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al audience, something that I 
think the Society should cap-
italise on in the future as we 
spread our message about the 
importance of  comprehen-
sive and state-funded treat-
ment.

Overall, the Society held over 50 different events on Zoom 
during 2021. Some of  these were events that would have 
made up our traditional calendar of  in-person events, oth-
ers were information sessions on a broad variety of  topics. 
A lot of  them were to deliver the online physiotherapy and 
exercise programme, which we are continuing to run in 2022 
and, hopefully, onwards.

The quality of  these events is a credit to the Society staff. It 
takes an awful lot of  work to organise an event, regardless 
of  the size. Traditionally, this involves identifying interest 
in a particular topic or area, establishing if  there is interest 
from the members, booking a suitable venue, developing a 
programme, organising volunteers, managing bookings, and 
so on. These events are a key element of  our Society as they 
facilitate the sharing of  information and allow our members 
to meet, catch up and stay in touch.  If  we have learned 
one thing from the pandemic, it’s that online platforms like 
Zoom can play a very important role in the delivery of  our 
services.

The October conference was our first attempt at an in-per-
son event. Given the significance of  the pandemic, this was 
limited to adults only.  33 members were in attendance and 
can only be described as a success. It also provided some 
insight into the running of  larger events post-pandemic.

As the October event was an adults-only event, a trip to 
Dublin Zoo was organised for our younger members. The 
photos certainly indicate that a great time was had by all.

Grants and Awards

Each year, the Society provides grants for third level educa-
tion. Qualifying courses range from PLC-type courses, up to 
degree and post-graduate study.

There are three categories of  grant available:

•	 The Maureen and Jack Downey Educational Grant
•	 The Margaret King Educational Grant
•	 The Fr. Paddy McGrath Educational Grant

In 2021, 26 applications were received and €17,700 was dis-
tributed amongst those who applied.  I should point out 
that the standard of  application is of  a very high quality. For 
more info on educational grants, see: haemophilia.ie/ser-
vices-and-support/educational-grants/

Who we are and what we do

The Irish Haemophilia Society (I.H.S.) represents the inter-
ests of  people with haemophilia and other bleeding disor-
ders, providing the following services:

•	 Education
•	 Conferences and events
•	 Advocacy
•	 Publications
•	 Educational Grants
•	 Accommodation to members attending hospital (St. 

James’s or CHI at Crumlin)
•	 Outreach

Additionally, we collaborate with the medical teams within 
the health service, namely the National Coagulation Centre 
(NCC), Children’s Health Ireland at Crumlin (CHI), Cork 
University Hospital (CUH), and other healthcare and people 
within the field of  haematology.

Outreach is an important function provided by the I.H.S. 
Our Outreach Coordinator is happy to arrange home or hos-
pital visits, be it just for tea and a chat, or advise on how best 
to address a particular issue that may arise for a member.

It seems like the last two years living under the Covid-19 
pandemic has lasted a lifetime. Despite the difficulties of  
lockdown, I think the Society adapted well to the situation in 
which we found ourselves and did an excellent job in main-
taining services to the best of  its ability. I think everybody 
would agree with me that a huge ‘thank you’ is due to the 
staff  of  the Society.

Board and Staff

In 2021 the Executive Board comprised of  9 members; my-
self, Mary-Clare Delaney, Aislinn Farrelly, Barbara Wynn, Jim 
O’Leary, Seamus McDonald, Donal McCann, Dan McIntyre 
and Jay McEvoy.

At the end of  2021, there were 5 staff  in the Society, Bri-
an, Debbie, Nina, Barry and Rob, who do a tremendous job 
generally, but did even more so during the pandemic. The 
Society typically retains a permanent staff  of  7.

Without the work of  the Board and staff, we could not have 
the type of  Society that we do. I cannot commend the work 
they do highly enough.

Conference and Events

As in 2020, most of  the Society’s events were virtual last 
year. The Virtual AGM was a strange experience but quite a 
success. It was our first experience with a large internation-
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All of  the Board members are volunteers. The Board meets 
11 times a year, with August being the only month in which a 
Board meeting does not occur. It is important to note that all 
Board members are working full or part time, or are studying 
full or part time, and have busy family lives. Having a pres-
ence on the Board is a significant commitment, but one to 
which we willingly sign up.  

