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Re: Submission from the Australian Corneal Graft Registry

A submission on the Draft Operating Standards and Technical Designs for Australian Clinical
Registries, made on behalf of the Australian Corneal Graft Registry, is attached. Thank you for

the invitation to provide some feedback.

Yours sincerely,

Keryn Williams, PhD
NHMRC Principal Research Fellow

Scientific Director, Australian Corneal Graft Registry
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ACGR 2008

Draft Operating Standards and Technical Designs for Australian Clinical
Registries

Submission from The Australian Corneal Graft Registry

Overview of The Australian Corneal Graft Registry (Registry type: level 1)

The cornea is the transparent window at the front of the eye. Corneal transplantation is a surgical
procedure that can restore sight to individuals who are visually impaired as a result of congenital or
acquired corneal opacification. The Australian Corneal Graft Registry (ACGR) was established as a
research tool in May 1985 and has been operating continuously ever since. The Register collects,
collates and analyses data on corneal transplants performed across Australia. It now contains
records of over 20,000 corneal grafts, with archival follow-up. New records accrue at the rate of
approximately 1000-1200 per year. Follow-up is requested annually for the life of the graft or the
life of the patient. Information is provided on a voluntary basis by over 550 ophthalmologists, eye
bankers and other health professionals. The goals of the ACGR are to measure corneal graft
survival and visual outcome, to examine risk factors for corneal graft failure, and to disseminate the
information back to contributing ophthalmologists and to eye banks for the eventual benefit of their
patients. It is thus essentially an outcomes Register.

Funding has always been on a somewhat ad hoc basis, but the ACGR is currently supported through
the Department of Health & Ageing on a year-by-year contract basis. Funding for the 2007-8
financial year amounted to $128,000, which has supported the salaries of two part-time research
assistants (0.8 full-time equivalent) and a part-time statistician, together with maintenance. The host
university hospital provided an office, basic services and a telephone line. By comparison with
other clinical registries, the ACGR is small, with a well-focussed brief, but has enjoyed excellent
voluntary support from clinicians across the country over a long period.

Comments on the Architecture Overview — Clinical Registries v2 08-05-2008 (draft)

1. Flexibility of approach

We support the guiding principles for clinical registries set out in the draft. However, we welcome
the comment that a degree of pragmatism is required if success is to be achieved. Within the
Registry, we have always tried to accommodate our contributors’ individual preferences,
acknowledging that their voluntary contributions of data are made in the context of busy clinical
practice in a wide range of settings, from solo private rooms to academic departments of teaching
hospitals. We submit that flexibility of approach is one of the best ways of generating the goodwill
necessary for voluntary compliance amongst contributors in cases where mandatory reporting is not
legally required.

2. Security of information transfer

We submit that particular attention needs to be paid to security of information transfer. We fall
somewhere between the level 1 and level 2 registry classifications (section 4.2 of the draft
document). The vast majority of data is provided to us on handwritten proformas that are sent to us
by post. We use sticky labels where possible on follow-up forms. The benefit is that the
ophthalmologist can fill out the form when the patient and the medical record are in front of
him/her, or immediately thereafter in the case of a surgical procedure. Many ophthalmologists have
told us that they are very unhappy with the idea of typing into a computer in front of the patient.
The paper forms are very portable, and can be taken into rural and remote settings (eg. in the NT)
without the need for power points or charged laptops. The disadvantage is that information is thus









