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HAEMOPHILL& AND HEP.,VfI IS C INFECTION - TREATMENT/CARE 

As you suggested we have It . T,_' the at € scope for dc more re for pc.` rpl ;with 

ISIc1 1T.  iha Aflit',t te't Y','Jt h €1t <"si,ins ( , 9 l tn>:a1 on E , ill ; 'ii ll p`; ton This .r1 huh 

info rmation front in r'ir p3iiiin3: lE r>atitls C courisallru,"s and the UK liac:roophilia Goitre 
x 

1),1Ctors Ot ~.lE%s1?1€)C1 ii tk Ca}I en'hof9:1we m et to t:€:cuss_
t 

n mai'f op 000s emerge 
for improving i,`<:iil_.,::.11lit l i, , ?011 aiG these. an, so out below. Yz'r additan this note 
1YIC? 1i{ S1 toes:.tThu11t is?t t 1'2 t? .. 1t)1::' 1tutlat;:V( ti it ii.€€3y 

2. You also requested  ;.:n outline t.oL il' ; of a hardship fund and this ii5 at Annex A, A 
tilric"abIc cf year 2002 ; blood events, which lucy attract campaigning activity or 

opportunities tol con F3 u YE" t > 3s "`, al € 11.ii`iT C9 huia/ It' '':1€3€[S C is at 1n tie B. 

Annex I '+, ortit1 , r+.I1'si , i in i.w.-r upluhha ', inth1. :;d.'Ir3exi s lls tl:,: relev an t. 

publications, Comprehensive  .,tare Centres and the .Haernoph .ia Alilalice'. service 

spanticanon. It tCt€11.:1los a number iii other possible le actions i€€7t 'ltte I to counselling you 

might wish to c° ., tsl t r. These se are summarised under action' at €11< end l ,f this note, 

C ,oilItseII >U 
~r t g 

_ . he 1'i eniol; hdn Szx-1",'t clam' that sufficient cot.inse111t s is not available for 
I' iemopitL,Ic" z•'1i 11 hen'  it i a t"unsd hng needs van ' — suers iin ic' t`.'r'ttn-i selling at ttY? s 

of stress, wi i€. 1 .Iit`,11;E'ti Tro t"r1SiS, gr'i'iitic co11W'1C11?u ' I. rY p's t ,-,  int nding to start 

families, hene[its and housing advice including hone adaptations to support daily liking. 

"lrc. UK Nc 1 £ _ mt- n hers and social worl,: rs suggest that while cnnilttselling services for 
people with Lien ';ophi is are under r threat largely due to the fincncial pressures on local 
health ccs>ilc+itlies, thr`v are in the main heildin tip at present:. In seine places the threat 

s g
is because the counsellors are eniplc4 l1w Soo.' Services 9.)c epa Departments and retained by 

NI IS 
l. 

us s on a grace and favour basis. in others where the counsellors are funded 
from HIV funds the reducing workload is the threat.. 

4. All 18 Comprehensive Care Centres 4_ s; iir ifngland offer the full range of 
counselling services. However I u.7r.r>ophilia t em. e,, (about iO) do not always do so, nor 
indeed could the sntalkr Cert rt be espte cted to provide this , err specialised care. 

Action on retaining/extend n hepatitis C counsellin vrovision - Sl ing 2000 
-5. The tJK1IC2I :) has of ertid to Issue advice to member's on thee i nportatnce of retaining 
and promoting c unsellirg services in the ( Ls and the lager Haernophilia centres. We 
will monitor- the h oi n - , of this iinitiative. 

6. The Organisation  will also ask its members in the 18 CCt .s to ensure that counselling 
services are made available to patients who attend the s nailer ,.1aeniupl ilia centres, where 
there is more basic provision. 
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". We are also loll ir)r. alp the uKH{l',rx.) ,apprcjac .t acuvdv and Supporting A tIit rz r 
the .ROs. \\ e ate ;ilk.) encouraging links with local Mental l leahhc;are ,iirre r,

psychology departments. and GP counselling -filcounsel.l.inr, facilities to maximise current 1>Y';i € .i :<a iii 
sv°astenis of c li.nical care, 

8. You have. in year approved a S64 bid fm £2t0k for hamo hill a he atit ;; C 
counselling" This will provide additional support .kit the ikie nop'uha Socii"t,x

