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T

he Irish Haemophilia Society offers
education and support to all members
living with haemophilia, von Willebrand
disease and other related bleeding disorders.
From the time of diagnosis there are many
issues facing people with haemophilia and for
their parents, families and friends. From how
to recognise a bleed, to treatment, to support
services. Coming to terms with a diagnosis
can be very difficult especially when there is
no history of haemophilia in the family.
Through our educational programmes our
Annual Conferences, our Family Weekends,
Information Meetings, and Regional Visits, we
give our members as much information as
We also provide Information
possible.
Booklets and up to date information on the
website. We constantly endeavour to help
members with any queries or questions they
may have.
The I.H.S are aware that not everyone can
attend our events due to numerous reasons.
However, this doesn’t mean you don’t need
support. The I.H.S arranges home visits to
members who may not be able to attend
events or visit the office and who may need
information or a chat. If you would like a visit
at any stage please contact Anne Duffy on 01
6579900.

Being in hospital can be a scary and lonely
time. If you or your child is in hospital and you
feel like you need support, a chat or maybe a
newspaper don’t hesitate to contact the
office. Remember, the staff are here for you!
When a child starts school it can be a nerve
racking time – will he/she settle? Will they
make friends? When your child has a bleeding
disorder it can make you more nervous. As
haemophilia is a rare condition a lot of
teachers and educators are not aware of it.
The Society can arrange to go and speak to
teachers, crèche leaders and other educators
to inform them about haemophilia.
The I.H.S attempts to make contact with each
member at least once a year. However, this
can be a tough task as some details have
changed. If you have not renewed your
membership, you can still update your contact
details on our database to ensure you receive
updates from the Society. To check and
update your details contact Nina or Declan on
01 657 9900.
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CUH PAEDIATRIC CLINIC
– MONDAY 11TH MAY

Administrator
Debbie Greene

Counsellor
Anne Duffy

Debbie Greene & Fiona Brennan will be in attendance at the
haemophilia paediatric clinic that takes place in the Coagulation
Centre in Cork University Hospital on Monday 11th May. If you
have an appointment and would like to drop in for a chat and a
cuppa, Debbie and Fiona would be delighted to speak to you.
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A Note from the Editor
Hello everyone,
Welcome to our new look spring magazine, and what a jam
packed edition we have in store for you.
In February this year the Minister for Health re-launched an
updated version of the ‘Severe Bleeding Disorder Alert Card’
in the office of the I.H.S. Read all about this on page 7 and 8.
In our CEO’s report on page 4 read all about blood safety
issues that have come to the fore again, and about the
concerns about the lack of beds in the H&H ward in St. James’s
Hospital.
For our younger members check out the Cubs Club on page 12
and the Kidlink Club on page 13.You will find important dates
for your diary on page 14, and as you can see there are many
events taking place between now and the end of the year,
perhaps one of these events might interest you? Keep
checking the website for further updates on all our events.
Read a review from our recent AGM on page 16, which was
written by new staff member Leah Cawley. And what a
fantastic AGM and conference it was. Thanks to everyone who
helped out and made it a great weekend, in particular all our
volunteers who I am sure were exhausted on Sunday night. Our
next event is the Ageing Conference in May which you will find
information on, on page 10 and the Parents Conference then
takes place in June.
Also included in this edition is updates on the website, social
media, publications and an excellent article on Barretstown.
Finally, if there is anything we can assist you with, if you fancy
dropping in for a cup of tea and a chat, or would like to talk to
somebody in confidence, please do not hesitate to contact the
office on 01 6579900, and don’t forget we will be in Cork
University Hospital on Monday 11th May.
Debbie Greene
Administrator
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CEO’s Report

B

lood safety issues have come to the fore again in recent
weeks with renewed discussion on hepatitis E and on
blood donation deferral policy for men who have sex
with men (MSM). In the past, blood safety issues were of
paramount importance to the haemophilia community. The
devastation wrought on our community by HIV and hepatitis C
in the past remain clear in our minds. In the past 30 years, 116
people with haemophilia or von Willebrands disease have died
with 112 of these dying as a result of HIV or hepatitis C. We are
now in the fortunate position that we have access to very safe
and effective factor replacement therapy. We use recombinant
factor concentrates for the treatment of factor VIII and factor
IX deficiency. We continue to use plasma derived factor
concentrates for the treatment of von Willebrands disease and
for the treatment of rare bleeding disorders such as factor X
and factor XIII deficiency. There are currently no recombinant
factor concentrates available for von Willebrands disease or for
the majority of rare bleeding disorders but the safety record of
plasma derived factor concentrates has been excellent for the
past 23 years.

that viruses such as West Nile Virus,
Chagas, Ebola and hepatitis E are not
transmitted by factor concentrates.
However, these viruses can be
transmitted by blood or plasma
products.
Blood or blood components are not
easily subjected to viral inactivation.
People with haemophilia or von
Willebrands are more likely than the
average person to require blood or
Brian O’Mahony,
plasma at some point in their life and
Chief Executive
therefore that is a reason for our
continued emphasis on blood safety. In
addition, there is no organisation which represents the users
of blood. The Irish Haemophilia Society are probably the
closest entity to such an organisation and we believe that,
given the history of blood contamination in the past, we have
a public duty to maintain vigilance on the safety of the Irish
blood supply.
Earlier, I had mentioned hepatitis E as a virus of concern. This
is not a new virus. It was discovered in the 1980’s but has only
recently emerged as a potential cause of significant disease in
developed countries. The main method of transmission is by
eating undercooked pork but the virus can also be transmitted
via blood or some blood components including solvent
detergent (virally inactivated) plasma. This treatment of
plasma inactivates viruses with a lipid or fatty outer coat but
hepatitis E does not have this lipid coat and therefore can be
transmitted. Hepatitis E does not normally cause persistent
illness but this can occur especially in people whose immune
system is compromised or in those who have undergone organ
transplants such as liver transplants. Clearly, this is a concern
for people with haemophilia who have been impacted by HIV

