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Haemophilia Working Party

In 2003 | indicaled disappoinimenl wilh Llhe progress made
by the Haemophiha “Working Parly 0 bringng about
change In 2004 Ihe Group conlinued lo operale and began
lo grapple wilh the organizalional 1ssues of lhe varying
needs and priorilies of parhcipants for a nalional group 1o -
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considering applications for computers at this time. Please contact HFNZ or your
Qutreach Worker if you have any questions regarding this.
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CEo REPORT

Betinds Burnel

irstly, lel me say a big thank
you to ali lhe members who
responded to the Hepatitis C
lelters sent out prior lo Christmas
A5 aresult of our combined eforts,
former WFH president Brian
O'Mahoney and Lindsay Tribunal

Brian and Raymond's visit
ceincided with Haemophilia
Awareness Week, and lhey look
par in many evenls and aclivities
Look out for a separale mailing
lelling wou more aboul Llhose
evernls.

As you may know, lhe las! lew
monlhs have seen a few personnel
changes. The slafing struclure of
HEMZ is now.

Chiel Execulive Officer
Burneit{full bme)

Norlhern/ Midland Haemophilia

Belinda

Oulreach  Helen Spencer (full
time}
Central Haemophrha CQulrgach

Shelley O'Brien {par hme)
Soulhern Haemophilia Outreach

All contacl details are on the front
page of lhis edition, and your calls /
enquines are welcomed.

In 2005 HFNZ is atllempling o gel
the subject of haemaophiliz inlo lhe
media as much as possible, o
creale public awareness lor cur
disorder. If you are aware of any
event coming up In your area thal
concems someone wilh a bleeding
disorder, please let me or Mova
knowy.

Finally, by now all lhe branches
have had ther AGMs and all the
new commillees for 2005 are
eslablished. Always remember

The consequence of nof engaging

is 1o ftve by the nies of those who
affa

lawyer Raymond Bradley visited
MNZ in April Bran and Raymond
have each made a huge
contnbtion to haemaphilia care
internalionally and | was thrilled {o
welcome them o New Zealand

TNTRODLCING NovA GUERTH

ello, my name's Mova

Guerin and I'm the

Nalional Inlormalion
Coordinator for HFNZ. I've
been forlunate enough Lo
meel or chal lo a lew of you,
bul for those of whose
acquainlance | have yel o
make, here's a liltle bil about
me.

Administrator
{part ime)

Nova Guerin

My professional background
is primarily in marketing and communicalions, and |'ve
managed to pick up some peripheral skills along the way
{sech as copywriling and stralegic planming). I've come
from a corporale environment where lhe mosl urgenl
1ssue isTinding a decenl cup of coflee each morning, and
| find il incredibly refreshing 10 be working with people
who are highly mahvated and energized.

Asthe Natlional Information Coordinater, I'm respansible
for lhe HFNZ websile, media haisan, developmenl of the
e-hbrary, the produclion of Blocdling and vanous clher
information projecls Look coul Tor upcoming
developments. and if you have any suggestions and
feedback please do drop me a line Remember, I'm here
lo enhance the information services your Foundalion
provides for you so let me know what you need.

On a personal level, I've recently relocated from
Lendon, where I'm from, with my Kiwi husband, Sean, |
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Colleen Mckay (parl ime

Mava Guenn National Informabon
Coardinator (full ime)

Leanne Pearce

Join your local committee, gel
invalved i branch aclmbies and
have a say n how YOUR
{foundation s run.

Belinda Burnett
CEQ HFNZ &

love Mew Zealand (what's not lo love?) and am pulting
down raots thick and fast. I'm a keen reader and | also
enjay running and good food. | recenlly gained Lhe
disbnchion of being almosl the lasl runner lo complele a
half marathon {probably ever).

I'm thrilled lo be jeining you at such an exciling time in
|lhe Foundation's development. In my lirsl seven weeks
I've been involved with preparalions lor the AGM, the
Hepalitis C Conference, lhe Global Feast and, of
course, Haemophilia Awareness Week Now thal my
head's slopped spinning, I'm wondering what the next
seven weeks will bring?!

neva@haemephilia.org.nz
Ph:{03) 344 5204 é

Alison Inder, Haemostasis Nurse,
Christchurch Hospital

Our sincere apologies go to Alison Inder, who
aitended the World Haemophilia Federalion
conference in Bangkok lasi Oclober. Allhough her
name did not appear on the lisi published in the
Conference supplemenl, Alison was a key member
of the New Zealand delegation. We apologise 1o
Alison for lhe oversight, and thank her for her
ongeing commitment to the care of people with
bleeding disorders.
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Frorm previous page

e Assured and rebable access to supplies necessary o
mamtan home lherapy

e Momloring and published comment on safely of
therapautic producls

s Monitoring and pubhshed comment on availahilily and

price of herapsutic products.

Asingle national syslem of procuremenlis essenkial

This must not imply a single supplier

Owrbeliefis ifit involves haemopfufia alk to haemophila

o Sesk and expect continuation of a consultative approach

Cptions for Reproduction

HFMZ i preparing a policy enblled “*Opbons for
Reproduction” addressing Ihe wide issues of idenlilicalion of
carrier women, educabion of men wilh haemopheha, and he
developing field of assisted reproduclion using pre-genelic
diagnosis

Medical Advisory Committee
HFMZ conlinued to supporl Ihe Medical Adwsory Committee
which mel twice in 2004,

Murses Special Inlerest Group
HFMNZ conbinued lo support the Murses Special Interesl Group
asreguired.

Australia and

Group

An Ausirahian NZ Physiolharapy Hasmopiiia (Group has
been formed and we are pleased o see lhe intent 1o publish
recommendations or guidelnes for sport & recrealion and 1o
develop physiclherapy managemenl guidelines and
educalional resources.

Resources to DHBs

HFMZ is pleased 1o ses the senously understaffed situation m
lhe Waikato DHB area has been partially addressed wilh the
appainiment of Robyn Segedin, as Haemophiia Nurss and Dr
Philhp Cnspin as Haematologrsi.

In the Cantral area lhare s slill no sign ol a replacement for
Malalie James, Nurse Specialist Haemophila,  HFMNZ
outreach workers hawve become inundated wilh Central
issues, and people n the Nelson are conlinuing 1o visil bath
Wellingtan and Chnstchurch Tor review,

Actions for 2005

HFNZ will endeavour to

@ Parlicipale in Ihe Haemophilia Working Parly to
achieve our goals, especially the early resolution of
the structure for haemophilia care and a national
system of comprehensive care

s Completethe guideline on dental cara

& Improve members' knowledge of Hepatilis C and
ensure they seek treatment

e Lobby for the provision of care for all people with
hepatitis C onthe basts of best international practice

e Continue the watch on the evalution of vCJD and Tts
implications for pecple with haemorphilia

# Base curactivities onthe Decade Plan 2005-2015

a Publish a Paper"Options for Reproducticn”

e Continue to support Madical Advisory Committee,
Murses Special Interest Greup, and the Australia and
MNZ Physlotherapist Special nterest Group

ISSUES TO PROMOTE EXCELLENCE
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IN HAEMOPHILIA EDUCATION IN NZ
Bloodline
Mikki Cunningham compleled her seventh year as
Editor, producing another 4 editions plus a supglemeant
on the Bangkok conference In 2005 we will seek io
make Bloodlineg available on the inlernet and introduce a
series ol arlicles on "Besl Praclice”.

FPhysictherapy Booklel

Karh Roche, a physiolherapist al Wakalo Hospilal wilh &
special inlerest m haemophilia and exercise, has almosi
completed a booklel on Lhis lopic for day-lo-day use by people
wilh hleeding disorders,

Website www hacmophilia.org.nz

Al 'he MNovember 2004 meeling Council agreed lo
dramalically change lhe nalurs of lhe websile from & passive
tstoncal and slabic nformaton source lo & current and
inleraclive informaton and educalional resource for people
wilh haemophulia, farmiligs, chinicans, funding bodies, and the
wider commumty. With the appointmenl of Mova Guenn as
Mational Informalon OFicer, we are now able 1o slart and
achieve ourgoals.

Youlth Camps
AYaulh Camp was held in April 2004, This was sel up as an

educative expensnce and a chance for youth members Lo lalk
and interact vath each clher, and an apportunity lo expose
youlh wilh haemaophilia to successful men with haemophilia
Topics covered included underslanding  lrealmenl,
underslanding Llherapeulic producis, lrealmenl and
managemenl, ideas for career and employment, disclosure,
recrealion and sporl options, monegy and risk management,
cars. Fulure Youlh Camps will conlinue lo have a haemophilia
nurse and physiclherapist on site, involvemenl of older males
with haemaophilia, career discussions and probably a first aid
COUTSE.

Educational Gatherings in 2005

Additional educational camps planned for 2005 include a
pre-teens camp, a women's warkshop and a workshop for
older men. Family Camps have become a branch activity.,

Sport & Recreation

Natronal Council grappled with the 1ssue of “should
people with haemophilia participate in competitive or
conlact spors”. We agreed parlicipatton n sport 15
benelicial lo promote aplimal health and well-being, subjeclio
the following provisos: i) planming and discussion needs o
precede parlicipation, n) all safety equipmenl should be used
and; i} people should develop inlo their aclivity. The
puicome has become a calegonzalion ol sporls and
recrealional pursuits {rom those activities nol
recommended through o those that are recommended.

Wamen wilh Bleeding Disorders

HFNZ is aware of a considerable group of people In NZ
experiencing difficullies. Thus we have started to raise
awareness by atlending a range of Women's Expos in
2004 and 2005.

Actions lor 2005
HFMNZ will endeavour bo
® Make Bloodling available electronlcally

conllnued next page
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Internaticnal Unlls of Faclor Used in New Zealand -million

2003 2005 estimated
Plasma derived [ aaaa 4,300
Recombmant  £vIN 7800 12 4404
Plasma derved [ 1X 2.900 2.900
Recombmant 11X 0 6ad 0.650
20.250 20250

We are sircemspecl about PHARMAC's involvemenl in
lhe procurement af haemophilia producls because of
Iheir hislory and the way they appearto do business.

Mational Guidelines

We now have two imporanl documenis in place - Mational
Guidefines - Managemenl of Haemophiia  Servipe
Specification and Mafiona! Guidefines and Management of
Haemophitia Treatmen! Prolocols Compiled by the Medweal
Advisary Commitlee of Haemophiz Foundation of Mew
Zeafand finc) June 2004

The produclion of lhese documenls has been made possible
by Lhe persistent eforts of Or Paul Harper, Charperson of Lhe
WMedical Advisory Commillee.

vCJD

Cases ol vanant Creulzieldl-Jakob disease (vCIDY have
been confrmed in Japan (probably conlracted during a
menth-lang slay in Brilain in 1989 and no record of blood
produc| use or brain surgery) and in Saud) Arabia. France
announced ILs ninth case of vCJD and thal one person was a
blood donar. A& recall ol indale products made wilh lhe
donor's plasma has taken place.

The number of couniries reperling boving speongiform
encephalopalhy (BSE) continues to increase, parlially as a
resull of bellertesting.

