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What	are	the	lessons	so	far	from	my	latest	encounter	with	the	surgeon’s	scalpel?		

1. Eye	surgery	is	great	when	unavoidable.	But	it’s	an	imprecise	tool	for	restoring	
sight	with	uncertain	longevity.	Contact	lenses	before	surgery	remain	the	best	
option	for	restoring	vision	lost	to	keratoconus.	After	surgery,	they	are	generally	
still	required	and	harder	to	fit.		

2. When	dealing	with	keratoconus,	patience	is	a	great	virtue	for	patient	and	eye-
carer		

3. Speak	up!	Your	eye-carers	can’t	listen	if	you	don’t	tell	them	what’s	wrong.		

4. Eye-carers	are	precious;	they	set	the	path	for	your	journey,	can	tell	you	what	to	
expect	and	help	with	the	hiccups	along	the	way.		

5. But	it’s	a	journey	you	take	essentially	with	your	family	and	friends.	Those	who	are	
with	you	24/7	and	who	pick	you	up	when	you	fall	down	–	in	both	body	and	soul.	

Which	is	a	reminder	why	Keratoconus	Australia	exists	as	a	keratoconus	support	group	and	
why	we	remain	governed	only	by	people	with	keratoconus	or	their	immediate	family.		

We	know	what	it’s	like,	we	know	what	you	are	going	through.			

It’s	also	the	reason	why	we	need	your	support	and	assistance.		

	

Larry	Kornhauser		
November	2017	

	

PS	 Twelve	 hours	 after	 I	 wrote	 that	 prophetic	 first	 sentence,	 I	 was	 woken	 by	 a	 violent	
punch	to	my	operated	eye	thrown	(accidentally)	by	my	sick	toddler	who	was	sleeping	in	
our	bed.	My	old,	wheezy	corneal	graft	seems	okay	this	morning	–	but	it	gave	me	one	hell	
of	a	fright.	
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4. Information	about	corneal	collagen	crosslinking	–	the	primary	treatment	today	for	
patients	with	progressive	keratoconus.	(12%)	

Although	these	reflect	similar	patterns	to	previous	years,	the	Association	detected	subtle	
shifts	in	the	type	of	support	requests	it	received	over	the	past	twelve	months.	

Despite	all	the	information	available	on	the	internet	about	keratoconus,	the	key	issue	facing	
people	with	keratoconus	remains	how	to	locate	an	optometrist	or	corneal	surgeon	
specialising	in	keratoconus.	Regardless	of	the	initial	reason	for	contacting	the	Association,	
most	of	our	support	contacts	with	patients	and	their	families	result	in	us	providing	guidance	
on	where	to	find	an	appropriate	specialist	to	deal	with	their	issue.		

It	is	critical	that	patients	do	see	a	specialist	as	too	many	of	the	problems	our	members	raise	
with	us	are	the	result	of	poor	contact	lens	fittings	or	surgery	performed	by	eye-carers	who	
are	relatively	inexperienced	in	managing	the	particular	issues	involved	in	keratoconus.	

One	long-time	member	Greg	even	contacted	last	year	to	ask	us	to	remove	him	from	our	
mailing	list.	He	recently	found	out	he	had	been	misdiagnosed	30	years	ago…	and	did	not	
actually	have	keratoconus!		

While	this	may	seem	like	a	mildly	amusing	anecdote,	Greg	said	the	following:		

Understandably	it	was	stressful	to	me	over	all	these	years	believing	I	had	keratoconus	and	
may	one	day	lose	my	vision.		I	continued	to	have	regular	check-ups	with	local	optometrists	
and	told	them	about	my	keratoconus	and	they	just	accepted	that…	About	a	year	ago	I	went	
to	an	Optometrist	who	actually	took	some	time	to	investigate	and	run	a	few	more	Tests.	He	
informed	me	that	I	definitely	do	not	have	keratoconus	and	never	did.	He	took	time	to	explain	
why	and	provided	the	evidence.	I	had	mixed	emotions,	with	the	relief	about	being	told	I	don't	
have	keratoconus	but	understandably	annoyed	at	going	though	almost	30	years	of	stress.”	

Not	a	proud	moment	for	one	of	Australia’s	leading	chain	optometrists.	

Corneal	collagen	crosslinking	and	contact	lenses	were	again	the	focus	of	many	inquiries	and	
concerns.		

There	continues	to	be	much	confusion	over	corneal	collagen	crosslinking.	Who	should	have	
it?	When	to	have	it?	Who	should	not	have	it?	Are	there	different	types	of	crosslinking?	What	
are	success	rates?		

The	Association	tries	to	answer	these	questions	as	best	it	can.	But	as	noted	above,	we	are	
not	medical	practitioners	and	can	give	out	only	general	information	we	have	from	
ophthalmologists	and	researchers.	We	have	tried	to	provide	more	detail	about	crosslinking	
on	our	new	website	and	are	preparing	a	brochure	for	patients	in	conjunction	with	Save	Sight	
Institute	that	will	be	sent	to	all	members	soon.		

The	Association	repeats	over	and	over	to	patients	and	their	families	that	crosslinking	is	not	a	
benign,	risk	free	procedure.	Like	many	corneal	surgeons	(although	not	all),	we	believe	that	
the	operation	should	be	considered	only	on	an	eye	that	is	experiencing	progressive	
keratoconus.	Surgeons	generally	like	to	monitor	a	patient’s	corneas	for	at	least	three	to	six	
months	before	deciding	to	proceed	with	crosslinking.	Each	eye	should	be	considered	
individually	as	keratoconus	usually	progresses	at	different	rates	and	most	patients	have	a	
“good	eye”	and	a	“bad	eye.”	Bilateral	operations	are	generally	discouraged	for	that	reason	
and	because	of	the	risk	of	disabling	a	patient	for	a	long	period	of	time.		
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The	Association	explains	to	patients	that	the	need	for	crosslinking	and	outcome	of	the	
procedure	can	depend	to	a	large	degree	on	the	age	of	the	patient.	The	older	the	patient	the	
less	the	need	for	crosslinking	and	the	better	the	results	as	keratoconus	tends	to	slow	and	
stabilize	anyway	when	a	patient	reaches	their	40s.		

Younger	patients	tend	to	have	more	aggressive	keratoconus.	Yet	sadly	studies	show	that	
crosslinking	is	the	least	effective	in	those	patients	and	some	25%	or	more	continue	to	
progress	after	being	crosslinked.	Repeat	crosslinking	may	be	required	at	some	stage	for	
those	patients		-	with	uncertain	results.		

The	so–called	Dresden	protocol	which	involves	removing	the	epithelium	from	the	cornea,	
bathing	the	eye	in	riboflavin	for	about	30	minutes	and	then	irradiating	the	cornea	with	
ultraviolet	A	light	for	about	30	minutes,	has	a	success	rate	of	70-90%.	It	remains	the	“gold	
standard”	in	crosslinking	and	appears	safe	and	effective	in	most	patients.	

Again,	we	urge	all	patients	considering	crosslinking	to	ask	the	following	key	questions	to	
their	corneal	surgeon	

• Is	my	eye	suffering	from	progressive	keratoconus?		

• If	so,	what	type	of	crosslinking	are	you	proposing.	Is	it	the	Dresden	protocol	(the	
current	gold	standard	based	on	randomized	clinical	studies)	or	some	other	protocol?	

• If	the	Dresden	protocol	is	not	being	used,	could	you	explain	in	detail	what	you	
propose	to	do?	

• What	evidence	is	there	to	support	the	use	of	this	protocol	and	what	results	have	
been	achieved	to	date?		

• Are	you	submitting	your	results	to	the	Australian	Crosslinking	Registry	which	began	
operating	in	late	2015?	If	not,	why	not?		

The	cost	of	crosslinking	remains	a	sore	point	for	patients	and	their	families.	Crosslinking	is	
the	standard	care	for	any	patient	diagnosed	with	progressive	keratoconus	but	is	still	not	
being	reimbursed	by	Medicare	and	the	private	health	insurers.	Although	some	eye	hospitals	
in	the	eastern	capital	cities	are	providing	a	limited	number	of	publicly	funded	crosslinking	
procedures,	waiting	lists	are	often	long.		

The	Association	has	heard	that	a	decision	on	the	rebate	application	for	crosslinking	is	
imminent	and	may	be	given	before	end	2017.	(See	Advocacy)	

Keratoconus	Australia	notes	that	the	cost	of	a	crosslinking	operation	done	privately	by	a	
corneal	surgeon	averages	around	$2,500-$3,500	per	eye;	patients	should	be	wary	of	
ophthalmologists	seeking	to	charge	significantly	more.	

Contact	lenses	remain	a	hot	topic	in	the	keratoconus	community	for	two	reasons.		

First,	there	is	an	increasing	range	of	sclerals	and	mini	sclerals	available,	which	offer	the	hope	
of	better	vision	and	comfortable	fits.	These,	in	turn,	can	delay	the	need	for	corneal	
transplants	for	many	patients.	Patients	are	eager	for	more	information	about	these	larger	
lenses	and	how	to	access	them	from	specialist	contact	lens	fitters	for	keratoconus.		

Our	recent	Sydney	KeraClub	2017	meeting	addressed	the	issue	of	big	lenses	versus	small	
lenses	and	we	hope	to	offer	further	information	seminars	on	the	new	breed	of	contact	
lenses	in	other	cities	in	the	near	future.				
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Second,	the	cost	of	contact	lenses	is	becoming	a	major	concern	to	patients.	The	use	of	larger	
lenses	and	new	materials	has	led	to	a	sharp	increase	in	the	price	of	lenses.	Linked	to	
uncapped	fees	for	optometric	services,	patients	have	seen	the	cost	of	their	lenses	spiral	
upwards	in	the	past	three	years.	The	Association	is	constantly	being	asked	how	patients	can	
afford	to	pay	for	their	lenses	-		some	of	which	like	hybrid	lenses	–	need	to	be	replaced	at	
least	every	12	months.		

Last	year,	we	raised	the	issue	of	corneal	surgeons	offering	prospective	crosslinking	patients	a	
range	of	what	were	previously	considered	less	conventional	surgery	for	keratoconus	
including	intrastromal	corneal	ring	segments	and	intraocular	lens	(IOLs)	to	correct	their	
vision.	As	we	noted	then,	these	surgical	procedures	may	be	relevant	in	certain	unusual	
cases.	But	they	are	very	expensive	and	often	provide	a	short	to	medium	term	improvement	
in	vision	at	best.	They	are	not	risk	free	and	can	have	long	term	consequences	for	the	
patient’s	vision.		

We	are	concerned	that	some	patients	are	opting	for	these	procedures	in	the	belief	they	will	
enable	them	to	avoid	the	often	crippling,	long	term	costs	of	replacing	expensive	contact	
lenses.	Yet,	optometrists	say	contact	lenses	or	spectacles	are	often	required	anyway	for	best	
corrected	vision	after	these	surgeries	and	can	be	much	harder	to	fit.		

Contact	lenses	are	still	considered	the	best	long	term	solution	to	vision	loss	from	
keratoconus	and	this	critical	treatment	option	is,	for	so	many,	the	difference	between	having	
good	vision	or	a	disabling	eye	condition.	

Meanwhile,	optical	rebates	from	private	health	insurers	have	barely	moved	over	the	same	
period	and	are	generally	capped	at	$300-$350	per	annum.		

Keratoconus	Australia	would	like	to	conduct	a	full	investigation	into	the	cost	of	contact	
lenses	and	optometry	costs	in	2018	to	see	if	anything	can	be	done	to	rectify	this	situation.	
Please	contact	us	if	you	would	like	to	assist.		

We	note	again	that	some	eye	clinics	in	the	capital	cities	offer	cheap	lenses	for	health	card	
holders	and	pensioners.	The	University	of	Melbourne’s	Eyecare	clinic	also	offers	Keratoconus	
Australia	members	bulk	billing	for	appointments	and	heavily	discounted	contact	lenses	fitted	
by	students	under	the	supervision	of	keratoconus	specialists.	Members	continue	to	report	
satisfaction	with	the	service	at	Melbourne	Eyecare	and	we	will	try	to	improve	that	
relationship	in	the	coming	year.	The	University	of	NSW	contact	lens	clinic	offers	a	similar	
service.		

On	a	brighter	note,	support	requests	for	corneal	transplantation	and	other	surgery	fell	last	
year.		

