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T1\EASURY COMMBl\'TS llB HRS DIlAFT BILL 
OIN'RTrt: TN"FOTlMA"J'lON NONl)ISClUMl'NAtION IN !mALTH INSUl\ANCE 

Com.IIIII'" (rum ,be omc:. or Ttl POUC)': 

The propolIl il ptenlature at this tlme because certain major features ofthe propoNl coliid 
potem:l.Uy he ;nr.'uded In an exiltina rtSuladon projeot UNlor thl Health DIUfDQO Pgrtlb1llt, lJuJ 
Acc.ountabUlIy Act of 1996 (HlPAA).. Punhu, thete are iOYlfll technical probleml ill the 
proposal tJ~L wu~1c1 nMG ,ubstantlal time to resolve and would be better eddre1Sed io 
coordinaflOl1 amon.aU thraa 8Banei~1 (KCPI\, Labor and TreaI\Iry) that are oharaed with 
Implt.mentltiOD at similil" Doadlserlmlnatioft problbklona in HIPM 
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, 
fbis •••~r.ndu. contain. lOBe prellwinary ~o...~•• Oft~. 

draft of the tlGtlnet.tc tl'lfot"mation Ror141scrtntnat1.on5.n lIealoth. 

Inauranae Act ot 1"7," KKS·3~-A, wh1cl1. WI real1ved y••tc4aYe 

Forth, r •••o~••t.t.~ below, WI believa tal btll has .1,niflcant 

defects and 1s not r ••4y for p~l!c~.lease at this tl~. 

Apa~t fro. the apecit1G comment., the Service oDjeote 
, 	 . . 

.t~Oft,lY to ~h' prqc.d~r. followed in drattint and oiroulating 

ehi. bill. fn~. bill, although it or1,1~.te4 with HRS, DOnt.i~. 

e.L9ft"ioant a.I"Dent. to the Internal MY,nul Code. Dasplt.. 

~hl.,ftelthe~ en. %~S ncr the Off1ee of Tak ,olioy.w•• oonaultl. 

I)r involved 1~ drlft1,n9 the b111 anll ve bave new be.n ,ivan 1••• 

than 24 bO\ln to rev.1.ew 1e • 'rill. laoJc of COlllUltat10ft ia 

part10ularly unjustifiable ;Lven tb.ttfte Q~~l .aend. J~oY1Bloft. 

a4~.d ~y the H••lth Insurance Portabl11t, and Accountability Aot 

of 1••5 ("HIPAA"). '.t'b, Service flna t.h4\l ot'tioe of Tax Policy have 

been vork1nt Ql0••1y with KHI on task focoee to develop 

rl9\llltiona Undar HIPAI anll the•• tau torae., vbtell typioall, 

•••t Revaral tl.ea'. weak, Dffered ••,1e opportunity for 

oon8ult.t1on on related 11,111at1on • 

• eca..e ttl. %U baa not been involViti in any we'l 1n. the 

,. 

'" 
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~t:"il'1;Ln'4 ut t;1l1s ~111, ano tI.eau•• Ifa hav. been q1v." leG. than 

2. hO\l" '01' rev1ew, ~r;.ae <:O&1IlentlS al". only p~liNnary I1IUS We 

:""""1:'''. t.M rlqtat to reviae a1'ScS .uppl.lI.n~ thn llt'dr. lCal"eoY.r~ 

elu. tD ~he bl'i..f t'.y~ew per-ioll ILftordacl uSe". ue only pZ'Qv1ding 

tba ltlg_t. 8.1,gnlf1cant OONent. at tb~t till'. 

Our .pocifio co~nts inclu4. the :~11owln9: 

1) "'be proposa4 aaanclzaenta ~g IUSA ••c:t1on ?02[b)(1), 

f0110 Hea:Lth ••"1cl Act ("PHIA") .action 2703(b)(l.), and CQde· 

taction 'ID2(D)Cl) would proh1~lt the Idju8t.ent o~ px••iu. ~.t•• 

zor 9y'QUPS en tne b~.~. of ,.ftat1c inforaatione Tbi. would 

U,VOlYII • major intervention ~~ 'he flcS.at ~overn_nt in 1:.1)8 

rG9Ul&~1cn Of rste-aett1nq by in.~ranc. oo-.p.ni•• , an ara. WI 

UftCS.ra'taftCI baa been t'"il4itlonai1r r••'l'Ylcl tat .tate t-.9L11.tion. 

The general H"AA.nondi,c~L~lnat1an provi.ions t~at the Qenotio 

~nfor~.~1an D~~l wo~l~ .N.n~ car.fully ovo1dad such fo4e~.1 

involvement. Hot-eover I th~6 pnv181an 1. con~.cU.a~er1 by ~he 

4i.~1.1••r in .ubp.r.ir~hCb'(2) af the re.,-ottve statute. tha~ 

noth1nv in aubpara9raph (b)(l) i. to be con.trued to r.strict the 

.~ount that ,~ aapl~yor may b. cha;,.d ro~ ~Qv.~.9. ~"4.~ • 9rouP 

health pl.lllto 

a) The new aubpara9rapb '101(0)(2)(1) to ~e .dded ~ the 

Internal alv.nue Code, as ~.ll a. the parallel prov181ona that 

would be .d4ed too IRIS~ and t.h. PHSA, ra.~riot.. tb. d1.Clc.u~. ot 

91notic 'nfor.a~1on by ~csFj,t.l.., ptlyei.clans ~ .n4 gth.r medie.l 

oa~. providers. ~hi. wculd subltant1el1y expand the regul.~.d 

entities ~dlr BI~AA6 vhi~h at pr••ant appli•• only to plane and 

i.»~r.. While we .xprasa no v18w on 
~ 

whetber ~hi. ia apprcpr!a~e 
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in IeRr.A Of 1p"~ PHtlA., i:~ cle,-r.y 11 1\0'1: .,pl'~pl"l.~. in. the 

Intarnal Rev$nueCo4. sine. tn. Service ti.. no enforo.ment 

aechanl•• a;ainlt provi4e~•• 

3) ~he ~Lll applies tbe genetic inform.,ion 

ftOn4i.c~1.'".tion ~equlr•••nt. vhd.~ the Cod. ~O bo~ p14n. and 

1s.u~.. The eX11tiA9 ,r.oup ••rket non4i80~~ain.tian ~ovi.!on. 

Df B'PAA in the cod. apply onl~ ~o plan., not to i.~•. 
Tre.lury has no enforclment authority aqainat honcompl~inq 

i.luar., 80 tba r.ter.r~.B to i,.uI~ 8ho~l4 b8 delet.4 in the 

C041 ,rovl111onlQ 

4) '1'be n • ., lubp.~I,raph (c) (l) (el to »e _...,« . to the 

~..peot!y. .tatut.8 provide••wc.p~ion. to the new prOhibition• 

• 04.4 by the 11.1. Claus. (11) of that .ubpar.,~.ph ,.~~. 

plaftl a~4 i.suer. to ra,Y8Bt or ~equ'~. ,on.tic laforaatioft f~. 

oth.r plat.. 01: iGIUel'5 and eru. providers under cln.in 

cd.rcu".tana... W. havi two oonc:ema with tb.f.1 Pl'ovl.J.on. Firet, 

1~ 11 not cl.ar to u. how pllna o~ i ••uars can r.~lr. tbe 

diaalo8u~.·Of 'Ique,ted ,.n.~le 1ntormetion fro. othe~ plan. o. 

1••qera. Second, the Ixcaption 40•• not ~teot p~O¥id.r. who 

aay bl reply1n,· to • x'.quest or requlZ' ••ent by a plan ar i.aLler 

for tft. lenatia ~nrorm.tlon (thus tn. ~111 would p~teat the 

~.;u••t.r bat not the responde:) • 

• , 'Ita••111 woul.d adcl • new ••c::'lcm a752 to 1:l'la PHIl.. 1ft 

torm 6 a.ot!on 371a vo~l~ apply 'ho98nBtie into~.tion 

~andi.cr1a1~.t1on requ1~em.nte of t~e 9ro~p ..r~.t ~o i ••~.r8 1ft 
" . 

the indlv1dual market and then would ad~ .oae exoeption. to ~bg 
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qroup 1UIt'k.et rul,e.. It a;pear., howevlr, that tho Gxcep'!an. 

¥1r~u.lly Gwallow tbe gentt10 in'o~••tlon·r••trict1on. 

purportedly lulcl.cl by .ectlon 2'81 I so that tbol'. Z'••':"1o~ion. 

wou1d be .aatly Dr wholly illu8ory. •• ~••t1oft what .action 

275a va. lnten4c4 to accomplish In4Wby it WI. dCaft•• a.it wal 

6) We al~ have nu••roua co..an•• or , mor- t.~le.l 

netur., but we have not had ~1.e to,t~bul.,. and fo~.r4 th••. 

on a UJ:e funduental level, we hay. S01DtI ,,,.st::i.on .a '0 

v~athsr legislation 1. required at 411 1ft this ar... HZ.AA 

alr.ady p~blblt8 d1.=rimln.~10h Oft tn, b••Lao! 9lft.tic 

intarmat10n and many ot the prov1.ionl ~ft the statute relatin; t. 

rest~iet1oft.'cn 9roup h.altb ,lana I", provl0er. 11..1y could be 

.do,t~ ift :r~latlon. under th.....!.ti~g at.tutory provleions • 

•• believe Bore cone1d.ration .hauld rbe ;iven to the n.e. fo~ 

.thf.. ·le,i.i.Clon. 

%n ~~YD •• haYI .arioul concerns .b.~~ ~ .~t.fte. ot 

.ev.~.l key prov1.~on, in ~. .il1 and object g~on,ll tv the 

leak of ~n.ult.t1oft and abbrev1atad ~.vlev pa~1Od tor a ~111 

tha,= ...ndl tbe Internal Rav• .,,,. Cede. w. l::NI2.1ev. t.he bill 

sJaould not. .e r.l ....rS to the public at thia t1_.• 

TOflil.. p,as 
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DRAFT LIfUERi JllNE.2. 1997 

The President 
The White House 
Washington. DC 20500 

Dear Mr. President: 

As members ofThe Genome Action Coalition (TGAC). we are writing with 
regard to your recent speech at Morgan State University concerning the role ofscience in 
American society. TGAC unites more than 100 organizations, foundations and 
companies in support of the success of the Human Genom'e Project. 

I 

The issues ofgenetic nondiscrimination and medical records privacy are critical 
for the ultimate success of the Project and you are to be commended for bringing these 
complex and controversial matters before the American public in a clear and 
understandable manner. : 

TGAC supports your call for bipartisan legislation to prevent health insurers from 
using genetic information to discriminate against future or present policyholders. Last 

I . 

year, we strongly supported the provision in the Kennedy-Kassebaum legislation that you 
signed into law ~t prohibited such activity with regard to group plans. Extending those 
provisions to all other forms ofhealtb,plans is a step that we can also support. 

i 

We have taken the liberty of e~c1osing a set ofprinciples mal TGAC has adopted 
Vlith regard to these critical issues; Please know that The Genome Action CoaJition 
stands ready to work with you and yoUr administration inthe furtherance of scientific 
research leading to the curing ofdisease. 

Sincerely. 

