
THe: WHITE HOUSE 

WASHINGTON 

I'cbrumy 8, 2000 

MEMO FOil .JACK LEW 

FROM: I~RCCE REEDf?J2­

SUBJECT: PROPOSED EXECUTlVE ORDER TO I'ROHllliT DISCRIMINATION IN 
FEDERAL EMPLOYMENT BASED ON GENETlC INFORMATION 

Attached is a proposed executive order to prohibit discrimination in Federal employment based 
on genetic information. The proposed order, which was prepared by this office, would probibit 
every civilian Froeml Department and agency from using genetic information in uny hiring or 
promotion action ~md prevent critical information from genetic tests used to help predict, 
prevent, and trent diseases being used against them by their employer. 

This proposed order would; prohibit Federal employers from requiring or requesting genet Ii.: H:l'IS 

as n condition of being hired or receiving benefits; prohibit Fcdcrul employers from using 
prolc:cted genetic information to c1assi(y employees in a manner that deprives them or 
i.lciVUllccmcnt opportunities; and provide strong privacy protections to any g:.:nctic infornwt:on 
used by employers: for medical treatment and research. 

We request tluit you process this order pursuant to Executive Order 11030, as amended, as soon 
as possible. 
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• 
SUBJECT: 	 PjOpos~d E:.:ccuti\'<,; 'lJnkr El11itkJ ·"Ttl l'roillhil Dist:ri:l1imgiol1 i:1 F".-d,;r;;; 

Employment Bu:\.::u on Cit:nctic !ntormlltion"' 

SUMT"lAR Y: This memorandum rt>f\\~rds for your CO:1sidCnliHltl a proposed E:\~l.:uti\..: 
nrdcr thaI wa':i 'prepared by the Wh'ire House Domestic Policy Council, The proposed order SUH..::> 

Ihat it is the p~licy orlh\! Go\'cmmem oftn(! united States to pro\'itit ....qual cmploymcllI 
llJ1pOnunities j~ Federal employment and to jlwhibil discrimin.:Hion againsi employees basl.:'d t)n 
pf(llected gent."~ic information. It would require Executi\'e departmcn!~ and agl.:"ncics to c;'\lt:ml 
:hi.s nondiscrirninmion PI)licy to 0.11 emploY<'<'S\.:(H'efCa by Scc:~iol1 7! -: l!fTitl;: VH (,flitI-' Ci\'i! 
Rights AClO( ll}6.+. ,1$ :Jmt:nded, 

I 
BACKGROUND: The Equal Ernplt1y:nent Opportunity Commission .:Jnd the NrHi()llal 

Institutes of HJaith ha\'c become aware of lmit;Jflces where l.!endic information has been u~\.!d 1\1 

discriminate against persons employed in {b~ private seClOr~ To !Oresi;.\l1 Ihis lype of 
discriminatitm ,in the t:XCCU1!ve branch of th<' Ft:Jt:ral Government. thl' propoSl:d order \\ ()uld . 
direct Exccutin: departments and ugencit!~ C',lb!-:':;H.:it:s·') 10 take ccrtnin uctio1ts. 

Til.: nr~~r \\\)uIJ bur thl! ugt:nci..::-; (rlllll: (;I) biring ur tiring Pl'r$lHi$ hU$l'ti on pmh.:e:-.'d 
g<'llctk inform~uon: (b) dassiJying or scgn:~[J\ing persons b::1sed on gen~;jc iOlt1rmmlon: ',}I" !e i 
rcquesting, col!ectillg Or purchasing protectcd gCJl!!'tic information, PrmC'clcd gi."netie inrnrn1:.lIillll 
is defined as: (I) information about an Indi\"lJu:lI's !!cnecie tests: 12) jn!~'fma[ill!) Dbow C":!h:lic, 	 . . 
testS 0( family )llembers of the individual: and j 3) intormation :.lOOut thc tlCcurr-.:nci." of;) dis\"'~bt: 
PI' disorder in nunily members of the inul"iduaL 11lfonnallon abnut ~nl Ind;\'iduu!' S curl'-":l'i! lv,:alth 
S!;:iUS (inctuding intommllon about sex, agt:, physical c:-:<lms, and ch..:m!t:aL hltllid, \;1' jJri~K' 
,ulalysis). unlt!5s genetically organized, wodd not ht: prott.'ch.:d gcrll:li..: inliHm,uit,n. Funl\~r. :h: 
~h:linitiol) of");Cnelil.:: ICSt"" in the order C{n'..:n; tlw analysis tlfhdman D\::\ hi ,1;::":1.'1 di:-l.":::-"'· 

!\"':;~[l."ti gcnotYI}CS ur mutations. Th\! an~tlY;;i;; \;fDN:\ ll)t human idcm:!I..:ali,·n 111' r"fl'n:-:i ..' 
;H!I'PllSl."S CUl."~ nul (il within :b\: {klimli,)!1, A;;J.;nnJingly. :11..: lnle! u.'l.:'; ~lpl :,;\)' (:l\. 1.'('lkt.:!i\11\ O('f 

,1" .. ' "I' in t"\.'IT:w:'inn \IhllliJl:.;d :h!\hl~h >111;]) HI t:1: y,,; s ::.H' !:th' ":'1 !~_ I, <.: ...>llt,,'''~ !'tlrP\1;'-"~ 



• "'kJ The exceptions to Ihe order would permit agencies to require prospective: employees to 
p~g\'i~~ t~rnil~' history genetic information if: (a) consistent ,\-,tlh the Rehabiljt:.ltion Act Of • ~ 
ilppJicable law: (t) used to osscss \\'hether furthc-f medical e\'aluD1ton is needed tu dingnos¢ H 

ml.!dical condition or disordi!r: and Ic} sud; (l1~dical wndition or disorder c:uu!J pn:vcll! !I:!.: 
\,'mplllyee rn')!11 performing Iht' i!:-;si!!l~iul fum:tions (It'thc desired position, 

! 
Agencies could olso c{lllcc! protected genetic inforrmuion iftlw emp/(.lyce uSeS tho.: hi!ahh 

l'ur\.' services pnH'ided hy th... ilgcm:;. \l( if rile informJtioll is nct'dcd IDr the I\;unitoring t1l" 

biolngical effects tlftoxlc sun-' s in the \\nrkplace, 

Ii>............ -\" ....1)"'..~...... """ ...rl> 

~Ofl\': prtll!.! at1ccted ::gl.'lv.:ies (.bjcc(s to the proposcd Ext!culin: nnh:L 

:\It;Jchmenls 

,, 



t:.o.AFT 
Executi'ie Order "2-4-l.()I)O 

i:t$ 4'.... 

TO PROHIBIT D[SCR[MrNAT!o~ IN FEDERAL EMPLOYMENJ 

BASED ON GENETIC fNFORMAnON 


By Ihe <}uthority WSled in me as President of Ihe United States by lhe ConstitutIon and the 

l,aws (If the United S(;tiC:; or America, it is ordered as follows: 

Infounaljon. 

t, 10 L It is the policy ofthe vovernmem of the United States to provide equal employment 

opportlJnity in Fedl!:r.ll employment fOr al! qlUllified persons and to prohibit discrimination against 

emptoyees b>tSed on protected ger.etic information, or information aoout a request for or the receipt 

ofgel1e'1it:: services. This pol Ie yofeqval opportunity applies to every aspect ofFederal cmplOymenL 

1·102. The I:ead ofeach Executive department and agency shall extend t.~e polley set fonh 

in section 1-101 to all its employees covered by section 717 ofTit!e VII of the Civil Rights Att of 

1964, as Itmended (42 U,S,C, 2000(e)-(6), 

1,103. Executive dcp::nmentsand llgencies shall carry Oul the: provisions ofdlis order to the 

e1'1tenl permilted by law and consistent \\ith their statutory and regu1atory authorities, and }heir 

tnfottement mechanisms. The Equal Employment Opportunity Commission shall be responsib-Ie 

ror coordinating the poli-ty ofche Government ofthe U niteO Suites to prohibit discriminaJion against 

employee! in Federal employment b:)Sed on prQtected Qenetic infonnation, or Information about a 

request for or the receipt of genetit services. 

~. 2.. 	 Re;gvimllents ApplKable to EmptQyim:! j,kooomenis pod Agencies. 

