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IABIORITLIA AD RIATHD DIstASES

s Current activities on this matter largely stand froam the paper issued by

the Ministry of Health entitled *Care of Persons Suffering from Haemophilis and

Related Discases™ far the Pebruary, 1965 meeting of Senfor Adainistrative Medioal
mim.

This paper;
1. indicates the measures that had been put into effect up to the present
ummmtmmmmummwmmnum
properly mot;
2, to find the type of case for which these measures wore designed;
3¢ Buggested that full faollitios in the Country should be ooncentrated
at three centres only = Oxford, Manchester and Sheffiold:  such
contres to deal with major troataent, essentially surglcal or drastie
zodical treatment involving the possibility of severe hassorrhage,
Le roccomonded that Boards sliould roviow the prosent 1list of 33 reference
oentres in the Country, and then, aftor discussion with teaching hospitals,
infora the Ministry of Health of any additional centres that should be
addod, or of any oentres listed that should be deloted, Suoch contres
should be capable of full identification of cases of haemophilia and
related diseases, and be propared to issue identity ocards and inform
the oentrel registry sbout the cases diagnosed,
S5¢ inlicated that two other subjoots related to the care of porsons suffering
froa Hasmophilia and rolated diseases were under consideration, namely
(1) that the arganisation of an adequate supply of 5.T,.E, Haemophilio
Clobulin was being roviewed, and

(i1) that a spocial inguiry by the Minlstry of Rducation into the noed
for additional special school accommodation for hasmophilio children
was boing carried outs

m

2, The Doard's Advisers in Medioine, together with Dr, T, M, Boon, were the first
body to considar this dooument, and thoir comments broadly were as folloms:
(1) that tho designation of dlagnostio and registretion centres can only
satisfactory be malde following export evaluation of the facllities offored
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by individual hospitals, and inoluding an assessment of the volume of
work required to maintain fesiliarity with the techniques involved ia
relation to the population served in this respeot; mnd that this
evaluation should properly bo the responsibility of the melical reasearch
oouncil, Arrangements for spocial training for mesbers of the laberatery
staff in some oentres might be nocessary if the centres lacked the necessary
expertise and yet wore desirable en geographical grounds.

(2) that & substmntially larger mmber of msjor treatsent centres required
to bo recognised on the grounds of practical chemical necessity, and
including, pending further deliberations, those at Carlisle and Newcastle
upon Tyne,

(3) that serious consideration ahould be given to the advantages of
eotablishing ommbined diagnostic and therapeutio hasmophilia centres
in puffioient nuabers throughout the country to emable the transport
to them of pationts at higher risk and - or requiring major or surgicel
troatmont to be effeoted with minimum hazard; and that such centres
should, 80 far as posaible, be those already faniliar with the cases
30 reforrods

(4) that the means of providing an adequate supply of human anti-haemophilio
globulin, on & national soale, should be energetically sought,

Thene viows wore tranamitted to Dr, J. ll. Twohig, Ninlatry of Health, ina
lottor dated 18t April, 1565.
3¢ The papers end the rocommendations from this moeting ware noxt considered at
a special meeting which included Dr, ¥, H. Boon, Dr, George Davison, Dr, J. F. Falls,
Dr. As Inglis, Frofessor G, As Ssartend Dr, W, Walker, This ococmittee's views
ney be expressed as follows:
(1) whilst there was no direct disagroenent with the principles contained
in the Miniatry's paper a shift of ezphasis was to be favoured, Contrary
to what was izmplod 4in tho peper it was the ecergency oomplications
particularly surgical coorgencies whioh were most difficult to manage,
and these were leoast appropriate for lengthly journios to the jroposed
three national centres. It was thorefore recommendsd that a nuaber
of roglonel troatzent centros should be inaresased mroviding e more local
pervioe and that tho facilitios available should be suoh es to be
ospables of dealing with the groat majarity of eloctive aclinicel oonditions
eriping in hasmophilie pationts, The establishaent of comprehensive

TYWEO0000036_001_0002



units within the Reglon enablod the staff conoerned to become knowlodgeable
about the patients in their respootive ocatchment aross, and oconversely

for the patien®s to gain confidence in mr;:m familior to theam.
Nonetheless, it was fully acinowledged that thore was & ueod for one

or two national centres which would serve as centres of roferral of
pertioularly complicated cases, and also funotioned as major centres

for resoarch,

In essence, therefore, & special subcomalittee favoured the troating
of all but the most complicated cases reglonally, ruther than nationally.
(11) The principal difficulty rising the treataent of haemophilia related
to the mssurance of an alequate supply anti-haemophilia globulin, and the
comnittee emphasised the rocomsendations of the oarlier meoting that a
full investigation ought to be undertaken into the faotors relating to

s b
the supply HAIG on & natlonal basis,

(441) Three treatment centres pight reascnably be provided in the Reglon -
at Nowocastle, Carlislo and Midllesbrough (the firat two alroady being
dosignated)s Bach of these would attract patients from a large enough
ares to ensure & spociul caso lead for the adainistration of a adoquate
standard of work, whilat at the some time provide a reasonsdbly local

porvice,

(4v) Unce egroesent had boen cbtained for the threo centres ooncerned
annppm&b.nbhthlﬂlﬁ':d‘lﬂlﬂlutmra&thminﬁ
mpouutummummmmegm“dmm
of porson suffering fron Heopphilia and related discases.
ke rmmmmuucummmmpqmmuhm.
1965 the Mindstry issucd a socond in Aixdl, 1966 which modifiecd the earlier paper
in that greater latitude wes implied in the establishment centres within Regions,

