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VVEENNUUEE
TThhee CCoouunnttyy AArrmmss HHootteell ,,
BBii rrrr,,
CCoo.. OOffffaallyy..
TTeell:: 005577 99112200779911
EEmmaa ii ll :: iinnffoo@@ccoouunnttyyaarrmmsshhootteell ..ccoomm

AADDUULLTT PPRROOGGRRAAMMMMEE

FFrriiddaayy 1177tthh OOccttoobbeerr
5.30pm - 7.00pm RReeggiissttrraattiioonn

SSaattuurrdd aayy 1188tthh OOccttoobbeerr
10.00am  HHeeaalltthh SSuupppplleemmeennttss 

11.00am II ..HH..SS.. 4400tthh AAnnnniivveerrssaarryy 

11.30am Tea / Coffee Break

12.00pm BBaa rrrreettssttoowwnn GGaanngg CCaammpp

1.00pm LLuunncchh

2.00pm MMEENN:: BBeeiinngg AAccttiivvee

2.00pm WWOOMMEENN:: TTiimmee ffoorr yyoouu

5.30pm - 8.00pm FFaammii llyy TT iimmee

8.00pm DDiinnnneerr ffoolllloowweedd bbyy aa QQuuiizz 

SSuunnddaayy 1199tthh OOccttoobbeerr
10.00am DDeebbaattee:

"Are there limits to my life activities?" 

11.00am OOppeenn FFoorruumm 
Services & Activities of I.H.S.

1.00pm LLuunncchh aanndd ddeeppaarrtt

CCRREECCHHEE
FFOORR YYOOUUNNGGEERR MMEEMMBBEERRSS UUPP TTOO 66 YYEEAARRSS
Our experienced creche supervisors will organise all activities for
the 2 days.
CCrreecchhee OOppeenniinngg HHoouurrss
SSaattuurrdd aayy 9.30am - 5.30pm
SSaattuurrdd aayy 5.30pm - 8.00pm FFAAMMII LLYY  TT IIMMEE
SSuunnddaayy 9.30am - 12.30pm
Parents, please remember to bring a change of clothes for your
child.

KKIIDDLLIINNKK 
FFOORR CCHHIILLDDRREENN 77 TTOO 1111 YYEEAARRSS
FFrriiddaayy 1177tthh OOccttoobbeerr
5.30pm - 7.00pm Registration  

SSaattuurrdd aayy 1188tthh OOccttoobbeerr
10.00am - 5.00pm Little Haven 'Just Having Fun Kids Club'
5.30pm - 8.00pm FFAAMMII LLYY TT IIMMEE

SSuunnddaayy 1199tthh OOccttoobbeerr
10.00am - 12.00pm Little Haven 'Just Having Fun Kids Club'

BBIIRRRR AADDVVEENNTTUURREE CCEENNTTRREE
FFOORR 1122 YYEEAARRSS && OOVV EE RR
FFrriiddaayy 1177tthh OOccttoobbeerr
5.30pm Registration
6.30pm Transfer to Adventure Centre

SSaattuurrdd aayy 1188tthh OOccttoobbeerr
A full day of activities

SSuunnddaayy 1199tthh OOccttoobbeerr
10.00am Return to hotel for debate
[Please note that this group will stay at the Adventure Centre on Friday
and Saturday night]

FFiinnaall AAnnnnoouunncceemmeenntt
MMeemmbbeerrss WWeeeekkeenndd 1177tthh -- 1199tthh OOccttoobbeerr 
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EE xxeeccuuttiivvee BBooaarrdd::
CChhaaiirrppeerrssoonn
MMiicchhaaeell DDaavveennppoorrtt

VViiccee CChhaaiirrppeerrssoonn
TTrraaccii DDoowwll iinngg

SSeeccrreettaarryy
KKeevviinn BBiirrkkeetttt

TTrreeaassuurreerr
GGeerraarrdd OO’’RReeiillllyy

MMiicchhaaeell BBuuttlleerr

PPaattrriicckk DDoowwnneeyy

BBaarrbbaarraa GGuuiill ffooyyllee

BBrriiaann BByyrrnnee

SSttaaff ff ::
CChhiieeff EExxeeccuuttiivvee
BBrriiaann OO’’MMaahhoonnyy

AAddmmiinniissttrraattoorr
MMaarrggaarreett DDuunnnnee

CCoouunnsseelllloorr
AAnnnnee DDuuffffyy

OOffffiiccee TTee aa mm
NNiinnaa SSttoorreeyy

DDeebbbbiiee GGrreeeennee

DDeeccllaann NNoooonnee

NNuuaallaa MMccAAuulleeyy
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CCoo--oorrddiinnaattoorr
AAlliissoonn DDaallyy
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DDeettaaiillss
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22 On page 2 you will find a

Final Announcement in 

relation to our extremely

popular Members Weekend.

So get your booking forms in

quick!

44 -- 55 Chief Executive 

Brian O’Mahony gives updates

on important issues including

the final element of the

Insurance Scheme ‘Travel

Insurance’ which was 

introduced on 25th July 2008.

66 -- 1122 “Thank you all so

much, I felt very at home in 

Dublin”. The Irish

Haemophilia Society proudly

hosted the European

Haemophilia Consortium

Conference in Dublin Castle

from 12th to 14th September.

Find out more about this

prestigious event on pages 6 -

12 including our colourful

photo gallery.

1133 -- 1155 “Do I, or do I not

have children? Fiona Dodson

from the UK writes about

being a carrier, and the impact

this has had on her life.

1166 -- 1177 Take note of

updated contact details for

the Treatment Centres.

1188 Last call for applications

for the Maureen Downey

Memorial Grant and the

Educational Scholarship.

Find our more on page 18.

1199 On page 19 you will find

our Noticeboard including up

to date figures on how much

we have fundraised so far in

relation to the Mini Marathon.

2200-- 2211 Check out our

‘Calendar of Event’s’ for the

rest of the year.

2222 -- 2233 Riddles Corner,

Balls of Energy, Can you....?,

Did you know.....?  Find out

more on our Kidlink Fun

Pages.

Robert Byrne winner of the quiz at last years Member’s Weekend

VVoolluunntteeeerrss
HHeerree ttoo hheellpp!!
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PP rroogg rreessss oonn tthhee CCoommpprreehheennssiivvee
HHaaeemmoopphhii ll iiaa TTrreeaattmmeenntt
CCeennttrreess
Over the course of the past year the

National Haemophilia Council has

worked to identify the priority areas for

the improvement of services at the 3

Comprehensive Haemophilia Treatment

Centres at St. James’s Hospital, Dublin,

Our Lady’s Children’s Hospital, Crumlin,

and Cork University Hospital (CUH). In

identifying these priorities the Council

were assisted by the reports of the inde-

pendent audit of the Treatment Centres,

which were carried out in late 2006.

These audits and the subsequent work of

the Council identified improvements that

were required in the service at all 3 cen-

tres. In Cork University Hospital there

was a requirement for a Lead Consultant

to lead the haemophilia service, addition-

al Laboratory Scientist, part-time com-

mitment of a Specific Physiotherapist,

Social Worker & Dentist for the

haemophilia service and infrastructure

for an Out-Patient’s clinic.

In Our Lady’s Children’s Hospital,

Crumlin, there was a requirement for an

additional Consultant Haematologist

who will be the leader of the haemophil-

ia service.There was also a requirement

for an additional Nurse Specialist. In St.

James’s Hospital in Dublin there was a

requirement for a specific In-Patient unit

to deal with haemophilia and hepatology.

This In-Patient unit was discussed with

the Minister for Health & Children last

year and the Minister gave a commitment

to this unit at the Irish Haemophilia

Society’s AGM in March of this year.

In July, Professor John Bonnar, Chair of

the National Haemophilia Council, Dr.

