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I. Preface

This White Paper is prepared for the Virginia Advisory Board on Ethical/Legal Issues Related to Genetics to assess principles of discrimination under the Americans with Disabilities Act (ADA) arising from the use of genetic information among state Medicaid or public health agencies.  The analysis focuses largely on principles of discrimination stemming from the 1999 decision of the United States Supreme Court, Olmstead v. L.C., 527 U.S. 581 (1999).  After briefly summarizing concerns underlying genetic discrimination and the ADA, the Paper explores the potential reach of the Court’s decision concerning the ways Virginia’s (or other states’) Medicaid or other public health agencies implement state programs, consistent with a non-discrimination approach related to persons with genetic conditions.  For more information concerning legal principles of genetic discrimination under existing Virginia state law, please see the companion White Paper, James G. Hodge, Jr., Virginia Genetics Law and Policy (April 30, 2004).  

This White Paper is based in part on my work and that of my colleagues, Professor Lawrence O. Gostin, Professor of Law, Georgetown University Law Center, and Cheye M. Calvo, Senior Genetics Policy Specialist (former), National Conference of State Legislatures (NCSL), from our project, Genetics Legislation: Syntax, Science, and Policy.  This project was funded by the National Human Genome Research Institute of the National Institutes of Health (NIH). 

II. Introduction/Executive Summary

The intersection of genetic science, technology, medicine, and information with population-based health, or public health genomics, is an emerging, expanding field of public health practice, research, and program development.  The genetic revolution impacts public health practice and research in multiple ways.  Since many human diseases and conditions result from interaction with genes, behavior, and environment, understanding the role genes play is critical to assessing environmental and behavioral influences.
 Genetic variants will increasingly be associated with conditions of public health importance (i.e., chronic, infectious, environmental, and occupational diseases among adults and children). Public health professionals knowledgeable of these variants can shape their assessment, policy development, and assurance techniques more effectively.  

As genetic medicine and technology advance, individual genetic testing for multi-factorial conditions such as cancer or heart disease may allow susceptible persons to change their behaviors or environment.  Collectively, this can reduce morbidity and mortality among the population.
 Public health authorities may promote the use of genetic tests and services where inexpensive and effective treatments are available to advance the collective health of the population.
 Public health researchers are well-equipped to perform population-wide research necessary to evaluate the clinical validity and utility of genetic testing.
 Targeted screening efforts using genetic information may help identify at-risk individuals or groups.
 Finally, public health officials can play a substantial part in the dissemination of information about the role of genetics in health to medical professionals and the public.
 

These and other advancements in public health genomics, however, are viewed with caution.  In its 2003 report, Genomics and Population Health, 
 the Office of Genomics and Disease Prevention (OGDP) at the Centers for Disease Control and Prevention (CDC), states:  

In spite of the potential promise and excitement about human gene discoveries, there are still immense gaps in the knowledge needed for a successful translation of new research results into population health benefits. This “translation gap” calls for an important public health leadership role in applied research, policy development and integration of genomics into the practice of 21st century medicine.

CDC/OGDP discusses how public health practitioners are beginning to address three major gaps along the genomic “translation highway.”  These gaps include: (1) conducting genomics and population health research; (2) developing evidence on the value of genomic information, and (3) integrating genomic information in practice and programs.  CDC/OGDP notes that many states are increasingly integrating genomics into chronic disease and prevention programs.  The Michigan Department of Community Health (MDCH), for example, has created a work plan for integrating genomics capacity across a wide array of public health practice activities. Many of its early objectives focus on knowledge and capacity-building.  MDCH, however, is also planning to integrate genomics into existing chronic disease programs such as the Cardiovascular Health Task Force, Diabetes Primary Prevention Project, and Primary Care Systems/Barriers to Prevention Working Group.  Additional states are systematically examining ways to introduce genetic information, testing, or science into new or existing public health programs.

