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AGM packs and booking forms will be sent to members in
January.  An online booking form will also be available to

members in January.  As spaces in the children’s 
programmes are limited we would advise 

members to book in early to avoid 
disappointment. 

We hope to see you all in March.

Friday March 1st 
6.00pm – 7.30pm Registration

Saturday March 2nd

9.00am – 10.00am Registration

10.00am – 12.30pm Annual General Meeting

12.30pm – 1.30pm Lunch

1.30pm – 3.00pm The Future is Here: A talk on Gene 
Therapy, Longer Acting Factor & Clinical 
Trials

3.00pm – 3.30pm Tea & Coffee Break

3.30pm – 5.30pm Open Forum: With the Three 
Comprehensive Care Centres

7.15pm Dinner & Awards

Sunday March 3rd 
10.00am – 10.30am Update on Twinning with Vietnam

10.30am – 11.30am Information on Travel

11.30am – 12.00pm Tea & Coffee Break

12.00pm – 1.00pm Vein Care

1.00pm – 2.00pm Lunch and depart
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H
ello, and welcome to the December 
edition of haemophilia.ie. I hope you are all
keeping well and getting organised for

Christmas. I hope you enjoy this edition, feel that it
is informative and interesting and that it has 
something in it for everyone. 

In the CEO’s report on pages 4 - 6 you can read about the exciting new
advances that are being made in gene therapy, the new In-Patient unit at St.
James’s hospital that is in the process of being built and an update on the
new hepatitis C treatments. 

On page 12 you will see we now have confirmed dates and venues for all
our main conferences in 2013, so put these dates in your diary, and try to
attend if you can. 

On page 9 you will see important details on hospital opening hours over
Christmas, why not tear this page out of the magazine and put it up on
your fridge! Our ‘In the spotlight’ topic for this edition is PEP the ‘Parents
Empowering Parents’ approach which originated in the USA and which we
were delighted to be able to bring to Ireland for the first time this year.
Interested? Flick over to page 18 for more information.

Also in this issue you can find a very informative report from the October
Members’ conference that took place in Portlaoise. 

It has been such a busy year for the Society with many conferences during
the year, with many publications gone to print, outreach to members, our
twinning programme with Vietnam and with the commencement of the
new treatments for hepatitis C. I would like to thank all the volunteers,
who gave up their time during the year, volunteering at our various 
conferences and events, we are very fortunate to have such a great
bunch of dedicated and talented volunteers and without them
we would be unable to cater for all the children’s 
programmes at the various conferences.

Wishing you all a very Happy Christmas and 
a healthy and prosperous New Year.  

Debbie Greene

Administrator
3
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W
e now stand at

the beginning of a

very exciting 

period of time for 

development in haemophilia

care. Longer acting factor

concentrates are currently in

the latter stages of clinical 

trials and will be submitted

for licensing in the next year

or two. Indeed, it is our

expectation that the first

longer acting factor 

concentrates will be licensed

for use in the United States

of America and Canada in

2013. These new factor 

concentrates use various

methods to ensure that the

product lasts for longer in the circulation. The latest 

clinical trial results from many of these products are very

encouraging. Longer acting recombinant factor VIII 

products in clinical trials show a half life extended from 12

hours up to 19 hours for one product and a 1.5 to 1.7 fold

increase in half life for a second product. New results for

recombinant factor IX are even more encouraging. The

normal half life for factor IX is approximately 18 hours. In

late stage clinical trial results with three products, this half

life has been extended to 64 hours, 93 hours and 94 hours

respectively, up to a 5 fold increase in half life. 

While the clinical trials are not completed for any of these

products and none of these products are yet licensed and

available for use, it is none the less extremely 

encouraging that these results are now available.

The availability of longer acting factor 

concentrates could mean that infusions

could be taken less frequently.  For 

factor VIII deficiency this could

mean a change from prophy-

laxis three times per week

to twice per week or

even once per

week.

For factor IX deficiency this could mean a

change to prophylaxis from twice per week to once

per week or once every two weeks. This will of course be

of major benefit not only in terms of convenience, but also

will be of major benefit to people who have difficult

venous access and may also reduce the requirement for

dependence on central venous access devices, such as

port-a-caths, in children in the future. 

However, the potential advantages of these products goes

well beyond the possibility of less frequent infusions.

Longer acting concentrates may allow for higher trough

levels and therefore better clinical management of 

bleeding and less bleeding episodes. The current objective

of prophylaxis in haemophilia care is to maintain the

trough levels (lowest factor level)  at above 1% at all times.

A level maintained above 1% should prevent the majority

of spontaneous bleeds, but does not prevent all bleeding

episodes or joint damage. With the availability of these

new concentrates in the future there is a possibility of

increasing this trough level for example to 3% or 5% and

therefore allowing better clinical management for bleeds.

In the recently published phase 3 trial results of one of the

longer acting factor VIII concentrates where treatment was

given prophylactically every 3 to 5 days, the annualised

bleeding rate was reduced to 1.6 bleeds per annum. 

