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Abstract 

 

Title of Dissertation: Exploration of Coping Strategies in Older, Community Dwelling, 

HIV Positive Individuals in Baltimore 

 

Mary G. DeGrezia, Doctor of Philosophy, 2012 

 

Dissertation Directed by: Karen Kauffman, PhD, CRNP, BC 

Associate Professor and Chair, Family and Community Health 

UMB School of Nursing   
 

Background: The CDC reports that by 2015 50% of HIV-positive individuals in the U.S. 

will be at least 50 years old. Individuals with HIV develop more comorbid health 

conditions at an earlier age than those without HIV. Older adults with HIV are a sizeable, 

growing population. However, published qualitative data on how older adults cope with 

HIV, comorbid conditions, and related stressors are extremely limited. 

Objectives: The purpose of this exploratory study was to identify comorbid conditions 

and other related stressors experienced by HIV-positive community-dwelling older adults 

in Baltimore and to understand how they cope. 

Methods: Forty HIV-positive individuals aged 50 and older (range 50-69 years; male, 

N=17, mean age 55; female, N=23, mean age 56) affiliated with at least one of two 

Baltimore-based HIV support groups with older adult members were recruited via 

purposeful sampling and interviewed to the point of data saturation. Data were analyzed 

using an interpretive hermeneutic methodology and qualitative content analysis. 

Results: Participants experienced one or more comorbid condition (range 1-18; male 

mean = 7; female mean = 6). The most frequently reported comorbid conditions for both 

genders were hypertension 48%, depression 43%, hypercholesterolemia 38%, memory 

difficulties 35%, Hepatitis C 34%, and anxiety 33%. Related stressors included HIV-

related fear, perceived and actual stigma, multiple medications to treat comorbid 



 
 

 
 

conditions, and financial concerns. Participants learned to cope with stressors by 

accessing support, helping selves and helping others, and tapping into one’s own 

spirituality. Employing these strategies helped participants cope, develop hope, and work 

toward psychological well-being. 

Conclusions: Participants employed active and meaning-based coping strategies to 

engage in life despite HIV, comorbid conditions, and related stressors. Findings are 

significant because this study is among the first to give voice to older HIV-positive 

community dwelling individuals in Baltimore about how they cope with HIV, 

comorbidities, and related stressors. Nurses’ increased understanding of the impact of 

HIV, comorbidities, and related stressors in HIV-positive older adults along with 

knowledge of their active and meaning-based coping strategies can lead to holistic patient 

care with interventions encouraging hope and psychological well-being. 
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CHAPTER ONE  

 

Background 

 

 Chapter one begins with a description of the Human Immunodeficiency Virus 

(HIV) including information on the scientists credited with discovering HIV, its history 

post virus identification, and effects on human beings. Concerns related to older adults 

and HIV including stress and coping are discussed next followed by study purpose. 

Chapter one concludes with the research study questions. 

Human Immunodeficiency Virus (HIV) causes a chronic viral infection. Upon 

entering the bloodstream -- through mucous membranes or blood-to-blood contact -- HIV 

infects CD4+T cells, a key component of the immune system helping to fight infection. 

The CD4+T cells are infected and killed by the virus, leading to a notable decrease in the 

level of circulating CD4+T cells over time. An individual with advanced stages of HIV 

may have fewer than 200 CD4+T cells/mm3, whereas a healthy adult's CD4+ T cell 

count may be 1,000/mm3 or more. Untreated, HIV replicates rapidly and continuously 

weakens the body’s immune system from the time of infection. The resultant 

immunodeficiency renders a person with advanced HIV susceptible to opportunistic 

infections that typically do not cause disease in a person with a competent immune 

system but can result in death in a person with a deficient immune system. Significant 

immunodeficiency leads to Acquired Immunodeficiency Syndrome (AIDS), the final 

stage of HIV infection.  The U.S. Centers for Disease Control and Prevention (CDC) 

classifies an individual as having AIDS if he or she has HIV and one or more AIDS-

defining opportunistic infections and/or a CD4+ T cell nadir of < 200 cells/mm3 or a 

CD4+ T-lymphocyte percentage of less than 14 (Castro et al. 1992).  
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The Discovery of HIV 

 

 Symptoms of AIDS were first reported in the United States in 1981; however, 

HIV likely arrived in the United States more than a decade earlier (Kaiser Family 

Foundation, 2012). Between 1979 and 1981, rare types of pneumonia, cancer, and other 

illnesses were being reported in Los Angeles and New York among a number of men 

who had sex with men (CDC, 2006). In 1983, the virus that causes AIDS was discovered. 

Dr. Robert Gallo, current director of the Institute of Human Virology at the University of 

Maryland School of Medicine, and Dr. Luc Montagner, president of the World 

Foundation for Medical Research and Prevention, are widely credited with having 

discovered HIV (University of Maryland, Institute of Human Virology, 2009). Initially 

called HTLV-III/LAV (human T-cell lymphotropic virus-type III/lymphadenopathy-

associated virus) by Drs. Gallo and Montagner, the name was later changed to Human 

Immunodeficiency Virus (CDC, 2009). 

Chronic Inflammation 

 Untreated HIV infection is associated with high levels of inflammation related to 

HIV-induced chronic immune activation (Farley, 2012). This chronic inflammation 

contributes to the pathogenesis of many additional chronic conditions such as 

cardiovascular disease, kidney disease, diabetes, cancer, and osteoporosis (Shepp, 2011). 

Currently, the only known treatment for HIV-related chronic inflammation is 

combination antiretroviral therapy (cART). Bartlett, Hirsch, & McGovern (2011) share 

insights on mechanisms through which antiretroviral therapy decreases immune system 

activation, very likely improving outcomes in chronic cardiovascular, renal, and liver 

disease as compared to HIV-infected individuals who are not on antiretroviral therapy.  

However, cART is only partially effective in reducing inflammation, which remains 
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elevated despite viral suppression compared to HIV uninfected individuals (Deeks, 

2011).  

Changes in Survival Time 

 

Prior to the advent of cART, also referred to as highly active antiretroviral therapy 

(HAART), in the mid-1990’s, the average life expectancy of a person newly diagnosed 

with HIV was 10 years or less from time of presumed infection (Hodder, 2008; The Data 

Collection on Adverse Events of Anti-HIV Drugs [D.A.D.] Study Group, 2008). The 

focus at that time was on early detection and treatment of opportunistic infections. For 

instance, in a study of disease prevalence in 191 AIDS patients in Rio de Janeiro who 

died between 1987 – 1994, Perez et al. (1996) found that the median age at death was 36 

years, 85% were male, and only 34% used antiviral medications. At that time AZT, a 

nucleoside reverse transcriptase inhibitor, was one of very few medications widely 

available to treat HIV.  Opportunistic infections such as Kaposi's sarcoma (15%), 

Cryptococcosis (15%), Cryptosporidiosis (15%), Pneumocystis carinii pneumonia (now 

Pneumocystis Jiroveci pneumonia) and other, non-specified Pneumonia (19%), and 

Cytomegalovirus (CMV) retinitis (15%) were the most frequent co-morbid conditions 

detected (Perez et al., 1996; Wallace, Paauw, & Spach, 1993).  