,s 

current hepatitis  C helpline giving people with Ilaernophilia nand 1€€eia Lit €till§4 <.0 °€ 
access to exert tel ephone advice and counsel tia r. Tlib independent and 
confidential resource will also be availtzbk to stlporl staff in the smaller 
Haemophilia Centres 

Medium term improvements in haea o phi iaa/he patios C:f counselling provision 
9, i 1€ proiesionai Li'C=€.il. t'i"itl an interest t in l l:€€'illCsi)111i.1'<] St) gent: that the most of fri tier 

wet of improvir , or  1 lsr)ntand otb.a ..aspects of .t, elnoph. is sea✓Lc ,si for 

the 1 rtc<r iCt1U i s to rn€i rpolatt- a.>iilumrtna standards in a Sauk'. al service spi:`eth_auuun. 

the reck;rant fo nied 1{<i€;€ optniia \J[ialc€. tbrrurhir; tin; ' c: gi )1€ `:3 t.> < thet including die 

Iis :it)lall4i Seica ie si ailed <xt)lk on a pt posed .rl„iai;.irzal SeLi itiofl. Thh is 
baser on work dour in l O mu we plan 'to support 'theconsensus _ pceiucatio.?n through 
Re,irnil Office (;CIIi;Iaia sii clin t, later this year. An outline of the specification is 
attached red to Annex C. 

lC). The NHS E: ecutive's 1"leed of Specialised Commissioning  has already written to the 
Regional Offices about the Aliiarl€,d:~ s specification seeking the involvement of people 
with rt. ;ic:traaal •cc7rxtrizissi€...€.irzi rw..11..,nsibility. When we .have a clearer i, ka of whet the 

spetil:it:ation eiaaaiEs., hew n fits iran the national priorities, and how useful it is likely to 
be. 'von might: consider om ifl:tending the wotk. 

11-ossil le L( al tt:a az ltia ~<tcl: Of e s secificr tiolt 
[. FIarinuphilia cent.ii s are c u :nt.l't € estgnated by tin t. KF.1C .)() based on criteria 

a<a; red in 1993. A new den ian Sing sere € e ipe it.ioition -see: Annex 3 of the background 

paper -coupled with more effective ctirrlluissiatraitlt;, is lil elr, .to reduce the number of 
CX. .A :s from 18 to 10 in T n larlcl. h..re are in fact toe many CG',.;. clustered in the 
Men .> cflzta"zi area, to'.'a,i.i: l v<zii:l?c: sert hI, little Ee0i,l.ziiii:.i:€it,.. the 

1?r_ ifie _sin driven 1 _a.li and Sitt:'pon d cel-t.£::ill: ', should rr.c ta,l c' ha:iicr 
ainaa.::.dY.ttad patient 

f
car ei:,:'€ . mom'ratia rational g m ip is tat ' vision, hi <addf _ai n k is likelykel 

to ctlr71.3r..%7t a [.;3:-'sr tfei`t w stein of clinical care in lfr`rni:}, ; tlit;l. 

Action 
12. We recommend nd 

Stull>•:3rt-drig .1:11 es.. mi- ,ll of the irk 1. €i;?tat coon -it-bin Sers'ictL 

ence3tt ag a t:hr' i, hi if €. O to protect exit tent €:-:mu.sell)rag :set ices and 
C :7tl7.rri>:tn'dme the It nix .oph.i.ii 3 R 3 diaxi 'C:\3 atsane sp ecifxcattc)n to cover kierr' 

coons llnn 11015. 

13. You rat kal:it else )."::•,lx 10 audit" 

• Pavidini, recombinant .8.r bina',ril treatments for all people with heenmophilta ar<1 .12 

• Li la )L'iJt; c; the Society's materials on hepatitis C on the NI-IS web para 19 

♦ Pro a 11:>tia z" i h'eni . rout preset loon charges ges pare 20 

IN;bli'ici]I , the t)EitE tees _: 1 the connection seminar pare 21 
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Annex .:A 

i,stinn at of ha rdshita fund costs for haeiaa.cn : h:iliacs infected w t  hej titis

Cost estimates 
Full scheme. 