In Seplember 2004, heallh authonties n ihe Uniled Kingdom
(UK} informed many people wath hemophilia and other
congenilal bleeding disorders lhal they are considered “at-
risk" for wCJD. This risk comes from using clolling faclar
concenirales manufaclured in lhe UK between 1980 and
1898 that were conlaminaled by plasma from donors who
laler died of vCJO, or which may possibly have been
conlammaled by donors who are still asymplomalic More
infermalion isavailable at

Htio S witt arg/ Showoc.asp PRubngque=30&Documen!=37

The risk of transmission of vCJD by plasma-derived producls
remaing unconfirmead. Thare is no known case of iransmission
of vGJD via plasma praducts, and no person wilh hemophilia
has been diagnosed wilh v2JD. We remain forlunale as NZ
has nol had a reporied case of BSE

Hepatitis C and Treatment

& survey of members in 2004 showed Lhe primary 155ug with
respecl lo hepalitis C was access to wordd's hest-prachce
realmenl In March 2004 PHARMAC approved ihe
inlroduclion of pegylaled Intederon. From membership
surveys we |earned lhere are 172 pecpls in NZ wilh
haemophila {pwh) who have contracled hepalilis C (HCW)
Aboul nineleen have cleared Lhe virus sponlanecusly or via
chemical lherapy. A number al respondents weare not Under
regular review for thew HCV, or wera nol aware of their current
hepatitis C stalus. Few of the surveyed people were in aciive
trealmenl.

HFMNZ is aware of lhe need lor individuals lo become
personally aclive and reguesl a consullalion with &
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gastroenleralogy depariment lo discuss and form a plan lor

lheir fulure manikonng and care. ILis evident thal N2 does nat

have a nabonally consislenl approach lo care Therelarg

HFNZ conlinues o advocale for lhe tracing and lesling of

everyindividual who has received cloting faclor concenlrales

and o consider Tor active treatment, all people walh HCV,

rrespective of their HCV genolype. Members wilh

haemophilia and HCY need lo consider Ihairmdmdual neads

for

e Teshng being offered o all sexual pariners

# Aflendance al a gaslro clinic {for regular raview at
approximalely 4-6 monthly ntervals. Such réeview
comprising chmeal examinalion and laboralory
teterminabion

« Uppergasiroinleslinal endoscopy every S years for people
over Lhe age ol 45 years or infecled [or 30 years

The continuing absence of a nalional slralegy lor coping wilh
hepalilis  in NZ, and a nalional approach 1o slandards of
care has been laken up by HFNZ with lhe College of
Gasiroenterclogy.

Decade Plan 2005-201 5

The Decade Plan, commenced in 2000 wilh a2 Workshop, has
now been compleled and published. We do nol see a cure for
hasmophilia being accessible lor lhe next bwenly years
Haemgophilia therefore requires managemenl unlil 4 curg 15
developed. We wish to see the managemenl and slralegic
planning undertaken in parlnership with the slakeholders with
a vital interesl in hasmophilia. Government as bolh funder
and regulator, Districl Heallh Boards, HFNZ, and lhe
pharmaceulical indusiry.

The Decade Plan is based on participants seeking to improve

the care for people wilh haemoephilia. In relurn for besl

international haalth care, people wilh hasmophilia should be

expecled 1o also conlrbule Lo lheir cars by.

& Accepling, atan early age, parsonal responsibilily lor their
heallh

a Becoming informed aboul haemophilia and ils lifelime
iImphcations

« Undertaking
Specificalion

e Compleling home records of producl usage when an home
lherapy

¢ Underaking a lileslyle conducive {o good heallh and
economicusage of coslly therapeube products

s Managing life risks

s Conserving producls and consequentially personal
lifeslyles in limes ol shortage of Inerapeulic products

& Agreeing o provide dala lo a dalabase lhal s inlended o
enhance care

& Becominginformed about reproductive choces

s Becoming mformed about choices in sporl & recrealion
and prachice the managemenl of risk

lhe cares in accordance with the

Access lo therapeulic producls should be based on bes|
internalional choice of products for faclor VI, faclor X, von
Willebrand Disgase, and olher genstic faclor deficiencies,
and manufaclured from human plasma, recombinant
lechnology, and iransgenic sources. O the presenisd
apltions, HFNZ proposes lhal a mix of plasma derived and
recombinant product is mainlained, “Access™ impligs
# An inlernalionally benchmarked descriplion of the
slandard of safely, efficacy, and avanlatality expecled inall
products presenled

conlineed nexl page
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Fram provious page

e Develop additional educational galtherings

s Develop awareness of women with bleeding disorders

¢ Conlinue to seek publicalion of a bock for children
using Capt Clot

s Redevelop wwwhaemophilia.org.nz to become an
educational tool for HFNZ membhers

ISSUES TO PROMOTE EXCELLENCE
IN HAEMOPHILIA ADVOCACY IN NZ

POLITICAL INTERACTIONS

Hepatitis C and Compensation

With respect lo 1he issue of compensation, HFNZ has been
vigorous im 2004, In Augus! we linally eslabiished a dialogue
wilh ACC and learned hal of lhe 172 PYWH and HCV, only B0
claims had bean received by ACC Ol lhese, 20 had nol bean
approved {or various reasons.

HFNZ underslands lhat no Individual cases for compensalion
came belore \he High Courlin 2004

In May 2004 we learned via he media Lhal blood was
callecled al some Norh 1sland prisons lo form part of the
plasma poal from which our therapeulic products were
produced. This praclice ceased about 1984 As this praclice
undoubledly conirnbuted (o lhe reservoir of HCW m our slarting
plasma, and was infermalion nol made known Lo the 1892
Inquiry, HFNZ requesled Minislers lo immediately iniliale a
public inquiry This reguest was declined In the lighl of Lhis
inlormalion we also requesied the Minisler of Health remaove
all qualifying dates from Lhe offer of selllemenl. The Minislers
dechined this request.

These issues generated considerable press coverage during
which wa learned lhalin 1886 some producls used in NZ ware
being manufaclured from "blended” plasmas sourced from
NZ, Auslralia and possibly Asia, when cliniclans and users
were given o undersland Lhal the product was manufactured
solely from MZ plasmas.

During the year HFNZ assisled some members to join @
worldwide class aclon being conducled by Lief Cabraser,
Lawyers San Francisco. This action is based on lhe plasma
source being US prison blood for manufaciure of Cullers
products of Koale and Kenyne Ihal were exported 1o a number
of countnes mcluding Canada, Auslralia and NZ. This was an
era when lhe FDA& had banned the consumplion in USA of
"prisan blood” from 1982 bul allowed ihe preducls lo be
exporied

ln 2004, Haemophilia Outreach Workers (HOWY) focused on
people with haamophilia and hepalbs C. Their first goal has
been to improve the slandard of care by ensunng all are under
aclive care whether it be moniloring, prepanng for active
trealmenl, in trealmenl, or underiaking rehabilitahon. HOW
are also in conlact with ACC aboul funding care. For some,
these actions will mean making information avalable, The
second slage of ihis project is 107 i) ensure hal all peopls wilh
haemophilia and HCY have submilled a claim to AGC; 1)
gnsure lhal all claims are accepled, including those Invalving
deceased eslales and;ii) ensure equily among the 21 people
who have receved 3 lomp sum setllemenl ram ACC againsl a
background whera we have proven variabilily in the amount of
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a lump sum payment.

The third slage of Lhis project is lo explore the possibilily of
mulliple ACC slaims  and ta file with ACC claims for lhose
peopls exposedio CJ0 conlaminaled plasma producls.
Dunng ihe year HFNZ produced the Paper Senfenced
Wihout Parols: Hepalitis C m New Zealand - An update on
{ssues, The document concludas that:--

& In 19583 Government laed Lo introduce screening of donor
blopd and plasma supples. || was 1993 befors Blood
donabons wers roulingly lesied for HCW.

¢ In 1938 Ihe Government failed to ensure tmely ullra heal
lreatmeni of manufaclured products used fer lrealment of
haemophilia, il being 1983 belore heal treatmenl of
Prothrontinex HT became avallable,

e In 1980-1992 Government faled lo withdraw from use
Frothrombinex HT, used lor ireatmenl of haemophilla B,
when the Ministry had been miormed on lhree separala
occasions of lhe unscreenad nature of this producl and
{hal allernalive praducts were intemalionally available.

e |n 1990-1992 Governmeni was driven by polilcal and
financial consideraliens for public heallh and nol lhe
adequacy, standard or salety ol blood products.

Dwuring the preparation of this Paper we became aware of an
anonymous documenl senl 1o HFWZ allegedly writlen by an
employes of lhe Minisler of Health in 1892 claiming lhat this
issue has been the subjecl of a “polilical cover-up” that the
Lrulh s nol known by Lhe public

| have also met with Han Peler Dunne, Leader MZ Fulure and
Judith Gallms Opposilion Spokesperson on Healln lo discuss
ihe "bad blood” issue

We also kept an eye on e Senale [nquiy carried oul in
Australia and note thal lhe Australan Red Cross made a
putlic apalogy lo people whe became infecled [rom their
products

Submissions to Government

HFNZ made submissions to

Governmen! on
“The transfer of Hurnan Genes to Other Organisms”
A review of the Heallh and Disabdily Commissioner Act
1994 and the Code of Health and Disability Sernvices
Consumers' Rights

Bicelhics Gouncil on
Public consuliation on Transgermcs - the Inserion of
Human Genes mio Olher Organisms

Malional Ethics Gommillee on Assisted Human
Reprodustion on
Premplantation Genetic Dragnosis in New Zealand

Chanties Commissicn,

A subrmission was made on the proposed Charilies Gilf
intended ta be infraduced o Parrament during 2005

Aclions for 2005

HFMZ will endeavour o

e Complete all three phases of the Haemophilia
Qutreach Workers programme [lor people with
haemophilia and hepatitis C

s Publish Sentenced With No Parole - Hepatitis C in New
Zealand - An updale onlssues

# Conlinue lhe case for recompense for all pecple with

conbinued neat page
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From previous gage

haemophlia and hepalitis C irrespeclive ol the era in
which they might have become infected

ISSUES TO PROMOTE EXCELLENCE
IN HAEMOPHILIA SUPPORT IN NZ

Personal Achievemant

One of the cutslanding personal achievemenls in 2004 was

lhe nde of Jack Finn from Nordb Cape to the Bluff. Such &
ride is a significant
challenge to any
person, bul lo
successfully compleles
lhe ride, do more
Lhan Tlorly media
mterviews, dalivar
a lellar aboul hepalilis
C o the Prime Minisler
and donale $33040
of the funds raised
lo the Allan Cosler

Fund is a nolewarlhy
Jack Finn delivers aletter about HCV  accomplishmant
fo the Primo Minlster, Hefan Clarka

Outreach

The focus of our programme conlinues 1o be aducation,
infarmation and empowerment, Qulreach 5 avalable 1o all
people 1n B2 wilh a genelic bleeding disorder, including theair
lamily membears. The reporl of the chiel execulive officers
deals indelall wilh oulreach services,

Database

The Database of People wilh Heaemophilia and Olher Genelic
Bleeding Chsarders comprises 239 enlnes Thus we know Lhal
some members have not regrslered dala bul are now
encouraged lo do so. Nalional Council has decided ihat this
dalabase and the membership dalabase will never be sold or
issued to any olher erganisalion orcompany

Financial Benefit Programmes

As ocours with many organisalions, we found an open ended
access policy providing Nnancial subsidy on protective
lootwear and swimming for people wilh bleeding disordars
had lo become a largeled policy wilh emphasis on lhe nead
lor prolective foobwear compared o mere [ootwear, and
access Lo swimming alseo on a "needs” banis. We also wish Lo
[ogus delensive driving al males aged 15-25 years and Io
expand lhe programme 1o include lhe Ford Car Canlral
Course

Actions for 2005

HFMNZ will endeavour Lo

# Achieve a longer term solution te the funding of
Haemeophilia Qulraach Workers

# Conlinue with financial bensfits

ADMINISTRATION OF HFNZ

The Past

During Lhe year we began 1o assemble our archives minyle
and annual reporis from 195P and media cuttings from 1964,
It appears lhe inaugural rmeeting of the NZ Haemophilia
Sociely was held al Lower Hutt on the13 May 1958, However
we hold no records for the period Seplember 1961 1o June
1971, We would appreciate anyvone with any ald recaords
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making malerial available lo lhe office for copying.