Twinning

The Society commenced a Twinning Programme in Jordan 
in 2018. We had to cancel our planned visits to Jordan in 
2020 and 2021 due to the pandemic. We are planning on 
returning to Jordan again in 2022 with a view to progressing 
the twinning programme there.  

Conclusion

When I wrote my report in 2021, I was looking forward to 
life post-pandemic when we would be in a position to lead 
normal lives again, without having to isolate from society. 
While ‘normal’ looks slightly different to what I’d envisaged, 
it is important that we still look out for each other and take 
care with sanitation, hygiene and mask-wearing in appropri-
ate situations.

I truly hope that, if  I am writing this next year, the world will 
be a safer, happier place. In the meantime, let’s all continue 
to support one another. I look forward to meeting you, our 
members, throughout the year at various events.

John Stack,
Chairperson

Fundraising

Fundraising is an important source of  income for the So-
ciety.  We are extremely grateful to the efforts people make 
to fundraise for the Society. The pandemic, of  course, made 
it extremely difficult for fundraising activities to take place.  
Every event is important and every event that is organised 
shows a connection to the Society. No event is too big or 
too small and I thank each and every one of  you who have 
supported the society through fundraising and donations.

Planned Giving is another important fundraiser for the So-
ciety. The funds raised through Planned Giving is divided 
between the twinning programme with Jordan and the apart-
ment. The apartment is a hugely valuable asset to which 
members have access. It is a huge relief  knowing that you 
don’t need to arrange accommodation when coming to Dub-
lin for an overnight. Once again, this was a particularly valu-
able asset during the pandemic as it gave assurance that peo-
ple could attend their hospital appointments knowing that 
they could stay as safe as possible. The apartment was used 
78 times during 2021. 

The apartment has proven to be such an important service 
for our members that we purchased another apartment in 
the same complex in 2021. This is a vital exercise in forward 
planning as it will prove to be hugely beneficial to our mem-
bers when the Children’s Hospital moves to its new location 
on the St. James’s site. 

If  you would like to avail of  the apartment, please contact 
the office. The apartment is so important and valuable that 
we are considering the purchase of  a second property close 
to St. James’s Hospital.  We feel that, when the Children’s 
Hospital is completed, there will be even greater demand for 
the apartment.

Communications

We have had to make a huge transition over to digital com-
munications as a result of  the Covid-19 pandemic and this 
also has been a success. Our website is currently being re-de-
signed and will soon be launched to our members and the 
greater society.

In order to keep you, our members, informed, Barry cre-
ated a series of  e-Zines which proved to be very popular 
with over 600 subscribers so far. Social media has also played 
an important role in how the Society communicates and in-
forms.

Volunteers

I can’t thank the volunteers enough for the trojan work they 
would ordinarily do at the conferences and events that occur 
each year.  
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At the end of  2021, the following members were serving board members: 

John Stack,
Chairperson

Seamus McDonald Donal McCann Jim O’Leary

Dan McIntyre

Jay McEvoy

Mary-Clare Delaney,
Vice-Chairperson

Aislinn Farrelly,
Treasurer

Barbara Wynne,
Secretary

At the 32nd Annual General Meeting of  the Irish Haemophilia Society (I.H.S.), which was 
held virtually on the Zoom platform on Thursday 4th March 2021, the incoming Governing 
Body of  the Society were elected as follows: 

•	 Mary Clare Delaney
•	 Aislinn Farrelly
•	 Donal McCann
•	 Seamus McDonald
•	 Jay McEvoy
•	 Dan McIntyre
•	 Jim O’Leary
•	 John Stack
•	 Barbara Wynne

At the first executive meeting following the AGM on 25th March 2021, the following officers were elected:

•	 Chairperson: John Stack
•	 Vice-Chairperson: Mary Clare Delaney 
•	 Honorary Secretary: Barbara Wynne
•	 Honorary Treasurer: Aislinn Farrelly

In the period since the last AGM:

•	 Eleven executive board meetings took place. 
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Conferences/Events/Webinars

The COVID-19 pandemic hugely impacted our conferences and events again during 2021. However, the Society adapted 
very well and were able to arrange the following events and webinars during 2021.

