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CHAIR UPDATE 2021-22HIGHLIGHTS

In 2021-22, it was heartening to see that despite the ongoing challenges 
presented by the pandemic, the tenacity and strength of our community 
prevailed and together we achieved a real win for people receiving 
injection treatment for their macular disease.

Graeme Head AO
Chair of the MDFA Board

I was delighted to join Macular Disease 
Foundation Australia (MDFA) as the new 
Chair of the Board in December 2021. At 
this time, the most immediate concern for our 
community was the recommendation to the 
Government by the Independent Taskforce 
for Ophthalmology to cut the Medicare 
Benefit Scheme rebate for sight-saving eye 
injections by 69%. As you will read in this 
report, economic modelling commissioned by 
MDFA estimated that the proposed cut would 
trigger out-of-pocket costs for wet age-related 
macular degeneration (AMD) patients to 
balloon from the current $1,900 per year 
to $3,900 per year – double if the disease 
impacts both eyes – leading to an additional 
47,000 vulnerable Australians abandoning 
treatment and losing vision due to cost. 

I am glad to report that on the eve of the  
May 2022 Federal Election, coinciding with 
Macula Month, both major political parties 
rejected the proposed rebate cut. The advocacy 
work of MDFA and the strength of community 
voice brought about a positive result. Moving 
forward we will continue to collaborate with  
all major parties and independents to 
ensure the needs of those living with macular 
disease are considered in health, disability, 
and aged-care related policy decisions. 

MDFA would like to thank outgoing CEO 
Dee Hopkins for her dedicated service. 
Dee joined MDFA in January 2018 and 
worked tirelessly to reduce the impact and 
incidence of macular disease in Australia. 
Dee has now returned to her native Ireland 
for a sabbatical before moving on to her 
next challenge. Thank you, Dee, on behalf 
of the entire macular disease community.

We welcome Dr. Kathy Chapman as the new 
CEO. Kathy commenced in the role in July 
2022 and brings to MDFA experience as a 
dynamic and respected senior leader and 
CEO in the for-purpose sector, including public 
health and promoting inclusion for people with 
disabilities. The Board is delighted to have 
attracted someone as talented as Kathy to 
continue our strong tradition of prevention and 
early detection, patient support, advocacy, 
and research, and build upon the outstanding 
work delivered by our staff and volunteers 
every day. I thank my fellow Board Directors 
for the dedication, commitment and strong 
governance they provide to the organisation. 
My particualr thanks to Neil Wykes who 
stepped in as interim Chair for six months 
following the retirement of Robert Kaye who 
chaired the Board with distinction for five years.

Finally, and on a sombre note, we 
acknowledge the passing of Richard Grills,  
a valued Board member, advocate, and  
friend. Richard joined the MDFA board in 
2013 and had a lifelong commitment to  
those with low vision. He will be dearly  
missed by the eye health community, but  
his contribution will have a lasting legacy. 

Voices of the Macular  
Disease Community  
have been heard
The proposal to cut the Medicare 
Rebate for eye injections by 69% 
was 

1.5M  
views of the MDFA and  

Check My Macula website pages

1887  
people have attended online and 

face-to-face education sessions

153,000 
people have completed  

the Check My Macula quiz

1068  
health care professionals 
have completed MDFA 

run CPD courses

748  
healthcare  

professionals have  
attended MDFA webinars

5755  
National  

Helpline calls

23  
submissions to  
Government

$5.1M  
invested in 29 research 

projects since 2011
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This proposal threatened to 
blind an additional 47,000 
Australians each year, which 
is why MDFA has campaigned 
tirelessly against the cut, 
engaging with both sides of 
Parliament urging them to 
reject the recommendation. 

PwC economic modelling 
commissioned by MDFA 
calculated that if the cut was 
made, patients’ average out-
of-pocket costs would balloon 
from $1,900 to $3,900 a 
year – double if you need 
injections in both eyes – and 
that financial burden would 
result in an extra 47,000 
Australians stopping treatment 
and losing their sight. 

Three years after the independent Medicare Benefits Schedule Review 
Taskforce proposed a 69 per cent cut to the Medicare rebate for eye 
injections, both major political parties have now rejected the recommendation 
to cut the Medicare rebate for sight-saving eye injections. 

Your voice has been 
heard in Canberra 

VOICE OF THE COMMUNITY 

47,000 Reasons 
Campaign
The macular disease community 
has followed with interest 
MDFA’s work in advocating 
against a proposed cut to 
the Medicare rebate for eye 
injections. As Australia headed 
to the polling booths in May 
2022 there was no better time 
to amplify this issue so that the 

“And congratulations to 
Macular Disease Foundation 
Australia, who have pushed 
and pushed and come up  

with an absolutely tremendous 
result. The benefit to all  

is just incredible.” 
– Mike

Mike’s story
Mike from Cronulla, aged 77, enjoys working as a building maintenance contractor. 

