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Mission Statement
“To advise and recommend on the optimum provision of treatment and care
for persons with haemophilia and related bleeding disorders.”

Vision
“To set the international benchmark for the provision of effective advice and
inclusive involvement in optimising the management of haemophilia.”

The establishment of a National Haemophilia Council (NHC) was approved by Government following the
recommendations of the Lindsay Tribunal in 2001. The Regulations placing the Council on a statutory footing were
signed by the Minister for Health and Children on 22 July, 2004 and amended to include the Health Service Executive
in the Health (Miscellaneous Provisions) Act 2007.
Minutes of meetings and details of National Haemophilia Council activities are available at:
www.nationalhaemophiliacouncil.ie
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OVERVIEW OF THE NATIONAL HAEMOPHILIA COUNCIL
The establishment of a National Haemophilia Council was approved by Government following the
recommendations of the Lindsay Tribunal in 2001. The Regulations placing the Council on a
statutory footing were signed by the Minister for Health and Children on 22 July, 2004 and
amended to include the Health Service Executive in the Health (Miscellaneous Provisions) Act
2007.
The principle function of the Council is to
advise the Minister, health service agencies
and other persons on any matter relating to
haemophilia, on its own initiative or at the
request of the Minister, or a health agency.

(v)

education and health promotion for
persons with haemophilia and their
families;

(vi)

the changing needs of persons with
haemophilia, in order to help ensure
that health services respond effectively
to such changing needs;

(vii)

developments arising from research
into haemophilia;

(viii)

appropriate support services for the
families of persons with haemophilia.

It may provide advice in relation to:
(i)

the care and treatment of persons with
haemophilia;

(ii)

protocols for treatment of haemophilia;

(iii)

health services (including counselling
services) for persons with haemophilia;

(iv)

education and training of staff who
provide services for persons with
haemophilia;
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NATIONAL HAEMOPHILIA COUNCIL
CHAIRPERSON’S STATEMENT
Considerable progress was made in 2008 to
improve the care and treatment of both children
and adults with haemophilia in Ireland. The
National Haemophilia Council advised the
National Hospitals Office of the Health Service
Executive and the Minister of Health and
Children of the priority areas for improving the
haemophilia service. Agreement was reached
on the essential needs in the Comprehensive
Haemophilia Treatment Centres in Our Lady’s
Children’s Hospital, Crumlin, Cork University
Hospital and St James’s Hospital Dublin. The
Council was greatly assisted by the
independent external audits of the
Haemophilia Centres which were carried out
in 2006 and were repeated, with patient
representation, in September 2008.
Our Lady’s Children’s Hospital, Crumlin is one
of the largest paediatric haemophilia services
in Europe with over 600 children registered for
haemophilia care. This large service required a
Lead Consultant Haematologist to take
responsibility for the paediatric haemophilia
service. Dr Beatrice Nolan has taken up her
appointment to this post which also carries
national
responsibility
for
paediatric
haemophilia. An additional Haemophilia
Nurse Specialist has also been approved to
advance the integration of paediatric
haemophilia care between the hospital and the
community.
Cork University Hospital has serious
deficiencies in the haemophilia service and
priority needs are a Lead Consultant
Haematologist for the haemophilia service,
Laboratory Scientist, and sessional work for
Physiotherapy, Social Work and Dental
Services. A Haemophilia Centre for outpatient
care is essential. The new consultant
haematologist to lead the haemophilia service
has been appointed and should take up post
by August 2009. The lack of an outpatient
treatment centre and office accommodation for
the haemophilia service adversely affects
haemophilia care and is a cause of continuing
concern. Despite funds having been allocated
by the HSE in 2008 no suitable facilities have
been commissioned to date for the
haemophilia service.
In St James’s Hospital, Dublin the Haemophilia
and Hepatology In-patient Unit is on the priority
list for HSE capital expenditure. We are aware
of the current embargo on capital expenditure
4

Prof John Bonnar, Chairperson of the National Haemophilia
Council and Margaret Dunne, Former Administrator of the
Irish Haemophilia Society at the Irish Haemophilia Society's
AGM in March 08.

and hope that this will not delay unduly this
essential requirement for high quality in-patient
haemophilia care in St James’s Hospital. At this
time of great financial difficulty with severe
restraints on health expenditure we must
optimise the national programme for
haemophilia care by enhancing cooperation
between all the health care professionals
working throughout the country to deliver high
quality patient centred care.
On 9th November 2008 I attended the service
to mark the “Forty Years of the Irish
Haemophilia Society – a Time of Tragic Loss,
Achievement and Hope”. This was held in the
new offices of the Society in Cathedral Court,
Dublin 8. A sculpture was unveiled to the
members of the Society who suffered untimely
deaths due to viral transmitted disease from
haemophilia treatment. In the Book of
Remembrance ninety-nine names were listed,
many from the same families. The haemophilia
community in Ireland has paid a great price
and we must ensure that the health
professionals and the Irish Haemophilia Society
continue to work together through the National
Haemophilia Council to achieve a safe and
high quality service for all children and adults
with haemophilia throughout Ireland.
I wish to thank all the members of the Council
and the Secretariat for giving of their time and
expertise to the work of the Council. I would
like especially to thank Mary Jackson, Principal
Officer of the Blood Policy Division of the
Department of Health and Children, and Jude
Smith, Clinical Nurse Manager of the National
Centre for Hereditary Coagulation Disorders,
St James’s Hospital, who ceased to be
members of the Council in 2008, having given
four years of dedicated service.
Professor John Bonnar
Chairperson of the National Haemophilia
Council
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ADMINISTRATOR’S STATEMENT
2008 has been a busy year for the National
Haemophilia Council. The Council met four
times in 2008 in the Department of Health and
Children and twice to formalise our strategic
plan 2008-2010. I wish to thank the
Department of Health and Children and the
Health Service Executive for their support in
2008.
The National Haemophilia Strategic Plan
2008-2010 was facilitated by Mrs Sharon
Marrow of St James Hospital. On behalf of the
Council I would like to thank Sharon for all her
help in finalising the Council's strategic plan.
The Plan will direct the Council over the next
three years and I'm happy to say that we are
on target to meet the goals and objectives set
out in the Council's strategic plan. (We will look
at the Strategic Plan 2008-2010 for the
Council later in the report)
In 2008 the National Haemophilia Council
sent two delegates to the World Federation of
Hemophilia Congress in Istanbul. I was
fortunate to have been one of those delegates
along with Professor Bonnar who attended the
congress on behalf of the Council. The
congress was a resounding success with over
4,500 delegates attending an information
packed week. The meeting is the World’s
largest international meeting of global
organisations for people with bleeding
disorders, with delegates from over 116
countries. The congress featured international
experts in treatment and research in
haemophilia and other bleeding disorders.
Mark Skinner WFH, President said "It is the
largest WFH Congress in terms of both number
of delegates and number of countries
represented". The congress days began with
two plenary sessions given by some of the most
distinguished researchers, doctors and
community leaders in haemophilia. These
were followed by more than 40 symposia over
4 days. The congress was a real eye opener
for me. The research and dedication of the
doctors must be commended. The congress
gave me the opportunity to see what is

