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THE ASSOCIATION 

 
Keratoconus Australia Inc is a not-for-profit association created to prevent and control 

the eye disease, keratoconus, and visual impairment caused by keratoconus. The 

Association was registered in April 2000 and is operated by volunteers. It is completely 

self-funded from donations.  

A committee of management administers the Association. All committee members 

have keratoconus or are parents of children with keratoconus. 

Full membership of the Association is open only to people with keratoconus or the 

parents and guardians of minors. Anybody can become a supporter of the Association 

or assist with its work.  

Keratoconus Australia believes there are a number of ways to prevent and control the 

impact of keratoconus in the community. Our efforts are directed in particular at:  

(1) raising the awareness and understanding in the medical, optometric and general 

community of keratoconus, its signs, symptoms and effects;  

(2) promoting research into the causes, prevention and control of keratoconus; and  

(3) acting as a representative body on behalf of people with keratoconus and 

providing, where necessary, counselling, support and referrals to the people with 

keratoconus and their families.  

We provide support for people with keratoconus and their families through regular 

group meetings, help lines, individual counseling and the dissemination of 

information.  

We are also: 

• Assisting people to find optometrists and ophthalmologists / corneal surgeons 

experienced in treating keratoconus 

• Helping to develop a network of support groups throughout Australia  

• Publishing a regular electronic newsletter with information on a wide range of 

issues affecting people with keratoconus 

• Acting as a representative group for keratoconus patients to improve health 

rebates for treatments (contact lens and solutions, glasses) and corneal 

surgery, and to obtain higher funding for local research into the condition 

• Developing a national registry and database on Australian keratoconus 

patients designed to assist in networking individuals and groups within 

Australia, and to form a basis for future research work  

• Supporting efforts to increase organ donations and in particular to reduce 

waiting times for corneal graft 
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FROM THE PRESIDENT 
  

Keratoconus Australia continued to support people with keratoconus around 

Australia in 2012-13, despite further reductions in the number of active volunteers 

assisting the Association. Our remaining committee members including myself 

have been seriously hampered by professional and personal commitments again 

over the past year. The Association is in desperate need of new, active volunteers 

who can help us implement fresh ideas and programs and expand our support 

services.  

We need persons trained in support, medical research, fundraising, volunteer 

management, communication and social media, design and advocacy.  

You don’t have to have keratoconus or be a member of the Association to assist 

in these areas. Family members or friends who just want to engage in the 

immensely rewarding pastime of working in a not-for-profit are all welcome. But I 

emphasise that we need experienced, self-starters as we simply do not have the 

know-how in many of these areas or time to train new volunteers.  

Despite these limitations, much continues to be done. Apart from the support 

work, which we provide as always, more energy over the past year has gone into 

advocacy.  

Particular effort has gone into raising awareness of keratoconus as a disease 

within the eye health community. Incredibly, Medicare does not acknowledge 

keratoconus as an eye condition and this is one of the factors seriously 

hampering efforts to improve rebates for contact lenses and corneal collagen 

crosslinking.   

I have held discussions with eye-carers, representatives of the Optometrist 

Association of Australia and Vision 2020 Australia in the hope of changing 

attitudes towards people with keratoconus and their families. A special issue of 

the Clinical and Experimental Optometry Journal in March 2013 devoted entirely 

to keratoconus will also hopefully raise understanding of keratoconus and its 

impact within the community.  

Research is also important and the Association is being presented with some 

interesting proposals for 2014. Funding will be required and members wishing to 

support these projects should contact us.  

So 2014 could be an exciting year for the Association. But it will depend on you.  

 

 

Larry Kornhauser  
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SUPPORT 

Support for people with keratoconus and their families remains the Association’s 

primary activity.  

Requests for support were down sharply in the 12 months to June 30, 2013. The 

Association logged almost 300 contacts with individuals and their families relating to 

support. Informal contacts and discussions were made with many other individuals 

and families. But overall, we estimate that support offered in 2013 was probably less 

than half that in 2012. 

As in previous years, most requests for support centred around the key issues 

facing keratoconus patients and their families: the initial diagnosis, vision correction 

and comfort of rigid contact lenses, decisions around surgery and in particular 

corneal collagen crosslinking and corneal transplantation. As the graph below 

shows, these issues each accounted for around 10% of the support requests 

received by the Association last year. 

Keratoconus Australia is a patient-run support group and we do not provide medical 

advice. What we can do is talk to patients and family members about our own 

experiences with these issues. We also have access to a range of specialists 

working in the field of keratoconus and we direct all medical questions to these eye-

carers for their expert opinion. However no-one can provide an opinion on a specific 

patient’s condition or problem without a full examination of the patient’s eye. Advice 

will always been generalised, with the caveat that the patient needs to be reviewed 

by a keratoconus specialist.  

Finding a specialist eye-carer 

Since its inception in 2000, the Association has been asked by patients to provide 

the names of those eye-carers who specialise in keratoconus. Over time we have 

compiled a list of eye-carers working in this field and we always attempt to help 

patients find a specialist as close as possible.  

Please note that Keratoconus Australia does not make recommendations about these 

eye-carers or the quality of service patients will receive from them. Nor can the 

Association write patient referrals to ophthalmologists – this is something that can be 

done only by optometrists or general practitioners. Finally, Keratoconus Australia has 

no financial interest in providing information to patients about eye-carers. 

Last year, around 43% of all support involved helping patients find keratoconus 

specialists to treat their specific issues. Many of the inquiries concerning contact 

lens problems and surgical procedures - like corneal collagen crosslinking, intra-

corneal rings and corneal transplantation - also resulted in patients eventually being 

counselled to seek a second opinion from a keratoconus specialist. This meant that 
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probably more than 80% of support to keratoconus patients and their families 

involved helping them find a keratoconus specialist.  

Crosslinking  

Crosslinking – which involves stiffening the cornea by soaking it in riboflavin and 

then irradiating it with ultra violet light for about 30-40 minutes – continues to raise all 

sorts of questions for patients and the families of adolescents who are increasingly 

being urged to have the procedure to halt progression in their keratoconus. This 

promising procedure remains in the investigative stage as there are still no long-term 

studies on its safety and effectiveness. As discussed in last year’s report, the failure 

of corneal surgeons to agree on a common protocol for crosslinking only further 

complicates the decision facing patients and their families. 