Availability of these new concentrates in the future will

also hasten the requirement for an individualised approach

to therapy. Some children with haemophilia A and B in

Ireland are now being enrolled in a final phase clinical trial

for these longer acting products. 

I do have a major concern however, in relation to the 

availability of the concentrates in Europe. As I stated 

earlier it is very likely that the first of these longer acting

concentrates will be submitted for licensing and may well

be available in the USA and Canada in 2013. However, new

European Medicines Agency (EMA) clinical trial guidelines

may have the practical effect of delaying access to these

new concentrates in Europe or certainly in European
4
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Union countries for up to two

years after their licensing in the USA. The new

EMA guidelines have changed to a situation where the clin-

ical trial in previously treated children must be completed

before the product can be licensed for use on adults. The

EMA were concerned that companies were not complet-

ing clinical trials on children and they were also concerned

about products being used “off label” in children before

these clinical trials were completed. While this is under-

standable it would surely be practical to have the EMA

reach a binding agreement with companies in relation to

the completion of clinical trials on children and therefore

not delay the licensing of new products in adults. In my role

with the European Haemophilia Consortium (EHC) I have

initiated a process of advocacy in relation to these EMA

clinical trial guidelines to see if there is any room for inter-

pretation to allow for earlier access to new products for

haemophilia in Europe. 

A lot of progress is also being made in relation to 

improving factor concentrates available for treatment of

people with inhibitors in relation to recombinant factor

VIIa. There are at least five different approaches being

taken by different companies in relation to improving the

efficacy and half life of recombinant factor VIIa. 

In the past we have

always spoken about

gene therapy as being

ten to twenty years

into the future. Clinical

trial results from a 

factor IX gene therapy

study in the UK have

now pointed to the

very real possibility

that gene therapy for

factor IX may be less

than 10 years away.

This gene therapy trial

in the UK used an intravenous infusion, which was given to

six people with haemophilia B and 26 months later, after

one single infusion, their factor IX levels vary from 2% to

6% butcontinue at this level after their one infusion. A 

further five clinical trials are now underway for 

haemophilia B. The future looks very promising in relation

to the development of a clinically effective and licensed

gene therapy for haemophilia B within the next ten years

and hopefully these developments will lead to an 

acceleration of the development of gene therapy for

haemophilia A. 

The latest

generation of 

hepatitis C therapies,

which incorporate a protease

inhibitor with PEG interferon and 

ribavirin are now being routinely used for

treatment of hepatitis C in Ireland. This has been the

case since our meeting with the Minister for Health in

April 2012, when he agreed at that meeting to 

immediately approve the availability of these new 

therapies. At the time of writing approximately 9 people

with haemophilia have commenced on this course of 

treatment which takes six to twelve months. We are very

hopeful that the majority of our members, who have 

hepatitis C, who avail of this treatment, will have a 

sustained virological response and will effectively be cured

of their hepatitis C. However, the course of treatment is

long and arduous and the side effects are significant. For

those persons with hepatitis C for whom this treatment

does not work or for those whom the treatment is not

suitable (any person with Genotype 2 or 3 hepatitis C),

there are very significant and exciting developments in

treatment which look as if they will be available in the next

two to three years. A whole range of new direct acting

anti-retroviral agents are currently in clinical trials. These

hold the promise of greater efficacy, decreased toxicity and

side effects and an increased response and cure rate, even

in previously poor responders. 

At the recent meeting of the National Haemophilia

Foundation in the United States, information was 

presented on a number of these new therapies. In some

combinations of these new therapies, the early clinical trial

results demonstrated that with a twelve week course of

therapy with minimal side effects, the SVR rate varied

between 90% and 100%. It should be stressed that these

are early clinical trial results and these drugs are at

least a couple of years away from being available.

However, these results are very 

encouraging. 

The future is encouraging, 

not only in relation to 

availability of new 

and more 

e f f i c a c i o u s  
5
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therap ies

for haemophilia,

inhibitors and hepatitis C,

but also in relation to 

infrastructure and provision of 

comprehensive care. The new in-patient unit

for haemophilia and hepatology is scheduled to

open in St. James’s Hospital in March 2013. This new unit

will have twelve in-patient beds and six assessment

bays/beds. The accommodation will be comprised entirely

of single rooms, each with an en-suite bathroom and 

sufficient space in a room for a relative to stay, if required.

We have seen an increased requirement for hospitalisation

for people with haemophilia, due to liver disease and the

sequelae of hepatitis C over the past number of years. This

new facility should allow for a greater integration of 

clinical care in relation to haemophilia and hepatitis C for

these individuals as well as providing a state of the art 

in-patient facility for all people with haemophilia. 