happening globally in relation to haemophilia
care and I can say it was a very valuable
experience.
The National Haemophilia Council had the
annual meeting with the Minister for Health
and Children Mary Harney TD on the 29th July
2008 and the Minister was presented with the
Annual Report for 2007 and a copy of the
National Haemophilia Treatment Protocols
published by the Council. Professor Bonnar
gave an update to the Minister on haemophilia
services nationally.
Prior to our meeting with the Minister for Health
and Children in July the National Haemophilia
Council had meetings with the Health Service
Executive and the CEO's of Our Lady's
Children’s Hospital, Crumlin and Cork
University Hospital.
External audits were carried out in 2008 in St
James Hospital, Our Lady's Children’s Hospital,
Crumlin and Cork University Hospital. The
audit team had a patient representative for the
first time. These audits are covered later in the
report. I would like to thank everyone involved
in the audit process of the haemophilia service.
The activities of the Council have grown
significantly over the last year and it has been
a pleasure working with such dedicated people
in 2008.
As we enter a time of uncertainty surrounding
funding of health care services the persons with
haemophilia in Ireland should be assured that
the Council is working with the Minister for
Health and Children and the Health Service
Executive to ensure the provision of optimum
care in haemophilia service.
I would like to especially thank Brian
O'Mahony, Dr Barry White and Professor John
Bonnar for the support they have given me in
2008.
Gareth Presch
Administrator
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NATIONAL HAEMOPHILIA COUNCIL
BOARD MEMBERSHIP
The Statutory Instrument No. 451 of 2004 provides for the appointment to the Council by the
Minister for Health and Children of up to eleven members, two of whom are appointed on the
nomination of the Irish Haemophilia Society. The Irish Haemophilia Society nominees are Mr Brian
O’Mahony, (CEO of the Irish Haemophilia Society) and Mr Michael Davenport (Chairman of the
Irish Haemophilia Society). The Council members during 2007/2008 are listed below and
Appendix C.

Professor John Bonnar
(Chairperson)

Mr Brian O’Mahony
(Irish Haemophilia Society)

John Bonnar was appointed Chairperson of
the National Haemophilia Council of Ireland
in 2004 by the Minister of Health and
Children. He is Emeritus Professor of Trinity
College, Dublin and was Head of Obstetrics
and Gynaecology from 1975 – 1999 and
Consultant Obstetrician and Gynaecologist at
the Rotunda Hospital and subsequently in St.
James’s Hospital and the Coombe Hospital.
From 1983 – 1987 he was Dean of the
Faculty of Health Sciences in Trinity College.

Brian O’Mahony is the Chief Executive of the
Irish Haemophilia Society. He represents the
Society as Vice Chair of the Haemophilia
Product Selection Advisory Group established
by the Minister in 2002. He previously served
as Chair of the Irish Haemophilia Society for
17 years and as President of the World
Federation of Hemophilia (WFH) for 10
years. He continues to work as a volunteer
with WFH . Among his activities are writing,
advocating, and facilitating training on
strategic planning, national procurement
systems, and lobbying. He is a Fellow of the
Institute of Biomedical Sciences and of the
Academy of Medical Laboratory Sciences. He
also has professional qualifications in
occupational health and safety and in
management. Brian O’Mahony has severe
Haemophilia B.

Bleeding disorders and thrombosis in
pregnancy have been his major area of
research and he has many publications in this
area. His MD (Hons) was awarded for his
research in coagulation disorders in
pregnancy. He is a Fellow of the Royal
College of Physicians of Ireland and Royal
College of Obstetricians, Honorary Fellow of
the American Gynecological and Obstetrical
Society. Since 1995 he has been the Vice
President for Ireland in the Medical Protection
Society. From 1999 to 2002 he was
Chairman of the Institute of Obstetricians and
Gynaecologists of the Royal College of
Physicians of Ireland. In 2008 he was
reappointed Chairperson of the National
Haemophilia Council by the Minister for
Health and Children.
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Mr Michael Davenport
(Irish Haemophilia Society)
Michael Davenport is 50 years old and has
severe FVIII deficiency. He has been a
committee member of the Irish Haemophilia
Society since 2001 and Chairman since
2003. Michael is married to Ann since 1979
and they have one son and two daughters. He
has a BA in Humanities from St. Patrick’s
College in Drumcondra and has a golf
handicap of seventeen which he hopes to play
to someday soon!
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Dr Barry White
(Director, National Haemophilia Centre)
Dr Barry White is a Consultant Haematologist
and Director of the National Centre for
Hereditary Coagulation Disorders at St
James’s Hospital. He was appointed to these
positions in 2001. He undertook his training
as a coagulation specialist at St James’s
Hospital and the Royal Free Hospital London
and has undertaken extensive research in the
area of coagulation disorders.
Dr Beatrice Nolan
(Consultant Haematologist, Our Lady’s
Hospital for Sick Children)
Dr Beatrice Nolan (Lead Consultant
Haematologist for paediatric haemophilia
and allied bleeding disorders Our Lady's
Children's Hospital, Crumlin)
Appointed as a consultant haematologist to St
James's Hospital in 2001 with a commitment
to Our Lady's Children's Hospital, Crumlin.
In 2008 Beatrice was appointed full-time lead
consultant haematologist in paediatric
haemophilia and allied bleeding disorders at
Our Lady's Children's Hospital, Crumlin.
Dr Oonagh Gilligan
(Consultant Haematologist, Cork University
Hospital)
Dr. Oonagh Gilligan, FRCPI, MRCP(UK),
MRCPath.
Appointed
consultant
haematologist to Cork University Hospital and
Mercy University Hospital 2002. In addition
to running a large clinical and laboratory
practice, other current responsibilities include
Chair of Division Oncology CUH,
Haemophilia Director CUH, Stem Cell
Programme Director CUH, Chair of
Transfusion Committee, Deputy National
Speciality Director for Haematology training,
member of the National Haemophilia Council
and
Haemophilia
Product
Selection,
Monitoring and Advisory Group.
Ms Eilish Hardiman
(Deputy C.E.O, St James’s Hospital)
Eilish Hardiman is Deputy Chief Executive at
St James's Hospital. Previous to this she was