But when he retires – as he plans to do when he turns 80 – he’s concerned 
he won’t be able to afford the treatment that saves his sight. 

Even though the latest proposed cut to the MBS rebate for eye injections 
has been rejected, the treatment is still expensive for many.

Regular eye injections have maintained Mike’s vision since he was diagnosed 
with neovascular age-related macular degeneration (wet AMD) two years ago. 

Without them, Mike’s eye doctor told him he would be blind by now. And 
if he could no longer afford treatment, that’s the fate he’s staring at. 

“I am so relieved the proposed cuts to the Medicare rebate have not gone ahead and  
I’m so pleased for all those other 47,000 that had the potential to be in real trouble.” 

“Thank you to both the Government and the Opposition for agreeing to save the 
rebate. That is a good decision, whichever way you want to look at it,” Mike says. 

In addition, our 2020 MDFA 
patient survey revealed 29 per 
cent of respondents receiving 
eye injections considered 
delaying or stopping treatment 
due to cost, while 35 per 
cent cut down on expenses 
like food, medicine and even 
mortgage payments to afford 
these sight-saving injections. 

In the lead-up to May’s 
Federal Election, both the 
Labor Party and the Coalition 
confirmed they would reject 
the proposed cut, regardless 
of the Election result. This 
decision was a major victory 
for the thousands of macular 
disease patients who rely on 
this life-changing treatment 
to maintain their vision. 

47th Parliament could address 
these challenges. 

We invited you and your 
family to work with us and 
get behind our proposed 
campaign on this important 
issue – and you did. Your 
stories and your voice assisted 
in both major parties rejecting 
the proposed cut to the MBS 
for sight-saving eye injections. 

23 submissions of 
which 12 submissions 
were joint advocacy 
collaborations with 
other organisations.

63 representations 
including 42 letters to 
the new Government 
Ministers and Assistant 
Ministers following 
the Federal Election.

HIGHLIGHTS

New Health Minister the 
Hon Mark Butler rejected 
a recommendation to cut  
the Medicare rebate  
for eye injections. 
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Rebate cut rejection: 
What it meant to you 
When the proposed MBS cut was taken off the table, we were delighted to hear 
how much our successful campaign meant to the macular disease community. 

Marlene from Perth said:
“Well done MDFA. This 

will certainly make a huge 
difference to my life.” 

VOICE OF THE COMMUNITY 

Anne from Canberra said: 
“It’s wonderful. It’s a relief. 
It would have been quite a 
worry if the rebate got cut. 

Thank you all for the hard work 
you’ve done in petitioning 
Members of Parliament.” 

Kerrie from Hobart: 
“I don’t know what I would have 
done had there been an increase 

in costs. I know my children 
would have helped me, but I 
don’t want to burden them.” 

Jan from the Surf Coast:
“You don’t always want to talk 

about money, but you have 
to raise it. Even my twin sister 

offered to pay for my injections 
if things got too much. I bet there 

will be thousands of families 
relieved with this outcome.” 

Ray’s story
When Ray began receiving eye injections for  
age-related macular degeneration (AMD) in  
2008, he reached out to MDFA for support. 
Understanding risk and taking action
Ray, now 90, spent the last 23 years of his working life at a company of optometrists  
and opticians – so he knew how important it was to keep an eye on any changes to his 
vision. Ray kept an Amsler grid on his fridge, and as soon as he noticed the lines appear 
wavy, he contacted an optometrist friend, who diagnosed the early signs of AMD.

“Then one morning I was having breakfast with my late wife and said to her that the 
clothesline wire had a break in it. I knew that it didn’t, but that was what I was observing, 
and immediately knew that the eye problem was suddenly getting worse.” 

That day, Ray made an appointment to see his optometrist who referred him to an 
ophthalmologist - and injections started immediately. 

“I joined up with MDFA and was very grateful to receive a good deal of very  
helpful booklets and, of course, the regular community newsletter Vision Voice.” 

Supporting patients to live optimally
Ray contacted MDFA to find out everything he needed to know. He received  
publications, including the Vision Voice newsletter, and attended education sessions  
to learn more about his diagnosis. 

“I have attended many MDFA seminars and learned a lot about the disease and  
the very important dietary suggestions. My wife and I went on the recommended  
diet of deep-sea fish and the bright coloured vegetables. I am firmly of the belief  
that these suggestions helped me enormously.” 

Many of you also told 
us how much this victory 
means to your families. 

PREVENTION AND EARLY DETECTION 

HIGHLIGHTS

153,000 
have completed 
the Check My 
Macula quiz 

1.5 MILLION 
views of the MDFA and  

Check My Macula 
website pages

10,000 
Facebook 
followers

135,000 
Vision Voice 

newsletters dispatched 
to our community 

Vision VoiceThank you to everyone who 
was brave and passionate 
and shared your stories 

with us. We couldn’t have 
successfully campaigned 

against the cut without you. 

