
ri

Cutter Forums ArDs and hem ilia tresirnent. 

- Ai 21,a rives of ti,n 3iVilr iY urly FoLlereriia, 
27 to Jul Y 1. 1283 in Stockh 

Cutter olm, Sweden 
i `Ja,,..t'a;u Jwrti 

Biological invited a select gr'oUp of Amer} can me,31~ cxpery to discuss a 
~erenee, AIDS and he recurrent theme at ttremoPhitla treatment. 

P. 
H,

r those P~essiorusL w}sp attend 
the C Pro. t 

ere unable to atte gon , Cutter a summary of the discussion. 
g~*um were Dr. L 

Co-chalrirrs the July 1, 1983 
Cutterouts Aledort and Dr. Shelby Dietrich. 

Cutter Por , un P rtieipants 

Ph,,AOdicgO,,4MD, Children's Nos ital P Medical Center, Oakland, Califrnia. Loufalledort, MD, Mt. Sinai Medical Center, New York, New York, E.J.W. Bowler MD, Mayo Clinio R, ochestcr, ~firmesota. • , C.J. Cornell, Jr., 
MD,'Dartmoutlrllitehe ode Medical Center, Dartmouth, New lI*pahire. 

8h,1b'7 I4-'Dietrich, MD, Ortho4 H 

LYmauyFLher MD, Vl nia 
ospital, Los Angeles, California. 

' Commonwealth Uriiversit 
Oaald B. (3AchNat, MD, 

Y, Richmond, Virgin&. 
Mayo Clinic, Rochwer, Minnesota. E4ward Oomph, MD, Chfldrrn's Hoopital L.A., Las A 

David Q ss MD, PhD ~~ California. 
Northwestern Memorial HOvItal, Chicago, Il1inoisL 

N 

LM 

- - i

BAYP0004742_002_0001 



Margaret IC. 1111sertner, MD, New York Hospital--Correll Medical Center 
Hospital, New York, T,ew York. 

Hugh C. Kim, MD, Rutgers Medical School, New Jersey Regional Comprehensive 
Center, New Brtunwlek, New Jersey. 

Marion A. Koerper, MD, U.C. Medical Center, Moffitt Hospital, San Francisco, 
Calif omit. 

JackA l.•aE•crson, MD, U.C. Davis Medical Center, Sacramento, California. 
J shcr MD. (Thfldrents Hoepital of Micidran, Detroit, Michigan.
Jessica Lewis, MD, ilcmophitla Center of West Pennsylvania, plttstxtrgh, Penrr-

sylvanle. 

William Nichols, MD, Mayo Clinic, Rochester, Minnesota. 
Joel Sperv, MD, Hemophilia Center of West Pennsylvania, Pittsburgh, Pennsyl-

venia_ 

Lawrence J. Wolff, MD, Unlveraity of Oregon, health Science Center, Portland, 
Oregon. 

4i 
O 

N9 
N 

RECEIVED 
AUG

. ` 
Time• 

~ vim'.

la • 

BAYP0004742_002_0002 



At this year's Congress, talk of AIDS dominated the discussion . Ph}siciaru 
and rescurc,ers alike pointed out that the fear of AIDS is actually causing 
patients more problems than the disease itself. 

Fear of Peetor 

Seared by the heavy media coverage of AIDS, many hcmophilte patients are 
apparently cutting down an their treatments -- sometimes with serious results, 
Said one treating physician, "We've had people come to the ecnlcr 'in shock 
because they allowed bleeding to go on without treatmcnl. We have seen 

fr, neuropathies oxur In patients who had previously boom very sophicticatcd 
trcatcss, beesucs they are convinced they'll going to get AIDS via a single 
traraft2siort." Some treatment centers report that patients are presenting 

~•• • • - 
for 

theft anew] ecc'~ti.•...s~5 - physical exam this year with eeh osis and bleeds they are not
- . 

i . treating, all due to a fear of contraettng' AlDS. 

p~vLit'° 

HapI-tol have reacted to the AIDS scare as well. Many report that they have
cut down on Prophylaxis. When the story first broke In the pr s In January,

!" some Institutions actually suspended surgery on all patIen patients not ts. Ra j r 
t±, with hemophilia. Within a few months, though, all had resumed surgery, 

_ 

• 

One physician said he feel that worry ai,out AIDS has simply made some 
patient: ertd a habit of ovcrtreetlrtg tha mseives and adopt ti more ccMervative
approach to dell tag -with bl sods. "W a had m at►Y patients on Dome prophylaxis 
or home therapy, •i ; who took that as a liberty to treat themselves whenever 

..~; . 

they had an echo or a twinge. I think now they are being more selective, 
.They're waiting two or three hours to sea if it gets worse or better ''.and only 
if It gets woran will they go ahead and treat.
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One physician r•cported "some demtind from our patient population, not oniy 
• the Younger ones but all •es  `~' ~• ,for 1►eat-treated ¢aetoror." Although there is no 
.4 evidence that but treatment prevents factor from transmitting AIDS, some 

phyaioians seem to feel that it can't hurt. A few doetora add that they are 
using the heat-treated material because it may reduce the possibility of 

es, including hepatitis, transmitting other virus although there la no Prauf that 
supports this position. 