Director of Nursing and held other Nurse
Management posts in practice development
and Gerontological Nursing in St James's
Hospital. Eilish has several professional
nursing qualifications and an Executive MBA.
She is a qualified Surveyor with Irish Health
Services Accreditation Board (IHSAB).
Ms Jude Smith
(Clinical Nurse
Hospital)

Manager,

St

James’s

Registered General nurse qualification in
Edinburgh in 1990. Started working in the
care of adults and children with haemophilia
in 1992 in the haemostasis and thrombosis
centre in the Royal Free Hospital, Hampstead,
London. Took up post as clinical nurse
specialist in paediatric haemophilia in the
National Children’s Hospital, Harcourt Street,
Dublin in 1996. Commenced role as Nurse
Manager of National Centre for Hereditary
coagulation disorders, St James’s Hospital,
Dublin in 2001. BSc in nursing management
from Royal College of Surgeons of Ireland in
2002.
Ms Angela Fitzgerald,
(Hospital Network Manager, HSE)
Angela Fitzgerald is Hospital Network
Manager for Dublin North. Angela was
Director of Planning, Commissioning and
Change with the HSE Eastern Region and
Director of Monitoring and Evaluation with the
ERHA. She also worked in the Department of
Health and Children in Secondary Care.
Angela holds an M.Sc Econ in Policy Studies
(1995) – Trinity College , and a B.A. in Public
Administration.
Ms Mary Jackson,
(Blood Policy Division, DoHC)
Joined the Department of Health and Children
in 1988. Has worked in various positions,
including Health Promotion and Community
Health Division. Appointed Principal Officer
of Blood Policy Division, Department of Health
and Children in 2002. Has professional
qualifications in applied biology and also a
B.A. in Public Health Management.
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Vision

This is the Fifth annual Report of the National
Haemophilia Council to the Minister for
Health and Children submitted under the
provisions of Statutory Instrument (SI) No. 451
of 2004 (Appendix A), and covers the period
1 January, 2008 to 31 December, 2008, to
comply with Regulation 5(1) of the SI.

To set the international benchmark for the
provision of effective advice and inclusive
involvement in optimising the management of
haemophilia.

MEETINGS OF COUNCIL

•

Statutory Instrument (SI).

•

Patient / Clinicians / Health Service
Policy / Health Service Management
working on a unique basis under SI.

•

Agreement on Centralisation of Care

•

International Patient Involvement in formal
evaluation.

•

Ability to respond publicly and cooperatively to a crisis in a timely manner.

The Council met on Four occasions in the
Department of Health and Children – 11th
February, 9th June, 8th September and 10th
November 2008. Attendance is listed on
Appendix B. The Council also met twice to
formalise the National Haemophilia Council’s
Strategic Plan 2008-2010.

SECRETARIAT
Secretarial support to the National
Haemophilia Council is provided by the
administrator to the National Haemophila
Council and the secretary to the Council who
are located at the Health Service Executives
Office, Stewarts Hospital, Mill Lane,
Palmerstown, Dublin 20.

Context of NHC

Values
•

Equity

•

Patient Centred Care

•

Advocacy

•

Inclusiveness

•

Accountability

•

Respect

NHC STRATEGIC PLAN 2008-2010

Goals

The key areas of the NHC Strategic Plan are
as follows:

1. Optimise development and function of
National Haemophilia Council.

Mission Statement

2. Advocate
provision
of
haemophilia care nationally.

To advise and recommend on the optimum
provision of treatment and care for persons
with haemophilia and related bleeding
disorders.

optimum

3. Provision of appropriate information and
education / research.
4. Ensure viability and effectiveness by
measuring performance and outcomes.
9
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1.
2.

3.
4.

5.

6.

7.

8.
9.

10.

2

Optimise development and function of
National Haemophilia Council
Objectives:
Set Annual Targets/Measure Outcomes.
Advise the Minister and Health Service
Executive on any matter relating to
haemophilia.
Hold an annual meeting with the Health
Service Executive and the Minister.
Benchmark our work against best
international
practice/trends
in
managing haemophilia.
Hold an annual meeting with the CEO’s
of the comprehensive care centres. (St
James’s, OLCHC, CUH).
Hold an annual meeting with the
haemophilia teams at the comprehensive
care centres
Over the next 3 years arrange to meet
with regional hospitals (Galway /
Limerick / Waterford etc.).
Members to have basic grounding in all
aspects of haemophilia.
Produce a document that shows the
National Haemophilia Council Model
works.
Have a formal update from the product
selection group.

Advocate provision of optimum
haemophilia care nationally

Objectives:
1. Set clear priorities for the development of
haemophilia
care
in
the
3
Comprehensive Care Centres, informed
by the biennial audit reports.
2. Advise on the allocation of funding to
meet priorities identified in 2008 Audit
within 12 months. (NHC Service Plan
09).
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3. Publication, Dissemination, Utilisation of
the National Haemophilia Treatment
Guidelines
4. Ensure optimum communication from
hospitals to the comprehensive care
centres when dealing with patients.
5. Have clear mechanisms to deal with
failure
to
implement
policy
recommendations.
6. Include international development as an
agenda item.
7. NHC Administrator to meet with
members/patients/hospitals and report
back on a scheduled basis.
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1.
2.

3.
4.

5.
6.
7.

8.
9.

Provision of appropriate information
and education/research
Objectives:
Biennial review and update of treatment
guidelines.
Document, publish and disseminate the
agreed process of implementing
guideline changes.
Optimise the value of the information day
meeting for healthcare workers/patients.
Add link to NHC website on individual
hospital websites and other appropriate
websites.
NHC to hold an annual press briefing.
Organise regular specifically focused
international meeting in Ireland.
Continuous Professional Development of
nursing staff-training pack. Implemented
and evaluate.
Make recommendations on training
requirements for NCHD’s.
Work on NHC publications/education
with the Irish Haemophilia Society.

ANNUAL REPORT 2008
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1.
2.
3.
4.

Ensure viability and effectiveness by
measuring performance and outcomes
of the NHC
Objectives:
Develop formal/Informal feedback
mechanisms.
Develop measurement tools for all
objectives
Systematic review – progress on strategic
plan annually.
NHC administrator to present a one page
update on the progress of Strategic Plan
at every NHC meeting (this brief
document will be a permanent Agenda
item for all NHC meetings).