Joy from the  
Gold Coast said:

“I’m ecstatic. I’m pleased  
for myself, but I’m so  
pleased for those who  

might have been absolutely 
scraping to get this treatment. 

Their sight is no longer 
jeopardised, and they  

can now continue getting  
this treatment.  

I’m absolutely thrilled.” 

Joe from Canberra said:
“It’s good news for people 
on a pension. MDFA has 

done a great job.” 

Matthew from  
Victoria said:

“I was quite concerned and 
a little stressed out by the 
proposed rebate cut. I just 
wouldn’t have been able to 
afford it. My son even said 
he would’ve helped me pay 
for the injections, but I didn’t 

feel that would be fair.” 
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PREVENTION AND EARLY DETECTION 

MDFA launched Check My 
Macula in October 2020 to 
help over-50s understand their 
risk of age-related macular 
degeneration and diabetic 
eye disease. Now, more than 
150,000 people have answered 
the quiz’s five easy questions 
to reveal their individual risk 
factors and receive eye-health 
advice tailored to them. 

Plus, over 8,000 people have 
ordered an Amsler grid – an 
easy-to-use tool to monitor 
your vision at home – and 
17,000 publications have  
been downloaded. 

Check My Macula  
goes global 
Check My Macula has been 
so successful at educating 

These two free courses 
are funded by the Federal 
Government under the 
National Strategic Action 
Plan for Macular Disease. 

One important part of the 
Action Plan is improving 
health professionals’ 
knowledge of macular 
disease through education 
– and that’s why we’ve 
developed these courses 
with some of Australia’s 
leading eye-health experts. 

Check My Macula hits 
milestone numbers

More eye health education 
for healthcare professionals 

Check My Macula hit another major milestone when the 150,000th member  
of our community completed the quiz. 

Australia’s over-50s about 
their risk of macular disease 
that MDFA has shared 
the quiz with our partner 
organisations in the United 
Kingdom and the Netherlands. 

“We are so grateful for 
the generous support from 
Macular Disease Foundation 
Australia for helping us bring 
the Risk Checker to the UK, 
both raising awareness of 
macular disease and the 
assistance we can give to 
people affected by it,” said 
Cathy Yelf, Chief Executive of 
the Macular Society in the UK. 

Share the Check My Macula 
quiz with your loved ones 
today. Simply visit  
www.CheckMyMacula.com.au 

MDFA launches new Eye 
Health video series 
To help Australians better 
understand macular disease, 
MDFA launched a new series 
of short-bite educational videos 
answering answer some of the 
most common questions people 
ask about their eye health. 

Our new Eye Health video 
series includes 35 bite-
sized videos, only one or 
two minutes long, sharing 
important health advice in a 
simple, easy-to-understand 
way. The series aims to 
improve your understanding 
of various macular conditions, 
possible treatments, plus 
lifestyle changes you can make 
to protect your sight, and tips 
to live well with vision loss. 

You can watch the Eye 
Health video series today on 
YouTube (www.YouTube.com/
MDFoundationAus),  
MDFA’s website  
(www.mdfoundation.com.au), 
or by scanning this QR code. 

Following the ongoing success of the optometrist and orthoptist continuing 
professional development programs launched last year, general practitioners 
(GPs) and pharmacists can now access educational courses on age-related 
macular degeneration and diabetic eye disease, which MDFA has designed  
to provide better care to people at risk of, and living with, macular disease.

Your GP or pharmacist is often 
the first person you speak to 
when you notice symptoms of 
AMD or diabetic eye disease, 
so it’s important they know 
how to handle your care. 

These new courses are built 
to improve the way GPs, 
optometrists, and pharmacists 
communicate with you about 
macular disease, managing 
your diagnosis, and things 
you can do to reduce your 
risk of losing vision. 

Delivering education  
via your GP
MDFA has partnered with 
health technology company, 
Healthily, to distribute 
education directly to people 
living with diabetes on 
the importance of routine 
eye examinations.

With up to 50% of people  
living with diabetes not  
having routine eye 
examinations, there is an 
increased risk of preventable 
vision loss from diabetic  
eye disease.

Many GP practices in 
Australia already use 
software developed by 
Healthily to distribute 
relevant digital education 
to their patients.
MDFA has developed 
a simple tool kit on 
understanding diabetic eye 
disease for people who 
are identified by their GP 
as living with diabetes.
The patient receives an 
SMS from their GP with a 
link to access a short video 
on diabetic eye disease, as 
well as directions on how 
to order a free information 
kit. The campaign has 
had great success so far, 
reaching over 13,000 
patients across the country.
At the conclusion of the 
campaign, medical practices 
will be offered access to free 
online training for GPs on 
diabetic eye disease, newly 
developed by MDFA, so that 
they can support their patients 
with any follow-up questions, 
as well as gain continuing 
professional development.
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Throughout the year,  
the project rolled out in  
Port Lincoln, Port Augusta, 
Peterborough, Port Pirie, Berri, 
Murray Bridge, Victor Harbor 
and Mount Gambier – and 
delivered a total of 12 sessions 
supporting 144 attendees. 

