= ast-months. high court award; of, damages. and compens:

'tmn to 14 piltlu‘lt infected with the potentially fatal liver
discuse 'hcp.ltlt's} C from’ contaminated: blood supplies under-
" Hihes” the: ;,ovt'rmmnt" shanteful. treatment’ oi the
< 14,000 Il.lc_mophllmcs_, whio hive been living under a
: séh'térié'é;-'

__._T'iu,y <o not benefit irom Ltst wcck

!mcmopmimc L()lhll‘!llnll d\fb Icmncd lhdi as wcll as bcmw given
!HV, ‘lncl hcpa(ms B and (,_ from conhtmnmtt.d hloml lE‘l (hc 705 and:

An mqutry woui(i '11%0 hxghll‘g,ht thc Edc,t lh'lt it Engi'md lmilku
m__[rcland W(:ic_s “and’ Seotland the: health depdrtment i sl
L itefusing o provide safe 'y'nthcnc biood cloltmﬁ-'-’ gents to atlulr-.'
' Iru,mophnimcs bccause thcy ar{, an cmiiy ' "

: ro_ ipted” hundreds. o
h.tcnmplnincs around, the ‘cotintry fo: go-on i “treatment strike’
_{belicving the pain an(l rtsk from their bleeding condition is less thai
tlmt poscd by thc dm ‘cs to whu,h lhcy !mvc <1ir(,ady lncn cwposcc

or mu!d stil be c*:posccl - thruu_gh u}nmmmalui blood.

{mntry 8.0
milar death’

‘34 ycal oId \fhck M( onzzwiu)" lis [IIV ;

hepatitis B c:nd M

hc is (Iu,hnma, human blood product
S may as wellgo down’ fighting,” ke said.}
Y- I'WC a!rcady uvm ‘e four” p{}lmtmiiy mhi cl:seasca Sem
What can bb worsc"“ i ' '

s1i rly, concessions; fo, those
ubscqmn(iy wnmctui HIV: were “sympathiyl™
ce t’?(} ()(}U di‘!(f L(){} ()(lﬂ to HLlﬂ{, thur (_Lum forf -

h;lt weht wrong, Fm,l;sh victims arc e
Bi‘ur gn'crnmcnl 8 pcdtlimg, oi the ol

and who learndd i Jamlary that he had also been:
'(,\poscd to’ 40 déseé oi IWCJD [l was lhc last straw. AIlhou&,h he
Tisks dying, frody, & “bleed?, L
s 'ircmmcnt i’ profest..
‘_'Idndmark ruhm_,, because: - :




i All- Hope everyone is OK. I thought people would: - of "air time' at the meeling: When we get recombinant who
like wy updale o the L{er Hmlt ‘\/‘Ice!m;, vumr(hv' '_3 will get it !‘E'rst??_: This was in issue that peeds 10 (.Oll‘pidtfc{i
".1( thc dtpt ni‘ [Ie 1!111, : ~as it would be” Iidiulk)ll‘s to think’ lhdt wu can att’ nu it

: . : L OMOTOW, Ht)w much we' g.,{,l and how soon wiit dt.pt.mi nn
\.pum{ly thmc lh:!{ ar{: hﬂhluw f re .
: .- {Elc Icvu! 0f (.ommlmluu d!‘ld ap(;n(lmh ih.lt the ![c:lllh s

Alllmubh the e tmg, was spwm d!!y s(,t up to discn :
6 rtwmbnmnt for all, the recent events with BB ¢ ml t!;c

D Teter g:ivL anothier focus and reason’ to disciiss afsq . (imsnl”’
saféty of: blood” products, the. feelings. of the: Imunophill,l '
i)h})ixlﬁiidil’ iy CJI» and  the ongoing Campaign for & puhh(.' It g dlrculy htcn wdl douummui that Blomi dcr:vui factor
~has immuposepressant qualities which is detrimentat {or
anyone with HiV so I'\'vo'ulil_ like o (hink that the Coinfeeted
“would be first choice: T did make the” point though that this
woukd sgain run the risks of further divisions between co+
‘mone infected at @ lme when'we are united on the CH issue,
T supplies aic there | {Id:i("tﬁink"wé'wiIE have that much ditfi:
LuE[y ir (.UﬂVlﬂL!ﬂU thi¢ Govt. There must only be aroind 350
coinfected in England ot on técombinant [ would gueks so it
wmsidn( Lost theii that mmh lo supplv .