Barry White, Director of the NCHCD,

and myself, met with senior officials from

the HSE, and with the Head of the

National Hospitals Office. In the same

week we met with the Minister for

Health & Children, Mary Harney. As a

result of these meetings a number of spe-

cific steps are now being taken to rectify

the deficiencies in the haemophilia serv-

ice. A new Consultant Haematologist will

be appointed in Our Lady’s Children’s

Hospital, Crumlin. This post has already

been advertised. An additional Clinical

Nurse Specialist has already been

appointed in Crumlin in the past month.

In Cork University Hospital the new

Consultant Haematologist post will

shortly be advertised. The provision of a

modular Haemophilia Treatment Centre

for Cork University Hospital is under

active consideration by the HSE Capital

Steering Committee. An additional

Laboratory Scientist has been appointed.

Work is on going with Cork University

Hospital to look at the best way to pro-

vide the Physiotherapy, Social Work and

Dental Services required. Following our 

meetings in July the proposed In-Patient

unit in St. James’s Hospital for the treat-

ment of persons with haemophilia has

been moved up the priority list for HSE

capital spending.The design stage for this

unit has now been completed and the

unit is currently at the planning permis-

sion stage. We expect the building of this

unit to begin in the coming months with

a completion date of 2010.

Further external audits will take place at

the 3 Treatment Centres in late

September. The audit team will consist of

a team of 3 individuals from abroad, a

Haematologist and a Clinical Nurse

Specialist from the UK and a person with

haemophilia from Canada. The person

with haemophilia is Mr. David Page, Chief

Executive of the Canadian Haemophilia

Society. He has been nominated on to

the audit team by the Irish Haemophilia

Society. External peer reviewed audits of

the Treatment Centres are an invaluable

tool in looking at the haemophilia service

provided, identifying deficiencies in the

service and helping to ensure that these

deficiencies are dealt with in a timely

manner.

TTrraavveell IInnssuurraannccee
The Insurance Scheme for persons with

haemophilia with HIV and/or Hepatitis C

has been in operation since September

2007. The final element of this Scheme

‘Travel Insurance’, was introduced on the

25th of July 2008. Letters were sent to all

Health Amendment Act ( HAA ) card-

holders by the HSE at that time. It has

always been difficult for persons with

haemophilia to obtain Travel Insurance

and more particularly for persons with

haemophilia who have Hepatitis C and

/or HIV.

MMeessssaaggee ffrroomm tthhee CChhiieeff EExxeeccuuttiivvee

BBrriiaann OO’’MMaahhoonnyy
CChhiieeff EExxeeccuuttiivvee
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Annual Travel Insurance policies such as

that provided by the Voluntary Health

Insurance board were available only to

existing VHI insurance holders. We are

very pleased that this Travel Insurance is

now available. The Travel Insurance

scheme is called the Emerald Travel

Insurance Scheme. Persons with

haemophilia may purchase individual

annual Travel Insurance, Travel Insurance

for a couple or Travel Insurance for their

family. The cost of individual Travel

Insurance for the year is €67.50 or €135

for a couple or family. The Travel

Insurance Scheme gives €5million of

cover for medical expenses, €2million

for personal liability, €7,500 for cancella-

tion or curtailment and €1,500 cover for

baggage. Members who are eligible for

Travel Insurance under the Scheme and

who wish to access the Scheme should

phone 0818 200 113. Additional informa-

tion can be obtained from the Insurance

Scheme Administrator on 1850 211 570.

This Scheme will be of great benefit, I

believe, for members if they are travelling

personally or with their families and per-

haps taking a vacation to a country

where they actually get a summer!

IInnssuurraannccee SScchheemmee OOppeenn PPeerriioodd
EEnnddss
By the time you will have received this

newsletter the initial opening period (the

first year) of the Insurance Scheme will

have been completed. The initial opening

period ran from the inception of the

Scheme on September 12th, 2007 to

September 11th, 2008. Maximum cover

with no waiting period was available for

members in the initial open period for

Life Insurance and to this end we have

worked extremely hard during the

course of the year to ensure that all

members who are eligible for Life

Insurance and Mortgage Insurance under

the Scheme were aware of the Scheme,

were aware of the initial open period and

had fully considered participation in this

Scheme. By the beginning of September,

of the 2,000 persons who were eligible to

take out insurance under the Scheme

only 174 had availed of Life Insurance, 6

had availed of Mortgage Insurance and 2

had availed of equity release.

The overall participation rate for Life

Insurance therefore was less than 10%.

The Society was more successful in edu-

cating people with haemophilia about the

Scheme and encouraging participation in

the Scheme. This is demonstrated by the

fact that approximately 60 persons with

haemophilia out of a total eligible number

of 140 had availed of Life Insurance.

Therefore the participation rate by peo-

ple with haemophilia in the Life Insurance

Scheme to date has been 43% compared

to less than 7% for the members of the

other organisations whose members

with Hepatitis C were eligible for inclu-

sion in this Scheme. Interestingly to date

the majority of policies taken out under

the Scheme have been categorised as

uninsurable by the Insurance Company.

More than 80% of the individuals who

have taken out Life Insurance under the

Scheme have been categorised as unin-

surable. This still means that they get the

insurance at the same premium but it

means that essentially the insurance risk

is taken by the Government and not by

the insurance company. Just under 20%

of those who have taken out insurance

have been categorised as Category 1

which means that they are insured with a

loading and the loading, or additional pre-

mium, is paid by the government.

Whereas the first year of the Scheme has

now passed and the initial open period

has passed it is still important for those

who have not yet taken out Life

Insurance to consider doing so. It is

worth remembering that for those who

have taken out Life Insurance, they always

have the option to ‘Topping Up’ their

policies to the maximum amount allow-

able under the scheme.

EEuurrooppeeaann HHaaeemmoopphhii ll iiaa
CCoonnssoorrttiiuumm CCoonnffeerreennccee
The Annual Conference of the European

Haemophilia Consortium (EHC) took

place in Dublin from 12th to 14th

September. The conference was organ-

ised by the Irish Haemophilia Society.

The EHC is the representative body,

which brings together the Haemophilia

Societies in 44 European countries. As

such its remit is not just EU countries but

Council of Europe countries, candidate

EU countries and all the European coun-

tries who are not members of the EU

including Russia and the Commonwealth

of Independent States countries. Some

240 delegates attended the conference.

The delegates included the leaders of

Haemophilia Societies, Doctors,

Scientists and Industry. The topics dis-

cussed at the conference and at the sym-

posia  tended to reflect wider European

issues. These included a debate on

whether or not there was a requirement

for ‘European Standards Of Care’ and

lectures on ‘Setting National Treatment

Goals and Standards’ and on ‘The Science

of Reproduction and Haemophilia’.

Among the speakers at a symposium on

‘Patient Migration in the EU’ was

Proinsias De Rossa, MEP. and Dr. Barry

White informed delegates about the

‘Irish System of Haemophilia Care’.

Following our work in  organising the

conference over the past year we were

delighted to see such a large number of

delegates registering. A full report from

Kevin Birkett on the conference can be

found on pages 6 - 10 of the magazine.

BBrriiaann OO’’MMaahhoonnyy
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In 2008 Ireland voted ‘No’ to the

Lisbon Treaty, but prior to this the

Irish Haemophilia Society voted ‘Yes’

to hosting the European Haemophilia

Consortium Conference in Dublin in

2008. Two years of work came to fruition

from 12th - 14th September in Dublin

Castle.

Situated in the heart of the capital, Dublin

Castle has played a pivotal role in Irish life

over the centuries. Formerly the home of

the Irish Parliament and later the seat of

British rule, today the Castle is synony-

mous with inquiries into wrongdoing by

politicians.The castle though has another

side. Largely overlooked by the media

and public it has become home to a mul-

titude of cultural events, exhibitions and

conferences. Built to host Ireland's

Presidencies of the European Union, on

the weekend of September 12th the

Castle’s unique conference facilities

played host to yet another prestigious

event; the Annual Conference of the

European Haemophilia Consortium.