The Future

Ounng the year we exammed HENZ aclivity. what do we
measurably achieve, where dogs lhe money come irom,
where does lhe money go, and whal benelils do we gel for
lhat expendilure. The aim of Lhis exercise was lo develop a
locus for Tuiure HFMZ aclivilies and the services we need {0
provide m the fulure and 1o ensure efficency and
effecliveness in ourexpandilures, The direction is rellected in
lhis reporl.

Operation Discovery.

Malional Council idenlified lhe need to prepare and krain
people lo assist haemophilia al branch and nabenal level and
eveninlernational levetl, Thus "Operalion Discovery” was bom
lo develop, empower and educale pecple 1o conlribule lo
Malional Council by becoming informed about the role ol a
volunlary orgamsalion, This programme will covar tha |legal
and financial aspects of governance and accounlabilily, the
role of office bearers, and lhe major role of seeking granls,
formulaling grants and being accountable [or granls This
pragramme will ba taken upin 2005,

Naticnal Council
DOunng the year Souncil mel on 4 occasions.

New Initialives

Laslyear | proposed a range of new issues for HFNZ o

address:

s HFNZ 5 developing 115 posilion on genetic lechnology

s HFMZ looked al the cost of pharmaceubeals and found thal
while a number of peaple are paying 3100 per month or
more for pharmaceulicals, virually all are recovering heir
cosls via lhe benefit syslem

& The Southern branch decded o purchase a mobilily
scooter for a mamber

& The remamning 1ssues of assisting with employmeni were
addressed by discussions aboul employmenl and careers
atlhe youlh camp. This issue will be developedin 2D05

o The developmenl of lhe intemet lo enhance our
communicalions should lake off in 2005

Actions for 2005

HFNZ will endeavourto

o Generate addiliona! human resources by inlroducing
Oparalion Dhscovery

APPRECIATIONS

Again we acknowledge Ihal we cannot possibly get by withoul

our lMends and supporers, mest nokakly:;

¢ HIiwiFIRST - wilhout whom we would nol require a reporl
as exlensive 3s lhis, because our actwity would be
rmirrmal!

s Temperton & Assoclates - for professional accounting
services over lhe last eight years

« PaulEngland forcrealing and mainlaining curwebsila

e Llobank Farm Lid - for adminislralive services for lhe
Prestdent, including fme lodo 3100 emails in 2004

¢ Clutha Print - who conlinug g provide Lhair knowledge
and experlise in publishing Blocdlne and Lhe supplemenls
losuch a high slandard.

e Audrey Blackwell - who has provided a specialisl
Managemenl Consullanl service al no cosl

& Dave Blackler -for building lhe access ramp al lhe
nakional office

e IRD fortha donalion of bwo used computers.

conlinuad nexl page
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As members of HFNZ we rely on four regional branches lo
carry oul lhe work atregionzl and disiricl level, [1ig al lhis level
that we all nead lo conlnbule the varied skills we all have, A
vastamounl of ime and effortis given volunlanly each year by
alllhese peaple, lounderake HFNZ activilias.

We all zay lhanks guys lo our 2004 staff, Belinda Burnetl
{Chief Executive CHficer) Claire G'Connor (Central Oulreach
Worker) lo Febroary 2004, Shelley O'Brien ({Cenlral
Oulraach Worker) from December 2004, Colleen Mckay
(Soulhern Qulreach Worker), Helen Spencer (Morlhern and
Midland Oulreach Worker), Doreen Waugh Adminislralor 1o
May 2004 and Leanne Pearce as Admimstralor lram
Movember 2004

Haemaophilia care also reles on 3 netwark of chincans,
nurses, social workers, physiolherapsis, and dentigts, to
make a difterence In people's hves Many willingly give of lheir
free time Lo lake a lelephone call, 1o give adwvice, to provide a
lalk 1o a group of parenls, lo allend a camp, or 1o padicipals in
advisary groups. They also have o keep up o date wilh the
laleslinformalion in a rapidly developing specialty, We all say
thanks iIndesd,

We are gralelul 1o the eflorls made by the pharmaceutical
indusiry, Baxter Heallhcare Lld, Bayer NZ Lid, CSL
Bioplasma and Wyeth Lid. ¥We conlinug 1o value the
personal inleraclion wilh lhe people warking for the
companes supplying lherapeulic producls in a very unique
relalionship

Qur apprecialion alscgoas o

& The Allan Coster Education Endowment Trust, and
lruslees Elzabelh Berry, Pela Hardley and Barbara
Sutherand for ther suppart via the Trusl

a The Wellington Haemophilia Memcrial Trust and
Truslees Dr John Carler, Rosahe Glynn, and Margaret
Temperton

» Mew Zealand Post and Vodafone, for ther genercus
supporl of Jack Finn's journey

#» The lhousands of Kiwis thal regularly donale via
KiwiFIRST, and lhe donors who make sigrilicanl
conlributions during lhe year Dunng 2004 donors of
more than $100 were:

Allisan Murray 5500 (Feb)
B L O'Leary $500 (Feb)
Malcolm Mckenzie =500 (Mar)
Alan Anderson 500 (Apry

Jocelyn Evison - Piako-Waikato Easl

Ruaral Women $1000 (Apr)

Ralgh & Pat Wichers Hawkes Bay £10,000
Fred Forge of Ohape 3100
Omakau Commercial $250
Bendigo Valley 56,000

Laoteries Grant
Latleneas Granl

adminwages
youth camps

$8 437 .50 mcl gsl
$1.620 00 incl gsl

& Buxter Heallhcare for providing funding for Mikki
Cunningham lo go 1o Lendon for the Women and Bleeding
Disorder Conference in Movember 2004,

¢ The Missas Hallins, fora denalion of jewellery for resale

And (inally. 1 would ke lo express my personal apprecialion lo
lhe members of Malgnal Counc for thair hundreds ol hours ol
wiork for haemophilia in Mew Zealand Pegple who have
served on MNalonal Counoil in 2004 have been. Shirley
Bongard, Nikki Cunningham, John Cook, Maleolm Hansan
and John Tuck, Dawvid Habershon, Dave McCone, and Deon
York Members need Lo realize that the work goes on amidst
someatimes difficull family circumslances, such as sickness
and hospitalization, Dunng the year Lhe ScotfCook lamily lhe
wonderul supporiers of Andrew Scoll fealured i our 2004
nalional publicily and pholographed in lhe 2003 repor with Dir
Donna O Michelle Iosl Emma, 2 very lreasured sister o
Andrew, daughler of Richard and Lynley and granddaughler
of John and Jamce Cook at the age of 11 weeks,

When | agread in 200010 be Presrdent of HFMZ | said 1 would
do it for five years That lime is now up. | believe avery
arganisabion needs change lo bring aboul difierent priorilies
and issues Haemophiha has a number lo choose rom For
me Lo acl as President il has also meant Cheryl has had o
Biccompany me on lips meetings and visils While | have
been in lhe HFNZ office Cheryl bas nol gone shopping bul
spent hundreds of hours achieving a reasanably respactable
filing system, allended lo purchasing lhe office wanls,
cleaned, done dishes, cleaned compulers, hung piclures,
made shalving ard supplied hundreds of cofees Thank yvou
Cheryl, [rom usall

Yole Commilibr

Mike Carnahan
Presidenl

Sus’rainihg Patrons

Among the valued donors to the Haemophilia Foundalion of New Zealand, from individuals lo Trusls,
Corporalions and Funding Bodies, are those who have joined a new spacific programme ta provide a
generous amount of ongoing, non-directed lunding, This funding is lo support all HFNZ programmes
and is for a period of lhree years. HFNZ would like to express its sincere appreciation to our currenl

Sustaining Patrons:

Bayer

RBaxter

Hylaned Imrnurno

Lie Made heller

PAGE 8

O BAXTER HEALTHCARE LTD

{J BAYER NEW ZEALAND LTD

O CSL BIOPLASMA LTD

O WYETH GENETICS INSTITUTE

LaSL

Bioplasma

WYETH

GENTICS B8 NSTITUTE
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NZES BEGINS PRODUCTION Of ETOSTATE

Blood Service received

permission from the Minsiry of
Health to begmn produciion of
Biostale. Manufacture of the new
product commenced in  January
2004, This will evenlually replace
AHF-HP in New Zealand. NZBS s
building stocks of Bioslale with the
goal of It being climically avalable
around July this year

ln lale 2004 the Mew Zealand

Eioslale is a high punly Factar VI
producl manulaclured by CSL
Bioplasma The producl made for
Mew Zealand is being made from
plasma danaled in New Zealand.

Biostale is suilable lor {reatment of
bolh Haemophiha A and wvan
Willebrand's dizsease. Itisa proven
product having been licensed and
used in Auslrala for almast lwo
years The Bioslate manufacluring
process incorporales lwo specific
viral inachivation steps (Salvenl
Delergent treatment and dry heat)
as opposed lo the single step used
in manufacture of AHF-HP (dry
heat). The salety recaord of AHF-HP

is axcelleni, the lwo inactivalion
sleps used in the manulacture of
Biostale will ensure thal 15 an even
salerproduct

In common wilh olher high purily
Faclor VIl products, the yield ol
Biostale is reduced when compared
lo other producls including AHF-HP.
This means ihat less Biostale 1s
produced per hire of plasma Lhan
was lhe case with AHF-HP In
discussion wilth Ihe Haemophilia
Treater's and HFNZ a decision has
been made to use this as an
apporlunity to increase the
availability of recombinant Faclor
VIl in Mew Zealand. The iolal
amouni of Faclor VIl available will
rernain lhe same, lhe proporlion of
recombinant will increase and lhal
of the plasma derwed producl
reduced. This means thal some
peaple who currenlly receive AHF-
HP will in future recewe Biostale
whilsl olhers will receive
recombinant Faclor VIl People
currenlly lrealed with recombinant
product will continue on Lhis.
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The Haemophilia Trealer's group
will define which patienls receive
which producl. The decision will be
based on climcal grounds and Lhe
aim iz lhal these will be applied
consislently across the country. i
you currenlly receive AHF-HP lhen
your {realer will discuss lhe
implications of this with you over the
next lew manihs Some people will
be changed io the recombinant
product 1n the near fulure 1o ensure
thal sufficient supplies of AHF-HP
are mantained during lhe penod of
change.

