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From the President - Leighton Boyd

Welcome to the autumn edition of The Achiever for 2016. This year promises to be a
busy one for board members of Retina Australia Vic as we work with our colleagues
from across Australia to determine the strategic direction of the national organisation
and how that may impact on each state/territory organisation. Our aim is to better
utilise the skills of our workforce, both voluntary and paid, in each state or territory, so
that we can continue to support our members across Australia, provide the most up-to-
date information about inherited retinal diseases and continue to raise money for
research.

Retina International World Congress

You will find information about this event in this edition of The Achiever, but | would like
to take this opportunity to encourage you to register for the Congress being held in
Taipei in July. It is a wonderful opportunity to learn first-hand about research being
conducted world-wide, as well as to meet and mingle with the researchers and to have
discussions with other members who are also affected by retinal disease. Additional
information is also being added regularly to the Congress website: http://riwc2016.0rqg.

I will be attending with Rosemary, as delegates of Retina Australia, so if you would like
to discuss the Congress further, please do not hesitate to phone me on 0417 566 899.

Telelink

A small group of members meets by telephone every second Tuesday between
10.00am and 11.00am to discuss items of mutual interest. We are always looking for
new participants to come along and join in. Please contact me through the office
number, (03) 9650 5088, on Tuesdays or Thursdays, if you are interested in joining the
group and | will explain how the process works.

Workplace Giving

Retina Vic has only recently joined this donor program through “Good2Give” which is a
subsidiary of the Charities Aid Foundation. You will find information about this scheme
in this edition of The Achiever. | would encourage members, their family and friends to
investigate the potential to donate directly from their salary as a means of reducing
individual tax whilst simultaneously benefitting research into inherited retinal disease.

Entertainment Books

The 2016-17 Entertainment Book will be launched in early April and
once again Retina Vic will be a participant in this project. These
voucher books are available in print form, or electronically through a
phone “app”, and can be a great source of savings for dining,
accommodation, tours, entertainment and other food outlets.
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As a result of our sales we have raised in excess of $5,000 during the previous four
years and | would like to express my thanks to all members and friends who have
purchased books in the past. The revenue is extremely helpful in assisting Retina Vic
with our work and | hope that this year we can expand our sales further.

If you are interested in ordering an Entertainment Book online, you can do so now by
visiting www.entbook.com.au/180p232 and following the prompts. Alternatively, phone
Jun in the office on (03) 9650 5088 so that she can process your order. If you order
prior to the launch date of 12 April you will be eligible for the early bird bonus offers as
well as being able to use the book from when you receive it in April until 1 June 2017.

Usher Kids

Emily Shepard and Hollie Feller, the co-founders of UsherKids Australia, have advised
me that the support website for families with children diagnosed with Usher syndrome
in Australia is now LIVE. This website can be found at www.usherkidsaustralia.com.

Usher syndrome is a rare genetic condition characterised by hearing loss or deafness,
the progressive loss of vision and in some cases, vestibular dysfunction, and up until
now there has been no support network in Australia dedicated to children. As parents
of recently diagnosed young children, Emily and Hollie have set up the website as a
resource and contact point for all families of children with Usher syndrome in Australia.
They also hope it will be a valuable tool for clinicians and support services in contact
with children with Usher syndrome nationally.

If you have any comments or feedback, please do not hesitate to get in contact with
Emily or Hollie directly at info@usherkidsaustralia.com.

N\ Wy )Usher

Australian Inherited Retinal Diseases Register and DNA Bank (AIRDR)

The Board of Retina Australia Vic, along with all other state Retina organisations,
believe that it is essential that we continue our support of the AIRDR as this will keep
alive the most viable current pathway to a cure or treatment for family, friends or fellow
Australians with an inherited retinal disease. | would ask that you continue your
generous donations so that this work can be maintained and one day lead to the
provision of a treatment or cure for inherited retinal disease.

During 2015, Retina Australia agreed to continue their support of the AIRDR by
pledging an amount of $110,000 towards the research being undertaken in 2016. This
means that by the end of 2016, the total amount contributed by Retina Australia since
2009 will be over $1.2 million dollars of which Retina Vic has provided over $300,000.
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As a result of these generous donations from members and friends of Retina
organisations across Australia, the work of the AIRDR has been advanced:

e there are in excess of 6700 persons in the register

e DNA from over 5100 Australians who have, or have a family member with, an
inherited retinal disease has been collected

e more than one third of the DNA collected to date has been analysed and the
probable disease-causing variant has been identified in 60% of these analyses.

e analysis of a further 25% is currently underway or committed and when this
analysis of the DNA has been completed, 60% of affected and carrier
participants held in the DNA bank will have been analysed

e disease-causing variants have been found in 102 different genes in the
Australian population, and

e in excess of 280 participants have been provided with detailed genetic analysis
reports regarding their own condition.

