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Please note that  the Trustees have informed HFNZ that  they wi l l  no longer be
consider ing appl icat ions for  computers a l  th is t ime. Please contacl  HFNZ or vour
Outreach Worker i fyou have any quest ions regarding th is
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e(erc senl out pror lo chrstm.s
As a €su lofourcomb ned effods,
lo rmer  WFH pres  den l  Br ian
OMahon€y and Lindsay T bu.al
lawyer Raymond aEdey visited
NZ in AprL anan and Raymond
have  each  mad€ a  hu !e
contibulon r. ha€mophra care
Inlehal'onaly and was lhr l€d10
wecomel l remloNewZeaand

6lly,l€L m€ saya bio Lhank
you to allh€ members who
respond€dtorhe Hep.rr s c

Bf lan  and Raymond s  v is  t
co  ncrded w th  Haemophr l  a
Awareness Week and they took
pan n many€vents and aclivili€s
Look out for a sepamle mallng
ler n9 you more abolt those

As you may know, the asl tew
monlhshaveseen a few pe60nne
changes The stafllng skuctur€ of

Chef  Execu lv€  Of lcer  Bernda

Nor lh€rn /  Mdand Ha€mopl r ra
Oulreach Heen Spencer (fu I

Cent ra l  Haemophr ra  Ou l reach
she leyoBren(par l Ime)
Sollhem llaemophr a Ouveach

Nova Guenn Nallona lnfornahon

Admlnlstralor Leanne Peerce

Alcontacl deta s are on the ftont
pageof  lh ised i ton  andyourca  s /

Ln 2005 HFNZ s anempri.o ro get
the subjectothaemoph la inLo lhe
media as much as possible. 10
creale pub c awareness for ou.
d6ordel f you are aware oJ any
eventcomrng !p In youfarea ilral
concemssomeonew th a bleed ng
d6order, please et me or Nova

Frnaly, by now al the branches
have had therAcMs and all lhe
new commllees for 2005 are
eslabllshed. Always remember
The cansequence aI nat en1aging
is ro ,ve b/ lhe ru/es of lhose who

Jorn your oca commrttee, gei
rnvolved n branch aclMtes and
have a  say  n  how YOUR

CEO HFNZ '

1/VTR6Dr cltq ilovA quiRlil
love New Zealand (whats not lo ove?)and am putling
dow. rcots lhck andfast. m a keen readerand also
enjoy tunnng and good food. lrecenlly ganed the
d slnctDn ofberng a mosl the lasl runner to complele a
halrmarathon (prcbab yever).
'n ihrled lo be join ng you al such an excitng tme n
Lhe Foundations development. n my firel seven weeks
'v€ be€n invoved with preparalions for the AClrr. the
H€palitis C ConfeGnce lh€ Goba Feast and of
course, Haemophi a Awareness We€k Now thal my
heads slopped splnn ng m wonde.inq what lhe nert

novaiOhaemoph ia.oro.nz
Ph (03t344 5204

Alison Inder,  Haemostasis Nurse,
Christchurch Hospital
Our sincere apoogies qo to Alson Inder, who
€itended the World Haemophrlra Federalron
conference in Bangkok last OclobeL Alhough her
name did not appear on the sl pubLished n the
Conlerence supplemenl. al son w.s a key member
or lhe New Zeaand deegallon. We apologise 10
Allson for lhe overcighl, and thank he. lor her
o.going commitment lo the €re ol people wLh

Coord nator lor HFNZ. ve
been forlu.ate enough to
me€l or chal to a few ofyou
bll for those of whose
acquanlance have yel to
make,  heres  a  l l te  b i tabou l

Myprofessona backg@und
is p ma y in m:rkelng and comfrunlcalions, and ve
managed lop  ckupsomep€rpheElsk l  sa long theway
(such as copyrvflLrn9 and stral€grc plannrng). vecome
lom a corporale €nvronment where lhe mosL Lrgent
ssue snnd nga decenlclpotcofieeeachmorning and

lnd it lncredibly rekeshifg 10 be working w1h peop e
who are highry mohvaled and eierg'zed.

Asth€ Nel ofal nlormalion Coofdinato( m@sponsibe
loflheHFNZwebs le. med a lraEon deveopmenlofthe
e-rbrary tlre producton ot Blood ine and vanous other
In fo rmaton proJec ls  Look  ou l  lo r  !pcom nq
developments. and if you have any suqgestons and
leedbackp easedodropne6 Line Rem€mber lmhere
10 enhafce lhe inlormalon setoices you. Fo!.dalon
providesforyouso etmeknowwhalyou need.

On a p€rconal leve ve recenty €located fiofr
London wherelm ftom.wilh myKiw husband. Sean. I
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o supples necessary to

. Mon'torn9 and pub Ghed comment on safely of

. Mon'lrinq and poblEhed comm€nl on ava ab ily and

. A$nq eiatonalsyslemof proc

. Thismustnorimpyaslnslesupplief

. On6e et's ifninv.tves haenophttta tatkL.h.enophtta

. seekandexpeclconl'nualonof aconsullalrvsapproach

Ootions lor Reoroduction
HFNZ ir preparlns
Reprcnucl on' add.ess ns lhe wide

deveLopns field orassrsted €producton us'n0 pre{enel'c

MedicalAdvisory Commifi ee
HFNZconlinuedlosuppon reMedcalAdv'sorycommttee

HFNZconrnuedrosupp.ntheNursesspeca nleEslG.oup

IN HAEN]OPHILIA EDUCATION IN NZ

Nrkkr cufnngham compeled her seventh year as
Editor, poduclng 6.other4 ed I ons plus a supFlement
on lhe Bangkok conlerence In 2005 we wl se€k lo
makeBloodl neavar ab eon thernlernetand rntroducea
sef esof adic eson BeslPraclice.

Phvsiotheraov Booklet
Kan' Rodhe a priys'olherapsr al wa aro Hosp tar w Lh a
speciar nlerest m haemoph ia aM €xercise has ahosi
comp ot€dabook€Lon Lhislopcrorday'Lo-dayusebypeope

Welsncr@ haenlln
Al rhe November

ona rcsource fof people
s, rund'nq bod 6s. and the

wder commm'ry. wrh ihe appo nrmenl ol Nova Guern as
Nalonal Infomalon Otfcer we arc now abre 10 slan and

YouthCamos
A Yourh campwas he d nAfi 2004 Tlris was seLup as an
edu€lrv€ expenenc6 and a chaice loryouth membe6 lo Lark
and interaclwrih each olhe( and an opporunity lo expos€
youlhwilh haemophi a to su.cess
Topics covered incuded undersLandns tealmenL,
underslandins rheEpeurlc
managemenl. ideas fofcarcer and
rccrealion and sporl optons, money and dsk manasement,
cars.FulureYoulhCampswi contnuelobaveahaeDophi a
nurse and physioLlreraplston src. invo vemenl oro der ma es
w rh haemoph a. €Gerdiscussionr and probab y a irela d

Eilqe3lieliLcdrqlrssr2lDs
Additiona educalonal€mps panned lor 2005 include a

oldermen. Fam ycafrpshavebecomeab€nchactvty.

Soorl & Reqeatron
Natrcnal councr grappled wtlr lhe ssue of "sholld
people wlh haemophiia pancpate in conpetitve or
conlact sports'. We agreed padrc'palDn m spon s

andwerr-be n!,sublecllo
the to owinq prcvisos )pann'nq and discuss'on needs Lo
p€cedepadic'pdren.'Da saferyequpmenrshoudbeused
and ) peope should deveop inlo ther aclivily The
ouLcome has become a MlegonzaLon of sporls and
recrea lona purs !  ts  i rom lhose ac tv i l ies  no l
recommended though ro lhose thal af e recommended.

Women with Bleedind DisordeB
IIFNZ ls aware ofa consderable group ol people n Nz
expenencing drllcules. Tlius we have staded lo ra se
awareness by auending a range oi womens Expos n

. Make E,ood],,eavai|.b|e eIecl'onIca||y

An Austatr.n Nz PhysbLhqtapy Ha.naphtth Gtoup has
been formed and we are p6asedloseelhe nienllopub sh
re6mmendabons or qu'der'nes rorspod e recrealion and lo
deveop physo lherapy  manag€m€nL 9u de  nes  and

HFNZispeasedrosee$eserous
Lhe Warr€ro DHB area has been padE y addressed wil|l ihe
apponrmenrof Robynseoed n,asHa€mophrr aNo60and Dr
Ph I'pcnsp nasHaemalolo06l.

no s qn oIa replacemenr for
speca st Haemoph E HFNZ

hav€ b6mme inundated wiLh central
lssues, add people 'n ilie Nerson areconlhumg 10 vls I bolh
we ngtonandchnslcnurchlorrev€w

Actionslof2005

. Participale in
achieve our soals, especialLy lh

syslem of compr€hensivecare
. completelheguidelineondentalcare
. lmprove membeG knowledse ol Hepatiris c and

ensurerheyse€krrearment
. Lobby for th€ provision ot caE ror all peope wirh

hepatilis C onlhe basis of besl inlernational praclic€
. conrinu€1hB watch on rhs €volurion ofvcJD and its

imp Icalionsforpeoplewilh haemophilia
. SaseouractiviliesonlheOocad.Plan2005-2015
. Publisha Paper"Optlonsfo.Reproduclron"
. Conljnu€ lo support Modical Advasory Commitloo,

Nurses Special Inl.rest Group, and lhe AustElia and
NZ Physjorheraprsr speciar rnterestGroup

lSSUESTO PROMOTE EXCELLENCE
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We are c rcunsp€cl about PHARMAC s nvolvemenlin
lhe procuremeni ol haemophla prcducts because ol
$en hisloryand theway theyappearto do business.

NationalGuidelines
!!e now have ['o impodanl documenls n prace - A]aronal
Guidelines MahagedenL aI H.ehaphttta sevce
spedfinLtod and Natianal Cui.lelines and Manasenent ar
Haenaphilia frealnenL PrcLocals Conpitetl by the Mettt.al
Advsary cmnitee

Th6 producron ofLhese documenLs has been made poss'ble
bythepeEislenteffortsorDrPau Hae€r charpereon orLhe
Med'ca Advsorycomm rlee

vcJs
cases or vdanl crculzre dL:Jakob d seas€ (vcJD) have
been Filrmed in Japan (probaby mnhded durns a

prcducL use or bra'n suroery)and m saud arabia. France
announced lsn ntheseolvcJDand llrarone peEonwas 3
blood donor A rc€ll or iniaLe products made wLh the
dono''s plasma has taken prace.
The numbd of countes rcponng bovine sponsrom
enceprraopalhy (8sE) conrinues lo incGase padayasa

rn seprember2004. hea rlr aulhorles 'n lhe un lod Krn9dom
(UK) inromed many people wlh hemoph' a and olher
consen ra breed ng diso.derc Lhal lhey a.e considered "ar
rsk ror vcJD. ThE rik mmes f

1993lhat were mnkminaled by pasna frcm dono6 who
or which may possby have been

conlam'naled by donors who are s

The rskott€nsmsslonolVCJD by plasma'd€dved producls
rema nsunconrmad.Th6rc snokn
ofVCJDvla p asma producrs. and n
has been d agnosed wlh VCJD. \4
has noL had a.epod€deseorBsE

Hepatilis C and Treatment
AsuryeyolmembeE n 2004 showed the pr mary ssde wrih
rcspecr lo hepalts c was acess to wodds bes.Lp6cl'ce