Given these facts, you may ask why does the Society have a
strong and continued interest and engagement on blood safety.
There are a number of reasons. Firstly, new viruses emerge not
infrequently which have the possibility of being transmitted via
factor concentrates. Reassuringly the viral inactivation
methods currently used in the manufacture of these factor
concentrates have been found to be very effective against the
new viruses which have been found to be capable of being
transmitted by blood. When a new virus is identified or when a
current virus becomes an issue of concern in relation to
potential transmission by blood, the ability of the current viral
inactivation processes to inactivate or remove this virus are
tested and validated. In recent years, it has been demonstrated
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or those who are post liver transplant. Work is underway from
the Irish Blood Transfusion Service to look at the background
rate of hepatitis E in the Irish blood donor population and the
feasibility of testing all donations for hepatitis E virus is
currently being examined. There is currently a lot of debate in
Europe with regard to the possible requirement and feasibility
of this testing. The European Haemophilia Consortium (EHC)
was represented at these discussions at the European
Medicines Agency and we will continue to advocate for any test
which maintains or improves the safety of the blood supply.

has publicly acknowledged that this is an issue of patient safety
and not an equality issue and we want to ensure that the
decision is based on patient safety. We will be contributing
actively to the ongoing work and monitoring the decision
making process to ensure insofar as we can that blood safety
is not compromised by societal or political concerns. The Irish
blood supply is now much safer than in the tragic years of the
1980’s and 1990’s. We do not want to see this progress
needlessly compromised or reversed.

Access to in-patient beds

Separately, the issue of MSM and blood donations has come
into the public domain in Ireland over the past month. Lifetime
deferral of MSM donors was introduced in the 1980’s as a result
of the widespread transmission of HIV through blood
transfusion. There is currently discussion regarding the lifetime
deferral and whether it should be maintained, changed to a 5
year deferral, a 1 year deferral or no time linked deferral.
Opposition to any deferral period has been led by gay advocacy
groups who believe this to be an issue of discrimination and
lack of equality. They question the correctness of deferring an
entire group of people rather than basing any decision on
individual risk assessment. Many individuals are deferred as
blood donors but crucially there is also deferral of several
broad categories of people in Ireland based on statistical
observations of increased risk of infection in those groups.
These include MSM, people with haemophilia and their partners
(due to exposure to blood products in the past and potential
exposure in the future), and individuals who were residents in
the United Kingdom for more than 1 year from 1980 to 1996
(due to the risk of vCJD). Similarly to these other groups, the
UK residents are not individually assessed for dietary exposure
to beef but are deferred en masse. By deferring all persons in
a risk category, risk is decreased over thousands of
transfusions over many years.
Any change to the current policy on deferral of MSM donors
should only be made based on scientific and clinical evidence
that the proposed change will not increase the risk to recipients
of blood or blood products. The decision must be based on a
risk assessment. It should be carried out by the Irish Blood
Transfusion Service who are responsible for the safety of the
blood supply. It is a risk management issue and not an issue of
equality, fairness or social policy. Risk is taken by the recipient
of blood and not by the donor and therefore there is no right
to give blood but there is a right to receive safe blood. We
welcome the fact that the Minister for Health, Mr. Leo Varadkar
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We are concerned currently about lack of access to beds in the
state of the art H & H ward in St. James’s hospital. Ironically,
H & H stands for haemophilia and hepatology but despite this
there have been ongoing difficulties for people with
haemophilia gaining access to beds in the H & H unit, especially
for planned elective surgery in recent months. This is not
acceptable in a unit which was described as providing a “world
–class haemophilia service” in the most recent external audit.
Adults with haemophilia who require elective surgery must
have this carried out in St. James’s hospital. They cannot go to
other acute hospitals apart from Cork University Hospital for
some procedures. The haemophilia expertise required is in St.
James’s and the nursing expertise has been developed in the
H & H ward. It would be dangerous in the extreme for people
with haemophilia or related bleeding disorders to have surgery
in other hospitals without this expertise and that is why the H
& H unit was established as a national facility. We have made
our views known to the management of St. James’s on these
difficulties and we will continue to advocate until this situation
is satisfactorily resolved.
Brian O’Mahony
Chief Executive
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Travel Reminder

T

his is a reminder to you all to make sure your holidays
are pleasant, relaxing and enjoyable. In relation to
haemophilia, we generally receive the same questions
every year so here are some reminders:
l
Make sure if you are travelling abroad you have your
EHIC Card and travel insurance with you. The EHIC Card is not
the same as travel insurance. EHIC Card is only for treatment
in Europe and covers you for exactly the same care that a
citizen of the country you are travelling to is entitled too. If
something else is required or you need to travel home for
medical reasons this is covered by your travel insurance.
l
You should not pay a large sum for travel insurance
for haemophilia. There are companies that charge no loading
and there are some that charge a reasonable premium for
extra benefits. Shop around!!!!!!! Also read the details of your
travel insurance policy, especially on out-patients cover. Some
policies only cover in-patient treatment, so it is important for
people with haemophilia to have cover for out-patients. This
is also very important for the J1’ers!
l
Carry enough treatment with you and make sure you
have extra just to be safe. Talk to the haemophilia centre to
discuss what you need.

l
If an accident does happen, and you do have to go to
the hospital, bring your own treatment with you. You may be
in a country that uses a different type of treatment, does not
have treatment in the hospital you are going to or even in some
cases in the country itself. You should also contact the
haemophilia centre in Ireland as well.
l

Check visa requirements.

