
Minutes of the Nineteenth Meeting of Haemoprsi l is Deference 

Centre Directors held at E. . Thomas's Hospital c•rn Monday 107n 

3:eptember 1984. 

Present: Professor A.L. Bloom ?Chsairmar3 
Dr. J.F. Davidson 

Dr. C, Forbes 
Dr. P. done= 
Dr. P. Kernoff 
Dr. C. Ludlam 
Dr, F,E, Preston 
Dr. G. ,Savidge 
Dr, E. 'rudder~ham 
Dr. J. Cr asl<e 
Dr. A. Aronstam 
Dr. Alison Smithies DHSS by Invitation for 

Items 4-6:r 
Miss R. Spooner 

1. A s3io _es for absence were received r'ram: .- 

Dr. C.l?. Pizza, Dr. Jr .M. Matthews, Prof. C. Prentice, 

Dr. G. McDonald (represented by Dr. J,F, Davidson), 

Dr. P. Hami lton, Dr. El izabeth Mayne and. Dr, I, Delarriore, 

Professor Bloom welcomed Dr. Al ison Smithies of the DHSS tc 

the meeting. Dr. Smithies wasattendinq as she had a. particular 

interest in items 4-6 of the Agenda. 

Professor Bloom reported that Dr. Chalmers, Director of the 

Cambridge Haemophilia Centre, had died, The Reference Centre 

Directors paid their respects to Dr. Chalmers by obser vu -q a 

minutes si lence. 

2. Minutes of the 18th meeting 

The "ol lowing amendments were made to the Minutes: 

Page 5: The sentence commencing on l ine 5 was amencei tc read; 

Dr. Craske asked that information should be sent to him b, the 

Haemophi l ia Centre Directors on al l signiF..cant ` cl inical 
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immunological disorders in haemophi l ic patients", 

Page 8: The sentence commencing on l ire 9 should read 

"a) the possible opposition from Haematologists that a study of 

patients with inherited platelet disorders was outsic.e the remit 

of the Haemophilia Centre Directors", 

After these amendments had been made the "Routes were 

approved and signed by the Chairman, 

3. Matters arising from tlh,e rli tes 

Professor Bloom said that al l matters arising from th;. 

Minutes would be dealt suit:-, under items on the Agenctar with tree 

exception of item 1', 1 an p;age 10 of the Minutes. Professor 

Bloom had received no comments from the Haemcpi-,i l ia. Reference 

Centre Directors after the last meet:ng regarding the ,Jot 

description drawn up by the haemophi l ia Nurses Association. 

Professor Bloom had therefore passe* on to the HNA only those 

comments made by the ?deference Centre Directors at tr;eir meeting, 

4. Discussion document on the designation _f Cer+tre_= 

Professor Bloom presented trie new discussion occu.ment wnic'r, 

he and Dr, Rizza had drawn up and also tree document drawn up by 

the World Federation of Haemophil ia Professor Bloom outl ined 

the background to the draft discussion cocument. 'with reference 

to the number of patients attending Haemophilia Centres set out 

in the World Federation of Haemophilia document, Dr. Peter 

K:ern+off emphasised that the criteria regarding numoers of 

patients attending designated Haemoohi i is Centres nac not ceer: 

accepted at previous meeting of haemophi l ia Centre Directors and 

that this had beer one Of the most controversial points raised in 
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the ear: ier drafts, 

Dr. Smith ies was asKed i f the DHSS had any views on :e 

designation of Haemophil ia Centres: Dr. Smithies said that the 

boot<let was out of oate n and the DHSS now had staff avai lable to 

deal with updating the booklet but they did not want to do this 

work until the views of Haemophi 1 is _erttre Directors and the 

definition of Centres was clear, There was also tne question of 

Suprar-egional Fundings. A Supraregionai Funding Committee was 

now sitting and the question of h+aemochi l ia being reear-.ec as a 

Regional Speciality read been raised, Dr. Smi tf-ti.es ;was therefore 

at the meeting to find out the ✓iett, WE of the Reference Centre 

Directors on:- 

a? the r'ecomrnendatior, to al l the Haemophi l ia Centre Directors on 

the desirable criteria for the recognition of Haemophi l ia Centres 

ard. 

o} the Reference Centre Director-s views on the case for 

haemophi l ia being regarded as a suitable case for Supraregional 

Funding. 