Corneal	surgeons	say	that	overseas	studies	are	reflecting	a	decline	in	the	number	of	corneal	
transplants	performed	for	keratoconus.	Crosslinking	is	probably	helping	to	prevent	many	
patients	progressing	to	an	advanced	stage	of	keratoconus.	New	larger,	complex	contact	lens	
designs	are	also	enabling	more	advanced	keratoconus	patients	to	maintain	useable	vision	
longer	and	delaying	corneal	graft	surgery.		

Even	prior	to	these	new	treatments,	no	more	than	15-20%	of	people	with	keratoconus	
would	ever	progress	to	the	point	of	requiring	a	corneal	transplant.	Hopefully	this	number	
will	continue	to	decline	as	crosslinking	slows	or	halts	progression	in	many	younger	patients	
who	were	often	the	most	affected	by	keratoconus.		
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However,	there	are	still	some	corneal	surgeons	in	Australia	who	consistently	advise	patients	
to	have	premature	corneal	transplants	without	properly	exploring	their	options	with	contact	
lenses.	

Support	by	example	
Below	we	have	listed	some	examples	of	the	questions	posed	by	members	last	year	and	
outcomes.	

• A	patient	was	interested	in	finding	a	contact	lens	fitter	who	bulk	billed.	We	provided	
some	names	in	his	area	but	emphasized	that	while	cost	was	certainly	a	valid	concern,	
obtaining	properly	fitted	contact	lenses	was	critical	to	his	ability	to	maintain	
functional	vision.	

• A	young	woman	with	special	needs	was	having	trouble	finding	an	optometrist	who	
could	fit	her	lenses	properly	and	who	would	believe	her	feedback	on	how	poor	her	
vision	was	due	to	keratoconus.	We	directed	her	to	Margaret	Lam	who	has	been	
wonderful	in	assisting	her	to	learn	how	to	use	contact	lenses	and	working	with	her	
carers.	

• One	member	was	having	trouble	sourcing	particular	contact	lens	products	so	we	
used	our	contacts	to	find	him	a	suitable	substitute.	

• Providing	advice	to	patients	to	explore	all	types	of	contact	lenses	before	agreeing	to	
a	life	changing	corneal	transplantation.		

• Providing	counselling	for	a	patient	extremely	concerned	about	the	change	in	her	
vision	after	crosslinking	and	thought	her	keratoconus	was	progressing	again.	We	
advised	her	to	consult	a	new	contact	lens	fitter	and	it	turned	out	that	her	contact	
lenses	were	giving	her	blurry	vision	because	her	eyes	had	improved	since	being	
crosslinked.		

• Assisted	a	woman	whose	intacs	were	causing	her	problems	and	needed	them	
removed.		

• Provided	confirmation	from	our	consulting	optometrist	on	advice	received	by	a	
patient	that	she	would	need	to	use	glasses	over	her	contact	lenses	to	correct	an	
unusual	astigmatism.		

• Referred	a	patient	working	in	a	dusty	environment	to	a	scleral	lens	specialist	to	see	if	
those	lenses	would	be	better	than	his	current	RGPs	which	he	was	unable	to	wear	for	
long	periods.			

Support	in	figures	
The	largest	increase	in	support	provided	by	the	Association	in	2016-17	was	for	issues	with	
contact	lenses	(+40%),	which	accounted	for	12%	of	the	support	total.	Some	of	the	reasons	
for	this	are	discussed	above.	Direct	requests	for	assistance	in	finding	keratoconus	specialists	
fell	by	around	12%	last	year	compared	to	2015-16	but	still	accounted	for	40%	of	all	support	
contacts	with	the	Association.	As	many	of	those	seeking	assistance	for	contact	lens	related	
matters	needed	to	find	a	new	contact	lens	fitter,	the	proportion	of	support	requests	leading	
to	us	helping	a	patient	find	a	new	keratoconus	specialist	would	have	been	considerably	
higher.		
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research	and	future	development,	to	achieving	the	primary	aims	of	the	Project.”	The	
Association	was	granted	one	position	on	the	committee	which	includes	provision	for	two	
other	consumer	representatives.		

One	of	these	consumer	positions	was	filled	by	former	Keratoconus	Australia	secretary	and	
Vision	2020	National	Advocacy	Adviser,	Belinda	Cerritelli.	Other	groups	represented	include	
the	Centre	for	Eye	Research	Australia,	the	Optometrist	Association	and	the	Therapeutic	
Goods	Association.	

At	the	March	2016	meeting	of	the	Advisory	Committee,	KA	President	Larry	Kornhauser	
argued	for	the	inclusion	of	optometrists	with	large	keratoconus	practices	in	the	collection	of	
patient	data	to	ensure	long	term	reviews	of	crosslinking	patients	

Professor	Watson	and	Optometrist	Association	representative,	Dr	Laura	Downie	have	since	
been	working	on	ways	to	modify	the	registry	to	include	this	optometric	data.	We	hope	that	
can	be	completed	in	2018.	

Meetings	of	the	Advisory	Committee	were	held	in	October	2016	and	May	2017.	Mr	
Kornhauser	attended	both	of	these	meetings	on	behalf	of	the	Association.		

At	the	May	2017	meeting,	Professor	Watson	reported	that	a	total	of	32	sites	had	registered	
with	the	Registry	to	provide	their	crosslinking	data:	27	in	Australia	(8	in	NSW,	1	in	
Queensland,	3	in	South	Australia,	13	in	Victoria,	1	in	Western	Australia	and	1	in	Tasmania)	
and	5	sites	in	New	Zealand.	There	was	also	interest	in	Switzerland	and	France	in	joining	the	
registry	project.		

She	said	that	3,216	eyes	had	been	entered	into	the	registry	and	558	treatments	had	been	
received	for	a	total	6,391	visits.	Patient	reported	outcomes	questionnaires	totaled	321.	The	
data	showed	that	of	these	treated	eyes,	77	had	suffered	adverse	effects,	70%	of	which	
related	to	significant	corneal	haze.	Scarring,	persistent	epithelial	defects	and	sterile	
infiltrations	accounted	for	10%	respectively	of	the	remaining	adverse	effects	of	crosslinking.	

The	meeting	was	also	told	that	the	patient	quality	of	life	questionnaire	had	been	changed	to	
Keratoconus	Outcomes	Research	Questionnaire	(KORQ)	developed	specifically	for	
keratoconus	by	Flinders	University	researcher,	Professor Konrad Pesudovs. That 
questionnaire	was	developed	with	the	assistance	of	Keratoconus	Australia	(see	below).		

Professor	Watson	also	outlined	measures	that	had	been	taken	to	promote	the	registry	
amongst	ophthalmologists	which	included	settings	up	booths	at	conferences	run	by	The	
Royal	Australian	and	New	Zealand	College	of	Ophthalmologists	(RANZCO)	in	2015-2017,	The	
Association	for	Research	in	Vision	and	Ophthalmology,	Inc.	(ARVO)	in	2017	and	the	
Australian	Society	of	Ophthalmologists	(ASO)	in	2016-2017.	Professor	Watson	has	also	
presented	papers	on	the	registry	in	Australia,	the	US	and	Singapore	during	the	past	year.		

Once	again,	the	Association	applauds	Professor	Watson	and	her	team	at	SSI	for	launching	
this	vital	research	project	to	evaluate	crosslinking	protocols	and	promote	best	practice.		

The	Association’s	participation	in	the	development	of	the	crosslinking	registry	has	played	an	
important	role	in	ensuring	the	registry	will	be	patient	friendly	and	provide	keratoconus	
patients	with	a	greater	say	in	their	treatments	than	ever	before	in	Australia.		

We	note	that	the	Registry	project	requires	further	funding	for	its	continuation	and	the	
Association	is	planning	to	coordinate	a	fundraising	program	with	SSI	in	the	near	future.		
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Any	Keratoconus	Australia	member	with	experience	in	fundraising	or	medical	research	and	
who	could	assist	in	coordinating	our	involvement	in	this	landmark	project	should	contact	
the	Association.		

Flinders	University,	Adelaide	
Keratoconus	Outcomes	Research	Questionnaire	(KORQ)		
In	November	2014,	a	research	team	headed	by	Professor Konrad Pesudovs of Optometry	
and	Vision	Science	of	the	School	of	Medicine	at	Flinders	University,	contacted	Keratoconus	
Australia	to	assist	with	the	validation	of	quality	of	life	(QOL)	questionnaire	for	keratoconus	
patients.	The	project	was	named	the	Keratoconus	Outcomes	Research	Questionnaire	
(KORQ).	As	no	Keratoconus-specific	questionnaire	existed,	the	KORQ	had	the	potential	to	be	
the	only	patient-reported	outcome	measure	suitable	for	any	research	looking	at	the	efficacy	
of	new	treatments/interventions	(including	studies	on	cornea	cross-linking)	from	patients’	
perspectives.	

The	Flinders	team	needed	100-150	keratoconus	patients	to	complete	the	questionnaire	to	
complete	its	validation.	The	Association	contacted	members	who	responded	en	masse	to	the	
call	for	assistance.		

As	reported	in	our	2015	Annual	report,	we	contacted	Professor	Watson	to	tell	her	about	this	
QoL	which	we	felt	could	be	used	for	the	Australia	Keratoconus	Registry.		

In	January	2017,	we	received	the	following	email	from	Dr	Jyoti	Khadka,	a	Research	Associate	
on	the	KORQ	project:		

Dear	Keratoconus	Australia	
It	is	my	pleasure	to	share	you	the	peer	reviewed	paper	published	on	Keratoconus	data	we	got	
from	the	KA	members.	This	study	has	developed	a	validated	questionnaire	to	measure	self-
reported	quality	life	parameters	for	people	with	Keratoconus.	Both	the	paper	and	the	
questionnaire	are	attached	herein. 
	 
I	would	like	to	thank	you	for	your	kind	support	and	all	the	KA	members	for	taking	their	time	
to	complete	the	survey	questionnaire,	without	whom	this	study	would	not	have	been	
possible.	This	KORQ	questionnaire	is	now	in	high	demand	as	from	researchers	and	clinicians	
around	the	globe	are	asking	for	it	because	it	is	the	first	validated	questionnaire	for	
keratoconus. 
	 
Many	thanks		 
	 
Dr	Jyoti	Khadka	
Research	Associate	
Optometry	and	Vision	Science	|	School	of	Health	Sciences	
Flinders	University	
	

The	29-question	survey	has	since	been	adopted	by	the	Australia	Keratoconus	Registry	
project	for	patient	feedback	on	treatments	and	has	become	an	international	benchmark	for	
assessing	the	quality	of	life	of	people	with	keratoconus.	The	paper	referred	to	by	Dr	Khadka	
can	be	found	in	the	Annex	to	this	report.		

We	thank	all	members	who	participated	in	this	vital	research.		
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School	of	Optometry	and	Vision	Science,	University	of	New	South	Wales	
A	prospective,	observational,	cross	sectional,	comparative	study	to	investigate	ocular	
symptoms,	corneal	nerves	and	neuromarkers	in	keratoconus.		
In	August	2016,	the	Association	was	contacted	by	Preeji	Mandathara,	a	PhD	Candidate,	who	
was	trying	to	recruit	keratoconus	patients	for	a	study	into	ocular	symptoms,	corneal	nerves	
and	neuromarkers	in	keratoconus.		

Changes	in	corneal	sensitivity,	tear	film	constituents	and	corneal	nerve	architecture	have	
been	reported	in	keratoconus.	But	to	date	not	much	is	known	about	their	effect	on	patient	
symptoms	and	in	the	pathophysiology	of	keratoconus.	The	UNSW	study	was	focussed	on	
patient	symptoms,	corneal	nerve	morphology	and	function,	tear	film	osmolarity	and	
neuromediators	in	keratoconus	and	aimed	to	correlate	these	findings	with	the	severity	of	
the	disease	and	also	to	evaluate	the	effect	of	treatments	such	as	corneal	collagen	cross	
linking	on	these	variables.	

After	receiving	documentation	relating	to	ethics	approval	for	the	study,	headed	by	Professor	
Mark	Willcox,	the	Association’s	committee	of	management	approved	the	request	to	contact	
members.	Emails	were	sent	to	NSW	members	in	August	and	then	again	in	December	to	
recruit	additional	volunteers	for	the	project.		

Ms	Mandathara	sent	us	a	copy	of	the	findings	from	her	initial	research	which	were	published	
in	the	Clinical	Science	journal.		

