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At this year's Congress, talk of AIDS dominated the discussions. Physiciams
'- and rescurchers alike pointed out that the fear of AIDS §s actually causing
,‘ _ patients more problems than the disease itsclf.
Fear of Factor
: Secarcd by the heavy media coverage of AIDS, many hemophilie patients are _
:. apparently cutting down on their treatments — sometimes with serious results,
Said one treating physician, "We've had people come to the conter ‘fn shock
because thcy allowed bleeding to €° on without treatment. We have seen

neuropathies occur in patients who haed previously been very sophisticated N
treaters, because they are convinced they're going to get AIDS via s sngle
transfision.” Some treatment centers repoet that patients are presenting for o
%o thelr annual pysical exam this year with Sehinesis ‘and bleeds they are.not - . -

- treating, all duc to a fear of contracting’ AIDS. )

' Treading WLCioms ' ,

£ Hespiials have reacted to the AIDS scare as well. Many report that they have '
cut down on prophylaxis. When the story first broke In the press in January, ;
( : ~some institutions actually suspended surgery on all patients, not junt patients : '
;« ’ with hemephilie. Within a few months, though, all had resumed surgery. :: 3

£ One physician said he fecls that worry about AIDS has simply made some -
ic '  patients end a habst of overtreaung themselves, and adopt a more camcrvat!ve
; approach to Sealing - with blecds. “We had many patients on home prophylax!s .'.‘ ¥
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or home therapy, who took that as & liberty to treat themsclyes whenever .-
they had an acho cr & twinge. 1 think now they ‘are being more seletive.
They're mmng two or threc_hwn to see if it gets worse or better, and only d
ultgetswa-aewmvnygoalmdmdueal. :
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* of using eryod in the younger children. But with all the mass media attention - ~.-:

A

One physician reported "some demand from our patient population, not only

{he younger ones but all ages, for heat-ireated ke&"&‘:fthough there is no

evidence that heat treatment prevents fector from transmitting AIDS, some
physicians seem to fecl that it can't hurt. A few doctors add that they m—

using the heat-ireated material because it may reduce the possibility of | '
transmitting other viruses, including hepatitis, although there iat'no pg‘o?*uo'lh‘::- puse...~\-

supports this position.

The Call for Crvo
The threat of AIDS has also rekindled demands for donor-specifie cryopre-
cipitate.. At Jeast onc docter told of "getting ten phone calls o day from

extrémely anxious parents who werc demanding that their child get eryopre-
cipitatcé because the treatments come from single volunteer donors ... . Wa°
have had a practice for a long time, as 1 think many pediatrie centers have,

to AIDS in mid-January and ¥ebruary, we have had calls from parmt.a whose ;
children who were on ‘eryo carlier, and who were demanding that the ohild go o
back 1o 11" Another pliysician reported a similar situation, "Bul what happened -
was that the AIDS hy:lerll died down at the same time that the Red Cross

had produced a larger supply of cryoprecipitated, Suddenly thuse familics - o

whith Fequive -
weren't all that cnthused aboul going back to u'yopmlpltata, v t:uee;;.t e
ez 3 S
$roenes ond 5o fcrth. 'Bo the Red Cross was calling me weekly and saylng, "

"Whet are we going to do with all thdss cryo#t™ The avanabnlty of the ‘\

Wi

~ v

subsiance s, however, 1imited In many ereas.

More ond more, paticnis want to know who their donors are, regardless of -
Cow G vate - N
wheth«thcywewmeryoum Anacoodmmplc,onedoctorrcwlod w
b
-~
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a womun with facto()? ficiency who was coming In for cloctiv

N\ pe ® S,
"She had lined up ten type-specific donors as a source of plasma for her
procedure, and she wanted to know why she cowdn't have those donors pive
the plasma for her, since she knew these individuals and feit reasonably sure .

that none of them would transmit AIDS to her. Well, whether she's right or ~*

not, someday we may have to use computer technology 1o provide people with
good information about their donor plasma.”

There was a gencral consensus that sclection of Llood donors has beecome g

crucial matter. Some researchers advised that blood banks should ssiest blood

“ov
donors  en—the—basis—of clr&:laung {immune eomplcxa,—tnp-ﬁﬂs and poaltive
1)

hcpnm: markers as a,qf:um of climinating transmhalon of AIDS. They added .

that they will continue to prescribe the blood Wm by arated SR
because of the overriding benefits. In support of current treatment metm'. :

one MD said, "Data related to the patients with hemophilia in Sweden show ' :

that the longevity and lifetime of hemophilia there s very close io (hat of e

the normal population, which Is very cncouraging. Data complled on paop)e‘ ..
. with hemophille In ome U.S. State show similar results, and 1 think that's -
-.opﬂmlstic aspest and should be emphasized. Jt may be related not only to e

et

gooa hemophllh care, Lut also to better medical care throughout the Unuoa e

States and cbviously, Sweden.n

L]
<

The Fear m(h

Beyond the phyddoglcd considerations, the threat of AIDS h» caused nrioun ;o .

psychalogical Siftioultics for many patients with hemophilia., In some cam' g

wives have discontinued uxual relations with their hemophilic husbands, bec.lm

-
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they fear it will give them AIDS. Some paticnts have even become afrald (o
hold their own children because It might give them the discase,