1·2{H. 	Definitions. 

(a) 	 T:te term ~cmp!oytt" shall ioclude an employee, applicant for employment. or 

fOfmeremployce covered by s~tloo 711 oCtile Civil Rights Ac! of 1964. as amended 

(42 U.S.C. 2000(')-16). 

(b) 	 Genetic monitoring means the periodie examination of employees \0 evaluate 

acquired modifications to their genetic material, such as chromosomal ciarnllge or 

eviden>:e of increased .ao:urrence of mutatiuns, that may have developed in the 

course ufemploymenl due to eXPQsure 10 toxic substances in the workplace. in Qrder 

http:Fedl!:r.ll


(0 idendfy. evaluate, respond ro Ihe effects of. or control adverse environmental 

exposures in lhe workplace. 

(c) 	 Genetic services rnell.'1S health services, including genellc I.eslS, provided 10 obealn. 

assess. or interpret genedc information for diagnostic orth¢rapeutic purpGses, or for 

genetic edl..t.:ation or counseling. 

(d) 	 Genetic tesl means tbe analysis of human DNA. R.'lA, chromosomes. proteins, or 

certain mctn30Jites in order to detect disease-related genotypes or mutalions. Tests 

for metabolites. fall within the definition of "genetic tests" when an exeess Of 

deficie:lcy of the metabolites. indicates the presence of n mutation ormulations. The 

conducting of metabolic tests. by a depa.1ment or ageney: which are t.ot intended 10 

reveallhe presence of It mutation. shall not he consh.kred a violation of lois ordu, 

regardless of the rcsu;ts of the tests, provided that teSt results revealing a muwtiQn 

shiill be subject 10 :ill otttr provisions of this order. 

(e) 	 Protected genetic loformation. 

(1) 	 In general. protected genetic inforrr.ation means:: 

(A) information about an individual's genetic ~ests: 

{B} informationabou( the genetic tests ofan individual's family rr.embcrs; or 

(C) information about the occurrence ofn disease, or medical concition 0:­

disorder in family members Qf the individual. 

(1) 	 Inlbrmll.tionaboul an !ndivkiual'scum:nt health stalus(includ:ng information 

aoout sex, age, physical exams, L'1d chemi.cal, blood, or urine analj'ses) is not 

protected genetic infonnation unless it is described in subparagraph (1). 

1~202. In discharging lhelr responsibilities under this order, departments and a&-encies shalt 

implement the: f-allowing nondiscriminatiun requirements. 

(3) 	 The employing department or agency shall not discharge. fail or refuse to hire, or 

olneN.lise discrimInate against any employtt with respect to the compensation, 

terms. condition'S, or privileges of employment of that ¢mployee, because of pro­

tected genetic information with respect to the employee, or because of inform:ulon 

about a request for Of the receipt of genetic services by sl.lCh employee. 

l 



(b) 	 TIle employing dCp<lttmem or agency shall no; limit. $eiregaie, ordassifyempl~ 

in any way that w(')ul-d deprive or tend to deprive any emp-loyee of I!:rI1ptoymenl 

opportunities or othe!'\\1sc adversely affe<:! 1ha1 employee's stalus. because of 

protected genetic lnfonrumon with respect to the employee or because otinformation 

abol.:.t 11 request for or the t«elpt of genctic seTVices by such employ«, 

(c) 	 the employing depar1menc Ot agency s.1:l.11 1'101 rcques1, requift. collect. Or PUftM.se 

protected genetic information with respect to an ernplo~e, or infont.ation about a 

n:ql.lesl for or the receipt of genetic services by such employee. 

(d) 	 The employing dcp.anmenl or agency slmll not disclose prole<:ted genetic information 

wilh respect to an employee. or infotmation about a request for or the receipt of 

genetic s('rvi::es by an employee except: 

{I) to tile en1pto},ce who is the subjec: of :he intorrrunion, at his Ot her request: 

(2) 	 to ,;In O~Ct;p~licn.a1 Of other heulth researcher, if Ibe research conducted 

complies witb Ike'regula~ions a..'ld protections provided for under part 46 of 

t:tJe 45, of the Code offweral Regulations; 

(3) 	 if reql)ir~d by a Federal statute. congressional subpoena. or un order issued 

by a court ot' eompeh:nt jurisdic:ion, except that if the subpoena or cour1 

order was secured without the knowledge of the individuai to wr,om the 

information refers, tlte employer shalt provide !.he individual with adequate 

notice to challenge the coun order, unless !.h: eourt order also :rr:poses 

conJldentiality requirements; or 

(4) 	 :0 exectllivc or;lneb offic:a.ls investigating complla.1ce with !.his order. if the 

inlQrm~tion is relevant 10 the investigation. 

(e) 	 The employing: department Or agency sball not muintain protected gene6: infor­

mation or information about Ii request for or the receipt of genetic services in general 

personnel lites: such information shall be treated asconfidentialrnedic:a! records, and 

kepi sep:u:Hc from personnel files. 

l 
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~,.1. 	E:m:t!tjon~. 

1·')Oi, The following exceptions shaH apply III the nondiscrimination re:quiternents set forth 

in section 1·202.· 

(;l) The employiny department Of asency may request or require infGrmation defined in 

section 1·201 (ej{ I )(C) \\ith respect to an applicant who has been given a comiitiomu 

offeror employment or 10 an employee if: 

(I) 	 the request or requirement is consistent with the Rehabilitation Acl and other 

applicable law; 

(2) 	 the lnfonnatior. obtained is 10 be usr:d exclusively 10 assess whether further 

medical evaluation is needed m diagnose a current dis~, or medical condition 

or disorder, or under ihe terms of see,ion 1·30l(b) of this order; 

(3) 	 such curren! disease. ormedkal condition or disorderrould prevent tile ilpplicW1t 

or emp!oy~ from petforrning the essemi;tl functions uf the posilion held or 

de$ired; and 

(4) 	 !he inloffilation defined in se(tion 1·2Gl(e)(I}{C) of this order \\ill not be 

discio$eJ 10 persons odter than medical personnel involved in or responsible for 

nS$C$$ing wt'!ethe~ further medical evaluation is needed 10 diagnose a current 

di5e~. Of medical condit:on or disorder. or under the terms of 1·301(b) of this 

order. 

(b) 	 The emp!oyir.!j: dep.attment or "gene)' m"y request, collect, or purcr-<lse protected 

genelie in!ormation with respcet to an employee, or any information aoout a request 

for or receipt of genelic services by such emptoyee if: 

(I) 	 Ille ~rnployee uses g.eneti.: or health i:at<!: Semc« provided by tbe employer 

(other than t:.s.e pursuant 10 section 30 \ (a) of this order); 

(2) 	 Ihe employee who uses the genetic or health care services has provided prior 

kl1o,ving, voluntary, and wrillen authorization to the employer tu oollect 

protec:ed gcneti.c information; 

(3) 	 the person who perfornu the genetic or henlthcare !Oervicell doe;, not dis.:;l"se 

protected genetic informal ion to IL"1yone except to the employee who uses !!lC 

4 



services; for Ueatmenl of the individual; purniallt to Stt!IOfl 1.2G2(d) ofthis 

order; for program evnluatlon ar assessment; for compiling.and analyzing 

, information in. tloticipatiol'l of or for use in a 'civil or criminal legal 

proceeding; or, (ar-payment Or accountlngpurposes, [0 verify that tbe service 

was performed {but !n such cases the genetic information ~tself cannot be 

disclosed}; 

• 
(4) sud1 information is not used in violation of sec lin os 1.202(a) or 1-202(b}of 

this order. 

C<) The em playing dep:li1ment ofagency may collect protected gent::ic information 'Aim 

respect to an employee jfthe requirem('flt5 of part 46 oftitle 45 of the Code 

of Federal Regula.tions are me;. 

(d) Genetic moniwrir.g of biological effeets: of loxic substances in lhe workplace shall' 

be permitted if at! of the following conditions are met: 

. (1) the employee has provided priOt, knowing, vciumary, tlnd written 

authorization: 

(2) the employee is notified when the resu!ts~of the roonitoring are ,Jvai:able 

and. at that time, the employer makes any protected genetic informntion 

that rm'Iy have be!!O acquired during the monitoring .wailable !Q .he 

•• employe!! and tnforrm. dle employee how to obtain such information; 

(3 ) !he monitoring confoons to My genetl<: moniloring regulations lhat may be 

promulglHed by the StCTet<W')' ofLaoor; and 

(4) the emp!oyer, excluding any licensed health care professionals lhat are 

involved in the genetic rr.onitoring program, receives results of the morti­

tonns (lltly in agguga!e terms tha! do not disclose the identity of specific 

¢mp!oyees. 