More recently, there has been a reduction in AIDS-related mortality, largely due 

to improved antiviral therapy. In one U.S. urban observational study of 253 older adults > 

50 years, Perez and Moore (2003) found that while older adults with HIV had a greater 

probability of dying compared to younger adults after adjusting for confounders, older 

persons receiving HAART experienced a 72% decrease in the probability of death 

compared with their untreated counterparts. Many HIV experts believe that the average 
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life expectancy of HIV infected persons now approaches that of persons without HIV 

who have other chronic diseases such as diabetes (Fussa & Paul, 2008; Hogg, 2007; 

Nakagawaa, Lodwicka, Smitha, Smith, & Cambianoa et al., 2011). The reduction in 

AIDS-related deaths combined with an increase in incidence of HIV infection in those 

aged 50 and over has resulted in a higher prevalence of HIV in persons 50 and older than 

ever before (CDC, 2008; Colefax, 2012). Unfortunately, an increased life expectancy 

does not equate with a symptom-free life. In fact, evidence indicates that HIV infected 

individuals develop co-morbid conditions such as diabetes, heart disease, hypertension, 

certain forms of cancer, and decreased bone density earlier than their uninfected 

counterparts (Colefax, 2012; Farley, 2012; Fussa & Paul, 2008; National AIDS 

Treatment Advocacy Project [NATAP], 2008; Nocera, 1997).   

 In 2007, persons aged 50 and older accounted for approximately 17% of new HIV 

diagnoses; 36% of persons living with AIDS, and 24% of all AIDS diagnoses (CDC, 

2009). In Baltimore City in 2008, however, the reported incidence of HIV infection in 

those 50 and over, at 26%, was even higher than the national rate, as was the incidence of 

AIDS, at 28% (Maryland Infectious Disease and Environmental Health Administration 

[IDEHA], 2009). Currently, 39% of individuals with a diagnosis of HIV in Maryland are 

50 years of age or older (IDEHA, 2012). By 2015, the CDC estimates that 50% of HIV-

positive individuals in the U.S. will be at least 50 years of age (CDC, 2012). HIV 

infection has become a significant health issue facing older adults, particularly in 

Baltimore, Maryland and other epicenters of HIV in the U.S., with its far-reaching effects 

often involving stress (National Institute on Aging [NIA], 2009; Nocera, 1997).  
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HIV- and Stress-related Concerns 

 

 Stress and HIV. One’s knowledge of being infected with HIV is often a stressor 

(Daulaire, 2012), a condition causing physical and/or mental strain or burden to an 

organism (Abate, 1997). Epidemiologic studies have identified stress as a risk factor for 

HIV progression.  Evans et al. (1997) reported results from their prospective study of 93 

HIV positive men in North Carolina over a period of 3.5 years (median age 29; in early 

stages of HIV infection at study entry) showing that severe life stressors such as death of 

a loved one, chronic difficulty with one’s boss, chronic financial difficulties, and break-

up of a love relationship are associated with an increased rate of HIV disease progression. 

Cruess, et al. (2003) reported in a meta-analysis that ongoing emotional, physical, and 

social stressors common in those living with HIV not only impair quality of life; related 

psychosocial factors such as depression can impact physiological processes, likely 

hastening HIV disease progression. Cohen, Janiki-Deverts, & Miller (2007) reported in 

their findings from an extensive literature review on stress in HIV that stress is a risk 

factor for disease progression independent of medication adherence. Cohen et al. (2007) 

also reported that stress has been found to directly influence viral replication by 

increasing autonomic nervous system activity. 

Stigma and discrimination. Many individuals with HIV are subjected to stigma 

and discrimination. The Joint United Nations Programme on HIV/AIDS (UNAIDS) 

(2005) described stigma and discrimination as stress-inducers that have furthered HIV 

transmission and created significant barriers to care, support, and prevention. The 

importance of overcoming stigma, that is, shame imposed by self, others, and/or society 

(Merriam-Webster, 2011), and discrimination, or prejudicial treatment (Merriam-
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Webster, 2011) surrounding HIV is highlighted by the United Nations General Assembly 

Special Session on HIV/AIDS’ (UNAIDS) 2001 Declaration of Commitment.  According 

to this declaration, confronting stigma and discrimination must occur for care and 

prevention strategies to be successful. Fear of stigma and discrimination can also cause 

HIV-infected individuals to hide their infection from family members and sexual 

partners, amplifying suffering throughout. Shame associated with being HIV-positive, or 

internalized stigma, comprised of negative feelings about oneself often related to one’s 

anticipation of unfavorable reactions by society (Livingston & Boyd, 2010), may also 

prevent people with HIV from obtaining treatment and support. Shame influences how 

HIV-positive individuals view themselves and adjust to being HIV-positive, possibly 

leading to depression and isolation. Injection drug users, individuals of low socio-

economic status, and others who are already stigmatized by society are likely to feel the 

impact of HIV even more acutely. These circuitous patterns of non-disclosure and 

hesitancy to seek treatment and support fuel continued stigma and discrimination 

(UNAIDS, 2005). Older adults with HIV in urban areas are often members of already 

stigmatized groups including people of color, the poor, and/or men who have sex with 

men. Thus, being an older person with HIV often entails living with stigma and 

discrimination related to ageism, sexism, classism, homophobia, and/or racism 

(Poindexter, & Linsk, 2000). 

  Financial burden. Human Immunodeficiency Virus and the related stigma can 

result in a financial burden to society. Stigma associated with being HIV-positive often 

prevents individuals from getting tested for and knowing their HIV status until they 

become ill (CDC, 2008). Individuals presenting late with HIV infection (< 200 CD4+ 
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cells/mm3) incur significantly higher healthcare costs as compared to those presenting 

early (CD4+ cell count of 500 cells/mm3 or >) in the course of HIV infection. According 

to Fleishman, Yehia, Moore, Gebo, & the HIV Research Network (2010) in a study of 

8348 HIV patients enrolled at any one of 10 HIV Research Network clinics between 2000 

and 2006, presenting for care late in the course of HIV infection increases the average per 

patient cost by $44,000 (total expenditures stratified by number of years in care). Much 

of this difference is attributable to increased hospital admissions and related expenses. 

However, the total cost of medications was also higher for HIV-positive individuals who 

did not obtain treatment until late in their disease process, as they often required more 

intensive therapies for treatment of opportunistic infections and related ailments. In 

another study comparing total costs depending upon timing of HIV diagnosis in the 

disease trajectory, Martinez-Columbi (2011) retrospectively studied 426 new patients 

with HIV between 2004 and 2009 in one hospital in Spain. A “late” diagnosis in this 

study was defined as having a CD4 T-cell count less than 350 cells/mm3 and/or an 

AIDS-defining illness at the time of initial hospital visit. Those patients with a CD4 T-

cell count of 350 cells/mm3 or greater at time of HIV diagnosis were considered to have 

an early diagnosis. In Martinez-Colubi’s (2011) study, two hundred and twenty six 

patients (62%) presented with a late HIV diagnosis. A late diagnosis was predicted by 

age over 40 years, being heterosexual, and less educated.   A late diagnosis also increased 

the risk for illness and death, serious non-AIDS-related events, and a less vigorous 

response to HIV treatment. Patient costs/month of follow-up  were calculated, with total 

costs being 17 times higher for those diagnosed late in their disease course, primarily 
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attributable to repeated hospital admissions. Long-term undiagnosed HIV infection also 

increases the risk of HIV transmission, thereby greatly increasing societal costs.  

 Stress and aging. Stress can have significantly negative effects on the elderly 

independent of HIV. Studies on the physiological effects of stress and the adrenocortical 

axis using a rat model found that an aged male rat’s ability to stop secreting stress 

hormones such as cortisol is impaired when a long-term stressor is removed (Sapolsky, 

Krey, & McKwen’s 1986). The effects of stress in older human beings without HIV 

include wound healing difficulties, diminished vaccine effects, and accelerated age-

related inflammatory changes associated with diminished immune system functioning 

(Keicolt-Glaser, 1988, 1994, 1999). Certain forms of cancer, osteoporosis, arthritis, 

diabetes, cardiovascular disease, and overall poor functional status were also noted 

(Kiecolt-Glaser, 1988, 1994, 1999).  

