
The information provided by speakers in 
workshops, forums, sharing/networking sessions 
and any other educational presentation made as 
part of the 2006 HDSA convention program is for 
informational use only. 

HDSA encourages all attendees to consult 
with their primary care provider, neurologist or 
other healthcare provider about any advice, 
exercise, medication, treatment, nutritional 
supplement or regimen that may have been 
mentioned as part of any presentation. 

Huntington’s Disease Society of America



Genetic Discrimination
HDSA 2008:  Pittsburgh

Cheryl Erwin, JD, PhD
University of Texas Medical School

McGovern Center for Health, Humanities 
and the Human Spirit



Presentation Overview

What is genetic discrimination?
Why is it important?
How prevalent is discrimination?
There ought to be a law

Making a difference



Concerns about genetic 
discrimination

• Unfair treatment
• Loss of opportunities
• Any different treatment that adversely 

affects the person at risk
– Example:  the denial, limitation or increased 

price of insurance
• Based on genetic susceptibility, not 

manifest disease 



What is genetic discrimination?

• We define genetic discrimination as the 
denial of rights, privileges or opportunities 
or other adverse treatment based solely on 
genetic information, including family 
history of HD
– From the RESPOND-HD survey, 2007





Is it important to understand genetic 
discrimination?

• Insurance 
• Employment
• Social consequences

• Limits on genetic based medicine



Fear of genetic discrimination 
impacts personal decisions



Worries about privacy
• How concerned are you that 

health information may be 
used to limit job 
opportunities?

• 1999:  36% concerned

• 2005:  52% concerned

• California Healthcare 
Foundation, 2005



Social consequences

See:  Hunter, David, et al., Letting the Genome out of the 
Bottle – Will We Get Our Wish? 358 NEJM 105, 2008



How prevalent is genetic 
discrimination?

• Case histories abound
– “Discrimination as a consequence of genetic testing” Billings, et al., 50 

Am J. Hum. Gen. 476, 1992

• Little systematic study
– Survey of genetic counselors suggests little genetic discrimination 

occurs
• Hall:  “Genetic Privacy Laws and Patients’ fear of Discrimination by 

health insurers: The view from Genetic Counselors” 28 J Law, Med. 
& Eth., 245, 2000

• 2007:  Results confirmed in a study of Hemochromatosis patients

• Are these results generalizable across genetic disease 
spectrums?



Discrimination in Huntington’s 
Disease

• Preliminary study:
• Employment

– Of 9 who disclosed, 3 reported negative 
consequences

– None reported they would disclose if given a 
second chance

– Of those unemployed there was high concern 
for employability

• Insurance
– Of 2 who disclosed, neither reported changes 

in insurance status
– Majority feared disclosure and loss of 

insurance
– High fears of medical expenses 

• Relationships
– Of 15 participants, 13 reported moderate 

changes in family and  social systems (8 
unfavorable, 4 mixed, 1 favorable) and 2 
reported no change

– Altered choices in important life relationships 
or circumstances 

– Fear of loss of valued interpersonal 
relationships

Woody Guthrie, 1912 - 1967 Penziner, et al., Perceptions of Discrimination Among Persons who 
have Undergone Predictive Testing for Huntington’s Disease.  
American Journal of Medical Genetics: Neuropsychiatry,  October 19, 
2007.



We just want a few questions 
answered…



There ought to be a law

Federal laws 
One size fits all:  ADA / HIPAA

State laws
The laboratory of democracy

How to define genetic information

What activity is proscribed / what is 
acceptable



State Employment Laws Prohibit …
20 states limit the use of genetic information in hiring and firing decisions (including Iowa)

24 states prohibit employers from requiring access to genetic tests or results as condition of 
employment (including Iowa)

5 states require consent for genetic testing or disclosure of test results 

1 state prohibits employers from requiring a test or inquiring into whether a genetic test was 
ever taken (Oregon)

1 state provides key exceptions that allow use or access to genetic information (Missouri, 
employee may consent)

Genetic information from testing is private or confidential and privileged – Sanctions (4 –
TX, UT, WI, AZ)

For example Texas imposes a $10,000 fine for disclosure of genetic information 

Most laws do not prevent coerced consent as a condition of employment – some may 
encourage coercion



State Health Insurance Laws 
Prohibit …

• 34 states limit use of genetic info for rates, terms, conditions of insurance (Iowa only 
restricts use for enrollment but can use to set rates)

