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Introduction

This book represents a milestone. It is our first topical collection to address one of the many emerging needs in the field of HIV/AIDS social services. We are grateful to Cynthia Cannon Poindexter and Sharon M. Keigher, for this timely and relevant volume that sheds new light on the unique issues facing HIV patients over age 50.

At the beginning of the HIV pandemic, the impact of the disease on older adults was seldom considered. However, as many of the authors in this volume describe, HIV-affected older adults are impacted in many ways and their unique challenges warrant our increased attention. Today, an estimated 11 percent and 15 percent of Americans infected with HIV are over age 50. Social service providers have faced many new challenges with addressing the needs of older adults living with HIV. In addressing these challenges, HIV service providers have borrowed heavily from gerontological service delivery. Such concepts as continuum of care, case management, family-based care, psychosocial assessment, addressing stigma and multiple losses, not to mention co-morbidities of various sites all were borrowed, consciously or unconsciously, from the aging service network among others. In past years, older adults were often forgotten in our design of prevention and risk reduction programs; however, there is an emergence of professional literature and intervention designs aimed specifically at the aging population. The challenges as well as emerging solutions are both addressed in this collection.

Dr. Poindexter and Dr. Keigher have compiled a collection rich with valuable resource information, current research findings, innovative conceptual models and program ideas to address the HIV epidemic within the aging population. We thank the authors for all their contributions and for producing the first of what we hope are many enlightening and beneficial publications on critical topics concerning HIV/AIDS and social services.

Nathan L. Linsk and Dorie J. Gilbert

Co-Editors
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Overview



Inclusion of “Older” Adults with HIV

DOI: 10.4324/9781315044170-2

As demographers project a significant increase in HIV among older persons in the decades ahead, the need for increasingly vigorous HIV prevention, outreach, and services to older adults is already upon us. This thematically-focused publication, brings a gerontological perspective to HIV practice and policy. Already in the third decade of the HIV pandemic, with egregious health disparities still reflected in the incidence and prevalence of this devastating disease, middle-aged and older adults with HIV are an age-cohort (among several particularly vulnerable sub-populations) still largely excluded from public attention and HIV services.

From the beginning of the HIV pandemic, consistently 10 to 12 percent of persons diagnosed with AIDS [end-stage HIV disease] have been over the age of fifty.1 By 1998 the proportionate increase in AIDS was greater in adults over 50 than among young adults (Centers for Disease Control and Prevention [CDC], 1998). By the end of 2001, more than 90,000 persons (11 percent of all U.S. persons diagnosed with AIDS) had become ill with AIDS at or beyond age 50, excluding persons over 50 who had asymptomatic HIV and those diagnosed with AIDS at younger ages who are now 50 or over (CDC, 2002). As is the case in all age groups, there have been steady increases in females, Blacks, and Latinos and Latinas among these midlife and older persons with HIV (CDC, 2002).

Cynthia Cannon Poindexter, PhD, MSW, is Associate Professor at Fordham University Graduate School of Social Service.

Sharon M. Keigher, PhD, ACSW, is Professor at the Helen Bader School of Social Welfare, University of Wisconsin Milwaukee.
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Despite the known presence of HIV in the 50-plus population, HIV prevention campaigns rarely feature midlife and older adults, perpetuating a myth that this age group is not at risk for infection. HIV service systems have tended to under-serve midlife and older persons, and local aging service systems have rarely sought out persons with HIV. Social service workers in the HIV field tend to know little about aging, and gerontological social services rarely address either the public or service recipients directly about HIV. We should be doing better.