We	thank	all	members	who	participated	in	this	research	project	and	look	forward	to	
receiving	further	updates	on	its	outcomes.		

Centre	for	Eye	Research	Australia,	Melbourne	
As	foreshadowed	in	the	2016	Annual	Report,	the	Association	held	a	series	of	discussions	
with	researchers	at	The	Centre	for	Eye	Research	Australia	(CERA)	during	the	past	year.	CERA	
is	expanding	its	research	into	keratoconus	and	widening	its	collaboration	with	overseas	
research	centres.		

As	mentioned	previously,	CERA	is	engaged	in	a	suite	of	keratoconus	research	ranging	from	
the	cost	of	keratoconus,	various	aspects	of	crosslinking	and	corneal	transplantation,	the	
development	of	a	bioengineered	cornea	and	a	corneal	tissue	biobank.		

Its	latest	project	involves	creating	an	international	consortium	of	research	institutes	to	share	
data	and	information	about	keratoconus	with	the	aim	of	identifying	the	causes	of	the	
diseases,	improving	diagnosis	and	treatments,	and	ultimately	finding	a	cure	for	keratoconus.		

The	initial	stage	of	this	vast	project	will	involve	the	creation	of	a	database	to	collect	and	
share	clinical,	genetic	and	risk	factor	data.	Data	analysis	would	hopefully	identify	early	risk	
factors,	best	practice	treatments	and	share	these	outcomes	among	consortium	members.	At	
this	stage,	some	17	research	institutes	in	Australia,	India,	the	UK,	the	US,	New	Zealand	and	
Hong	Kong	have	signed	up	to	the	project.		

Keratoconus	Australia	strongly	supports	this	collaborative	approach	to	research	and	will	
provide	whatever	support	and	resources	possible	to	advance	this	project.		

We	hope	to	cooperate	further	with	CERA	in	2018	on	this	and	other	projects	including	an	
update	of	their	earlier	Cost	of	Keratoconus	study.		
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We	urge	our	Victorian	members	seeking	relief	from	the	rising	cost	of	contact	lenses	for	
keratoconus	to	consider	the	Eyecare	keratoconus	clinic.		

The	University	of	NSW	also	offers	a	similar	service	at	its	Optometry	Clinic.		

Crosslinking	Information	Brochure	
The	partnership	between	Keratoconus	Australia	and	Save	Sight	Institute	of	the	Sydney	Eye	
Hospital	has	borne	more	fruit	than	just	the	Australian	Crosslinking	Registry.		

As	noted	in	last	year’s	Annual	Report,	discussions	between	Keratoconus	Australia	president	
Larry	Kornhauser	and	Crosslinking	Registry	Director,	Professor	Stephanie	Watson	in	mid-
2015	resulted	in	the	elaboration	of	an	information	campaign	to	warn	people	with	
keratoconus	of	the	dangers	of	eye	rubbing.	

This	eye	rubbing	information	campaign	will	be	renewed	periodically	in	the	public	arena.	An	
information	flyer	on	the	dangers	of	eye	rubbing	is	now	being	sent	to	all	new	members	as	
part	of	our	new	member	kit.		

With	the	success	in	disseminating	information	about	eye	rubbing,	the	Association	decided	to	
ask	for	SSI’s	assistance	in	writing	a	brochure	for	patients	on	crosslinking	using	the	latest	
information	and	data	gleaned	from	the	Australian	Crosslinking	Registry.		

This	project	is	nearing	completion	and	we	hope	to	have	the	final	brochure	available	for	
distribution	in	early	2018.	Once	again,	it	will	be	included	in	all	new	member	kits	sent	out.		
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Consulting	Eye-carers	
We	again	recognise	the	invaluable	contribution	of	many	eye-carers	in	the	keratoconus	
community	who	answer	questions	from	our	members	and	hold	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.		

We	also	maintain	a	list	of	these	keratoconus	specialists	to	assist	members	and	their	families	
in	obtaining	the	best	possible	care	in	their	area.		

Eye-carer	projects	still	in-waiting…		
As	discussed	last	year,	the	Association	remains	interested	in	launching	two	new	projects	in	
conjunction	with	keratoconus	eye-carers	in	attempt	to	improve	the	quality	of	care	and	
treatment	for	people	with	keratoconus.		

One	way	of	expanding	and	formalizing	our	links	with	eye-carers	that	has	been	canvassed	is	
the	creation	of	a	scientific	committee	to	advise	Keratoconus	Australia	on	all	matters	relating	
to	keratoconus,	its	management	and	treatment	and	research	in	this	field.		

Also	still	on	the	radar,	the	original	submission	to	the	University	of	Melbourne	that	led	to	the	
creation	of	the	keratoconus	clinic	at	UoM’s	Eyecare	practice	also	included	a	proposal	for	the	
creation	of	a	post-graduate	scholarship	to	enable	an	outstanding	optometry	graduate	the	
opportunity	to	further	their	studies	in	keratoconus.		

Although	in	abeyance	since	put	forward,	further	discussions	were	held	in	April	2017	to	
implement	this	part	of	the	original	proposal.		

This	initiative	–	if	adopted	–	would	involve	providing	an	annual	bursary	to	the	candidate	
selected	by	a	panel	of	optometrists	in	conjunction	with	Keratoconus	Australia	to	enable	
him/her	to	travel	around	Australia	to	work	in	the	leading	keratoconus	practices	in	each	
state.	Funding	will	be	an	issue	and	hopefully	co-funding	with	the	optometry	community	can	
be	negotiated.	

Members	interested	in	assisting	the	Association	in	advancing	these	proposals	should	
contact	us.		
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At	this	stage,	there	is	no	further	news	on	when	a	final	decision	on	the	level	of	rebate	will	be	
made	and	when	a	rebate	for	crosslinking	will	commence.		

The	full	text	of	the	MSAC	statement	can	be	found	in	the	Annex	section	of	the	report.		

As	noted	in	previous	reports,	Keratoconus	Australia	made	a	submission	to	the	MSAC	inquiry	
into	the	RANZCO	application.	The	Association	supported	a	subsidy	of	around	$1500	per	eye	
in	the	case	of	progressive	keratoconus.	Details	of	the	Keratoconus	Australia	submission	were	
published	in	the	2014-15	Annual	Report.		

Corneal	collagen	crosslinking	is	now	a	routine	procedure	recommended	by	ophthalmologists	
to	all	patients	with	progressive	keratoconus	under	the	age	of	about	50.	Crosslinking	costs	
range	from	about	$2,500	-	$3,500	per	eye.	The	procedure	is	being	offered	free	through	a	
very	limited	number	of	hospitals	in	Australia.	(see	below)	

In	its	submission	to	MSAC,	the	Association	noted	that	keratoconus	specialists	currently	urge	
patients	to	undergo	crosslinking,	causing	many	patients	and	their	families	to	suffer	distress	
because	of	the	financial	burden	associated	with	this	procedure.	This	adds	to	concerns	over	
deteriorating	vision	and	the	prospect	of	severe	vision	loss	over	time.	With	the	cost	of	
contact	lenses	spiraling	upwards	plus	sundry	expenses	on	solutions	and	regular	checkups,	a	
keratoconus	diagnosis	can	be	the	start	of	an	expensive	journey	for	many	–	especially	those	
with	progressive	keratoconus.		

A	prompt	decision	on	the	Medicare	rebate	will	ease	some	of	this	financial	burden	and	
distress	and	enable	more	patients	to	opt	for	crosslinking.	

Corneal	collagen	crosslinking	costs	
While	awaiting	the	MSAC	decision,	we	again	note	that	there	can	be	wide	discrepancies	in	
the	cost	of	corneal	collagen	crosslinking	procedures.	This	is	of	particular	concern	as	patients	
will	need	to	meet	the	full	cost	of	the	operation	regardless	of	whether	they	have	private	
health	insurance	or	not.	

A	survey	done	by	Keratoconus	Australia	indicates	that	keratoconus	specialists	around	the	
country	are	charging	between	$2,500-$3,500	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.	

Crosslinking	can	be	obtained	free	at	the	corneal	clinics	of	the	Royal	Victorian	Eye	and	Ear	
Hospital	and	the	Alfred	Hospital	in	Melbourne,	and	the	Sydney	Eye	Hospital.	Subsidized	
procedures	are	available	in	other	states	through	eye	hospitals.		

A	better	deal	on	contact	lenses	
Things	just	become	worse	and	worse	in	regard	to	the	cost	of	contact	lenses	–	the	primary	
treatment	for	vision	loss	caused	by	keratoconus.		

As	much	as	we	would	like	to	report	progress	in	this	campaign	for	a	fairer	deal	on	contact	
lenses	for	keratoconus,	sadly	we	cannot	again	in	2016-17.	Quite	the	contrary.	The	cost	of	
optometric	services	for	keratoconus	seems	to	be	spiraling	out	of	control	along	with	the	price	
of	complex	new	and	often	larger	contact	lenses.		
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The	committee	has	decided	that	a	priority	in	2018	will	now	be	to	investigate	the	causes	of	
the	recent	sharp	rise	in	the	cost	of	contact	lenses	and	survey	members	as	to	the	impact	of	
these	increases.		

One	concern	is	that	patients	are	giving	more	consideration	today	to	correcting	their	vision	
with	otherwise	unnecessary	and	sub-optimal	surgery	options	like	intra	ocular	lens	and	
intracorneal	rings	(intacs	etc)	as	a	means	of	avoiding	high,	long	term	costs	associated	with	
remaining	in	contact	lenses.	

Based	on	a	review	of	these	inquiries,	the	Association	would	like	to	mount	a	social	media	
campaign	to	raise	awareness	amongst	eye-carers	and	government	departments	and	private	
health	insurers	of	the	detriment	to	patients	of	contact	lenses	being	priced	out	of	reach.		

In	the	absence	of	lower	prices	or	higher	rebates	on	contact	lenses	for	keratoconus,	
Keratoconus	Australia	notes	that	members	can	access	cheaper	lenses	in	a	number	of	ways.		

We	have	established	an	agreement	with	the	University	of	Melbourne’s	Eyecare	practice	that	
offers	a	range	of	lenses	for	keratoconus	at	a	50%	discount.	The	Eye	and	Ear	Hospital	in	East	
Melbourne	has	also	opened	a	keratoconus	clinic	which	is	offering	contact	lenses	and	
crosslinking	at	minimal	cost	to	patients.		

Similar	services	can	be	obtained	through	the	Sydney	Eye	Hospital	for	crosslinking	and	the	
University	of	NSW	eye	clinic	for	contact	lenses	(although	this	is	not	a	specialised	service	for	
keratoconus).		

In	Brisbane,	patients	referred	to	the	corneal	clinic	at	Mater	Hospital	with	a	visual	acuity	of	
less	than	6/12,	can	receive	a	script	for	contact	lenses	to	be	fitted	by	one	of	the	local	
keratoconus	specialists	and	billed	to	Mater.		

These	are	just	some	of	the	options	available	to	patients	experiencing	financial	difficulty	in	
purchasing	contact	lenses	(and	crosslinking)	for	keratoconus.		

Patients	can	also	request	bulk	billing	of	optometrist	services	when	experiencing	financial	
hardship.	It	never	hurts	to	ask.	Many	optometrists	have	told	us	they	can	provide	significant	
discounts	on	contact	lenses	in	special	cases.		

Vision	2020	Australia	
Keratoconus	Australia	is	currently	an	associate	member	of	Vision	2020	Australia,	the	peak	
body	in	Australia	for	all	eye	health	related	organizations.	In	support	of	its	goal	of	eliminating	
avoidable	blindness	and	vision	loss	in	Australia,	Vision	2020	Australia	submits	position	
papers	to	the	Australian	Government	on	vision	related	issues	on	behalf	of	the	eye	health	
community.	

Keratoconus	Australia	has	a	representative	on	the	Vision	2020	Independence	and	
Participation	Committee.		

In	October	2016,	members	of	that	committee	were	asked	to	respond	to	two	questions	
relating	to	specific	problems	within	the	current	aged	system:		

1.				What	are	the	key	issues	facing	people	who	are	blind	or	vision	impaired	within	the	
aged	care	system?		

2.				What	are	the	key	issues	your	organisation	is	facing	in	transitioning	to	a	new	
model	of	aged	care?	
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Keratoconus	Australia	President	Larry	Kornhauser	responded	on	behalf	of	the	Association	as	
follows:	
 
21 October, 2016 
 
Dear Hayley, 
 
Thank you for your email.  
 