The program covered types of 
diabetic eye disease and how 
to reduce the risk of vision loss. 
The program was modified to 
train Aboriginal health workers 
and other clinicians working 
in regional Aboriginal health 
clinics to help community 
members with their eyesight.

MDFA also teamed up with 
the Brien Holden Foundation 
to increase access to eye care 
for Indigenous communities 
and address the inequities 
in Aboriginal and Torres 

Strait Islander eye health. 

The Brien Holden Foundation 
has delivered hundreds of 
retinal cameras and slit lamps 
to clinics across Australia 
to empower practitioners to 
screen for diabetic eye disease, 
which is more prevalent in 
Indigenous communities. 

The partnership provided 
Aboriginal health workers 
with training and extra 
resources to help them better 
care for their patients. 

This continuing professional 
development program 
has been developed in 
collaboration with Brien 
Holden Foundation to meet 
specific eye health needs  
of First Nations people  
and their healthcare workers.

Supporting Indigenous 
Eye Health
MDFA collaborated with Sight For All to develop a new education program, 
raising awareness of diabetic eye disease. This free education program was 
delivered to rural and regional communities in South Australia and New South 
Wales that have higher rates of diabetes. 

“It was great. Easy to listen to and understand” 
– Pika Wiya Health Service clinician

PREVENTION AND EARLY DETECTION 

HIGHLIGHTS

1068 healthcare 
professionals have 
completed diabetic eye 
disease and age-related 
macular degeneration MDFA 
courses for continuing 
professional development.

709 optometrists 
have completed the AMD 
and diabetic eye disease 
Optometry online courses. 

289 pharmacists 
have completed the 
AMD and diabetic eye 
disease online courses.

748 healthcare 
professionals attended  
six healthcare professional 
webinars, including 
MDFA’s first GP and 
Pharmacy webinar. 

14,197 Macular 
Matters newsletters  
were sent out to  
healthcare professionals.

MDFA and leading optometry provider 
Specsavers are working together on a new 
partnership to support patients receiving 
eye injections for neovascular age-related 
macular degeneration (wet AMD). 

SUPPORTS AND SERVICES 

MDFA partners with 
Specsavers to support 
the community

‘My Eyes’ is a pilot program 
designed to test how we 
can help people living with 
wet AMD continue their 
sight-saving treatment and 
maintain their vision. 
After Specsavers refers a 
patient to MDFA, we provide 
information, tailored resources, 
and guidance to help each 
person with their diagnosis. 

This program, which is being 
piloted across 16 Specsavers’ 
stores, aims to improve 
treatment adherence by  
giving people with AMD 
the support they need to 
attend their first eye injection 
appointment with their 
ophthalmologist, and then 
persist with ongoing treatment.

Feedback ratings

100% of attendees 
found our education 
sessions relevant and would 
recommend these sessions 
to family or friends. 

100% of attendees 
agreed they can now identify 
their AMD risk factors.

Webinars

331 people  
attended 11 webinars

National Helpline

5755 inbound 
and outbound calls to 
the National Helpline

Face to face/online  
education sessions

1887 people 
attended 89 sessions

HIGHLIGHTS
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Eye Connect 
in Sydney

Our Sydney peer support group came together 
for the first time in May 2022, with 11 people 
gathering to share their experience of living with 
age-related macular degeneration. 

This Eye Connect group 
– the new name for our face-
to-face peer support groups 
– gathered in Chatswood in 
Sydney’s northern suburbs. 

All the attendees had the 
opportunity to share their 
stories and listen to the 
experiences of others. 

Our volunteer facilitator, 
Grace, did a great job of 
giving everyone the chance 
to speak whilst making sure 
the group stayed on track. 

“I learned at the first session 
that people are eager for 
information on how to best 
support themselves to live 
as well as they can with the 
condition, from looking at diet 
and nutrition to technological 

supports,” Grace said. 

Grace worked professionally 
as a facilitator for about 
10 years, but says “it 
is extra special to be 
facilitating a group where 
the intention is to support 
each other’s wellbeing”. 

Sessions aim to be informative, 
inclusive, and the meeting 
agendas are largely set by 
the attendees and tailored to 
the wishes of participants.

Peer Support 
Programs
Living with macular 
disease can be isolating. 
While many seek support 
from an eye health 
professional, we have 
found that sharing lived 
experiences with people 
who understand what 
you’re going through can 
be more comforting. 

This is why MDFA has 
expanded its Peer 
Support Programs from 
a phone-based one to 
one support to online 
support groups via 
zoom meetings, as well 
as facilitated group 
sessions in Sydney, 
Melbourne, and Perth. 