Opening the Conference in the absence

of the Minister for Health, I.H.S. CEO

Brian O’Mahony gave the guests a brief

history of the Castle before recalling the

very first meeting of the EHC.As he later

elaborated, his abiding memory of that

first meeting in the Netherlands was of

the 40 or so dedicated individuals who

had come together to facilitate consulta-

tion, discussion and the dissemination of

information on important issues related

to bleeding disorders among European

haemophilia organisations. Since that first

meeting in 1989 the EHC has grown to

encompass 43 member countries, who

together, bring a wealth of experience to

the organisation. Not only has the EHC

grown but so too has its remit.Today its

ongoing campaigns seek; to improve diag-

nostic and treatment facilities, ensure

adequate supply of safe factor concen-

trates, promote patients’ rights, raise eth-

ical issues, stimulate research in all fields

EE..HH..CC.. CCoonnffeerreennccee 1122tthh -- 1144tthh SSeepptteemmbbeerr 22000088
DDuubblliinn CCaassttllee

BBrriiaann OO’’MMaahhoonnyy ooffffiicciiaallllyy ooppeenniinngg tthhee CCoonnffeerreennccee iinn 
DDuubblliinn CCaassttllee,, SSttaattee AAppaarrttmmeennttss
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related to haemophilia, and influence

developments in European Health Policy.

Naturally such a wide ranging remit

places tremendous pressure on what is

essentially a voluntary organisation. One

of the first to recognise this was the late

Hubert Hartl who oversaw the establish-

ment of the EHC as a legal entity in

Belgium and who was instrumental in

appointing the leading European corpo-

rate affairs consultancy, Interel, to pro-

mote the EHC and its policies at EU level.

Much was achieved by Hubert during his

time as EHC President and, as his col-

league Gabriela Boehm said, “Hubert’s

death has left a hole in the whole com-

munity both in Austria and in Europe.”

His lifetime of work on behalf of people

with bleeding disorders has left a huge

legacy; a solid foundation on which the

EHC can grow and prosper. Dublin saw

the first bricks placed on that foundation

when the Business Meeting adopted the

EHC Strategic Plan.

During the early part of 2008 the EHC

Steering Committee met on a number of

occasions to formulate a Strategic Plan to

take the organisation to the next level in

the services it offers its members. The

work of developing the Strategic Plan was

lead by Brian O’Mahony who is a mem-

ber of the Steering Group. At the confer-

ence Brian outlined the Strategic Plan and

it was approved by the General Assembly

at the conference. Key goals for the

future of the EHC are; to have effective,

high quality representation on external

bodies, that it is viable, well-financed and

organised, that its views are considered

at EU and Council of Europe level, that

communication, information exchange

and collaboration with its members and

other stakeholders is optimised, and that

it continues to support and assist its

members’ advocacy efforts nationally.

That such an ambitious and imaginative

plan can be drawn up by a voluntary

organisation illustrates the extra-ordi-

nary abilities of many within our commu-

nity. Just seven strong, the EHC Steering

Committee has taken it upon itself to

ensure that the aims of the Strategic Plan

are realised, although given the plan’s

scope, they are sure to need assistance

from member organisations. The key

changes the plan envisages over the com-

ing years include; consultation and repre-

sentation at EU level; and the establish-

ment of a permanently staffed EHC office

in Brussels.

The establishment of an office in Brussels

will enable the EHC to maintain a consis-

tently high, professional service to its

members and to interact effectively with

regulatory bodies regardless of personnel

changes within the Steering Committee.

But such continuity only comes at a

price. The policy on financial support

from commercial companies adopted

during the Business Meeting will assist in

meeting that cost.The policy clearly lays

out the principles on which the EHC will

establish a relationship with the pharma-

ceutical industry.The principles allow for

the full independence of the EHC in

deciding how to spend funding.

The Strategic Plan also envisages further

development in the relationship between

the EHC and the World Federation of

Hemophilia. As President of the WFH

Mark Skinner is an ex-officio member of

the EHC Steering Committee. Speaking

later he praised the work of the EHC and

the lessons it’s work has for other

regions of the world.

“The relationship between our two

organisations has continued to improve

over the last couple of years. I continue

to see it improving. The European

Haemophilia Consortium has really

matured & evolved in the last couple of

years to become a very professional,

dynamic organisation with a clear vision.

The role that the EHC now plays in rep-

resenting haemophilia organisations not

just within the EU but across Europe and

providing that voice to the European

Union is going to be fundamentally

important in helping to set the course for

8
AAnnnnee DDuuffffyy,, UU wwee SScchhlleennkkrriicchh && 
CCaatthheerriinnee HHuuddoonn pprraaccttiissiinngg 
oonn tthhee BBooddhhrraann
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care within the EU, but also across

Europe and providing an example that

can be used globally. We are going to

learn a lot of lessons in Europe that will

be transportable to the non EU countries

as well as other regions of the world.”

An initiative that particularly impressed

Mark was the ‘European Principles of

Haemophilia Care’ proposed by the

European Association for Haemophilia

and Allied Disorders (EAHAD) with

input from the

EHC. Steering

C o m m i t t e e

member Dr.

G a b r i e l e

Calizzani briefly

outlined the prin-

ciples while

E A H A D

President Prof.

C h r i s t o p h e r

Ludlam was on

hand during the

afternoon ses-

sion to expand

on them.

The objective

behind the prin-

ciples was; to

establish a

benchmark for

haemophilia care, encourage improve-

ments in countries where care is current-

ly suboptimal, preserve and improve the

level of care so far achieved in developed

countries, and to act as a public relations

& advocacy tool for haemophilia care

issues with key stakeholders. Essentially

there are ten principles covering all

aspects of treatment.

• In each country there should be

a central organisation for haemophilia

care supported by centres operating at

the local level.These organisations should

be responsible for accurate record keep-

ing and the effective administration of

haemophilia care.

• Each country should have a

National Haemophilia Patient Registry

administered by the central haemophilia

organisations.

• Comprehensive Care Centres

and Haemophilia Treatment Centres

should be established to ensure that peo-

ple with haemophilia have access to the

full range of clinical specialties and appro-

priate laboratory services.

• Clinicians and patient represen-

tatives should be part of national and/or

regional haemophilia care decision mak-

ing in partnership with Ministries of

Health and Social Affairs, as well as those

organisations that deliver haemophilia

care via a formal 

mechanism such as a National

Haemophilia Co-ordinating Group.

• People with haemophilia need

to have access to safe and effective treat-

ment at optimum levels.

• Home treatment and home

delivery should be available in each coun-

try to facilitate immediate and effective

treatment.

• Prophylaxis treatment should be

available to people with haemophilia.

• People with

haemophilia need

access to a num-

ber of co-ordinat-

ed services to

ensure that their

particular needs

are met. In critical

situations, people

with haemophilia

need immediate

access to treat-

ment as well as to

skilled care

through Accident

& Emergency

departments and

to the range of

s p e c i a l i s t s

required to ensure

their safety.

• People with haemophilia who

develop “inhibitors” need to have imme-

diate access to optimum treatments.

Where appropriate, immune tolerance

induction therapy (ITI) and the manage-

ment of bleeding should be administered

by clinicians, with the necessary expert-

ise, in hospitals with appropriate clinical

and laboratory resources.