One other question we always get asked is “do I need all of
this”? Simple answer is Yes! If you prepare all of the above,
you are covered and you have a plan of action if anything
should happen. Most of the time you will not use it but when
something does happen it’s just a matter of putting the plan
into action. When you don’t have these areas covered, issues
that can be small and manageable can easily become big, scary
and frustrating. Take the time now and make your holiday as
relaxing as it should be!
Enjoy the summer!

Declan Noone

l
Always carry your factor concentrate on the plane
with you. There are two reasons for this. Firstly the baggage
area can get very cold and this is not good for certain
products. More importantly if your baggage gets lost you could
end up without treatment for a day or two. You are allowed to
carry your medication on the place with you.
l
You need a letter from the haemophilia treatment
centre stating you are a patient at the haemophilia centre, with
type of bleeding disorder you have, the treatment you are
carrying and that you are carrying needles and syringes.
l
Get the details of the nearest haemophilia centres to
where you will be travelling. This is little piece of preparation
could save you more time and trouble than you can even
imagine.
The
centres
are
listed
on
h t t p : / / w w w.w f h . o r g /e n /p a g e . a s p x ? p i d = 1 2 6 4
or http://www.euhass.org/aspxpages/search.aspx. You can
also download the “IHS Travel Safe” App from the Google Play
or ITunes stores. If you want a paper version of the Travel Card
please contact the office.

6

haemophilia.ie

TRAVEL CARD

TIPS FOR TRAVELLING SAFELY
Irish Haemophilia Society
First Floor, Cathedral Court
New Street, Dublin 8, Ireland
Tel: +353 (0)1 657 9900
Email: info@haemophilia.ie
Web: www.haemophilia.ie
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Severe Bleeding Disorder
Alert Cards

N

ew and updated ‘Severe Bleeding Disorder Alert Cards’
will be issued to people with severe haemophilia and
other bleeding disorders to assist hospital staff in
ensuring that patients get immediate and appropriate
treatment in hospital Emergency Departments without delay.
The card will alert Emergency Department staff that the
individual has a severe bleeding disorder and will give contact
details for one of the three Comprehensive Care Centres.
If
an
individual
with
haemophilia presents at an
+%%$)-' )1.0$%0 Emergency Department with a
bleeding
episode
which
+%02 !0$
requires treatment with factor
concentrate, a number of
delays can occur. Firstly, the
triage nurse may not be
familiar with haemophilia and
may not be aware of the fact
+%%$)-' )1.0$%0
that factor concentrates should
+%02 !0$
be given without delay. The
doctor seen at the Emergency
Department may be similarly
unfamiliar with haemophilia
and may order tests, x-rays or
+%%$)-' )1.0$%0 scans to confirm a bleeding
episode is present before
+%02 !0$
ordering factor concentrate.
There may be a delay in
locating the factor concentrate
which is stored in the hospital.
There may be a delay if a
consultant haematologist in the hospital has to sign off before
the factor concentrate is to be used.
In a normal scenario in an Accident & Emergency Department
when a person without haemophilia attends, the person is
triaged, seen by a doctor, diagnosed and then treated. The
difference with a person with haemophilia is that it is necessary
to treat the bleeding episode with factor concentrate without
delay and then follow up with diagnostic scans or other tests
required after giving treatment. The health care workers in the
emergency departments may be reluctant to do this and we
have recorded a number of cases where people with
haemophilia have been subjected to long delays in emergency
departments before receiving factor concentrate because of
some of the above mentioned scenarios. This is despite the fact
that they would have asked the emergency department to
contact their Comprehensive Treatment Centre for advice and
information. We are aware of two cases in the past two years
where individuals with severe haemophilia suffered traumatic
head injury and, despite requesting treatment with factor
concentrates as soon as they arrived in the emergency
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Two little haemophilia heroes with the Minister for Health, Mr. Leo
Varadkar

department, significant delays of several hours occurred. These
cases could have resulted in permanent damage or even death.
This is the rationale behind the re-launch of the Severe
Bleeding Disorder Alert Cards. Minister for Health, Mr. Leo
Varadkar re-launched the recently updated cards at the office
of the Irish Haemophilia Society, an event attended by
members of the National Haemophilia Council, healthcare
workers and members of the I.H.S.
We
have
been
producing
these
cards in conjunction
with the National
Haemophilia
Council. The cards
will be distributed by
the Comprehensive
Care Centres to all
patients with severe
haemophilia.
The
cards ask the health From left Mr. Brian O’Mahony, Minister for
care worker in the Health Mr. Leo Varadkar, Dr. Barry Harrington
relevant Emergency
(Chair of NHC)
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Departments to immediately contact the Comprehensive
treatment centre and provide the telephone numbers for use
during the day and at nights and weekends. For the person with
haemophilia, the most important piece of equipment in a non
specialist centre is the telephone and the instruction to the
Emergency Department staff to call the relevant centre will
save lives.
The National Haemophilia Council (N.H.C) are progressing the
awareness of the new cards via the entire health system across
the hospital network, the ambulance service, nursing units and
all other relevant HSE healthcare workers and staff. The
Minister commended the I.H.S. and the N.H.C. for their work in
supporting this very important initiative. He acknowledged the
huge developments in the area of haemophilia treatment. He
also acknowledged the importance of prompt treatment for
any person with haemophilia or related bleeding disorder who
attends an Emergency Department.