Dc pnr!mc At Il”()\\’ ii prmlu(.tmn was st.t i p nn(l stoc ks were,

or are there dirca(lv, who decides who gels it m:(l wh

mqmry ind’ f!lidlludi recompense for HCV infection,”

) Ih(. mcclmg Ids{uf aft !101: and 20 m:m, so lht.n, w.!‘: o
discusa._ . R ’ o Lo

: {Or(i Hunt dnd C hatles Lister hoth !:stcnul 10 wuylhm;:, e
Hadh 1o say and ook plenly “of notes. Lord Hunt” M.um
genuinely concerned and asked a lot of questions, and’ d.sku_
us all for our individual feelings or arguments. he (ii'&i:"it""{')ki‘i'*t"
“comment on anything, as he explained the purpo\c mr the
mnctma, was for hiny o fake on board our: questions” ‘md_.
concerng and aims and he would get back to us when hu had:
time to consider the smny 1<suca we raised. -

was 911§,L\thu| tImt ern'tlmmnt shoul (I b(, pimsui inon an

“age band consistent with production and supply. If there was
givough supp!y say in’ six months lime to cover 16 223 year
He didnt give 2 ime for'a r&.spmasc bt said he woul(l yv 'oids for instance, and when production and supply increasts
his :mnu,(l ate .ut(.nuon and'we \imukl hear something smm" “Uhis Woilkd be raised 16 -30 yearolds eten These are only idéas
a:id:h'()ihi's'!g"\fvili'bé‘ done’ antifl the Govt and Dept of healih
': m.u\c a Frm memtmuu to supply afl PWH and come up

: vars:on ot rcumnhlndnl G
' nit,ly j:,mund‘; A it is'lhc trcmmml of chiice. For the govt L

“iake & Lommttmu:t I(} pr(w:d(, “recombinant, so that" i}lt.—
'comp.ums ‘an start 10 pmduu, il Vo orders no pmduu:on
for- pwplu (w;lh mh:{aamr‘a
_':\'UnW;Ihbr'uulw rirer hlcuimg, <1|sor{|us) lhdl W II Imv n _

“Thie safeiyor h!um[ pmduus:-

: ILLC 3 to ermbm.mt proclucts of .my km(l

Ihc mnu.m slspp y [E no one’is tsing Bnuxh'_ .
Donors because of (H), and CID hdx already been found in o °
'g,t,rm:mv ‘France, Pur!tié,‘ll and gpam then it is Feasonable 10,
assume that' their h!(md will te baaned. from’ doriation, this
Swould put an mtrmsmg, presstire oft {hc whole of Eitope to.

int.a copy of the Blooad
‘b would give it to Tony
use US. plasma. This increase in deniand: would: II‘IC\'!Idbly'._  Blada B S
increase (he price and put pr:.»sur{,ﬁ o thie US' to find @5 much '

: 'l ELM a LO[}}'. ot_ th ‘mlcfu ir()m lhc \Jorlhun Fn,im 22‘ F2.2000
blood as “possible. This wutd Imw, t,“{.(.l‘\ on the quality. . - T -

_ s, dnd e Fami-
More :mpormnﬂy the ;lrgumcms for rccom[mmnt hcmg t{m'._ Fications for th&. UK Emcmophlh'iu 'wxlh Lord Hunt to give
expensive for the health avthorities will not hold much weight h:m a flwour of gvmssmots activity, ’

as the cost of bload derived Factor inci‘cu«}cs.' :

- ) Lord iltmi .cunul \-‘Li‘}’ uu(.ru;tt(l an(l 1( was a !m I‘Jcttcr ter
"Rcwmbnmnt mul(l d(,lmlly hL Lh(,dpt.l m o 1’? m(mlhs Ior" 'rnccl"md put thise issues to him’ face 1o face than wait 6

