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Beginning’s 1968 - 1975

• Society founded by parents, doctors

• Letter sent to National Newspaper calling for 
people to contact new organisation

• 1970 - First treatment centre in Meath Hospital
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Meeting May 22, 1968: “It was agreed that the aims of
an association would be similar to the following”:

1. Registration of all haemophiliacs

2. To enlist all sufferers, their families and other interested persons as 
members

3. Medical and dental care for all haemophiliacs

4. Education of sufferers and their families in the handling of their 
problems

5. Dissemination of information concerning haemophilia

6. To give assistance in the solution of individual problems of 
education, job-training, psychological adjustment, rehabilitation and 
finances
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Treatment outside Dublin

Mercy Hospital, Cork Regional Hospital, Galway
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1970’s

• First Newsletter

• Free treatment - 1970 Health Act

• Swimming pool access 

• Priority - education and extra 
home tuition as required

• 120 PWH on register

• First fundraiser

• Centre moved to St. James in 
1977
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I.H.S. services in the 1970’s
• Outreach to find person with haemophilia and have them register at 

Centre in Meath or Harcourt Street – Bill O’Sullivan and Jack Downey

- Set the tone for the type of organisation we became

• Swimming lessons

• Christmas cards

• Paid for rental of television in hospital

• Visited members in hospital

• Treatment rudimentary- plasma/cryoprecipitate and some factor 
concentrates.

• Hospitalisation frequent
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AGM 1982
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The Society in 1982

• No permanent office - mail went to home address of whoever was 
Honorary Secretary

• No staff - all activities carried out by volunteers

• Annual “Flag day” fundraiser

• Budget was approximately £4,000 per year
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1982 – 1987 : HIV hits 
the community
• Newsletters, AGM the major activities

• AIDS hit the Community

- Society sponsored research

into  Immune system

- Educational materials

- Speakers at conferences

- Worked to try to influence 

availability of safer treatment

- Provision of Condoms
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1988

• 9 cases of AIDS in PWH; 4 deaths

• Society supports members in Legal case

• Published: 
Aids, Haemophilia and the Government – sent to 
Minister in May

• Called for a co-ordinated response from Government 
or a Trust Fund

• November- no response- decision to lobby politically 
and in media for recompense

• December- death toll now at 6
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1989 Recompense campaign

• Society supports and funds legal test case

• Meetings with TDs/Opposition health spokespersons, Minister

• Continuing media coverage- factual and personal stories

• Private members Motion in Dail calling for fund of £400,000 annually 
for 3 years -results in Government defeat

• Government calls election after Dail defeat on Haemophilia motion

• Haemophilia HIV Trust (HHT) established

• Society gets first funding from Government- used to employ staff
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1989 Dail defeat for Government
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First funding from Government
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1991: 4 Local Election Candidates
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Rory O’Hanlon & Brian O’Mahony 
on Today Tonight
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1992 - 1996 
Death Toll from HIV 

1992 3

1993 13

1994 10

1995 6

1996 3

Total                           35

Total 1986-1996       56

Brian O Mahony, I H S AGM & Annual Conference 2018 20



Critical Illness Service

Rosemary 
Daly

Margaret 
King

Margaret 
Dunne

Teresa 
Mulvey
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1990-1995 : A new Virus emerges:
Hepatitis C
• Hepatitis C virus characterised in 1989- first discussed at Society AGM 

in 1990

• 1990-1994: worked on getting members tested and access to 
treatment

• 1994 -1995: discussions with DOH on compensation

• 1996 - Hepatitis C compensation tribunal 

- Health Amendment act

• Assistance provided to members going through tribunal including 
sourcing of legal team and expert witnesses
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I.H.S. Office: 1991 - Eustace Street

Brian O Mahony, I H S AGM & Annual Conference 2018 23



1993

• Celebrated 25th

Anniversary of I H S

• Videotape on 25th produced

• President Robinson 

attended AGM
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1996 WFH World Congress

• WFH Congress in Dublin with 
record attendance and profit for 
IHS

• Profit used toward          
purchase of HQ in 2007

• New Blood Product policy: 
Aspiration – recombinant for all
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1997 – 2001   Tribunals of Inquiry