_ 
A scheme c..- superable wkh the f:e:IlY special payment scheme for 

c ~ ~C , in="li:[]it.3~?ililiinC:S infected with ~IC~ .1. :?19 C,~ ",:`i3~£~cut 't.3 .'"5i[li7~:ii.'(I ~ .; #]$lli321. if the 

scheme were e te;.ncleel to 11{::3?- lat'IYI{} 1iiiacs in nc  d broogh unf uku, I.'s for the 

.lily, die estimated would be. 1:40O million. . These en hue es ect t ti t oym d ws of L55k 
for event infected person with iatrogeriic hcp..vit:is i ever e 20/ 1`s veer period. The 

i'Stiinnxil. 'S remain valid. and Ti; anything i:utdereu:iniate the level of rusourur renuired -Set 

up and .n.uin ng costs of the scheme  were nut t_ meinded. 

Hardship hired.„ A hardship fund for people with haemophilia and hepatitis C based on 
the amount disbursed by the Macferlane Trust F) so far in single grants and winter 
payments for haemopbhiace ,= ith HIV would cost an estimated L1 5 million over 10 
`tans. This does not include the range of rather benefits tiv aaialal.e° under the MFT scheme 

like support with insurance, rn£ t=age payments and home improvements. 

Wider j icture 

1;15 million is likch. to he unaacLept<al le. There would he no initieJ lump sum p<a rt cents 
paid simpl because people bece nt infected -• under the H.IV scheme this as  ` sl . or a 
sfrtgI adult and over rROk for thos,, v. ho ce z €o , '.mf„ an of a bane hp tun e 
pre Ide angular" n~#ond-li-" pa tr em like that; under the HIV scheme. This in turn would 
lead

s 
to nian~d mere ~Ierieudc on any hardship fund. he 

th in 
li ication criteria for 

hardship p ?t`I':er sT~i;iuk Iii e ;t£ ;`i's nee to )e tees i:r,htl" cl{:'far:ol in re to on to tine 
impact of primary 3€alecti =.rn, the de\elopment of ill ness and the need for support: over 
and alai:s " tL-,,t pi rclecl rinru#j >h tl.i . B r;€ .=:1i A:;: ne•<.,. '1~I;a,re would be a continuing 
dern•iand for p.ari.Iv w €t: 3 the Ili:' scheme. 
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Annex B 

ot*COQY i blood iii:ittaitivess 

I...;:ortl Morris dt bit ̂ . on .I taEathis ( blood nrodu&:ts C \l:<ar£:h 

-e are providing you with a speech and boding material for thu. I hers: is it.t:s. inure to 
say. but Lord Moms is is likely to be more eloquent  than Mi• h..<1 Siu R ,=iii -; ill iu S xt the 
forcetul contributions he has made over the past years. Lord Moms is president: of the 
Society. 

Won 1-I.ealth. Day. ; A it 

"Sate Blood" is the theme of World I :lea .b Davy on 7 April. Initiatives in this count;ly 
include the launch of the third annual report of "ST-K)T'", (Serious Hazards of 
'l's a x>fus.;o on that day. SERIF is a national audit of adverse blood transfusion events 
(e vi ,ili bacterial stial transmission , wrong Wood transfused, or scrims inxrnunologicill 

reactions) ns'. 

Action You are opening the new/refurbished West End donor centre in the morning. 

Issue and launch o:: hepatitis C booklets 17 urge 

The hepatitis C booklets for young people and parents, which veer€, funded through a 
564 grant are being issued to the public and. ;ill be launched formally on 17 junle. You 
Will be invited to this. 

C: in ecr.icm. semireu 

5.641 funding is being pros ide i in l  . > dOCO io 4a1f port the .f t<icmophih a Society's 
s£I:TI`S iix(:r)1 ,tts f:' t;-€~~rieeaieazl eixr<.tx:xr. Jr will take place in the : ~:''_ `~.2. ^.~~,~1 hnanciai sine, 

foe etin, on idle.rulm g the professions. _gala The Society" plan do invite on to the 
c penig. 

'File combination therapy for. hepatitis C, alpha interferon with ribavirin, has been 
referred urgently to NICE. NI ;F :'s website advises the date for receipt of eternal 
submissions is .15 May, .receipt: of assessment report 15 June, initial appraisal 27 July, final 
appraisal 27 September. 

