
·· - -~-~ ) 
<'<··/ 

<. ~> .· " 
.·( _ 

~ ' . : ' 

: :. 

.. ' 

Ju:1c 17, 1981 

Deputy Di rec tor 
Parasitic Diseases Division 
Center for Infec tious Diseases 

Chief, Resen rch Br nnc h 
VD Contro l Division 
Center for T'rcve:nti cn Services 

'·· Trip Report - Kaposi 's Sarcoma in New York City 

Dr . Robert L. Kaiser 
Assistant Director for International Activities 
Center for Infectious Diseases 

OTI Thursday afternoon, Ju ne 11, 1981, we departed for t\1·;., York Ci. ly t o l) 
firm up info rma tion we had received from Dr. Friedman-Ki~n on Monday , Jun0 R, 
19Hl, 2) determine hO\v many physician:::; and ins titution::; lvl·t·e involv .~d , 3) 
identify principal persons who could fac il itate a CDC inves tigation, 4) obt a i n 
any data supporting or refuting the hypothesis that there has been a recent 
increas e in the number of Kaposi's Sarcoma (KS) diagnos e s, a nd 5) collect 
sufficient information to permit <irafti.ng of an ~i:i\~R <Ht ic.le . 

Thursday evening we met witla Dr . Jack Weissman, AJsistant Professor of 
'1-!e d icine, De pa r tmen t of Me die ine, Co lumhia Pres by t e ri a n t·h ~ u ica 1 Center, Ne1v 
York. Th~ meeting oc c urred at 10:30 a.m . <n~d t hf~ :i.n fc•rma lion obtainect v;as 
hased Oi.l Dr. \vcis ~;m : 1n' s recall rath•-~ r t.l1an f r•.lm ;_;,J ividu :a l pati.ent record1c: . 
·nn~ 2 -:::. ·-o~e honw ;~ exual patients had been refet·reJ to Dr. \~ e issm<Ht fo r 
·i c.ec:: __ m.:~; disease vmd>.-up of periphe ra l lymphade t-.opatLy over the past. l tl. 
mo;"tth :: . Dr . Heissman's first though t upon seeing the b .·.s t p <:'l ti e nt 1ws t o 
r ule 01.; : TJ:L Repea t ed biopsj_es of l j' mp t1 nodes ovet· a 6-r:HnLh period yielded 
no c p :: c i.. :ic findings. Skin les:i.ons \Ih:lch '1pper1 ·cect att<:: .~ th~ patient's init :ic.l 
vi s~ ~: ..: D:.·. h"E.:issman lverc~ subs equen ;:: Ly b ·l o ps:L c: cl .. : ··1·! r• :JLlt <;J.r.> g ·i.<.: n lly c on~ i r:;; cu 

as ;-:s . Th~ p at i.t~ nt \vas subs e quentl y r-~:fe rr ,:d t o <HI ·~-' :! cr_, 1, ,g . L st tor t h C'r ap y . 
Th1.2 _, ·: · ·-· r~ d put.i.(~nt s c; en by Dr. i\1ci s slJ.dlt also pre.-.L:r;;_:, ·d ~.o.it:!t 1yl!!i' \tad r:!nopc.:.thy , 
nnd K~ ;,·:.:. :> c onfir me d by skin bi o ps y . TL<: thi.r c~ <tr:J m: •·'.t :·ecent: patien t has 
n•.):: .'. c ~- <.:c:.: l. pLl tilo Lot,i. c.ally C.(hl f i f." n . .: L: as KS , h .: t I.e ~)l:02 . ; c ~ n!:ed \·JJ.th si~ni.J.a t" 

si g::; l :;. : ~.c 1u,:!L n g lyrr•.phad •:' OO [J<l thy. Til ·' t.h i rd r:H i <'llt i s 'CL'\ ' :) r ted to hove t c.~n 

