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<lCongress of tbe \Uniteb ~tates 
~au.Se of l\epresentatibes 

Masbin!Jton. l\<t 20515 

January 18, 1996 

BAN DISCRil\'IINATIONBASED ON GENETIC INFORlVIATION 
CO-SPONSOR THE STEARNS-KENNEDY BILL (H.R. 2690) 

Dear Colleague: 

As knowledge about the genetic basis of common disorders grows, so does the 
potential for discrimination. Please join us in co-sponsoring H.R. 2690, the Genetic 
Privacy and Nondiscrimination Act. 

The discovery so far of over 150 mutant genes make it possible for doctors to peer 
into their patients' medical future. Today, at least 50 genetic test for hereditary disease are 
available; by the turn of the century, DNA test are almost certain to be a standard part of 
medical exams. From a single sample of a patient's blood, doctors will be able to spot 
genetic mutations that signal the approach not only of rare hereditary diseases, but also the 
common killers, including breast cancer, heart disease, and diabetes. 

As the attached article indicates (over), scientists are continu~g to discover genes 
responsible for different diseases. Yet while the possibility of identifying disease 
characteristics through an individual's genetic makeup provides hope to many sufferers, 
the potential for discrimination is great. 

The Genetic Privacy Act is intended to prevent such discrimination. It provides the 
following safeguards: ( 1) pro hi bi~ the disclosure of genetic information by anyone without 
the specific wrinen authorization of the individual; (2) prohibits employers from seeking to 
obtain or use genetic information of an employee or prospective employee in order to 
discriminate against that person; and (3) prohibits health insurers from using genetic 
information to reject, deny, limit, cancel, refuse to renew, increase rates, or otherwise affect 
health insurance. 

To cosponsor H.R. 2690, please contact Suzy Glucksman with Rep. Joe Kennedy 
at X55111 or Vernoica Crowe with Rep. Stearns at X55744. 

Sincerely, 



104THCONGRESS H R 2690 !ST SESSION • • 
To establish limitation \\;th respect to the disclosure and use of genetic 

information, and for other purposes. 

IN THE HOUSE OF REPRESENTATIVES 

NO\."E~IBER 29, 1995 

I 

1\Ir. STEARXS introduced the follO\\ing bill; which was referred to the Commit­
tee on Commerce, and in addition to the Committees on Government Re­
form and Q,·ersight and Economic and Educational Opportunities, for a 
period to be subsequently determined by the Speaker, in each case for 
consideration of such provisions as fall n;thin the jurisdiction of the com­
mittee concemed 

A BILL 
To establish limitation with respect to the disclosure and 

use of genetic information, and for other purposes. 

1 Be it ~acted by the Senate and Hoa<>c u/ .L-;,t:-J.Hi:<>i::,utu-

2 tives of the United States of America in Congress assembled, 

3 SECTION 1. SHORT TITLE. 

4 This Act may be cited as the "Genetic Privacy and 

5 Nondiscrimination Act of 1995". 

6 SEC. 2. FINDINGS AND PURPOSES. 

7 (a) FINDINGS.-Congress finds the following: 
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(1) The DNA molecule contains information 

about an individual's probable medical future. 

(2) Genetic information is uniquely private and 

personal information that should not be disclosed 

without the authorization of the individual. 

(3) The improper disclosure of genetic informa­

tion can lead to significant harm to the individual, 

including stigmatization and discrimination in areas 

such as employment, education, health care and in-

surance. 

( 4) An analysis of an individual's DNA provides 
-

information not only about an individual, but also 

about the individual's parents, siblings and children. 

( 5) Current legal protections for genetic infor­

mation, tissue samples and DNA samples are inad­

equate to protect genetic privacy, and require fur-

ther attention. 
•. 

(6) Laws for the collection, storage and use of 

identifiable DNA samples and private genetic infor­

mation obtained from those samples are needed both 

to protect individual privacy and to permit legitimate 

genetic research. 

(b) PuRPOSES.-It is the purpose of this Act to-­

(1) define the rights of individuals whose ge­

netic information is disclosed; 
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1 (2) define the circumstances under which an in-

2 dividual's genetic information may be disclosed; and 

3 ( 3) protect against discrimination by an insurer 

4 or employer based upon an individual's genetic infor-

5 mation. 

6 SEC. 3. DEFINITIONS. 

7 As used in this Act: 

8 (1) D)J"A.-The term "DNA" means 

9 deo~··yribonucleic acid. 

10 (2) DNA S.UIPLE.-The term "DNA sample" 

11 means any human biological specimen from which 

12 DNA can be extracted, or the DNA extracted from 

13 such specimen. 

14 (3) EMPLOYER.-The term "employer" has the 

15 same meaning given such term in section 3 ( d) of the 

16 . Fair Labor Standards Act of 1938 (29 U.S.C. 

17 203(d)). 

18 ( 4) GENETIC INFOR:\L-\.TION.-_ The term "ge-
-

19 netic information" means the information about 

20 genes, gene products or inherited characteristics that 

21 may derive from an individual or a family member. 

22 (5) GENETIC TEST.-The term "genetic test" 

23 mean~ a test for determining the presence or ab-

24 sence of genetic characteristics in an individual, in-

25 eluding tests of nucleic acids such as DNA, RNA 
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1 and mitochondrial DNA, chromosomes or proteins. in 

2 order to diagnose a genetic characteristic. 

3 (6) !NSURER.-The term "insurer" means an 

4 insurance company, health care service contractor, 

5 fraternal benefit organization, insurance agent, third 

6 party administrator, insurance support organization 

7 or other person subject to regulation under State in-

8 surance laws. Such term includes self-funded health 

9 plans and health plans regulated under the Em-

10 ployee Retirement Income Security Act of 197 4 (29 

11 U.S.C. 1001 et seq.). 

12 (7) SECRETARY.-The term "Secretary" means 

13 the Secretary of Health and Human Services. 