Virtual Annual Conference & AGM 2021

Our annual conference took place virtually over the evenings of  1st, 2nd and 3rd March 2021. Attendance was excellent at 
our annual event with many people attending from abroad. Our Annual General Meeting took place virtually on 4th March 
2021. 

The virtual AGM & Conference programme for 2021 was as follows:

AGM & Conference 2021 (March 1-3 2021)	

01.03.21	 
Review of  Novel Therapies
An Overview of  Gene Therapy

02.03.21	 
Covid-19 & Vaccines
The Use of  Technology
Dental Care
Targeted Physio at Home
Von Willebrand’s Disorder (speaker/personal stories)

03.03.21	 
Update on iPATH
Resilience and Mental Health
The Changing Face of  Treatment in Ireland 

October Conference

In October we were delighted to be able to 
hold our first in person event since the start 
of  the pandemic. The October Conference 
took place from 15th to 17th October in 
Mount Wolseley Hotel in Co. Carlow. The 
conference was only open to adult members 
with bleeding disorders. We had 34 mem-
bers, 7 speakers and 5 staff  attend this very 
worthwhile event. 

Some of  the topics on the programme included:

•	 Haemophilia Services & Support - Lessons from a Pandemic 
•	 An Update on the Patient Portal / Lighthouse Project
•	 Treatment Options & Unmet Needs – The Next Five Years
•	 Debate: ‘I Prefer Virtual Clinics/Care’ VERSUS ‘I Prefer In Person Clinics/Care’
•	 A presentation and discussion around Social Media
•	 Physio / Exercise Session with TheraBands

6



Annual Report 2021 haemophilia.ie

The following Zoom Webinars which included our Physio/Exercise Programmes also took place in 2021:

13.01.21		  Coping during a pandemic with Dr. Patricia Byrne	
28.01.21		  An update on Factor VIII clinical trials with Dr. Beatrice Nolan	
17.02.21		  Staying Healthy at Home: Physiotherapy and Exercise Groups with Sheila Roche
24.02.21		  Financial Support with Robert Flanagan and Pat Stagg 	
31.03.21		  An update on Hemlibra for Parents with Dr. Beatrice Nolan	
14.04.21		  vWD with Dr. Michelle Lavin & Professor James O’Donnell	
19.04.21		  Personal Perspectives of  living with vWD (Donal McCann, Breda Quealy, Barry Quealy, Shannon Carey)	
28.04.21		  An update from Barretstown 
04.04.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)
05.05.21		  An update on COVID-19 Vaccines - Professor James O’Donnell	
06.05.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapists)	
11.05.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)	
12.05.21		  An update on Clinical Trials from NCC - Dr. Niamh O’Connell	
13.05.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapist)	
18.05.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)	
20.05.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapist)	
25.05.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)	
26.05.21		  Hemlibra - An update on new kits - Evelyn Singleton from NCC	
27.05.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapist)	
01.06.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)	
03.06.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapist)	
08.06.21		  Open Forum with Coagulation Centre in CUH - Dr. Cleona Duggan	
08.06.21		  Physiotherapy/exercise class for PWH - Sheila Roche (Physiotherapist)	
10.06.21		  Physiotherapy/exercise class for vWD - Mark McGowan (Physiotherapist)	
17.06.21		  Physiotherapy/exercise Educational Webinar for 4 groups - S Roche, M McGowan, P Byrne & Dietician
22.06.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
24.06.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
29.06.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
01.07.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
08.07.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
13.07.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
15.07.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
17.07.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
20.07.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
22.07.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
27.07.21		  Physiotherapy/exercise class for PWH over 50 yrs - Sheila Roche (Physiotherapists)	
29.07.21		  Physiotherapy/exercise class for WBD - Mark McGowan (Physiotherapist)	
21.09.21		  Physiotherapy/exercise class for PWH - programme recommenced this evening - Sheila Roche (Physiotherapist)
23.09.21		  An Update on Clinical Trials & Hemlibra from CHI Crumlin - Dr. Beatrice Nolan	
28.09.21		  Physiotherapy/exercise class for PWH - Mark McGowan (Physiotherapist)	
29.09.21		  An update from NCC and on Clinical Trials - Dr. Niamh O’Connell
05.09.21		  Physiotherapy/exercise class for PWH 	
12.10.21		  Physiotherapy/exercise class for PWH	
19.10.21		  Physiotherapy/exercise class for PWH 	
26.10.21		  Physiotherapy/exercise class for PWH 	
02.11.21		  Physiotherapy/exercise class for PWH 	
09.11.21		  Physiotherapy/exercise class for PWH 	
10.11.21		  An update on Hemlibra for Parents with Dr. Beatrice Nolan	
16.11.21		  Physiotherapy/exercise class for PWH 	
17.11.21		  Physiotherapy/exercise class for Women	
23.11.21		  Physiotherapy/exercise class for PWH 	
24.11.21		  Physiotherapy/exercise class for Women	
30.11.21		  Physiotherapy/exercise class for PWH	
01.12.21		  Physiotherapy/exercise class for Women	
07.12.21		  Physiotherapy/exercise class for PWH	
08.12.21		  Physiotherapy/exercise class for Women	
14.12.21		  Physiotherapy/exercise class for PWH	
15.12.21		  Physiotherapy/exercise class for Women	
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Outreach

