Consultative Council on Hepatitis C

ANNUAL REPORT 2000

1. Annual Report 

This is the third Report to the Minister for Health and Children submitted under the provisions of Statutory Instrument No. 339/96, and covers the period 1 January to 31 December 2000. 

2. Membership of the Council

Statutory Instrument No. 339/96 provides for the appointment to the Council by the Minister for Health and Children of sixteen members, six of whom are appointed on the nomination of the four representative groups.  A list of Consultative Council members who served during 2000 is at Appendix A.

3. Appointment of New Consultative Council

On the 12 of July 2000, the Minister for Health and Children in accordance with Sections 4 and 5 of S.I. No. 339/96, appointed six new members to the Consultative Council on Hepatitis C for its second term of office.  Nine members were re-appointed from the outgoing Council, for the period 12 July 2000 to 30 June 2003. On the 24 November 2000 another member was appointed to fill the outstanding vacancy on the Consultative Council.

4. Meetings of Council

The Consultative Council met on five occasions during 2000.  The outgoing Council sought an extension of its term of office until 20 March 2000, and met twice in order to complete the Review of Health Services for Persons with Hepatitis C.  The incoming Council met three times during the latter part of the year.

5. Review of the Health Services Available for Persons with Hepatitis C

The Consultative Council was asked by the former Minister for Health and Children, Mr Brian Cowen, T.D., to direct, co-ordinate and oversee a review of health services available for persons who contracted Hepatitis C through the administration within the State of blood or blood products. Health services for this cohort had been evolving since 1994 and it was considered timely to review current services, and plan for future service needs. 

Professor Hannah McGee, Dr Ann Hickey and their research team from the Royal College of Surgeons conducted the review and collated the report. This process involved consultation and interviews with health service providers, the representative groups and Hepatitis C patients attending the designated units. The Review and its recommendations for the future development of health services for persons infected with Hepatitis C through the administration of blood and blood products will assist health service providers, the Department of Health and Children and the representative groups in their continued efforts to ensure a health service that meets the emerging needs of this cohort.  The Review’s main recommendations are listed at Appendix B.  The publication of the Review was one of the main achievements of the Consultative Council in its first term of office.

The Review of Health Services Available for Persons with Hepatitis C was completed and presented to the Minister for Health and Children, Mr Micheál Martin, T.D., in March 2000. The Consultative Council was pleased to note that the Minister used this occasion to state his commitment to the implementation of the recommendations in the Review and to pledge his full support and that of his Department in putting them into place.

6. Working Group on the Implementation and Monitoring of the Health Services Review

The implementation and monitoring of the Review’s recommendations will form a major body of work of the Consultative Council in its second term of office. In this regard, a Working Group was established to advise Council on the optimum method of monitoring the implementation of the Review.  The group is chaired by Ms Ann Broekhoven. The first meeting of this group took place on the 26 September 2000, and its work is ongoing. The Working Group issued a letter to the Chief Executive Officer of each Health Board/Authority stating that the support groups wished to work in partnership with the Health Boards in the implementation of the Review’s recommendations. 

7. Committee of Medical Consultants

The Chairperson of the Consultative Council wrote to the Minister for Health and Children Mr Micheál Martin, T.D., and requested that he establish a committee of medical experts to discuss treatment protocols as recommended in the Review of Health Services for Persons with Hepatitis C.  In December 2000 a Committee of Medical Consultants was established.  The Committee was comprised of medical consultants with primary responsibility for this cohort of patients, and will agree treatment protocols, including liver biopsy procedures, scoring and the administration of anti-viral therapy.  In addition the Committee will progress the establishment of a national database for research purposes, which was also recommended in the Review of Health Services. The committee is chaired by Dr John Hegarty.

8. Sub-committee to organise International Conference

A sub-committee was established to organise a proposed International Medical Conference.  The Conference will take place in July 2002 [note: date was later amended to June 2003] and the target audience will include the international scientific community, as well as members of the representative groups and health service providers and managers.  The support groups welcomed this development as it was agreed that their members required further information about Hepatitis C, and the liver in general.  It is hoped that the Conference will promote further awareness of Hepatitis C in the wider community.  The sub-committee is chaired by Dr Ruth Barrington.

9. Insurance difficulties – Mercer Report

At the request of the Consultative Council on Hepatitis C, the Department of Health and Children commissioned Mercer Limited to provide advice in relation to the insurance difficulties being experienced by persons with Hepatitis C. Mercer completed this report in October 2000, and Ms. Aisling Kennedy delivered a presentation to Council on the Report at the October meeting of the Consultative Council.  The Report presented two possible options to address insurance needs, and concluded that some degree of state intervention would be required in order to implement either option.  The Mercer report recommended that a second phase of research was commissioned which would involve detailed analysis of these options and a recommendation of the optimum mechanism to address the insurance needs of persons with Hepatitis C.  The Department of Health and Children will meet with each of the support groups in advance of commissioning phase two of this research.