14 SEC. 4. REQUIREMENTS FOR DISCLOS~ OF GENETIC IN· 

15 FORMATION. 

16 (a) PROHIBITION.-

17 ( 1) IN GENERAL.-Except as provided in para-
" 

18 graph (2), regardless of the manner in \vhich genetic 

19 information was received, or of the source of such 

20 information, including information received from an 

21 individual, an entity may not disclose or be com-

22 pelled (by subpoena or any other means) to disclose 

23 genetic information about an individual unless such 

24 disclosure is specifically authorized by the individual 

25 involved or the legal representative of the individual 
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1 through a \vritten authorization which includes a de-

2 scription of the information being disclosed, the 

3 name of the individual or entity to whom the disclo-

4 sure is being made, and the purpose of the disclo-

5 sure. 

6 (2) EXCEPTIONS.-Kotwithstanding paragraph 

7 (1), genetic information concerning an individual 

8 may be disclosed if such disclosure-

9 (A) is authorized under Federal or State 

10 criminal laws relating to the identification of in-

11 dividuals, or as is necessary for the purpose of 

12 a criminal or death investigation, a criminal or 

13 juvenile proceeding, an inquest, or a child fatal-

14 ity review by a multidisciplinary child abuse 

15 team; 

16 (B) is required under the specific order of 

17 a Federal or State court; 

18 

19 

20 

21 

22 

23 

24 

(C) is authorized under ~ederal or State 

law for the purpose of establishing paternity; 

(D) is for the purpose of furnishing genetic 

information relating to a decedent to the blood 

relatives of the decedent for the purpose of 

medical diagnosis; or 

(E) is for the purpose of identifying bodies. 
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1 (b) APPLICATION OF SECTION.-The prohibitions of 

2 this section shall apply to any redisclosure by any entity 

3 after another entity has disclosed the genetic information. 

4 SEC. 5. PROHIBITION ON CERTAIN EMPLOYMENT PRAC-

5 TICES. 

6 (a) DISCRIMIKATION AS TO RIGHTS OR BEKEFITS.-

7 No employer may seek to obtain, obtain, or use the genetic 

8 information of an employee or a prospective employee, or 

9 require a genetic test of an employee ot prospective em-

10 p1oyee, to distinguish between or discriminate against or 

11 restrict any right or benefit otherv .. ;se due or available to 

12 the employee or prospective employee. 

13 (b) E1'TFORCE~IEKT.-The powers, remedies, and pro-

14 cedures set forth in sections 705 through 709 of the Civil 

15 Rights Act of 1964 shall be the pmvers, remedies, and pro-

16 cedures this section provides to any person alleging a vio-

17 lation of this section. 

18 SEC. 6. REQUIREMENTS RELATING TO INSURERS. 

19 (a) GENERAL PROHIBITION.-An insurer offering 

20 health insurance may not use genetic information to re-

21 ject, deny, limit, cancel, refuse to renew, increase the rates 

22 of, or otherwise affect health insurance. 

23 (b) PROHIBITION ON INDUCEMENT .-\Vi th respect to 

24 a genetic test conducted in accordance with subsection (c), 
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1 an insurer may not use such a genetic test as an induce-

2 ment for the purchase of insurance. 

3 (c) PER:\'IISSIBILITY OF TESTS.-If an msurer re-

4 quests that an applicant for insurance (other than an ap-

5 plicant for health insurance) take a genetic test in connec-

6 tion with an application for insurance, the use of the re-

7 sults of such test shall be disclosed to the applicant and 

8 the insurer shall obtain the specific written authorization 

9 of the applicant for such disclosure. 

10 (d) APPLICATIO:>:.-This section shall apply only to 

11 insurance policies issued on or after the date of enactment 

12 of this Act, and to the renewal of policies issued before, 

13 on, or after such date of enactment. 

14 SEC. 7. FURTHER RECOMMENDATION BY THE NATIONAL 

15 BIOETIIlCS ADVISORY COMMISSION. 

16 Not later than August 31, 1996, the National 

17 Bioethics Advisorv Commission shall prepare and submit ... " 

18 to the appropriate committees of Congress a report con-

19 taining recommendations on-

20 (1) the development and implementation of 

21 standards to provide increased protection for the col-

22 lection, storage, and use of identifiable DNA sam-

23 pies and genetic information obtained from those 

24 samples; and 
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1 (2) the development and implementation of ap-

2 propriate standards for the acquisition and retention 

3 of genetic information in all settings, including ap-

4 propriate exceptions. 

0 
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Second Breast Cance1-- Gene Identified 
Associ~ted Press 

NEW YORK, Dec. 20-An inter-
. national team of scientists has identi­

fied a second major breast cancer 
gene that makes some women highly 
likely to get the disease. 

In families with a strong history of 
breast cancer, women who inherit a 
defective version of the gene run 
about an 80 percent lifetime risk of 
the disease. 

The gene is called BRCA2, and it 
· follows the identification of BRCAl 

last year. Only about 5 percent to 10 
percent of all cases of breast cancer 
are thought to come from inheriting 
a faulty gene. 

Together, the two recently identi­
fied genes account for perhaps 90 
percent of these familial breast can-

cers, with BRCAZ responsible for 
maybe 40 percent. 

Last year, scientists announced 
that they had narrowed the search 
for BRCA2 to a small area of chro­
mosome 13. The new study says re­
searchers have captured a chunk of 
the gene itself. 

The work is reported in the Dec. 
21 issue of the journal Nature by Mi­
chael R. Stratton of the Institute of 
Cancer Research in Surrey, Eng­
land, P. Andrew Futreal of the Duke 
University Medical Center in Dur­
ham, N .C., and 36 others. 

In another development today, 
Myriad Genetics Inc. of Salt Lake 
City announced· that its scientists 
have recovered the entire BRCA2 
gene. The company said it plans to 
use it in combination with BRCAl to 

develop a test for predisposition to 
hereditary breast cancer. 

The cause of the vast majority of 
cases of breast cancer is not known. 
Scientists hope studying inherited 
breast cancer genes will someday 
pay off with new treatments and 
ways to prevent the disease. 