These infrastructure developments were added to by the

recent announcement that the site for the new children’s

hospital will be in St. James’s Hospital in Dublin. This news

is very much welcomed by the Irish Haemophilia Society

and indeed prior to the initial decision being taken on the

original site for the children’s hospital some years ago, the

Society met with then Minister for Health Mary Harney,

TD and expressed our clear view that the optimum site

for the new children’s hospital would be St. James’s

Hospital. We are delighted that this has now come to

fruition. We believe that, with proper service planning, the

provision of the paediatric services from St. James’s from

2018, in addition to the adult services, should mean a

much more integrated service approach to

haemophilia. Children with haemophilia and

related bleeding disorders, who will

attend the National Treatment

Centreshould have a seamless 

transition to the adult 

service in the same 

hospital.   There

should indeed be 

provision for 

a sharing 

of staff so that the 

children will be seeing, at least some, familiar

faces when their transition from the 

paediatric to the adult service occurs. The fact that St.

James’s Hospital is now the contract holder for the 

procurement of  factor concentrates on a national basis

and holds the national budget for factor concentrates will

allow more integration of provision of care and treatment

and an increased likelihood of taking an overall national

budget approach for haemophilia. It will also be an 

advantage for the Irish Haemophilia Society where we can

offer services to members on one campus rather than two

separate sites in Dublin. The Society’s decision to purchase

an apartment for the use of members close to St. James’s

Hospital now looks like an even better decision than it did

earlier this year.

The Irish Haemophilia Society Annual Conference in

March 2013 will feature a talk on the topic “The Future is

Here”. On several occasions in the past number of years

we have organised lectures on future developments in

haemophilia care. These have included updating members

on potential future developments such as the availability of

longer acting factor concentrates, the availability of gene

therapy for haemophilia and new therapies for Hepatitis C.

For more information on the AGM programme see page 2.

In this final newsletter of 2012 we can therefore, I believe,

look to the future with a high degree of confidence. As we

work to maintain and improve the levels of comprehensive

care and replacement therapy availability we can all look to

a future where an even greater degree of integration on

the comprehensive care model and better treatment taken

less frequently will result in less bleeding episodes and a

better quality of life for all with bleeding disorders. The

future begins here.  

Wishing you all a Happy Christmas and a Peaceful &

Healthy New Year. 

Brian O’Mahony, 

CEO6
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The IHS apartment

is situated close to

St. James’s Hospital

which is of great 

benefit to those

attending NCHCD

and will also be of

benefit to parents

and families when

the new children’s 

hospital opens.



PlANNED GIVING UPDATE

The IHS Planned Giving campaign, launched at the AGM and Conference in
March 2012, is now nearly a year old. 

We hope that you, the members of the Society, will consider participating in
this planned giving campaign to allow us to work for a better future for you
and for all those with haemophilia and related bleeding disorders. We hope you
will play an active role in allowing the organisation to thrive in the future by
positively considering donating to the Society.

We are asking members to consider committing planned monthly or annual
donations to the Society at a level which they can afford for a five year period. 

Of the funds raised, 75% will be allocated to the cost of purchasing the 
accommodation facility in Dublin and 25% will go to our overseas development
fund.

Donation levels

Platinum €1,000 annually or €80 per month

Gold €600 annually or €50 per month

Silver €300 annually or €25 per month

Bronze €100 annually or €10 per month

Many thanks to those of you who have signed up.

MEMORIAl SERVICE
On a chilly cold November day (Sunday 5th
November), twenty six members joined together for a
Memorial Service in the Irish Haemophilia Society office, to pray
for and respect all members of the Society who have passed away.

The celebrant was Father Bernard Treacy who is a dear friend of our forever friend
Father Paddy McGrath. Father Bernard held a lovely service which focused on light. 
We have a Memorial Book in the office which contains the names of people with
haemophilia who have passed away and this was placed on the altar.  We also received a
truly touching letter from President Michael Higgins sending us his best wishes for the 
service.  As patron of the Society this letter was very much appreciated. During the 
service members placed flowers at the Memorial Sculpture in respectful silence.  Everyone
enjoyed a nice cup of tea and a sandwich afterwards and a quick catch up with old friends.
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August 2012 Signed up Members 30

September 2012 Signed up Members 35

October 2012 Signed up Members 37

November 2012 Signed up Members 37

I.H.S. Noticeboard



T
hanks to everyone
who sent in 
applications for the

educational grants. This year we received a total of
19 applications which was slightly down from the 

previous year. Some applications were received online, and
some sent in applications in the post. We had some exceptionally well

written applications, and I am now pleased to announce the recipients of
the three main awards as follows:

Maureen & Jack Downey Educational Grant 2012/2013 - €4,000
This grant is made available to a person with haemophilia, or related bleeding 
disorder, who has been accepted on a post second level educational course.

Recipient: Irene Clarke

Father Paddy McGrath Educational Grant 2012/2013 - €2,000
This is a new grant that the Society has named after our dear friend Father Paddy
McGrath, and is given to the person who came second in Maureen & Jack Downey

Educational Grant. This grant is available to a person with haemophilia, or related bleeding
disorder, who has been accepted on a post second level educational course.

Recipient: linda Coakley

Margaret King Educational Grant 2012/2013 - €2,000

This grant is for an immediate family member of a person with haemophilia or
related bleeding disorder, who has been accepted on a post second level 

educational course.