B : e W ponths fora r{,ply l(: my ‘m@,ry Ethus. T Hope he wmcs up
: 'w1th lim g{)o(ls‘- o

instance.”

a "\vﬁ.'i:_:'(ii's"ci:sslsé(i' that poceeduris need 1o be implerented : - e

riow as fo how fo approach’ die ethical issucs swrrounding I the mcantne | sugq.,cst that sve al ku:p as much pressure

'lc‘zlmg:, lor CJD. when will a tost be awnlabfc. what kind of - on as pOShIl‘JEC; There hasngt been s National news item vet

support will Bie offered; what pmu,uiurt.& W|Ii be pm in pldu:' . abiout ()0'0'('}'Ii‘l’ciiu)philht% theorétically exposed to CJD but 1l
: - wsli dome and lhc shit wliI hit the LmA B '

o L(}p(.. with worst case ‘sLLIldIlO

'{ wcrv }[d(,mophtilm, m'u" lhc age 01 3 b\.mtr c*:poscd to C }D } Ihu.g, are my ptrsmml secounts of \'Lstudnv and nn( are ﬂ'cc_-
';w) o . R : : tion of probably wiat the Government or the Soc woukd want

bm.ld asting: -

We (l(mt want th same lmst&!\u» !h“t! Imppumd w:ih HIV 'm(I . . S O :
HCV wnh no L{)lil?\(,”!l!é, oy support no’ diagnosis for some. _ } dom krmw PILML "Lt bm:,k to me on uny issues [ hw(, lmsui
eles Lot T e e e you wand Twould like o think positively that this time they

The I'célihgs of the mémhership of ilié’ébéicljﬁ were high- CANROL TZROTE S,
fighted to Lovd Hunt and an-overall image of tie campiagns, .
paticnts on treatment strikes, Media coverage, canada, freland,
the blood brothers video and some of our persorial accounts of,
living with all or some of these viruses were afl giver plenty - Pslui

' 'liaké.c are. o
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p.lst twmty ndd ycdr: '_
the mld sevcnt;es (whcn lt was known

available:
my-- Hif
availab!

before, ‘concentrates.

and riiscle
sometime
school;
child: The onEy treatment af that time was
whole blaocl

pam which, went on for days,

hmp:tal warkls;
long, - pcrio'ds
stmlg,hlm Qi

bc‘tms el

and T have bcun (m u' \ t{.h 85
soventeen,” 'Vi '
166, into 1
died ~hcmé,'

three. years,: and- my’ leg:

severcly damaged that iltt, woukd bo not
worth a cindle!

Despite the damage 1 suffered proviousty,
with the ddveat of Factor VI T was able to

ack m rwl concern cxpru,. cd by. p'mt and -
present gﬁmfcrnmcnts, for: their: role’ in” this’
flasco. A mg:,cdy, whichk restlfed from the .
failure in the 19707 to build ‘&' facility. to’

produce blood coagulation factors, plus the -
failure to institute heat-treatment for coagu- -
lation” products, when it first became.

dv"lllabie in the early 1980's. How: can™
dnyonc fcci cuntldww cvcr a&‘.\m in assuri '

tuch of the first thirty years of
became
i fillcd with bouts of extreme;
pais from hdcmdrthmsm into various joints

The use of human derived: blogd: prodiscts

weeks: i wag uniablé to dttend:
and Imd no formial édacationas a

'_vhu,h was mmtiy incf’l‘cctivc -

it T xpcnt"-
an ‘wcr':g,c of tour to siX mon(hs per year in.’
hmpatd[ ot in béd at homé, at this time. As a: -
result my kncu (md cibow jom!s are ruined; -
since the age of

16 blded was' in
muscle, U almost
volutlbndry new . :
“eventual treatments. using geretic “control,
“wilt 'end forcver thie threat of tréatment born

: vcrv, very sdei tactos in the cquation '