Early Agenda Setting for HIV, Aging, and Social Work

This volume is an extension of social work advocacy efforts that started early in the HIV epidemic when few resources were available to practitioners working with midlife and older persons. In New York in the late 1980s, social workers Karen Solomon, Gregory Anderson, Rose Dobrof and Marie Nazon, and nurse Kathleen Nokes began community-based efforts to advocate for this population by helping form the New York AIDS and Aging Task Force (now the New York Association of HIV Over Fifty). In 1989 Tulane University social work professor Gary Lloyd called for more coalition building between the HIV and Aging networks to meet the needs of HIV-positive elders (Lloyd, 1989). Also in 1989 Riley, Ory, and Zablotsky’s AIDS in an Aging Society was published, a pioneer academic work examining the needs of infected and affected elders. In 1994 Families in Society’s special issue on social work and HIV included an article highlighting aging as a social work HIV-related issue (Linsk, 1994). In 1996 a coalition of groups sponsored at Hunter College in New York the first conference on HIV and aging. Due to the urging of Vincent Delgado, a Florida social worker, the conference convened a general meeting to establish a national organization to advocate for HIV issues affecting older populations. From this conference grew the National Association of HIV Over Fifty (NAHOF), an organization still jointly lead by older consumers and service providers together bridging the worlds of HIV and gerontology.

In the mid-1990s an HIV Interest Group began meeting regularly at the annual scientific meetings of the Gerontological Society of America. In 2002 this group spearheaded a special HIV-focused issue of the Journal of Mental Health and Aging. Having brought HIV practice concerns to a gerontological journal, that group next sought to bring a gerontological perspective to an HIV practice journal. The Journal of HIV/AIDS & Social Services: Research, Practice and Policy, which had been recently developed through work of the National Social Work AIDS Network (NSWAN) at the Annual Conference on Social Work and HIV, seemed to be an appropriate venue. Co-editors for a thematic issue related to aging and HIV were soon recruited and called for papers on research, policy, prevention, and practice concerns relevant to midlife and older persons with HIV.

Today scholarship is expanding rapidly on the complex realities of persons over 50 living with HIV. In June 2003 an authoritative anthology of scholarship appeared in the Journal of Acquired Immune Deficiency Syndromes (volume 33, Supplement 2), having grown out of a national symposium convened by several federal agencies including the National Institute on Aging of the National Institutes of Health. Charles Emlet has edited and augmented the special issue of the Journal of Mental Health and Aging (2004) that has been released as a book. In it Zablotsky and Kennedy’s 2004 overview of the history of epidemiology and research on HIV in midlife and older adults is an excellent resource. Another new book, Nichols et al. (2003), Aging with HIV: Psychological, Social, and Health Issues, is reviewed by Daphne Joslin in this issue. A growing bibliography on HIV and aging can be found at the NAHOF website (www.hivoverfifty.org).


Emerging Awareness of The Graying of HIV

Today’s research on HIV and aging is sprinkled throughout the scholarly journals of widely disparate disciplines and professions, available to enrich the perspective and understanding of social service practitioners. Both integration and specialization is needed in the professional literature to raise awareness of the special needs and assets of older adults infected by HIV. As Zablotsky and Kennedy (2004) point out, over the past 15 years there has been so much epidemiology and research generated on living with HIV at midlife and older that it is not useful to claim that we know nothing about this group–rather, we know a great deal about the wide diversity found in this population. Researchers have clearly documented the wide diversity found in this older population. Using qualitative, quantitative, and mixed methods, many researchers are illuminating the particular confluence of factors confronting persons dealing with both HIV and aging. This volume is a modest but important contribution to that literature and to ongoing advocacy efforts.

The challenge facing the social work profession now is to disseminate new knowledge on the intersection of this disease at this life stage efficiently to practitioners in both aging and HIV. More practitioners need to collaborate with clinical researchers to build our empirical literature, developing more effective and relevant prevention and service interventions, demonstrating and evaluating them, identifying the key indicators of effective programs, and selling them to policy makers.

While highlighting older persons with and vulnerable to HIV who are 50 and older, we acknowledge the unique risks facing other age groups as well, including their rights to preventive public health and primary care, medical treatment, social care, and freedom from oppression. We ask simply that no group with HIV be ignored, neglected, or excluded from public compassion and responsibility. Excluding any age, ethnic, or cultural group from attention simply jeopardizes the health of society at large. HIV advocacy is already too vulnerable to divisive interests and every infected human being is equally deserving of attention and assistance.