Out of court settlement for pc: who £l y wlcxr)eci lid p.atiti C•; t r 3u 1a hi xl trackfusi n 

The National Blood Transfusion Services Es only inrrodoce£i univcr.sa! (infect screening
lat1 .3`..£.ni'::it, a7.i'i1'"L ". ' in about 50't'  lae. 4z;:'.`4`]£.t) hepaiiris SCr i.`<',:€'i:l 1 hi> t  C1C)Clfn

September 1991 for a. number of reasons, fb9 months after there a valid  screenin , rest: 
became available. 11.3 people are seeking damages against the Nation at Blood Auh, rityY 

tvca't. c ti _s sere ink mad virl hi prat: nut ( o  to p:ariioxl indu(Iin'g this ,p  in.sc .>.ik;. 
owl £`oilfilI cs an£l on viii D ane to con 't in October if no a Lt€ :Ia1vic: is re,+.1., a, 
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can d 
§9 

i)
y p 

..I , 3;( 1 ,ti `'6 USI <13;SS7i§.;:t, t c:i1t.  in '~ a~. :1"rl+<.n 23 .~C7~%~^?'I3')t~.C'. There were~ 1 ~ lilies to 

1r on 1 , 
€ .Illsd.t'~' deaths <,:}~ L1 i L:I3"3t3~3Sii€]1 ti:".; ):1~ i `p.aT:1uI.S C. 
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.t ex C 

BACKGROUND PAPER - HAE OP IILIAAND VIRAL INFECTION 

Numbers 

I. Apr : ro.~arn atr v 6 . ,Y j:w:pla a,ao ha :l cif 3y hu la i du: UK. 

2. 500 are infected n'dh HIV ((500 have € r a_i,, Ali+: _t Most those with FTJ arc co-
q 

inf_'ct€'t_l hel`":Iritis C. 1.0% to 6%of all haae'r t _ phili: i .. arc t.o Infect .d). 

. About 4000 haemophiliacs (55% to 60%) have lie pants C. 

4. Approximately Mate; 2000 5000 of ,haemophiliacs (90% to 3 3%,a ) have uext.her FIIV nor 
hepatitis C. 

5.. .An estimated 200,002 to ' 03,000t?c.ople m 1l' €t' po i 01 r )ri as a whole are infected 

w ith hepatitis G The ecuce of the ge:,(,le in meted :uu rota wre of their 1,x:•1 .udxi s C 
staatus. In the general population itti<>; ti ,it i= related to Ii drrae misuse. The 
infection is only poorly transm itted through s :x- Or =iitit<tate contact. 

?1anUI . t

6. l °e~ople with h,'ienwpl ills are mostle trash, with the women ioing carriers Same 

female carriers also present meld svxnpxoms of the disease and require tratnaent 

espcciaiiv for su r•  'ry and at childbirth, Some rarer lc rrat of h';ee na- p ilia .a(feet both 
sexes e lit  , l ltr. 

'. Fime tiuzati it of -,3r' r; s it  hi ni Jlnllliis likely to be iil ei ro s1i,~iltlia. \\'it.h tlt;,

development of blood products to treat the disorder in the t96C:?7.;s, people with 
haemophaixa inc c,:sin„[v hid l.:§7'_:l#.S k bile genetic coon wiling and t£'ti`1hination is a 

p ossihr'>itv„ this is cites difficult icult in a. family v"ith a history of haemophilia especially 
where there are good treatments and the fam ily want male children. 

S. In about one bird of cases there ,̀., is no family history of haemophilia, and the 
condition has arisen as ,t result of spontaneous generic mutation. 

9. Though Ilk numbers with haemophilia and hepatitis C are relatively small, the 
underlying disease is said to make tht hepatitis C note cliffictu t to manage -liver 
biopsies cane bleeding even iii non h aetaa:a:ophhiat s and severe disease causes 
further bleeding disorder prithl 'runs. 

Care and Treatment 
10, Blood product d€-vc lopt-n nt tot th,, treatment of people with haemophilia began 

in the late 195(), with die e whlishrrt''<n of 5 reference centres for the treatment 

of hex ditar bleeding disorders Ehoed in bus piralrs in Oxford, Cardiff, 
Mum '  Shet'i~ielt.l and Neweastlac, these were the Forerunners of today's 

Haemophilia and Conll aelte.•nsive (m`e ('4°tittes . 

