2352 1ZULAIDS HEGLCNAL ESALTH AUTHORITY

Treatment of Haemophiliacs
Notes of a meeting held on Thursday, 18th December, 1975 at 10.30 folte

Fresent: )
Dr, N.K. Shinton (in the Chair)
Dro WtS.A. Allan
Dr, G.W. Bird
Dr. C. Giles
Dr, J.R. Mann
Dr, M. O'Shea
Dr. E.G. Rees
Dro J. Stuar't
Prof. Sir Melville Arnott
Dr. J.C. Stewart i
Miss J.B., Jelf = in attendance . |

Apologies for absense Apologies for absence were received from
Dr. R.W. Payne and Dr. J.J. Kramer,

Minutes of the previous meecting . The mimutes of the previous meeting held
on 14th May, 1975 were confirmed as a correct reccord (Circulated with agenda).

Terms of Reference Dr, Shinton explained that this meeting had been
called by the Regional Sciontific Commitice to discuss a number of matterse.
The decision of this Committee would be communicated by him to the Regional
Scientific Committee at its meeting on the 8th Jamuary, 1976.

Details of patients treatod during 1974 Members rcceived a list giving ‘

details of patients trcated in the recognised Centrcs during 1974 (Appendix A

in minute file). Dr. Shinton gave further detailed information with rogard

to Coventry, Dr. Stewart read out information from Dr. Paync in rospect of
|
|
\

Worcester Royal Infirmary and from Dr. Kramer in rospect-of the County
Hospital, Heroford all of which had been recceived too late tc include in the
list. (Appendix B in mimute file). It was agreed that these details should
be circulated to members with the minutes of the meeting.

Availability of Cryoprecipitate and freeze—dried Factor VIIT Dr, Bird explaincd
that the DHSS were expecting this Regicn's donation cf fresh frczen plasma

tc the Lister Institute tc¢ rcach the anmal rate of 26,000 denaticns by

31st March, 1977. Hc estimated that the nmumber of issucs cf crycprecipitate

fcr this Regicn-alcne fer 1975 weculd be abecut 40,000 and at the prescnt rate

cf demand it would be impossible tc meet the West Fidlands Regicn's need

and also supply tc the Lister Institute with the amcunt cf fresh plasma

they requirec. : '

Financial allccations had beon made by DHESS to meet the ccst of supplying
the additicnal amount of plaama but thesec will not be sufficient and the
Regicnzal Health Authority have agrced tc increasce the blccd dencr teams
“and tc give high priority tc the necessary capital building werk at the BTC.

Members considered a table prepared by Dr. Bird shcwing the crycprecipitate
supplied tc hospitals thrcughcut the Regicon (Appendix C). This showcd that
cver 60% was supplied tc the Queen Elizabeth and Children's Hospitals.
Dr. Bird said that the requirement of the Queen Elizabeth Hospital was
rising and he stressed that if the present demand ccntimued the supply of
crycprecipitate would scen be exhausted; there wculd nct be encugh fer the
Rogion, let alcne the Lister Institute. He raised the questicn cf centres
buying ccmmercially prepared freeze-dried Factcr VIII, and members then
ccnsidered a paper by Dr. Stuart cn the availability of freeze-dried Facter
VIII ccncentrate from the Lister Institute (4ppendix D in mimute file).

= ]
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Dr. Stuart made the pecint that as the BTC was unable tc meet 2ll hig
requirements o¢f crycprecipitate it was nccessary for him tc purchase
ccmmercially manufactured ccncentrate, The Werking Party had previcusly
agrced that an erergency supply should be kept at the Queen Elizabeth
Hospital, but with this incrcasc and the estimated ccst weuld be arcund
£30,000 per year. The Central District, Birmingham carried two and a half
times the patient load of cther centres and thorefore would hﬂva the greater
financizl burden. Dr. Stuart felt that special r:ccgniulcn £ this shculd
be made in the allccaticn of rovemies He agreed to compilc =z llst of the
patients frem cutsile the Birmingham irca whe werc treated at t“’ Queen
Elizabeth and Dr. Hann, a list cf thcse treated at the Birmingham Children's
Hespital. It was pocinted out that if crycpreeipitete were nct available
frem the BTC the ccst of commercial Factcr VIII might be cf the crder of
£350,00C anmzally in the Regicn.