Dr. Barry White, Dr. Beatrice Nolan, Nurse Victoria Graham and Dr.
Barry Harrington

(We are also working on alert cards for people with mild and
moderate haemophilia and related bleeding disorders in the
near future)

Ms. Michele Tait, Ms. Gráinne Leach from the H.S.E.

Members of the National Haemophilia Council

Arturas Mecionis,
Erika Nasickyte with
their sons Haris &
Herkus

Members of the I.H.S. with healthcare workers at the launch
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Barretstown Camp

Y

ear after year many of the families and children of the
Irish Haemophilia Society get to experience the magic
that is a Barretstown Camp! I am sure many of you
know and have attended Barretstown camps in the past but for
those of you who have not I have put together below some
information which you might find useful.

What is Barretstown?
Barretstown is a special place where you can leave normal
everyday life behind and enjoy every activity you can imagine
including horse-riding, arts and crafts, camping, creative
writing, canoeing, fishing, pottery, drama, music and loads
more! Barretstown does not cost the families or children who
attend anything, it is a completely free service.
What if my child needs treatment??
When you are at Barretstown safety comes first!! Barretstown
town has a full medical centre staffed 24 hours a day by
doctors and nurses experienced in paediatric specialities. All
activity areas are carefully designed and are supervised by at
least one cara (Volunteer) for every two children.

What is therapeutic recreation?
Barretstown always revolves around FUN. The Barretstown
programme is based on a model called therapeutic recreation.
What does this mean?? It means children take part in
entertaining, exciting challenges; they experience success in
overcoming these challenges; they reflect on their experiences
and make discoveries about their true potential for confidence,
self-esteem, independence and friendship. Every step in the
process is designed to be fun!!

How do I register my interest?
Each year the Irish Haemophilia Society send out a letter to
families in December to urge members to apply for places for
their child / children or family for the following year. As you
can imagine with such amazing programmes available places
for the camps fill up quickly so it is important to register your
interest as early as possible. Once you have registered your
interest you will need to get a physical information sheet filled
out by your child’s haematologist, this is then returned to
Barretstown and they will contact you to offer you a place at
camp. Children can attend each type of camp – family, sibling
and summer camps up to 3 times, there are however occasions
where children may be eligible to attend more frequently.

Barretstown 2015!!
Following on from the inaugural bleeding disorders camp held
in October 2014, Barretstown are holding another bleeding
disorders camp from October 29th – November 1st 2015 for
children with bleeding disorders aged 7 – 17 years. We are
extremely privileged to be given the opportunity to have a
camp specifically designed for children with bleeding disorders,
we would encourage parents to consider sending their children
to this camp as it is a great opportunity for them to make new
friends in similar situations!
If you have any queries please do not hesitate to contact me
on 01 657 9900 or email me at fiona@haemophilia.ie

Fiona Brennan

Barretstown always
revolves around fun
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Ageing Conference

AGEING CONFERENCE
15th – 17th May 2015, Hotel Kilkenny
PROGRAMME
Saturday May 16th
10am – 11am

Ageing & Treatment Protocols

Speaker:

Dr. Niamh O’Connell, Consultant Haematologist, NCHCD

11am – 11.30am

Working with your GP

Speaker:

Dr. Bill Cuddihy, Kilkenny

11.30am – 12pm
12pm – 1pm

Tea & Coﬀee Break
Preparing for Orthopaedic Surgery

Speaker:

Dr. Amanda Cliﬀord, Physiotherapy Lecturer, University of Limerick

1pm – 2pm
2pm – 3pm

Lunch
Adapting your Home

Speakers:

Mr. Declan Noone & Mr. Michael Davenport

3pm – 3.45pm

Changing Bleeding Patterns

Speaker:

Dr. Kevin Ryan, Consultant Haematologist, NCHCD

3.45pm – 4.15pm
4.15pm – 5.00pm
Speaker:
7pm

Tea & Coﬀee Break
Pain Management
Dr. Kevin Ryan, Consultant Haematologist, NCHCD
Dinner

Sunday May 17th
10.00am – 11.00am

Dealing with Multiple Medications

Speaker:

Ms. Miriam Coghlan, Pharmacist, St. James’s Hospital

11.00am – 11.30am
11.30am – 13.00pm

Tea & Coﬀee Break
Developing an Appropriate Exercise Programme

Speaker:

Mr. Greig Blamey, Consultant Physiotherapist, Canada

13.00pm – 14.00pm

Lunch

10
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Parents Conferene

PARENTS CONFERENCE
Friday 19th – Sunday 21st June 2015
Sheraton Hotel, Athlone
PROGRAMME
Friday 19th June
18.00pm – 19.30pm