NHC ATTENDANCE AT WORLD
FEDERATION OF HEMOPHILIA
CONGRESS
The National Haemophilia Council sent two
delegates to the World Federation of
Hemophilia (WFH) World Congress held in
Istanbul, Turkey, the 1st-5th June.
Prof John Bonnar (Chairman of the NHC) and
I attended the congress on behalf of the NHC
along with more than 4200 delegates from
over 115 countries.
We registered early Sunday morning and
attended some pre-congress symposia. One
of my first symposia of the week was the
excellent Parents Empowering Parents
programme (PEP). The programme originates
from the USA. It aims to teach parents how to
deal with their children and haemophilia. The
PEP programme was started in 1996 and
there are 10 modules of the course parents
must complete. Once parents have completed
the modules they can in turn train people in
PEP. The basic idea behind the PEP
programme is that parents must have a plan

when dealing with children with bleeding
disorders. The symposia gave me an outline of
the PEP programme and it could be of benefit
to Irish parents in dealing with their children
and bleeding disorders. For further
information on PEP please log onto:
http://www.pepprogram.org/
The congress was officially opened by Mark
Skinner (Chairman of the WFH) and Bulent
Zulfikar (Congress President) on the 1st of June
with the ceremony starting at 5pm with an
introduction from both men that outlined the
importance of this World Congress. Once the
opening speeches had finished we were
entertained by live Turkish traditional music
and dance.
The week started off with the plenary sessions
of the congress and an opening address from
the President of the WFH Mark Skinner
speaking about the development of the WFH
over the last 45 years. He gave background
information of how successful the WFH had
been in identifying people with bleeding
disorders and also the availability of factor
concentrates worldwide. This has mainly been
achieved through the Global Alliance for
Progress (GAP) programme that was the
brainchild of our very own Brian O'Mahony
(IHS CEO).

Gareth Presch, Administrator of the National Haemophilia
Council, and Michael Loughnane, Irish Haemophilia Society,
at the World Federation of Hemophilia Congress in Istanbul.
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I also attended talks throughout the week on
"The role of synovectomy in the management
of a target joint" which highlighted the fact
that even one serious bleed into a joint can
cause permanent damage.
"Prophylaxis for Severe Haemophilia" looked
at the cost of prophylaxis treatment and the
benefit of prophylaxis treatment.
"Scarce Resources / Difficult Choices" gave
me an overview of the differences in treatment
in the USA, India and Iran. The USA has
excellent treatment but the treatment is only
accessible if you have insurance. Without
insurance treatment is very limited. India and
Iran have similar problems with the treatment
of haemophilia patients in that resources are
scarce and also they have the added difficulty
of dealing with a culture that doesn't
understand the problem. The geographical
terrain of both India and Iran give health
professionals an extra problem when dealing
with the treatment of haemophilia.
"Quality of life in Haemophilia" gave an
overview of how a person with haemophilia
measures his quality of life based on the
following criteria: health, literacy, school,
environment and standards of living etc. A
person or child with haemophilia may have a
completely different view of his/her quality of
life to that of his/her parents. Dr Alessandro
Gringeri, Italy summed it up by saying "In
order to provide the expensive treatment of
haemophilia, it is important to prove that it is
substantially improving the quality of life for
patients". The symposia showed the
importance of measuring outcomes of
treatment.
"How to get rid of inhibitors" was a very
complex talk on the difficult issue of
eliminating inhibitors by suppressing targeted
cells. Progress has been made in this area but
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there is still a lot of work to do before
inhibitors is an issue of the past.
"Infectious diseases" (HIV & HCV) Treatment
of human immunodeficiency virus (HIV) and
hepatitis C, in the general population has
seen vast improvements over the last 20years
which has been beneficial to people with
haemophilia. Dr Jorge Daruich (Argentina)
also spoke of the need to be vigilant and
careful when choosing therapies and
promoting prevention of transmission because
of the complex nature of treatment for persons
co-infected. "That's why it's best to treat these
patients with interdisciplinary teams to ensure
good therapeutic co-ordination to get the best
possible results".
During the week at the congress I helped out
at the Irish Haemophilia Society (IHS)
congress booth. The booth was very busy all
week distributing leaflets and information
about the IHS and the National Haemophilia
Council. (Over 100 NHC Annual Reports
where distributed and many countries took
copies of the Councils Statutory Instrument)
Also during the week I attended meetings as
an observer between the WFH and the
societies of Georgia and Bosnia. This gave
me a real insight into the global management
of haemophilia and the hard work that is done
on the ground by the volunteers of these
societies along with the guidance and support
of the WFH.
The WFH congress was a fantastic learning
experience from a personal point of view and
my sincere gratitude to all the members of the
Irish Haemophilia Society who made my trip
to Istanbul all the more valuable. Their
company and experience of such events
ensured that I got the most from the congress.
Gareth Presch,
Administrator, NHC.
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NHC MEETING WITH THE MINISTER
OF HEALTH AND CHILDREN

from 44 countries in Europe including
members in all 27 EU Member States and the
2 candidate countries Croatia and Turkey.

The Council met with the Minister for Health
and Children on the 29th of July 2008 in the
Department Of Health and Children, Hawkins
house where Prof John Bonnar (Chairman)
presented the Minister with the Fourth NHC
Annual Report. Prof Bonnar also presented the
Minister with a copy of the Haemophilia
National Treatment Guidelines along with an
update on the Councils work which the
Minister acknowledged by commending the
NHC on its work to date.

The EHC is working to reduce the burden of
the disease on both the individual and on
society. Its mission is to improve the quality of
life of people with Haemophilia in Europe and
the National Haemophilia Council supports
this conference. The Conference was a great
success.

Members of the NHC who were in attendance
at the meeting: Mr Brian O’Mahony, Dr Barry
White, Mrs Angela Fitzgerald, Mrs Dympna
Butler and the Administrator to the National
Haemophilia Council, Mr Gareth Presch.

The Council met on a number of occasions
with the Health Service Executive in 2008 and
will continue to work with the Health Service
Executive in 2009. The Council would like to
especially thank the National Director of the
National Hospitals Office – Ann Doherty for
all her help and assistance in 2008. The
Council was represented by Prof Bonnar, Dr
Barry White and Brian O’Mahony during
these meetings.

NATIONAL TREATMENT GUIDELINES
The National Treatment Guidelines were
published in 2008. The Council would like to
thank Dr Barry White for all his hard work in
compiling the guidelines. The Guidelines are
available to download from the National
Haemophilia Council’s website.