This Collection

The articles here add to both our knowledge base and our research agenda, identifying issues that are not yet fully understood. Emlet examines social service utilization, finding that midlife and older persons with HIV tend to rely more heavily on the HIV network than the Aging Network. He challenges both networks to integrate care and coordinate efforts for persons eligible for services in both systems. He hints at the hybrid organizational forms, matrices, and cross-population case-management that may well become standard practice in another decade. Winningham and associates address the vulnerability of midlife and older African American women in the rural South. They surveyed the women’s perceptions of their partner’s risk for HIV and their own ability to negotiate for safer sex. They found the women did not accurately perceive their vulnerability to HIV, and they remind service providers not to succumb to that same mistake. Keigher, Stevens, and Plach report on the health, social, and economic factors shaping the everyday experiences of fifty-something HIV-positive women in Wisconsin. Examining the stories of nine such women, the authors question whether “successful aging,” as traditionally defined, is even possible for women in the face of HIV’s financial, physical, and emotional costs.

Also examining “successful aging,” Vance and Robinson examine some recent medical breakthroughs that reveal the interface of neurophysiology, behavioral health, and social stress, reminding us that little of the ameliorative care social services provide would be effective without the costly advances of medical science and pharmacology. In the “Bridging Research and Practice” article, Neundorfer and associates describe a pilot study of a behavioral intervention designed to help midlife and older persons with HIV compensate for cognitive declines. Their study suggests that, with support, people with mild cognitive losses can still follow complex medication regimes to maintain functioning and independence. As more efficient telecommunications technology and effective psycho-education protocols like this develop, social workers will surely be expected to incorporate them into standard practice.

This collection has a high level of scholarship, but we wanted to also have creative and community-based perspectives. We have included a book review, some personal narratives, and resources for networking. Daphne Joslin reviews the latest book on HIV and aging. Poindexter presents interviews with 6 HIV-positive persons over 50, giving voice to some real people behind the statistics. Finally, NAHOF provides an additional resource list for service providers and groups that link HIV and aging issues.

This publication, read primarily by social workers and other service providers in the HIV field, calls for renewed attention by practitioners to advocacy, service, education, and policy interventions on behalf of midlife and older persons with HIV. With every possible source of oppression felt by midlife and older persons with HIV–xenophobia, addiction phobia, homophobia, sexism, ageism, HIV stigma, racism, mental health stigma, and classism–discrimination must be addressed in all its forms. Dealing with any one of these “whammies” is overwhelming, but the combination can be disastrous. The needs are great for targeted outreach, education, and services; culturally competent care; and systems linkages. AIDS Service Organizations must continue to form partnerships with the Aging Network, and social workers must more intensely collaborate with other disciplines to develop relevant and effective services for midlife and older persons with HIV. Social workers, who have always helped health care providers recognize cutting edge issues, must know the relevant co-morbidity factors as midlife and older persons try to manage symptoms stemming from HIV, medication side effects, conditions associated with aging, or any combination of all these.

In addition to Dr. Linsk and Dr. Gilbert, we wish to thank the following experts from social work, HIV, and/or gerontology who reviewed manuscripts: Julie Bach, Roslyn Chernesky, Charles Emlet, Larry Gant, Irene Gutheil, Linda Harootyan, Nancy Kropf, Regina Kulys, Helen Land, Sally Mason, Kathy Nokes, Andrea Rae, Lisa Razzano, James Skinner, Darryl Wheeler, and Diane Zablotsky. Their labors, along with those of the contributors, make this book relevant, authoritative, and well worth reading.

Cynthia Cannon Poindexter, PhD, MSW

Sharon M. Keigher, PhD, ACSW



Note

	When CDC began monitoring reported incidence and prevalence of AIDS in 1982, age was reported as: under 25, 25 to 44, 44 to 49, and over 49. That is why people who talk and write about HIV and aging tend to use age 50 as the beginning of that group, although no one views 50 as “old” in any traditional sense. Due to pressure from activists, CDC now further categorizes HIV and AIDS reporting by these age groups: 45-54, 55-64 and 65-plus (CDC, 2002, p. 14). Incrementally we are learning about HIV and AIDS in this population. It is hoped that soon the age group between 70 and 100 will be reported in detail as well.
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Knowledge and Use of AIDS and Aging Services by Older, HIV-Infected Adults