 HIV is a stressor that comes with its own set of negative health-related effects, 

some quite similar to the effects of stress in general on the elderly (e.g., accelerated 

inflammatory changes associated with diminished immune functioning). Thus, the stress 

of HIV and related concerns can be especially detrimental to the health of elderly HIV-

positive individuals. However, successfully coping with stressors can decrease their 

negative consequences, including emotional and physical decline (Macleod, 2010). 

Stress and coping. Sigmund Freud (1856-1939) is credited with first addressing 

coping in modern literature (Snyder, 1999). Freud referred to coping as a defense 

mechanism against stressful circumstances stemming from one’s internal environment. 

Freud’s student Alfred Adler (1870-1937), however, emphasized the importance of 

understanding individuals within their social context, and conceptualized coping as a 
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safeguard serving to protect one from external environmental threats (Adler Graduate 

School, 2012). In the Transactional Model of Stress, Lazarus & Folkman (1984) purport 

that both internal and external threats are recognized as working in combination to 

produce stress. Haan (1982) makes important distinctions between defenses and coping in 

dealing with stress, noting that defense mechanisms have more negative properties as 

compared to coping strategies, which she explains are more forward-looking, flexible, 

conscious, and attentive to reality. Lazarus & Folkman (1984) describe coping as 

"constantly changing cognitive and behavioral efforts to manage specific external and/or 

internal demands that are appraised as taxing or exceeding the resources of the person" 

(p. 141). Snyder (1999) provides a somewhat more comprehensive definition:  

…coping is a response aimed at diminishing the physical, emotional, and 

psychological burden linked to stressful life events and daily hassles. Coping 

strategies are those responses effective in reducing an undesirable load, or 

psychological burden; the effectiveness of the coping strategy rests on its ability 

to reduce immediate distress and also to contribute to more long-term outcomes 

such as psychological well-being (p.5).  

 

 Coping refers to active and meaning-based coping for the purposes of this 

research. Active coping can be psychological or behavioral and involves taking action to 

alter how one thinks about or the actual nature of a stressor (Bussing & Fischer, 2009; 

Holahan & Moos, 1987; Snyder, 1999). Meaning-based coping involves acceptance, 

finding benefits to stressors, and utilizing spiritual mechanisms to cope (Pieterse et al. 

2007). Passive/avoidant coping, also referred to as “negative” coping, refers to subjective 

adaptation such as avoidance or denial that doesn’t change the nature of the stressor 

(Holahan & Moos, 1987; Snyder, 1999). When passive/avoidant methods are used in 

response to a stressor, the stressor typically persists without resolution or diminution. 

Psychological well-being, a state in which one is at peace with oneself and one’s universe 
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(Healey-Ogden & Austin, 2010), can result from the consistent use of active and 

meaning-based coping strategies; however, psychological well-being is far less likely to 

occur when passive/avoidant coping mechanisms are employed (Snyder, 1999). 

HIV, psychopathology, and coping. Storosum, Van Den Boom, Van Beuzekom, 

& Sno (1990) explored the relationship between the chronic stress of HIV infection, 

psychopathology, and coping via survey in 119 HIV-infected individuals (97 out-

patients; 22 in-patients; conference abstract, age range not listed). They found that active 

coping correlated inversely with psychopathology. Demas, Schoenbaum, Wills, Doll, & 

Klein (1995) explored stress, coping, and attitudes toward HIV illness and treatment in 

27 injection drug users aged 27-54; mean 38 years. The HIV-specific stressors reported 

included social stigma, future uncertainty, disclosure, and monitoring of HIV. Both 

positive/active and negative/avoidant coping mechanisms were employed in this group; 

most prominently, seeking social support (positive/active), relapse to substance abuse 

(negative/avoidant), and mental disengagement (negative/avoidant). Peterson, Folkman, 

& Bakeman (1996) explored the relationship between stress, physical health, 

psychosocial resources, and depression in 139 gay, bisexual, and heterosexual African 

American men aged 21-60; mean age 39 years. Their findings indicate that psycho-social 

resources mediated the effects of stressors, particularly related to health symptoms, on 

depressive mood. In a qualitative study of hardiness in nine middle-aged long-term 

survivors of HIV at a time when the general prognosis for those with HIV was grim, 

coping meant dealing with opportunistic infections and overall body wasting (Paulsen, 

1995), as compared to the comorbidities of aging and related stressors often seen today.  
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Prior to the commencement of this dissertation research in 2009, information was 

available on the negative effects of stress and how successful coping could help to 

diminish those negative effects. However, a thorough review of qualitative literature 

exploring strategies used by older adults to cope with HIV infection, comorbid 

conditions, and related stressors produced no results. Thus, this research was undertaken. 

Entre into the Communities 

 In spring, 2009, this researcher attended The Graying of HIV conference in 

Baltimore, Maryland focusing on adults age 50 and over living with HIV, hearing first-

hand about the challenges faced by many HIV positive older adults. While there, she was 

invited to attend support group meetings for older women in Baltimore by the group’s co-

founder. Shortly thereafter, the program manager and executive director of an HIV clinic 

in Baltimore invited this researcher to attend their co-ed HIV support group meetings.  

 Establishing trust. Becoming familiar with a group and allowing group 

members to become familiar with the researcher helps to encourage a natural 

environment for group observation (Hirszowcz, 1982). The leaders of the HIV support 

groups invited the researcher to their respective meetings and introduced her to group 

participants. The researcher then spent an extended period of time establishing rapport 

with the support group members by attending meetings on a regular basis, taking part in 

group events outside of the confines of group meetings, learning and adhering to group 

etiquette, being genuine and non-judgmental (Kauffman, 1994), and asking members for 

clarification of communications as needed, conveying that she was interested in group 

members’ experiences and cared enough to take the time to understand them more 

completely. Later, study development, including obtaining input from older adults with 
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HIV in all phases, helped ensure participants’ understanding of and comfort with the 

study.  Kauffman (1994) found that “Building and maintaining trust, the elemental 

ingredient of getting in, bridges the gap of understanding between Outsider (researcher) 

and Insiders (potential study participants) and is fundamental to producing…trustworthy 

results” (p. 183).  

Study Purpose 

 The purpose of this study was to describe the coping strategies of HIV positive 

community dwelling older adults in Baltimore and to elucidate health conditions and 

other issues with which they must cope. The study begins to fill a void in the literature by 

being among the first to collect qualitative data on coping strategies in HIV-positive 

adults aged 50 and over through in-depth individual interviews and focused group 

interviews (focus groups) informed by participant observation activities. Findings will be 

disseminated to nurses, interdisciplinary health care providers, others caring for older 

adults with HIV, older adults with HIV themselves, and the general public though 

publication of journal articles and presentations. These findings will expand dialogue 

about and increase understanding of older adults with HIV, common comorbidities, 

related stressors, and coping strategies, while emphasizing the importance of attending to 

the “whole” person as opposed to focusing solely on an individual’s HIV infection. 

Research Questions 

1. What health conditions and related stressors are HIV positive community 

dwelling older adults in Baltimore experiencing? 
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2. What strategies are used by HIV positive community dwelling older adults in 

Baltimore to cope with HIV in conjunction with comorbidities and related 

stressors? 
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CHAPTER TWO  

 

Methodology 
 

 Chapter two begins with a description of interpretivism, the paradigm framing this 

study, followed by a discussion of hermeneutics, the interpretive methodology under 

which the research was designed and conducted. Chapter two is then summarized and 

concluded.  

Philosophical Framework: The Interpretive Paradigm 

 The interpretive paradigm, used as a framework for this study, was developed as a 

critique of positivism (Cohen & Crabtree 2006). Interpretivism embraces a relativist 

ontology in which reality is “…constructed inter-subjectively through the meanings and 

understandings developed socially and experientially” (Guba & Lincoln, 1994, p.103), as 

well as a subjectivist epistemology in which one cannot separate him or herself from 

what he or she knows. In the interpretive paradigm, as with all qualitative research, the 

investigator is the instrument; participants’ perceptions constitute data; the orientation of 

the research is discovery, and a comprehensive picture of the data is sought (Guba & 

Lincoln, 1994).  