More immediately, the finding will 
let members of the relatively few 
families affected by BRCA2 find out 
if they carry the gene, which also 
raises the risk of breast cancer in 
men. But the researchers said it is 
too soon to start testing the general 
population for the presence of a de­
fective BRCA2 gene. 

Like BRCAl, the newfound gene 
seems to suppress cancer when it is 
working normally. But when BRCA2 
is defective, this brake is lost. 

... ·.· 
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AP 12-06-95 06:58 AMT 
BC-TX--DNA Bank,0280 
Genetic Bank to Store DNA Data for Families 
crgg 

DENTON, Texas (AP) The University of North Texas and a private 
company have announced the formation of a ''genetic banking 
service'' to operate like a safety deposit vault for DNA. 

The private, for-profit venture will store DNA specimens for 25 
years for people who pay $175 each for the service, the Houston 
Chronicle reported today. 

The point is to ensure that future generations will be able to 
examine a person's genetic code after the person has died, mainly 
to help their doctors fight diseases they may have inherited. 

The new gene bank will avoid ethical tangles by gathering and 
storing data only, and not providing that data to anyone but 
members of a donor's family, an official said. 

Officials of the new GeneLink data bank say there may be no 
better legacy to leave one's offspring than the genetic data they 
may be able to use to protect their own health. 

Genetic markers already are being identified tentatively for 
physical disorders such as cancer and heart disease and even for 
other disorders long believed to be entirely behavioral, such as 
alcoholism and attention deficit disorder. 

32 lines 

In years to come, there may be great advantages in being able to 
go back and scan the DNA of a relative who is no longer alive. 

A person who wants to store DNA data will gently scrape the 
inside of his or her mouth with special swabs and mail them to 
GeneLink. GeneLink and UNT will store the swabs in refrigerated 
safes for 25 years, or longer if a new fee is paid. 
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PAUL R. •ILLIN08. MD 

Genetic 
discrimination 

t should come as no surprise chat the prolif era­
tioa of personal geaecic infonnalian-a Care­
seeablc l'C3ult of aovemment and biotcchnolo­
IY iodusuy investment in techniques that have 
produced the Haman Genome Project-is re­
sulting in &enetic diM:rimina&ion. 

The Human Genome Project, a 15-year fed­
enl propm jointly sponsored by the National 
Institutes of Health and the Department of En­

ersY, bas the aoal of finding and chemically ana­
lyzing all human genes. Its budget is estimated to 
be $3-.5 billion over the entire funding period. lt.is 
already stimulatina a massive expansion of avail­
able persoaal hereditary informatioa. 

GcDCtic discrimination-the differential treat­
ment of people uiaina from acncric information­
may be an inevirabJe result of the study of human 
seactics. which thrives on correlating DNA varia­
Liona with mcmurablc bwnan differences. 

When genetic apptoKbes are applied co com­
plex human traits (such as sexuality, criminality. 
or common ailments). basic insi&hts may be gar­
ne~. But descriptions of l:luman characteristics 
relying solely on genetic data wilJ always be too 
simplified ·and reduced. More generally, it is self­
cvident that we are more than the sum of our genes 
and should never be slaves of our ONA. 

Noaetbelesa. It is naive to believe tbal advene 
acnctic dlscrintinati.on will noL occur when these 
powerful bUl limited 1enelic methods are applied 
to complex phenomena in a society that has fllned 
with ~.uaenics (human improvement throup ge­
netic manipulation); discriminated against poups 
on sexual preference. racial. geader, and other 
grounds; and altowed important businesses to 

- . -.. ---................... . 

claim thal "equity .. demands some individuals be 
denied benefits that are, in fact. basic entitlemenu 
(like healthcare, financial safety, or fair 8CCCSS ID 
govemmcntaJ employment). 

My colleagues and I bavc been atudyiq ae· 
n.ctic discrimination Wacc the mid-1980.. (Oar 
study is a collaborative effort among mc:mbcn of 
the Boston-baaed Clcnetic Scrcenin& Study Group 
and is currently sup~ ill part, by a sr-ni ftom 
the Department of Enqy.) USing survey instru­
ments and a case-bued analytic method. we have 
reviewed hundrcda of self-reported incidents. In 
addition. we have inravic'Wed individuals "II rilk" 
!or suffering 1enetic discrimination who claimed 
not to have experienced d1ia problem. 

The results of these invesciption1 aot ollly 
confirm the exist.cnce of poetic discrimiaacioa 
cumntly, but saaacst lbal a nmp of inatitudom 
are ene•lins in d.iJcrimimJory pnctica. We've 
documented a variety of penona1 behaviors dbect­
ed at copins with genccic discrimimtion's eft'oct. 
Individual UJd family avoidance of acnetic ~ 
ia ord« to C$C8pC diaaiminacioa ii an ironic om­
comc ia the world of tho Ruman Oeaomo Projecr, 
since those who are sbumlill& personal hereditary 
data are also paying for it widl their tu dollm. 

Our srudy of aenecic dbcrlmin&tfon ha been 
primarily focused ou pravina lu occurrence IDd 
describing the incidenca. 8ul reaem:h on Ibis top­
ic has also b.iJhliahtecl the struggle oar natioa 
races over healthcare, social !aimea&. the piovisioa 
of equal righu. dJc promc:don of privacy. and die 
right of independent non<OCl'Ccd choice in penoo­
al matterS. 

••lrfe .. 9111JC'CToee !Ma 
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Dlaorlmlnatfon •ad .cc ... 
It has been argued ttw icnetic informa­
tion is not unique nor does ic diffu from 
otber types of c:linically relevant data. 
For iJJstaac:e, it has beeo compared to 
blood pressure measurements in its pre· 
dktiveneu and impact. Certainly, 111y in­
fonnation found ia the medical record 
can become part of processes that may 
~to 1~ of entitlements. But ,enetic 
~nna.ttoo docs ba\le spccial ctwacicr­
uucs: 

I. It is informative and relevant from 
conception to death. ON A instnJCtions 
do noc seem to chanse substantially over 
a l.l!etime, d1oqh environmental modifi­
C&tioo.s m.&y alw their expression ai&nifi­
C&Ddy. 