Charles A. Emlet, PhD, MSW

DOI: 10.4324/9781315044170-3

SUMMARY. Older adults living with HIV/AIDS require a complex array of services. Such needs can be addressed both by the service network developed for HIV as well as the network developed for older persons. This study of adults, age 50 and over with HIV/AIDS (N = 41), compared the knowledge and use of services commonly available from the HIV network as well as the aging network. The study sample had similar knowledge of HIV services and services designed for older adults. These individuals, however, used a significantly higher number of services provided through the HIV network (mean of 2.61 services) compared to the aging network (mean of .68 services). Predictors for service use varied across systems. While the primary predictor of HIV service use was awareness, Medicaid eligibility and living arrangements were predictive of use of services from the aging network. [Article copies available for a fee from The Haworth Document Delivery Service: 1-800-HAWORTH. E-mail address: <docdelivery@haworthpress.com> Website: <http://www.HaworthPress.com> © 2004 by The Haworth Press, Inc. All rights reserved.]

KEYWORDS. older adults, service utilization, Ryan White, Older Americans Act
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An important focus of research in various areas of health and social services has been of service utilization. A major purpose in studying service utilization is based on the premise that service planning and programming can be greatly enhanced through improved knowledge of the characteristics of persons using specific services (Harel, Noelker, & Blake, 1985). Service utilization research has historically sought to determine social factors and personal characteristics that influence the use of services.

Researchers in the area of HIV/AIDS have acknowledged the importance of examining service use in order to plan and organize care. As noted by Crystal and Sambamoorthi (1998), as treatment for HIV continues to improve, larger numbers of individuals will live into their 50s and beyond, increasing the importance of understanding their needs and use of services. While a number of studies have examined service utilization among older persons with HIV/AIDS, many of these studies compare use across populations (younger and older) and examine a wide variety of services including hospitalizations, outpatient medical care, and community-based services including case management (Emlet, 1998; Crystal, LoSasso, & Sambamoorthi, 1999; London, LeBlanc & Aneshensel, 1998; Turner, Kelly, & Ball, 1989; Turner, McKee, Fanning, & Markson, 1994; Fritsch, 2001). The results of these studies are mixed. Crystal, LoSasso, and Sambamoorthi (1999) found persons age 55 or older had hospital stays lasting 8.25 days longer than 25-year-olds. The same study, however, noted that although hospitalizations were longer, older persons had fewer hospitalizations than their younger counterparts. Turner and colleagues (1989) found that those aged 45 and older with AIDS experienced longer hospital stays even after controlling for severity of illness. Several studies, however, have documented older persons using lesser amounts of services than younger persons. Turner et al. (1994) found patients older than age 50 less likely to be hospitalized during the five months after AIDS diagnosis. Emlet (1993) found older persons less likely than their younger counterparts to use emotional support services targeted at persons with HIV, and Fritsch (2001) found older Canadians with HIV to access fewer health and medical services and fewer social organizations than a younger comparison group. London, LeBlanc, and Aneshensel (1998) found older age to be associated with a decreased likelihood to initiate case management services. Recently, Emlet and Berghuis (2002) found difference in service use between younger and older adults with HIV/AIDS associated with the need for community-based care, such as home delivered meals, physical therapy, and adult day health care. Differences appear to be related to maintaining independence and stress the importance of aging in place.

Increasingly, social workers, researchers, and other health professionals are recognizing that older persons living with HIV/AIDS may access services through various systems of care. The Ryan White Comprehensive AIDS Resources Emergency (CARE) Act of 1990 (PL101-381), and the Older American’s Act of 1965 are two systems of care that can potentially provide services to older adults with HIV/AIDS. These two acts both provide federal funding for services delivered at the local level. The purpose of this paper is to: (1) explore awareness of HIV and aging services among HIV-infected older adults; (2) determine the extent to which older HIV-infected adults access services from each system; and (3) examine the characteristics associated with their knowledge and service use.