Recipient: Shauna Keniry

Many congratulations to you all!

Don’t forget even if you did receive a grant this year, you can still apply next year. I would like
to encourage as many of you as possible to apply next year, it is really worthwhile and 

beneficial, and can really help cover the costs of college life, such as: travel 
expenses if you are studying away from home or those very expensive books!

Debbie Greene
Administrator8
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Educational Grants

Jack Downey

Fr. Paddy McGrath

Margaret King



NCHCD

December 2012

Monday 24th Closed

Tuesday 25th Closed

Wednesday 26th Closed 

Thursday 27th 08.30 - 17.00

Friday 28th 08.30 - 17.00

Saturday 29th Closed

Sunday 30th Closed

Monday 31st 08.30 - 17.00 

January 2013

Tuesday 1st Closed

Wednesday 2nd 08.30 - 17.00

When the

NCHCD is

closed, patients

with a bleeding 

disorder, who

have a bleed,

should present

themselves to

Walter Stevenson

Ward as per the

evenings and

weekends

process.

Cork University Hospital

December 2012

Monday 24th 08.30 - 13.00

Tuesday 25th Closed

Wednesday 26th Closed

Thursday 27th 08.30 - 13.00

Friday 28th 08.30 - 13.00

Saturday 29th Closed

Sunday 30th Closed

Monday 31st 08.30 - 13.00

January 2013

Tuesday 1st Closed

Wednesday 2nd 08.30 - 17.00

Our lady’s Children’s Hospital 

Crumlin

December 2012

Monday 24th 08.00 - 17.00

Tuesday 25th Closed

Wednesday 26th Closed

Thursday 27th 08.00 - 17.00

Friday 28th 08.00 - 17.00

Saturday 29th Closed

Sunday 30th Closed

Monday 31st 08.00 - 17.00

January 2013

Tuesday 1st Closed

Wednesday 2nd 08.00 - 17.00

When the 

centre is closed,

please contact

CUH on 

0214546400 

and ask for the

Haematology

Registrar on call. 

A registrar 

haematologist will

be on call at all

times and will be

available for any

emergencies

throughout the 

holidays.

The Irish Haemophilia
Society

The Irish Haemophilia Society office will

close for Christmas on Friday 21st

December and will re-open on Wednesday

2nd January. 

In case of an emergency, please contact  Anne

Duffy on 087 232 0255.

A special thank you to everyone who 

volunteered at various events and activities

during 2012, to all those who helped the

Society by fundraising during the year and

those who sent in donations. We value your

support. 

Wishing you all a very Merry Christmas and

a Peaceful New Year.

From the board and the staff of the

Irish Haemophilia Society.  

9
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Office and Hospital 
Christmas Opening Hours



Now for some fun, can you spot the 10 differences between
the two pictures above? Log on to www.haemophilia.ie for the

answer, but remember to ask your parent’s permission first.

Welcome to
the Cubs Club! We hope

you all have a great Christmas
holiday and look forward to more

I.H.S. fun next year!

As Christmas is a time for meeting up with friends and
family, I thought I would introduce you to my friend Brian.

He has haemophilia too.

Hi my name is Brian, I am 7 years old and I have severe 
haemophilia. I have a port under my skin and it keeps me safe and

healthy!

Is Brian right, does your port keep you safe and healthy? __________

Your port is important because it helps your Mam or Dad to give you factor when
you need it because your veins are not big and juicy enough for the injections yet,

but it is not what keeps you safe and healthy! Did you know that it is what your 
parents put into the port, your factor, that keeps you safe and healthy? We bet you

did!

10
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The I.H.S. want to
wish all the Kidlink Group
members a Merry Christmas.

Arts� &� Crafts� is� a� favourite

activity�of�the�Kidlink�Group.�

What�Christmas� shapes� can

you�draw?�

Join� the� numbers� from� 1� to

87� and� see� what� Christmas

shape�you�find!

Some�of�our�Kidlink�members�can�self�infuse,�but�some�of�you�might�just�be�starting�out.�Self�infusion�can

seem�scary,�but�with�a�little�time�and�practise�you�will�be�just�as�quick�and�good�at�getting�your�veins�as

your�nurses!

Sometimes� finding� your� veins� can� be� difficult� –� this� can� be� for� lots� of� different� reasons� but�we� have�

listed�some�things�that�might�help,�if�you�find�that�some�of�them�work�for�you�why�don’t�you�ring�the�office

and�let�us�know?

1. Vein Exercises –� open� and� close� your� fist� for� 5� minutes� this� will� help� the� blood� to� flow� quicker�

and�your�veins�will�get�bigger,�putting�on�your�tourniquet�can�help�too.

2. Arm exercises –�having�strong�muscles�and�joints�can�help�make�your�veins�stronger.�Swimming�is

a�

great�exercise�to�help�build�muscles�in�your�arms.