2004 PHARMAC approvod the
intoduclion or peqyal6d Inled€ron. F.om memberchlp

lhe€ arc 172 peope n NZ wth
haemoph a (pwh)who have conrracLed hepaLLs c (Hcv)
Abo01 nineleen have cleared the v
chem ca Lherapy. A number or res
resu ar review ror ther HcV or were
heparrs csralus. F€wolrhs su eyed peop ewerc n acrve

qadrcenteroosy depadmenllo dscuss and fom a pan lor
the rfdu€mon toing and ca€ rlisevdenilhalNzdoes noi
hava a nalDna y consisLenL app
HFNZ conlnues Lo advo€Le ror L
everyind vdua whohasreceved c

ni ar p€op o wLh Hcv
rospec tve  or  f te r  Hcv  senoLype.  Members  wLh
haemoph ia and HcVneed Lo cons

. Tesl'ng be ng otfercd lo a sexua pa'lnec

monlhly 'nleRas Such rev'€w
comprs  ng  c  n 'ca  examrna lon  a id  abora lo ry

. Upp€rgasLronLesLinalendosDDp

The coniiiu n9 absen@ofa naLiona slraLeqy tor copinq wiLh
hepaLiLis c in Nz

up by HFNZ wlh lhe Col€ge of

OecadePlan2005.2015
TheDe€de P an commenced n2
nDwbeencDmpleled andpub shed.wedo iolseea curc for
haamophrrla being accessb€ tor Lhe nert Menty years
Naemoph a tbe,ero€ requtres ma

prannrng underGken n paflneGh p
a. Covehment as bolh fund€r

and rcgurarof, D strict rlealh Boards l-lFNz, and the

The Decade Plan sbasedon pa'lcpanlsseakngto mprcve
the ca€ rof peope wlh haemoph a. In.olurn lor bost

h haemophil a should be
erpecledtoa socoDtdburerolrrercareby.
.  AccepL inq .a tanearyase.pe6ona l rcsponsb ly ro rLhe.

. Bemmhg inaormed abouL haemophi a and ls lifelime

. c0mplelnghomerecodsorprc

. Llndedakns a itesryLe mnduDve 10 qood healrr and
econom dusaqe orcod ylh0kp0ulrc products

. Consedlnq poducLs and @nsequentaly pereona
lrfeily es h Llm,"soIshofraqe orLherapeutcproducls

. Agree ng ro provide daLa Lo a da

. Becom nsinromedaboulrcproduclNechor@s

. Becomng 'nfomed 6boul cho@s in spod & recGaton
and pracl'ce lhemanaqemenlorrisk

Accoss to therapeutc prcducLs should be based on besL
intemaLiona choice or producb ror
WillebEnd Dsease

rrom htrman Pasma recombinanl
reDhnoay, and lransqenc sour€s ol lhe prcsei{ed
opllons HFNZ proposes Lhal a mx ol plasma derived and
rc6mb naniprcducl sma nLained'A@ess"implies
. Ai iilemalionally

sranda.d.rsarery erDacy and av6r 6b lyexpecled n a

the need ror ndivduals Lo bemme

BLOODL NE.MAY2OO5-VOLUME32 NUMBERl



. Developadditionaleducarionalsalh€.inss

. Developawarenessofwomenw hbleedinsdisorders

. conlinue ro seek publicalion

. Redevelop whaemoohiha.6ro.nz to become an

ISSUES TO PROMOTE EXCELLENCE
IN HAEMOPHILIAADVOCACY IN NZ

POLITICAL INTERACTIONS

Heoatitis C and Compehsatie!
wth respecr Lo lhe Gsue or comp
, qorous n 2004 naugusioe fnally eslabrish€d a daoque
w rhAcc and leahed lhatorLhe r72 PWH and HCV onlv 30

llhese 20 had noLbeen

HFNZundecLandsLhatno ndNdua casesrorcompgnsaLioi
came belor€ rlre H shcourL n2004

In May 2004 we eaned v'a lrre meda that bood was
co ecl6d aL some NDdh lsand P
pasma poo from
p.oduced .Thsp rac l ceceasedabour l9s , l  As lh ' sp rac lLce
undoubLedlvconlrLbulsd lo Lhe €se

nfomaLon noLmade known to lhe 1992
Lnquirv HFNZ reqlesled M n sreE to mded ate y D taLe a
publlc lnqu'ry Th s request was decined In the lght of Lhls
nlomalon we a so raquested the M'n'sLer ol Hea lh remove
a'tua ify'ns dales lrom Lh,aoref orseLLlenent Tlre MinisLers

These issues sene€led considerabe p€ss coveraqe durn9
ProducLsused nNzw6re

be n9 manufa.rured frcm bended p asmas sourced frcm
NZ, Australa and poss bly Asa, when c n c'ans and use6
were q v,An Lo unde6rand rhatthe pfodudwas manulaclured

Dudns the year HFNZ assisLed some membeG to jon a
wo dwde cLass aclon b€ ng @nduDred by L er cabmsef
Lawy€csan  F rancsco . l h l sadon  sbasedo i l hepasma
source b6 nq us p.son blood for manulaclure of cuueE
produclsof Koate and Konyne rlratwere erporled 10a number
or countnes'nclud'nq Canada. Aus
era wlren lhe FDA had banned llre consumplon in usa of
orson bood ftom 1932 buL alleed the producLs Lo be

Ln 2004. Haemophl a outreaclr workers (How)'ocusedon
people w trr ria6moph'la and hepatLrs c. The r frct goa has
bo€ntoimprovelheslandadot€rebyensunnqa aGunder

ing prepafn! fo. actve
of undedakns rerrab 'lal'on How

arcaso n contacl ulhAcc abou
ihere acrons w mean makns nrormaton ava'labre The
s€condsLaqeofth'spolect slo )ensurerhalaIpeoprewiLh
haemoph ia and Hcv have subm(Led a cLa'fr to Acc i)
snsu€ LhaLs ca ms arc accepLed
de@asedeslalesandi' )ensureequ tyamons lhe21 peop€
whohavereeveda lunpsumsenemenLr romAccaqa  nsLa
backsroundwhere we hav€ proven variab'l ty,n lhe amounl of

rhe 1|r.d sLase or Lhs proie.r s Lo exp ore lhe poss b liLy or
and to r e w'lh Acc cains ro. Lhose

peop eexposedlocJDconLam nated pasmaproducLs.
Dunns the year HFNZ produ.ed lrre Papet Sentencett

/ssuas thedocumentconcLudes iha[-
. InrgSBGov€,nmenrra'bdlo nlrcdu@screeninqotdonor

b ood and pasma supples
donaronswers rout n€ ylesred rof HcV

Lreatnenl of maouractured producl
haemoph a iL bens
P tu| h tu n b t n e t t l r 6 e cane au attab e

. ln 1990-1992 GDvemmenl ra e
Prcthranbinex HI Eed lat neatn
when the Mnsrry rrad been ntormed on rhrce separalo
occasions of rrre unsreened nature of trrs producl and
thararc.natve produclswerc ntem

s drven by Poftcal and
Rnanciar consdebLbos fof pub c heallh a.d noL Lhe
adequacy slanda.d orsaretyorb ood producc.

Durng lhe Preparaton orths PaPe
z arlegedrv wnren bv an

emp oyee of th€ M nsLer ofllea th n 1992 ca m ns llrat rrr s
ssue has been the suqecLoi a _p

t ru r r i ' snoLknownby thepub lc

lhavealso meiwth Hon PererDunne LeaderNz FuLure and
Jud tfr co 'nsOpposiLlonspDkesP

we also kepl an eye on the senste lnquny cared our n
Ausrrala and nole lrral Llre Auskalan Red cross made a
public apoosy to peope who be

Submiss ions loGovernmen t
HFNZ made slbm ss ons to

"Ihe tanslet aI Hunan Genes ta othet atganisns
A rewe|| al the Heaith and D'sabttrly Cannissianet Act
1991 ahd tho Ca.te at Heatth antt D6abitity Seryices

Pubtc cansrltaLian an
Hunan Geneslnta Olhet Argansns

NaLDna Erhcs Comm tree on Assrst€d Human

Pft 'hptantatian GeneLc Dagnasrs h Ne|| Zeatantt

A suhnsstan was nade.n the pnpa*d chanLies Ail
inrended ta be htrcduced Io PantanenL dunng 2005

. Complete all rhree Phases or
Oulreach workerc progEmme
haemophilia and hepalltis C

. Publish s€'ie,ced w,fi to Pamle
Zeztand - An upd.te on lssues

. Conllnue rhe case for roconpense ror all peopre wlth
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rhrch theymrghthave becom. rnfected
lSSUES TO PROMOTE EXCELLENCE

IN HAEMOPHILIA SUPPORT IN NZ

ape ro the Bulf. such a

mak n9  malera  ava  abe lo lheof lce lo r6pyng.

Durng rhe yeaf we exam'ned HF
measumby achevei where does lhe money 6ne fbm.
where does the moneygo and whal beneliLs do wegel for
Lhat erpendiLure. The a m ol Lhis exercse was Lo deve op a

prov'de 'n the fulure and 10 ensurc efrc'endy and
efi€cLiveness i ourexpend Lurcs.Thed reclon s Grect€d'n

OoeEtion Discoveru.

PeoP€ Loass'slhaemoPh'l aalbfa
even nlernaliona rever Thus OperalonD scovery wasbom

volunlary orqanEal'on Tli's prcgra
and fnancialarpeds or sovemance and accounLabiily the
rcLe Dr orce beare6 and Lhe maiorroe orseekins sranLs

programmew rbe raken up n2005.

DunnqlheyearCounc

Las lyear  p .oposedarangeo lnew ssues forNFNZto

. HFNZ sdevelop n! tsposlonongenelcl€chnooqy

. NFNZ ookedalthe€srof phamaceur'ca sandloundlhat
wh e a numberorpeopre a€ payins $100 per monlh or
more rorphamaceuL€ls v 'lua ya Lare recovedng Lhe r

branch dec'ded 10 purchase 6 mobi ty

s wlh employmenl were
ad'lrcssed byd scuss ons abo!1 emp oymenl aM caree6
atlheyouLhcamp Th sissuew lbedeveoped n2005

APPRECIATIONS
Again we acknowledge Lhalwe cannotposs b y getbyw thoul
ourrdendsand suppodere, mosl norabry

becauseouradv tywoudbe

. Tenpefto. A Assoclales - for professona accounl'ns
seNcesovef lrr aste ghtyeare

. PaulEngland lorcrealingandmanLainingourwebsilo

. Lobank Farm Lld . Tor admin slElve seN@s tor Lho
P,es ident ,  ncud nsrmetodo3rO0€ma s in2004

. cLurha Prinr who conlinue Lo provide hen knowedqe

. audBy Brackwerr - who has pbvded a spec'a sr
ManagementConsu Lanlsen @ aL no@sl

for buirdins Lhe access ramp aL Lhe

. rRD torrhedonarodotuodsedcompde6.

The locus of our progamme 6

Bleed nqD'sode6omfi ses239enlres lhusweknowlrraL
not reqBlered dala bur are now

encouraged Lo do so. Natonarcou
daLabase and the membereh pdalabasew nev€rbesold or

f i!?rr]:idElnlfitlr sralore!
we found an open ended

amess po cy povid'nq
rooNvea aid swmm'is for peopre wlh breed ng d sod66

rh emplras s on lhe need

erpand rlre prcsEmme 10 nclude the Fod Car ConLro

. Achieve a longef lem sourion ro th6 lunding ot
Haemophilia Oulreach Workers

. continuewirhfinancialbenetits

ADMINISTRATION OFHFNZ

-*i"s r* y.- *" b.s"" b **.
edia cuftinss hom 1960.

