
M rute-e o° the Twentieth Meeting of Haemoc-hil ia 
Reference Centre 

Directors helc c.t the loyal Free 'iosp1ta! on NonV,Ey j tr 

February,

Present 

Prof. A. B€oom. (Chairman) 

Dr. J.F. Davidson, 

Dr. I. DeIamore 

Dr. C. For; es 

Dr. M. Greaves 

Dr. P. Hamilton 

Dr. P. Jones 
Dr. P. Kernof f 
Dr. C. Ludlam 

Dr. F.E. Preston 

Dr. C.R. F;icza 
Dr. G, Savidge 
Dr. E. Tuddenham 

Dr. A. Aronstam 

Dr. J, CrasKe 

miss R.J.D. Spooner 

1. A2ofog,ie5 for Absence were received from:' 

V 

Dr. E. Mayne, Dr. J.M. 1Ma Ytbews and Dr. C. McDonald. 

(represented by Dr. J.F. Davidson). 

2. Minutes of the Nineteenth Meeting ,-here approved and signed by 

the Chairman. 

3, flatters Arising from the M,nute 

:Ea? Designation of i entrap 

Dr. Jones referred to tr,e letter dated 11.2. ES which he had. 

sent to Reference Centre Directors raising several points for 

discllSEion, 

i) Merber_shiwo of the Pr000sed F_'(eview Body: 

One of the Directors nominated at the Car'ctiff meeting as I 

member of the Rev i ew Doc y (Dr. Si. ,rdema.n) hac w th.Aravin r is 
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name+ It was pointed out that 2 cif the Centres curios€ Directors 

were nominated as member-s of the .Review Body (Leeds anti 

Bir- n-.ingha.m) were seeking recognition as Refer-ence Centres, which 

could unbalance the Review Body. After some discussion about 

possible membership of the Review Body; it was agreed that 

nominations for mernrrership of the Review liot;y should be sCUgnt, 

in wr-itir.g, from al l Directors once the Reference Centre 

Directors nad aar'eed to its fformation, 

ii) Reference Oerztresr 

Tre criteria for- the designation of Reference Centres wer.e 

discussed, especial ly regarding the question as it: wr,etne. 

Reference Centres should be Suprar egionai or Regional. Dr, 

Ar•onstam said that he was the official Wessex P.egior,aI 

Heemophi l i.a Centre. 't was agreed that the !?eference Centre 

irecto s would let Dr. Jones nave their views in writing. 

iii) Remit of Haemoonii a Centres¢ 

It was suggestac that tree remit of Centres s 1ould. be-

extended to cover al l haemostatic ano thrombotic problems, 

Professor Bloom pointed out that the main wort. of Haemo:phi l is 

Centres was concerned with ;raaemophi l is and r-e l ated disorders; the 

remit might be too wide if . it were to include thrombosis ant, its 

various manifestations. As time was not avai lable at the present 

meeting for- detai led ciscussion,- Dr. Davidson asked for the 

matter to be included on the Agenda for- the next meeting o^ 

Reference Centre Directors and this rectuest was seconded by Dr. 

Preston. 
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iv) Pati .etit 1̂d.Q')2• rrESLr_ttet Vt= 

Dr, canes asked if a patients r€cresentative (e.g• 9emr.;er 

of r-iaemophi I is Society) srouct entt tre Deference Centre 

Directors r eetirgs It was gener•ai I y re€e that tr% was riot 

desirabl@, 

V) The problems met by patients attending .smal l" hosuita'Is 

and the qual ity of care at those hospitals was discussed+ 
it -.ae 

agreed that it was hest to deal wit;- 'ariy prroolem.s at a local 

level with l iaison trirougr! the Reference Centre;. 

vi) Constitution of tree -taemo_hi I is (_er,tr•e Directors 

Organisation 

The question of formai isir,g the Corist:tution o the 

organisation was discussed and it was cIener•ai ly +eit that the 

present ad hoc arrangements should be continue•c, The Question oI' 

re-election of tree Secretary would ae discussed I a ter_ on trlC- 

agenda, With regard to formal I inks with tr!e Dt(SS an tree B'. cod 

Transfusion Service and representation of t1'iosE' two oodles at 

Reference Centre Directors Meetings, the feet frig was tna.L DHSS 

arid BTS representatives s'hou't be invited to attend only triosE 

meetings where particular items or; the agenda r•ecu.ir^sd t cir -. 

presence during discussion. 

