NEWSLETTER

In curwinter 1G82 issue, we brought you up o ¢2ie cn Alpha's atemgtsto grotect the
raxns remechific posulaton against Acguired immune Ceficiency Syncrome (AIDS).
‘e wil condrue curuodates in anadeamat o lemper amnist pubicity untd what the

US Public Health Service new terms their number crs cricrly has been scived.
Mescless 1o say, Algha has siecred up efor's io rotect hemophse patients, but new
evicerce suggasts here is 0 proof NatAICS s necessanly zsseciated with ticod or
tlcod producss (see accompanying arice).

Trergis also meuning avidance Fom the speciz’ss o show thatio aveid use of plasma
SroCUCts Ly Culing S2ck on so-caled £2CHva surgery —most of 2 orthopedic - has had
scme urexpected and negative resuits. Whren surGery has rot been cercrmed, some
urgentjcint pretiens have been cresled, requiring the use of mere concantrate than
might have been used initially.
Altha beginning cf 1S83, sema authcrites were urging hemeghiacs 1o switch from
cencentrates io cryocrecicitate (o treat teecing epxsoces. Most soecialists, and the
Natonal Hemcphia Feuncation (NHF), hewever, reccmmencied that existing r2atment
methods continue. As wa Go 10 press. the ooly patents for whom cryoprecipitate rather

. ‘han cercentrate isstll being reccmmended are catients with mid hemoghfia who receive

' lregtiment for tleecing episdces only cnce ¢r twice a year, newly diagncsed patents,
rewoams ard chidren uncer the age of feur. There is scme quesion as to whether usa
cteryecracicitate would acl:aily be safer than corcentrate in any case.
A%, T sh AICS has sassad o the ganeral pocuiasen (sx percent of the 1500 documented
cases in the US coriot fit the high-nsk categorias ior the diseasa), accsring to the Canters
‘cr Ciseasa Central (COC)in Atana, it's i mairly cenfined to hemosaxual or bisexual
mazles who have many Sax farners, inTavencys Crug abusars ard recent Haitan immigrants.
\n faca of this fact cur medical ciracier Clce McAutey, MD, siates: "W fesl we have a
meral respensiciity to exciude hese denars from cur doner pect™’ In tha first six months cf

: Aicha's screening srograrm, in 22 800 petental derers veluntarily disqualifed themsalves

i ‘rem the pool Norg ot Alcha’s 27 pasmacherssss centers s located in the high-risk cities

. of Lcs Angeles, San Francscs arnd New Yerk, in any casa.
The American Fed Cress was actually ore cf dhe ast groups ‘o institute doncr screening,
2na Many fear ther screening programs may be less effective than Algha's becausa cf
cesr cressurs (o corate rather han loexcuce onesat when dusiness of church groues
£ancicate in a tleed drive.
As cant of Algha's ccmmitment 20 the pretlern of AIDS, we have spansored a number of

: saminars on this subiect Fremena of hesa, held in March in Puerto Rico, we produced 2

' cassate ape lsanng experts such as Ors. Louis Aledert, Shelby Dietrich, Marvin Gibert,
Margaret Hilgarner, and Alice Forsier, AN, you may crder this @ape for only $2.50 (o
caver cur costs and pesiage). You canaiso receive, free, a pamphiet designed to answer
Guesicns hemoghilic catients and ther famiies may have abcut AIDS.
‘We have recently upcated our guice for Femephiic patients wio travel: it is catled
Passpertand it will be sent to yeu fer caly $1.50, 'o cover cur costs and pesiage. You

) © may cresr all hesa itens en tre aracted reply form.

! ‘Ne have also inciuded in this issue an evaluation icrm which we weuld appreciats having
yeu fll out It will ‘3ke crily 3 aw minules 10 answer 318 questicns as you crder the

i cassefts tape and caient fterature menticred abcve. And it wil help us make this
news'etter mcre relevant 'o ycur needs. Thank yeu.