I aPPeaG lrt ndtroural freerns o
soceLywas hed aLLowefHurron rhe13 May 1953. However
we hod no records rorlhe pefod Seplember 196r loJune

ne wilh any od Gcods
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carfy Drr Lhe workarres,ona and di

vas tamounLo f  rmea ide f fo r t69ve
a  rLhesepeop  e  LoundedakeHFNzac rv les .

(ch ef Exeturve o,rcs) chne o connor (cen(rar ouLrea.h
wder) b Febrmry 2001 sh.r|3y oBrkn (csirul
odreach wdke4 rrcm Drembe
lsouthern ouL,each wol|€a Hcren spencd (No'1h.m and
M'd and oulreachwde4. Ddeen
May 2004 and Leanne

makeadfierence nPeopeslrves M
q vc advce to provde a

adv'sory 9rcu0s. Ihey a so have ro

We a,e sraLeru ro rhe effo'ls mad

wo rs ror lire
6npan,es suPo ynq lrrerapeulc p

Ourapprec aLioo a sogoes lo

rrudees E zaberh Berry PeLa Hardreyand Earbara

. Thewellinqion Baenophilia luemoial Trusl aid
Trudees DrJohn Cade( Rosaie G ynn and lfarcarel

. Newzealand Post and Vodafone rorlhe r generous
uppodorJs* F m siomey

. The Lhousands ofKw s lhal rcsu a y donare v'a
KwiF RST aD'r lhe doio6 who make s'sn ficanr
DnkburDns durns rhe year Durns 2001donoc or

Jo.e yn Ev soi . P ako-wa kato East
$10o0 (Ap4

Fr€d Forse ofohope $100
$250

B€ndqova ey
admnwages $3 437.s0'nc sd

D so.derconference in Novembe.2o04

Lhemembers orNaL,onar Counc for
New Zeaand People who hav6

Johi Cook Marco m Nanson

lhe wo* qoes on am'di

wondedu suppoders ofAndrew sco( reaLurcd 'n or 2004
naLLonarpub cLyand phorographed

Andre{ dauqrrter or R'ch3|d and L
o rJohnand .Jancecooka l l r reaqeo t l l  weeks

Tha tL jmesnowup l reeveove ry
organsal'on needs Dhanse to bms

me tD act as Frerdenl Lrras arso meantChery has had 10
and vsls whie I have

been n Lie HFNZorfce Crrery fras nor sone shopp'ns bur
spenl hundreds orhodrs ach'evmg a reasonabyrespecbbe

made she vno aid supp ed hundre

l4'&U',Ml$'

1-atrons
tion ofNewZea and f.om ndividla s lo Trusls,
ejoined a newspeciRcprcgramme to providea
lris furd rg is lo supportal HFNZprogammes
express ts sincere app.eciation to olrclrenl

a . ' .) u St?tn ln9
evalueddonors to tlre Haemoph lia Founda
ons and Funding Bodies, arethosewho hav
amountolongoing, non d rected fund ng T
a perod oflhree years. HFNZwould ike lo

llstO BAXTER HEALTHCARE LTD

i) BAYER NEWZEALAND LTD
B4yer@

r) CSL BIOPLASMALTD
WYEIH

. . \  b S N "  ' , ,

f'axter
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rRoDr C-rlor/ oF FtosTAlE
I  n  la re  200a the  New zeaand
I  B lood  Se fv  .e  re .e  ved
I  perm5son f rom the  M ns t ry  o l

HeaLth to begn produ.lion or
Biostat€ Manufaclure or the new
prcduct @mmenced in January
2004 Thrs wl ev€ntualY repra@
AHF'HP n  NewZeaand.  NZBS rs
bu dng slocks ol BosLale wllr llre
goa l  o f  t  beng cL in rca lY  ava labe

Bosta le  s  a  hqh p l r ty  Fac lo rV I
produc( manufactured by csL
Biopasma The producl made for
New Zeaand s bainq made ftom
pLasmadonaled n Newzealaf d.

Boslale is suiLable forl€atmen( of
bo lh  Haenoph a  A and von
Wl lebrandsdsease.  t  saProven
poduct havng been Lcensed and
used n auslm'a for aldosl two
yea.s The B oslate marufaclln.g
process incorporates lwo specfc
vtra nacrivaton steps (soLvent
DeLergent rreatment and dry lieat)
asopposed 10 Lhe srng e siep used
in manufacture of AHF-fiP (dry
heat). The salety record of AHF-HP

s exce eni, the two lnactval0n
sleps used n ihe manutaclure of
B oslale wi L ensure th.l s an even

n common with other hrgh pu ty
Factor Vl producG lhe yeld ot
Biostate s reduced whencompared
tootherproducts nc udin!AHF-HP
This means llrat ess Biostate s
produced p€r llre ol Pasma trran
was the case wrih AHF HP n
d iscusson w lh  lhe  Haemoph l la
Treatels and HFNZ a decs on rras
b€en made to lse lhs as an
oppor lun i l y  to  ncrease i r re
evalab ity of recombnant Faclor
Vll n New Zeaand. The lola
amoun l0 f  Fac lo r  v  I  ava 'abe wL l
reman Lhe same Llre proporlion o
recombnant w ncease and lhaL
of the plasma denved Product
reduced Ths means thal some
people who curenlly receive AHF-
HP q rn luture r€cerve aoshte
wh LsL  o lhers  wr  fe .e ive
recombnant  Fac lo r  V  L  PeoPe
cuffenlly lrealed wth recomblnanl
poducrw i lcon t inueonthE

The Haemophiia Tr€at-"r s srcup
wl denne wh'ch Palenls receve
which product lhe de.s on w lbe
bas€d on c nftlgrounds and lh€
am is lhal th€s€ wil be app ed
conslstenty ac.oss lhe country ll
you curenlly.ece ve ANF-HP lhen
youf  l reaLer  w i  dscLss  lhe
mpl  e l  onso l (h  sw lhyou over the
nexl t€w monlhs Some Peopl-"wl
be changed 10 the recombrnant
product n th€ n€affulure 10 ensure
tha t  su f lcen l  supp les  o l  AHF-HP
are ma fta ned dufna lhe penod ot

NzBs s  co  coordLnannq t r re
kanslron lrofr AHF-HP wrth csL,
lhe trealers and NFNZ. Ths 6 a
pos tve slep lor lhe managemenlof
haemoph '  a  in  New Zeaand
oveEl supples ot Faclor v I Ml
not be affecled by lhe change.
lntormaLon on the new productand
the plans ior ls nlbduclron w be
madeava' ab eln lhe neartutuf€.

PetefF ana9an
Medca O reclorNZBS a

B-OODI , lE-VA/200.  , /O l  UVF l ,  \UVBEa'



,vi,/ ca&frRAL ourRtAcH r,/oRr iR

i ncudes  Welng lon .  Kap
Wa rarapa, Hawkes Bay
Taranak i  and Manawatu .
Co l€en McKaY who has
bee. covennglh s area since
Care O Connor lelt has now
retreaied back 10 her Javo!rite
sand across Cook Strart.
Co ee. has b€en workng
wtlr me throlqh a handover
period and ll s qreal lo k.ow I
can cal upo. hef knowledge and experence as grow
nto thB work. I apprecialed having the oppodunily to
meetsome of you akeady atd.ner and Tenprn bowlng

Theyearlooks ro be lu lofefiorls 10@nl nue theworkol
lhe Haemophii€ Foundaton lor its members such as
the HepElhs C workshopand camps lor pre-leens and
women thrsyeaL n lhecenLral@g on loffermyseryces

as tlie ollreach person fof slppoft, advo€cy and
educaLof  in  your  managng o f  haemoph la .  A  phone
ca I,a cliat, drop n and seeme, ahomevisit. asocialgel
logelher wih other n€mbers are lusl some oJ Lhe
poss b I lres lcanoffefyou.

wll be lrave Llng 10 Ma.awatu Hawkes Bay and
Ta€nak as lh€€ sepa@le tips durng the year For
Lhose membe6 n  lhese areas  lwr lsend a  ene.a few
weeks ahead to et you know when I am arclnd and
sug9estasocialgel toqether for Lhe saturday attheend

'd asolke lo menl on lhe pbgrams avarable Ircm lhe
HFNZforshoes swrmm ng anddefensived v ng,alo.!
wrth g@nls for educaton and rtems ro slpporl you n
your manaqng haemophLla You may rke to cal me

lookfoea.d tomeel ngandheanngfrcmyou.

PqD qU'IDtLl.VtS APPR6V:D FY TH[ q6VIR,Vi'18/VT
GO gl rdernes deveoped by the
NatonalEth csComm tteeonAss sled
Human Reproducton (NEcAHR) have

now beef approved by Health Minister
anfefie Kn€. ]IFNZ was acxve rn (he
subfrrsson processand atlhis slage we are
happywr th thegude ln€s .

PGo, a procedu@ us€d n vtro ferttzation
(lVF) to tesl for eafy embryos for se ous
rnher  ted  condr t rons  and chromosomal
abnormal0es such as haemophla, belore
Lrre emlrry.s afe lrensfe.fed 10 the womans
u lerus .  Prevous t  lhe  ory  les t  ava lab le  ln
N€w Zealand was prenala diagnoss. PoG
alows coupes to decide the futlre oi an
affecLed embryo Glherthan an aflecled i€lLs

Fen ityc i.icsnowhaveloOan approvaLlrom
NECAHR afd the Govemment has yet to
approvefund ing  l l cou ld@siaround$10,000
lor  the  VF-PGD l rea lment .  NECAFR
char ruoman Sy lva  Rumbal  sard  lhe
guidelines sel clear cflena lo ensure the
lechnologywas not msused. She said, t is
nolabouldesigniig bab es The a m is to help
peope wth sefous genelic disord€E have
chid€n wrthoul Lhe dsk ol passrng on af

PGD tesling s rkety to beavar abte al cenlres
n Ch stchlrch and Auckland lf yo! woud
ike to know morc about lhe optons for you
please conlaclyourOutreach Worker. a

Paryi. znd Ke|i N4ati (wha k a
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H0LDEN STIRLING - Profile 0f A Younq Swimmer
Fo den St i r l inq js  a  you.g man of  1 l  w i t
nh b i to6 as a sma ch i ld .  He l iveswi t l r
o lder  b fo i l rer ,  TA,  has le f t  home b! t  l ive
lmmers ion ! laor i  Schoo wi th ln  l re  So! t

emophi a A, who was succ$sfu y to erised for
Henry & Paiience, ard his older sister Chevy His

olden is in Yeaf 9, and attends the Tota

l n  Ju ly2002,when No ldenwas 10 ,  Patknceenro  ed l r lm ln
the y'md'ng prcqddde offtred hy UFNZ. NoLdens alns

d  Lo  become co i fdent  i
the walei Palien.e 5ay5 lhat shE has awayr Inown
swlnninq to be Lhe iafest a.tivity for hef sons. WhenT.A.
was3yea60 ld ,hea ended$ 'mhing .a$es inGisbdme,
bul wlh hh many hospital admsions, it be.ane an
mpo$beL4k.  shEbehveru ia tHFNzharg lvenro lden
aqreatstaftiollfewith theswimminqprcqfamme.