Kay Redfield Jamison~ Ph.D . 
. Steering Committee Chair 
Professor ofPsycbiatty. TI1.e 
Johns Hopkins University 
School ofMedicine 

Enclosure 
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On behalf of: 

The Genome Action COAlition 
Manic-Depre!t!tiv~ Illness Foundation 
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MEMBJlRSHIP LIST 
Al\ilUleo for AginS Research 
Al1illnce ofGenetic Support Groups 
Alpha 1 Na.~i\JlJal ~ill1ion 
Alzheimer's Association 
American Association ofRet1red Persons 
Aluctiu:n Collcge ofMcdic::l1l Genetic!: 
Am.mean Di:ahp.t~A A~s(lciation 
American .foundation for Sui..idc Prevention : 
Am.rican Jewish COllgres.s; 
American Liver foundation 
Awelka.n Sicldc. Ccll Ancmil1 Association 
Americlm ~nt:iety of Human Genetics" 
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Au.tiGm Socicty of America 
Baylor College: or Medie:ine Human Genome ; 
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Gcnzyme Corp. '" 
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Hu!ftIul.IIu·LaRgche, lnc. 

HuntingtonI, Disl'.aslI Society ofAmenta 

Inherited High Cholesterol FU\luUAtivn 

lnte.mationo.l JO:leph Ditcases Founcbrion 
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President Clinton's Challenge to Develop an AIDS Vaccine Does Not Undermine. 

But Rather Builds on His Strong Record on AIDS Research, Treatment, and Prevention 
, 

President Clinton's announcement to incre~se efforts to develop an AIDS vaccine in no way 
undermines his commitment to funding AIDS prevention and treatment. Developing a successful 
vaccine is the only way to stop this epidemic that is killing millions of people around the world 
each year. The President believes that we also must increase our commitment to investing in 
treatment for people with HIV/AIDS and improve our prevention efforts. Since he took office, 
funding for all AIDS investments has increased in research, treatment, and prevention each year. 
Since President Clinton took office, he has:: 

• 	 Increased Ryan White by 168 percent. The President's FY 1998 Budget proposes to 
spend $1 billion on Ryan White, an 168 percent increase over the FY 1993 Budget, to 
help our hardest hit cities, States, and local clinics provide medical and support services 
for people with AIDS. ' 

• 	 Accelerated Federal Medicaid spending on HIV/AIDS. Federal Medicaid spending 
on AIDS/HIV treatment has increas~d 53 percent since FY 1993, spending $2 billion in 
FY 1997. At least 50 percent of people with AIDS and more than 90 percent of children 
with AIDS are covered by Medicaid, making Medicaid the largest single payor of direct 
medical services for people living with AIDS. Currently, approximately 100,000 
Medicaid beneficiaries are HIV positive. 

• 	 Increased funding for State AIDS Drug Assistance Programs (ADAP). As soon as 
the Food and Drug Administration began approving Protease Inhibitors in early 1996, the 
Administration proposed two budget 'amendments -- $52 million in FY 1996 and $65 
million in FY 1997 -- to increase funding for ADAP which provides access to medicine 
for people with HIV who are not covt?red by Medicaid but do not have access to private 
health care coverage. The President's'FY 1998 budget proposes $167 million for ADAP. 

• 	 Ensur.ed that Medicaid covers Protease Inhibitors.· Under the President's leadership, 
the Health Care Financing Administr~tion has advised all States that they are required to 
cover Protease Inhibitors and encouraged them to ensure that appropriate nutritional 
services are provided to persons living with HIV IAIDS. 

• 	 Doubled funding for Housing for People with AIDS. Without stable housing a person 
living with HIV has diminished acces~ to care and services. It is estimated that up to 50 
percent of people living with HIV and! AIDS are or will be at risk of becoming homeless 
during the course of their illness. The president has proposed $200 million for HOPWA, 
more than 100 percent of what was spent in FY 1993. 

• 	 Increased commitment to CDC prevention programs by 27 percent. The President's 
FY 1998 Budget proposes $634 million for CDC prevention efforts, a 27 percent increase 
over the FY 1993 Budget. CDC works with states and communities to provide the 
information and tools needed to desigq and implement effective local prevention 
programs. 
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SCHEDULE REQUEST PROPOSAL 
6/9/97 

___ ACCEPT -,-_~REGRET ___ PENDING 

'TO: 

FROM: 

REQUEST: 

PURPOSE: 

BACKGROUND: 

Stephanie Streett 
Deputy Assistant to the President & 
Director of Scheduling 

Bruce Reed, Assistant to the President for Domestic Policy 

Event with The Genome Action Plan to highlight our support of 
legislation prohibiting insurance companies from discriminating 
against people based on their genetic information. 

To highlight our support for legislation prohibiting insurers from 
using genetic screening information to discriminate or underwrite, 
to release a new HHS report on the potentials and perils of genetic 
information, to' announce the news that women's groups and the. 
National Genome Action Plan are supporting the President on this 
initiative and to emphasize the importance of this legislation to 
women's groups who are concerned about the potential for women 
who may be discriminated against because of genetic information, 
particularly women with breast cancer. 

This event would be held at the National Academy of Sciences 
with the National Action Plan on Breast Cancer, the National 
Breast Cancer Coalition and The Genome Action Plan, a broad 
coalition consisting of over 100 groups, including AARP, the 
National Alliance for the Mentally Ill, Parkinson's Disease 
Foundation, the American College of Gynecologists and 
Obstetricians, and the March of Dimes 



PREVIOUS 

PARTICIPATION: 


DATE AND TIME: 


DURATION: 


LOCATION: 


OUTLINE OF EVENTS: 


REMARKS REQUIRED: 


FIRST LADY'S 

ATTENDANCE: 


VICE PRESIDENT'S 

ATTENDANCE: 


SECOND LADY'S 

A TTENDANCE: 


RECOMMENDED BY: 


CONTACT: 


ORlGIN OF PROPOSAL: 


The event would highlight the potential and perils of new 
information from the Human Genome Project that enables us to 
identify potential genetic disorders. In particular, it would 
highlight the need for legislation to protect Americans from genetic 
discrimination. 

None 

Late June· 

I hour 

National Aca<;iemy of Sciences 

Members from one or two of the groups involved in The Genome 
Action Plan speaks; including a breast cancer group; a victim of 
genetic discrimination; Dr. Collins, the director of the Human 
Genome Project; Rep. Louise Slaughter (the sponsor of the 
legislation we are supporting) and introduces the President; and the 
President delivers remarks and announces the release of the HHS 
genetic information report 

Prepared by speech writing. 

Not required. 

Not required. 

Not required. 

Bruce Reed, Chris Jennings 

Chris Jennings, 456-5560 

Domestic Policy Council. To follow-up on the commitment to this 
issue that the President announced at Morgan State last month. 
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JE~RY o. KLCN.ICn 

MEMORANDUM 

June 5, 1997 

TO: Chris Jennings 
From: Jerry Klepner 
Re: Slaughter Bill 

Per our discussion yesterday with regard to H.R. 306, the Genetic Informatio;n 
Nondiscrimination in Health Insurance Act of 1997. I am forwardiug to you Ii 
memomndum prepared for David Beier detailing concerns with the bill. . . 

The memorandum highlights two major problems affecting research. The definition of 
"genetic infonnation" and the prOhibition on its use would apply to the majority of facts 
in a standard medical history or hospi.tal intake form (e.g. gender~ race, height, weight. 
and family history questions relating to hean disease and diabetes.) In addition, . 
infomiation about inherited characteristics "which derives from" an individuaI or family 
. member meets the defmi~ion, whether or not the infonnation actually identifies the 
person. In effect, medical records that do not have personal identifiers and are coded with 
a case number could be considered protected genetic information under the bill if the 
coded data included infonnation about "inherited characteristics that may derive from an 
individual" or family member. The impact of the bill's prohibition on the use of "genetic 
infomlatioll" in gathering necessary information for medical/research purposes is 
obvious: . . 

Secondly. as explained on page 5 ofthe memorandum, we'are very concerned with the 
requirement that «insurers may not disclose genetic infonnatioll about ap<ilrticipant, 
beneficiary or applicant to anyone without specific prior consent trom the individual 
authorizing disclosure to a particular person". This prohibition would have a direct 
adverse impact on epidemiological and pharrnacoeconomic research relying on dat~ in 
patient registries or un<lertaken in collaboration with man~ged Care organizations that 
have access. to a comprehensive record of a patient;s medical histo.ry. Obtaining consent 
from individuals' at the time of analysis--ofienlong after the information has been 
recorded-is virtually impossible: More importantly, researchers aL the Mayo InStirute 
have foun.d that if a specific consentrequircment is 'impose~, the sample selection bias 
that results is not random. l.n efiect. the disclosure prohibition could force ail research 
into clinical trials and make it impossible for manufacturers and olhers to collaborate with 
~espccted institutions such as the Mayo' CHnic for purposes uf using their extel1sive 
dataha~e to conduct outcomes research. 

Cc: David Beier· 

, 1201 CONrmmUl' :.nNUf N.W" sum 500 

W~~IIINGTnN. OC 2003& PlloNrm2·~35·P.P.l1 H¥f/O/·~35·~;~~!l 
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MEMORANDUM 

. May 21. 1997 

TO; 	 David Deje~' 

Ec'RO:M: 	 Donna A. liQswcll . 

RE: 	 H.Ii.• 306, Genetic Inrormation Nondiscrimination in Health 

rn.(lurallC:~ Ad: or 19~7 (Rep. Slaughter) 


. Thii memorandum is.in respolUC W yuur requl!l!tt fOl' an unnlysis of 
Hepresentath'e Slaughter's bill. the' Genetic Information Nonc.litscrimination in MunIth 
Insurance Act of 1997, Tho bill. stnTAtIl that its purpose is·· 

"to T'll'ohib;t discrbninnt:lon againlilt individuals and their family mem.be,rs Oll, the 
.. bRSis orgenetj,c information, ,or" requflst for geDf'lti,c liel"\'ice:;:' 

This purpose is essentially the Sufn.u as thtlt expressed by P.tesideul C1.i..tttoD. ill his May 
18. 1997 commenoement addtc.)::;s to Morgan State University. In thuL IIi}Jooch, P.rosident 
Clintqn noted tile fact that gonuticin{urmntion could bo uscd -by IDsurWlCI:! companies 
t\J'ld OthE\l"S".to "(li6criminut6uI::WQltancl stigmati2e peopw:' liu <'~ilncludedJ .• 1 w'ge 
Cong"teSS to pass bipartisan lugislatioD. to prohibit insuranco llOOlpE.lnies from using 
go.not.it~ screening intbrmauun 'iO dCLel'mine the premium. raWei or eligibility of Ame:tica:os 
for hewth inliUl'unl'"IC," 

Thl' bill make~ virtuIIUy identical amen~a.'lt$ to the Em.ployee Retirement 
Incomp. Sf!l~urity Act of U~74. thp. P",:blic Health Service Ad: and the Internsl ReY'Qnue 
COOP. (., 1986. in tho same s8('rt.ionR t;hat were amended or addfla by the HCftlth InStlrance 
Portability and A-.eollutabiHty Act. «(HIPA."',). By using' the tp.l"lninology established 
under IDPAA, the Siaughte:t biJl wQuid ensu.re that thfl sSlDe provisiuD.s apply to all 
health benefits pr()ltrl1ms~ \",hethel' offered by self·in!;urinf: enlpJoyers, group plans 
purchased by employer~ or unions iiJ. thA groupheslth mm'kat:, and insur.ance l)l'oducts. 
offered in the individual.! The bill also adds tha same Itnti...discrimulBtion pr<.wisiomHo 
the Social Sflr.ul'ity .l\C:t t~ prohibit the USA of ,"n.etic information by those who issue 
MediGap )olicies, Each of the fouf new sta.tutOry regimes explicitly provides an 
opportunity for a beneficiary or enrollee to bring a c:i.vil .a~tion sp.p.king "COml)ensatol.',Y. 
consequential. an.d pur.titivp- da:mHKes" from tbosp. who Violate the new pl'nhibitioDS, , 	 . 