• There should be ongoing

recruitment and education of physicians

in the area of thrombosis and haemosta-

sis to secure high quality care. Further

DDrr.. PPaauull GGiiaannggrraannddee && AAdd VVeellddhhuuiizzeenn,, PP rreessiiddeenntt ooff tthhee EEHHCC 
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research into haemophilia is also

required, with priority areas for investiga-

tion being modified Factor VIII and IX

agents with longer half-life, less immuno-

genicity, new administration techniques,

better understanding and prevention of

the development of inhibitors and gene

therapy.

These principles will be launched during a

EHC/EAHAD sponsored meeting at the

E u r o p e a n

Parliament in

January 2009.

W h i l e

E u r o p e a n

treaties explicit-

ly commit the

E u r o p e a n

Union to fully

r e s p e c t

Member States’

responsibilities

for the organi-

sation and

delivery of

health services

and medical

care, the EU is

e x h i b i t i n g

increasing inter-

est in health

matters, espe-

cially in the area of patient mobility and

migration. Prof. Wolfgang Schramm,

Director of the Haemophilia Centre in

Munich, outlined the current situation.

“At present EU citizens are free to seek

health care in other member states, as

ruled by several cases of the European

Court of Justice (ECJ). Treatment costs

are reimbursed by their home country

but only up to the amount covered by

the home country’s health care system,

the difference has to be covered by the

patient. There is a requirement that

national authorities have to provide

information to patients, who seek cross-

border treatment.” 

It is unsatisfactory that current practice

is based on rulings of the ECJ and not

regulation. The European Parliament

recognises this and has requested that

the Commission come forward with pro-

posals. In July the Commission responded

to Parliament’s demands and came for-

ward with a proposal for a Directive on

’The Application of Patients' Rights in

Cross-border Healthcare.’ Proinsias De

Rossa MEP outlined the proposal.

“The first aim of the proposal is to help

European citizens use their rights to gain

access to healthcare in another EU coun-

try, if that is the best option for them. In

practise the Commission is proposing

that if a treatment is provided under a

national healthcare system, patients will

be able to receive such treatment in

another Member State, without prior

authorisation, and be reimbursed at

home up to the level of reimbursement

provided domestically. However, if an

unpredictable surge of cross-border

healthcare risks becoming a serious

problem, Member States would be able

to put in place a system of prior authori-

sation for hospital care. Patients would

be guaranteed fair and quick procedures,

including for the reimbursement of costs,

and would have easier access to informa-

tion, in particular through ‘national con-

tact points’".

It is not certain

when this proposal

will become a direc-

tive or even

whether it will sur-

vive in its present

form but it can only

be hoped that it is

fast-tracked. Apart

from the presenta-

tions on the

EAHAD principles

and patient mobility

there were a num-

ber of other semi-

nars. Dr. Paul

Giangrande and Dr.

Flora Peyvandi gave

very informative

talks on

‘Reproduction and

Haemophilia’ while

Dr. Barry White outlined the ‘Irish Model

of Haemophilia care’.The pharmaceutical

industry played its part in a very full

weekend programme, by sponsoring sym-

posia on:

‘Our Immune System & Inhibitors – How

can their interactions help us?’

(Octapharma), ‘Evolution of Factor

Manufacture:The Past, Present & Future’,

(Wyeth), a very interesting debate on

‘Disparities of access to haemophilia care

& treatment – are European standards

the answer?’ (Baxter) which included our

PP rrooiinnssiiaass DDee RRoossssaa,, MMEEPP wwhhoo ssppookkee aatt tthhee EEHHCC ccoonnffeerreennccee
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very own Declan Noone, as a speaker,

and ‘Haemophilia Treatment: Present &

Future Challenges’ (Bayer).

Over 240 delegates representing

haemophilia associations, clinicians and

the pharmaceutical industry attended the

conference with many participating in

lively discussion and debate.

All in all the conference was a huge suc-

cess thanks largely to the work of the

I.H.S. staff and volunteers. We had 8

young teenage volunteers who assisted

delegates with clearfulness and enthusi-

asm. The success was also due to the

professionalism of conference organiser

Paulene Mc Keever and her team. The

contribution of the many speakers and

the industry was also appreciated.

A treatment room was set up by the

N.C.H.C.D.. This was stocked with dona-

tions of factor concentrate, borrowed

crutches, hired wheelchairs, and a treat-

ment table. It was manned by friendly,

professional  and extremely helpful nurs-

ing staff from St. James’s and a physiother-

apist from O.L.C.H.C.. 16 people with

haemophilia received treatment over the

weekend, and the availability of treatment

proved a great addition to maximising

their enjoyment of this excellent confer-

ence.

I think though the final words on EHC

2008 should go to two visitors to Dublin.

“I would like to congratulate you all on

the meeting, and all the people I spoke

with had the same opinion” 

Jane Pittadaki, Greece

“Thank you all so much, I felt very at

home in Dublin”  

Gabriel Lottaz, Switzerland

KKeevviinn BBiirrkkeetttt

For Further information see:

European Haemophilia Consortium

(www.ehc.eu)

World Federation of Hemophilia

(www.wfh.org)

European Association for Haemophilia

and Allied Disorders (EAHAD)

(www.eahad.org)

Photo Gallery - EHC Conference 2008

‘‘HHeerree ttoo hheellpp’’.. EEHHCC VVoolluunntteeeerrss:: SStteepphhaanniiee,, HHaannnnaahh,, SSoorrcchhaa,,
SSaarraahh && EEiilleeeenn ffrroomm MMoouunntt SSaacckkvviillllee SScchhooooll iinn DDuubblliinn 

DDeess,, DDeeccllaann && JJaacckk wwhhoo vvoolluunntteeeerreedd aanndd ddiidd aa ggrreeaatt jjoobb 
hheellppiinngg oouutt oovveerr tthhee wweeeekkeenndd
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PPhhoottoo GGaalllleerryy -- EEHHCC CCoonnffeerreennccee 22000088

DDeeccllaann NNoooonnee ddeebbaattiinngg 
‘‘AArree EEuurrooppeeaann ssttaannddaarrddss tthhee aannsswweerr??’’

TThhee ffaannttaassttiicc bbaanndd wwhhoo eenntteerrttaaiinneedd uuss oonn SSaattuurrdd aayy
nniigghhtt aatt tthhee RRooyyaall HHoossppiittaall,, KKii llmmaaiinnhhaamm

NNiinnaa SSttoorreeyy,, BBrriiaann OO’’MMaahhoonnyy,, NNuuaallaa MMccAAuulleeyy &&
DDeebbbbiiee GGrreeeennee aatt tthhee II..HH..SS.. bbooootthh

PP rrooffeessssoorr JJoohhnn BBoonnnnaarr wwiitthh aa qquueessttiioonn ffoorr DDrr.. FFlloorraa
PPeeyyvvaannddii dduurriinngg hheerr sseessssiioonn oonn RReepprroodduuccttiioonn

SS aayy iitt wwiitthh fflloowweerrss!! BBrriiaann OO’’MMaahhoonnyy mmaakkiinngg aa 
pprreesseennttaattiioonn ttoo MMaarrggaarreett DDuunnnnee

PP rrooffeessssoorr WWooll ffggaanngg SScchhrraammmm,, DDiirreeccttoorr ooff tthhee
HHaaeemmoopphhii ll iiaa CCeennttrree iinn MMuunniicchh
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PPhhoottoo GGaalllleerryy -- EEHHCC CCoonnffeerreennccee 22000088

YYuurrii ZZhhuullyyoovv ffrroomm RRuussssiiaa dduurriinngg tthhee ddeebbaattee oonn
SSaattuurrdd aayy mmoorrnniinngg

DDrr.. FFlloorraa PPeeyyvvaannddii ,, ffrroomm tthhee HHaaeemmoopphhiill iiaa CCeennttrree iinn
MMiillaann,, ttaallkkss aabboouutt RReepprroodduuccttiioonn && HHaaeemmoopphhiill iiaa

DDuubblliinn CCaassttllee SSttaattee AAppaarrttmmeennttssDDeebbbbiiee GGrreeeennee && DDeeccllaann NNoooonnee aatt tthhee II..HH..SS.. bbooootthh
iinn tthhee EExxhhiibbiittiioonn HHaallll

HHeerree ccoommee tthhee ggiirrllss..............
NNuuaallaa,, NNiinnaa,, MMaarrggaarreett && AAnnnnee

DDrr.. BBaa rrrryy WWhhiittee,, DDiirreeccttoorr ooff tthhee NN..CC..HH..CC..DD.. ssppookkee
aabboouutt tthhee IIrriisshh mmooddeell ooff hhaaeemmoopphhiilliiaa ccaarree
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DDoo II,, oorr ddoo II nnoott hhaavvee cchhiillddrreenn??