vii) Coritroi of Blood rr.ocu._t_ 

There was Some aiscussior- reear'c.irc tr:e method= For 

control l ing suppl ies and issuing of blood pr•odu•cts, it was 

general l y - agreed that there were no advantages in distr•ibut ing 

factor VIII and IX concentrates via tree Blood Pr-ansfusior, 

Service, fps stated at previous meetings d.istr_bution c:irect to 
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Reference Centres would be preferahie. It was t.hougr.t treat he 

opposition to Reference Centres Inavirg resporsibi I ity or 

supplying Cent es would now is less in view of the AIDS prob iem 

and t increased need or monitoring SL-pukes arnd u=aoe and 

for col lecting of informat iol^ about patients. 

vii:) Questionnaire to i enttfy al l nospita ls treating 

haemophiliacs; 

After- discussion, it was agreed t at Dr, Jones shoui draft 

a letter for• Reference Centre F':rectors: to send. to !raematol CistE 

in their Su.prtttre^ ' iors in an attempt to identify trfe ";ospitals: 

other than Heemopr i 1 is Centres t tr•eat1nG naemopr: l iacs. 

Summer It was afire 1 that Dr: Jones wou- . L talre the fo? ' ow:r}g 

actionti-

a) write to Al l Centres about nominations for the Review 

Body; 

b) worK with the Chairman and Dr . Ludlam to Final ise a 

document on Guide Lines for Designation of Haemophi l ia Centres to 

Wo to the DHSS; 

) er-a r  a letter for Reference Centre iirecic' . v tend t~ 

haematologists requesting information crput treatment of 

haemophilia:s t hospitals which are rot k aemopni ' ia Centres, 

3h) SLtF, r arec i one l Fund in~g 

Professor Bloom presentee, a document or; "Haemopr,i'l is Care at 

Reference Centres: Revenue Requirements' which he had „re-

circulated to the Reference Centre Directors + Professor • Bloom 

had used the document as a basis for an appl ication to his Region 
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for increased fur#s• 'He had also drafted with Dr ores a 

letter to Lord Cienartru.r emphasisirQ the firarcial 
ir,p1 i or 

of the AIDS problem, The letter had not teen rculatcd to A 1 

Reference Centre DirectDrs The setter nat, now gore to _nr- c!. 

C 1 enarthur but no r'eo i •J re . yet beer; received. Dr. Forbes 

suggested that the Haemopr,i l ie Society srjould be zrfDr•med aIOut 

the letter to Lord Glenartr,ur. 

The prob i ems of Su.pr•areg i or!a l furc i ng were ,t sous ea and. 

Views were sought as to 'nether tiie!re might De a cce. efor- tre 

Refer{erce Centre Directors _seeKin9 a c!er,ere1 =u.oraregicrial 

Fu.rdiry pot icy. It was qerjerel 1 y as reed that it mic.nt ;0 e easier 

for each Reference Centre Director= to seeK Regional Func:ng as 

indicated by indivicuel needs. 

The question of suppl ies of NHS Factor VIII as tai seci rte 

Chairman thought that the new bui l d irk at B L, Fl scree wou c De 

completed on schedule but it was doubtful if the pr•ji^uction 

targfi, for Factor' VIII units would be neacned soon. The new 

",eat-  treated material showed a reduced yield of factor VIIT. and 

require-: increased suppl ies of plasma which woulo probably rat be 

avai lable for some time. 

4. Depart Qr, ~pEc i a l leieet ire

The Crtairman sur?riar'isec tr,e rilatters raised anci cliscu.=se: at 

the meeting held on lO n December i 4 r'egardira t`,e use of heat -

treated Factor VIII, The loss of activity or: heat:r~Q would 

possibly give rise to a shortage of s}u.ppi ies, 

The difficulties ercour,te;- ec; in cettirg.tests carried out 

or samples from hick r'ISK Datierts was discussed. Professor Bloom 
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had written to tr+e 11edical Defence Society for advice as to his 

legal position if re could not get tests, important for Patient 

care, carr•ieci out, So far he had riot received a reply. F"iriarcial 

aid was neeced to enable centres to set up safe cDrta.irimer,t 

faci l ities, The effectiveness and the drawbacks of treating 

blood samples with fl -PL was discussed and Dr. Pizza repflrteu on 

the experience in Oxford with J~ . 

The cuestion of iroemriity ane meciico`legaa cover for :octors 

ui.sin , Ore new =LP L. heated materiais tucs r•ai=eii« After 'yiscussiori 

Professor Bloom agreed to write to David Smart of the C.BLA to es:, 

for for an official ruling regarding indemnity for physicians. 