(e) This order does not limit the statutory authority of a Federal depmmenl or agency 

to: 

(I) promulgale Of enforce workplace safety and health lav.'S and regulations; 

5 



(2) coru.lu>;:t or sponsor occl.lpnlional or o!ner hea!lb ;tl$carch thai is conducted in 

complinnce with rt'gulnlions nl part 46 of title 45, of the Code of Federal 

Regulations: or 

(JJ collect prottcled genetic information IU a part of a lav.ful pro~, the primary 

purpose of which is to carry out identification purposes, 

S;i,:1. Miscellmm)!'!s. 

\-401, The head of each department and agency shall lake appropriate aelian to 

disscminute lhis policy and, to this er.d, shall designate a r.igh level offiCial 

resp"rsible for carrying out its responsibilitit$ under Ihis order. 

1-402. Nothing in this order shal! be <;:onstrued to: 

(a) 	 limit Ihe :ignts or prot~ljons of an ir.div:dual under the Rehabililation Act 

of 1973 (29 U,s.C. 701, et seq.), the Privacy Act of J974 (5 U.S,C, 552a}, or 

miter applicable law: or 

{d) 	 require SpeCI(\(; benefits for an employee or dependent under tbe Federal 

Employees Health Benefies Program -or similar program, 

t-403. This otder dtlriiies and makes unifoml Administration policy and does not Greate any 

tight or benefit, substantive Ot procedural. enforceable at law by a party against t!'ie Vnited States, 

its officers or employees. Qr tlt'lj' other person. 

THE WHITE HOUSE. 
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,, 
THE: WHITE: HOUSE: I, 

WASHINGTON 

July 12, 1997 

GENETIC SCREENING EVENT 

DATE: . 
TIME. 
LOCATION: 
FROM: 

I, PURPOSE: 

July 14, 1997 
2:30 pm - 3:40 pm 
The East Room 
Bruce Reed 
'Maria Echaveste 

(I ) To pledge to enact bipartisan legislation to prohibit health plans from inappropriately 
using genetIc screening information to deny coverage or set premiums. or distributing 
confidential information: (2) To receive a new report from HHS on the promise and penis 
of genetic screening; and (3) To announce that the Republican Chair ofttle Senat'c Labor 
and Human Resources Committee, Senator Jim Jeffords, and the Public Health and Safety 
Subcommittee <;hair, Senator and Doctor Bili" Frist, have ir:dicated their support for 
passing a bipartisan bill consistent with the goals and recommendations of the HHS 
Report.: 

II, BACKGROUND: 

, 
While progress in genetic testing has helped millions of Americans, genetic testing can be 
used by' insurance companies and others to discriminate and stigmatize groups of people 
Studies show that 22 percent of people in families where someone has a genetic disorder 
repol1 that they, or a member of their family,· have been disCriminated against by an 
insurance plan, In addition, 85 percent of Americans are extremely concerned with the 
possibility that their genetic makeup will be used to discriminate against them or a member 
oflheir family. 

Nineteen states have already enacted laws to restrict the use of genetic information in 
health insurance and many others have introduced legislation. However, state legislation 
is insufficient to solve this problem for three reasons: (I) private sector employer 
sponsored health plans, which oover half ofall Americans, are exempt from state insurance 
laws due to ERISA preemption; (2) current state laws generally focus on genetic tests 
rather t~an a broader definition ofgenetic information such as family history, medical 
records, and physical exams; and (3) the variability among state bills will lead to a lack of 
unifomiity across the nation as to whether and how genetic information may be used by 
health rihUlS. 



Kassebaum-Kennedy took steps to prohibit genetic discrimination by preventing insurers 
from using genetic information as a "pre--existing condition" and denying or limiting 
coverage in group markets. However, Kassebaum-Kennedy falls short in three areas. It 
does 1lQ1: (1) prevent insurers in the individual market from denying coverage on the ba~is 

'ofgenetic informati~n; (2) assure that premiums settings are' in no way based on genetic' 
information both in the group and individual market; and (3) prevent insurance companies 
from diSclosing genetic infonnation to other insurers, to plan sponsors, and other entities' 
regulated by state insurance laws, such as life, disability, and long-term care insurers. 

m. PARTICIPANTS: 

Brien n t:.fnrtjciIl8 u ts 

Bruce Reed 

Maria Ecnaveste 

Chris Jennings ' 

Jordan Tamagni 


Eyent Partidpants 

The Vice President 

Secretary Shat.l. 

Congre~swoman Louise Slaughter 

Mary)o Ellis Kahn, breast cancer survivor. 


[Mary Jo's mother was diagnosed with breast cancer She was the mother of 5 
children and died at the age of 47, HerTour daughters knew they were'at 
i~cl'eased risk ofbreast eancer because of their mother's history, Mary Jo was 
diagnosed with breast cancer at age 39 and her older sister was diagnosed at age 
~2. The two younger sisters [hen decided to undergo preventive mastectomies. 
Mary Jo believes that the option of seeking genetic testing to discover the breast 
cancer gene will only be real if there is no chante of insurance discrimination.]. . 

8,lHlieucc 
The audience consists ofMembers ofCongr-ess and J50 representatives of organizations 
endorsing Congresswomanls Slaughter's legislation, including breast cancer and consumer. 
groups. Members of the working groups of tbe Human Genome Research lnstitute and 
the National Action Plan on Breast Cancer will also be in attendance. 

Pre-E~el1t Mfr. aud Greee 
• Mary Jo Ellis Kahn and family. 
~ Dana Glover, a rellow Arkansan, who at the age of 28 developed third stage breast 
canccr as a result ofa mutated gene, She wrote to the White I-louse several times and 
received IiO response, but when you saw her letter you asked that she be invited to the 
\Vbitc J louse for an event. 



IV. SEQUENCE OF EVENTS,, 

- You ~iIi be announced onto the stage with other participa.nts. 
- The Vice President will make welcoming remarks and introduce SecretaI)' Shalala. 
- SecretaI)' Shalala will make remarks and introduce Congresswoman Slaughter. 
- Congresswoman Slaughter will make remarks and introduce Mal)' Jo Ellis Kahn. 
- Mal)' Io Ellis Kahn will make remarks and introduce you. 
- You will make remarks and then depan, 

V. PRESS COVERAGE: 

Open 

VI. REMARKS: 

, 
Preparid by Iord,aTam'gai. 



PREVENTING INSURANCE DISCRIMINATION BASED 

ON GENETIC INFORMATION 


Today the President pledged his commitment to enacting bipartisan legislation in this Congress to prohiDit 
health p1ans,. from inappropriately using genetic screening information to deny coverage or set premiums. or 
distributing confidential infonnation. In so doing, he released a new report from the Department of HeaIth,
and Human Services that summarizes the promise and perils ofgeJietic screening. He also announced that the 
Republican Chair oft~e Senate Labor and Human Resources Committee. Senator Jim leffords. and the' Public 
Health and Safety Subcommittee Chair, Senator and Doctor Bill Frist, have indicated their support for passing , 
a bipartisan bill that i~ consistent with the goals and general recommendations of the HHS report. 

Tlte Progress and ptomise of Genetic Testing. Genetic testing has the potential to identity hidden genetic 
disorders and spur early treatment Tests for genetic predisposition to certain diseases and conditions - such 
as Huntington's disease and certain types of breast cancer ~~ are already available and more genetic tests are 
on the horizon, 

Genetic Discrimination: The Perils of'fhis Progress. But genetic testing also can be usoo by insurance 
companies and othersito discriminate and stigmatize groups ofpeople, Studies have shown that: 

• 	 Over one-fifth! of people in families where someone has a genetic disorder report that they, or a 
member of their family, had been discriminated against by an insurance plan, ­, 

, 
• 	 85 Percent ofAmericans report that they are exrretnely concerned with the' possibility that their genetic 

makeup will b~ used to discriminate against them or a member of their family, 

Building on Kassebaum-Kennedy. Kassebaum~Kennedy took steps to prohibit genetic discrimination by 
preventing insurers from using genetic information as a "pre-existing condition" and denying or Jirniting 
coverage in group markets. However, Kassebaum~Kef1nedy falls short in three areas, It does run: (I) prevent 
health plans in the individual market from denying coverage on the basis of genetic jnformation~ (2) assure 
that premiums settings are in no way based on genetic information both in 1he group and indi..~duat market; 
and (3) prevent health~plans from disclosing genetic information to insurers, to plan sponsors, and other,
entities regulated by state insurance laws., such as life, disability, and long-term care insurers. 