However at our September 2013 on crosslinking, Dr Elsie Chan from the Centre for 

Eye Research Australia noted that there is still no evidence that crosslinking is 

beneficial to patients who are not experiencing demonstrable progression in their 

keratoconus. She also pointed to the mixed results from studies into “accelerated” 

crosslinking as the high intensity-short exposure crosslinking is known. Dr Chan is a 

researcher on CERA’s crosslinking investigation which is the world’s longest running 

randomised trial into that procedure,  (A free audio podcast of Dr Chan’s 

presentation is now available on the Keratoconus Australia website).  

The decision to have crosslinking should not be taken lightly as at this stage there 

are doubts as to whether a second dose of crosslinking can be effective.  

The Association is hoping to work with CERA in 2014 to find ways of assisting 

patients to better understand crosslinking and to evaluate the usefulness of the 

procedure to Australian patients over time.  

Outreach 

Outreach is an important adjunct to these support activities and we have a large 

number of members who are willing to discuss their experiences with patients facing 

the hard decisions around surgery like crosslinking and corneal transplantation. 

Although outreach accounted for only about 3% of all support last year, we believe 

patients should consider making direct contact with others to discuss their concerns 

and fears in preference to using social media like Facebook, Twitter etc which can 

limit the scope and depth of a discussion.  

We also have an excellent patient’s guide to corneal transplantation from the US 

National Keratoconus Foundation. It is free so contact us to obtain a copy. 

Finally, we also have resources for those members having trouble with day-to-day 

life with keratoconus. Our work-study expert Heidi Littleford has counselled many 

patients – especially students  - on how to deal with specific issues relating to 

computer use, long term study and coping with low vision in the workplace.  
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International Support 

Last year we fielded a variety of questions from around the globe. These ranged 

from whether it was possible to import corneas for transplantation into South Africa 

to finding an optometrist for patients in Pakistan and Singapore to supply a 

particular type of contact lenses. 

We thank Cathy Warren at the US National Keratoconus Foundation (NKCF) and 

Grant Connell from Gelflex Australia for assisting us in dealing with requests for 

international support. The NKCF also provides Keratoconus Australia with their 

exceptional booklets on keratoconus and corneal transplantation at nominal cost.  

 

Below is a percentage breakdown of support logged in 2012-13 by type  

 

Support by Type 2012-13 

(%) 
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RESEARCH 

 
One the key purposes of Keratoconus Australia is to promote research into the 

causes, prevention and control of keratoconus. While the Association does not 

conduct research itself, it does provide support for research projects in various ways 

including funding, collection of information and assistance in the recruitment of 

participants.  

Centre for Eye Research Australia, Melbourne 

Genes and Keratoconus trial 

As noted in last year’s Annual Report, the Association has assisted with a project to 

recruit people with keratoconus for a Genes In Keratoconus and Myopia Study being 

conducted by Associate Professor Paul Baird and Ms Srujana Sahebjada of the 

Centre for Eye Research (CERA). This study complements other research being 

conducted by Flinders University into identifying the gene(s) that cause 

keratoconus. Keratoconus Australia contacted Victorian members about joining the 

CERA study in late 2011 and again in mid-2012 after receiving a further request from 

Ms Sahebjada. Ms Sahebjada presented her early results to scientific conferences 

during the course of 2012. 

In January 2013, Ms Sahebjada asked the Association for further information for her 

thesis, which is now complete. She presented the results of her research at our 

September 2013 seminar in Melbourne and these can be heard in the free audio 

podcast of proceedings on our website.  

More information about the study can be found on the CERA website or in our 2012 

Annual Report.  

Ms Sahebjada is now interested in using survey information collected by the 

Association for further research. We will keep members informed on new 

developments.  

New corneal collagen crosslinking research 

Keratoconus Australia has been a partner in CERA’s randomized controlled trial of 

the corneal collagen crosslinking procedure since its inception in 2006. The 

Association has provided funding and logistical support for the project over this 

period.  

CERA and Keratoconus Australia are now looking at funding new research into 

crosslinking relating to its long term safety and effectiveness and its effect on 

younger patients.  

Funding to continue these CERA studies into crosslinking is urgently required. 

Please contact the Association or CERA directly if you can assist.  
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Mater Hospital, Brisbane 

It came to our attention in November 2011 that Keratoconus Australia had been 

linked with a trial of corneal collagen crosslinking on juveniles (children under the 

age of 16) without our knowledge. The trial entitled “Comparison of corneal cross 

linking treatment parameters for juvenile onset keratoconus” is being conducted 

under the auspices of the Mater Hospital by Dr Jim McAlister, formerly of the 

Queensland Eye Institute.  

The Association would therefore like to advise members that we are not associated 

with this trial.  

Keratoconus Australia’s standard practice is to support a research project only after 

having conducted a full review of the medical protocol submitted to and approved 

by the research institute’s Human Research Ethics Committee. 

In July 2012, we wrote to the Mater Ethics Committee about the conduct of this trial 

and documentation linking the Association to it. The Ethics Committee informed us 

in early 2013 that it had reviewed the trial at our request and found deficiencies.  

However it has failed to follow-up – as agreed - with further information about these 

“deficiencies” and what harm – if any - they posed to the juveniles involved. We have 

informed members who are concerned about the conduct of the trial or the 

treatment their children received under the trial to address these concerns directly to 

the Mater Ethics Committee. 
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EYE-CARERS 

 

University of Melbourne  -  

Department of Optometry and Vision Sciences (DOVS) 

A change in the DOVS Optometry degree course in 2013 meant that the Association 

asked members to participate in two rounds of DOVS keratoconus training clinics 

within a six month period during 2012-13. These clinics have been held in 

conjunction with the DOVS since 2006 and provide optometry students with a 

unique opportunity to fit contact lenses onto keratoconus and corneal transplant 

patients prior to graduating. They are the only keratoconus training clinics in 

Australia.  

Four keratoconus and two post graft clinics were held for 4th year students in 

September-October 2012. Another two clinics took place in February 2013 for 3rd 

year students. In both cases, Keratoconus Australia members volunteered their time 

and their corneas to ensure the clinics were again a success.  

