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Introduction 
The National Council on Disability (NCD) is convening the National Summit on Disability Policy 2010 on July 25-28, 2010. The Summit will bring together people with disabilities and stakeholders—including federal, community, and private sector disability experts—to confer and chart a course for continuing policy improvements. A set of 10 working papers has been developed to provide background information for the key topics folded into the three broad pillars of Living, Learning, and Earning.  The 10 working papers address: civil rights, health care, education, employment, housing, transportation, technology, emergency management, statistics and data, and international affairs. 

Each paper summarizes key policy accomplishments and highlights current issues in its topic area. For issues that cut across topics, major discussion was limited to one paper to avoid duplication. Authors completed systematic literature reviews and environmental scans, drawing heavily from NCD reports to collect information for the working papers, and worked collaboratively with NCD to finalize the content. 

Scope 

This paper will examine health care systems, programs, and practices seeking to prevent, treat, and manage illness among people with disabilities, as well as promote overall mental and physical wellbeing. The paper will touch on current laws and regulations and emerging issues in the context of programs and policies and current trends in health care. 

Health care is a central issue for people with disabilities, who are at a disproportionate risk for negative health outcomes. Compared to people without disabilities, people with disabilities experience health disparities including excess weight, reduced physical activity, increased stress, less frequent mammograms and cervical cancer screenings, increased risk of oral disease, and increased risk of smoking and substance abuse. In addition to personal health consequences, people with disabilities also have limited access to appropriate health care services. However, despite the increased incidence of health disparities and resulting negative health outcomes among people with disabilities, they are not included in major federal health disparities research, as mandated by the Minority Health and Health Disparities Research and Education Act of 2000 and undertaken by the National Center on Minority Health and Health Disparities (NCMHD) and other centers and institutes of NIH.

While some co-occurring conditions stem from an individual’s specific disability, others can be prevented through timely interventions. Prevention and preventive services aimed towards people with disabilities play an important role in decreasing health disparities by maintaining health and wellness, improving health outcomes, and preventing secondary conditions. However, too often access barriers result in decreased or incomplete utilization of these services. 
Health disparities may be further complicated by factors such as veteran status, gender, and type of disability. The broad population of people with disabilities encompasses subpopulations of people who have traditionally been underserved by the current health care system. These populations are sometimes referred to as vulnerable populations because they are predisposed to health disabilities not found in the population at large. 

The health of veterans remains a very important concern in the current health care debate. Ongoing military engagements have increased the number of veterans returning with disabilities and additional health care needs, particularly those resulting from physical injury such as traumatic brain injury (TBI), or trauma such as posttraumatic stress disorder (PTSD). This paper will explore policy changes addressing the growing need for and increased importance of early diagnosis and intervention that reflect a growing awareness of the importance of veterans’ health beyond conflict-induced injury or illness. 

Health care needs unique to women may sometimes be complicated by a disability or secondary condition. However, it is important to recognize that women with disabilities share the same health concerns and expectations as women without disabilities, including maintaining healthy pregnancies and parenthood. In spite of an existing need for these types of services and supports, women with disabilities report inaccessible reproductive exam tables and screening tools, incomplete reproductive health screening and exams, and a lack of preconception care and counseling. 

The type of disability a person has may also further complicate interactions with the existing health care system and service providers. People with cognitive, communication or sensory disabilities often face additional barriers when navigating systems and obtaining information. In order to ensure quality service delivery and facilitate informed decision-making, health information must be communicated in a format and content level that is accessible to patients with a range of disabilities. 

Finding affordable, accessible, and adequate health care coverage and services are key challenges faced by the disability community. Health care provider training issues, accessibility concerns, and a lack of individualized accommodations disproportionately affect people with disabilities. In addition, people with disabilities sometimes face barriers to obtaining health coverage because of income limitations on public programs and pre-existing condition exclusions on private plans. 

One in five people living in the United States have a disability, and current disability projections estimate that between now and 2040 the number of older adults with disabilities will more than double. The current health system fails to provide coverage for the very supports and services that will maintain independent functioning and avoid the extraordinary expense of institutionalized or dependent care. Given the growing population and its vulnerability to health disparities, co-occurring diseases, and secondary conditions, as well as the ramifications of increasing health care costs, programs and policies addressing the needs of the disability population are critical. 