Integration of genetics and public health presents vast opportunities for improving public health outcomes.  It also, however, raises multiple legal and ethical issues.  How should public health officials address genetic disorders that do not have a known treatment?  What, if any, tests should be part of mandatory or voluntary screening programs? If screening is targeted to a certain population group, how can public health officials ensure that the group is not stigmatized by the connection to the disease? How should public health professionals evaluate risk when allocating scarce testing resources?  Should they focus research and prevention efforts on genetic diseases that impact the public at large or illnesses that disproportionately affect certain population groups?  Many of these and other questions center on the potential for genetic discrimination in public health services or programs.  To what extent are members of the public legally-protected from genetic discrimination in the provision of these services?  This is the quintessential question of this paper.  

Though many states (like Virginia) statutorily specifically address genetic discrimination in multiple contexts (e.g., health insurance, employment, government services), federal law does not specifically address genetic discrimination.  Dozens of federal bills to prohibit genetic discrimination in employment, public accommodations, and other areas have been introduced, but not passed.  The Health Insurance Portability and Accountability Act of 1996 contains limited non-genetic discrimination protections for persons applying for group health insurance.  Lacking specific protections, the predominant model for preventing genetic discrimination at the federal level is the Americans with Disabilities Act (ADA), which protects individuals from disability discrimination in many contexts. Title II of the ADA focuses on discrimination in public programs and services.

The scope and meaning of Title II of the ADA was closely examined in the United States Supreme Court decision, Olmstead v. L.C. 
 In Olmstead, the Court determined in 1999 that a policy of the Georgia Department of Human Resources that allowed the unjustified institutionalization of mentally-disabled persons may constitute unlawful discrimination under Title II of the ADA.  Though the subject-matter of the decision seems unrelated to genetic discrimination, the case supports the notion that disability discrimination, including for genetic conditions, should not be tolerated in any government effort to deliver health care or public health services or programs.  Qualified people with genetic or non-genetic disabilities should not be left out of, denied, rejected, or inappropriately treated through government-sponsored health care of public health services or programs simply because of their disability.  

Despite its potential reach, the actual affect of Olmstead on government-sponsored health services is difficult to measure.  As Rosenbaum and her colleagues suggest, the standards for assessing ADA violations in the context of health services for persons with disabilities are “murky.”
 Furthermore, the Court and the ADA defer to states to largely determine the scope of their obligations.  States also have multiple defenses to a claim of unlawful genetic or other disability discrimination pursuant to Title II. Compounding these issues is the inherent difficulty of determining precisely what qualifies as a disability.  The ADA definition of disability leaves ample room for interpretation as to whether some genetic conditions constitute disabilities at all. 

This White Paper discusses the nature of federal genetic discrimination protections, predominantly the ADA, as a prelude to a closer examination of the Olmstead decision.  The final section analyzes the potential impacts of Olmstead on the delivery of health care and public health genetic services or programs through state Medicaid and public health agencies.    

III. Genetic Discrimination – A Federal Legal Assessment

While significant legal activity regarding genetic discrimination has occurred at the state level, the federal government has initiated limited genetic policy and legal reforms. Federal lawmakers have proposed multiple genetic-specific anti-discrimination bills (none of which has passed) and enacted some general laws with relevance to genetic policy. The executive branch, including administrative agencies, has issued fundamental new rules and executive orders concerning genetic privacy and discrimination, and recommended that Congress enact legislation.  The Supreme Court and other federal courts have issued opinions interpreting existing laws and standards that directly or indirectly affect or alter conceptions of genetic discrimination.  To date, however, there is no comprehensive federal law or policy addressing genetic discrimination.
 The resulting patchwork of national protections features many gaps in coverage as lawmakers, agencies, and courts apply or interpret varying laws or policies that are not specifically designed to prevent genetic discrimination.  

A.
The Federal Legal Environment

The inception of the Human Genome Project in 1990 spurred legislative interest at the federal level in genetic privacy and anti-discrimination protections.
 Relevant federal bills that have been introduced vary in their approach and scope.
  Some sought to protect the privacy of all health information; other bills proposed special protections for genetic information.  Many bills sought to limit access by insurers and employers to genetic information and to constrain the uses of such information once disclosed.  The definition of key terms such as “genetic information” and “genetic tests,” upon which legal protections are based, has varied significantly.  A far-reaching federal legislative proposal would have declared that DNA is the property of the individual and that consent must be obtained for all uses.
 

