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Disclaimer

The content of these proceedings are in the public domain and may be freely copied or reprinted. However, citation is appreciated. Views, opinions, and recommendations are those of the individual presenters and participants at the conference and do not necessarily represent those of the Aging With Disability meeting sponsors; the mention of any company or product does not constitute endorsement by the federal government. In addition, citations to Web sites external to the government do not constitute the government’s endorsement of the sponsoring organizations or their programs or products, nor is the government responsible for the content of these Web sites. This document is in the public domain and may be freely copied or reprinted.
Overview

Significant advances over the last 30 years in health care, technology, and other supports have increased the lifespan of all Americans, including those who have acquired significant disabilities before middle age. The implications of aging with disability are less recognized and understood by researchers, practitioners, policymakers, and the public than aging into disability in later life. Rapidly unfolding demographic shifts in the U.S. population place increasing urgency on the need for economic, social, and political support for community-based living. The foundation of a strong support system that allows people to live in their homes is a deeper understanding, through research, of the demographic and social characteristics of the population aging with disability, the health challenges they face, and the policy and programmatic challenges that must be overcome. Promising initiatives in population research, assistive technologies, and legal guardianship programs must overcome barriers presented by a dearth of longitudinal data, market pressures and economic realities, and the complexity of family and community relationships. 

Introduction

The Aging With Disability (AWD) Conference, held May 17 and 18, 2012, focused on bridging gaps in knowledge, awareness, and service and support policies and practices between the fields of aging research and disability research. The goal of increasing collaboration between these fields is to enhance the health, functioning, self-determination, and community inclusion of persons aging with long-term disabilities that began in early to midlife. The 2-day conference was sponsored by the newly formed Administration for Community Living (ACL) of the U.S. Department of Health and Human Services (HHS), the National Institute on Aging (NIA) at the National Institutes of Health (NIH), and the National Institute on Disability and Rehabilitation Research (NIDRR) at the Department of Education (ED), and co-sponsored by the Interagency Committee on Disability Research (ICDR). The AWD Conference brought together researchers, analysts, practitioners, administrators, and advocates in the fields of aging and disability to address a common goal: to improve the health and well-being of older adults and persons with disabilities.  
HHS Secretary Kathleen Sebelius delivered a keynote address that outlined the policy initiatives that have brought people with disabilities and older people out of institutions and into the community, underscoring the urgency of meeting the growing need of these populations. During several panel sessions, invited speakers examined the demographics, health, economic, and life course characteristics of the population aging with disabilities; their health status, disparities, and needs for service; promising strategies for improving health and independence; implications for policy, practice, and future research; bridging policy and research initiatives between aging and disability; and building the infrastructure to support future research and improved policy coordination and practice. Presentations are available for download from the AWD Conference Web site, online at www.awdconference.com.
The goal of the AWD Conference, stated in the welcome to participants by Robert Hornyak, Acting Director of the Center for Policy, Planning, and Evaluation, Administration on Aging (AoA), ACL, was to bring together the various fields that seek to understand and improve the experience of disability in aging, grouped under the two umbrella groups of aging research and disability and rehabilitation research. The resulting conversation illuminates the current state of AWD in the United States, recognizes and prioritizes key challenges and barriers, and begins to develop an infrastructure for working across disciplines to improve quality of life and ensure community living for people aging with disability. 

Why This Conference, and Why Now?

Dr. Marie Bernard, Deputy Director of the National Institute on Aging, described the context of the conference from the perspective of aging research and the importance of its timing. At the beginning of the 20th century, the average life expectancy was 40 to 50 years; people with disabilities lived even shorter lives. People with Down syndrome lived for as few as 9 years. With advances in medicine since that time, many of which were made possible in the United States by NIH, the average life expectancy is 78 years, and for people with disabilities, 50 to 60 years, dependent on race and ethnicity. The question the AWD Conference sought to address is how to optimize the health of these populations.
Since NIA was established in 1974, it has focused on all aspects of aging with the goal of enhancing health and longevity. NIH as a whole developed much of the evidence that contributed to increased longevity, but there remain critical knowledge gaps. Research supported by NIA on aging and disability focuses on conditions that can be disabling to otherwise healthy people as they age—such as cognitive and physical disability, Alzheimer’s disease, and sarcopenia of aging. Little research has been conducted on aging with disabilities. NIA researchers have looked at trends, highlighted in this conference’s presentations, to further understand on how to provide services to people with disabilities. This conference began as a collaboration with the ACL, which provides supplementary funding to the NIH demography centers examining these trends. Dr. Bernard credited NIDRR with making the conference an inclusive forum. 
The reason for holding this conference now, Dr. Bernard noted, is one of urgency—if not now, when? The number of individuals aging with disability is rapidly growing. Even though much is still unknown, a great deal of evidence about disability through the life course is available now to translate into practice. 
The NIA is committed to translating evidence into practice in collaboration with its ACL colleagues, Dr. Bernard noted. A joint initiative is under way to translate evidence-based social research to new interventions that allow older individuals to stay in their homes and communities. The initiative will ask for collaboration from community programs in cities, towns, area agencies on aging, and others to develop the theoretical tools, techniques, and programs communities can use to meet the needs of the aging population. 
The AWD Conference highlights more such initiatives and collaborations that are already taking place. For example, ACL has an Alzheimer’s disease support service program supported by NIA and other NIH Institutes and Centers (ICs) to focus on relieving the burden on caregivers of people who have dementia. The REACH program, which is based on the research of NIA and the National Institute of Nursing Research, shows that providing education and support to caregivers of people with Alzheimer’s decreases both depression in the caregiver and the likelihood of nursing home placement for the person suffering from the disease. 
At the same time, the AWD Conference identifies evidence gaps and stimulates cross-disciplinary discussions that will serve as a starting point for ongoing dialogue and collaboration.
Dr. Charlie Lakin, Director of NIDRR, gave an overview of the AWD Conference goals from the perspective of the field of disability and rehabilitation research. The mission of NIDRR is to promote knowledge to increase inclusion, productivity, and well-being of people with disabilities; change the nation’s attitudes toward, and acceptance of, people with disabilities; and advance improvements in accommodation, environments, and opportunities for people with disabilities. 
Dr. Lakin also serves as chair of the ICDR. The ICDR can serve as a mechanism for supporting further work in support of initiatives that arise from the AWD Conference. At its core, the ICDR brings together people from federal agencies to work on issues that are important to people with disabilities. 
Dr. Lakin noted that there are many compelling reasons to address aging with disability. Demographic changes over next few years will bring growth in the number people with disabilities, people surviving long enough to experience disability, and people with disabilities surviving long enough to experience aging. There exists a need to address these phenomena in an integrated way by examining the paths that lead people to being aged and having disability.
Dr. Lakin shared an anecdote of an Israeli colleague in his 60s who once mused about the likely past of an older German man sitting on the other side of a café in Berlin. Dr. Lakin noted that the differences between the two men were more important to them than their similarities. The lesson is that aging is not a great equalizer; we must be careful about assuming that individuals’ age and disability status are more important than the experiences that led them there.
One key focus of this conference, said Dr. Lakin, is the needs of people with disabilities as they age. In discussions about disability, broadly framed, there is a tendency to refer to “the disability community” as if it were a single entity, when, in fact, there are many disability communities, and they are growing in number. Some of these include people with developmental disabilities versus those with psychiatric disabilities, groups who advocate for independent living, and so on. The relationships between various disability communities show that trust is not strong, goals are not consistent, resources are not equitable, and communication is limited. Dr. Lakin admitted that these realities are difficult to change, but there are compelling reasons to bridge these gaps.
The demographic pressures are significant, and policymakers struggle to deal with the implications of shifting demographics. We celebrate the increased life expectancy of people with Down syndrome, as Dr. Bernard highlighted, but society is unprepared to deal with increased numbers of people with Alzheimer’s. The numbers of people with disabilities needing support are growing, and the Centers for Medicare & Medicaid Services (CMS) waiting lists are in hundreds of thousands; we are ill equipped to provide people what they need. Dr. Lakin called on the conference participants to pool their wisdom and apply it toward solving these hard and complex problems. 
Welcome—Kathleen Sebelius, Secretary, U.S. Department of Health and Human Services

Kathleen Sebelius, Secretary of the U.S. Department of Health and Human Services, began her address by saying that the great strength of the newly-formed Administration for Community Living is that it brings together experienced and talented leaders, leveraging assets within HHS and throughout the country. 
Secretary Sebelius shared some of the background and impetus for the AWD Conference and summarized the efforts of the government to ensure community living for people with disabilities as they age. She said that today Americans with disabilities are living longer and more independently than ever, and that this progress is a triumph of medicine, science, and economic opportunity. At the same time, advocacy has enshrined the rights of people with disabilities to live in their own communities. The Secretary noted, however, that there remains much to learn about aging with disability. The available data shows snapshots in time, but researchers need to understand the effects of disability over the life course so they can identify evidence-based interventions to support people with disabilities as they age. There is a need to measure the impact of interventions on clinical wellness and quality of life to help successful programs spread. Secretary Sebelius noted that many of the conference participants are exploring this area, and conversations like this conference are important to keep the momentum going. She urged the attendees to continue investigating this uncharted intersection.
Secretary Sebelius said that this is an important moment to do this work because the country is poised today to make even greater progress after having come a long way toward helping seniors live in their own homes. In the first years after the Olmstead decision, people transitioned into communities. HHS provided support and funding to help people leave institutions and lead quality lives. Despite this progress, waiting lists for community services grew, and many people have not been able to access the services. She noted that President Obama recognized that the promise of Olmstead has not been fulfilled because the states did not take responsibility. President Obama asked Attorney General Eric Holder to step up enforcement of Olmstead. Litigation to ensure community-based services around the country has served as a warning shot to state systems.
Another challenge Secretary Sebelius highlighted is the lack of housing available to people moving from institutions to the community. She reported working with Shaun Donovan, Secretary of Housing and Urban Development (HUD), to award housing vouchers to help people move into communities and the Living Initiative to support services that reach beyond health care. The result has been a positive impact on housing, relationships, and social participation. Secretary Sebelius characterized the Affordable Care Act (ACA) as a further statement of commitment to fostering community living: the ACA extends the life of Money Follows the Person, a proven program that helps people on Medicaid transition into communities. Tens of thousands more people will be helped by 2016. The ACA also provides money to state Medicaid programs to increase support for people living at home. 
When people with complex disabilities move into the community, these changes can lead to complications and errors that put people back in the hospital or a nursing home. A goal of the ACA is to reduce hospital admissions by 20 percent by 2013. Funding of $500 million through 2015 has been set aside to study evidence-based models of community interventions, with a similar investment from the aging network across the country. The results so far confirm that home and community-based services are fundamental; they provide an essential complement to the roles of hospitals, nursing homes, primary care physicians, and therapists. All of these work together to promote overall quality of life.
Never before has there been such a commitment across the government to community approaches to care, Secretary Sebelius said, and understanding continues to deepen. People see others living fulfilling lives and expectations are higher—fewer Americans want institutional care. More people are living with family members over 60 and multiple generations are providing support. As these demands grow and change, she noted, the government needs to ensure that its policies and programs are nimble enough to respond. 
The creation of the ACL in April 2012 was a big step that will increase the federal government’s ability to work with states, agencies, nonprofits, and families. The ACL brings together the Administration on Aging, the Office on Disability, and the Administration on Intellectual and Developmental Disabilities into a single entity under two strategic leaders, Kathy Greenlee and Henry Claypool. A focus on common interests means that these entities can reach people with less duplication. She recognized that people served by these agencies have different needs and unique challenges, and she promised that individual programs will continue to meet their specific needs. She emphasized, however, that all people share a common need to live in their own homes and communities. The ACL serves that common need. 
Secretary Sebelius closed by saying that now is the time to learn more from research, leverage assets, and take programs to scale; there is more work to do to fully understand and share. She thanked the participants for their commitment, leadership, and research.

DAY 1 PRESENTATIONS—MAY 17, 2012 
Session 1:  Demographic, Social, and Health Characteristics of Populations Aging With Disabilities: What We Know and Don’t Know

Mitchell LaPlante, University of California, San Francisco

Key Indicators and Goals for Successful Aging With a Disability
Dr. LaPlante began by quoting Secretary Sebelius’s goal to see all people live a prosperous, participatory, and productive life. He used this goal as a guideline to examine the necessary components of successful aging and good quality of life. 
Aging is heterogeneous and plastic, and gerontologists separate pathologic aging from normal aging. (For example, progeria is a disease of rapid aging in children.) The elements of successful aging are living well physically, living well psychologically, living well socially—participating in the community with robust family and social networks—and living well economically with resources and assets to live comfortably.
Dr. LaPlante then introduced several models for successful aging. Rowe and Khan’s model for successful aging is that an individual can live well to old age “if you work at it.” Epidemiological models tend to look at successful aging in terms of the compression of morbidity—the human body as the proverbial “one horse shay” that works well for a hundred years until it breaks down. This characterization represents a lifespan spent in the absence of disease and disability; a goal that is not possible for all people, but the onset of age-related disability can be postponed through behavioral factors. A recent study by Chakravarty and colleagues followed 68-year-old college alumni for 2 decades. Those with low risk (e.g., low body mass index (BMI), frequent exercise, nonsmoker) had an onset of disability 8 years later than did the high-risk group. 
Other studies show that there is a socioeconomic component to successful aging, a factor that Chakravarty and colleagues did not explore in their study. Research by Friedman, Martin, and Schoeni shows that disability rates are declining. Dr. LaPlante noted that people who have disabling diseases and conditions can achieve a sort of equilibrium as they age, wherein the severity of disease can be slowed. This conception fits with Kramer’s model of unsuccessful aging: prolonging life with medical care without curing disease, leaving people to live longer with cognitive and physical disabilities.
Dr. LaPlante noted that there have been significant longevity gains for people with disabilities, especially people with intellectual disabilities. Advances in medical treatment, management, and rehabilitation have contributed to these gains. Another important factor is a social and political environment that has reduced institutionalization and increased social participation and health knowledge for people with disabilities and the general population. Aging with disability is now seen as a desirable outcome and one that can be improved. Trieschmann (1987) proposed a model of maintaining health and function as a balancing act that gets harder as people age, but is adaptive—individuals continue to learn skills to function better in supportive environments and maintain productivity and social engagement.
Kemp and Mosqueda have found evidence that people with disabilities age 20 years earlier than the general population. Because of this, a rehabilitation approach that emphasizes a “use it or lose it” philosophy is problematic for people aging with disability. Dr. LaPlante argued that a “conserve and preserve” approach might be more appropriate.
Dr. LaPlante cited statistics showing that aging with disability is very common, but noted that there is not a lot of good data on the age of onset of disability. Using data from the National Health Interview Survey (NHIS), Larson and Lakin estimated that there are 1.5 million people with disabilities with onset before age 22. Another study analyzed NHIS data to look at onset of physical difficulties occurring before age 21; the study found a high number: 1.3 million. However, polls by Harris and the Kessler Institute seem to indicate that 20 percent of adults with developmental disabilities experience onset before age 19, and another 20 percent before age 39. Applied to NHIS, these percentages equal 13 million adults. 
Dr. LaPlante proposed a comprehensive model for successful aging that seeks to improve physical health, financial health, and social/environmental factors. As an example of an unmet need in health care, he noted that between the ages of 18 and 44, most people with disabilities report that they have musculoskeletal problems but very little chronic disease; however, they exhibit behavioral risk factors that can contribute to chronic disease later in life. For example, 44 percent of young people with disabilities are smoking; they also tend to have greater incidence of obesity, but less consumption of alcohol than people without disabilities. For young people with disabilities to have better health and quality of life as they these age with disability, they need access to advice on health promotion and disease prevention that addresses these risk factors. People with disabilities may have doctors that treat their disabilities and related conditions but do not address the larger picture of health care. 
For many people, disability presents a grim outlook for financial health. Dr. LaPlante displayed statistics that showed markedly different trajectories for the employment of people with disabilities in comparison to those without. A chart of income levels showed that there is a poverty track for people with disabilities and wealth track for those without—he concluded, “You cannot age well without resources.”
A number of social determinants affect quality of life as people with disabilities age. Dr. LaPlante cited the geographic distribution of morbidity and disability across the United States as an indicator of the importance of the community and environment. The Appalachian and southern states have persistently higher morbidity and mortality over the years, a trend that is also seen with disability. The differences are very stark. For example, people of working age in Appalachia have 21 percent higher disability rates than people in the Bay Area of northern California. 
Putting this information together shows that the most challenging places for people with disabilities are Appalachia and the South, and the best are the plains states. An ecological model with data from the American Community Survey explains 90 percent of variation across 69 communities by demographic and socioeconomic characteristics and finds that the differences are related to education and per capita income.
To conclude, Dr. LaPlante emphasized a need to find ways to change these geographic disparities through ecologically based approaches, such as community-based rehabilitation, that combine different levels and different players and focus on well-being over the life course for children and adults, with emphasis on intervention in the areas of employment, health knowledge, and social participation.
Ivan R. Molton, University of Washington

Frequency of Secondary and Age-Related Chronic Conditions: Preliminary Results of Environmental Scan of Existing Databases and the Research Literature on Aging With Physical Disabilities
Dr. Ivan R. Molton introduced himself as a rehabilitation psychologist who is co-director of a rehabilitation research center (RRC) funded by NIDRR. Dr. Molton’s presentation focused on some of the characteristics of people aging with disability, including an emphasis on what we know and what we do not know. He also shared a brief progress report on the work of his RRC. The objectives of his talk were to present background information on people aging with disability and their needs, describe preliminary data from his group, and highlight the need for a cohesive strategy that includes national-level databases. 
To understand where the research needs are, Dr. Molton argued, it is important to address the state of collaboration between researchers looking at aging with disability. Dr. Molton said that there is a potential for greater collaboration, but important gaps must be bridged. Gerontology researchers view disability differently from rehabilitation researchers: Whereas gerontologists traditionally have conducted studies from the perspective of healthy people aging into disability, rehabilitation researchers have looked at this area in terms of disability into aging. These different groups, however, have similar challenges and needs, such as pain, fall risk, and cognitive decline. The common goals of researchers in aging with disability are to identify health conditions and ameliorate their impact, identify risk and protection factors, and design effective interventions to improve quality of life. 
Dr. Molton characterized the fields of gerontology and rehabilitation as two “silos” that stockpile knowledge on aging and knowledge on disability separately; there is not enough crosstalk between the fields. This silo effect has some legitimate causes, such as separate funding streams, but more fundamentally, there exists a historic disconnect in goals and philosophies: Aging with disability means success, but aging into disability means failure. As a result, the fields have two parallel sets of jargon that talk about the same ideas, but in different languages.