Na fwaylhrcugh 2003 tloldenwa5pfomoledto !hetE'n'n9
squad, and by the end olthe 3'1erh he rtad.d tra'n,dq for
h is l i6 tcompeUl ions  InJu  y  2004 No lde i  competedat lhe
Resldna Cluh Champonships. llwas here thathe hok 6
5econds off his bstllme to.lfe$1yk, and itwas realDed
thalhewasoi y 2$.ondsawaylromqua ifylnq for Lhe Ne
Zea and.luniof Naliona s,and a mos!lhefeiof the bulteffy
event. sef ous tfaininq started in the r-1erm, and 5 30 am
naftsbesan n lhe 4" tem on rvlondayand F.iday momlnqs
!hats 5 30am id the water, noL qelting oul df bEdl TheiE
was akoweek y altenoon traininq, and aweekly race niqht.
Duflns !hefir5tmonth No den hadd t'iicr ty leep is h 5ey$
op€ ia lschod l ,  b0 lhesusedto  i tnow

Hodenn $ed Lhe Nof te rn  Req iona Camp ashequa l fed
ju5L in t ime lorLhe50nbut ted lyJun 'o f  Nanonas l ! took
detefninat on and pe6everanceas he had been try nq s nce
Ju y  to  c rack themag 'cba i i ie rand !ade the  Emain  n9 .2
of a second off. Ne was down to the asl qla fyinq race

con$qupnL kn?o bhed. Intere+in9 y, uolden ha3 had nd
shou defprob emsfrcm dolnqbutLerf ystfoke, and h 5 t mej
fankbett€rnat 0na ly Lhan fdrfteeslyh.

nre PnLn9, the family is
wofk nq w th the compfehensive leam at the Haenophl ia
Centre. Lochie Teagu,", h 5 paed
advked Fo den Lo balance hk activiles and ook atLer h s
body. (Tha15when LoclrG and No den arentta kin9 aboul
EV0 .a fsL )  Sw imminq  h  the  onyspo f t  Foden  Lakespa / |
in, as he doesn!adla y have L'me lor anylh ns e se fG
haemoph ia nu6es Mary Afa$ef and Louse Moore are
a ways there forhim, and Naeley Malo hh phyriotherap st
checksh imo ! twhennec*5a ry  N  scoach , . l ane  Loganhas
La lked  to  o t so fpeopeand  ka fn ta  o tabou thaemoph  ia .
5he spacs out his rac* to make sure !hat he doesnt have
100 manyc umped loqethdr

A readylhi3yeaf Nolden stheovefa top swimmer io I his
rhool. Ho deDs alm is to keep 90 n9 and "10 become a
fanEr rwimm€r" and quallfy for Lhe 13 16 y.ar old
D  v5 ion ,w i th  thepo$  b  i t yo lqo  nq  toAu5 tE l l aa t t l r eend

folden saysllie b41lh nqs aboul5w hh nq ae hufr Ends
aL lra i nq, the swim camps, and strivlnq fof hk PBs
(Pereona Be5t timet. whatmakesh mqd fast€r? when
they bow Lhe whisl e Lo qet on theslaflinq b ocks, Nolden
rcmembe^ hi5 srandf alherwho paged rw,y 1wo yea6 a9o,
and thinks of his bfoLherTA. and when he dos wel , h-"
th  nks toh im$ l f  " I d id ihaL fo rmeandrA  " .  a
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Ar/D
The Roya l  Co l lege o t  Obste l r i c ians  ahd
Gynaecologisls, Regent s Park, London

6nladNkkicunahghahryau\|a!]d

his day Conference was organEed by lhe U K
Haemophiia Socety as parl of lheir larger
Womens Prqect, whch aims to educ€le and

o l  womens b€edng d isorders
amongst healthcafe professonas and ihe general
pubic. The Haemophla Soc ety also contnues lo
provide supporl and nfohaton for those women who
areatrectedbyab eed ngd'sodef

Thls pal0cuar conference was amed at assstng
heallhcare prcIessonas wth their managem€nt of
Wom€nwllh Bleeding 06ord€rs.

accordinq lo recentresearch,15,000 people n the u.K
have been dragfosed wlh a heredlary bleedrnq
dsoder but eslrmales ol lhe numberc who €man
undiagnosedareas hrghas600 000.

The misconceplion thal women a.e fot as rsk l@m
bleeding dsorders only serues lo fue the p@blem ol
denlify ng polenlral cases

Any heallhcare prolessona could be faced wlh lhe
chalenges of a woman palrent who s!ffe6 fiom a
coiling complcaton, erther knowngly or olhetuse
Therefo.e the UK Haemophr ia Socrety chose lo ho d llre
frsl ever educatona conlerence o. thrs toprc curent
th rnknO in  womens  beedng  d rsorders  and

The al day conference was amed al lhe Iu range ol
hea l lhc ! r€  p rc iess lonas ,  in  bo th  p r imary  and
s€condary care seltngs, providinq a comprehefsve
cinica updale froman esteemed pane orerPeds nlhe
areas of haemosLas s, obsletncs and gy.aecology

TheCha.lorthe conferencewas chrstrne Lee. andlhe
openne add@ss was by the Baroness Rutlr Heng of
Lancaster, Cha. for lhe Assocation of Polrce

She explained her assocaton wlh Wonen and
Beeding Disorders or in parlrcular wlh haemophila,
becauseof herworkasan hisLo an.

Forhef, haefrophiia changed the fa@oflheworld due
lo the fact that Pin@Alex ol Rlssla had haemoph ra
and hs parents had Raspulrn lo assst wilh his car€
Rasputin was then trusled wrth lhe lovernment o1
RlsslawhLe Nicholaswas awayalwaf, and llre reslls

WhvWomens Aleedino Disorders ar€ imbonant
|1ATqOSTASIS

Rona was d alnosed w ih von Wilebrand s (type 1) n
her eary 20s havn! spenlyears sufenng ftom heavy
penods and iiequ€nt nose bLeeds. Rona has a brotlier
Mth severe haemophi a and her dagnoss was made
du.ng lests lo dscover f she was a carer of

Rona s r€gisteed al lhe Royal Free Hospital. she
receves DDAVP (oesmopessln)duing knee suroery
and uses desmopress n nasalsprayon a monlrrly lras s
loconLrol menslrua bleedrng. Sheleads anomalaclive
I te incud inqvce Charmanshrpof  theUKHaef rop l i i l a

Rona spoke about th€ rmporlance ol recogn'2lng
women with beeding dsorders 1 % ot lhe UK
populaton cou d be polenlra ly alfected by von

She iel thal a pbper diaqnosE provdes elel and
enslres lhe afiecled percon receives the nght
lrcatment ll also provdes knowedqe on how lo betier
manage (he  condr ton  su .h  as  avodng drugs  lha t

A diagnoss also empowers the palient lo educale
themse ves  abou l  Lhe r  condr ton  se€kou lse lhepor
suppoft qroups and make nformed choces when
planninqa famLly talsoensurcslhalanaffectedwoman
@ce vesapprcpnatecaredunngandaRerchi dbi|th.

Rona erFan€d that symploms of a bleedn€ dsorder
are  no t  a lphysca l  bu l  a lso  Invo lve  emolona l  and
qua i t yo f  r fe rssues .There is .nenau i  la tbe inqa carer
as welL as drffcull rep@duclve choices to make lhat
require properlnformat on suppod and co!nse in0.

Forwom€n who are not dagfosed. quaity of ife can
ofl€n be poor and there s a contnuous sense lhat you
are dtr€.enL especa ly dufn! llre lee.age yearc and a
leeLlng thai the medrca prolesson s .ot taking your

undraqnosed women sufie.huge emoliona slEn a.d
in addrxon may rec€ve Inapp@pnale tfeatment and
unnecessary qynaecoogrcal procedures such as
hys le rec lomies .  There  may aso be  b leedng
comp rcalrans du.ng surg cal prccedures lhat are not
weLlmanaQed.Ato nt Haemoph la and Gynaecolog ca
cllnicisveryreassunnq thatlhe women s'problems a€

In2004 you can iak  abou l  any th inq ,  bu tno tperods . l f
on y a programme such as Easlenderc would coverlhe
lop ic  lmag inehowen $htenrng(co !  dbe

THE AVEMGE TIME FOR A FEMALE TO OBTAIN A
BLEED NG D SORDEROIAGNOS S S 16YEARS.
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Morethan iust heaw oeriods ...,?;
Dr PaulGianorande

DrG angE.dehas beenaConsu lanLHaematolog stat
Oxlod Radclfe Hosplas since 1991 and curenlly
works at the Oxford Haemophilia Centr€ and
Thrombosrs Un ly, Churchill Hospila, OxloId

Or Giangrande is also Vce pres de.l (Medica ) or the
Word Federaton oi Haemoph lra and Cha man of the
WFH MedicalAdv sory Board

Dr  Gang6nde has  pubshed wde ly  i .  med€ l

Dr Gianqrand€ emphasized the mporlance oftaki.g a

A D. needs to know r the@ has been brursrns, nose
bleeds, beeds after den(a procedures or arcund
ope€lrcnsorlhe b.lh p.ocess.

This is lo gel a cear p clue of a palGnrs haemosrahc

They also need lo know lha poss b e lamiy h siory and
aLso anYfr edicalons laken.

ob tecuvocd lera  isneededas r ts  no  use  lo jus laskrhe

'Do you bleed a ot?? as a yesorNo answercannot be
objective ymeasured The cinician needs lo know fthe
palrent requ.ed stil.hng o.a blood transfuslon after a
med€l procedure. or if the pati€nt has peFbtent
anaem a. Any of lhese are a nore obtect ve measure,
when decdrng f a bleedinq disorder coutd be Lhe

Dr Gangrande dscussed lhe welknow. coag!atron
cascade and how a vanely of thlngs €n affe.l

lfa pe6on has a p ale et @unl be ow 80 then b eed ng
can occur f rhe p atelel counr s below 20 then
Ihmmbocyropen a (prnpoml haemorhages in the skf)

plaleet produclio. or destroyed
patelets can also cause Nosebleeds. heala/ periods

Th6 can be due lo the plate€l counL or lhe ptaieet

Von W eb€nddisoderisa b eed ng tendencydue to a
deficien.y orvon WilebEnd raclor (e lhefquatlatNe or
quantiral ve), which 6 th€ "9rLe' lof the platetets.

Von Wlebrands is the mosl common hered lary
bleedi.gdisoder affectrnq 1/1000 butitcana sobelhe
6ost d ffcull to d agnos€ as many lh ngs can atrect the

Type 1=Quantlativedefc e.cywh ch usla tyresponds

Type2 = QuaLitar vedenciency

Type 3 = lola Quanlilatve detcency = No vWF

Appa@.Uy FaclorXllisone radorthatyo! €n m ssour
havlnsw lhoLlanyb eedingprob ems.

Expressed Carers olhaemoph la gene tend to have a
eve orabout50%. Somehavealeveloi20 50% They
shou d  avo  d  aspk in  and non s le fo ida l  an l i
nflamnatores(NsArDs)
OOAVPGn boostthe evels of FactorVlll Thiscan be
delivered via V, sub-c!lan€ous, or nasalspray!nd the
peak efeclsoccuraner t hour

Iraneramcacid s also used, but s @ntEndcated In

Diaonosino bleedina dEord€rs:
ProfessorJohn Pasi

John Pas is a Professor of Haemostasis and
Thrombosis at Bads &The Londo. Hospirat. His marn
crnrcal and €search interesls ure haemostasls,
lhrombos s and gene lheEpy.