NZBS 15 co-coordinaling the
transilion from AHF-HF wath C3EL,
lhe trealers and HFNZ. This 15 8
posilive step lor the management ol
haemophilia in New ZFealand.
Orverall supplias of Factar VI wll
nol be affected by lhe change.
infermalion @n the new product and
the plans far ils intreduclion will be
made availlable in lhe near [Lkure.

Peter Flanagan
Medical Direclor NZBS ‘
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NTw CENTRAL OUTREACH WORKER

ellc from Central
Qutreach. | cover lhe
Central region which
includes Wellington, Kaprti,
Wairarapa, Hawkes Bay,
Taranaki and Manawatu.
Colleen MeKay, who has
been covenng this area since
Claire O'Connor left has now
retreated back to her favourite
island across Cook Slrait.
Colleen has been working
wilh me through a handaover
period and il is great 1o know |
can call upon her knowledge and experience as | grow
nto this work. 1 appreciated having the opportunily to
meet some ol you already at dinner and Tenpin bowling
inlale January

The yearlooks io be full of efforls o conlinue he work of
the Haemaphilia Foundalion {or its members such as
the Hepatibhs C workshop and camps for pre-teens and
women lhis year. In lhe cenlral regian | offer my services

as the oulreach person lor support, advocacy and
educalion in your managing of haemophilia. A phone
call, a chat, dropin and see me, a home visit, a social get
togelher wilh other members are jusi some of lhe
possibililes | can offer yau,

| will be lravelling o Manawaty, Hawkes Bay and
Taranak as lhree separate nps during the year. For
lhose members in these areas ! will send a letler a faw
weeks ahead lo let you know when | am around and
sligoest a social gel logether for lhe Saturday at the end
ol my wvisit.

I'd also like o mention the programs available rom lhe
HFMZ lor shoes, swimming and defensive driving, along
with granis for educabion and items fo suppart yvou In
your managing haemophilia, You may ke to call me
aboul lhese

| look forward to meeting and heanng from you.

Bestwishes
Shelley O'Brign
Central Qutreach

PGD GUIDFLINES APPROVED BY THE GOVFRNMENT

GD gudelines developed by the

Malional Ethics Committee on Assisted

Human Reproduction (NECAHR) have
now been approved by Health Minister
Annelte King. HFNZ was active 1n ihe
submission process and, at this slage, we are
happy with lhe guidelines.,

FPGD, a procedure used in witro ferblizalion
(IVF) to tesl for early embryos for serious
inhented condibons and chromasomal
abnormalilies, such as hasmophilia, belore
the embryas are transferred lo the woman's
ulerus. Previously, the only lest available in
Mew Zealand was prenalal diagnesis. PDG
allows couples to decide the future of an
aflecled embryorather than an affecled felus

Ferlility clinics now have to gain approval from
NECAHR and the Government has yet to
approve funding Il ¢ould costaround $10,000
for the IVF-PGD l(realment. NECAHR
chairwoman 3ylvia Rumball said Lhe
guidelines set clear crilena lo ensure the
lechnology was nol misused. She said, "It is
nol aboul designing babies. The am is to help
people with serious genelic disorders have
children wathoul lhe risk of passing on an
inheriled condilion."

PGD testing is likely o be available at cenlres
in Christchurch and Auckland If you would
like to know more about the options lor you
please conlact your Qutreach Worker. ¢ reality.
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Parviz and Kellf Najal {who Is a carviar of haomophifia) cefebrate the news
that embryo lesting for serlous genetlc condilions is one step closer fo

Phate: Qlage Daily Timas

BLOODLINE-MAY 2005-VOLUME32-NUMBER 1



HOLDEN STIRLING — Profile Of A Young Swimmer

hy Helen Spencer

Holden Stirling is a young man of 13 with severe haemophilia A, who was successfully tolerised for
inhibitors as a small child. He lives with his parents Henry & Patience, and his older sister Chevy, His
older brother, T.A., has left home but lives nearby Holden is in Year 9, and attends the Total
Immersion Maori Scheol within the Southern Cross Campus in Auckland.

olden's inhibitors

developed at

birth and when he
was 3, a serious headbleed
prompted the decision to
begin tolerisalion. By ihis
time Lhe family had
relocated 1o Auckland
fram Giskarne, which was
many hours {(or a flight)
away from the nearest
Haemophilia Centre. On
his 5" birihday, his third
infection resulted in his
poriacath being removed,
and Holden went an home = —
ireatment. By the time
Holden was 9 he was
routinely doing his own
infusions.

InJuly 2002, when Holden was 10, Palience enrglled himin
ihe swimming programme offered by HENZ. Holden's aims
were to learn to swim properly and o become confident in
ihe water. Patience says thal she has always known
swimming to be the safest aclivity for her sons. When T.A.
was 8 years old, he atlended swimmming classes in Gisborne,
but with his many hospital admissions, it became an
impossible task. She believes that HFNZ has given Holden
aqreatstart to life with the swimming programme.

Halfway ihrough 2003 Holden was promoted to the traiming
squad, and by the end of the 3" {erm he started trainmng for
his first competitions, InJuly 2004 Holden compeled atihe
Regianal Club Champianships. 1t was here that he took &
seconds off his besL time For freesiyle, and it was realized
thal he was only 2 secands away Trom qualifying lor the Mew
Zealand Junior Nationals, and almosk there for the bulterily
evenl. Serigus training slarled in the 3™ term, and 5.20 am
starts began in the 4" term on Menday and Friday mornings
that's 5 30am in Lthe water, nol getting oul of bed! There
was also weekly afternoon training, and a weekly race night.
During the first month Haolden had difficully keeping his eyes
open at schoal, but he's used ta it now.

Helden missed the Norlhern Regicnal Camp as he gualified
jusl in Lime for the 50m butterfly Junior Nationals. It took
determination and perseverance as he had been trying since
July to crack the magic barrier and carve the remaining .2
of a second off. He was down to the last gualilying race
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Holden al the Jurier Mational Swimming Champanships February 2005 da

befgre the Juniors, when
he finally did it, and then,
he pulled everything out af
the hal and carved almost
3 secands off his race.

Fatience believes
swimrming has made
Haolden much stronger and
has noliced the drop in the
number of bleeds since he
took Up swimming. He
does need 1o be absalutely
100% sure thal he warms
up and sireiches properly,
and she Lhinks Lhat ihe gne
time he didn't have time ko
it could hawe heen

vesponsible Tor the
consequent knee bleed.  Inkerestingly, Holden has had no
shoulder problems from doing bullerfly slroke, and his times
rank better nationally than for freestyle.

L

Because the traiming regime 1s unrelenting, the family is
working wilth the comprehensive team at the Hasmaophilia
Cenlre, Lochie Teague, his pasdialric haematologist has
advised Holden 1o balance his aclivities and lock afler his
body. (Thal's when Lochie and Holden aren't lalking about
EVD carsly Swimming is the only sport Holden lakes part
in, as he doesn't actually have ume lor anything else! His
haemophilia nurses Mary Brasser and Lowise Moore are
always there for him, and Haeley Mata his physiotherapist
checls him out when necessary His coach, Jane Logan has
lalked Lo lots of peeple and learnt a lot about haemaphilia.
She spaces oul his races to make sure that he doesn't have
1o many clumped tagelher,

Already this year Holden is the overall kop swimmer for his
school, Holden's aim is to keep going and ™o become a
faster swarmmer” and qualify for the 13-16 year old
Civision, with the possibility of going to Auslralia al the end
of the year

Haolden says ihe hest things aboul swirnming are bus friends
al training, the swim camps, and slriving lor his PBs
(Personal Best timesl. Whal makes him go faster? When
they blow ihe whistle io get on the starting blacks, Holden
remembers his grandfather who passed away 1wo years ago,
and thinks of his brather TA. And when he does well, he
thinks Lo himself *] didtihal formeand TA *. é
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CURRENT THINKING TN WOMEN'S BLEEDING DISORDERS

P(ND HP&EMGSTPXST-S 25" Movember 2004

The Royal Callege of Obstetricians and
Gynaecologists, Regent's Park, London

The foflowmyg are reparts an 3 eross sechion af the fapics presented At
the Conferance, Some segsions ran concurrenily, but iormaton Is
gvattabla on ary of the sessmns not covered 1n Is repord. Please
comlact Mikki Cunninghiam f you would ke mara information an any
of the lapies

his day Conference was orgarized by the U K

Haemophilia Society as parl of lheir larger

Women's Project, which aims fo educate and
raise awareness of women's bleeding disorders
amongst healthcare professionals and the general
public. The Haemophilia Society also conlinues lo
provide supporl and informalion for these women who
are affected by a bleeding disorder

This particular Conference was aimed at assisling
healthcare prolessionals with their managemenl of
Womenwilh Bleeding Disorders.

According lo recent research, 15,000 people in the UK.
have been dragnosed wilth a heredilary bleeding
disorder, but esimales of ke numbers who remain
undiagnosed are as high as 600,000.

The misconcepiion thal women are not as risk from
bleeding disorders only serves lo luel the problem of
idenlifying polenhal cases.

Any heallhcare professional could be laced wilh Lhe
challenges of a woman palent who suffers from a
¢lofling complicalicn, either knowingly or otherwise.
Therefore the UK Haemophilia Sociely chose lo hold the
firsl ever educational Canference on Llhis tomc, Curment
thinking 1n women's bleeding disorders and
haemoslasis.

The all-day conference was aimed al lhe ull range of
heallhcare professionals, in both primary and
secondary care settings, providing a comprehensive
clinical updale from an esteemed panel af experis in lhe
areas ol haemoslasis, obsletncs and gynaecolagy

The Chair for the Conlerence was Chrnistine Leeg, and the
opening address was by lhe Baroness Ruth Hemig of
Lancaster, Chair for the Association of Police
Authorilies.

She explained her associalion with Women and
Bleeding Disorders or in parlicular with haemaphilia,
because of her work as an hislorian.

For her, haemophilia changed the [ace of lhe world, dus
lo the fact lhat Prnince Alexi of Russia had haemophiha
and his parenls had Raspulin to assist with his care.
Rasputin was then lrusled wath lhe government of
Fussia while Nicholas was away al war, and the resl is
History!!
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Why Women's Bleeding Disorders are important:
Rona Macdonald

Rona was diagnosed with von Willebrand's (type 1} in
her early 20s, having spenl years suflening from heavy
penads and frequent nose bleeds. Rona has a brother
with severa haemophilia and her diagnosis was made
durnng tests to discover il she was a carmer ol
haemophila A,

Rona 15 regislered at the Royal Free Hospital. She
receives DDAVP {Desmaopressing during knee surgery
and uses desmopressin nasal spray on a monthly basis
lo control mensirual bleeding. She leads a normal active
life including vice Chairmanship of the UK Haemeophilia
Society

Rona spoke aboul the mporlance of recogrizing
women with bleeding disorders.1 % aof the UK
population could be polenually alfecled by won
Willebrand Disease

She {ell thal a proper diagnosis provides relief and
ensures lhe affecled person receives the nighl
ireatment. Il also provides knowledge on how lo bebler
manage he condition, such as avoiding drugs that
conlainaspinn.