SUPPORTS AND SERVICES 

Val’s story
When Val was first diagnosed with wet AMD, she didn’t know what to do next.  
Val knew very little about her condition, and she didn’t know anyone else who had it. 

When Val reached out to MDFA, one of our Health Promotion Officers explained her 
diagnosis and gave her practical advice for optimising her quality of life. Val was so grateful 
to MDFA that she wanted to give back and decided to become a volunteer. 

Val became interested in providing support over the phone to members of the macular 
disease community who wanted to talk to someone who was in the same situation.  
Now, Val provides regular calls to ten different people – each at different stages of their  
eye health journey – as part of MDFA’s Peer to Peer telephone support program. 

Llevelyse is one of the people Val calls. She says the peer-to-peer program helped her 
overcome the shock of her macular disease diagnosis. 

“I really needed support – because I was floundering. The people in this program are 
dealing with similar issues. We’re able to talk about how things are going for us and also 
share helpful tips that might help each other.”

“You’re supporting 
people who are in 
a similar position to 
yourself – and to 

me, that’s sometimes 
supporting you as well” 

– Val
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New stem cell models  
for dry AMD
A year-long collaboration between some of Australia’s leading 
experts in stem cell biology, ophthalmology, and computational 
biology has produced a genetic roadmap for age-related 
macular degeneration (AMD) that could be a gamechanger 
for the discovery of novel treatments.

And it would not have been possible without the generous 
support of our macular disease community. 

Professor Alice Pébay from the University of Melbourne,  
said without the funding from MDFA’s Research Grants 
Program in 2018, the cross-disciplinary project would  
never have got off the ground. 

Our early MDFA funding led to further research grants 
including from the Ophthalmic Research Institute of Australia, 
the National Health and Medical Research Council and the 
Medical Research Future Fund. 

A model for therapy development
The study was recently published in the prestigious international 
Nature Communications* journal.

The researchers used patient skin samples to generate  
a special type of stem cells, called induced pluripotent  
stem cells (iPSCs), and guided those to become cells  
of the retina that are affected in AMD. 

“We still have a limited understanding about AMD 
progression, partly because of the lack of reliable  
models allowing us to study the disease. 

As explained by Professor Pébay, “without the  
MDFA funding, we could not have started the work.  
Without the funding, this research would  
not have eventuated. “

Image above: Retinal pigment epithelium cells obtained from patient derived induced pluripotent 
stem cells. These cells are visualised by immunostaining of markers of their membranes (in pink), 
nucleus (teal) and some of their proteins (yellow). Retinal pigment epithelium cells degenerate in 
AMD and were the cells studied in this research. Credit: Ms Jenna Hall, PhD Student with Professor 
Alice Pébay at the University of Melbourne.

* Senabouth, A., Daniszewski, M., Lidgerwood, G.E. et al. Transcriptomic and proteomic retinal pigment epithelium signatures  
of age-related macular degeneration. Nat Commun 13, 4233 (2022). https://doi.org/10.1038/s41467-022-31707-4

RESEARCH

The CaPPRe study1 provided 
insights into the experiences 
of people with neovascular 
(wet) age-related macular 
degeneration (AMD), their 
perceptions about current 
and future treatments for 
this condition, and how 
treatment preferences are 
guided by various treatment 
characteristics. The outcomes 
will be used to optimise future 
treatments and services to best 

address the concerns  
of patients.

The MOSAIC study2 set 
out to better understand 
how geographic atrophy 
(advanced dry AMD) impacts 
the lives of people with the 
disease and those who help 
and care for them. Conducted 
in two phases, the study first 
identified the most important 
issues then sought to quantify 
the scale of the problem. 

Recruitment is now complete, 
and we look forward to seeing 
the results in due course.

MDFA would like to thank 
our community members who 
willingly offered their time and 
insights in these studies which 
we expect to benefit others  
in the future.

1 Sponsored by Roche Pharmaceuticals 
Australia

2 Sponsored by Apellis Pharmaceuticals, Inc

MDFA Community  
Supports Research Projects
During 2021- 2022, MDFA collaborated with external partners to support 
them to undertake research to better understand the perspectives and 
perceptions of our macular disease community. This research is anticipated 
to bring improvements to current and future treatment and care.

16 17



Preparations have already begun to solicit applications for funding commencing in 2023.

Commenced in 2019
Dr Audra Shadforth, 
Griffith University

Investigating the potential for scarless wound  
healing in age-related macular degeneration.

3 years

Prof Alex Brown, 
South Australia Health and 
Medical Research Institute

Defining the risk and epidemiology of Aboriginal 
Australian macular disease: the DREAM project.

3 years

Dr Zhichao Wu, 
Centre for Eye Research Australia

Novel prognostic imaging biomarkers for improved 
risk stratification in the early stages of age-related 
macular degeneration.