Altliough In mncepls mp e,defn ng ab eedrnqdisoder
n praclrce .emains a mEpr draqnoslic chalenqe.
Despile a huge va ely of dEgnosljc lests that €@
avaiabl€ to c inicians, as wil all cinical @nsulletions,
taking a caretu hislory6lh€ frcland p@baby lhe most
mpodant aspect. However n realon to bleeding
drsorders obtaininq a meanlngfu hElory an belaf more
dflcult than t sounds. Manyindviduas areconvinced
they are b eede6" or have a bleedng lendency,
athough no defnable disordef €n be found. Some
stldres hav€ shown thal50% or more ofthe popu ation
co.sder th€mselves lo bleed excessvely. Indeed
mncem about beedng may even €p@sent non-
haemalo o€rcard6eas€. converselyma.y peop e (a so
uptos0%rn somestud ies)who be  ong lo  fam rcswl lha
ce€r  beedng d isoder  migh l  consder  sqn i fdant
b leedrngas 'norma .ascomparedtoo thermemberco l
lhe fam y. ron€ly the leasl specmc symplom of'bru sng appeaBlo be the besl ndicalorofa bleeding
tefd€ncy. Soft ng the'wheal lrom the chan istherefore
qu lehadontliebasrsola hislorya one.

Professor P€sidiscussed th€ need lo e cland lnterpret
crnical dala n r€lalion to bleedn! End dentirying
objeclive harkerc oJbleedlng to maximize thevalueoi
the mnsultaton. These pnncpes provide a gude to
dentfying appropriate indivduas fof subseqlent
refefial and dEqnostic tesls

Pre.conceptual Plannino io deliver and B€vo.d A
med ical and emolio.al Jour.ev : Dr Rezan A Kadir

DrKadir s aConslltanlObst€lncia. and cynaecotoq sl
w i th  a  spec ia  n te@st  nwomenwthbeed inqdsordeB

Or  Kadr  runs  a  mul -d iscp lnary  c inc  in  the

B LOOD -  N F.  VAW 2OO5 VOL UVE32.NUMBER I PAGE 13



remophi ia Cenlre at lhe Roya! Free Hospital, logether
Lh the Haemophi ia specEl st HaemaphL a nuGe and
m ylherapFl.The c inichasbeen very!sea! loraud L
rd .esearcli purposes and has hep€d lo mpDve
ra 'ty olca.e forfam lreswilh b eed nqd sorders

renataldalnosis of Haemophna has been avaLable
r20yearsandcan i€r les tng  fo raneven ongerp€ od .
reconceptua cafe s v lalror lme y catr er deleclron
runselng and pa.nn! for prenaLal dragnoss and
anagemenrorpr€0nancy

here are several melhods avalabe for prenatal
agnosG rncldino invasve (choronrc v lus samp inq
)Vsl and amniocenless) End non-invasve (relal set
ererminaton) lech.ques Th€ choce of melhod
ependson howmlch i.formal on savai ableabolllhe
rmly end whether the causaliv
enlrl@d The coupes pans lof pregnancy and
Itr(udes towards InvasNe prenata testing and
f, mrnat on of an affected preg|ancy are also importanl

r Kadf told the conlerence lhal quite often molhe6
hange lhe r mind about hav ng an invas ve procedue
i associelion with reprcduclo.

or example wrth Pre mp anlalion Genetc D ag.os's
olecton of esgs can creale haemotrhaqe n a ow
rctor eve mother as can the pacem€nt orembryos.
leedlng can also Interfere with the pacement

here are aways saf€ty concems. wlh some
rocedures posebly hav.g an etrect on v ab lly a.d
eveopment  as  125% of  the  genetc  matena l  l s
rmoved lor lhe pre- mp anLalion 9enet cdLa!nosLs.
'he pregnancy mle folow.g lh s prccedure s 20-25'lo,
/lh 9% of molhers carry ng twns and 7 o/o carrylng
rplels. These mu ( ple pregnancy rales.an be higher,
€causethedemographic group, us ng theprocedurein
egards lo haemophla lends to be youn€ healthy.

,ecause thefe ls stl lhe possblly of misdiagnosrs
,lher prenalal diegnostrc techn ques are sil lsed ater

n the luture, dragnoss coud be made usng materna
)ood In ihe l' lrmester and sperm seleclion and
isem nalron using a llow cylom€le.

lome mothers have show. psycho ogrca d stress upto
year after PGD wh ch relerales ihal the reproductLve

ihorces lor carlers of bleedrng dEorderc are pan ol an

:actor vl revels have been shown 10 ncrcase
iqnrricaflly 'n €iie.s of Haemoplriia A durng
re!nancy, lhough a smalL p.opor0on may sll
lemonstrale ow evels at lem. In conl€st faclor lx
eve  sdo no t rs€  i . cameBof l laemoph laB The r i sko l
)a . l y 'p regnancy  b leed ns  and mlsca i i iage  n

haemoph i lamr le6  sno lknown,bu l lherc isev idence
that lhe isk orafle parlum haemorrhaoe (>24 weeks
geslalon) ls nol increased Howevef excessive
bleedrnq can occur to lowing sponLaneous m scariage
nvasve prena la  lec l rnques  or  te rmina lon  o t
pr€gnancy The molheF FVI /FLX evels should be
monlofed and recombna.l FV l! or FLX Lsed when
adm n slraton ofLlreseiaclorsis .d caL€d.

Labour and delvery may aso present haemoslalic
d flcultesl0 bolh motherand fetus Affected letusesa€
a l  rsk  o f  deve op .g  se fous  head b  eeds  du fng  b  nh
Th€refore deNery shoud be achieved by Lhe leasl
lraumatc method and eafy re.ource to caesarean
seclion should be cons dered.

Carierc of Haemoplrila a€ al increased risk of posl
Fartum haemotrhage The rsk is silfifcanlly grealer
when iactor eves are below 50 % lherefore t s vla
thal fac(or levels are checked and malnlained above
50%fora t  eas l3  4days(4  5days  rca€sareansec ton

Cord blood should be colecled lrom aLlmale neonales
born lo cairer molneG b assess FV I or FIX leves.
such bab ies  are  a t  rsk  o f  beedng wth  any  surgrca
nteNenlion (usua ly circumcsron)and opuncl!fe sLtes.
Spec a carcshou dbelakenloavo dRsk

From Palientlo Person Persohal Persoectiv€s f rom
thoseaffected r Eloisecollihs and Roscoooer

These lwo women shared wrth us ther p€Gonal
joumeys ftom ch ldhood loaduLthood

E o sespoke as a.ob igatecatrerolF x herfalhefand
2 o lh  s  b .o thersa  lhad F lXden.  en .y  E  o  se623yeare
old maded toAndrew and p an. ng lo slart a famly In
ihefetllewyearc however as an oblgale caiier, this
mustbelakeninlomns deElon.

ferfather. David Co Ins, had seveehaemophiia B and
caughl H€palitis ftom a blood lransfuson lrom a bood
t rans fuson when he  was yo lnger  In  hs  md 40s  the
dFease afi€cled lris lver dramalicaly and he died
suddeny and unepecledy aqed 48 in March 1997
David ived a iu I a.d actve ife, desp Le pa'n
management and iactorinjeclions and was a ways keen
lhal Eos€ was aware oi the hercdlary condrton oI
berno a ca(er, and lo gaLn as much nformalion on the
imp rcalons of one day hav n! a son w th Haemophilia.
He aso le t ( was importa.l to track lhe medica

Eose loLd us  lhaL lv ing  as  a  cader  o fHaemoph ia  B
gene in now€yaftecls herdarly rvng HoweverAndrew
and Eorsesman concerns w Lh staltng€ lam ly are 10
ensur€ lhatihey are wel nlormed aboul lhe condlion
They have been adv sed to seek lunher medrca adv ce
before comng pregnanl and to revew Lher choices
avarlab ew lh @gards to screen n€. Fina lylheyleLtthey
neededlo beawareolthe addllonal €sponsibi iLesany
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dincu lies wth h.vng a son wlh haemophiia and how

Ros spoke as a women wrth von W llebEnds Typ€ 3
Ros was dagnosed al 7 honths od when her GP
io lowed up on ab.ormal bruis ng Ounngherclrdhood
Ros was n and outof the Roya Manchester Ch ldrens
Hosp la land a t lhe  ageof l4  she eaml  lo  se  f in fuse  At
aqe 19 Ros was dlagnosed with Hepatits C and
fo lowing bvo @urces oflrealment, cleared lhe virus al
29. Ros maffed In 2003 and curenlly Nes In
Worceslershnewhe@ she wod<s as an Tconsultant.

ThroLqhoul her adLlt lif€. Ros has been @guarly
atlend n! theOuee.s E izabelh Hospita nBnmngham.

Ros slaled lhat her experience oI von wlebrands
nvolved mlltrple bleeds pef monlh, beeding gums.
nose a.dinto jointsaswe las nlehally.

These bLeeds coud be sponlaneous or i ggered
Mens l rua ton  in  the  pas t  had Invoved b lood
tdnslus onsand hosp lalslaysand s nowcontrclled by
hish dos€ hormones (NoBmne and NoGfistorone)
whjch afe taken continuously. Herbeedswere ntaly
irealed with cryoprecp lal€ and lhen Haemale P Both
DDAVPand lEnexam cacdhadbeen nefiecl ve.

Ros has a positve app.oach Lo lv.g with von
Wilebrand s bulfe llhatlherewasstl emotonal mpact
o. her, lamiy and rnends Ros emphaszed lhe
mporlance ofsuppo.t, and lhe quesion as to wliether
nomallle is poss b e and ifbere can be any qualty ol

She questioned how to p an lor the future - phys cally

Edlor's noter Ros ard tef husband wete taveling ta
New Ze.l.nd 3 weeks ahet I nel lhen tn Landan. Ros
bhlacled he an het aiival and sna sperr so4e liee al

lhe NaLanal africe tn Chnstchurch and nel \|ilh
Hayleigh Bomett to share expehenes al being a yaung
wanan with a bleeding disatdet. Uhladunatety Ihe
phaLagtaphic evtdence af Ras svisit wtth HFNZ was lasl
when the .aneQ ||hich Loak the phota Ms last so you
||ilt just have ta take ny ward lot r.

It was gteaL la nake canlaclwth soneane who coDld be
a Eeurce fat nne of our yaunget 1iis and the lining
ol her vlsn b New Zealand w.s perred Fos ard /
continue 1o keep ih louch as I watk lowards
implefrenting a fu frle wonen and Bleeding
Disardefs prclect t'at New Zealarcl

wou d ike to take th sopponufityloihankTonyshe lon
and BAXTER HEALTH CARE aor their supporl or my
altendance at thrs Conference. t wrl provide lhe
foundalnn for rhe developme.l of a comp@he.sve
WomenandBleedngDisornersprcjeclforHFNZ. a
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iA:t1oft1lL1A lV ft€

thal lhey adap I petn ane nt y

OneposrLvFou lcome was iha l  oneof  ourmemb€tswas

! ro l l  ed  on  C lose l lpon lhe  2 I  Mar 'h  Trev loLdreponer
ohn Se lwood abouLthe  rh  nqch

Nalonal nlomalon coordinatof Nova Guenn 
a

lustcome nalura! y towomen

.VIlV,!

