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1. Annual Report 

This is the eight Report of the Consultative Council on Hepatitis C 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 2005. 

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 (Positive Action, Transfusion Positive, Irish Haemophilia Society and Irish Kidney Association).  A list of Consultative Council members who served during 2005 is at Appendix A.

3.
Meetings of Council

The Consultative Council met on seven occasions during 2005.  

Dates of Consultative Council Meetings:

10th February 2005, 24th March 2005, 5th May 2005, 29th June 2005, 8th September 2005, 3rd November 2005, 15th December 2005. Full minutes of these meetings are available at www.cchepc.ie
4.
Amendment to SI establishing Consultative Council on Hepatitis C and Public Liability Insurance for Consultative Council
In 2004, A letter was sent to the Minister advising him of the need to amend the statutory instrument to clarify the remit of the Council.  Correspondence was received from the Minister which agreed with Council’s advice.  Legal advice was sought on the wording of an amendment, by the Department, from the Office of the Attorney General.
In addition, Council also sought clarification from the Minister on the issue of Public Liability Insurance for Council members. The matter had been raised by the Womens' Health Council  (WHC) in connection with the continued use of the WHC's  Board room by the Consultative Council. Following clarification that the only option would be for the Council  to purchase public liability insurance  at significant expense if we wanted to continue using the WHC Boardroom, the Council  reverted to meeting in the Department of Health's premises.
5.
Working Group on the Implementation and Monitoring of the Review of the Health Services Available for Persons with Hepatitis C

The Second Review of Health Services available for people who contracted Hepatitis C through the administration within the State of blood or blood products, was commissioned by the Consultative Council on Hepatitis C, and launched at the Consultative Council Hepatitis C Information Day on October 22nd 2005. The Health Services Research Centre at the Department of Psychology, Royal College of Surgeons in Ireland and the Institute of Public Administration conducted the review. The Review of Services 2005 is included in Appendix B. 
6.
National Hepatitis C Database

Among the recommendations which were contained in the Review of Health Services available for persons who contracted Hepatitis C though the administration within the State of blood or blood products, published in March 2000, was the recommendation that  “a national database be established for research purposes; this to be located at an independent co-ordinating agency and run in association with relevant groupings.”

The Health Protection Surveillance Centre (formerly the National Disease Surveillance Centre ) established the National Hepatitis C Database under the auspices of the Centre and terms of reference for the Steering Committee and Scientific and Technical Committee were prepared.  The numbers participating in the database in 2005 continued to increase.  Data collection was completed in University College Hospital Galway, Our Lady’s Hospital, Crumlin, and St. Luke’s Hospital, Kilkenny.  St. James Hospital almost complete in June, St. Vincents hospital and Beaumont hospital continuing in July. Data collection in the remaining two units, (Cork and Mater hospitals) proceeded in July/August  - Good progress was made on the collection of data in 2005, and work proceeded on the preparation of programmes for analysis and reporting of the data.  
Database meetings took place on 26th January 2005, 12th April 2005, 21st June 2005, 27th  September 2005 and 6th December 2005.
7.
Working Group to organise a Conference on Hepatitis C

This Working Group was established to organise a second Conference on Hepatitis C in 2006. The Working Group met regularly in 2005 to discuss the arrangements and programme for the conference.  The theme of the conference is “Moving forward with Hepatitis C”.    

Dates of meeting of the Conference Working Group:

13th January 2005, 24th February 2005, 21st April 2005, 5th May 2005, 14th July 2005, 26th October 2005, 1st December 2005.  
8.
Insurance Issues

The Chair and the Support Groups met and discussed this issue in 2005.  It was agreed that the matter could be removed from the Consultative Council’s agenda as a separate work item.   
9.
Management of Death for Persons with Hepatitis C
Dr. Kenny undertook to contact individual Infectious Diseases Units and ask them to review their practices regarding the use of bodybags and undertook to discuss matters with Dr. Lelia Thornton, HPSC, who will lead the national working group on the management of death.  Dr. Kenny was asked to join the Committee being established by the HPSC on the Management of Death.  No meetings took place in 2005.

10. Information Day
An Information Day working group was established to plan and organise the Consultative Council Information Day which took place in Dublin Castle on 22 October 2005. The Day was a great success with over 300 in attendance. The “Implementation of Recommendations: Review of Health Services for Persons who contracted Hepatitis C through the Administration within the State of Blood and Blood Products” publication was launched at the Information Day.  
Dr. Lelia Thornton from the Health Protection Surveillance Centre gave a presentation on the National Hepatitis C Database.  Professor Graham Foster’s presented on “Hepatitis C - Looking to the Future”.  Other speakers included Mr. Damian Lowry, and Dr. Eoin Casey.  Workshops held in the afternoon included Nutrition, Men’s Health Issues, Women’s Health Issues, Mind Issues, and Liver Transplantation.  The Information Day was well-received with a good balance of content from speakers and a good response from those in attendance. A full programme for the Information day is enclosed in Appendix C.
11. Committee of Medical Consultants  

In December 2000, following a recommendation made in the Review of Health Services for Persons with Hepatitis C, the Minister for Health and Children established a committee of medical experts to discuss treatment protocols.  The Committee comprises medical consultants with primary responsibility for this cohort of patients, and its remit is to agree treatment protocols, including liver biopsy procedures, scoring and the administration of anti-viral therapy.  The National Consultants Committee met in Spring 2005 on the occasion of a meeting of the Irish Society of Gastroenterologists (ISG).  
Due to work commitments, it proved difficult in 2005 to arrange a further suitable meeting time for the Committee, and it was agreed that it would be more appropriate to discuss issues via e-mail.
12. Council Website

The Council website was continuously monitored and updated on a regular basis with relevant information including dates of meetings, information days and conference, copy of minutes and Council publications.