11. Blood product. :.web is ':t,:.tf:)r 8 S 9 bcsale € dlalrie fr in the late t4 0s in the 

form of c t'ti Ai :: iip.t ct --i t,s1 air 's orris l  Ks n,, l: o eu lt 3i l 1 l`,t'I7 

haemophiiiocs hid reduced l.ff expectancy, and hr i hide teens 111 r Mill ,'i'd severely 
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from aii irni zui,i joint dHr+>? tti t:. 1u u  cases the children attended special 
schools fie Lord Mayor Trelou  ")

l"1X; ti is 

12. '1lae quantity and quality of blood products increased significantly during they late 
1a ' .:3, [en Mimito tXa- Isltiit s al infections in ta,aJtJi'lzl,JJ .7 a'1)>l,tXtYS. I li ?aCillti B :alAd 
later hepatitis C or  knot tA, nonB hepatit,a i5 d srll,vr the bc initi l C blood 

transfusion medicine and ,vc1c « cti4l,l +::d "a tl9 the :tli..s, 1,111- cd products. Because 

blood lilasill.:i goes into ltl ,, . t. .?: ?l.. 20,O`.,,, a4.a f'i'x.,'.,0 WUI tar the ntaatzl".ictUre of 

blood p)rk, durt.s, and hen ante of tli pus ;deuce of hepathis C. all haemophilian t.sio'g 
bloTal 1;'air.l`un a ss were infected with hepatitis C before heat t:reatr nto: `•v.1.,

to the nod. 1P t . 1--lepat.itiss C was not fully characterised. until 
.t 

C') and .b:i_'t"r,:.' ,.n a' fa 

reliable sn eve  isirig ust for it until 1`)°O/91, 

ar
r 7 3 t 

13. A.ltl .:. ti ,cll re, ai h had shown rho h li€ ` te"e ; l:c.iil Il:x,i,  a.; awl', nun '? non B"
hu'l:tttt€s in Hit.t,>d product' tin 3CC.:lti'slo ' n'a', n.!t sophist b sod enciu0b t. .

adequate 7[€ t:.tii<ti n «( ins. i hills at the saute t€ure ails, d ing ..t:a l 1 17t qu tities 

of blood ptod €zt=r, To tie iO5 -;;s [ eat treatments were developed t; inactivate HIV 
which v aA al':.f transn€iw.ed In Ho a] and blond

en 
prod€e,cts, 1 I:IV was however notch 

SJt::oatsensitive to hc.1t -1 in
t t

€t,' J., Can) an when eh  nAv heat treatment rcgimc'rts got 
-id 0f at hepatitis C %os lo still lt,` transmitted thsangl1 i''l . . (1 1;3I'C . ,J ts:, from the odd 

a range of heat t.'. carrnanss were developed that eliminated I b €h 
T_TiV 

isrtd 

hepakis C. 

fi iicl c411v_eng nc tired blood nyllacta 
14 11p to i9)" , lfHoc factors WCCV niade ft'r ni lraanian plaasma. Then, recombinant 

( ` nrht tic products began to 1w an,.tllabl , RT ct,mlbuant products are conimf; rciall : 

r ,: nerd thin thina €gh genetic  engiiit r > €n'w ( ins de the hunum he ;k ', l hey inn not 

*.ii.r entira]v bee from human Il.t'3c:n('LN as titan contain u0 a 1 1 .7:"rounts of itinsan 

albumin as a shah€laser. I%= rhe l uint so vie' — of infection the' are sifer than the 
3 p c ~1 human plan i ,lcr' v: ed blood prodii 't hut €Et are 1ucietated with a number of other 

adverrsa_ :,vent,. including the developnt nt of antiLiodies and hypersensitivity 
rear ticcils. 

Variant  l) 
15. In th e light of park nt.' n ornie,, about the theoretical risk f"f the rancmissirsn of 

n( '111 through human blood products, Ministers racy ir,: it H 5u Tip 1irr:, side 
t ..cu'nbin it Factor 8 for all young .people with hael E pltiii.a under Iii and ne',),- 
panic nt. 1tuni April 1998. The same applied to re otiibintuut Factor 9 wl en it was 
licensed in the tcallo ilia; year. The logic was that these pat tents would have had 

f E limited e,;,Jlocur-e to thevC,',TT) agent (through plasma derived bltistd pr oducts) 
cc,n.pa. e ,, ith €_t,,ler people ar ] that their-:- exposure to the rrhea;rs~t. cal risky of 
infecti= in th-r si .;h flood products  might be reduced it time only received 
t'c'ctxta1binant tactor 8S. 