I , 
Siate laws are insuffi'cient. Nineteen states have already enacted laws to restrict the use of genetic 
information in health ihsurance and many others have introduced legislation. However, state legislation is 
insufficient to solve this problem, First, private sector employer sponsored health plans. which cover half of 
all Americans. are exempt from state insurance Jaws due to ERISA preemption, Second, current state laws 
generally focus on genetic tests rather than a broader definition ofgenetic information such as family history., 
medical records, and physical exams. Finally, the variability among state bills will lead to a lack of uniformity 
across the nation as to whether and how genetic information may be used by health plans. 

, ' 

Uuilding on the existing bipartisan commitment to the President's challenge. Several bills have becn 
introduced in this Congress which prohibit health plans from requesting or using genelic information to deny 
health care CQVCrag(l or raise premiums. The bipartisan legislalion introduced by Rep, LOUise Slaughter, H,R, 
306. addresses the thrJe, major gaps lell by the HlrAA Icg~sla(ion and represents a strong foundation for this 
nlllch~nceded reform. ,It has already attracted over 150 cosponsors. The HilS report released today 
recommends building on this legislation and cnacting n bill that protects all Americans from the threat of 
gt:l1dic discrimination.. 



Document No.~_~,____ 

"WHITE HOUSE STAFFING MEMORANDUM 

~~ - /)'OcJc;V'
OATE: __7~/~1~2/'C9~7______ ACTION/CONCURRENCE/COMMENT DUE BY: 7,)~ 1'-:::::= 

Remarks for the Genetic Screening Event (7/14/97) 
SUBJECT: ___.-'-___-.,..--------------------------- ­

I 
ACTION FYI ACTION FYII ~.

VICE PRESIDENT l'L' 0 McCURRY 0 
I, 

BOWLES rr 0 McGINTY 0 0 
McLARTY 0 0 NASH 0 0 
PODESTA ~ 0 0 0Rl1FF 

MATHEWS ~ 0 SMITH 0 O. 
RAINES 0 0 REED - ~~ 0 
BAER 0 0 SOSNIK [ii( 0, 

1 ..EWlS g
ECHAVESTE 0 0 0 

,YEI.LEN,EMANUEL ~ 0 0 0 
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I 
Like Mary Jo Ellis Kahn's flUllily, my own fimtily has been deeply affected by the 

tragedy of breast cancer, and nearly every American liunily has had its own experience with 
serious illness. That is why the remarkable strides in genetic research and testing we are talking 
about today are so important. And that is why we must make sure that all Americans get the 
benefits of these breakthroughs, and the bealth care they need and deserve. 

As Secretary Shalala's report makes so clear! we are living in an era ofscientific 
discovery. a ~oment when science is unlocking the mysteries of the human body, and offering 
Wlprecedented new ways of preventing disease. But along with these amazing new 
developments ,oornes the risk that they could be used improperly - and the responsibility to make 
sure that they are not., 

Nowhere is the promise - and the peril ~~ ofscientific discovery more apparent than in 
genetic testing. Used in the right way1 genetic testing has the potential to save millions of lives 
and revolutionize health care. But when insurance companies can use genetic infcmnation to 
deny coverage -- as they did in the 1970s with some African Americans who carried sickle cell 
anemia .- we know that something is wrong. When people are being driven from their doctors 
because they are afraid that genetic information will be used against them - as too many women 
who may.carry the gene for breast cancer fear it win be - we know that something is wrong • 

•
I 

That something is discrimination, and it ~more than wrong. It is a life-threatening abuse 
ofa potentially life-saving discovery. And we must do everything in our power to prevent it. 

Last year, we took Ibe first slep by prohibiting group health plans from using genetic 
infonnation to deny coverage. Today, I run pleased to annotulce that my administration is taking 
the next step by pulling its full support bebind new legislation that hans i!ll health plans - both 
group iiU.d individual -- from denying coverage 2t mising premiums on the ~asis of genetic tests. 
And it prohibitS all bealth plans from disclosing genetic infotml1tion that could be misused by 
other insurers.: I am pleased that-Representative Slaughter is sponsoring this new legislation., and 
that Senator Frist and Senator Jeffords share our oonunitment to ban discrimination based on,
genetic tests. I 



This legislation is an example of the step-by-step approach we are taking to provide every 
American fh.m;ily with the health care they need to thrive. We have already ensured that ajob 
change or an i,llness in the family doesn't mean losing health insurance. We have made it easier 
for self-employed people to buy health insurance for their families. And the balanced budget 
agreement I reached with Congress in May will extend health care to millions of uninsured 
children, ensu±-e that more older women can have mammograms, and protect Medicare and 
M d""d I " e 1C3.l • 

We cannot afford to let our progress be undermined by the misuse of the miracle of 
genetic testing. Americans should never have to choose between saving their health 
insurance, and taking the test that could save their lives. And with these efforts, we will 
ensure that no American ever has to make that choice. 

Thank 'you and God bless you. 
" 
; 



MEMORANIlUM 

July 14, 1997 

.I' 
TO: Bruce Reed, Elena Kagan 

FR: Chris J, and Sarah Il, 
I 

RE: Document~ for the Genetic Discrimination Event , 
,I , 

Attached are the documents we put togetber for today's genetic information event They 
include: 

I
(I) 	 One page fnet sbeet; , 

! 	 , 
(2) 	 An'Executive Summary of the HHS report "Heulth Insumnce in the Age of 

·Gcnetics~'~ . . 
, < 

(3) On~ page summary of the legislation; 

(4) Q&As; 

I 

(5) An'impressive list ofquotes from supportive Members and organizations; , 

(6) To~ay's Post Story. 
, 

I, 


We hope you find this information belpful. Please call with a.ny questions. 

, j 




I'REVENTING INSURANCE DISCRIMINATION BASEl) 
I ON GENETIC INFORMATION 

I 
Tod<ty the President pledged his commitment to enacting bipnrtisan legislation in this Congress to prohibit 
health plans from lnappr,?priately using genetic screening information to deny coverage, set premiums, or to 
distribute confidential information. In so doing. he released a new report from the Department ofHealtb and 
Human Services that summarizes the promise and perils of genetic screening. He also announced that the 
Republican Chaif of the $enule LabOr and Human Resources Committee, Senator lim Jeffords, and the 
Public HealIh and Safety; Subcommittee Chair, Senator and Doctor Bill Frist, have indicated their support for 
passing a bipartisan bill that is consistent with the goals and general recommendations of the HHS report. , 

t 
The l'roruise of Genclie' Testing. Genetic testing has the potential to identify hidden genetic disordcrH and 
spur early treatment Tests for genetic predisposition to certain diseases -- such as Huntington's disease and 
certain types of breast cancer ~~ are already available and more such tCSlli are on the horizon. 

Genetic Disc.rimination: The Perils of This Progress. ·Genetic testing also can be used by insurance 

compa.nies and others to discrlm~nate and stigmatize groups of people. Studies have shoWTl that:
, 

" 	 Over onc*fifth of people in families where someone has a genetic disorder report that they, or a 

member ofthcir ramily, had been discriminated against by an insurance plan. 


• 	 85 percent of Americans report that they are extremely concerned with the possibility that their 

genetic makeup will be used to discriminate against them or a member of their family. 