A diagnosis also empowers lhe palient to educate
themselves aboul lheir condibion, seek oul sell-help or
support groups and make informed choices when
planning a family. It also ensures that an affected woman
receives appropnale care dunng and afler childbirth,

Rona explained that symploms of a bleeding disorder
are not all physical bul also invclve emctional and
guality ol il21s5ues. There is often guill at being a carrier
as well as difficull reproductive choices lo make Lhat
require proper information, suppart and counseling.

For women who are not diagnosed, quality of life can
ofien be poor and lhere 15 a continuous sense that you
are differen! especially during the teenage years and a
l[eeling that the medical prolession is not taking your
problems seriously

Undiagnosed women suffer huge emolicnal sirain and
in addihon may receive nappropriaie trealment and
unnecessary qynaecolegical procedures such as
hysierectomies. There may also be bleeding
complicalions during surgical procedures Lhat are not
well managed. A joinl Haemaophilia and Gynaecological
clinicis very reassunng that the "women's” problems are
being taken seriously,

In 2004 you can talk aboul anylhing, but not perniods. Il
only a programme such as Eastenders would cover lhe
lopic Imagine haw enlightemng it could be

THE AVERAGE TIME FOR A FEMALE TO QBTAIN A
BLEEDING DISORDER DIAGNOSIS IS 16 YEARS.

conbinued nexl page
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More ihan just heavy periods_....7:
Dr Paul Giangrande

Dr Giangrande has been a Consullant Haematologist al
Onford Radeliffe Hospilals since 1921 and currenlly
works at ithe Oxford Haemophilia Centre and
Thrombosis Unily, Churchill Hospilal, Oxlord.

Ur Giangrande is also Vice-presidentl {Medical) of the
World Federalion of Haemophila and Chairman of the
WFH Medical Advisory Board.

Or Giangrande has published widely in medical
literalure

Dr Giangrande emphasized the imporance of taking a
lullmedical hislory.

A Dr needs lo know il there has been bruising, nose
bleeds, bleeds after dental procedures, or around
operalions or the birlh process.

This is lo gel a clear piclure of a palent's haemostahc
system.

They also need lo know Lhe possible family history and
also any medicalions laken.

Objeclive crileria is needed asitis nc use lo jusl ask the
gueslion

“Do you bleed a [ot?7" as a yes or No answer cannol be
objectively measured. The clinician needs (o know Il the
paliznt required stilching or a blood translusion after a
medical procedure, or il the palient has persistent
anaamia. Any of lhese are a mare objective measure,
when deciding if a bleeding disorder could be the
reason.

Dr Giangrande discussed lhe well known coagulatron
cascade and how a wvariely of things can affeci
coagulalion.

Il a person has a plalelet counl below B0 then bleeding
can occur If Ihe plalelel count is below 20 then
Thrombocytopenia (mnpoml haemorrhages in the skin)
can accur. Low plalelet production or destroyed
platelels can alsa cause Nosebleeds, heavy periods
and bruises.

This can be due to the plalelel count gr lhe platelet
funclion

Von Willebrand disorder is a bleeding lendency dueto a
deliciency of von Willebrand laclor (either qualialive or
quantitative), which s the “glue” for the plalelels.

Von Willebrand's is the mosl common heredilary
bleeding disorder, affecting 1/1000, butitcan alsobe lhe
mast difficull te diagnose, as many things can affect the
plasmalevel.

Type 1 =CQuantilative deficiency which usually responds
to DDAVE.

Type 2 = Qualitative deliciency
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Type 3 = lolal Quanlitative deficiency = No wAF
produced

Apparenlly Faclor Xll is one faclor that you can miss out
having wilhcul any bleeding problems.

Expressed Carriers of haemophilia gene tend lo have a
level of about 50%. Some have a level of 20 50%. They
should avoid aspirin and non sleroidal anli
inflammatories (NSAIDS)

DDAVF can boost the levels of Factor VIl This can be
delivered via |V, sub-culanecus, or nasal spray and the
pegk effects occurafer 1 hour

Tranexamic acid is also used, but is contraindicated 1In
cases of hasmatuna,

Diagnosing bhleeding discorders:

Professor John Pasi

John Pasi is & Professor of Haemostasis and
Thrombosis at Barls & The London Hospital. His main
chmical and research inleresls are haemostasis,
lhrombosis and gena lherapy.

Although in concepl simple, defining a bleeding disorder
in praclice remains a major diagneslic challenge.
Despile a huge variely of diagnosiic lesls that are
available to clinicians, as will all clinical consultations,
taking a careful hislory is Lhe firsl and probably lhe most
impartant aspecl. However in relation to bleeding
disorders obtaining a meaninglul history can be far more
difficult Lhan it sounds. Many individuals are convinced
they are “bleeders” or have a bleading lendency,
although no definable disorder can be found. Some
studies have shown thal 50% or more of the population
consider {hemselves lo bleed excessively. Indeed
concern about bleeding may even represent non-
haemalological disease. Conversely many people (also
up to 50% in some studies) who belong lo lamilies wilh a
clear bleeding disorder might consider significant
bleeding as "normal”’, as compared lo other members of
lhe family. lronically the leasl specific symplom af
“bruising” appears la be the hesl indicaler of a bleeding
tendency. Sorting the “wheat I[rom the chaff' is therefore
quile hard on the basis ol a hislory alone.,

Professor Pasi discussed the need lo elicil and interpret
clinical data n reflalion to bleeding and identifying
objective markers of bleeding to maximize lhe value of
ihe consultation. These pnnciples provide a guide to
identifying appropriale individuals lor subsequent
referral and diagnostic tesls

Pre-conceptual Planning to delivery and Beyond A
medical and emotional.Journey : DrRezan A Kadir
Dr Kadir is a Consultanl Obstetrician and Gynaecclogisl

with @ special interest in women wilh bleeding disorders
as wall as felal medicine.

Or Kadir runs a multi-disciplinary clinic in the

cantinued nexl page
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iemophilia Cenlre at lhe Royal Free Hospilal, logether
lh lhe Haemophilia specialist, Haemophilia nurse and
mily lheramst. The clinic has been very uselul for audit
1d research purposes and has helped lo improve
sahty of care for lamihes with bleeding disorders.

renalal diagnosis of Haemophilia has been available
r 20 years and carrier lesling lor an even langer period.
reconceptual care is vital for umely carrier detection,
wnseling and planning for prenalal diagnosis and
anagement of pregnancy

here are several melhods avalable for prenatal
agnosis ncluding invasive {chorionic villus sampling
"S] and amniocentesis) and non-invasive (fetal sex
sfermination) lechniques The choice ol method
=pends on how much infarmation is available aboul lhe
mily and whether the causalive muiation has been
entifred. The couple's plans for pregnancy and
ihludes towards nvasive prenatal testing and
rminalion of an aflected pregnancy are alsoimportant,

r Kadir lold the Conlerence lhat quite often molhers
hange their mind about having an invasive procedure
| associalion with reproduchon

or example with Pre-implaniaiion Genelic Diagnosis,
oliection of eggs can creale hasmorrhage n @ low
clor level mother, as can the placement of embryos.
leeding can also nterfere with the placement
rocedure.

here are always salety concems, with some
rocedures possibly having an eflect on viallily and
svelopmenl as 12.5% of the genetic matenal is
=moved far the pre-implanlalion genatic diagnosis.

he pregnancy rale following lhis procedure is 20-23%,
ith 9% of molhers carrying twins and 7 % carrying
1plels. These mulliple pregnancy rates can be higher,
ecause the demographic group, using the procedurein
agards lo hasmophilia lends lo be young, healthy,
=rlile mums.

iecause there is slll the possibilily of misdiagnosis,
ther prenatal diagnosbc techmiques are siill used later
1ihe pregnancy.

n the fulure, diagnosis could be made using maternal
lood 1n the 1" {rimesler and sperm seleclion and
1seminalion using & flow cylameler

same moelhers have shown psychological disiress up to

year after PGD which reilerates that the reproduchive
hoices for carriers of bleeding disarders are parl of an
:molional journey.

-aclor V1l levels have been shown io increase
igmificanlly 1 carriers of Haemophilia A during
regnancy, lhough a small proportion may still
lermonstrale low levels at lerm. In contrast faclor IX
avels da not rise in carners of Haemophilia B, The risk of
-arly-pregnancy bleeding and miscarriage in

"AGE 14

haemophilia carriers 15 nol known, but lhere is evidence
Llhat the risk of anle parlum haemorrhage (24 weeks'
geslalion) is not increased. However excessive
bleeding can occur following sponlaneous miscarriage,
invasive prenalal technigues or lerminalion of
pregnancy. The malhers FVIIIIFLX levels should be
tmonitored and recombinanl FYIIL or FLX used when
administration of lhese faclorsis indicated.

Labour and delivery may also presenl haemoslaiic
difficulties {a bolh mother and [etus. Affected fetuses are
al risk of developing serious head bleeds dunng birth,
Therelore, delwvery shauld be achieved by lhe leasl
lraumatic melhod and early recourse to Caesarean
seclion should be considered.

Carriers ol Haemophilia are al increased risk ol post-
partum haemorrhage. The risk is significanlly greater
when faclor levels are below 50 %" therefore il is vilal
thal faclor levels are checked and maintained above
50% foratleasl3 4 days {4 5days fcaesarean sechion
has been performed)

Cord bloed should be collecied from all male neonales
born 1o carrier mothers lo assess FVII or FIX levels.
Such babies are al risk of bleeding with any surgical
intervenlion {usually circumeision) and apunclure siles.
Special care should be taken 1o avoid Risk.

From Patient to Persen Personal Perspectives from
those affected : Eloise Collins 2nd Ros Cogper

These two women shared wilh us their personal
journeys frem childhood Lo adullhood

Eloise spoke as an obligate carner of FIX, her falher and
2 ofhis brolhers alihad FIX deficiency Eloiseis 28 years
old, married to Andrew and planning lo slart a lamily i
the next few years, however as an obligate carrier, this
must be takeninlo consideralion.

Her father, David Collins, had severe haemophilia B and
caught Hepatitis from a blood transfusian from a blood
lransfusion when he was younger. In his mid 40's lhe
disease affecied his liver dramalically and he died
suddenly and unexpecledly aged 48 in March 1997
David lived a full and active life, despile pamn
management and factorinjeclions and was always keen
lhat Eloise was aware of the heredilary condition of
being a carrier, and ko gain as much infarmaiion on the
implications of one day having a son with Haemophilia.
He also fell I was important lo lrack the medical
advancesin this ield.

Eloise tald us that living as a carrier ol Haemophilia B
gene in no way affecls her darly living. However Andrew
and Eloise's main ¢oncerns wilh startimg a family are 1o
ensure lhal they are well informed aboul the condilion
They have been advised to seek further medical advice
before coming pregnanl and o review lherr choices
available wilh regards to screening . Finally they fell they
needed o be aware of the addilional responsibililies any
continued nexl page
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difficullies with having a son wilh haemophilia and how
this may affect theirlives.