3 years

Commenced in 2021
A/Prof Matthew Simunovic,  
Save Sight Institute,  
University of Sydney

Optogenetic restoration of vision in macular 
degeneration with high-sensitivity Type I and  
Type II opsins.

3 years

A/Prof Chi Luu, 
Centre for Eye Research Australia

Relationships between choriocapillaris endothelial 
function, photoreceptor health and AMD phenotypes.

2 years

Prof Justine Smith, 
Flinders University 

Targeting inflammatory cytokines in macular oedema. 2 years

Dr Sheela Kumaran, 
University of New South Wales

Measuring the breadth and the depth of the  
quality-of-life impacts caused by age-related  
macular degeneration.

1 year

Ms Diana Tang, 
Macquarie University

The development, implementation and evaluation  
of an online Movement, Interaction and Nutrition for 
Greater Lifestyles in the Elderly (MINGLE) program  
for people with age-related macular degeneration.

1 year

Dr Yvette Wooff, 
Australian National University

Treat yourself! The use of therapeutically-loaded 
extracellular vesicles as a novel gene therapy for  
the treatment of age-related macular degeneration.

1 year

Grant Family Fund recipients
Dr Anai Gonzales-Cordero, 
Children’s Medical Research 
Institute, Sydney

Creating a macula in retinal organoids. 1 year

Dr Ting Zhang, 
Save Sight Institute,  
University of Sydney

Activating endogenous phosphoglycerate 
dehydrogenase (PHGDH) to treat age-related  
macular degeneration with the help of a Müller  
cell-specific lipid nanocarrier.

1 year

Talent
For those who receive the audio version of our 
Vision Voice newsletter, the familiar voice in the 
recordings is our volunteer, Karen Russell, who 
was diagnosed with AMD at the early age of 48. 

“I hadn’t even turned 50 and I was being 
diagnosed with a disease associated with the 
elderly. I felt it was something I shouldn’t have 
been diagnosed with for another 25 years,” 
she said.

Karen says her own diagnosis eight years ago, 
shortly after her mother’s, was completely 
unexpected. She had no idea of the strong 
hereditary nature of the disease and was not 
yet in the higher risk 50+ age group.

Karen’s vision is still good, and she is still able 
to drive, read, and paint. Keep an ear out for 
Karen’s voice next time you listen to the Vision 
Voice recordings. 

Consumer  
Reference Group
Robert and Gillian are passionate members of 
MDFA’s Consumer Reference Group. Robert is 
legally blind from AMD, and Gillian is his wife 
and carer. Over the past year, the Group was 
consulted on our Federal Election campaign, 
the development of a hospital factsheet for 
low vision patients, and the accessibility of a 
website featuring information on dry AMD. 
Robert and Gillian initiated the development 
of the hospital fact sheet based on their own 
experience navigating the hospital system. 
“Hospital staff need the knowledge to 
better support low vision patients. With the 
Consumer Reference Group being driven by 
people with lived experience, the materials 
being developed are drawn from the patient 
experience, empowering patients to self-
advocate for appropriate hospital care, as 
well as educating hospital staff.”

Skilled Volunteering
Dale has been working as a skilled volunteer 
with MDFA for two months. With a career in 
university administration, Dale has been able  
to transfer her skills to assist MDFA in managing 
data input. Dale has been living with the dry 
form of AMD for seven years. She’s volunteered 
her time to the Deaf and Blind Society and has 
now joined the MDFA family. 

“While I haven’t experienced any vision loss 
from my AMD, I like to learn as much as I can 
about my diagnosis. Volunteering allows me  
to listen, learn, and feel connected”. 

National Volunteer 
Week
During National Volunteer Week, we celebrated 
our volunteers’ years of service. Our volunteers 
boast a range of service years. Some like 
Amelia, have been with MDFA for one year, 
while others, such as Clare joined 16 years ago. 
Our volunteers have provided their services 
for a collective 107 years. We celebrated their 
invaluable work with a presentation of years  
of service awards and a morning tea. 

“It is lovely that us volunteers are being 
recognised for our contributions to MDFA,” 
Clare said. 

MDFA Research Grants
RESEARCH MDFA VOLUNTEERS

MDFA continues to fund three research grants that commenced in 2019 and eight projects initiated in 
2021. To date, MDFA has committed $5.1 million since our Research Grants Program began in 2011.

What have our volunteers been up to over the past year? 
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GOVERNANCE 

MDFA welcomed Graeme Head AO as Chair of the Board in December 2021.

MDFA and the broader eye health community was saddened by the passing of Mr. Richard Grills, 
a valued Board member, advocate, and friend. Richard joined the MDFA Board in 2013 and has 
had a lifelong commitment to those with low vision.  

Richard was the previous Managing Director of Designs For Vision, a company which supplies 
ophthalmic and optometric products throughout Australasia. Prior to founding Designs For Vision 
in 1978, Richard was a clinical and dispensing optician specialising in visual handicap, and 
conducted low vision clinics throughout NSW at hospitals and ophthalmic practices. 