Adv.Dales cal lar nare effic,jenl haenophlna carc

a candilian ||hich is conplicaled bv lhe presence

nae efficienllY la caodinaled
h Ptace at n 1lianal level "

need la keeP cast nanageable

V/I]Y V./O4II/ ART qOOD LTADERS
HFNZcEOBeI ndz Blmettwasfeatured n Decembers
Hemoph'E Leader as prn of a pece aboul wnv
womenareoood eaderc.
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Survival Strategies for Marital Stress
HEMALOGaVo 14 number  3  S€p i200 l

Havln9 a chi ld wi th a
chronic medica d sofder
caf  be hiqhly st ressful  for
the parenG re ai ionship of
it can set the stage fof
qfeater  c loseness and

By. Shelash Ryan Mrn'ne

seafch is c ear abou! !hG:
when soneone 'n rhe family

haemophr  i a .  wh i .hpaEnr i sqo inq  ro
be responebk Jof admlnGrenng lrome
ntusron? How can la.rof cosrs and

med lca lb l k  be  handed  in  the  fa .E  o l
nsudnft cap5 and otlier probems?
Becau5e haemoph 'J usua y results
frcm a detu( in the morherr gene1ic

qreat dPa of qui t alonq w rh rhe
arrected qene. Conequenly the

ol lhe.h d and iake5 on mu.h ol Lhe
day  td  day  respons  b i l t y tu rh  s .a re .
Whie she may b€gn to fesent h.r
spouse  ro f  n01
rusp0nslb ity ln somE.r5e5the aather
stads to re$nr the morhef for be nq
?spon5  b  e  l o f  t he .h lds  cond iLon ,
0f r0r erdud ns h m tom Lhe .h tdt

"ln ta ry irs vefy had for parents Lo
w0f k theirway throuqh the dlaqnos r,,,
0bserv4 rvlulak, ,'and larrr on thefe
are jssusw th day.Lo.day.op ns. B!r
pareitsare rcs ient,"rheadd5.

A lhouqh  l v  n9  w i l h  t hese  i ssues .an
b0 an emotional fol er coaner coupks
have lound elfecuve ways !o meer
these cha knqds and lake conttu ol
thei. .h lds hea Lh and the r ovefa

ll nay Qen conlfary Lo iEa$n, buL
whena  ch  d  i sbo rnw th  haemoph  ta
oneo fLhe  f  6Lp f  o f  l ks tu f the f ro the r
and faLhef should be ro sofr ouL rhet

fea.1on5 ro Lhe
d  aqn0s r .  Ad jus t i nq  to  thed iagno5s

there has been
haemoph i  a  i n  rhe  l am iy . i s  an
exLremery d rriculr and demand ns

\\Parents n.edlogfkveoverthe on of
lbe expectauon of a hea thy child,,,
erp an3 Danna M*f t1, a 5oca

The  Ch id rens  Nosp l ta  o f  Mkh iqan i
and a cfeator ot Lhe PEP (Parnrs
E f rpowe f  nq  Pa fenG)  p foq fam.
Dur lnq  th  sEmo! iona  yandphy rca  t y

pfepaiE Lhemrrv4 to dea wih su.h

depre$ion. \cner ke many orhef
experEnres 5 a pfo.e$/" Empha5i5es
[r]ulak. "You hust taliE r me ro rh nl
abouL the oths pefon desp L? your

i u t t r r o  "  0 i ce
acknow edqed  and  accep ted  thp
situatron someth nq lhat o..uE ovef
t'me, they can beg'n to take a more
pontiv? rc e i manaq ne lhe r chids

N n r la  a id  Rod f  qo  PaDs i l i nan ,
oriqinaly ftum Lhe Philppln6 aid
nowrcs dentofAds ey, NewYofk, had
no famiy history 0f haemophl iawhen

Marc, beqan Lo
b  eed fo  ow 'n9 r r i 5 .  r cumcs ion .  "He
on y e ghl days old and lt was
devasLaLinq nol kiowlnq whaL was
wrdn9," recal 5 Mn Panqilrnai. Af tef
expenEnrii9 the sho.k of thaf sons
diaqno5 5 sheand herhu5band de.idod
to !ome toqethefasaleam to ham as
much as Lhey courd abouL beedtnq
dGorde6. The Pangr nans consulted
llietrteatment.enke, pored oveI a]
thearai abh reieafchandwereabG ro
re50 ve the rownd ffeEncesln opinion
as they a&orbed nformatioi ,bour
the | 5on! dkordei ,.Leam frore
acqu remoreknow edqe/,, adv s Ntr
Pans  nan ,  who  r5  a  n ! r se .
"l<now ed9e he psyou toaqree.,,
''Use every rcsource avaiahe and
?arnevefyth iqy0ucan The Ine$is

A..0d'nq to Nlulak, having a famity
hklod dJ meo may nfoenle rhe
pa fe i t s  ouL  ook  i i  o i l he fapos i t veo r
anqativeway. Somewomen iindthat
0 dmemdnE5haunl themand hr 9h1en
the. anr ety "Even thouqh todays

t  posb  e  !o  have
m!ch rrerter0ul.omes fa molher had
a $verey dkabled bmther or father
ner pe60na erpenence .an .reare a
ot or fear n her ior hef sons we

co id i t  on  i t a f f ec tsa  lm?mbe6o f  t he
housho d. lLa 50 ha5 a stfonq impad
on the dynam 6 n thE relauonships
amonq tamr y membe6, espec a ly lrE
pf mafy one, the maflase. Its not
!ncofrfron forparent5 in the reatres!
des fe r0 meet the ieeds of a beloved
ron or da!9rr1e4 L0 beqin to ovefoo(
the needs of thel/own re ationshlp. 0f
co!6e makinq a madaqe work is a
.ha hnq€ for every coup e aid rhe
$ues.oupes rare are as varied and
.omp e r  a5  the  nd l vduas  i nvoved .
Yet ior roup es raisinq a chid w th a
.hrciic dkease
pa l l ehsa r rasa inandaqa in .

carn9 fof a ch d w'th J chrcntc
cond  t  on  i s  eno rmous  y  t i ne

dEmand inq  and
becom* a way of ife. For mrny
lamrles the con.efn abour rhe ch d
leads Lo an atmosphefe of hsshrened
anx ety n the home. Parnts feaf
getl n9 away oi thenown even fofan
eveninq n ca5e th. ch d needs
emefqen.y trEatment. ,'The wofty
a ways on a parenG mind k what I
sonelh n9 goes wfonq," iays Co dh
Mu ak ,  a  soca  worke f  a r  rhe  Moun l
sinal Haemophilla Treatment Centrc

Natufa y there afe sues amonq
pa rPn ts  t ha t  a re  un ique  t o
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beln9,"says Mulak. 0n iheoLhef hand
lhelamiy h6Lory.aD prepare coup es
tof the cha hnqes Lhey may fa.e in
hav,ng ch, dfen V'rc nra RiveE, the
mothef of fouf boys (three ol whom
hrve haEmoph iJ) ree 5 lhat qrcwinq
upw thab fo the f  whohadhaenoph '  a
qave hef a beLrer $n* 0t whar 10
exped when she sta{ed hef own
family. "B.fore our Dden son wa5
bom, my husband, oavd, and I had
gdneu. counse lng, 30 he.o! d earn
mofe about the dseaseii' says M6
Rlvera, who llves wlth hEr lamly in
New Yofk C ty. "ThaL way we both
kns whal we were geir n9 nro and
know trq what to erpect rea y helped

Bo lh  l r re  Pang l t ran  and  R ive ra
fami hs took the be+ po$ bh fl6t
step: karDinq as much as Lhey could
abouL haemophl ia, That knowedqe s
avalabLE n many d'tferent loms
f fom the Intemet, 10 pub .aLionssu.h
as  FE [ , lAL0G to  the  na t i ona  and
0 .a  haen0ph  I ' a  as5oc  a t l on5 .

Wha teve f  n fo fma l i on  h i9hway
paretrts choose, Meirltt ufqesyou 10,
lus every resourc ava abe and
ean evefyLhinqyoucan The In6sis
no r  go lng lo  90  away5oyourbes tbe t  i s
to  qe ta fmed  fo r  t he  l onq  ha ! .  I ha i
way you M have more re50urc4 t0
.opew th lhecha enqes. Ihercwil be
es nraln on your maniage and you

w i l  bo th  s ta f l t o  rea rand  En jdyyour
. r I  d  a  l o tmore .  (nowedses l vsyou

more peace and

ln add t'on to acqr rinq as much
knowkdqe as po$ib E ouf erpe45
fecommend  a  numbe f  o f  oLhe f
5tfategies. The$ wil enabk you to
take  cha fqedJyou f  . h i l dsneEd5  !a t
lhe same lime contin!e to strenqthen

Becomea requ af atyour ha-"mophi ia

ihat he was lhe only haemoph, 'a
panEdth?m€d.a  s ta r r the fehad ever
*en. Given that fs unde6Landab E

ovefwhe m nq rnseoJrc hJwhenlhey
fi6! vGlt a haemoph ia trcatnent
centre. The ptutu$lonar Lhey nnd

therapkci socia workeA. know a
abodt  haenoph ra  3nd d€ar  u rh  l r
everyday. Mu ak stres4, t\WhaGver
ydu nEEd to kam 15 Lhere ar the
keatment cenlfe for you. As one ol
your fn+ goa r ty to deve op an open
and t t ln inq  rca tonsh ip  wth  Lhe

The lreatmenr .enfe u also your
gateway to a wlde aifay of servlces
For exampe, TC proiE$'oias .an
Etur you to supporl q.oups such as
PEP Gee bor). Meii tr pornts out
'\t5 erlremey benerkial to lalk w th
oLher husbands and wives who aiE
conrfonilns thesame pfobkmsyou are
and to see how they hand e then." Th r
k nd ol commun caton heps coup s
fea  se  LhatLheyafenota lonaand lba !
t i s  no fma ioeach ids  ch fon ic  i  Lne$
to pui add't onal pre$uL" on a

Staf f atthe Tc wl ako tea.h parenb
Ure sll I ol home infusion. "We flEt
nafbd doinq la.1o nl6in9 at home
eiqhtyea6aqo and I can !tellyou hoe
much Lhat redu.ed the stEss in our
famly iE,,' reports M6 Rivera.
"3e fore  lhaL qe t inq  our  sons
tfeatfrentwas rea ly had,i,she sys
Now Lhe famiy k able to avoid just
about al ate niqhr tfips |o lne
hosp i ta ,  the  boys  can p .o tec t
themr vei wlth infusons bElorc lney
play spo45 and the coup e fees sfer
9oinq off for the occa5ional eveninq

Keep ta kinq keplGteninq

Spouses adjust to (re$lulsituaLons
ln d ffefent way5 and oftetr at a
dlf ferentpa.e,ioGr rile/ |1. 0ie may
wantlotalkwhl e the olhefw thdfaws
and wantr td b? a one. In the eafy
days  lo  low inqd aqnoss ,  Men lusays

that i1 G common iof pafenls lo qriEv.
lndivldually. "lnnEadolhrkingabou:
the situallon theywiLhdraw ffom ea+
olher," she Epotu \ar ju51 th.
momentwhen theyneed lo lean on oru
an0thEr rtuyturn away./i Th s kind o:
rpafat on can ead to diffi.u | 6 .
Lheir fe ari0nsh'p as ru+nrmeni bu ds
dver the la.k oJ !n.leEtandinq of eact
o the f  s  aear r  and  n !€ds
communi.aLin9 w'th one anoLhef is

pEv€nr 116 trom
happEn n9,  a  l rous l r  tmayat l i6 lbe
difiicult to ach eve. \'Some men 5ay
lriey are not c ke6,,, acknowe.lqer
Mu ak ,  "bu teven a  i1 to ruppod9os
a lons way The sma kst snten.er.an
be poweffu. And olcouEE, ri5reninq
10 wha! the oLhef paftnef has to say 6