We do not have a specific policy or strategy around aged care. Keratoconus has the greatest 
impact on teenagers and young adults initially. We concentrate our efforts on assisting younger 
people make the adjustment to life with lower vision or correction aids like glasses or more 
commonly contact lenses. 
 
The issue for keratoconus patients is that the main form of long term vision correction is rigid gas 
permeable contact lenses. These become harder to wear if dry eye develops with age. Care and 
insertion of these lenses can become problematic with age and particularly if older patients suffer 
from disease that may impact on their ability to handle such small items eg arthritis etc. They may 
then require carers to assist with the insertion and removal of lenses.  
 
We would like to see a survey of our members to determine what their needs are as they age. As 
keratoconus generally stabilises by middle age and beyond, we would think that a general 
population survey of people using contact lenses in particular (or spectacles) may cover the 
requirements of older keratoconus patients too.  
 
We would note that the introduction of corneal collagen crosslinking which aims to slow or halt 
progression at an early stage may in future reduce the number of people who arrive at old age 
with severe vision loss due to keratoconus.  
 
Perhaps one question of interest would be to see if keratoconus patients have a higher rate of 
other eye disease (glaucoma, retinal, MD etc) later in life than the general population.  
 
Anyway these are just some thoughts that could be raised for discussion at your roundtable.  
 
Kind regards,  
 
Larry Kornhauser 
President 
Keratoconus Australia 
	

Following	these	consultations	with	members,	Vision	2020	Australia	subsequently	developed	
a	paper	entitled	Position	statement	on	meeting	the	needs	of	people	who	are	blind	or	vision	
impaired	within	the	aged	care	system.	The	full	paper	can	be	found	in	the	Annex.	

After	review,	Keratoconus	Australia	endorsed	the	position	statement.		

Jess	Cutter,	Policy	and	Advocacy	officer	at	Vision	2020	Australia,	contacted	us	later	to	convey	
that	she	had	passed	our	comments	about	the	need	for	surveying	the	keratoconus	population	
to	the	Centre	for	Eye	Research	Australia.	We	hope	to	progress	a	survey	of	the	needs	of	older	
keratoconus	patients	in	2018.		

KA	Committee	member	Tamalii Laloulu has joined the Prevention & Early Intervention 
Committee as the Keratoconus Australia representative.	
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We	request	that	anybody	else	who	is	interested	in	assisting	with	patient	surveys	or	eye	
health	policy	contact	the	Association	to	participate	in	the	Vision	2020	Australia	committees	
during	2018.	Teleconferencing	is	available	for	members	unable	to	attend	the	Melbourne	
meetings.		

The	Association	also	plans	to	use	its	relationship	with	Vision	2020	Australia	to	publicise	its	
activities	to	a	wider	audience	in	the	eye	health	community.		

	
Optometrists	
The	Association	has	previously	asked	members	to	assist	in	lobbying	Optometry	Australia	for	
support	in	its	campaign	over	the	cost	of	contact	lenses.	We	urge	members	who	have	
experience	and	time	to	engage	in	this	type	of	advocacy	to	contact	us	immediately	so	that	
this	matter	can	be	progressed	in	2018.		

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.		

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	https://www.keratoconus.org.au/wp-
content/uploads/2017/11/KA-Insurance-letter.pdf.	

International	
Keratoconus	Australia	has	enjoyed	a	close	relationship	with	the	US	National	Keratoconus	
Foundation	(NKCF)	since	our	creation.	The	NKCF	provides	us	with	booklets	on	keratoconus	
and	corneal	transplantation	at	a	nominal	cost	which	we	distribute	to	members	free	of	
charge.	These	are	also	on	sold	to	eye-carers	at	cost.		

A	restructuring	of	the	NKCF	has	led	to	changes	at	that	organization	which	became	a	program	
of	the	Department	of	Ophthalmology	at	University	of	California,	Irvine.		

We	are	having	more	trouble	obtaining	these	booklets	and	ask	members	to	be	patient	if	
delays	occur	in	providing	them.	

We	have	been	in	contact	with	the	new	NKCF	director,	Mary	Prudden,	about	closer	
cooperation	in	conducting	international	campaigns	to	promote	awareness	of	keratoconus.	

Last	year,	NKCF	launched	an	initiative	called	World	Keratoconus	Day	on	November	10.	The	
Association	did	not	provide	formal	backing	for	this	initiative.	We	received	news	of	this	
initiative	on	short	notice	and	did	not	have	time	to	investigate	its	background	or	purpose.	
Information	from	the	World	Keratoconus	Day	website	indicates	it	is	largely	a	US-based	
initiative	at	this	stage	involving	eye-carers	and	hospitals.	The	committee	will	monitor	
developments	in	this	promotional	activity	and	see	how	we	can	become	involved.		
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Ms	Michelle	Urquhart	hosted	the	session	and	will	act	as	the	contact	point	for	NSW	patients	
interested	in	receiving	support	and	becoming	involved	in	the	Keratoconus	Club.	Michelle	can	
be	contacted	by	email	on	info@keratoconus.org.au.	

Free	Audio	and	Video	Podcasts	
Free	audio	and	video	podcasts	of	recent	Keratoconus	Australia	seminars	will	be	soon	
available	on	the	Association’s	new	website.		

	

	
Launch	of	the	KA-SSI	Kera	Club	in	Sydney	
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Supporters	
The	Association	receives	benefits	from	a	range	of	companies	in	the	form	of	free	facilities	for	
meetings	and	pro	bono	services.	We	thank	all	of	these	companies	and	institutions	for	their	
kind	assistance	again	in	2017,	notably	Deloitte	Private	for	accounting	services,	Viewgrow	
Capital	Pty	Ltd	(meeting	venue	and	administrative	support	services)	and	Herbert	Smith	
Freehills	for	legal	services.		The	US-based	National	Keratoconus	Foundation	provides	the	
Association	with	patient	booklets	at	a	reduced	rate.		

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	through	its	EyeCare	clinic,	which	runs	regular	keratoconus	clinics.		

Save	Sight	Institute	is	now	a	key	partner	of	Keratoconus	Australia	on	a	number	of	projects	
including	the	Crosslinking	Registry,	the	KeraClub	and	the	Hands	Off	Eyes	campaign	to	alert	
keratoconus	patients	of	the	dangers	of	eye	rubbing.	We	are	also	collaborating	on	a	patient	
brochure	to	explain	crosslinking.		We	thank	SSI’s	Professor	Stephanie	Watson	for	her	
dedication	in	trying	to	improve	keratoconus	patient	outcomes	and	in	providing	our	members	
with	regular	updates	on	data	from	the	Crosslinking	registry	which	will	be	posted	to	our	new	
website.	

Review	of	rules	
Last	year’s	Annual	General	Meeting	ratified	the	Association’s	new	rules	which	have	been	
brought	into	conformity	with	new	provisions	of	both	the	Associations	Incorporation	Reform	
Act	2012	(Act)	or	the	Australian	Charities	and	Not-for-Profits	Commission	Act	2012	(ACNC	
Act).	In	2014,	we	engaged	Herbert	Smith	Freehills,	which	has	in	the	past	acted	on	behalf	of	
the	Association	on	a	pro	bono	basis.	We	thank	Herbert	Smith	Freehills	and	KA	committee	
member	Neil	McFarlane	for	their	assistance	in	completing	this	review.		

Fundraising	and	Grants	 	
We	would	like	to	thank	all	donors	who	made	significant	contributions	during	the	2016-17	
financial	year.		

No	grants	were	sought	or	received	during	the	year.		

We	are	now	also	registered	as	a	charity	on	the	GoFundraise	platform	should	members	wish	
to	fundraise	on	behalf	of	Keratoconus	Australia.	https://www.gofundraise.com.au/	and	also	
at	MyCause	https://www.mycause.com.au/.	

A	number	of	members	have	taken	advantage	of	this	facility	to	run	campaigns	in	support	of	
Keratoconus	Australia	and	its	work.		

We	note	that	we	are	currently	engaged	in	research	partnerships	with	a	number	of	
institutions	and	we	are	considering	launching	major	fundraising	drives	in	2018	to	support	
new	research	into	keratoconus.		

Donations	
Donations	to	the	Association	can	now	be	made	by	credit	card	online	via	the	Give	Now	
website	at	https://www.givenow.com.au/keratoconusaustralia.	

Please	give	generously.		
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Local	Groups	
NSW	
As	discussed	in	Events,	a	long	overdue	keratoconus	patient	group	launched	in	October	2016	
with	the	assistance	of	Keratoconus	Australia	member	Michelle	Urquart	and	the	Save	Sight	
Institute.	The	new	group	is	called	the	Keratoconus	Club	or	KeraClub.	Over	80	patients,	family	
members	and	eye-carers	attended	the	launch	which	hopefully	marks	the	first	of	many	
meetings	in	Sydney.		

A	second	meeting	held	in	November	2017	was	also	well	attended.	Speakers	included	
Professor	Watson,	who	presented	the	latest	results	from	the	Crosslinking	Registry	and	
Sydney	optometrists	Margaret	Lam	and	Mark	Koszek	debated	the	merits	of	small	versus	big	
contact	lenses	for	keratoconus.		

Ms	Urquart	is	seeking	ideas	for	future	Sydney-based	activities	during	2018.	We	strongly	urge	
Sydney-based	members	to	contact	us	if	they	would	like	to	assist	Michelle	in	the	coming	12	
months.		

Despite	interest	from	members	on	the	Gold	Coast,	Tasmania,	SA,	and	the	ACT	in	forming	
local	groups,	none	have	materialized.	If	you	want	to	make	a	long-term	commitment	to	
organizing	drinks	or	social	events	with	other	keratoconus	patients,	please	contact	us	and	we	
will	assist	in	contacting	other	people	in	your	area.		

New	Logo	
For	some	time	now,	the	Association	has	been	working	to	develop	a	new	logo	and	branding.		

This	work	was	completed	in	August	2017	and	we	finally	launched	our	new	logos	and	colours,	
designed	by	Jorge	Tarzia	of	Yolk	design.	

	

	
	

	

Let	us	know	what	you	think!	

Website	
In	early	2015,	Melbourne	communications	agency	Big	Red	kindly	agreed	to	assist	with	the	
redevelopment	of	the	Association’s	website	and	social	media	platform	pro	bono.	

Despite	a	number	of	setbacks,	this	work	was	finalised	in	August	2017	with	an	enormous	
amount	of	advice	and	help	from	Matthew	Blode.	We	greatly	appreciate	his	assistance	in	fine	
tuning	the	site.		
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	 Home	page	of	new	KA	Website		
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The	new	site	contains	the	latest	information	about	keratoconus	and	the	various	treatments	
and	strategies	for	managing	life	with	keratoconus.	

It	also	contains	a	detailed	Frequently	Asked	Questions	page	which	we	believe	covers	the	
main	topics	raised	by	members	and	their	families	when	confronting	the	bewildering	array	of	
information	about	this	eye	disease.	

Treatments	have	been	divided	between	non-surgical	which	suit	the	vast	majority	of	people	
diagnosed	with	keratoconus	and	surgical.	Of	the	surgical	options,	corneal	collagen	
crosslinking	is	given	particular	attention	as	it	is	the	only	one	most	people	will	need	to	
consider.	

We	have	also	highlighted	the	need	for	patients	considering	crosslinking	to	ensure	their	
surgeon	will	be	anonymously	reporting	their	case	to	the	Australian	Crosslinking	Registry	to	
track	their	outcomes	for	research	purposes.	We	will	also	post	updates	on	data	being	tracked	
by	the	Crosslinking	Registry.	

Where	possible,	we	have	given	the	pros	and	cons	of	the	various	treatments	and	provided	
guidance	on	how	to	decide	which	treatment	might	be	appropriate	given	the	particular	
circumstances	facing	each	patient.	For	example,	often	less	is	more	once	you	pass	the	age	of	
35	years	as	by	then	the	disease	tends	to	slow	naturally	in	most	patients.	

Our	News	and	Events	page	include	the	latest	research	into	keratoconus	from	around	the	
world	and	events	being	staged	by	Keratoconus	Australia	during	the	year.	

The	Association	has	also	switched	to	the	more	commonly	used	org.au	domain	suffix	and	can	
now	be	found	at	https://www.keratoconus.org.au/.	Our	email	address	has	also	changed	to	
reflect	the	move.	It	is	now:	info@keratoconus.org.au.	