Since 1974, Richard had been a lecturer in ophthalmic optics at Sydney University (Masters in 
Vision Science) and also taught at UTS (Orthoptics) and Notre Dame University (Ophthalmic 
nurses). Richard was a longstanding Director of the Optical Distributors & Manufacturers 
Association (ODMA) and the Genetic Eye Foundation, and a member of the visiting advisory 
board at both UNSW Optometry School and UTS Orthoptic School.

MDFA wishes to take this opportunity to recognise Richard’s many years of service to our 
organisation and to those we represent. 

New Chair Appointed Board Directors

Graeme is a Partner with EY Port Jackson 
Partners in Sydney and has had a lengthy 
and distinguished career in public policy and 
administration in both the Commonwealth and 
New South Wales public sectors. 

Over the past 26 years, Graeme has held CEO 
and Senior Executive positions at Government 
agencies including Commissioner of the 
NDIS Quality and Safeguards Commission, 
Commissioner of the NSW Public Service 
Commission, Director General of the NSW 
Department of Commerce, and Chief Executive 
of the Sydney Catchment Authority. 

Graeme has deep experience in policy 
development, regulation and program 
management and has worked predominantly 
across three areas of the public sector: health 
and human services; environment and natural 
resource management; and central government. 

Graeme began his professional life as a nurse 
in the late 1970s and moved from nursing to 
health education and promotion in the mid-
1980s, when he was involved in leading some 
of the early HIV prevention initiatives. 
“I am deeply passionate about improving 
the health outcomes for Australians, 
both systemically by working closely and 
collaboratively with Government, and by 
assisting MDFA through good governance to 
be a powerful voice for the macular disease 
community,” Graeme says. 
“I have seen how this combination of influence 
can make changes to better the lives of many 
vulnerable people.” 
Graeme is a Fellow of the Institute of Public 
Administration of Australia and was made an 
Officer in the Order of Australia in the Australia 
Day honours in 2019.

Mr Neil Wykes  
OAM BCom FCA AGIA ACIS 

Interim Chair (until  
December 2021)  

Mr Richard Grills  
(2013 – 2022) 

Ms Lisa Lusthaus 
BSc App. Psych (Hons) 

Mr Graeme Head  
AO FIPAA 

Chair (commenced 
December 2021) 

Mr Peter Abrahamson 
BAppSc, Dip. Business, FAICD 

New (commenced 
December 2021)

Ms Imelda Lynch  
RN BN MHSN GAICD 

A/Professor Alex Hunyor 
MBBS (Hons), FRANZCO 

Brigadier John Fenwick 
BA MBA GAICD AFAIM 

(Retired December 2021)  

Thank you and farewell Thank you and vale 

Vale Richard Grills
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COMMITTEES FINANCIALS

Professor Paul Mitchell 
AO MBBS MD PhD  
FRANZCO FRACS 
FRCOphth FAFPHM 

National Research Advisor 

MDFA committees play a key role in advising management and 
championing our purpose to reduce the incidence and impact of macular 
disease. We are fortunate to have Australia’s eminent research and retinal 
specialists and other professionals to inform our work. 

Medical Committee 
A/Prof Alex Hunyor (Chair) 

Dr Amanda Greaves 

Dr David Hilford 

A/Prof Anthony Kwan 

Dr Tharmalingam 
Mahendrarajah 

Prof Paul Mitchell AO 

Dr Grant Raymond 

A/Prof Peter van Wijngaarden 

Dr Xia Ni Wu

Thank you and farewell
Dr Alex Harper

A/Prof Wilson Heriot 

Research Committee 
A/Prof Anthony Kwan (Chair) 

Ms Imelda Lynch 

A/Prof Peter van Wijngaarden 

A/Prof Fred Chen 

A/Prof Samantha Fraser-Bell 

Audit and Risk Committee 
Mr Neil Wykes OAM (Chair) 

New: Mr Graeme Head

Mr Ashley Chapman 

New: Mr Peter Abrahamson

Retired: Mr John Fenwick 

Government Grants  
$1,566K  

General Donations & Bequests 
$1,424K   

Research Donations & Bequests 
$642K   

Sponsorship  
$390K

Other  
$173K   

Investment Gains/Losses*  
- $303K   
  

Total 
$3,892K 

Revenue

Research Activities  
$179K

Research Grants  
$746K

Advocacy  
$213K

Fundraising Activities 
$415K

Services & Community Support  
$644K

Community Education  
$743K

Operational Costs  
$924K

Prevention, Early Detection & Awareness 
$883K 
  

Total 
$4,747K 

Expenses 
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* Revenue includes a net investment loss of -$302K of which unrealised losses on investment were -$653K.
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OUR SUPPORTERS 

Together we are working to reduce the incidence and impact of macular 
disease in Australia. Thank you enormously for your trust and support. 