I 
Huihling on Kassebaum-Kennedy. The Kasscbaum~Kenncdy law took steps to prohibit genctic 

discrimination by preventing insurers from using genetic information as a "pm-existing condition" and 

denying or limiting coverage in group markets. However, it does IlQ1: (1) prevent health plans in the 

individual market from dcn)'ing coverage on the basis of genetic infonnation: (2) assure that premiums 

settings are in no way baSed on genetic inforlnation; and (3) prevent health plans from disclosing genetic 

inronnation to insurers, 19 plat} sponsol's, and other cntities regulated by state insurance 1a\-\'8, such as life, 

disability, Dnd. long-term Care insurers. 
, 

, 
State laws arc insufficicI,t. Altbough 19 slate's have already cnacted laws to restrict the use of genetic 
information in health ins~rance> state laws are insufficient to solve this problem. First, employ'er sponsored 
'self~insured health plans., which cover balf ofall Americans, are exempt from state insurance laws due to 
ERISA preemption. Second, current state laws generally focus on genetic tests rather than a broader 
definition of genetic inrotmation such as family history, medical records. and pbysical exams. Finally, the 
variability among state bi1lls will lead to a lack of unifon:nity across the nation. 

Building on the existing bipartisan commitment to thc President's challenge. Bipartisan legislation 
introduced by Rep. Louise Slaughter (RR. 306) and Senator Snowe (S. 422) addresses the three major gaps 
left by the IiIPAA legislation and represen1.S a strong foundation for this much-needed reform. It has already 
attracted over 130 cosporisors in the House, The legislation that the President wil! be forwarding to the Hill 
buiJd.~ off the SlaughterlSnowe blH and strengthens it by explicitly specifying that genetic information cannot 

, be discIosed to insurers, plan sponsors (the employer), and other entitles regulated by state insurance laws. 
such as life. disability, and long-term care insurers. It also gives the Secretary the authority to define others 
situations where it is appropriate to allow genetic information to be disclosed. This modifkation.win ensure 
that genetic information can still be used, where appropriate, to help improve important biomedical research 
efforts. 



.. 
HEALTH INSURANCE IN THE AGE OF GENETICS 

AN EXECUTIVE SUMMARY 

The "Health Ins~rance in the Age of Genetics" report responds to the President1s request for 
information on tpe potentials and perils of genetic testing. It includes information on the current 
state of legislation about genetics as well as recommendations for Federal legislation to improve 
protections against genetic djscrimjnatio~. , 

The Progress and Promise of Genetic Testing. Genetic t~sting has the,potential t(l identify 
hidden genetic disorders and spur cady treatment. Tests for geneti~ predisposition to certain 
diseases and conditions -- such as Huntington's disease and certai~ types ofbreast cancer ~~ are 
already avaiJable and more genetic tests are on the horizon. In the next few years we will know 
the location ofnearly every human gene and we are learning mOre and more about how genes 
interact. As genetic information becomes increasingly common, it will revolutionize our health 
care system. With this new technology; Americans will be able to determine conclusively' 
whether or not they are in fact genetically predisposed to a disease. Those who are can begin 
early and often life-saving treatment and those who are not will gain much-needed peace of 
mind. 

i 
Genetic Discrimination: The Perils of This }}rogrcss. While progress in genetics can help 
millions of Americans, we know that genetic testing can be used by insurance companies and 
others to discriminate and stigmatize groups ofpeople. Even those who have not yel or may 
never show signS, of a disease are still at risk for discrimination. Studies have shown that eighty-' 
five perc,ent of Americans are still extremely concerned with the possibility that their genetic 
makeup will be ':1Sed to discriminate against them or a member of their family. Twenty-two 
percent of people in families where someone has a genetic disorder report that they have been 
discriminated against by an insurance plan. In genetic testing studies at the National Institutes of 
Health (NIH), nearly a third ofeligible people offered a test for breast cancer refused to take it 
The overwhelming majority of those who refused tests cite concerns about health insurance 
discrimination and loss of privacy as tf~e reason why. 

State Initiatives and Why These Laws Are Insufficient. ~ineteen states have already enacted 
laws to restrict the use of genetic infonnation in health insurance and many others have 
introduced legislation. However, state 'egislation is insufficient to solve this problem for a 
number of reasons. First, private sector employer sponsored health plans, which covers half of 
all Americans, are exempt from state insurance Jaws due to ERISA preemption. Second, current 
state laws gener~Hy focus on genetic tests rather thari a broader 4efmition ofgenetic information 
such as family history, medical records, and physical exams. Finally, the variability among state , . 
bills will lead to ,a lack ofuniformity across the nation as to whether and how genetic information 
may be used by health plans. . 

j. . .. 



HIPAA: Gaps in the Current f'edoral Legislation. HIP AA took steps to prohibit genetic 
discrimination by preventing insurers from using genetic information as a "pre-existing 
condition" and denying or limiting coverage' in group markets. However, HIPAA falls short 
in three areas. It does UQ!: (1) prevent insurers in the individual market from denying coverage 
on the basis ofgenetic information; (2) assure that premiums are in no way based on genetic 
infonnation both in the group and individual market; and (3) prevent insurance companies from 
disclQsing genetic information to other insurers, to plan sponsors. and o~er entities regulated 
by state insurance laws, such as life, dis~bility, and long-tenn care insurers, 

Recommendations for Federal Legislation. Any Federal legislation should address the three 
mlljor areas not iricluded in HIPAA: . , , 

Aceess in:the individual market. The H1PAA protections should be extended to "'e 
individual'market in the absence of a diagnosis, Only then will all Americans rest 
assured that they or their families will not be denied or lose their hea1th care coverage 
based on their genetic information. . . 
. I 

, . 
Affordability in the individual and group market. HlPAA did not prevent insurers 
-- in either the individual or the group market -- from increasing group premium rates 
based soleiyon knowledge about genetic information. New legislation must ensure that 
health pla~ do not use genct,ic informat~on in any way when determining premiums. 

Disclosing Genetic Information. New legislation should protect the privacy and 
confidentiality of genetic infonnation by preventing health plans from releasing or 
demanding access to generic information. It should impose restrictions on the 
disclosure of genetic infonnation to other insurers, to plan sponsors, and other entities 
regulated by state insurance laws, such as life, disability. and long-tenn care insurers. 

CongressionaJ Initiatives. Several bills have been introduced in this ·Congress which prohibits 
health plans from requesting or using genetic infonnation to deny health care coverage or raise 
premiums, The bipartisan legislation introduced by Rep, Louise Slaughter, H,R. 306. addresses 
the three major gaps left by the HIPAA legislation and represents a strong foundation for this. 
much-needed reform. The report recommends that the Administration build on this legislation 
and enact a bill that protects aU Americans from the threat ofgenetic discrimination. 

"." 



, 
Summary ~f the P~esjdent;s Genetic Anti~Discrjmillation ~gislativc Priorities 

• 	 Assuring ~ccess in the individual market. Assures that Americans who are insured 
through the individual market will not be denied or lose their health care coverage 
based on their genetic information. 

• 	 Enhancing affordability in the individual and group market. Prevents insurers - in 
either the individual or the group market ~~ from increasing group premium rates' hased 
on knowledge about genetic information, New legislation must ensure that health plans 
do 1ID1 use genetic information in any way when determining premiums, 

., 	 Protecting against inappropriate disclosure of genetic information. 

Protects the privacy and confidentiality of genetic information by preventing 
ht::alih plans from releasing or demanding access to genetic information, 

I 

, 
Specifically imposes restrictions on the disclosure of genetic infonnation to, 
other insurers, to plan sponsors, and other entities regulated by state insurance 
laws: such as life, disability, and long~term care insurers. 

Give's the Secretary additional authority to determine other situatioIls where it is 
iU<lppropriatc for health plans to disclose genetic information. 

I 

Prot~ts biomedical rese,arch efforts by specifying \V'hieh entities cannot receive 
genetic information from health plans.· In so doing. it provides safe harbors for ,
situations In which it is appropriate and, in fact, often extremely beneficial to 
disclose genetic information. including for important biomcdkalrese.lrch efforts, , 

• 	 Providing for other technical modifications# Contains other important technkal 
changes to ensure that any legiSlation from the Hill does not undermine the Kassebaurn~ 
Kennedy legislation., does not interfere with the,doctor-patient reJatioriship, and does not 
impose undue administmtive hassles on health plans. , 



QUESTIONS AND ANSWERS 

ON PREVENTING GENETIC DISCRIMINATION 


IN HEALTH INSURANO: 


Q: IS THERE ANY EVmENCE THAT INSURANCE COMI'ANIES ARE 
DISCRIMINATING AGAINST PEOPLE WITH A GENETIC PREDISPOSITION , 
TO A DISEASE'! 