Significant Policy Accomplishments 
Policies introduced since the passage of the Americans with Disabilities Act (ADA) focus on the comprehensive health and wellness needs of people with disabilities. These policies strive to enable community integration and self-directed care, as well as provide tools for individuals to manage and promote their own health and wellness. The ADA set a precedent for disability-centric antidiscrimination policies and broadly addressed issues of accessibility in medical settings. This precedent allows for an increased presence of disability issues on the public policy agenda, resulting in the development and implementation of complementary policies and programs. The following initiatives include legislation that has expanded upon the ADA precedent by increasing access to services and supports that support health and wellness among people with disabilities. 

Medicaid and Medicare Part D 

One way of increasing access is by addressing financial barriers that can often be prohibitive for people with disabilities. Medicare Part D Prescription Drug Coverage subsidizes the cost of prescription drugs for Medicaid recipients. People with disabilities often have conditions that require costly medications, but the increasing cost of drugs causes a decrease in prescription adherence among Medicaid beneficiaries, including people with disabilities. Medicare Part D subsidizes a portion of the cost, increasing opportunities for drug adherence and potentially improving overall health outcomes. 

Veterans Health Care Eligibility Reform Act 

Increasing access by expanding coverage for vulnerable subpopulations has been an important part of the legislation that has come into effect since the passage of the ADA. The Veterans Health Care Eligibility Reform Act of 1996 established national standards of access and equitable health services to veterans and requires most veterans to be enrolled to receive care. The act also reflects a notable shift echoed in other policy achievements in services ranging from the hospital-based to outpatient, as well as a renewed focus on the role of prevention and primary care.  

State Children’s Health Insurance Plan

Another important piece of legislation focusing on expanding access for a vulnerable subpopulation is the State Children’s Health Insurance Plan (SCHIP). SCHIP extends and enhances health care coverage for children with disabilities. In addition to being a significant vehicle to cover uninsured children, SCHIP focuses on early intervention to prevent later problems that can often result from a lack of coverage or lack of access to health care services. 

Healthy People Initiative 

In the years following the passage of ADA, there has been an increased focus on changing the way people view disability. By addressing stereotypes and misconceptions, initiatives have addressed attitudinal barriers faced by people with disabilities in their personal efforts to become and stay healthy. The Healthy People Initiative Disability Chapter provided a national framework for people with disabilities to promote health, prevent secondary conditions, and work to eliminate disparities. The Disability Chapter used a national platform to address the stereotype that people with disabilities are sick or in bad health and reinforced the idea that people with disabilities can lead healthy lifestyles. 

New Freedom Initiative
An important part of expanding access to services and addressing systems barriers is increasing community and home-based services, along with the systems and supports that enable people with disabilities to benefit from these services. One example is the New Freedom Initiative (NFI), a national effort to remove barriers to community living for people with disabilities that has been implemented through the U.S. Department of Health and Human Services (HHS). The NFI represents an important step toward ensuring that people with disabilities have the opportunity to participate in their communities and takes an ecological approach to health by incorporating other life domains like employment, education, and transportation. In conjunction with the NFI, the New Freedom Commission on Mental Health reiterated the emphasis on community integration and sought to maximize utilization of existing federal, state, and local mental health resources. 

Mental Health Parity Act
The passage of ADA established a platform for a renewed focus on the comprehensive health care needs of people with disabilities. One key element of the concept of comprehensive care is an emphasis on the importance of mental health, its key role in maintaining health, and the importance of mental health coverage. The Mental Health Parity Act (MHPA) corroborates the movement toward helping individuals achieve comprehensive health. The MHPA requires that annual/lifetime spending limits on mental health benefits be no lower than the limit for medical and surgical benefits. The MPHA recognizes mental health as an important part of overall health and wellness and thus standardizes the position that mental health benefits are equally as important as physical health benefits. 

These policy accomplishments established important trends that have carried over into current and emerging health care issues. The most notable include a focus on the role of prevention and primary care, an emphasis on consumer-directed health care, and the shift from institution to community-based service delivery. 

Current and Emerging Issues 
According to NCD’s 2009 progress report and their September 2009 report “The Current State of Health Care for People with Disabilities”, people with disabilities still face significant barriers to care and report gaps in insurance coverage. These gaps in coverage limit access to medications, durable medical equipment, specialist care, post acute services, physical and vision rehabilitative services, and care coordination, all of which are critical for health, independence, and self determination. This lack of access has been associated with an increased risk for secondary conditions among people with disabilities. In addition, the absence of professional training on disability competency issues for health care practitioners remains one of the most significant barriers preventing people with disabilities from receiving appropriate and effective health care.