2. 'The resulta ol 1cnctic: tcstins can re­
veal ocher' personal traits (race, ethnicity, 
&ender) and mark members of a ies&ce's 
family as .. at risk.'" 

3. Genetic information can be associated 
with pecsona1 and family stigmas as well 
a.s a special social status resulting from 
OW' IOciety'I involvement with euaenic: 
practices. 

Thoup ID elevated blood choles­
lerol ud a DNA test to detect the pres­
ence of a 1ene that can produce hiah 
b&ood cholesterol may be similarly pre­
dictive and produce identical responses 
lrom perusen of the .. private" medical 
record. cbe implications of the aene test 
are CWTCJ1tly comidcrably greater. 

If illileues and predispositions are 
defined by 1cnetic information rather 
than clinical symptoms and si1as. the 
c:lus of sufferers termed the .. asymp­
~ma.tic ill" will arow. These people's 
lllne11 only resides in their DNA se­
quences; it may never manifest itself u a 
f unctiocal disease. Yet indi vidual1 from 
Ibis group are iDcrcuinaJy excluded from 
healthcare under present social condi­
~ons. T'bc Human Genome Project and 
its produca may 10 paphically biahlleht 
the inequities of our bealtbcaze financing 
and dellveey system that chanse will be 
Cost.end. 

Unfonuoately. however, healthcare 
n:iorm may not occur. Coverqr:s for ae· 
Ddic ratin1. c:ounsellna. and lr'eaUJJeDts 
could remain limited and in.adcquale in 
die fumrc. 

Or fwure healthcare planner& miaht 
uae JCMtic information to manqe (limit) 
benefits u imuren do now. The result 
will be continued aenetic discrimination 
in bcalthcare delphe relorms in1a1ded to 

W may find that 

we are all genetically inclined 

to some potentially 

disabling condition. 

deliver universal access ro care. 

llf'alr" dlacrtmlnatlon 
As incidents of contemporary genetic 
~mination have been described, com­
ment a tors have argued that though 
painful. such outcomes are monlJy and 
practically defensible: There is "good" 
discrimination and ''bad." 

An extreme position has been articu­
lated: Society should in the near future 
organize all its benefits. goods; and set· 
vices usins senetic information. Under 
this scenario. healthcare would be allo· 
cated by tracking disease genes, educa­
tion would be off ercd to people demon­
strating genetic intelligence. surveillance 
of those with llereditary behavioral disor­
ders would increase, and manual labor 
might be reserved for those with geneti­
cally strong backs. 

A more moderate venion of this u­
gument suggests that lhe "public" should 
have the rijht to protect itself againsr ad­
versities involving die genetically predis­
posed. This position was dramatized by 
a recent account of a family of air-nffic 
controllers who had inherited the gene 
for the neurodegenerative and psychiatric 
disorder. Huntington's chorea (also 
called Woody Guthrie's disease). This 
family's genetic counselors faced pres­
sures to inform federal officials and em­
ployers, u well as care for these needy 
people. 

Should the privacy of genetic infor­
mation be subject to violations for the 
public good? Consider the many genes 
now amenable to testing that predilpo&e 
the bearen 10 a substantial risk for subse­
quent blindness. Would we deny .a:esa 
to driver's licenses, gun permits. cenain 
jobs. and other rights to those who had 
inherited blindness-related genes-irre­
spective of their visual acuity? 

The public may have the right to as­
sess the f1.U1ctional ability of people when 

th~se individuals apply for special per­
~ ts. but there should not be a proaram 
instituted by the state to measure and as­
sess indh·idual genetic propensities. 

· Similarly, illnesses should continue 
to be defined, and their existence de&cr· 
mined, by clinical criteria. The concept 
of ugcnetic: disuses" obfuscates the fact 
that illnesses affect humans while genes 
are .only risk factors in a complex physio­
logical cascade thac can lead to disease 
~permissive conditions. Thouah ge­
neuc testin& may facilitate the identifica­
tion o( states (traits) that can be amelio­
rated by special treatments or preventive 
approaches. these traits are not illnesses. 
Unfair outcomes from lumping predispo­
sition and illness together must be antici­
pated. 

ProteoUng the •dJaablect' 
The Americans with Disabilities Act of 
1990 is an important advance in civil 
rights designed to improve the lives of 
individuals with special needs or disabili· 
ties. Its interpretation and enforcement 
ha\'e yet to be fully detcmtlned. This law 
may extend protection, particularly in 
public and business settings, to people 
who are arc no< functionally affected but 
are perceived to be "disabled.." If inter­
prered broadly by the eii;ecutive branch 
an~ enforced effectively, it could help 
bnng an end to some forms of aenetic 
discrimination now perpetrated by em­
ployers and insun::rs. 

But 'is it appropriate to consider 
those with unexpressed genetic condi· 
tions as disabled? With continuina in­
vesunent in the Human Genome Project. 
we may find that we arc all genetically 
inclined to some potentially disabling 
condition. 'The univenality of a propen­
sity t~ disease or disability might lead to 
both the acceptance of the "disabled" 
into the political and social mainSU'eam 
and the end of aenetic discrimination. 

But it probably won't It is mislead­
ing to lump the "disabled" and .. aeneti­
cally iabeled" into one group. Today, ic­
netic information is an intrinsic part of all 
human existence; disabiliry (defined sig­
nifica a tl y by responses to it) is not. 
While not slowing the pace of disability 
rights reform. genetic information should 
be protected separa1ely. It ouaht IO be 
~oanized like other human characteris­
tics, such u gender and race, that an noa 
an ac:cepcable basis for exclusion or dis­
crimination iD our society. 

The rtellt "not to know" 
The choice to unde:Jo aenetic testing for 

I lll'TDlaEVOCTO••• 1 ~ 



lnsuran~ companies 

have denied payment to 

heJ!thy individuals whom they 

perceived as "genetically ill." 

any reason oecessitates that the option to 
forego such an analysis be available. 
This is a basic principle of choice and 
consent. lncidcnts of aenctic dl.!aimina· 
tion illustrate that tho right to be iporant 
of one's heredity, to not mow petic in­
formAtion, may be eroding. 