Significant progress was made during the past 12 months with regard to identifying
potential candidates for current or anticipated clinical trials which are being conducted
in various laboratories throughout the world. In particular, the AIRDR team identified
two participants who are genetically suitable for an RPE65 gene specific clinical trial
for Leber Congenital Amaurosis, and 18 participants were identified who are
genetically suitable for a CHM gene-specific clinical trial for Choroideremia.

Many participants have also been identified as possible candidates for anticipated
gene-specific trials. These include participants with mutations established in the genes
AIPL1 (Leber Congenital Amaurosis), MYO7A (Usher syndrome), ABCA4 (Stargardt
disease), RPGR (x-linked retinitis pigmentosa), and RS1 (Retinoschisis).

The AIRDR staff continue to work towards having participants accepted into existing
clinical trials in a variety of countries, and towards attracting gene-specific clinical trials
to Australia, in conjunction with the Lions Eye Institute in Perth.

Vale: Leo Rath

| would like to pay tribute to Leo Rath who passed away during February after a short
illness. Leo, with his wife Jeanne (dec), joined Retina Vic in the early 1980’s and gave
willingly of his time to support and help build our organisation. Leo had a wonderful
talent in producing wooden toys and other items which he generously donated for our
cause, and in previous years these became a feature in raffles and auctions. Until his
death, Leo was a member of our Target 300 campaign. Thank you Leo for your
selfless contribution, you will be sorely missed.
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‘When a Stranger Leaves You $125 Million

One morning last year, when Bryan Bashin sat down
to check his email, a peculiarly short note caught his
attention. "A businessman has passed away. | think
you might want to talk to us," it read. Bashin directs
a non-profit in San Francisco called the LightHouse
for the Blind and Visually Impaired, so he gets a lot
of email about donations. But this one felt different. It
came from a group of lawyers handling the estate of
a Seattle businessman who had died, Donald Sirkin.
When Bashin and the LightHouse's Director of
Development, Jennifer Sachs, checked the
LightHouse's donor database, they found no record
of him. Sirkin had never donated to the LightHouse
for the Blind and Visually Impaired before, or used
its services. And yet, in his will, Sirkin had left
almost his entire estate to the LightHouse, with no
explanation.

Ty (e

-’ i
Bryan Bashin

In the end, the gift totalled over $125 million, more than 15 times the LightHouse's
annual budget. Bashin believes it's the largest single gift ever given to a blindness
organization. "It's one of those experiences where time stands still, where you know
that every little bit of what you're experiencing will be engraved in your memory,"
Bashin says. "This is the moment that everything is going to change."

He's 60 years old, tall and almost always smiling. His eyes are cloudy; he walks with a
cane. He gives off the impression of being an entirely functional, confident blind
person. But this Bryan Bashin is a relatively recent incarnation, because for a long
time, Bashin didn't identify as blind at all. "l didn't say the "B" word," Bashin says.
"Instead | used euphemisms if | had to. | used the lingo of the day: 'visual impairment,’
'low vision,' 'visual challenge,' that kind of thing."

Bashin's vision began to falter when he was in his teens, and gradually got worse. By
his 20s, he was legally blind. Today, he says, he sees the world "as if through wax
paper." He can make out some light and color, but not faces or words. Yet through his
20s and most of his 30s, Bashin squeezed by on the little vision he had, relying on
magnifiers and special lamps to read what he could. He memorized the map of his
daily route so as to not get lost. He only went out during daylight, to avoid the
confusion of navigating in complete darkness. Bashin says that a lot of blind
Americans use work-arounds like these.
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"Most never use a cane, or a dog, or Braille or any of the things that are identifiably
blind," he says. "In the blind community we say we're in the closet, and it is just like
being in the closet in the gay community. You try to pass and you try to be somebody
that you're not." But as Bashin's vision declined, these work-arounds became harder
to pull off. They were time-consuming and exhausting. Finally, when Bashin was 38,
with his vision at about 10 percent of normal, he realized he couldn't hide anymore. He
decided to learn to be a blind person in public. A friend took Bashin to a local
blindness agency that Bashin found dishearteningly shabby. Stuffing was coming out
of the chairs. The air conditioners buzzed. The office hadn't been painted in decades.