Fellowing discussicon it wos agrecd:-

(i) to draw the attention of the Regicnal Medical Qfficer tc the
pessibility of an acutc shertage of crycprecipitate cver the
next few weeks.

(ii) to draw the attention of the Regiconal Scicentific Cocmmittce tec the
prcblem cf the supply of crycprecipitate and the cr at CONSIqUences

of buying commercial Factcr VITI ccnecentratc.

(iii) #%c reccmmend to the Regional Scientific Cemmittee that all Dircctors
cf isscciated Haemcphiliac Centres be allowed tc purchasce commercizlly

rrc*areu ccncentrate should the 1 CCuS:ltj arisce, The recommendcd
Factcr VIIT concentratc wes Krychbuline.

Treatment f Hoomcphiliacs in hespitals cther than roccgnisel Centres

] ]

Hembers ccnsidered a raper by Dr, Stuart cn this mattor (appendix ¥ in
minute file)s Dr. Bird made the pcint that hespitals cther than thosc
lesignated as Haemcphilia Centres were treating haemcphiliacs anl while
issucs cf crycrrecipitate tc these hespitals could nct be denicd there
was a need for some scrt cf fermal contrel cver the patients troatad.

Frem the cnsuing discussicn the follecwin: ncints were asrzeli—

(i) that all haemcphiliacs should be treated in Haemcphilia Contres
cxcept in emergency, when they shcould be treated at the lccal
hes;ital in censultation with the nearcst Centrc.

(ii) if the local hesyital treating = haemc hiliac cemergcncy cculd nci
cc—crdinate with 2 Haemc hilia ccnt” ¢y they shculd infcrm thu
negarzst Centre rvtrcs_bctlvely of the traztment ziven in cerder
that this might be included in the inmual Roturn.

(iii) the abcve pcints (i) and (ii) shculd be ;ut tc the Regicnal
Scientific Ccmmittee with the suggestion that a suitable circular
b sont te Arca Health Autheritics enclesing a 1ist of Baomc, hiliz
Contres with ?EEEE_EEEE_E;EEEH?‘S ital shyul“ c'll uurat».

Home Trcatment

liembers reportel that the mumber of hacmerhilizes con here trentment wa
steadily increasing, It was 2greed that thls w=2s the [ refcerable form cf
treatment but there was discussicn concerning the ALSSlhly 1ncrezse‘
requirement of cryc:raocip 1t~th/Factrr VIIT concentrate in crler to cffor
this mcre wilely. Dr. Stuart said that a2 ers bhal been jublished tc shew
that in the long term therc was no liffercnce but cther members ¢f the
Uorking Party suvgested that an inerease should be ex ected during the
carly jericd cf transfer.
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Dr. Stuart said that he had written tc 21l Bzemcrhiliaes registered in

the Regicn askinz for their views cn home treatment.. He emphasised thot

it was his cprinicn that haemcphiliacs should ireferably be trestel leoally,
sc that the training in hems treatment weuld rlace 2 heavier initial lead
cn the Lsscciated Centres.

The Wcrking Party asrecd that heme treatment should be imstituted in suitable
patients where ;ossible.

The Yerking Party ccnsiderel fapers by Dr. Stuart cn reccrd kceping and advice
sheets fcr home treatment of haemcphilia ;atients (izzendices F, G, H-and Ty
It was zcgreed that this typc of decumcntaticn shculd be used fer heme—
trcatment patients.

ihers felt that an anmial roturn giving detzils of heme troatment pationts
would b2 mest usceful an? centres should be asked to rrevide the fellowing
infcrmaticn annually for ccnsideraticn by the Yerking Partyi-