Assumptions of Interpretivism 

In the interpretive paradigm, subject and object are not separated, and reality 

cannot be different from our knowledge of it. Interpretivism puts forth that there are 

multiple realities, and that these realities can differ across place and time. In research, 

truth is arrived at through dialogue between researchers and study participants, and 

knowledge assertions are created as the investigation progresses (Strauss & Corbin, 

1990). Thus, it is imperative that researchers frequently employ member checking by 
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summarizing what the researcher believes s/he is hearing from participants then 

requesting participant validation that the researcher’s interpretations align with 

participants’ intended meanings. Through these processes, a well-developed 

understanding of phenomena can be created. Interpretations are located in a particular 

context, time, and place and are open to re-interpretation and negotiation through 

conversation. For this reason, use of thick/detailed behavioral descriptions often 

involving current and/or future intentionality (Geertz, 1973; Ponterotto, 2006), are 

imperative in interpretive research. Naturalistic methods such as observation under 

natural conditions (participant observation) and in-depth interviewing are relied upon 

heavily for data collection in the interpretive paradigm (Cohen & Crabtree, 2006).   

Hermeneutics 

Hermeneutics is an interpretive methodology in which meaning is inter-

subjectively created by two or more individuals. The word “hermeneutics” itself means 

“meaning interpretation” (Thompson, 1990). Hans-Georg Gadamer, a German 

philosopher, widely considered to be the father of hermeneutics, believed that the 

understanding of a phenomenon comes from interpretations in cultural traditions 

primarily inherent in the language we use (Gadamer, 1960/1994). Hermeneutic theory 

postulates that the meaning of words is open to interpretation based upon the context in 

which words are spoken. Hermeneutic inquiry seeks to illuminate word meaning for the 

people under study (Marshall & Brady, 2001). The hermeneutic researcher does not 

approach inquiry with a pre-planned set of ideas about a subject. The intention of a 

hermeneutic investigation is to explore and learn from participants what the subject 

means to them. The Hermeneutic Circle, or the way text interpretation is approached to 
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comprehend intended meaning in hermeneutics, provides a description of the iterative 

process involving participant words, the context in which the words were used, and 

researcher experience (Heidegger, 1927/1978). The Hermeneutic Circle (refer to Figure 

1) posits that in order to fully grasp an entire concept, one must understand all of the 

parts. Under the Hermeneutic Circle, understanding is an iterative, ongoing process 

occurring over time. As more information about a phenomenon is gained, understanding 

of the concept adjusts to incorporate that information. Bargiela-Chiappini (2011) aptly 

and succinctly describes the Hermeneutic Circle’s iterative process as “re-search-ing.”  

 

 

Figure 1.Depiction of the Basic Hermeneutic Circle from, “Dimensions of the Hermeneutic Circle,” by R. 

Bontekoe, 1996. Humanities Press International: Atlantic Highlands, NJ. p. 4 

Preparation for data analysis under a hermeneutic methodology involves the 

generation of a text from research methods facilitating understanding of the subject 

according to its social and historical context (Klein & Meyers, 1999). These methods 

may include in-depth individual interviews, focus group sessions, participant observation, 

and/or related sources of research data (Allen, 1995). One or more approaches to data 

analysis are used in the identification of significant pieces of information. Related 

categories then themes are generated from significant participant statements to 

http://www.google.com/imgres?q=hermeneutic+circle&hl=en&sa=X&biw=1265&bih=643&tbm=isch&prmd=imvnsb&tbnid=0kubacZe2xZVaM:&imgrefurl=http://www.qualitative-research.net/index.php/fqs/article/view/1448/3079&docid=49oipqS6stfWEM&imgurl=http://www.qualitative-research.net/index.php/fqs/article/viewFile/1448/3079/5879&w=366&h=224&ei=rIvCTtSrJorW0QHPypyTDw&zoom=1
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communicate results reflective of the meaning(s) of a phenomenon for those under study 

(Byrne, 2001).   

Summary and Conclusions                                                                                                                                                 

  In chapter two, the interpretive paradigm, the philosophical framework for this 

research, was described.  Hermeneutics is the interpretive methodology under which this 

study was designed. The Hermeneutic Circle was used to depict how understanding a 

phenomenon is an iterative process based on situational context and experiences 

occurring over time. Chapter three involves study design, conduct, and data analysis with 

a description of methods employed to obtain answers to the research questions.  
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CHAPTER THREE 

Methods 

 The purpose of this qualitative inquiry was to identify comorbid conditions 

experienced by community-dwelling HIV-positive adults aged 50 and over in Baltimore, 

then gain an in-depth understanding of how these individuals cope with HIV, 

comorbidities, and related stressors. This study addressed two questions. (1) What health 

conditions and related stressors are HIV positive community dwelling older adults in 

Baltimore experiencing? (2) What strategies are used by HIV-positive community 

dwelling older adults in Baltimore to cope with HIV, comorbidities, and related stressors?  

 In chapter three, the research design and methods employed in this study are 

discussed, specifically: (1) participant selection and eligibility; (2) Internal Review Board 

(IRB) approval; (3) methods for recruitment, data collection, remuneration; (4) potential 

study risks and benefits; (5) data analysis and synthesis; (6) trustworthiness, and (7) 

chapter summary and conclusions.  

Study Design 

Participant selection and eligibility criteria. The two HIV support groups in 

Baltimore through which recruitment occurred were chosen because each had sizeable 

numbers of study-eligible attendees, easy researcher access, and group directors and 

facilitators supportive of the research. One support group was specifically tailored to 

older women with HIV. The other group was co-ed, inclusive of HIV-positive adults of 

all ages; however, most attendees were approximately 35 to 65 years old. Attendees were 

easy to access and observe individually and as a member of the support group.  
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 Purposeful, criterion-based sampling was chosen to produce considerable breadth 

and depth of information on coping in older adults with HIV.  Individuals were eligible 

for study participation if they were: (1) HIV-antibody positive by self-report; (2) at least 

50 years of age; (3) able to communicate in English; (4) capable of providing informed 

consent, and (5) willing to discuss health issues in a small, single-gendered group if 

participating in a focus group.   

Institutional Review Board approval. Letters of support were obtained from 

HIV support group organizational directors and submitted to the University of Maryland, 

Baltimore Institutional Review Board (UMB IRB) along with the study proposal. Study 

approval was obtained from the UMB IRB in October, 2009.    

 Research methods.  Participant observation, individual interviews, and focused 

group interviews (focus groups) were used to obtain an in-depth understanding of how 

study participants coped with HIV, comorbidities, and related stressors. The use of all 

three methods constituted qualitative methods triangulation performed to enhance 

understanding and credibility of study findings (Cohen & Crabtree, 2006; Patton, 1999).  

 Study recruitment. Participant observation was conducted by the researcher in 

each HIV support group prior to and throughout study recruitment to establish rapport 

and become familiar with the group cultures. With approval from group directors, the 

study’s purpose, eligibility criteria, and related information were presented during HIV 

support group meetings at each site. Eligible individuals volunteered to participate after 

having themselves heard the presentations or by word-of-mouth through support group 

facilitators or other support group attendees. A confidential voice mail box was set up 

through the UMB voice messaging system allowing individuals to inquire about study 
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participation and leave messages for the researcher. Individuals interested in taking part 

in the study were either screened in person or via phone. Eligible volunteers who agreed 

to take part in an individual interview were able to choose their interview time and 

location together with the researcher. Focus group dates, times, and locations were pre-

scheduled based upon the HIV clinic staff’s suggestions and conference room 

availability. 

 Data collection. 