For Bashin all of this was symbolic. The place lacked dignity. "None of that period
made me feel like | could be a cool blind person and do stuff in the future," Bashin
said. "l felt ashamed. | felt confirmed in my suspicion that blindness would be a
diminishment of my potential." But he did get something out of it. He learned how to
navigate with a cane. He started learning the technologies that make life vastly simpler
for blind people than it was a generation ago: the smart phone, text readers and
pocket recorders. And suddenly, everything got easier. For example, using text-to-
speech was "vastly quicker" than trying to make out giant letters on a screen.

Since then, Bashin has made it his life's mission to help other blind people make the
leap he did. He got a job at the agency with the ripped up couches. And in 2010, he
became the Executive Director of the LightHouse for the Blind and Visually Impaired in
San Francisco. Bashin says that with the right tools and training, blindness can be
reduced to the level of inconvenience. "Don't just hide," Bashin said. "This is not a
tragedy or shame. This is not some kind of deep loss. This is just another side of being
human."

Despite enormous technological gains that have made life vastly easier for blind
people in the last decade, there are still significant obstacles to independence. The
unemployment rate among working-age blind people is 50 percent — ten times the
national average. Job training is expensive, and learning to live independently as a
blind person takes time and resources. It's often easier to get disability checks than to
find and pay for necessary training. To really master walking around using a white
cane, Bashin says, requires 200 to 400 hours of training with somebody who is being
paid to work with you. Learning to use a computer requires that same kind of training.
Through constant fundraising, Bashin's organization has the resources to provide
basic services to their clients.

But what Bashin wants is bigger than that: a change in how blindness is perceived. He
wants to encourage more blind people to come "out of the closet," to embrace and
celebrate blindness as a difference, and get the skills they need to pursue their
ambitions. Now, suddenly, thanks to this mysterious businessman in Seattle, Bashin
and the LightHouse are looking at a different scale of ambition. "When you get right
down to it, the Sirkin bequest is about ... feeling like we can dream and have options
and be proud of who we are," Bashin says.
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LightHouse for the Blind and Visually Impaired is just beginning its strategic planning
process, to decide how to spend the Sirkin money, but Bashin has some ideas. One
major project — which had begun well before the Sirkin grant — is a new
headquarters in San Francisco. The building will have expanded facilities, including a
dormitory where blind people can stay while they receive training in blind tech, cane
navigation, and other necessary skills. There's also the idea of an award for blind
people who do extraordinary things — say, travel around the world independently, or
invent some kind of game-changing tool for blind accessibility.

For now, Bashin wants to understand the man behind the donation: This mysterious
Seattle businessman, Donald Sirkin, left $125 million to an organisation that had never
heard of him, with no explanation — just a few legal sentences in a three-page will.
Last year, to try to reconstruct this man from the dead, Bashin made a trip to Seattle,
where Don Sirkin had lived. He took a tape recorder and interviewed everyone he
could find who had known Sirkin, including Sirkin's ex-girlfriend, a half dozen of his
colleagues and good friends. The interviews reveal a charismatic, idiosyncratic
businessman. Sirkin built a hugely successful insurance company from the ground up.
He was on a caloric-restriction diet that consisted of large quantities of pomegranate
juice and seaweed. He refused to eat in public. His ex-girlfriend Sue Tripp remembers
going on a trip to New York with him. But while Sue went to see the Statue of Liberty,
Sirkin stayed in the hotel and exercised for hours. Don Sirkin commanded attention. If
left too long in a waiting room, he would walk around on his hands to catch the eye of
the receptionist, as change and keys flew out of his pockets. He loved a big gesture,
handing out $100-bills to his staff after closing on a big client.

The interviews also reveal a man estranged from his family. Missing from Bashin's
tapes are Don Sirkin's children. He had two — a daughter and son. Neither of them
wanted to be interviewed. The kids received relatively little from his will: $250,000
apiece, compared to the LightHouse's $125 million. In May, Sirkin's daughter Anna
sued her father's estate. Her complaint says that her father hit her and touched her
sexually. She says this happened dozens of times. If she wins, she could get a small
percentage of what would otherwise go to the LightHouse. Anna Sirkin told us through
her lawyer that she didn't want to talk to us for this story.

