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iine, Mr K Colthorpe, Mr A Cowe, Mrs D Daniel,
Fsﬁtont\M G Krrman repfeseatatwas fram the fmmwmg Gmdps Bir inggxam:,‘

Apoiogf@s fo bsence i
Minutes of t meetmg heid cm 30
Matt&sta afismg =

World Federafmn of Hemcpmha
Any oth&r business =
Date and place of next meenng

A?GL{)GIES FORf AKSEMCE were recaived from John Pmthem Clive ngh’c
Simon Taylor, Peter Stevens, and Dr Kuttner, Merseyside, Carnwal East Kent amd

‘5nuth Essex Grmum amﬁ Mr Aberc}ean representatwe)

; eetmg held on: 30 May 1987 had been c uiateﬁ m advamze ami
were. unammeus y approved as an accurate record of prucaeﬂmgs at that meetmg, .
havmg been pm;msad hy- GRO-D and seconded by erth Coithome.

MATTERS ARISINQ" Mr -GRo-A-enqusretj abqut the Brendan Faater and
Catherine Cookson Awards. "TRe General Secretary replied that the response in
recent years had been dcsap;mintmg but that an attempt would be made to pub;;cige

th&m m a future Bulletin.

F(EPORTS FRUM WORKING PARTIES

(a) Fmanca and Genera! Purgase Cn tha absenc:e of John Protham, the Treasurm,

the Chairman reported that work with the new “Auditor was proceeding apace -
with the production of forecasts of income and expenditure for future years.

i ome of the Society continued to grow it was equa Hy- 1mpwtant
to note that: expend;ture was alsa gmwmg; mc:reasm‘f mcome dnd not tmp!y

mcreased wealth 8

Computermatmn nﬁ the Somety s accmunts was gmng ahead ancf Linda I%Aa*:ﬂwzws1
Administrative Secretary, now handied al the Treasurer's ﬁay«io-day wam. :

The pcztentza! income from the Londen Hubbar Campany 5 AIDS Initiative was
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: R = 2 ;‘; :

- Bfood ‘Products: Ken Milne m;;ﬂrtad that tm had m&dé vzsﬂ: to BPL during

July and noted the mntmued expectation that self sufficiency in factor Wil

_ vias imminent. A clinica jal of 8Y and 9A was about fo be condurted and

- 'mpL had applied for a clinical trial certificate in this connection. = Mf Milne
also reported that ‘it had now been possible fo. clear most of the tunscreened’
batch of plasma held at Elstree; the material had been held in individuai S
batches and tracing to donors had been com;mfatwgiy simple. - Mr Milne alsp
spoke of newer products coming onto the market - in particular momc!ma’i
factor VIl and genmcaiiy engineered. coneemmte. Poth products were -
undergoing slinical trials in the United States and good results were mdmatmi
in both ¢ cases. It as not clear whether Elstree would have the capability to
adap to those new and exciting cbange:s brought ¢ abmxt by %mprtwed tecmmmgy.

Mr Milne haci, aacng with the General | Secretary, atmaﬁad thﬁv Anm;al Mﬁet
of the Haemophilia Centre Diregtors on Eriday 25 Sept tember 1087,
Or Charles Rizza had “geen elected the new Chairman ollowing the appnintmam
of Dr Charles Forbes to the Chair of Haematology a mundea University. The
Working Party, which had met under Dr G F Savidge, 00 the subject of
-sorganisation of hasmaphilis care in he United Kingdom, had finalised ifs
work and its racommendatmns were in line with those pmpmmﬁ by the =
Haemapmha Spciety. A new ellow Book! would be produced in the near
future and a New Health ircular was being drafted to take aceount of
remgans:at n. Other matters povered at the Centre Directors' Meeting | mmud«ad
f heat treatment on concentrates fmm “which it was clear that o
substarﬁ:aaliy reduced, if ﬁmmateﬁ; ang. alsé urvey =
itor pat n‘m and theu 1 ém:mant = S

en wi Mut H:s normm statmttcal mtums as a ras\ﬂ'c
it was agreed that the General Ees:remry send
he Socw‘hy ng with fmﬂ.vem. s

: ; dilne repcrtaé on this Wom ng Partyi :h pa‘rticmarf
e?er nce to its “work and Attendance Allgwances. Mention was. .