Professor Bloom asKed the Reference Centre Directors if they 

were 

al I agreed that the concept of the c.esignation of 

Haemcpni l ia Centres as set out in the original ,.acumen- HC(76)4 

u:a5 a goo-o. one Dr. Savidlce suggested that it wou1c,, ale better to 

define Reference Centres in detai l before t e definition of 

Centres was tackled but Dr, Ludlam said that he thought that it 

would be Lest to look at the designation of Associate 

Centres/Centres first before deal Inc with the Reference Centres 

and suggested that a document should urgentI y os prepared. ready 

for discussion by the Haemophilia Centre Directors at the C.:a.rdiff 
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meetinc. Dr. Jones suggested that he should draw up a new 

document, combining his fourth d:r?ft with Professor Blooms and 

the Dr. Pizza's latest craft discussion dacumer,t ~ Copies of .e 

fourth draft prepared by Dr•. Jones were sanded around the tab)'. 

Professor Bloom raised the question cf the establ ishmenr of 

a Review Body (page S of the draft discussion document prepared 

;3y Dr. Pizza and Professor Bloom). it had been suggested at the 

I ast meet ing of the Haemophilia Reference Centre Directors that a 

Review Body should be set up and that the Pevie.' E'oLy should 

recommend the status of each Haemophil ia Centre as a Centre or an 

Associate Centre, Professor Bloom said that he would not l ike to 

see any hospital that treated haemophiliacs excluded From 

consideration by the Review Body. 

Dr. Jones said that he had received a letter from the 

Haemophil ia Society asking for an up-to-date l ist of hospitals, 

not necessari ly Centres, where haemophilia patients could receive 

treatment. Professor Bloom suggested that Haemophil ia Centres 

should be asked to craw up a l ist of the hospitals in their- area 

whic provided treatment for- Haemophi lia A and Haemoprii i ia ;_ 

patients and sent the i i=t to Oxford, so that Oxford could 

compi le a l ist of al l hospitals in the UK where haemophi l ic 

r:atients were treated; After- lengthy discussion it was agreed- 

i . That the Reference Centre Directors and the Haemophi l ia 

Centre Lirectcrs would be asked to identify the hospitals within 

their geographical regions which treated Haemophilia A and 

Haemophi ) ia B patients. 

2. The identified "treaters" were to be asked to list the 
n 

4 
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"aci l ities and trip- numoen of patients rre ted c- i tl'i rt, 

3. The criteria for the desicrt:.t.or cif Hae: topr:i ) i_. f _rtrec r 

should :be Cr awn uo by the Reference Centre Dire -toms, 

4, A Re 'v i ew Eot y should. he set u.co area the Rev i e:wt Bcd y should 

2Cida il.'rstcrt Of the r,cspita„e .d.er":tified as .r"ea: r patients 

should he classified as Haemcphi l is Centres, 

5: Other hcsoitals, i e, those not cla.5s1 ed as Ceritr - as. ,v'!. ICI 

rot be in the DHSS hoo . let cut would ;se" en ou.r'ageb t.c l iaise w:tP; 

he Hat.mophi •I .a Refer'erfce entr'i Directors re- ard:rt .. the 

tr'£atmertt of oatlents. 

_ e The concept of a review system should he raised wi th al l tree 

Haemophl i la Centre Directors at tr3e Cardiff- meet inQ. 