Despite the introduction of numerous bills, Congress has not enacted legislation specifically aimed at protecting the privacy of genetic information or preventing genetic discrimination.  Several factors have contributed to this failure, including political
 and insurance industry
 opposition, shifting national priorities, and the fast-paced, complex, and rapidly changing nature of genetic research and technology.
 Though President George W. Bush has not supported all legislative proposals on genetic discrimination, he prioritized the need for such protections within months of entering his office.  President Bush indicated he was willing to push Congress to pass a ban on genetic-based discrimination.  “Genetic discrimination is unfair to workers and their families,” the President stated in his weekly radio address in June, 2001. “It is unjustified, among other reasons, because it involves little more than medical speculation.”
 

President Bush has also left intact his predecessor’s Executive Order No. 13145 that bars genetic discrimination in federal government employment.
 The Order, which covers current and former civilian federal employees and applicants for federal employment and is overseen by the EEOC,
 prohibits discrimination against employees based on “protected genetic information”
 or “information about a request for or the receipt of genetic services.”
 It forbids federal agencies from firing, refusing to hire, or otherwise discriminating against individuals because of protected genetic information or a request for, or receipt of, genetic services.  It also prohibits federal agencies from requesting or requiring that employees take a genetic test or disclose the results of a genetic test. 

While no existing federal legislation specifically targets genetic discrimination, two federal laws provide some protection: (1) the Health Insurance Portability and Accountability Act (HIPAA) of 1996; and (2) the Americans with Disabilities Act of 1990 (ADA) (discussed in the section below).  HIPAA protects employees and their families from losing their health insurance because of illness or job change.
 A key provision limits the circumstances in which a group health plan
 or health insurance issuer
 offering group health insurance may exclude a person from coverage because of a preexisting medical condition.
 HIPAA specifies that genetic information does not constitute a preexisting condition unless a person has received a diagnosis of an illness relating to that genetic information.
 Thus, a specific disease cannot be excluded from health care coverage merely because an individual has a genetic marker for the condition, absent symptoms of the disease. HIPAA also prohibits discrimination based on a person’s health status or elated factors, including medical and genetic information.
  Specifically, the law forbids group health plans and health insurance issuers from making different eligibility requirements or charging different premiums to individuals within a group because of their genetic status. The executive branch is empowered to develop standards related to these anti-discrimination provisions. The federal Departments of Labor, Health and Human Services, and Treasury, for example, has issued regulations concerning group health plan discrimination based on individual genetic information.

B.
Americans with Disabilities Act of 1990 (ADA)
The ADA prohibits discrimination against persons with disabilities in multiple contexts, including housing, public accommodations, education, employment, transportation, and communication. Title II of the ADA focuses on publicly-administered programs and services.  It states in relevant part: “[n]o qualified individual with a disability shall, by reason of the disability, be excluded from participation in or be denied the benefits of the services, programs, or activities of a public entity, or be subjected to discrimination by any such entity (emphasis added).”
 Two fundamental questions arise: (1) who is a qualified individual?; and (2) what is a disability under the ADA?

A qualified individual is a person with a disability who, with or without reasonable modifications to rules, policies, or practices, meets the essential eligibility requirements for the receipt of services or program participation offered by a public entity.  For example, an adult with a disability is not a qualified individual for the purpose of accessing health services strictly limited to children.  The adult may be properly denied access to the program simply because he is not a child so long as the eligibility criterion (being a child) is central to the purpose of the program (e.g., to improve health insurance access for low-income children).  

A person is considered to be disabled, within the meaning of the ADA, if the individual:

(1) has a physical or mental impairment that substantially limits one or more major life activities (e.g., caring for one’s self, performing manual tasks, walking seeing, hearing, speaking, breathing, reproduction, learning, and working); 

(2) has a history of such impairment; or 

(3) is regarded as having such an impairment.
 

According to the Equal Employment Opportunity Commission (EEOC), the executive branch agency charged with enforcing the ADA, disabilities include “[a]ny physiological disorder, condition, cosmetic disfigurement, or anatomical loss affecting one or more . . .  body systems,” as well as “any mental or psychological disorders, . . . emotional or mental illness, and specific learning disabilities.”
 Whether a person has an impairment meeting the disability definition is necessarily an individualized one.  Typically, people living with cancer, diabetes, visual or hearing impairments, mental retardation, contagious diseases like HIV and tuberculosis, and drug addiction are found to be disabled.  What about persons with genetic conditions?