As a carrier of severe haemophil-

ia living in the developed world

(UK) I know that I am extreme-

ly lucky.Who said the gene is not domi-

nant? As a family we are riddled with

haemophilia. I grew up with it as my

younger brother has it. My sister is a car-

rier and has three haemophilia sons. Our

two older sons now aged 19 and 16 are

affected and our two youngest daughters

21 and 18 are carriers.Only our youngest

son has “escaped”.

One of the great ironies in my life and

which had a major impact on me as a

child and the rest of my family; is that I

had an older brother.Tragically he died at

the age of ten. I was nine, my brother

with haemophilia eight, my sister five.The

irony was that he did not have

haemophilia. He died of septicaemia after

contracting meningitis. This always

seemed so cruel as he was the “healthy”

one. It had been my younger brother 

who had not been expected to live a very 

long life. Not him. He was “fine”. Growing

up it was never suggested that I would

not be able to have children of my own

and it was certainly something I dreamed

of.This was in spite of the dominant part

haemophilia played during my childhood.

Looking back I recall my brother spend-

ing a lot of time in hospital with legs

raised, drips in his arm. Personally, as a

child, I always thought he was rather

lucky being able to miss so much school.

When I was six my father was posted to

Singapore. Due to my brother having

haemophilia we could not go. My mother

went out for a six week visit, but we did-

n’t see our father for eighteen months. I

was lucky that this huge dilemma was

something I did not have to face, but my

sister did. Her husband was offered a fan-

tastic job in America. They searched all

avenues, but as there was no reciprocal

medical agreement with the US and with 

three haemophiliac sons he felt it was

impossible to take the job. I know this

was a major disappointment to them all.

I was diagnosed a carrier of haemophilia

at the age of sixteen. Unfortunately for

my sister, my parents relied on the ‘one in

four genetics theory’ and assumed she

was not.My older brother was clear, I had

tested positive, my younger brother had

haemophilia; so she would be fine.When

she was finally tested at 16 and confirmed

a carrier it was huge shock to her. The

possible implications of being a carrier

were not very clear then. I have always

had heavy periods, but in my teenage

years just assumed that this was normal.

It wasn’t until a few years ago when I had

to have an operation on painful varicose

veins and a cruciate ligament recon-

structed in my knee that I realised the full

significance of my low level of Factor VIII.

DDAVP didn’t work and so I had to have

factor; the same as the boys. Released 
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from hospital, I had to inject myself for

five days at home.

For me I think the main issue of being a

carrier was ‘Do I, or do I not have chil-

dren?’ Growing up I didn’t really give this

much thought and nor did my husband

when I met him. I was lucky that it was

never an issue for him.We did, together,

visit a haemophilia consultant. We were

aware that abortion was available and

that I would be offered a termination.We

decided we could not contemplate the

route; nor was IVF

on the agenda

then. We did not

consider adop-

tion at any stage,

selfishly or other-

wise we wanted

our own children.

But was our

desire to have a

large family in fact

selfish? There was

a fifty fifty chance

our baby was

either going to have

severe haemophilia or be a carrier.Was I

conveniently hiding behind the cloak of

being a Catholic especially as my

Catholicism is somewhat lapsed. I find

abortion abhorrent, but just because I

could not go through with an abortion; I

was possibly subjecting our baby to a life

with haemophilia and all that comes with

that life. Injections, pain, hospitals etc.

I will never forget sitting next to a doc-

tor, at a dinner with friends when I was

just pregnant with our third child, Lottie

and feeling rather lousy. He questioned

me as to why I had not undergone 

Chorion Villus Sampling. He felt that with

one haemophiliac child already I should

take advantage of this latest development

in pre-natal testing in spite of the risks to

a healthy foetus. I felt quite shocked at his

judgement and it is something I have

never forgotten. It certainly led me to

question my conscience. Choice is one of

the advantages of living in the developed

world, but sometimes I wished we did

not have so much. Of course I would

have preferred not to have a child with

haemophilia, but I didn’t feel it my right to

decide, that one baby had the right to life

over another. I didn’t have an amniocen-

tesis with our first four children. With

our fifth it was different. I was classed, at

35, as an ‘older mother’. I had an ultra

sound scan at 18 weeks. A ‘golf ball’ or

‘white dot’ showed up on the baby’s

heart. I was warned that this was one of

the signs of Down’s Syndrome.The ques-

tion was put to me.‘It is all very well cop-

ing with children with haemophilia, but

this baby might have Down’s Syndrome

as well’. I was persuaded that I should

have an amniocentesis. I will never forget

that day. I was terrified. I could feel my 

baby kicking. I felt I could never have a

termination even if both conditions

proved positive. I was lucky. The amnio

went well. Down’s was not present and I

went on to have a normal delivery. A

healthy baby boy and free of haemophilia.

In our quest not to let haemophilia dom-

inate our lives we did not consider being

near a Centre though we did buy our

house before our elder son was born. In

hindsight I always felt this was a major

mistake; being an hour and twenty from a

Centre a huge disad-

vantage.

My husband’s job

was close, but the

hospital not. By the

time that I realised

that a limp or sore

place was a bleed

and managed to drop

everything to get to

hospital and have

treatment, it would

have become severe.

I regret the reper-

cussions that had.

But, as I read this to my daughter last

week, she is adamant I am too hard on

myself. Her view is that it forced me to

accept that I had to take responsibility for

the boys’ treatment.When they were lit-

tle I was totally reliant on the haemophil-

ia doctor and amazingly he made himself

available 24 hours a day. He was fantastic

and I was mortified when I learnt he was

going to retire. How could I cope? It was

really scary, but accepting that home

treatment was the way forward gave us

independence as a family.

““AAss aa ccaarrrriieerr ooff sseevveerree hhaaeemmoopphhiill iiaa lliivviinngg 

iinn tthhee ddeevveellooppeedd wwoorrlldd II kknnooww tthhaatt II aamm 

eexxttrreemmee llyy lluucckkyy..WWhhoo ssaaiidd tthhee ggeennee iiss nnoott 

ddoommiinnaanntt?? AAss aa ffaammiillyy wwee aarree rriiddddlleedd 

wwiitthh hhaaeemmoopphhiill iiaa.. II ggrreeww uupp wwiitthh iitt aass mmyy 

yyoouunnggeerr bbrrootthheerr hhaass iitt.. MMyy ssiisstteerr iiss aa 

ccaarrrriieerr aanndd hhaass tthhrreeee hhaaeemmoopphhiill iiaa ssoonnss””..
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I had to learn how to inject as soon as

possible. It was a daunting prospect. It

seemed, then, so unnatural certainly not

a mother’s job. I started on a doctor, then

my husband then myself. I felt I had to be

able to put a needle in my own arm

before experimenting on the boys. My

daughter is right. We were pioneers in

home treatment. Henry was 3 years and

4 months when I gave him his first injec-

tion. This was a major achievement in my

life. His younger brother 16 months.

Incredibly the boys took to self-infusing

as ducks to water.