EUROPEAN HAEMOPHILIA
CONSORTIUM (EHC)
The National Haemophilia Council was
represented at the Congress by the
Administrator and the Chairman of the
National Haemophilia Council at the EHC
conference.

NHC MEETINGS WITH THE HEALTH
SERVICE EXECUTIVE

NHC MEETING WITH OUR LADY'S
CHILDREN’S HOSPITAL, CRUMLIN
The Council met with the CEO Mr Lorcan
Birthisle to discuss the haemophilia service in
Our Lady’s Children’s Hospital in 2008 and
has agreed to meet with the CEO on an
annual basis.

The Irish Haemophilia Society hosted the
European Haemophilia Consortium in Dublin
Castle between 12th–14th of September
2008.The European Haemophilia Consortium
(EHC) is a European umbrella organisation
representing national Haemophilia Societies
13
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AUDITS 2008
Three audits where carried in 2008 Dr Mike
Makris, Haemophilia Director, Sheffield
Haemophilia and Thrombosis Centre,
Sheffield, UK, Christine Harrington, Nurse
Consultant in haemophilia, Katharine
Dormandy
Haemophilia
Centre
and
Thrombosis Unit, Royal Free Hospital, London,
UK, Mr David Page CEO of the Canadian
Haemophilia Society and a person with
haemophilia, Canada by in Our Lady’s
Hospital, Crumlin, St James Hospital and Cork
University Hospital and a summary of these
audits are below:
1. Report of Haemophilia Audit, Our
Lady’s Children’s Hospital, Crumlin,
Dublin
Date of Audit: 23rd September 2008
Haemophilia Audit Summary:
The Haemophilia service at the Our Lady’s
Children’s Hospital (OLCH) is a high quality
national paediatric service. All services
expected from a Comprehensive Care / Level
1 Haemophilia Centre service are provided
and user questionnaires indicate satisfaction
with the service they receive. There have been
significant improvements since the last audit
with the opening of the new Haematology
day unit. The new consultant post to lead on
haemophilia issues has been advertised and
is due to be interviewed for shortly.
With the appointment of the new consultant,
the auditors feel that this centre will be able to
provide a high level of local haemophilia
care. In view of the role of the centre as a
national centre, the auditors recommend a
closer working relationship with the adult
haemophilia centre at St James’s Hospital and
the appointment of posts to overlook national
haemophilia issues.
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2. Report of Haemophilia Audit, National
Centre for Hereditary Coagulation
Disorders (NCHCD), St. James’s
Hospital, Dublin
Date of Audit: 22nd September 2008
Haemophilia Audit Summary:
This is a high quality haemophilia centre
providing all the services expected from a
Comprehensive Care Haemophilia Centre.
The level and quality of the outpatient service
delivered from the Haemophilia Centre is as
good as can be found anywhere in the world.
The centre is an exemplar site for the
outpatient management of any chronic
disease.
A problem that was identified in the last two
audits 5 and 2 years ago continues and
potentially compromises the otherwise
excellent service. This is the poor inpatient
facility for patients with haemophilia and
related inherited bleeding disorders.
Although the centre is the national centre, its
role in this respect should be clarified and
expanded. There should be closer working
relationships with the other haemophilia
centres in the Republic and staff within the
centre should take national leadership roles
on which they should be reporting to the
National Haemophilia Director.
3. Summary of the report of Audit of the
Cork Haemophilia Centre, Cork
University Hospital
Date of Audit: 25th September 2008
Haemophilia Audit Summary:
Overall the quality of haemophilia care in
Cork is satisfactory but the infrastructure
remains grossly inadequate and is in stark
contrast to the facilities available in Dublin.
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Because of the gross deficiencies in
infrastructure, the last audit in 2006 made 4
critical recommendations which have yet to be
acted upon.
The Cork Haemophilia Centre has sufficient
patient numbers and covers such a wide
geographical area that it should be a Level 1
/ Comprehensive Care Haemophilia Centre.
The infrastructure is however so poor that it
would struggle to qualify as a basic / Level 2
Haemophilia Centre.
During the audit visit, the auditors met with the
CEO of Cork University Hospital, and the
Deputy CEO, who indicated that the Hospital
Board has now approved:
Up to €650,000 to build a new haemophilia
centre either by reconfiguring part of C2 ward
or as a stand alone building. The appointment
of a new consultant haematologist with
responsibility for haemophilia. A locum post
can be advertised immediately.
Half a post as a haemophilia secretary
(Grade III), half a post at Grade V level data
manager for haemophilia, half a post as
haemophilia physiotherapist, half a post as a
haemophilia social worker and a full time
Medical Laboratory Scientist
Provided the above are funded, the
haemophilia care delivered in Cork will be
transformed for the better and will approach
the level of haemophilia care Irish patients get
in Dublin.

PATIENT INVOLVEMENT IN AUDITS
2008
External audits of haemophilia treatment
centres are a crucial element in identification
of deficiencies and improving care. Internal
assessment and quality management are
validated and supplemented by external peer
audits and they also bring an entirely different
perspective by looking at the services
provided through the prism of others
experience An imminent audit also focuses the
staff and on correcting previously identified
deficiencies The audit process ,however is
incomplete without Patient Representation. The
ideal audit team consists of a Haemophilia
centre director, a Haemophilia nurse specialist
and a patient who has Haemophilia or a
related bleeding disorder. All three auditors,
including the patient representative, should be
external to the centres they are auditing. (In
this case, the patient was a vastly experienced
and knowledgeable person with Haemophilia
from Canada). The patient representative
brings a different and unique perspective and
experience to the team. This is borne out by
the following quote from a member of the Staff
team at the NCHCD who were audited by this
team “Inclusion of the patient representative
was great as he asked different and very
relevant questions.”
The inclusion of the patient representative also
serves to increase the confidence of the
patient community in the process and is a
recognition of the importance of a patient
centred approach to provision of health care.

Since none of the above have actually been
built or appointed, it is recommended that the
hospital reports to the Irish Haemophilia
Council every 6 months outlining the progress
on the critical recommendations arising from
this audit.
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NHC MEETING WITH CORK
UNIVERSITY HOSPITAL
Cork University Hospital (CUH) is identified as
a level 1 comprehensive haemophilia care
centre in Ireland and should have the essential
facilities and standards of a level 1
comprehensive centre. The Council wished to
meet with Hospital Management to discuss the
Audits (06 & 08) and the future provisions of
haemophilia care at CUH.
The National Haemophilia Council met with
the management team of Cork University
Hospital On the 1st of December 2008. The
Council discussed a number of issues with
CUH.