1 Fm' simplicity I:Ind hecaus;p. the Ilew requi:remen[~ atE! identical. this memc'l1'nndum user.; 
the tel"m ('inS\lXCl" to :refer to nll of the entities to whom the prohibitions apply unde-r ull 
foUl" SP.of'$ n(nc:lw fp.tieralla\\"S. Th(~$ip"mayincl'Ude. employp.rj; OT. ethet' plan SIH)nsoT!': 

offering grOUJI health plans; r.OInpanie.'t that sell group h~alth products; eempanif!~ du)l. f;All 

indh'idual hp'llhb benefits pToducr.,.; church and scbool pll':ln~: as Wl~ll Hi companies offering 
MediGap PtodU,~t:R. 

http:employp.rj
http:go.not.it
http:OthE\l"S".to
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llefmitions 

They keystono in unclerstanding the bill'lO tlotentially roignificun.t impact 07\ 

l'esearcllfll"S and providers is ita definitionl!i. Tn addltion to imposing requirements and 
prohibitions on v111'ually all entities that provide health Clare benefits, whether throUK'h 
insurn.l1CP. or ot.herVtise. t.he I)ivotal term f(,rall ()fthe 1rm'~ pco"isionf' is "g'enecic 
i"fnr:matit)n/' which is defined asf~]owlll: 

"'rne term ·gonetic i.D!urmaLion" meaDS inf'ormat:ion about genos. ~o.na products, or 
ilt}terilecJ (;haraderi$ti.c8 thal l1f,(J.y Jerillc /rmn an in,Ji"i,dual 01' a fam.ily rru:mber of 
the in.diIJidunZ: (italics addC:'l) . ' 

Und.er this definition. vit-tuaiJy t'!veJ'y piece of infonnation on all applk::atiQll fur healLh 
inB\tr.an~e as well 4S the Inajority ot the facts in a st:andl'1td nlf~di,'!n I hist.ol'Y Qr a hospit.al 
inta.ke fQm1. would be col'lsic1er(\d ·~netic inIorDlation.·Fol' eXRmph'!. ~nd.r iF de8.1·1y an 
lnherit.edcharactelisotir.. II~ is rU(lI}. aDd il'l IODle sen5le. flven 'hAight., wRigh.t.. eyp col()r, 
cholest.cJ"ol Bt\d blood 'Pressure leT"eis BfA "inherited cha.racteristics.~ Ca·rtninly. the 
c:onlmnnpJace questions regarding one's family hist(jty ~f heart dil\fHJSe. diahete". and so 
forth, fAll within the scope of t.his defiuition. Indeed, ge.nom"~ s.,,,ienca continues to mnkfl 

. 'rllpid progress in uncoveri.J:Jg genetio elements in individuals' S11Sl.":f!piihilit.y to virtually 
eve:r.y dhiftBSe and exmditioll, as well liB individuals' respansive:neii\s venous t:reatments. 
Very shortly, the simpJe fact that o~e has a particular set of symptoms or ha; l'8Covered 
trom a ptttticulardisease will meet the definitiOll of "ltenetic i.mormat.iunP UOdflT .thi s btl \.. 

Perhal)lIi more important for .nt~p.an:berlli is the tac...1 that infeJrmHliun Ilh01J1. 

inherited. characteristics; which "dor,ivos fram" an individual or family member meets the 
deflaition. whether 01' ',"ot the in.{tJrlfUJtion. actually iden.tifi,e8 tJu;~ per:Jofl.. 'rhus. ns 1:\' 

. technical matLar,Dlcruc'lll recoI·ds [,hHt have been stripped of porsonal idtUlliflers and 
oodod with II. case numbel; lu·)fore enlry into a .databasecouJd be oonsitiorcdl.o Ill:! 
protocted genot.ic infulmation under. this bill. SD long f::I~ the coded data inch.Lded 
i.llfotmation abuul -inherit.ed charootorifitiL't'l that may dath'f..' from un indivlduol" or 
fitlnily member. . 

Prohibitir>nl 

The bill inciud(iS foUl' prohibitions tha't apply to m!:lurelti' u~e of t~jther 


f:A) genotic information or (D) the fact that an. in.dividual has 1:equ~~:,;ttHt or recclved 

geut\tic ~er"ices: 


1. 	 msunrs: may not adeny, eanClAt n1"l'Afu9t\ t.(l renew'" benefits or t".(lve)'sge on the 
basis of either tA} or (8): . 

2. 	 Int;)\Uon may Dot "vary tho l)rerniums;terl'lls. or ~o.nditions for bcn6Lltt: or 
<.:c.wel'tlgc" on the basil of eit.her (A) or (B); 

http:inherit.ed
http:genot.ic
http:hospit.al
http:haraderi$ti.c8
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.3. 	 Ins'urers may no·t "re(lUeitor l'equii'~" a particll,anL OL' app1icHilt for covel'age iu 
disclose genetic infol"Ill.a~Ol1;' Dnrl.· . . 

4. 	 InstlJ'el"A may not disclose genetic: infoTmut·i.o.n about B l'lllftkipAntl h~nA1iciary 
or AppliC!ant to any-nne withc.ut specific. priQr onnsont from the individu.nJ 
8uthol'iT..ing disc1nflure 00:4 pArtit·!tdaf person.3 . 

Implications 

Pmhi'bitiOns humbor 0Dft lind. two »alP. liiig-n:ificant: noW' iimitatiolls orl 
entities tbst issue and/or pRy for health ~ftro beJlefi.1~~, Item 011f: is a guarAnteed issup. 
And renewal provision that Bl'gu.ably expands upon the requirements included in th.n 
H~tdth insurAnce Portability BndM~unblhility Act. in that thilii is an Ilhsolute 

. p:rohihition, while HIPAA u;.poaes 1~m.it8tionft based. OIl periods ~Jf prior coverage .. 

Item two essentially is a prohibition on mowcul u..c.derlA·.riting un a.ho basis. 
of "gunet-ie in(ormClt.ion." This itiliLlO: WUS not ucldressed in. ilie Health Iluuran<.,'c 

. Portability and .A.L:countability Ad:': The regulation of insurac.(..'O z'HLes trSrlitiullally hus 
beon a matter su.bject to ,tate nuthority. In effec:t1this bill may bo interpreted as 
preompting ~luio l.'Ht.e-seUmg au.thority. 8s1tHltiL with ",'espcct to t'atea that ndlect. "I,;cucljc 

information" _. w.hich under this hUl wuul,] inducll! inherited cha:ructori6tiolil "uch as 
. gender. un individual's personal he¥th hiscttry of any diseaso that may be inheri1.c~ 

such !is heart disulIse, high blood prcssurr~. di8beLc~. &:and so forth. As !SCience conl.ulU(~t:. 
t.o identify the gCll(;)"i~ factors underlying individualli' susceptibility to dis(HlseS und 
conditions. and as at.tol·llC) 5 IH,lSh the limit~ C.,r the prohibitiQll on vurlation in judi viduals' 

2 	 MelltGap issue.rs t\rC!> nol. subject ,~o lhe p.ruhibiLian on l'equcsting ~!Ileli.(! in.!OtmitUon 
from indi"iduols. 	 .. 

:I MediGap iSSUl!flC are not subject:to the prohibition on di."do~ure of genetic infc)T~Rtion.· 

t Technically, the bill would make it impermisgiblc -til "sry the premiums. terms. or 
co"ditions for such benE-fits or such cOverage, for a.n.y participa1'..t or ben.eficiat"j uttdr.:r th~ 
plan. on the bcwis 0/geJ:U!tic ilt/ormation.; u:r on. the basl!t that the par~;'cipollnt of beneficiary 
has reqnoRt.cd or .receivc.~d yonetic services." OD its faCt.', Lhisre'lulremt'!nt UP()CBl'S to 

parallel the HlPAA :requir(~m.ent that a grDLLp health plan cannot chargt,> different 
ptu:r.icipants aDd beno1iciaril"'s in the same plan clifl'erenljJ.romiums .- but the Slaughter bill 
docs nOI. maku it: explicit that Joc purpuses ofthis ptohibitic.m, Lhe individu.al's premium is· 
being coml.)arc.ld to that tor'other Pllrt,i<'4Iaal.S in the !UlmC plan. 1\s disc1.l.sscuuboyc.~, 
org'(ID(~Lic information" is defined ~'s intollnalion about inherited l~hanwtt~r.islics derivlHl from 
individuals. it is not liDiited to info:r:matiol1 that identifies the individuals noftl whom it 
derives. Accordingly. if 8 group poli~ is experience-rated by the i$~uer. based on the 
I>rcvalence in t.h(\ group or disea~cs that ha,'e a tenolic (..'Omponcnl) t:he proportion of m::tle~ 
and femDhts, and so torLh. tnt!' issuer uguabl)' haa ~vilried the premium" paid by every 
paz Licipant in t.he plan ba::icd on gl:neJ;ir. infornuatjon. Therefore, U.n~l(~l th,~ Slaughu.,,[ bill. 
evc.r:y beneficiary ofa I'roup healLh p1!ln IJr~miu1ns arc higher thiln !iome community-rated 
norm may hav~ .. claim COl damages ~gain5t the issuer. 

.... 


http:coml.)arc.ld
http:reqnoRt.cd
http:issue.rs
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premiums. thi, provisi01'l pl'omisU6 .to go Ii long wily tuw ard bo..:omin.g' 8 fadoru] 
rcquil"omGnt far oommuntty rlning ()f pronUums for vuriouo farms of hoalth Cr:.tl'~ ucncnts 
coveraJc. 

Prohibition number three promise, to increase thp. administrAtiY~ ~"!OSt and 
CODlplEtxity ofhoalth C':Are providers' l'ec:ord-keeping responsibilities. Tn today's managed 
CtU"Q ftl'lvironment, ",any adm.inistr~tive efficienCies lind improvemtmts in the qualit), Df 

health carl.'l result f,.om providers' IIbility to use enn liolidat~d medical history records 
rather than starting an*,w by tdking a medical history 1Xum flach. 11lltient 'upon AACh oUlce 
visit or hospitali7.lJtiOll. Becaus8 prohibition n.umber threo prohibit.s insurers from 
Asking individualJ:; to di~lose geneti(~ information, nlonsgedcar9 companies will be 
pmhibitod fro.m obtoininl: the iJtfonnnt]on requi-red tn maintain a \)Olnprehe:ruih'tt nJ9ri'icaJ 
record fot use by participating providers. Moreover; to the extent that J)ro\7iders fOl'"m . 

provider s.ponsored organizAt.ions offeril11.( coordinated cnre prod:l1ct!oO, it i. likely thllt they
win bring themselves within the ~pe ofthe bill', prohibition nnobtaining sudt 
infnnnatiOil. Ifentorced. this could.create an absurdity in which a hospital or groUl) 
p..,.llCtiea omploYf!ecould. not RRk questions cnncenuhg a patip.nt's mediC"...'11 hh;tory. Afi. 
su,'fa••;hls 11l'Ovision could hecomp. n 81pificant legal impediment to provider 
organizationf'· ability to pl"nvide quQ.lity health care. 