On its face, the ADA’s definition of disability does not distinguish between diseases of known genetic origin (e.g., Huntingtons disease) and diseases whose origin is not conclusively known to be genetic (e.g., type-I diabetes). A person is disabled based on the individual’s impaired status (or the perception of impairment) regardless of its cause. Assessing an individual’s disability status is less clear concerning persons with genetic markers for disease, but who do not manifest symptoms of the disease. Congressional testimony during the enactment of the ADA suggests that members of Congress perceived any type of genetic discrimination as inherently wrong.
 Yet, asymptomatic persons are not specifically included under the first (and critically important) part of the disability definition because their condition purportedly does not substantially limit their major life activities.  


To clarify this issue, EEOC has interpreted the ADA to include discrimination against asymptomatic individuals based on their genetic information under the third, “regarded as” prong of the definition.  According to EEOC, “individuals who are subject to discrimination on the basis of genetic information relating to illness, disease, or other disorders” are being regarded as “having impairments that substantially limit a major life activity,”
 and therefore satisfy the third prong of the disability definition.
 Though helpful, EEOC=s interpretation that genetic discrimination is unlawful under the ADA is limited. This interpretation has not been fully scrutinized in court.  A court could determine that EEOC’s view is inconsistent with congressional intent or exceeds the scope of its rulemaking power, and is therefore unlawful.
 In addition, persons subject to genetic discrimination may in practice find it difficult to prove their claims.  A claim for genetic discrimination based on the “regarded as” prong requires a showing that (1) the at-fault person regarded an individual as having a disability (when in fact the individual is not disabled), and (2) the at fault person acted on that basis.
 Also unclear is whether the ADA would prevent discrimination based on the genetic information of a family member.
 For these and other reasons, EEOC has urged Congress to enact legislation specifically prohibiting genetic discrimination for asymptomatic conditions.
 

Two rulings by the Supreme Court interpreting the ADA affect asymptomatic individuals with genetic markers for disease and persons currently manifesting diseases of known genetic origin. In Bragdon v. Abbott,
 the Court ruled that an asymptomatic HIV positive woman was disabled within the meaning of the ADA because she was impaired in carrying out the major life activity of reproduction (since any child produced could potentially carry HIV infection absent medical intervention).  By this reasoning, an asymptomatic individual carrying a genetic marker for a disease could also be considered disabled, since offspring could also carry the genetic marker.  If the defective gene were dominant (i.e., only one copy of the gene was required), the offspring could also be likely to develop the disease.
 Members of the Court debated whether asymptomatic genetic conditions might be sufficient to establish disability, but reached no affirmative conclusion.   

In Sutton v. United Airlines, Inc.,
 the Court held that a determination of whether a person is substantially limited in performing a major life activity must take into account whether the impairment at issue can be mitigated through corrective measures.  In Sutton, the factual inquiry was whether a person with poor eyesight was disabled if the use of eyeglasses sufficiently corrected her vision.  The Court ruled that if an individual’s condition or defect can be corrected, then the individual is not covered by the ADA, even if he or she is denied employment based on the presence of the condition at issue.
 This ruling could potentially lead to important legal distinctions between those with treatable and non-treatable genetic diseases: the former may not be covered under the ADA if their disability could be ameliorated through medical treatment. 

IV. Olmstead v. L.C.

One of Congress’ identified objectives in passing the Americans with Disabilities Act (ADA) was to alleviate potential and actual serious discrimination in the isolation and segregation of individuals with disabilities.
 This, in part, was the impetus for Title II of the ADA. It prohibits disability discrimination in the provision of public services. At issue in the United States Supreme Court decision, Olmstead v. L.C., was a regulatory requirement pursuant to Title II known as the "integration regulation."  This regulation requires a public entity to administer services or programs “in the most integrated setting appropriate to the needs of qualified individuals with disabilities."
 As discussed below, the Court reviewed a policy of the Georgia Department of Human Resources on the institutionalization of mentally-disabled persons.  The Court found the policy in breach of the integration regulation. The reach of Olmstead has extended well beyond its limited facts.  Federal, state, and local health care and public health agencies have systematically reviewed core principles of the decision to determine how and under what circumstances the provision of its services, programs, or activities may violate nondiscrimination principles under Title II.   

