
AND NOW„.... . . . . . . .We will continue to keep you informed as 
and when there are items of value to  report to you. 

IN  T H E  MEANTIME please continue to discuss your personal 
position with your Centre Director. While we would urge you 
to remain on treatment,  the f inal decision lies with you and 
your medical advisers. Their advice must always be given 
priority over any general advice which we may give. 

Please fee l  f ree  to contact the Society if you wish to have 
more information, to check on 'rumours' or put forward 
ideas or criticisms to  the Executive Commitee. 

F INALLY - as we have already stated, £25,000 has been made 
available to assist with AIDS research relevant to haemophilia. 
If there is anything you can do to replenish our RESEARCH 
F U N D ,  al l  donations will  be gratefully received!! 

HAEMOFACT  fs a new lea f le t  series produced by the 
Haemophil ia Society. They w i l l  be issued 
f r o m  t i m e  t o  t i m e  on topics of in terest  
or  concern t o  people w i t h  haemophil ia. 
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FACTS We lasi wrote to  you in May and we now send this leaf let  
to  br ing you up t o  date about the present si tuat ion. We 

have to  report tha t  there has been one death recorded in a p ^ a o n  
wi th  haemophilia. This has been conf irmed within the past f ev^ roys .  
There remains one other suspected case in Card i f f .  There have been 
no other cases relevant to  haemophilia reported t o  the Public Health 
Laboratory Service. 

UPDATE Media-react ion t o  AIDS has kept  the Society's o f f ice  very 
busy w i t h  enquiries, i n  addit ion to  the standard activit ies 

created by the presence of AIDS in the United Kingdom. We thought 
that  you would l ike t o  know some of the things we have done: 

<> A meeting  has been held with Lord Glenarthur, Under-
Secretary of State a t  the Department of Health, and 
his o f f i c ia ls .  The Society was represented by the ©f f icers  
and the Co-ordlnator and a t  the meeting we strongly 
emphasised our members' views about AIDS in this 
country.  

<> Regular liaison has been established w i th  the Centre fo r  
Disease Surveillance and Control ,  which monitors AIDS in 
the United Kingdom as well as liaising w i t h  the situat ion 
in the United States. Constant contact  has also been 
maintained w i t h  of f ic ia ls  of  our own DHSS, the Public 
Health Laboratory Service and members of the Society's 
Medical Advisory Panel. 

<> Close contact  has been maintained wi th  the Pharmaceutical 
companies involved in  the importat ion of concentrates f r o m  
America and their  improved methods of blood collection 
have been noted. 

<> RESEARCH GRANTS from the Society totalling some 
£25,000 have been approved to enable research directly 
benefitting people with haemophilia,in relation to AIDS, 
to go ahead. 

<> Members of the Society attended the World Federation of 
Hemophilia Congress in Stockholm in l a t e  June and 
discussed the international AtDS si tuat ion as i t  a f fects 

people wi th  haemophila. The. Medical Boa/td o£ WFtf in 
theJji fie.poKt [copies available, friom the. o^ice,, pl&a&z 

•
6&nd an A.a.e.)  EMPHASISED and C0NFIRMEQ the. points 

made. in oufi la&t leXt&n. 6&nt in Ucuf. 

<> Every meeting of the Executive Committee has been 
br iefed about developments in detai l  and discussed AIDS 
a t  length. 

TO SUM UP 

[] The Society has established and maintained close liaison 

with all relevant personnel and departments of government 
* 

in order to keep all our members informed of developments 
and, of equal importance, to ensure that the Society's 
views are known to decision makers in the public health 
services. 

[] Blood collection iri the USA has been improved to the 

satisfaction of Federal Health Authorities and our own DHSS. 

Assuming blood to be a transmission agent, it is not yet 

possible to state that imported blood products are AIDS-free 

{nor indeed that UK product is ao), the chances are that 

the risk involved in imported concentrates haB bee" 

considerably. It Is also important to rememberthat we have 

not seen the massive increases in reported cases of AIDS 

either in this country, nor in the USA, which were being 

predicted earlier in the year.OuA. mediate fiemcLUUj unchanged: 
THE ADVANTAGES OF TREATMENT FAR 0UWE1GH AMY POSSIBLE RISK. 

BALANCE THE RISKS ^oa. youAseZ^, but we would 6 tote. again 

that the. Jii&k erf AtVS it, tiny cotnpaAed to the. Ju^k* friom 

unfitated bleeding zpiiodm. By A.e^u&ing tn<Latme.nt oh. not 

following youA Centre. t>iA.e.ato*'& advice, you aAe. pnoba.bly 

expoAing yowuet^ to even gmeatz/i A-tife. RISK kaA aZuiayi, 
been a tfeatwie. o& haemophilia and in time. thi& li^k too 

witt diminish, <tApe,cially given the. volume, of, Ke&eMAcJh 
being conducted abound the. W o n j t d .  Research In the U K  has 

received substantial support from the Society that is 

support from YOU and your local Group. Elsewhere in the 

world support haB come from other members of the World 
Federation^} Hemophilia. 