3. Drink lots of water –�this�can�help�your�veins�look�bigger�before�your�injection.

4. Stay warm –�when�you�are�cold�your�veins�get�smaller,�if�you�are�in�a�warm�room�this�

can�help�make�your�veins�look�bigger.

5. Good lighting –�make�sure�that�when�you�are�looking�for�your�veins�that�you

are�doing�it�in�a�room�that�has�bright�lights�to�help�you�spot�your�veins.

And� don’t� forget� to� ring� the� office� and� let� us� know� when� you� are�

self-infusing�and�we�will�send�you�out�a�prize!

Good�luck,�remember�practise�makes�perfect!
11
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NOVEMBER

Date: 15th - 17th November

Event: Conference on Ageing & Haemophilia

Venue: TBC

MARCH

Date: 1st - 3rd March

Event: AGM & Conference

Venue: The Osprey Hotel, Naas

MAY

Date: 10th - 12th May

Event: HCV / HIV Conference

Venue: The Pembroke Hotel, Co. Kilkenny

OCTOBER

Date: 11th - 13th October

Event: Members’ Conference

Venue: Bloomfield House Hotel, Mullingar,  
Co. Westmeath

12
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JUNE

Date: 14th - 16th June

Event: Parents Conference

Venue: Johnstown House Hotel, Meath

JUNE

Date: 3rd June

Event: Flora Womens Mini Marathon

Venue: Stephen’s Green, Dublin

Dates for your Diary for 2013



T
he annual European Heamophilia
Consortium (EHC) conference took place in
Prague on October 26th - 28th. There were a 

number of sessions ranging from prophylaxis to genetics
to economics.  

Dr. Evelyn Mauser from the Netherlands discussed the use
of prophylaxis in patients with inhibitors and with the aim
of developing guidelines for the treatment of inhibitors
with prophylaxis.  Some of these guidelines were taking
prophylaxis for 3 - 6 weeks after a target joint bleed and
1 - 6 months after a life threatening bleed such as an inter
cranial bleed.  

Dr. Paul Giangrande spoke about the new regimes for 
children and prophylaxis in adults.  He discussed a new 
concept of tertiary prophylaxis, where it is given to adults
with severe joint damage or repeated bleeding to prevent
further deterioration of the joint.  In relation to children
he noted that since the introduction of prophylaxis there
has been a move from the knee being the most common
target joint to the ankle.  This is assumed to be the result
of more activity and the ability of the children to do 
higher impact sports such as running etc.  This may lead to
a change in the way prophylaxis is given, moving away from
the dose being calculated based on the persons weight 
to it being calculated based on how long the factor is
staying in the persons own body.  This is known as
PharmacoKinetic (PK) dosing.  Some studies have been
published and are showing very little or no difference in
the effects of the treatment to prevent bleeds.  This is a
concept which has been gaining a lot of momentum in the
last few years.  

Dr. Albert Farrugia then spoke about ‘A New Economic
Model for Prophylaxis’.  This new model takes into
account a lot more effects of haemophilia than some of 

the previously
published information.  A
computer programme was used
to determine the life time costs of a
person using on demand therapy versus
those using life long prophylaxis (using PK dosing).
Not only was it considered cost effective to use 
prophylaxis over whole life, but when this model was
compared against 3 countries that use this type of 
information to determine whether a drug should be 
reimbursed by the country or not. Two countries showed
it was very cost effective and the other country showed
cost effectiveness based on a slightly reduced price of the
product.  In countries with significant pressure on the cost
of health spending and limits on the cost of whether or
not a product is cost effective, this new model shows not
only is life long prophylaxis cost effective, it is significantly
lower than the limits imposed by many countries.

In the evening, the President of the EHC, Brian O’Mahony
and President of the Czech Haemophilia Society, Dr.
Vladimir Dolejs, gave a welcoming address to the  
conference. Dr. Dolejis discussed haemophilia care within
the Czech Republic and the improvements in access to 
treatment and care for people with haemophilia and this
was shown later in the conference as one of the most
improved countries in Europe in the last 3 years.

On Saturday morning, there was a discussion on
haemophilia genetics and women’s health focusing on 
pre-natal diagnosis and pre-implantation genetic diagnosis.
Dr. Flora Peyvandi from the University of Milan, Italy 
discussed how the discovery of foetal DNA in the 
mothers blood has revolutionized pre-natal diagnosis and
the resulting technologies have led to non-invasive 
pre-natal diagnosis which is much safer for the foetus.  She
discussed a new tool being used in IVF called 
“High-throughputsequencing” which will be 
able to directly diagnose a gene mutation
before the embryo is implanted in the
mother.  This can be used to identify
the location of the gene that
causes haemophilia in a 
foetus.
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EHC Conference 2012

IHS Treasurer Ger O’Reilly and IHS board member John Stack with

delegates at the 2012 EHC Conference.



With the
advancement in these

technologies pre-implantation 
genetic diagnosis has become an

established reproductive alternative to pre-
natal diagnosis and is being offered in quite a

number of specialised centres in the world but there
are still barriers such as cost and the potential for 
misdiagnosis.