Because the probibition on w:$Closure of genetic l..a!~)L·muti()n docs Dot apv1y 
Lo proviller" all insure!· mig'ht u$.se~bl,~ s\lch informali()n from the records of t.h9lr 
partioipating- providers. (Insurers likowie;e are prohibited only from obtain..i.ng genetic 
infol'lIUltion from individuals. not from providen;.) On~ assemblod. hOWCVOE. pruhibiLio.D. 
Aumber four argue.bly would nut pormit the mtUlsged calC c:ompUllY 1.(1 dh;closn ~I1lY SUGh 
re<:ord l~ntaining genctir, infOl"mutiC?A to the individual's docL01' or hosJ)ilru fol' pu.rposcli of 
renclcring health cA:l.re to the inc.lividual. witb~Ju~ ~-peci.fir.: priur C'.onsen.t of the individul:lI fO!' 
each disclos·W'C.l. You also may be awll.n! Lhat providers un their own behalf h.ave heen. 
attempting 1,(,1 develop tiYI:iLems for ml1.i.a.ltUllil1gcomprchcn~ive me~record~ in the 
inl~rest of improviJ2.g pul.i.cnt: ca.re md. 8't'oiding unnecessary dl.lplicatiun of Wtla,'11ostics. 
prescription drug duplica~un and in1.ertlctio.n •. an.d. tiD forth. 'l'htl bill'i prubibition on 
d:i8closw:e does not apply to prn\1iders, hut. it certaiDly moans that pt(.widcrs ""ill ba:ve to 
bQ ,,'areful tha1.lheu partners in 1:hc~e information venl"Ul'CS Ufu not entities I;hut would· 
bo subject to this new l}ruhibitiOll.' MOl'eo'Yec, as providtlrs urruc vmo1.u; mtmHI:«:d c~U'o 
product., through provider-spunsured orl.(~ationir they may corne within Olle u£ the 

. . 
A lCIla! c.:onuntuum also is c.:rcated by tho situation in.whic:h ~I physidan is an c.~mploYt:l~ 

. uf It mnna.lJud C81'e company, or. " ho¥pital i.s the OWnel' ota mana,'ed ,~CU'u company. 
llecaUSc.1 Lht'l MCO is prohibited from ubLaining genet.i,· infol'mat,iun, it could bc.! 81·lfucd that 
tho amplQy('!C~ oragentd (i.e., !JhYiiicians and nu.rses) llkcwi!lle arc prohibited frODI .u.:iking· 
ql.lcstio:nt1o about. genetic information. Liti.gationooShy manu~(!d cure companies could end up 
rt!quirlng ph'ysic:ians to practil~e med.i;cine lUI..,ed on mcomptelc Ilnd mislc.i.lding mE'wcal 
histolle~ if l.'Crtain fundamcl1Lul questions c~nnot be asked ()finiliviilu als. ll. should. be 
noted that as providers form managed care entities to more flllly participate in the grolll) . 
health markct, the potenLial impact ~r t.his ab~n.lld sit.UAtion is likely tu multiply, 

- -1 . 

6 
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ct.ll.egorics of i.D.tilLrOrS or ,pliu18a;ubjoo1. to l,hQ t:liscloslu'c prohibition .. bringillW dO'IA'n {hi,s 
disclosure prohibition on thomselves. as wl!lcusl'ied £lbo~e, 

Prohibition four 41$\0 Js the one that \\1m have B d.iJ'ect ndver~~ impnct. 011 

health research. As you know, unlike clinical trials which use 8 i'rJrma1. fOctlsp.d rest!arch 
\'ehicle to mnke 8. powerful. if limit.::t1.. demonstration of' thp. ufe~ and etlec.th'~nA~s of n 
new product, most pharmacoeconnmiQ rel'Osrc:h and resee1'\~h(,-Oncemilllt l)iiti.,'t11. . 

outcomes is undertaken in mUabor:ation ,,·ith m8n~Ad care organi7.Ationfl nl' providers 
that have access to more eOmprfthRTudve )'ecoros of a pstinut's )l'ledi~al nistOl'Y'imd 
respon.siVefteAFl t() particular health en&\' intel'ventions. T.ikf'wj~e, epiciemiolngy l·~s:p.Hreh 
lInd studies relying on dota in patient regi6trie5 ATe critica1Jy dp.pendent on thp. \li'R of 
i.nform.ation developed in the C(,urs~ ofordinary episodes of' hAB.lth care. Undel" the 
Sla.ughter hill; tUlV insurer°j; "d.ir.;cJd5ul'e" oftbese records (which, under the bUrs 
· detlntti,ons. would inC!lude disclosures of genetic infonnAtion -derived from" thl? inti"ividual 
but that d()f!a not idea.lilY the indivi.du.al) w.,uld b~ prohibited v..i:thout obT:aining separate. 
prior wri.t~n consent for each diaolo&ure, Obtnining such consent from individuRfs at the 
time the analyf;i~ is proposed .... oftfln Jong after the inf0l11111tion has been l'~,':Orded ··i.­
virtu.ally impossible and arguably i~ ml unwarranted intrusion on the illdiviuUI.U'5 
privacy, 

Perhaps more importantly, rescarchcls at the Mayo Clinic ha"t' used their 
rich databaso of medi(.~al re<.~rds to exmninc the feasibility and conscqutmt.leo of 
inter'pol$1ng an mformed consen.t l'Cku.iremcnt, Th.e,u.' sa.aJy:.iCI'll dem.onstrate thtlt if tl 
specific consent requirement werc iDlposcd. the 5a.mpl(~ gelcction bias that .result!' is not 
random. This seleotion bias leads roscnrcher~ to dra~\' cundusions '.hat differ 
dramatically from the (.'OJ1clusiO'.ns reacht!d when thny perform th(;.~ samo dnMlyscs on 
Mayo'. full. anonymized..clul.abHsG af:melllt.:w. n:c;Ol'd:s. It follows Wal under the Slaughwz' 
hill. anw.ysos oCmedict.l} records W~nl ¥IJec..'.itic (.~n:;cnt is impu~ed c.Allnot l'etHlily be uflied 
to drow v~lid wnolusions l'eglU'd.i..Dg patient (.lULcoml'8. In (;)fl'ec.,.<t., rcsclll'Oh wuu.hl be 
pUihed back to usiD&" the clinical trial veh.iclt.1 whi<.·h, while poworful far some PW:P0l'lU$. j~ 
not uGeCul fo:r apidem.ioiogy and Ollb:omos fi'Lu.diil~ und is ,,(!ry cOl>Lly,'J'be ,U6cloI:'W.'9 
· prohibitiun likoly would make it impossible for manufadurcrs und utherg to c.:'ollLlbonlt.e 
with rospectcd instiLulit)n~ such as the Mayo Clinic·· whi(lh may. to 'Lhe cx..t.unt thllt. t.hoy 
CUl'm }lrovidel' sp(Jn~ad W'gani~6tioI'ls, fall within the. act'~ pt'ohibit-ions •• for" IHJ.l'PO!>CS uf 

· using their rich ddlt.lbases to I.XIn.dl.lct much-needed uul(xlmali:rezieflI.ch. 
I 

I hope thiil nt1.8~Vli\js is; usefuL PJeose let lllP. know if you hnvt'l! q\l~r;tions or 
wm.,ld.like to fol]ow up. 

http:uul(xlmali:rezieflI.ch
http:OJ1clusiO'.ns
http:indivi.du.al
http:Dl�UI:.I'I:.I,\)['.U1
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A BILL 


To 	prohibit ciiGcn:-imination against individuals and their. family 

mcmboro on tho b.:l.cic of 9(;tuetic information, or a requect for 

genetic 5ervices. 

1 He: it eJ14C ted by the Sena. t:e and House of Represen t.4 t"i vet'! of 

2 t)lf: Ulli Leu S{"(;( Le::; u£ Al.lleJ,'.l (;/;t. III CC.Jjl9.LttH/;;;I ,::u:u:Jt:!mvl t:u, 

j .ICTION 1. SHORT TITLE. 

4 This Act may be cited ast.l1e tI(Jenet:ic Informacion 

5 Nondiscrimination in Health Insurance Act ot 1997 11 
, 

f:i SEC. 2. AMENDMENTS TO INPLOYIE R.ETIREMENT INCOME SECOlttTY AC'l' OF 

7 1974. 

e (~) PROHIBITION OF HEALTH INSURANCE DISCRIMINATION ON THE 

9 BASIS OF REQUEST FOR OR RECEIPT OF GBNE~'IC SERVICES.­

10 (ll NO·ENROLLMEN'l' RESTRICTION FOR GENETIC 

11 SERVrCES.-Section 702(a) 11) (F) of the Employee Retiremer.t 

12 Income Security Act of 1974 {29 U.S,C. 1182 (al (1) (F) is 

13 amended by inacI'ting before the p0riod tIor request for or 

14 receipt of genetic services". 

J.5 (2) NO OISCRIMINATION IN GROUt' RATE BASED ON GENETIC 

J,6 INFORMATION. -Section 702 (b) (1) of such Act (29 U. s. C. 

17 1182(b) (1)) is amended­

1 S (1\) by striking "may nCJt I·equire any individuaJ If 

19 and inserting Umay not. ­

20 	 . (,A) I~quire any individual"; 

21 (B) by moving the remainder of the paragraph two 

22 emG to the right; 
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tl;1 (e) :by striking the period and adding or" I a.nd 

:2 (D) by adding at tho and tho followin9 n<:w 

4 .. (8) adjust premium or cOlltribuL.i..uu LdLt=tS [U1.' (:l. 

5 '3l.'O"'t/ U", Ll!l;,: .iml1v.lul./.tal~ In a gz'oup on t:he basis of 

6 9~Jl~tic informacion concerning ,ot' a l'equest tor 0:: 

7 L'~ceipt: of genec1c servlcee Oy any member ot such group 

tS or a covered dependent of suoh member.". 

9 (b) LIMITATION ON COLLECtION AND DISCLOSURE Oil GENETIC 

lOINFORMATION.--Sectioll 702 of such Act {29 U.S.C. 1182) io amended 

11 by addi.ng after SUbSBctiop (b) the tollnw~ng new subsection: 

12 U(c) WITH RESPECT TO COLLECTION AND DISCLOSURE OF GENBTIC 

13 . INFORMATION.~ 

14 U(l) COLI.Jl:!:Cil'lON.-Except as provided 1n paragraph (3), a 

15 group health plan, or a hf!a 1 t,h .in.r:lurance· issuer offer.:i.ng 
, " 

16 health insllrance coverage in connection with ,a gr:oup health 

17 plan I $hall not requeE)t (1'1' require disclosure of genetic 

18 information concerning an indiv:i.dual who is ill pa.rtioipant or 

19 benefiC!ia:r:y (UL' an applicant for coverage as a participant 

20 or beneficiary) . 