To better understand the need for collaboration between fields, Dr. Molton presented the results of his effort to quantify the degree to which aging with disability groups are currently communicating. Supported by funding from the NIDRR Switzer Fellowship, he examined publication records and looked at demographics in journals on aging and rehabilitation, including cross-citing. The publication network around aging with disability breaks into two major topic areas—geriatrics and rehabilitation—and several smaller areas. Dr. Molton found that in 1997, neither of the two main fields cited each other’s research very much, but geriatrics was three times more likely to cite rehabilitation articles than vice versa. In 2009, he found a similar topic structure and not much change in cross-citation in the scientific literature. He concluded that there is a real need to build bridges between the fields that study aging and disability.

Such collaboration is important, Dr. Molton argued, because of rapid and dramatic changes in the demographics of the United States. The population is getting older, and people with early onset of disability are living longer. In the case of spinal cord injury (SCI), the increase in life expectancy can be directly attributed to early care. 
Dr. Molton turned his discussion to the topic of secondary health conditions, which he characterized as a complicated term with much debate surrounding it. People with disabilities often develop conditions secondary to their disability; that is, not directly caused by the disability. For example, a person in a wheelchair may develop chronic pain and arthritis in his or her hands and arms from years of operating the chair. It is important to examine secondary conditions because increasing fatigue, pain, sensory problems, and other issues can have as much effect on employment, satisfaction, and overall quality of life as an individual’s primary disability. 
To examine secondary conditions, Dr. Molton’s group compared a group of 1,800 people with traditional physical disability with data from the NIH-funded Patient Reported Outcomes Measurement Information System initiative and found that people with disabilities have higher rates of sleep disturbance, fatigue, and other conditions at 75 years of age and older than people without disabilities. As people age, they are more likely to have secondary health conditions. For people without disabilities, secondary conditions peak in severity during middle age and decrease after retirement, but this is not the case for people with disabilities. Similarly, pain interference decreases after middle age in the general population, but not in people with disabilities. 
Another important area to consider is the idea of reserve capacity: human organ systems do not need to function at 100 percent capacity to ensure health; in non-disabled people, an organ may function at 40 to 50 percent before symptoms are noticed. Most people without disabilities do not develop organ conditions until age 65. People with disabilities, however, do not have the same resilience and reserve capacity, and they are likely to develop organ conditions earlier, resulting in accelerated aging. The group of people Dr. Molton studied had higher rates of high blood pressure, arthritis, cancer, gout, and other conditions at a greater frequency and younger age than the general population.

Secondary conditions matter, Dr. Molton argued, because they represent threats to participation, independent living, and overall quality of life. Research into secondary conditions in people aging with disability is hindered by a lack of data about the onset and trajectory of these conditions. Dr. Molton shared the current status of an effort by his RRC to discern this information by empirically evaluating existing databases and published literature. 

Dr. Molton’s group is currently reviewing existing large-scale federal and state administrative databases to assess whether they contain enough information about age and health conditions to make a determination about onset and trajectory of disability and secondary conditions. A project that is in its beginning stages has the goals of identifying databases, assessing whether they have aging with disability measures, determining how they quantify these measures, and coming to a conclusion about whether they can be used by the public to answer questions. So far, the group has identified 211 databases and has reviewed 10 of them. Looking in depth at these first 10 studies, Dr. Molton said that in most surveys, it is impossible to separate aging with disability from aging into disability. There is not enough information about frequency, course, and onset of disability. To better understand the needs of the world of aging with disability, more longitudinal, rigorous, and national samples are needed.

A large scan of the published literature on aging with disability is also underway. Dr. Molton’s group has conducted 6 literature reviews of 90 possible secondary health conditions in people with disabilities. As one example, they found 16 studies related to depression in people with SCI and 7 studies of depression in people with muscular dystrophy. The entire set of research articles to be scanned totals more than 10,000. So far, the results have shown that some conditions are well represented, such as stroke and osteoporosis. But there are not as many studies on neuromuscular disease and postpolio syndrome. In addition, there is a lack of information on balance and spasticity, and their impact on quality of life.

Dr. Molton concluded his presentation by summarizing what is known and not known. What is known is that for those aging with traditional disability diagnoses, there exists a risk for accelerated aging, development of secondary health conditions, and development of worsening symptoms with age that limit successful community living. Because there is little actual collaboration between the geriatrics and rehabilitation fields and others in the scientific literature, most available data come from small, regional studies. No longitudinal data effectively characterizes the population of people aging with longstanding disability. This means there is not a basis for national policy. To fill in this critical knowledge gap, the research community needs a longitudinal, national-level set of data on people with disabilities that includes age, secondary conditions, status of community living, and access to medical care. Dr. Molton concluded that major, coordinated data efforts are the only effective way to inform policy on people with disabilities.

Session 1 Discussion
Dr. Douglas Wolf moderated the question-and-answer period that followed Session 1. He began the discussion by commenting that the cross-citation data between rehabilitation and gerontology researchers was noteworthy. Participants discussed the following topics.
Depression as a cause of disability. Jane Tilly of the Office of the Assistant Secretary for Planning and Evaluation asked whether any data is available on broadly defined health conditions like depression as a cause of aging with a disability; she noted that lifelong depression could be a disabling condition.
Dr. LaPlante replied that the Global Burden of Disease study shows that depression is, in fact, the largest cause of disability. It is significant both as a cause and as a secondary condition for people aging with disability. Dr. Molton added that for people who have a disability and are depressed, there is a major risk of problematic behaviors, and depression can exacerbate other existing disabilities. He noted that it is difficult to describe this relationship in terms of cause and effect.
Low rates of chronic illness among people with disabilities. Josh Wiener from RTI said he was surprised by Dr. LaPlante’s assertion that people with disabilities have low rates of chronic illness and asked how broadly the analysis defined “people with disabilities.” 
Dr. LaPlante replied that among younger adults (ages 18 to 44) with disabilities, there is not a high amount of aging-related chronic disease. In people with disabilities aged 45 to 64, chronic disease becomes more important. Disability data sets are consistent in that 18 to 44 year olds are more likely to have musculoskeletal impairments, whether acquired as children or becoming more prevalent as people age. The point is that young people with disabilities are a fairly healthy population that has higher risk of aging-related chronic disease than the general population. This has implications for health promotion and disease prevention in young adults.
Dr. Molton added that there is evidence that certain conditions are more prevalent in people with disabilities aged 18 to 44, but more serious diseases do not emerge until later adulthood. One problem with this data is it comes from only one or two disability groups. The SCI group, for instance, has a high expectation of problems with high blood pressure, but not the multiple sclerosis group. He cautioned that it is difficult to generalize data about aging-related chronic disease across disabilities.

Life expectancy for people with disabilities. Dr. Lois Verbrugge of the University of Michigan asked what, specifically, is the demographic evidence that life expectancy has increased for people with early onset of disability.
Dr. LaPlante responded that there is no good data that look at the age of onset. Data exist for certain populations, such as people with Down syndrome, people with what was formerly called mental retardation, and SCI that shows an increase in life expectancy. 
Dr. Molton noted that one problem with the existing data is that increasing age is equated with increasing life expectancy. But the evidence for increased life expect in certain groups is not clear; they are older, but it is not clear why. He commented that regardless of the reason, it is important to consider the needs of this aging group.

Factors that contribute to aging-related chronic disease. Dr. Gloria Krahn of the Centers for Disease Control and Prevention (CDC) said that the Centers for Medicare & Medicaid Services (CMS) published a chart book on chronic conditions for the general population in January 2012 and will be doing a similar version in coordination with the CDC on individuals under age 65. Some of the CMS data demonstrate that the prevalence of diabetes in people with cognitive disabilities is 5 times that of the general population. With this data in mind, she asked Dr. Molton to elaborate on his implication that the factors that contribute to the early onset of chronic conditions and organ deterioration in people with disabilities are related to the underlying disability rather than medical care, access to health care, and other external factors. She asked whether the decrease in institutionalization plays a role.
Dr. Molton responded that he did not mean to imply that access to health care is not a factor in chronic disease. He clarified that there is not enough data to see the “big picture,” but that the “small picture” points to increased risk of early onset of aging-related chronic conditions in people with chronic disability. He said that access to health care and other environmental factors matter because they all contribute to health.

Mental health as a cause of disability. Dr. David Kanter noted that Dr. Molton’s analysis of cross-citations across aging and disability disciplines did not mention mental health. He asked whether serious mental illness should be considered as a disability in the context of that discussion—for example, people with mental illness being released from prisons at older ages. 

Dr. Molton responded that as a clinician, he sees firsthand the evidence of mental illness as a cause of disability that has serious implications in aging. He noted that mental illness is one of the most disabling conditions in terms of missed days of work and hospitalization. He noted a distinction between serious mental illnesses like schizophrenia and mental health conditions that people without disabilities can experience as they age. For example, a person without prior mental illness might age into depression, but not into bipolar disorder. People with severe mental illness represent a special population. 

Dr. LaPlante added that mental illness is the third most prevalent cause of homelessness at around 7 percent, and that people with mental illness represent a large component of the population receiving Supplemental Security Income (SSI), a figure that is growing over time. It is very much an issue, but there currently is not enough good evidence to estimate the true prevalence. He noted that the most recent analysis of the prevalence of psychiatric disorders in the United States was done by Kessler and colleagues using the National Comorbidity Survey.
Session 2: Health Status, Disparities, and Needs for Service: What We Know and Don’t Know

 Suzanne Groah, National Rehabilitation Hospital 

Excess Mortality Among the Significantly Disabled: Evidence Indicating a Need for Active Prevention and Surveillance
Dr. Suzanne Groah’s presentation brought her data from the disability research arena and a clinical perspective to the discussion of aging with disability. For a number of years, Dr. Groah ran what was characterized as a clinic for patients who were “really hard to take care of” at the National Rehabilitation Hospital, essentially an aging with disability clinic. She found this work to be rewarding and exciting.

Dr. Groah’s work introduced her to a man who represents, to her, the model of successful aging with disability. Ed is 69 years old and has had an SCI for 49 years. Shortly after he was injured, he asked physicians how long he would live, and their answer was to the age of 50—if he took care of himself. He has outlived all expectations and was able to walk for 50 years despite being unable to move his lower legs. Dr. Groah noted the importance of learning from patients and their successes. 
Aging is a different experience for people who have disabilities. An examination of population aging shows a dynamic and multidimensional picture, of which one element is reduced mortality—that is, a higher number of elderly and frail elderly people. As Secretary Sebelius pointed out in her keynote, this statistic represents successes; the population as a whole is living to older ages. The presumption is that it also represents system successes; that is, the health care system is presumably delivering better care than ever before. The ultimate test of these successes is whether they are mirrored in the people most at risk, most vulnerable, and most marginalized in the U.S. population.

Different data sources reveal very different statistics for the disabled population, an indication that better sources of data are needed. Good data sources exist on some groups; for example, NIDRR has funded several model systems and longitudinal data sets on SCI, traumatic brain injury (TBI), and burn. For SCI and TBI, longitudinal studies are following 20,000 patients with SCI and 10,000 with TBI. The strongest data sources are on people with significant disability.

This presentation focused on SCI because studies of this type of injury provide the longest running source of data and serve as a good model for other populations. Before the 1950s, long-term survival for people with SCI was unusual; in fact, it was difficult to keep people alive after the first year. From the 1950s to the 1990s, longevity improved, as did excess mortality directly related to severity of injury. In groups with SCI and TBI it is clear that those with the most severe injuries will die the earliest. One disturbing fact, however, is that the data since the 1990s shows increases in longevity in those with SCI who are the least severely injured, but in other groups, there have been reductions in longevity over the last 15 years. 
Morbidity and mortality in people aging with these disabilities can be attributed to conditions related to their disability that are often compounded by secondary illnesses. The causes of disease differ by individual and by impairment; for example, people with SCI have a high rate of respiratory and infectious diseases; people with TBI have a high incidence of pneumonia, suicide, and digestive diseases; and, although there is not yet any longitudinal data to support it, clinicians have observed that burn patients develop cardiovascular disease (CVD) earlier than they should.

Such illnesses are the hallmarks of aging with significant disability. Secondary health conditions mean the earlier onset of chronic diseases and the notion of accelerated aging. People with disabilities have a thinner margin of health when chronic conditions occur; their bodies are not as resilient. 
Dr. Groah noted that in her clinical experience, people with significant disabilities often have more advanced disease at the time of diagnosis because many of them cannot sense or feel over large areas of their bodies. They cannot feel the pain of a heart attack or a leg fracture. The result is more severe consequences before intervention, and interventions that are expensive and challenging. 
Patients with SCI, in particular, have the universal secondary health conditions of osteoporosis and body composition change. Immediately after an SCI occurs, bones start to lose calcium and become osteoporotic, muscles waste, and fat replaces muscle. Within 6 months to a year, people with SCI show an increase in fat and a decrease in bone. Fat is an endocrine organ that secretes inflammatory mediators. Dr. Groah’s patients live in an inflammatory state that contributes to a thinner margin of health and vulnerability to early CVD and infections. 

The hallmarks of aging with disability, then, are the secondary complications—the number of complications and the age at which they occur (typically earlier). Because this group of patients has more secondary complications and the conditions are diagnosed later, more involvement from medicine is required to treat them than if the secondary conditions were detected earlier. Therefore, these patients are recipients of greater health care spending. The 1 percent of the U.S. population that has the most severe disabilities receives 25 percent of health care expenditures. 

More data is needed to understand excess mortality among the significantly disabled. In addition, Dr. Groah noted, we need to apply what we know from research and clinical care to improve some of the longevity statistics for people with significant disabilities. Dr. Groah proposed the need for a paradigm shift from passive, reactionary medicine and health care for people with disabilities to an active, anticipatory, and aggressive strategy of prevention and clinical surveillance. “Surveillance” in this application means monitoring people at risk for secondary complications before those conditions explode out of control.

To achieve this paradigm shift, the aging and disability research and practice communities must engage in crosstalk to bridge the gap between them, as this conference begins to do. Programs put in place to identify and treat secondary conditions must be community based because that is where people with disabilities receive their care. Intervention is needed throughout the community at the primary care level. Consumer involvement is essential in the form of peer-to-peer interactions, self-management, and education.

 Linda G. Martin, RAND Corporation, and Robert F. Schoeni, University of Michigan

Trends and Disparities in Disability and Related Chronic Conditions Among the 40-and-Over Population
Dr. Linda G. Martin is an economist and demographer who often collaborates with Dr. Robert F. Schoeni to study population trends in disability. Their paper updates past work on trends over time at the national level in disability and related conditions. A recent research review for the 65 and over population finds no change in activity limitations from 2000 to 2008, following a well-known decline from the 1980s to the 1990s. For people aged 40–64 years, an increase in limitations from 1997 to 2008 is related to mobility problems and obesity. The goal of Dr. Martin and Dr. Schoeni’s research is to update these statistics for 2010—including the effects of the recession years, obesity and smoking, trends and conditions individuals say have caused their limitations, duration of limitations, and proportion of life spent with them.

The researchers examined data from the NHIS from 1997 to 2010 and looked at three types of limitations—sensory, physical, and activities of daily living (ADLs). Their models included logistic regressions for each outcome, for both sexes, and for the 40–64 and 65+ age groups. The models controlled for survey year and 5-year age groups among other factors. The question Drs. Martin and Schoeni sought to answer is whether this data can explain the basic trends when combined with educational attainment, smoking, and BMI. They focused on these three variables because they were measured consistently over time, they have significant effects, and their distributions have changed over time.

From 1997 to 2010, the older group showed a decrease in limitations in all areas except difficulty in physical functions. The changes in educational attainment for both the younger and older populations were substantial over the 14-year period. Educational attainment increased in the older population by 30 to 40 percent. This group also showed a decline in smoking and an increase in obesity, though NHANES data shows that measured obesity has plateaued, especially in women. Self-reports of height and weight continue to increase, and there is a significant increase in the most severe type of obesity. Race and ethnicity changed in that time period but did not seem to affect the trends.

In the 40–64 group, more than one-third of respondents said they have difficulty with one of nine physical functions: stooping, bending, or kneeling; standing for 2 hours; pushing or pulling a large object; walking a quarter-mile; climbing 10 steps; sitting for 2 hours; lifting and carrying 10 pounds; reaching over the head; and grasping small objects. The functions that present the most difficulty are related to mobility. In descending degree of difficulty, the other limitations reported were sensory, seeing, instrumental activities of daily living (IADLs), and ADLs. Only 1.7 percent of this population needed help with an ADL in 2010.