A. The Essential Facts

          The facts of Olmstead revolve around 2 mentally-retarded women living in Georgia, known only as L. C. and E. W.  In addition to their mental retardation, L. C. was diagnosed with schizophrenia. E. W. suffered from an unidentified personality disorder.  By any account, the women were disabled within the meaning of the ADA.  The women were voluntarily admitted to the state-run Georgia Regional Hospital in Atlanta (GRH), where they were confined for treatment in a psychiatric unit.  In each of their cases, a team of treatment professionals at GRH concluded that despite their illnesses, they could be cared for in a less-restrictive community-based program.  Still, they remained institutionalized at GRH for months. 

Seeking placement in community care, the women sued Georgia state health officials including the Commissioner of the Georgia Department of Human Resources under a federal statutory claim, as well as Title II of the ADA.  They claimed that the State of Georgia discriminated again them by reason of their disabilities by failing to place them in a community-based program even though their treatment team thought placement was appropriate.  At trial, the federal district court rejected the State’s claim that inadequate funding (and not discrimination) was the source of its failure to follow the treatment recommendation. The court surmised that unnecessary institutional segregation constitutes discrimination per se (i.e., on its face) under Title II.  No lack of funding could justify such patent discrimination. The court also rebuffed the government’s defense that requiring immediate transfers in such cases (as requested by L.C. and E.W.) would "fundamentally alter" the government's programs.  The court ruled in favor of the women, ordering their placement in an appropriate community-based treatment program.

On appeal, the Eleventh Circuit Court of Appeals affirmed the lower court judgment, but sent the case back to trial for reassessment of the State’s economic claims as a defense. The Eleventh Circuit ruled that Title II allowed economic ramifications to be considered within specific criteria and circumstances. The lower court was instructed to consider whether the additional costs to treat L. C. and E. W. in community-based care would be unreasonable given limited state resources.  The case was appealed to the Supreme Court, which accepted certiorari and decided the case on June 22, 1999.

B. The Supreme Court Opinion

In her Opinion, Justice Ginsburg concluded that states are required pursuant to Title II of the ADA to place persons with mental disabilities in less restrictive community settings rather than institutions when (1) treatment professionals determine that community placement is appropriate; (2) transfer from institutional care to a community setting is not opposed by the patient; and (3) placement can be reasonably accommodated in light of available resources and considering the needs of others with mental disabilities.  The Court agreed with the lower courts that unjustified placement or retention of persons in restrictive institutions severely limits their freedoms and exposure to the outside community.  “Unjustified isolation,” stated the Court, “is properly regarded as discrimination based on disability.”
 This inherently constitutes unlawful disability discrimination under the integration regulations supporting Title II.  

The Court’s finding deflated the State of Georgia arguments that the women were not discriminated against based of their disabilities because (1) they were denied access to community placement solely for financial reasons; or (2) the women failed to identify a comparable class of similarly situated individuals given preferential treatment. Title II of the  ADA is grounded in the need to secure better opportunities for people with developmental disabilities to enjoy the benefits of community living. The ADA specifically targets unjustified segregation of persons with disabilities as a pervasive form of discrimination that perpetuates societal views that these persons are incapable or unworthy of participating in community life.  Furthermore, it smacks of discriminatory intent where persons with mental disabilities must relinquish their participation in community life to gain needed medical attention while non-mentally disabled persons can get medical services without similar concessions.  Though institutional treatment for persons who are unable to handle or benefit from community settings is still permitted under Title II, L. C. and E. W. are qualified and desirous of noninstitutional care. 


There are, however, limits to the extent to which states have to provide community care even for qualified, willing patients.  Additional regulations allow states to make reasonable modifications to avoid unwarranted discrimination.  Coextensively, they may resist changes that exceed some level of reasonableness, such that they entail a fundamental alteration of state services and programs.
 For example, if providing community care to L.C., E.W., and other similarly-situated persons would inequitably impact others receiving mental health care, the state may claim that placing a patient in community settings would require drastic changes in existing state services.  The fundamental alteration component of the reasonable modifications regulation thus allows states to demonstrate that immediate relief for some persons would be inequitable given limited resources and the state’s responsibility to care for all persons with mental disabilities. 