Dr Barry White speaking at the Irish Haemophilia Society's
AGM in March 08.
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REGIONAL VISITS
The National Haemophilia Council’s
administrator attended regional meetings with
the Irish Haemophilia Society in 2008. These
meetings can give the Council an idea of what
is happening on the ground from a patient’s
perspective. The Administrator briefs the
Council following these meetings.

PRODUCT SELECTION GROUP
During the course of the year the Haemophilia
Product Selection Monitoring Advisory Board
(HPMSAB) met on 6 occasions to advise on
the selection of factor concentrates and
monitor developments in relation to factor
replacement therapy internationally. The
group completed a new tender for the
provision of recombinant Factor VIII for
28,000,000 IU’s per year for a 2 year
contract. The group also discussed the use of
cryoprecipitate versus fibrinogen as a
treatment for afibrinogenemia and the
implications of discovery of Prions in the
spleen of a person with Haemophilia in the
UK at autopsy. The HPMSAB members are Dr.
Barry White (Chairman), Brian O’Mahony
(Vice-Chairman), Dr. William Murphy (IBTS),
Dr. Beatrice Nolan (OLCHC), Lara Hynes
(DOHC), Dr. Oonagh Gilligan (CUH), Jeff
Connell (VRL), Patrick Costello (IMB), Evelyn
Singleton (NCHCD, St. James’s) and Declan
Noone (IHS). Administrative support is
provided by the Secretary to the National
Haemophilia Council.
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REQUESTS BY THE MINISTER FOR
HEALTH AND CHILDREN FOR
ADVICE
No specific requests were made by the
Minister for advice (as per Regulation 5(2))
from the Council during 2008. The Council
did brief the Minister on haemophilia matters
nationally during our meeting with the
Minister in July 08.

FINANCE
The costs of meetings and other administrative
costs were provided by the Health Service
Executive in 2008. The funding of the
National Haemophilia Council by the Health
Service Executive was placed on a statutory
basis in the Health (Miscellaneous provisions)
Act 2007.

WEBSITE
ETHICS IN PUBLIC OFFICE ACT,
1995 AND 2001
Details on the implications of the Act were
circulated to Council members and a
statement of interests form was signed by all
members in 2008.

The National Haemophilia Council’s website
has seen a steady rise in the number of hits in
2008. Over the next few years the Council
plan to develop the website further to become
more user friendly. The site provides a vital
link to persons with haemophilia and the
National Haemophilia Council. The site is
managed by the Administrator.
www.nationalhaemophiliacouncil.ie
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Please note that the SI has been amended under the Health (MiscellanPlease note that the SI
has been amended under the Health (Miscellaneous Provisions) Act 2007.This Act can be
viewed on the following link:
http://www.oireachtas.ie/documents/bills28/acts/2007/a4207.pdf
The relevant points are in appendix B below.