UoM Eyecare Keratoconus Clinic 

The University of Melbourne Eyecare’s Keratoconus Clinic continues to offer an 

avenue for members to obtain contact lenses at up to a 50% discount. We have 

received good reports from members who have used the clinic over the past year.  

This Keratoconus Australia initiative also provides another opportunity for optometry 

students to gain valuable experience in full fits of all types of contact lenses on 

keratoconus and post-graft patients.  

We again commend the DOVS on supporting this initiative and hope it can serve as 

a model for similar clinics in other states.  

Eye-carer cooperation 

Keratoconus Australia recognises the invaluable contribution of many eye-carers in 

the keratoconus community in answering questions from our members and holding 

informal discussions with committee members. These contacts are a two-way affair 

and enable us to provide feedback on our members concerns.  

We have a range of information resources available for eye-carers and continue to 

provide these at a nominal cost to eye-carer practices.  
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ADVOCACY 

 
A better deal on contact lenses 

A constant complaint from members is that contact lenses for keratoconus are too 

expensive and that rebates from private health insurance schemes are poor. 

Former Vice President Matt Vaughan and President Larry Kornhauser met with 

representatives of the major private health funds on July 25, 2012 to put the 

Association’s case for higher caps on optical benefits and recognition of contact 

lenses for keratoconus as medical devices meriting higher rebates. The Association 

submitted the results of a survey we did in early July 2012 of the major keratoconus 

practices around Australia. The survey results showed that:  

• 95% of their keratoconus patients wear contact lenses  

• 87% wear RGPs or mini-scleral lenses which cost between $250 and $400 

each and need to be replaced every 18-36 months  

• 11% wear hybrid lenses which cost $800-$1000 each and must be replaced 

every 6-12 months  

• Only 4.5% wear soft contact lenses or spectacles.  

• Contact lens maintenance solutions etc cost an average $450-$500 per 

annum  

• All keratoconus patients should also have a pair of spectacles which cost at 

least $300 a pair 

As in 2004, the fund officials listened politely, expressed concern for the plight of 

keratoconus patients and then told us that it would be too expensive for them to 

raise the caps on optical benefits. Individual funds may consider adjusting benefits 

for keratoconus-related lenses. However the funds have made no attempt to engage 

with us on the issuing of reclassifying these lenses as a medical device.  

Lobbying for support 

Since then, the Association has held a series of discussions with eye-carers and 

representative groups – notably the Optometrist Association of Australia (OAA) 

and Vision 2020 Australia. 

Submissions have now been sent to both the OAA and Vision 2020 explaining our 

position in regard to a range of issues and calling for support for our campaign to 

improve the situation facing people with keratoconus. The full submissions can be 

found in the annexes to this report. 

The key action items requested in these submissions were: 

• Recognition by Medicare of keratoconus as an eye disease  

• specialised contact lenses for keratoconus at affordable prices  
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• best-fit lenses by contact lens fitters experienced in keratoconus  

• greater access to quality care for people outside of the major capital cities  

• greater incentives for optometrists to specialise in this field  

• funding to allow the appropriate skilling of optometrists in cooperation with 

optometrists representative bodies  

• measures to prevent inexperienced optometrists from dabbling in contact 

lens fitting for keratoconus at the expense of patient welfare  

• a review of Medicare rebates for contact lens fitters specialising in 

keratoconus to end unrecovered costs being passed on to patients in the 

form of higher costs for RGP lenses.   

A submission was also sent to the OAA in favour of setting up keratoconus clinics in 

Sydney and Brisbane along the lines of the dedicated clinic we created at the 

University of Melbourne’s EyeCare practice in Carlton, where members can already 

obtain a 50% discount on contact lenses and spectacles.   

Pre-election action   

The submission sent to Vision 2020 Australia in early 2013 also formed the basis for 

KA’s input into the Vision 2020 pre-election policy proposal put to both the Coalition 

and Labor parties in mid-2013.  Vision 2020 National Advocacy Adviser and former 

KA secretary Belinda Cerritelli took the opportunity afforded by pre-election 

meetings with Coalition Health spokespersons to query whether a Coalition 

government would be prepared to recognize keratoconus and work to reduce costs 

for contact lenses.  

The next steps… 

Melbourne optometrist, Richard Lindsay, has identified the fact that Medicare does 

not recognise keratoconus as an eye condition as one of the roadblocks to 

achieving higher rebates on contact lenses. His argument is that a key step towards 

a better deal for people with keratoconus will be recognition by the Australian 

Government that keratoconus actually exists! 

According to Mr Lindsay, only 10-15% of the total population are presently covered 

under Medicare for contact lens fitting, and under current Medicare definitions some 

30-40% of keratoconus patients are excluded.  

The full text of a paper entitled Why Medicare needs to recognize Keratoconus that 

he wrote for the Association is included in the annexes to this report.  We provided it 

to Vision 2020 Australia for inclusion in their submission to the Australian 

Government being prepared on behalf of Keratoconus Australia.  

Write to your Private Health Fund! 

As always, we repeat our suggestion that members put pressure on their private 

health funds to recognize the special nature of contact lenses for keratoconus and to 

provide higher rebates on claims for these specialized and indispensable lenses. 

With the assistance of the US Keratoconus Foundation, we have prepared a letter, 

which members can download, modify and print, to send along with their contact 

lens claims to their private health fund.  
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Please send this letter to your health fund EVERY TIME you submit a claim for a 

rebate on your new contact lenses.  The letter to request a higher rebate from your 

health fund can be downloaded in Word format off our website at 

http://www.keratoconus.asn.au/Resources-F/KA_Insurance_letter.pdf. 

National Disability Insurance Scheme 

Keratoconus Australia joined with other members of Vision 2020 Australia's Low 

Vision and Rehabilitation Committee in sending a submission to the Federal Minister 

for Disability Reform, Jenny Macklin, in response to the proposed definitions of 

eligibility and reasonable and necessary support under a National Disability 

Insurance Scheme (NDIS). The response was developed by Vision 2020's NDIS 

Eligibility Working Group. The submission was accompanied by a media release 

which was disseminated to coincide with White Cane Day on Monday 15 October, 

2012. In January 2013, Keratoconus Australia signed off on the Vision 2020 Australia 

response to the NDIS bill.  