21 II (2)· DISCLOSORE.-Except as provided in pat'agr'aph (3)-· 

22 II (A) rI group health plan, or a health ins\!.T.'ance 

23 issuer offering health insurance coverage in connection 

24 with a group health planishall not disclose qenelic 

25 information .about an 1nd1vidualwho is a part.icipant Or 

26 beneficiary (or an applicant rot:, cove:rSige as a 

http:offer.:i.ng
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1 participa.nt;. or bencfici.:lry) to Qny othor he:1S 1 th plan or 

hc~\).lt.h insurance iese\ler or to the pl~ul ~p...,nso:L UL ~l.d.ll 

3 administrator; and 

4 .. (8) c;I 'phYl:lh:i~Jl. hospi t-aJ. I or other pez'son that 

5 provides health care items or aervlCt::t:; to an 1ndlVl.dual 

6 shall not diDclose genetiC intormation abou.t Buell 

I indiv1du,al to any group health plan, or health 

B 1nsul.-ance iCHl11P.Y offering heal th i:uJlt:~-aJlce coverage j Xl 

9 connection with a group health plan, 

10 11(3) EXCEPTIONS.­

11 II (A) 'rhe provi.sions of paragraphs (1 ) and (2) 

12 Bh&.ll not apply to a J:'t::quest by or disclosur,eto a 

13 hc.lthplan or issuer that provides rea.sonable 

14 assurances that it provides health insurance:coverage 

15 to such individual and requires such information,for 

l6 payment of claims 01' coordination of benefits. 

17 "(B) Notwithstanding paragl"aphs (1) and (2), C:l 

1.8 health plan or issuer thst provides health care items 

19 (iud services and provides reasonable assurances that it' 

20 requires such. informat~.on fo:!' diagnm:d!::; or treatment of 

21 such inQividual may­

22 (il request (but not require) diBclo~urc of 

23 such information by the individual; and 

2~ (ii) request or relquire such ii'lforOlaLloIl from 

~S another health plan. or health 1nsuranc:p. iRAUP.Y, 

26 or pl'ov1deL' of hea.lth care jtemA Rnn t=l1"\T',,1,eP.!'g. 
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1 II(C} The provisions of psragrc.ph::) (1) a.nd (:t1) 

2 shall not,; Eolpply it the indIvidual, Ol.- the ineli.vid:J.al'~ 

1 .c'\\t:.hor;.zation of rsueh disclv,::;u.Lt!.·f. 

(c) DEFINITIONS. e;t:!Icl..lon '/06 (d) of such ACt. (:t.~ U.S.C. 

1·1.~1l.J (c.1») l~ amended by aclc11ng at the end t.he t.OllowiIlg new 

7 pa:r.agL'i::tpht::> : 

8 "CS) FAMILYMEMBER.-The term .'family member' means, 

with l:espectto an individual, a F.lpouee or adopted child of 

10 that lndividucil. or anoth~I' individual rcliltcd by blood to 

11 that individual or to a spouse or adopted child of that 

12 ind:l.vidual ~ 

13 n(6) GENETIC INFORMATION,-The term 'genetic 

14 tnformation' means information about genes, gene p]~oduct:s. 

is or ;inherited charact?r.i::;tics that: msyderive from an 

16 individual or a famiJ.y member. 

17 II (7) GBN'ETIC SBRVICES.·-The term 'genetic se~-vices' 

16 means health services provided t.o obtain, assess, and 

19 interpret geneLi(; infol:t:\at1on for diagnostic and r.hex'l.ipeut1c 

20 purposes I and for geneticeducatioll and cOlln$f?lling. n. 

21 (d) ~~'f'ECTIVE DATE .-The amendments made by this: section 

22 sha2.1 apply with rp.npe(!t. to group health plarlls and g:t'oup health 

23 . insurance C"!overagc. for. plan years beginning alter 1 year after 

"4 the date of the enactment of this Act. 

25 .SEC. 3. AMINDKEN'l'S TO TIlB PUBLIC HEALTH SERVICE ACT. 

26 (tt) AMENDMENTS RELATING TO THE G~OUP MARKF."T'.-:­

http:ineli.vid:J.al
http:psragrc.ph
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1. (1) PRCHIBITION OF HEALTlI INDURANCI!: DTACRIMINA'!'ION ON 

THE BhSlS OF REQUEDT pan OR RBCBIPT OF GENETIC SERVICES.­

(A) NO ENROLLMENT RESTRICTION FOR CENETIC 

4 SZ::XVICES,-Sec...:LivJ.1 2702((1) (1) (F) of the F'ublic Health 

service Act (42 U.S.C • .)uugg-:I. (a) (1) (1")) is amended by 

insert.ing before the perl0a "or request for or r~ceipt 

ot genetic seIviqes p 
• 

8 (B) NO DlSCRIM1NATION IN GROUP RATE BASED ON 

9· ,GENETIC INFORMAT10N.-Section 2702(b) (1) of such Act (42 

U.S.C. 300gg-1(b) (1}) is umcnded· 

11 (1) by striking "may not requ~re any 

12 individual I. i::U1d inserting "may not-· 

13 IA) l-equire Any individual!!; 

14 (ill by moving the remainder of the paragraph 

two ems to the right; 

16 (iii) by st.riking the period and a.dding II; 

17 or"; and 

18 (lv) by adding ac the end the following new 

19 subparagraph: 

"(B) adiust premium or contribution rates for a 

21 ·group or the indiv.1.duals in a group on the basis of 

22 genet.ic information C01'1Ce1.'uing· or a. request for OJ:' 

23 receipt of genetic services by any member of such group 

24 or a covered dependent of su.eh member.", 

(2) LIMITATION ON COLLEC'rION AND DISr.T IO,~nRp. OF GENETIC 

;aG INFORMATlON.-Section 2702 of Au~h A('!t (42 U.S.C'. 30099'-1) if.) 
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~m~nd~d by adding aftar ~ubQ~o~ion ~b) the following new 

2eubB6ctlon, 

3 II (0) WITH RESI'EC1' TO cm,T.ECTION AND DIDt:;LOSURE Of'c.;£NETIC 

1. tNFORMATION. 

!;i " (1.) COLLEC'.r:X:Olii. BKl:~pL au providGd. 111. paz'agrap11 (..:S) I r.\ 

6 YLtJU!J lleetlth plan, or a health insurance issuer o1terin~ 

7 bp.alt:h lusurr:,mce coverage in connection with a group health 

a plan, shall not :request or require disclosure of gp.nAt:ic 

~ l.ntormation concerning an individual who 1s a partS,cipant or 

)'0 be.neficiary (o:r: iln applicant for coverage as a pea:ticipa.nt 

11 or beneficiary) ... 

1.2 "("> DISCLqsURE .-Ex.cept as provided 10 pI1I:agra.ph (:3)­

13 II (A) a group health plan, ot" a healt.h insurance 

14 isouer offering healtb insurance coverage in connection 

15 with CI group health plan. shall not disclose gonetic 

16 information about a.n :I.nd1vidual who is a participant or 

l7 beneficiary (or an applicant fen' coverage as a 

18 participant or ben~ficiaryt to any other health plan or 

19 health insuranc~ issuer or to the! plan sponsor or plan 

20 \administrator; and 

21 II (B) a physician, hospita.l, or other person that 

22 provides hRiill t.h (~are items Ot' aervices to an individu~l 

2:; shall nol: disclose genotic j.nforll\ation abouL such 

24 individual to any g:r.oup healt:h plan, or health 

2S insurance issuer offering health insurance COVE=!ra~p. in. . . 

26 connect; ion wi th Ct ynJUp heal th plan. 
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1 .. (~) 'F.XCEPTION!L .. ­

? I' (A) The provisiQuEl of paz·agra.pho (1) and (2) 

3 shall not apply 'to ~ .request'. by 01" disclosure \,;0 ell 

1. health plan or issuer that pl:Qvidcc::l Lt::a.!:$oJ:lable 

assurance:1II thaL lL VLUV.1Ut:tt health ineurance coverage 

G l.o 1:I1.u..:h .Lw.llvidual ancl require6 such. information tor 

payment. of c...:lclima or coor<:Jination ot benefits. 

6 I'{t!) ~otwithsta.nd.ing paragraphe (1) and (2), a 

health p1a.!1 or issuer that prov idoe health care items 

and services and provides reasonable 3DGUra.nces that it 

11 requires such information for diagnosis or treatment of 

12 such individual m.ay-·· 

13 (i) request (but not require) disclosure of 

14 such information by the individual; and 

{iil reqUp.At: or require such information from 

16 another health plan. or health insurance issuer, 

1'; or provider or he<llth care 1.tems ilnd services. 

18 II (e) 'rhe provisions of paragraphs (l) and on 
19 shall not Ctpply if the individual, or the ind1vj,dual's 

legal representative, provides prior writtp.D 

21 authorization of such d1sclosure.". 

22 (3) DF.;f'INITIONS.-Rp.r.tion 27Sl1(d} of such Act.; (t12 U.S.C. 

23 :i0099- 91 (d)) is amended by adding at the end the following 

24 new.paragraphs: 

II as) FAMILY MEMBER.-The term 'family member' mp.rJ.rln, 

26· with respect to an individual. u spouse or adoptPod ~hi1n of 
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thV!.t 1ndlvidual, or another individu.:ll rclo.l,;od by blood t:o 

2 that; individual or to .:l 0P9UCiC OJ:' adopted child of that 

3 individual. 

4 ,. (16) GENETIC INFORMATION .-Tht:! l:t!:rm 'genetic 

In!c.H,lUuLl.u,U' lI\~tUlS informac.ion about genes, gene PL'O(lUcts, 

60r inher~,t.ed characteristics that may der.ive tram an ' 

7 ltldividua.l or a 1:amily memoer" 

I:S II (17) , GENETIC SERVICES .-1'hf! term 'genet ic s~rvicQG I 

9 means health services p['ovided to obtain, assess, and 

:i.nterpret genet.i.c information for dia.gnostic and t:herapeutic: 

11 purpOf;iJes, and fOl" genetic edUcation and counselling" II • 

12 (b) AMENDMENT RELA~ING TO THE INDIVIDUAL MARKET.-Subpart 

13 3·--Other Requirements of part B of title XXVII of such Act is 

14 amended by inserting after section 2751 (42 U.S.C. 300gg-51) the 

folloYling new RP.<".:t; i em: 


16 "BEC. 2752. PROHIBITION OF HEALTH INSURANCE DISCRIMINATION ON 


17 "I'HE BASIS OF GENETIC INFOlU4ATION,. 


IS II (a) IN GENERAL.-Except as provided in subsection (b), the 


1.9 prohibitioIl;; of­

11(1) discrimination based on genetl(; i.nformation or 

:f. J ' request tor or :receipt of genet; ic services, and 

22 .\ (2) (;ollection of genetic information by a hewlth 

23 ;\.neurance issuer. or disclosure of qe.netic informat:.ioll by or 

, 24 to such an i~oucr. 

shal-l apply to a health insurance issuer. offering ~(')vpr.:'lgp, in the 

26 individual ma.l.-ket. t.(> \..h~ U(Ame extent: as they Rppl Y pU"I:'suant co 

http:inher~,t.ed
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2 2'702. 