: CLet as
treatiment: pig AI [(; (NU H dldn T gDet swmc;'_
fever!). Foltowing that Twas i6 & caliper for |
_'I‘IlISL}Lb.; never -,
recovered; § know that without Cryo-precip:

itate: and Factor. VI treatment; Fwould be'
mist pf{ib}lbly" long dead by now; or so’

work as a full time teacher for nearly thirty -

| years, snmuhmg, timt wouid havc amazui
Ay puor pdrcnls, who' untorltmatcEy did nol
live to see my. improved quality of life.

was a}m abib tu tdkc up my ()Icl ciulclhuod

s utiu’mg) {hc samu (|uaI|(y ot I|

The. caxc mr mkmy’nol mku% tre tment
depends, it seeins to me, on ones pcrwptl(m
of RISK: what is the risk, using onc of the
‘new’ (available since 1994) Rcco’mbinam
Factor treatments, of' contracting $OME pew
vlrus;’prmn ete, compared to the risk of
suffering permanent (possibly fatal) damage
from u}nlmua[ imcmorrlmbu}

Nothl% in itfc is without risk: do you drwe

Jo deary drink’ aicohol {to CXCTSS); smokc, and

take
' free? Oh yes; such activitios
“ choice’; they g,wt-_'pluxsun, '
y. - dying of lung
- théy think the plmsure fro
T worth the risk"' :

‘recreational drugs'? mc lhcsc nsk
ntour < vn
K- someene
fc.; whetlicr
noking’ was

WCer, & strokc

abways involved risks: o
cnmpmmds into the, b!omi
bound to ‘risk mtcu:on by variou

m}cct such
SUFeam . was
bacteria,

* vituses efe,” ch the inedical’ pmlcssio;mia

did not, mtorm pdt:cnts sufhucntiy abott
such risks, and wcru not vigilant cnm:g,h (at
feast” in the UK) to have insistéd on heat

- Utreatment when it wis first suggested in the
Clate “1970°scarly  80°s. Never. the less, |
= belicve; Tedsons have been fearned (at Teast

in Wales, Scotland, Ireland ete)), the recom-

binant factors now available, plus the new
: u,combimml"

which contain: no* human
md(t,rmi“ {E am row Eakmq part in the trials

‘6f "ofic of these),” i one can: never say

uwolw, NG RISK; do reduce that risk l(} 2

'hop' ihdt st:ch trca{mcms, aml

infections, and all the medical professionals
learn: to. take patzcms truly into their confi-
dence,.inregard: to’ the' perceived ‘risks
involved: Then we fcan ook forward to a
néw and hacmorrhage free life for alf the
new genperation of hacnmpiulmc«;, Had the
needless  suffering  of - countless”, older
hdcmophiimcs et al, will pcrhdps not hdvc

h(,cn in viain..

féciding bow:
Lommg L}Lumns we wouki |!kL lo !mvu \our L(\Il‘w-l(l-

¥ hmé(. bu.n nfecied: w:{h ilbpdiltls C
' _n!LLluI wnl bmh H( v m(l I[W from

afe _070’ dll(i thu pru,ml
a Iarg,c :ulmhu of lhma-wiiuum from hacmophilia
'm(i various: Lidtui bkmd.(Ifsouicrb..wcu, infected
wr!!s ht,p‘i{!lts C '(! i V} irom the hlood pmtluus used
Eo Ercdl {hur u)nds!um ’IG mdkc matters evin worse,
mdny ul those uniorimm!u people had dlso hct,n
mﬁ,uul wuh H[V (t e z\ids vn‘us) from th(, Same
sourcc‘ ' T -

2.l d(ldlh()l‘! at .1h0ut the same e it bu.‘mlu k:mwn
that & virus, known at that time as non-A non-B
hepatitis {Jater called Hepatitis C) was present’ in
blond products. o o

% From the late 1970's; it wis known that by héating
lhese blood praducts to GfF degrees, hepatitis viruses
were kilied' rendering the produets safe and that in
Qctober - 1983, the German Health - Authorities bad
in'{mduacl heat-freated products to all hacmophiliscs,
lf}b Bnt:sh \JHS (.ommuui to use nor heat-treated
binod produus il l\m y(.d:s Idt(.r’