We	thank	everyone	who	worked	on	the	site	with	us	and	especially	Neil	McFarlane	for	his	
technical	assistance	in	launching	the	new	site	at	considerable	cost	savings	to	the	Association.		

We	are	also	looking	for	stories	to	populate	our	Living	with	Keratoconus	pages	which	are	not	
yet	live.	Please	contact	us	by	email	if	you	would	like	to	send	us	your	story.		

Members	are	asked	to	go	to	the	new	site	at	our	new	domain	address	of	
https://www.keratoconus.org.au/.	

We	hope	to	revamp	our	social	media	strategy	as	part	of	the	new	site	launch.		

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	2016-17,	the	committee	met	four	times	and	held	
informal	discussions	on	other	occasions.		

The	committee	last	year	comprised:	

Larry	Kornhauser,	President	
Neil	McFarlane,		
Ryan	Kaplan	
Alejandro	Molano	
Tamalii	Laloulu	
Michelle	Urquart	

Mary	Veal	acts	as	the	Association’s	Secretary	in	an	unpaid	capacity.		
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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:	

Strategy	and	
Management	

• Experience	in	developing	strategy	and	management	policies	
for	not	for	profit	organizations	

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	organizations	

		 • understanding	of	the	Medicare	system	

• representatives	for	the	SSI	Crosslinking	Registry	

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	

• plan	major	fundraisers	to	support	keratoconus	research	
projects.	Two	are	being	considered	for	2018.	

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	closing	for	the	summer	holiday	break	in	early	December	2017.	
However,	you	can	email	us	over	the	holiday	period	if	you	would	be	interested	in	contributing	
in	2018	to	any	of	the	above	areas.	
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Please	contact	KA	Administrative	Assistant	Mary	Veal	directly	on	0409	644	811	if	you	wish	to	
participate.		

The	Committee	of	Management	would	like	to	thank	everyone	who	has	supported	the	
Association	over	the	past	12	months.		

With	your	assistance,	we	can	do	much	more	in	the	coming	year.	If	you	believe	in	patients	
having	a	voice	in	their	own	care	and	can	provide	some	expertise	in	the	areas	we	are	
targeting,	please	join	us	in	improving	the	lives	of	people	with	keratoconus	and	their	families.		

	
	

The	Committee	of	Management	
28	November	2017	
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The	Australian	College	of	Optometry	

The	Department	of	Optometry	and	Vision	Sciences,	University	of	Melbourne		

The	Eye	Foundation	

Viewgrow	Capital	Pty	Ltd	

Vision	2020	Australia	
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Flinders	University	Keratoconus	Quality	of	Life	questionnare	
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Statement	from	MSAC		on	Corneal	Collagen	Crosslinking	rebate	application	
	
	

 

  Public Summary Document 
Application No. 1392 – Corneal Collagen Cross Linking 

Applicant: Royal Australian and New Zealand College of 
 Ophthalmologists  

Date of MSAC consideration: MSAC 69th Meeting, 6-7 April 2017 

Context for decision: MSAC makes its advice in accordance with its Terms of Reference, 
visit the MSAC website. 

Purpose of application 

An application requesting a new Medicare Benefit Schedule (MBS) listing of Corneal 
Collagen Cross Linking (CCXL) as early intervention in progressive keratoconus was 
received from The Royal Australian and New Zealand College of Ophthalmologists 
(RANZCO) by the Department of Health (the Department). 

MSAC’s advice to the Minister 

After considering the strength of the available evidence in relation to comparative safety, 
clinical effectiveness and cost-effectiveness, MSAC supported public funding of Corneal 
Collagen Cross Linking (CCXL) for corneal ectatic disorders with evidence of progression. 

MSAC encouraged the Therapeutic Goods Administration (TGA) to continue with the 
Authorised Prescriber Scheme for supply of the riboflavin eye drops required to render this 
service. 

MSAC questioned the proposed fee and requested that the Department investigate an 
appropriate fee and provide information to the MSAC Executive. MSAC suggested an upper 
limit of $1,200 for the MBS fee - with reference to international pricing and a RANZCO 
recommendation. 

MSAC also requested a review of the utilisation, out-of-pocket costs and basis for the MBS 
fee two years after MBS listing begins. 
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Summary of consideration and rationale for MSAC’s advice 

MSAC noted that the proposed public funding of CCXL had been considered in July 2016. 
MSAC recalled that it had deferred its decision to list CCXL in patients with corneal ectatic 
disorders due to concerns that the revised economic model had not been adequately verified 
and that the riboflavin drops used in rendering this service were not registered on the 
Australian Register of Therapeutic Goods (ARTG).  

MSAC recalled that it had previously accepted the safety and clinical effectiveness of CCXL 
in the proposed population (MSAC Public Summary Document (PSD) Application 1392, July 
2016).  
MSAC noted that both legal advice and clarification from the TGA had been sought regarding 
the regulatory status of riboflavin eye drops. MSAC noted that according to this information, 
there were no issues from either a TGA or legal perspective with the MBS listing of a service 
for which some, but not all, components are listed on the ARTG. MSAC noted that the TGA 
encourages the use of the Authorised Prescriber Scheme to access riboflavin eye drops, which 
allows approved prescribers to prescribe a specific therapeutic good to a class of patients 
under their care. MSAC concluded that this advice addressed concerns around the individual 
components required to render this service.  
MSAC recalled that it had requested information regarding the progress of several large, well-
designed clinical trials due to report in 2016–17, which have discontinued their control arms. 
MSAC considered a 2015 FDA briefing document of the Joint Meeting of the Dermatological 
and Ophthalmic Drugs Advisory Committee and Ophthalmic Device Panel of the Medical 
Advisory Committee, which provided follow up data for three randomised sham-controlled 
trials. MSAC clarified that discontinuation of the control arms was the result of very high 
rates of crossover from sham treatment to CCXL. MSAC also considered that the information 
provided by the applicant alongside its pre-MSAC response reviewing each of the CCXL 
trials reported in clinicaltrials.gov to be helpful in considering the relevance of these trials.  

MSAC also recalled that in its pre-MSAC response for the July 2016 meeting, the applicant 
had noted that some data were available for ectasias other than keratoconus, though these data 
were not included in the response. MSAC noted that the applicant had since confirmed that 
non-keratoconus peripheral corneal ectasias are rare conditions and, as such, valid randomised 
data for these conditions would be difficult to obtain.  
MSAC recalled concerns regarding the use of CCXL for post-LASIK1 ectasia, and noted 
observational studies (Poli M et al 2013; Yildirim A et al 2014) which provided evidence of 
favourable outcomes for use in this condition or for post-radial keratotomy ectasia. MSAC 
considered that the use of CCXL for these patients may be appropriate. In contrast, MSAC 
considered that a CCXL MBS item should exclude use for the purpose of primary prevention 
of post-LASIK ectasia (LASIK Xtra).  
MSAC noted that an assessment of the revised economic model had been undertaken by ESC. 
MSAC agreed with ESC that the model inputs for time horizon, age of onset of keratoconus 
and utility values for vision quality of life were appropriate. MSAC considered that 
uncertainties regarding the prevalence of keratoconus and its impact on the model had been 
addressed in the sensitivity analyses undertaken. MSAC noted that out-of-pocket costs were 
not included in the revised economic model and that these can be significant for patients 
accessing ophthalmologists. MSAC noted the new model: 

• decreased the utility value for vision quality of life for patients with a corneal graft 
																																																								
1 LASIK: Laser-Assisted In Situ Keratomileusis (commonly referred to as laser eye surgery)  
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based upon data from the Australian Corneal Graft Registry Report 2015 (0.87 in the 
initial model versus 0.83 in the current model); 

• decreased the number of predicted procedures in 2015/2016 (2,600 versus 2,100); 
• increased corneal graft costs due to inclusion of hospital and eye bank costs (~$1866 

versus ~$5525); and 
• assumed 2 services per patient rather than 1.5. 

MSAC agreed with ESC that changes to the model were appropriate. MSAC noted that a 
sensitivity analysis of the MBS fee was included, with the cost of the procedure having a 
significant impact on the incremental cost-effectiveness ratio (ICER). MSAC concluded that 
revised model indicates that the CCXL treatment pathway is more effective than the current 
treatment pathway and is lower in cost.  
MSAC considered that the number of expected procedures and the CCXL procedure fee were 
key drivers of the financial estimates, and that the initial surge in utilisation may be prolonged 
depending on the number of services provided by ophthalmologists. MSAC noted that the 
estimates assume that 2,426 patients are likely to access CCXL treatments in year one with 
the number of patients decreasing to 389 by year five. MSAC noted that the projected number 
of CCXL treatments is highly sensitive to an assumption that a large number of patients are 
currently undergoing CCXL, despite the treatment not being funded by the MBS at present. In 
addition, MSAC noted the assumption that listing of CCXL on the MBS would result in a 
reduction in corneal grafts and accepted that this was appropriate.  

MSAC noted a cost sensitivity analysis was undertaken to explore the impact of variation in 
the MBS fee for the CCXL procedure.  Listing CCXL with an MBS fee of $1,500 was 
estimated to cost the MBS $4.4 million in year one, decreasing to $648,000 by year five. In 
comparison, listing CCXL with an MBS fee of $900 was estimated to cost the MBS $2.9 
million in year one, decreasing to $421,000 by year five. MSAC noted that varying the MBS 
fee may also result in variation to the associated out-of-pocket costs for patients. 

MSAC recalled that the committee had requested a more detailed rationale for the $1,500 fee 
proposed by the applicant at its July 2016 meeting. MSAC noted that during public 
consultation, consumers advised that they are currently being charged $2,000 to $3,000 for 
treatment per eye. MSAC also recalled that the Protocol Advisory Sub-Committee had 
suggested a value between $900 and $1,300 based upon current fees for cataract surgery and 
corneal transplant.  

In its pre-MSAC response, the applicant provided estimates of equipment and personnel input 
costs for the UV source, riboflavin eye drops and per treatment fee. The applicant also 
provided comparative estimates for the time required to perform the Dresden and accelerated 
protocols for CCXL (80 minutes and 65 minutes, respectively). MSAC noted that Godefrooij 
DA et al 2016 detailed the costs associated with CCXL in clinical practice for 43 patients 
(86 eyes) in the Netherlands. Where delivered by an ophthalmologist, CCXL treatment costs 
(including consumables) equated to ~$1,293 (€886) and decreased to ~$1,080 if shorter UV-
A radiation exposure time (5 minutes rather than 30 minutes) via an accelerated protocol was 
used. MSAC noted that March 2017 correspondence from RANZCO supported an MBS 
rebate of $1,200. 

MSAC requested that the Department investigate an appropriate fee, reviewing all reasonable 
cost components that contribute to setting MBS fees, and provide this information to the 
MSAC Executive for further consideration. Based on the information available, MSAC 
suggested an upper limit of $1,200 for the MBS fee. MSAC assumed that the fee would not 
include capital costs for the lamp, nor the cost of the riboflavin eye drops. MSAC also noted 
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that actual charges would be determined by the market once a MBS fee and rebate is set, 
especially in the out-of-hospital setting. 

MSAC concluded that the MBS item descriptor should not specify details of the CCXL 
protocol as this may limit clinicians’ ability to use the most appropriate procedure according 
to the best available evidence. However, given that there are variations in both the complexity 
and duration of the procedure, MSAC recommended it would be appropriate to review the 
MBS fee for CCXL two years after MBS listing. MSAC also recommended that the 
explanatory notes for the CCXL MBS item should stipulate the exclusion of use of this 
service for LASIK Xtra. 
MSAC recommended that MBS listing be linked with a requirement for mandatory recording 
of the types of CCXL services provided and their outcomes in a CCXL register. MSAC 
requested that data from the Save Sight Institute’s CCXL registry and the Australian Corneal 
Graft Registry be collated, along with out-of-pocket expenses incurred, to inform the review 
of CCXL two years after MBS listing. 

MSAC supported MBS funding of CCXL for corneal ectatic disorders with evidence of 
progression. MSAC considered that, compared with corneal transplantation, CCXL has 
acceptable safety and clinical effectiveness, and is probably cost-effective (subject to an 
appropriate MBS fee). MSAC encouraged the TGA to continue with the Authorised 
Prescriber Scheme for supply of the associated riboflavin eye drops. MSAC also requested a 
review of the utilisation, registry data, out-of-pocket costs and basis for the MBS fee two 
years after MBS listing begins. 