Consider the case of a pregnant 
woman at high genetic risk for producing 
an ill child. The affected family is told 
by their HMO that the prenatal costs and 
child's medical care will not be covered 
if prenatal diagnostic information is ig­
nored. Irrespective of overt pressures to 
abon genetically '"affected" fetuses. the. 
cost of heallhcarc can be u.scd as a pow­
erful coercive force oa. prospectiva par· 
ents and may eliminate the choice to not 
undergo petic testing. 

In addition, insurance companies 
have denied payment of contraetcd bene­
fits to healthy individuals whom they 
perceived as "aenetically ill" -as having 
a hereditary "pre-existing" condition. 
The military bas ~scd to pay disability 
compensation to service cnembe:s who 
develop Syalptom& O( I iCneUC CODditiOn 
while enlisted. claiming the: illnesa elisl­
ed in these healthy people before reauit· 
mcnL 

If an individual mU5t know all hia or 
her genetic predispositions in order to en­
ter into a valid CODtrli:t with an qency, 
then 10 '"oot know" ii to Jive up health· 
care rmancing, drivini. a mortgage, dis­
ability protection, other insurances, and 
forms of employment. ls there rally a 
choice in the decision to UDdetgo genetic 
testing when so many benefits an: contin­
aent on the existence and k:nowledae of 
1enctic information? 

No almple solutton• 
Si.ace the problems usociated with ge­
netic discrimination are complex and. 
arise from both bistoric:il and socioeco­
nomic facts. simple solutions are unlike· 
Iv R~'<!::rch ::nd e<luc:i!ion will cert:i.inly 

play an imporwit role in any reform pro. 
CCU. Lc;islaDon ma)' Wo be DCICdod, 

Two years ago, the C&ll!omia State 
Le&isbture paled a bill that. bad it not 
been vetoed by Govemor Pete Willon, 
would have a.mended tho Unruh Civil 
Rights Act to Include .. ,cnedc c:huw:ter­
istiQ" u a protected entity in the state. 
U ndcr the terms ol thil bill. tbe 1111 of 
1e11edc iDforma.tion would have been 
curtailed in iasurance and emplO)'llWlt 
practices. 'tbe VdC came after oppoli· 
tion and lobbyma by an alOCfadon ot 
state employen. 111i1 °"utred e1 
tbou&fl the Americans with Disabilities 
Act will ha~ a. fu pearet impact an this 
sector than the bill that WU killed. 

I 

Con.sidention is now beina aivea to 
reintroducilJI tbia legiJl.adon-. wmhy , 
endeavor of the repre11ntatives of tile 
people of Califomia. Tbe vecoed leslsla­
tioa. bu ftimnl•t.ed similar eft'oru iD CJCb. 
er States; W'1SCC11Jin. for instance, bcmed 
DNA testin1 or even inquiries about it by : 
health insuren. 

Puslog lawi in the ~ of ;Public 
understaadin1 and coo.sens111 can cauae 
problems and be an inetrective rorm of 
social chanp. But ia the case of pudc · 
discrimUwioa. much u vnth aeader md ~ 
mce. ch&naes iD society may aecesmm · : 
di.at public pcllcy md the law be med to : .. 
protect the vulnerable while a procea of · 
education ia conc:unently mulertabm. : 
Tbe existence of diJcrimi.aad011 arlliD1 ". 
from pnctic i:nf on:c.adoo may force mo t 
public to clearly resaue the histcric cam- ~ 
mianem ID equality in the face of dilf er· ~ 
eace. • [ 

' .·· PAUL IL alWNU, 
·:~ llD, ""Dis an 111-

e.mist tJlld luunan,..: 
ruricur. R• i.1 chUf of tlu S•crion of: 
Gut1ral l111emaJ .'rtcdktM (Palo Alto VA · 
M1dlcal Ccnt1r) in th. Dcpart1Mnt of' 
McdiciM at Srllnforri Univ1T1iry'1 School ( 
of MetlkiM. 11rU wort wa.r mppoltld bl ! 
part by Grant llDE-FG02·9ZERG/39' ,' 
from tit• U.S. D1pam,..nt of En•ra.: 
Bllling1 can be r1ach1d ar (415)8$2· 
~n ~ 

' ·. 



POLICY FORUMS .....,w " s : ffY' 

·Genetic Discrimination and Health 
Insurance: An Urgent Need for Reform 

Kathy L. Hudson, Karen H. Rothenberg, Lori 8. Andrews, 
Mary Jo Ellis Kahn, Francis S. Collins 

The accelerated pace al gene di.scovcry 
and molecular medicine portend a future in 
which information about a plethora al dis­
c : genes can be readily obuincd. ~ at­
nsk populations arc identified, research an 
be done to determine effective prevention 
and treatment strategics that will lower the 
pc:nonal, social, and perhaps the financial 
coats of disease in lhe fururc. We all cany 
.:encs that predispose to common ill.neues. 
In many circumscanccs blowing this infer. 
mation can be beneficial. as ir allows indi­
vidualized scratcgies to be designed to re­
duc:c the risk o( illness. But, as knowledge 
about the genetic basis c:i common diJorden 
i'f'OW'5, so docs the po<cnrial for discrimina­
tion in health insurance coverage fur an 
ever increasing number al Americans. 

