Working Party on the Trestmant of Hasmophiliacs

Mirutes Heftl g held on Mendewv, bih December 1578 at 10.30 a.nm.

PROSINT: Dr. W.
Dr. G
Dr. T
Dr. R.
Dr. R
Dr. M.J. O'Shea
Dr. N.K. Shinton
Dr. J. Stuurt

Dr. J.C. Stavaxt )
Mrs. J.E. Goodwin - in attendance

Aprointment of Chairmen - 78/1

It was wnanixcusly RESOLVED:-

That Dr. N.X. Shinton should be appointecd Chairmen
of the VWorking Party. . . :

Dr. N.K. SHINTON . 1IN THE CHAIR ' ’
Apologies ) . : ©18/1c
Apologies for atsence were received froo Dr. E.G. Rees.

Mirnutes of the Previcus Meeting » ‘ T8/1.

The minutes of the lest meefing of the Vorking Perty held on 15th May,
1978 were confirmed es a correct record and signed by the Chairmen.

Orgeni. :atlon of Haemophilia Centres '75/*;:
(Previous Minute No. 78/6) -

Dr. Shinton reported for information that he had not yet written to
the Cheirman of Staffordshire Aree Medical Commitiec on thic matter,
but undertook to do this after this meeting.

Aveilability of cyroprecipitate and freeze dried Factor VIII ccncentrale 78/1¢
(Previous Mirute No. 77/22)

Yembers reéceived end considered a swmary showing the availebility of
cryoprecipitate and freeze dried Factor VIII concentrate, fronm March
to Scptember, 1978, (Enclosure 1 in Minute file).

Dr. Shinton said that from thesc figures the BTC was sending 3.7 million
wits per annum to the Lister Institute, and the return was only 1.4
million wits per annum. ‘Teking into account the expected loss, the
Region should receive 2.8 millicn wnits.

Dr., Bird confirmed these Tigoves ang e*)rp'.mned that the reasom for
this loss was that other chz:»n., had to be subsidised. Dr. Bird drew
attenticn to an Editorial in the DMJ on 25%h Kovember 1978 on "Freeze
Dried Ccncentrstes and the ¥uS", ’hl(‘h referred to the shortuege of
Factor VIIT over the pmet few yeers. He cald that he had receatly
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visited the Blood Bank at Baylor lhiversity College of Medicine,

Texas, USA, and was interested to learn that no wmits of whole tlood
vere transfused there. Di. Bird seid that he thought that ther= showld
be a wider use of red cell concentrates in this Region, whole blood wus
being requested when red cell concentrates were suitable.

Dr. Shinton caid that the Regionel Blood Transfusion Service Advisory
Committee was considering the wider use of concentrated red cells.

The problem had been discussed at a recent Haemophilia Director's

meeting and Dr. Ellis of the Blood Products Laboratory, Elstree had

said that the DPL was concentrsting on new technolegy to increase

the yield from plasma. Dr. Bird wndertook to write to the new Director
of the BPL , Dr. Lane, to ask viat was their policy regerding this Regicn.
It was suggested that in addition, Dr. Bird might ask thzs following
questions:-

(i) Shouid this Region send more plasma and if so,
could the BPL cope with it?

(1i) Was it 21ikely that the BPL might increase its retum
to this Region?

(iii) WVas the BPL receiving so much plasma now from throughout
the cowntry that the supply from Birmingham was redundant.
Would there therefore be the possibility of the West
Midlands Blood Trensfusion Service converting their plasma
into cryoprecipitate locally?

Purchace of Cormmrercial Factor VITI T8/
(Previous Minute No. T8/5)

The Chairmaen reported thet a letter had been received from Speywood
Laboratories regarding a possible Regional Contract for Commercial
Factor VIII.

It was agreed that no action should be taken at present regarding e
Regional Contract umtil the Regional statisties collected by Dr. Stuart
at the beginning of each year had been conzidered. In the meantime,
howvever, Dr. Stewart was asked to obtain for the next meeting from
Speywood Latoratories end other ccmmercial firms, guotations for the
supply of 1.2 million wnits of Factor VIII to see how much saving would
be achieved if it wes decided to have a central ccntract.

Use of NHS Factor VIII Concentrete from Lister Institute 78/1

Dr. Stuart raised fhe question of the use of BPL Factor VIII and szid
that his practice was to keep BPL Factor VIII ead cryoprecipitate for
hospital use end surgery, and commercial Factor VIII for home treatument.

At present BPJ, Factor VIII was being used for home trestment at
Coventry and Shrewsbury. It was sgreed to discuss the matter in more
detail at the next meeting when the annual statisties would be available.

It was suggested that Dr. Stewarl might also write to each Haemophilia
Centre to detcermine the nurber of patients on home therspy and of those,
the nunbers suvpplied with BPL Factor VIII and those supplied with
Commercial Factor VIIL.
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Howe Treatmont Packs 78,1,
(Previous Minute lic. 78/2 (o))

Dr. Stuart said that if there was a change 4o using 3LP Factor VIIT

for home therepy thers would be the problem of moking up home treatment
packs. He repcrted thet BPL were looking into the gquestion of producing
such packs.

Hon: Therspy Working Party T8/1.

Dr. Stuart said that the Working Farty on Home Therapy set up by the
Haemophilia Dircctors was studying the employment prospects of
Haemorhiliacs. They had sent out a questionnaire to all patients
suffering from Christmas Dicease and Haemophilia. When all the replies
had been received it was hoped to draw up e booklet of guidance for
employers.

Copies of the questionnaire had elso been sent to Directors of

Haemophilia Centres in the Region for information.

Appointment of Haemcphilia Sister " T8 /2¢
(Previous Minute lio. 78/3 (b))

Dr. Stuart reported tkat a Haemophilie Sister was pow in post at the
Queen Elizebeth Hospital. He went on to remind membexrs hovever that )
thc original request had been for:- '

(i) A full time sister at the Queen Elizebeth Hospital. '

(ii) A pert-time Nursing Sister at the Children's Hospitel
made full time.

(iii) A Regional Kursing Co-crdinater at the Regionsl
Heaemophilia Centre.

Dr. Stewart undertook to pat items (ii) end (,.11) +o the RTO for
further consideration in February 1979.

Dla@ostlc facilities in relation to Haemopohilia and Haemoglobmonefhles 78/21
(Previous Minute Lo. 78/7)

Mewbers received for informetion an extract from the notes of & meeting

cf the Working Party tc Review the Diagnestic Facilities for genetically -
Determined D:.sease:, and Congenital Abnormelities, held on 20th July 1976
(Euclosure 2 in Minute file), together with the Report referrz@ tc therein,
prepered by Dr. Suinton and Dr. Hill. (Enclosure 3 in minute file).

Biood Trancsfusion Service Advisory Committee . 18/2¢

Dr. Shinton reported that as Chaiimen of the Blood Transfusion Service
Advisory Cozmittee, he had agreed that- thesre should bte an exchange of
Minutes between that Committee and this Working Party.

Dr. Stevart undertock to make the necessary arrengements.

Time and Date of Next Meeting 1872

It wves sgrced that the next neetiur of the Working Ferty should be held
on Mondsy, 1kth May, 1979, at 10.30 a.m.

The meeting ended at 12.00 noon.

JEG/MI ’
2th Decembar, 078, . Sl | 00
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