Individuals

Mrs Carol Dumbrell

Mrs Lorraine Duthie

Mrs Dinie Gaemers

Mr Ebrahim Gutta

Mr & Mrs Lyndsay 
and Gail Edmonds

Ms Natasha Lee

Ms Imelda Lynch

Mrs Joyce McLean

Miss Elizabeth Olsson

Mr & Mrs Graeme & 
Lesley Parker-Reynolds

Ms Marlene Phillips

Mr John Rose

Mr Gregory Sachs

Mr Brian Schafer

Ms Linda Sen Gupta

Mr Lawrie Turnbull

Mrs Sally White

Mr Richard Williams

Mrs Amy Young

Estates 

The Hughes Family Trust Fund

The Estate of the Late 
Elizabeth Foster

The Estate of the 
Late Faye Grant

The Estate of the Late 
Joy Elizabeth Gray

The Estate of the Late 
Judy Nielson

The Estate of the Late 
Josephine Simileus

The Estate of the Late 
Wilfred Tuck

The Estate of the Late 
Kenneth White

Trusts and Foundations 

The McBriarty Family

The Mills Family Foundation

The Community Impact 
Foundation

Paskeville Foundation

Perpetual Foundation

Queensland Community 
Foundation

The AHEPA Medical 
Foundation

Organisations

Club Forster

Club Rivers

Hornsby RSL Club

Magpies Waitara

Ramsgate RSL Memorial Club

Midwest Opthalmology 
Orange

Visionary Partners 

Mr Lindsay Allan

Mrs Robin Allardice

Mrs Mary Margaret Allen

Mr Ernest Athfield

Mr Kevin Baldwin

Mrs Janina Bourke

Mrs Meryl Bowman

Ms Paddy Carter

Mrs Patricia Chisholm

Mr Alex Cleave

Mrs Faith Davidson

Mr Lloyd Davis

Mr Victor Dobija

Miss Lorraine Edwards

Ms Lynette Elliott

Mrs Janet Fenwick

Mr Ian Ferguson

Ms Elisabeth Fisher

Mr Neville Gallard

Mrs Jan Gapes

Mr David Hamilton

Mrs Margaret Hamilton

Mrs Anne-Marie Harman

Mrs Diane Hobden

Mrs Valery Holmes

Dr Edith Horvath

Mrs Stephanie Joss

Ms Anne Keehan

Mrs Patricia Lowe

Dr John Mayo

Mr Peter McDonald

Ms Bev Morris

Mrs Christine Paris

Mrs Maria Rosol

Mr Gregory Sachs

Mr Brian Schafer

Mrs Norma Schram

Ms Nancy Scott

Mrs Jill Sedla

Mr Richard Shaw

Mrs Elaine Sinclair

Mrs Margaret Snodgrass

Ms Pamela Taylor

Ms Jean Taylor

Mrs Penny Tomlinson

MRs Marjorie Vorsa

Ms Jennifer Wakeling

Mrs Jeanette Warne

Mrs Judith Wright

Ms Lorraine Young
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Government support 

Macular Disease Foundation Australia received  
funding from the Australian Government.

OUR SUPPORTERS 

Supporters 
The generous support provided by the following organisations enables the delivery of key initiatives 
and activities. 

Apellis continues to support the consumer research and 
strategy to develop our patient engagement initiative, which 
allows those living with macular disease to receive the right 
information at the right stage of their disease journey. 

A key supporter since 2011, Bayer’s funding assists with key 
awareness, early detection, and prevention programs such  
as Macula Month and MDFA’s growing digital footprint. 

JBWere manages MDFA’s investments and supports  
with strategic advice for social return. 

Novartis has been a major contributor to our awareness 
and support services programs and is helping MDFA build 
integrated systems to support patient adherence and care. 

Perpetual has supported MDFA with in-kind support as well  
as administering generous Trust and Foundation funds. 

Profield Foundation has been a long-time supporter and 
is working with MDFA to implement a pilot travel bursary 
program to help vulnerable people in rural and regional 
areas attend sight-saving medical treatment. 

Roche is a new partner to MDFA and is working to enable 
research, strategy, technology development, and support  
for people undergoing treatment for macular disease. 

Specsavers has collaborated with MDFA to trial a support 
program across selected stores to assist people with 
neovascular age-related macular degeneration. The program 
is aiming to increase appointment visitation and treatment 
adherence rates, enhancing eye health outcomes for patients. 

Funding from NSW Health, supported by South Eastern Sydney Local Health District, contributes 
to the delivery of comprehensive education and awareness programs, as well as support services 
and evidence-based information to thousands of people in NSW, including those in regional areas.

Proudly funded by the 
NSW Government in association 

with Macular Disease Foundation Australia

We are grateful for the generous contributions 
from the following organisations.
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