IlaLmaphslm s i severe, izlc thrcarcmnv condition,
which unless suitabiy tréated with blood products can
calse extreme daminge to- the bones and leave thie

i

sinfi'crc;- disabled. In severe bleeding cpisodes it canp.
The added burden of infectionff,
willy lltpdtlll‘s C !1:1*. a very real affect on people’s

also. result in death,

i!VL“ health-wise, socially, tm.mualfv and cmotion-
ally, One of the greatest ditTicultics Faced with viruses
is uncertainty, and there is st no fully cffedtive
treatment. Those infected Face insceurily and siress
due to a reduced income, inability to obtain’ lite
insuranee, reduced company pensions caused by
having to take carly retirement due to iliness;extraf
costs such ay heating, prescriptions and diclary needs ]
E‘qil'iliy’ there, HCY sof
HdLmopIuEmm try :0 keep it a secret from Fricnds dnd N

is stigma attached - }'
cmp!oycn Beeause tht,y do not ku()w how they willff
rudu Finalty, there is the incredible, oftén lillhbdr'}h!k’
‘vil‘d!!l on i’LE.il!m‘J‘shlp‘; Imm the nsk ol sexual trans-

mission \\'llh th{, h,Jr limt tln,y nmy infect their

p'nrmb e

l"ht. ;\:m 0[ (mr (.ampalon is to Ldli Inr .1 Pul)!lc _
hu]tmy into Uhis whole dild!}‘ to identi~ what lessons _
can be fearnt for the future so that no one has to tive|}
w:th the isoidlmn "md fe car lhdl Uue\ h:md m hdnd
c.opmu with these varusc»

We would bc ﬂr.ltuul i you umid give s vom
umstdcrcd tupomc as candidaté to this m‘:lttr. S04
that we can votc aamrdmgly H thc mrlhwmtm, -
cloclions, L




TREATMENT. INTERRUPTIONS - -

interruptions’, or STIs,

Treatment  interruptions - have. become © topical "amongst’

they stopped their lrmmu.nt

where a high level of momtoring, ‘md Ci'll‘b \\«’I“ hc w.nhh!c

Stopplng treafment’ may lm(io any pmmvc cftcct :
treatment in the first place. T he common’ rcaptmsc to stopping mm-
HIV treatment is for viral load to risc and lhc C‘IM cmmz to fall -

Fhe immediate result of these changcs wilt dcpcnd: of an mdwulual

state of health at the time. Allowing the CD4 count to fall toa level

where HIV- related infections can oceur ‘will obvious} rcsu\t the -
_ y P o viral load once treatmient is resstavted; these: may not tully lt.turn

greatest health risk.

Treatment Satigtie: -

these cnrcmmtanccs a bi‘Cdk lmm hw{mcnt mdy be altractive:

£ you are Imvmg pmb!cms tdkmg anti- H v clrum, oF wnh szdc-

effeets, discuss this with your doctor or another member of clinic staft

rather than stopping tréatmerit alone. They may be able to help solve -

lhcsc pmblcms without 'ncc'din'g to sttip lrcat'm'c'nt.' o

Tredtinent mtermptmm before c,‘mngmg d’mgs‘

A second possible role for treatment m(cmlptmns i to unprow, the

chance that a ‘salvage regimen’ will successfully reduce viral Joad!
Salvage regimens ar¢ faken by people who have used miany different
anti-}l 1V drugs beforg and yet have not been dbh, to mdmt;\m a

suppressed viral load. People in

‘these circumst
'Lonscquentiy thcm are few dmg, aw.thnbiu to them which seem iikci
'lowork“f" SR : L

S{oppmb '111 druﬂs tor a tcw wcei\s or months mdy catise HIV 1o tose,

: S e " pot; dlug> resistant, then the salviige regitnen may have a greater
akmg anti-F IV drugs has been secw as @ life- iong u)mmlt-
“mient, Sueccessful treatnient reducés HIV viral load to very
low, and ideally 'andétectable'; levels: If teentrient is stopped, this.
control is lost and levels of HIV in the body rise again vapidly: -
Nevertheless, good ealtil demanding drug schedules, and worry -
about serious, long-term side-effects may lead some people to ask”
their doctor if they can stop taking their anti-HEV: deags. While
people with HIV may ‘refer to these breaks in treatment as 'drug -
holidays’, many. doctors prefer the term. stumtmed treatment”

Hiv:
‘rescarchers affer a handful of people who had pr{,{*ibusly taken antis: .