As part of the Sirkin bequest, the LightHouse inherited Sirkin's private residence on the
edge of the Puget Sound. Last year Bashin and Jennifer Sachs, the LightHouse's
Director of Development, went to see it. Sachs recalls that the house was in disrepair.
Crows had pecked away at the shingles. The roof was crumbling. And inside, it was
packed with stuff: thousands of books suggesting a vast range of interests; piles of old
papers; paintings; plastic clocks stacked on top of each other. What Bashin wanted, of
course, were clues. And pretty quickly, he found them. "As we wandered through
[Sirkin's] house," Bashin said, "we saw all these gadgets: giant light boxes, magnifiers,
enormous plasma TVs in his kitchen and throughout his house." Bashin recognized
these clues because he'd used them himself, back when he was trying to hide his
blindness. It appeared that Sirkin, too, had lost his sight. He kept it a secret from
almost everyone he knew.
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Instead of getting help, or learning to use a cane, it seems he'd tried to bring his eyes
back with special diets, the pomegranate juice and the caloric restriction. Sirkin's
colleagues said that in his final years, he became more reclusive than ever. He holed
up in his house — in a little room off the side of his kitchen. In that room, Sirkin's heart
gave out on him. His body wasn't discovered for days.

To Bryan Bashin, Sirkin is a black box, a mystery. Estranged from his family, reclusive,
even to those who worked with him. A guy who also made this dramatic, final gesture —
this extravagant gift — to people he had never met. What Bashin found in Sirkin's
home reminded him of his own difficulty in "coming out" as blind. Sirkin couldn't make
the leap Bashin did. Instead, he hid. But he also did something else. He left his entire
inheritance to a group of people who could have helped him, but didn't get the chance.

Source: Amy Standen, 23 November 2015, www.npr.org. This story was produced for KQED's new
podcast The Leap. You can subscribe to the podcast through iTunes or Stitcher.

New Tactile Banknotes

Congratulations to campaigner and Vision
Australia client, Connor McLeod, on jointly
winning the Emerging Leader in Disability
Awareness category of the National Disability
Awards. Vision Australia has lobbied the
Reserve Bank of Australia over many years
to introduce tactile banknotes so that people
who are blind or have low vision can identify
different banknotes.

Vision Australia worked closely with Connor to support his complaint to the Australian
Human Rights Commission and his petition on change.org. With the support of the
blindness and low vision community, Connor’s efforts have been successful, with the
new suite of banknotes being launched in the not-too-distant future.

Good2Give

As mentioned in the President’'s Report, a new avenue is open to make donations to
Retina Vic through the Good2Give workplace giving program. The aim of Good2Give
is to make it easy for businesses and donors to connect with the causes they care
about by growing giving and building low-cost donations through workplaces for
charitable organisations. Through this program, donors can make ongoing donations
direct from their pay to Retina Vic. An advantage of making regular donations in this
way is that tax deduction is received immediately, thereby eliminating the need to
collect and store receipts. It is also easy to start, stop or change your donations at any
time. We have already started receiving donations through the Good2Give program.
Further information can be found at: www.good2give.org.au
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Support for Sporting Chance

Maurice Gleeson has been unflinching in his determination to get vision impaired and
blind people into sport. The Woodend resident, who is president of Blind Sports and
Recreation Victoria, was a finalist in the 2015 National Disability Awards. While he
didn’t win, Mr Gleeson said his real satisfaction came from getting often isolated
people into active life and raising their self-esteem in the process.

“‘People with vision impairment, especially with acquired vision loss, often don’t cope
with it and withdraw, so my purpose is to get sporting organisations open to allowing
vision-impaired people to get involved and take part,” he said. Mr Gleeson, a social
worker who is also blind, began his advocacy in 1977 and pleasingly reports there has
been increased support from a variety of sporting organisations. His disability has not
stopped him taking part in activities such as walking groups, skydiving and scuba
diving.

“You must keep active and have a purpose in life, and vision impaired people are no
different,” he said. Mr Gleeson credits sporting organisations such as Tennis Australia,
Gymnastics Victoria and the Football Federation of Victoria as among the more
progressive when it comes to blind participation, building a pool of volunteers critical to
supporting blind sports. Blind Sports and Recreation Victoria is the only disabled
sporting organisation to be funded by VicHealth and Mr Gleeson said his group could
always work with organisations to come up with practical ways to support vision-
impaired sportspeople.