10.  Management of Death for Persons with Hepatitis C

The Consultative Council further considered the need for definitive national guidelines on the management of death, including funeral arrangements, of persons with Hepatitis C.  The Minister’s decision in December 2000 to reconvene the Working Group on the Transmission of Diseases in the Health Care Setting to address this issue was welcomed by Council.
11. Requests by the Minister for Health and Children for advice

No specific requests were made by the Minister for advice from the Council during 2000.

12
Other matters considered by the Consultative Council
A number of other matters relating to Hepatitis C were considered by the Council during 2000. 

12.1 The Consultative Council initiated plans for the development of a Council website.

12.2 Liaison arrangements within the designated Liver Units were considered. Ann Marie Lanigan, Hepatitis C Liaison Officer for the SEHB, and Dr Garry Courtney, Consultant Gastroenterologist, St. Luke’s Hospital, Kilkenny, made a presentation to Council on a pilot multi-disciplinary educational project in the SEHB.

12.3 The Information Working Group was re-convened to consider the information needs of children with Hepatitis C.  The group was chaired by Ms. Mary Rowe.

12.4 The Department also provided details to the Consultative Council in relation to the levels of funding for primary care and hospital services for Hepatitis C over the preceding three years, and the level proposed for 2001. Council were generally satisfied with this level of funding.

Ruth Barrington

Chairperson 

30 June 2000

Appendix A

CONSULTATIVE COUNCIL ON HEPATITIS C – LIST OF MEMBERS

Ms. Paula Kealy  (Positive Action)

Ms. Josephine Mahony  (Positive Action)

Ms. Aideen Connolly  (Transfusion Positive)

Mr Gerry Hogan  (Transfusion Positive)  - to 20 March 2000

Ms. Mary Rowe  (Transfusion Positive) - from 12 July 2000

Ms. Rosemary Daly  (Irish Haemophilia Society)

Mr Gerard Sweeney  (Irish Kidney Association) - resigned 13 September 2000

Mr Mark Murphy  (Irish Kidney Association) – from 31 October 2000

Dr John Hegarty (Consultant Hepatologist, St. Vincent’s University Hospital)

Ms. Mary Healy (Hepatitis C Liaison Officer, MWHB) – to 20 March 2000

Ms. Sheila Marshall (Hepatitis C Liaison Officer, ERHA) – from 12 July 2000

Ms. Mary Hogan (A.P., Department of Health & Children) – to 20 March 2000

Ms. Ann McGrane (A.P., Department of Health & Children) - from 12 July 2000

Dr Vivian O’Gorman (Chief Executive of the Health Research Board) – to 20 March 2000

Dr Ruth Barrington (Chief Executive of the Health Research Board) – from 12 July 2000*

Ms. Leonie Lunny (Director of the National Social Service Board) – to 20 March 2000*

Ms. Ann Broekhoven (Medical Services Manager, BUPA) 

Dr Angela Savage (Lecturer in Chemistry, U.C.G.) – to 20 March 2000

Mr John Murphy (Biological Sciences Dept., Cork Institute of Technology)

Dr Cliona O’Farrelly (Director of the Research Labs, St. Vincent’s University Hospital) 

Mr Dermot Morris (Psychologist) – to 20 March 2000

Dr Anne Clancy (Former Area Medical Officer with NEHB) – from 12 July 2000

Ms. Catherine Dunne (Centre for Education, Counselling and Psychology) from 12 July 2000

Mr Ian Carter (Deputy Chief Executive, St. James’ Hospital) – from 24 November 2000

* 
Chairperson of the Consultative Council

Appendix B

Review of Health Services Available for Persons who Contracted Hepatitis C from the Administration within the State of 
Blood or Blood Products

Recommendations
The main recommendations of the Review are as follows:

„ that a committee of medical consultants be established to agree treatment protocols for persons with Hepatitis C;

„ that the system whereby patients are given priority referrals by their consultant hepatologist to another specialty be regularised. Also, a comprehensive referral system for physiotherapy should be established to ensure that it is available to all who require it;

„ that guidelines be developed for the management of death, including funeral arrangements, so that the necessary safe practices are understood and accepted by all concerned;

„ that health liaison officers meet on a regular basis to ensure uniformity and continuity in the provision of primary health care services;

„ that health board liaison officers ensure choice of counsellors and counselling locations in all health board areas;

„ that a general training programme be available for all home support workers and that issues relating to the recruitment and retention of home support workers be reviewed;

„ that primary care staff be adequately informed about the actual risk of hepatitis C transmission and guidelines on universal precautions against transmission to ensure that patients will be treated in a sensitive manner;

„ that the role of complementary or alternative therapies be reviewed as part of a wider evaluation of the use of such therapies in the Irish health system;

„ that a national database be established for research purposes by an independent co-ordinating agency;

„ that assurances be given that adequate funding and resources will continue to be provided to ensure a quality health care service for persons with Hepatitis C;

„ that progress on the recommendations in the Review be monitored annually over a three year period by a sub-committee of the Consultative Council on Hepatitis C.
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