1be u:sc c:i genct"= information to ex­
clude high-risk people from health care by 
denying coverage or charging prohibitive 
races will limit or nullify the anticipated 
benefits of genetic re:scarch. In addition to 

the real and potentially devastatina conse­
quences of being denied health insurance, 
the fear of discrimination has ocher unde­
sirable effects. People may be unwillinc to 

ricipate in rcse:arch and ro share infor­
rraation about their genetic status with their 
he::ilth care providers or family memben 
bcause of concem abour' misuse al this 
information. A.J renetic !"C5C31'Ch prorrasa. 
and preventive and trcatm<nt sttatqies a.re 
dC"Vclopcd, it will be incl"C3Singly imporanr 
that discrimination and the fear al dUcrim­
ination no< be a roadblod to l"C3pina the 
bend"ia. To address thes.c issues, the Na­
tional Institutes c:i Health-Ocpamneru al 
f.nel"IY (NIH-OOE) Wod.ing Group on 
Ethic.al, Legal, and Social Implications 
(ELSI) of the Human Genome Project and 
the National Action Plan on Breast Cancer 

IC.. L. ~is~ chdcr b- Po6cy Coaell llllC!i, 
Nll.arW C..... IDr .._.,., ~ ~......., 
nstilUI• al ~ ,..._ IC.. H. Aoa• lbw\j ii Mlrjonl 
CClO< Prol8laar d law .., '*9aa d ... i.w ftl 
l-llllllllh c... ~ 1-"-"Y d.....,.,., Sc:rm d 
i..-. lr1d nwre. °' ""NllDW ~PW\ on lhmll c.rc. (NN'9Q. L 8 . ...-0- ii ctw d h ..+--
Daoel1mm • al &wvr 'MllWIQ Gnllc> on Elhcll. l.agll. 
_,Soc.I lnc:Aic*O•.,., ~. ~ 
CaMge al Law. M. J. Els l<at'r1 •CJWWWCI h ~ 
er... c.nc. F-ou-cllicn .., .. Nllb:JrWll &ear ~ 
cs~ rd. CX><flS d .. HlnCMlry ~ 
billy~ Gn:llc>. NAP9C. F S.. Coins e ~ d 
... NmliarW c.r-tar~ Gronl ~ ~. 
...., cr><IW ol ... ~ s. •• lblly ~ 
Gra..o. PW"BC. 

have jointly developed a series al recom· 
mendations foe stare and federal policy­
makers which are prc3ented below. 

In the past, genetic information has 
been used by insurcn to diJcriminate 
against people. In the early 1970s, tome 

insurance companies denied covetaac and 
charged higher rates to African AmcricaN 
who were c:atrien c:A the gene for sickle cell 
anemia (I). Contempcnry studies have 
documented Ca5CS al acnctic discrimination 
apina people who are healthy thcmsclva 
but who have a ecnc that predisposes them 
or their children ro a lacer illness such as 
Huntington's disease (2). In a ~nt survey 
c:i people with a known renctic condition 
in the family, 22% indicated that they had 
been refused health insurance covef21e be­
cause ol their generic starus, whether they 
were sidt or not (3). 
~ a ca.sc example, Paul (noc his real 

name) is a healthy, active 4-year-Old, but he 
has been twice denied health insurance. 
Paul's mochcr died in her deep <:I IUddcn 
cardiac alTCS( when Paul W2S only S months 
old. Paul's maternal uncle alJo died al sud­
den cardiac aJTeSt when he was in his twa\­

ties. Afr.er these sudden and unexpected 
deaths, Paul's fmtily began a hunt to discov­
er the cause. 'Their search finally led to a 
research geneticist who W2S able ro deter­
mine that aevcr.al family mcmbm, indudine 
Paul and his mother, carried an altcntion in 
a acne on chromosome 7. This eene is one al 
several acnes that c:auxs the lone QT syn­
drome, so-ailed bcause <:I the diaincrive 
diagnas<ic pancm on an elecrrocardiopml. 

Several yean ago, Paul's fath<r, Bob, lost 
his job and with it the eroup policy that 
provided health iruurance coverare for Paul 
and him. Paul's father has repeatedly ~ 
plied for a family health insurance policy 
with a major insurance company. The com­
pany qn:cd to cover Bob bur refused to 
issue a family policy that would cover Paul 
because he has inherited me alteftd acne 
for the long QT syndrome from his mochcr. 

The srory al Jackie and Emma further 
illusmres the social, ethical, and lqal di­
lemmas presented by the revelation al •· 
neric information. Sisten Jackie and Emma. 
alone with many other membcn m Wir 
f.amily, have been tCS(ed as part m a re­
search proc:ocol (or alterations in the acne. 
BRCAl, that confen h<rcdimy susccp<ibil-

:1 1 1 8 c: .. -=·· 5 

ity to breast and ovarian ca.nccr. Boch weft 

offered an opponuniry to learn the results al 
their genetic ccsa and both acccp<ed. 'They 
each learned lhcy carry an altered (onn al 
the acne. puttine them at incrased risk fur 
breast and ovarian cancer. 

After findine out the results al her ac· 
nctic test, Emma had a rnammap2111 that 
showed a very small lesion in her lnast. A 
subsequent biopsy revealed can:inoma. and 
Emma decided to proceed with a bilateral 
mastectomy because ol the substantial risk 
al cancer arising in the opposite breast. Her 
lymph nodes were ncptiYC for cancer, so 
her prop:isis for cure m very pld. 

Emma's siSter Jackie also cestcd positive 
for the same alteration in the BRCAI ,enc. 
though no cancer was detected. Ahhouah 
the benefit al prophylactic nwucromy in 
reducine the risk for breast c.anccr is noc yec 
known, she decided ro have a bilateral~ 
phylactic nwtec10my. Emma and Jackie 
feel suongly that they have bcnd'ited ftom 
knowine this generic information but are 
fearful that it will be used against them and 
th<ir family by insurcn and employcn. 
~ both lcccp their generic Jtatus scent 
and are so fearful c:i bine their hcah:h 
insurance that they used assumed names 
•·hen sharing their story at a recent work­
shop on scnetic discrimination (<f). 