Corneal collagen crosslinking costs 

Keratoconus Australia remains concerned by the profusion of protocols for 

performing corneal collagen crosslinking in Australia and the lack of clear, reliable 

information for patients about the safety and effectiveness of the various procedures 

being adopted by ophthalmologists.  

There also seems to be wide discrepancies in the cost of corneal collagen 

crosslinking procedures. This is of particular concern as crosslinking is still not 

approved by Medicare and patients will need to meet the full cost of the operation 

regardless of whether they have private health insurance or not. 

A quick survey recently done by Keratoconus Australia indicates that keratoconus 

specialists in Sydney and Melbourne are charging between $1,800-2,600 per eye for 

crosslinking. These costs generally exclude an initial consultation and may vary 

depending on several factors – notably, how many follow-ups are included in the 

first 3-6 months after the operation. 

Patients unable to afford to see a specialist in private practice can now have the 

procedure done at minimal cost at the Sydney Eye Hospital and through the 

keratoconus clinic at the Royal Victorian Eye and Ear Hospital in East Melbourne. 

However there are limited places available for crosslinking and waiting times can be 

long. 

In view of reports from patients around the country about how crosslinking is being 

performed and the variation in costs associated with this procedure, the Committee 

is continuing discussions with a number of corneal surgeons about clarifying the 

situation facing patients.  
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EVENTS 
 

Keratoconus Australia held one Demystifying Keratoconus event during 2012-13 in 

Melbourne.  

Allergies, Dry Eye and Contact Lenses  

Speaker Associate Professor Mark Roth  

Held on Tuesday August 28, 2012 

Associate Professor Mark Roth's gave an excellent presentation on how keratoconus 

patients can best manage allergies and dry eye to facilitate long term wearing of 

contact lenses. Key points made by A/P Roth included the need to start a 

management plan early in the allergy season and to maintain it throughout rather 

than using medications only when symptoms appear. A/P Roth also emphasized the 

need to use the latest medications available, as they tended to be more proficient at 

relieving symptoms.  

This is an important seminar for all keratoconus patients with allergies and itchy eyes 

as eye rubbing has been identified as a high risk factor in keratoconus and should 

be avoided as much as possible. 

Current research also shows an increase in the prevalence of all types of allergic 

responses in the eye and dry eye continues to be a major impediment to contact 

lens wear. Recent advances in diagnosis and treatment can significantly improve 

management outcomes and early diagnosis and treatment of the signs and 

symptoms can help patients more comfortably wear their lenses. 

With the spring-summer allergy season in full swing, this remains a must-see 

presentation for all keratoconus patients. 

Associate Professor Mark Roth is a clinical optometrist with a degree in 

pharmacology. He is currently in private practice and is also a Principal Fellow in the 

Department of Optometry & Vision Sciences, the University of Melbourne. He has 

extensive experience as a therapeutic practitioner and a contact lens specialist. As 

an advocate for therapeutic progress in optometry, he contributes to various 

association, registration board and government committees. A/Prof Roth lectures 

widely at conferences in Australia and overseas and is involved in many optometry 

therapeutics and contact lens teaching programmes. 

Videos of the Roth presentation and all past events can be purchased from the 

Association. 

Free Audio Podcasts 

Free audio podcasts of recent Keratoconus Australia seminars are now available on 

the Association’s website.  
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COMMUNITY RELATIONS 

 
One of Keratoconus Australia’s key missions is to publicize keratoconus and its 

effects on individuals and families in the wider community.  

Vision 2020 Australia 

As discussed in the Advocacy section of this report, Vision 2020 Australia is an 

important partner of Keratoconus Australia and has provided support for the 

Association’s campaign in 2013 to improve rebates for contact lenses. 

Belinda Cerritelli, a former KA secretary and now Vision 2020 Australia National 

Advocacy Adviser, has been an assiduous advocate for keratoconus causes within 

that organisation over the past year and is helping us press our case for recognition 

of keratoconus under Medicare to enable us to achieve better outcomes in a range 

of areas.  

We thank her for this ongoing contribution to the Association’s work. 

Optometrist Association of Australia 

The Optometrist Association of Australia continued its long-standing support for the 

Association in 2012-13. The OAA regularly assists in disseminating information 

about our activities in the OAA newsletter.  

In April 2013, Australian Optometry published an interview with KA President, Larry 

Kornhauser to coincide with the publication of the special March 2013 edition of 

Clinical and Experimental Optometry that was devoted to keratoconus.  

The CEO journal included a range of articles written by Australian keratoconus 

experts on subjects as diverse as the history of keratoconus, the effect of eye 

rubbing, various types of contact lenses to the latest research on surgical treatments 

like crosslinking and corneal transplantation.  

Although a bit technical sometimes, the articles are full of information for the newly 

diagnosed patient to those facing surgery.  

It can still be found free online at 

http://onlinelibrary.wiley.com/doi/10.1111/cxo.2013.96.issue-2/issuetoc 

Keratoconus Resources 

In June 2013, the Association received a request from one of our members for 

information on keratoconus to distribute at the annual National Ectodermal 

Dysplasia (ED) Camphrence (Camp/Conference) held by the Australian Ectodermal 

Dysplasia Support Group in September.  

We provided the ED support group with booklets on keratoconus, pamphlets about 

the Association and a DVD of Professor Roth’s presentation on Dry Eye.   
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Members should contact the Association if they require resources for family 

members, friends or to inform schools, tertiary institutions or their workplaces about 

keratoconus and its effects.  

Eye Rubbing 

There is a growing body of research that indicates eye rubbing can be a trigger for 

keratoconus. Some ophthalmologists report that by stopping vigorous eye rubbing, 

patients have slowed or halted further progression in their keratoconus.  

The Association would like to formulate a public campaign to inform eye-carers, GPs 

and other medical practitioners like allergists and the public about the dangers of 

eye rubbing. It is a simple message that could benefit many unsuspecting people 

who suffer from eye allergies. 

Anyone with experience in conducting public information campaigns and who would 

be interested in assisting the Association should contact us.  

Other 

In September 2012, the Australian Childhood Vision Impairment (ACVI) Register 

asked the Association to publicise their website and register.  