Systems of Care

For older adults living with HIV/AIDS, care and services can be obtained from multiple sources including AIDS service organizations (ASOs) as well as the aging network (including programs funded under the Older Americans Act (OAA)). The primary mission of most ASOs is to serve people living with HIV/AIDS and/or to provide HIV prevention/education services. ASOs can be important to older adults as ASOs possess expertise in developing and delivering HIV-specific, culturally sensitive programs (Topolski, Gotham, Klinkenberg, O’Neill, & Brooks, 2002). Similarly, a wide array of services designed specifically for older adults are delivered through the Older Americans Act. The OAA of 1965 was one of several major federal initiatives of President Lyndon B. Johnson’s Great Society programs designed to benefit older persons (Estes, 1979). Today, the OAA has firmly established the aging network, including 57 State units on aging, approximately 650 Area Agencies on Aging, and 220 Tribal Organizations representing 300 Native Tribes (Takamura, 2001). While the mission of most ASOs is to serve persons living with or affected by HIV/AIDS, the aging network was designed specifically for older adults (typically defined as age 60). Acknowledging the aging population as an emerging group with growing social needs, the OAA developed to address those needs at the community level (Strupp, 2000).

In their analysis of these systems, Emlet and Poindexter (2004) demonstrate parallel structures between Ryan White funded program and those sponsored under the Older Americans Act. Both systems target specific populations; both must be reauthorized periodically; both are block grant programs originating with the federal Department of Health and Human Services and are delivered through state and local entities, which determine need and subcontract for service delivery; and both address the importance of consumer input and local decision making in the governance and allocation of resources. Under both systems, the core of services is provided to the target population at the local level. Both acts provide case management, counseling, and referrals, and both acts allow for services for family members and caregivers.

Despite the availability of programs throughout the United States at the local level, co-ordination between these systems has developed in only a relatively small number of geographic areas (see Nokes, 2004). Personnel from these systems do not typically communicate or attempt to coordinate services (Topolski, Gotham, Klinkenberg, O’Neill, & Brooks, 2002). Additionally, each service sector is characterized by philosophical or knowledge barriers that may prevent comprehensive and sensitive care to older adults living with HIV/AIDS. Joslin and Nazon (1996) suggest that the combination of ageism, homophobia, and AIDS-phobia among professionals in these systems contribute to creating barriers to care for this population.

As ASOs have primarily served younger persons, the needs of older adults have remained relatively invisible in that system (Joslin & Nazon, 1996). In a recent study of older Floridians with HIV/AIDS, Nichols and colleagues (2002) found some older clients hesitant to access HIV services due to the stigma attached to being older and HIV-positive. As HIV is not a disease typically associated with aging, social workers employed in the aging network may feel unfamiliar and uncomfortable with issues related to sexuality and HIV among older persons (Emlet & Poindexter, 2004). For example, Nichols and colleagues reported that older HIV consumers found seeking assistance from social services in general (not specifically from the aging network) to be uncomfortable and demeaning.

So while older adults with HIV/AIDS may access services developed through these two pieces of federal legislation, both systems and networks have their own barriers and perspectives that may encourage or deter use by older persons.


Theoretical Background

This research was informed by the behavioral model of service utilization developed by Andersen (1968) and revised by Andersen and Newman (1973). This model has become a widely adopted conceptual framework for studying the use of health services (Wan, 1989; Wolinsky, 1988; Wolinsky, 1994) and has been successfully used in the analysis of data focusing on HIV/AIDS and service utilization (Hellinger, Fleishman, & Hsia, 1994; London, LeBlanc, & Aneshensel, 1998; Emlet, 1998).

The model suggests a sequence of conditions contribute to the volume of services used, including: (1) a predisposition of the individual to use services; (2) the ability to secure services; and (3) the need for such services (Andersen, 1968). The Predisposing Component is based on the premise that some individuals have a propensity to use services more than others. The Enabling Component of the model recognizes that even if an individual is predisposed to use health services, some means must be available for them to do so. The Need (or Illness Level) Component suggests that assuming the presence of predisposing and enabling conditions, an individual must perceive illness or the threat of illness to use health services.


Methods


Participants and Procedures

The study was conducted in 2002/2003 in collaboration with an AIDS service organization (ASO) in the Pacific Northwest.
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