 Informed consent. Informed consent was obtained from all participants verbally 

at the time of recruitment and in writing prior to study participation. A separate informed 

consent document was used for individual interview participants and for focus group 

participants. Focus group ground rules were included in the focus group informed 

consent document, as focus group participants needed to agree to abide by the ground 

rules in order to participate. All participants were apprised verbally by the researcher and 

in writing through the informed consent documents that (a) study participation was 

completely voluntary and that no current or future benefit to which participants were 

otherwise entitled would be removed if they chose not to participate; and (b) they could 

end their participation at any time by telling the researcher of their desire to stop without 

losing any other benefit to which they were entitled. 

 Tools.  

 Demographic questionnaire and interview guide. The DeGrezia-Adjusted 

Demographic Questionnaire (hereafter referred to as the “demographic questionnaire”) 

(Appendix B), modified by the researcher from an HIV clinic questionnaire with 

approval from the clinic director and the UMB IRB, was used to collect data on 
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participants’ health conditions, social habits, HIV–related medications, marital status, 

level of education, employment status, income, and other demographic characteristics. 

An interview guide (Appendix C) with open-ended questions about coping with HIV was 

then used to elicit participant responses during individual and focused group interviews.  

 The study interview guide and demographic questionnaire were subjected to face 

and content validity by experts in the fields of HIV and gerontology as well as 

individuals from the target population. All study documents, including the informed 

consent and the Health Insurance Portability and Accountability Act (HIPAA), were 

written at a fifth grade reading level and evaluated using the Clear Language and Design 

(CLAD) Reading Effectiveness Tool (CLAD, 2004), except where UMB boilerplate 

language was required, in an attempt to accommodate all potential study participants’ 

reading abilities. Final study documents were then reviewed for readability and usability 

by a sample of volunteers meeting study eligibility criteria.  

Participant observation. Participant observation was conducted in each HIV 

support group for at least one year.  Participants were aware that the researcher was 

involved in their group to gain a deeper understanding of them, their interactions, their 

HIV support group, and related activities. During these group meetings, the researcher 

typically sat at or beside the center conference table, observing participants and listening 

to their stories, thoughts, ideas, and plans, typically without interjection.  On rare 

occasion the researcher noted a grossly erroneous statement presented by a non-health-

professional group member as a medical fact. If no one else corrected the erroneous 

statement, the researcher unobtrusively raised her hand and made corrections to the 

statement without criticism. The rationale for researcher interjection at such times was to 
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impart accurate knowledge without which group members’ physical health could be 

negatively affected. If the researcher remained silent while such medical misinformation 

was shared, group members, all aware that the researcher was a registered nurse, could 

interpret the researcher’s silence as agreement with the erroneous statement, therefore 

taking it to be medical fact, and potentially incorporating the erroneous information into 

their medical routine with potentially negative consequences.     

 In-depth individual interviews. In-depth individual interviews and demographic 

questionnaire data were collected between January, 2010 and January, 2011. Individual 

interviews, during which only the researcher and participant were present, occurred either 

at the participant’s residence, in a private location at the women’s HIV support group 

facility, or in or near the HIV clinic from which some participants were recruited. 

Individual interviews lasted between 55 and 85 minutes, beginning after informed 

consent was obtained and the demographic questionnaire was completed. Participants 

were told that their open, honest, and detailed responses would greatly improve the 

quality of study findings. At appropriate points throughout the interview, participant 

responses were restated and summarized, with a summation of participants’ overall 

responses by the researcher to the participant at the end of each interview to ensure that 

she understood the participant’s intended meanings. Individual interviews were recorded 

using two audio-recorders and were transcribed by the researcher as soon as possible 

after each interview, along with any related descriptive notes. 

 Focused group interviews. It was intended that approximately half of the 

participants would take part in single-gendered focus groups (single-gendered to 

encourage open communication among participants) (Beauzemy, 2007; University of 
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Washington, 2008) and half in individual interviews. Thus, after approximately ten 

individual interviews had been completed, the first focus group was convened. Focused 

group interviews were conducted in a private conference room at the UMB between June 

and September, 2010. Four small (4-6 participant) (two male, two female) focus groups 

were planned in the study proposal. However, only one female and two male focus 

groups were ultimately conducted, consisting of three females and eight males overall, 

for a total of 11 focus group participants. Only three of five scheduled participants 

arrived to take part in the first female focus group and only one of four scheduled women 

arrived to take part in the second. The first female focus group was conducted as 

scheduled. However, with only one participant present, the second was cancelled. Several 

thwarted attempts were made to convene another female focus group. Eligible females 

often reported a lack of time for focus group participation. Consequently, the researcher 

individually interviewed the additional interested, eligible females to the point of data 

redundancy. The fact that only one female focus group was conducted instead of two, 

along with the accompanying circumstances, was reported to and accepted by the UMB 

IRB without any additional follow-up required. 

 Focus groups lasted approximately 120 minutes and were conducted at pre-

determined times and dates in the HIV clinic conference room or another conference 

room in close proximity to the clinic.  Ground rules were read aloud by the researcher at 

the beginning of each focus group session and were also included in the focus group 

informed consent document read by all study participants and signed in advance of study 

participation.  
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 Promotion of a relaxed and accepting atmosphere was the first order of business 

during each focus group session. Each participant was greeted by the researcher as he/she 

entered the conference room. Participants were then invited to take part in refreshments. 

After all participants had arrived, the researcher introduced herself and her focus group 

assistant to the group.  A second career male nurse with HIV experience served as the 

male focus group assistant. A female registered nurse with a variety of nursing and 

research experience served as the female focus group assistant. The researcher then 

shared the overall purpose of the study and rationale for focus group inclusion with the 

group. All participant questions were answered. The interview guide was utilized when 

posing questions to focus group participants. Participants were then encouraged to 

expand upon their thoughts and experiences in relation to coping with HIV, 

comorbidities, and related issues they deemed to be stressors.  Clarification and 

validation were obtained via member checking throughout, and information shared by 

participants was summarized at the end of each session.  

 Focus group assistants recorded the focused group interviews using two audio-

recorders while observing and documenting verbal and non-verbal cues and interactions 

to add depth of understanding to the participants’ words. The researcher and her 

assistants discussed their respective observations in a debriefing session after the 

conclusion of each focused group interview. These debriefing sessions were transcribed 

by the researcher and later used to inform data analysis.  

 Remuneration. Participants were provided with fifteen dollars cash in 

compensation for their time at the completion of their individual or focused group 
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interview.  Participants signed a receipt for their incentive containing the study number 

and date without any additional study-related information to protect their privacy. 

Potential Risks  

 The potential risks in this study were minimal and included possible participant 

fatigue, possible embarrassment due to sharing of personal information in a group setting, 

and the possibility of social harm resulting from unintended and unwanted release of 

personal information. None of these situations were observed by nor reported to the 

researcher.  

 Efforts were made to control any potentially negative study participation 

sequelae. Individual interviews were conducted in the privacy of the participant’s home, 

in a private HIV clinic room, or in a private support group conference room. Focus 

groups were conducted in the HIV clinic conference room or another in close proximity 

so that had immediate health-related assistance been needed, it would have been easily 

accessible through the HIV clinic or the near-by hospital. To minimize fatigue, 

refreshments were provided. To minimize the possibility of participant embarrassment, 

only same-gender focus groups were conducted. To minimize risk in case of unplanned 

release of personal information, numbers beginning with “1” were used in lieu of names 

to refer to individual interview participants and letters beginning with “A” were used to 

refer to focus group participants on their interview transcripts and demographic data 

questionnaires.  

Potential Benefits.  

 No direct health benefits are known to have been derived from participation in 

this study. However, sharing one’s own health-related experiences can be cathartic 
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(Encyclopedia of Mental Disorders, 2012; Powell, n.d.; Schultz & Schultz, 2011). 