Over the course of  2021, in excess of  962 phone calls were made to members to offer support and assistance. 

Publications, Social Media & Website

Over the course of  2021, the Society produced 4 quarterly magazines, 2 novel therapies publications, 2 Hemlibra booklets 
and the annual report. Social media platforms continue to work well for the organisation, as does the website. The Society 
continues to have a strong presence online with 1193 followers on Twitter and 1455 on Facebook. The Society continued 
distributing the electronic magazine e-Zine, which has proved to be very popular, so much so that we have 613 people signed 
up for this. In 2021 Barry produced 26 e-Zines. 

Database

The new membership database is proving an excellent investment. 

Hyde Square

With additional cleaning procedures in place around COVID-19, the apartment facility for member was open for quite a lot 
of  2021 with the one bed being occupied 34 times and the two-bed occupied 82 times. 

Fundraising

A total of  €825 was raised through fundraising in 2021.

Donations

A total of  €23,392 was donated in 2021 by members of  the organisation. 

Planned Giving

A total of  €14,174 was raised by planned giving in 2021.

Educational Grants & Assistance

A total of  26 educational grants were awarded in 2021, totalling €17,700, following an application, review and selection pro-
cess including a rigorous scoring system. 

Staff

The current staff  and roles are as follows:

•	 Brian O’Mahony (Chief  Executive)
•	 Debbie Greene (Administrator & Office Manager)
•	 Nina Storey (Finance & Fundraising Coordinator)
•	 Barry Healy (Publications Editor & Social Media Coordinator)
•	 Robert Flanagan (Outreach & Children’s & Youth Programmes Coordinator)

8



Annual Report 2021 haemophilia.ie

Julia Collins resigned on 8th March 2021 and emigrated to London. 

Society Representation

The Society is represented on a number of  external bodies as follows:-

•	 National Haemophilia Council – Brian O’Mahony & Debbie Greene
•	 Haemophilia Product Selection Monitoring Advisory Board – Brian O’Mahony & Declan Noone
•	 Haemophilia HIV Trust – Brian O’Mahony & Nina Storey
•	 Disability Federation of  Ireland – Brian O’Mahony & Debbie Greene
•	 World Federation of  Hemophilia – Brian O’Mahony
•	 European Haemophilia Consortium – Brian O’Mahony, Jim O’Leary & Donal McCann
•	 Consultative Council on Hepatitis C – Brian & O’Mahony & Debbie Greene
•	 Irish Haemostasis Research Foundation – Brian O’Mahony 
•	 Irish Blood Transfusion Service Board – Brian O’Mahony
•	 National Review of  Clinical Audit Steering Group – Brian O’Mahony
•	 National Hepatitis C Clinical Advisory Group – Brian O’Mahony

The Board would like to express its thanks to the staff  for their continued commitment and for representing the best inter-
ests of  the I.H.S. We also wish to acknowledge with gratitude all donations received during the year and the efforts of  all 
our fundraisers.  