th <2 r u..:; ~.; rJ t LC of o t·:e of t he first twu p<it.i .• :~·,, ;:s . !.Jr. i·.'l' :.ssm;J J1 \o.' JS goi n g or, 
vaca t i.o ::;, Fd .day ,:, iternoon; t here fo re, ao <Jdcii.ti.< •n-:1 d E: Lc:-, i L ; a bout his patier: ts 
co uld ·:-> e o bta.incJ f r o!T'. h is ~= iles . HuvJ;.; iier, D~ . l·!c; is :3:a<lll diu i.r.di.cate tlwt he 
Hould ~e happy t·.::. open ld.s f iles to :1n i1wc- ::. ti gar:ivc tf.:' i tm from CDC and though t 
hi.!.; pattcnts v.:oulci be \•ti lling to coHse nt. to c:.n i~ i1t:t:.· rvi.e\-J , 

The fol lmving mo rn i ng \ve had breakfast \v.i.th Dr . D':l n \~.il 1iam , a private 
pliysician in !\e-;.1 York City . Dr. \H lli <! m has d i<.l-;;; 1 o~; ~d KS in 3 r,Jale 
h omose xuals over a one and one-half ye2 r peri0 d . Tv;o of the.patients 
pt· ~ sented with skin lesions \·ih:d (' the r.1ti l~ d pres.:nt.ed a rectal abscess a nd 
inguinal lynpha ch:onop a thy . The .;bs c e ::;s \v:J.s draine d , but the patien t re t urned 
hec- ::: use the inguinal l ywnphilc!enopa lhy kHI not r eso 1vc -:l . KS was subsequen tly 
diagno sed from ;• biop s i e d skin l·~ ~;.i. .:•n. U1.: . \·i.i.ll.i. <'. ill <.i.l~;u plc'd)~ed his 
cooper<::Lion .ir: as:-; i st.ine:; CD C j;J l:u!- Ll1l' c ill.._. , ,~ti. ?. a;. l on '~ o f KS in ~-lew York City . 



\~e 6pent the rest of Friday at New Yo tk Uni.\".' r ~ , i ty :·1·!<: i . 1 Cl't:l. t:r · .. : i.Ltt iJr. 
Alvin .Friedman--Kien and h is staff. Duriug the 'Y l 'llti.t ;~·. , : .· ;rs ·,,·(· f..tct -,, .Li..it De. 
Friedman-Kien, Dr. Anna Ragas, Assi stnn ;_ Proh:'SS( r of [), . --! :· ;; t: o 1 ogy , New Yor ;z 
U:1iversity; and Dr. Hicha el Hanuor, Hcsearcit r\~;;_:o< . t;J'=v ; ·: · o i. e~>S•)c , Laboratory 
of Biostatistics and Epidemiolo gy, t~"Yu . Dr. rrir::dman-K : .,, provi ded u s with a 
line listing of KS patients, including t. he n <llnt' , uo:i :~ "S, d nd t e lephone numbe r 
of at least one of the physicia ns who attended t~:l! ~:;c f.''lt_ !0 <1 L s . \·Jc s pent t:l1 2 

mornin g trying to firm up clinical dnla on pitt i"'nts, i .• . . , present.i.nr, symptm1 ~; 

and signs, clinical c ourse , concurrent il lness~s . and r;J LC0mc. 

Di. Friedmun--Kien has established hi:Iis elf as the pt!-::sor~ 1·.ho •..;.i.ll perform ;_. 
clearing house function for KS pa tients diagnosed in i:c•.·l York City . lt if; JiOt 
clea r at this time whether this self-<~ppo i nted role i s ~;Ol!'POr-ted by all 
physicians in New York City handling cases . Dr. Friedm~n-Kien d oes s eem to 
l:.c.vc the support o f s everal private practi tloner:s in tit c· ::·o nwr~l nity. 

