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I am very pleased to announce that Retina Australia (Vic) Inc received a grant of $5000 from
the Lord Mayor’s Charitable Foundation in their recent project;“20 Days of Giving”. This
grant was awarded in recognition of the work that this organisation does for the community.
We will utilise these additional funds to further support members and to increase community
awareness of inherited retinal diseases and their effect on sufferers of such eye conditions.

Some of you may have seen the Sixty Minutes program on Sunday 5 July, in which a previous
“Big Brother” winner, Reggie Sorensen was counselled for her autosomal recessive Retinitis
Pigmentosa condition. The DNA collection and analysis for Reggie was carried out in Perth by
members of the IRDR & DNA team who are conducting the research study, which many of us
are a part of. If you have not sent off your papers to register for this project, there is still time
to do this. While the program was not entirely accurate and did not give credit to the research
team at Sir Charles Gairdner Hospital or to our national president who spent considerable time
briefing the Sixty Minutes team, Channel 9 provided $6000 for the development of a new chip
to aid in the analysis of DNA. As well, considerable information is now available on the 60
Minutes website which is very popular and a great community resource.

Vision Australia has very generously agreed to auspice up to four three-monthly Telelinks for
our members per year. Participants in the trial Telelink spoke very positively about this
method of meeting people and the opportunity to connect with others who shared the same
experiences. The new Telelinks will be themed around clear objectives of self-help, or topics
which discuss how Inherited Retinal Diseases affect lifestyles. The first theme will be “Seniors”
and we would like up to ten “Seniors” who are interested in joining a Telelink discussion to
contact Lin at the office who will compile a list of potential participants and then notify you the
details of the phone-link.

Diary Dates – Please come and join us at all events if you can

Saturday 3 October – Come and help celebrate this significant occasion.
Annual General Meeting & 30th Anniversary Celebration
A reminder to RSVP by Thursday 24 September

Weekend of 23rd-25th October – Great opportunity to hear latest research news
Retina Australia National Congress in Brisbane – Register by 11 September

Sunday 22 November – No frills Car Cruise and Display at Hastings Foreshore
Cars arrive from 11.30am, display & picnic from 12.30pm. Entry @ Gold coin donation
This event is open to all car enthusiasts, not just owners of classic or exotic cars. to find out more,
and keep up to date with the event visit www.retinavic.org.au and www.carsoftheworld.com.au

Thursday 10 December – If you are lucky you can take home your Raffle Prize
Christmas Luncheon and 30th Anniversary Raffle Draw
Spaghetti Tree Restaurant – 59 Bourke Street Melbourne
RSVP for lunch and return your raffle tickets by Thursday 3 December
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The Retina Australia National Congress is drawing closer. There are only two months
until the Congress is held in Brisbane. This is my last opportunity to remind you about
our Congress through your state’s newsletter. Our planning is well advanced, and we
have distributed the Congress program and registration forms to Retina Australia
members in each state.

The program of speakers (researchers) is wide-ranging, and our opportunity to hear
first-hand from the leaders of the Inherited Retinal Disease Register and DNA Bank is
an opportunity which should not be missed.

I am personally keen to hear from out keynote speaker Professor Elizabeth Racokzy.
She emailed one of our committee members recently and said, “after taking my gene
therapy research targeting AMD to Human trials I am back to focus on Retinitis
Pigmentosa again”. She also spoke about the future, saying, “I am learning new
computational techniques that can assist us to design new methods that might offer
general treatment strategies for RP. It is a very exciting new direction!”

I urge you to register for the Congress very soon. I have forwarded Rose’s and my own
registration and booked our room at Royal on the Park. We were two of the early
registrations, but were not quick enough to be first.

You will have seen on the registration form that we are seeking registrations by
September 11. I hope that you will register by then, but please be assured that we will
accept late registrations after that date.

If you intend to book a room at the hotel, please keep in mind that the special rate
offered to Congress participants will only stand until the last week of August. After that
you may have to pay the full cost for your room.

At the time of writing our Queensland office has received almost 40 registrations. I
predict that we will have more than 150 participants at the Congress. Join in, register
soon, visit Brisbane in spring. I look forward to meeting you there.

Grant Fraser - Chair, Congress Committee
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The following story is somewhat dated, having appeared in the media back in February. However, it
has been included here for the interest of members – Ed.

B l i n d W o m a n M o t o r c y c l i n g
A r o u n d t h e W o r l d

ADVENTURE: Cathy Birchall and her partner Bernard Smith,
who are riding their bike around the world, raising money for the blind.

THE world's first blind woman to motorcycle her way around the globe has
arrived in Perth.

Cathy Birchall, steered by partner Bernard Smith, started her journey on August 1 last
year in Ireland to raise funds and awareness for the blind.

``I met Bernard about three-and-a-half years ago and his lifelong mission has always
been to go around the world on a bike,'' Ms Birchall said.

``I've always been very adventurous and will give anything a go. We thought if we're
going to do it then why not do more with the journey. The main purpose for me was to
raise awareness of visual impairments throughout the different countries and show
people what can be done.''

Riding through countries like Switzerland, Croatia, Bosnia, Kosovo, Turkey, Pakistan
and India, Australia was the eighteenth border crossed.
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``There was a vision impaired ladies group we met in India and they were really
interested in Bernard and myself because over there if you're visually impaired you're
not going to have a partner unfortunately,'' Ms Birchall said.

``One particular lady in her thirties had been married since the age of 17 and she
developed a condition called Retinitis Pigmentosa, which is what I have, and as soon
as that became apparent her husband said she was of no use to him and he divorced
her. So people are seeing Bernard and myself doing something quite extraordinary.
Our motto is anything can be done - no barriers.''

The duo plan to ride more than 40,000 km, having already covered 16,000 kms.