“Parks Victoria came to us with the idea of putting up signs in braille at their reserves,
but we came back to them with something much more useful,” he said. “Instead of just
signs, train volunteer guides who can lead blind people around reserves and describe
the environment around them — now there are a pool of guides helping at parks
across the state.”

Airport West blind tennis player Christos Cypreous started playing the sport on Friday
evenings at the National Tennis Centre five years ago. Now he hopes to represent
Australia as a World Blind Tennis Federation is taking shape. “We play with a black
ball with a bell in it, and there is a big group of us now in Victoria and it's growing,” Mr
Cypreous said.

Mr Gleeson said from just a handful of sporting

and recreational associations with blind and

vision-impaired members when he joined Blind

: Sports Victoria, there were now about 20

i:j involved. Mr Gleeson was awarded the Medal
(OAM) of the Order of Australia in 2002.

~. : Source: Barry Kennedy, Macedon Ranges Leader,
SE | 1 December 2015.
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Christos Cypreous and Maurice Gleeson
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RESEARCH

Retina International Press Release:

Spark Therapeutics treatment for Form of LCA on course
to become the first gene therapy to be approved in the USA

The initial results from a pivotal late stage clinical trial for a form of inherited retinal
degeneration have been announced and after many years of ground breaking retinal
research from the University of Pennsylvania.

Spark Therapeutics have developed a potential gene therapy for a rare form of
blindness known as Leber Congenital Amaurosis (LCA). This therapy is for a particular
form of LCA known as LCA2, as it is caused by mutations in the RPE65 gene.
Individuals with this condition experience night blindness as one of the earliest
symptoms and this can deteriorate to severe vision impairment. There is currently no
approved therapy LCA. Spark’s therapy, known as SPK-RPEG5, replaces the defective
gene by using viruses to deliver a working copy of the RPE65 gene directly to the
patient’s eye.

In a study of 31 people with LCA2, 21 received the therapy, and 10 people were in the
control group. After treatment, two thirds of individuals in the therapy group were able
to successfully navigate a specially designed mobility course under very low light
conditions indicating a restoration in their vision. There were no serious events during
the trial related to the therapy and it is safe and well tolerated. The trial also showed
that participants who received the treatment also outperformed those in the control
group on two secondary goals: improving light sensitivity of the eye and change in
mobility test score for the first eye treated. The third endpoint, which is the ability to
read further on the standard eye chart didn’t result in a statistically significant result.

Only individuals with this form of LCA will benefit from this therapy as it is replaces the
defective RPE65 gene, responsible for subtype 2 of the disease. ‘Spark will now look
to engage with the US drug regulators, the FDA, in order to file for approval of the
therapy next year.

‘Retina International will report on developments as they arise to ensure our

membership is kept fully informed,” said Christina Fasser, President of Retina
International.

Sp_grk.ﬂ

RAPEUTICS
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Eye treatment may soon be first
gene therapy approved in US

What could become the first gene therapy to win approval in the United States moved
closer to market, when its developer announced that the medicine had succeeded in a
late-stage clinical trial in treating an inherited eye disease that can cause blindness.
The developer, Spark Therapeutics, said the treatment had allowed people with certain
so-called inherited retinal dystrophies to more easily manoeuvre in dimmer light than
they could before. “We saw substantial restoration of vision in patients who were
progressing toward complete blindness,” Dr. Albert M. Maguire, a professor of
ophthalmology at the University of Pennsylvania and a lead researcher in the study,
said in a news release being issued by Spark.

Dr. Katherine High, Spark’s president and chief scientific officer, said this was the first
successful randomised, controlled trial for any gene therapy aimed at an inherited
disease. “I've been working in gene therapy for most of my career,” she said. “It's
been a long time coming, and I'm delighted.” Besides encouraging the once
beleaguered field of gene therapy, the results — if interpreted positively by investors —
could help lift biotechnology stocks, which have been battered recently by concerns
over a backlash against high drug prices.

Still, much remains unknown. Spark did not provide the actual trial data, saying only
that the treatment achieved the main goal of the study as well as two out of three of its
secondary goals. It is also unclear what the FDA will deem sufficient for approval of the
product. Spark’s stock had slumped in the last two months as it changed how it would
measure the results of the trial.