13.
Requests by the Minister for Health and Children for advice

No specific requests were made by the Minister for advice from the Council during 2005.

14.
Other matters considered by the Consultative Council
14.1
Health Services Executive – Reform Programme

The Department of Health and Children briefed the Consultative Council on the proposed changes in the Health Services Reform Programme.  
14.2 
International Conferences

Members of the representative support groups attended and presented reports from the following international conferences:
40th Annual Meeting of the European Association for the Study of the Liver; April 13 - 17, 2005, Paris, France
56th Annual Meeting of the American Association for the Study of Liver Diseases, 11 – 15 November 2005, San Francisco, USA.
14.3 
Home Support

Dr. Kenny indicated to the Council that clarification would be sought on a number of issues with the Liaison Officers regarding home support services, eg numbers providing support, how quickly the service can be provided at local level and the procedures in place to employ service providers. This will be an ongoing process through to 2006
14.4
Home Nursing

A permanent Clinical Nurse Co-ordinator Post was advertised by the HSE in 2005. The primary role of the Co-ordinator will be to set up and operate The Home Nursing Service Pilot in the Eastern Region. The ad yielded no suitable candidates however and a new advertisement was run in early December 2005 which hoped to attract an increased number of applicants. Interviews were scheduled to take place week commencing 19th December 2005. 
14.5
Legislation

The Council was informed that the Consultative Council has been contacted officially by the Standards in Public Office Commission.  Council members are required to make a declaration of interests in January each year.  
Elizabeth Kenny 
Chairperson

Appendix A

CONSULTATIVE COUNCIL ON HEPATITIS C – LIST OF MEMBERS 

Dr Elizabeth Kenny (Cork University Hospital) Chairperson
Ms. Paula Kealy (Positive Action)

Ms Siobhan O’Connor (Positive Action) 

Mr Michael Madigan (Transfusion Positive)

Ms. Mary Rowe (Transfusion Positive)

Ms Margaret Dunne (Irish Haemophilia Society)

Mr Mark Murphy (Irish Kidney Association)

Professor Aiden McCormick (St Vincent’s University Hospital) from 31 March 2004

Ms. Ann McGrane (Department of Health & Children)

Ms. Ann Broekhoven (BUPA) 

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

Professor Cliona O’Farrelly (Education and Research Centre, St. Vincent’s University Hospital) 

Mr Ian Carter (St. James’s Hospital)

Ms Margaret Scarry (University College Hospital Galway) from 3 May 2004

Appendix B

( Review of Health Services available for people who contracted Hepatitis C through the administration within the State of blood or blood products, September 2005 )

Appendix C

INFORMATION DAY ON HEPATITIS C

Dublin Castle,  Saturday 22 October 2005

PROGRAMME
9:45am – 10:30am
Registration and Coffee

10:30am
PLENARY SESSION – Main Conference Hall

10:30am – 10:45am
Introduction and Welcome by Dr Elizabeth Kenny, Chair of the Consultative Council on Hepatitis C 


Launch of publication: 


Implementation of Recommendations: Review of Health Services for Persons who contracted Hepatitis C through the Administration within the State of Blood and Blood Products


10:45am – 11:00am
National Hepatitis C Database – Dr Lelia Thornton, Health Protection Surveillance Centre

11:00am – 11:20am
Psychological Impact of Treatment  - Damian Lowry, Mater Hospital

11:20am – 11:40am
Pains & Aches experienced by persons with Hepatitis C - Dr Eoin Casey

11:40am – 12:20pm
 Hepatitis C – Looking to the Future - Professor Graham Foster

12:20pm – 1pm
Questions and Answers.

1pm
Lunch 

WORKSHOPS 


1st Session

    2nd Session repeat


	
	Workshop


	 2.15 – 3.00pm
	3.15 – 4.00pm
	2.45pm & 3pm

	A
	Nutrition

Teresa Kelly, CUH
	La Touche Room
	La Touche Room
	

	B
	Men’s Health Issues

Dr. Hugh Doran
	Dr. Don’s Room
	Dr. Don’s Room
	

	C
	Women’s Health Issues

Dr. Mary O’Flynn
	Bedford Hall
	Bedford Hall
	

	D
	Mind Issues

Dr. Teresa Burke,  UCD
	Main Conference Hall
	Main Conference Hall
	

	
	Liver Transplantation

Transplantation Team, SVUH
	
	
	President’s Room


4:00pm
Coffee / tea
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