If the Hoemoohilia Ce_ntre Director's egret to r r ie setting up 

Of ?. Review Bccy the present Cnitloi's af- it ivinua1 

aernoph1 1Ica t-,erttres- could to cnarsgect by the Revi?lt] u0 Y' , 

Professor FIOOr pointed out trot if ;t 4eos a r'ee=1 that a 

Review Body should be set up it would be bore er;t.reI v within the 

Haemoph: 1 is Centre Directors remit and tr,e review body wcu.l :i rot 

r•et+=r to other vodies such as tree ritisrt Society of -9ae^l'ator.o- 

it was a i so 3 r•eeti that a new, doc'uner t should to r rc!',.tr, up. b. Dr 

Peter Jories t cased or his earl ier 4th Draft • for circu. lat crr to 

al 1 the Haemophi l is Centre Directors before the Cardi r~f meet :n ,

but trot the = 1s•,ussier at the Cardiff- meeting si cu. Iu fir;

with Reference Centres, It was Donee: that tree ter =^_iate 

Centre should t'e cropped. There woe_ l d therefore or: l v be two 

typess of Centres in the fal„ r 1, e, Reference Centres area 

Haemophi 1 is Centre=, 
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5. 5u2raregicnal funding for Haemopbi 1 is Referenr 2s Centres 

Professor Bloom asked Dr. Smithies if the Reference Centre 

Directors could make general recommendations regarwing 

su.praregional furdirgs for raemophi l is care or whether 

appl ications had to come from the individual PeFerence Centres. 

At present the Districts `,k/erE responsible for funding the work. Of 

the Reference Centres. After d-0scussion, Professor EIOOm 

suGoested that the case for supr-aregional funding should he drawn 

.p by each Reference Centre Director • an•d should be out together 

for- discussion at an ad has meeting of the Reference centre 

Directors. It was agr•eecl that the Reference Centre Directors 

snouiu write to Professor Bloom before the February meeting or 

Reference Centre Directors giving general points which they woulc 

wise, to raise with the DHSS and copies of their appl ications for 

supraregional funding The matter would be discussed again at 

the February meeting of Haemophi l ia Reference Centre Directors: 

6. Staff in of Haemoehii 1is Centres 

Professor Bloom felt that there were, problems regarding 

recommendations for the staffing and Funding of Haernapn l ia 

Reference Centres as the Reference Centres had widely differert 

numbers of patients to deal with, different r•esponsibi l ites and 

different faci l ities avai lable to them, Professor Bloom thought 

that it would oe -a useful e:..erci.e for the Reference Centre 

Directors to:- 

i. Draw up a statement of the optimal staffing levels (types of 

staff and their Functions) of Deference Centres. 

2. To draw u.p a table showing the existing staff of the 

Reference Centres. 

S 

a 
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S. To compare tr,e two sets of data. 

Dr. 5avidge said it was important that the term "Reference 

Centre Director" should be definec and the work of the Reference 

Centres should be clarified, IF the DHSS expected the work to be 

done by the Reference Centres then staff must he made avai lable 

to the Centres to enable tr.em to no this. He also thought that 

it was important that any statement of optimal staff should 

include faci l ities such as the space requirements and Professor 

Bloom suggested that it would be useful for the Deference Centre 

Directors to include a note of the laboratory faci l ities, out-

patient and in-patient facil i lties+ numbers of recs avai lab;e to 

the Haemophi l ia Centre etc. 

After- discussion, the item was deferred for further 

consideration at a later date. 

7, Haemogh i l is Centre L1irrec t,oi_s Annual Returns 

Miss Spooner presented the written report which she and Dr. 