Gene therapy involves putting healthy genes into the body to take the place of mutated
genes that cause disease. There have been hundreds of trials of gene therapy in
humans since 1990, and none have resulted in a medicine winning approval from the
FDA. One gene therapy for an extremely rare disease was approved in Europe in
2012, but there are questions about its effectiveness.

In the last few years, prospects and results have improved, and several new gene
therapy companies have gone public, including Spark. Even so, two gene therapy
companies, Celladon and Avalanche Biotechnologies, had disappointing trial results
recently. Spark’s product, called SPK-RPEB65, is aimed at retinal diseases caused by
mutations in a gene called RPEG5. This gene plays a role in maintaining the health of
the photoreceptors in the eye. Spark estimates there are 3,500 people in the United
States and five major European countries with these conditions though the treatment
would not be expected to help people whose disease had progressed past a certain
point. The 31 patients in the study, ranging in age from 4 to 44, have one type of
Leber Congenital Amaurosis, which causes night blindness and an erosion of
peripheral vision, and can eventually lead to total blindness.
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Twenty-one of the participants were randomly assigned to have a virus carrying the
RPEG65 gene implanted into their eye via a surgical procedure. The 10 others, the
control group, received no treatment.

The main measure of effectiveness was how much light participants needed to
successfully navigate an obstacle course of sorts — following black arrows on a white
tile floor, going up and down steps, and avoiding objects like wastebaskets. There
were seven possible levels of illumination ranging from that of a moonless summer
night to that of a brightly lit office.

One year later, those who had received the treatment improved by an average of two
light levels, meaning they could complete the course in dimmer light than before, High
said. That was better than those in the control group by a statistically significant
amount, though she declined to provide the results for the control group. Two-thirds of
those in the treated group were able to complete the course in the dimmest light, the
level corresponding to a moonless summer night. The company said there were no
serious side effects or immune system reactions in the trial.

“It's very exciting,” said Gordon Gund, chairman of the Foundation Fighting Blindness,
which helped pay for the development of the therapy and some earlier studies of the
therapy. He said that while the condition Spark is treating is rare, “this really provides
us a platform for many other successful gene therapies.” One question is how long
the effect will last. Theoretically, gene therapy could provide a permanent fix. But
some academic groups that tried a similar RPE65 gene therapy reported earlier this
year that the effect wore off after one or more years. Jeffrey D. Marrazzo, chief
executive of Spark, said the effects from earlier, small trials of his company’s therapy
had, so far, generally lasted for several years. Some of those earlier results were
substantial: One boy, who had relied on canes and an aide in the classroom, became
able to play baseball and read the blackboard.

In the new trial, the treatment did not achieve one of the secondary goals — improving
visual acuity, as measured by reading letters on an eye chart, by a statistically
significant amount. Dr. Julia A. Haller, ophthalmologist in chief at the Wills Eye
Hospital in Philadelphia and president of the Retina Society, said that visual acuity was
“not an endpoint that would be expected to improve dramatically” because the therapy
was aimed at night vision and peripheral vision.

Haller, who was an unpaid consultant in the trial, said the presentation of data from the
trial was the “hottest thing” on the program at the Retina Society’s annual meeting in
Paris. “To get to this point, for this to come to fruition, is huge,” she said. The therapy
was originally developed by High and her colleagues at the Children’s Hospital of
Philadelphia. She co-founded Spark in 2013. In a somewhat unusual move, the
hospital invested more than $30 million to help the company get started. The hospital
now owns more than a third of the company, a stake worth close to $400 million.

Source: Andrew Pollack, The New York Times, 4 October 2015.
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Study finds that explaining
blindness is a struggle

A new study shows that explaining their blindness to others is the biggest difficulty
faced by people with Retinitis Pigmentosa (RP), which results in tunnel vision. The
research, carried out by academics at Anglia Ruskin University and published in the
journal PLOS ONE, involved 166 people living with the inherited condition, which is the
most common form of blindness amongst people of working age in the UK.

The researchers asked the participants about how they deal with misunderstandings
because of their visual impairment and how easily they are able to explain to others
what they can and cannot see. These tasks were rated as ‘impossible’ or ‘very difficult’
by 39% of respondents, with a further 27% rating them as ‘moderately difficult’. Dr
Keziah Latham, Reader in the Department of Vision and Hearing Sciences at Anglia
Ruskin University, said “We know a great deal about how visual impairment affects
people carrying out everyday tasks, but less research has been carried out into the
emotional impact.