The plysician who wants to test a patient for AIDS runs the risk of  putting
the patient into a stale of terror, Doing serial examination of T-§ and T-8 -

ratios, one physician said, "immediately brings the question to the pntlent‘s"-
mind, 'h‘hy are you doing this?', ., We say we're worricd nbout AIDS and"
warn them aboul unexplained fevers, weight loss, and tell than to bring any' .l

lymphadenopathy to our attention. Unfortunately, that can turn the patlem

into a hypochendrise. 1le constantly feeh for the lymphadenopnthy and ta}ca_:'.’}. :

Many at the confercnec warned eonenguu to avoid fueling patient's fears by ol o

giving them inconclusive data. Onc MD said, "The major concern I have is

that physicians or others who deliver health carc will magnity the panje by L .-
telling patients they have 'pre-AIDS' or AIDS, bascd on the methodology wo o

have used for the last four a' five years in defining T-cell populatlms.

Another MD added, -mm the anxiety our fellow plysiclans are causing patients, B

we're going to soc more fear of AIDS than actual cases of AIDS,"

. Eevf-"d
Do Flpped T-cell Railos Mean AIDS?

Qertain

a e Indicator, One cxplainod, ™There are about fifteen .cases of AIDS outf‘"

»‘v‘

of twenty thousand t{reated male hemophiliacs in the country . . . But somethlng -

like one in three of all hembphnlaoa will have T-cell abnormdmm." Another

BAYP0004742_|
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Dltcmsh of Ams remains & tough pmblem for Gostors, At the eonfaenu,
the usfulness of current methods °‘ dlwnodnz the disease were serlomly."_f. ,
questioncd. Physicians seemed to feei nat T-cel sbnormalitics alone are oL <,
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physician added, ™ ten most of my patfents that ) think
knowledge or thc foresight to do some of thess T-pe) studies four or ﬂ;e
years ago, we would have seen the same abnormalities we're seeing today, |
think they're » consequence of therapy and we Just didn't Jook for them g

long time ago ... 8o 1 try to put fnto perspective for my patient the fact that
it 1 test thejr mother or sisters, and they just had g vira) flincss, they

they had = bad normal total T-3 numbers, | think, too, If one looks -
s ¥ .
. @8t people who have commen colds, he will see g lot of £ip in the T-3 ang T-8¥

Lymphadenopathy, on its own, is an cqually unreliable indicater of AIDS, Ope
MD 5aid that s many & one third of el children with hemoghilia mey have e

lymphadenopathy, while another noted e had onc adult patient that we were

quite concerned about beeause he had posterior cerviena) lymphadenopnthy to ,
such an extent that we cven blopeled. But now it's disappeared and he's fine, .
50 1 really don't think that the lysteria that fs often based on this symptom .

is valla» &

Reassuring Patients

're going .
o have these sbnormalities, and |t may be related to the chronic exposure to .

hepatitis B.or to- the proteins in the concentrate.» A physician who has dealt

il we had had the

The key message of the Forum was that while there is a {hreat of trammmng'.

AIDS through blood transfusions, plysicians should mako s point of telling their

patients it is not nearly es great as the media has made it seem., Ope phynldun
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N notes,

among the hemophilia Population as hag Leen seen among homosexuals, R

n he {i -
oW, ihe {igures are not doubling every six months, as some originally predic

r they would.” od >
. wou Another MD added, " have to sit down individually with an m. _ _
- patlents and discuss the AIDS problem with them. But T stress that 1 am not Es
Very concerned because the majority of cur hemophiliacs are not affected by “'. .
Another physician pointed oul that due to incomplete data in the U.S., no o,;, ' -
-, is sure what petients w{th hemophilia are dying from, or how Jong the:y are - -
i - nﬁm- "We don't have good mm“’ data. We are not kup‘w good data m .‘_-::'.'.i;
k: o the ages of ocur patients, and § think that Cpe or not, AIDS or nol, that m :
] . . ’ L L
& country critically needs some conglom 7
iy, deats 1 i flomerate data bno_umsmm‘;m our
i: pa ve, what they die of, and we should update that information unnuuliy.;' T e
", Doeplte alt the apprehension about this new Oiseass, physicians should emphasize
’r 10 patients that persona) care and proper treatment remain much more im-
A% ) R
; - portant, th:n‘A!Ds. One rescarcher put the situatjon into perspective this = . -
n” . ways "l'hil :Wry esence of our treatment programs could potentially be thna{. = . '
ﬁ ened Ly the fear of a disease that has not even killed ten hemophille people £
i:,' - snce 1983 . . . I had cight patients die of trauma ang cercbral bemmorﬁ,ge,.'.elﬁ o
1 O PO T
é_‘ N last year, and 3 didn't have any die of AIDS. I think we have 1o someiabip.s
i ==+ that our patients are _ i PR 4
f‘ ) Pl - &re getling hit on the head or mugged, that they're fﬂm%:, .:‘.‘. ‘
B down stairs, they're bleeding to death, and that those problems are much more. -f.‘ :
G immediate than anything having to do’ with Arpg.e e B
¥ , - 0 :
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