I, 

A: 	 Medical rcs'earchers and physicians have reported that people are refusing to get genetic 
testing or to participate in medical research because they fear that this information could 
be used against them or a member of their family. We know that genetic infonnation has 
been used to discriminate against people in the past. 

I,, 	 , 
,In th.c carly ]1 970's, health insurance" coverage and jobs were denied to many African­
Americans who were identified as carriers of sickle-cell anemia. We also know that a 
leading reason women refuse genetic testing for breast cancer is because they fear that 
insurance crimpanies may charge excessively high premiums or deny health care . 
coverage to ,either themselves or members of their families. 

I 
Moreover, over one-fifth of people who live in families where someone has a genetic 
disorder report that they have been discriminated against by an insurance plan. (Lapham 
et aI., Science, October, 1996). 

A 1985 Harris Poll of the general public revealed that over 85 percent of those surveyed 
indicated they were very concerned or somewhat concerned that insurers or employers 
might have access to and use genetic information. 

Q: 	 'HOW MUCH WOULD THIS LEGISLATION COST? 

A: 	 We do not have any formal estimates on how much this legislation would cost. However,, , 
states that have enacted legislation in this area have not experienced any significant costs 
associated with it. . 

i 

I 
Q: 	 HOW MANY AMERICANS WOULD BE AFFECTED BY THIS LEGISLATION? 

, 
A: 	 This legislation would protect all Americans from having to pay higher premiums based 

on genetic i~formation and from having their genetic information disclosed. . 



1.1: 	 WIW ISNiT THE ADMINISTRATION ADDRESSING TliE PROBLEM OF 
EMPLOYMENT DISCRIMINATION BASED ON GENETIC SCREENING 
INFORM).TlON WITH THE SAME RIGOR [TIS TAK[NG [N THE HEALTH 
INSURANCE ISSUE? . , 

A: 	 Genetic discrimination by employers is no less an important issue. The Department of 
Labor. in conjunction with the Equal Employment Opportunity Commission. the 
Department' ofJustice:, and the Department of Health and Humnn Services. is currently 
considering the feasiblity of extending protections beyond curre'm law for this explicit 
purpose. We anticipate that we will have their findings and recommendations sometime 
later this year. As we review this issue, we look forward to working with r...1embers of 
Congn:ss -- such as Senator Tom Daschlc -- who have shown an interest in this area, 

1.1: 	 ()!I)N'l' THE KASSEIlAUM·KENNEnY I·JEALTH REFORM LEGISLATION 
TAKE CARE OF THIS PIWBLEM? 

A: 	 ',l)c Kasseb?um~Kcnncdy legislation did take important steps to prevent hearth Insurers 
from discriminating on the. basis of genetic ini(lrmation, Howevcr, this: legislation builds 
on these pro'visions in three important areas. It: (I) prevents insurers in the individual 
market from' discriminating on the basis of genetic information in the absence of a 
positive diagnosis or trealment~ (2) asSures that group premiums, both in the group and 
the individual market, are not based on genetic information; and (3) restricts insurers and 
health plansJrom disclosing genetic infonnation, 

Access in the indiyidual market. The HJPAA protections should he extended to the 
individual market. Only then will all Americans rest assured that they or their familie.s 
will not be denied or lose their heaJth care coverage hased On (heir genetic information. 

Affordability in the individual and group market. The Kassebaum-Kennedy 
legislation d!d not prevent insurers - in eit,her the individual or the group market ~~ 
from increasing group premium rates based on knowledge about genetic infonnation. 
New legislatton must ensure that health plans do not use genetic information in any 
way when detennining premiums. 

Disclosing Genetic Information. New legislation should protect the privacy and 
confidentiality of genetic information by preventing health plans from releasing or 
demanding access to gel)etic information. It should impose restrictions on the 
disclosure of genetic information to other insurers, to plan sponsors, and other entities 
regulated 'by state insurance laws. such as life, disability, and long-term care insurers .. 

,• 



Q: 	 TIIERE ARE A NUMBER OF BILLS 0" THE lULL ON THIS ISSUE. WHY 
OOES THE PRESII>ENT LIKE THE ONE INTROI)uCED BY REPRESENT· 
ATIVE SLAUGHTER AND SENATOR SNOWE? 

A: 	 While there arc many bills 011 the Hill and many important legislators. with commendable 
commitments in this area, the President believes that this is the strongest bili to build on. , 
The bill is based all the join! recommendations, made by the National Institutes of' 
Healtb's Working Group on Ethical, Legal; Sociallmplic8tions of Human Genome 
Research (ELSI Working Group) and the National Action Plan on Breast Cancer 
(NAPBC) to address the issue of genetic discrimination and health insurance. If 
addresses tile three major gaps left by Kassebaum~Kc'nnedy; (I) preventing health plans 
in the individual market from denying coverage on tht: busis of genetic information; 
(2) assuring that premiums settings are in no way based on genetic inJormation; and 
(3) preventing health plans from disclosing genetic information to insurers, to plan 
sponsors. arid other entities regulated by state insurance Jaws, such as life. disability, and 
long-Icnn care insurers. 

I 
Q: 	 WHAT ARE THE DIFFERENCES BETWEEN THE SLAUGIHER·SNOWE 

LEGISLATION AND THE LEGISLATION THAT PRESI()ENT IS SENDING TO 
CONGRESS? 

A: 	 The legislation that the President will be fOIwarding to the HiH builds off the 
SlaughterlSnowe bill and strengthens it by explicitly specifying that genetic infonnation 
cannot be disclosed to insurers, plan SPOflsnfS (the employer), and other entities regulated 
by state insurance Jaws, such as life. qisability. and long4erm care insurers. It also gives 
the Secretary the authority to define other situations where it is appropriate to, allow 
genetic information to be disclosed, This modification will ensure that genetic 
infonnation:can still be used, where appropriate, to help improve important biomedicai 
research efforts. It also prohibits insurers from varying premiums in a group plan based 
on the genetic infonnatlon of any individual in that group. It also contains some 
technical changes that protects the intent oflbe Kassebaum~Kassebaum and ensures that 
the patient~doctor relationship is not undermined. , 	 . 



Q: 	 REI'IUCSENTATIVES OF SOME ))RUG COMI'ANIES SUCH AS TilE 
PHARMACEUTICAL RESEARCH ANIl MANUFACTURERS ASSOCIATIONS 
(PhRMA) TIIAT ))0 BIOME))ICAL RESEARCH ARE CONCERNEIl THAT 
THIS LEGISLATION WOULIl PREVENT RES.:ARCHICRS FROM GE1TING 
ACCESS TO MUCH-NEEIlEIl GENETIC INFORMATION, WILL THIS 
LlcGISI.ATlON UNIlERMINE OUR I'ROGRESS IN TillS AREA'! 

A: 	 Absolutely not. We want to make sure that this legislation does llot undermine these 
in1:portant Jscurch cHorts. In fact, part oftbe reason why the President is forwarding 
legislation to the Hill to improve on the S!aughter~Snowe legistation is that he wants to 
make sure that we have clarified the underlying bill to ensure that eflbrts bolster ~* not 
harm ~~ the 'efforts ofbiomed.ical researchers. 

Researched Ijke Dr. Francis Collins of the National Institute of Health's Human Genome , 
Project are :;orne of the strongest supporters of the President's efforts, Fear of genetic 
discrimination by potential research subjects has been cited as tile biggest impediment to 
research in these fields. By removing this fear, the Administration will greatly reduce the 
numbei" of potential research participants who presently shy away from participating in 

-~ 	 , 

Q: 	 AlmN'T M,ANY STATES TAKING ACTION ON TillS ISSUg'! WilY 1)0 WE 
NEilD FEIlERAL LEGISLATION'! 