The Court agreed that the ADA should not compel states to reallocate resources to avoid discrimination if people in dire need of care are placed at risk by the elimination of curtailing of government services or programs. The Court suggested, for example, that if the State of Georgia demonstrated that it had an effective plan for addressing patients like L.C. and E.W. which included a revolving waiting list that moved at a reasonable pace and was not influenced by the State's desire to keep its mental institutions fully populated, the reasonable modifications standard would be met.  In such circumstances, a court should not order L.C. and E.W. to be de-institutionalized if they were not high on the waiting list.  The Court sent the case back to the lower district court for consideration of appropriate relief based on the (1) range of the State's facilities for persons with diverse mental disabilities, and (2) its obligation to administer services fairly.  

C. Olmstead’s Impact on State Medicaid Programs

One can view Olmstead merely as a mental health law case that secured additional protections of individual rights through the ADA for a vulnerable group of persons.  This view, however, underestimates the decision’s impact on all government-funded health care and public health services and programs.  The case has led to systemic reforms in some key health care programs, highlighted by federal/state Medicaid programs.  Through Medicaid, state governments (with significant federal funding) provide direct health services and other benefits to millions of Americans living in poverty, with disabilities, or otherwise needing assistance.  Medicaid is the premier national source of funds for health care and other services for persons with disabilities.  Rosenbaum and her colleagues appropriately note: 

Olmstead is emphatically not a Medicaud case.  In the end, however, because of the integration of persons with disabilities into the community depends so heavily on how States approach Medicaid financing, discussions about Olmstead quickly become discussions about Medicaid.

Olmstead was neither the first (nor certainly the last) case to address the integration of disabled persons into the community through services provided via Medicaid funding.  The Center for Medicare and Medicaid Services (CMS), which administers the federal component of the Medicaid program, routinely monitors these cases, providing tentative guidance to state Medicaid offices.  In the months leading up to the Court’s decision in Olmstead, CMS stressed the need for state Medicaid programs to “develop hope and community-based service options for persons with disabilities to live in integrated settings.”
 CMS required states to conduct self-evaluations to ensure their policies, practices, and procedures furthered integration principles.


After the Court issued its Opinion in Olmstead, CMS moved forward with greater certainty as to the extent and scope of necessary reforms.  After months of review, CMS circulated correspondence and other materials to State Medicaid Directors on January 14, 2000.  Despite prior planning and other efforts, CMS concluded: “[Olmstead] clearly challenges us to develop more opportunities for individuals with disabilities through more accessible systems of cost-effective community-based services.”
 CMS outlined a framework in response to this challenge that required state Medicaid offices to: 

· Develop comprehensive, effective working plans (as recommended by the Supreme Court) to strengthen community service systems and serve persons with disabilities in the most integrated setting suited to their needs;

· Actively involve people with disabilities (and potentially their family members or representatives) in the design, development, and implementation of these plans;

· Utilize national guidance from CMS to develop the plans; and

· Routinely inform and update CMS regarding additional legal or other issues requiring clarification or additional technical assistance. 

CMS subsequently produced additional guidance for states, including a handbook that recommends redesigning Medicaid programs to invest further in community programs and services.
 The Bush Administration issued an Executive Order directing all federal agencies to review impediments or barrier to full integration consistent with Olmstead, and prioritizing investigations of individual complaints.
 Still, some commentators have been critical of the federal response to Olmstead, characterizing the administration as engaging in mere “enthusiastic rallying.”
 

Major legal challenges in the implementation of the principles of nondiscrimination embodied in Title II of the ADA and reflected in the Supreme Court’s decision in Olmstead remain.  As Rosenbaum and her colleagues discuss,
 these include:

· The authority of states to determine not only the nature of services that are needed to make community-based care suitable, but also the very persons for whom community-based care is appropriate.  Federal guidance from CMS is broad enough to allow for wide variations among states in their implementation;

· There is little agreement on the scope of what the Court meant by “reasonable” when it suggested that the reasonable modifications standard could be met through an effective plan including a revolving waiting list that moved at a pace that is reasonable;  and

· A range of interpretations of what may constitute a “fundamental alteration” of existing state services or programs allows for considerable confusion and potential dilution of the foundation of nondiscrimination principles under Title II.