2 1\ (b) EXCEP'l'lON ,-'[he p.rvv.l.l:duuu of subsection (a) ahal1 not 

4 prevent a he,,1 Lil l'l~u,n;2nce issuer subject to subsection (a) from­

"(1) request.ing' or l'equl.c·iIlgdlsclosuI:e of genetic 

tS lnforrnatlofl about an individual who is a participant or 

'/ .t>onet1ctary (or an applicant for coverage ar.; ill participant 

8 or. beneficiary) relating to a'disease or condition for which 

~ t.he individual has been positively diagnosed or has received. 

treatment at any time; 

J..1 11(2) requesting an individual, an a condit:l.on for 

12 initial cl'u.'ollment, to undel'go a physicCil examination or 

l3 related tests t.o determiIle whether the i ndividual has a 

l4 disease or condition; or 
"(3) using information ~pecified 1n paragraph (l) or 

16 the results of an examination or test specified in paragraph 

17 (2) to den.y OJ:' V~14y the terms ClUJ uondit1ons of health 

18 inav:rance henefits or coverago.", 

19 (c) AMENDMENT CONCJSRNING MEDIGAP .-Section ~791 (e) (4) of $uch 

.l\ct (42 u.s.c~ 300gg-91(c) (4)) is amended by insertinq "except 

::!l tOl' purposes ot sections 2702 (a) (1) (F), 2702 (c), and 2·/52" after 

22 "soGtal Security Act) II • 

23 (d)'l'ECHNICAL AMF;NDMEN'r ,-Title XXVII of. such :&.r:I-. ; 1=1 ;:tmended 

24 l.n the oubpart headi.r:q following section 2744 (4? U.S.C, ~OOgg-
, 

44) by striking "Subpart 3" and jnAArHng "SlilipCl.rt 2'·. 

26 (e) EFFECTIVE DATE.-'rhp. ;}mpndmentG: m~de by 9ubeectiono (0) 
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1 thrQuoh (d) shall apply with reopoot to 

2 (1) group ho;:a1th plQns and group health 1n.i!:It.u,d.w.a:! 

.3 o(,)v~Y'Qgt.', for plan yeeu:'&5 beginnin'!f I ~uu 

4 (2) health ilU6~LC:UH•.:~ available or 1n effect in the 

!j :l.ncl.i v ll.h.!cal , lItHL'ket , 

6 etCl..eL' 1 year' after t.he d.ate of enactment ot tM.s Act" 

7 USC.,4. AMENDHa.rS TO INTBRNAL REV&NUB CODI OF 19860 

8 (a) PROHIBITION OF HEALTH INSURANCE D1SCRIM1,NATrON ON THE 

~ BASIS OF REQUEST FOR OR RECEIPT OF C3Er~ETIC SERVICES.­

10 (l) NO ENROLLMENT RESTRICTION FO:!{ GENE,!'IC 

11 SERVICES.-Secti.on 9RO~(a) (1) (F) of the Internal Revenue Code 

12 of 1986 is amended by l.userting before the period "0~ 

13 ,request for or receipt of genetic services". 

11 (2) NO DISCR.IMINATION IN GROUP RATE BASED ON Gl'JNETIC \ 

15 l'NFORMATION.-..Sp.ctton 9802{b) (1) of such Code i8 amended 

16 (A) by strik.ing "may not require any individual II 

17 and inGcrting "may not­

18 (A) require any lnd1v'idual" ; , 

19 (B) by moving the remainder ot the paragraph two 

20 ems to the right; 

21 (C) by Btriking the period and addinCJ "; or"; and 

22 (D) by adding at. Che end the following newl 

23 subparagraph: 

24 "(B) adjust premium or contribution r~r~~ for a 

25 group or the individuals .1n a Q'nmp (')T1 th~ b;ud.D of 

26 qfl!n~t..l<.i informat.lon conC':p.'r'ni ng or a request for or 
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11 

rec&ipt of genetic ocrvicoe by any' ntc:',mber of such ~L'UU.p 

:2 or 0. covered dependent of e5uch membc.L .... 

3 (b) L!MI'rATION ON COLLECTION AND DISCLOSUR~ OF GENETIC 

'9; INFORMATION ~-·8e.ctivll '802 v£ I::>Ucll Code is amendeCl by ,a.dding attez' 

OUb::.H.:cLluu (b) the follow1ng new SUDseCLiuIl: 

6 .f (c) WITH. KJ-..:tii;JJ:;Cl' TO COJJLECTION AND DISCLOSURE OF GENBTIC 

7 lNl:"UltMAT!ON .­

t:! II (1) COLLEC'I' ION .-F.xcept as provid0d in paragra:?h (3) I a 

9 group health plal1, or a health insurance issuer offering 

health inSUrCilnCe coverngc in Ct):rlt.Lection w:l.th a' group health 

11 plan, shall not request: or requin:' disclosure of qenetic 

12 . informatioll ,:on(!~ndng an individual who is a participant or 

13 beneficiaJ:'Y (or an applicant for coverage ?I::=! a part icipan,t 

14 or beneficiary) . 

"(2) D1SCLOSURE.-Except as provided in paragraph (3)­

1'6 ." (A) a group health plan, 01' a health insurance 

J. 7 iS8uer. offl2n.-ing bealtb insl.lL'i:Ulc.:e CQVerdge in connection 

18 with a group health plan, shall not disclose g0net.:i~ 

19. information about an individual who is d. partiCipant or 

beneficiary (or an applicant for coveraqe as a 

21 participant or beneficiary) to any other haalth plan or 

22 health insuranco issuer or to the phm apohsol." or 1")11'111 

23 Cl.dministr'ator; a.nd 

24 "(D) a physicia.n, hospital, oy' (")t,h~T' perAllon thac 

provides health care itp.m~ (")~ 8~rvicQQ to an innividu~l 

26 a:;hall not aisclol'll"! glllon... t.1r. intormat.:l.on abol,lt ouoh 
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1.2 

1 individual eo any group health plan, or hCQlt.h 

:2 in"uranca issuer of tcri:lg hCClll:h ins1.l~"nC'e COVelo"a.ge in 

3 conncct.ion ",tt.ll. n group heAlth pla.n. 

-1 	 " (J) EXCEPTIONS. -- .. 

!:::" (A) rlu::! VL-ovJ.rs1ons of ps.ragrtlphs (~) em<l (2)· 

6 ~hall not apply to a l:,'equest by or diaclosu:r:e to a 

7 l~~lch plan or issuer that provides reasonablo 

8 assurances that it provides health inF.;urance coverage 

~ to such individual and requires such information for 

10 payment of claims or coordination of benef:itv. 

11"(B) Notwithstanding paragraphs (l) and (2), a 

12 health plan or issuer thi:iL pI'ov!des healt.h care items 

·13 	 and services and providGls reasonable aasu:r.ances that it: 

14 requires such informat;.ion for. diagnosis or treal::.rnent of 

IS such individual may­

16 (i) request (but ne,;t require) disclosure of 

J.7 . Eluch infor-motion by the individu~l: and 

18 ~ii) request or require such i.nformation from 

19 anot.heI' health plan l or health insurance issue::~ 

20 or provider of health carp. .i t.ems and services. 

21 II (e) The provisions of paragraphs (1) and (2) 

22 aha'" n()t apply if. the incUvj.dual. or the individual J s 

23 legal repI:eBentative, provides prior wI"itt.cn 

24 authorization of such disclosure,", 

2S (c) DEPINITIONS .--Section 980S Cd) of such f:O(1r-\ ; I!I ;;lmerid",a by 

26 adding at the end Lhe following now parngrnI,h~: 

http:wI"itt.cn
http:COVelo"a.ge


1fKU1Vl: UAUh, J, ~, 14/14 

1 II (6) lo'AMIL¥ MEMBER.-Tho term 'family member' mC;'lnCl, 

:2 wi 'th :r~.ap~ct to an individual, .~ opouoc or adopted d':ild of 

3 that. ind.h,., dUQl ~ (~r another individual related by blood LIJ 

4 that ind:1.vidual or t.ga spouse 01' ttdopLt:u t:hllu vI l.he1't 

5 ~ndiyldu~l. 

6 U(7) GENETIC INFORMATION.-The term 'genecic 

7 luiul'Illi:lr:.ion' means information about genes, gena products, 

d OZ:' i.nherj,ted. characteristics that may derive from An 

9 individual or a. family member. 

10 11(8) GENE:TIC SERVICES.-Tho term 'genetic Derviccs' 

11 means health scrvioesprovtded to oLtain, assess, an.d 

12 int.erpret genetic information fOl' diClgl'lOsti(: and L,hc:r'iIlpeutic; 

13 purposes I and tor genetic education and counselling. ". 

14 (d) EFFECTIVE !.lA'J.'B .-The amendments Il'.ade by this section 

15 shall apply with rp.App.ct. t.o group health plans and gro1,lp health 

16 insurance coverage fOl:' plan years beginn.ing after i year 
\ 

l7 th~ date of the enactment of this Act. 

18 

19 [NOTlh 'rICHNICAL AND CONJ'ORMING AMB.ND~NTs WILL BE 



OS/29/97 12:35 '5'202 225 7822 CONG SUUGHTER III 0021009 . 

CAROL ISAACSON BARASH, Ph.D. 
PlIlNaPAL 

317 L\lI4AlmN! ST. 
BOSTON, MA 02130 

TEL 617.522.0845 
FAX 617.983.5465 
cbawzshfJtlac. net 

Congresswoman Slaughter, thank you for the privilege of being here to give voice 

to countless numbers of American who have been discriminated against by health 

insurers beca use of their genotype. These people will understandably not come 

fonvard to tell their own stories because of the highly sensitive nature of their 

experiences, yet they deserve the opportunity to have their stories heard. What 

happened to them. can only be told anonymously through someone else's voice. As 

former Director of the first federally funded study of discrimination based on 

genotype, and not phenotype, I am able to communicate their stories, as they were 

reported to me, on this very important occasion. Unless the nation is made fully 

aware of not only the broad range in which genetic discrimination presently exists, 

but its significant impact on the lives of those affected, pr.otection is not likely. 

The personal accounts I will relate all describe the experiences of individuals 

who have a genetic diagnosis for well known disorders but a.r.e a.symptomatic. One 

of the most frequent disorders is hereditary hemochromatosis. 

Hereditary hemochromatosis (He) is an autosomal recessive condition which 

. affects roughly 30f every 1000 Caucas.ian Americans and is one of the most frequent 

1 
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. genetic dis0rer. Individuals if treated are at no greater morbidily or mortality risk 

than the general population, yet they have been excluded from insurance because of 
I 

pre-existing ~ondition dauses, rated as if they have secondary disease, and denied
I ' 

coverage fol the very treatments that prevent serious secondary disease. 

Consider the following stories- all true. The names, of course, have been 

changed. 

Jane X, a young midwestern woman in her late 201s, was approved for full 
I ' , 

standard health insurance as a dependent on her husband's small group policy, while 
I 

simultaneously undergoing a diagnostic workup. Four months later she was 

diagnosed td informed that the policy was rescinded. She was pregnant at the 

time. Tim 'i, of South Carolina, was accepted for independent standard coverage, 

I ' 
but dropped 9 months later when diagnosed, also on. the basis of pre-existing 

I 
condition. Bill P, in Pennsylvania, is able to keep his insurance but the. insurer 

refuses to Jy for phlebotomy treatments unless provided as a hospital Inpatient 

in which ca~e significant unneeded hospital charges are paid. Were Bill able to have 

his treatmeJts covered by going to a local bloodbank the costs involved would be 

greatly JowJr. Linda W, in Colorado, tried unsuccessfully to obtain health insurance 
I 

for six yead subsequent to her controlled He diagnosis. Although, insurers covered 

the cost of ~er treatments, her rales have risen dramatically- 38% increase the first 
i 

two years, 45% increase the next, 65% in.crease the next and finally a 74.5% increase. 
. I, . 

