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- EXPERT CROUP OH THE TAFATIZEY OF FARUOFIILIA AND ALLTED COMUTTIONS

.  LTIYYTS OF A WETIHG NELD OR 4 LAY 4976 AT THE DEPARTII OF HEALTH AR
: SOGLAL SECURITY _ 2 KRTLRERYT OP HJ\.L'hl AED

- Present:

#‘ MA SRR

A

{

In attondonce:

- oot SHID.
) dbmian ; - DISS
4. APOLOGIES FGR ABSEACE . .~

Apolozics were received from

5. TLEMS OF REFERENCE AND MEMIENSHIP (Fryer ESTH{73)1

The Group.hd comments on the torms of refercnce sst out in the poier.

3. DRIDGE AT T-COKCNLANT RACTRALIZIHG AL (BANA), DESCRIEND BY
m F KOUR-ELDIR (PLper rern(7é ,

(oememNEMPtoblcd coples of 3 further pupsr by Lr Hour-Bldin on EAMA {iat:
bnemnt. 30 : 168-160(1963))- |

The Gronp consiﬂered AN ‘eluim tlhst use of & preparaticn kvwp
as Drigge Anticcagulent Keutralising Agent (BaIA) eould reduce the
roquirepent for Factor V1II to oome 10-20% of the’ apount

surrently ndsinistered. After discussion it ws sgreed that the potenti
of BARA was in&ufﬁ_c:iantly ‘eotablished for the Dopartment to tele scoourt
of it in determining the likely heed for Pecter VIII in the next 5 to 0
It wos noted that Satippputttttl 12d ngreed to send details of his work ic
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A :)o vos ivterested in linited” ir-vitro
trials. Bhe vwould kerp the Depurirent infermed of developnents.

L m:w-mx FCR PAGTOR VIJI (Fapurs EGIN(7G)2 nnd ECTH(76)5)

o —m v P s e ———— ST o
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It ans neted thet ths line showing the wmumbher of blood dopations used for '
prcducinr' exreprecipitain in Pigvrs T1 of EGTH(76)2 wes incerrectly
pozitioncd:  the monthly eversoe mwber of donations used for eIy -

precipitcie monufactvre (Fnglaud pn? eles) was in frct approximately

20,000,

Syrenloing fo his peper L& Q) 5, s03d that there was bound te ‘bo

considereble varieyion in est z€ of the apount of Fnetor VIII required.

The nmounts sdminystercd. per patievt per year\voried throughout thes world:
Tere was UV T:hose paticnts cveived on overage

et one
132,900, w=itas per year of various :;ot-m:. of Factor VIII, H25000 units® yor

- ' patientf pex year was uscd by paticniz on houe therspy ndpue; at the cther
end of fthe reele . CENEEN) X <o thovght o e uning
£9 hing like 13000 tn“‘t':ﬂ’ per patient per year for prophylexis \in yovager
' / patients. /e Jones' és.s;.:mte for UK heme trectoent was 1£3000* unigs per
batient per yeer of freezs dried concendrate which suggested ep pnrie). need
pr 24 .million du if the nzeds of the 4,164 severe haemcpbilfacs vho ruy
slify for heme troalment within the next 5 yectrs wers to be met.. s
target 34 not, hewever, teke ecceount of tho raqui'remcnt for Fhctcor V1II
in other forms of treatuent (eg orthopacdic 'mrc;ery) 3 edded a
m-.ming thet meny UK dosege regires are prencntly below thode of centres
a . . \abroed eng that the ebove figure of 21 millicon units pef. annum moy prove
to be ed wiber-sstimate. Infreconciling various figurds in his yoper
{ cxplained that the figuwes reflected the inabi}ity to provide all
the home\treatment rcgmired. Some 905 of hig.ses catients should be on
hore treefirent—but-Jt was possible at prescnt |to treat only LO& at home.

QEmmgyy rcierred to h eatiinnte of “rftotel roquirement of 40 million iu

T * of Factor VILI in‘all forms in the UR. This wns based on a Jmown hacmophil
population of epproximately 3,000, bub given the probebility of the toial
number of hnezophiliace being greoter and of developments in trestannt,

" coupled with the fact that the cutimate wez prepared on the basis of nn
assumption thut 200-220 ml of plurm mould Le obtained from each donatlon

T v, f

wheress only 180 ml was being revoved, the 40 million iu estimate wes li.‘ce]\-

to be on tho low side., The introduction of the knee prosthesis mould
"inerease the demand s#rnificanily, at least initially, but if tho mugery

was succescful it micht eventunlly reduce the overall dermpd.  The ('ha.ir-*r?