Sincerely,
AL’ A THERAFEUTIC CCRPCRATION
GRO-C
Themas P Stagraro [4 T

Ciracier of Marketing. Therapeutc Procucts )
fecier clilaneing MDLO17658

The Speciatists Speak Qut ...
New Clues Minimize
AIDS'Risk to
Hemophiliacs

"AlDS has notchanged the
need to treat hemophilia
appropriately”
it has teen two years since the first case
of AIDS was reported and the syndrome’s
causes are still 3 mystery. The prevailing
view at press tims is that a novel virus—
perhacs a mutant — may causa shutcown of
the immune system, making patients sus-
cegtitle to unusual opportunistc infecticns

such as Preurmnccysts ¢annd, Kaposi's sar-
coma ard cylomegalovirus.
AIDS Not Spreed by Blood Products Alons
The ocuttreak of AIDS is making very siow
inrcads and current evicence sugges's that
the disease is of very low infectivity. It ncw
csunts 20 new cases a week in the US. Un-
explained immunodeficiency ard cgportun-
istic infecticns have now teen reported in
children who had recsived no tlocd proc-
ucss, confirming earier suggesicns that ex-
pasure lo ticod products is not necassary
for AIDS trarsmissicn. The New York Times,
in fact, ran an article in early June stressing
that the risk of AIDS was slight for ceocls
needing ;
Ata spring conference held by the
ican Elocd Comyrission, 3 was painted
out that if AIDS ware transmitted threugh
bloc 4. the incidanca of the disease would
increasa among transfusion recicients in
areas designated as et spats” by he COC.
No suchincreass has cccurred,
Further, no common lat number o
ccmmon manufaciurer has been icentfied
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Mest scurces agree, hewever, that AICS
eznnot be spread through casual contact
AICS has been iransmitted ‘o female sexual
canrers of AIDS catents and to chicren o
Haitians and of drug abusers. There have
nesn no suspected cases of transmisson of

AICS ‘¢ heatth-care provicers. rier has here -

ean any suspeced ransmissen from oo
raicry scecimers 10 1ab warkers.

It should te kept in mind that AIDS
czses in hemocthiliacs reoresent only a Irac-
ton of one percent of all the casas in the
country. Orly 14 rermogniiacs (out of 3 ol
of 12.00-15.000 hemoohiliacs in the US)
nave been identilied s having accuired
AIDS. Basad cn this low incidence. Or.
Margaret Hilgarrer sirassed. at a meeting
on ihe ssie at the New York Blood Canter.
that "we are stll tzliing aboul a very. very
small creporicn cf the hemoghilic pepula-
oA

Electiva Surgery Resumed

Sy late May. physicans such as Peler H.
Levine. MD. of Wercester Memcnal Hospitl,
in a letter to the New England Journal of
Mecicine, could stawe: “if AIOS is transmus-
stie arincucitie by exposure to whole tlood,
lacior VIl cancentrate, ard clalelet concen-
ir2ig. itis hard o bedeve that cryoprecgitale
will pemuch safer”

At a February maeting at the New York
Slocd Center, Ors. Leuis Aledort ard Mar-
garet Hilgartner ct Mt. Sinai Meaical Center
in New Yerk City suggested that it might be
even saler to recewe lyophilized concen-
irales than crycprecoitate becausa the plas-
ma of a donor with AIDS will have been
¢iluted Dy the acciton of the blood of frem
2800 to 22.500 cther donors, whereas lhe
ticod of only a ‘ew donars gees into a tag
of cryoprecicitate. infectvity is known to ve
related 1o the csrcenuation of virus. As Or.
Alecort summed itup al the March Puerto
Fico ssminac "Any
remoaphiliac who
is exposed toat .-
leastten bags of
crycprecipitate |
might as well ake §
concentrate. The
risk for AIDS is
aboutequal

Ata February ="
meeting of the
Scuthern Califor- e N
nia Hemophilia Foundation, Or. Shelby
Cietrich of Los Angeles’ Orthopaedic Hos-
sual had aiso reversed her previcus recom-
mercavons ¢f corsarvatism. “In Cecember,
we susgended elective surgery, but we're
now resurning it cn selected patients who
really need and wantit Thesa are patienis
whohave aireacy had consicerabie expcsure
0 cencentraes”
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5 inai Hemoctiiia Carver, NY; Or. Marvin G sl fq) .Facz‘:rﬂhlenm

Sinai Macical Center: NY, and NHF co-mecical direcion

peute Corparaton. Les Angeles: D Lous Alecort vea

¢ and NHF mecical crac:er; and De. Margaret W

crauTran, Degerument of M
Figarmer, professor of pediaine hematclogy at Comed Universty Meorcal Center, New York Hesoal,

Cr. Marvin Gilbert. co-medical director
cf the National Hemeghiia Foundation and
an crihcpedic surgean, also stated: “Treres
3 certain amaount of elective surgery we can

out off. Butin a patiant with synavitis of the
knea that will progress 10 destruction, ane
surgical procedure may be preferatie (o six
months of prophyiactic repiacement herapy”

