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Role of Patient
Organisations

A Represent interests of People with
Haemophilia (PWH) and related disorders

A Work with Doctors, Health Care Workers,
Industry, Government to achieve
optimum care

A Advocacy
A Inform Politicians, Media



| evels of Involvement

A Basic
-Provide support to PWH and families
- Education and Peer support
- Building a Community

A Advocacy

- working with Doctors, Hospitals,
Health authorities on behalf of PWH
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| evels of Involvement
A Co-ordinated Advocacy

- Meeting with Government, Health Authorities
or Hospitals in co-operation with Doctors,
Hospitals

- Joint or separate approach/submission
- Agreed objectives

- Doctors and Organisation need to agree on
objectives and present a united front



| evels of Involvement

A Representation
- Hospital committees
- Audit teams (UK, Ireland)
- Health Committees (USA, Canada, Ireland)
- Review bodies
- Observer status on Tender Commission
(Bosnia, Bulgaria)



| evels of Involvement

A Formal representation
-Tender Commission
(Ireland, UK, Canada, Brazil, Thailand)
A -National Blood Authority
(Canada, Australia, USA, Japan, Germany)
A National Haemophilia Committee
(Thailand, Tunisia, Georgia,
Ecuador, Ireland)
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| evels of Involvement

Statutory Representation I Ireland

A National Haemophilia Council
:Recommends priority for
allocation of haemophilia budget
:National Treatment Guidelines
. Audit of Treat ment

A Haemophilia Tender Commission

:Patient organisation formal role in selection of medicines
for country
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National Haemophilia Councill:
Ireland
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Haemophilia Legislation

Number 15 of 1996
HEALTH (AMENDMENT) ACT, 199
ARRANGEMENT OF SECTIONS

Saction
1 U litle, collective cilalion, construction and com-

mencement,

2. Provision of health services without charge fo certain persons
whe have contracted hepatitis C.

Number 34 of 1997
HEPATITIS € COMPENSATION TRIBUNAL ACT, 1997
ARRANGEMENT OF SECTIONS

Section
Interpretation

Establishment day.
The Tribunal

Claims hefore Tribunal
Awards of Tribunal.

Dissolution of and claims before non-statutory scheme
Tribunal.

Regulations to give effect to Act
Scttlements.

Extension by regulations of persons who may make a claim
before Triounal

Special account.
Reparation Fund.
Report of Tribunal.
Power to remove difficulties,
. Laying of regulations.
Expenses of Minisier,

Sharr
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Number 21 of 2002

HEPATITIS C COMPENSATION TRIBUNAL

{AMENDMENT) ACT, 2002

ARRANGEMENT OF SECTIONS

Section
1. Interpretation.

Name of Tribunsl,
L Amendment of section 3 of Principal Act
Amendment of section 4 of Principal Act

. Amendmeni of section § of Princinal Art
SINo. of 2007

HAEMOPHILIA PRODUCT SELECTION and MONITORING ADVISORY BOARD
(ESTABLISHMENT) ORDER, 2007

|, Mary Hamey, Minister for Health ai ildren, (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 1951) as amended by Section 22 of the Health (Amendment) (No.
3) Act, 1996 (No. 32 of 1996) and adapted by the Health (AMeraSion of Name of

Department and Tile of Minister) Order 1997 (S.1. No. 308 of 1997) hereby order as
follows

This Order may be cited as the Haemophilia Product Selection and Monitoring Advisory
Board (Establishment) Order 2007

In this Order:

Board" means the Haemophilia Product Selection and Monitoring Adviscry Board
established by this Order;

*Chairperson” means the Chairperson for the ime being of the Board

“Contract Holder” means the krish Blood Transfusion Service, which is the body
established by The Blood Transfusi Board (Establishment) Order, 1965 (S.|
No. 78 of 1965), or such other body as the Minister may establish or authorise,

“haemophilia” means the following disorders: inhibitors fo factors VIl and IX, inhented
deficiencies of factors 1, 11, V, VI, VIII, IX, X, XI, XIil and Von Willebrands Disease:

“health services” means health services provided under the Health Acts 1947 to 2004
and the Mental Treatment Acts 1945 to 2001

ervice Executive” means the body established under Section 6 of the He:

"Minister* means the Minister for Health and Chidren
‘officer” means an employee of the Board, unless the context otherwise requires:

product” means any clotting factor concentrate or concentrates used in the treatment of
haemophilia

THE BOARD

1) A body fo be known as the Haemophilia Product Selection and Monitoring Advisory
ird is by yy established to perform the funcions confermed upon it by this Order.

and
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Inclusive National
Committee

Ireland
Georgia
Canada
Australia
Lebanon
Tunisia
Egypt
Japan
Brazil
Uruguay
New Zealan
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