Barbara Wynne, 
Honorary Secretary

Brian O’Mahony Debbie Greene

Barry Healy

Nina Storey

Robert Flanagan

Staff at the end of 2021:
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dated information on a reg-
ular basis on topics such as 
vaccination information and 
arrangements and access to 
hospital services. 

We also collaborated with 
Children’s Health Ireland at 
Crumlin and Munster Tech-
nological University to produce a short animated feature en-
titled “My Buddy Cormac” to familiarize children with hae-
mophilia with coming to the Haemophilia centre. This was a 
novel venture which we would very much like to repeat and 
build on in the future. 

We did not neglect the traditional publications route as we 
produced four quarterly magazines two novel therapies up-
dates and two separate information booklets on Hemlibra 
- one for those with FVIII inhibitors and one for those with 
FVIII deficiency without inhibitors. A separate virtual initia-
tive was the online physiotherapy and exercise classes which 
we initiated. Research from the Irish personalized approach 
to haemophilia (iPATH) study had shown that there was a 
significant deficit in activity and fitness among Irish people 
with haemophilia and that a significant proportion of  people 
with haemophilia were overweight. 

Our strategic plan for 2020 to 2024 has an emphasis on life-
style change and improved health and fitness. As part of  this 
direction we started online physiotherapy and exercise classes 
on a pilot basis with four disparate groups during 2021: men 

After the seismic shock of  the Covid-19 pandemic in 2020, 
the Society had to plan and deal with a great deal of  uncer-
tainty in 2021. There was no foreknowledge of  how long the 
pandemic would last and the degree of  continued disruption 
to society as a whole was unknown. In reality, of  course, we 
were all operating in full pandemic mode for the entire year. 
The communications pivot which we had made in 2020 to-
ward a more digital footprint continued and increased. 

During the course of  2021, we worked to keep members 
updated on a very regular basis with developments. The staff  
logged in excess of  1,000 phone calls with members where 
we proactively reached out to contact members in a method-
ical fashion to maintain a sense of  in-person connection and 
to ensure we were aware of  the concerns which were preoc-
cupying members. Issues that arose very commonly in dis-
cussions included Covid-19 and vaccination, particularly ad-
ditional information on protocols for vaccination of  people 
with inherited bleeding disorders, benefits and entitlements, 
access to hospital services and the welfare of  other Society 
members and the staff. 

The continued phone contact with members provided us 
with a very useful set of  issues and priorities on which we 
needed to communicate frequently. During the course of  the 
year, we communicated frequently on our social media plat-
forms, especially Facebook and Twitter. Our website was a 
constant source of  information and we also carried out a 
significant amount of  work on a new website which will be 
launched in 2022. We produced 26 e-Zines, typically once 
each fortnight. This enabled us to provide important up-
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with haemophilia aged over 50, men with haemophilia aged 
35 to 50, people with von Willebrand Disorder and women 
with bleeding disorders. Each course was for an initial seven 
weeks with six weeks of  online physiotherapy and exercise 
by zoom and the seventh week devoted to talks from a di-
etitian and a psychologist. The society provided TheraBands 
to participants and, later in the year, yoga mats to those who 
attended the in person physiotherapy sessions at our Octo-
ber conference. The only additional equipment participants 
required at home was a chair. 

The classes worked very well. The specialist haemophilia 
physiotherapists from St. James’s Hospital were very familiar 
with bleeding disorders and were able to tailor the exercises 
to the group and indeed to individuals. An average of  8 par-
ticipants participated in each class. Following the successful 
pilot programmes, two ongoing classes were initiated- one 
for men with bleeding disorders and one for women. We 
expanded the group of  physiotherapists to four to include 
also a haemophilia specialist physiotherapist from Cork Uni-
versity Hospital By the end of  2021, the men’s group was 
continuing strongly with a very good attendance on a week-
ly basis. The women’s group was discontinued as the level 
of  interest required to maintain the classes was not present.  
This initiative has demonstrated that and online exercise class 
is indeed feasible and beneficial for some of  the community 
and there was a high degree of  enthusiasm to continue this 
initiative in the men’s group.