Injections became as

irritating to the them

as brushing their

teeth or making their

beds!! Now we only

go to the hospital for

serious bleeds or

check ups.

The boys attend nor-

mal schools. Initially it

wasn’t easy.The head-

master of one school,

a Mr. Richardson, said

‘How can I inflict your

son with haemophilia on ‘my boys’? I

would be unfair on them’.We left feeling

incredibly hurt and angry and with me in

floods of tears.Well all I can say is that it

was his loss. An area I found particularly

difficult to deal with was sport. I had

grown up with my brother being unable

to take part in any sport.When the boys

were young the school sports were

rugby, football, hockey and cricket in the

summer.

I hated preventing them from joining in

and therefore being so obviously ‘differ-

ent’ when outwardly so normal. Being

part of the school team carried huge

kudos. I know they found it hard as did I,

saying ‘No’.

Prophylaxis has had a truly positive

impact. Freddie our younger son, now

plays squash and tennis for the first teams

at his school.

My personal view, now, is we should try

not to let haemophilia prevent a boy

from trying any sport except perhaps

rugby. I will never forget being told by our

consultant that ‘riding’ is fine. But his idea

of riding was a quiet hack or trot round

an arena. Not jumping four foot hedges

which is what our daughters got up to! I

think, following a sport to a top level is

where perhaps, even with all the benefits

of living in England it gets tricky. Joint

damage particularly in their ankles has

been a problem for them both. For

Henry, our eldest son, the pain and

immobility became such a problem that

last summer he had an arthroscopy. It

was far more invasive and painful than we

had anticipated.

At last though, eight months on he is

reaping the benefit.The boys have made a

huge success of their education and lives

so far and in many ways achieved so

much more than their peers. I am sure

having a disability (not that they would

call it that) has, as with my brother,

spurred them on. Henry is now at

Edinburgh University studying Mechanical

Engineering. Freddie is, as I speak, taking

his GCSE’s and going on to study Physics,

Biology, Geography and Politics.

They do understand how lucky they are

living in the developed world and the

need to help others.

Four years ago

Henry competed in a

four day 125 mile

canoe race from our

home town to

Westminster Bridge

in London, camping

overnight. He raised

£4,500 which was

used to train two

Kenyan nurses in the

treatment pro-

gramme. Not con-

tent with coming

22nd he trained hard to come 2nd and

win the team prize the following year.

This year with his ankle hugely improved

he completed the race as a senior, non-

stop in 22 hours and 45 minutes. I know

this gruelling test of endurance and

strength pushed him to his limit so far.

[Our thanks goes to Fiona Dodson from the

UK who allowed us to publish this article]

““  TThhee bbooyyss aatttteenndd nnoorrmmaall sscchhoooollss..

IInniittiiaall llyy iitt wwaassnn’’tt eeaassyy.. TThhee hheeaaddmmaasstteerr ooff 

oonnee sscchhooooll,, aa MMrr.. RRiicchhaarrddssoonn,, ssaaiidd ‘‘HHooww ccaann 

II iinnfflliicctt yyoouurr ssoonn wwiitthh hhaaeemmoopphhiilliiaa 

oonn ‘‘ mmyy bbooyyss?? II wwoouulldd bbee uunnffaaiirr oonn tthheemm’’..

WWee lleefftt ffeeeelliinngg iinnccrreeddiibbllyy hhuurrtt aanndd aannggrryy

aanndd wwiitthh mmee iinn ffllooooddss ooff tteeaarrss..WWeellll aallll II 

ccaann ssaayy iiss tthhaatt iitt wwaass hhiiss lloossss.. ““

Autumn 08 magazine wine.qxp  23/09/2008  09:52  Page 15



1166

ww
ww

ww
..hh

aaee
mm

oopp
hhii

lliiaa
..iiee

FFoorr YYoouurr IInnffoorrmmaattiioonn::
UUppddaatteedd CCoonnttaacctt DDeettaaiillss ffoorr 

TTrreeaattmmeenntt CCeennttrreess

SStt .. JJ aammeess ’’ss HHoossppiittaall,, DDuubbll iinn
NNaattiioonnaall CCeennttrree ffoorr HHeerreeddiittaarryy 

CCooaagguullaattiioonn DDiissoorrddeerrss

TThhee HHaaeemmoopphhiill iiaa CCeennttrree iiss ooppeenn MMoonnddaayy ttoo FFrriiddaayy 99..0000aamm -- 55..0000ppmm
Tel : 01 4162141 / 4162142 - Please ring this number to arrange the following appointments.

HHaaeemmoopphhiill iiaa CClliinniicc: Every Wednesday
DDeennttaall CClliinncc:: All day Wednesday
CCaarrrriieerr TTeessttiinngg CClliinniicc:: Each afternoon by appointment only (please ring Eadaoin O'Shea at the above number)
OOrrtthhooppeeddiicc CClliinniicc:: Every 3rd Wednesday contact Mr.Hugh Smyth
HHaaeemmoossttaassiiss aanndd
TThhrroommbboossiiss CClliinniicc:: Every Morning except for Wednesday

EEmmeerr ggeenncciieess
Monday - Friday 9.00am - 5.00pm
If possible please inform staff you are on your way. Please ring the above numbers or 01 4103000 / 01 4103517 and ask
for the Haemophilia Nurse.

IInn--PPaattiieenntt // OOuutt ooff HHoouurrss
Weekdays after 5.00pm / Weekends 24 hours. Contact Haematology Doctor on Tel: 01 4103000, or go to Walter
Stevenson Ward in Phase IC (Main Hospital, 2nd Floor). Tel: 01 4103606, again if possible inform staff you are on your
way.

SSoocciiaall WWoorrkk
Olwyn Halvey Tel: 01 4284652

CClleerriiccaall SSttaaffff
Carol Finn, Manager Tel: 01 4284649
Sinead Mahon, Secretary to Dr.Barry White Tel: 01 4103521
Main Desk for Out-Patients Tel: 01 4162141 / 4162142
Valerie McGill, Secretary to Dr. Beatrice Nolan Tel: 01 4284348
Rachel Bird, Data Manager Tel: 01 4103516 

All patients should be assessed annually at the National Haemophilia Centre. If you have not been seen in the last year,
contact the centre on Tel: 01 4162141 / 4162142.

CCoorrkk UUnniivveerrssiittyy HHoossppiittaall

MMaaiinn TTeelleepphhoonnee NNoo:: Tel: 021 4546400

CCoonnssuullttaanntt HHaaeemmaattoollooggiisstt
Dr. Oonagh Gilligan Tel: 021 4920029

HHaaeemmoopphhiill iiaa NNuurrssee SSppeecciiaalliissttss Tel: 021 4922278, Bleep 228 / Mobile 087 9683246
Helen Browne / Annemarie Ruane / 
Brid Booth Flemming / Norma
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OOuurr LLaaddyy''ss HHoossppiittaall 
ffoorr SSiicckk CChhiillddrreenn,, CCrruummll iinn

MMaaiinn TTeelleepphhoonnee:: Tel: 01 4096100

CCoonnssuullttaanntt HHaaeemmaattoollooggiissttss: Dr. Corina McMahon, Dr. Beatrice Nolan, Dr. J Blatney

SSeeccrreettaarryy,, EEmmmmaa MMuurrpphhyy Tel: 01-4096913
Fax: 01-4563041

AAppppooiinnttmmeennttss,, EEll iizzaabbeetthh PPoowweerr Tel: 01-4282536

CClliinniiccaall NNuurrssee SSppeecciiaalliissttss:: Mary Kavanagh Tel: 01-4096939 Bleep 732
Imelda Kelly Tel: 01-4096940 Bleep 733

FFaaccttoorr CCoonncceennttrraattee
CCoooorrddiinnaattoorr:: Bridin Brady Tel: 01-4096647 Bleep 734