Until these and other issues are more fully resolved, the full impact of Olmstead to reshape Medicaid and other public services or programs in respect of the nondiscrimination principles of ADA’s Title II is unclear.

V. Nondiscrimination and Public Health Genomics

Protecting persons from genetic discrimination through public health care or public health programs or services programs is a laudable, societal objective.  Title II of the ADA requires respect for persons with disabilities (and those wrongly regarded as having a disability) by prohibiting discrimination in the provision of services or administration of programs. The Supreme Court decision in Olmstead v. L.C. supports the legal requirements of Title II, but also has the potential to extend well beyond its limited facts.  Olmstead stands for more than its straightforward finding that mentally-institutionalized persons deserve a chance for community-based care.  The case endorses the need for any disabled person to be treated fairly in the receipt of government-funded health care or public health services or programs.  

Already federal and state Medicaid agencies are jointly planning ways to better deliver health services to eliminate potential or actual discrimination based on disability.  CMS’ commitment to this effort is critical.  Many persons who are disabled need government-funded medical or public health services.  These individuals are legally entitled to participate in Medicaid services and programs. They are equally entitled to fair, nondiscriminatory treatment.  In addition, Medicaid funding is connected to a vast array of other public health services and programs.  Through Medicaid or other government-sponsored health services, disabled individuals may be reimbursed for genetic tests, counseling, or other services recommended by or performed by state or local public health authorities. 

Adherence to nondiscrimination principles on grounds of genetic disability in the provision of public health services or programs is essential.  However, it is also complicated.  At the same time national health care service providers are planning ways to eliminate or avoid disability discrimination, public health authorities are planning how to better incorporate genetic science into public health programs. Public health authorities want to modernize public health practice by immersing genetic science into its domain.  They seek, in essence, to better understand and prevent genetic conditions through enhanced surveillance, testing, screening, and treatment.  Of course, these two planning objectives do not necessarily conflict.  Nor can they.  Federal, state, and local public health authorities must adhere to the same ADA Title II in the provision or performance of any service or program.  

Yet, there is the potential for discrimination among various cross-purposes. Professor Susan Wolf cautions against an individualistic focus on genetic discrimination through she labels “geneticism.”
 Genetic discrimination, she suggests, must be avoided at a societal level by discouraging practices that further such discrimination.  These practices include creating genetic categories of persons within populations, screening people to sort them into genetic categories, and basing societal attitudes on collective views of what should be done to improve their condition.
 Wolf repudiates a societal tendency to think that persons with genetic variations are somehow flawed or abnormal.
 In fact, humans all share a similar capacity for harboring genetic variations.  Wolf’s essential message is that organizing society and its services, benefits, and programs around genetic differences in individuals can be inherently discriminatory.      

The practice of public health genomics has the potential, if not the goal, to stratify individuals based on their genetic variations.  Only through effective testing, screening,  treatment, and other epidemiological efforts can public health authorities fulfill their legal and ethical responsibilities to protect the health of the population.  The mission is perplex.  Society should neither discriminate against persons with genetic diseases or conditions, nor accept the proliferation of preventable diseases and conditions (genetic or otherwise) among existing or future populations.  Improving the public’s health through the integration of genomics and public health practice requires a legally- and ethically-sustainable approach that respects the interests of persons with disabilities while achieving communal goals of preventing morbidity and mortality for genetic causes.  At present, this approach is lacking.  For this and other reasons discussed below, the existing legal environment for protecting individuals from genetic discrimination in public health services or programs is compromised.     

· Absence of comprehensive national genetic discrimination protections.  As discussed in Part III, above, there is no comprehensive federal legislative or regulatory approach to protecting persons from genetic discrimination.  Existing protections emanate instead from national disability discrimination laws (ADA) that do not focus on genetic bases for discrimination.  Some may argue that prohibiting discrimination through genetic-specific legal protections is unnecessary and difficult.
  There is little need to exceptionalize genetic discrimination from other types of discrimination.  Others want to prevent genetic discrimination through legal theories that extend beyond disability protections.  Silvers and Stein suggest legislating to protect “genetic identity” like as an individual’s religious or sexual status is governed through civil rights laws.
 Between these divergent views is a sophisticated national legal approach that balances individual and group interests in avoiding unwarranted genetic discrimination with communal interests in protecting the public’s health and other goals through sharing of genetic information and fair policies to respect genetic differences.