Our annual conference in 2021 took place fully online using 
the zoom platform. The conference was very successful and 
in total, we had 107 attending on Monday, 106 on Tuesday 
and 85 on Wednesday, including several attendees from over-
seas. The virtual nature of  the conference also facilitated the 
attendance as guest lecturers of  Prof. Flora Peyvandi from 
Milan and Dr. David Lillicrap from Canada who spoke on 
Novel Therapies and Gene Therapy respectively.

Our strategic plan also envisaged greater recognition and 
awareness of  von Willebrand’s Disorder (VWD). This was 
the theme for our World Haemophilia day and week events 
in April 2021. It was a great success. With the active collabo-
ration of  the treatment centres, we were able to provide our 
new VWD booklet not just to the 140 people with VWD 
on our mailing list, but also to an additional 650 people with 
VWD on the national treatment register. Awareness and 
knowledge were raised also by two webinars, the release of  
20 ethnographic video clips on social media featuring mem-
bers with VWD speaking about their lived experience, a short 
animated video and significant media coverage in newspa-
pers, magazines and on television. The coverage featured not 
just clinical information about VWD but also both men and 
women with VWD speaking about their lived experience.

In October, following months of  planning and contingency 
planning, we were able to proceed with our first in person 
event since the pandemic started in March 2020. We orga-
nized a Members Conference for adults only in Carlow at-

WHD 2021 with an emphasis on VWD and below, 
our Virtual AGM & Conference 2021
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a second apartment for the use of  members in the Hyde 
Square development very near to St. James’s Hospital. This 
will become even more valuable to the Society and the mem-
bers when the new children’s hospital opens in 2024 or per-
haps 2025. At that stage, it may become prohibitively expen-
sive to purchase property in the area. By purchasing now, 
we are able to ensure we can provide the accommodation 
assistance required for members attending for out-patient 
appointments or in patient procedures into the future.

Finally, I want to acknowledge our Board who continued to 
meet virtually on a monthly basis during the pandemic, our 
volunteers whom we did not get a chance to see in person 
apart from a Christmas lunch we hosted for those available 
and our excellent hard working and adaptable staff  team 
who all pulled together in what was another challenging yet 
ultimately innovative year.

Brian O’Mahony, 
Chief Executive

tended by a total of  46 adults. The programme included an 
update on services and support during the pandemic, the 
patient portal, a workshop on treatment options and unmet 
need and an in person physiotherapy and exercise class. 

The workshop took a novel approach where the members 
and their partners were asked to consider the different types 
of  therapies now available and in clinical trials including 
extended half  life factor concentrates, bi-specific antibod-
ies re-balancing agents and gene therapy. There was a full 
discussion and consideration of  each type of  therapy and 
the potential benefits and risks in the context of  the remain-
ing unmet needs of  individuals. It was an excellent exercise 
which demonstrated to the members the complexity of  
thought and decision making which will be required in the 
future as we take an individualized approach to treatment. 

The physiotherapy and exercise class was very well attended 
with 26 members joining and enjoying the session. The con-
ference was a great success and those present really enjoyed 
the opportunity to meet old friends and make new acquain-
tances in person after eighteen months of  virtual interaction.

Despite the pandemic, the comprehensive care centres man-
aged to switch a significant number of  both children and 
adults to the licenced bi-specific antibody therapy for FVIII 
deficiency. In addition, the Society, working with Prof. Nia-
mh O’ Connell from the National Coagulation Centre and 
Brian Fitzgerald , Chairperson of  the National Haemophilia 
Council produced a comprehensive Gene Therapy business 
case which we submitted to the Health Service Executive 
and Department of  Health. We hope this will pave the way 
for gene therapies, when they are licenced to be available as 
options for people with haemophilia who may be eligible to 
receive gene therapy.