Community integration and consumer direction are the most readily identifiable positive trends in health care policies since the passage of the Americans with Disabilities Act (ADA). Also important is the role of primary care and prevention in promoting health and wellness among people with disabilities. Following the passage of the MHPA, mental health issues, including PTSD, have emerged as primary health policy concerns. But despite advancements in disability health policies and programs, much work remains on such issues as continued health disparities, health care practice and policy, home and community-based services, mental health care, and a focus on underserved populations. The ADA has had limited impact on how health care is delivered for people with disabilities. Significant architectural and programmatic accessibility barriers still remain, and health care providers continue to lack awareness about steps they are required to take to ensure that patients with disabilities have access to appropriate, culturally competent care.
Health Care Financing
One of the biggest obstacles to achieving substantial health care system changes and extending and enhancing public insurance benefits is the issue of financing. A constant struggle exists as decision-makers work to achieve a balance between quality and cost of care. According to the 2009 NCD progress report, this obstacle is further complicated by an acute care bias in the current health care financing system, which places a disproportionate value on treating illness instead of maintaining health through preventive behaviors. This imbalance not only skews current funding priorities, but also has implications for the future overall cost of health care among the aging population.   Despite system-wide resource constrictions, some programs have received additional funding. Recent expansions to the SCHIP program have allowed increased coverage of children who previously did not qualify for benefits. However, the cost-benefit of this model is a point of debate.
Although community and home-based services have received attention through measures such as the NFI, NCD reports that the current health care financing system maintains a preference for institution-based care. Furthermore, the current structure does not cover many supports and services that are critical for people with disabilities to maintain independence, such as home- and community-based programs, equipment, and personal assistants. This trend of preferential funding and the resulting coverage gaps may have larger repercussions for the health care financing system, since institutionalized or dependent care tends to come at a greater cost to the system. 

The Health Insurance Portability and Accountability Act (HIPAA) is a positive development in this area because it establishes protections for people with pre-existing health conditions, including disabilities and mental health conditions. Under HIPAA, people with disabilities have certain protections against discrimination when seeking insurance coverage. HIPAA also established new privacy guidelines for health records and personal medical information. Despite the benefits of increased confidentiality, this feature can cause operational issues for health care models that emphasize information sharing, such as the medical home. The medical home is a means of delivering primary care that is accessible, continuous, comprehensive, family/patient-centered, coordinated, compassionate, and culturally effective. The medical home model includes primary health care and preventive services, as well as mental health services. 

Home and Community-Based Services 

Medicaid policies and funding structures have traditionally included an institutional bias, often forcing people with disabilities from their homes and communities to receive care in an alternate setting. This disrupts the lives and health of people with disabilities and limits their opportunities to engage in employment, education, recreation, and social opportunities. The Olmstead decision recognized that the unnecessary placement of people in institutional settings denies them many of the opportunities discussed above and constitutes discrimination. 

Since the passage of the ADA, there has been a shift towards consumer-directed services, allowing people with disabilities to manage their own care and remain in community settings. Medicaid Demonstration Programs like Money Follows the Person, Real Choice Systems Change, Direct Service Worker, and Alternative to Psychiatric Residential Treatment Facilities (PRTF) focus resources on community integration for people with disabilities by removing barriers to independent living, providing alternatives to residential treatment centers and institutions, supporting state community integration initiatives through infrastructure supports, and supporting the training of health care professionals equipped to work in a home or community setting. However, these programs are largely based on waivers and are more tenuous. In addition, as the population continues to grow and the utilization of home and community-based services increases, a shortage of direct service workers to provide the personal assistance services needed to ensure these programs are successful is expected. 

Health Care Delivery
Health care delivery encompasses many of the access issues currently affecting the quality of care received by people with disabilities. Health care delivery issues can contribute to negative health outcomes, disparities, or unsatisfactory care. Included in the health care delivery process are the provider, the service delivery method, and the service delivery environment. Programs and policies addressing provider training, service delivery, and care environments have surfaced over recent years and seek to address health care delivery issues to improve overall quality of care, and ultimately, health outcomes. 
Currently, health care provider training programs do not provide training about the unique health care needs of people with disabilities. According to the 2009 NCD progress report and NCD’s report “The Current State of Health Care for People with Disabilities,” people with disabilities report health care provider misinformation, stereotypes about disability, and lack of appropriate provider training as barriers to care. A shortage of professionals in the allied health professions who work with people with disabilities is anticipated as demand for services continues to rise. Issues surrounding the availability of trained and accessible providers will intensify the problems of obtaining quality health care for people with disabilities. 