12 Policy in Scotland and Wales is to pros idr Recombinant Factor 8 and 9 to all, 
but availability limits provision  to about the same scaalz aJ° is England. 

Possible optiom to request that all HAs in England fund recombinant Factor 8 and 
for all people with haemophilia. [`his sill have no direct relevance to those who arc. 
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salt ' ii h l 'tit ?r.d C. l t<L ii. d.. ti§..+ 1 U) i>l£.a°t: Ili

Estimated costa approximately tu, million per annum in al~ii i na"l Cost of the 
< `l f''1t  -:  €a €',,  lit ° < ;lctt nu iiPL =:3i 1 I?s:zY-["1 ' 3nirk Cr 

ii

Elephant traps: there may not be sufficient quantities available not all 
haemophiliacs may want recombinant products 

Treataaa~:art of haerraonhil:iacs with hepatitis C 
13. The indications are that the newly licensed combination therapy (alpha interferon 

with ribavirin) is considerably more effective than interferon taronotherapy @0% 
against 20% or less). We have referred the combination therapy to NICE for 
urgent coi id adori. In the meantime enquiIie; inc being made through .ROs on 
cases where haemophiliacs with hepatitis C. have been prescribed the therapy but 
it is riot being funded. Our position is that a) the imminent 

NICE 
decision does 

not constitute a moratorium and N there are no "hlanket bans" in the NHS. 

14. The Haemophilia Society consider that there is not enough counselling for 
people with hae-niophilia infected with hepatitis C. Counselling t ray he 
particularly needed at certain times by haeniophilia patients, for example to 

inform decisions about genetic testing, before and after hepatitis C testing, and 

When new therapies become available. 

Coun_  nsel g 
15. Counselling services for hepatitis C are very variable in the :NIIS. They are 

provided by 1EV counsellors, haemophilia nurses, by hepatitis C nurse 
specialists is and by hospital social workers with general counselling skills and a 
reasonable level 01 knowledge about hepatitis C. 

16. The Haemophilia Society's hepatitis C worker regards the haemophilia 
counselling at the Newcastle CCC as an excellent service. They are employed by 
the local authority', because funding is stretched their enutrac,ts are reviewed 
each year. Their view is that the most constructive way to develop coterie ling 
for haemophilia/hepatitis C is through the service specification being drawn up 
by the F:laetuophilia Alliance. 

17. The part time Social Worker at the Nottingham Haemophilia Centre has 
provided a breakdown of counselling tasks in relation to haernophilia and 
hepatitis C over one year: 

bencCts .advice -- 17: 
housing problems - 5 
ad;pt.it.n us and aids _- 9; 
lsle p, r tc°Ir$tone ;; tamily fund applications -- 10; 
geuer a I ad arc and counselling - 13; 
school problems - 5; liaison work - 2; and 
local support group work, haemophilia out patient clinics and t e <a ;la w :,rl 
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18, Recommendations on pre and post ticpatiris C test cnunstili_ng have been drawn 

up by =.0 Change", an umbrella group comprising rcl re en of the British 
Liver Trust, hepatitis C patients, cons tltants and Iihepatitis spy eih [ist nurses. 

P3 . The hepatitis C' booklets which the lDepartment ftinded U83k) are beginning to 
he dkti ibuted by the Haemophilia Society, We understand that the take up of the 
h o alets is likely to be high, because they arc bent; . requested by non 
hacacao hiliac;s web hepatitis C , but the Saei; t 4 have advised that di triVbution 
through haemophilia c„Cntres can be erratic. T laic ;a ill he a tormal launch and it 
is likely that Lord Hunt will be invited. 