Pizza had drawn up on the Annual Returns for 1983 which had been 

received from Centres. It was emphasised that this report as a 

provisional repor-t only as the Returns from some Centre-a .,,ere 

stil l incomplete. There was a brief discussion regarding The 

report, it was 
agreed that the information on von i l Ieorantl's 

disease patients (table 4) was u.s_fui and should he col lucre": arc 

presented annuai iy. The information on the rnisce Iane—ous 

products used to treat patients :table 12) was also tlioucht to .ne 

useful and it was agrees; that the Haemophi l ia Centre Directors 

shou I d be reminded at the Cardiff meet ing that they shcu l , 

include such materials in Their Annual Returns to Oxford. 
A' 

N 
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8, current situation regarding AIDS 

Dr. CrasKe presented some graphs which he hat drawn up 

outl ining the current situation regarding the analysis of the 

data he had received from Haemophi 1 is Centres on 
patients who had 

teen treated ,suspected' batches of concentrate. Also Dr, Craske 

referred the Reference Centre Directors to a paper which read beer:. 

u. l isrew in the Lancet of 1st September- on HTLV 3. He saic that • 

he and his col leagues were very guarded about the 
significance of 

the positive anti.nody results they had found but they proposed 
to 

continue this study. A further twenty patients with AIDS-relate", 

symptoms had been notified to him. There seemed to be a problem 

over centres reporting to Dr. CrasKe identified patients who had 

AIDS-  related symptoms. He suggested that the reports should, -give 

only the Haemophilia Centre Directors National Register• numbers 

rather than the names of the patients. He felt that extensive 

testing of patients "at risk" was now required. . Fe'1 low-ups at 

six monthly intervals, terminating five ),,ears after the receipt 

of the 'suspect" batch should be undertaken by the Heemophi i is 

Centres concerned. Data from CDC inn:cited that the first AIDS 

case was in January 1982. two years after the material had beer, 

received by the patient. No two AIDS cases in the USA has 

received the same batch of Factor VIII concentrate. Tr,ere tuere 

now 41 cases of AIDS in the LISA in h,aerrophi I sacs. Dr. Craske 

offered to arrange for HTLV-2 testing or, samples from Haemophi l ia 

entres if the Haemophi l ia Centre Directors :would l ike him to 

organise this for- trnem. 

a 
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9 F arts fr•cm 9r1<.:ing Yarty Chairmen 

a) Hepatitis Working Pgrty Rgport 

The r•epor•t which had been prepares+ by Dr. Craske and Miss 

Spooner was presented and discussed, Dr. Craske said that it had 

been agreed at the Hepatitis Working Party meeting held in Oxford 

the previous week treat the Chronic Hepatitis Su.rvev should be 

discontinued in its present form. He tr;ougl t that it would be 

more profitable for the Haemophi l ia Centre Directors to look at 

HBst~g carriers and he would ,out a proposal up to the Directors at 

the Cardiff Meeting. He refer-red to Col indale's inaccurate 

reporting of the numbers of carriers a.nd felt treat there was need 

to define what was meant by the terra "Carrier". Dr. Craske also 

reported briefly on the Oxford trial of Hepatitis B Vaccine and 

said that he would give a more detai led report at the Cardiff 

meet 1na. 

C) Factor VIII Antibodies £dorv..ing Party 

Professor Prentice had written to say that he was pr•epar•Zng 

a report on the Factor VIII In ihitor Working Party study which 

he would present at tr,e Cardiff meeting, In brief there was r,o 

significant difference between the Factor VIII and Hutoplex 

treatment in that both seem to wort< equal ly wef t (or tadlv). 

Professor Bloom raised the question of a successor to :Professor. 

Prentice as Working Party Chairman, He said that Dr. , oa.,idge read 

proposed that Peter Kernoff should take over• as Chairman of the 

Working Party. This proposal was seconded by Dr. Tuddenham and 

it was agreed by the Reference Centre Directors that a pr000sal 

should he put to the Cardiff meeting that Dr, L::errioff should take 

over• as Chairman of the Working Party on tine Treatmer,t of 

9 
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Patients with Factor VIII Antibodies. 