At this pOint, Linda was required to begin spe~ding her life savings to pay for her 

health insulance. When she attempted to switch to less expensive insurers she was 
I . 

2 
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" . 

refused each time. Milton AI in Texas l was diagnosed while covered under a group 

policy. He dropped his policy to get more favorable coverage under his wife's policy, 

::.n she JSwitched jobs, he tried to renew his fanner policy bUI was rejected due to 

Older ut non-retired individuals have similarly been refused long term or 

sUPPlemenbry health insurance. At 63, len years after having been diagnosed with 

HC and in rxcellent health having successfully treated it, Mary C. was refused 

nursing home insurance due to her conrrolled He diagnosis. Robert T. was refused 

group disJility coverage due to his ''blood condition". The rejection letter stated that 

the compaty does not take subS'iandaId risks, eiren though it is a group policy. Jim 

0., at the age of 58 and diagnosed with He, wanted to sta.rt his. own business. 

When inqUring about the feasibility of obiairiing health insurance independently, he 

was refused by several carriers on grounds of his He. He gave up his dream of 

owning a +Siness. At the time of his interview, he wanted to take advantage of an 

early retirement program, but was fearful of insurance exclusion so didn't. 

In all of 
I 

these cases letters from people's physicians stating that He does not 

constitute Jhealth risk and that prognOSiS was excellent were insufficient to reverse 

adverse dJisions. I'd like to add that although the blood of a person with HC 

contains J safety risks, Red Cross and affiliated blood blanks refuse to accepl their 

blood becaL in their case the donation is considered to be motivated by self-interest 

rather thaJ altruism. This occurs even in the face of periodic supply shortages. 

porPhylia is autosomal dominant inborn error of metabolism resulting in different 

3 
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enzyme def~cts which can result in the production of abnormal metabolites. Because 

environmental factors playa major role in the clinical expression of all forms· of the .
I . 

disease, ma~y gene carriers stay asymptomatic for years or NEVER become 


symptomatil. Though particular types are more prevalent in specific populations, 

i . 

the incidencb in the US is estimated to be 5 to 10 per 10,000. Kathy L has a family 


. history of plrphyria~ and believes that she once had a very mild episode though the 


clinical eveJt
I 

was tenned 
. 
an incidental finding, and no ~eatrnent was indicated. 


When she applied for insurance through her employer she was infonned that because 

the group t I... than 25 people, each employee would have to apply individually. 

Insurers fourd that she had been tested and although results did not rule out or 
i 

confirm a d,agnosis, Kathy was refused insurance. Although her physician assisted 

her in challJnging the exclusion, arguing that Kathy did not have porphyria, she was 
I .. 

offered insu~ance only after complying with a 12 month waiting period for pre­

existing conkition. 


Huntin~on, Disease is an autosomal dominant condition with offspring of an 


affected pa+nt having 50% of inherltingthe deleterious gene. Wayne C. in 


I 
Colorado, was repeatedly refused health insurance based on his family history of 

Huntington Disease, even though he may never become ill. Paula 5., was denied 

private supplemental long term care insurance unless she agreed to undergo genetic 
I 

testing to drennine if she did not have the gene. The company did n.ot agree to 

pay for tes1ng, and Paula did not want to undergo testing because she believed the 

test to be unreliable and inconclusive. In addition, she didn't want the burden of 
! . 

4 
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i 

knowing th~ results, 


Pheny,+nuria (PKU) is an autosomal recessive disorder resulting from a 


deficient enzyme. Newborn screening is widely done because dietary treatment 

i 

prevents th~ accumulation of the deficient enzyme and inevitable mental retardation. 

Yet, dietary treatments are frequently not covered by insurers. Moreover, many 

infants withPKU have been refused health insurance due to pre-existing condition. 
, 

In man~ C3.ses discrimination extends beyond the individual to their relatives . 

. Family me1beIS, without genetic diag1lOses, have experienced exclusions based on 

their affected relative. Jerry M, of Kentucky, worked for a small company of 5 
i 

employees rthe midwest. When the ~ompany renegotiated its benefit package she 

was informid that she was ineligible for insurance due. to her husband's He- even· 

though he ~as successfully treated. Similarly, Ron S. was informed by his large and 
! 

self-insuredl employer that he was ineligible for health insurance because of his wife's 

He diagno1iS. Ron recalled the company's policy stating that it could bar any 

employee 9T their dependent from group insurance. In Massachusetts, a. family of 4 

was refuse1 health insurance by an H'MO because one of the two children in the 

family had rKU. In California, a family of 3 was refused health insurance through 

the husban?'s employer because their son was diagnosed with Hurler syndrome . 

. I WOU11like to add a few words about individuals with symptomatic genetic 

disease. Mrcopolysaccharidoses, (MPS) are autosomal recessive conditions comprising 

a heterogelleous group of storage diseases resulting from an enzyme deficiency. Most 

of the partiiular forms are lethal with life expectancy roughly 13 years. Because of 

5 
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the poor pr~gnosis and expected, though n~t certain, time of degeneration, insurers 
I 

have cancelled coverage for quality of life sustaining t('eatments. When Judy Hand 

I 
her husband, inCalirornia, switched insurers the physical, verbal and auditory . 

I . 
treatments that their child, diagnosed with Hurlerls (one of the MPSs), had been 

receiving w~re cancelled due the insurers determination of poor prognosis. Lack of 

access to trJatments speeded up the degeneration. Similarly, a child with ,San Fillipo 

diseas~ (anJther of the MPSs), was deemed ineligible for hospitalization because, "he 

I 
would die ftom his illness". 

These Jtories illustrate the broad range of situations in which individuals may 

experience ~netic discrimination in health insur;mce. It is important to recognize
I . 

that each Of these individuals is white, college educated and middle class. Equally 

important is the fact that I have spoken about only five of several thousand known 

disorders. Given the increased availability and use of genetic tests the potential for 

genetic discrimination is likely to increase. Moreover, in as much as each of us likely 

carries 5-7 rutated genes, we are aU at risk for genetic discruninatiO'n. 

The impacts of these discriminatory experiences, are frequently catastrophic for 

the indiVid6alS involved. They are also exceedingly significant for the country as a 

whole Sincl genetic discrimination threatens to create an underclass of uninsurables~ 
This is an futcome which many consider morally repugnant. 

6 
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SUbCOMMttTitS;; DISTRICT OFFICe: 

"'ATII»<"~ Itor;OMIC: GJlOWYI'. I'!;uu....~ 
 :1120 PEOII'IAL ,sun,PINe
H(lSOUtl<;,,:,. ."D ItCCt.I\,ATOA'f iff.-lns CONGRESS OF THE UNITED STATES 100 STATE STREET 
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CONGRESSIONAL ARTS CAUCUS TTY 716/454·4806
28TH DISTRICT, NEW YORKC.."'l I 

CAUCUS FOR wOMEN'S Ii lOvES 

eMAla: WOME.H'i 1.JI,.LJl.t tAS~ ":O.C'I 


NE AGRICULTufiE CAUCUS Februal)' 4, 1997 
CO,CH"IA 

WHIf'·AT·LAIIGf 

Dear Colleague; 
I 

Thi~ article from today's New York Times highlights once again Americans' very real 
fear of genbtic discrimination in health insurance. It tells the story of a woman whose insurance 
company r6fused to pay fo[: her prophylactic double mastectomy because she tested positive for 
the BReA1 breast cancer gene. After the woman paid for the surgery herself, a biopsy on the 
removed tissue revealed a cancerous tumor that had been' missed by mammograms. 

Ple~se join me in cosponsoring Ii.R. 306, the Genetic Information Nondiscrimination in 
Health Insurance Act to end this practice once and for all. White the Kassebaum-Kennedy 
health refo~m package took important steps toward banning genetic discrimination in health 
insurance, many loopholes remain. My legislation would provide comprehensive protection fbr 
all Ameridns against this practice. 

I ' 
Cot.gress can and should act to end genetic discrimination by health insurers. For more 

infonnalio~ or to sign on as a cosponsor, please contact me or Cindy Pellegrini of my staff at 5-, 
3615. ' 

Sincerely. 

Louise M. Slaughter 
Member qf Congress 

Advent afTesting for Breast Cancer Genes 
Leads to Fears of Disclosul-e and Discrimination 

. I ' . 

DR. BARDARA WEDE~ Is still reeling IranI 
the eltperlence or :\ patient who told III::r 
Insur8llce conlp,my l~at she had n mutat­
ed gene Illatc:qu!u. ca~se. breast ca.ncer. 

, ' The woman had been tesled for the mutation ill 
Dr. ~eber'$ cUnlc at the university or Pellllsytvnnla, 
<U'\d Or. Weber lolc:! her lhe ults. Since SOInI! 

submitted lhe woman'S ge. 
netic 'test reSUlts. At thai 
polnl, Dr. Webcr said. the 
company told lilt: womQn 
thalli would not pay (or the 
surl!erY bec:luse 5h.. hAd A 

sludles IndIcate thac women wllh the mulated gene:' 
hay!! II 90 percent chance of developing breast 
callcer. the woman wMted both or her breasts 
removed rlglll away. Berore she h:ld'the operaUon. 
she submitted .. clalln 10 her Insurance cornpa'llj', 
Dr. Weber said. nOI disclosing that She hod had lhe 
genetic test bUl rcporllng a Slrortg family history or 
breast cancer. ' 

The cOIll!,any lurned hl!r down. Dr. W~ber S3li.!, 
011 the g(oUl1d Ihal It did not Ilay lor prevelllive' 
medicine, So. at Ihe woman's request, Dr. Weber 

Weber SOlid, when PlIthologtst$ examined Ihe VI 
nn's breast IIsslle. they found a l!ancerous tUI 
Ihal had been missed by 'ma.mmograms. 

H Is cases like this and fears of similar Ir 
ment thlll are conylnclng same women and 
Searchers Ihnt It might be lOO dangerous to 
genellc tesllng ruults on medical charts an( 
cllnlc..,l records, where privacy cannot be usur 

Women \,Worry that Instl(erS will raise 1I 
r:lles. or (!Iuse to Insurc them, thaI employers 
1I0t hlrl: them or promote them. and eyen I 
rrlend~, "IHI,family members might treat them 
lerelllly II they knew that tlley were tainted wU 
(laudly gene. 

Fe:lcs or gen.:tlc testing have been expresscc 
some people for several years. slarUng "'Uh lests 
rn,f' .,."At.,.. tiL-.. '1,.. ....401....... Due
11:'c:a~"'Ae \1 .... 
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pr'tlClstlng condillon - a 
gC!netic; delect - when she 
look our her heallh 1)OlIey. 

"Il w:u absolutely un­
bellev;lblll," Or, Wever 
said. She said lhilt the worn· 
:In, who did nol returl\ tcle­
phgne calls requcsllns ill I 

Interview.. ha<.J Ihc surgery' 
anyw:!)', Afterward, Dr. 

Dr, DMuara L. W<:bCf 
S3)'5 pat.icnl..S who get 
gelle' testinc arC' rdu$ln~ 
to enroll i" slUdies for 
fcar or <lis<:rimination. 

.. ;~ 

recentdlsl;overy'ori';o g~'~es'ih'~,"~~;;~;~s;b;e 
lind ovarian cancer when mutated has mOllie 
Issue more pressing .. 