The HHS Surgeon General’s Call to Action to Increase the Health and Wellness of Persons with Disabilities is the first effort to focus on the national public health needs of the disability community. Through both personal and professional efforts, the Call to Action provides an opportunity to establish and maintain health behaviors and potentially prevent secondary conditions. It supports the Healthy People Initiative Disability Chapter by helping to shift thinking away from disability as an illness and increase public understanding that people with disabilities can lead healthy lives. The Call to Action also includes a specific goal to address provider training and service delivery barriers faced by the disability community. 

Opportunities for change also exist in re-examining service delivery processes and environments. Comprehensive systems of care, including the medical home model, are now being piloted with children and youth with special health care needs. The transition from pediatric to adult care is a new area of concern for youth with disabilities, and it is thought that navigating the health care system and planning for adult health issues can be achieved more easily within these systems because of their streamlined services and processes. Comprehensive care systems may also help to create a more cost-effective health care financing system that better meets the health care needs of people with disabilities.

Mental Health

Support of mental health coverage and services has increased since the passage of the ADA through policy changes, awareness raising, and a change in thinking about health. Initiatives such as the MHPA have drawn attention to mental health as an integral component of general health and wellbeing, and as such, it requires the same supports and services as those traditionally focused on physical health. According to the National Institute of Mental Health, approximately 26% of American adults ages 18 and older suffer from a diagnosed mental disorder, or one in four adults. The National Forum on Child and Family Statistics reports that in 2007 almost 39% of youth ages 12-17 reported at least one major depressive episode in the past year. These numbers suggest a significant portion of the population needs mental health services, and an increase in resources to meet the increased demand may be necessary, as well as integrated and coordinated care systems. 

Veterans Health

There has been recognition of the need to provide returning service members and veterans with comprehensive health care, including physical and mental health services. The Department of Defense (DoD) and the Department of Veterans Affairs (VA) have placed an unprecedented focus on and devoted significant resources to PTSD and TBI. According to the 2009 NCD progress report, the programs and policies stemming from this attention have had positive results for many members of the population. However, more work is needed.

According to research and outreach conducted by NCD, there is a need to ensure veterans and active service members receive prompt, effective psychological screenings and services. However, there is a shortage of staff and service providers to deliver necessary services to service members and veterans, as well as to address the needs and concerns of their families. 

Barriers to care among veterans and returning service members can be detrimental obstacles to receiving necessary care and services. These barriers include system inadequacies, such as long waiting lists, lack of information, traveling long distances for care, and limited clinic hours. In addition to system barriers, seeking assistance, particularly for mental health services, often carries a stigma for returning service men and women and veterans. In order to ensure appropriate, timely, and quality care, efforts need to be made to make changes to the system as well as to address any stigma associated with seeking care. 
Emerging Issues
Addressing existing health care challenges among the 49.7 million people with disabilities continues to be a challenge in the current health care system. Emerging issues have the potential to change, improve, or create additional barriers for people with disabilities. Furthermore, the results of the current health care reform debate may have vast implications for people with disabilities. To this end, the concerns of the disability community must be a central part of this and all future discussions, particularly as reforms are made to public health insurance benefits. 

Durable Medical Equipment. Medicaid’s coverage of durable medical equipment and supplier-side regulations, including the competitive-bidding process, is currently being revised. According to the American Association for Homecare, spending on home medical equipment and care is the most cost-effective and slowest growing portion of the budget, increasing only 0.75 percent per year. This type of imbalance between growing needs and stagnant funding is an example of a common and critical issue in health care financing that has an effect on a person’s ability to remain in the community, and ultimately affects health costs and outcomes.

Community First Choice Option. While shortcomings in current systems exist, emerging legislation may have the potential to make a positive impact on the health of people with disabilities.  The Community First Choice (CFC) Option, an evolution of the Community Choice Act, has been introduced to in the Senate. The CFC Option supports the Olmstead decision and provides people with disabilities who are eligible Nursing Facility Services or other institutionalized care services with options to receive community-based services. The CFC Option does not currently include limits on the number of people eligible to benefit from the services provided, or permit waiting lists for the services. 
Electronic Medical Records. The health care system changes and evolves with the introduction and adaptation of existing and emerging technologies. Electronic Medical Records (EMRs) provide a synthesized record of a patient’s medical history, including medications, test results, and allergies. People with disabilities often see a variety of specialists other than their primary care providers and EMRs offer a centralized means of managing health information. The VA hospital system is the largest medical system in the country using EMRs to manage patient care. Wide-spread implementation of EMRs may prove to be a cost-effective and care-enhancing means of service management. 