The ACVI Register is sponsored by the Royal Institute for Deaf and Blind Children, in 

partnership with families, health professionals and low vision agencies. The Register 

is the first of its kind in Australia, and collects data on Australian children aged 0-18 

years, with vision impairment in both eyes which has been diagnosed by an 

ophthalmologist. The Association published an article about ACVI in its December 

2012 newsletter and ACVI has included a link to the Keratoconus Australia website 

on its own website.  

In March 2013, discussions were held with Alan Lachman, the founder of Insight 

Education Centre for the Blind and Vision Impaired in Berwick, Victoria.  

The Association will continue to seek ways to promote information about 

keratoconus in partnership with other eye health organisations in the future.  
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THE ASSOCIATION 

 
Membership 

At 30 June 2013, Keratoconus Australia had 1,896 registered members. This 

represented an increase of 7.5% above the 1,763 members registered one year 

earlier.  

Victoria (666 members, +6.7%) remains the Association’s largest source of 

members and continues to account for more than one-third (35.1% at June 30, 

2013) of the Association’s total membership base. Membership in NSW grew 

strongly again in 2013 (+8.6%) to 492 and accounted for 26% of the total. 

Queensland remains the third largest state in the Association’s membership base 

(16.7% of the total), with strong growth in 2013 (+9.3%) to 316 members.  

Membership also increased in Western Australia by almost 9% to 174 members in 

2013 (9.2% of the total), followed by South Australia at 162 members or 8.5% of the 

total at June 30, 2013.  

(Please note that constant updating of information in the KA database means that 

membership data is not directly comparable from one year to the next.) 

Membership by state  

 

Supporters 

A number of companies provide benefits to the Association in the form of free 

facilities for meetings and pro bono services. We thank all of these companies for 

their kind assistance in 2012-13, notably GMK (accounting), The Australian College 
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of Optometry (seminar venue) and Viewgrow Capital Pty Ltd (meeting venue and 

administrative support services).  

As discussed previously, the University of Melbourne has strongly backed 

Keratoconus Australia’s efforts to improve access to cheap, well-fitted contact lenses 

for keratoconus patients.  

Fundraising and Grants 

We would like to thank all donors who made significant contributions during 2012-

13. 

No grants were sought or received during the year.  

Local Groups 

With rising membership in NSW and Queensland, we are receiving more feedback 

from members in both states who would like to contribute to the Association and 

hopefully start sustainable local groups in the near future.  

Anyone interested in joining up with those members in the Sydney, Gold Coast, 

Brisbane and Adelaide areas should contact the Association. 

Website 

The Association’s website averaged about 5,000 visits a month in 2012-13. Apart 

from the home page, the most visited pages on the site were FAQs on keratoconus, 

our resources and events pages, the 2012 Annual Report and the Online Forum, 

which allows people to pose questions.  

Information on corneal collagen crosslinking and the results of the CERA 

randomized control trial into crosslinking were also popular.  

We were unable to complete work on the new website in 2013 as expected due to 

other priorities and lack of volunteers. We hope to make progress on implementing 

a new site in 2014. In the meantime, the site can still be found at 

www.keratoconus.asn.au.  

Social Media 

Facebook, Twitter etc 

We also hope to start using Facebook, Twitter and other social media in 2014 (yes, 

its about time!) to post articles on keratoconus and keratoconus-related research 

that constantly appear. 

 We note that a number of members have created keratoconus-related Facebook 

pages for Australians with keratoconus and dry eye syndrome. While we are 

assisting some of these members with their pages, the Association is not directly 

involved in any of these Facebook or other support sites.  

We would remind members posting on these sites to check their privacy settings 

and the site’s terms and conditions. We also note that Australian privacy laws 

relating to health matters are strict and members participating in chats and other 

online exchanges should remember that information about their health posted online 

may be seen by third parties.  
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We recently were contacted about a life insurance company, which refused cover for 

any eye related disease or injury after learning one of our members had 

keratoconus.  

Finally, exchanges naming eye-carers online are fraught with legal implications and 

members should be very wary of making recommendations to other people and 

claims about the quality of care available from them. We suggest direct exchanges 

by phone or some other private method.  

The Committee of Management 

The Committee holds regular meetings to discuss the Association’s plans and 

projects and to review its finances and procedures. In 2012-13, the committee met 

six times and held informal discussions on other occasions.  

The committee last year comprised: 

Larry Kornhauser, President 

Jennifer Toom, Secretary  

Heidi Littleford  

Aghi Di Maio and Mila Maisano joined the committee for the June 2013 meeting.  

Mary Veal acts as the Association’s Administrative Assistant in an unpaid capacity.  

Jennifer Toom has been forced to retire from the position of Secretary due to the 

arrival of a gorgeous baby girl Zoe (congratulations Jen!). The position of Secretary 

is now vacant.  

Heidi Littleford, who handles work and study issues, has been obliged to reduce her 

involvement with the Committee.  

Volunteers still required urgently 

Since requesting assistance 12 months ago, a number of members have kindly 

offered to help us. We thank those members greatly for those offers. However in 

most cases, we were unable to match up the desire to do something with the 

Association’s specific needs.  

We therefore renew our request noting that the Association urgently requires highly 

skilled volunteers who are self-motivated to assist with a variety of tasks. If you want 

to help, please understand we need people able to initiate, follow up and complete 

tasks as we are unable to provide advice and supervision in these specialist areas. 

These include: 

Volunteer coordinator • experience in managing volunteers, allocating tasks, follow-up 

Website • design, content development and maintenance 

Social media • formulate policy guidelines for Facebook and Twitter and other 

platforms 

  • provide and monitor content and postings 

Advocacy • experience in writing submissions to government and other 

representative organisations 
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  • understanding of the Medicare system 

Research • ability to initiate, understand and evaluate research projects and 

ethics protocols in the health and medical field 

  • coordinate with research teams 

  • experience in writing submissions 

Fundraising • ability to develop and implement a fundraising strategy 

  • event management 

Treasurer • ability to develop budgets and forecasts of funding requirements 

  • manage research budgets 

Design • assist in the design and preparation of templates for invitations, 

newsletters, brochures and other printed and electronic material 

for distribution 

 

The Association will be winding down its activities over the summer by early 

December. However, you can email us over the holiday period if you would be 

interested in contributing in 2014 in any of the above areas. 