°l"otn bv tha .’It o-vcretarj ns
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.. gaid that by mid-1977 when the carvent production torget wos expected | ! h ,;
to be a.clncved, the HIS supply of Factor VIII might be of the ordex .

_. of 31-34 million mits (ic. 12-15 milliai du of concentrate in :

) . Fnglend and Wales, 1% pillion iu in the form of eryoprecipitate, nnd

4 million i of Factor VIII produced in Scotland), provided that the .

rate of production of cryoprecipitote could be mmn'h_:ined. as production:

of the freeze-dried concerixate increascd. (NP soid thst his -\

mderstanding was that the production of cryoprecipitate would be phased:

cut as freeze-dricd concent::"te production increased, but other members \
thought that it had never been the j.ntent:.cn 4o phnse out the production‘

of c,tyoprecipitate completely. It was egreed that 1t would be necessary

to loock further inte the tion of vhether it wos possible with present

’ production of cryoprecipitete

the ocutput of the

Commerpirl producers could mect ell the requirementa 158ely to be made

, on demand, but at cousidernble cost.

1t was suggested that the wonty gt precent ’be:.nv spent on ‘comme
oncentrate might be better spent if it was used. to increase
e autput' of WIS concentrate but it was gemerally prreed {het money was
fot the only limiting fpetos.  The Chalrman drew attention \o the fect

t+hat 'expenditure on comhrc*ul conccutrate was continuing to xise eved

Hermber spid thst
treatment which

end potients lnew could now be orovzded. t wes cislcading
atmnent in Lernd o!‘ the cost of Factoer VIII alone;. it wes

though more WHS concentraic wes becesing available.
- this nas unavoie:.we Afr ‘m:nanhiliacs vwere to receive t

»r e ———— -

to meea ure tre
+ed thut home Lyantrent would 1-gd to substential savings in hoapi

4f the crippling cffoets of the difenve could be avoided, Bs wWCh
now possible, the Inrge S8VINES 'in the cost of additional ¢

© and dizability rllowdizis the Chairmen to try to produce ‘
nhich \-oulﬁ §1lustrate this ond which could be used in planning discussios.
the meeting balieved thnt 5t would Le Very aiffioult although the peed wes

I‘l mrt he asaeplod il:t the old target wes now quite-

readily seen.
irrelevant to[x :dely rers _..,‘-.ued tyrectnsnt needs of haemophilines; it hsd
therapy. Dr Jenkins

rendered out of dato lrpsii. by the cdvances ‘of home
_thought it would be nec:inC¥ for crrzercinl concentrate to be purchesocd

centrally and for o oo¥ it to eowks ol the purchases, reducing the quan!

poudd L %

as more HIS connantreta Y raned aviilehle.

duction ahould not be conalddered -

wommml comicnicd thak JwnEOT VIII o
1solntion from the pro sgirtizn of othnr blood educts (eg glbumin) end tl:
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’ o Most neaobers agrcéd that :m practice clinicions would have to eccept a
limitation on the q\mntii.y of Puctor VI1I svailable to then.

——

g {hought that it would bn rea«onnhle %o Tix the new target at 35 millic
iu of Factor VIII in both forns (freeze dried concentrate and cryorrecipit abs)
but it wos agreed not Lo Tix o new target for the time being but to review ,
it agnin when the eriginal terget figure hed besn attaim.d. Tl:e Chusdy oo ™
drew attention to the feet that competing pressure on resources eent thail it
was wost unlilkely that thepe would be ey addition to ihe speciel pllocatiey

for *his purpese. ) eparfyent would consider the viewn

- : M ahich had been expris now 4, Possible mathods of rcchisving
*T 4%, end th : ffsctting factors.
] -,_.'a
L 7~ " 5, DISIR}IMITION OF PRCPARATICRS CCRTAINIRG FACTOR YIIx {Phper EXTH(76)4)
The Grot scussed
altgrietive methoda of diatributins Elstyee ond Oxford conccntrut to uscrs

