the appropriate membership which was $2.00 for a pensioner, $7.50 for an individual and $10.00 for a family.

During the intervening 30 years; the membership has grown and remains in excess of 300 members, we became a registered charity; gained tax deductibility status for donations and sales tax exemption; received approval to be  incorporated as an association; changed our name to Retina Australia (Vic) Inc. in 1999;  modernised the language of the constitution; and increased the membership fees; but, the underlying purpose for the existence of the organisation remained the same except that we now support, disseminate information and raise research money, for all types of inherited retinal diseases.
The first Newsletter which was published in October 1982, listed the first elected Council members of the Society as:

   President:

Cameron Algie 
   Vice President:
David Hundley  (senior social worker for RVIB)
   Secretary:

Gordon Merry

   Treasurer:

Kerry Scott-Brown

   Newsletter Editor:
Leonie Kelleher

   Executive Committee members:

   Richard Rigby,  Winsome Baker,  Wal Jones,  Joy Jones
All of these people served the Society for many years, giving unstintingly of their time to support members and to raise money for research.  Since then there have been a significant number of people who have volunteered to serve on the committee in varying roles, often being active participants for many years.   

There have been only nine Presidents during the past thirty years, each serving for varying times and some with breaks in their service.   The Presidents have included:  Cameron Algie,  Richard Rigby,  Leighton Boyd,  Michael Maher,  Peter Edwards,  Colleen Visseren,  Kate Giles, Kath Halbish and Charles Rogers.  Leighton has been President for nine years over different periods of time and has actually served on the committee for a total of 22 years. 
In the early days of the Retinitis Pigmentosa Society of Victoria, monthly afternoon meetings were held, mostly at Ormond Hall, adjacent to the RVIB (or the current St Kilda Road Belgian Beer Garden).  Sandwiches were supplied by Jeanne Rathe, whose husband Leo made and sold thousands of wooden toys, of all shapes and sizes, for many years, to raise money for research into RP.  
Guest speakers were arranged to suit the interests of the group, and these included: doctors, geneticists, ophthalmologists, people associated with blindness agencies, acupuncturists, recreation advisors, cooks with cooking hints, loss & grief counsellors, pension officers, service club representatives and members chatting about their recent travels.  As the years have passed,  the regularity of meetings has reduced, however the topics for meetings when they occur are much the same.  
The organisation has always had notable researchers reporting on their current retinal research either at General Meetings, Seminars or Forums.  Many of the researchers who have presented over the years have received money from the Retina Australia research pool to which Retina Victoria has regularly donated.
Some of these have included:  Hector Maclean, Jonathan Stone,  Erica Fletcher, Robyn Gymer, Michael Kalloniatis, Mike Denton, Bob Augusteyn,  Vaegan,  David Danks,  Hugh Ryan, Greg Keith, Ray Over, Allan Johnson, Carol Halpin, and John Manalopoulos .
Research topics discussed were:  Vitamin A palmitate treatments, Gene therapy,  Cuban cure, Electric stimulation,  Moscow cure, Austria treatment, Bee Stings, Corningware cpf lens, New horizons lens, Spylux, tissue culture, Transplantation,  Lutien Diltiazem, Vitamin E,  Blublockers glasses, and Artificial silicon retina transplants, Pharmaceutical agents, Stem Cells, Nutritional Therapy & the Bionic Eye.
Historical  documents clearly show that Dr Pam Dickenson and Dr Weiner at the Royal Victorian Eye and Ear Hospital were involved in early research into X-linked retinitis pigmentosa.  They compiled a list of all of the known families with this form of RP, some of whom were members,  and invited them to give blood samples, which were sent to Dr Shomi Bhattacharya’s laboratory in Edinburgh, Scotland for testing in 1984.  The results of this ground breaking work, which identified a particular genetic structure for some X-linked RP types, were published in medical journals.  
Recently our members have again become involved directly in research through their sending of blood or saliva samples to the Australian Inherited Retinal Disease Register and DNA bank at the Sir Charles Gairdner Hospital in Perth.  When all of the samples have been sequenced,  the data will be available for researchers world wide to utilise  in their investigations of gene therapy, or other treatment regimes.  Who knows, some of our members may one day be involved in clinical trials, or have a treatment found for their particular form of Retinal disease.
On 11 March 1987, Mrs Nancy Cain, wife of the Premier, officially opened the RVEEH Retinitis Pigmentosa clinic.  This was an extremely important  event in our history because through much hard work, our volunteers had raised sufficient money to be able to persuade  the hospital directors to expand the Ocular Diagnostic Service to deal specifically with RP sufferers and their families.  The clinic was initially conducted every Thursday afternoon,  with the annual payment of $10,000 enabling the hospital to employ an Orthoptist  for an afternoon each week and a clinical genetic specialist every fortnight.  
Some members will clearly remember the tests for visual acuity, visual field, dark adaptation, colour vision and electrophysiological functions which were carried out by Ms Lin Mulhall,  or the counselling provided by Dr Sheffield, who was normally based at the Royal Children’s Hospital.  Data shows that in the first 6 months of operation of the clinic,  130 patients were seen, 64 were diagnosed with RP, 17 possibly had RP and 32 patients had a different retinal disease.  These results very easily proved the worthiness of the establishment of the clinic and after some time the hospital used these positive results to apply for more government funding to support this and other clinics, hence no longer needing our support.  The clinic, albeit in a more inclusive retinal disease  format, continues to run to this day.
To raise money for the clinic and for other research efforts, as well as to enable the office to run smoothly so that our members could be supported, the following fundraising activities have occurred over the years: Garage sales, biscuit drives, beer, wine & cheese tasting, fundraising dinners, bingo nights, trivia nights, street stalls, trash and treasure stalls, collection tins, theatre nights,  tennis tournament,  Camberwell market stalls, dutch auctions, Christmas and Easter raffles and the Black Eye Patch Day in 1996.
We have sold:  RP lapel buttons, personally bottled Tawny Port, Key-light rings,  Collector spoons, Christmas cards,  Large Print Cards, lined writing paper, Cosmos Bright Eye seeds, magnifying sheets, Key rings, Entertainment Books and Owls
You might be interested to know that our first raffle was drawn in April 1983 with first prize an iced fruit cake valued at $30, second- a bottle of Wynns Cabernet, third - a hand painted plate and tickets 20 cents each.  