“And until this study we knew even less about RP, which affects a much younger group
of people than other forms of blindness. We found that the biggest emotional problem
faced by people with RP is communicating their vision loss to others. “This is partly
because explaining blindness is very difficult, but it is also made more difficult if other
people do not have a good understanding of vision loss — perhaps thinking that ‘blind’
means unable to see anything at all, or that only central vision is affected.”

The research was supported by the charity RP Fighting Blindness, which helped with
the recruitment of volunteers. Tina Houlihan, Chief Executive at RP Fighting
Blindness, said “We welcome these findings as the emotional aspects of living with a
condition such as RP are often overlooked.

“We are aware that many members of the public have misconceptions about visual
impairment and do not realise RP does not necessarily equate to full blindness. “We
have heard about the frustration felt by some members of our patient group due to the
lack of knowledge the general public has about such matters.”

Source: http://www.anglia.ac.uk, 12 January 2016.

Dr Keziah Latham
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CATARACT

Patients with RP often develop a type of cataract called subcapsular cataracts. When
this occurs, the lens becomes cloudy and vision is impaired. Eyeglasses may improve
symptoms when cataracts first develop. Later on, surgery may be needed to restore
vision.

A cataract is clouding or opacity of the lens inside the eye. It is useful to learn about
how the eye works in order to understand what a cataract is.

Inside the eye, behind the coloured part (the iris) with a black hole in the middle (the
pupil), is the lens. In a normal eye, this lens is clear. It helps focus light rays on to the
back of the eye (the retina), which sends messages to the brain allowing us to see.
When cataract develops, the lens becomes cloudy and prevents the light rays from
passing through.

What symptoms do cataracts cause?

Cataracts usually form slowly over years causing a gradual blurring of vision, which
eventually is not correctable by glasses. In some people the vision can deteriorate
relatively quickly. Developing cataract can also cause glare, difficulty with night-time
driving and multiple images in one eye which can affect the quality of the vision.

Do cataracts spread from eye to eye?
No. But often they develop in both eyes either at the same time or one after the other
with a gap between.

I didn’t know that | had a cataract until my optometrist told me - is that normal?

At first you might not be aware that cataract is developing and, initially, it may not
cause problems with your vision. In most cases, eyes with a cataract look normal but, if
the cataract is advanced, your pupil may no longer look black and can look cloudy or
white.

| feel that | need to go to the optometrist more often to get new glasses.

You may need to get new prescription glasses more frequently when the cataract is
developing. Eventually, when your cataract worsens, stronger glasses may no longer
improve your sight and you might have difficulty seeing things even with your glasses
on.

What are the hazards of cataract removal, especially for someone with a retinal
degenerative disease?

People with retinal degenerative diseases have increased risk of complications from
cataract removal, because of the fragility of their retinas. Some complications include:
inflammation of different parts of the eye, macular oedema (swelling of central retina),
and more difficult management of an existing epiretinal membrane (scar tissue).
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How does one reduce their risk of complications?

The surgery should be performed by someone expert at removing cataracts, using as
little light as possible and practical. The patient should be treated aggressively for
ocular inflammation before and after surgery.

Ideally, the surgeon should be familiar with retinal degenerative diseases, and the
special considerations that need to be made when performing surgery on these
patients.

All people with retinal degenerative diseases should thoroughly discuss the potential
risks and benefits of cataract removal with their ophthalmologist.

Source: Retina Australia (QLD)- EYE-Q News Autumn 2016
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OPTOMETRISTS URGED TO ALERT PATIENTS TO DANGERS OF EYE RUBBING

Growing evidence indicates that constant and vigorous eye-rubbing can bring on,
or worsen, Keratoconus, which affects around one in every 2,000 people.

Keratoconus blurs vision by thinning the cornea, the transparent front part of the eye.
As the cornea thins, it begins to distort and bulge, and becomes cone-shaped rather
than the usual round shape, leading to vision loss. In its early stages, vision may be
corrected with spectacles although there may be an increased sensitivity to light. As
the condition advances, vision may no longer be adequately corrected due to the high
irregularity of the cornea. Both eyes are usually affected, but may respond in different
ways, and 20 per cent lead to severe visual impairment. As the condition continues to
deteriorate, a corneal graft may be required. According to Clinical Professor Stephanie
Watson from the Save Sight Institute “Eye rubbing is often caused by allergies and this
can become a problematic habit. In chronic eye rubbers, more severe Keratoconus
often corresponds with the dominant hand.” The precise cause of Keratoconus is
unknown. It is thought that genetic factors may contribute, and that eye rubbing can
lead to eye trauma, as well as trigger the release of enzymes, which weaken the
cornea. Researchers from the Save Sight Institute are working to find new and
improved ways to treat the disorder.