A: 	 While nineteen states have taken action in this area and many more have proposed 
legislation t~is: year. state legislation is insufficient to solve this pro~lem, The variability 
among slate bills could lead 10 a lack of uniformity across the nation as to whether and 
how genelk:information may be used by health plans. Moreover, the Employer 
Retirement Income Security Act (ERISA) exempts private sector employer-sponsored 
health plaos that provide benefits through self·funded arrangements from state insurance 
Jaw~L Thus, 'even if states enact legislation restricting the use of genetic information 
nearly onc~halfofthe American population, would not protected, 

i, 

I 
For the most part, health insurance plans do not have formal guidelines about eovemge of 
genetic tests, instead making decisions to cover based on individual considerations, A 
Task Force on Genetic Testing survey of HMOs found that some, but not most, do cover 
predictive testing for breast and colon cancer in asymplomatic people. Kaiser Permanente 
and Blue C~ss/Bluc Shield have conducted in-House technology assessments of the 
BReA 1/2 tests and both have fonnulated policies for covering BRCA tJ2 testing under 
certain conditions. 



Q: 	 WON'T TIlE GENETIC SCREENING ISSUE liE ADnRESSEU Ill' TilE III1S 
SECRETARY WilEN sim RELEASES HER STATUTORILY REQUlRm 
REPORT ON PRIVACY ISSUES LATER THIS YEAR? ISN'T Till, WORK Ill' 
MEMlllCRS INTERESTED IN PRIVACY, DISCLOSURE ANI) 
CONFIIlENTlALlTY ISSUES GOING TO AnDRESS THIS I'ROIll_EM? 

,
A: 	 Scientific c~pcrts from the NIH feel strongly that the genetic information challenge raises 

11 host of issues that merit immediate and separate attention, While there may be some 
overlap on these efTorts, we believe this to best way to most comprehensively and 
effectively *ddrc;;s this I~SUC, 

The patient 'confidentiality issues that HHS and the Congress arc looking at separate and 
apart from the genetic infonnation issue relate generally to discuses that individuals 
already have, In contrast, predilection and susceptibility to disease may HllSC different 
issues. 	 Moreover, genetic information not only applies to one's own medical history. but. 
to those ofiuture generations as well. 	 ' . 

These arc ail complicated and very unique matters thut require very carcfllJ and deliberate 
consideration. They also merit separate legislatjon at least at the beginning of the 
legislative process. 

.: 

. I 

.. 



, . 

Statements of Support for the President's Action on Genetic I>iscrimination 

"I am very plensed to express my commitment to working with President Clinton and my 
colleagues in the Senate to develop bipartisan legislation designed to protect each and everyone 
of us: from being unfairly discriminated ngainst on the basis of our genetic make-up:" , 

,I 
-- Senator Jim Jeffords, 

Chair, Senate Labor and 
Human Resources Committee 

"In my role as chainnan orthc Subcommittee on Public Health and Safely. 1 strongly support the 
intent of legislation which would prohibit discrimination in health insurance against healthy 
individuals and their families based on genetic information:' 

-- Senator Bill Frist 
Chatf. Subcommittee on Public 
Health and Safety. Labor and Human 
Resources Committee 

"We owe a debt of gratitude to President Clinton, Vice President Gore, Secretary Shalala. and 
Dr, Collins for their hard work and leadership on bringing this issue to the public's attention, and 
1am so pleast.'<.! that the Administration has pledged to fight for passage of thiS important 
legislation." 

-~ Representative Louise Slaughter 

hOn behalf of more than 400 organizations and 51.000 individuals who arc members of the 
National Breast Cat~cer Coalition. 1 want to thank you for your leadership in support of 
legislation to protect women and their families from insurAnce discrimination on the basis of 
predisposition to disease. 

As we have said many times in the past, ynu have shown time and again that you have the vision 
and the courage to take on the tough issues in breast cancer, to do the right thing rather than 
espouse the simple or popular position." 

-- National Breast Cancer Coalition 



,, 

"The Womenls Legal Defense Fund applauds you for taking the lead on yet another issue of 
tremendous importance to women and their families -- prohibiting genetic discrimination in , . 
health insurance:' 

~~ Women's Legal Dcibnsc Fund 

. 
~'TIle Hereditary Susceptibility Working Group oftbe Nntionul Action Plan on Breast Cancer 
applauds your leadership and support oflegislation to prohibit health insurance discrimination 
based OIl genetic information. We are very gratified that your personal commitment will bring 
this issue to the attention of the Amencan public. While women can survive breast cancer, they 
cannot survive without health insurance." 

~~'National Action Plan on Breast Cancer 

"The issue of genetic nondiscrimination is not just about Jewish women, or even about breast 
cancer. As scientists race to map the human genome, this issue is sure to aflect cveryone.l.,,] 
Hadassah strongly rpplauds your endorsement of this historic legislation," 

, 
•• Hadussah, 

The Women's Zionist 
Movement of America 

"We are deeply grateful to you for championing Ihis important issue." 

--Virginia Breast Cancer Foundation. 

"The Genome Action Coalition, comprised of more thmt ! J5 organizations. foundations, and 
corporations, woul~ like to congratulate you and thank you for the extraordinary leadership y~u 
have shown with regard to the difficult issues which come about as a result of the progress ofthe 
Human Genome Project." 

, 

-- The Genome Action CoaHtion 



"On behalf of the trustees and scientists of the Hereditary Disease Foundation, I wish (0 express 
our deep appreciation for your support of policies to prevent health insurance discrimination 
based on genetic i~fonnation:' 

-- Hereditary Disease Foundation 

i 
"Your support [ ... J,would help provide the protection against the misuse of genetic information 
that causes our iamilies with genetic disorders to continue to be so vulnerable." 

! 

~~ Alliance of Genetic Support Groups 

I 
HAs the parent of a'young adult with an incurable genetic disorder and 'as the past president of 
The Alliance of Generic SuppOrt Groups, I am wriling to thank you for speaking out against 
genetic discrimination." 

-- Jayne Mackta j 

Past President, 
Alliance of Genetic Support Groups 

I 

I 
"[t is so important that you, as the leader of our fine nation, support this legislation so that an 
individual can not be discriminated against because they have a disease like Tuberous Sclerosis 
Complex, cystic fibrosis, Huntington's Disease, Or allY OIle orthe genetic dlsorders, It 

- National Tuberous Sclerosis AssociatlOn 

I . 

. 
,IThis is an especially important issue for those at risk for Huntington's Disease, who often must 
live in fear not only of having an inherited disease. but also of Josing their jobs and their health 
benefits when they are in need of them most." 

-- Huntington's Disease Society of America 



"We are thrilled with your support of legislation preventing genetic discrimination in health 
insurance. [ ...JWe feci It is,obscene for insurance companies to deny coverag.e to'pc~;lple like us 
merely because science has now provided a way to know aoout our genetic defects." 

-- A-T Children's Project 

"Your support or this legislation to prohibit genetic discrimination is very much needed to give 
the proposal the nc.cessary momentum to gather votes and pass Congress. We need the protection 
this legislation can provide and appreciate all the help you can bring to resolve this problcm.'1 

-- Sickle Cell Service 

, 
"I am writing to applaud yo~.lf announcement of support for Icgislmion which would protect 
conStlmers from hCOlllh insurance discriminution on the basis of genetic information, I:" j These 
safeguards are cl1lciul to keep scientific ::dvances from becoming cruelly misused in our society!' 

-- American Nurses Association 

I 
"The American Academy of Pediatrics applauds your action on the issue of genetic screening. 

Your dedicated leadership ~n this iss.ue is critical to protecting those children vulnerable to 

genetic discrimination." 


i 

- American Academy of Pediatrics 

"The Center for Patient Advocacy strongly supports your efforts to protect American patients 

from genetic discrimination. [. __] With your leadership and active support we are confident that 


. the patients of today and those of tomorrow benefit from the medical technology that advances in 
genetics make possible. We, at the Center for Patient Advoca'cy. applaud your efforts in beha,lf 
ofaU American patients,'" 

-- Center for Patient Advocacy 
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, 
_,I'REVENTING INSURANCE IlISCRIMINATION IlASIW 

ON GENETIC INFORMATION 

in his commencement address at Morgan Stale University today, the President highlighted the great 
potential and possible perils of recent advances in genetic research. To address widespread COncerns 

abOUl potential abuses) the President Clinton called upon Congress to pa..<;s bipartisan legislation that 
would prohibit insurance companies from using genetic information to determine premium rates ()r 

eligibility for health plans, 

ADVANCES IN SCIEl"CE: POTENTIALS AND PERILS 

Genetic testing has the potential to identify hidden genetic disorders and spur early treatment Tests 
for genetic predisposition to certain diseases and conditions ~~ such as Huntington's disease and certain 
types of breast cancer -'- arc already available and more genetic tests are on the hunzan. But genetic 
testing also CaJt be used by insurance companies and others to discriminate and stigmatize groups of 
people. We know th,3t genetic information has been used to discrimlnate against people in the past. In 
the curly 1970's, health insumncc coverage and jobs were denied to many Afdcan·Americans who 
were identified as carriers of sickle-cell anemia. Studies have shown that many Americans are 
extremely concerned wilh the possibility that their genetic makeup will be used to discriminate against 
them nr a member nfthcir Ihmily. 