Recommendations
Given the rapidly approaching demographic shift to an older population, the increase in the incidence of disabilities that will ensue, and the impact of the current economic crisis on people with disabilities, federal agencies and policymakers should now be establishing the policy directions to respond to the broad-ranging implications of this increase in disability for individuals and for society. The 2009 NCD progress report provides the following recommendations to address today’s most pressing problems for people with disabilities. 
1. The President should establish a commission to identify the gaps in health care financing for people with disabilities over the lifespan, which include gaps that baby boomers will encounter as they age and acquire chronic health conditions and disabilities. The commission should develop recommendations for a more comprehensive, cost-effective health care financing system that better meets the needs of an aging society and is based on the following principles that people with disabilities or chronic conditions should have access to: (1) health coverage throughout their lifespan; (2) health and wellness services to maintain good health and avoid acquiring secondary health conditions; (3) home- and community-based health services and supports that prolong health and active, independent living; and (4) providers of their choice. 

2. Congress should pass, and the President should sign, the Community Choice Act and make the Money Follows the Person program available in all states. Furthermore, the Secretary of DOJ should convene a high-level task force to review all aspects of federal and state responses to the Olmstead decision and develop recommendations to eliminate the barriers preventing the transition of funding to home- and community-based services. 

3. An evidence-based approach to integrated care should be the standard of practice in primary care through the following specific actions: 

· The president should instruct all federal agencies to identify and eliminate all barriers to the appropriate payment interventions that support evidence-based, integrated care provided by teams of appropriate clinicians. For example, current Medicaid auditing procedures in the Centers for Medicare and Medicaid Services (CMS) regional offices that deny payment for a primary care visit and a mental health visit on the same day should be eliminated. 

· Congress should instruct CMS to reverse its current efforts to narrow the definition of “case management” activities in connection with evidence-based models of integrated care. Instead, CMS should broaden its definition to specifically recognize the role that evidence shows case management and care coordination play in the coordinated, team-based delivery of integrated mental health, substance abuse, and primary care. 

· The Substance Abuse and Mental Health Services Administration (SAMHSA) should require all of their grantees (both block grant and discretionary programs) to demonstrate that they are adopting evidence-based approaches to integrated care throughout their federally-funded initiatives. Criteria derived from successful integrated models of care should be embedded in the federal oversight of these grant programs and should support both ongoing quality improvement and implementation science in their development and application. 
4. The DoD and the VA should develop a plan to ensure continuous availability of mental health services for all service members and veterans. The plan must ensure that service members with PTSD and TBI, which may manifest after separation from the military, have continuous access to mental health services both before and after they separate from the military.
Additional recommendations can be found in the 2009 NCD report on “The Current State of Health Care for People with Disabilities.” In this report, NCD has identified a broad range of recommendations for reforms that are required to address some of the most significant obstacles to health, health care, and disease prevention and health promotion for people with disabilities. Recommendations are directed to key stakeholders, including Congress and the Administration, accreditation and professional medical organizations, states, and non-Federal organizations concerned with disability, health, and health care policy and research. Recommendations in this report are organized and presented in four categories: (1) research; (2) professional education, training, and technical assistance; (3) monitoring, oversight, and accountability; and (4) improving systemic access to health care services and programs.

Closing

The ADA is a legislative landmark, and progress since its enactment has resulted in great improvements and achievements in the health of the 49.7 million Americans currently living with a disability. But soon the baby-boomer population will reach an age placing them at an increased risk for disabilities. The expected demographic shift of increasing numbers of older Americans and the fact that disability rates increase with age suggest there will be increased incidence of chronic conditions and concomitant health care costs. Existing and emerging issues, as well as the evolution of care delivery and health care technology, will continue to affect and change the health care system and impact the health of people with disabilities. Policies, programs, services, and supports on a federal, state, and local level that are inclusive of the needs of the disability community are crucial to making necessary changes to create a system that is cost-effective and efficient in its delivery of coordinated, comprehensive, and competent care. 
The following points summarize key issues for people with disabilities in the ongoing health care debate, including barriers, challenges, and opportunities for change: 

· Health care is a central issue for people with disabilities who tend to be in poorer health and to experience more secondary conditions than people who do not have disabilities. 

· People with disabilities can lead healthy lives across their lifespan. 

· Accessibility extends beyond access to health care benefits and includes access to information, medical equipment, and knowledgeable providers. 

· Community integration is the focus of disability programs and policies, reflecting an important shift away from institutionalized care settings and a renewed focus on self-direction, health and wellness, prevention, and primary care. 

· Disparities still exist and decision makers need to be cognizant of how those disparities affect vulnerable populations within the disability community, such as women and veterans. 
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