Source: mivision - 8 September 2015
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Question Time
With Sarah Ceravolo

Sarah has kindly agreed to volunteer for Question Time. Sarah joined the Board

in 2015, bringing new skills, ideas and enthusiasm to our organisation.

1. What’s your earliest memory?
My earliest memory was at the age
of two. My family moved to Cyprus
for a year. | remember walking to
my kindergarten each morning while
admiring the flowers we passed as
we walked.

2. What’'s your idea of a good
time?

Good friends, good food and nice
weather.

3. What’'s your ideal holiday
destination?

Going to a beautiful beach where the
sun is always shining.

4. Who inspires you?

| am inspired by people who try to
reach their full potential to achieve
things not only for themselves but for
others as well,
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5. What’s the hardest thing
you’ve ever done?

That would have to be a full time
masters of architecture with a
new born baby.

6. What do you like about
Retina Australia (Vic)?

It is made up of a community of
extremely compassionate and
hardworking people from the
board to its members, who want
to make a difference and help
others. It is led by two very
dedicated people who are
continuously trying to create
awareness and raise funds for
research  for the  visually
impaired. The board members all
have a great understanding of
what a person with a retinal
disease experiences each day.

7. If you could change one
thing about the world, what
would it be?

| would like to see peace.

8. What’s the most important
thing you’ve learnt about life?
Life is what you make of it.

Would you like to be featured in
Question Time in an upcoming
edition of The Achiever? Contact
the office to find out how!

ALIA (VIC) INC.



RETINA INTERNATIONAL WORLD CONGRESS
Theme: Foresight - When East Meets West

Taipei International Convention Centre Taiwan
8 —10 July 2016

The 19™ International World Congress is being organised by Retinitis Pigmentosa
Taipei assisted by long-time Retina International member, Retina Hong Kong. The
program is still being developed but will include presentations from world renowned
researchers who are currently undertaking research into all forms of inherited retinal
diseases. Sessions on Traditional Chinese Medicine as it is applied to retinal
degenerative diseases may also be a unique inclusion for the Congress. The official
language of the Congress is English, with translation into Mandarin. Registration is
now open, with early bird prices available until 30 April 2016. Further information and
the online booking form is available at http://riwc2016.0rg.

Retina International Youth Meeting

A Retina International Youth meeting is being organised with the hosts of the Retinal
International Congress in Hong Kong and Taiwan in July 2016. The meeting is open
to young people up to 35 years old. Accommodation will be arranged for the youth
participants at Taiwan University, and it will be possible for the youths to participate in
the scientific program at the Retina International Congress as well as the social
program. Anyone wishing to participate in the planning of the meeting can join the
Facebook group Retina International Youth. Should you have any questions regarding
the youth meeting please contact Caisa Ramshage at caisa@retinanytt.se.

Last Word

from www.videoinspiration.net
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CHANGE OF ADDRESS OR OTHER DETAILS

To advise change of address or name, please enter your new particulars
below. Then mail the whole of this page, which includes your existing

particulars, to:

Retina Australia (Vic) Inc., 247-251 Flinders Lane,
MELBOURNE VIC 3000, Fax to 03 9639 0979 or email to

support@retinavic.org.au

NAME:

TELEPHONE/S: eéééé

NEW EMAIL: é ééeeéé

DISCLAIMER:

procedures, practices or products.

Views expressed in this publication are not necessarily those of Retina Australia (Vic) Inc. Retina
Australia (Vic) Inc accepts no responsibility and disclaims all liability for such views as well as for any
information contained in articles and summaries of research reports, including but not restricted to, the use

of pharmaceuticals or other products, items of equipment or practices. Retina Australia (Vic) Inc strongly
suggests that persons seek advice from their medical practitioners before adopting any changed
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Retina Australia (Vic) Inc.

4th Floor, Ross House

2477 251 Flinders Lane,
Melbourne, VIC 3000
www.retinavic.org.au
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