Registration

Saturday 20th June
09.30am – 10.00am

Registration

10.00am – 11.30am

New Children’s Hospital

11.30am – 12.00pm

Coﬀee break

12.00pm – 13.00pm

Teenagers Communicating with Health Care Workers

13.00pm – 14.00pm

Lunch

14.00pm – 15.30pm

Steps to Self‐Infusion

15.30pm – 17.00pm

Mothers Group or Fathers Group

7.15pm

Dinner
followed by entertainment for the children

Sunday 21st June
10.00am – 11.00am

Exercise & Sports

11.00am – 11.30am

Coﬀee break

11.30am – 12.45pm

Social Welfare & I.H.S. Support

13.00pm – 14.00pm

Lunch and depart
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Cubs Club
Welcome to
another edition of
our Cubs Club!!
My name is Brian, I’m 7 years old and
I love to play outside with my
friends. My parents and my doctor
always tell me I need to
take my factor
and be extra
careful when
I am playing
sports at home
and at school.
Sometimes I am
not sure what
games I should
play in case I
hurt myself and
get a bleed.
Can you help
me decide
which
games are
good and
which
games I might
get hurt playing??
Can you think of
any other games?

Can you join the dots
to find out what
is in the picture??

Games
Rounders
Football
Tag
Hurling
Running
Swimming
Cycling
Golf
12
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Kidlink Group

Welcome to the
Kidlink page!!
This issue we are talking about going to see your haematologist and why it’s important
for you to learn a little bit about your bleeding disorder!
When you go to see the doctor about your bleeding disorder do you understand what
the doctor says?? The doctor and your parents have to speak together about your
treatment and ways to look after you, but you should also know some important
things too!

a
auses
What c ?
bleed

es
do o
t
a
d
Wh ctor dy?
fa y bo
m
in

Why is
my
coming port
out?

Why
d
to l o I nee
e
self arn to d
-inf
use
?

Your doctor will be super happy to explain anything to you that you don’t understand! So
maybe the next time you are going to see your haematologist you could ask her some
questions.

Can you think of 3 questions you might ask??

ack of cards.
p
a
e
k
li
l
e
fe
I
Doctor, Doctor,
ou later!
I'll deal with y

Where

does a

boat go
To the d when it's sick
?
ock!

Doctor, Doctor, people keep throwing me in the bin.
Don't talk rubbish!
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Dates for your Diary 2015

MAY
Ageing Conference
Friday 15th – Sunday 17th May
Hotel Kilkenny

Laughter Lounge Fundraiser
Thursday 28th May

JUNE
Mini Marathon
Monday 1st June

Parents Conference
Friday 19th – Friday 21st June
Sheraton Hotel, Athlone

SEPTEMBER
HCV/HIV Conference
Saturday 26th & Sunday 27th September
Kingsley Hotel, Cork

OCTOBER
Members Conference
Friday 16th – Sunday 18th October
Heritage Hotel, Portlaoise

Barretstown Camp
Friday 30th October to Sunday 1st November

NOVEMBER
PEP Conference
Friday 20th – Sunday 22nd November
Clarion, Liﬀey Valley

14
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Noticeboard

Executive Board

New Staﬀ

T

he Executive Board of the Irish Haemophilia Society
consists of eight volunteers who are members of the
Society. The Executive Board is elected on an annual
basis by the members at the Annual General Meeting and
Conference. The board meet on a monthly basis in the
Society headquarters with the Chief Executive and
Administrator to set the policy and oversee the operation of
the Society.
There have been some recent changes to the board at the
AGM with three board members stepping down. We would
like to thank Mary Hanney, Eoin Moriarty and Brian
O’Riordan for all their hard work over the last number of
years. In late 2014 Mary-Clare Delaney joined the board, and
at the AGM in March, Barbara Wynne and David Curtin were
elected onto the board. At the April board meeting the
following officers were elected for the year 2015-2016: Traci
Marshall-Dowling was re-elected as Chairperson, Sarah
Gilgunn was elected Vice Chairperson, Gerard O'Reilly was
re-elected Treasurer and Barbara Wynne was elected
Secretary. We want to wish the new Board all the best for the
new term.

T

he newest member of staff, Leah
Cawley joined the IHS in
February 2015. Some of you will
have met Leah at the AGM in Athlone.
Leah has a BA in Community
Development and has a passion for
Health Promotion and advocacy.
Previous work experiences include
communications,
social
media,
administration, and group facilitation.
Leah is responsible for general office
administration, and is also involved in
event management, social media,
publications and website development.

Leah Cawley

Mary Clare Delaney

New Chief Oﬃcer for National
Haemophilia Council

G

David Curtin

Barbara Wynne

Magazine of the Irish Haemophilia Society

ráinne Leach joined the
National Haemophilia Council
on the 1st September, 2014.
Gráinne is the Chief Officer for the
National Haemophilia Council (NHC).
She oversees the day to day running of
the NHC office including the
organisation of council meetings,
information days, regional meetings
and conferences, event management,
website and NHC publications. She
also represents the NHC at various
Comprehensive Care Centre Team
Meetings. Gráinne’s hobbies include
walking, tennis, golf, dancing, touch
rugby, theatre and cinema. She has a
keen interest in all sports especially
gaelic football and rugby. We wish
Gráinne the very best of luck in her
new role.