Be nq  fo f th f iqh l  i n  your
comm0ni.ation also r ow5 !oupks to
work out pEctical pans and rhare
rcsponnb' Les. Fof eramp e, to
pfevent the burden ffon fa I iq too

nay e 4t 10 aleHate rcspon3lb 'ty
ior home ifu5lons of tfps Ld lhE
hospital. Spo6es dust aho ratk

ln.oml0rrab e Gsues 5uch as what
consurutes Lhe prdper dE9ree ol
pfotcilvene$. r\My husband aid I
had {to d fferentways ol dea inqwith

''rle rcnded to be more prolectivel
sThilel wasksllke y to renr cLMrrcs
a.rivily." Orf lime lhe more rhey
lea.ned ffom their oun ftad ns and
non c0isurrat 0nswihihe docLofand
phFlol therapirt ar the treatment

comioftabe they
bem v iJ i  ie r  ins  acr iv i tes ,
includinqhispad.lpar on'nr0id:

when lne Pangihman family leame.l
$ar Mar had haefrophila ME
Panq l l i nan  s  pa fen ts  uproo ted
themse ves from the Philpp nes to
move ro the unlied stacs so Lhat thEy
could help ouL. Nef parents were

undertood whar k so lmpo{anL to
I l  you f  ch id  was  d iaqnosed  a l  Lhe

lo.al hospilal theres a godd chance
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:T Es n ihis situalioni a rLrcns
:-opofL system. Fam ly and fflendr

:merqency situations (llle those eaf y
n0rninq trips to ihe ER) aid day Lo
daya . t  v  L 'e5so  thaLac0 rp  r .an  rake
ai occas onar bfealbei one of t6
R  veEs  hopes fo r l he i ! ru re  s rha r rhE
haemoph' ia comnuniLy wl more
1.tvey acknowedqe and respond Lo
rhe need fof fah ys!ppoftby frakin9

to su.h as mof,A

Re5erve time fof your f e ar onship

0rce yotr haveyour5!ppoft syslem n
0 ace take advanraqe of i1 to spen.l
tme wiih each oLher Evei sma
a.tvitie5 such a3 an eveninq wark

i fe ines fof youf
r  a ionsh lp .  A  so  p  rn  b  qqe f
.cca5ons rorqoin9 out, say Lo dinnef

to enloy ihare.r
exp.f En.es and to .rtate a ba ance
between carrng for youf ch ld and

tind time foflunthe lwootyou ro re ar
ioqether" urges rLrlulak. 0Lherwise

lavo!6, she iys, ,.Becauie when
parents teel strs, children lee str€$.

When necesary5eekcounse ling

Parentinq a.h' dw thachrcni. i nes
bnnqs lbowncha  knqes .e r t3 ln  y  bu r
stE$ often maqn fes pfe-exktinq

.reaLes a Limely and impoftanl
oppo{unity to 5of! rhfouqh your
feaLionsh'p Jnd rhe best way !o do
rha i  i 5  w i th  a  ma i i age  counse lo i
You maysee fesurts n a 5horLperiod ol
tome. iMaiy peop e th nl rhat
.ornsPr ins k someih n9 lhat asLs
lo feve r , "  eys  Mer i r r . ' .Bu t  o fLen  a

ha fdozen rE5ions afe enorqh h help
you work thrcuqh your lee ii95.,/The

.an  E f€ fyou  toaco !nk  l o i

A naaag$ need lob of work and
i? ide f  0v lnq  .a re  i o  su fv l ve
Consequen t l y  when  a  coup  t !
encdtrnre6add liona chalenqes such
as those  i nvo l ved  j n .a r  ng  l o r  a  ch td

r Et ,k? the odds are sLa.kEd aganst
them. But w'th undeBtand n9,
connln caroi aid suppod7 spouss

1be$ cha knq6
evefyday. ln tact, coup 4 ike tlre
Panql nan5 and rhe Riveras say rhat
thanks  to  Lhe  |  . h  d ren  Lhe  I
maniaqesarcrtmngef than ever

sh . |aq | rRF .Mas | re1€5 inNsYo ikcLy

.I CCi" A^ A qE^IOI\JLJA LIADIR;
How to creale, growand sustain a nationathernophitia organization by Laureen A. Ke ey
Produced and d$kbuted by Bayer

hal coud be mo@ parnful
than walcliing youf child
sL f fe r  i rom un l rea led

b eeds? Whatcou d be harder than
iryrno to make yolr vorce head on
behalT of a rare and expensNe
med@l dsordeft what can be
frore chalenging lhan lrying lo
change the healthcare systeh n
cou. rnes  preoccup ied  w lh
ePideml6, poo. inffaslructure or
econom c  hardshp? What  can

overcome these foadbocks ro
impmved hemophi E ca€?

Leadership. Wilhoul t€aderchp
hemophila patenls and tumiles
have idle hope ior p€mzne.t
change. Without ead€ch p, noone
hea6 ihe crles for hep. Wilhoul
leade6hip, every perso. acts a one
andoveryonelosesevenlual y

Efeclve e8derch p makes lhe
d i i fe re .ce  be lween pass lve ly
accepling an uncerlain Julu@ and
ach ev ing  re l iab  e  and sa fe
hemophllia tf eahent. Leadership is
an art thal can be leaned. Success
as a Hemophilia Leader not ony
encourages peoplewith hemoph la
lo become lead€re, ii aso shows
lhem howlodoir n thisfi rstbookoi
ilsk nd,you l eamhowlo'
. Deve opav6ionforyourpeopte
. Forma BoadotDirectore
.  Crea le  a  Med ica l  Advsory

. selgoa sadobjectN€s

. workwrlhgovehment

. Be@mean ntemailonalplayer

LaureenA. Kel eyshoEyou thatoo
matterwho youare ma eorfema e,
patienl or physician ch or poor
You €n b€@me a Hemophila
leaderand p@duce last nO cha.ge.
Laurie is D rector of L .c.H.T. a
prog€m thal dentnes, trains and
suppons eadere in lhe hemophris
cohmunity in deveop ng count es.
She rs also founder and chair of
save One Life, a nonprollt chid
sponsoBhip ageno/ aor childre.
w i th  b l€ed ng d isorders  n
deveoping counh€s she lives in
Georgetown, l,lassachusells wi]n
lier husband Kevrn, a prccess
s.ienlisl for New England BioLabs,
andtherlhree chi d@n: 17-yearo d
Tommy. who has hemophiiaA, i4-
Yearold Tara, and len yeaFold
Mary Laure s a titness enlhusiasi,
and eqoys travellnq, .ock cl Fbinq,
readingandp ayrngclassica piano.
Fof your copy oJ lhs book pleasc
contact Nova at HFNZ or wite to
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NORTHERN BMNCH REPORT
on February 18 20 we shned 2005 ofi w th a lamiy
camp hed al lhe YMoA laclly on the banks of the
Waiwera esLuary andtustdown the road kom WaMeE
Hot  poo s  The camp was a t tended by40peopewi tha
number of famles frcm lhe far norlh as wel as those
iiomAuckland Thecampsladed on Frday€vef ngwLh
a mea and a lhough rtwaslohaveb€enabarbeque,lhe
barbeque was notworking and lhe leam cooked al lhe
sausages In fry pans. Ths was only seen as a mnor
problem Fo lowrng dinner a gamesevening was heLd.

Saturday dawned brlghl and cear a.d rolowng a
leisurelybreakfastlhe mom ngwasll edwith aseresof
edlcalional workshops. Tlrese lncluded oE heah
care and a session wlfr a physiolhe€plst, who
demonslraled a colecton of suppons avalabe for
supportn! varous joinls. Helen spencer addrcssed
the grcup about her vs l lo theWHF Co.lress hed in

Folowing lunch we relo€led lo Wendefiom Reqional
Pa.k flve mnules up lhe rcad @npete wrth seven
kayaks and, Lnderlhe gu dance ofYMoAstatr, had the
oppoduniLy to lry our hand al kayaking We had a
thobughly enbnanng lme wllr a numlrer or us
ovedurnng and havng an enforced swm A oroup
padd edaLlthe kayaksback to Wa wera aL the endoflhe
aftemoon.a joumeyof approxmate y30m nules

. the eveni.g io low ng dinner the grcup had a swim at

theWaweGholpoo ls -asrea lwayto f  n ish theday

Sunday saw a number or optons avaiable wilh a
workshop lo lowed by lhe chorceofa se@.d workshop
or orlenGerng Th€ grcup who look the ofenleenng
optron we@ tEaled to a magnfcent vew of the
Wlrangaparoa Peninsula and the Hauraki Guli.
ForoMno uncha weregvenL l reoppodun i ty toauempl
lhe cLrmbing wall and a of those who a(lefrpted il
suc@ededin rcach n9 lhe top.

Late n lhe aftemoon aftera very enjoyabe weekend
where new fi€nds were made and acquantances
enewed, regr€llul ywe a we.loursepa6teways

A lew weeks ater, a grcup of memherc attend€d the
Auslrala / New Zealand one day

OurAnnua lmee l rngwashe ldonMach6andat tended
by 15 members and a sm af number of apoloqles.
shirey Bongard was re e ecled as Pres denlwrth John
Cook re-e ected as secreiary and Nalional Councl
Delegate The mapnty of lhe F
retumed and we wecomed Fenare Maihi lo the
commllee W€ look Toeard to anothergood yearand,
al tlie tirst comm nee meelrnq, ookloNard to p ann ng

Nat iona lcounc i lDe lesa te  a
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&rqlo/VAL RrP6RTs

tilidland Christnas Gatherlng

Lale lasl November memberc of
anended aChrstmasGatheringin

Midland Brahch activilv dales:

Thelolowirg dal€s wer€ sellor2005 a.livllies and

Dr Stephen t .y Farewell Fe'tuary 27" 12
noon aboard MVWarpa Oelta

atThe Exsclte Science Ga ery al lh€ Waikato Mlseum
andv s led theexhlbilio. BodyOdyssey before movins
10 The Rollnda by the river for a prcn c lunch. ll was a
beaullfu daywrtha otoflnterest nLheexhblion Thank
yo!  loa  whoa l lended lwasagoodc lose  to lheyear ,
andwerelookngloNard to2005

The tilidland Cafa Evenings

Theseevenls hed nTauEnga and HamlLlon lasl year
worked wonderfu ly. and we are aiianging the same
agan lhsyear  The da tesa@ ke ly  lobesat lday  14"
lMay (Hami l lon)  and Saturday  17 '  Sep lembef
(Iau.anga) A reg onal news eller Mlbe senl outwrth
mor€ ntormal on regard nglheseevenls.