· Existing focus on individual claims of genetic discrimination.  The ADA, like many anti-discrimination laws, is intrinsically focused on individuals.  It makes sense to link  protections to individuals.  They are the identifiable victims of cases of discrimination.  They suffer actual damages for violations.  They can represent their legal rights in administrative and judicial tribunals.  An individualistic focus, however, discounts the potential for genetic discrimination on a group level.  Groups, particularly constituted of vulnerable persons, may be targets of genetic discrimination as knowledge of genetic variances increases.
  While any member of the group may experience direct discrimination that could result in ADA-type liability, many others are indirectly impacted.  Existing and proposed genetic discrimination laws simply do not address legal recourse for group discrimination.

· Limits on the reach of the Americans with Disabilities Act.  Title II of the ADA provides strong, affirmative language to protect persons with disabilities from discrimination in the delivery or performance of public services and programs.  Without the ADA, persons with genetic or other conditions would lack any significant legal protections for potential or actual discrimination.  Yet, the ADA is still limited in its impact for several reasons:

· The definition of disability does not adequately encompass persons with asymptomatic genetic conditions, or mere carriers of genetic diseases.  These individuals are only entitled to ADA protection if they are “regarded as” being disabled.  As discussed in Part III, this can be exceedingly difficult to prove.  Very few judicial cases of genetic discrimination under the ADA have ever been brought, and none under Title II.  This does not mean, however, that discrimination does not (or will not) occur.  A result of the ADA’s disability definition is that “[p]eople with genetic anomalies which are not expressing, or may never express, are unlikely to qualify for ADA protection.”
 These same individuals, though, may be the subject of increased screening and testing programs in future public health, clinical, research, or other settings.

· Due in part to court interpretations, the ADA also fails to protect persons who take (or could take) mitigating steps to reduce or eliminate their disability.  Thus, for example, a person with a genetic disability who seeks medical care to treat her impairment of a major life activity may likely not be viewed as “disabled” under the first prong of the ADA definition.  This makes sense, of course, in many contexts.  A person who could eliminate his impairment (e.g., a sore neck) through intervention (e.g., over-the-counter pain medication) is no more entitled to disability protection than an individual who has no existing condition.  Yet, in the case of genetic diseases or conditions, such interventions do not completely absolve impairment.  As with asymptomatic HIV, a person with a genetic condition is seemingly impaired in her reproductive capacity. Yet no court presently recognizes asymptomatic genetic conditions as constituting disability per se like HIV.    

· Even if a claim of disability based on a genetic condition is proven, the ADA allows governments several defenses to support what may be viewed as discriminatory actions.  States are only required to make reasonable modifications to existing services or programs. They may claim on economic or other grounds that eliminating discrimination may fundamentally alter the service or program to avoid systemic change under the ADA.  They may also suggest that they have adequately created a plan to address instances of genetic or other disability discrimination.  Planning mechanisms to eliminate disability discrimination are a good step, but should not be developed predominantly to avoid potential legal liability.           

· Olmstead is limited in its potential impact.  Olmstead is a seminal case on the need to prevent disability discrimination in public health services and programs, but it is also legally-limited for many of the same reasons discussed above (see Part IV.C.).  These include:

· Considerable deference is allowed to states to determine services or programs that are needed, as well persons that are well-suited for such services or programs. Neither EEOC, CMS, or the Court can actually require states to offer services or programs to help persons with genetic or any other disabilities.  They can only require that if states choose to offer services or programs that they are administered free from discrimination based on disability. 

· Federal guidance from CMS is broad enough to allow for wide variations among states in their implementation of plans based on the Olmstead decision.  There is no nationally-approved standard for the enforcement of Title II in response to Olmstead.
· There is uncertainty in the scope of what the Court meant by “reasonable” when it suggested that the reasonable modifications standard could be met through an effective plan. 

· Multiple interpretations of what may constitute a “fundamental alteration” of existing state services or programs may dilute the foundation of nondiscrimination principles under Title II.
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