Additionally, the knowledge that one’s own experiences may assist similar others could 

potentially improve one’s self-esteem (Burke, n.d.; Encyclopedia of Mental Disorders, 

2012). Study participants often reported that they enjoyed taking part in the study and 

hoped that others would benefit from their experiences as an older adult coping with 

HIV, comorbidities, and related stressors.  

Data Analysis and Synthesis 

 Hermeneutics focuses on the use of texts generated by individual interviews, 

focused group interviews, participant observation, and related sources of research data 

(Allen, 1995). Content analysis assists in the discovery and characterization of the core of 

data converted into text through the identification of trends and themes through the 

reduction of entire texts into fewer categories (Stemler, 2001; Weber, 1990). Therefore, 

use of content analysis as a method of qualitative data reduction and analysis fits well 

with this hermeneutic methodology. 

 Content analysis involves the interpretation of texts from a coding unit, or overall 

unit to be analyzed.  In this study, each transcript served as a coding unit. Paragraphs 

were chosen as sampling units, how the researcher chose to make meaning within the 

coding unit. Recording units are the ideas/categories into which sampling units are 

collapsed (Krippendorf, 1980; Stemler, 2001). Emergent coding, the determination of 

sampling units after data analysis has begun, was used in analysis of these study data, as 

is typical in qualitative data analysis. 

Individual and focused group interviews were transcribed by the researcher into 

computerized Microsoft WORD transcripts.  Qualitative content analysis was conducted 
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on transcripts by the researcher and her data analysis faculty mentor beginning soon after 

the first coding unit was transcribed. The same type of sampling unit (paragraph) was 

analyzed in both individual and focused group interview transcripts.  The researchers 

separately read, re-read, dwelled with (gave thought to), identified then systematically 

categorized sampling units using the same approach for each coding unit (transcript). 

Then the two came together to compare their findings. A category was created for all 

sampling units considered to be significant, assisting in the recognition of patterns and 

associations within and also between participant transcripts. Recording units (categories) 

were further collapsed into more abstract themes that the researchers believed to address 

the research questions. The findings resulting from these processes are documented and 

supported by significant participant statements in chapter four.     

Trustworthiness of the Research 

 Research is considered rigorous if it can be relied upon by other researchers to be 

“trustworthy” (Rice & Ezzy, 2002); that is, readers can have a high level of confidence 

that an authentic view of participants’ reality has been presented in relation to the 

phenomenon under study.  Trustworthiness in research is achieved through credibility, 

dependability, confirmability, and transferability. 

 Credibility. According to Lincoln & Guba (1985), credibility is achieved if 

findings drawn from informants’ originally reported data portray a believable 

interpretation of those data. In this study, credibility was enhanced with the use of 

qualitative methods triangulation consisting of participant observation and individual and 

focused group interviews, researcher triangulation, and member checking. In this study, 

researcher triangulation consisted of two researchers analyzing study interview 
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transcripts separately then together, ultimately arriving at agreement regarding the 

meaning of study findings. Member checking, resulting in participant correction and/or 

validation of the researcher’s interpretation of the participant’s intended meanings, was 

employed by the researcher throughout and at the conclusion of each individual and 

focused group interview as well as during participant observation activities as needed. 

Participant validation helps ensure that participants’ intended meanings are correctly 

understood by the researcher, facilitating their accurate portrayal in the researcher’s 

formal depiction of study findings.  

 Dependability. Dependability is judged by the completeness with which the 

design, data collection, analysis, findings, and documentation of the process answers the 

original question(s) and/or explores the phenomenon of interest (Lincoln & Guba, 1985). 

In order to thoroughly answer the question inquiring about comorbid conditions 

experienced by study participants, participants documented their comorbid conditions on 

the demographic questionnaire and the researcher also inquired about these conditions 

with participants during interviews. To explore how participants coped with HIV in 

conjunction with comorbidities and related stressors, the researcher posed questions 

regarding what helped and hindered participants’ coping from a variety of sources (e.g., 

family, friends, healthcare providers, clergy) as well as general coping strategies initiated 

by participants themselves. Open ended questions were used to allow participants to 

expand on their responses. Prompts were frequently used to encourage more detailed 

descriptions. Member checking was employed to help ensure that the researcher correctly 

understood the meaning of participants’ words and statements. 
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 Confirmability. Confirmability is measured by the degree to which the findings 

are supported by the data (Lincoln & Guba, 1985). A considerable number of significant 

participant statements in the form of quotes derived from participants during individual 

and focused group interviews are included in chapter four. To assure transparency of 

theme development, analytical and conceptual decisions were recorded to form an audit 

trail.  

 Transferability. Transferability is assessed by the degree to which findings are 

applicable over and above the immediate setting of the current research (Lincoln & Guba, 

1985). Detailed descriptions of participants and study sites are provided to allow readers 

to judge for themselves whether study methods and findings may be useful with their 

own clients and in their own settings.  

Summary and Conclusions 

Chapter three provides details of the design and conduct of this qualitative inquiry 

on coping strategies in older, community-dwelling HIV-positive individuals in Baltimore. 

Demographic questionnaire data were collected to describe participants and identify 

comorbid conditions. Individual and focused group interview data were analyzed by two 

researchers using the process of qualitative content analysis to identify participant 

stressors and coping strategies. Methods to assure data trustworthiness were addressed. In 

chapter four, study participants are brought to life through vivid descriptions of their 

stressors and related coping experiences substantiated by significant participant 

statements. 
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CHAPTER FOUR  

Findings 

In chapter four, demographic questionnaire-derived findings describe study 

participants, including their age, number and type of comorbid conditions, medications, 

employment status and income, highest level of education, age at time of HIV diagnosis, 

and their risk factors for HIV acquisition. Next, psychosocial attributes and stressors 

related to participants being older, HIV-positive, and having comorbid conditions are 

discussed. Overarching themes which emerged from interview data regarding how 

participants coped with HIV in conjunction with comorbid conditions and related 

stressors are then identified. Significant participant quotes supporting these themes are 

included.  A chapter conclusion completes chapter four.  

Demographic Questionnaire Findings 

The research sample in this study included 40 individuals affiliated with at least 

one of two HIV support groups in Baltimore; one exclusively geared toward HIV positive 

older women (aged 50 and over) and the other comprised of HIV positive older men and 

women as well as HIV-positive adults under 50. Seventeen male and 23 female 

volunteers participated in this qualitative study exploring coping strategies in older adults 

with HIV in Baltimore. No participant reported being transgendered. Participant age 

range was 50-69 years at time of study participation. Mean age (females 56 years; males 

55), number of reported comorbid conditions (females seven; males six), and number of 

years taking prescribed HIV medications (females nine years; males 10) were similar 

between genders. All participants met study eligibility criteria. Variations included time 

since HIV diagnosis, gender, the number of co-morbid health conditions, education, 
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income, and employment status, among other characteristics. Please refer to Table 1 for a 

gender-based comparison. 

Table 1 

Participant Demographics at Time of Study Participation 

Demographic Male Female 

Number of participants 17 23 

Age (50-69 yrs.)  Mean: 55 56 

Mean age at diagnosis 39 (range 25-55) 43 (range 30-59) 

Diagnosed at/after 50  13% 22% 

Time since dx (8 mos.-27+ yrs.) Varied  Varied  

Mean yrs. on HIV meds 10 (range 0.17-23) 9 (range 0.7-22) 

With health insurance 94% 96% 

With > 4 yrs. college 13% 35% 

Unemployed 82% 52% 

Mode income ($0-$400/month) ($1600+/month) 

Owned own home 0 22% 

Lived alone 17% 65% 

 

In keeping with Keita et al.’s (2004) teaching that in the United States, race is a 

“…social unit politically constructed with rules of descent defining group membership 

based on a notion of desirability by those who created the laws” (p. S-19), a section for 

participant race was intentionally omitted from the demographic questionnaire. However, 

during interviews, most male study participants referred to themselves as either Black 

(88%; 15) or White (6%; one). Eighty-eight percent (20/23) of female participants 
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referred to themselves as either Black or African American and another eight percent 

(2/23) identified themselves as African, having been born in an African country and 

having lived in the United States for many years. Only one male and one female 

participant did not explicitly identify themselves according to the color of their skin or 

their ethnic background. 