ADI)ITlONAL I'ROTICCTIONS NEICDED 

The new legislation will build on the imporuml anti-discrimination insurance laws in ihe Healtb 
Insurance Portability and Accounlability Aet of 1996 (HIPAA). It would strengthen HIPAA by 
ensuring that in nll cases genetic information will not be inappropriately used or disclosed by henlth 
plans. This would not only apply to health plans covered under ERISA but also provides blanket 
protections for all Americans who purchase individual policies. ,, 
More than a dozen states have already enacted laws to restrict the usc of genetic infomlation In health 
insurance and at least thirty-one others have introduced legislation in 1997. However. state legislation 
is insufficient to soh'c this problem. The variability among state bills wlillead to a lack of uniformity 
across the nation as to whether and how genetic information may he used hy health plans" 

BUlLJ)!NG ON THE EXISTING BIPARTISAN LEGISLATION 

Several bills have been Introduced in this Congress, which prohibit health plans from requesting or 
using genetic infonnation as abasis to deny health care coverage or raise premiums. 111c President 
believes that the bipartisan legislation introduced by Rep, Louise SJaughter, H,R. 306, represents a 
strong foundation for this much-needed reform, The Slaughter bill contains strict protections against 
disclosure of an individual's genetic information by health plans. The President looks forvvard to 
working with Rep. Slaughter nnd other members in both parties to pass legislation on this important 
issue in this Congress. : 



QUESTIONS AND ANSWlmS ON GENETIC TESTING 

Q: 	 IlIl)N'T WE ALREADY TAKE CARE OF THIS PROBLEM IN THE 
KASSEBAUM-KENNEllY HEALTH REFORM LEGISLATION? 

A: 	 The Kassebaum-Kennedy legislation did take important steps to prevent health insurers 
from discriminating on the basis of genetic information. However, this legislation builds 
on these provisions in three important arca~: (I) prevents'insurers in the individual market 
from discriminating on the basis of genetic infomlution (2) assures the premiums setting 
is in no way based on genetic information both in the group and individual market; and 
(3) prevents insurance from disclosing genetic information. 

• 	 Access in the Individual Market. The Kassebaum-Kennedy law says that 
employers may not usc genetic information as a pre-existing condition unless the 
illness associated with the pre-existing condition has already been diagnosed. In 
that C<lse, the health plan could deny health care coverage for a maximum of 
twelve months. 

However, Kassebaum-Kennedy did not address the issue or genetic information 
for Americans who are part of the individual insurance market. This legislation 
wo~ld take the next step by protecting Americans who have an health insurance in 
the individual market from being denied health care coverage based on their 
genetic infonnatioll. 

I 
• 	 Affordability in the Individual and the Group Market. The Kassebaum­

Kennedy legislation did not address t.he issue of afford ability in the insurance 
market. Thus it does not prevent insurers from increasing group premium rates 
based on knowledge about genetic information. (It would prevent health plans 
from charging an individual higher premiums based on their genetic information). 

This new legislation would prevent health plans from setting premium rates based 
on genetic information, both in group health plans and in the individualmurket. 

• 	 His closing Genetic Information. This new legislation would also prevent health 
plans from releasing genetic information. If genetic infonnation from health plans 
were accessible, it would make it much easier for other parties (probably 
employers and other nO,n-health insurers) to misuse this information. 

Q: 	 AREN'T LOTS OF STATES TAKING ACTION ON THIS ISSUE. WHY flO WE 
NEEI) F.:DERAL LEGISLATION? 

A: 	 More than a dozen states have taken action in this area and 31 more have proposed 
legislation. others have introduced legislation in 1997. However, state legislation is 
insufJicicntlto solve this problcm. Thc variability among state bills will lead to a lack or 



Q: 

A: 

Q; 

A: 

Q: 

A: 

uniformity' acros:; the nut Ion as tit whether and how genetic information may be used by 
health plans. Moreover. Employer Retirement Income Security Act (ERISA) exempts 
sclf~funded plans from state insurance laws, '11m:; even ifstatcs enact legislation 10 huild 
on Kasscbaum~Kcl1l1edy legisiation, a large fraction of the population in sclf~funded plans 
would not be protected. 

IS THERE ANY EVIDENCE THAT INSUR<\NCE COMPANIES ARE 
DISCRIMINATING AGAINS'I' I'EOI'LE WITH A GENETIC I'RE»ISI'OSITION 
TO A IlISEASE'! 

Mt.~dicaJ researchers and physicians have reported that people are refusing 10 get genetic 
testing or to participate in medical research because they fear that this information could 
be used against them or a member of their family. We know that genetic infomlattOn has 
been used to discriminate against people in the past In the early 1970's, health insurance 
coverage and jobs were denied to many African-Americans who were identified a.<; 

carriers of sickle-ccU anemia. We also know that ~ leading rcason women refuse genetic 
testing ft)f breast cancer is because they fear that insurance companies may deny health 
care coverage for either themselves or members of their families or charge excessively 
high premiums. Moreover, 22 percent of people who live In families where someon>.: has 
a genetic di~order report that they have been discriminated against by an insurance plan. 
(Lapham cl aL Science, OCI 1996), 

, 
IlOW WAS GENlnlC n:STING USE!) IN THE 1970, TO IlISCRIMINATE 
AGAINST AFRICAN-AMERICANS? 

Genetic testing was used both by employers and health insurance pJans to discriminate 
against African-Americans who had one or two altered copies of the sickle cell gene. 
There were newborn screening programs, pre-employment tests done. and other 
wjdesprc;;)d scrcening done to test for this genetic disorder. However, mosl people 
mistakenly believed thai if <ln individual had at leaSl one aJicred gene, they would likely 
develop sickle cell anemia. In fOCI. both of the genes must be ohered to be vulnerable to 
this disorder: 

THERE ARE LOTS OF IlILLS OUT ON THE HILL ON nlls ISSUE. WH\' 
1l0ES TilE I'RESIDENT LIKE THE ONE INTUOIlUCE» BY 
UEI'UESENTATIVE SLAt;GHTEU? 

111e Slaughter Bill is based on thejoillt recommendations made by tbe ~ational lnslitutes 
of Health':-; Working Group on Etbicol, Legal. Social Implications of Human Genome 
Research (ELSI Working Group) and the National Actio!! Plan on Breast Cancer 
(NAPBC) to address the issue of genetic discrimina!iol1and healtb insurance. It 
addresses all ~of the central issues: using genetic infonnation to deny or limit any 
coverage; establishing premium payments based on genetic information or an 
individual's ~cqucst for genetic infhnnation; ~lOd disclosure of genetic information. 



Q, 1I0W MUCH WOULD TillS LEGISLATION COST! 

A: 

Q: 

We do not have any fonnal estima.tes on how much this legislation would cost. However, 
stmes who have enacted legislation in this area have not experienced any major costs 
nssociated .with this. , 

I 
1I0W MANY AMERICANS WOUtn BE AFFECn:D BY TillS LEGISLATION?, 

A: This legislation would protect all Americans from having to pay higher premiums based 
on genetic infonnation and from having, their genetic information disclosed. 



Genetic Screening Protection Legislation Would: 
I 

I 


I) 	 Prohibit insurers and other health plans from using genetic information, or an 
individual's request for genetic services, to deny or limit any coverage or 
establish:c1igibility for insurance. 

I 

l, 
2) 	 Prohibit health plans from establishing differential rates or premium 

payments for individual insurance policies or group-wide plans based on 
genetic inrolmation. 

3) 	 Prohibit health plans from requesting or requiring collection or disclosure of 
genetic information. 

4) 	 Prohibit health plans or other holders of genetic information from releasing 
genetic information without prior written authorization afthe individual. 