You don’t have to have keratoconus or be a member of the Association to assist in 

these areas. If you know of family members or relatives or friends who would like to 

assist people with keratoconus – or just become involved in a not-for-profit – and 

who have the necessary skills, please ask them to contact us.   

Working for a not-for-profit is an extremely fulfilling pastime. Keratoconus often runs 

in families. So by working towards better outcomes for all of us with keratoconus, 

you may also be helping someone close to you too. Please contact KA 

Administrative Assistant Mary Veal directly on 0409 644 811 if you wish to 

participate.  

Once again, the Committee of Management would like to thank everyone who has 

assisted the Association over the past 12 months. Despite all the limitations on our 

resources, we are trying hard to improve the lives of everyone with keratoconus and 

their families. We believe we are making a difference. Please consider joining us in 

our endeavours in 2014. 

 

 

 

 

28 November 2013   
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FINANCIAL REPORTS 
 

The Association reported a net profit in 2012-13 of $6,006. This was down 6% on 

the previous year’s net profit of $6,403. 

The lower result largely reflected a depreciation charge of $2,092 and a slight fall in 

donations in 2012-13 to $8,489 (down 6% compared to $9,023 in 2011-12) and bank 

interest ($1,841), reflecting the steady fall in interest rates over the period. Seminar 

video sales rose strongly to $468. Total income for the year fell 9% to $10,917 

($11,966 in 2011-12). 

Overall expenses decreased by 12% to $4,912 compared to $5,563 in 2011-2012. 

The balance sheet for 2012-13 showed net assets of $78,137 on June 30, 2013, or 

8.% higher than one year earlier ($72,131). End-year assets totalled $78,324 

($72,317 on June 30, 2012), held mostly in cash ($75,425). Around $64,474 of this is 

being held in a high interest bearing deposit account at Westpac.  

The accounts have been finalized and reviewed by our accountants, GMK Partners, 

who work for the Association on a pro bono basis.  

Please direct any questions or comments about these accounts to Mary Veal. 
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Keratoconus Australia
PO Box 1109

HAWKSBURN   VIC   3142

Profit & Loss [With Last Year]

July 2012 through June 2013
22/08/20
9:43:11 AM

This Year Last Year

Income
Donations $8,489 $9,023
Seminar Entrance Fees $51 $84
Video Sales $468 $150
Booklet sales $68 $114
Reimbursement Research Expense $0 $165
Bank Interest $1,841 $2,430

Total Income $10,917 $11,966

Cost of Sales

Gross Profit               $10,917               $11,966

Expenses
Domain Name Registration $54 $107
Bank Charges $6 $18
Catering $41 $164
Stationery $208 $293
Depreciation Expense $2,092 $1,376
Dues & Subscriptions $217 $238
Late Fees Paid $0 $45
Legal Fees $44 $0
Vision 2020 $0 $211
Postage $887 $956
Printing $0 $170
Photocopying $170 $124
Booklets $79 $151
Seminar Expenses Melbourne $103 $142
PO Box Rental $99 $357
Video Recording $439 $802
Website Hosting $327 $325
Telephone and Internet $70 $82
Sundry expenses $76 $0

Total Expenses $4,912 $5,563

Operating Profit               $6,006               $6,403

Other Expenses

Net Profit / (Loss) $6,006 $6,403
                            

Pro!t and Loss Statement
July 1, 2012 to June 30, 2013
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Keratoconus Australia
PO Box 1109

HAWKSBURN   VIC   3142

Balance Sheet [Last Year Analysis]

June 2013
22/08/20
9:42:08 AM

This Year Last Year

Assets
Current Assets

Cash On Hand
Westpac DGF Account $10,951 $11,490
Westpac Max-iDirect $64,474 $56,653

Total Cash On Hand $75,425 $68,143
Total Current Assets $75,425 $68,143
Other Assets

Sundry Debtors $113 $0
Total Other Assets $113 $0
Property & Equipment

Clubhouse
Website $6,255 $5,550
Accumulated Depreciation -$3,468 -$1,376

Total Clubhouse $2,787 $4,174
Total Property & Equipment $2,787 $4,174

Total Assets $78,324 $72,317

Liabilities
Current Liabilities

GST Liabilities
GST Collected $270 $272
GST Paid -$83 -$86

Total GST Liabilities $187 $186
Total Current Liabilities $187 $186

Total Liabilities $187 $186

Net Assets $78,137 $72,131
                            

Equity
Retained Earnings $72,131 $65,729
Current Year Earnings $6,006 $6,403

Total Equity $78,137 $72,131
                            

Balance Sheet
as at June 30, 2013
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ANNEXES 

 
1. Submission to Vision 2020 Australia for inclusion in their pre-election policy 

proposal 

2. Document written by Richard Lindsay on behalf of Keratoconus Australia 

outlining why Medicare needs to recognize keratoconus as a condition which 

was sent to Vision 2020 Australia  

3. Interview with Larry Kornhauser published in the Australian Optometry April 

2013 edition 
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Jennifer Gersbeck 
Chief Executive Officer 
 Vision 2020 Australia 
Level 2, 174 Queen Street Melbourne Victoria 3000 Australia 
 
 
22 May 2013 
 
 
Dear Ms Gersbeck, 

Keratoconus Australia believes that a priority for the next Australian Government should be to rectify 
anomalies in the current health care system, which limit the ability of people with keratoconus to obtain 
adequate treatment for vision loss caused by this serious, incurable and potentially disabling corneal disease.  

Specialised contact lenses are the primary remedy for keratoconus-related vision loss and Australia is a 
world leader in many aspects of their development. Yet ironically, numerous patients are unable to access 
either affordable contact lenses for keratoconus or eye health practitioners experienced in fitting these often 
complex lenses.  

Worse, keratoconus is not even recognised as an eye disease by Medicare and low or zero 
rebates on all treatments reflect Medicare’s failure to acknowledge its existence.  