• 1997: Finlay Tribunal into BTSB- fails to deal with Society issues

• Society withdraws and demands new inquiry focused on Haemophilia

• Terms of reference agreed after 27 months

• Lindsay Tribunal sat for 196 days from

Sept 1999 to Nov 2001

• Report issued in 2002

• Recommendations for the future and

work by Society on these crucial
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2002
Compensation Issues

• New Compensation scheme in 2002:

- Fair and Equitable

- Further  compensation for HIV

- Recognition of spouses,

parents, carers

- Proper compensation for families of

those who had died
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Improving access to care; During 
Tribunal Negotiations

• 1997 - Prophylaxis for all Children

• 1998 - Moved to new HQ in Smithfield: 

- near Lindsay Tribunal building

• 1999 - Recombinant Products for All

• 2001- new National Centre: NCHCD
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Tribunal Recommendations used to set 
up New Decision Making Bodies

• 2002- Haemophilia Product selection and Monitoring Advisory 
Board (HPSMAB)

- formal role for Society in selection of Factor concentrates

• National Haemophilia Council (NHC)

- Statutory Body in 2004

• Formal role for I H S in 

recommending policy and 

Priorities
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National Haemophilia Council

• Hepatitis C lookback in 2005

• Managed vCJD Risk Assessment in 2004

• Commissioned  external Audits of treatment centre’s since   2006

• Recommendations on prioritisation of resources

between centres and nationally
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2006-2010

• Insurance scheme for members 
with HIV/Hepatitis C:

- Life/Mortgage/travel insurance

• EHC Conference Dublin

• New haemophilia centre opened 
in Cork

• Increasing number of children 
and teenagers programmes and 
activities
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33

2007:  Finally…our own HQ
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2010-2013

• 15 year mortgage paid off in 6 
years

• Apartments purchased for 
members use near St. James

• Law to change contract holder 
for Haemophilia medications

• Clinical trials start for Extended 
half life (EHL) factors
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2012-2016: Hepatitis C

• Successful advocacy for access 
to Hepatitis C treatments

• Strong support provided to 
members on treatment

• Commitment received from 
Minister for prioritised access

• 2016: Hepatitis C effectively 
eradicated in haemophilia in 
Ireland.
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Haemophilia Product Selection and Monitoring 
Advisory Board 2002- 2018

• Completed 17 National tenders ;

• Recombinant FVIII

• Recombinant FIX

• Plasma derived FVIII for von Willebrands

• FX Concentrate

• Primary selection Criteria: Safety, Efficacy, Quality, Supply, Cost

• FVIII use of 13 Million IU for 2002 increased to 44 Million IU for 2015

• FIX per capita use at 2.36 IU highest in world

• “Savings”  over old system of €132 Million from 2002 -2014
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Haemophilia Product Selection and Monitoring 
Advisory Board 2002- 2018

• Lower costs re-invested in Haemophilia care

• FVIII and FIX use in 2017 highest in world:

Council of Europe recommended minimum FVIII use 4 IU/pc

Global average use, high income countries: 6.16 IU/capita

Ireland FVIII use 11 IU/capita. 

Council of Europe recommended minimum: 0.5 IU/capita

Ireland  FIX use 2.52 IU/capita

• New comprehensive care centre in Cork, 2010

• New in-patient H and H unit Dublin, 2013

• New National Coagulation centre, St. James’s, 2017
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National Coagulation Centre 2017
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Collaborative work on HPSMAB

• We use the safest most efficacious treatments for all

• Significantly lower cost than EU- 70% lower

• Highest Factor use globally

• Significant investment in Haemophilia infrastructure- even during 
recession and bailout

• More innovative participation in clinical trials

• First country in world to treat all people with Extended half Life FVIII 
and FIX
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FIX trough levels 2017: Switch to EHL FIX
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FVIII Tender Ireland 2017: First country 
to switch entirely to EHL FVIII and FIX

CRITERIA

SAFETY

Human Albumin in Culture 

Medium
5 - 15

Additional Human or Animal 

Protein (e.g. monoclonal 

antibodies)

3 - 7

Viral Inactivation 10 - 20

Inhibitors 20 - 40

Prion Removal 3 - 7

Other Adverse Events 5 - 15

Other Safety Concerns 10 - 20

Total for Safety 56 - 124

EFFICACY

Pk (Half Life / Time to trough of 

3%/ AUC) 
20 - 60

Data in relation to ability to 

infuse prophylactically twice per 

week

5 - 15

Recovery 10 - 20

Clinical Response 

(adult/paediatric)
10 – 20

Total for Efficacy 45 - 115
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QUALITY