Epglrnd and Walos. Alternntive A involved allonution of concejdtrate to '
'Ca which would diztribute the product, nlong with cryopracj pritpte, to

Hn mophi'lia Ccn‘-:res end hospitals in their Regionsa Alterngfive B envizpzend
soures:
ju1/ eccordiug

o0& sch»dule prr.!purcd by Directors of Hnmnﬂnhilia Reference Cextres, in
conjuncta.on. nith Hnewnphilie Centre Directora and Reglonsl Trangfusion

Directors.

g genernl p"eference for Alternative B, ‘although the Regional

Transfusion Directora said that they would need to discuss its implicationa
fully with their colleagues. It wes ecnvisaged that t distribution erces
would be re-regional and it ves augrc«ted that thoy might be referred to v

distribution territor

prepnred a plen, based Tes with some modifications, for
such territories, end it was rgreed that this arrnngement appecred to provids
" the basis of 'a distribution ﬂy..tem. It vas agreed that the next step was fo)
‘more detailed proposnls to be prepared und_r shich Directors of Haemophilin
Refercnce Centres in conjunctirm with Haemophilia Centre Directors and in
consultation with the Directors of the rolévent DBlood Transfusicn Centres

} should eoch drevr up 8 distribution Flen and arrange for its regpular revicw.
It was proposcd that the Factor VIO should be distributed in RTC transport

in accordance with the schedule or as requested by the Reference Centre

Directors in emergencies or in other special circumstences. It seemed
ressonable that Scotlend should operate £3 one nterritory™ for this purrond.
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said that by mid-1977 when the curyent production torget was ernccted

4o be nchicved, the HIS supply of Factor VIII might be of the order

of 31-34 millien units (1e. 12-15 milliai iu of concentrate in

"Bnglend and Vales, 15 nillion iu in the forma of cryoprecipitate, and

4 million iu of Factor VIIT produced in ocotlmd), provided that .the

rate of producticn of eryoprecipitote conld be maintained es production

of the freeze-dried concerrate increased. — said that his

mnderstanding was the.t the preduction of cryoprecipitate would be phased
- out s freeze-dricd concentrato production increas=2d, but other members

- -l;how;ht that it had never boen the intention <o phase out the production

2ly. It wes '"-reed thet it would be necsssary

poasible r::.th present

of c;ryoprecipit‘.te complet

concentrate might Le better spent if it was used to increase st31l furthzr
the dutput of 1335 concenirate but it was generally egreed that'\poney: wes
ot the only 11:.1.'11:1::5 futtor, The Chairman drew ettention to the fect

end prtients lowyw covld novw be provided. It vas rislcoding

(. " to weasurs trectrnent in texns of the cost of Factor VIII
meantinl sovings in hospiiz?

costs end if YNE olive cffscts of the disenge could be avoided, &3 T'c-
and dizabllity rllowans.s,  Ghen urgre d by the Chairmsn to try to prorluca Gt
which rould $llustratz this ond which could be used in planning discussions,
the meeting believed thint it wonld Le very difficult although the need wos
readily seen. Il muni he wow sepled Lliat the old target was now quite
irrelevant to[tiﬁ?lely pore, mined trcotmint nceds of haemophilincs; it hrd be<
rendered out of date Inrpars My th~ ndvances of home therapy. Dr Jenkins
thought it would be nees 5oy for ciuwmerciel concentrate to be purche.sed

L ———

centrally end for a corwiiian to eawkrel the purcheses, reducing the quant

as more NHS cozeuntrats Ve avallabila.
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~"c.omzntcd that s~ %ow VITY rrcduction should not be considered in
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v The Dcrartm"nt undertook to draw up pv-oposals on these 1*nt-=| for closer
. T . exsgminntion. In the coursz of the ensuing discuszsion the following points

were mnde vhich the Depurimant agreed to beor in tnind:

a. The Regional Trunsfusion Centre's role must be recognised *;:o
be vore than that of 2 storage depot of Factor VIII. Their
concern with the collecticn uf the blood in the first instanes
a.nd their imvolvement with the production of ceryopracipitate
gave them A direct interf"'t in the whole subjrct of the

treatoent of ha ‘linecs. -

Of the English end Welsh Blood Trans