Financially, the Society had a strong year with a surplus of  
€267,000. This was a great help in enabling us to purchase 

Members Conference 2021
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Financial Reports 2021
INDEPENDENT AUDITOR’S REPORT to the Members of  the Irish Haemophilia Society	

Report on the audit of the financial statements

Opinion
	
We have audited the financial statements of  Irish Haemophilia Society (‘the company’) for the financial year ended 31 De-
cember 2021 which comprise the Income and Expenditure Account, the Balance Sheet, the Reconciliation of  Members’ 
Funds, the Cash Flow Statement and notes to the financial statements, including the summary of  significant accounting 
policies set out in note 2. The financial reporting framework that has been applied in their preparation is Irish Law and FRS 
102 “The Financial Reporting Standard applicable in the UK and Republic of  Ireland”, issued in the United Kingdom by the 
Financial Reporting Council, applying Section 1A of  that Standard.
	
In our opinion the financial statements

•	 give a true and fair view of  the assets, liabilities and financial position of  the company as at 31 December 2021 and of  
its surplus for the financial year then ended;

•	 have been properly prepared in accordance with FRS 102 “The Financial Reporting Standard applicable in the UK and 
Republic of  Ireland”, applying Section 1A of  that Standard; and

•	 have been properly prepared in accordance with the requirements of  the Companies Act 2014.

Basis for opinion

We conducted our audit in accordance with International Standards on Auditing (Ireland) (ISAs (Ireland)) and applicable law. 
Our responsibilities under those standards are described below in the Auditor’s responsibilities for the audit of  the financial 
statements section of  our report. We are independent of  the company in accordance with the ethical requirements that are 
relevant to our audit of  financial statements in Ireland, including the Ethical Standard for Auditors (Ireland) issued by the 
Irish Auditing and Accounting Supervisory Authority (IAASA), and the Provisions Available for Audits of  Small Entities, 
in the circumstances set out in note 4 to the financial statements, and we have fulfilled our other ethical responsibilities in 
accordance with these requirements. We believe that the audit evidence we have obtained is sufficient and appropriate to 
provide a basis for our opinion.

Conclusions relating to going concern

In auditing the financial statements, we have concluded that the directors’ use of  the going concern basis of  accounting in 
the preparation of  the financial statements is appropriate.

Based on the work we have performed, we have not identified any material uncertainties relating to events or conditions that, 
individually or collectively, may cast significant doubt on the company’s ability to continue as a going concern for a period 
of  at least twelve months from the date when the financial statements are authorised for issue.

Our responsibilities and the responsibilities of  the directors with respect to going concern are described in the relevant 
sections of  this report.

Other Information

The directors are responsible for the other information. The other information comprises the information included in the 
annual report other than the financial statements and our Auditor’s Report thereon. Our opinion on the financial statements 
does not cover the other information and, except to the extent otherwise explicitly stated in our report, we do not express 
any form of  assurance conclusion thereon.

Our responsibility is to read the other information and, in doing so, consider whether the other information is materially 
inconsistent with the financial statements or our knowledge obtained in the course of  the audit, or otherwise appears to be 
materially misstated. If  we identify such material inconsistencies or apparent material misstatements, we are required to de-
termine whether there is a material misstatement in the financial statements or a material misstatement of  the other informa-
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tion. If, based on the work we have performed, we conclude that there is a material misstatement of  this other information, 
we are required to report that fact. We have nothing to report in this regard.

Opinions on other matters prescribed by the Companies Act 2014

In our opinion, based on the work undertaken in the course of  the audit, we report that:

•	 the information given in the Directors’ Report for the financial year for which the financial statements are prepared is 
consistent with the financial statements; and

•	 the Directors’ Report has been prepared in accordance with applicable legal requirements.

We have obtained all the information and explanations which, to the best of  our knowledge and belief, are necessary for the 
purposes of  our audit.

In our opinion the accounting records of  the company were sufficient to permit the financial statements to be readily and 
properly audited and the financial statements are in agreement with the accounting records.

Matters on which we are required to report by exception

Based on the knowledge and understanding of  the company and its environment obtained in the course of  the audit, we 
have not identified any material misstatements in the directors’ report.