For the older population, the order of the outcomes is the same, but the scale of the graph is higher. Two-thirds of the older population has trouble with one of the nine functions. There is a big gap between hearing and seeing, with people reporting much more difficulty with hearing than with seeing. Seven percent of this population reported needing help with an ADL.

To assess the extent to which changes in education, smoking, and obesity are associated with the trends in limitations, Drs. Martin and Schoeni sequentially added the three variables to the basic model. 
Nine physical functions for the 40–64 group: The base model controlled for age and sex estimated a 0.9-percent increase in difficulty with functional limitations over 1 year. When education is added, the estimate of change is even greater. Taking away progress in education tells us what the increase in limitations would be if education had not increased. If smoking controlled for the increase is 1.3 percent, but the change in BMI is 0.1 percent; in other words, good trends in smoking and education are offset by a bad trend in obesity. Similar statistics were found for IADLs. For ADLs, BMI accounts for some of the increase over time in need for help; however, there is no clear explanation for the increase in ADL difficulty in the younger group. 

Nine physical functions for the 65+ group: When data for the older group are controlled for educational attainment, obesity, and smoking, a pattern similar to that of the younger group is seen for the nine physical functions. Controlling for educational attainment results in more than twice the increase in difficulty, whereas controlling for BMI shows a zero percent increase. An increase in educational attainment has the potential to explain the trend toward a decline in need for help over time with IADLs and ADLs. 
Summary of outcomes for physical functions: For the younger group, there has been a decline in hearing limitation that is not associated with education but is associated with smoking. Smoking affects blood vessels that support the auditory system. The older group had a decline in hearing limitation, but no variables had a significant impact. BMI has an effect on vision in the younger group. The 65+ population shows a decline in difficulty with vision that is associated with education. Difficulty with ADLs and IADLs increased in the younger population and decreased in the older group. In the older population, improvement in IADLs and ADLs was concentrated in the 80+ population and tended to occur from 1997 to 2003, plateauing from 2004 to 2010. The effects of increased obesity appear most striking for the need for help with IADLs within the younger group. On the other hand, changes in educational attainment seem to play a relatively greater role at older ages.  
Conditions that cause disability: When the researchers analyzed trends in NHIS responses reporting which specific condition caused the disability in people who reported the need for help with ADLs and IADLs, mobility-related conditions such as arthritis and rheumatism, back and neck problems, fractures and bone/joint injury, and other musculo-skeletal conditions emerged as the most significant. The younger group also showed an increase in mental health and depression as causes of disability. In older people, there was a decline from 1997 to 2003 in the extent to which people said their disabilities were caused by arthritis, heart disease, vision problems, stroke, and lung problems.

Mean duration of causes of disability: For the younger group, the longest-lasting condition is nervous system/depression. For the older group, hypertension is reported as the longest-lasting condition, followed by arthritis and rheumatism. Drs. Martin and Schoeni used this data to calculate the duration of longest-lasting condition. The mean for the 40–64 increased over time from 2 to 10 years—not the duration of the disability, but the duration of the condition causing the disability. In the older population, the duration is lower but has also increased over time.

The proportion of life spent with longest-lasting condition: The results showed that people aged 40 to 64 have lived 45 percent of their lives with the disabling condition, while the older group reported having the condition for 20 percent of their lives.

The continued increase in limitations among the 40–64-year-old population through 2010 is troubling, but the rate of ADL and IADL disability in this group affects fewer than 4 percent and the increase in limitations is accounted for by rise in BMI. These trends may change. Recent evidence suggests that the rate of growth of BMI is declining, and in some cases approaching zero. More research is needed to determine whether obesity is truly plateauing. If this pattern continues, limitations for the younger group may stop increasing. For the 65+ population, limitations have continued to fall in the most recent period and may continue this trend because of expected increases in educational attainment. Better management of conditions might reduce their disabling effects but increase the proportion of life spent with the causal condition.
Philippa Clarke and Kenzie Latham, University of Michigan

 Life Course Health and Social Economic Profiles of Americans Aging With Disability

Dr. Philippa Clarke presented an interdisciplinary perspective on aging with disability. A dual phenomenon of global aging and increased longevity creates challenges for meeting the needs of disability in an aging population. As other presenters noted, growing older with disability is different from aging into disability, and the two groups have markedly different experiences over the life course in health, educational attainment, family formation, economic fortunes, and occupational history.
Cross-sectional data from the CDC Behavioral Risk Factor Surveillance System suggests adults with disability are more likely to be obese, to be smokers, and have unmet medical needs because of cost. They are less likely to have been to a dentist in the last year or to have received preventive services because of social and physical barriers that prevent access to facilities and equipment.

A qualitative study by Rimmer and colleagues (2004) shows that more than one-half of adults with a disability do not engage in physical activity because of barriers in their environment, including economic issues, equipment barriers, negative perceptions and attitudes, and policies and procedures of recreational facilities.

People with disabilities have adverse consequences for stable employment and income over life. The emerging period of adulthood (the 20s and 30s) is particularly important for education, family formation, and beginning to obtain assets. Interruption at this stage of life has long-term consequences for later years in terms of asset accumulation.

People who are aging with disability have a very different experience in later life than does the general population. Very little data exists on the life course histories of people aging with disability. From a population perspective, we know little in terms of national profiles. Drs. Clarke and Latham used a unique longitudinal study as a data source to compare profiles of Americans aging with disability and without disability.

The Panel Study of Income Dynamics (PSID) is a representative study of Americans since 1968 and is the longest household survey in the world. PSID data follows people and their offspring and cohorts on annual basis to 1997 and biennially since then, and it provides good information on life course patterns. Because the PSID did not gather data on women until 1979, Drs. Clarke and Latham used data from 1979 to 2009 in their analysis and focused on a cohort of 4,768 people who were between 50 to 64 years of age in 2009. 
The researchers compared the patterns and trajectory of people who have experienced limitations versus those who have not. The analysis tracked four measures: disability status, sociodemographic factors, income and employment, and health status. 

Because there were limited measures of disability early in the study, Drs. Clarke and Latham used questions included in the survey since 1989 that ask respondents if there is a limitation that affects the amount of work they can do. People who repeatedly reported such a limitation were surmised to be systemically disabled rather than recovering from an acute injury. This response was used as the measure to distinguish between people aging with and without disability.

Sociodemographic characteristics included age, gender, minority status, and highest level of education completed, categorized as less than high school, high school degree, and college degree or higher. 

The analysis also collected measures for income and employment status at each wave, adjusted for inflation to 1979 dollars. Employment status is classified as employed, unemployed, retired, homemaker, and unable to work because of disability. 

Health measures include self-rated health and global sense of health and well-being as predictive of mortality and socioeconomic status. Health behaviors and health problems were measured by survey questions added in 1999 that asked respondents whether a doctor had told them they had a health condition, when the diagnosis was made, as well as current smoking status, level of activity, self-reports of height and weight, and independent measures of BMI. Since 2003, respondents have also been asked about difficulty with self-care and IADLs even with help, and the total number of activities people report difficulty with.

The study analyzed differences between aging with and aging into disabilities in terms of trajectories over the life course and self-rated health. Among people classified as disabled using the measures above, 12 percent of people reported prolonged, systematic difficulty and limitations in work. The majority of people aging with disability reported four to seven repeated limitations in ability to work; by contrast, those aging without disabilities rarely reported limitations in ability to work. This result is a good indicator of sustained limitation. 
There were no significant differences in sociodemographic characteristics between the two groups, but a significant difference in educational attainment. People aging with disability were less likely to have a high school education or a college degree. This is due to multifactorial causes, including economic disadvantage, but it also reflects the fact that limitations caused by the disability get in the way of education. 

From 1979 to 2009, people aging with disability were employed at a systematically lower rate. Unemployment rates over the years show that people with disabilities are more likely to be unemployed during a recession than those without. In the current recession, there has been a slight uptick in the employment rate of people with disabilities. Employment trajectories have consequences for income trajectories over adulthood. People aging with disability have systematically lower household incomes over the life course and a flatter trajectory; their income gains are less than those for people without disability, which means they have fewer economic resources when they reach older age.

Income and education affect the individual’s ability to engage in health behaviors. People aging with disability are more likely to be sedentary and obese. By mid-life—age 40 to 64—people with disabilities are more likely to be diagnosed with heart disease, arthritis, diabetes, stroke, cancer, psychiatric disorders, and arthritis. 

In addition, by age 44 people aging with disability were more likely to report difficulty with basic self-care activities as well as more advanced IADLs. People with disabilities were much more likely than people without disabilities to report poor health throughout adulthood and significantly higher levels of poor health over life. 

People aging with disability report significantly lower health at baseline and decline much faster; there is a marked difference in trajectories of health over time. When sociodemographic variables are introduced into the model, women, minorities, and people with lower educational attainment report poorer health status than men, Whites, and those with a college education. Including these controls somewhat attenuates the space between the curves for people with and without disabilities, suggesting that some of the differences in self-rated health between those with and without disabilities is due to the greater propensity of women, minorities and those with lower education to be disabled. Together with the sociodemographic controls, employment status over adulthood accounts for an additional 14 percent variance in self-rated health over time. Improvements in income and employment could improve health status.
At ages 40–64, the growth curve for self-rated health shows even greater attenuation between two curves in difficulties with ADLs. If this difficulty could be minimized, they would report equivalent health to those aging without disability.

This analysis demonstrates the promise of the insights that can be gained by looking at longitudinal data. Some of the differences in adult self-rated health between those with and without disabilities are due to socioeconomic factors established early in life. Different opportunity structures with regard to employment and income accumulation also account for disparities throughout adulthood.
Session 2 Discussion

Georgeanne Patmios of NIA moderated a question-and-answer session that included the topics that follow.
Increase in disease prevalence as a positive trend in survival. A participant commented that a similar presentation on trends by Eileen Crimmins to the Institute of Medicine (IOM) showed a decline in incidence of certain disabling conditions but increased prevalence, which seems consistent with the decline in mortality seen today. What seems to be a negative trend may actually be a positive trend in increased survival.

Dr. Martin responded that Dr. Crimmins’ interpretation is right; one example is heart disease. The fact that people are living longer signals a decline in the incidence of heart disease but an increase in prevalence. She added that she would like to have a longitudinal data set that could show whether there is an increase in survival from younger ages, nationally, for all conditions. 

Models of successful aging with disability. Doug Walton commented that Dr. Clarke’s work with PSI data represents a tremendous effort. He said he was struck by the contrast of Dr. Clarke’s presentation to Dr. Molton’s, which characterized aging with disability as success and aging into disability as failure. Dr. Clarke’s comparison between the two groups showed unfavorable outcomes for the aging with disability group. He said he was confused by the characterization of aging with disability as success when there are disadvantages in every dimension.

Dr. Clarke responded that it depends on definition of success. The fact that two people have reached the same age does not mean they have the same life histories and experiences. The fact that people are aging with disability is a success, but there are differences in how they are aging with disability.

The role of resilience. Dr. Daofen Chen of NIH noted that the data Dr. Clarke used is from multiple generations across the life span. He asked whether there exists any measure of resilience that can be considered and calibrated in some way. Resilience or attitudes toward disability may affect the way that people self-report limitations. For instance, a veteran of World War II might have different response than a younger person when asked whether they have any limitations. 

Dr. Clarke responded that there are different ways to measure resilience, but the PSI results probably do not answer that question. She commented that if her mother were asked, she would report no limitations even though she is in a wheelchair; this may be indicative of a generational attitude.

Strategy for monitoring risk of secondary health conditions. A participant noted that Dr. Groah advocated an aggressive strategy for health promotion and disease prevention in people with SCI and other populations. What would that strategy entail, and is there an evidence base to show it would make a difference?

Dr. Groah responded that she has big dreams of what that would entail. She explained that there are broad prevention guidelines from a number of organizations for monitoring for cancers, CVD, and other diseases, and there is evidence for increased risk of secondary health conditions within the SCI population. She said that she would like to see how surveillance recommendations for the general population apply to people with SCI and other disabilities. For instance, evidence shows that people with SCI are less active than the general population. The effects of less activity include cardiovascular health risks such as lower levels of “good” cholesterol. She suggested that people with SCI could be screened earlier for CVD; perhaps not through expensive tests like CT scans of their hearts, but by looking at cholesterol levels. Another example is bladder cancer, for which people with SCI have an increased risk because of the use of catheters. 
Dr. Groah added that from a clinical perspective, efforts to identify gaps in knowledge and move to fill them are often stymied by “analysis paralysis.” She suggested that researchers continue to identify what we do not know about disease risk surveillance for people with disabilities and move to fill the gaps, without letting politics interfere with what is in the best interest of the patient.

A participant from Massachusetts General Hospital asked Dr. Groah to discuss the implications for workforce and training of her recommendation that primary care physicians (PCPs) perform surveillance for chronic disease in people with disabilities, expressing doubt that PCPs currently have the time and the training to do this. 

Dr. Groah responded that this is a hard problem. PCPs are busy, even more so now because of changes in how health care is delivered. In addition, a PCP may only see one or two patients with SCI per year, or less. They have less time to spend with their patients, and people with SCI are a minority of those patients. Rehabilitation doctors are more well prepared to address these issues, but do not know how to manage hypertension, diabetes, and so on. The challenge is to find ways to bring those practices together. Clinical health care often functions in silos. She commented that NIDRR has formed relationships with cardiologists who deliver primary cardiovascular care, an initiative that has promise. 

Definition of “disability” and “disabling condition.” Dr. Verbrugge noted that there is a distinction between the terms “disability” and “disabling condition.” That is, the term “disabling condition” is used for conditions, but a person with SCI has a disability. Survey questions have to be coded one way or another. She asked whether this distinction matters, noting that Dr. Martin’s presentation separated the two very well.

Dr. Martin responded that the NHIS lets the respondents tell whether they have a disabling condition. Her analysis looked at the longest-lasting condition that caused their disability. In PSID, she noted, it was interesting to see that 80 percent of disabling conditions happened before the respondent had a work-limiting disability. Looking at applications for SSI benefits, there is comfort in the fact that decreases in depression and musculoskeletal problems are related to decreases in SSI applications.

Dr. Clarke added that she has issues with how disability is measured. Whatever the underlying condition is, people can find ways to adapt to it and get things done without thinking of themselves as having a disability. She said that there is no consensus on whether, in discussions of aging with disability, the focus is conditions or disabilities. 

Dr. Latham said that efforts to understand the distinction are limited by available data sets. There is a need to examine conditions longitudinally, as having a trajectory. She noted that PSID is a great resource, but has data limitations, and said she advocates for a richer understanding of what it means to be a person with disabilities. 

Session 3: The Lived Experience of Aging With Disability

Kathy Greenlee, Administrator, Administration for Community Living and Assistant Secretary for Aging, U.S. Department of Health and Human Services

Henry Claypool, Principal Deputy Administrator, Administration for Community Living and Senior Advisor to the Secretary for Disability Policy

Remarks 

Kathy Greenlee and Henry Claypool’s remarks described the establishment of the Administration for Community Living within HHS as the culmination of many years of research and policy developments in aging and disability and the center of new focus on ideas central to this conference. 
The ACL is a new operating division within HHS (meaning the ACL is an independent agency within HHS) that brings together the Administration on Aging (AoA), the Office on Disability, and the Administration on Intellectual and Developmental Disabilities as a new entity. 
This new federation communicates the member agencies’ desire to be partners in ensuring coverage of aging and disability. The name chosen for the ACL is deliberate. Rather than adding disability to AoA, the goal was to use language that is descriptive and neutral. Community living reflects the ambitions and aspirations of the agencies and the people they serve. 
The partnership is not quite perfect. As advocates in aging and disability, the leadership of ACL recognizes that mental health must also be at the table. The Substance Abuse and Mental Health Services Administration (SAMHSA) will continue to exist as a separate entity, but ACL will work closely to with SAMHSA to ensure that mental health issues are considered. 
Ms. Greenlee commented that the agencies in ACL serve specific constituencies to which they have a responsibility to ensure continuity of service. The administrators of the Older Americans Act have a commitment to those living in nursing homes, for example. ACL will strive to balance the commonalities between communities with a recognition of their differences.
Mr. Claypool shared some of the history and background of the community living movement, which began when societal norms shifted in the 1960s and 1970s among people with developmental disabilities and their families. Society became invested in not “warehousing” people. At the time, there was no delivery system prepared to meet the changing norms and expectations of families, but parents who wanted the best for their sons and daughters led the drive to create community supports for people with all types of disabilities at any age.

In 1990, the Americans With Disabilities Act (ADA) affirmed that civil rights are guaranteed to people with disabilities. The Olmstead case went further, establishing that people have the right to live in the integrative community they want. Today, the United States still struggles with a lack of capacity to ensure community-based services. The Medicaid infrastructure and the Social Security Administration (SSA) Ticket to Work program grants helped build capacity to create a system robust enough to meet the needs of people with disabilities. In 2005, the Money Follows the Person program said that states must have a discrete focus on services that lead to quality outcomes for people making the transition from institution to community. The Home and Community-Based Services Medicaid waiver follows them throughout the transition. 
The next barrier is the lack of accessible and affordable housing. President Obama invigorated Olmstead enforcement and encouraged partnership between HHS and HUD. The most significant recent event was the passage of the ACA of 2009. The passage of the Act marked the culmination of these events and served as an acknowledgement of the need to transform health care delivery, especially for people with long-term conditions and functional needs. 
Mr. Claypool argued that the ACL is “the right agency at the right time” because there is an acknowledgment that things need to change. The system is failing to meet the needs of people with chronic conditions. The health care delivery system aspires to provide more services in community-based settings but lacks capacity to do so. The challenge is not only to provide community needs, but also to decide how to draft a seamless health care delivery system. Future directions for the ACL involve developing solid relationships with clinical and medical professionals to provide the supports that will allow them to focus on people’s needs in community-based settings. 