In the afternoon session Brian O’Mahony spoke on the
results of the recent survey carried out for the EHC in 35
countries.  This was designed to examine the access to
haemophilia treatment and care based on the 10
European principles of care. There has been significant
improvement in the last few years across a number of
countries with many countries improving in access to
prophylaxis for children and adults. There was also a lot of 
improvement in access to services across Europe, such as
pain management, dental care and physiotherapy.

There was also an increase in the availability of 
haemophilia products with a 10% increase in factor use
across Western Europe and a 35% increase in Central and
Eastern Europe.  However, despite the overall picture of
haemophilia care improving across Europe, many 

countries such as Bosnia & Herzegovina, Albania,
Armenia and Romania and still struggling with

getting access to safe and effective 
treatments and as well as access to

other aspects of haemophilia care.
These countries have made

some improvements in
recent years but still

have a long way to
go for the

patients to 

get access to the treatment
they need.  Mark Brooker from the World

Federation of Hemophilia (WFH) spoke about how
Europe compared in haemophilia care with the rest of the
world.  The WFH produces an annual global survey with
details of how many people there are with haemophilia,
von Willebrands and other rare bleeding disorders and
how much product was used in each country and region.
This corresponded well with the previous presentation,
with Europe as a whole doing well and improving each
year on the standard of care of people with bleeding dis-
orders.  Mark Brooker pointed out that individually many
countries in Europe are still below the survival threshold
of 2 IU of FVIII per capita (Ireland currently uses 8.09IU
per capita).  He also said there was a wide range of ways
in which haemophilia care was provided throughout
Europe, through varying numbers of comprehensive care
centres and haemophilia treatment centres. 

On Saturday afternoon, I discussed the results from the
survey carried out by the IHS from 6 European countries
on the use of long-term prophylaxis in adults between 
18-35 years old.  The results showed that for those adults
on prophylaxis as children and continuing it in to 
adulthood there were significantly less target joints, less
serious bleeds, less recurring bleeding problems and none
required invasive procedures such as hip replacements or
synovectomy’s compared to those who have always
received on-demand treatment or than those switching
between on-demand and prophylaxis.  Those on 
prophylaxis since birth also reported significantly higher
health utility values (values used to assess quality of life)
than all other respondents in the survey.

On Sunday morning, the business meeting of the EHC
took place and the new Public Policy Officer of the EHC,
Amanda Bok, was introduced and Belfast was 
overwhelmingly voted as the host of the EHC Conference
in 2014.

Declan Noone14
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IHS CEO and

EHC President

Brian O’Mahony

spoke at the 

conference on

European

Principles of Care.

I spoke at the 

conference on 

prophylaxis use in

Europe. Details of the

survey can be found

on the IHS website

www.haemophilia.ie



M
y name is Sharon
Farrelly, from Dublin. I have been
asked to write an article about the Members’

Conference in Portlaoise.  My husband Shay has severe
haemophilia and we have four daughters.  Our youngest two; Roisin (16)
and Eimear (14)  always attend the events with us.  Our eldest daughter Aislinn
(26) is a volunteer with the Society but much to the girls disappointment couldn’t help
out this weekend.   

We arrived at the Heritage Hotel at five o’clock and decided to go for something to eat before 
registration.  We had a very nice meal in the Fitzmaurice Restaurant which belongs to the hotel, but is situated
across the road.  We then just about made registration at 7.25pm.  The teenagers were heading to The Lilliput Adventure
Centre at 8.00pm.  Their second disappointment of the weekend was when they discovered that Paul Dunne (the 
volunteer legend) had sprained his ankle and was not going to Liliput.  Poor Paul had to show a really gross photo of
his black and blue ankle before they would believe he was really injured.  Paul has been involved in every weekend since
my girls were 5 and 3. Ciaran, Lucia, Sam, Shauna, Donal and Denise were quiet happy to take on the challenge with the
yuoth group.   We then had a very relaxing evening with a few friends. 

I normally try to attend most of the lectures and workshops, but on
Saturday morning the topic was “Getting the most out of your
haemophilia treatment” so I decided to let Shay attend this on his own.       

At 12noon there was a debate: “Who knows better the doctor or the
patient?”  We had Brian O’Riordan for the doctor,  and Sarah Gilgunn
for the patient.  This was quite a lively debate.  Brian did well assuming
the facade of a doctor, but Sarah won out with her arguement.   It was
a closely contended debate that was enjoyed by everyone in the room.  

After lunch we went for a walk before the next session, which was a
workshop on “Haemophilia – The Impact on the Family.”  It was like 
circle time, we were split up into groups:  Mothers, People with 
bleeding disorders, Partners, Fathers and Relatives.  When I joined my
group they were very happy to see me as they volunteered me as the
speaker for the group.  Thanks!  We were all given a topic to discuss relevant to each group.  I found this to be very
interesting.  People opened up and we all saw a different side of the spectrum of dealing with haemophila.  We all had
different relationships and family situations and it was nice to hear other peoples opinions.  