On Friday afternoon , we me t with other membe r s o f the f'i'/U staff invol ve d in 
patient management a nd i.nte rvi e-...ed ope p<1t.ient \,•ith K~; . In addition to Dr. 
Curran and my~~elf , the fol lov1ing persons attend ,-:- d t he mcr!t ing: Drs. Alvin 
Friedman-Kien, NYl'; Anna Ragas, NYU; E.le:na K1ein, ImnH " ·: c ~ D 6 i.St, NYU; Neil 
Pros e , De rma tology Res iden t , NYU; Lind a J . Lauhe:nste1.;·!, .',or:artraent o£ 
C;\cology , NYU; Hici;ael Marmor, Epiclcmi.ologist , NY U; Fr;1·. ' ' :-:ur;;gia , OncologJ:-;t, 
KYU; and Jeffrey Gottleib , Pa tho l ogis t , Cotncll i·k·.dic< 1 ' .. •c' llter. No 
n~> .cesenta tiv e s f-:·;::,n :Vle n!or i<ll Sl ot1n-KetU·r.i.ng o r the ['-.;•_•.·. Y<J rk City llcaltiJ 
De:::--a.~tr.1eat u~ re p:·,;:sent . lt ~o:as clea r from our diSC.:l:~;r-: ; . ·. :;s V.'i th this grot:;) 
ti1at c.-'ny cC L hc K.::i patients have b ee t: St~ en ily '> ur li. t ' i'l ;' ! l:,':.:;ic:i.ans durin[: 
tl tf~it" .,_-,~· rk-up. 1'h1 ', may pr"scnt a S!'iili1hlinf; b l"' L in .~ > t: ; in . i . ng d e t .n.i.l ed 
i.•:J • .. :-.?.:d. ior. !':·on p .. · : ~c nt s ' c.lt;, rts ~ ' ncr:· tl 1e .irn v:> t .i g;.l l ; ._., ~ c.~ m may l!av t: to g,et 
" " ····' . . ·-ivn fron' "'H' l ,- ;nl- -l•"s' c· 't· r·c: to· ' tc c·,.c-~ · ·~·· ' -, ., .\t ' · · '." ,_.'J'.-.1r t· .• } ' · •· •-- ....: · ' • • I . -- r ~· ! ~ · .:. l .. C1 I .... , , · '- · -·V \..'~ ~ 1 ! ''· , ' · •l •J '-

s ~=~ \::. --.:.:lr:: n.::(' \>:2.S p ; :...'.'i ddl by Dr . };c1nr.ur to su~,:;g (' ~;t t] . ;t ~ re.:>.l increase i ;) 
th -2 ::L: ·:,-:: r of KS pet i.::.r'.t:S \-:as occurr i.112. in i~e~o: Y.: rk 1 : i r y. ll l' rev j e• ... ,eci tlv~ r-:e\v 
't o :-·,: S ~:,te Ttnor Re :,s i-oter; ' for tl1e y ears 197U-l q79 :liH~ ·, . ,~, able to i den t il:: 
or..:.: cas~~; i.H th e ~:0- to L!9-·ycar - ctge ~J O'l !J . Six ol : ',.:-:; {~ persons ·..~ere 

sir. ~l <:? , 7 '''en' m<nr i.t-d, and the m:H·i.t;d s~uL u : ; ;Jt t; ·.-:;, :, .:w-, i~<: c ified. Ho•...t vvt'r, 
t ;i ~ :·; ·c:'~ York Ci ty Tt.:rr,or Registry did r.ot: begi n until J s: 1 ? . Dr. Harmer r!lt~ o 

r::; vie· .. :e:d hospital pa thology reco t-di> fc· r KS patiYut·; Lt ·o;:, Lha n 50 years <;t 
as;e . ,.'l.. revi e'.J oi' reco rds at Bel'ievue tor the p r: r~od 19?' '-1979 revealt.:d nv 
C>.?. ses . Rec o rds at i\ei-J York Unjversi ty Hr:ll:i.cnl C:c:1t er ,'· ' rt~ t·eviewed for the 
P•=ri.od 196 1 -1~79; 3 cJser; v1cre idcnt it i e: rl, a l (J -,·,:;;r-:,(,; , d L1J-·year-old, a nd a 
47-year- old. 