smportamef inning ﬁttmdamé Allowance priof to April 1988

: £ Soeial Securd r it was also mted that HIV
antibody status, nen declared, EQ\J%&'% assist s:onsiderabw in obtaining Attendance
Allowance. \T%‘;g faz;t oI ate mtarvww at Socigl S»ecthy sifices was
_also mgh!;ghtad it was agreed at the General Secretafy should attempt to
_draw together the varipus useful points for pmpia ciatmmg benems “and presant
: Al QFAQT or znm&r px;b%matmn, L L

it waa though‘c wwuld

in thse a?aaaenqs ot Dr Km:tner the Cha rman rsparwd o
h gh demand on funds from the Case Gommittees, particularly

W«m—
the continuing
cases wher was le ing to financial distress. The' ‘monthly level of

_grants had now machéd £3,000 nd it was noted that this was likely to continue
_to be the case until the issue isted to Recompense were sorted out. It oo o
_ was also noted that the restrueturing of DHSS benefits from April 1988 could

{pad to even har damantfa on the funds in view cf changes tbat wouid be

ntmdumd‘

hat trime bags m tha vaiue of ap;nmmmateiy
were awaiting: dispatch to New Delhl. New Delhi
. ﬁaed es, ete,earlier in the yeaf and, “through

: héd recaived 2
very mtmb rad\med \rate of tax payama i

. the good offices of
: ia had beeﬂ negott&ted
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‘Extarna& Relations Workmg F‘arty, f;rst of all in raiatmn‘ o the Parhamentary
Campaign.  Mr Cowe outlined the demand which was to be made to th
Government, ‘through our Submnssmn wmch was to be lodged wﬂ:hm a few
days. The demands were as fo!iew = L

i

A‘weekly non-means tested benefit payable to widows and dependants .
a who die from AIDS. Ths should extend ~ - .

esixmate %ubmftted by the Haemcpm!‘a Sccm&y i
3 per wesk. :
A fund fqr !ur}xp-f
: such as anxmty,

Tua\&day‘ 13~~Omtpbef: S Press Gﬂnfgrenga

Tuesday or Wednesday - .

3 or 4 November"

5 November‘ SR : Maetmg of- P‘arhamentarfans at Hcmse of
SRS Cammons

Mr Cowe outimed the ¢mportance of thts bemg an an party issue and mt cniy =
one from the Gppss;t»an benches. It was therefore of the greatest importance
that members of the majority parw be lobbied extenswely in-their:constituencies.
- Mr Cowe thanked all those who had already written to their MPs = pointi ng
- out that the respcmse to ‘the Department was aiready qunte substamnal. .

Mr Cawe a!sa réported on-work related tcx pubhqatmns etc.e; Wark had b@en
done on a Society audio/visual presentation; as well as the Builetin and Update
publications. A major decision had been taken regarding Dr Peter Jones book
LIVING WITH HAEMOPHILIA = this w:ii rmw be given; free Qf charge, to-all
new members “of fhe Socu‘ety.‘ X - : o 2 : i : N

Mr Cowe had- asc received representatmas from: the Haemaph;lta Nurses
Assomatmn exprassmg an mter%t in the pmpasal to hava a‘cmldren s pubhcatlo
In-response to- questmns Mr Gowe agreed ‘to producv& notes for peaple gwing‘
lectures on the Society and: its work. Discrepancies braught about by the
~-gdito service were also noted “and Groups were asked to report any-such,
lin writing, to the General Secretary so that they could be followed up. The
~impaortance of keeping copies of articles sent in was stressed and the advzsabmty
of “supplying ‘hard copy rahter than last mmu’ce teiaphoné calls, 5

:Diane Damei reparted ‘that the venue of the 1988 Bemmar would ba
n Liverpool on the weekend March 18-20 at the Crest Hotel. No programme

~ior topic detaus were. yet avaﬂable.