Stability 3 - 10

Volume of Administration 3 - 10

Instructions for Use & Handling 3 - 5

Ease of Administration 3 - 5

Application of Unique Bar-Code 3 - 5

Total for Quality 15 - 35

SECURITY OF SUPPLY & 

AVAILABILITY 

Number of Manufacturing Plants 5 - 10

Security of Supply 10 -20

Supply/ Availability 15 - 30

Total Scores Awarded: Phase 1 131 - 304

Phase 2

COST 25 – 75 

Rebate 4% 10 - 20

Total Scores Awarded: 166 - 399



Innovative and early use of Technology

• Electronic patient record system

• App to report home treatment 
now in use for 11 years

• HSE funded Lighthouse project 
being used to develop patient 
portal

• Return more control to PWH 
over their condition
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Ireland at forefront with Clinical Trials

• Children participated in clinical trials on EHL FVIII and FIX

• Clinical trial for Emicizumab SC therapy

• Clinical trial on EHL for Immune Tolerance

Clinical trials due to commence this year:

• Fitusiran SC therapy

• Gene Therapy for FIX
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Research and Development projects

• Outcomes research on treatment:
- PROBE,  Hemo-Qol, qualitative 

• IPATH Research project to answer 
fundamental biological questions
on haemophilia

• Development programme with Vietnam
Haemophilia Society:
- improved access to treatment and care
- micro employment
- home adaptation
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Research- Unanswered questions

1. Why is factor concentrate cleared rapidly 
from the blood in some patients and slowly 
in other patients ?

2. Why do some patients with severe 
haemophilia demonstrate lots of bleeding 
complications whilst other patients bleed 
rarely ?

3. Why do some young boys with severe 
haemophilia develop joint degeneration 
after only a few joint bleeds whereas other 
patients have well preserved joints despite 
lots of joint bleeding? 

4. Why do some patients develop inhibitors 
and others do not ? 
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Global Contribution

Twinning programmes with :

• Hungary (1994-1997)

• Belarus (1997-1999)

• Greece (2000-2003)

• Bosnia and Herzegovina (2004- 2008)

• Vietnam (2010- Present)

• Contribution to WFH GAP programme
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Strategic Planning for Society

Strategic plan 2011-2014 Strategic Plan 2015-2018
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Conferences
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Education / Activities for Kids and Teens

Brian O Mahony, I H S AGM & Annual Conference 2018 52



Publications
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Website & Social Media
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Co-Designed service

Clinicians and Irish Haemophilia Society work together on co-design 
of service

• Statutory National Haemophilia Council oversees service

• Haemophilia Product Selection New technology introduced

with patient participation

• Research projects jointly conducted

• Joint training and education initiatives
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“The farther backward you can look, the farther forward you are likely 
to see.”  Winston Churchill
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50th Anniversary activities

• Movie on history of Society

• Digital archive

• Chronology and photo history

• Graffiti Art project

• World Haemophilia Day events

• Gala dinner

• 10 events/conferences
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50th Anniversary: Conferences

• AGM/Annual conference
• Members Conference
• Ageing
• Carriers
• von Willebrand’s
• Haemophilia B
• Mild Haemophilia
• Father and Son event
• Mother and Daughter event
• Inhibitor summit
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I H S Staff team
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I H S Board
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I.H.S. Volunteers
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Where are we now…

• Strong sense of community maintained through last 50 years

• Personal empathy, commitment by all allied to  strong and forward 
looking strategic goals

That which does not destroy you will make you stronger

Nietzsche
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The Future

• Better treatment, more options: better EHL,SC, Gene Therapy

• Better options for inhibitors, VWD, rare bleeding disorders

• Reduced treatment burden and improved quality of life

• 60th Anniversary: young men will tell disbelieving children how they used to 
infuse intravenously every week

: newly diagnosed children may receive 1 treatment with Gene Therapy

• Comprehensive care centres will survive and flourish
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The Future- will we need the Society

YES

• Gene defect remains- individuals and families will always need 
support

• Never assume resources will be available for best treatment-
continued advocacy, work, collection of outcome data

• Promotion of haemophilia as a career to medical students

• Maintain the community of belonging, of empathy, of support, of 
innovation
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“The past is not dead.

It’s not even past ”William Faulkner
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