Duplicat e cas e reporting hHs bee n, an·l may co ;- , ti ;~. :c t o ~. c: , a pcoblerJ. Our 
current a.E:sP.s sme nt is t1lat the re h a v e- been 20 K~. pnl i. r·nr:.; confirmed in Ne\o.' 
York Cj_t y . TiH~re may be 2 addit .i . on<~l ;~ e\v York ; i Ly p;: tlt'itt.s , but \ve could no t 
r -:le out the pul;~;ibi lity that tl 1ey <;.Jt-!I:l" ;tln·;ld :. '.~1clud·~d Ln the 20. Iu 
~-~dition L:o t.he> 7.0 l~ew York City ca~;.;,~; , 8 other cilse :; ld ··e c·l<<lr l y 



Rohcrt L. K;~ ) se r 

identified.· Six of the 8 oc c urred in CaJ.i( orn j_i\ Ci ir·- ~ - , ;-;; anf r, ni , 2 f t·om San 
Francisco, a nd l f rom S: . .dl.na:.; ). The Sa1 1n;ls pi1t iL'iiL !: .:.' , 111 uV•~ d lu ' lcJ{;L~; <lllJ L; 
believe d to b<~ hospitalized at the t-l.D. Ander.sou Hu :; p i L;: 1 n !huston. One 
pa.tient has been identified in Hi am i n nd l .Ln ~luntct:<! ! . •\ II pil tients 
identified thu s far are male homo s e>:uals anll r<:.t1 t~c in<~;~ ··. · ;rom 25 to Si 
years. 

The following epidemiologic data per tai ns only to l h: ::0 ~;,,_,,.,. Yod~ City c ast.:::s . 
Patients range d in age from 26 t o 51 ye2rs 1dth 2 m22.n .:,,·:.: of 39 yt~a rs. Only 
2 patients "'ere i.n their 20s and 1 lvd S in bis SCJ s . '.li. l ' ··::_ i.>ti c:omposi t ion uf 
patients is predominant ly Cauca~;i c:m; 1 blAck }'iltll'llt ·, ., . ht"'" identi fi er!. 
Ethnic backgrounds of Caucasian patients are va rlabl~ . ~ ~ v0n of t he 20 N~~ 
York City patients have died; l pali.enl i::; clo ~>c: to '--Y -~ :; __ ; . 

;."ron information pieced together on these pat if~nt:s ~-IE _sot the impression of a 
disease with a variable clinical p icttt~e. The prc~e ~ t ing compla int was known 
in 14 cases: 6 patients presented with s kin l esions only ; 3 others wit l1 skin 
lesions and lymphad(,nopathy; and 1 Ylith a perirect:':ll <:lh~.>ce.ss , inguinal 
adenopathy antl <-<singl e skin l e~.;ion. F•)ur pati_ enrs pu::;t·nted primarily \o:.lth 
constitutional symptoms i ncluding weight l oss and f ever; 2 of these ha d 
pneumonia dlag~wsecl at time of pre t>enlat Lon ( 1 l· aus c~d !·y Pnet:mocystis 
carinii). Five of 13 patients for wh\)ffi lnformativn \ ·-'<~..; J;;ni lahl e had ot ht~ r 
principal diagnoses in addi tion to KS. These inc1ucied !, '.·li th ~me un;onia (2 du8 
to Pneu:nocy sti.s cariaii) and 1 wlth necrotiz ing t tnu ;:1 :!::: ;~ t)Sis of the central 
ner'VQ;';S5y-st~~n-(dingnosed at post-mortem examir-.:·ttio r. ) . i JI '2 of the paU c n r··~ 
•,.; i~~l ?::1eumo_<:_ysU~ pne •..1rnonia also experienced severe recu:·re nt herpes-virus 