The last session of the day was an Open Forum.  There were about 30 people at this.  Brian O’Mahony updated those
that attended on future treatments and clinical trials before a very interesting discussion took place on I.H.S. 
conferences and events. 
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Members’ Conference Report

IHS Board members Sarah Gilgunn and Brian

O’Riordan took part in a very closely fought debate.

The workshop “Haemophilia - The

Impact on the Family” was the 

highlight of the weekend.



The wind and rain could not dampen

the spirits of the youth group who

enjoyed an action packed

weekend at Lilliput

Adventure Centre.

When the Open Forum 
finished, we had 2 hours to ourselves before 

dinner at 7.15pm.  There were over 150 members including
children to be catered for at the dinner, which was not an easy task,

but we had a very pleasant dinner.  It is great to see the 
children included.   After dinner we had a  “Family Fortune” Quiz hosted by our own

Nuala McAuley.  This was great fun and very competitive as always.  Plenty of 
questions for the kids to help us adults out.  It came down to a tie-break, which helped with the

excitment.  

On Sunday morning we had two sessions: a Stress
Management Workshop for Men with Peter Hanlon and a
Relaxation Workshop for Women facilitated by Anne Duffy,
Nurse/Counsellor, IHS. I have to point out that the men
were very noisy when the women were trying to relax, they
could be heard laughing through the walls!

After a tea & coffee break it was time to switch over and
the ladies attended the Stress Management Workshop while
the men had the Relaxation Workshop.   I have to say I
found this workshop very interesting.  We talked about
stress triggers and discovered many people react to stress 
differently.  Peter gave us a few tips on how to avoid and
deal with stress.  I think we all came away from this session
with something positive. 

The teenagers arrived back from Lilliput exhausted.  They
had a fantastic time, with activities such as rock climbing,
canoeing and an assault course.  They went on a night walk
each evening which was great fun. May I take this 
opportunity to thank all the volunteers for making this
weekend another truly memorable experience. 

I really enjoy the Irish Haemophilia Society weekends and
appreciate the amount of time and effort it takes the staff
to organise the venue, speakers and activities.  

Sharon Farrelly
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Top: Margaret Dunne and I still smiling despite not winning the

Family Fortunes Quiz.

Below: The IHS ladies get some advice on managing stress. 



2012 has seen
increases in attendance for all the
Society’s conferences. Again for our
Members’ Conference 2012, we were not 
disappointed! With 64 children booked in and 26 
volunteers on hand, a weekend full of adventure and 
entertainment was guaranteed!

As is always the case with the Members’ Conference the Youth Group were off
to the adventure centre on Friday night, returning on Sunday morning – ready for a
shower and a good nights sleep! Doing a head count in the bus on Friday night I could
barely get an audible goodbye out of the group as they were all too busy
talking excitedly with old friends about the adventures that lay ahead (after a good
shout, I eventually got a half hearted goodbye), as the bus pulled off I could already
hear the laughing and fun begin. Then it was back to the other 3 groups.

The crè che was, as it always is, a hub of activity for the duration of the weekend –
our youngest member being only 2 months old! Arts & Crafts, story time and games
kept the older members of the group busy and very happy! 

The Cubs and Kidlink groups on the other hand were up for a bigger adventure – we
left the hotel and headed to the Roll n’ Bowl Activity Centre on Saturday morning.
The Cubs first activity was the play zone with ball pools, slides and an obstacle course
– the leaders had a tough time catching up to all 14 cubs (our Cubs kids are much
faster than our leaders!) For the Kidlink bowling was up first, the competition was
stiff – to be honest I am still not sure who won!! Then it was time for a change over
and the Cubs took over from the Kidlink group in the bowling stakes and the older
kids took part in Laser Quest – this for the Kidlink Group (and me) was the 
highlight of the weekend, loud music, guns and a dark room with lots of hiding places
– what is there not to love? Then it was time to return to the hotel and have a much
deserved lunch. With no rest for the wicked it was straight into arts & crafts, 
swimming and games for the two groups!

With an early start on Sunday morning and a busy agenda of swimming, education,
sports hour and the return of the Youth Group – the sleepy heads were not long 
disappearing and before we knew it, it was time for lunch and our activities were over
again for 2012!

Another fantastic weekend of fun and adventure enjoyed by not just all the 
children, but the leaders too! I would like to say a massive thank you to all of
our volunteers – without you all, there would be less fun, less fierce
competition and certainly less availability in the kids groups!

Looking forward to seeing you all in March!

Fiona Brennan
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Members’ Conference  
What the kids & youth got up to!

Top: The créche was full of smiles. 

Middle:  You are never short of

friends in the Kidlink Group.

Bottom: A youth group member

reaches new heights.



T
he Irish Haemophilia Society
were delighted to finally host
our first, long awaited PEP

(Parents Empowering Parents)  Programme in November. PEP is a
parenting programme for parents who have a child with a bleeding disorder.