JJuunniioorr DDooccttoorrss:: Senior House Officer Tel: 01-4096100 Bleep 542
Registrar Tel: 01-4096100 Bleep 107 & 108

PP hhyyssiiootthheerraappiisstt:: Diarmuid O'Riain
Clinical Specialist Tel: 01-4096100 Bleep 705

Paula Loughnane Tel: 01-4096511 Bleep 553
Senior Physiotherapist

PPssyycchhoolloogg yy:: Dr.Yvonne Duane Tel: 01-4096191
Dr. Rachel Brosnan Tel: 01-4096191
Dr. Sandra Hayes Tel: 01-4096041

SSoocciiaall WWoorrkk:: Carol Carr Tel: 01-4092629
Medical Social Worker

GGaallwwaayy UUnniivveerrssiittyy
HHoossppiittaall

MMaaiinn TTeelleepphhoonnee NNoo: 091 524222

CCoonnssuullttaanntt HHaaeemmaattoollooggiisstt, Dr. Margaret Murray

HHaaeemmoopphhiill iiaa NNuurrssee SSppeecciiaall iisstt, Maura Sweeney,
Bleep 673

WWaatteerrffoorrdd RReeggiioonnaall HHoossppiittaall
MMaaiinn TTeelleepphhoonnee NNoo:: 051 848000

CCoonnssuullttaanntt HHaaeemmaattoollooggiisstt,, Dr. Fred Jackson

HHaaeemmoopphhiill iiaa NNuurrssee SSppeecciiaalliisstt,, Martina Keogh

LLeetttteerrkkeennnnyy GGeenneerraall
HHoossppiittaall,, DDoonneeggaall

MMaaiinn TTeelleepphhoonnee NNoo: 074 9125888

CCoonnssuullttaanntt HHaaeemmaattoollooggiisstt, Dr. Hannah Frankova

HHaaeemmoopphhiill iiaa NNuurrssee SSppeecciiaalliisstt,, Rosemary Hannigan,
Bleep 400

LLiimmeerriicckk RReeggiioonnaall
HHoossppiittaall

MMaaiinn TTeelleepphhoonnee NNoo: 061 301111
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GGrraannttss && SScchhoollaarrsshhiippss

LLAASSTT CCAALLLL FFOORR AAPPPPLL IICCAATTIIOONNSS

MMaauurreeeenn DDoowwnneeyy MMeemmoorriiaall GGrraanntt
&&

EEdduuccaattiioonnaall SScchhoollaarrsshhiipp

CCLLOOSSIINNGG DDAATTEE HHAASS NNOOWW BBEEEENN EEXXTTEENNDDEEDD BBYY 
22 WWEEEEKKSS UUNNTTIILL FFRRIIDDAAYY 1100TTHH OOCCTTOOBBEERR,, 22000088..

AApppplliiccaattiioonnss ccaann bbee ppoosstteedd ttoo MMaarrggaarreett DDuunnnnee,, IIrriisshh HHaaeemmoopphhiill iiaa SSoocciieettyy,,
CCaatthheeddrraall CCoouurrtt ,, NNeeww SSttrreeeett,, DDuubblliinn 88,,

oorr eemmaaiilleedd ttoo:: mmaarrggaarreett@@hhaaeemmoopphhiill iiaa.. iiee

BBaacckkggrroouunndd
Up to the 1970’s, effective treatment for
haemophilia was not widely available in
Ireland. One result of this was that many
people with haemophilia lost a lot of time
from school due to recurring bleeds
which left them incapacitated for long
periods of time. This in turn meant that
a large proportion of them did not go on
to third level education. When treatment
improved and home treatment became
available, this made a huge difference not
only to their quality of life but they no
longer had to miss so much school, and
the percentage of those going on to col-
lege was comparable to the general pop-
ulation.

In response to this, the Society in the late
1980’s decided to offer a scholarship
each year to one young person with
haemophilia going on to third level edu-
cation. This was called ‘The Maureen
Downey Memorial Grant’. At that time
the amount of the award was £1,000.

Applications were invited from any per-
son with haemophilia who had been
accepted for a course at any third level
institute. The closing date for applica-
tions was decided as the end of
September each year. Applicants were
encouraged to send supporting docu-
mentation and a brief letter outlining
their reason for applying and any other
relevant information.

A sub group of three people from the
board, which could not include anyone
with a family member applying for the
scholarship, was put together to consider
the applications, and make recommenda-
tions to the board. The successful appli-
cant received their award by the end of
October, and an official announcement
was made at the AGM, and presented
with a commemorative scroll.

CCuurrrreennttllyy
The Society now has two awards. The 

Maureen Downey Memorial Grant is
now €4,000 and in 2004 the Society
introduced an Educational Scholarship
which is awarded to an immediate family
member of a person with haemophilia or
other bleeding disorder. This award was
for €2,000. The criteria for applying for
and deciding on this award is similar to
The Maureen Downey Memorial Grant. I
work closely with the sub group. When
they decide on the recipients, I am in a
position to provide any extra background
they may need.

This works very well, and we have not
seen the need to make any major
changes either to the criteria for applica-
tions, or the format for deciding on the
recipients. We also like to keep up to
date on how they are doing and occa-
sionally we include an update in our mag-
azine from previous recipients.

MMaarrggaarreett DDuunnnnee
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NNoottiicceebbooaarrdd

MMiinnii MMaarraatthhoonn
LLaasstt ccaallll ttoo ggeett yyoouurr ssppoonnssoorrsshhiipp mmoonneeyy iinn!!

Many thanks to everyone who participated and 

helped raise funds through the Mini Marathon in June.

TToo ddaattee wwee hhaavvee rraaiisseedd €€55119900..

For those of you who have not returned 

sponsorship, please do so as soon as possible 

to be in with a chance to win a weekend away 

for two people in Ireland!

MMeemmbbeerrsshhiipp FFeeeess
RReemmiinnddeerr

If you have not yet paid your Membership Fee for 2008,

we would ask you to do so as soon as possible.

The current Membership Fee is €30 per year, and Life

Membership €650.

You can pay by cheque, or if you wish, we can accept 

laser or credit card payments.

YYoouurr
VViieewwss
PPlleeaassee!!

DDeeaarr MMeemmbbeerrss,

Do you have any comments to make about our magazine,

perhaps you have an article which you feel might interest

members, or perhaps you feel there is a topic which we

should cover in a future edition?

I would be delighted to hear from you.

You can call me on 0011 66557799990000 or email me at:

ddeebbbbiiee@@hhaaeemmoopphhiill iiaa.. iiee

DDeebbbbiiee GGrreeeennee,, EEddiittoorr
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CCaalleennddaarr ooff EEvveennttss

OOCCTTOOBBEERR

MMeemmbbeerrss WWeeeekkeenndd

DDaatteess::
FFrriiddaayy 1177tthh ttoo SSuunnddaayy 1199tthh OOccttoobbeerr

VVeennuuee::
TThhee CCoouunnttyy AArrmmss HHootteell ,, BBii rrrr,, CCoo.. OOffffaallyy..

Following on from the success of last years Members
Weekend, a similar weekend will take place in The County
Arms Hotel in Birr, Co. Offaly from 17th to 19th October.

On page 2 of this magazine you will find details of the 
programme which I hope you will agree is a weekend not 

to be missed. On Saturday morning we will hear a presenta-
tion from Barretstown Gang Camp, on the excellent pro-
grammes they have provided for our younger members 
and their families for the last 15 years. There also will 

be presentation on Health Supplements and Haemophilia.
In the afternoon the theme is all about being active, with
Physiotherapy and Hydrotherapy for the men. For the

women,Anne Duffy will facilitate a discussion on relevant
Women’s Issues, and this will be followed by what promises

to be a lively Belly Dancing workshop.