Camps afe an rmporlant too for HFNZ and w€ are
aways lookng al ways of mprov ng lhem We a@
peased thal the nexl camp is forpfe-l€ens. which we
tully supporl. The Mld and Camp has been postFoned
as there afe quite a lot of evenls w lh n ihe Folndaton
ove.the nexl lew monlhs. Wewl be basinq ourd€cision
on appropnab wealher, and thedalew lbe dec d€d el

M d and Branch Presdent a

MIDLAND BRANCH REPORT

Irridland AGM February 27- 3pm afle. The
Waipa Delta crulselo behe d ai nearbychurch
Mid land Branch Comml t lee  Meet lng
Th!6day 21"Apil 7pm @ Lloyds Lane
waikato Caf6 Evenihg Sallrday 14" tr,lay

Midland Br.nch Comnjfiee Meeling: August

Tauranga Care evening: Seplember 17" @
7pm Venue Le D€uxSoeu. Devonport Rd
Midland Branch Conmiilee Meeling: Oclobef
13th 7pm@Lloyds Lane
Midland granch Xmas Party: Yet to bedecided

SOUTHERN BRANCH REPORT

sdLtheh bcnch nenbe's qhy a eane d t{ pin ho\|tins ah outeac
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5ftTPPTT5
Bleeding Nuisance: Update

we have rece.lly received erh6
app.ova and support from HFNZto
go ahe.d with another updale on
lhis 10 yeaFold study. Ths updale
s to be caled N€w Technologies
and Haemophllia: Individual and

. CarierDiaqnosisafdTesling

.  P re - imp lan la t  on  Gefe t i c
Diagnos s {PGD) End pE-nalal
gene l ic  dagnoss  in  geneEl
(cvs)

wh le there wi L be specilic rocus on
these areas, ALL haemophllia
Erated expenenc€ rs re evant.
Yolr ha€moph a nurse/health
provider or out€ach worker may
nvle you to iake pad in lhisstudy
They wl prcvlde yo! wilh more

Anlhropology oepl Univercly of

Haemophilia drug may aid

As ngledos€ oradrug akeadyused
io lreat haomophilia can h€lp lmrl
bran damage caused by the
deadlresLand most debiitatng lom
orshko accordrnolo resu ls of an

Chef author Stephan Mayer says
he is slunned' by lhe nnding
involvlng lhe drug €combin.nt
actvated faclorVll, which isso d for
haemoph lia lreatment under lhe

Ihe study, wh ch phamaceulical
maker Novo Nord sk financed aso
folnd rhe d.ug poses a smal'rsk
oicaus ng a head attackoranothef

lls use as a slmke lrealnentis sljll
regarded as expenmental.
''By preventing jusl nve m lilit.es of
addl lona b lood -  aboul  one
reaspoon o lb leeding n lhe b@n,
we wee abe to i.crease the
ch5nces olpalentsufr ival by nearly
!0 percenl, Mr Mayer, orCo umbia

LJnive6liy CoLege ol Physcians

Slrokes caused when a blood
vesse b@aks and reeases blood
into the bra n,  ca led acule
intracerebra haemonhage (lCF),

Asmanyas ha f of thosesvrckendie
wlhin a monh and onlY one . five
oecome Inoepenoenragarn.
ICH afiecrs 15 perc€nt ofa lsrrcke
vlctims nthe un ledsiaLes.orsome

In other pads of the wofd ihe
inc denc of ble€drng stroke 6 even
h gher - in Asia,ICH affech 30 per

The n.dlng oife6 new hope ror
targeted lherapy for this reqlenL
cause of neuroosic dlsabilry a.d
death Devin Brown and Lewls
Morgenstern in an ednoflalin ths
week s ed lion or Ihe New Enslad

Both 0r Brown and DrMoGenstem
are al the lJn veBrty ot Michigan

Ac@rding to lhe resulls otthe sludy,
which nvo ves 73 medi€lcent@s
in 20 .ounkies, more lhan hro-
rhids ol rhe 96 patenrs who gol a
pa@bo died orended !p severely

YellheEleranged lom 49 to 55 per
cent among ihe 303 who gotone of
thee varying dosesof the drug
The death rale afler three monlhs
was 13 per cent tor the sLoke
palienls who were 9iven lhe
haehophila drug, and 29 per ent
among thosewhowere not.
Unfor lunate  y ,  a  dr !g  that
enmurages cotling also €mes a
skora heana ack oranolherrype

or stroke where blood fowing
lhrcughlhebEin isbocked.
The Mayer leam foLnd lhatwhie 2
per cent of the pauenrs given a
p acebo deveoped a se ous hea.l
aitackorblocked blood vesse in lhe
braln, tlie rate was 7 per ent among
those trealed with lhe haemophilia

Howevef  the researchers
cha€clef selhaliskas small.'
The Maye. team a solbund thatlhe
timing of lhe treahent seemed

'The best results were seen when
patenls were keaied within lhree
houG afler lhe onsetofsymploms'

Tha l  suqoes ls  tha t  once the
damage !s done. b€in be€dng
Ep d yd mi.ishesoverlime.

Aus t ra l ia ,  New Ze  a lan  d
announce slart.up date for
Joint Therapeutic Products

The New Zeaand and AlslraEn
Govenmenls have annoLnced a
lim operaliona daE ror he new
Trans  Tasma.  Therapeu t  c
P.oducls Agencr/ otno laterthan I
July nexlyear though tcould sta.t

Heallh Mlnsler Annefle Klng and
Aus16 ian Padiamenlary secretary
forHealth Ch stophe.Py.esay t s
vrtal to ensure the new @gu atory
scheme s world class and lo
recogn se  the  lmpor tance o f
consu ting with ndustry, @nsume6
andolheflnteresled pan es. 'ThE E
aground breakng move and thalis
why it s so impodant lo getil ri€ht,

The lont regulatory agency will
repace Aust ra l ias  TheBpeu l ic
Goods Adminisl6lion (TGA) afd
the New Zealand Mediclnes and
lledica Devi.es Safety Autho ty

Tie eleclion clcle i. bo|n colnkies
has made rtdrfficu tto adheeto lhe
onqnal lmelable oi estab ish ng lhe
agency n Julyoflhrs year,lls Kmg

Botn MmisteF also re@gnsed lhat
induslry'needs cerlanlyaround the
intoducton ol lhe news.heme and
needs bme 10 review and comment
on d,le rules of lhe regllalory
agency ,  and to  pu t  i f  pace
lransitional ariangemenls,' she

Theoleof ihenewagencywilLbe to
satusuard pubric heath lhrough
@guLation of lhe quallly, safety and
ef l i cacy  or  per ro fmance oJ
therapeur ic  p roduc ts  in  borh
Ausl6lia and New Zeaand. This
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ncudes prescrplon and over Lrre
counter medicines, complemenlary
med'cines, fredical dev'ces and

The newaqencywl be accoLntab e
10 bolh the New Zealand and
Auslraian Governmenls tw I be
recoqnised n aw n both counkies
a.d wi assume responsblly lor
tlre Egulalory lunctons undenakef

Ms Kng sard th€ new aqency
off€red a numberof benelts forbolh
co ! . l r€s  by  c rea t ing  a  s .g  e
ma*et lor drugs and ther€peutE
products reglaton wh ch slrould

e.sure that consumers have early
access to newproducls enler ng the
marke l  whL  e  ma n1a  n rn !
.onfidence in publc healh and

'Ovef  t l re  pas l  th ree  weeks
nc  ud  ng  today  ha le  had

meelrngs w trr represenlalNes oraL
sec to rs  a f fec ted  by  the
eslabEhmenl of lhe new aoency
s la r l lnq  w i lh  pharmaceu l  ca
medrcaL devces and over tlre
co ln te f  m€d cnes  My as tmeetnq
was  l r r  s  morn  n ! ,  wr  th
complemenlary heallh pfod!cts
repr€senlalves. wrro speak on
behai of more lhan 75 per cefl of

lhe New Z€aand mafk€l rn do ar

'  am very  p  eas€d a t  the
commihent  they  have a  ls iven  in
prnc p e to lh€ eslab ishme.t ot a
JornL reguator Between now and
the sLan-up a lo nt wo.k ng pany of
al seclors wl wo& lhrcuqh th€
rema n  nO de la  s  o f  how the

More  n lo rmal  on  about  lhe
proposed Trans Tasma. requ atory
agency  can  be  found  on

NZORD - the New Zealand Organisation for Rare Disorders

snippetfron rhe NzoRD newsl€ter
Lobby group on accessio therapies
TherearemanyNGOSwo inqwithcommuniliesthalhave
d'fllcu les accesslns adequateandapprcpdaLe'nuss. Ihe
New Zea andA|DS Foundaton is @-od naring a group or
NGOS lo advo€le tor a bener sysiem for access nq dtug

Feb 172005and rhe nexl one is sdeduled rorApnl52005
in worrnglon. Th6 pran so faf B to rook at lhe whoe dtug
rundhg syslem ln Nzand iden0rye
is b.eakin9 down, and rhen Lowolt as a grcup lo plan and
mpsmanl a stmtegy io bnng about chanae For morc

FouqutTs
Barb Sulherland: Ba.b Suthedand
was awarded w th Lrfe Llembershrp
of HFNZ at a Centra Branch
function in 2004.This was lo lowed
up wrth a second recoqnrton (and
more flowers)al rhe FFNz Naronal
AGM.  hed 'n  Welng lon  'n  March
2405

When Natona Counc lwas  ookng
back throuqh Lhe meetng papers
and archives oa lhe 70's and 80s
many of us were fndinq ettersand
news e l le rs  penned by  Barb

Her  comm lmenL Lo  Lhe Lhen
Haemoph la  Soce ly  o f  New
zealand was plarn to s€e, and she
was a most formldabe force to be
reckoned wlh as fte mum of a
yo !ng  ooy  wnn severe
Haemophla Ll was nter€sling to
s€e rhar meny ol lhe safety and
supp ly  rssues  tha t  Barb  was
obbyn! lor ar€ stLi at the foreftont
of ourrobby'ngrn lhe2lstcentury

lMay 1999 sawBarb reappeannq on

lh€ HFNZ scene as llre Regonal
D€legare for C€nLal, a postion
wh'cfr she herd unll herresisnalon
nLlarch2004 She conlinu€s as an
eclve mefrbef o. the C€nl.ll
Branch Commtlee and am sure
lhal her k.owedge and deddalion
wl conrnue lo be apprecated lry
those membeBwrth whom she has

Thenks Barb rof al (hose many
yea6o lun tnngseru  ceandwe ook
foMard to achleving some oilhose
Safety and Supp y goa s which you
sLrved lo achieve n the 70s and

Wewe comeyou as the newestLife
Mef rber  o t  lhe  Haemophr la
FoundalDnorNewzealand a
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cOL IVC1L oFFlcr FEARER"
ALLhEFIFNZ NALiONA AGM

v.e PresidenLs: N kk Cunningham ShrreyBongard

Cenra Req'ona DeesaLe
Mdrand Reg'ona De esaLe r.rohn luck

YouLh Deeqd. 
".""."d.* 

*"."ed a

liE:ft'lit*::i

FouqufTs
UnrorunareyM ke was mab e tD atLend

Lo  and  ' ndeprh  know ed9e  o f
Haemophilia were hsh shLed in ht
absen@ Nkki Cunnngrram Lod Lhe

Lhesode lysndFounda lon ,whmaSa

sporadic for many yeare. but the
Foundalonwas de qhLed Logelh s 1d
tme npulsLaftno n June 1997.When
Nkki had been rcsearchng Mkes
hsLory wrh tbe FoundaloD she noLed

council meel'nq.

Niscontrlburion arlhattm€wasof such
greaivaue ihaLh€ bypassed the usual
Resona Eranch and Natona Counci

M'ke sad lhal he wou d I ve the

-nL coud leven
though h6 brckgrcund s m Hospial
rnance)and Mikeended up lead n9 the
FountraLion rorsevenyeaG

fiFNz as TGasuGr Lo lhe Natonal

Posl wlri 6 crusader Rusby Jereey,
even rhouqri 'r had bee^ suElesred rrral

trre H0hande6 m thl have beei morc
apprcpriale ilwe wanLed lo gNe rL/ ke a

Thankyou Mke Ior @nLnuns fieess

rrie Hcv spokespeGod rore s a
Porlro o thal You w ron Y need lo have

''rhe ctusade6 je6ey is trhe he au
Bta.R jtseY - tl s not wotn it s
eahed! ' - Mlke canahan.

h'
i'
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