Our raffle prizes have included hampers of all types, art work, mystery flights, dinners, wine, overnight or weekends at hotels, tyres, travel vouchers, department store vouchers and in 1994 the “win a dream” was a $33,500 valued red MG.
The first Christmas fundraising Dinner was held at Eleanora in Brighton  on 6 December 1983 where attendees paid $15 for a three course dinner and wine included.  The Guest Speaker was radio and TV personality Mr Geoff Brooke who spoke about travel and fishing. 
Christmas cards sales commenced in 1983 with cards 35cents each or ten for $3.00.  This small fundraising campaign continued for 25 years  growing into a very large activity as we began to sell cards in charity card shops, gradually becoming members of at least six different outlets, both in Melbourne and the provincial cities of Geelong, Ballarat and Bendigo.  Over the years, thanks to the hard work of people like Mary Kelleher, Kath Halbish, Suzanne Gould, the Dowsetts and many others, the sales of Christmas cards brought in enormous amounts of money and for a time was our only source of additional income. 

A major fundraising drive which commenced in 2001 was the annual Owl badge campaign.  This is an Australian-wide Retina group fundraiser with the new owl being distributed to link with World Retina Day which occurs in September each year.  Owls have proven to be very popular and this campaign has featured Snowy, Barn, Spectacled, Rufus,  Christmas Island Hawk,  Sooty, and Barking Owls.  
CARS Of the WORLD was launched in 2004 with much pomp and ceremony by the car enthusiasts and interested committee members, ably led by Charles Rogers.  This now annual event is fast becoming an addition to many car club calendars and other classic car owners.  The competition as to who has the car with the “show and shine”,  is only surpassed by our enthusiastic volunteers who endeavour to sell raffle tickets and other merchandise to the attendees.  Because of the support that this event attracts from advertising and sponsorship, Cars of the World has the potential to continue to raise large sums of money for research, provided the weather is fine on the big day.
Over the years, each committee has been stretched to think of ways to raise money,  either through the sale of merchandise or by direct donation.  We have received a number of small bequests, which prompted a committee to produce a Bequest Brochure and circulate this from time to time in case members may be in a position to donate in this way.  As well we have a small group of donors who donate through our  Pre-Authorised Credit Card scheme.  During 2007 the Board was  approached by an organisation which runs a telephone donation program and who were keen to raise money on our behalf.  After considerable investigation, the “Magic Mania” program commenced and so far this has delivered in excess of $40,000 over two years.
During the period 1987 to 1993 The Society was successful in receiving funds from Grants allocated by Community Services Victoria.  These grants were applied for in accordance with the guidelines produced and were acquitted through financial reporting every three months and then annually.  They created a lot of work, but were extremely worthwhile because they enabled the Society to move ahead in leaps and bounds particularly in their ability to service members at that time. The CSV grants facilitated the employment of a Welfare worker, an Executive Secretary and a Youth Worker during this time.  There was also some monies for capital items as well as a contribution to the operating expenses.  Overall we received the total of $232,298.00 during this period and although it was extremely frustrating to lose the funding and the ability to provide these additional programs for members, we must be thankful that we did have the opportunity to have access to the funds at this time and that we had a Council who kept the Society going through hard work and determination.
From time to time, members of the committee have applied for grants to support individual projects or to purchase items of a capital nature.  These applications have met with varying degrees of success, but throughout the years of our operation, we have not spent any of our member’s money, or donations, on the purchase of furniture, computers, printers, photocopiers, or other such items of office equipment.  All such items were either purchased from successful grant applications or through donations made expressly for that purpose.