This contrasts to the situation in many other countries, for example New Zealand, France, Germany, Italy 
and the United Kingdom, where keratoconus is recognised at government level as a serious eye condition 
meriting special attention and research. Both NZ and the UK have schemes in place to subsidise the cost of 
contact lenses to patients – many of whom need to change their contact lenses several times a 
year if their condition progresses rapidly.  

Support for Australians with keratoconus by the Australian Government would also seem appropriate. Unlike 
many common and debilitating eye diseases (cataracts, glaucoma, age-related macular degeneration) 
keratoconus is generally diagnosed in early adolescence. This means people with keratoconus 
face a lifetime of costly optometric and ophthalmologic treatment for vision loss caused by the 
disease.  

The cost of contact lenses for keratoconus 

Keratoconus (or “conical cornea”) is a degenerative disease of unknown origin that leads to a progressive 
thinning and bulging of the cornea. It is typically bilateral, although it usually advances at different rates in 
each eye. It is estimated to affect 15-20,000 people in Australia – but ophthalmologists say that figure could 
be as high as 40,000. 

Keratoconus is characterised by asymmetric astigmatism. Spectacles cannot correct the resulting 
severe vision distortion, except in the very early stages. Specialised contact lenses, usually rigid gas 
permeables (RGPs), can achieve remarkable results in restoring functional sight to people who would 
otherwise be effectively disabled by keratoconus.  

A Keratoconus Australia survey of the major contact lens fitting practices for keratoconus showed the 
following results: 

• 95% of their keratoconus patients wear contact lenses 
• 87% wear RGPs or mini-scleral lenses which cost between $250 and $400 each and need to be 

replaced every 18-36 months 
• 11% wear hybrid lenses which cost $800-$1000 each and must be replaced every 6-12 months 
• Only 4.5% wear soft contact lenses or spectacles.  
• Contact lens maintenance solutions etc cost an average $450-$500 per annum 
• All keratoconus patients should also have a pair of spectacles which cost at least $300 a pair 

In total, a patient could therefore face an initial outlay of $800-$2,300 on contact lenses and 
backup glasses and ongoing costs thereafter of $700-2,500 annually simply to maintain a 
stable condition. Costs then spiral for a patient with a progressive condition.  

About 15-20% of patients with severe keratoconus and who cannot wear contact lenses for other reasons 
will require a corneal transplant, which is usually successful in restoring at least useable vision. Keratoconus 
patients comprise the single largest group of corneal graft recipients.  
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The early onset of keratoconus and its often rapid advance during these first years means keratoconus can 
impact heavily on a person’s ability to study and complete secondary or tertiary education, enter the 
workforce or maintain employment, cope with the demands of raising a family and in extreme cases, even to 
perform basic self-care functions. 

Today, a new procedure named corneal collagen crosslinking has potential to halt progression in 
keratoconus if performed before the cornea thins to less than 350-400 microns. But it does not reverse 
vision loss and therefore virtually all keratoconus patients will require some vision correction after diagnosis.  

The issue 

The complex, customised contact lenses used to correct for keratoconus are not recognised in Australia as a 
medical device. Nor are optometrists apparently compensated adequately under the current Medicare 
scheme for the time they spend ensuring RGPs are fitted correctly to avoid further damaging an already 
fragile cornea weakened by keratoconus.  

So when prescribed by a contact lens fitter highly experienced in this field, RGPs designed for keratoconus 
patients are very expensive, ranging from $250 to over $1,000 each, depending on their design. Even when 
patients are prepared to pay this cost out of necessity, they often have difficulty finding a contact lens fitter 
experienced enough to prescribe the lens correctly.  

KA believes that the high cost of these lenses, linked to the shortage of optometrists experienced in fitting 
them, is creating severe and unnecessary hardship for many people with keratoconus in Australia. We also 
believe that this situation is probably resulting in unnecessary corneal transplantation for keratoconus in a 
context of an acute shortage of donor tissue. This problem is exacerbated for people living outside of the 
major capital cities.  

Implications (summarised) 

• People often try to buy RGPs at the lowest price rather than from experienced contact lens fitters who 
generally charge more to compensate for the time needed to achieve a correct fit. Optometrists 
inexperienced in fitting specialised RGPs often do not spend the necessary time on the fitting process. 
These optometrists generally charge less per lens but often do not get an appropriate fit.  

• Badly fitted lenses can cause ulcers, and eventually lead to scarring that can necessitate a premature 
corneal transplant at considerable cost to patient, health funds and/or the community. (Most people still 
require glasses or contact lenses to achieve best vision after a corneal transplant anyway.)  

• Poorly fitted lenses discourage people from wearing them and incorrectly persuade them there is no 
non-surgical solution to their vision problem. This has been shown to result in some people failing to 
complete their education or to obtain/maintain employment, and then becoming depressed and 
eventually dependent on public aid and disability pensions etc.  

KA acknowledges that subsidised RGPs are available at the state level from some eye hospitals and 
optometry teaching colleges. However, these lenses are often fitted by eye health practitioners with limited 
experience with keratoconus and can result in the negative outcomes described above. People outside the 
major capital cities have virtually no access to either subsidised lenses or experienced contact lens fitters for 
keratoconus in their areas. 

Private health funds do not recognise the medical status of RGPs for keratoconus and treat contact lenses as 
cosmetic alternatives to spectacles, offering lower rebates on them than for spectacles or off-the-shelf 
contact lenses. A survey of our members found that in these circumstances there is little or no incentive for 
people with keratoconus to take out ancillaries private health insurance cover.  

Requested action 

KA appreciates the complexity of this matter. However, we believe that the Australian Government is ideally 
placed to coordinate efforts required to address this significant issue, which are likely to include 
reclassifying contact lenses as medical devices for people with keratoconus. Key objectives of any 
scheme would include: 

• Recognition by Medicare of keratoconus as an eye disease  

• specialised contact lenses for keratoconus at affordable prices 

• best-fit lenses by contact lens fitters experienced in keratoconus 
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• greater access to quality care for people outside of the major capital cities 

• greater incentives for optometrists to specialise in this field 

• funding to allow the appropriate skilling of optometrists in cooperation with optometrists representative 
bodies 

• measures to prevent inexperienced optometrists from dabbling in contact lens fitting for keratoconus at 
the expense of patient welfare 

• a review of Medicare rebates for contact lens fitters specialising in keratoconus to end unrecovered 
costs being passed on to patients in the form of higher costs for RGP lenses.  