APPENDIX A

STATUTORY INSTRUMENTS.
S.I. No. 451 of 2004.
NATIONAL HAEMOPHILIA COUNCIL (ESTABLISHMENT) ORDER 2004.
S.I. No. 451 of 2004.
NATIONAL HAEMOPHILIA COUNCIL (ESTABLISHMENT) ORDER 2004.
I, MICHEÁL MARTIN, Minister for Health and Children, (herein referred to as "the Minister") in
exercise of the powers conferred on me by Section 3 of the Health (Corporate Bodies) Act, 1961
(No. 27 of 1961) as amended by Section 22 of the Health (Amendment) (No. 3) Act, 1996 (No.
32 of 1996) and adapted by the Health (Alteration of Name of Department and Title of Minister)
Order 1997 (S.I. No. 308 of 1997) hereby order as follows:
1. This Order may be cited as the National Haemophilia Council (Establishment) Order 2004.
2. In this Order:
"Chairperson" means the Chairperson for the time being of the Council;
"Council" means the National Haemophilia Council established by this Order.
"Eastern Regional Health Authority" means the authority established under section 7 of the
Health (Eastern Regional Health Authority), Act, 1999;
"haemophilia" means the following disorders: inhibitors to factors VIII and IX, inherited
deficiencies of factors, I, II, V, VII, VIII, IX, X, XI, XIII and Von Willebrands Disease;
"health board" means—
(a) A board established under section 4 of the Health Act, 1970, or
(b) An Area Health Board established by section 14 of the Health (Eastern Regional Health
Authority) Act, 1999;
"Minister" means the Minister for Health and Children;
"officer" means an employee of the Council, unless the context otherwise requires.
THE COUNCIL
3. (1) A body to be known as the National Haemophilia Council is hereby established to
perform the functions conferred upon it by this Order.
(2) The Council shall be a body corporate with perpetual succession and a seal and with
power to sue and be sued in its corporate name and to hold land.
4. (1) The principal function of the Council shall be to advise the Minister, the Eastern Regional
Health Authority, health boards, hospitals and other persons on any matter relating to
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haemophilia, on its own initiative or at the request of the Minister, the Eastern Regional Health
Authority, health boards or hospitals.
(2) Without prejudice to (1) the Council may provide advice relating to:
(i) the care and treatment of persons with haemophilia;
(ii) protocols for treatment of haemophilia;
(iiii) health services (including counselling services) for persons with haemophilia;
(iv) education and training of staff who provide services for persons with haemophilia;
(v) education and health promotion for persons with haemophilia and their families;
(vi) the changing needs of persons with haemophilia, in order to help ensure that health
services respond effectively to such changing needs;
(vii) developments arising from research into haemophilia;
(viii) appropriate support services for the families of persons with haemophilia.
(3) The Council may promote its functions through the publication of documents, organisation
of conferences and recommending measures to promote the health of persons with
haemophilia.
(4) The Council may request advice from any person in relation to the performance of its
functions.
5. (1) The Council shall, not later than 30th June of each year, present an annual report to the
Minister in relation to the performance of its functions during the preceding year and for the
purposes of this provision the period commencing on the date of this Order and ending on
31st December, 2004, shall be deemed to be a calendar year.
(2) The Council shall submit to the Minister such information regarding the performance of
its functions as the Minister may from time to time request.
MEMBERSHIP OF THE COUNCIL
6. The Council shall consist of not more than 11 members appointed by the Minister, of whom—
(a) 2 shall be appointed on the nomination of the Irish Haemophilia Society;
(b) one shall be the National Haemophilia Director;
(c) one shall be a consultant haematologist with an interest in paediatric haemophilia;
(d) one shall be a consultant haematologist working outside the functional area of the Eastern
Regional Health Authority, who treats persons with haemophilia;
(e) one shall be a registered nurse with an interest in haemophilia;
(f) one shall be a member of a registered profession with an interest in haemophilia;
(g) one shall be nominated by the Chief Executive Officers of health boards;
7. The Minister shall appoint one of the members of the Council to be the Chairperson of the
Council.
TERM OF OFFICE
8. The term of office of the Chairperson and of each ordinary member of the Council shall be
3 years from the date of appointment. Members may be appointed for more than one term
of office. The Chairperson shall hold office until he or she ceases to be a member of the
Council or until the Minister appoints another person to be Chairperson.
9. A member of the Council may at any time resign his or her membership by letter addressed
to the Minister and the resignation shall take effect from the date specified therein or upon
receipt of the letter by the Minister, whichever is the later.
10. A member shall cease to be a member of the Council on being requested by the Minister to
resign.
11. In the event of a casual vacancy arising on the Council, the vacancy shall be filled by
appointment by the Minister and where the vacancy arises from a member who was
appointed on the nomination of a body referred to in Article 6 the appointment shall be
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made on the nomination of that body. The person appointed to fill a casual vacancy shall hold
office as a member of the Council for the unexpired period of the term of office of the said
member.
MEETINGS OF THE COUNCIL
12 (1) The Council shall hold such and so many meetings as may be necessary for the
performance of its functions, and shall meet not less than 3 times per annum.
(2) The quorum for a meeting of the Council shall be 5, which shall include at least one
member of the Irish Haemophilia Society.
(3) The Council may regulate by Standing Orders or otherwise, its procedures and business.
(4) The proceedings of the Council shall not be invalidated by any vacancy or vacancies
among its members, or by any defect in the appointment of the Council or any member
thereof.
13 (1) The Chairperson may, at any time, upon giving not less than five working days notice call
a meeting of the Council.
(2) If the Chairperson refuses to call a meeting of the Council after a requisition for that
purpose, signed by not less than five members of the Council, has been presented to the
Chairperson, any five members of the Council may call a meeting of the Council.
(3) If the Chairperson, without so refusing, does not, within seven days of the presentation of
a requisition for that purpose signed by not less than five members of the Council, call a
meeting of the Council, any five members of the Council may call a meeting of the Council.
(4) For each meeting of the Council:
(a) the Chairperson shall, if present, chair the meeting;
(b) in the absence of the Chairperson, the members of the Council who are present shall
choose one of their number by simple majority, to be Chairperson of the meeting;
(c) minutes of each meeting of the Council shall be kept by a person designated by the
Chairperson and shall be agreed at the following meeting;
(d) the names of the members present at a meeting of the Council shall be recorded in the
minutes of the meeting.
14. (1) All acts of the Council and all questions coming or arising before the Council may be done
and decided by a simple majority of such members of the Council as are present and vote
at a meeting of the Council.
(2) In the case of equality of votes on any question arising at a meeting of the Council, the
person chairing the meeting shall have a second, or casting vote.
(3) A memorandum signed by all the members of the Council shall be effective for all purposes
as if it was a resolution of the Council passed at a meeting duly convened, held and
constituted.
REMUNERATION
15. (1) A person shall not receive any remuneration for acting as a member of the Council, but
members of the Council may be paid travelling and subsistence allowances in accordance
with such scales as may from time to time be approved by the Minister, with the consent of
the Minister for Finance.
(2) The Chairman may receive such remuneration as the Minister, with the consent of the
Minister for Finance, may determine.
COMMITTEES
16. (1) In order to facilitate the discharge of its functions, the Council may establish committees
whose functions shall be to assist and advise the Council in relation to the performance of its
functions.
(2) Membership of a committee established by the Council may include persons who are not
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members of the Council.
(3) Any committee so appointed shall act subject to such directions as may be given by the
Council, and any expenditure of moneys by such committee shall be subject to the approval
of the Council.
(4) A member of a committee established under this Article may be removed from membership
by the Council, and the Council may appoint new members to a committee.
(5) The Council may dissolve a committee appointed under this Article.
(6) The acts of a committee established under this Article shall be subject to confirmation by
the Council.
FINANCE
17 (1) The Council shall, not later than the 30th day of September in each year, submit to the
Minister a statement of its estimated budgetary requirements in respect of the following
financial year.
(2) The Minister may pay to the Council, in each year out of moneys provided by the
Oireachtas, a grant or grants, of such amount or amounts as the Minister may decide.
(3) The Council shall keep all proper and usual accounts of all moneys received or expended
by the Council, including an income and expenditure account and balance sheet and, in
particular, shall keep all such special accounts as the Minister may from time to time direct.
(4) The financial year of the Council shall be the period of twelve months ending on 31st day
of December in any year and for the purposes of this provision the period commencing on
the date of this Order and ending on 31st day of December 2004, shall be deemed to be a
financial year.
(5) A statement of accounts of the Council for each financial year shall be prepared and
after such preparation be subject to audit by the Comptroller and Auditor General under
Section (5) (First Schedule) of the Comptroller and Auditor General (Amendment) Act 1993.
CHIEF OFFICER
18. (1) There shall be a chief officer of the Council who shall be known as, and is in this Order
referred to as "the Chief Officer".
(2) The Chief Officer shall be appointed by the Council and shall hold office for such period
and upon such terms and conditions (other than terms and conditions relating to remuneration
and allowances for expenses) as the Council may, with the approval of the Minister, determine
from time to time.
(3) The terms and conditions relating to the remuneration, superannuation and allowances for
expenses of the Chief Officer shall be such as may be determined from time to time by the
Minister, with the consent of the Minister for Finance.
(4) The Chief Officer shall carry on, manage and control generally, the administration and
business of the Council and perform such other functions as may be determined by the
Council.
(5) The Chief Officer shall not be a member of the Council but shall be entitled to attend all
council meetings unless the Council otherwise decides.
MEMBERS OF STAFF
19. (1) The Council may, with the approval of the Minister, with the consent of the Minister for
Finance, appoint such and so many officers as the Council may, from time to time think proper
and in appointing any such officers, the Council shall comply with any directions given by
the Minister relating to the procedure to be followed.
(2) The Council shall, subject to the approval of the Minister, with the consent of the Minister
for Finance, determine the remuneration and conditions of service (including superannuation)
of its officers.
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(3) The Chief Officer shall, from time to time, assign such duties as he or she considers
appropriate to each officer and each such officer shall perform the duties so assigned.
20. The Council may from time to time engage such consultants or advisers as it may consider
necessary for the performance of its functions, and any fees due to a consultant or adviser
engaged under this Article shall be paid by the Council out of moneys at its disposal.
SEAL
21. (1) The Council shall, as soon as may be after the establishment day, provide itself with a seal.
(2) The seal of the Council shall be authenticated by the signature of—
(a) the Chairperson of the Council, or some other member of the Council authorised by the
Council to act in that behalf, or
(b) an officer of the Council authorised by the Council to act in that behalf.
(3) All courts shall take notice of the seal of the Council, and every document purporting to
be an instrument made by the Council and to be sealed with the seal (purporting to be
authenticated in accordance with paragraph (2) of this Article) of the Council, shall be
received in evidence and be deemed to be such instrument without proof, unless the contrary
is shown.
DISCLOSURE OF INTEREST
22. (1) Where the Chairperson, any other member of the Council, the Chief Officer or other
officer, a consultant, advisor or other person engaged by the Council, has a beneficial interest
in, or material to, any matter which falls to be considered by the Council, he or she shall
comply with the following requirements:—
(a) he or she shall disclose to the Council through the Chief Officer, or in the case of the
Chief Officer or a member of the Council through the Chairperson, or, in the case of the
Chairperson directly to the Council, the nature of his or her interest in advance of any
consideration of the matter;
(b) he or she shall neither influence nor seek to influence a decision in relation to the matter;
(c) he or she shall take no part in any consideration of the matter by the Council, save to such
extent as the Chairperson, or where the Chairperson has such an interest, a majority of the
Council, may permit.
(2) Where a question arises as to whether or not a course of conduct, if pursued by a person,
would be a failure by him or her to comply with paragraph (1) of this Article, the question
shall be determined by the Council and particulars of the determination shall be recorded in
the minutes of the meeting concerned.
(3) Where a disclosure is made to the Council, particulars of the disclosure shall be recorded
in the minutes of the meeting concerned.
23. A person shall not, without the consent of the Council, disclose any information obtained
while performing duties as a member or officer of, or a consultant or advisor to, the Council
or a committee established pursuant to Article 16 of this Order.
LOANS, PURCHASE AND SALE OF LAND ETC
24. For the purpose of the performance of its functions:
(a) The Council shall not borrow money without the prior consent of the Minister.
(b) The borrowing of money by the Council shall be subject to such terms and conditions as
may be specified by the Minister.
(c) The Council may acquire land or buildings subject to the approval of the Minister.
(d) The Council may, subject to the approval of the Minister sell, exchange, let or otherwise
dispose of any land or buildings vested in it.
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(e) The Council may charge fees for services it provides, for publications it produces and for
attendance at events it organises.
25. This Order will come into operation on the 22nd day of July 2004.
GIVEN under the Official Seal of the Minister for Helath and Children, this 22nd day of July,
2004.
MICHEÁL MARTIN,
Minister for Health and Children.
EXPLANATORY NOTE.
(This note is not part of the Instrument and does not purport to be a legal interpretation.)
The effect of this Order is to establish a Council to advise the Minister for Health and Children,
health agencies, and other bodies, on all aspects of haemophilia, on its own initiative or at the
request of the Minister.
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APPENDIX B