Gråinne Leach
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AGM Report

I

began work with the Irish Haemophilia Society on 9th
February 2015 and all the staff were really, really
welcoming and extremely patient!!! I have to mention that
I had no previous knowledge of haemophilia. I had never even
heard of it until I applied for the job. Everybody’s focus and
attention in the office was on the upcoming Annual General
Meeting so after my initiation I was quickly introduce to the
printer and photocopier with which I formed a strong bond over
the coming weeks.
The couple of weeks before the AGM were hectic and the
shredder was another piece of office equipment I was chained
to!! It took me a while to get the knack of the phone so for any
members that I accidentally transferred to China, other places
or just completely cut off I’m very sorry. It is safe to call the
office now! A few of the volunteers had popped in over the
weeks prior to it so I got to know a few faces.
The days coming up to the AGM boxes were pulled out of rooms
I didn’t even know were in the office!! Arts and crafts, games
and quizzes for the children were organised, first aid boxes
were refilled and immense amounts of tea, coffee and junk food
were consumed. Both adults and children’s programmes,

reports, minutes, notice boards, member’s packs and hotel
arrangements were finalised and there was steam coming out
of the phones.
Friday 6th March had finally arrived and it was Nina’s birthday!
Everything was packed and ready to go when the bus arrived
and for an hour in the morning you could hear a pin drop as
everybody was consumed in their computer screen doing final
checks and making sure nothing and nobody was forgotten
about! Some of the volunteers were travelling to Athlone with
us so they sang happy birthday to Nina with us, had some cake,
loaded the bus and off we went. After a quick lunch it was all
hands on deck to set up for registration that evening.
There was a very specific method to packing everything up for
the AGM and I could see why. Everything that was needed and
at the right time it was needed was to hand. Blue notice boards,
pull up stands, registration forms and publications were all set
up and it was up to our rooms to get ready.
I was a little bit nervous because I didn’t know any of the
members but obviously I stuck out like a sore thumb because
everybody else knew each other really well so people were able

Afternoon symposium on the new Children’s Hospital
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Chairperson presenting Carly
Wright with her educational
grant

Open Forum with Haemophilia Treatment Centres which all
provoked questions, stories and opinions from the delegates,
along with some members experiences of shortfalls in the
service which needs improvements.
After this everyone went to their rooms to get ready for the
Gala dinner that night. The dinner was great, and it was lovely
to see people receive the educational awards, but most of all it
was lovely to see Rosemary Daly receiving her award for all the
compassionate and warm-hearted care and support she
provided to the members at an extremely difficult time. After
the awards the band started and a few line dancers with serious
moves took over the dancefloor and I assumed this was the
start of the party!

Treasurer presenting Sarah
Gilgunn with her educational
grant

Sunday morning came fast and fierce and it was back into work
mode again with sign in sheets being organised for the
sessions, speakers being welcomed and directed to their
relevant rooms. I got to sit in on a few of the talks which I found
really informative including the women’s session that Dr.
Niamh O’Connell spoke at, the twinning update that Dr. Khanh
gave to members, a session on von Willebrand Disease that
Eadaoin O’Shea spoke at, and the new strategic plan for the
organisation for 2015-2018. I have to say however, my favourite
part was I got to sit in on the kid’s programmes. These were
very entertaining. All the kids were in flying form and had a
great time playing musical statues etc. I had to get stuck in with
a few games in the Youth Group too. These were a very
imaginative and a little crazy to say the least but great fun. It
was also good to be able to meet the volunteers who take such

to pick me as the odd one out and they introduced themselves
to me which was good. People slowly arrived all day but it all
kicked off at 6.30pm and members were meandering in to
register. The Clonmacnoise Suite was extremely busy with
parents registering excited children for their programmes on
Saturday morning. Children meeting friends they knew from
I.H.S events over the years and older people ambling around
to chat to other members they know so well. I had a few
interesting chats with some colourful characters. At that stage
I began to relax a little bit when I realised that everyone was
very welcoming and there was no need to be
petrified at all. Next morning after a super
Rosemary Daly receiving her award
breakie it was all hands on deck to get
for outstanding contribution to
everything ready for latecomer’s who still
haemophilia care in Ireland
had to register; moreover all the I.T
equipment had to be set up and tested with
the presentations. Members rambled in and
took their seats. I got to meet and have a
quick chat with a few more members and
then we were pretty much ready to start.
Everyone seemed to have a good grip of
their voting cards even though many were
not quite sure if there would be a vote;
furthermore many wondered what the vote
would be on. The Secretary’s, Treasurer’s and
Chairperson’s reports were really interesting
Chairperson presenting Jackie
to listen to especially the Chairperson’s
Wright who won the fundraising
report which engaged the members in a very
draw
interesting way.
After lunch it was the Symposium which was another thought
provoking and engaging session. With interesting talks from
Brian O’Mahony on the Future of Haemophilia Care, the new
National Children’s Hospital from Ms. Eilish Hardiman and the
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good care of the children for the weekend and really look after
them and try to make their weekend as fun and enjoyable as
possible. To be honest they looked like they were having just
as much fun as the kids. Then it was lunch again.
Time to pack up the bus and go. We were all on the bus driving
off down the avenue with people waving at us (who we were
waving back to) and the porter running after the bus with his
trolley full of boxes that we thought he had already put on in
the luggage hold!!
The Irish Haemophilia Society’s AGM was definitely an
experience…………………but a good one.
Leah Cawley

Haemophilia Nurse Specialist Eadaoin O’Shea on Sunday morning

The Chairperson’s report at the Annual General Meeting
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AGM 2015 Gallery