Almost 50% more females taking HIV medication had missed at least one dose in 

the week preceding study participation as compared to males (27% of females missed 

medication vs. only 15% of males). Fifty-two percent of females reported being currently 

unemployed compared to 82% of males. Female study participants were better educated 

overall as compared to males, with 35% of females holding a four year or higher college 

degree compared to only 13% of males. The mode female income was much higher 

($1600+/month after taxes) as compared to males ($0-$400/month).  Twenty-two percent 

of females owned their own home at time of study participation while no study male 

reported current home ownership. Sixty-five percent of females lived alone compared to 

only 17% of males. The vast majority of participants reported having some type of health 

insurance coverage (females 96%; males 94%). The average age at time of HIV diagnosis 

in females was 43 years with the male average being 39 years. Thirteen percent of males 

and 13% of females were diagnosed with HIV at or beyond age 50, with the duration of 

time since HIV diagnosis ranging from eight months to 27 years.  

Seventy percent of females reported sex with a male as their only possible route 

of HIV transmission.  All female participants who reported that they were infected 

through sexual intercourse denied knowing that their infecting partner was HIV positive 

at the time of their sexual encounters.  Of those females reporting more than one possible 
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route of transmission (heterosexual sex and at least one other possible route), 22% 

reported intravenous drug use (IVDU), 13% reported blood transfusion, and four percent 

reported sex with a female of unknown HIV status as a risk factor. Of male participants, 

35% reported sex with a female as their only risk factor, 29% reported IVDU as their 

only risk factor, and 18% reported sex with a male as their only risk factor. In male 

participants reporting multiple risk factors for HIV acquisition, 42% reported sex with a 

male of unknown HIV status; 47% reported sex with a female of unknown HIV status, 

41% reported IVDU, and six percent reported an unknown route of transmission. 

 A maximum of 18 comorbidities (health conditions in addition to HIV) were 

reported by male participants (mean 7; range 1-18) and as many as 15 were reported by 

women (mean 6; range 3-15). The most frequently reported comorbid conditions by both 

male and female study participants were high blood pressure, high cholesterol, 

depression, memory problems, hepatitis C, anxiety, and significant fatigue. The 

percentage of the cardiovascular comorbidities of hypercholesterolemia (females 35% vs. 

41% males) and peripheral vascular disease (females 18% vs. 17% males) were similar in 

both genders; however, hypertension was more frequently reported in female study 

participants (57%) as compared to males (35%). The mental health comorbidity of 

depression was reported more frequently in females (48%) vs. males (35%), although 

reports of anxiety were similar (females 30% vs. 35% males).  Thirty percent of females 

and 41% of males reported experiencing a mild degree of “memory problems” at the time 

of study participation. However, none reported ever having been evaluated for or 

diagnosed with memory loss by a healthcare provider.  Hepatitis C was reported in 26% 
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of females and 41% of males, and the constitutional symptom of fatigue was reported in 

approximately 25% of female and male participants alike.  

Related Interview and Demographic Questionnaire Findings 

 Demographic questionnaire findings were greatly enhanced by individual and 

focused group interview findings. Occasionally, similar findings were reported by a 

substantial number of participants without a directly related question having been posed 

by the researcher, as noted in Table 2. Together, these data collection methods painted a 

far more comprehensive picture of the physical, psychosocial, and spiritual characteristics 

of participants than each method alone could have revealed. 

 Physical and/or emotional abuse suffered in childhood and/or in adulthood, such 

as incest, verbal abuse, physical battery, and sexual molestation, was an experience 

reported by at least eight female participants (35%). Only one male participant 

specifically reported childhood abuse, although another male attributed his anxiety and 

emotional labiality to his father’s lack of acceptance of him beginning in childhood. 

Another male related his adult troubles with substance abuse to his “upbringing.”  

 Some participants referred to HIV as a “familial” disease, citing a number of 

family members who were currently HIV-positive or who had died as a result of AIDS-

related complications. Having one or more family member with HIV was a demographic 

reported by approximately 20% of study participants during the interview process despite 

that no such question was posed to them in the interview or the questionnaire; thus, the 

percentage could be higher. None of these “familial” cases were reported as vertically 

transmitted. Rather, the term “familial” was used by participants to denote the conditions 

under which family members grew up and/or existed. Approximately 50% of participants 
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indicated that the environment in which they grew up and/or lived as an adult resulted in 

low self-esteem, increasing their susceptibility to HIV infection. 

 Another frequently reported demographic introduced by participants was the loss 

of a child unrelated to a chronic illness, with approximately 20% of participants reporting 

having lost a child to traumatic injury. Twelve and one-half percent of participants 

documented on the demographic questionnaire having themselves been incarcerated at 

some point, although the actual numbers could be higher based upon participants’ 

interview comments. Three participants reported having a son currently incarcerated 

despite that no question was posed regarding incarceration of their children. No 

participant reported having had an incarcerated daughter. 

Table 2.  

Selected Psychosocial Attributes 

Attribute        Percentage  

*Having experienced abuse (verbal, physical, incest, and/or other 

sexual molestation)   

35%  (f)emales;  

18% (m)ales (1 overt;    

2 implied) 

 

*One or more family member with HIV (environment/family 

structure) 

 

20%   (combined f & m) 

 

*Lost a child to traumatic injury 

 

20%           “            “ 

 

*Having a son incarcerated at time of study participation 

 

7.5%          “            “ 

   

  Having been incarcerated (participant him/herself) 

 

12.5%        “            “ 

 

*=Questions not asked yet information revealed by participants 

 

 A number of participants reported being recovering drug and/or alcohol abusers. 

Intravenous drug use (IVDU) resulted in the acquisition of Hepatitis C co-infection in all 

participants reporting a history of IVDU (34% overall; 41% males, 26% females). 
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Interestingly, a few former intravenous drug users reported having acquired HIV through 

unprotected sex as opposed to IVDU, as they had a negative HIV test result well after 

having stopped IVDU then tested HIV positive months or years after their post-IVDU 

negative HIV test. Homelessness at some point was also reported in approximately 25% 

of participants, often coincident with their use of alcohol and/or illicit drugs. Participants 

who reported having been homeless also reported having prostituted themselves and/or 

having taken part in other illicit activities to obtain money to purchase drugs and/or to 

simply survive. 

Individual and Focused Group Interview Findings 

 In addition to participants’ unprompted psychosocial revelations captured in 

Table 2, a majority of participants shared their thoughts and feelings experienced at the 

time of their HIV diagnosis during the course of their individual or focused group 

interview. Even participants who were diagnosed 25 years earlier were able to recall 

without hesitation the emotions they experienced when they were told they had HIV (or 

AIDS, in some cases) at the time of diagnosis. Anger, fear, lack of hope, and thoughts of 

suicide were commonly expressed. 