In 2006/7, Retina Australia (Vic) Inc. was successful in being named as the Victorian Ladies Bowling Association’s charity for the year.  This was a fantastic achievement for a small group of members who lobbied and presented arguments in support of our need and spoke at many VLBA clubs during the year.  The commemoration spoon was produced and either sold, or given to various clubs to sell on our behalf.   The resulting $112,000 collected throughout Victoria was presented to Charles Rogers, our President at that time and representative members of our organisation in August  2007.  
As a community service organisation, we have always tried to keep the needs of our members uppermost in our minds.  Since 1982 we have published a newsletter regularly with included articles about research, human interest stories and news of the organisation.  This newsletter was renamed “the Achiever” in 1988 by Mrs Mary Kelleher, who was our volunteer secretary at that time.  The first taped newsletter was distributed to members who preferred audio format in May 1983.  Currently the newsletter is published four times each year and distributed in print, Audio CD and via both pdf and Text email formats. 

We have always encouraged member participation in seminars, “living with RP” discussion groups, exploring vision loss groups, peer support programs, telelinks , social events and even a self-defence course.  As well as various luncheons and dinners, we have held family picnics and Christmas in the Park with Santa, barbecues, Halls Gap weekends, Romsey camps, coffee and cake morning teas and car racing at Sandown.  A Young People’s group flourished for a time with significant social events as well as participation in various energetic activities such as abseiling, rock climbing and white water rafting.
As mentioned in our constitution, we have been responsible for disseminating information to potential members and to the public about Retinitis Pigmentosa and all inherited retinal diseases. This has taken various forms over the years, including a variety of brochures, fact sheets, audio tapes, videos made by our own members, and during the past few years, information has been posted on our website. 

Our office has moved from Brighton to Ross House in Flinders Lane Melbourne,  via Chadstone, Greensborough, East Melbourne, Hawthorn, and South Caulfield.  We have been on the fourth floor in Ross House since 11 November 1991. 

The Staff employed across the years have included;

Diedre Bills Thompson, Anne Cham , Myra Holmes, Jennifer Campbell,
Twannny Farrugia, Dorothy Hudson, Sandra Kass, Kate Giles, Gerda Davies, Julie-Anne Adams, Mary Maga and Lin Sun.
The Achiever editors have included;  Meredith Bransbury, Leonie Kelleher, Deanne Ferris, Mary Kelleher,  Neil Barrett, Joan McEleavy and Chris Edwards, Mark Sengleman,  Graham Lawry, Kate Giles, Rosemary Boyd, and Rick Clarke.  

The organisation has been the recipient of the following awards;
· The Queen Elizabeth Trust Award  presented by His Excellency the Governor of Victoria Dr Davis McCaughey  on 21 July 1988

· Tattersall’s Award for Enterprise and Achievement – June 1986
· Tattersall’s Award for Enterprise and Achievement – August 1989
Patrons have included:  His Excellency Dr Davis McCaughey, Governor of Victoria,   The Honourable Sir Daryl Dawson Justice of the High Court of Australia,  and His Excellency Rear Admirable Sir Brian  Murray Governor of Victoria
Retina Australia Victoria has always been supportive of the national organisation Retina Australia.  We have donated in excess of $300,000 towards research and contributed to the biennial congresses by hosting these regularly.  In fact, the very first Australian congress was held in Melbourne in October 1985 and the most recent in 2002.  We also 
were responsible for coordinating the 1988 International Congress in Melbourne which was a huge success.  Everyone who attended has talked about this event as being significant in terms of the research studies presented and the opportunities for researchers to discuss their work and share ideas as well as the opportunity of meeting delegates from all over the world.
During the 30 year’s history of the organisation, there have been many outstanding achievements towards improving the quality of life of those affected with inherited retinal disease.   I would like to take this opportunity to thank everyone who has contributed, in any way, to ensure that Retina Australia Vic has remained viable and able to continue to uphold the purpose for which it was formed back in 1979. 
I would now like to call upon two of our Life Members, Carmel Georgalas and Kath Halbish who are going to briefly discuss some anecdotes from their long term association with Retina Australia Vic. 