C) Fact -Dr VIII Assay WorFi;il1g Party 

Dr. Pizza :had oresented the final report of the Working 

Party at the previous meeting of tre Reference 
Centre Directors 

ana world circulate this to al l the Haemophi l ia Centre Directors 

prior to the Cardiff meeting, together with the results of a 

further study which had beer, undertaKen in co: iaboratior, with

NIBSC. 

d) von WWil IebrandLs Disease WorlV'.ing 2'arty 

Dr. Tuddenham said that by 27tr, July 1984 1,210 patients had 

beer, included in the von Wi l l ebrand' s Disease Working Tarty 

survey. The forms were stil l coming ir, steadi l l,' from Haenmocr,i i is 

Centres and he did not propose to give a b.etailen report at 

present as re felt that it would .be better to defer a detai led 

report for about one year, 'xrieri he hoped that the survey, woulcl be 

nearer completion. 

10. Proposals for a +Wor,iirjg Earty on 2atient3 wit", In_,er_ted 

Platelet Disorders 

Dr. Preston presented a -evised registration form which he 

had drawn up. There was some discussion regarding Dr. Preston's 

proposal and it as queried as to what would be done_ with the 

data once it had been obtained from Haemophilia Centre=. Dr. 

Preston said tr,at he felt that Haemophil ia Centres had 

responsibi l ity to this group of patients, he felt that at tr,e 

present time they were a neglected group of patients and it was 

important that information on them should be obtainer.. It was 

agreed that Dr. Preston sr~ou.id raise the matter with al l the 

10 
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Haemophi l ia Centre Directors at the Cardiff meeting, 

11 . ExQ2Dgion ,of tlh~e Directors_ Nationa 1 R``g_stei_ 

Miss Spooner presented the document she han prepar•et 

regarding the proposed expansion of the register, and saic trfat 

if this was approved by the Haemophi l ia Reference entr•e 

Directors it would be pre -circulated to a'i l the Haemophi

Centres Directors or discussion at the Cardiff meeting, ]_; s 

was a reed. 

12. Dr. Pol ler_s Quality Control Systems 

a) Dr. Preston said that he had been unable tc attend the 

last meeting of Dr. Pot ter's committee and he was waiting for- the 

documents to arrive from Dr. Pul ler. He hoped that these would 

be avai lable shortly and h: would iire a report to the Cardiff 

meeting regarding Dr. Pol lcr's systems. 

b) Dr. Savidge said that he had encountered consider•aole 

problems with Dr. Pol ler and his Control Systems. The resu;ts 

came in late and were very confusing: , There was insufficient 

plasma in tr,e samples received for testing and he felt tr;at 

things could be great ly improved. Dr. - Davidson said treat the 

DHSS had agreed that iF any criticisms were 

made of Dr. Pol ler's handl ing of the systems they _should be put i 

in writing to the National Haematology Panel ii}hicn met renular•Iy 

(Dr. 'Davidson was a member- of this panel), Professor Bloom 

emphasised, that the Haemophi l ia Centre Directors ',,Jere only 

concerned with the tests which affected the diagnosis of 

in aemophi l ia patients; they were not interested in the 

anticoagulant control systen.z, etc.. and Dr. Preston ase:ed Dr. 

Say loge to out the queries and prob:ems he han in writi{ng to him, 
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he would then ta'e them u.p with Dr. Pcl ler•. Dr. Savidge said 

that the basic reagents in the system, had been changed without 

prior consultation although it was agreed, that this should not 

happer;. After further• discussion it was agreed that 

Dr. Preston would raise the matter with Dr, Fal ler, 

13. Arrangements for the 1`984 meeting of al l Haemophil ia Centre 

Director s 

Professor• Bloom sail that al l the arrangements had been mane 

for the meeting. 

14. Arr•angertient- For• the 1935 meetir;g of _. 1 i Haergehh1 1 is -entre 

Directors 

it was agreed that tr;is would taKe place in Oxford in 

October 1985, 

i5. Date and glace 
o± 

r,e^t 

meeting 2± Referen_e Centre Dir••ectors 

it was agreed that the ne t meet my of the Haernaphi l is 

Reference Centre Directors should be held at the Royal Free 

Hospital on Monday 1°th Februar t 1985. 

16. Any Other- Business 

No additional matters were raiser and the meeting closed at 

4,20 p.m. 

GRO-C: Bloom 
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