Background 

Application 1392 was considered at the July 2016 MSAC meeting. MSAC deferred its advice 
on public funding for CCXL in patients with corneal ectatic disorders due to concerns that the 
revised economic model had not been adequately verified and that the riboflavin eye drops 
used in rendering this service were not registered on the ARTG. 

MSAC requested the following information to enable it to finalise its advice: 
• A more detailed rationale for the proposed fee, including the range of applicable 

protocols to render the service, and how these range in both complexity and duration. 
• An assessment by its Evaluation Sub-Committee (ESC) comparing the revised 

modelled economic evaluation with the version initially developed, and examining the 
sensitivity of these models to variations in the proposed fee. 

• Clarification from the TGA regarding the consequences of the varying regulatory 
status of the codependent ultraviolet lamp device and the various riboflavin eye drop 
options used in rendering the service. 

• Progress of the several large well-developed clinical trials due to report in 2016-17 
(which have discontinued their control arms). 

• Data cited in the pre-MSAC response said to be available in patients with ectasias 
other than keratoconus. 

Prerequisites to implementation of any funding advice 

The UVA light source devices are registered on the Australian Register of Therapeutic 
Goods (ARTG).  



	

60	

The riboflavin eye drops are not registered on the ARTG, but may be accessed via the 
TGA’s Authorised Prescriber Scheme or Special Access Scheme. 

Proposal for public funding 

The proposed MBS item descriptor for CCXL is provided in Table 1. 

The applicant proposed fee is $1500. The PICO Advisory Sub-Committee suggested a fee 
of $900-$1300 would be appropriate (between the cost of cataract surgery and corneal 
transplant). During public consultation, consumers advised that they are currently being 
charged between $2000–3000 per eye ($4000–$6000 for both eyes). 
Table 1  Proposed MBS item descriptor for corneal collagen cross-linking 
Category 3 – Therapeutic Procedures – Ophthalmology Services  

MBS [item number] 
Corneal Collagen Cross Linking, for patients with corneal ectatic disorders with evidence of progression  
Fee: $1500 [Applicant-proposed fee].  
Anaes.  
Explanatory Note:  
Evidence of progression in patients over the age of twenty five is determined by the patient history including 
an objective change in tomography or refraction over time. Evidence of progression in patients aged twenty 
five years or younger is determined by patient history including an objective change in tomography or 
refraction over time and/or posterior elevation data and objective documented progression at a subclinical 
level.  

Summary of Public Consultation Feedback/Consumer Issues 

See Public Summary Document from July 2016 for Application 1392.  

Proposed intervention’s place in clinical management 

The current approach to treating patients with corneal ectatic disorders involves, in the first 
instance, attempting to improve the patient’s vision with glasses, if possible. If the condition 
progresses and the glasses no longer improve the patient’s vision, hard contact lenses are 
fitted. If the lenses cannot be fitted, or are unsuccessful, patients undergo penetrating corneal 
graft. Some patients currently access CCXL as an alternative to corneal grafting by self-
funding the procedure.  

Under the proposed clinical management algorithm, CCXL would be used as a first line 
treatment once there is evidence of progression, regardless of whether glasses or contact 
lenses have been tried. The proposed treatment pathway utilises CCXL as a preventative 
treatment (intending to halt the progress of the disease early). 

Comparator  

The current treatment pathway involves attempting to improve the patient’s vision with glasses 
or soft contact lenses, and if no improvement or deterioration then hard contact lenses. If hard 
contact lenses cannot be fitted or are unsuccessful, then patients undertake penetrating corneal 
graft. 
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Comparative safety 

Adverse events and complications after CCXL are not well reported in randomised trials, so 
there are few comparative safety data. A range of adverse events have been described but 
these are generally minor and transient. Corneal haze is common but resolves over time. 

The assessment report stated it had not been possible to assess safety of CCXL relative to the 
conventional management pathway without CCXL. Therefore, at best, CCXL can be assessed 
to be noninferior with respect to safety. 

Comparative effectiveness 

The assessment report stated it was difficult to classify the therapeutic profile of CCXL in 
relation to the current treatment pathway, including risk of progression to a corneal transplant, 
as no good quality direct or indirect comparisons were identified that would allow such an 
assessment to be made. 
Randomised trials, nonrandomised studies and meta-analyses showed that CCXL leads to 
improvements in corrected visual acuity, uncorrected visual acuity, Kmax and spherical 
equivalent refractive error, and the improvements are maintained over at least 2 years. Data 
were not available to inform an assessment of the risk of progression to transplant compared 
with management without CCXL. The relevance of these results in terms of clinical 
progression of the disease is, however, difficult to assess. Comparative data for 
children/adolescents is scarce but where this has been attempted, the outcomes have been 
similar to that for adults or all ages. 

Some additional, but very low quality, data on quality of life was also identified that shows 
possible quality of life improvements in people who had undergone CCXL compared to 
those with contact lenses. 

The complex nature of the evidence base did not lend itself to a formal GRADE analysis. 
All the included Randomised Control Trials and other non-randomised studies were of low 
quality overall, with different protocols, outcome measures and time points. There were 
high levels of heterogeneity in study results. Longer-term outcome measures that would be 
more helpful in answering the clinical question in relation to current management without 
CCXL, have additional quality issues with loss to followup and low patient numbers. 

An evidence summary of key results for the standard CCXL procedure over 12 months or 
longer is shown in Table 2. 

Table 2  Evidence profile: Overall clinical effects of standard CCXL as measured in key included 
systematic reviews and randomised trials with 12 months follow up or greater  
Outcomes 
(units) 

Participants 
(studies) 

Type of 
study 

Quality of 
evidence 
(GRADE) 

Effect (summary) 

Corrected 
visual 
acuity 
(logMAR) 

Craig 2014; 
Meiri 2016 

Meta-
analysis 
(RCTs and 
NRS) 

Low –0.1 at 12&24 months 
–0.09 at >36 months 

 Li 2015  Meta-
analysis 
(RCTs)  

Low –0.1 (3–36 months)  
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Outcomes 
(units) 

Participants 
(studies) 

Type of 
study 

Quality of 
evidence 
(GRADE) 

Effect (summary) 

 #997 Seyedian 
2015 
#1204,1205 
Wittig-Silva 
2008 and 20014  

RCTs Low –0.1 at 12 months 

Uncorrected 
visual acuity 
(logMAR) 

Craig 2014; 
Meiri 2016 

Meta-
analysis 
(RCTs and 
NRS) 

Low –0.1 to –0.2 at 12&24 
months  
–0.1 at >36 months:  

 Li 2015  Meta-
analysis 
(RCTs) 

Low –0.18 (3–36 months)  

 #1204,1205 
Wittig-Silva 
2008 and 20014  

RCTs Low –0.1 at 12 months  

Max K (D) Craig 2014; 
Meiri 2016 

Meta-
analysis 
(RCTs and 
NRS) 

Low Relative to 
baseline/preCCXL: 
–1 at 12&24 months 
–0.4 at > 36 months  

 Li 2015 Meta-
analysis 
(RCTs) 

Low Relative to controls: 
–2.05 D (3–36 
months)  

 #997 Seyedian 
2015 
#1204,1205 
Wittig-Silva 
2008 and 20014 

RCTs Low Relative to baseline 
and/or controls (up to 
36 months): 
–1 to –2 D 

Spherical 
equivalent 
refractive 
error (D)  

Craig 2014; 
Meiri 2016 

Meta-
analysis 
(RCTs and 
NRS) 

Low Relative to baseline: 
0.1–0.5 at 12 months 
0.7 at 24 months  
0.5 at >36 months  

 Li 2015 Meta-
analysis 
(RCTs) 

Low Relative to controls: 
–0.96 (3–36 months)  

 #997 Seyedian 
2015 
#1204,1205 
Wittig-Silva 
2008 and 20014  

RCTs Low Little change to 
baseline and/or 
controls 

Quality of life NRS  Very low Some improvements 
for people with CCXL 
compared to those 
with rigid contact 
lenses  

On the basis of this evidence profile, it is suggested that, relative to the current treatment 
pathway, CCXL has non-inferior safety and non-inferior (possibly superior) effectiveness. 
Considerable further comparative data would be required to make a more definitive 
conclusion relative to the conventional management pathway. 
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Keratoconus and other corneal ectasias present specific challenges for conducting well-
designed randomised controlled trials. The disease progression of keratoconus is often slow, 
and 10-20 years may elapse between diagnosis and corneal transplant, which is difficult to 
capture in a clinical trial. The applicant has advised that additional long-term trials with an 
untreated control arm would be unlikely to be approved by an ethics committee, and 
investigators on trials that are currently under way have presented preliminary reports at 
ophthalmic meetings that the trials have discontinued their control arms. Further data is 
more likely to come from registry studies. A CCXL register has recently been set up at the 
University of NSW but has not yet collected any data. 

Clinical claim 

The complication rate of cross linking is relatively low and certainly much less than corneal 
transplantation. Overall visual loss from the condition should be significantly reduced. 

Economic evaluation 

The application presented a cost utility analysis. The model was calibrated against the number 
of corneal grafts currently occurring (between 300 and 400 per year) and the current number 
of CCXL treatments per year (around 2 000 per year).  

The overall costs and outcomes, and incremental costs and outcomes as calculated for the 
intervention and comparator in the model, and using the base case assumptions, are shown in 
Table 3. This indicates that CCXL treatment pathway has a lower cost and higher incremental 
benefits compared to the current treatment pathway. 

Table 3  Incremental cost effectiveness ratio, discounted 
 Cost Incremental 

Cost ($) 
Effectiveness 
(QALYs) 

Incremental 
effectiveness 

ICER 

Intervention 21,926,707  145,145   
Comparator 23,057,646 -1,130,939 144,877 268 -4,215 

The application noted that with respect to CCXL, the Incremental Cost Effectiveness Ratio 
(ICER) is an imperfect measure of value because it results in improved outcomes at a lower 
cost. Although the CCXL treatment pathway ‘front loads’ treatment costs, there is an 
incremental saving as it avoids corneal transplants which are significantly more expensive due 
to hospital and eye bank fees. The benefit attributed to CCXL is also likely understated as the 
utility measures do not reflect the improved quality of life from not undergoing an invasive 
surgical procedure, or experiencing life as a young person without deteriorating vision. Data 
limitations prevent allowances being made for these factors in the analysis. 

A sensitivity analysis showed:  
• The incremental cost of the CCXL treatment pathway is highly sensitive to the 

discount rate used because, compared to the current treatment pathway, under CCXL a 
larger proportion of treatment costs are incurred on diagnosis. 

• Increasing the number of treatments for individuals previously diagnosed with corneal 
ectatic disorders, has a significant impact on the costs of the CCXL pathway.  

• Changing the costs of CCXL treatment has significant impacts on the results. 
Applying a range of 30 per cent either side implies costs could be between 
$4.1 million lower under the CCXL pathway or $7.1 million higher in present value 
terms (over 50 years). 
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Overall, the application stated that the service generally has incremental benefits (increased 
QALYs) across the range of scenarios tested. 

Financial/budgetary impacts 

An epidemiological approach was been used to estimate the financial implications of the 
introduction of CCXL.  

The estimated potential patient population for people who might receive CCXL at some point 
in their lives is around 12,000. Forecasts change in line with expected population growth and 
changes in the stage of the disease for each person. 

Given CCXL activity to date, 1,642 treatments are estimated to occur in 2016-17 and then 
taper down substantially as much higher levels currently being treated are not believed to be 
sustainable. 

The financial implications to the MBS resulting from the proposed listing of CCXL are 
summarised in Table 4. The estimated cost to the MBS of CCXL is $2.5 million, which tapers 
off and stabilises around $600,000 thereafter. This is reducible by approximately $65,000 
annually as a result of avoided corneal grafts and associated complications. 

Table 4  Total costs to the MBS associated with CCXL 
 2016-2017 2017-2018 2018-2019 2019-2020 2020-2021 
Preliminary 
consultations 

$140,473  
 

$38,583  
 

$30,883  
 

$32,338  
 

$33,279  
 

CCXL procedures $2,134,600  $586,300  $469,300  $491,400  $505,700  
Follow up 
consultations 
after 1 year 

$211,818  
 

$58,179  
 

$46,569  
 

$48,762  
 

$50,181  
 

Total cost to the 
MBS 

$2,486,891  
 

$683,062  
 

$546,753  
 

$572,500  
 

$589,160  
 

The financial cost to the MBS depends on the listed cost of CCXL. This has been subject to 
sensitivity testing by increasing the listed price from $1,300 to $1,500, and reducing it to 
$900. This results in costs to the MBS of $4.4 million in 2016-17, falling to $648,000 in 
2020-21 if the listed price is $1,500. If the listed price is $900 then the cost to the MBS is 
$2.9 million in 2016-17, falling to $421,000 in 2020-21. 