(g) Saminar:
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(h) Saies: Mr Colthorpe reported that Christmas card sales wers going well -and
. Teported, further, that many items in the gift catalogue were now out of
stoel. Lt e S

although there had not been
time ahead and if
d of the year

Group Liaison: George Kirman reported that,

“miuch activity during the summer months, he had a busy
‘any Group wished him to attend any meetings before the en
early contact was advised. SIS -

rgfﬁirman“‘alsd‘:re : was a proposal for a new Grampian Group:
Under the new arrangement this proposal
the November meeting of the Council. - :

Mr Kirman announced that since the work of the Group Liaison Officer was
growing Terry Fitton had already been incorporated into his small. Working

the Executive Committee. They now wished to propose: that =

This was

Northampton) be co-opted to assist with the work. :

esearch Grants: Delegates had received outline details of all applications in.
advance. Consideration of the applications was as followsi~ T S
[fast The Chairman reported that the Executive-
a ) Tgrant of £500 for work on immune’ response
skin test antigens in people with haemophitia. . The application:
+f the Northern freland Group and had been. .
: bie to the Executive Committes. =

|sstone, Mewecastie This application had been withdrawn.
T this application, for an extension of a grant
986, related to a grant agreed “twelve: months ‘ago
od and it was agreed that this raised questions

500 to provide patient
made available at the
seconded by .

oln had also {eaeﬁtiy“ézh‘ime& a new
r tws items costing @ totaliof £2,085

e flask tray and a

{ urzon had applied for a
two years, to study dental
. the money applied for being:

response to this applicat] -
, id and this was:

i
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saught“a gfa
_with haemophilia suffering from c
fection. \The aim was to reduce the n;ﬁeasgn ess of candid
_inse in the mauth of pat:ems. The Executive Committes
_recommen d that no granf be made in respect to this application, .
 of the fact that people with haemopm a hava enqugh to
1t was felt that if a col
roups other thi s W {
an ‘that th}s apphr:ati{m fail

WORLD FEDE A”HON OF \H QPHIL&A he Chaarman; gpeakmg i
Chairman of the Warld F«ederatmn spoke of the difficulties facin the Federafmn

\ foll awmg the death of Frank Sx;hnabel‘\ in the meantime, ¢
s in 1988, tha wm’k of the Pres dent had b‘en shared out bex:waen a number

In aannaatm w:th‘the: 1988 Congress in Madrrd the Gha;rma epérted that the
sarectxon of candidates would be made in the maxi‘ few weeks, Despiw unduly

whnch would be in excess of £450 par deiegate, six de!egates

ANY OTHEB BUS!NESS

Mrs Mo mtew The Cha;rman rspmted that, on the prewoua evenmg, the
Executive Committee had, at their own expense, entertained Mys Britten to
dinner in recagmtmn of her fon erv;ce to the Haemophilia Sogiety,  The i
Chairman felt, in view of Mrs Britten's long standmg commitment and dedication
to the Society, and her continued interest in its work, she should be invited oo
to attend Council meetings, as an Qbserver in the futur This was agreed

wvth overwhalmmg supncrt B

Ths aamup i Award The Chaurman reportecﬁ that, foll cwmg mentson
during the last few years, agreement had now been reached that a new - Award

should be made by the ¢ iety and that this should taks the form csf an macr bed
parmmﬁnf and be known simply as The Haemopht ta Sm:zety Award ;

Tha Chaurma‘ pracsedef:i to recewe cheques fram - Tocal Grougs as fc{!GWS'

 Northern = *EE,DOO“
- Perth Charity Shap : e S Ee.000
Perth L 2 £1,000

- Northern freland Do £4.0000
Norfolk and Norwich =0 o R os0n

S Nerthampton oo CE1,500
Bifmirigham o e 21,000
Scﬂthsh : S S :\E 800

The Chaurman expressed the gratrtude of the Haemo;:hi%ié Society to everyone
. : tmoiwd ta raising those excel ent donattans for tha wm‘k of the Soc»ety.
DATE AND PLACE OF MEXT MEET[NG' The Genara:l Semetary strassed that on
the evemng prior to the next ‘meeting of Council the International “Airlines Charity
- Ball 'would be hel d at the Royal Albert Hall. ‘Megotiations were bemg made by
~ the Ball Committee for cheap hotels in ‘the area of the Aibert Hall and details of
 this would be forwarded to all Groups as soon as possible. in the meantime the
- Gerneral Becretary. wished it to be known that free admission tickets to the Royal
Albert Hall would be made available to all Council members who wished to attend
_this special fundraising event. Because of the Ball the meeting on Saturday 2&
Novamber wuuid begm at 2 pm ami include farmal bu‘:vmess Baby.

Approved as.an accuraw reccrd of the prcceedmga
he Heverend Alan Tanner (Chairman) 28 Navember 1987
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