Emma and Jackie's story is nor unique. 
Ara estimated I in SOO women carry a mu­
tation in the BRCA I rcnc that may c:onl'er 
as much as an 85% chance al breast cancer 
and ;a 50% chance al ovarian cancer (5). 
Although substantial uncertainty exisa 
about the relative value al the svailablc 
options (surgery compared with intensive 
surveillance) for a woman with 1 BRCAI 
mutation, ir is lilccly that ultimately this 
information will be medic.ally useful 

Health Insurance In the 
United States 

Because al hiif'i costs. insurance is caenrial­
ly required to have access to health care in 
the United States. Over '40 million people 
in the United Scates arc uninsured (6). 
Group insurance, individual insurance, self. 
insurance, and publicly fuianccd insurance 
(for example, Medicare and Medicaid) are 
the principal forms al health inwr.lncc in 
the United States for the - 240 million 
Americans with coveraec. Most people set 
their health insur.ance throueh their an­
ployer. Many employers provide health in­
surance coverage throuch sell-funded plans 
in which the employer, either directly or 
throuch a third party, provides health in­
surance covcnec. For individuals and small 
l'OUf". insurance providers use medical his­
tory as well as individual risk f'acton. such• 
smok inc. to determine whether to provide 
covcraac and under what terms. Thia ii 



known as undcrwri1ing. ln.surm up that 
underwriting is cucnual in a volunwy mar­
ket to prevent "advene selection.• in which 
individuals elect no< to purchase ~ 
until mcy arc already ill or anticipate I 

furure need for health arc. lmurm fear 
that individuals will remain uninamd un­
til. for example, they rcc.eive a ,cnctic tat 

result indicating a predisposition to some 
disease such as brc2St or colon canca. 

In me absence of the ability to detect 
hereditary susceptibility to disease, me costJ 

ol medical treacment have been at.orbed 
under the current health insurance system 
ol shared risk and .hared com. Today, our 
understanding of the relation between a 
mwpclling in a gene and future halth ii 
still incomplete, thus limiting the ability of 
insurers ro incorporate genetic risb iluD 
acruarial calculations on a larrc tale. h 
ecnctic rcscarch enhances the ability to 
predict individuals' future risk of discaa, 
many Americaru may become uninsurable 
on the basis of generic information.. 

State and Federal Initiatives 

A recent survey has shown that a number of 
states have enacted laws to proccct individ­
uals from being denied health insw'ancc on 
the basis o( genetic information (r11- 1) m. 
The fint laM addressing ecncric dixrimi­
nation were quite limited in scope and ~ 
cu:sed exclusively on di.scriminarion apina 
people with a single renetic mit such a 
sickle c.cll trait (8). Since the Human Ge­
nome Project was launched in 1990, ei8ftt 
states have eruteted some form of proccction 
against genetic discrimination in health in­
surance. The recently enacted state laws arc 
not limited to a specific genetic aait but 
apply pocentially to an unlimited number r:J 

Ag. 1. SUde laws on the ~ 
U98 of genetic '1laml· 
tion in heafth nsuwice ' 
(7). States snown ti Pll· · .. __ 
pie were the Int states 
to enact legislabOn ad­
~ genetic issues 
i'I i'lsllW'IC8. Aonda .-Id 
Alabama laws protOt 
i'lsuws from denyrog 
C0119rag9 on the basis of ... .. , 
lh8 sidd8 eel trait. Nor1l'I • 
earore~nu· 
ersfromdenylng~· 
age becau9e lte appi· 
C3"I has lhe l'lemoglobil I 
C OI sidd8 eel ll"Wt. 

genetic conditions. 1l'ICSC sate laws prohib­
it insurers from dcnyine covcraec on the 
basis cl genetic test results. and prohihtt the 
use of this information to establish pn:mi­
ums, charic differential rates, or limit bcn­
efos. A few of these sates, includinc Qre.. 
IOO and California, intCif'3te proucrion 
against discrimination in insunnce practic· 
es with privacy protections that prohibit 
insurers from requesting generic infunna­
tion and from disclosing ecnctic infonna. 
tion without authorization. 

Two factors limit the procection. apinsc 
discrimination afforded bf current sratt 
laws. First. the federal Employee Retire­
ment Income Security Ac:t excmpcs tdf. 
funded plaru from state insurance laws. Na­
tionwide, over one-third o( the nancldcrty 
insured population chains health inlurance 
covcrqe duouch a self.funded plan. Sec­
ond, nearly all of the state laws b:all rw­
rowly on ecnctic tests, rather than mare 
broadly on genetic information ienerarcd 
by family history, physial examination, or 
the medical rcc.ont m. Llmitinc the ICopc 

of protection to results cl renetic taa 

meaN that insurers arc only prohibited 
from using the results r:J a chemical test of 
DNA, or in some cases, the procein product 
of a acne. But insurers an use ocher phe­
notypic indicaton, patterns of inheritance 
of genetic chanctcristic, or even requesa 
for ecnctic testina a the basi.s of discrimi­
nation. Meaningful protection apinlt RC· 
nctic discrimination requires that inluren 
be prohibited from usine all information 
about acnes, gene products, or inherited 
characteristia to deny or limit health in­
surance cover-ace. 

No federal laws att currently in place to 
prohibit genetic discrimination in health 
insurance (9). The C1inton Adminima-

Malytird prol"Ots cisct'fTW\3tiCn ti rates ~on rrt genalic tr.Wt iness lher8 is actuanal justbtion. 
States shown in green (Cafilorr4. Oregon. Cooado. Minnesota. Wlsc:ionswl. Cho. Georgia. nt New 
Hal'rC>stiral prohibit 11'1SU'8'$, to ~ _... from ~ or reQUBSttig genetJc tem 01 1'leir 
resUls. from denying ~ on IN blllil of gen.tjc tests. end trom US1nQ lests to cjetermine rm. 
and benefits. Calitomla, CoionldO. Oregon. If.:!~ laws inckJde prtMsions 10 protect the 
priYaCy of genetic intormebon. States 9'0#n i-t orange (Massact'usetts If.:! Hawall r...... 11111atedl !:* 
pendiflQ. 

tion'a proposal to rcfonn the health care 
system and provldc health insurance foe all 
Amcric.aN did prohibit limitinc access or 
aJYCraec on the basis of "tiistinc medical 
conditions or genetic prcdispolirion to 
medical conditions" (10). Con,ressional ef. 
forts to refonn the health care system in 
1995 have been much more modes« and arc 
targeted at euarantecing access, portability, 
and rcncwability of coveraee and at leveling 
the playing field in the insurance marl:et so 
that the same rules apply to insured and 
self-funded plans. Recent fedenl health in­
surance reform proposals attempc to 1\W21\· 
tee the availability of health care by pn> 
hibiting insurcn from denying COYCf'88C on 
the basis cl health scarus, medical condi­
tion, claims cxpcricnc.c, or medical history 
r:J I panicipant. MOK o( the proposals per­
mit cxclusionr for pre-existing conditions. 
but these are rime limited. 