Creche, Cubs, Kidlink and Young Adults at the recent AGM
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Twinning Report
Twinning update
– December 2014

B

ack in December 2014 my visit to Vietnam started in Ho
Chi Minh City with a visit to two men with severe
haemophilia in their homes. Tuan Anh is 25 years of age
and he has a 21 year old brother who is studying IT at
University. His brother uses crutches due to a very disabled leg
and goes to college by motorbike which apparently he can just
about manage. He has a damaged left knee which gives him a
lot of pain and bleeds frequently. The family run a small shop
selling T- Shirts. Their home is nice by Vietnamese standards
and has an upstairs. He has to live downstairs as he cannot
manage the steep stairs.
Next we visited Mr. Vuong who is 29 years of age who has
severe haemophilia. He has a longstanding haematoma in his
right thigh which has led to muscle damage. His right elbow
has bleed constantly for past 5 months, and he was in a sling.
He is an analytical chemist but may have to give up work as he
cannot write. His sister drops him to the company bus by
motorbike and then collects him. He is from a province 100
kilometres away from Ho Chi Minh City. He moved to Ho Chi
Minh City to work and be near the hospital. His sister moved
also to look after him.
The following morning there were workshops organised in
hospital for volunteers. These were attended by about 20
people with haemophilia, parents and volunteers. Translation
was by a mother of a 5 year old and by a young man. Currently
they do some publications, some medical information meetings
and some hospital visits. They were interested in doing a
conference similar to the I.H.S. I suggested that they look at
this for 2016 after setting some achievable actions for 2015 and
deciding on the volunteer and funding requirements. If this is
the plan, we can certainly help with the organisation of
conference. There were lots of discussion about factor and
options and also lot of questions about future and longer
acting factor.
That afternoon I took a flight to Hanoi after a productive few
days in Ho Chi Minh City.
The following morning I met Professor Tri for breakfast at 6am
and we then drove to the institute and then to the city of Hung

Yen to visit the Chapter there. We were also to look at some
prospects for the employment project. We visited a small
factory which makes wooden furniture and wooden religious
carvings for temples. The latter are lighter work and more
suitable for people with haemophilia. The owner Mr. Ching has
haemophilia. He employs two men who do not have
haemophilia but he is training some people with haemophilia.
The whole village works as a sort of commune so there is also
training there (at the wood factory) on how to cut hair, repair
phones and electrical work. The training is free and already one
person with haemophilia has been trained to cut hair and two
in phone repair. Professor Tri is keen on this group approach,
which seems to be working well.
We then visited a family with two sons with haemophilia. Their
father was in the army during the war and was then a coal
miner. He died in 2007. Two months later, his older son with
haemophilia died leaving a pregnant wife. Surviving son Nhien,
who is aged 30 has haemophilia A. The family have 15 pairs of
pigeons (bought for them by the Chapter) and need a further
25 for a viable income. They also mentioned they would like to
buy a cow. Last year they had 100 chickens but they all got a
disease and died.
We then met a large group of chapter members. There are 55
people with haemophilia in Hung Yen. They meet monthly and
have 10 board members. Their leader Mr. Hau is very active.
Seventy percent of people with haemophilia in Hung Yen are
unemployed.
We had a broad discussion about the employment project and
about treatment. Professor Tri talked about trying to get much
lower co-payment for all blood diseases. (Currently, people with
haemophilia have to pay 20% of the cost of their factor
treatment.) He also spoke about the need to start home
treatment which will require advocacy with the insurance
companies.
I met with Dr. Mai the following morning and we had a lengthy
meeting to plan activities and discuss same before the board
meeting the following day, as they also wanted to look at my
suggestions for their 2015 action plan.

Images from Hanoi and Ho Chi Minh City during my twinning visit
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As previously reported treatment protocols have been
approved by the Ministry for Health which include protocols for
diagnosis, home treatment, low dose prophylaxis for those
under 15 years and comprehensive care. The next step is to
work with the insurance companies to allow home treatment.
Currently only doctors and nurses are allowed to give IV
injections.
They are in the process of producing three publications which
are based on I.H.S. publications which are dental care, genetics
and von Willebrands and they plan for their first newsletter to
be published in February 2015.
The home adaption project is being rolled out in Hanoi, Ho Chi
Minh, Hai Phong and Hung Yen with the basic provisions being
crutches, wheelchairs, handrails and chairs for over toilets.
Many people with haemophilia do not like to appear disabled
so walk on bleeding joints instead of using crutches.
In relation to the employment project, a pilot group project is
planned and if this works we could examine future options.
As most people now learn English at school they now feel that
the proposed English classes project may not work, and are not
required as a priority. Also people would have to travel too far
and they are worried about attendance.
We also discussed an action plan for 2015 which include:
• Agreed publications
• Employment project rollout
• To send representatives to our AGM
• Preparation work for GAP (Global Alliance Project)
• Training in Ho Chi Ming
• A full day workshop in Hanoi with chapter leaders and
meeting with Executive Board
• Advocacy work on lowering co-payment
On Friday we had a meeting with the executive board which
lasted 3 hours. Dr Mai gave an overview of the results of our
twinning programme for last 4 years, which was impressive
when put together. They credit the programme with:
• Giving them impetus for a new and better governance
structure
• Establishing more chapters and groups
• Establishing peer groups
• Teaching them about planning and persevering with plans