Ros spoke as a women with von ¥Yillebrand's Type 3
FRos was diagnosed at 7 months ald when her GP
followed up on abnormal bruising. Cunng her childhood
Ros was in and oul of the Royal Manchester Children's
Hospilal and at lhe age of 14 she leaml 1o selfinfuse At
age 19 Ros was diagnosed with Hepalitis C and
following two courses of treatment, cleared lhe virus al
29. Ros mammad i 2003 and cumenlly lives n
Worceslershire where she works as an IT consultant.

Throughoui her adult life, Ros has been regularly
atiending the Queens Elizabelh Hospital in Birmingham.

Ros stated that her experience ol von Willebrand's
involved muliiple bleeds per month, bleeding gums,
nose andinto joints as well as inlarnally.

These bleeds could be spantaneous ar briggered.
Menstruation in the past had involved blood
translusions and hosplilal stays and 1s now conlrolled by
high dose hormones {Noramine and Norafistorane)
which are taken confinuously. Her bleeds were inilially
treated with cryoprecipilale and lhen Haemale P Both
RDAYP and lranexamic acid had been ineffective.

Reos has a positive approach 1o living with wvan
Willebrand's but felt that there was still emolional impact
on her, family and Inends Ros emphasized lhe
imporiance ol support, and the question as to whether
narmal life is possible and il there can be any quality of
life

She questioned how to plan for the luture — physically,
mentally and medically.

Edilor's note. Ros and her husband were fraveling fo
New Zeafand 3 weeks after I met them i London. Ros
contacted me on her amival and she spent some time al

Typical London with the old and the new. This was outside
Buckingham Palace
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lfie Nalanal office in Chnstchurch and met with
Hayleigh Bumett fo share experiences of being a young
woman with a bleeding disorder. Unfortunately the
pholographic evidence of Raos's visil with HENZ was lost
when the camera which took the pholo was fost, so you
wilf just have fo take my word for it

ft was greal {o make confact with someone who could be
& resource for some of our younger gitls and the timing
of har visit lo New Zesland was perfact Ros and f
continue {o keep in touch as | work towards
implementing & fult scale Women and Bleeding
Disorder's project for New Zealand

I would like o take this opportunily t¢ thank Tony Shellon
and BAXTER HEALTH CARE ior their supporl of my
altendance at this Conlerence. L wall provide Lhe
foundalion for the developmenl of a comprehensive
Women and Bleeding Disorders projecl lor HFNZ. Py

The UK display at the Women and Bleeding Disorders Saminar,
London

The view from the London Eye hack towards Parliament and Big
Ben
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(ATMOPHILLIA TN THE NEWS
that they adopt permanentfy

Advocates call for more efficient haemaophilia care

a condition which is complicated by the presence

mare efficiently if a coordinated care scheme was
in place af nationat level.”

One positive cutcome was thal one of our members was
profiled on Close Up on the 217 March. Trey lold reporter
John Sellwood aboul Lhe things he can and can'tdo, and

peed to keep cost manageable.”

Naliona! Infarmation Coordinator, Nova Guerin, ‘

WHY WOMEN ARE GooD LEADERS

HEMNZ CEQ Belinda Burnelt was leatured in December's
Hemophilia Leader as parl of a piece about “Why

women are goed |eaders”.

justcome naturally lowamen.

efforts.
Repnnted with kind permission from Latne Kefley, Hermophitia

L eader
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Survival Strategies for Marital Stress

HEMALOG @ Vol 14, number 3, Sept 2003

Having a child with a
chronic medical disorder
can be highly stressful for
the parents' relationship or
it can set the stage for
greater closeness and
understanding.

By: Shelagh Ryan Masline

esearch is clear about this:

when someone 10 the family

has a chronic medical
condition it affecls all members of Lhe
househald. Italsohas a slrang impact
gn Lhe dynamics in 1he relalionships
among famly members, especially 1he
primary oneg, the marnage. Il's not
uncarmmon for parents in their earnest
desire to meet the needs of a beloved
zon or daughier, 1o begin to overlool
the needs of their own relationship. OfF
course making a marriage work is a
challenge for every couple and the
issues couples face are as varied and
complex as the individuals involved.
Yet Tor couples raising a child with z
chronic disease certain common
patterns arise again and again.

A changein Priorilies

Caring for a child with a chronic
condition is enormously time
consuming and demanding and
becomes a way of life.  For many
famulies the concern ahbout the child
lzads to an atmosphere of heightened
anxiety in the home. Parents fear
getting away on Ltheir own even lor an
evening  in case the child needs
ernergency trealment.  “The worry
always on a parenls mind is what |f
something goes wrang,” says Goldie
Mulak, & social worker at the Mount
S5inai Haemaophilia Treatment Centre
in Mew Yark City.

Malurally there are issues among
parents thal are unigue Lo

haemgphilia. Which parentis going to
be responsible for administering home
infusion? How can {actor costs and
medical bills be handlad in Lhe face of
insurance caps and olher problems?
Because haemophiha usually resulls
from a defect in the mother's genetic
make up mums frequently carry &
great deal of guilt along wilh the
affected gene. Conseguenily the
mother often becormes over prokective
of the child and 1akes an much of the
day-lo- day responsibility {ar his care.
While she may beain to resent her
spouse for nol assuming maore
respansibility in some cases ihe (ather
starts to resent the malher for being
‘responsible’ for Lhe child's condition,
gt for excluding him from the child's
life

“Imtially it's very hard for parenls Lo
work their way through 1he diagnnsis,”
observes Mulak, “and talcr on there
are issues with day-io-day coping. But
parents are resilient,’ she adds,

Althaugh living with these issues can
be an emaotional roller coasier couples
have found effeclive ways to meel
Llhese challenges and lake contral of
their childs health and their gverall
Farmily life.

Adfusling to the Dhagnosis

It may seem conirary lo reason, bul
when a child is born with hagmaophula
ore of the first priorilies Tor the mather
and father should be to scrt out Lheir
owen atbidlodes and reaclions Lo ke
diagnosis. Adjusting to Lhe diagnaosis-
whether or not Llhere has heen
haemophilia in the [amily-is an
exlremely difficult and demanding
processTorany cauple,

* Parenls need 1o grieve aver Lhe loss of
the expeclalion of a healthy child,”
explains Danna Merritt, a social
warker at the haemaophilia program at
The Children's Hospital of Michigan,
and a creator of lhe PEP (Parents
Empowering Parenls} program.
During this emotionally and physrcally
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draining period, the couple must
prepare themselves to deal with such
feelings as anger, shock, anxisty and
depression.  “Grel like many other
EXperiences is a process,” emphasises
bMulak, “Y¥ou must take time Lo think
aboul Lhe other person despite your
wawh cancerns and anxiely aboul Lhe
future.” Once parenis have
acknowledged and accepted the
silualion something that eecurs over
ume, ihey can begin to take a more
positive role in managing their child's
illness,

Mimia and Rodrige Pangilinan,
originally fram the Philippines and
row resident of Ardsley, Mew York, had
no family hislory of hagmophilia when
itheir newborn son Marg, began o
bleed followrng his circurncision. Y He
only eight days old and it was
devasialing nol knowing what was
wrang,” recalls Mrs Pangilinan. After
gxperrencing the shock of their son's
diagnosis she and her husband decided
to come together as a leam to fearn as
much as they could aboul bleeding
disorders. The Pangilinans consulted
iheir trealment centre, pored over all
Lhe available research and were able Lo
resolve their own differences in apinion
as they absorbed informalion about
their som's disorder.  “Learn more
acauire more knowledge,” advises Mrs
Fangilinan, who 15 a nurse.
Y<nowledge helps you to agree. ™

“Use every resource available and
learneverylhing you ¢an, Theillnessis
nolgoing Lo go away. ..... o

Accarding to Mulak, having a family
history of meo may influence the
parents' cullook in either a positive or
anegaliveway, Some women [ind thal
old memeories hauni them and heighien
lheir anxiety “Even ihough today's
treatment makes it possible to have
much betler oulcomes il a mother had
a severely disabled brother or father
her personal experience can creale a
lot of fear in her for her son's well-

conlinund next page
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being,” says Mulak. On the otherhand
the family hustory can prepare couples
for Lhe challenges they may face in
having children Virgima Rivera, Lhe
mather of four bays (three of whom
have haemgphilia) Teels that growing
up with a brotherwho had haemophulia
gave her a better sense of what 1o
expect when she started her own
family. "Before our oldest son was
korn, my husband, David, and I had
genetic counselling, so he could learn
more abouk the disease,” says Mrs
Rivera, who Fiwves with her family in
Mew York Cily. "Thal way we bolh
knew what we were getting into and
knowing what Lo expecl really helped
our marriage.”

Taking Charge

Both the Pangilinan and Rivera
families took the best possible Firsl
step: legrning as much as they could
about haemophilia, That knowledge 15
avallable in many different forms-
from the Internet, 1o publications such
as HEMALDG Lo the naliocnal and
local haemaphihia associations.
Whatever information highway
parents choose, Merritl urges you to,
“Use every resaurce avallable and
learn everyihing youcan, Theillnessis
not going 1o go away so your best bet is
to get armed for the long haul. That
way you will fave more resgurces to
copewilh the challenges. There will be
less strain on your marriage and you
will bath start Lo relax and enjoy your
child & loLmgre. [Knowledge Qives you
more peace and a greater sense of
control-

Next Steps

In addition Lo acquiring as much
knowledge as possible our experls
recemmend @ number of ather
strategies. These will enable you to
take charge of your child's needs but al
the same time cantinue io strenathen
YOUF Marriage.

Become a regular at your haemophilia
treatment centre

[f your child was diagnosed at the
local hespiial therg's a gosd chance
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thal he was the only haemophilia
patieri Lhe medical staff Lhere had ever
seen.  Given that ils understandable
ihat parenls experience a nearly
overwhelming sense of relief when {hey
first wisit a haemophilia treatmenl
centre. The professionals they find
there-doclors, nurses, physical
{herapisis, social workers- know all
about haemaphiha and deal with it
everyday. Mulak stresses, “Whalever
you need to learn if's there al the
treatrment cenlre for you. As one of
your first goals bry to develop an open
and Lrusting relationship wilth the
people alyour TC.Y

The {realment centre 15 alsp your
galeway to a wide array of services.
For example, TC professionals can
refer you le supporl groups such as
PEF (zee box). Merrtt paints our,
“1t's extremely benelicial to talk with
olher hushands and wives who are
conlrarting Lthe same problems you are
and to see how they handle then.” This
kind of communication helps couples
realise thal they are not alone and that
iLis normal foe a child's chronic illness
to put additional pressure on &
rarriage.

Learn home infusion

ataff al the TC will also teach parenks
the skill of home infusion. *We first
started doing lacior infusing at home
gight years ago and [ can't Lell you haow
rmuch 1hal reduced the stress in gur
family Nfe,” reports Mrs Rivera.
“Before thal getting our son's
treatrnent was really hard,” she says.
Mow the family is able Lo avoid jusl
about all late night trips to the
haspilal, the boys can protect
thermselves with inlusions before Lhey
play sporls and the couple l2els safer
gaing off for Lhe occasional evening
out,

Keep Lalking-keep lislening

Spouses adjust to stressful situalions
in different ways and ofien at a
different pace, noles Merritd. QOne may
want 12 talk while the olher withdraws
and wants tn he algne.  In Lthe early
days following diagnosis, Merrith says

thal i1 is common Tor parents to grieys
individually. “Insiead of talking abow:
the situalion they withdraw [ram eacr
other,” she reporis  “At jusi the
moment when they need to lean an ane
another they turn away.” This kind of
separation can lead to difficulties ir
their relationsiup as resenlment builds
awer the lack of understanding of eack
oclher's (ears and needs
Communicating wath one another is
the only way to prevent ihis from
happening, although il may at first be
difficult to achieve. “Some men say
ihey are not talkers,” acknowledges
tulak, “but even a liitle support goes
a long way, The smallest senlences can
be powerful. And of course, lislening
1o what the olher partner has to say s
very important.”