Ms. Greenlee added that the answer is not to “medicalize” the community, but to support quality community services that combine medical support and quality care in the community. Evaluations of the quality of care in a community must include nonmedical measures, such as self-determination, social participation, and communication. A quality-of-life outcome is different from a medical outcome. The question that remains is how to collect data on these other important measures.
Mr. Claypool agreed that determining how to measure quality-of-life outcomes is critical. The Agency for Healthcare Research and Quality (AHRQ) has made valiant efforts to measure such things, but more evaluation is needed to create an evidence base for quality of life. Conversations with the health care financing system are difficult without data.

Personal and Family Perspectives

This session featured individuals from the aging and disability communities to speak about what it is like to experience aging with a disability from the perspectives of the individual, the family, and advocacy groups. 
Jamie Kendall, Deputy Commissioner, Administration on Intellectual and Developmental Disabilities, Administration for Community Living
Jamie Kendall shared her perspective of the personal experience of living with a disability and offered recommendations for improving services and support for people aging with disabilities. Ms. Kendall has a rare condition called osteogenesis imperfecta (OI), a congenital disease that causes extremely fragile bones. 
Ms. Kendall suffered from broken bones at birth; doctors assumed that someone had dropped her. She did not receive a definitive diagnosis until age 13. Without knowing the underlying issue, health care professionals had the challenge of treating her symptoms without understanding the mechanism that caused them. In addition to brittle bones, OI, a telogen disorder, causes complications such as kidney stones, which are treated in the emergency room. Ms. Kendall recalled a time she was denied surgery for a kidney stone in the emergency room because the staff did not know how to administer anesthesia to a person with her condition. 

Stories like this demonstrated the challenge of educating medical professionals around the needs of people with disabilities. Ms. Kendall noted that she appreciated the earlier discussions about defining disabling conditions and figuring out the supports needed to enable people with disabilities to fully participate in all realms of community life. 

Gaining access to health care is another challenge for Ms. Kendall and other people with disabilities. Medical equipment and devices frequently cannot accommodate her wheelchair, and diagnostics like mammograms cannot accommodate a person of her small stature. However, such diagnostics and preventive care are needed to maintain the baseline of health for the individual. She noted that that baseline changes with age, and it is always difficult to adapt to increased limitations; the notion that people with disabilities are already accustomed to disability is incorrect. For example, adjusting to hearing loss caused by the fracture and disintegration of the small bones in her ear was very hard for Ms. Kendall, even though she has adapted to limited mobility. Assistive devices like hearing aids help, but they introduce a new set of complications because the battery pack must be carried around and periodically recharged. 
Ms. Kendall made the following recommendations for improving quality of life for people with disabilities:

1. Continue to increase, train, and support health care providers in issues of aging with disability.

2. Support and prepare individuals with disabilities and their families through financial planning to prepare for loss of work.

3. Address the needs of people with disabilities in the design and delivery of medical equipment and services.
4. Continue to hear from people who have disabilities; they should be at the forefront of all decisions that are made.

5. Support mechanisms of system change so people can have productive and fulfilling lives.

Ms. Kendall closed her remarks by noting that civil rights are important. Her husband, who is older, did not have a codified right to public education when he was a child, but she did. Before ADA, her husband tried to get a job in television and was turned down because of his disability. Ensuring the rights of people with disabilities makes a difference.

Susan Swenson, Deputy Assistant Secretary, Office of Special Education and Rehabilitative Services, U.S. Department of Education
Susan Swenson shared her experience as the parent of a son who has profound disabilities and is unable to communicate. Ms. Swenson has served not only as an advocate for her son, but also for the families of people with disabilities, who also need community support.
Ms. Swenson commented that the role of families had not been mentioned yet in the conference presentations, but the relationship of the individual to his or her family and community is “where the action is.” Parents, in particular, face grave challenges supporting themselves and caring for their children with disabilities so they can live at home. The challenges are not just financial. Ms. Swenson has a lower back problem that prevents her from lifting her son. The only source of outside caregiving support the family receives is by virtue of Ms. Swenson’s husband being 12 years older than she is—the support is from a Maryland program that gives support to people with profound disabilities who have a caregiver over the age of 65. 

Ms. Swenson recalled that as an advocate, she worked hard to get language about the rights of families into the convention of rights of people with disabilities, but encountered resistance from individuals with disabilities because she was “just a mother” and the convention emphasized self-advocacy. But, she asked, who can speak for people who have complex, multiple disabilities and cannot communicate? The idea that a self-advocate is always a person who can talk is not right. 

With a background in communications, Ms. Swenson said she learned the principles of marketing research as a way of determining the needs and desires of different population segments. She noted that there is no marketing targeted toward people with disabilities. Market research could help delineate the salient population segments and their needs. For example, what does a family with a disabled child under 5 years of age need? Is that need determined by disability, socioeconomic status, family activities, urbanicity, or other factors? These are the measures marketers use to describe the U.S. population at large. There has been no examination of the consumer behaviors and needs of people with disabilities. Human progress is determined by mimetic, not genetic, growth. She asked, what are we putting out there as a marketing message?

Communication is also important as a way of preparing families. Ms. Swenson knows, based on her parents’ health history, that she will probably have disabilities that limit her mobility, but there was no preparation for having a child with disabilities. We do not reach out to people planning to have children to ask them, “what if?” Unlike Oedipus Rex, whose name means “clubfoot the tyrant,” the child with profound disabilities is not destined to “marry” his mother by taking up all of her time and energy, nor to “kill” his father through overwork to support the family. In the Greek myth, Oedipus becomes king by solving the riddle of the Sphinx: What walks on four legs in the morning, two legs in the afternoon, and three legs in the evening? The answer is “man”—who crawls on all fours as a baby, walks as a young adult, and walks with a cane in old age. Individuals and families can plan for life on four legs, two legs, and three legs—but what if you do not crawl, never walk, and every ADL is provided by someone else?

Ms. Swenson recounted a statement her mother made about the health conditions that significantly limited her mobility: “I’m not sick; I’m disabled.” There is a distinction between those terms that gives a sense of pride and encourages self-advocacy. A system that supports and provides caregiving services to older people encourages them to take pride in their disability, instead of feeling that they became disabled because they “screwed up.”  When Ms. Swenson’s father, who lives in Minnesota, started having memory loss and trouble caring for himself, she contacted the area agency on aging and was impressed with its immediate response. Her father did not qualify for financial assistance, but he was able and willing to pay out of pocket for a home health aide who could help him with daily living because his daughter lived far away in Maryland. The agency made the arrangements and started his care immediately. 

For people with disabilities, there was no analogous system of caregiving support for people who are not poor. Developmental disability waivers that provide home and community-based services are for the poor and are organized by state; they are not transportable across state lines. Ms. Swenson cannot return to Minnesota without leaving her son’s waiver behind; getting a waiver in a new state means being on a waiting list for years. Because of her own physical limitations, she cannot take care of her son while waiting for a waiver. The absence of a sustainable support system for people with disabilities is forcing capable people with a lot of human capital to stay home and “change the diaper for 30 years.” 

A sustainable system, Ms. Swenson concluded, has three parts:
· It is diverse. It meets the needs of every single person using the system—individual, family, neighbor, teacher, doctor.

· It is flexible. It changes with the resources that come to it. If Congress defunds social programs, the system has to adapt.

· It is responsive. The system seeks and responds to feedback from the people that depend on it.

Susan Reinhard, Senior Vice President, American Association of Retired Persons
Susan Reinhard began her career as a visiting nurse, working with older people to help them stay in their homes, and later moved into research and policy. In her nursing role, she initially helped adult children taking care of older parents, but later “switched populations and ages” to gain an understanding of the relationships among family, individual, and medical professionals. She began providing care and assistance to older parents of people with mental health disabilities.
Ms. Reinhard discussed the problem that parents face when trying to get information about their adult children’s health care to help them live at home and in the community. To illustrate, she said that if you are the child of an aging parent who is being treated in a hospital, the nurse will tell you whatever you want to know about the care of your parent. But if your family member is an adult child with severe mental illness and that child goes missing, the mental health professionals in charge of the child’s care cannot even admit to a parent that they even know your child; even if the parent is paying for all of his care. The professionals’ response is, “He’s an adult, and we can’t tell you.”

Because of this reality, Ms. Reinhard has learned a lot about negotiated risks and communication. One approach is for mental health professionals to have a discussion with the person who has the illness and get a statement, in writing, from the child that specifies what information can be released to a parent in the event of a crisis. 

Ms. Reinhard said there are complications involved in the changing parent/child caregiver role through aging. People who are aging need independence and respect, not an automatic transition or reversal to a role of dependence. The American Association of Retired Persons (AARP) public policy institute is trying to put a sensible policy in place for family caregivers. Individuals who have serious mental illness tend to have a strong negative reaction to discussions of the role their families will play in their care—“it’s about me, not about my family.” But, Ms. Reinhard argued, if family members are involved voluntarily in the person-centered plan of a person with disabilities, they have rights as part of the partnership that ensures community living, and they are entitled to support. Assessments of family members as caregivers should not just ask, “Are you capable of caring for this person?” but, “How are you doing, and how can we help?”
Ms. Reinhard concluded by saying that she understands the perspective of the individual who feels a loss of independence if family members are put in charge. She said it is important to keep having conversations about families, partnerships, and health care professionals—not just for cases of intensive care, but for daily living. 

Session 4: Life Course Perspectives

Kenzie Latham, University of Michigan

Disability Histories as Predictors of Mental Health Among Older Americans
Dr. Kenzie Latham is a sociologist who takes a holistic approach focusing on intervention for mental health as a secondary condition to disability. 

People aging with disability are more likely to experience accelerated aging and secondary conditions. Empirical research shows that people with disabilities report a lower quality of life, more depressive symptoms, less mastery, and higher anxiety—but this data is only available for the period immediately after onset of the disability. There is evidence of worse trajectories over time. People living with disability for more than 20 years have similar mental health outcomes to people aging without disability. Dr. Latham seeks to understand how underlying conditions change these outcomes, and whether the particular stage in the life course makes a difference.
Kemp notes that one in three people with disabilities also have depression. Longitudinal surveys suggest a spiraling trajectory over time; the conditions reinforce each other. There is a possibility that people aging with disability have greater risk of mental health issues. 

The research objective of Dr. Latham’s analysis was to explore whether disability histories are associated with depression in late midlife. Factors such as access to employment, for example, have implications over the life course. 
The data comes from the Health and Retirement Study, a longitudinal study of older Americans, and uses latest RAND Health and Retirement Study data file. The dependent variable is the Center for Epidemiologic Studies Depression Scale (CES-D), an index ranging from 0 to 8 in which higher numbers reflect greater depressive symptoms. From that, Dr. Latham created a three-category variable that establishes greater burden for those who are depressed. The number of symptoms reported indicates moderate vs. severe depressive symptoms. 

The survey asks for retrospective reports of childhood disability—“Before you were 6 years of age, did you have any activity-limiting problems?” The data also include the year of application for disability programs, not just Social Security. 

The methods and measures used in the analysis are the following:

· Model 1: Demographic characteristics 

· Model 2: Childhood health and socioeconomic status (SES) 
· Model 3: Late midlife SES

· Model 4: Late midlife social support 

· Model 5: Late midlife physical health 
The analytic strategy was multinomial logistic regression. The results showed that 14 percent of the original sample had moderate depression and 3.9 percent severe. As for the application status for disability benefits, 84.4 percent never applied for benefits. 
Mild Depression. The analysis of association of risk factors shows that childhood disability is an important predictor for moderate depressive symptoms, but higher SES moderates childhood depression and learning problems correlated with models 1 and 5. Late midlife physical health is also an important predictor of depression. People who had applied 0 to 3 years before for benefits were more likely to have depressive symptoms. 

Severe Depression. Childhood disability is a strong predictor of severe depressive symptoms. The measures of health and SES were less than for mild depression, but still significant. Childhood depression, childhood learning problems, and late midlife physical health also were strong indicators for severe depression.

The second analysis looks at subset of the study population that applied for benefits. The results showed that the fact of having applied for benefits greatly increased depressive symptoms. The subset also had fewer years of education, and a higher proportion was living below poverty line. 
Dr. Latham looked at the predictors for depression in the larger population to compare them to the subset that applied for disability benefits. For those who applied in late midlife and reported having childhood disability, the probability was 50 percent. Those who had a childhood disability and applied for benefits early in life had an even greater probability; these results support an argument that there are different life trajectories depending on the onset of disability. More generally, they suggest that a more recent onset of disability and current physical impairment are associated with depression. After adjusting for demographics, childhood disability is associated with moderate and severe depressive symptoms versus no depression; however, childhood health and SES mediated the relationship between childhood disability and moderate depressive symptoms.

Disability application status is also associated with moderate and severe depressive symptoms. There is an upswing of these symptoms at 15+ years. Disability is a contributor to accelerated aging, and decreases in functional health at that point kick in for mental health. Those who had childhood disability and applied for benefits later in life had better mental health outcomes. Dr. Latham recommended addressing childhood disability and transitioning people into the labor force to improve trajectories.

Dr. Latham concluded by discussing the policy implications of her analysis. The results indicate that individuals aging with disability may be more dependent on benefits than those experiencing disability with aging. Changes to benefits disproportionally affect people with disability. Interventions designed to improve mental health for people aging with disability could slow functional impairment over the life course. Social support is strongly related to better mental health outcomes. There are currently serious data limitations, however. More research is needed to uncover the relationship between disability and depression over the life course. 
Mark Hayward, University of Texas

Childhood Origins of a Long Life and Good Health

Dr. Mark Hayward’s work is an effort to understand how education is related to health processes later in life versus other childhood conditions; how the relationship of education and health has changed over time; and whether advanced education alters health profiles in the United States.

A history of adverse conditions in childhood is associated with physical functioning and mortality risk; these associations are explained in part by conditions in adulthood. The real issue for researchers is how adverse conditions in childhood jointly influence functioning and mortality as distinct outcomes. Dr. Hayward’s analysis integrates those outcomes.

First, Dr. Hayward explained what is meant by integrating physical functioning and mortality. If a person has disadvantages, his or her life is shortened and the proportion of active life to disabled life is greater. The analysis examined whether the experiences of childhood alter the proportion of active vs. inactive life, as well as the overall length of life. If a person experiences a scenario that somewhat reduces the length of life but greatly reduces the period of inactive life, he or she is living with more disadvantages and a shorter life without disability.

The research aims were to determine (1) the extent to which active life expectancy (ALE) is shaped by two critical childhood conditions—health and SES, and (2) the extent to which educational attainment can overcome the consequences of a disadvantaged childhood on ALE. This analysis speaks to the idea of educational policy as health policy; the extent to which we can consider this depends on its relationship to other things going on early in life with health and SES.

The conceptual framework for the analysis examined the possible benefits of educational attainment that could have a modulating effect on childhood health and SES in predicting ALE. Education gives the following to an individual:
· Valued information about healthy lifestyles and health care.
· Access to good jobs and associated rewards in an information-based society. 

· Access to valuable networks and relationships, increasingly enhanced by technological advances.
· Sophisticated cognitive skills, sense of control, and human agency.
Dr. Hayward and Dr. Jennifer Karas Montez used data from the Health and Retirement Study and looked at U.S.-born, non-Hispanic people (White and Black) from 50 to 100 years of age. The analysis included two early-life experiences: health and SES context. Adults were asked to rate their health while growing up, from birth to age 16, as excellent, very good, good, fair, or poor. Responses to this question were dichotomized into excellent, very good, or good versus fair or poor.

The researchers created an indicator of cumulative SES adversity in early life. Because SES exposures tend to cluster together, the indicator allowed them to estimate potential dose-response and threshold effects. Educational attainment was categorized as less than a high school education, high school completed, or more than high school. 

The analysis for ALE was conducted in two steps. Step 1 looked at the rate of transitions in health states. For example, individuals were grouped by limitations—ADL, IADL, functional limitations, or other. The researchers generated 16 different hazard models for transitions. During the time period of the study, people can jump around in the state space. Step 2 looked at the risk of each of those transitions using the parameter estimates from these models for combinations of covariates to calculate predicted hazard rates, which are the inputs into the multistate life tables of active life expectancy. This shows the net effect of early life SES, health, and education. 

Among the findings of the first two parts of the analysis were the following: 
· Adults who experienced adverse conditions were more likely to make unfavorable transitions between state spaces.

· Childhood SES and health independently predicted transitions.

· Childhood SES showed threshold and dose-response patterns.
· Education only partly mediated the effect of childhood SES. 

· Education does not mediate any of the effects of childhood health.

· Childhood SES, health, and education combined in an additive, cumulative way to influence ALE.

The body remembers the adversities it experiences early in life and also remembers the education it experiences later in life. 

Step 3 of the analysis used the matrix of transition rates to estimate total life expectancy and active life expectancy using the multistate life tables. This estimates the years free of disability. 