Importance of Adequately Treating
Bleeding Episodes

Ciher experts were speaking cut at the sara
jme against the rationale for tha usa of cry-
oprecipilata rather than concentrates for
eeding egisodes. A membar cf the nursirg
saff at Orthopaedic Hosomal in Los Angeles
reparted al the Southem California meetng
that they feel that patients who wera switthed
to cryo are getting less than adequate treat-
fnent, “They wait loc long before coming in
for treatment; they're nat treating smallar
tleeding episodes which eventually bacome
maicr problems; she said.

seconded this opinion
at the same conferance: “For patients with
severa disease, we recommend immediate
treatment of bleediing episodes. Patients who

Or. Lois Boylen

?

. AIOST

waited got into trouble. We recommended
they use conservalive measures mast hag
‘argoren about - fike crutehes. bed rest and
ica packs. )

“it doesn’1 do any good 'a switch patients
to cryoprecipitate if you have 10 treat them
'onger becausa they didn'treata bleeding
episocte early gnough. Mest paents who sul
use concentrate have treated tleeds right.
away and so have used less concenirate;

'Alan Brownstein, director ofthe Natonal
Hemophia Foundation, was qucted by The
Washington Post as saying, "We strongly
urge patients not 0 withhoid treatment. The
consequence of withhckding s far werse than

-
Potential AIDS Marker Fourd

A possitle marker found in AIDS gatients is
an imtalance in the relative number cf helper
and sugpressor T-lymphacytes. (Helcer T
ceils ara white blood cels that interact wilh
other cells to actvate animmune resgansa
that combats infection, whereas suppressar
T-cells interact to moderate or inhibit the im-
mune respersa onceinfecticn has beeneim-
inated). Normal individuals have twice as
many helper as suppressor cells. In AIDS
patients. the helper T-cefl papulation s se-
veraly depleted. with patients’ showing five
times as many sugpressor calls as heiger
cails. Rasearchers have linked this phenom-
enon with a possible simitarity between hu-
man T-ced leukemia virus and AIDS.

Sinca Janary, several published studies
have documented a low heipet/supgressar
(H/S) ratio in heaithy hemophiliacs as wel.
found mare commonty among cadents with
harmophita A whao receiva kacr VIll cancen-
Irates. The H/S imbalancein hemoghiiacs

anincreasa in the number of sup-
pressor T-cells rather than a decreasa in b
nurnber of helper cels typical of AICS pagents.
Physicians ¢o not fully uncerstand. howeves,
the trye significance of this finding. .

Some of tha specalists at a sympos™
Alpha spanscred in Marchin Puerto L&Y
reported that between 40 ard €0 percent
patients. reqardiess of whether ihey recerve
high- orlow-desa concentrate. mayhavetv/s
imeaiancs. In an oral communication lo the

Orance County Mecical Associaton andihe
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MDLOLTESS .

CGRAO0000665_001_0002

“pawy ) bupaq juoundop |eu;6|ab

Jo A3ppenb a04 :1S3L ALINIGI9T]

Ty

GRO-C




- O Alpha

;’\'.ch:d'mmlc:' A

Scuthern Califernia Hemophiia Feundaton
in Febreary, Or. Cietrich estmated thata hgh
cercenzge cf hemephiiacs sncw atnermal
Tceil reics when tesied.

In 22rly atemets to thwart furher sprezd
¢t AiCS in the memcohilic community. Spec-
alists racemmencea carefu scrutin of cur-
rent moces of hemephilia treatment gairg
50 lar as to suggest Lthat satients recening
cghized commercalconcentrales of lacor
Vill might te at greater nsk of having ab-
nermaities of T-cell sutecpulations han re-
cowents of cry¢precipitate who would be ex-
pesed (o lewer cenors.

Al 2 mesling in Washington. OC. in
March, Dr. Aledort, medical director of the
National Hemogphilia Foundation. empha-
sized that the reversed T-cell ralio is close
10 the same percentzGe among patients wro
receive crycpreciciiate or concentrate. fthas
2lso been reportad that in Australia. where

*-albvoluniger blcod donaton system s in
~ icl, the same H/S imtalance has teen
ncted in hemochiliacs. minimizing the
chance Ihat non-voluntesr blocd preducts
could cause the presence of this baffling
marker.