• 22 states prohibit insurers from requiring access to genetic test or results as condition of 
insurability - if asymptomatic 

• 28  require consent for genetic testing or disclosure of test results 

• 12 prohibit inquiry into whether a genetic test was ever taken 

• 19 states protect information about family members genetic tests or family history of a 
genetic condition

• 5 states provide key exceptions to important laws 

• 12 states provide that genetic information from testing is private or confidential and 
privileged, or provide clear sanctions 

– For example:  Texas creates prohibitions against compelled disclosure including by courts, but 
no specific monetary sanction is imposed

State insurance laws do not affect self-insured plans



Federal Laws: HIPAA
• Health Insurance Portability and Accountability Act (HIPAA):  

– Genetic predisposition cannot be considered a pre-existing 
condition unless manifest

– Does not apply to employers
– Does not apply to individual insurance market
– Does not prevent use of genetic information in group rating
– Self insured companies can easily access genetic information 

– Does not prevent 
• inadvertent access 
• use of family history information 
• collection of information for billing purposes 
• voluntary disclosures 
• coerced consent



Federal Laws:  ADA

• Americans with Disabilities Act (ADA)
– Section 102 d:  Prohibits pre-employment physical 

exams 
– After the offer of employment the employer may 

require medical exam unlimited in scope as a pre-
placement qualification

– Coerced consent to undergo genetic testing is not 
addressed

– Does not cover all persons with the HD 
gene as a class unless symptomatic

Laws v Pact  2000 WL 777926 (N.D. Ill. 2000)











Despite wide support…



Finally !!!



First Major Civil Rights 
Legislation in 20 years

• Signed into law by President Bush on May 21, 
2008



Implementing GINA

• GINA takes effect 18 months after it is signed into 
law

• Regulatory agencies are required to formulate 
policies
– Equal Employment Opportunity Commission 

(employment issues)
– Department of Labor (ERISA issues)
– Secretary of Health and Human Services (HIPAA and 

certain group health insurance issues)
– Secretary of Treasury (IRS issues)

•



Hudson.  Prohibiting Genetic Discrimination.  NEJM  356:20, 
2021-2023

Title VII prohibits 
discrimination based on 
race, color, religion, sex, 
national origin.  Burden 
is placed on employee to 

prove damages, prove 
illegal use, and sue.  

It does not prevent employers and 
insurers from accessing genetic 

information from all sources  

Pre-employment “consent” to 
disclose medical information is not 

addressed

Broad definition of “genetic 
information” raises questions of 

what is covered.  Can 
employers use information 

about time off to care for family 
members?



Post-GINA

• Are the sanctions provided in GINA  a 
sufficient deterrent to really prevent 
discrimination?

• Should genetic discrimination legislation be 
extended to long-term care insurance?



Post-GINA: Genetic testing and   
consumer issues

• How can we regulate the genetic test market in 
direct-to-consumer testing?
– Accuracy of the testing (CLIA regulation)
– Utility of the test (truth in marketing)
– Interpreting test results (non clinical settings)

• Why do people seek home testing?  How many 
people do this?  

• Should minors be allowed to request home 
testing?  Can this be prevented?



Post-GINA:  other issues…

• How does the potential for universal health 
care affect issues such as
– Choosing genes for future children
– Retention of samples after genetic testing
– Social coercion to test or not to test
– The right of adult children to remove parents’

genetic information from databases or registries



RESPOND-HD

• Knowing the real-life consequences of genetic 
information will aid in providing informed consent 
prior to genetic testing

• Increased knowledge of genetic discrimination 
will assist education of consumers about genetics, 
confidentiality, and legal issues and will help 
shape policy



RESPOND-HD

• We need to document consequences before 
effective legal reform will become a reality

• Knowledge of the prevalence of genetic 
discrimination will support informed health 
care policy decisions in the next 10 years



Resources

• National Human Genome Research Institute: 
http://www.genome.gov/24519851

• Summary of the legislation:  
http://www.sourcewatch.org/index.php?title=Genetic_Info
rmation_Non-Discrimination_Act

• Genetics & Public Policy Center:  
http://www.dnapolicy.org/news.release.php?action=detail
&pressrelease_id=95

• Human Genome Project website at ORNL:  
http://www.ornl.gov/sci/techresources/Human_Genome/els
i/legislat.shtml