.Not onl»' I,; brellst (,llnc:er (he disease (hal WI 

ell rear Lhe mosl, but the mutallons, In genes kn~ 
.:1$ BRCAI and URCA2, are rel:ulvely commor 
Ashke'la~1 Jewish popul::llions (01 Eastern Europ' 
descent), alfccllllg ilS lTIany as I In SD women, 

in addition, llI;)n), women who :ue not 1e\\ 
but h;lVc a strong ri'lmily hlstery 01 bre<lst or ovar 
(';lncer 11150 Inherlled mulD.le!.l genes, In the I 
ye:lr. seyera! commercial laboralorles have bel 
!lUerlng rests (Of ureOlsl C:<1nCer Ilene mutations; 
1\13Jor medical ce,llers across Ihe, country ha.ve 
up their o\oln lcsllng programs, 

Some le&:l1 experts say lhe (ears of IIlscrlml 
lion nl:ly be: ~xaggeraled, F~~h::ral leglslaUon t 

" "-4.: 
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~III go Inla arlec! on Jull1 addres~es 
'part or !.he Issue. focusing on people ' 
'~ho are covered WIder group medi­
.cal pIMS. llIe law states that Irj an , 
'Indlvldual was In such a plan ror at . 
'!eaSt n montha and had a genetic i 
conditIon diagnosed In abe pa5~ 6 i 
'\noiU.!Is. 0 new Insurer cannot lise . 
~t genetic lnforlllatlon to den)\I' or , 
'limit coverilge. . 
,~ Alexander Morgan Capron. an th­
~.e1st,and I~\III' professor at Clle r­
'Sity of Southern CalJ[omla. 
:iunirs Fould charge people 'III 
·Iietlc' condltlozi& mo~ (or Insllr 
iBvt, Mr. Capron adCcd. 20 states 
liicludlllg, New Jen;ey, ha\'o recent· 
',ty PlUsed laws ~ prelle.ntlllg hc<llth 
,'filaloleOlUlce:'· orglinl:allons ;nd 
;health lSIsurance companlu from 
lI\arglng peOple more because they 

,:llave a gene mutation, In addition"
:ihe AmerIcans WI!.h Disabilities ,"ct 
prevents employers from dlscrlml· 
;~atlng a:aJnst people who have dis- . 
ja.se-causlng genetic mvtatlons. ~m. .: 
players who Insure their employees 
are exempt rtom the slate lawlI'lMr, 
Capron said. 

Rlcnnrd Coorsh, a spokesman tor ' ' 
Ine Health Insurance Assotlatlon o( 
America, said that people'S rean 
that Insurance companies \llould,dls- ' 
c:rlmlnale against them might: be 
overblown. Many people arelnStiwf 
through their emplolers as pan 01 , 
large groups, and they would be cov­
ertd even II they dId bave a Cancer-
causing gene. I 

BUI Mr. Coorsh said that thOse""OO 
Change lobs or lose their Jobs and 
bave La 5eek Insurance as IndlYld~als 
"will probably end up having to ~Y a : 
lot morc money" lor health In~r­
ance It they test positive tor :II canter' 
gene; llIere have been few sysu::mat­
Ie Studies 10 a.sse5S bow real the risk 
01 genetic discrimination Is but one 
survey, published In OClob~r In the 
Journal Science. showed that Jlhe 
fear. a~ leasl, Is widespread, : 

The study, try Dr. E.. Virginia Lap­
ham of the Ceorgetown unlverilly 
SChool of Medldne and her cOI-' 
leagues. InVOlved 332 people IIIhO be­

'0'202 225 7822 


longed 10 support groups for famIlies 
wl!.h a variety or genelle disorderi.. 
Of them, IS percent believed they 
lIIere denied Ilfelnsurallce because 
of their dlslmlor, Z% perct~t thought 
they were denied health Insurance. 
and 13 percent believed they lIIere 

, not IIlred ror a Job or thallbey lost II 
Job because of the disorder, 
. Whether or not lJIese suspiCions 
are Justlfltd. IJIcl.are having an ef­
reel. Some researchers at malor 
medical centerS are worried enough 
to work under Ii clonk or secrecy. 
They lut for the i)rel\s~,caneer gena 
Is under the aegis of a research pro­
,ram, which allows doetors to keep 
the results seatt, coded and encased 
In locked !lies.. 

Some researchers ad"ISe women 
who are tested not to teU ellen tllelr 
ptlY~te doctor of !.heir test·results If 
the doclor In,lst5 an putting all rele­
vant IIICorm.:lUon III a woman's medi­
cal record. Some doctors agree not to 
,.,rlte down test results, relying In­
stead on Ulelr memories. 

At lreatmont centers, which, un­
.Ilke research centers, an! not per­
,mlued to hide les~ results. some 
women have used aliases to protect 
tflelr 'privacy. 

, "If we ever needed proof that the 
system Is broken, tills Is It," 381d Dr, 
f ranels Collins, director of the Na­
.tlon:lI Center for Huma.n GeJ'lome 
Research In Bcthesda. Md. "The sys· 
tern forces people to (ake drastic 

. steps to protect themselves. It Is 
putting a terrible burden on pa­
lIents," 

ooclO(5, too, are placed In an UII­
. tenable situation, Dr. Collins said. 

"You are forced sometimes to have 
interactions with Ill6urance agents 
or with other physicians or with 
H.M.O:s where you would halre to 
pretend you don't have the Informo­
tlon:' Dr. Collins ,ald. "[{'s a very 
strange dilemma - to choose be­
tween patient confidentiality and 
telling the truth." 

Jt Is. said Dr. Thom3$ Murray. the 
director ohhe Centcr for Biomedical 
Ethics at Case WeStern Resel"lle UI'II­
verslllin Cleveland. "a classic ethl. 
cal quandary." and one With no obvl. 
ous solution. 

CONG SUUGHTER 
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rrloreover: some cancer research· 
ers note., there Is a legltlmau! reason 
why Insurers and employers' might 
want to avoid pegple ""11Il genes that 
e;u\ c:luse cancers: uu: Insurers be­
c:l.use oC lbe extra cost 0' treating 
thcm ruld. tne employers bccause of 
the extra ln3urance COlit and because 
of lost prodllctlvlty. 

"I'm nOt sure you (lin totally 
I:Hamc in$uranc.e, cgmpanieS or em, 
ployers," said Dr. C, Kent OSborne. a 
ClIne!;r n:sclltcher i1t th.e UniverSity 
of Te:'tas In SlIn AntoniO. "It's a big· 
ger problem tnan lbat, U'S some­
thing ·.ve' ha.ve to deal with as a 
society."

In the meantime, doctors and paw 
(Ients are trying to act ~!o;p(!diently, 

Dr. Funmi Olopade ...... ho directs 
the br<\ilst cancer genetic tostlng 
progrolm at the University of Chi· 
cago. "'as interviewed juSt after :I.n 
:tppoil\lment with .. ZS.)'ear~ld "'om­
an. IIJl\o came to learn her lest re­
sults. The lIIoman was found to !'lave 
.:I genetic: mutation th:l.t can cause 
bre"sl ana ovarian cancer, The unl, 
lIerslty keeps tnese records secret. 
~Ut. Cr, Olopade s.ud. !.he woman 
3sked her it she cou"1 tell her private' 
doctor of her test and what it dis­
closed. 

Dr. Olopade suggested that thc 
young woman s[art by asking her 
doctor it hI! lett he had to pur every· 
thing he knew about a patlene Into the 
medic:LJ records. It so. Dr. Olopade 
saId. the woman might not want to ' 
tfll. 

And ",ith ,good re:lSOn, said Dr. 
Mark Sle:::ler, who directs the ethh:s 

" progr:lm lit the UnIversity of Chi­
, cagg, More than <I decade ago, before 
:, the proliler<ltlon of elcctronlc 

records, before the merglns of health 
maintenance or::anlz:ltlon~ that both 
pay for and care (or patients, he 
inv estlg:ue4 me complaJnt or awom­
an who haa come (0 the hOSpital' Cor 
elecUve gall bladder surgery and 
!lad 3illd that too m:l.nY people were 
looking at her medicill recordS. 

"I st3rted to ilsk ho .... mll.nY people 
had lesltlmatellceess to her ct1:m." 
Dr. Sil!gler said. "1 stopped counting 
at 75." He concluded. he said. "that 
cotlt\dentl~lIy really dion', e:<lst," 
Th!lt Is even more true today, he 

" 

:llJelclJ. 
Some doctors. like Or. John Click, 

tile CHrector of the University DC 
PCMsyiliruli:l'S c.:a.ncer center, say 
they \IIH1 not pUt gene!!c teSUtlg In{ar· 
marion In II ....llm'1l1·s mecUcal 
records if she ilSks th3t It De lCep! out. 
Inste~cl. Dr, Olick snld, he simply 
remembers whnt U\C= wom3Jl sD.ld 
:lbout her test results. 

:' 
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Other doctors refuse to go i\lgng 
with such requests.. One woman. who 
I~sted positlye for tne breast cancer 
gene lit the University of Penllsylva­
nia. saId her private aoctor (01(1 h";;'it 
would be dIshonest not to InCludi!,'ibe ' 
(est result In lIer medlc:l.l recard:i:;So 
lhe wcmatl salC1. "I ask!!d. that 'my
medical records be closed and' y' 
ell a.nlled doctors." ~ •J 

llIe 1.\Iom311 said she IV:!! worrt,d 
about !lealtlllnsuralIce, "The compa­
ny my lIusband WorkS ror Jus~lot 
bought out. so things aten't as $tet~y' 
as !.hey used to bC::' sne said, "You' 
can SUMlre breast cancer, blOt'VOl! 
can'( survive U you don't nave lI\stir" 
alice." "', 


Dr, Henry Lynch, who directs 'itie 


Some doctors 
won 7t put results of 
genetic tests in a 
woman's records. 

cancer cenler at Creighton U~jversl­
[y In Omaha. tests lIIomell for fJi.e 
breast cancer gene as part of a}jI.. 
search program In whIch he C8I\ ' 
keep the results secret. l1l'i4 as pait'o( . 
a dinical program. wllere lie ea.nIlQc, 
But some women In his clinical pro­
gnm use aliases, Other=; pay lor 
tests out 0' their own pockets. hop-lng' 
10 keep the inrormatlon out or ~e 
/'I~nds or their insurance comp:lJi'les. 

, Or. Webe:r said !.hal she was 'con· 
rronting n new r:lmlflc:ltlon of wpJII­
en's fears of di~ctlmln3.clon. Women 
who were lestcd as pare of her reo 
search program are refusing to par.., 
titipate in long-term studies that· 
would assess their risk of developing' 
cancer and !.he success or Intervell' 
tions, like IreQuent mammograms; 
or hormone treatmenlS, or surgery , 
to remove their breasts or o"arles. 

The women. Dr, Weber said, CUt' 
thilt it ....o\,lld be a red flag on their, 
medlco.l records to parllclp::'lte In Ule· 
study, Their m:lmmogrnm results 
and any e.lopsle$. for uamplc. 'I1fOul~' 
have to be sent to the university's, 
restl1rch I'rogram, 

The gnly possi1)tIlty of learning if 
there Is .3 WilY to prevent cancer In 
women ,,,,ti~ lire genctlc3l1y predls. 
posed, Dr. Weber s:lJd, is (0 do Ion&· 
term studies. U no one will parelel· 
p:lte, she S:lld, what is (he point In 
tesdng .....omen 10 see Ir !lIey have !.he 
cancer genes? 