The third part of the analysis showed that for healthy people only, education can significantly lessen the effects of SES adversity on total and active life expectancy. Among White men who had favorable health in childhood, the number of adversities experienced in childhood and level of educational achievement had the following effects on active life expectancy at age 50:

· No adversities in childhood and did not finish high school (9.5 years).
· Three adversities in childhood and finished high school (9.2 years).
· Five or more adversities in childhood and completed some college (11.0 years). 
In general, the educational gradient was substantially greater than the child SES gradient, which underscores the significance of education for overcoming early life disadvantage.

The study revealed several insights into the life course etiology of active life expectancy:

· Early-life health and SES context strongly predicted transitions between degrees of functional ability within the disablement process. 

· Early-life SES context more strongly predicted functional decline that it did functional improvement. 

· The association between early-life SES context and functional decline exhibited threshold and dose-response patterns. Specifically, adults who reported one or two SES adversities in childhood experienced similar functioning transitions as adults who reported no adversities. However, once a threshold of three adversities was met, a dose-response pattern indicated that each additional SES adversity elevated the risk of functional decline and lowered the risk of improvement. 

· Educational attainment did not mediate the association between childhood health and functional transitions to a meaningful degree, but it did partly mediate childhood SES context. 

· Total and active life expectancy reflected both child and adult experiences for each race-gender group. 
The results have implications for public policy: educationally leveled or bettered the playing field among adults raised in disparate contexts. Strategies to improve population health and reduce disparities should include education policy.
Session 4 Discussion
Topics discussed in the question-and-answer session, moderated by Dr. Robert Schoeni of the University of Michigan, included the following:

ACE Scores. Carol Moyer from the Office of Disability Employment Policy at the U.S. Department of Labor commented that as part of her work on an interagency committee on women and trauma, she had looked at Kaiser Permanente’s data on trauma in childhood. A higher ACE score means higher physical disability and health issues. She asked whether Dr. Hayward was planning to compare his data with the ACE data.
Dr. Hayward responded that such data would be interesting to examine. He said that they know trauma exists as part of childhood adversity, but its distribution among inequalities of population is unknown. An additional challenge is that trauma has broad effects on physical and mental health consequences later in the life course. 
Effects of Education. Another participant commented that Dr. Hayward’s characterization of “active life” versus “disabled life” was jarring in that living with a disability does not necessarily mean an inactive life. She asked to what extent education in the younger population might allow people to compensate for disabilities with assistive technology and thus remain active.
Dr. Hayward responded that he saw good examples of the influence of family on quality of life. The education of the individual and the family context are tied together because education is a family resource, whereas his study characterized it as an individual resource. He said that in other work his group has done (studying married couples), they are overestimating the effect of education on outcomes because the spouse’s education plays a big role. It is the framework of family and social relationships where resources are brought to bear.

Dr. Schoeni suggested that one reason education might be overstated is that more highly educated people have jobs that are less strenuous and thus are more able to continue work after onset of disability.

Dr. Hayward responded that we tend to think of this as a continuum. When things happen like the onset of a disability, more highly educated people may have a set of resources to bring to bear that people with less education do not have. 

Using Existing Data in New Ways. Dr. Verbrugge commented that Dr. Latham’s paper is a good example of finding data on disability where you think there will be none, and it serves as a call to others that quality data sets are those that take a deep look. A data set might be unrelated to aging and disability, but it may contain hidden gems of relevant information. The researcher who knows the data sets well will find it. She said that Dr. Latham’s data is astonishing and that it opens doors to thinking about childhood disability.

Dr. Hayward commented that there is a current set of birth cohorts that had certain resources at times in their lives that we may not see again in the future, and it is important to be vigilant about how these life courses are combining. Childhood conditions in Whites are receding and adult conditions are coming to the forefront later in life. In terms of causality, these results are highly contextual.

Disability Benefit Applications as a Measure. A participant asked Dr. Latham what the disability benefit applications measure was a proxy for.
Dr. Latham responded that the measure spoke to both disability and poverty. When a person applies for disability benefits, it means a disparity of condition has taken them out of the labor force and made them unable to support themselves with a living wage. That measure is meaningful when thinking about policy and how disability benefit programs are funded. This measure is also related to work, a major domain when talking about disability. It also served as a way to obtain a chunk of missing data on midlife.
Session 5: Promising Strategies for Improving Health and Independence: What We Know and Don’t Know
Tamar Heller, University of Illinois at Chicago

Interventions to Promote Health: Crossing Networks of Developmental Disabilities and Aging
Dr. Tamar Heller discussed the findings of her analysis of journal articles in the fields of disability and aging and made several recommendations for how they might learn from each other. 

Adults with developmental disabilities are living longer than in previous generations, but they often experience poorer health and earlier onset of age-related conditions. Because health promotion for older adults is a comprehensively researched field, and a wide range of interventions have been well documented for decades, learning from the strategies employed by the gerontological field will become more important in disability scholarship. And conversely, as adults with developmental disabilities represent a growing segment of the aging population, it is critical that gerontologists learn from disability as well.

Dr. Heller’s group conducted scoping reviews in each of these fields. The review first scoped the disability literature on health promotion interventions for adults with developmental disabilities, and then reviewed the general aging literature on health promotion interventions for older adults. The disability review examined 20 years of research to fully survey the health promotion landscape of this smaller field, while the aging review pulled promising practices from the last 5 years of health promotion interventions to identify the newest emerging ideas. Interventions related to osteoporosis, obesity, and diabetes were studied because they are conditions that people with developmental disabilities experience at earlier ages than the general population.
For adults with developmental disabilities, the review looked at literature from 1991 through 2011, using MEDLINE, PsychInfo, and CINAHL databases, including only journal articles written in English on health interventions for adults with developmental disabilities. After reviews of the abstracts and the articles, the final number included was 31 articles. The review sought to answer the following questions: 
1. What types of interventions are being done?

2. What kinds of outcomes do they have? 
3. What are the innovative approaches being used?

4. What are the gaps in the research? 

Types of Interventions

The articles reviewed were categorized into three types of interventions: (1) fitness/exercise only (16/31=52 percent), (2) multicomponent interventions (7/31=23 percent), and (3) health care and screening interventions (8/31=26 percent). 

Outcomes

Outcomes of the physical activity interventions included improved balance, strength, and aerobic capacity, in addition to lower blood pressure and weight loss. Behavioral and psychological outcomes included reduced maladaptive behaviors, anxiety, hyperactivity, and greater focus and attentiveness. Evidence from multi-component health promotion programs indicated that they can result in positive physical, health behavior, and psycho-social outcomes. Studies of health screenings found that these screenings generally resulted in more subsequent clinical activities. Other benefits reported as a result of screenings included less pain, fewer falls, fewer emergency room visits, and greater satisfaction.
Several studies demonstrated the important role of sustained support by caregivers, support personnel, and professionals in facilitating positive outcomes of health promotion interventions. 

Gaps

Despite the benefit of these health promotion programs and their role in reducing health disparities for adults with developmental disabilities, limits to the research in this review were noted. Few of the studies used a randomized design; many of the interventions lacked strong research designs without comparison groups. The studies generally had small samples, hampering the impact of outcomes. Also, most studies lacked long-term follow-up data collection, with few long-term results reported. Additionally, a need exists to tackle environmental supports to sustain interventions and fully integrate health promotion into natural settings.

Health Promotion Interventions and Aging

To look at aging health promotion, Dr. Heller’s group identified interventions targeting the aged population. This search was limited to February 2007 to February 2012, and limited to an aged target population. The final number of articles included in the review was 254.

Physical activity was the dominant health promotion topic in aging, with more than half the articles addressing exercise in some way. Using the same categories as the disability review earlier, she found that 25 percent (53) of the studies were physical activity only, 28 percent (71) combined physical activity with other components, and 6 percent (15) were interventions to promote health screenings and assessments. Additionally, 30 percent (78) were health education only or psychosocial-only interventions, and 11 percent (29) employed various other strategies.

Outcomes

Fitness/Exercise-Only. The physical activity interventions demonstrated strong results. Dance programs increased sensory and balance skills, yoga increased bone strength and balance. Pool-based exercises decreased anxiety, increased coordination, and improved sleep. The studies largely found that dosage matters; more participation in these fitness activities led to stronger outcomes.
Multicomponent interventions tended to have more self-reported measures than the fitness-only interventions. Strong outcomes of multicomponent interventions included increased self-efficacy, improvement in pain and stiffness, fewer hospital re-admissions, increase in self-reported exercise, and decrease in systolic blood pressure. 

Health Screenings. Screening interventions relied on different outcome measures to learn if older adults were improving screening behavior. Some demonstrated an increase in knowledge about the importance of screenings, and some demonstrated positive results on whether participants felt the information was trustworthy, interesting, or understandable. Further, some studies found a direct increase in screenings or decrease in the maladaptive behaviors—specifically, medication misuse—that the intervention screened for.
Psychosocial or Health Education. Interventions that were health education or “motivation” only were more likely to not show strong outcomes in increased health behaviors or in medium- or long-term outcomes, such as motivational interviewing by telephone without an associated activity.
Gaps

Overall, these interventions largely demonstrated positive outcomes and strong research designs with solid theoretical grounding. However, many interventions with new, promising ideas were hampered by small sample sizes, less rigorous study designs, or other logistical problems. Many of the translational studies lacked comparison groups, making outcomes less meaningful. 

While there is much overlap in the needs of both populations, aging and disability remain two very broad, separate fields with much to learn from each other. Both the disability and aging reviews demonstrated the novel use of technology in some of the interventions. This illustrates potential for future approaches in health promotion for adults aging with developmental disabilities and the general aging population alike. The current cohort of older adults is growing more “computer-savvy” than previous generations, enabling this as a new channel for health promotion.
What Disability Can Learn From Aging

This review identified five areas that health promotion interventions for people with developmental disabilities could adapt from recent gerontological health promotion research: 

1. Greater use of theory in intervention design.
2. Stronger research designs.
3. Better use of natural settings and translational strategies.
4. Greater focus on specific diseases and conditions in interventions.
5. Use of peer mentors, civic engagement, and volunteering.
What Aging Can Learn From Disability

While the aging research is more comprehensive, there are themes in the disability literature that could benefit aging scholarship. By conducting a bi-directional analysis of our findings, this review also identified three main areas where aging can learn from disability research and health promotion: 
1. Better adaptation of programming for cognitive impairments. 

2. Adherence to principles of self-determination and self-direction in health interventions. 
3. Adaptation of equipment for people who have physical disabilities. 

Both of these fields are headed in new, exciting directions, and their collaboration is critical to future scholarship in health promotion for both populations. As people with developmental disabilities more commonly live into the upper echelons of the lifespan, disability health promotion must look to the wealth of aging literature to learn from what is working to promote good health for older adults. Similarly, gerontologists can learn from disability in order to make health promotion more inclusive, as the aging population diversifies and includes more individuals with unique needs. 
 Emily Agree, Johns Hopkins University 

The Potential for Technology to Enhance Independence for Those Aging With a Disability
Dr. Emily Agree’s presentation focused on the notion of technology. Researchers are interested in it because they are interested in progress; there is an inherent belief that we can make progress because technology has greatly improved the lifespan of our population. But it is important to identify technologies that can act as a toolkit to sustain and accelerate improvements over time. This presentation focused on technologies for the individual.
Technology is the systematic application of scientific or other organized knowledge to practical tasks. How people with disabilities adapt to the challenges of their environment? They use the tools available to them in creative ways. Types of technology include the following:
· Assistive technology (AT)—to help with specific tasks.
· Mainstream technology—to make all our lives easier (one example is microwave ovens).
· Information technology (IT).
· Smart technologies—integration of IT with AT.
Universal Design

In general, advocates think about how products and environments can incorporate universal design as a principle to standardize the design of products so all people of all abilities can use them. A growing movement in public health is on tailoring interventions using design tools that are specific to the constellation of needs individuals bring to their aging or functional challenges. Tailoring is important because not much is known about trajectories and constellation of needs. 

Assistive Technology 

AT is a mainstay of discussions about technology for people with disabilities. It was defined by the Assistive Technology Act and includes portable technologies and modifications to home or work environments. It can be mainstream or designed for the purpose of addressing disability.

Little is known about how people aging with disability use AT; there is sparse population-level data on the use of AT before age 65. The NHIS disability supplements from the mid-1990s are too old, but we rely on them. There are some specialized studies on the use of AT, but use ranges from 10 to 70 percent, and research shows diversity in use based on type of disability. For example, people with intellectual disabilities are less able to use technology. 

Among people with disabilities, there is high prevalence across the board of using multiple devices. A study found that birth onset is a predictor of use of technology, even at later ages. 

While not much is known about prevalence, we do know about the benefits of AT. Randomized, controlled trials show that use of and provision of AT to people with disabilities slows their aging-related decline. Mobility devices promote social activity and independence. However, there is a danger of people misusing devices and causing injury, and training is needed. Devices can improve well-being by promoting independence of action. For people aging with developmental disabilities, an increase in independence relieves the burden of caregivers and the risk of injury. 

The long-term use of AT characterizes people aging with disabilities because many started using technologies at earlier ages. There are both beneficial consequences and limitations for people aging with disability. As individuals adapt to disability, they find the tools that work for them, become skillful, and function at a higher level. But mechanics are different for different technologies. Overuse syndromes can result from long duration of AT use, causing a reduction in muscle strength if not compensated for by exercise.

Also of concern is the aging of devices themselves. AT must be maintained, repaired, and replaced or updated with newer technologies. Users may resist change because they have adapted to the tool that helps them. People tend to feel comfort with the equipment and fear making changes. They also may have limited resources and insurance coverage. 

The cognitive changes that occur with aging make it harder to use AT independently, even for long-term users.

Information Technology

Dr. Agree commented that at first she was cynical about the potential of IT to help people with disabilities. But now the use of the Internet to get information is essential, especially for delivery of health information. The Pew Internet and American Life project shows that half of adults with developmental disabilities are using the Internet versus 81 percent overall. Three percent of all adults say they have a disability that makes it hard to use the Internet. Socioeconomic disadvantages make a difference. People who do have access to the Internet have poor quality of access if they are poor. 

There are several obstacles to IT use for people aging with disability. The interfaces can be difficult because they are designed for mainstream users, though software that adapts computers and meets sensory demands is available.
Studies find that caregivers are overprotective of children with developmental disabilities and restrict Internet use because they worry about the consequences of being online. Adults with developmental disabilities sometimes live with caregivers who are older parents are getting less access because of the caregivers’ restrictions or lack of trust related to computers. Caregivers have to be educated too. The other side of the coin is a lack of protection for adults living on their own or in nonrestrictive settings because they can fall prey to scams. Older people are vulnerable to scams as well, especially related to medical devices. 

Smart Technology

The next level of technology is represented today by mobile platforms and smart phones. Their portability holds a lot of promise for disability support. In addition to providing access to the Internet, mobile devices can be used as controllers for other technologies. They embody mainstream technologies that can be used as cognitive aids. GPS devices are widespread and have many applications for people with disabilities. There are, however, some limitations. For example, there has been low investment in accessibility of the Apple iPod Touch interface. People who experience tremors and people with touch sensitivity issues have trouble with touch screens. 

Interactive technologies include gaming platforms for rehabilitation at home and in hospital settings. Voice over IP (known as “VOIP”) and video technologies allow communication and telehealth; blogs and Web sites share information about disability. The Serious Games initiative looks at the potential of games to improve rehabilitation technology and deliver interventions.

Mainstream technology can be used and adopted as AT because it is programmable and customizable—a promising area of convergence. The drawbacks are cost, upgrades, complex systems that require support, and complex user interfaces.
Different cohorts have variations in life experience and relationship to technology. Cohorts that experience disability enter old age with different experiences and needs. People who are older now grew up in times when people with disabilities were limited in inclusion and employment opportunities. Coming up are people who grew up after ADA and other civil rights legislation. There are differences in these younger groups in terms of their needs, and the potential they have to bring more education and experience to older ages.

Related to the earlier point about education, technology has changed the nature of jobs. They are more likely to be in the information and services sectors. The potential for people with physical disabilities to find work may be greater, but this trend may result in more disadvantages for those with intellectual disabilities, especially those who lacked access to education earlier in life. 

Nina Kohn, Syracuse University; Jeremy Blumenthal, Syracuse University; and Amy Campbell, Upstate Medical University

Formalizing the Informal? Understanding Supported Decision-Making for Persons With Intellectual Disabilities
Nina Kohn is a law professor at Syracuse who studies issues related to elder rights, aging, cognitive changes, the ability to be respected while making decisions, and elder abuse; specifically, the legal interventions used to address these challenges. Her presentation covered the following topics:
· Decision-making challenges.
· The guardianship system.
· A promising model of supported decision-making.
· A review of the literature on supported decision-making.
· Recommendations, both substantive and related to future research.
Decision-Making Challenges

As adults with disabilities age, they experience change in their support network and encounter significant challenges in decision-making. First, adults need to make unprecedented life choices. If they cannot live in their parents’ home, where will they live? Second, the decision-making process changes. If their caretakers made decisions for them in the past, what process will be used in the future to make those decisions?

Guardianship System

The traditional legal response is guardianship: An interested third party petitions the court to find a person “incapable” and appoint a guardian to make decisions for him or her. The court can deny, approve plenary guardianship, or approve limited guardianship in which the ward retains decision-making rights. This approach has experienced a lot of critique. For instance:

· It is misused. The approach is supposed to be a measure of last resort; it is supposed to be limited. There is little data about the guardianship system and the magnitude of misuse within the system. 
· It is considered by some to be anti-therapeutic. The approach undermines wards and their sense of independence and control.
· Some criticize it from a moral perspective. The approach is thought to be an affront to basic dignity because it denies legal personhood.
· Critics argue the approach violates the ADA because wards do not have access to resources they could be getting if they could make their own decisions. 