The programme helps parents become aware of their own feelings and thoughts that
might influence their parenting, which has a direct effect on their children. The 

purpose of PEP is to help parents and their child develop a ‘can do’ and positive attitude to 
living with a bleeding disorder. Although specifically aimed at having a past, present and future with

haemophilia, the course is also beneficial for the whole family dynamic. The programme is delivered as a 3 day
workshop, covering topics such as medical education, compassionate discipline, building self – esteem, 

understanding communication and many more. Ed Keubler, a social worker from Texas who has been working in the
bleeding disorder community for almost 20 years and Pat Brogan who is an international PEP trainer with a 12 year
old son with haemophilia, delivered the programme. 

Now that we’ve explained what PEP is, we get the chance
to tell you all how fantastic it was! Not surprisingly, there
was a lot of interest in the PEP programme, since Ed came
to Dublin for the Parent’s Conference in 2011 to speak to
our members on the benefits and concepts of PEP.
Although the general outline that Ed gave in 2011 was
informative, we think a lot of parents who attended the
programme were not exactly sure of what to expect –
some people thought it would be a general parenting
course, others thought it would give tips and skills for 
parenting the whole family and others thought it would be
solely about parenting the child with a bleeding disorder.
It was all of those things and so much more.

Not being parents ourselves, but knowing many, we can completely understand that being told you are doing the wrong
thing by your child would be very upsetting especially when as a parent you can and will always do your best by your
children. PEP was nothing like that. It highlighted how it is a difficult job being a parent, difficult to feel confident and
secure in your parenting ability and the decisions you make on a daily basis. Add to that having a child with a bleeding
disorder in the family – not just the guilt and torment you feel for that child, you also might have other children that
at times, through no fault of the parents, get caught up in the life of having hospital visits, doctor’s appointments, vein
training and so much more. Not an easy job for anyone!

PEP gave people a perspective that sometimes in our busy lives
is hard to see – this life with a bleeding disorder is your families
‘normal’. It may not be the easiest of tasks, children will not want

to get their injections, they might act up and parents might
feel frustrated and irritated that this is their life but PEP

highlighted you have to work with what you are
given!

Ed spoke about the developmental
milestones of children – add to that

a bleeding disorder and you
need to think about crawling, falls and making the area where the child is as safe as

possible. On the flip side of that Ed mentioned that your child needs to walk,
crawl and explore. Becoming what he describes as a ‘helicopter parent’ 
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Parents Empowering Parents

IHS CEO Brian

O’Mahony, IHS

Counsellor Anne

Duffy and Ed

Keubler from PEP at

the Parents

Conference 2011.

The three day PEP programme is entirely workshop based.



(always hovering over their
child in the background) is not really in your
child’s best interest – we’re sure lots of people are
reading this and thinking, that is much easier said than done!

During the compassionate discipline session, Ed discussed how if you want a
behaviour to increase in your child you reinforce it – look for reasons to praise them.
It seemed like an obvious remark, but sometimes you don’t praise the things that children
should be doing because you expect that behaviour, but you should try to acknowledge it. On the
other hand, for a behaviour you do not want to increase in your child you punish it and stick to it! Different
situations were discussed such as, ‘if I threaten that they are not going to a party to stop a behaviour, I can’t
see that through – I would feel so guilty’ Ed’s line was ‘you said it, you have to do it, consistency is key’. 

What struck us most about the weekend was the sense
of camaraderie and honesty between the parents – they
shared their experience, advice and what worked for
their families and what didn’t. Between the laughter and
learning were the sombre moments, when the 
frustrations and worry of having a child with a bleeding
disorder and the impact it can have on the rest of the
family came through, but with a little help from their
friends came the support and encouragement of people
who have the same issues and people who have lived
through the same problems and worries. We are 
delighted for the parents that it was such a successful
weekend and we are honoured that Ed, Pat and his 
family came to Dublin to help bring this much needed
programme to life.

Fiona Brennan & Anne Duffy
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COMMENTS FROM PARENTS WHO ATTENDED THE PEP COURSE NOVEMBER 2012

‘It’s so beneficial – tough but
rewarding, it opens up discussion for
everyone. Also enables you to see
that there are common problems
and you are not alone or the only
one doing or not doing something’ 

‘We could all use
a little help with 
parenting and

this is it’ 

‘Anyone who gets the chance to
experience a PEP session should
go. I looked inward – at myself, my
parenting and heard that of others
– my eyes have been opened!!!’

‘Yes, I would definitely
encourage others to
get involved. It’s all
made so much sense’

A total of fourteen parents took part in the PEP programme.

It is hoped that PEP will be repeated in 2013. If you have

any queries regarding PEP you can speak to Anne Duffy, IHS. 



w
w

w
.

IRISH HAEMOPHIlIA SOCIETY
First Floor

Cathedral Court
New Street

Dublin 8
Tel: 01 6579900
Fax: 01 6579901

Email: info@haemophilia.ie
Website: www.haemophilia.ie

B
ar

na
vi

lle
 P

ri
nt

. 
Te

l: 
05

6 
88

32
29

0.