5t AIDS 

r, Crass<e gave a brief summary of the results of the 

Burvei 1 1 ance beirto carried out on naemophi 1 iacs. He stror,c

suspected urder-renor - ting of ADS-related complex cases. Three 

cases of AIDS hhed occurred in haemophi l iacs; 2 of th pat:erts 

were now .read. Anot,ner patient wno haddiec in t';e i'\1orth-West 

1 ast Autumn was retrospectively thought to have r AIDS out the 

data or, this patient were sti ll 1 not =loanable. lh ntcen cases of 

AIDS-related cornoIe-•<: has: been r•eporte•c to him it a ciitac-r, to, 

some other C at3e'tts :with trtrombocytcnenia ort ; y. Ass?, 2 Lases of 

glandular  fever -l ike i l 
'l 
ness had beer reported it was very 

important for these letter patients to oe identxfied separately. 

At present there seemed to be 30-55 haemoohi 1 ides in the U}., tt:Itl"t 

AIDS--elated complex. The fol low-up study of the ,c>atients Wrio 

had received the batch of NHS contamirlatea Factor • t,,is_ was 
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proceeding slowly, partly because 2/3 of tt"te recipients were 

phi l dren, the batch of 'concentrate wrtich had given rise to t.rte 

S
only 

r i.~toE AIDS case had begirt iden tified  
~~ai•t~~t certainty; -. 

other- patients had received the hatch - 1 was HTLVS+ the other 

was negative. Eoth patients were al avF^ and we;) 

Dr. Cr-asikke said ti-:at trte pattern or tl-te disease in 

hacmophi l iacs seernec very different frorr, the disease in

nomose'.u,als. Some Christmas disease patients were HTLV3i-. :r, 

CrasKe wondered if these were true or false positive results and 

said they would be checked. In repl ,y to a question, Dr. Crasrce 

said that he would recommend the Directors to use neat-tr-eaten 

Factor IX row for the treatment of Crtristmas disease pa ients. 

Accorc.ing to reports from Elstree NHS heat-treated Factor' I): 

would possibly be available in July but this was riot certain. 

The ouestion as to what policy srtoU. ld be adopted if members 

✓f the medica" staff became HTLVS+ was raised. Discussion w s 

ceferred until the AIDS Group meeting on 19th F e.br'uary. The 

problems over testing stayf was also raised and it was suqQested 

that the AIDS Group shoulb give some advice to Directors on this 

matter. Professor 'B loom ar3reed to raise very strongly witn the 

DHSS the concern at Centres regarding the lack of containment 

faci l ities. The AIDS Group were also asked to consider- trte 

GL,estion of plasma samples from patients potential ly positive for 

HTLVS being used as laboratory reagents. 

S. Annu.a' Returns 

Dr. Rizza said that the 1934 r•etu.rns were coming in 

steadi ly. The question had been raised by several people as to 
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whether Directors shout report HTLV <+ patients to Oxford for 

inc1usior, in tie National register. it was acr'eed treat this 

information snow. Id ne h e <_o i ? a ted with the Annu.a Returns anc 

that the matter sn u. 1d be discussed by tine iiDS ,Group, 

i . Elec4ion of 0 Lnilia CenTr• 2L!.2 

Fol lowing a bal lot, Dr. Charles Forbes was elected t tc,

succeed Professor' Boom as Chairman, subect to ratification by 

al l Directors at the ACM in October' : 

8. Pepor us -from WorKing Party twna~r'mer, 

Se) Hepatitis Dr. Cras.e said that the nJorv.inq Party had 

nerd two meetings since the t a t meeting of Reference Centre 

Director's. There were four' tern rte wished to raise: 

i) He would i iKe reports ,or, acute episodes of nepatit :_ to 

continue to be sent in via Dxfor•d : especial ly if any patients 

given treat-treated procucts de5;elopea neoatitis. 

ii) HSsAg Carriers: He would l ike Directors to repor, 

known cases and proposed to seeK tree aoproval of a'1 1 Directors to 

the setting up of a reporting system. 

iii) Chronic hepatitis as a cl inical pr'o 1e'm. Dr. Creston 

presented interesting data on this sLOD,ae•rti 

.. Thirty 1 fi ver biopsies, have been performed on i+4 patients 'wrio 

had elevated transaminase levels for C montrns or more. Twenty'-

two were found to have chronic persistent hepatitis (CP} ), '_ 

chronic lobular hepatitis (CLH), 7 chronic active hepatitis ;Carl) 

and 
j 

cirrhosis. Nine patients whose transaminases r'err,ainert, 

elevated for a minimum of 2 veers after tr,e first bioOsY were r'e.-
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biopsied. Cf the S tiittn, CPH at first aiopsy 2 remained 

uncharged, 2 had progressed to CAH and 2 to cirrhosis. 
CF the

wits, CAH at the first biopsy, nab converted to C'H, bat 2 rad 

progressed to cirrhosis Progression of true chronic liver 

disease has thus occurred an 6 of the 9 re-oioosied patients. n 

addition. 1' patient with CAH has developed s gr,s of ctrr rosis ar,d 

portal hypertension 

iv) 

Problems with Hepatitis_' F Vaccinei The material 

curren y available was immt.tnogeni ca l  y poor. . ;'dew products u:ere 

under trial

lr, k::ernoff said that heat - treated ;Pr ofi late (':Let) tad been 

used at the Poya1 Free to treat infrequently transfused L--oatier.ts. 