Emerging Model of Supported Decision-Making

A new model is emerging whereby an individual with cognitive challenges retains full legal capacity but is provided with a third party supporter who helps individual make decisions for themselves. Decisions are treated as legally enforceable. The arrangement can be informal or formalized (as in power of attorney) or as a formal appointment through the court process.

The most commonly cited example of this model is in British Columbia—the representation agreement model. It is a private agreement wherein the person with disability maintains legal capacity but appoints a representative to help make a range of personal decisions. The principal must be consulted by the representative, and the principal can revoke the agreement at any time. A person can enter into the agreement even if he does not have the capacity to enter into a contract.

An example of a public appointment model is Sweden’s appointment of a “god man,” a guardian who does not strip the person of legal capacity. This represents an odd paradox. The god man is appointed with consent of the individual, but the individual may not have the capacity to appoint the god man, which is why he needs one in the first place. 

Saskatchewan appoints a codecision-maker who acquiesces as long as the decision could have been made by a reasonable person and does not diminish the person’s estate.

The United States has none of these. Circles of support can be characterized as supported decision-making if the person with developmental disabilities is the ultimate decision-maker.

The benefits of a supported decision-making model include the following. The model:
· Promotes self-determination.
· Reduces stigma of court process finding them incapacitate.
· Builds decision-making skills.
· Is more consistent with national and international legal norms—less restrictive.
· May complement the existing guardianship system, as an alternative or an integrated activity. 
Review of Literature

Ms. Kohn conducted a review of the literature to shed light on the question of whether states can adopt supported decision-making. Data on who is using it is minimal and comes from British Columbia; data suggests bimodal distribution of young and older adults. Typically, supporters of the model are family members. At this time it is unclear how popular such agreements are among target population (a 10-year-old study from Saskatchewan implies they may not be very popular). Also, there is no evidence of correlation between utilization of approaches and racial/ethnic characteristics. This is problematic because race and ethnicity affect completion of advance directives, and there may be a similar effect here.

Knowledge of procedural outcomes is minimal. Ms. Kohn found that 80 percent of principals spoke with the person they are supported by once a week and half spoke daily, but the substance of discussions and activity of principal in discussion is unknown. 
For substantive outcomes, there is no information. Unanswered questions include the following: 
· What are the psychological impacts on principals? Guardianship can lead to a sense of isolation and powerlessness; does supported decision-making ameliorate that? Or, because it is unregulated, is it even worse for psychological well-being?

· Are the decisions made through processes consistent with what the principals want? 

· What is the quality of decisions being made? 
· Who are effective supporters? 

· How do outcomes vary?
Recommendations

Several recommendations were noted:

· Move away from guardianship as the standard.

· Create less restrictive alternatives.
· Supported decision-making should be explored as one alternative.
· Policymakers should explore avenues for enhancing decision-making support throughout the lifespan.
· Consider how to provide decision-making support for people who do not already have strong support networks.
Research is needed in the following areas:

· How people engage one another in these processes and techniques are more or less effective.
· Issues of coercion and exploitation in absence of accountability.
· The impact of supported decision-making on outcomes in comparison to the current approach.
Session 5 Discussion

A brief question-and-answer session, moderated by Deborah Monahan of Syracuse University, covered a variety of topics related to promising innovations.

How to educate caregivers about innovative approaches. Susan Swenson referred to the importance of the Olmstead decision and the idea of the “least restrictive environment.” She noted that any of the three approaches suggested by the panelists could help people in a caregiver role understand the active role of people with disabilities. Some parents have made bad decisions because they did not understand the risk of making decisions for someone else—or they do not understand the technology. She asked how caregivers can be introduced to the proposed systems.
Dr. Agree responded that often caregivers are put in terrible positions in terms of how complex new technologies are. Family members can feel guilty and troubled by the idea of making decisions for someone not capable of making decisions.

Ms. Kohn added that we think of disability as interaction with family and social environments, noting that thinking about family is critical for people receiving care and providing it.

Dr. Heller said that policy is important—that is, how waivers are implemented. Sixty-six percent of families in arrangements that were meant to support self-determination did not ever talk to the people with disabilities under their guardianship. Supported decision-making is a two-way street to educated families and the person with disabilities. 

Concerns about liability. A participant noted that liability is also a factor in guardianship that discourages guardians from allowing the people they care for to go out into the community. They worry that they will not have the time or opportunity to set up services for community-based living. Would supported decision-making alleviate worries professional guardians have about liability?

Ms. Kohn commented that if professional guardians cannot do the job, they should not accept it. Guardians tend to take on more people than they can help. Supported decision-making in that context could make their lives more difficult. Another danger is in guardians taking advantage by allowing supported decision-making to become a “Trojan horse” and using the person’s decision—coerced or made without help—to absolve the guardian from liability for the person’s actions or as cover for theft. 
Barriers to implementation of new technologies. Margaret Campbell expressed her enthusiasm about the promising initiatives discussed in this panel. She commented that each presenter laid out a long research agenda that is exciting, but long, and characterized by many unknowns. She asked how technologies can be deployed in that context, without knowing whether they are better than standard care and practice. She cited the need for training individuals and caregivers as another barrier. She asked what the next steps are in starting to implement those research agendas in light of Ms. Greenlee’s agenda, that is, to take them to scale so people aging with disabilities can start benefiting.
Dr. Heller responded that it is important to test different ways of getting technology out to the community. Emphasizing adherence and community capacity building models will have a bigger impact. For example, a Special Olympics walking initiative in Indiana was evaluated as a success because it involved the participation of the general population and people with disabilities.
Ms. Kohn added that in terms of supported decision-making, the United States has the opportunity to look to Canada as an example to study different models. The literature has been from the advocacy community, but focused on normative rather than descriptive concept of the model; that is, the supporter follows wishes of the principal, but the statute says the supporter does not have to act on unreasonable wishes.

Dr. Agree added that there are many answers to Dr. Campbell’s question. There are actual interventions being tested, especially in the aging research community, and especially in support of “aging in place.” She proposed learning what is going on in one area of research that can be replicated and tested in other populations, with special emphasis on the transition into community living for people with intellectual and developmental disabilities. 
DAY 2 PRESENTATIONS—May 18, 2012
Margaret Campbell began the second day of the Aging With Disability Conference by welcoming the participants and thanking them for their passion and commitment. She introduced Connie Pledger, Executive Director of the ICDR, co-sponsor of the conference, and thanked her for her tireless efforts. 

Ms. Campbell said she had envisioned a conference like this for 25 years, and she noted that this bridging of aging and disability has been tried before. In the 1980s, a conference was held at the University of California, San Francisco, that was very promising, but it got no traction at the federal level in a widespread way. However, it prompted NIDRR to fund the first two centers on aging with disability at the University of Chicago and the Rancho de los Amigos national rehabilitation center. 
This time is different, Ms. Campbell said. Echoing Henry Claypool’s remarks from the previous day, she said the last 25 years have seen the ADA, the Olmstead decision, executive level orders, the Community First initiative, and other policy and legislative planks put in place. Also crucial is having strong leadership at key agencies such as NIH, HHS, HUD, ED, and others. This time, in other words, there is federal traction. 

Ms. Campbell noted that even with these dramatic changes, the terminology hearkens back. Many years ago she used the terms “aging with disability” and “aging into disability.” Other terms have caused confusion, such as secondary versus chronic health conditions. Ms. Campbell said that Day 2 of the conference shifts focus from the current status, knowledge gaps, and innovations in aging and disability to policy implications and issues surrounding bridging. 
Ms. Campbell explained that Day 2 would end with an interactive discussion of the next steps to building an infrastructure to meet the needs of people aging with disability. Ms. Campbell observed that many of the Day 1 discussions had focused on bridging gaps between the two fields, but that bridging gaps within the fields is also critical since multiple disability communities view issues in different ways. 
Touching on a discussion that arose on Day 1, Ms. Campbell asked what is meant by the term “disabling condition.” NIDRR serves disability and rehabilitation research, and these two sides would not have a common answer. The rehabilitation side talks of diagnostic groups and rehabilitation populations that are clinical-based and have acute onset, such as SCI, TBI, stroke, and Parkinson’s disease. The disability research side deals with developmental disabilities (not acute onset) and disabling conditions. 

Ms. Campbell Introduced Doug Wolf as moderator of the Day 2 session.

Session 6: Implications for Policy, Practice, and Future Research

Kathleen McGarry, University of California, Los Angeles, and Jonathan Skinner, Dartmouth College

The Long-term Financial Health Outcomes of Disability Insurance Applicants

Dr. Kathleen McGarry began her presentation by saying that she reviews at out-of-pocket medical expenses at the end of life, and the most significant expense is long-term care. This discovery led to an interest in the disability population, including people who apply for SSI and Social Security Disability Income (SSDI). This program of the SSA does not give benefits for partial or short-term disability. 
In this population, disability begins early, before age 65. People with disabilities can face a lifetime of lower income from not working full time. SSDI replaces 43 percent of earnings, lost or reduced pension, and lost retiree insurance.
Dr. McGarry noted that many people who apply for SSDI are declined. In most cases, they may have some limitations, but are still able to do some work. However, there is a random component going on as to determining who is eligible. Even if a person is not qualified, time spent waiting for a decision results in lost earnings. 
The SSI and SSDI programs are designed to ensure the well-being of disabled workers and their dependents and provide an important safety net for those who are unable to work yet too young to qualify for Social Security retirement benefits. In addition to the financial transfers, the programs provide health care coverage. SSDI recipients are entitled to Medicare 2 years after the initial receipt of disability benefits, while SSI recipients are eligible for Medicaid immediately upon the determination of eligibility.
Dr. McGarry and her colleague sought to understand the long-term financial and health outcomes for two groups of individuals: those who receive SSDI/SSI benefits and those who applied for benefits but had their applications denied. She focused on outcomes in retirement, income, wealth and health at age 65 (and beyond), with those of individuals who never applied for benefits.
Status at the Time of Application—Ages 57 to 58

For people who had never applied for SSI/SSDI, the first observation was taken at age 56, followed by observations at 57 and 58. Sixty percent of this group had excellent/good health, and most were working and had health insurance. 
The two other groups were observed at age 57 and 58. Those who applied for and received benefits were getting Medicare, so they had more doctor visits and hospital nights, and greater out-of-pocket expenses. 
Financial status was identical for those who were denied benefits and those who received them. People who were denied had lower assets than did those who were accepted, but both were much, much lower than those who never applied. 

The researchers performed regression analyses to determine how much of the difference in disability status remains after controlling for differences in other observable characteristics. 

Outcomes at Age 65

As the population aged, median household income at every single age showed a dramatic difference between those who never applied and those who applied; the two groups who applied had identical median household income. Household assets were much higher for people who never applied for benefits than the two other groups, which were nearly identical. Depressed status was much lower for those who never applied, but there was little difference between applicant groups.
Estimates for those who never applied have a high estimated survival curve, while the two applicant groups had a lower curve and almost no difference between them.

Dr. McGarry concluded that SSDI/SSI applicants are significantly worse off than those who never apply, and there is no difference between the denied and accepted groups. Those who are denied benefits have the same outcomes as recipients. 

 Joshua Wiener, RTI International 

Aging With Disability: Implications for Policy and Public Programs

Dr. Joshua Wiener presented a general look at policy issues and their impact on public programs, focusing on SSDI, SSI, Medicare, and Medicaid, which he characterized as the “elephants in the room.” 

Younger people with disabilities are living longer, as are older people who live with disability. This fact, Dr. Wiener said, raises questions about public programs and policies related to them. He noted that there has been a strong division between programs for older people and for younger people with disability; indeed, most countries have this kind of separation. In Australia, the states take on responsibility for young people and the central government for older people. But this model does not work well in the aging with disability world, partly because of the moral and ethical issue of declaring a person not eligible at 64 but eligible at 65. 

Policy initiatives in the United States in these areas include the Administration for Community Living (ACL), CMS’ consolidation of home- and community-based waivers across disability levels, and efforts to reorganize state bureaucracies, such as those of Texas and Washington.

A useful heuristic device is the premise that policy issues about aging with disability arise because people with disabilities who age do not fit the conventional life assumptions that people (1) will have a lifetime of work and assets, (2) will experience only short-term illness, and (3) will not need long-term service and support.

Assumption 1: A Lifetime of Work
In the recession, workforce participation rates fell. As a result of not working, 35 percent of people with disabilities have incomes below the poverty level. 

SSDI and SSI are major sources of income replacement for people who are not part of the labor force. Participation in these programs is 5 times greater than when they started in 1960. During the economic downturn, there was a 25-percent increase in applications. 
People who receive SSDI/SSI live on little income. The average in 2012 was $1,100 per month for Social Security recipients; SSDI is on par with this average, but people who receive it do not have the added benefit of having a 401(k) or other retirement savings. For people receiving SSI who have no work history, the payment is $500 per month. The asset level for SSI has not changed since 1984.

Part of the issue is that people get on SSDI and do not leave. Less than 1 percent recover or receive training or accommodations that allow them to return to work; the same is true for SSI. Provisions have attempted to give financial incentives to encourage people to work, such as allowing them to retain Medicaid, but these have failed because the application process is long and complicated.  In addition, income programs are pathways to Medicare and Medicaid that beneficiaries do not want to give up, and there are no real incentives for employers to make accommodations for people with disabilities.

Assumption 2: Short-Term, Acute Illnesses 

For people with long-term disabilities, this obviously is not the case. People with disabilities are more likely to have illnesses related to the underlying illness, such as dementia and degenerative conditions; and secondary conditions like obesity. To deal with high medical expenses, people with disabilities need health insurance (i.e., Medicaid or Medicare) at all ages. However, 18 percent of the population aged 18 to 64 did not have any kind of health insurance in 2010. People who are uninsured and have disabilities face many barriers from lack of insurance and delivery system difficulties.

Most people have private sector health insurance through their employers. People who do not have employer-provided health insurance can buy insurance through the individual market. But for people with disabilities, this does not work because of preexisting condition exclusions. Dr. Wiener commented that many people have not appreciated how much the Affordable Care Act (ACA) is about getting insurance for people with disabilities—getting them the long-term service and supports they need. The ACA has provisions for the expansion of Medicaid that will be the largest expansion of health insurance to the population since 1965. For people who do not qualify for SSDI/SSI, the ACA is the way to health insurance and breaks that link, allowing people with disabilities to enter the labor force.

Assumption 3: People only need services and support for a short time. 

The ACA established a voluntary, public, long-term care insurance program that applies a private sector model to the public sector—financed by premiums and limited to the working population. In October 2011, Secretary Sebelius announced that HHS would not be implementing this plan because it was not financially viable. Premiums would have been $300–$400 per month. These high premiums serve as a cautionary tale about taking a model not designed for people with disabilities and applying it to that population. 

Conclusions

On the income-support side, people with disabilities live a lifetime of reduced or low income with no prospect of improvement. As people age into social security, SSDI and SSI income are basically the same, but people lose any private disability insurance they might have. The challenge is how to structure income support while encouraging work and giving adequate support to those who cannot work.

Medical care has not gotten much policy attention because the trend is to de-medicalize long-term support. The ACA provides a lot of protections that allow younger people with disabilities to buy insurance, but the ACA could be struck down by the Supreme Court.

For long-term services and support, expensive public programs are key. The philosophy of participant-directed home care revolutionized policy thinking on long-term care. The goal of long-term care was to keep the person relatively clean, happy, and well fed, but without much thought of social participation. To finance these programs, however, there is no clear road and no appetite in the current Congress to revisit the question. Models that give incentives for private long-term care insurance do not work, and the fate of the Medicaid program expansion under ACA is uncertain. 

Michelle Putnam, Simmons College 

Bridging Network Divides: Building Capacity To Support Aging With Disability Populations (and Rethinking Outcomes) in Long-term Services and Supports 
Dr. Michelle Putnam trains social workers with a clinical focus as scholar practitioners. She noted the importance of interdisciplinary education and mentors as helpful ways to bridge the gaps between aging and disability. The topic of her presentation was the need to build capacity to help people in long-term services and supports (LTSS).
Dr. Putnam began with the question of the difference between aging with disability and aging into disability, and the long-term implications of each.

She offered three fictitious case studies or profiles drawn from her own perspective as a practitioner:

· Lily, a physically healthy, but depressed, 67-year-old woman born with blindness has developed exquisite way-finding abilities over her life, but now has onset of early dementia and is losing her primary disability adaptation skills. How can she best be supported to remain living in the community? 

· Rob, a 65-year-old man with spinal cord injuries and quadriplegia is losing his daily personal attendant services (PAS) provided through rehabilitation services for employment seekers. He has a small support network, but cannot replace the PAS with informal or privately paid care. How can he avoid nursing home placement?

· Uma, a woman with a developmental disability, age 62, would like to live alone in her own apartment for the first time. Her parents recently passed away and she is retiring from working at a sheltered workshop. What resources are available to build her social network and help her live independently?

Dr. Putnam asked participants to consider the following:

· Where Lily, Rob, and Uma should go to seek help with their LTSS needs.
· What LTSS are available. 

· Whether these adults will be able to access LTSS.
· Whether the LTSS will adequately address their needs.
These are the issues practice professionals encounter, said Dr. Putnam.