The Call for Cry

The t?a•cat of AIDS has also rekindled demands for donor-apcclfie pyopre-
r cipitate - At least one doctor toad of "getting ten phone calls s day from 
ti extremely anxious parents who were demanding that their child get eryopre-

c1pitatcj beeaut:e the treatments come from singe volunteer donors . . 1Ta 
• have had a practlee for a long time, as I think many pediatric centers have,

of using cryo$ in the yot.mgcx children. But with all the mars media attention 
to AIDS in mid-January and February, we have had calls from parents l ►wi PSD 
children who were on ax-yo earlier, and who were demanding that the child go

f •
back to it. Another ptiysidan reported a dmflar situation. "But what happeneb
was that the AIDS hysteria died down at the game time that the Red Cross 

►, had produced a larger supply of eryopeecipltate#. Suddenly those families 

f • welel't all that enthused about going back to • Wt. rc~uirl. •' ' 
ctyoprealpitateat, twiil't deep 

-- feecaes and so forth. So the Red Cron, Was calling me weekly and I ~ RBA • 
'What see we going to do with ail thge cryorf"" The availability of the 

:, 

..• '~;. 
sw substAnee is, howcrar, limited in many areas. 

j' }1lore and more, patients want to know who their donors are, regardless of =• 
t , whether they are taxing cryo or tooter. As a good example, one doctor recalled 
{ 
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a woman with faetor ' Jdeficiency who was coming In for elective surgery. 
Sc had )Iced up t  t}ape- sPccific donors os o source of plasma for her 

procedure, and she granted to know why z;ho couldn't have those donors give 
the plasma for her, since sbe knew these individuals and felt rea tonab)y sure 
that none of them would transmit AIDS to her. Well, whether she's right or
not, someday we may have to tree computer technology to provide people with 
good information about their donor plasma." 

There was a gencrtd cotsenstu that selection of blood donors has become
missal matter. Some researchers advised that blood banks should 

cere~.n 
.ealeot blood 

donors circulating Immune camp lexcs,_JLlepa*t4s and : 
~ssl bls positive 

t j hepatitis markers aR aAmear of eliminating trarsminion of AIDS. They added 

.t . 

t; . that they will continuo to prescribe the blood products presently marketed 
> . because of the overriding benefits. In Support of current treatment methods, .. 

one MD said, "Data related to the patients with hcmoplhilla in Sweden show 
that the longevity and lifetime of hemophilia there is very Ileac to that of 
the normal population, which is very encouraging. bath complied on people 
with hemophilia in one U.S. State slaw similar results, and I think that's an 

i6 optimistic aspect and should be empties red. ft may be related not only to
good hemophilia care, but also to better medical were throughout the United •

I ti: States and obviously, Sweden"

The Fear Spreads 

Beyond the physlelogicai considerations, the threat of AIDS hat caul serious 
psyohological.diffloulUcs ter many patients with bemofJiliia.• In some cases, 
wives lave discontinued sexual relations with their hemophilic tnubands, because 

I O 
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they fear It will give them AIDS. Some patients have even t>et~ome etr:efo to 
hold their own children bcet,usc it might give them the discuss, 

Tlae physician who wants to test a patient for AIDS runs the risk of putting 
the peticnt into a st.aie* of terror. Dolnrg serial examination of • T-4 and T-S 
ratios, One physician said, ^immediately brings the question to the patient's 

i . mind, 'Why are you doing this?'. .. . We say we're worried about AIDS and
warn them about unexplained fevers, weight loss, and tell them to bring any 

ft lymphadenopethy to our attention. Unfortunately, that can turn the patient 
into a hypochondriac, lie eomtantly feels for the ]ympluaderx,pathy and takes 

papa these limes a .. ... ... . . . . .... ,_. his temperature day."