Number 42 of 2007
HEALTH (MISCELLANEOUS PROVISIONS) ACT 2007
AN ACT TO GIVE STATUTORY EFFECT TO, AND AMEND, CERTAIN ORDERS MADE UNDER THE
HEALTH (CORPORATE BODIES) ACT 1961; TO AMEND THE MEDICAL PRACTITIONERS ACT
2007; TO AMEND SECTION 38 OF THE HEALTH ACT 2004; AND TO PROVIDE FOR MATTERS
CONNECTED THEREWITH.
[21st December, 2007]
BE IT ENACTED BY THE OIREACHTAS AS FOLLOW
(1) In Article 5(2), “Health Service Executive” shall be substituted for “Minister” in each place that
it occurs.
(2) Article 17 shall be amended by—
(a) the substitution, in paragraph (1), of “Health Service Executive” for “Minister”, and
(b) the substitution, in paragraph (2), of “Health Service Executive” for “Minister” in each
place that it occurs.
(3) Article 18 shall be amended by—
(a) the substitution, in paragraph (2), of “with the approval of the Health Service Executive
given with the consent of the Minister and the Minister for Finance” for “with the approval of
the Minister”, and
(b) the substitution, in paragraph (3), of “the Council, with the approval of the Health Service
Executive given with the consent of the Minister and the Minister for Finance” for “the Minister,
with the consent of the Minister for Finance”.
(4) Article 19 shall be amended by—
(a) the substitution, in paragraph (1), of “with the approval of the Health Service Executive
given with the consent of the Minister and the Minister for Finance” for “with the approval of
the Minister, with the consent of the Minister for Finance”, and
(b) the substitution, in paragraph (2), of “with the approval of the Health Service Executive
given with the consent of the Minister and the Minister for Finance” for “subject to the
approval of the Minister, with the consent of the Minister for Finance” in each place that it
occurs.
(5) In Article 24 “Health Service Executive” shall be substituted for “Minister” in each place that
it occurs.
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APPENDIX C
NATIONAL HAEMOPHILIA COUNCIL – LIST OF MEMBERS
The Council met 4 times in 2008

Meetings Attended in 2008

Professor John Bonnar (Chairperson)

4

Mr Brian O’Mahony (Irish Haemophilia Society)

4

Mr Michael Davenport (Irish Haemophilia Society)

3

Dr Barry White (Director, National Centre for Hereditary Coagulation Disorders)

4

Dr Beatrice Nolan (Consultant Haematologist, Our Lady’s Hospital for Sick Children)

4

Dr Oonagh Gilligan (Consultant Haematologist, Cork University Hospital)

2

Ms Eilish Hardiman (Deputy Chief Executive Officer, St James’s Hospital)

3

Ms Jude Smith (Clinical Nurse Manager, St James’s Hospital)

0

Ms Angela Fitzgerald, (Health Service Executive)

3

Ms Mary Jackson, (Blood Policy Division, DoHC)

1

Ms Dympna Butler, (Blood Policy Division, DoHC)

1

Administrator to the National Haemophilia Council: Mr Gareth Presch (HSE)
Secretary to the National Haemophilia Council: Ms Fiona O’Connell (HSE)
*
*
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Ms Dympna Butler replaced Ms Mary Jackson during 2008 and retired in September 08.
Ms Jude Smith was on maternity leave during 2008 and has been replaced by Ms. Anne
Grogan.
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