The need to build capacity in LTSS arises from the segmentation of aging and disability populations; lack of cross-training of nurses and social workers; growth of the aging with disability population; the Olmstead decision and freedom initiative forcing people into new roles and need to rebalance programs; and, lastly, because “We don’t know what we don’t know.” Dr. Putnam emphasized the need for voices of people with disabilities and their families in the discussion of long-term support.

The met and unmet needs of the population are hard to understand, and it is hard to conduct a literature review across populations. There is limited knowledge of the existing capacity to serve people with disabilities within aging or disability LTSS networks. For example, which network do you build capacity in? The extent of unmet need is another challenge when the size of the population is unknown. 

Differences in LTSS needs for people with disabilities include the following:

· Transition for parental caregivers who are aging.
· Consideration of overuse injuries.
· Abuse of people with developmental disabilities, which looks different from elder abuse—and much worse. 

· Aging with mental illness. 

Issues and populations with these concerns are new for people in the aging services network; most professional caregivers for aging people have not been trained in the needs of people with disabilities. Likewise, in the disability world, service providers are not trained to handle aging issues.

Professional LTSS providers are the policy implementers by default. The person who connects the individual to the service system is the person the individual depends on. At the Administration on Aging, there are many agencies in a large network. Counties have their own units on aging, and there are also area agencies on aging, and Tribal and Hawaiian aging services networks. The United States has more than 2,000 counties, making it difficult to manage networks. 

“The Toronto Declaration on Bridging Knowledge, Policy, and Practice,” a statement that was created by the participants in the 2011 Growing Older With a Disability Conference (June 5–8, 2011) tried to define what it means to bridge the two fields and lay out the tasks to be accomplished.

Dr. Putnam said that now is a good time to think about bridging because key legislation and executive orders that promote community support and the rights of people with disabilities to live in the community are now in place. Initiatives should focus on balancing and rebalancing programs to turn the LTSS system into a home-based care system.

The question, Dr. Putnam said, is how to apply the Toronto Declaration. Four programs act as entry points into LTSS—the Aging and Disability Resource Centers, the Money Follows the Person program, the Community Living Program, and the Lifespan Respite Care Program. Dr. Putnam recommended that these programs have one data intake form and make use of information sharing between programs. There is an interest in the “knowledge to access” process, which entails knowledge transfer and research at the same time. 

Dr. Putnam advocates this approach because it capitalizes on rebalancing initiatives and focuses on the nodes that link aging and disability together in the context of community living. Questions remain, such as which evidence-based practices are translatable between fields, and whether it is better to collaborate across aging with disability groups or keep services in one area. It is also important to understand the roles of stakeholders in the process and gain their investment in it.

Dr. Putnam concluded that there is much common ground between aging and disability in the move toward community living. Shared outcomes begin through research on capacity building and outcomes of programs to measure the benefit of providing LTSS.  So far, the research community has done a poor job of calculating the benefit of LTSS apart from health economics data. There is a long way to travel to accomplish bridging between fields, but it is worth the investment. Balancing initiatives are worthwhile, but they rely on states to implement and fund them. The systems that provide LTSS are behind the curve; the aging with disability population is in need of LTSS now, and it is growing older, regardless. 

Session 7: Bridging Policy and Research Initiatives Between Aging and Disability—Perspective of Federal Partners
In this session, representatives from several federal agencies introduced the work of their agencies, including research initiatives, outreach programs, and funding opportunities.

Georgeanne Patmios, National Institute on Aging 
The National Institute on Aging (NIA) is one of the 27 Institutes and Centers of NIH. Its goal is to improve the health of older Americans through research. The Institute has four divisions that support extramural research—aging biology, neuroscience, geriatrics, and behavior and social research. 

NIA’s focus is on the latter end of the life course. Many of the NIA’s research initiatives focus on the oldest of the old, and some on centenarians. NIA also supports some research on the aging with disability population and finds no reason not to fund more research in that area. Dr. Patmios encouraged participants to apply to NIA for funding. The Institute’s strategic plan features disability heavily in six broad goals and sub-theme objectives. 
Research areas supported by NIA include the following:

Aspects of health and functional ability. NIA-supported research examines how these factors are changing in the aging population. Dr. Patmios cited the presentation given by Linda Martin on Day 1 of the AWD conference, “Trends and Disparities in Disability and Related Chronic Conditions Among the 40-and-Over Population,” as an example of supported research in this area. Another example is the TRENDS network mentioned previously by Marie Bernard. TRENDS is a network of researchers working to accelerate scientific understanding of old-age disability and health trends, and it has supported scholars, papers, and workshops.

Results from the NIA-supported National Health and Aging Trends Study (NHATS). The prevalence of chronic disability in the older population dropped from 1980 to 2004. New data will come from questions on disability in the NHATS. Although the sample surveyed is Medicare enrollees (age 65 and older), the survey contains measures about duration of disability that will be relevant to the efforts of conference participants. Of particular interest are the following topics:

· Improved measures to disentangle capacity (what the individual can do), ability, and accommodations (environment, compensatory strategies).
· Activity-related measures—environment, modernization (online banking).
· Social activities and behavior change.
The Health and Retirement Study is another big longitudinal data set that NIH supports, and it was discussed throughout the conference. 

NIA is also committed to translational research, and ACL supports community-based interventions studied by NIA and the National Institute of Mental Health. Administered at the community level, these interventions reduce caregiver burden, depression, and behavioral problems associated with dementia. 

Dr. Patmios said that NIA has no funding opportunity announcements (FOAs) specifically on aging with disability, but researchers are invited to submit applications looking at this intersection. In 1989, NIA issued a FOA on this topic, called “Aging of Retarded Adults” —supported research examined the life expectancy of Down syndrome and the epidemiology, family support, and social support of developmental disabilities. A similar funding opportunity could be an option in the future. 

The National Center for Medical Rehabilitation Research, part of the Eunice Kennedy Shriver National Institute of Child Health and Human Development, also funds projects in these areas; it is not a group NIA actively collaborates with—but following this conference, Dr. Patmios said, it makes sense to reinvigorate these collaborations.

Harvey Schwartz, Agency for Health Care Research and Quality
Dr. Harvey Schwartz characterized the lens used by AHRQ to evaluate health care delivery as “telescopic,” but also one that looks at some components of health systems under a magnifying glass. The goals of AHRQ are quality, safety, efficiency, and effectiveness. It does not have a dedicated aging with disability program, but it has funded projects on SCI, TBI, and other chronic conditions. 

One way to engage the public, Dr. Schwartz said, is to ask for comments. A program created by the Medicare Modernization Act produced guides for consumers as a synthesis of existing evidence and creation of new evidence relating to people with disabilities surviving to old age. The reports from this program have implications for aging with disability in the areas of care coordination and health system management and framework.

The Affordable Care Act introduced some initiatives for comparative effectiveness research (CER), and AHRQ disseminates the findings of the Patient-Centered Outcomes Research Institute. This effort helps people make informed health care decisions and ensure their voices are heard in assessing health care options. It encourages them to ask questions such as, “What should I expect to happen to me? What are the benefits and harms? How can I improve outcomes?”

AHRQ’s CER priorities include the following:

· Support translation of new scientific evidence and tools into practice in the health care system.

· Support methodological and clinical studies informed by stakeholder needs.

CER topics include the following:

· Comparative effectiveness of treatments and services.
· Studies of effectiveness of new and existing technologies.
· Assessment of effectiveness of treatment of high-cost treatments.
· Effectiveness of treatment for patients with comorbidities.
AHRQ has mentored independent investigator awards, opportunities similar to NIH R01 grants that fund up to $250,000 per year, smaller awards of $100,000, and small and large conference grants at around $50,000 per year. In addition, there are opportunities to begin to frame these issues to bring together partners and stakeholders in research conferences.

AHRQ also offers training initiatives, such as pre- and post-doctoral fellowships; a national research service award, individual postdocs; and dissertation grants. Training-related funding includes awards for research and clinical scientists and independent investigators.

Ruth Brannon, Acting Deputy Director, National Institute on Disability and Rehabilitation Research

How NIDRR Could Contribute to Aging With Disability Research

Dr. Ruth Brannon characterized NIDRR, part of the U.S. Department of Education, as holistic and inclusive, but possessing a small research budget. Accordingly, the Institute must make strategic choices. The scope of NIDRR’s mandate is cross-disability and cross-lifespan. The NIDRR staff works in core outcome areas to organize the agency’s broad mission: employment, communication integration, health and function, and new technology.

The majority of NIDRR’s research projects are cross-cutting, looking at issues such as the impact of community participation on employment across domain areas. In the future, NIDRR plans to move toward more field-initiated grant-making that allows the field and the researcher to specify research topics. The hope is that this will foster greater innovation and competition. NIDRR is not giving up the notion that it will direct research, but it is shifting its focus to initiation from the field. This plan was published in the Federal Register and was open for public comment until June 15, 2012. 

The history of NIDRR’s investments in the topic of aging with disability is persistent but not extensive. The statute that established NIDRR charges the Institute to look at issues of aging with disability. Dr. Brannon asked how NIDRR can work to continue the momentum generated by this conference to develop the vision and tools needed to facilitate bridging between agencies. NIDRR has an opportunity in its new structure of research to take current mechanisms and issue invitational priorities related to aging with disability. The Institute needs to continue to build on these issues, participate in an IOM forum, and promote and join cross-agency funding efforts for initiatives on aging with disability and technology. 

NIDRR’s strategically placed dollars have had an impact, demonstrated by the following projects:

· A traumatic brain injury database is the largest of its kind. It resulted in interagency agreements on common data elements such as data on civilian populations to use in comparison with the military and other entities.

· Collaboration with SAMHSA on centers that provide training and technical assistance in mental health issues.

· Conversations with the National Science Foundation and National Institute of Standards and Technology on cloud computing for people with disabilities. 

NIDRR faces the following challenges: 

· The changing fiscal and political environment.
· Methodological challenges. 

· The need for translational research and knowledge translation—this effort requires funding, but doing so would take away from basic research funding. 

Dr. Brannon encouraged participants to review NIDRR’s grants forecast, available in a searchable database from the National Rehabilitation Information Center, online at www.naric.com. 
Gloria Krahn, Director, Division of Human Development and Disability, National Center on Birth Defects and Developmental Disabilities, Centers for Disease Control and Prevention

Aging With Disability: Demographic, Social, and Policy Considerations and CDC’s Activities on Disabilities and Healthy Aging

Dr. Gloria Krahn said that several offices within CDC are related to disability and aging—the Division of Human Development and Disability (DHDD), the Healthy Aging Branch (HAB), and other offices that include disability and/or aging issues (e.g., injury, environmental health, and preparedness). 

CDC approaches aging as part of the life course and continues to work to adopt a life-course perspective across its portfolio. The Centers focus on specific projects and outcomes with an emphasis on self-management and health, personal and social relationships, and education and employment. The role of CDC in healthy aging encompasses the following goals:

· Provide quality health information.

· Monitor health status of older Americans.

· Identify and put into practice what works.

· Integrate public health prevention expertise with the reach of the aging service network.

· Facilitate prevention efforts of health care providers and others who serve older adults.

Some of CDC’s activities related to healthy aging include the production of a variety of outreach materials, including The Guide to Community Preventive Services, which provides information about high-priority interventions, such as those to treat depression in older adults. The Prevention Research Centers, a network of academic, community, and public health partners that conducts applied public health research, are an extramural program established by Congress in 1984. CDC’s Healthy Aging Research Network (CDC-HAN) seeks to better understand the determinants of healthy aging in older adults by identifying interventions that promote healthy aging and assisting in the translation of research into sustainable community-based programs throughout the nation.

Dr. Krahn highlighted several collaborative activities within CDC:

· The caregiver model for CDC’s Behavioral Risk Factor Surveillance System is a 10-question module about the well-being of caregivers. The states must fund the pickup of this model, but a few have done so. 

· Emphasis on the accessibility and visibility of homes led to the Healthy People 2020 objective of improving entry to homes. 

· Internal funds within CDC are dedicated to competitively bid a grant to develop an index for healthy living.

· The CDC-HAN mobility workgroup is working to define precise measures of mobility issues.

Dr. Krahn summarized relevant current and future funding opportunities:

· HAB’s opportunities include the prevention research centers and SIP on measurement of mobility.

· DHDD funds a number of FOAs into which they are trying to integrate aging. In addition, there are cooperative agreements for program activity and targeted contracts for specific work. 

Dr. Krahn concluded with a discussion of the challenges and opportunities for bridging and observations on the Toronto Declaration. The known challenges include budget lines, which already have commitments, but CDC is shifting funding to look at longitudinal outcomes in spina bifida and fragile x syndrome. 

Opportunities for bridging include leadership to establish a vision that this is an important direction. In addition, there is strong encouragement for collaboration across centers, and the Obama Administration actively promotes working across federal agencies. 

Peter Kemper, Deputy Assistant Secretary, Office on Disability, Aging, and Long-Term Care Policy; Assistant Secretary for Planning and Evaluation

ASPE Perspective: Linking Research and Policy

The Assistant Secretary for Planning and Evaluation (ASPE) is both a person, Sherry Glied, and an office. ASPE advises the Secretary of Health and Human Services on policy, and the small office serves as a policy and research think tank for the Secretary. It is a staff office, not an operating division like NIH, and thus has a different role from actually running programs. ASPE covers the entire HHS.

Unique features of ASPE include a population focus rather than that of a particular agency; its work cuts across programs. It is person-centered and concerned about people with all kinds of disabilities, including behavioral health. ASPE works closely with operating divisions to implement policy. Some activities include fast-turnaround review of draft regulations or provisions in ACA, such as what it really means to be a “community setting.” ASPE also conducts short-run policy analysis to answer a specific question asked by the Secretary, such as the number of people working with a disability. 

ASPE funds a lot of 1- to 2-year projects and occasional long-term projects, though not many opportunities exist for long-term projects.

ASPE assesses a project by answering the following questions: Is it policy relevant? What is the policy that could be altered? Who wants the research, and how will they use it? Is someone already doing this? Do we have an interested partner in an operating division, and can we get shared funding? Is there an outside foundation? What is the value added—should this be left to other agencies, or is this something we have some value in?

At this time ASPE does not have funding opportunities, but such opportunities will become available in the future in the form of FOAs. Typically, budgets run from $4 to $12 million. Because they are contracts rather than grants, they come out toward the end of the fiscal year. 

Session 8: Bridging Aging and Disability—Practitioner Perspectives on Promising Interventions 
Connie Pledger, National Institute on Disability and Rehabilitation Research and the Interagency Committee on Disability Research, Moderator
Jay Bulot, State Director, Division on Aging, Georgia

Before Dr. Jay Bulot had his current role in state government, he was an academic in Louisiana. He worked with area agencies on aging and served on centers for independent living boards. His mother worked for the ARC in Plaquemines Parish and his sister has Down syndrome. 

Dr. Bulot joked that to keep research a secret, one need only publish it in a journal, where it will be read by approximately 10 people and nothing will happen. He noted that access to journal articles is often prevented by password protection for publication subscribers only—meaning there is little access to research for the general public. As a state director, Dr. Bulot is looking for the research, but it is not available to people who are not in a university setting. 

Dr. Bulot further expressed frustration with the academic world. Why, for example, do academics do the work they do, he asked. Is it strictly for the creation of new knowledge, or to change the world and improve the lives of people aging with disability? 

From the perspective of the local level, Dr. Bulot said aging with or aging into disability does not matter as much as the need people have to reach out to the government for assistance. The goal of the government is to keep people living in their homes as long as they can, no matter their issue.

Dr. Bulot said he has become involved with the Centers for Independent Living (CILs). What the CILs do well is use the technology effectively, said Dr. Bulot, and he noted that he places emphasis on contracting with the CILS on programs that address the overlap between aging and disability. 

Nancy Thaler, The National Association of State Directors of Developmental Disabilities Services

The National Association of State Directors of Developmental Disabilities Services counts the 50 states and the District of Columbia as its members. Ms. Nancy Thaler described the organization’s role as helping the states do a good job and keeping them informed about relevant issues. Responding to Dr. Bulot’s talk, she noted that Georgia is the Olmstead state. Georgia most recently entered into a settlement agreement with the Department of Justice on mental health. 

Ms. Thaler said she has been in the field since 1971. Her son has developmental disabilities and is 48 years old. Her mother is 85 and has had two knee replacement procedures. 

Putting research into practice is important, Ms. Thaler said, because politicians appoint state officials almost exclusively for political reasons. Often these appointees know nothing about the field. Her challenge is how to work with the political system to influence decision-making. 

With regard to people with developmental disabilities, Ms. Thaler commented that of the populations called “disabled,” these are the people who experience disability from birth or childhood. Their families do not know any other way. People with developmental disabilities know what it means to self-determine, and they have a vision of how life should be—though their environment tries to make them “disabled.” 

Families, she noted, are uniquely interdependent, and the idea of family must be included in the discussion. There are 4 million or more people with disabilities in the United States, but systems serve only 1 million. Those who are served tend to be the people with the most significant disabilities. Sixty percent of those served live with their families, as do a majority of the other 3 million—the family is their primary support system. Medicaid focuses only on the Medicaid beneficiary. Even in systems that are family-oriented, Medicaid preempts them because it only allows focus on disability. Ninety-five percent of funding in the system is Medicaid, and it needs to bend to accommodate caregivers and families.

Ms. Thaler said that performance indicators ensure the performance of state agencies. Every year, the states do a sample of the population using the same interview questions. This longitudinal information has been gathered for 14 years and is used to compare the performance of the states. 