)iany at the conferencc warned colleagues to avoid fueling patient's fears try 
a giving them Inconclusive data. One MD said, "The major concern I have is 

<.. .- 

• %` that phmiclans or others who deliver health care will magnify the panic bytelling
tells atients they p  have 'pre-AIDS' or AIDS, based on the methodology
have used foe the last four or five years in defining T-cell populations" 
Another MD added, "With the anxiety our fellow physicians are causing patients,

'.. we're going to aoc more fear of AIDS than actual cases of AI1)8," 

a F Qc.crse~ .. .' ~.-

~'' Do gypped T-cell Ratios Mean AIDS?

Diagnosis of AIDS remahn a tough problem for doctors • At the conference, . . 
the ussfulneas of current methods of diagnosing the disease were seriously:,' :. lociicve 

• 9uestiarcd. Physicians reamed to ~ that T-cell abnormalities alone are 'not' ~ 
crews a indicator, On. nod ~~ "7'haer+e are about fifteen' •asses of AIDS out. 

of twenty thausand treated male h emophlllacs In the country ` ... But something- 
like one in throe of all bemopiiflacs will have T-cell abnormaltties." Another'

UI 
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physician added, "I tell mort of my patients that I think if we had had the knowledge or the foresight to do Some of these T-cell studies four or five yearn a6*o, we would have seen the same abnormalities we' rC seeing think they'  s conscaq 
 today. I 

Y uence of therapy and we Just didn't look f them a long time ago... So I try to put into PersPeCtive 
;. 

for my patient the feel that if I test their mother or sinters, and they Just had a viral Jilneas , they re going to have tirese abnOrminlitfes, and it may be related to the chronic eposure to hepatitis B or to the proteins in the . concentrate." A physician who has dealt 
. 

with AIDS directly also doubted the validity of Teen tests. "I had one patient who died of AIDS . .  The difference bet wCpt him and all our of 
.rwsa~ 

her Patients who did have T-3, T-4 and T-8 i kp was Ills total T-3 

... 

numbers. Ills absolute nu nbcr of T-3 was markedly down, whereas the rest of the patients — although th I  
h 

tY nod P'&Wad — had normal total T-3 numbers. I think, too, if one looks at people who have common cal ds, he will see tt lot of flip  in the T-3.,and T-8 w - 

Lympita4cnopathY, on 1L own, is an equally unreliable indicator of AIDS. One MD said that as many as one third of all children with hcmophllla may have
3Ymphadenopdthy, while another noted "We had one adult Patient that we wee 

t* Concerned about because he had Posterior cervical lymphadetrop*thy 
` . 

to nruoh an extent that we even bl , Mop  But now its disappeared atb he's flne. So I really don`t thirdc that the l q"aletia that is often based on this i •~ symptom Is ra)id.0  

RaMurin Patients 

~• 
The key message of the forum was that whRe there is a jrMt of transmitting 
AIDS through Wood trarrtttraip pipstciarn should snake a point of telling their 
patients 1t is not nearly as great as the media has made It seem. ' One phya3clan _ 

ry 
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noted, "T'hc tact is, we haven't ream an cxponentdeU /narrow in AIDS
• 

 patients among the hemophilia population as hso, bcc cn among homosexuals night 
now, the figures are not doubling every six months, as some originally predicted they would." Another MD added, "I have to sit down individual) with hall the 
patients and d i the AIDS problem with them. but I stress that I
very coneerned because the ma}ority of our hemophfilaes arc not affected by It" 

Another physician pointed out that due to incomplete data In the U.S., no one 
is sire what petiesrts with hemophilia are dying from, or how long they are 
living. -We don't he 'o good mortality data. We arc not k -u- : • eepirtg good data
the ages of our patic,ts, and I think that CDC or not, AIDS or not, 

•Wi
that our

`- 
UBY needs some c'•on&lomerate data base that 

f ~ 

r 
&hour& how long our 

patients live, what they die of, and we should update that Informat

•

ion annually ++ 

Despite all the apprehertsiQt about this new dlseas4, physddores shov]d emphasize 

• 
h?: 
i;:. 

to patients that per l sona care ettd proper treatment remain much more im 
portent, than AIDS. One rcaearrhet put the situation Into perspective this

• 
= 

way, "Th. very essence of our treatment = programs could patCntially be threat—. 
r• ened by the feu of a diseee that has not even killed ten hemo file Ph people 
Nr drat 19$ .. . I had eight patient■ die of trauma and cerebral MmmorhaCe 

xi•°• 
last ew and I didn t have die of AIDS. •Y 

'  ~ any I think we have to remember-- PaticnU a" eating hit on the head or m " that they re failing
fi.,. down "in -they're Weeding to death, and that these problems are much more:  • 

Immediate that anything haying to do with AIDS."
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