After 4-5 months fol l ow-u.aa the results looked encouraging and ro 

patients had developed hepatitis. 

In Factor VIII Antibodies 

Dr: }(er•noff presented a written report. He felt that a 

clinical trial to study the value of factor IX :nor•activsted) an, 

the manegemte'nt of inaemophi l iacs with i nr,i3itor's WoU,td ue o

va3ue, but did not thank this could be done at 
present ar view of 

the problem of AI ' . He would look at the National Data 

currently available, in col I abor'at ion with N'riss Spooner, Out dto 

not feel that any useful purpose eou.l d be served at the present

time by convening formal meetings of a Work.inci Party, 

8c) von Wi l lebrand'.s Disease 

Dr. Tucidenrcam reported that the number of patients in t 1-1e 

von lei l l ebrarrds Working Party Peg isier now exceeded 1,4O() The 

Working Party would he meeting in f)ar'ch to consider a new 
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registration form. 

ed) Platelets 

Dr. Preston said that the Working Party had now been set up 

and had held ore meeting, as a result of which 'ne had: written to 

al l Reference Centre Directors plus a few other Centres that had 

large numbers of patients asking them to complete and return 

registration/data forms as soon as possible. A fin.i version of 

the form would be dr-awn up in the l ight of the prel iminary 

findings for distribution, to al l Directors. 

9. National Ex_ternai Qua. i it A suramm,ge Ecnerri,e fc 1ooct 

Coagulation, (NEQAS) 

Dr. Preston summarised the results given in the report on 

the latest round of tests organised by Dr. PcI ler. Dr. Davidson 

said that the Report had not yet beer, approved .by the tlationaI 

Panel of which he was a member'. After discussion. it was agreed 

that the Directors should wait unti l the Report r,ad been approveo 

by the Panel before discussion of the results, 

10. 2985 Meeting of 1I Haemoptii ) is Cer-,tre Director , 

This would be held on honday 21st 0r- otrer at the Jor,n 

Radcliffe Hospital in Oxford. Details wou;c; be cir'culatea during 

the summer. 

10a) 1985 Meeting of Ai 1 HagMpplh,il is 
Centre J rectors 

Dr. Ludlam was planning a 2-day meetirq in Edinburgh, 

prodably to be helc in October. 

ii , A.i et Meet irng, gf P?gfgrer,gg Ce°ntr.e L 8

Monday 7th October at St. Thomas's r'3^scitai } starting at 
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10,:iO a.m. 

A.0.P. 

1) Dr. k;err,off asked if a formal worKinq Party on Data 

Col lection could be set up to try to streaml
ine the process. —he 

data would continue to be ccI Iated and analysed in Oxford. t 

was general 1y agreed that this was art important topic and V-;at it 

should he 'discussed in more detai l at the next meeting of 

Reference Centre Directors.. 

2) Dr. Ludlam put forward a proposal that the position aa' 

Secretary to the Directors should be reviewed at some sta^e.. 

and probably that the post, l ike the Chair•mansrtip, should he r,eld 

for a specified period of time. 

Professor Bloom thought there was no necessity for 
the post 

of Secretary and the wor-k on co! lection of National ctata to be 

tied together. in reply to enquiries Miss Spooner or'ief l y 

outl ined the services provided to the Reference Centre Director , 

WorKir. Party Chairmen and al Directors by the Secretariat in 

Oxford , giving art indication of the departments and staff 

involved in pr-oviding these services and the financial sources. 

She said she was happy to continue with her work or, ire National 

statistics and related matters if the Refer•en e Centre Directors 

wished her to do so. Dr. Pizza agreed: with the views expressed

by Professor • Bloom and Miss Spooner.- He saic he was %;;n 1 1 ing to 

continue as Secretary but welcomed the suggestion; of formak isino 

the appointment of Secretary and thought a five-year term of 

office as Secretary would be reasonable. After.brief discussion. 

it was agreed that the topic be discussed further at tre 
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next meeting of Reference Centre Directors, 

Professor - Bloom tnanK.ed Dr. F.erriof f and Dr. Tu-ciderir~am for 

their• hospital ity, and tr:e meeting closed at 4,30 pm. 

GRO-C: Forbes 
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