She noted that many of the characteristics of the aging general population are also experienced by people with developmental disabilities, such as loss of choice and function. The age of people in out-of-home facilities is getting older, and the residential systems are serving people who are older. Contrasting developmental disabilities and aging, she said that in aging, people enter residential facilities and are there for 18 to 24 months, but developmentally disabled people are in contact with the agency for decades. What they do at the beginning matters a lot.

When people with developmental disabilities age, Ms. Thaler said, they experience “masking”—meaning that conditions like arthritis and mood disorders are hidden behind their primary condition, partly because people do not necessarily know how to talk about it to a primary care provider. She recommended that the medical and caregiving communities be educated so that the caregivers can look for changes in patients with developmental disabilities, and take these observations to a practitioner for help. 

Another great challenge for people with developmental disabilities is what to do if they do not have a job. The system struggles to get people into jobs for dignity, growth, and resources later in life. 

The term “person-centered” gets used too frequently, Ms. Thaler said, and is often applied to practices that are not about the person. Viewing life through the lens of a person is executed in the daily actions of people. She said that a practice could write a good plan, but if the people touching the individual every day are not looking at the world through his lens, they are not person-centered. Every person, every minute, every day is the real challenge.

Kelly Buckland, National Council on Independent Living

Mr. Buckland spoke about the right to independent, community living for people with disabilities from a personal perspective and that of an advocate. He attained his disability at the age of 16 when his neck was broken in an accident; that was in 1970. It was not until 20 years later—via the passage of the ADA— that he had civil rights. He noted, however, that he still does not really have full civil rights, and that is what the independent living movement is about. 

In college, the only place Mr. Buckland could live was a nursing home, which meant he was completely removed from the community of his peers. His first job was at a sheltered workshop in high school. Far from being a relic of the past, these are experiences people still have today. 

Mr. Buckland said consumer-direction is not a radical idea—CILs have been around since the 1960s. The National Council on Independent Living (NCIL) is the oldest cross-disability national grassroots organization in the country. It represents CILs, which are organizations run by people with disabilities. They are private, nonprofit, and residential—their boards need to have representatives who are people with disabilities.

The principles of the NCIL are as follows:

1. Civil Rights: People with disabilities should not be segregated by type of disability, color, religion, age, etc. 
2. Consumerism: We are the people who use the services, so our voice counts. Institutionalization has no reason to exist. It is not the place where you are that determines the services you need. The services you need can be provided anywhere. It is more cost effective and more human to provide services in your own home. 
3. Cross-Disability: Centers are criticized for only serving people with physical disabilities, but the largest group is people with mental illness. 
4. Inclusion: The research you are doing should not just have an end effect, but people with disabilities should be involved in decisions about research from the beginning, having an influence on what research is done and how it will be adapted.

Session 9: Summary, Synthesis, and Critique—What We Know and What We Need to Know About Aging With a Disability

Peter Kemper, Moderator
Vicki Freedman, University of Michigan

Part I: Social and Demographic Factors

Dr. Freedman listed notes about “what we thought we knew before the conference”:

· Forty to 50 million people in the United States reported disability, a substantial amount acquired early in life.

· This number is expected to grow substantially between now and 2030.

· Policy and programmatic interventions will play a big role. Now is the opportunity to intervene and put into place programs and policies to shape the future.

Two overarching themes emerged across many of the presentations at the conference.
· What we know depends on available data.

· Creative use of existing data is important.
· Most samples are not national. Findings from these samples are difficult to generalize.
· Existing cross-sectional and panel studies have limitations around what is being measured.
· What we know depends on how we are framing the questions. Age group? Life course lens? Several papers brought the life course view to data.

· Is the disablement process the right framework? 

Also listed were “the facts as we know them and what we still don’t know”:
1. Thirteen to 16 million adults in 2010 are living with disability due to a condition that happened before age 45.
· This population seems to be a combination of different populations. What proportion has a nonfatal disabling condition? Which conditions are formerly fatal but are now associated with an improved lifespan?

· How is the composition of the group changing?

· Is the group growing?
· How do environmental components contribute? How can interventions to environments help?
2. Survival rates appear to have increased more for some groups with disabilities than for the general population.

· Rates are not typically population-based.

· How much has life expectancy for adults and children with disabilities increased (i.e., survival rates)?
· In the future, what proportion will live until late life?

· What will be the effect on late-life disability and long-term care needs?

3. On the national level, prevalence of limitation has been increasing among non-elderly adults, and this appears to be linked in part to upward shifts in BMI distribution.

· Implications for services needed in the future by older adults remain unclear because underlying processes are unknown.

· How much can environmental changes and other external influences affect prevalence?

4. The duration of the longest-lasting condition has increased for people under 65 and for people 65 and older with activity limitations.

· The pattern of limitations within individuals over time is less clear.

· Which factors allow people with potentially disabling conditions to avoid limitation?

· How do individuals who reach late life having had a disability for decades differ in their daily life (time use and experienced well-being) from those who develop limitations later in life?

5. Symptoms or secondary conditions of sleep, pain, and fatigue in persons aging with disability peak in middle age and then stay at that level, and the symptoms contribute to changes in capacity over time.

· Most estimates are from non-national, age-specific cross-sections. What happens as individuals age?

· How do trajectories unfold? How do they look different from trajectories that start later in life?

· At what point do conditions begin to necessitate changes and influence daily life?

6. Adults aging with disability are more vulnerable than others with respect to their health and independence as they age. 

· Longer-term panel data measures are limited.

· Do the health conditions that account for differences between adults aging with/without work limitations in health give rise to the work limitations in the first place?

· How are later-life limitations different?

7. Adults aging with disability are at greater risk of depression and poor mental health in later life due to the potential synergistic nature of disability and depression over the life course.

· Panel data is longitudinal, but measures are limited and biases related to who responds.

· How do trajectories vary for individuals with onset in childhood, adulthood, later in life, etc.? 
8. Because disability onset, recovery, and mortality are linked to early life experiences, active life expectancy is strongly associated with early life measures of health and socioeconomic context. 

· What do trends look like? How many person-years of care will today’s adults need in the future?

The following were noted as data gaps that need to be addressed:
· The potential long-term panel studies have to accumulate valuable information. 
· New, disease-specific panels and registries.
· The absence of a national disability surveillance system.

Lisa Iezzoni, Harvard University/Mass General Hospital

Part II: Policy and Programmatic Factors  

Perspectives on Reasonable Accommodations and Independence

Dr. Liza Iezzoni spoke to participants about policy and programmatic factors, noting that a shared goal is independence among people in both younger and older generations, all of whom want to live within communities. 
Dr. Iezzoni stated that disability has different meanings to different generations. To the older generations, disability means functional impairments preventing normal participation in daily activities—that accommodations represent dependence. To younger generations, accommodations mean independence. 

Wheelchairs are an example of differing perspectives about independence. Dr. Iezzoni asked, “Don’t wheelchairs represent dependence?” No, she said, they represent independence. You can get from place to place using a wheelchair without worry about falls and exhaustion. A similar point was made regarding the assistance provided by personal care assistants, who are hired to facilitate ability.
Dr. Iezzoni emphasized that accommodating disability requires people to be proactive and to make decisions about a very diverse challenge. She then covered several key disadvantages and policy challenges, as listed below.

Persistent Disadvantages

· Disability has multifactorial origins, and discrimination is persistent.

· Higher poverty rates, lower SSDI monthly payments, and fewer retirement assets are common. 

· Many people experience lower educational attainment and unemployment.
Policy Challenges

1. It costs money to improve the independence of people living in communities.

· What are most efficient ways to achieve goals of independent living? 

2. Quality of Life and Participation

· Participation increases quality of life, reduces depression, and increases self-advocacy.
· Accommodations can facilitate participation.
· Assistive technology frontiers: We are on the cusp of making huge advances, but who pays for it? This is a huge policy issue. 

· Participation challenges include low employment among working age persons with disabilities. Discrimination is hidden, and it is difficult to track.
3. Performing ADLs ad IADLs

· People might need human assistance.
· Robotic solutions are not yet ready.
4. Role of Families

· Families might be complicated.
· Concerns about abuse and domestic violence for women and men are real. Often there are no shelters for men.
· People with intellectual disabilities may present specialized issues.
5. Medical Care (or Health Care) 

· Despite the desire to not medicalize disability, it is necessary to address primary and secondary conditions and provide wellness. Better coordination across clinical specialties is worth contemplating—not just in traditional medical settings, but in community-based services. Primary care providers get no training specific to people with disabilities. Often health care facilities and equipment are inaccessible. 

· Professional training and quality measures in medical care are important areas for development.

6. Concerns Transcend Sectors
· Disability is a part of life. Everyone will experience it as they age, so how does society as a whole plan for a growing number of people with disabilities? How can we overcome human nature—the inherent reluctance to discuss topics that feel uncomfortable? People with disabilities are not the “other.”
Final Session: Discussion of Next Steps: Building the Infrastructure to Support Future Research and Improved Policy Coordination and Practice 

Robert Hornyak, Administration for Community Living
Robert Hornyak reflected on the many topics discussed during the day, including policies, programs, culture, health care, long-term services, and supports. He noted that he was struck with the idea that we are all “general contractors” of our health, and though we may “sub” some things out, the only training available is “on the job.” 

Navigating the system is very complicated and a major challenge is how to simplify it. Such measures could include options counseling—having someone at the right time, when needed, to deliver information in the dose that the individual wants to help them navigate through the complex system. 

Mr. Hornyak illustrated this point by sharing the story of an injured veteran of the War in Afghanistan that he met through a partnership with the Veterans Administration (VA) in home and community-based services. Severely injured in the conflict, the young sergeant has a TBI, and his wife speaks for him. However, after much work and rehabilitation, he is a physically healthy 27-year-old who enjoys going on long runs—though he gets lost on the way back. The veteran wants to be able to hire someone to run with him, something a typical home health aide provided by the VA is not equipped to do. How can the system be improved to make that service happen? The challenge is to promote self-management through evidence-based programs. 

SAMHSA and NIH have some of the evidence base that can inform policy, Mr. Hornyak said, but what is lacking are the evidence-informed policies that can shift the way we do home-based and community-based services. The fields of disability and aging also must work together, instead of at cross-purposes, in dealing with tight budgets.

John (Jack) Rowe, Mailman School of Public Health, Columbia University
Dr. Jack Rowe is the co-chair of an IOM activity forum on aging, disability, and independence. He is involved in projects concerning aging, and his co-chair is involved in projects concerning disability, but both are both interested in independence. The forum Dr. Rowe co-chairs is a roundtable that differs from the typical IOM project—it has a larger number of members, and members can be added throughout the term of the forum. The term is much longer than the typical 2 years for an IOM study, and the agenda is much broader—the forum may go beyond its “scope of work,” and the composition of the forum includes more than scholars. It includes agency directors from agencies such as NIA, VA, and ACL, as well as economists and advocates. 

Dr. Rowe noted that the activity forum makes no specific recommendations that have to go through the National Academies’ approval process; the goal instead is to shine a light on ways to move forward. The framework they started from is the concept of aging, rather than “the aged”—a life course perspective that includes two areas: (1) the accrual of disabilities with advancing age and (2) aging with a preexisting disability and the complications that can ensue. 

The forum tries to keep the patient in the center of what its activity, not the agency or the scholar or the clinician or the metrics. The forum has identified six topic areas:

1. Demography and natural history

2. Community living

3. Entitlements and improvements in programs

4. Service provision

5. Science (Do the theories work?)
6. Bridging disability and aging

The forum held its first meeting on May 8 and 9, 2012. The meeting resulted in agreement about five topics that will be explored in future meetings. The next meetings will be held in September and December 2012. The five topics to be explored at future meetings follow:
1. Disparities. Are the gaps widening or narrowing?

2. Technology.
3. Accountable care organizations, including examination of a payment reform initiative in which providers are paid on how well they care for a defined population over time. How does that include people with disabilities? What kinds of rewards or barriers are involved? 

4. Personal care workforce. Where are they coming from and what are the requirements? A recent IOM study on retooling the workforce for older adults shows that the hours of training to be a health aide are less than those required to be a crossing guard or dog groomer. 

5. What are the data gaps that exist and how do we foster development of data we need?

Dr. Rowe said that this activity provides more degrees of freedom and more potential than other IOM activities he has been engaged in. The expectation is that the activity forum will represent one of the infrastructure elements in the next phase of aging and disability research. He invited the AWD conference participants to become involved in the IOM activity forum. 

Richard Suzman, National Institute on Aging

Dr. Richard Suzman shared his conviction that the field of aging and disability needs a more integrated and rigorous research community that will set up the important questions, bring in the best scientists, and develop research infrastructure, especially with regard to data needs.
In addition to funding, Dr. Suzman noted that building this community means developing good research questions that will attract top people, as well as a research infrastructure that allows for quality proposals and scientific review. 

There is also an opportunity to train people. In the manner of Stokes’ “Pasteur’s quadrant,” institutions should set out to establish a series of translation centers that are meant to take basic research and translate it into practical applications. 

Dr. Suzman commented that the government has used the National Academy of Sciences (NAS) less than it could have. NIA has asked NAS to propose re-doing a report from 2000 on technologies for adaptive aging in the age of Google. Such technologies have the potential to reduce social isolation. 

There are other areas of relevance—for instance, funding an NAS panel on measuring subjective, self-reported well-being for use in policy analyses as adjunct to economic measures. Well-being is one of most important outcomes for NIH trials and interventions.
Dr. Suzman said that the need for longitudinal data is significant. To start developing a longitudinal cohort, the Health and Retirement Study, which is now spread to 35 countries, could be used. This would allow a comparative analysis across national studies to look for best and worst practices. Dr. Suzman said that comparative studies in terms of health are important. Such an effort would need 2 to 3 years of preparation and planning to look at national statistics, and may involve asking NAS or IOM to examine the problem and develop a set of options. Costs could be expensive, and it is critical to hire the best researchers for such an effort. 

To conclude, Dr. Suzman said that NIA is beginning an initiative focusing on caregivers with an interest in changing family demographics. Many private costs are becoming public costs since the continuous high stress of caregiving shortens telomeres and life expectancy, resulting in a greater burden of disease. Dr. Suzman said he hopes to be able to create an FOA or program announcement that calls for research based on some of the recommendations from this conference.

Charlie Lakin, National Institute on Disability and Rehabilitation Research
Dr. Lakin said he had counted “450 questions” asked over the span of the conference. He asked, “What happens Monday?”

He noted that NIDRR has two parts of its mission. The first is to develop inclusive technology and the second is to change the world to better accommodate people with disabilities. The challenge he feels more pressed about is the latter. 

Dr. Lakin expressed hope that the participants and co-sponsors of the AWD Conference can collect and publish the papers that came out of this meeting. He also commented that there is an urgency that gets lost in discussions of data. The number of people aging with disability is rapidly increasing. This is an urgent challenge, and Dr. Rowe’s IOM effort to give it the publicity and attention it deserves is important. He said that what Mr. Buckland stands for is the importance of engaging people with disabilities in the discussion and their experience of aging, adding that, “We merely need to listen.” Dr. Lakin expressed pride in the work of the NIDRR grantees and urged them to apply for NIDRR grants in the future. 

Dr. Lakin concluded by saying that the job of the aging and disability research community is to use resources as efficiently and effectively as possible to make a difference in the lives of people with disabilities. If there is any topic that challenges all to work together across agencies and fields (and within fields), NIDRR has the tools to help. One such medium of interagency collaboration is the ICDR, which provides resources to interagency activities developed by subcommittees interested in specific topics related to disability research. He asked all participants to “challenge us to find ways to work with you.”
Conclusion

The AWD Conference represents, for many of the participants, both a culmination of many years of effort and a promising new beginning for research on aging with disability. The passage of the Affordable Care Act, the formation of the Administration for Community Living, and the establishment of the Institute of Medicine (IOM) Forum on Aging, Disability, and Independence are recent developments that can work together to build a strong infrastructure for conversations and collaboration among government agencies on the federal and state levels; between researchers in disability and aging; and among government entities, advocacy groups, communities, families, and individuals.

Among the most significant outputs of the AWD Conference are the lessons learned about the gaps that still exist in research and practice and the potential opportunities to close those gaps. The conference created an opportunity for agencies, researchers, and advocates to learn about the current state of the science in aging with disability and identify areas of synergy. 

The conveners identified a number of possibilities for next steps the conference participants can take, as organizations and as individuals, to extend this important work: 

· Publish the conference proceedings and papers in a form and medium that ensures their dissemination to a broad audience beyond journal subscribers.
· Promote interdisciplinary training of medical professionals at the university level.

· Establish translation centers at research institutions to translate basic research into practical applications.
· Encourage researchers to apply for the funding opportunities presented by the participating organizations and to propose interdisciplinary, collaborative studies.

· Develop research questions, programs, and initiatives that will attract top scientists. 

· Engage with the IOM forum on aging and disability to ensure that its research and policy guidance is shaped by the depth and breadth of current knowledge.
· Propose National Academy of Sciences/IOM studies on measures of well-being, technologies for adaptive aging, and longitudinal data needs for effective comparative analyses.

· Focus research efforts on developing a longitudinal cohort study to gather meaningful data on aging with disability, building on current cohorts such as the Health and Retirement Study.

· Work with the Interagency Committee on Disability Research and its subcommittees to promote interagency coordination and knowledge sharing.

· Engage with people with disabilities and their families to deepen understanding of the lived experience of aging with disability and expand the definition of a positive outcome. 

Acting on these recommendations in the near term, while continuing to explore other areas of synergy, is imperative to continuing the momentum generated by this important conference. 
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