Professor Tri and Brian O’Mahony signing
the home adaption project agreement
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•
•
•

Teaching them how to obtain funding
Importance of working also outside Hanoi
Need to develop as a real national organisation as
opposed to primarily Hanoi based activities
• Recruiting and using volunteers
We then spoke about the GAP project and I outlined in detail
to the board the advantages to Vietnamese Haemophilia
Association (VHA) if they are selected for GAP. The VHA Action
Plan for 2015 was then presented. Several of our suggestions
are included. We now have to work with them on timing and
our joint actions for 2015. Following this, the home adaption
project was formally signed by Professor Tri and I and this now
goes to the Ministry for Health.
It was time to leave. The hospitality and friendliness was again
evident. My trip was productive, busy and so worthwhile. Until
the next time…..
Brian O’Mahony

Twinning update
– March 2015
At our AGM and conference in March we were delighted to have
Dr. Bach Quoc Khanh and his colleague Dr. Tri travel to Ireland
for our conference. Dr. Khanh is the Vice-President of the
Vietnam Haemophilia Association. They arrived into Dublin
airport on Friday morning, travelled down to Athlone for the
conference, came back to Dublin on Sunday and travelled back
to Vietnam very early on Monday morning. We really
appreciate that they travelled so far for such a short period.
Our colleagues attended a lot of different sessions at the AGM
and seemed very interested in the running of the organisation
and on Sunday morning Dr. Khanh spoke at a session about the
developments of haemophilia care in Vietnam over the last
number of years, since our twinning programme commenced.
This session actually scored extremely well in the evaluations
and it seems that members of the I.H.S. are always genuinely
interested in hearing updates from Vietnam.
Debbie Greene

Dr. Khanh and Dr. Tri at the I.H.S. AGM

Workshop in Ho Chi Minh City
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Fundraising

Fundraising: Mini Marathon

Comedy Night in the
‘Laughter Lounge’

T

hey say that laughter is the best medicine and we all
enjoy a good laugh. So why not come along to a
‘Comedy Night’ in the Laugher Lounge on Thursday
28th May 2015. The Laughter Lounge on Eden Quay,
Dublin 1 is a great venue for a night out, the evening will
start with four comedians and will be followed by a late bar
with DJ. The show starts at 8.30pm, but if you arrive
between 7.00 - 7.30pm you will receive a free cocktail.
The evening is a general ‘fundraising’ night and will be
attended by people supporting different charities and
organisations. However, for you to support the I.H.S. all you
need to do is purchase your tickets directly from us here
in the office. Tickets are €25 each and all proceeds from
the sale of the tickets will come to the I.H.S.
A great time is guaranteed, so why not get a few friends
or family together and make a night of it and do your bit
to help fundraise for the I.H.S. at the same time.
Don’t delay, contact Nina on 01-6759900 or email
nina@haemophilie.ie to purchase your tickets.

T

he Flora Women’s Mini Marathon is one of the biggest
fundraising events in Europe and we are asking for
your help again this year to raise funds in aid of the
I.H.S. So ladies if you would like to walk, jog or run the race
this year we would really appreciate your support.
The race is due to take place on Monday 1st June 2015 at
2pm and registrations are open from the 11th February 2015.
The entry fee is €18 and you can register online by logging
onto www.vhiwomensminimarathon.ie or fill out an entry
form printed in the Evening Herald every Wednesday and
Saturday. Places fill up quickly so we advise you to register
as soon as possible. You must register to ensure you have
your race number to allow you to take part on the day and
to receive your well-earned medal.
We would like to remind you this is a FEMALE ONLY event,
the minimum age for walkers, joggers and fast joggers is 14
years and for runners and elite runners is 18 years.
The I.H.S will have a room in Buswells Hotel on the day, so
come along to collect your T-Shirt before the race or it can
be posted out to you in advance. In Buswells we will look
after your belongings while you are taking part in the race,
and then join us after for some refreshments as our way of
saying thank you.
If you would like to take part in aid of the I.H.S., please
contact me on 01-6579900 or email nina@haemophilia.ie to
register your interest or if you have any queries.
Nina Storey

Nina Storey
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Publications

Publications update

Social Media

What do you think of
our publications?

here are lots of new ways to keep up to date with the
I.H.S - did you know that the I.H.S are on Facebook,
Twitter and Google+? This is a really quick and
convenient way to receive current information on upcoming
events, fundraising, services and relevant information. For
information on the various ways to keep in touch with the I.H.S
log onto www.haemophilia.ie

Do you have any
suggestions for new
publications?

T

The I.H.S are now also sending a monthly eZine (electronic
mailshot) to all members on our emailing list with topical
information and news to keep members constantly updated on
the activities of the organisation.
To register your interest in receiving the eZine please contact
Leah on 01 657 9900 or email leah@haemophilia.ie

I

would welcome any feedback or suggestions. Call
me anytime in the office on 01 6579900, or email
me at debbie@haemophilia.ie and don’t forget if
you come across an interesting article or would like to
write something for the magazine, I would be delighted
to hear from you.
This year along with producing our four quarterly
‘Magazines’, ‘Annual Report’ and two ‘Positive News’
magazines, we are also planning to produce a ‘Parents’
publication and a publication for ‘Teenage boys’.
Debbie Greene

Website update
We are in the process of upgrading our website. We will have a new look home page ready for viewing during
the summer months. We will be implementing a new design that will be easy to navigate, so watch this space!
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