Ms Birchall's ride will raise money for UK's Action for Blind People organisation - where
she works on the helpline - The Royal National Institute of the Blind and Guide Dogs.

Next on the trip calendar is Adelaide and Sydney before flying across to South
America and riding up to the USA and Canada before returning back to work on
August 1.

Source: Beth River, Sunday Times, Perth, 14 February 2009. Picture: Theo Fakos

Blind Patients in Manchester Join

Global Trial of 'Bionic Eye'
Eye surgeons at Manchester Royal Eye Hospital have implanted an intraocular
electronic retinal prosthesis or 'bionic eye' in two Manchester patients who became
blind due to advanced retinitis pigmentosa – an inherited and degenerative disease of
the retina.

The surgery was carried out by Mr Paulo E Stanga, a consultant ophthalmologist and
vitreoretinal surgeon and Reader in Ophthalmology at The University of Manchester
and Manchester Biomedical Research Centre, and his team. It is part of a pioneering
international trial of the artificial retina, which is intended to help some blind people
regain a degree of vision. The Manchester patients are two of only 25 people
worldwide to participate in the trial to date.

Using ArgusTM II technology, developed by Second Sight® Medical Products, Inc.
(Sylmar, CA, USA) the implant aims to restore a basic level of useful vision, in the form
of spots of light and shades of light and dark, to people with very severe retinitis
pigmentosa.
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One of Britain's leading eye experts has developed a technique to reverse the
disabling effects of age-related macular degeneration (AMD), which leaves many older
people unable to read, drive or live independently, and eventually robs them of sight in
one or both eyes.

Professor John Marshall has developed a way of "cleaning" eyes which, due to the
ageing process, have accumulated tiny particles of debris which start to cloud their
sight. His pioneering technique uses a painless "short pulse" laser to solve the
otherwise intractable problem of how to help the eye's waste disposal system do its job
after it has been weakened by age.

Marshall, a senior ophthalmologist at King's College London, said he hopes this
"retinal regeneration therapy" could prevent and reverse the onset of AMD.

Professor John Marshall

The technique works by rejuvenating a thin membrane behind the retina, called
Bruch's membrane. Over time this membrane becomes so "clogged" with the by-
product of cell renewal that vital nutrients can no longer cross from the bloodstream
into the retina and excess material becomes trapped, unable to pass in the other
direction. This leads to the death of retinal cells and, in time, to AMD and eventual
blindness.

Marshall's technique promises to prevent and even reverse the process, allowing the
eye to return to something like its youthful, uncluttered state. In a clinical trial involving
more than 100 diabetics, Marshall found that focusing a laser beam on one part of the



THEACHIEVERPa ge 8 RETINA AUSTRALIA (VIC) INC

retina helps stimulate the release of enzymes, which then set about cleaning up the
waste material. Participants reported this led to a marked improvement in their sight.

Marshall now plans to conduct a wider trial among those suffering the early stages of
AMD. In most cases the "clogging" begins when people reach their mid-40s, but does
not always lead to significant sight loss. Some are more at risk, because of a number
of factors in addition to their age. These include genetics - such as a family history of
AMD. Women are more likely to suffer, and environmental factors can play a part, with
smokers at greater risk.

The treatment can be carried out in just ten to 15 minutes by any ophthalmologist.
While it does not cure sight loss, its creators say it could prevent a generation from
having to put up with declining vision in old age. People with a family history of the
disease could have pre-emptive treatment in their thirties.

AMD is the leading cause of blindness in those aged over 60 in the western world.
Initially it causes blurred or distorted central vision, but worsens over time leaving
sufferers unable to do everyday tasks. About a quarter of all over-60s in the UK suffer
some loss of vision as a result of the condition.

Eye specialists say Marshall's discovery could mark a breakthrough in tackling the
condition. There is currently no effective treatment for "dry" AMD - the less serious
form of the disease. The drugs Lucentis and Avastin are used to treat the more
disabling and aggressive "wet" version, but these usually do little more than stabilise
the condition. Marshall's use of laser technology to restore an ailing eye could
therefore open up a whole new method of treatment.
Conventional lasers have been used previously, but they have damaged the eye's
light-sensitive cells in the process. Marshall said: "The laser I've used is a totally new
soft-pulse laser which doesn't cause any damage to any of the nearby tissues, unlike
conventional lasers. All it does is stimulate the required chemical reaction. And it treats
both 'dry' AMD and the effects of ageing."

Marshall's next clinical trial of the technique on up to 200 people will be with patients
who are already being treated for AMD in one eye. He hopes that it will prove that
treating the patient's other eye will delay the onset of AMD by up to seven years. He
wants to see if the laser prevents the good eye losing its sight. 'If you can delay the
onset by three, four, six, seven or ten years, it's proof of the principle,' he said.

If further trials are successful, it could open many possibilities. "In the short term it
could benefit anybody with a family history or with diagnostic signs that they are at high
risk of AMD," Marshall said. "In the longer term it could be that we all decide to have
our retinas cleaned so that we don't develop these problems later in life."
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Eyesight specialists say Marshall's research could be of huge importance. Tom Pey of
Guide Dogs for the Blind, which funded the work, said: "This is potentially a huge
breakthrough for millions of people across the world."

Medical charities welcomed the breakthrough but warned that it might not be available
to the public for several years. The Macular Disease Society said: 'If this works, then
it's very exciting. However, it will be years before this could be ready for use.'

Sources: Denis Campbell, The Observer, UK, 5 July 2009.
David Derbyshire, Mail Online, UK, 6 July 2009.

REMINDER:

2009/10 Membership fees are now overdue. Thank you to all members who have paid their
membership. We would appreciate prompt payment from all members who have overlooked
this so that we can continue to support all members.