Option: We could also n f•.-r to refer to r r i+ eikts in publications, eg CM 's U ate 
so that doctors are aware of them or publicise t as i-ri on the web 

Prescription Char es 
20. The issue of prescription ription charges for haemophiliacs infected yitit hepatitis C has 

surfaced with the advent of anti-viral therapy b 3r f',t pat t.is C. Although people 
with hae.ntophilia can use the Low Income Scheme or prenayntent certificates as 
other patients can if they are eligible, they are cue t ;h €w 4e as a group, exempt 
:from prescription charges. PPB are exploring the possibi ity of an exemption 
and the implications hr other groups. 

Option: Prescription exempt ons for people with haemophilia 

t o-  infection seminar
21. S. 64 funds i 21 k) have been provided for the HIV/hepatitis C co-.iirfecticrn 

seminar which he held this year and which will aim to keep professional groups 
well informed. 

Option: We might publicise the seminar and its outcome through our website. 
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ANNEX. 1 

f IS f t€Li 'c t...i ii1di.nc in HSG (99,30 s•.i: wit tla l€nnction.s of Ha snmophilia Centres 

and C C X.. re .:tt 1: . it t;u J that .. 

o th ( ..,i.. . .aS1ti1 i~i to pr Sr i  d'. 1 Ila t xlm: 

t l i7tt d v - r ict lVi"t F11i eq l oJ[. day or r f;l"it It S3t<.3i C t al €Ci' 

l<al-~oratc~i: service capraf le of wrying out all. necessary tests for the, definitive diagnosis of 
ha cm  , ai i,l m_ <lito € „tla r ipy 

par ti 8pn n n w ! •I€tv a<oirlanc Ind mdit. 

Ein ridvi',iS rl sirve pa h nt a3 id. close relatives on rnart:e:r specific to Ilta4Ciiop iilila,, arid 
an. advisory service seivice C:i (AS 

maintenance of re t i"Cf at id a 'r , ism, °r c f p  iticnts J7;r;f' nd .ii . the cent is 

counselling patients and relatives in privacy 

urgaardse and provide advice cxza. home therapy prograinrucs. 

In addition, C :(X s have to provide: 

orophyL cue treatment programmes 

24 houi" ad is ir,, servit t r 1 :iC:.21t7 }1 t l Lenno 

Sfi, c€,1Ii*; t, i.'yii i31, r it'e t. r ali m €rov 1itehi fti,w, rnhopacdk and dental, and. 

i`L '1 lio: Ci)ncol",tnnt se:`rvic.c for .nfec;t:inns s;i :h as HIV and he ocht:8 mid for genetic, and 

l.t t L L earn and 'It.ly other e:i"w .ceiling service.

a referencelat tai }ti 3` tier &t b' met. € I,< tern t t11.e.5.Ei1 ,. mire together wlt'1 4ii:l 'le '.. 

educational :facilaries for snof t to pr,-,nlote optimal cue-

coordination ot met tings and undertaking research pro rams—nes, including clinical trials. 
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ANNEX 3 

KEY ELEMENTS OF SOUTH THAMES SERVICE SPECIFIcATION 

all patients with severe haemophilia to have access ess to CO2s 

all Haemophilia Centres est abli,s i ai fc:, rn 1 l taLe on hp p with 4. CLs, according to locality 

arrangements for C_ ,/Ha:'mophiiiai t: 1 t;3 e shared care 

3 yearly audit of CCCs by th e UK Haemophilia C ,entre i.pl:, e .t+, r<; Organisation; provision 
of audit results to HAs (leaf itag 1d: ,ippi pi te" Ca; al r?I?I'u1i ii  the configur=shot of 

haemophilia services) 

clearer emergency , arrangements 

appropriate facilities — car parking, access for disabled people, dedicated clinical area 

all patients to have ret cdar clinical rer S . ' and t -;' S; nniwrnun vastly i_) ' those with 
mild Ii eniop1121ia, or th s ,4'ILFI I ll4' .r,,. , as s B o p i l l°' times a s"ear for 

those with moderate or severe h crisupha.laa 

referrals to specialised HIV/HC"'a3 units 

1 °t. ~: t 12 a it,.l, tioxts on prophylactic therapy 

treat meets 

carrier wets c tiun, t o1e1ic an escliinr, <ifit '1.1 1.I is dla~nntl 

iiin 7xi'S o; heja"d prf"dua s t .1 C  ,t_ puiL.3i e a  if a f i.3t ii ` 11 4
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