HIV treatment mfunlamul vcry Im\,r Ievcis nf vmi i(mcl cven whcn' -
_ _ N Somc c‘(pcrt

BRI St ok succccdmg in pwp!c who bcgdn treatment very close to the tlmc-

Thought these’ rt,purts are wnr(h Iurthcr mvwlzmumn, at Ihc moment .
there no evidence that viral Toad contiol oectirred ds'a result of breaks
in treatment - the two hiay be purely coincedental: Because of the lack.
of proot, and the potential risks, many doctors consider that treatment
_ interruptions should only be undertaken, w;lhm “clinfeal ll!:l!% or

a8 typc ot dui{)—\"dtulldfl()l‘l, s!:muhllms_ the immune %yslum (0

'dppro.mh Is' alsa under mvuu&atmn i people who have been infected
lol Eom,cr pcr:oda and began trcalment Eatu‘ in the course of their

(lf f'i'l\"mé, mkm- _ _ S
_'l’t)tu}tml hamrds ot tre xtmmt mtcl ruptmn-‘

Rmng v mnl !

--::_lhmx;,h m.my penplf. rLgam Iost CD4 ctlls .lnd le-supprus thur

Cto the lcveis dthL

'-'Sume pmplc cxpc: |u1u. flu llke symptmns duri mg a nhoului in

. o e e wipal leady S
The day-to-day realities of long4 termy anti-HEV therapy can present -

niany challenges: For somic people, the need to maintain high levels.

of adherence (e.g. by rot missing doses), and manage ongoing,
unpleasant side-efféets nmy reduce overall guality of life'so that the -

: had hcm dmmushtd I)y tréatment.

* Anti- H v dm;,s differ in the spced at which the} leave the bmiy,
perceived costs of freatment may appeir to oulwmg,h the hcncms I :

; dm.tnr s ‘tdwu: bn the dr ug, L(mlhm.mun you are t.ll\mg,

arices imdy find that their HIV is drug resistant a.nd t 1t

some of its drug, resistance: If aiost of the HIV which grows back i$:

clumuc ot l’L{hI(.,II'!E, viral foad- to- undetectable levels before diug
resistant’ strains can rcas!abhah themselves, However, rather than
disappearing altogether, iU's more fikely  that drug resistant HIV ig
archived” within: the: bmly and may cvcnmal%y rcappcar oncc
lreatmcnt is restarted. - -

Snmularm g :m :mmm:e re,spome

[rcahncnt mtmrup!mm are also hl)!l’lj:, :nvulu.,a(cd as a-means of
prum% the body fo control HIV more cffectively. The theory is that
the rises in viral load which occur when treatment is stopped may act:

rccovmsc dnd rcspnn(l to the virus.

bclu,w, tht this stmtug,y will havé the g yu:tcsi “chance

lhcy were infected, i.el in acute or primary infection, However, th

pad and ialhng., CD4 L{)lll(l pr ‘esent a risk of mt‘é
ions or uthu‘ 1I!ne % L .

>d hcﬁ)re the inferr uptlon

'lhe lebmmd in vn‘di lo.id u}u!(i re- seul vlmi reservoirs wlmlt

and these uneven;, low drug levels can resalt in drag resistance, It
may be unsafe to stop some drug combinations abruptly, particus
Larly those that “fuclude elavnen? or nevirapine, Seek your

Rather’ than. lmpmvmg,, qu.lhty of fife, LVLIIII[Z{ on. .m(I nl‘{
treatment may reduce it. The "habit’ of adherence may need to be
re-learnt, and side- eﬁeatx may need tn he re-endured w:th sach
infer ruptmn. Cee : S :