The applicant’s pre-MSAC response noted that the saving in “grafts avoided” may be 
underestimated. Throughout a lifetime patients may require more than one graft per eye but 
the corneal graft registry from which the data is derived may record failed previous graft as 
the graft indication rather than go back to the fundamental diagnosis of Keratoconus. Other 
surgery subsequent to the graft may include cataract surgery, refractive keratoplasty [for high 
degrees of post graft astigmatism] and glaucoma surgery [there is a significant increase in the 
incidence of glaucoma post corneal graft]. 

Key issues from ESC for MSAC 

ESC noted that MSAC had previously accepted the safety and clinical effectiveness of CCXL 
in the proposed population at its July 2016 meeting. In addition, ESC noted that MSAC had 
deferred its advice on public funding and had requested the following information to enable it 
to finalise its advice: 
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• a more detailed rationale for the proposed fee; 
• an assessment by ESC comparing the revised modelled economic evaluation with the 

version initially developed, and examining the sensitivity of these models to variations 
in the proposed fee; 

• clarification from the TGA regarding the consequences of the riboflavin eye drops, 
used in rendering this service, not being listed on the ARTG; 

• an update on why several large well-designed clinical trials have discontinued their 
control arms; and 

• data cited in the pre-MSAC response said to be available in patients with ectasias 
other than keratoconus.  

ESC noted that both legal advice and clarification from the TGA had been sought regarding 
the status of riboflavin eye drops and the consequences of the product not being registered on 
the ARTG. ESC noted advice that there is neither an issue with the TGA nor a legal issue 
with a service being listed on the MBS for which not all components are listed on the ARTG. 
ESC noted that the policy area also has no issues with the listing of the service without any 
brand of riboflavin being listed on the ARTG. ESC considered that this advice addressed 
concerns around the individual components required to render this service.  
ESC considered the revised economic evaluation and noted concerns around the uncertainty 
of the prevalence of keratoconus and its impact on the model. ESC considered that these 
concerns were addressed in the sensitivity analysis.  

ESC considered the time horizon and the age of onset of keratoconus appropriate in the 
revised economic model.  

ESC noted that it was assumed that successful CCXL treatment halts corneal ectatic 
disorders’ progression but does not lead to disease improvement and hence the utility weights 
after CCXL remain constant. ESC considered that there may be utility benefits in stopping 
progression but that this was hard to quantify. ESC noted the utility values for vision quality 
of life and considered them to be appropriate as they were closely linked to actual scores of 
patients reported in the data sources identified.  

ESC questioned why no out-of-pocket costs were included in the revised economic model. 
ESC noted that out-of-pocket costs for ophthalmologists can be significant.  

ESC noted that the revised economic model assumed that there was no backlog of cases and 
questioned the impact of this assumption on expected future financial costs.  

ESC noted that the costs of glasses and other incidentals were not included in the revised 
economic model. ESC considered that inclusion of such costs is likely to favour CCXL.  

ESC questioned the presentation of both discounted and undiscounted costs of the different 
treatment pathways. ESC noted that guidelines for preparing applications for MSAC specify 
that costs and benefits should be discounted at an annual rate of 5% which was used in the 
base case.  

ESC noted that calculation of QALYs uses vision-related quality of life instruments rather 
than more global measures.  

ESC noted that the revised model indicates that the CCXL treatment pathway is more 
effective and lower cost than the current treatment pathway.  

ESC noted that the revised assessment report failed to provide comparative information on the 
economic model initially developed and the revised model. On manual inspection ESC noted 
the new model: 
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• decreased the utility value for vision quality of life for patients with a corneal graft 
based upon data from the Australian Corneal Graft Registry Report 2015 (0.87 in the 
initial model versus 0.83 in the current model); 

• decreased the number of predicted procedures in 2015/2016 (2,600 versus 2,100); 
• increased corneal graft costs due to inclusion of hospital and eye bank costs (~$1866 

versus ~$5525); and 
• assumed 2 services per patient rather than 1.5. 

ESC considered the changes identified to be appropriate. ESC also noted that a sensitivity 
analysis on the MBS fee was included with the cost of the procedure having a significant 
impact on the model.  
ESC requested that MSAC be provided with a table clearly outlining changes made to the 
initial model by the contracted assessment group responsible for this application. ESC advised 
that the table should also include responses to the information requirements specified by 
MSAC at its July 2016 meeting.  
ESC noted that a key driver of the financial estimates is the number of expected procedures. 
ESC considered that this was an area of uncertainty with inputs based on estimates and 
prevalence and population data. ESC noted that the potential for earlier diagnosis of patients 
with corneal ectatic disorders may increase the number of procedures undertaken.   
ESC noted that the MBS item was not restricted to a specific CCXL procedure. ESC 
considered that this was appropriate as the methodology for CCXL appears to be evolving 
with variations in the procedure performed under the same name. ESC noted that as the 
variations relate to both the complexity and duration of the procedure it would be appropriate 
to review the fee for CCXL two years post listing or if trial evidence on new procedures 
becomes available.   
ESC noted that MSAC’s question regarding the rationale for the proposed fee remained 
unaddressed.  
ESC noted comments from the applicant in its pre-ESC response that the control arms of 
recent clinical trials have likely been discontinued due to investigator concern that they are 
denying patients potentially effective treatment. ESC considered that while further 
information is required to answer MSAC’s question it is unlikely that the outcome will affect 
the cost-effectiveness of CCXL. 

ESC noted that no further data on patients with ectasias other than keratoconus has been 
provided.  

From a consumer perspective, CCXL was noted to be an important and valued procedure. 
ESC noted that consumers may question why riboflavin is not registered on the ARTG.  

Other significant factors 

Nil 

Applicant’s comments on MSAC’s Public Summary Document 

The applicant had no comments. 
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Further information on MSAC 

MSAC Terms of Reference and other information are available on the MSAC Website:  
visit the MSAC website. 
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Vision	2020	Australia	Statement	on	Low	Vision	People	In	Aged	Care	

Position statement on meeting the needs of 
people who are blind or vision impaired within 

the aged care system  
Executive	Summary	
As a result of reforms to disability, such as the roll out of the National Disability Insurance 
Scheme (NDIS), there will be a greater number of older Australians who are blind or vision 
impaired relying on the aged care system to receive the supports and services necessary to 
maintain their independence and live the life they choose. It is therefore critical that the aged 
care system is effective for people who are blind or vision impaired, given that the majority of 
this population group are aged over 65 years and will therefore be ineligible for support 
through the NDIS.   

There is therefore a need for greater Government recognition and investment to address 
blindness and vision impairment as an issue predominately affecting older Australians. Given 
the link between ageing and the increased incidence of blindness and vision loss, ensuring 
access to funded specialist blindness and vision impairment services for older Australians is 
a crucial aspect of improving the aged care system and ensuring that consumers have equal 
access to the right services and supports. 

Vision	2020	Australia	therefore	considers	it	critical	that	the	Australian	Government	address	
the	issue	of	access	to	aged	care	for	people	who	are	over	the	age	of	65	and	who	are	blind	or	
vision	impaired	by	implementing	the	following	measures:		

1. Amend	the	Aged	Care	(Living	Longer	Living	Better)	Act	2013	to	include	people	with	
disability,	including	people	who	are	blind	or	vision	impaired	as	a	special	needs	group.	

2. Appropriately	resource	and	inform	aged	care	assessment	to	identify	and	respond	to	the	
needs	of	people	who	are	blind	or	vision	impaired	and	people	with	disability	more	broadly.		

3. Ensure	that	co-payments	do	not	create	a	barrier	for	people	who	are	blind	or	vision	impaired	
in	accessing	the	most	appropriate	supports	and	services	they	need	to	remain	independent	
and	engaged	in	their	community.		

4. Develop	a	National	Aids	and	Equipment	Scheme	for	older	Australians	to	redress	the	current	
inequitable	access	to	aids	and	equipment	and	assistive	technology.	
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Vision	2020	Australia	position	

1. Amend	the	Aged	Care	(Living	Longer	Living	Better)	Act	2013	to	include	people	with	
disability,	including	people	who	are	blind	or	vision	impaired	as	a	special	needs	group.	

For many years, the eye health and vision care sector has expressed concern that people 
with disability, including people who are blind or vision impaired, are not explicitly recognised 
as a special needs group within the Aged Care Legislation.  

Clause 1 of Schedule 1, section 11-3 (definition of people with special needs) of the Aged 
Care Living Longer Living Better Act (the Act) defines a person with special needs as the 
following:  

a. people	from	Aboriginal	and	Torres	Strait	Islander	communities;	

b. people	from	culturally	and	linguistically	diverse	backgrounds;	

c. people	who	live	in	rural	or	remote	areas;	

d. people	who	are	financially	or	socially	disadvantaged;	

e. veterans;	

f. people	who	are	homeless	or	at	risk	of	becoming	homeless;	

g. care	leavers;	

h. parents	separated	from	their	children	by	forced	adoption	or	removal;	

i. lesbian,	gay,	bisexual,	transgender	and	intersex	people;	

j. people	of	a	kind	(if	any)	specified	in	the	Allocation	Principles.	

In the current definitions specified in the Act, disability acquired in older age is perceived as 
frailty, rather than disability. The focus on frailty creates a barrier to accessing necessary 
supports and services for people who are blind or vision impaired, as they are often not frail 
but require support relating to their requirements and their wish to remain independent.  

Amending the Act to include people with disability, including people who are blind or vision 
impaired as a special needs group, will not only ensure that places in the Commonwealth 
Home Support Program (CHSP), Home Care Packages Program and residential aged care 
could be allocated to meet their specialist needs, but will also allow for them to be matched 
to professionals who hold expertise specific to the holistic needs of the individual. 

2. Appropriately	resource	and	inform	aged	care	assessment	to	identify	and	respond	to	the	
needs	of	people	who	are	blind	or	vision	impaired	and	people	with	disability	more	broadly.		

Regional Assessment Services (RAS) or Aged Care Assessment Teams (ACATs) assess 
the needs of those who wish to access aged care services in order to determine the level of 
support required by the individual. Given the circumstances, RAS and ACATs are 
accustomed to assessing the needs of those who are frail, rather than the needs of a person 
with disability. Assessors are therefore often not equipped with specific expertise in 
determining the types of services and support required for a person who is blind or vision 
impaired, and may not consider whether a person would benefit from specialised blindness 
and vision impairment services, such as orientation and mobility, literacy aids, library 
services or assistive technology training.  

Furthermore, the National Screening and Assessment Program (NSAF) is itself limited in its 
capacity to respond to the needs of older people who are blind or vision impaired and people 
with disability more broadly. While disability is identified as a health condition that may 
prompt referral to an allied health professional, there is no trigger to refer an individual to 
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specialised support services, such as providers of blindness and vision impairment services. 
In relation to blindness and vision impairment, NSAF instructs assessors to refer the person 
to an optometrist if the person has had changes to their vision in the last three months, and 
does not seek any information on underlying vision impairment or consider the need for 
specialised blindness and vision impairment services. 

It is therefore essential that specialist knowledge regarding individual need is available once 
an individual presents to the My Aged Care portal, the website through which available 
services can be identified. A specific trigger mechanism that identifies applicants who are 
blind or vision impaired will ensure an effective passage through the My Aged Care portal, by 
providing the option for a specialist assessment, undertaken by a specialist service provider 
in blindness and vision impairment, to substantiate the correct services and supports to meet 
the identified needs.  

3. Ensure	that	co-payments	do	not	create	a	barrier	for	people	who	are	blind	or	vision	impaired	
in	accessing	the	most	appropriate	supports	and	services	they	need	to	remain	independent	
and	engaged	in	their	community.		

