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0On Thursday afteruoon, June 11, 1981, we departed for New York City to 1)

firm up information we had received from Dr, Friedman-Kien on Monday, June 8,
1981, 2) determlne how many physicians and institutions were involved, 3)
identify principal persons who could facilitate a CDC investigation, 4) obtain
any data supporting or refuting the hypothesis that there has been a recent
increase in the number of Kaposi's Sarcoma (KS) diagnosecs, and 5) collect
sufficient information to permit drafting of an MMWR article.

Thursday evening we met with Dr. Jack Weissman, Assistant Professor of
Medicine, Department of Medicine, Columbia Presbyteriac Modical Center, New
York. The meeting occurred at 10:30 a.m. and the information cbtained was
based on Dr. Weissman's recall rather than from individual patient records.
Thrze ==2le hemosexual patients had been referred to Dr., Weissman for
insect.oous disecage work—up of pervipheval lymphadenopathy over the past 1i¥
months, Dr. Weissman's first thought uvpon sesing the [icst patient was to
rule out TB. Repeated biopsies of 1lymph nodes over a 6-month period yielded
no cpzcirfic findings. Skiwn lesions vhich appeared atte s the patient's initiedl

visit ¢ Du. Welssman were subsequently biopsicd and puathclogically confirmed

as 8. The patient was subsequently roferred to an cncolougist for therapy.
The s ond paticent scen by Dr. Weissman also prescnted with iywmphadenopathy,
and ¥& wzs confirmed by skin biopsy. The third and most recent patient has
unt vofoteen pathologically coafimned as K8, bur e presented with similax

sizrs, including lymphadenopathy. Tho thirvd patieat is reported to have been

the reocnmite of ore of the first two paticuis, Dr. Welssman was going on
vacation Friday afternoon; therefovre, no additionzl details about his patients
could ne obtained from his files. However, Dr. Weisswman did indicate that he
would be happy to open his files to an investizative team [rom COC and thought
his patients would be willing to couseni to an incerview.

The following morning we had breakfast with Dr., Dan William, a private
phvsician in New York City. Dr. William has diazaosaed KS in 3 wale
homosexuals over a one and one-half yeor period. Two of the. patients
presented with skin lesions while the third preseated a rectal abscess and
inguinal lymphadenopathy. The 2bscess was drained, but the patient returned
becouse the inguinal lvanphadenopathy hiad not resolved. KS was subsequently
diagnosed from & biopsied skin lesion., bUr. William also vledged his
cooperation in assisting CDC in further jwvestigacions of KS in New York Citye.
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We spent the rest of Friday at New York University Mool ! Ceonter with Dr.
Alvin Friedman-Kien and his staff. During the mornine iiirs we net wich Do
Friedman-Kien, Dr. Anna Ragas, Assistant Protfesscr of D~"Uﬂcnlogy’ New Yorx
University; and Dr. Michael Marmor, Research Associate Proiessor, Laboratory
of Blostatistics and Epldemiology, KYU. Dr. rrledman—Kzun provided us with a
line listing of KS patients, including the name, aduress, and tclephone number
of at least one of the physicians who attended these paticatls. We spent the
morning trying to firm up clinical data on patients, i.c., presenting symptons

and sigus, clinical course, concurrent illnesscs, and cuicome.

r. Friedmen-Kien has established himself as the pevson who will perform a
clearing house function for KS patients diagnosed in Hew York City. 1t
clear at this time whether this self-appointed role is supported by all
physicians in New York City handling cases. Dr. Iriedman-Kien does
have the support of several private practitioners in the commmnity.

is not

seem to

On Friday afternoon, we met with other meumbers of the NYVU staff involved in
patient management and interviewed ore patient with KS. In addition to Dr.
Curran and myself, the following persons attended the mceting: Drs. Alvin
Friedman-Kien, NYU; Anna Ragas, NYU; Elcna K'lein, Imnwmeuologist, NYU; Neil
Prose, Dermatology Resident, NYU; Linda J. Laubeunstetin,
Cacology, NYU; Michael Varmor Epidemiologist, NYU; Fra: .o Mugglia, Oncologist,
NYU; and Jeffrey Gottlelb, Lathologisc, Cornell dedice! tenter. No

: tatives from Memorial Sloan-Kettering or the New York City lealth
nent vere present. 1t was clear from our discuse:
that wany ci Lthe K5 patients have becn seen by % ¢r

)

Department of

s with this group
nore physicians during
their work-up. This may present a stumbling block in obiaining detailed

inforaation from posients' charts since the investigaticc leom may have to get
o sion from muliiple physiclans to access cach pati -ot's chart.,
Sume e ldence was piovided by Dr. Marmor to suggest tlat = real increase in

the nuizar of KS patients was occurring in New York City.  He reviewed the New

s
sisztery for the years 19/0-1979 aud w.s able to identiiy
cases in the 20~ to 49-vear-age group. Six 0! :'ese persons were
7 were married, and the marvital status of 6 wan anspecified,  However,
York City Tumor Registry did nol begin until 1077, r. Marmor also
reviewed hospital pathology recovds Lor KS patieuts less than 50 years of
age. A review of records at Bellevue for the peviod 1970-1979 revealed no
cases, Records at New York University Medical Center < ve reviewed for the
period 1961-1979; 3 cases were identified, a lY-vear-old, a 43-year-old, and a
4t7-year-old.