5. Aotivity concerning the develomment of the three proposed ocentres in this

Rogion is as follows:

EECAOTLE
Fewonntlo 1s designated by the Medical Reserrch Council as a ddegnoetle and
reforence oentre, this status be invested in Dre T, H. Boon, at the Royml
viotoria Infirsary. The service provided links and Dr, Doon as clindolan
with theDepartment of Pathology end Professor Heppleston, though it sesma that
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routine work on ooagulation studloes ia largely in the hands of Dr. Muckle,

Tithin the R.V.I. eapire are two othar prominent figures in Huematology,

vite, Dre R, Thomson and Dr, T, Welker (Fasdiatrio Nessatology), but

oash pursues speoifio intorests and does not always doal in coagulation

mattors, The counterpart at Newoastle General Hospital 4s Dr. T. Bird
¥ho 15 & speolalist in hassatology s but not a olinical haematologist,
it soems then s no clintclan in this hospital with a pertiouler bent
for problems of ccagulation, In badde erganisation of services thers
is no cross linkage between the two hospitals.

This sums up the Board's faots of the current situation, but further
explanation reveals interesting information. Dr. Bird plainly doos not
rate Dr, Boon's interest (or indoed perhas even expertise) very highly

( with referonce to Hemophilia and planly feels the allegod i terost has
only been stimulated by prospect of possible loss of designated stages,
Although Dr, Boan nominally maintains the Memophilia Register this seeas

olesarly to be in a poor state, baing rarely roferred to, end (sccording
o Dre Bird) contadning o good deal of erroneouws information. Siailarly,
in the laboratory work on ascay of antiehesophilio glohiin, Dr, Dird md
his otaffl are usdfor taking sasples and making estimates, Possibly Dr. Bird's
feolings are coloured by his irritation of the faot that « though he knows
& good doal about hassoghilia (in fact maybe more than most) = he wes not
Lavited to altend the meeting of the Doards officers in July to discuss the
oare of pecsons suffering from coasgulation disorders. But, looking bekind
his opiniounly falir comments I do nmot think that he &3 over improssed by the
RyVoI's facilitien,

Thore 18 no doubt that Dr. Bird would be happy to provide a service in
the mensgement of ocagulation dlscrders, but as hs is not a olinical Measotoligist,
Le Las no aocess to beds and obviously would not wish to appear to intrule
upon the province of a physiclan at the Newcastle General Hospital, HMe
beolioves that a designated contre in Nowcastle is important and 1s not impressed
of the oconoept of conocentration of three national supera~regional centres. In
oxlending this theme he feels that faoilities should be ocmoentrated in one
hospital, ideally under tio eontrol of & single clinical hasmatologist (he sights
br, Eu Ky Blockburn of Sheffiled who has his omn beds, out-patient clinics,
ote,)s Short of thls, & teanm of two comprésing & cliniclan and a pathologlet
(hesmatologist) should supply the service. He acoepts s logical the conoept
that ils aight be mixths R.V.I, based, but thinks it essential that there im
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en apiropriate laboratory sot up to back it this nay woll iaply the need
for more trained staff,

If this wers to obtain, tho consequence would be progressive diminutien
of coaglation work in Dr, Dird's Depertaent, but I am sure he is fxxx mo
eapire bulldar, and though he would regret the trend, ho would mot oppose it.
(Inoidentally, 1t seems that the prospect of loss of this &ype of work at
Tiowcaotle General Hospital did cause the departure of en cblo senior teshnician,
¥re Malis, who moved to & better post with Dr. Blackbum in Sheffield).

Dry Duncan wrots to lre Collins, the Royal Victoris Infirmary, on
87th April, 1967 bringing to his attention a oopy of & esnfidential report
issued to senisr adninistrative medical officers of all Regional Hospital
Boards in England and Wales, This letter asked if ¥r, Collins would formally
concern from Dre Boon and Professor Heppleston that they wished the Toaching
Hospital to ocontinue th be designated as the diagnostic and rogistration centre
in Newoastle, Mr, Collins replisd to the fact that ho had disoussed the
patter with Dr. Boon and Frofesser Heppleston who hed [repared a report
supparting the oontinuance of the Rayal Victoria Infirmary as a designated
hesophilia oeatre, Dr, Duncan subsequently replied to ir, Collins acknowledging
the substance of his letter and asked if we oould Jnow the rames of the specifio
consultant peedistricien and consultant dental officer designated %o taks res-
poctively special interest in the care of patients adnittod to the teaching
hospital as & result of physical blood disorders if, in faot, ouch designation
had boon made, Suppose I can discover that we havghot recoived a meeky reply
froa Mr, Collins to this letter,

Dr. Duncen has disoussed the whole question of the dovelopment of a servioe
for hasmophilia in the Region with Dr. Sheila Murray who will be attending
o oeoting which is to teke place in November,
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