While	aged	care	services	are	subsidised	by	the	Australian	Government,	there	is	also	an	
expectation	that	individuals	over	the	age	of	65	accessing	the	aged	care	system	will	
contribute	to	the	cost	of	the	services	that	they	require	if	they	are	able	to	do	so.	The	amount	
that	an	individual	will	contribute	towards	their	required	services	and	supports	is	determined	
through	negotiations	with	the	service	provider,	and	may	also	involve	income	or	other	forms	
of	means	testing.		

	

As	outlined	by	the	Productivity	Commission	in	their	2011	inquiry	report	on	Disability	Care	
and	Support,	the	major	goal	of	the	aged	care	system	is	to	minimise	the	loss	of	autonomy	of	
those	accessing	it,	and	to	allow	people	to	live	as	independently	and	as	fully	as	possible.	This	
approach	also	recognises	that	people	over	the	age	of	65	have	generally	had	lived	a	‘full	life’	
to	accumulate	wealth	during	their	lifetime,	which	can	therefore	be	used	to	fund	the	costs	of	
the	care	that	they	require.		

	

However,	this	approach	assumes	that	those	accessing	the	aged	care	system	will	have	had	
the	opportunity	to	live	a	full	life.	While	this	assumption	may	be	applicable	to	people	who	
acquire	disability,	including	vision	loss,	after	the	age	of	65,	individuals	who	were	born	with	or	
acquired	disability	early	in	life	have	often	experienced	discrimination	and	exclusion	through	
their	lifetimes,	and	have	therefore	not	had	the	same	opportunities	for	wealth	
accumulation.2			

	

Given	that	the	aged	care	system	is	currently	structured	to	accommodate	the	support	needs	
of	Australia’s	ageing	population,	commonly	funded	mainstream	services	that	may	
sometimes	cross	over	with	those	that	are	required	by	people	who	are	blind	or	vision	
impaired	do	not	sufficiently	cater	to	the	requirements	of	this	group.	As	the	requirements	of	
people	who	are	blind	or	vision	impaired	have	the	potential	to	be	more	cost	prohibitive	than	

																																																								
2 BCA submission? Or email? 
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those	of	the	average	older	person,	it	can	be	expected	that	co-payments	paid	by	a	person	
who	is	blind	or	vision	impaired	would	be	higher	due	to	their	higher	support	needs.		

	

Consideration	of	the	rules	for	co-payment	under	My	Aged	Care	should	therefore	be	taken,	
with	acknowledgement	of	the	fact	that	co-payments	can,	for	some,	create	a	barrier	to	the	
specialist	services	and	supports	uniquely	required	by	people	with	disability.	Exemptions	to	
specialist	services	and	supports	required	by	people	with	permanent	and	severe	disability	
could	also	be	considered,	and	may	include	such	services	as	mobility	and	support	training,	or	
adaptive	technology	training	among	others.	

4. Develop	a	National	Aids	and	Equipment	Scheme	for	older	Australians	to	redress	the	current	
inequitable	access	to	aids	and	equipment	and	assistive	technology.	

Services	and	supports	for	people	who	are	blind	or	vision	impaired	may	range	from	assistance	
with	orientation	and	mobility,	training	in	using	acentric	viewing	methods,	training	in	braille	
or	adaptive	technology	for	literacy,	occupational	therapy,	peer	or	emotional	support	to	deal	
with	vision	loss,	as	well	as	a	range	of	aids	and	equipment	to	assist	with	their	mobility	or	
literacy.3	Under	the	NDIS,	participants	can	access	fully	funded	aids	and	equipment	if	they	are	
eligible	for	a	package	that	is	individually	funded.4	However,	people	who	acquire	a	disability	
over	the	age	of	65	are	not	eligible	for	individually	funded	NDIS	packages,	and	would	be	
expected	to	access	these	supports	through	the	aged	care	system.5		

	

Further,	while	Home	Care	Packages	offer	some	aids	and	equipment,	as	well	as	assistive	
technology,	only	a	limited	number	of	packages,	which	are	often	not	prioritised	for	people	
who	are	blind	or	vision	impaired,	are	available.6	In	addition,	the	CHSP,	through	which	
individuals	can	access	entry-level	support	while	on	the	waiting	list	for	a	Home	Care	Package,	
is	not	adequately	funded	to	offer	aids	and	equipment	supports	and	services.	It	is	therefore	
imperative	that	My	Aged	Care	staff	are	made	aware	of	the	range	of	services	and	supports	
people	who	are	blind	or	vision	impaired	may	require,	but	also	of	the	existing	inequities	that	
may	present	a	barrier	to	accessing	these	supports.		

	

Therefore,	as	per	the	recommendation	put	forward	by	the	National	Aged	Care	Alliance,	the	
development	of	a	National	Aids	and	Equipment	Scheme	for	older	people,	aligned	with	the	
NDIS	Assistive	Technology	Scheme,	would	redress	the	current	inequitable	access	to	aids,	
equipment	and	assistive	technology.7	Further,	a	federally	funded	scheme	with	harmonised	
and	streamlined	eligibility,	access	and	co-payment	requirements	across	all	jurisdictions	
would	provide	information	and	support	to	allow	consumers	to	make	informed	choices	about	
the	aids,	equipment	and	assistive	technologies	available	and	the	related	services.	

																																																								
3 National Aged Care Alliance, Improving the Interface between the Aged Care and Disability Sectors, August 2017 
4 Ibid 
5 Ibid 
6 BCA submission? Or email? 
7 Ibid 
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Policy	context	
The proportion of people aged 65 and over in the Australian population is increasing, with the 
number tripling over 50 years to 3.4 million in 2014.8 Of the total Australian population, it is 
estimated that more than 453,000 people are living with vision impairment or blindness, and 
that the majority are over the age of 65.9 In 2010, Access Economics projected that the 
number of people over the age of 40 who are vision impaired will rise to almost 801,000 by 
2020. It was also projected that the number of people over the age of 65 who are blind will 
rise to 102,750.10 This rise reflects the ageing population and the fact that the prevalence of 
vision impairment and blindness doubles with each decade over the age of 60.11 

It is estimated that on average, supporting people who are blind or vision impaired over the 
age of 65 requires less frequent interventions than their younger counterparts, and that they 
can remain engaged in their communities and live in their own homes for longer, with 
relatively little intervention.  

However, despite the benefits associated with supporting people who are blind or vision 
impaired and over the age of 65, only a fraction of funding for blindness and vision 
impairment services is derived from Government-funded aged care streams. For example, 
according to the 2015 Snapshot of Blindness and Low Vision Services in Australia (the 
Snapshot Survey) conducted by Vision 2020 Australia, the National Disability Services and 
the Australian Blindness Forum, funding for the blindness and vision impairment services 
sector generated from all government sources amounted to only 30 per cent of all funding, or 
$56 million in 2013.12  

Government funding streams for the sector are spread across disability, aged care, health 
and education, however the greatest proportion of funding for the blindness and vision 
impairment services sector is generated by fundraising and bequests at 43 per cent (nearly 
$81 million).13 A further 18 per cent is derived from sales ($34.4 million) and nine per cent 
($17.1 million) from investments, grants and other sources.14  

As a result, many organisations within the blindness and vision impairment services sectors, 
who are registered providers of aged care, are only partly funded through the aged care 
sector. These organisations therefore provide services which are not funded from aged care 
to people aged 65 years and older living with blindness and vision impairment. These 
services include low vision clinics, information and library services, alternative formats, 
assistive technology training and advocacy services. Furthermore, the provision of specialist 
blindness and vision impairment services by these organisations is only made possible 
through philanthropic funding, a cost that has not been borne by the Government or aged 
care providers. 

According to the results of the Snapshot Survey, more than one-quarter (27 per cent) of 
organisations reported that they have had to refuse services to clients.15 For organisations 

																																																								
8 http://www.aihw.gov.au/ageing/ 
9 Foreman, J., et al, 2016, The National Eye Health Survey Report 2016, The Centre for Eye Research Australia and Vision 
2020 Australia, Melbourne 
10 Vision 2020 Australia by Access Economics Pty Limited, Clear Focus: The Economic Impact of Vision Loss in Australia 
in 2009, June 2010. 
11 Foreman, J., et al, 2016, The National Eye Health Survey Report 2016, The Centre for Eye Research Australia and Vision 
2020 Australia, Melbourne 
12 B. Ah Tong, G. Duff, G. Mullen and M. O’Neill, August 2015, A Snapshot of Blindness and Low Vision Services in 
Australia, Vision 2020 Australia, National Disability Services, Australian Blindness Forum, Sydney, page 13 
13 B. Ah Tong, G. Duff, G. Mullen and M. O’Neill, August 2015, A Snapshot of Blindness and Low Vision Services in 
Australia, Vision 2020 Australia, National Disability Services, Australian Blindness Forum, Sydney, page 13 
14 B. Ah Tong, G. Duff, G. Mullen and M. O’Neill, August 2015, A Snapshot of Blindness and Low Vision Services in 
Australia, Vision 2020 Australia, National Disability Services, Australian Blindness Forum, Sydney. 
15 Reference required  
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that reported that they had not been able to meet demands, the main impediments were 
cited as a lack of financial resources to hire staff or being unable to pay staff to work longer 
hours. Furthermore, with no current mechanism in place for residential aged care providers 
and other generalist aged care organisations to refer or pay for specialist blindness and 
vision impairment services, unmet demand for specialist services within nursing homes and 
residential care is hidden. 

Reforms	to	aged	care		
Introduced in July 2012, Living Longer, Living Better is a ten year reform program intended to 
establish a flexible and seamless aged care system. The aim of the Living Longer, Living 
Better reform program is to ensure that Australians aged over 65 years have easier access 
to services and supports, with a focus on a model of consumer directed care that puts choice 
and control in the hands of consumers. Under the Living Longer, Living Better reform 
package, a number of initiatives have been introduced or expanded upon, including: 

My	Aged	Care		

My Aged Care was introduced in July 2013 and provides an entry point to the aged care 
system, offering information to consumers, service providers, as well as family members and 
carers. In 2015, My Aged Care was expanded to include a central client record, adoption of 
the National Screening and Assessment Form (NSAF) and a web-based My Aged Care 
portal for clients, assessors and service providers. 

National	Screening	and	Assessment	Form	
The NSAF is a tool used to determine eligibility level and to inform the development of 
support plans within the Aged Care system. In relation to eye health and vision care, the 
NSAF instructs assessors to refer the patient to an optometrist if they have had changes to 
their vision in the last three months. 

The	Commonwealth	Home	Support	Program	
The Commonwealth Home Support Program (CHSP) is a consolidated program that 
provides entry-level home support for older Australians who wish to live independently at 
home, but may require assistance. These supports include nursing, allied health, assistive 
technology, home modifications, home maintenance, food services, domestic services, 
personal care, social support and specialised support.  
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Home	Care	Packages	
The Home Care Packages Program provides more complex support for older people who 
wish to stay at home, offering access to a range of ongoing personal services, support 
services and clinical care that can provide assistance with day-to-day activities. Under the 
Living Longer, Living Better reforms, the Home Care Packages Program was modified to 
mandate that all home care packages be delivered on a consumer directed care basis, 
ensuring that consumers have a choice in the types of care and services they access, how 
and when the services are delivered and by whom.  

Vision	2020	Australia	

Established	in	October	2000,	Vision	2020	Australia	is	part	of	VISION	2020:	The	Right	to	Sight,	
a	global	initiative	of	the	World	Health	Organisation	and	the	International	Agency	for	the	
Prevention	of	Blindness.	Vision	2020	Australia	is	the	peak	body	for	the	eye	health	and	vision	
care	sector,	representing	around	50	member	organisations	involved	in	local	and	global	eye	
care,	health	promotion,	low	vision	support,	vision	rehabilitation,	eye	research,	professional	
assistance	and	community	support.	

The	Vision	2020	Australia	Independence	and	Participation	Committee		

Vision	2020	Australia’s	Independence	and	Participation	Committee	(the	Committee)	brings	
together	a	diverse	group	of	members	providing	services	and	supports	to	people	who	are	
blind	or	vision	impaired	across	Australia;	enabling	an	unique	platform	for	stakeholders	to	
collaborate,	foster	consensus	and	develop	a	shared	understanding	on	matters	of	significance	
affecting	member	organisations	and	consumers.	Through	drawing	on	the	knowledge,	
experience,	and	resources	of	the	Committee’s	broad	and	inclusive	membership,	the	
Committee	is	central	to	supporting	one	of	Vision	2020	Australia’s	key	roles	as	an	effective	
conduit	to	government,	offering	a	unified	and	consistent	voice.	
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