York S:iote Tunor Re

Duplicate case reporting has becn, ani may continua to =¢, a probleam. Our
current assessment is that there have been 20 XS patirnts confirmed in New
York City. There may be 2 additional New York ity patients, but we could not
rale out the possibility that they were alread: facluded in the 200 In
addition to the 20 New York City cases, 8 other cases veve clearly .



Page 3 - Dr. Robert L. Kaiser

identified. Six of the 8 occurred in Calitornia (3 {rov Stanford, 2 from San
Francisco, and 1 from Sallipas). The salinas paticot Lo moved to ‘tekas and is
helieved to be hospitalized at the M.D. Andersou Hospita! in loustown. One
patient has been identified in Miami and 1 in Montceal. ALl patients
identified thus far are male homosexuals and range in oo vom 25 to 51

years.

¢

The following epidemiologic data pertains only to the 0 New York City cases.
Patients ranged in age from 26 to 51 yeers with a x of 39 years, Only
2 patients were in thelr 20s and 1 was in his 50s. _inl compositicn of
patients is predominantly Caucasian ; 1 black parient iu- been identified.
Ethnic backgrounds of Caucasian patients are vaviable. =seven of the 20 New
York City patients have died; 1 patient is closc to cyong

i e

“ron information pleced together on these patients we got the impression of a
disease with a variable clinical picture. The presenting couplaint was known
in 14 cases: 6 patlents presented with skin lesions only; 3 others with skin
lesions and lymphadenopathy; and 1 with a perirectal abscess, inguinal
adenopathy and a single skin leosion. Four patients preseuted primarily wich
constitutional symptoms including weight loss and fever; 2 of these had
pneumonia diagnosed at time of presentation (1 caused by Pueuvmceystis
carinii). TFive of 13 patients for whom Information was IV.TI:;18 had other
principal diagnoses in addition to KS. These included 4 with pneumonia (2 due
to neumOL) tis caxiaii) and 1 with necrotizing towu;}nsmusls of the central
nervous system (d[agﬂosed at post-mortem examivatlon). e of the patients

with Paeumcocysti pneumonia also experienced severe rscuvrrent herpes-virus

ixie »-~on, er-ensive candidiasis, and cryptococcal meningitis., Nine of 1!
tieznts for whem information was available had ~ pasi !'istory of amebiasis.
ol arl", 9 of 11 had a history of hepatitis, though i+ type was not usually

'f;ed. Results of tests for cytomegalovivus (CYV) infection were

:2le frem 9 patients. Seven ol 7 tested fov antilLody had serologic

zze of CMV infection. CMV was identifiec in veor genome from 1
and demonstrated in a staired autopsy spsclvien (0 lung) from another

3= - 3
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Year of Fresentation Number of Pationtsz Stacus
18479 5 ©oalive;y 3 dead
1930 b : allun- 3 dead
(o u;- l\ls)
1981 3 alive
Unknown year H (f alive; 1 dead)
Total 20 13 alive; 7 dead

L odying)

The median duration of illness from time of presentation ror those who died
was 195 monthis {(mean 13 months); fov patients living the median duratfon was 10
months (meen 12 wmonths).
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We got the feeling that many patients visited multiplc o ctors berfore the
diagnosls was considered, Repeat biopsieos were Siten nortorued with equivoceld
readings., Interpretation ol lyupi node diopsice appearce (o pose the wost
difficulty. Definitive diagnosis usually required shin ¢ visceral bilopsy.
After the diagnosis of K8 is counlirmed, there is otten irther delay before
therapy ts initlated. In part, delays in Initiating thorapy maoy be due to
uncertainties about the natural histovy of untreated 2 case and the szlection
of appropriate chemotherapeutic agents.
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P.S. Since returning to CDC, 4 additional cases have been brought to our
attention (2 1in San Francisco [both male homose-zials i1 cheir 30s] and 2 in

Gecrgia [sexual preference unknown]). One of tin Ceore’a casvs came to
Atlanta directly from New York City.
¥
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