Guidslines for Pravention Set
An ecitcrialin the Annals of Intemal Mecicine

Alpha Seminar in Puerto Rico Includes Clinic

A delegation of U.S. hemcphilia specialists
ariended an Alpha-sponsored seminar in
Puerto Rico in March to meet with local
reating cersonnel. Ouring the seminar, the
visiling physicians examined local patients
(telow, Alpha's Medical Oirectar Or. Clyde
McAuley: at right. NHF Co-Medical Cirector
Or. Marvin Giltert). These patients shewed
dramatic evidence of the lack ¢f home care
and prophylactic treatment, with many swol-
len joints, delormities and evidence of
syrovits.

Frequent Factor
Replacement
Decreases Antibody
Levels

(CR Rizza, JM Matthews: Effect of frequent

JointLaxityMay
Predispose to Bleeding

(JH Patrick. JL 8em, A Aronstam, SC Darby:
An examination of jcint laxiy in haemcphda
Injury. 13:337-342, 1982) )

Boys with savere hemcphilla A have laxer
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(Marcn 1983) sites Some simole QUIEINes | e, yif repjacement on the level of fac- | thumbs and their fingers bend farther back-
ﬁ:ﬁi‘gﬁ;%f‘psf’fgw T8 | o7 VI antibodfes in haemophiiacs. Britd | ward than those of normal boys. Attempting
o o duninghe pastiwoyears. | Hasmatol, 52:13-24, 1962) 1o cefine a possble cause of bieeding into i
‘e syncroma wiil grotably cmnnue_to be foits, a team of B ers posuiated _
recognized in‘rew risk groups. The highest | Pesyis showing that hemaphiliacs given fre- | that increased taxity of joints in boys with
incicence of new cases, however. wil Orob- | quent but relatively small desas of lactor ohiia might zlow an . of
ably contnue 0 be among sexually actve | VIl may experience a decrease in antibady | mation, which in tum n; :w&u: u.a:‘;me
: hemesexual men becausa the curment ore- | jgveis have led Sritish investigators o specu- | ovial mernbrane o rip and tleed.
. valencs of disease and risk factors are | taig on what causes this phenomenon. it The degree of jcint destruction in 33 of
grealestin thig groun...Even in the absenca | acpears that sulficient factor Vil may neutra- | e 47 adolescentboys(whoseleveisctiacor  ©
ot certainty about the cause of the acaured | iza antibady in the biood. or treatment may | Vil wera less than one percent) prevented ©
immung deficiency w@@mw 80D~ | induce immune tolerance. accurate measurement of kree, elbow and &
D.;r?s‘:gs.o’: ;iaama:wa‘;emapg'asikdy Of 24 catients with antibocies given factor . - =
sexual coniact wih known or suspecied | Vil replacementfor biseding episcdes. seven | “Boys with severe hemophiliaA 3
casents shouid be aveided...Preventon of | Nad lowdevel anibodies sappear over ong have laxerthumbs and their fin- =
e syncrome in recicients of blood and tlood | [0 fve vears. (A fal in anibody ievel was gers bend farther backward...” Y
O,cf,‘.' ucs may cal for restricing use of blood Qeﬂerz% accompanied by 3) Eﬁqﬁms‘ i"; raadan—— _M
' Irom Pigh-risk CONGFS. ITIGrOving pregaraion | Sooo ary (i un@ fesnanse. lavelsof | yrigt foints. Active and passive joint moton i '
' and processing cf these producs, and dis- M?mm"%"ﬁﬁ? °| rie oatient | of thumb and anide jonts was assessed by ;
g e o e e eraeutc | "SCEVI3 1500 units of facior Vil weekly o | %" (oo g fact that ressarchars found , g
. poraicn Fas committed todo. Accereing w Seven ratents showed (i | ng convincing evidence ofan asscciation be- .
T Cyde McAuley MO, Alpha's mecical tween frequency and joint laxity. ey :
director: Al commercial producers of Becausa amounts of factor Vil used by | concluded some form of jointlaxily might be ¢
concantrate, lollowing Alpha's lead, | each catientvaried with trequency of bleeding | @ reason for variabiity in bieeding gk
rave taken SECS 10 eiminatm members of | ensodes, researchers could not determing in boys with severe hemoohiia A. They Sug- o
nigh-risk grougs irom their donor pocis. | Wwhether frequency of dosage or amount of asted further work 10 determine 9
Apha now educates ¢onors about the aisk | Rcior Vil replacement represented thecause | joint laxity runs in families and whether o | .
: Conwraonomeé o 1t | lo¢ the improvement in antibody status. A can t | |
g
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