(i) The number cf ;atients cn hcme treatment
(ii) The tyre cf troatment
(iii) The amcunt of meterial ;atisnts werc using anmually for sclf-trentuent.
Dr. Mann sugoestel that o mursing sister shceuld be attachel to cach centre te

assist in trainin: ratients for heme treztment. She sail that the most
urgont neced was at the Chillron's Hespital anl the Queen wlizabeth H

This nursinc requirement at Haemephiliac Centres was surrorteds

Availability of frecze=dricl Factor IX from Oxford

n Dr. Stuart's sursesticn, it was 27recel that it would Dbe ireferable fer the
BIC tc reccive ths Factcr IX in future, ,=rticularly as it had the nescessary
trans;crt tc listribute it tc Contres. Dr. Stuart unlertcck tc infcrm the

Oxfcrl Refercnce Centre cf this change.

Attanlance of Dirsct.rs of Lasceiatc Centres at Lnnual meetins of U,KE, Direcectiors

1

Mermbers asreed with Dr. Stunrt that isscciate Dircctors shruld be invitel de
attond anmial meetinss of U.K. Directors. Dr. Shinten unlertock ic communiczte
thig tc Dr. Biggs at Oxferd, at the same time givin; details ~f names,
addresses, designaticons ¢f Directors, toczocther with any impendin; chanses.

Desiinaticn o f Queocn Blizabeth Hospital as Hacemoihilia "Referencd"Centrs

The erking Party had befcre them a draft HSC (I5) letter from the Doartmont

dated Nevember 1974, sctting cut the criteria for designaticn of Hoomephilia
Centres, isecciate Contres and Refersnce Centres (Arpendix J in mimute file).
Tr. Stuart peinted cut that thoere was nc Refercnce Centre in the Rezicn and
whilec Birminsham aiis (T) badl asreel that the Queen Elizaloth, Chililrens

and Goneral Hespitals sheuld be lesicnated, ne a;plicaticn had been male

to the DHSS.

Dr. Stuart sail that the facilities at the Chilirens anl Quosn Elizabeth
Hespitals 4id nct ecme up tc the stanlard required for reccgniticn as 2
Refercnce Coentre.
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It was azreed that the matier should be passed tc the Regicnal Scientifiec
Ccmmittee for cconsideraticn, . with the suzzesticn that they shculd detcrmine
the deficiencies at the Queen Elizabeth and Chillrens Hespitals in this

respect and what facilities weoull be neccssary to bring the twe hespitals
jointly tc the stanlarl c¢f a2 Reference Centre, and that the matter should
be reviewed by the Working Party in one year's time. In the meantime the

| Reference Centre for the West ldidland Region would be Oxford.

| Records

(a) Registration Cards Dr. Stuart raiscd the question of the completion
of the green rigistration cards. He asked if Associate Contres would fill
thesc in themselves and sond photocopies of the information on the index
card to him at the Queen Elizabeth Hospital instcad of sending him the
Registration Card to fill in and send back. Hembers agreced to do this
and a2lso to send photocopics to Dr. Mann at the Children's Hospital, if
the paticnt was 2 child.

(b) Card Index Dr. Stuart drow attention to 2 Card Index he had
designed and said that it would facilitate record keeping if =11 centres
used the samc card. He said he would have some cards printed and send

them to Centres upon request.

(¢) Clinical Returns It wos agreed thet Annual Roturns of paticnts
troated should be forwarded by each Centre and Associnte Centre to Oxford
but in addition a copy should be sent to Dr. Stuart to enablc him to comglete
=n annual repcrt for the Working Party.

Date and time of noxt mecting

It was agrecd thet the next mceting of the Werking Party shculd be held
on Thurslay, 13th May, 1976 =t 10.30 a.m.

The mceting cnded at 12.40 pem.

