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Part  I INTRODUCTION

1. The Repatriation Medical Authority (the Authority) has decided to revoke the Statements of Principles Instrument Nos. 47 and 48 of 2007 concerning alkaptonuria, in accordance with subsection 196B(9) of the Veterans’ Entitlements Act 1986 (the Act), following notice of an investigation gazetted on 31 October 2012 in the Commonwealth of Australia Gazette.

2. On consideration of the sound medical-scientific evidence available to the Authority concerning alkaptonuria, the Authority formed the view that this condition does not have any factors which can be related to service as defined in subsection 196B(14) of the Act.

Part  II Background to the Investigation 

3. Alkaptonuria is defined in Statements of Principles Instrument Nos 47 and 48 of 2007 as: 

a genetic metabolic disorder heritable as an autosomal recessive trait, characterised by deficiency of the hepatic enzyme homogentisic acid oxidase. This leads to the accumulation of homogentisic acid, a metabolite of tyrosine in connective tissues of various organs. 

4. The Repatriation Medical Authority, under section 196G of the Act, decided to review the contents of the Statements of Principles, to find out if there is new information available about how alkaptonuria may be contracted, or death from alkaptonuria may occur, or the extent to which alkaptonuria or death from alkaptonuria may be due to eligible service.

5. The notice of investigation was signed by the Chairperson of the Authority on 22 October 2012 and was gazetted in accordance with section 196G of the Act in the Commonwealth of Australia Gazette on 31 October 2012. Submissions were invited from persons and organisations wishing to make a submission by 4 April 2014.

Part  III Submissions received by the Authority pursuant to section 196F

6. Following notification of its investigation, the Authority did not receive any information from persons or organisations eligible to make submissions pursuant to section 196F of the Act.
Part  IV Evidence/Information Available to the Repatriation Medical Authority 

7. The following information was available to the Authority.

7.1. A literature search conducted using Pubmed for any relevant articles concerning alkaptonuria. Recent review articles were obtained.

7.2. Medical or scientific publications as set out in the bibliography attached hereto.

7.3. Briefing papers prepared for presentation to the Authority by a research officer of the Secretariat.

8. On 10 December 2014 the Authority considered the draft Declaration and Statements of Reasons concerning alkaptonuria.  A decision was made to consult with the major national Ex-Service Organisations (ESOs) regarding the revocation of the alkaptonuria Statements of Principles and review any submissions received at the April 2015 meeting before proceeding with the revocation.  No submissions were received.
Part  V Disease and injury

9. Section 196B(14) of the Act, states as follows:

(14) A factor causing, or contributing to, an injury, disease or death is related to service rendered by a person if:

(a)  it resulted from an occurrence that happened while the person was rendering that service; or

(b)  it arose out of, or was attributable to, that service; or

(c)  it resulted from an accident that occurred while the person was travelling, while rendering that service but otherwise than in the course of duty, on a journey:

(i)  to a place for the purpose of performing duty; or

(ii)  away from a place of duty upon having ceased to perform duty; or

(d)  it was contributed to in a material degree by, or was aggravated by, that service; or

(e)  in the case of a factor causing, or contributing to, an injury—it resulted from an accident that would not have occurred:

(i)  but for the rendering of that service by the person; or

(ii)  but for changes in the person’s environment consequent upon his or her having rendered that service; or

(f)  in the case of a factor causing, or contributing to, a disease—it would not have occurred:

(i)  but for the rendering of that service by the person; or

(ii)  but for changes in the person’s environment consequent upon his or her having rendered that service; or

(g)  in the case of a factor causing, or contributing to, the death of a person—it was due to an accident that would not have occurred, or to a disease that would not have been contracted:

(i)  but for the rendering of that service by the person; or

(ii)  but for changes in the person’s environment consequent upon his or her having rendered that service.
10. Section 196B(14) above, outlines how a factor may cause or contribute to a disease, injury or death, in relation to service rendered by a person.

11. The Authority relied upon its expert medical knowledge when considering whether any risk factors were associated with alkaptonuria and if these factors could be related to the service rendered by a person.

Part  VI Reasons for the decision

12. The Authority previously determined that alkaptonuria (Instruments Nos. 47 and 48 of 2007) could be related to relevant service. 

13. Having further considered and evaluated the sound medical-scientific evidence available to it as part of the review, the Authority is now of the view that the evidence is insufficient to justify the making of Statements of Principles or the amendment of the existing Statements of Principles as alkaptonuria does not have any factors which can be related to service, in accordance with subsection 196B(14) of the Act. 
Existing Factors

14. The current factors in Statements of Principles Instrument Nos. 47 & 48 of 2007 concerning alkaptonuria, determined under subsections 196B(2) and (3), are as follows: 

6(a)
having cirrhosis of the liver at the time of the clinical worsening of alkaptonuria; or 

6(b)
having moderate to severe renal failure at the time of the clinical worsening of alkaptonuria; or

6(c)
inability to obtain appropriate clinical management for alkaptonuria.
Factors 6(a) and (b)
15. The sound medical-scientific evidence in relation to these factors is limited to a few case reports only, and having evaluated and considered that evidence the Authority concluded that the direction of effect was unclear and that in these cases it is likely that alkaptonuria worsened the pre-existing liver or renal failure, rather than the liver or renal failure worsening the alkaptonuria.

Factor 6(c) - Inability
16. The treatments generally prescribed for this condition include dietary restriction and enzyme inhibitors.  Having considered and evaluated the sound medical-scientific evidence the Authority concluded that the clinical benefits of these interventions are uncertain and, as there is no effective clinical management available for alkaptonuria, there is no basis to include a factor relating to an inability to obtain appropriate clinical management for this condition.

No other Factors

17. Having regard to the sound medical-scientific evidence only and having considered and evaluated it, the Authority is of the view that there is no other factor by which alkaptonuria can be related to service. 

Conclusion

18. The Authority concluded that the sound medical-scientific evidence available to it is  insufficient to justify the making of Statements of Principles and that the existing Statements of Principles, Instrument Nos. 47 and 48 of 2007 concerning alkaptonuria, should be revoked.

Part  VII Decision

19. At its meeting on 1 October 2014 the Authority decided not to make a Statement of Principles in respect of alkaptonuria for the purposes of subsection (9) of section 196B of the Act as the Authority concluded, for the reasons set out above, that there are no applicable factors which can be related to service.
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