Being forthright in wyour
carmmunicakion also allows couples to
work out praclical plans and share
responsibilibies. For example, to
prevent ithe burden from falling leo
heavily on one or the other spouses
may elecl io alernate responsibility
ior home infusions or trips io the
haspital.  Spouses must also talk
Lthrough controversial and somelimes
uncomiortable issues such as whal
conslitutes ihe proper degree of
prolecliveness. "Wy husband and |
had two different ways ol dealing with
Marc's iliness,” says Mrs Pangilinan.
“He tended to be more protective,
while | was less likely to restrict Marc's
activity.” QOver time the more they
learned from their own reading and
from consultalions with the doclor and
physical therapisl at the Ulrealmenl
centre Lh2 more comiortable they
became with therr son's activities,
including his particigation in sparls.

Set up a support system

When Lhe Pangihman family learned
that Mare had haemophilia Mrs
Fanailinan's parents uproated
themselves from the Philippines to
rmove b0 ihe United Slales so that they
could help oul.,  Her parenls were
willimg {n move because they
underslood what is so important to

confinued nexl page
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-=muhies in this siluation: a slrong
—.aporl syslem.  Famuly and friends
crovide essential coverage in bolh
zmergency situations (like those early
norning trips to the ERY and day-to-
day activibigs so thatl a couple can lake
an occasional breather. One of Mrs
Rivera's hopes for the Tuture is thal the
baemophilia community will more
actively acknowledge and respond o
the need for farnily support by making
available services to such as more
child care programs.

Reserve Lime for your relationship

Qnce you have your support systern in
place take advantage of i to spend
Lme with each alher.  Ewven small
activities such as an evening walk
wogether are wital lifelines for your
relationship, Alse plan bigger
accasions for going oul, say lo dinner

or to the movies, lo enjoy shared
experiences and to create a balance
belween caring for your child and
nurturing your marriage. " You must
find time for just the two of you to relax
together,” urges Mulak. Otherwise
you're nob doing your children any
favours, she says, “Because when
parents feel stress, children feel stress.

When necessary seek counselling

Parenting a child wilh a chranic illness
brings its gwn challenges certainly but
stress oflen magnifies pre-existing
problems inihe marriage aswell. This
creales a3 limely and importani
opportunity to sert through your
relationship and the best way to do
that is with a marriage counsellor.
You may see results in a shorl period of
tome.  “Many people think that
counselling is semething that lasis
forever,” says Merrill. “But often a

SUCCTSS AS A HEMOPHILIA LEADER:

How to create, grow and sustain a national hemophilia organization by {aureen A. Kelfley

Froduced and distnbuted by Bayer
HealthCare LLC, 2004

LA Kolfey

hal could be more painful

than walching your child

sulfer from unlrealed
bleeds”? Whal could be harder than
irying to make your voice heard on
behalf of a rare and expensive
medical disorder? What can be
mare challenging than Irying to
change the healthcare system in
counlries preoccupied wilh
epidemics, poor infraslruciure or
economic hardship? Whal can

gvercome 1ihese rpadblocks to
improved hemophilia care?

Leadership. Wilhoul leadership,
hemophilia patienls and families
have litlle hope {or parmanent
change. Without leadership, no one
hears the cries for help. Wilhoul
leadership, every person acls alone
and everyone loses evenlually

Effeclive leadership makes lhe

difference belween passively

accepling an uncerain fulure and

achieving reliable and safe

hemophilia trealment. Leadership is

an art that can be learned. Success

as a Hemophilia Leader nol only

encourages people with hemephilia

lo become leaders, it also shows

lhem how lo doit In this first book of

its kind, you'll learn how o

» Develop a vision foryour people

o Forma Board of Directors

o Creale a Medical Advisory
Committee

s Publish a Newsletter

» 5elgoals ad objeclives

« Procure medicine

s Holdachilden's camp

o Warkwilh government
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half dozen sessions are enough Lo help
you worle lhrough your leglings.” The
social worker al your treatmenti centre
can refer you Lo a counsellior.

Making it worlk

All marriages need lots of work and
lender loving care 1o survive,
Consequently when a couple
encounters additional challenges-such
as 1hose involved in caring for a child
with a chronic 1liness-it may seem at
first Iike Lhe odds are slacked against
them. But wath understanding,
communication and support, spouses
successfully meel 1hese challenges
everyday. In fact, couples like the
Fangilinans and Lhe Riveras say that
Llhanks to their children iheir
marriages are slronger Lhan ever.

Shelagh Ryan Masline lives in New York Cily
and is the co-auchor of several bagks on medical

arfyice ‘

e« Become anintemalicnal player
¢ Develop astrategy

Laureen A. Kelley shows you that no
matter whao you are male or female,
patienl or physician, rich or poor
you can become a Hemophilia
leader and praducs lasting change.

Laurie is Director of L |.G.H.T., a
program thal idenlifies, trains and
suppons leaders in lhe hemophilia
community in developing countries.
She 15 also founder and chair of
Save One Life, a nonpralit child
sponsorship agency for children
with bleeding disorders in
developing counlries She lives in
Georgetown, Massachusels with
her husband, Kewin, a process
scienlist for New England BiolLabs,
and their lhree children: 17-year-old
Tommy, who has hemophilia A, 14-
year-ald Tara, and len-year-old
Mary. Laurie is a fitness enlhusiast,
and enjoys traveling, rock climbing,
reading and playing classical piano.

For your copy of lhis book please
contacl Nova at HFNZ or wrile o
info@kellycom.com. é
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NORTHERN BRANCH REPORT

Cn February 18-20 we slaried 2005 off with a family
camp held al the YMCA facilily on lhe banks of lhe
Waiwera esluary and just down the road [rom Waiwera
Hot pools The camp was atiended by 40 people with a
number of families from Lhe far narth as well as those
frorm Auckland. The camp slared on Friday evening with
a meal and allhough il was {0 have been a barbeque, lhe
barbeque was not working and the leam cooked all the
sausages In Iry pans. This was only seen as a minor
problem. Following dinner a games evening was held.

Saturday dawned brighl and clear and following a
leisurely breakfast lhe marning was filled wilh a sernies of
educalional workshops. These included aral heallh
care, and a session wih a physiclherapisl, who
demansliraled a colleclion of supparts available for
supporting various foinls. Helen Spencer addressed
the group about her visil 1o lhe WHF Congress held in
QOctober 2004

Following lunch we relocated lo Wenderholm Regional
Park five minules up the road complete with seven
kayaks and, under lhe guidance of YMCA slaff, had the
opportunily lo try our hand at kayaking We had a
tharoughly enleftaining time wilh a number of us
overturning and hawing an enforced swim A group
paddled all the kayaks back to Warwera al the end ol lhe
afternoon, a journey of approximately 30 minutes

In the evening following dinner lhe group had a swim at
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the Waiwera hol pools - a greal way to finish the day.

Sunday saw a number of options available with a
workshop followed by lhe choice of & second warkshop
or orienleering The group who look the oreniesnng
ophon were trealed lo a magnificent view of the
Whangaparoa Peninsula and the Hauraki Gulf.
Following lunch all were given lhe opporlunity to atlempl
e climbing wall and all of those who altempted il
succeededin reaching Lhe lop.

Late in lhe aflernoon, after a very enjoyable weekend
where new Jriends were made and acguaintances
renewed, regrelflully we all wenl our separate ways

A few weeks later, a group of members attended the
Ausiralia / New Zealand one day cricket malch to
supporl lhe Black Caps.

Qur Annual meeling was held on March 6 and attended
by 15 members and a similar number ol apologies.
Shirley Bongard was re-elected as President with John
Cook re-elecled as secrelary and Nalional Council
Delegate The majonty of lhe previous committee has
returned and we welcomed Henare Maihi o Lhe
cammittee We look forward to ancther good year and,
at the first commiblee meeling, look {orwart to planning
lhe year ahead

John Cook,
National Council Delegate ¢
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REGIONAL REPORTS

MIDLAND BRANCH REPORT

Kia Ora
Midland Christmas Gathering

Lale lasl November members of the Midland Branch
atlended a Chrislmas Gathering in Hamilion. We melup

Midland Branch activity dates:

The following dales were sel for 2005 aclivilies and

meelings:

- Dr Stephen May Farewell
noon aboard MY Waipa Delta
Midland AGM February 27" 3pm, afler The
Waipa Delta cruise lo be held at nearby church
Midland Branch Commlttee Meeting
Thursday 217 April 7pm @ Lloyds Lane
Waikato Café Evening Salurday 14" May
Yenue TBA
Midland Branch Commitiee Meeting: August
18" 7pm @ Lloyds Lane
Tauranga Café evening: Seplember 17" @
7pm Venue 'Le Deux Sceur' Devonport Rd
Midland Branch Committee Meeting: Oclober
13th 7pm @ Lloyds Lane
Midland Branch Xmas Party: Yet lo be decided

February 27" 12-

al The Exscile Science Gallery al lhe Waikato Museumn
and visited the exhibilion 'Body Odyssey’ before moving
0 The Rolunda by the river for a picnic lunch. H was a
beaulilul day with a ot of interest in lhe exhibition Thank
wou to all who allended il was a gocd close o the year,
andwe're looking Torward to 2005

The Midland Café Evenings

These evenls, held in Tauranga and Hamilton last year,
worked wonderfully, and we are arranging the same
again lhis year The dates are likely to be Saturday 14"
May (Hamillon} and Saturday 17" Seplember
{Tauranga) A regianal newslelter will be senl cut with
more information regarding lhese evenls.

Camps

Camps are an mparant ool for HFNZ and we are
always looking al ways of improving lhem We are
pleased that lhe nexl camp is for pre-teens, which we
Tully supporl. The Midland Camp has been postponed,
as there are quile a lot of events wilhin the Foundation
over the nexl lew monlhs. We will be basing our decision
on approprate wealher, and the dale will be decided at
ournext meeling.

Malcolm Hanson
Midland Branch President é

SOUTHERN BRANCH REPORT

Southern branch members enfoy a game of fen pin bowling with Dutreach Warker Colieen McKay In Dunedin in November 2004,
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SWIPPETS

Bleeding Nuisance:

Study

We have recenlly received ethics

approval and supporl from HFNZ Lo

go ahead with another updale on

this 10-year-old study. This updale

15 to be called "Wew Technologies

and Haemophilia: Individual and

Social Implications’

The main locuses will be:

& Gene Therapy

s Hepatlitis C

s Carrier Diagnosis and Tesling

s Pre-implaniation Genelic
Diagnosis {FGD) and pre-nalal
genelic diagnosis in general
{CW3)

While there will be specific focus on

these areas, ALL haemophilia-

related expenence s relevant.