GD/JRH
31/12/15
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WEST MIDLANDS REGIONAL HZALTH AUTHORITY,

- Treatment of Hacmophiliacs

Summary of work load, 1974
T

Queen ¥lizabeth Hogpital

Number of patients registered . 491
Number attending for treatment 103
(Haemophilia 80, Christmas disease 15, Von Willebrands 8) -
Average number of patients attending each day 5.3
Facilities
(1) 24 nour telephone advisory service, (not always consultant)
(i1) Specialist consultant service for surgical, dental, physiotherapy,
and social care,
(iii) Home therapy programme instituted. ;
(iv) Reference Laboratory service for factor assays, inhibitator titres ete.
(v) Edueational facilities for patients, medical and para-medical staff. '
(vi) Available fartor concentrates: cryoprecipitate,freeze-dried factor VIII

N

and freeze-dried factor IX,

Children's Hospital

ﬁ;mber of patients registered 120

Number attending for treatment 60

(Haemophilia 50, Christmas disease 10)

7,909 units of cryoprecipitate and 231 boitles of factor IX (Oxfori) were
administend. Two patients weve newly diagnosed as having factor VIII anti-bodies,
Bix children are receiving home care at the moment and several more have applied,

Facilities

i) 24 hour telephone advisory serviee. (not always consultant)

(ii) Specialist consultant service for surgical, dental, physiotherapy
and social care. )

iii) Home therapy programme instituted .

iv) Reference Laboratory servive for factor assays, inhibitator titres ete.

(v) Educational facilites for petients, medical and para-medical staff,

(vi) Available factor concentrates: cryoprecipitate, freeze-dried factor VIII
and freeze-dried factor IX

Coventry Hospitals

»
» Number of natients registered 60
{Number attending for treatment
(Haemophilia 23, Christmas disease 2, Von Willebrands 5)

Fagilities

i) 24 hour telephone advisory service. (not always consultant)

(i1) Specialist consultant service for surgical, dental, physiotherapy
and social care -

(iii) Home therapy'for # students at Hereward College. v

iv) Reference Laboratory service for factor assays. inhibitator titres etec.

v) Education facilities for patients, medical and para-medical staff,

vi) Ayailable factor concentrates: eryoprecipitates, freeze-dried factor VIII
and freeze-dried factor IX :
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Hereford Count

" |
Number of patients registered 8
Number of patients treated (haemophiliacs) 3

Facilities

i) 24 hour te;Lephone advisory service (not always consultant)
(ii) Laboratory service for factor assays.inhibitator tibres
(iii) Available factor concéntrates: cryoprecitate.

North Staffs.

Number of patients registered T
Number of patients treated 22» 3
(Haemophilia 15, Christmas disease 3, Von Willebrands 3, Hypofibrinogenasia 1)
Facilities i 1
Zis 24 hour telephone advisory service
(ii) Specialist consultant service for surgical, dental, physiotherapy
and social care. '
(iii) Reference Laboratory service for factor assays, inhibitator titres etc.
(iv) Educational facilities for patients, medical and para-medical staff.
(v) Available factor concentrates: cryoprecipitate, freeze-dried factorIYIII,
and freeze-dried factor IX,

Shrewsbury i

Number of patients registered
Number of patients treated
".(Haemophilia 4, Christmas disease 1)

SRS |

Facilities t
,(i 24 hour telephone advisory service, (not always consultant)
(ii) Home therapy programme instituted
iii) Reference Laboratory service for Factor assays, inhibitator titres ete.
iv) Educational facilities for patients. medical and para-medical staff,
v) Available factor concentrates: cryoprecipitate, freeze-dried factor VIII
and freeze-dried factor IX,

1 .

Wolverhampton

Number of patients registered i 5
Number of patients treated (haemophilia:) 5

Facilities :

i) 24 hour telephone advisory service,

(ii) Laboratory service for factor assays and inhibitator titres.

&iii) Educational fa .ilities for patients,medical and para-medical staff.
iv) Available factor concentrates: cryoprecipitate,

-

Wogg(ester iy

Number of patients registewed 14
Number of patients treated (haemophilia) 3
Facilities

i) 24 hour telephome advisory servige * ) )

(ii) Laboratory service for factor assays and inhibitator titres.

(iii) Home therapy instituted . Ve

iv) Educat'iona; facilites for patients, medical and para-medical staff.
v) Available factor concentrates: cryoprecipitates
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