The cost of the weekend has been heavily subsidised for
members in order to allow as many members as possible

attend.

SSEEPPTTEEMMBBEERR //  OOCCTTOOBBEERR

RReeggiioonnaall VViissiittss

CCoorrkk

DDaattee:: MMoonnddaayy 2299tthh SSeepptteemmbbeerr

VVeennuuee:: KKiinnggsslleeyy HHootteell,,VViiccttoorriiaa CCrroossss

TTiimmee:: 77..3300ppmm ttoo 99..3300ppmm

LLiimmeerriicckk

DDaattee::TTuueessddaayy 3300tthh SSeepptteemmbbeerr

VVeennuuee:: CCaassttlleettrrooyy PPaarrkk HHootteell,, DDuubblliinn RRooaadd

TTiimmee:: 77..3300ppmm ttoo 99..3300ppmm

GGaallwwaayy

DDaattee::WWeeddnneessddaayy 11sstt OOccttoobbeerr

VVeennuuee::AArrddiillaauunn HHoouussee HHootteell,,TTaayylloorr’’ss HHiillll

TT iimmee:: 77..3300ppmm ttoo 99..3300ppmm

We have organised another set of Regional Visits to enable
member’s update themselves on our services and activities,

and to raise any issues of concern.

We would encourage you to attend these 
meetings. If you would like an individual meeting,

this can be arranged prior to the 
evening meetings.

Autumn 08 magazine wine.qxp  23/09/2008  09:52  Page 20



2211

ww
ww

ww
..hhaaeemm

oopphhiilliiaa..iiee
CCaalleennddaarr ooff EEvveennttss

NNOOVVEEMMBBEERR

PPeeeerr SSuuppppoorrtt  PPoosstt TTrriibbuunnaall WWoorrkksshhoopp

DDaatteess::
2299tthh && 3300tthh NNoovveemmbbeerr

We organised a Post Legal Workshop last year which was
very successful. We are hoping to organise a further 

workshop this year.

The aim of the workshop is to bring members and their
partners together who have completed the Compensation

Tribunal process.

MMAARRCCHH 22000099

AAnnnnuuaall GGeenneerraall MMeeeettiinngg

DDaatteess::
FFrriiddaayy 66tthh ttoo SSuunnddaayy 88tthh MMaarrcchh

We are pleased to announce that the venue for the 
Annual General Meeting next year is:

TThhee CCaarrllttoonn SShheeaarrwwaatteerr HHootteell,,
MMaarriinnaa PPooiinntt,,
BBaall ll iinnaassllooee,,
CCoo.. GGaallwwaayy..

TTeell:: 009900 996633 00440000 
FFaaxx:: 009900 996633 00440011

We are working on a Preliminary Programme,
keep checking the webiste for more information.

Creche Facilities for children up to 6 years of age will be 
provided. The Kidlink Programme is open to children from 7
to 11 years of age. And for those aged 12 years and over, we
have organised a Residential Adventure Weekend in the Birr
Adventure Centre, which is located right next door to the
hotel. We must stress however that children who are not

aged 12 or over on October 17th will not be able to attend
the Adventure Weekend.

If you would like to join us, please complete your booking
form and return it to us on or before 3rd October.

NNOOVVEEMMBBEERR

SSeerrvviiccee ooff RReemmeemmbbrraannccee

DDaattee::
SSuunnddaayy 99tthh NNoovveemmbbeerr

VVeennuuee::
OOffffiicceess ooff tthhee II..HH..SS..

As part of the commemoration of the 40th Anniversary of
the Irish Haemophilia Society, a ‘Service of Remembrance’
will take place in our new Headquarters on Sunday 9th

November.

We would like to invite you to attend our ‘Service of
Remembrance’, in memory of all deceased members of 
the Irish Haemophilia Society. If you cannot attend in 

person, please be assured that your loved one’s name will 
be included on the list of remembrance.
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II..HH..SS.. KKiidd’’ss FFuunn PPaaggeess
DDiidd YYoouu KKnnooww??
AAnniimmaall FFaaccttss

CCaann YYoouu?? 

Certain Chinese and American alligators can survive the
winter by freezing their heads in ice, leaving their nose
out to breath for months on end !
Honeybees have hair on their eyes !
Rabbits love licorice !
Slugs have 4 noses !

The leech has 32 brains !
A rhinoceros' horn is made of hair !
All elephants walk on tip-toe, because the back portion
of their foot is made up of all fat and no bone !
The placement of a donkey's eyes in its head enables it
to see all four feet at all times !
Butterflies taste with their hind feet !
Giraffes can clean their ears with their half metre long
tongue !
An adult lion's roar can be heard up to five miles away,
and warns off intruders or reunites scattered members
of the pride !
Cows do not have upper front teeth !

Can you suck your own toe or put your leg
behind your head?  Well keep it that way.

Stretching is somethnig  we all do, even with
out knowing. Have you ever been sitting in one
place for a long time, and you stretch with out
even thinking about.  Stretching is very
important because as you get older, your mus-
cles get shorther and you can’t move your
joints as much as you used too.  Everyone can
learn to stretch, regardless of age or flexibil-
ity. Try to stretch every day, whether you
exercise or not. You can do them while watch-
ing TV, on the computer, or getting ready for
bed. It doesn’t take long and is great for you.
Try this excercise and see if you can do it.
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BBaallllss ooff EEnneerrggyy

RREECCIIPPEE IINNGGRREEDDIIEENNTTSS::

1 small banana 

1/2 cup chunky peanut butter 

1/2 cup toasted wheat germ 

Finely chopped peanuts, mini
chocolate chips, or shredded

coconut for coating 

1. In a medium bowl, mash together
the banana and the peanut butter. 

2. Stir in the wheat germ. Roll individ-
ual tablespoons of the mixture into
balls, then roll the balls in one, or a
mix, of the coatings listed above. Chill
until firm. Makes 14 balls. 

3. Variation: For a peanut-free ver-
sion, substitute sunflower-seed or
soy-nut butter for the peanut butter,
and omit the peanuts and chocolate
chips (which can contain traces of
peanut). 

RRiiddddlleess CCoorrnneerr!!

1. A man walks into a restaurant and the the waiter says good
day Admiral. So why did the waiter call the the man an Admiral?

2. You are in a cabin and it is pitch black. You have one match on
you. Which do you light first, the newspaper, the lamp, the can-
dle or the fire?

3. Each day a lady gets the lift from the 12th floor to the ground
level so she can go to work. When she comes home however she
only goes up the lift to level 8. Why is this and it is not to keep
fit?

4. Two women and two doctors walk into an ice cream parlour.
They each order an ice cream cone. When their ice creams come,
there is only 1 strawberry,1 chocolate and 1 vanilla.How come
they didn't complain?

5. If a Mummy Bull, Daddy Bull, and Baby Bull are in the field and
Baby Bull gets scared, who would he run to?
.
6. I have no eyes, no legs or ears and I help move the earth.
What am I?

7. You are in a house with 4 windows, which all face south, a bear
walks by.  What colour is the Bear?

8. You are driving a bus. Six people get on, two people get off,
then ten people get on and five people get off, then eight people
get on and four more people get off. What colour were the bus
driver's eyes?

Answers
1. Because he was wearing his Uniform.
2. You light the match first!
3. Because kidlink is a dwarf and can only reach the button for
the 8th floor
4. One of the women was a doctor.
5. There is no such thing as a mammy bull, it’s a cow.
6. A worm.
7. White cause your house is at the north pole.
8. Whatever colour your eyes are because you’re driving the bus.
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IIRRIISSHH HHAAEEMMOOPPHHIILLIIAA SSOOCCIIEETTYY
First Floor

Cathedral Court
New Street

Dublin 8
Tel: 01 6579900
Fax: 01 6579901

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