Anticipated outcomes 

There are many immediate and obvious benefits for both the community and individuals suffering real 
disadvantage from a lack of access to affordable vision correction and optometrists experienced in fitting 
RGPs to keratoconus patients. 

We believe that a relatively small investment in lowering the cost of contact lenses for keratoconus and 
upskilling optometrists in the management of keratoconus could have significant social and economic 
benefits such as:  

• better visual outcomes for a large proportion of people diagnosed with keratoconus. That would also 
result in a significant reduction in the number of those despondent about their chances of obtaining 
high quality and affordable non-surgical treatment options 

• better secondary and tertiary educational outcomes for adolescents and young adults with keratoconus  

• greater potential for people to obtain and maintain regular employment. This should reduce welfare 
payments and increase income tax revenue  

• lower workforce absentee costs by reducing the number of people who have recurring issues with their 
vision caused by inappropriate contact lenses or less than optimal outcomes from corneal transplants 

• a reduction in the number of corneal transplants performed which may help induce a fall in long waiting 
lists for those in need of corneal surgery  

We would welcome the opportunity to provide additional supporting information for these proposals, or to 
discuss these issues in person.  Keratoconus Australia is committed to improving outcomes for people with 
keratoconus and their families. We hope other stakeholders, including the Australian Government, will join 
us in the search for better treatment, management and support options for this potentially disabling eye 
condition.  Our contact details can be found below.  

We look forward to your reply.   

Yours sincerely 

 

Mr Larry Kornhauser 
President   
 

Keratoconus Australia Inc 

Keratoconus Australia Inc (KA) is a not-for-profit association created to prevent and control the eye disease, 
keratoconus, and visual impairment caused by keratoconus. KA is a self-funded national body operated 
entirely by volunteers.  KA provides support for people with keratoconus and their families through public 
information seminars, individual phone and email support. We also promote research into the causes, 
prevention and control of keratoconus. We currently have 1900 members Australia-wide.   
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Attention Vision 2020 Australia 
 
Why Medicare needs to recognize keratoconus  
 
1. Keratoconus is a progressive eye disease that affects at least 14,000 
Australians.  In the majority of cases it causes significant visual impairment which can 
only be rectified by the fitting of specific, custom-made contact lenses. 
  
2. Keratoconus is a serious global eye disease that was first recognized over 150 
years ago.  There have been numerous books and papers published on this condition; 
there also have been international conferences devoted entirely to this disease; just 
recently a major international peer-reviewed ophthalmic journal devoted an entire 
issue to the topic of keratoconus. 
  
3. Keratoconus is not recognized by Medicare.    
Presently about 10-15% of the population are covered under Medicare for contact lens 
fitting.  There are nine items (10921 to 10929) under which people may be covered and 
these cover conditions such as high short sightedness, high long sightedness, high 
astigmatism, etc.  Item 10924 is ‘supposedly’ for keratoconus, although the word 
keratoconus is not used anywhere in the item description.  Item 10924 is classed as 
being for ‘patients with irregular astigmatism in either eye, being a condition the 
existence of which has been confirmed by keratometric observation, where maximum 
VA obtainable with spectacle correction is worse than 6/12 and the corrected acuity can 
be improved by an additional one line by the use of a contact lens’. 
  
There are many problems with this description.  First, as stated above, it does not 
mention the word keratoconus.  Secondly, it is an outdated definition (as keratoconus is 
easily diagnosed these days by use of corneal topography which is a huge advancement 
over keratometry).  Thirdly – and most importantly – it DOES NOT cover all keratoconus 
patients (I would estimate it to only cover about 60-70% of patients with keratoconus). 
  
This last point needs some clarification.  There are many patients with keratoconus who 
achieve a VA of better than 6/12 with spectacle correction –  and hence are not eligible 
for item 10924 – however most of this group are still very much visually incapacitated 
with spectacles due to the poor quality of their optical image as a result of their 
keratoconus.   
 
These patients experience visual symptoms such as ghosting and monocular diplopia 
due to the high degree of corneal irregularity associated with the keratoconus and are 
often not able to work or perform normal activities of daily living – even with spectacle 
correction –  due to their visual impairment.   
 
In this situation, patients will only achieve satisfactory vision with specially fitted custom 
made contact lenses and because they are the only adequate means of correction for 
patients suffering this condition, it goes without saying that the use of contact lenses is 
absolutely indicated clinically and so should be covered under Medicare. 
  
4. As the Government and Medicare does not recognize keratoconus as a 
specific disease entity (unlike in countries such as the UK and NZ), private 
health funds also do not recognize the condition of keratoconus.  This means 
that the rebates from the private health funds for keratoconic contact lenses are clearly 
inadequate given the specialized and custom-made nature of these lenses, and so 
patients with keratoconus generally only receive rebates comparable to patients with 
more routine ocular disorders such as short sightedness and long sightedness. 
  
5. There is now a promising new treatment that can be used with many 
keratoconus patients to stop the progression of the disease.  It is known as the 
Corneal Collagen Cross Linking (CXL) treatment and results from randomized double 
blind studies – the one at the RVEEH in Melbourne was the first of its type in the world 
– indicate that the treatment is effective in retarding the progression of keratoconus.   
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This surgical treatment should be covered under Medicare as it will greatly reduce the 
number of keratoconus patients who go on to need corneal transplantation.  In turn, 
this will lead to tremendous savings in health care costs as well as costs associated with 
patients being incapacitated and unable to work due to having advanced keratoconus, 
etc.  However, for this treatment to be covered under Medicare firstly the actual 
condition of keratoconus needs to be recognized by Medicare. 
   
6. Many patients with keratoconus have great difficulty explaining to their family, 
friends and colleagues how this condition impacts on their vision.  They often have to 
put up with uninformed remarks such as “why don’t you just get stronger glasses”.   I 
would strongly argue that Medicare recognition of keratoconus – with a clearly defined 
item description that outlines the nature of the visual disability – would lead to a 
greater understanding and acceptance of this condition amongst the community. 
!
Richard Lindsay 
Melbourne optometrist 
 
11 October 2013  
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