Your haemophilia nurse/health

provider or oulreach worker may

mvile you to take part in lhis study.

They will pravide you wilh more

delailed inlormalion.

Julie Park

Deon Yark

Anthropalogy Depl, Universily of

Auckland

Haemophilia drug may aid

stroke recovery

A single dose of a drug already used

fo lreat haemophilia can help limik

brain damage caused by the

deadhesl and most debilitating farm

of slroke, according Lo results of an

internalional study.

Chiel author Stephan Mayer says

he is “"stunned" by lhe finding

involving lhe drug recombinant

activated faclor VI, which is sold for

haemophilia Ilreatment under lhe

brand name NovoSeven

The study, which pharmaceaulical

maker Movo Mordisk financed, also

found lhe drug poses a "small” risk

of causing a heart attack or anather

type ol stroke.

lls use as a slroke Irealmenl is sl

regarded as experimental.

"By preventing jusl five millilitres of

addilional blood - aboul one

leaspoan - of bleeding in ihe brain,

we were able to increase the

chances ol palient survival by nearly

40 per cenl,” Mr Mayer, of Columbia

Update

PAGE 22

University College of Physicians
and Surgeons, said.

Sirockes caused when a blood
vessel breaks and releases blood
into the brain, called acuie
inlracerebral haesmarrhage (ICH),
are lhe deadhest.

As many as hall of those stnckan die
wilhin a month and only ane i1 ive
become independentagam.

ICH affecis 15 per cent of all siroke
victims in the United Stales, orsome
70,000 cases ayear.

In olher parls of the world the
incidence of bleeding siroke 15 even
higher - in Asia, ICH aflecls 30 per
cent of all slroke victims

The finding "offers new hope for
targeted therapy far this frequent
cause of neurclogic disability and
dealh," Devin Brown and Lewis
Morgenstern, in an edilonal n s
week's edilion of The Mew Engfand
Journaf of Medicine, said

Baoth Dr Brawn and Dr Morgenstemn
are al the Universiby of Michigan
Heallh Syslam.

According to the resulls of the sludy,
which invalves 73 medical centres
in 20 countries, more lhan bwo-
thirds of lhe 86 patienls who gol a
placebo died or ended up severely
disabled.

Yel lhe rale ranged [rom 49 to 55 per
cent among the 303 who got one of
three varying doses of the drug.
The death rale afler three monlhs
was 18 per cent for the stroke
palienls who were given lhe
haemephilia drug, and 2% per cent
amang those whowera not,
Unforlunately, a drug that
encourages clofling also cames a
risk of a heart altack or anclher type
of stroke, where blood flowing
lhrough lhe brainis blocked.

The Mayer leam found Lhat while 2
per cent of the patients given a
placebo developed a serious heart
aftack or blocked blood vesselinthe
brain, the rate was 7 per cent among
lhose trealed with Lthe haemophilia
drug.

However, the researchers
characlerise lhal risk as "small.”
The Mayer leam also found thal he
timing of lhe lrealmenl seemed

important
"The best resulis were seen when
patienls were Irealed within lhree
hours afler lhe onset of symploms,”
the researchers said.
Thal suggesls thal once Lhe
damage is done, brain blzeding
rapidly diminishes overlime,
-Reuters
Australia, New Zealand
announce start-up date for
Joint Therapeutic Products
Agency
The Mew Zealand and Auslralian
Governmenls have announced a
firm operalional dale for lhe new
Trans Tasman Therapeutic
Producls Agency of no later than 1
July nexl year, though it could start
earlier.
Heallh Minisler Annetle King and
Auslralian Parliamenlary Secretary
for Health, Christopher Pyne sayitis
vital to ensure the new regulatory
scheme 15 word class and 1o
recognise the importance of
consulting with industry, consumers
and olherinteresled parlies. "This i1s
a ground breaking move and thal is
why it is so imporant 1o get il right,”
says Ms King.
The joint regulatory agency will
replace Awustralia’s Therapeutic
Goods Administralion {TGA)} and
the New Zealand Medicines and
Medical Devices Safety Authority
{Medsafe).
The eleclion cycle in bolh countries
has made it difficult to adhere fo the
ongnal bmelable of establishing the
agency n July of {his year, Ms King
5ayS,
Both Ministers also recognisad that
industry "needs cerlainly arcund Lhe
introduction of lhe new scheme and
needs bme to review and comment
on the rules of lhe regulalory
agency, and fo put in place
Iransitional arrangements,” she
53Y5.
The role of the new agency willbe lo
safeguard public health through
regulation of lhe gualily, safely and
efficacy or performance of
therapeutic products in both
Auslralia and New Zealand. This
conlinued nexl page
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Fram previous paqe

includes prescriplion and over lhe
counter medicings, complemenlary
medicings, medical dewices and
blood.

The new agency will be accounlable
lo both ihe MNew Zealand and
Auslralian Governmenis [t will be
recognised in law in both countries
and will assume responsibilily for
lhe regulatory functions undearaken
by lhe TGAand Medsale.

Ms King sad lhe new agency
offered a number of benefits for both
countries by creating a single
market for drugs and therapeubic
products regulabion which should

ensure {hal consumers have early
access to new producls enlenng the
markel while maintaining
confidence in public heallh and
safaty.

"Over lhe pasl three weeks,
including loday, | have had
meelings wilh representalives of all
seclors affecled by lLhe
eslablishmen! of lhe new agency,
siarling with pharmaceutical,
medical devices and over-the-
counter medicines. My last meebing
was Lhis morning, wilh
complemenlary heallh producls
represenlatives, whg speak on
behall of mare lhan 75 per cenl of

lhe New Zealand markel \n dollar
lerms.

"I am wvery pleased at the
commitment lhey have all given in
principle o lhe establishment af &
joinl regulalor. Between now and
ihe slar-up a joinl working party of
all sectors will work (hrough the
remaining delails of how Lhe
scheme will gperate "

More information about the
proposad Trans Tasman requlatory
agency can be found on
woarwjtaprojecl com

MoH, Hon Annete King

10 February 2005 Fy

NZORD - the New Zealand Organisation for Rare Disorders

Snippet from ihe NZORD newsletter —

Lobby group on access to therapies

There are many NGOs working with communilies that have
dififculties aceessing adequale and appropriale drugs. The
Mew Zealand AIDS Foundalion is co-ardinating a group of
NGOs lo advocale for a better system for accessing drug

Feb 17 2005 and the nexl ong is scheduled for April 5 2005,

lreatments in New Zealand The Arst meeling was held an ily whi

ROUGUETS

Barb Sutherland: Barb Sutherland
was awarded with Life-Membership
of HFNZ al a Central Eranch
function in 2004.This was followed
up with a second recogmition {and
maore flowers) al the HFNZ National
AGH, held in Welinglon in March
2005,

When National Council was looking
back through lhe meeting papers
and archives af the 70's and BO's
many cf us were finding lelters and
newslelters penned by Barb

Sutherland.
Her commilmenl o lhe lhen
Haemophilia Sociely of MNew

Zealand was plain to see, and she
was a most formidable force o be
reckoned with as the mum of a
young boy wilh severe
Haemophilia I was interesling to
see that many of the Safety and
Supply ssues that Barb was
lobbying for are stll at the lorefronl
of ourlobbying i the 21st century,

May 1999 saw Barb reappeanng on
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in Wallinglon. Tha plan so far is to [ock at the whole drug
furiding syslem in MZ and idenlify exaclly where lhe syslem
is breaking down, and Ihen lo work a3 a group lo plan and
implemenl a strategy to bring about change. For more
infarmatian conlact Emily White Ph 09 300 8964 Email

the HFMNZ scene as ihe Regional
Delegate for Ceniral, a posilion
which she held unlil her resignalion
inMarch 2004 She conlinugs as an
aclive member on the Cenlral
Branch Commitdee and | am sure
thal her knowledge and dedicalion
will continue to be appreciated by
those members with whom she has
contacl

Thanks Barb for all those many
years of untinng service and we ook
forward Lo achieving some of those
Safely and Supply goals which you
slrived lo achieve in the 70's and
BO's.

We welcome you as lhe newest Lile
Member of lhe Haemophilia
Foundabion of New Zealand ‘

Wice Presidenf Shirley Bongard
presanls new Life Member, Barb
Sutherland with a Bouguel, Barb
Sutherland was thanked for her many
years of service lo peopfa with
haemophitia and {s now a }life member of
HFMZ,
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COUNCIL ofF[CE BREARERS

Al lhe HFNZ Malional AGM, held in Wellinglon on tarch 19th 2005, 1he lollowing

members were elecled,
Presidenl : Dave McCone,

Vice Fresidenls: Nikki Cunningham. Shirley Bongard,

Treasurer : Mike Carnahan.

Soulhern Regional Delegale Sleve Peal.

Cenlral Regional Delegale David Habershon

Midland Reqonal Delegale : John Tuck

Norhern Regional Delegate : John Cook,

Youlh Delegale no nominalions receivad ‘
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Newly efecled Presideni, Dave McCone
addresses the meeting 2t the NMahonaf
AGMIn Wellingion.

BOUQUETS

Mike Carnahan: HFNZ president Mike
Carnahan did notl stand lorre-election al
the 2005 HFNZ MNalienal AGM.
Unforunately Mike was unable to allend
the AGM this year, bul his commilmenl
lo, and ndeplh knowledge ol
Haemophilia, were highlighled in his
absence, Nikki Cunningham lold lhe
meeting of Mike's long associalion, wilh
lhe Society and Foundalion, when as a
young boy his father was Llhe [irsl
Secretary of the Soziety.

Mikes own involvement had besn
sporadic for many years, but the
Foundalion was delighled lo gel his "ull
time" inpul slarting in June 1997 When
Mikki had been researching Mike's
hislory with the Foundalion she naoled
thalin June 1987 he attended a Nalional
Councill meeling, nol as an elecled
member bul 35 a "nasey poka®!! Meanl
in lhe nicesl way ol course.

His contribution al thal time was af such
great value thal he bypassed ihe usual
Regional Branch and Malional Council
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The 2005 HFNZ AGM meeling aendees.

succession planning and leapl slraighl
inta Ihe President's role in March 1958
Mike sad thal he would Qive the
Foundalon live years and we are very
graleful lhal he can'l counl, {even
though his background 15 0 Hospital
finance) and Mike ended up leading the
Foundalion for sevenyears,

Mike will conlinue his invalvement wilh
HENZ ag Treasurer o lhe National
Councl and also as lhe Spokesparson
forihe HCWY Campaign

HFMNZ “presenled” hike, via courier
posl, with a Crusader Rugby Jersey,
even though it had bean suggesled Lthat
a jersey from anothear franchise such as
the Highlandears might have been more
appropriate if we wanled lo give Mike a
winners jersey!|

Thankyou Mike lor conlinuing lireless
campalgning on behall of all people with
Bleeding Disorders and lels hope ihal
lhe HCW Spokesperson role, 15 a
partliz thal you will only need to have
Tor afew maore months. g

Mikki Cunnfngham addressas the
meeling with the idbute for reliring
FPresident Mike Carnahan.

~
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"“The Crusaders jersey (s lika the AN
Black jersey — it's not worn it's
earnad!” - Mike Carnahan.
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