.:. ~. rh:: :~on> c:.-•:ens ive candi diasis, and cr.yptococcal me11i rig itis. Ni ne of l l 
pati=r,cs for 'Whom inf ormation \•laS available had ., pc; si. >i ''-tory of amebi.asi s . 
Si~.:.larly, <J of 11 had a history oi hepatitis, t.hou t;h ': i1 · t;'p~ was no t usual.Ly 
s rcci £ i.ed . Re~ults of te s ts for cyt omega lov i l'IJ ~ ; (C'~\' ) i ;1[(: C t LOll were 
ava il2':.:le in~;n 9 patients. Seven ot 7 tested for :";·,r : !)'' ' i;• had s~rologic 
ev:. .. ~ ::;:: .::e of O!V infection. Cr1V \,•a. s :identif iefi jn t:1t? r. 1 ,._,,r genome from 1 
l):: t:'. :·:.;: and demonstrated in a f;ta jr1ed autop :~y ::: :J·:c- .i;·ie u (: lu n14) from ,•; •1othe1~ 

pat:.-::::t, 

Yed~ of F~0se~tation 

J ~j 7 9 
1980 

1981 
Unknown ye a r 

Total 20 

Stat: us --- ·- --·-
,d iv~; 3 dead 
i~ .l i 1/f2. , 3 dt!3 d 

l dying ) 
.·11 i vc 

( ( ;:J .li ve; 1 dead) 

:1 ali ve; 7 dead 
~ I d:i ing) 

Tht: median du r a l ion of ill1~c~s frut:l !. i.r.,<:· of prcr;ent<n i.•'ll ru r tho f;e who dit!d 
\o13S 15 montLs (mcnn 13 mor~ths); f u r p.tLiL'J l t,; li\·ins ' '" :·J,·dLl'' duration v:as 10 
months (m~an l~ mo nth s). 



- Dr. Robert L. Ke1i se r 

\.Je got the f ~ :.;: liug tha t many pali..E:n l s \ ' .i s ill'c: n: ttJ:-;p :. ·~ ·t.or ,; hl!for.::· Lh(: 
dJ ngnonis 1~ af; Cldl sldere d. Ht:: p•.' al bi. n p~ ; j_ c~; .. ,c r~ ,;;: L <~:J '. J ; :·! un~ c: d wi t h equ i.\'<Jo~<· .l 

readings . Intcrp re t;Jt ion o[ l;n:.p i , t t <>d•~ :)i np s:i<·:: ;q>!Jc: .; r , -c: 'n pose tL c: mos t 
di fficulty. Dcfinitiv.-:; d iagn osi~_; usu ~. ]l. y requ i re:d s '-. : :; -,c vi ~_; c:er.:-11 ~ >i. o ps y . 

After t;he d iagnosis of KS is couiinnc d , tltc:rL! is ot" t.cc tl :· ; r!:ll,.; r delay bcfo r ~! 

therapy 16 ini tiate d. In part, dc1uys i n j ni. tLJ t : ir:~~ th . r ·q,y m:1y b e du e to 
unce rtainties abou t t he natura l histo -::y oi unt n :> ate d ·. : ~ .,:, :.;<:: ;;nCl the s2lecL i nn 
of appropriate c hemotherapeuti c agt::·nts . 

I 
,· .!.- L-U- ',_/,L 

' D.t .. ; .H. ) N. Sc. 

(1J__1'!tL,)-
t 

James LJ . c;,~ I.Td rt , 

P.S. S:i.nce returning to CDC , 4 add it io na l case ~ ll;·. VL' ~)<··- · !: br •> u6ht t o our 
a t tention (2 in S;m Franci sco [b o th nwle h0mos•~ ·-:. t.1 ls i.1 : c llci.r 30s ] a nd 2 in 
Ge c rgia [ sexue1l pre fe r ence unl:nO\,·n]) . On~ u[ Lh· Cc-uq-.: .1 uu;L·;_; C<l!iH.' to 
At:nnta dire c t l y fron New Yo rk Cit y. 


	e:miscmeidavid_sencer-cdc_museumSource��_0004.tif
	e:miscmeidavid_sencer-cdc_museumSource��_0005.tif
	e:miscmeidavid_sencer-cdc_museumSource��_0006.tif
	e:miscmeidavid_sencer-cdc_museumSource��_0007.tif