It i.s noc: clear if the current healm in­
surance reform proposals would prohibit in­
surtn from denying covcraee on the basis of 
icnetic information. Genetic information is 
distinct from other types o( med.ic:al infor­
mation because it provides information 
about an individual's predisposition to fu­
rure disease. In addition, ecnctic infonna­
tion can provide clues to the future health 
risU for an individual's family members. If 
enacted, current health reform proposals 
would prohibit denying insurance to thicee 
currently sufferinc from diaealc or with a 
pasl history of disease. But these proposals 
may no< protect people like Paul. who arc 
healthy but have a genetic predisposition to 
diKasc, from beine refused insurance COV· 

'I'll'· Current proposals abo may fail to 
proccct couples who. althouch healthy 
themselves. carry the ecnc for a rec ve 
di.sordcr such • cystic fibrmts dw micht 
affect their children or future chiJdrcn. 

Recommendations 

Planners r:J the Hwnan Genome Project 
recoenUcd from the bcrinnine that maxi­
mizing the medical benefits of renorne rc­
scarch would require a aocial environment 
in which health care c.onsumen were pro­
tccttd from discrimination and lripnatil::a­
tion based on their ecnctk make~. Ge­
nome programs at both the DOE and the 
National ~nter for Human Genome Rc­
x:arch, a component of NIH. have each act 

aside a portion of their research b.deet to 
anticipate, analyie, and addrcs the El.SI of 
new advances in human genetia. 1ne °"I· 
inal plannen also created the NIH-DOE 
El.SJ Worlcinc Group, which h. a broad 
and divene mcmbenhip includinc scnomc 
Kicntists; medical geneticists; cxpcru in 
Law, ethics, and philosophy; and consumers, 
to explore and propo5e options for the dc­
velopmcnr of sound professional and public 
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-
policies related to human ecnomc ~ 
and ia applic.arions- The EI.SI Workirc 
Group has lone been involved in d~ 
sionS about rhc f.lir USC of ecnetiC infonna­
tioon. In a 1993 report, "Genetic Informa­
tion and Health lnsunnce" (11), the El.SI 
Workinc Group recommended a rcnun to· 
~ risk..apreadine pl of insurance. The 
Workinc Group suggested that individuals 
be siven acces to health care insurance 
in"CSP«tive al information. indudine se· 
netic information about their past, curratt, 
or fururc health status. Because denial o( 

insurance cove~ for a cosdy disease u:h 
as bttasc cancer rnay prove to be a deai:h 
sentenc.c fur many women. the National 
Action Plan on Breast Cancer (NAPBC), 1 

public-private partnership designed to erad­
icate brc:lst cancer as a threat to the liva cl 
American women. has identified ~ 
discrimination in health insurance u a ru,h 
priority (I 2). 

Building on their shared c:oncems, the 
NAPBC ( 13) and the EI.SI WoOOn, Group 
(I .f) iuendy c:osponsored a workshop on 
eenctic di5crim..inarion and hcalch insurance 
(.f ). Scientists, representatives from the in­
surance industry, and mcmbcn oi the El.SI 
Wocbnc Group and the NAPBC participat­
ed in the I-day session. On the basil a( the 
information presented at the workshop. the 
El.SJ Woricinc Group and the NAPBC de­
veloped the (olJowinc recommcndariona and 
dcf initicnl for sate and kdcnl policymakm 
to pro<ea: apinst ,enctic discriminarion. 

I) INU1'21\CC providers should be prohi~ 
ited from using emetic information. or an 
individual's request for acnetic services, to 
deny or limit any coverage or esublish eli­
gibility, continuation. enrollment, or c:on­
aibution requiremcnrs. 

Z) I~ providcn should be prohib­
ited from cscablishine differential rates or 
premium p:aymcna bucd On cenetic infor. 
mation or an individual's request for ienetic 
iCrvic.es. 

3) lnsur2ncc providers should be prohi~ 
ited from requesting or ~uirina collection 
or disclosure al acnetic infonnation. 

4) Jnsunnc.e providers and other holden 
al acnctic information should be prohibited 
from releasing petic information without 
prior wriaen authorization of the individu­
al. Wriacn authorization should be required 
(or each dixl~ and include to whom the 
disclosure would be made. 

Tile definitions arc as follows. Genetic 

information is information about senes. 
acne produc:tS, or inherited characteristics 
that may derive from the individual or 1 

family member. I~ provider meaN 

an iruurance company, employer, or any 
a<her entity providina a plan cl health in­
sunnce or health benefia includinc sroup 
and individual health plaN whether fully 
insured or self.funded. 

These recommendations have been en­
doned by che National AdvUciry Council far 
Human Genome R.csc:arch CNAOIOR.) 
(15). The NAOiGR IO'CSSCS the p:llitiw 
value oi ecnctic information fur impoviac 
chc medical care of individual patiena and 
the need to ensure the f'recdom cl patima 
~ cheir health care providen to use ame0c 
information IOr patient cm. The NAOIOR 
views the eliminadcl\ cJ the UIC cl~ 
inlormation b) discriminate lpina individ­
uals in their access ID health inannce • I 

aitical Itel> IDWard these aoala. 
The ability to obain ICNitM ~ 

information about individuals, fmiilies, Ind 
even populations rmes profuund and trou­

bling questions about who will have accesa 
to dUs inlonnation and how it will be used. 
The recommendations presented here b 
sace and fedcnl policy-makers are intended 
to help auure chat our cum:nt 11XiaJ. eco. 
nomic. and health care policies keep pace 
wii:h boch the opportunities and chalJenaa 
that the new acnetics present IOr under­
sandine the causes of discae and dew. 
in& new acaancnt and preventive aratelicL 
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