The Companies Act 2014 requires us to report to you if, in our opinion, the requirements of  any of  sections 305 to 312 of  
the Act, which relate to disclosures of  directors’ remuneration and transactions are not complied with by the Company. We 
have nothing to report in this regard.

Respective responsibilities

Responsibilities of directors for the financial statements

As explained more fully in the Directors’ Responsibilities Statement set out on page 6, the directors are responsible for the 
preparation of  the financial statements in accordance with the applicable financial reporting framework that give a true and 
fair view, and for such internal control as they determine is necessary to enable the preparation of  financial statements that 
are free from material misstatement, whether due to fraud or error.

In preparing the financial statements, the directors are responsible for assessing the company’s ability to continue as a going 
concern, disclosing, if  applicable, matters related to going concern and using the going concern basis of  accounting unless 
management either intends to liquidate the company or to cease operation, or has no realistic alternative but to do so.

Auditor’s responsibilities for the audit of the financial statements

Our objectives are to obtain reasonable assurance about whether the financial statements as a whole are free from material 
misstatement, whether due to fraud or error, and to issue an Auditor’s Report that includes our opinion. Reasonable assur-
ance is a high level of  assurance, but is not a guarantee that an audit conducted in accordance with ISAs (Ireland) will always 
detect a material misstatement when it exists. Misstatements can arise from fraud or error and are considered material if, 
individually or in the aggregate, they could reasonably be expected to influence the economic decisions of  users taken on the 
basis of  these financial statements.

A further description of  our responsibilities for the audit of  the financial statements is contained in the appendix to this 
report, located at page 9, which is to be read as an integral part of  our report.

The purpose of our audit work and to whom we owe our responsibilities

Our report is made solely to the company’s members, as a body, in accordance with section 391 of  the Companies Act 2014. 
Our audit work has been undertaken so that we might state to the company’s members those matters we are required to 
state to them in an Auditor’s Report and for no other purpose. To the fullest extent permitted by law, we do not accept or 
assume any responsibility to anyone other than the company and the company’s members, as a body, for our audit work, for 
this report, or for the opinions we have formed.
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Registered Office:
Irish Haemophilia Society,

First Floor, Cathedral Court,

New Street South, Dublin 8. D08 VH64.

Company Registration Number: 142834.

Registered Charity Number: CHY9214.

Auditors:
Howlin O’Rourke & Co.,

Certified Public Accountants & Registered Auditors,

4 The Seapoint Building, Clontarf, Dublin 3.
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Irish Haemophilia Society 
Income and Expenditure Statement for the year ended 31 December 2021
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Programme: 

• Wednesday, April 14 @ 6pm: Webinar on ‘vWD Guidelines & Research for Diagnoses 
& Treatment’ with Dr. Michelle Lavin & Professor James O’Donnell. 

• Thursday, April 15: Launch of  New vWD Booklet & Social Media Campaign

• Friday, April 16: Launch of  New Animated vWD Video

• Monday, April 19 @ 6pm: Webinar on ‘Living with vWD’, Personal Stories from I.H.S. 
members Breda Quealy, Barry Quealy, Donal McCann & Shannon Carey

Join the Irish Haemophilia Society as we use World Haemophilia Week 2021 to highlight 
von Willebrands Disorder. We have a packed programme of  digital and virtual events 
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members Breda Quealy, Barry Quealy, Donal McCann & Shannon Carey
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Corporate Sponsors
The Irish Haemophilia Society would like to acknowledge the financial contributions made in 2021 by the following

companies, under our Corporate Giving Programme:

Platinum Sponsors
Roche, Sobi

Gold Sponsors
Bayer, CSL Behring, Takeda

Fundraisers
The Irish Haemophilia Society would like to thank with gratitude, everyone who fundraised for the Society during 2021.

Volunteers
The Irish Haemophilia Society would like to acknowledge and to thank everyone who volunteered for the Society

during 2021.

Donations and Planned Giving
The Irish Haemophilia Society gratefully acknowledges and thanks everyone who made donations to the Society and

who contributed to the Planned Giving campaign during 2021.

Find us on:

@HaemophiliaIRL