 Thoughts, emotions, and stressors. Anger toward their HIV infector 

experienced after their diagnosis was common among female participants. Several 

females reported having had an overwhelming urge to kill the person who infected them, 

particularly when that person was a spouse or long-term boyfriend, likely because the 

person whom they loved and trusted betrayed that love and trust in addition to giving 

them a life threatening infection: One participant stated: 

…I LOVED a man that I thought LOVED ME! You know. You didn’t, I didn’t 

think he was out there, you know, doing what HE wanted to do. But HE DID! …I 



 
 

37 
 

remember sitting at my desk.... I got a gun…. So I'm sitting at my desk and I'm 

thinking about...this HIV…. So I'm thinking, "I got this gun...and I'm gonna shoot 

him." So I went to his apartment, I had about three, four big cups of Smirnoff. I 

was good to go! HE answered the door: "What do YOU want?" And I sat there 

and stared. I said to myself, "I'll blow...this motherfucker away!” “I'm gonna take 

him down. I'm going to jail!!" That's when I sought help. I went to my supervisor 

and I cried out, "I need some help! I need some help!" 'cause every day I thought 

about killing him. And I couldn't work every day thinking about killing him. I 

couldn't! …I seen my daughter's face! And that's the ONLY thing that stopped me 

from killing this man…. 

 

Many participants reported having had suicidal ideation or actually having 

attempted suicide within the first year of their HIV diagnosis, particularly if they believed 

they had little hope of survival. This lack of hope was often based on experiences with 

friends and relatives who had died as a result of AIDS-related complications. In some 

female participants, interactions with health care providers also provoked thoughts of 

suicide: 

And this lady, she was ‘playing’ doctor…. She's supposed to be an infectious 

disease doctor. But she didn't have a whole lot of information. She just kept 

putting me on all these different medications. So bottom line, I'm not taking 'em! 

Every time I'd go there, she kept sayin,' "Your viral load has gone up again…. 

And I KNEW that EVENTUALLY I would be DEAD if I kept foolin' with this 

doctor! I thought, "If I wanna live, I better get away from her!" So I left. And the 

last time she told me my viral load had went up, when I left her office, that was 

the day I WAS gonna commit suicide. 'cause I was like, look, I'm trying to get 

some help. I'm doing somethin,' I'm going to see this doctor... but this lady… she's 

playin' with my life…. And then I left her office and I was walking in the street 

and I saw the train and I said, “As soon as this train get close, I'm a jump out 

here in front of this train!” 

 

Conversely, pessimistic comments by a health care provider served as an impetus 

for at least two male participants to fight for survival. One of these men said: 

…when I was in the hospital, the doctor asked...for a family member...'cause I was 

in pretty bad shape. The doctor said I had no more than two weeks. And I said,” 

That ain't gonna happen!” Y'know? And from that point on, I was pretty much 

fightin'! 
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Additional stressors reported by participants in this study, primarily males, were 

financial in nature, often related to the impact of multiple chronic comorbidities and 

limited income. Most participants were enrolled in the Maryland AIDS Drug Assistance 

Program (MADAP); therefore, the cost of their HIV medications was covered. However, 

they had to pay a co-payment for their other prescription medications: 

… I'm on dialysis. I take a bunch of different pills…. And, uh, I'm trying to get it 

cheaper. You know… I gotta pay a premium--outta my pocket. That's OK. I'm 

talking 'bout my OTHER medicine. My MADAP is free. Thank God! …And, and, 

uh, plus I pay a premium.... Because you gotta pay, like, I pay Humana. And every 

year it goes up. I started out paying like seven dollars. Now next year they want 

me to pay 'em $10…. And then when I go to get my medicine… its $2.50 per 

script, you know? 

 

One participant on Social Security Disability did not renew his enrollment in 

MADAP because he thought his other insurance would cover the cost of his HIV 

medications and he did not want to take funds from individuals with a greater need. 

However, he found out his HIV medications were not covered by his other insurance and 

was forced to pay more than $500 out of pocket for his HIV medications each month or 

go without them. As a result, this participant’s car was repossessed. He found himself 

without a car living in a poorly lit high crime area of Baltimore uncertain whether he 

would be able to continue to pay his rent. Another participant shared how coming off 

disability and returning to work then losing his job after having suffered a second stroke 

caused him to need to re-apply for social security disability income and wait for approval, 

placing him in dire financial straits at the time of his study participation: 

… I can’t stand stress.  And... I’m trying uh, I wanna see my social worker and 

explain to her...I don’t get SSI. I just reapplied so, you know, I WAS getting it at 

one time, but then I got a job and y'know…. And uh, explain to her that I need to 

get out of the difficulties that I’m in now. 
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Race was not a topic pursued by the researcher; however, it was perceived to be 

stress-inducing by one male participant who referred to himself as “White.” This 

participant shared that he believed his HIV outreach efforts were rejected by most 

members of the predominantly African American community in which he performed 

much of his volunteer HIV outreach work because of the color of his skin. He reported 

that this perceived rejection was stressful to him.  

Dealing with deaths of multiple friends from AIDS-related complications was 

also reported as stressful by two male and two female participants. Additionally, at least 

two female participants shared that a lack of time for self-care, often due to multiple, 

typically family and work-related responsibilities, stressed them greatly. One of these 

female participants related that there was a time when she continuously gave of herself to 

others at work and at home after work; however, when she needed someone to listen to 

and help fulfill her needs, no one was available: 

 I was giving out all of this LOVE, and HOPE, and, you know, lifting people up 

and all that, EVERYBODY else, NOT just at work, but my family and my children 

and so many people, I mean, I was doing so much! …but then at the end of the 

day wasn’t nobody there for me! 

 

Another female participant reported having given of herself physically and 

emotionally day in and day out to her chronically ill spouse, her church, her 

grandchildren, and others who asked her for assistance. She stated that she eventually 

collapsed and was hospitalized with mental health concerns as a result:  

I think...what happened with … me being… a caring person, my underlying issue 

of co-dependent enabler, I was taking care of everyone else, my husband, and so 

on and so forth …and forgot to take care of myself. Um, wasn't taking time out for 

me …not eating properly …not doing those things that would, um, improve 

myself. It was more about others and not me. 
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Being HIV-infected with comorbidities, having experienced one or more forms of 

abuse often beginning at an early age, IVDU, insufficient housing, lack of finances to pay 

for medications and other necessary items, and being too busy to care for self/lack of 

access to self-care resources were common among the many stressors that had been 

experienced by study participants. However, participants reported that they eventually 

learned to successfully cope with many of these stressors. The following section 

describes overarching themes depicting how they coped. 

 Coping strategies in older adults with HIV. Categories representing significant 

information on how participants coped emerged while analyzing data from transcribed 

individual and focused group interviews. These categories were collapsed into fewer, 

more abstract themes. The overarching themes describing how participants coped are 

accessing support, helping others and helping selves, and tapping into one’s own 

spirituality. 

 Accessing support. Obtaining support was paramount in participants’ ability to 

successfully cope with HIV, comorbidities, and related stressors. The necessity of support 

in coping was widely recognized by study participants at the time of study participation. 

When providing words of wisdom for other HIV-positive older adults, one participant 

told the researcher, “You can’t do bad alone,” explaining that a diagnosis of HIV is a 

life-changing event, particularly for seniors who do not think of themselves as at risk for 

acquiring HIV infection. He advised against trying to deal with an HIV diagnosis in 

isolation, pointing out that even those without a strong pre-existing support system do not 

have to cope with their HIV diagnosis alone because HIV support groups exist for 

virtually every age group, gender, and sexual orientation. 
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 All participants in this qualitative inquiry had attended HIV support group 

meetings. Each one shared helpful aspects of HIV support group participation, often 

describing these groups as a safe haven in which they could share their HIV- related 

stressors with similar others without feeling judged or stigmatized. Support group 

participation provided the opportunity for catharsis, developing friendships, and 

facilitating resource-sharing to assist with psychosocial, financial, physical, and 

sometimes spiritual concerns. 

 An HIV support group for older women. One of the support groups with which a 

number of participants were affiliated served older women infected with and/or affected 

by HIV. This group met in a moderately-sized conference room in an elongated one-

story, multi-roomed brick building converted into a church in a West Baltimore industrial 

park. Support group participants sat around a large, heavy, well-maintained, darkly-

stained oval wooden table on comfortable, cushioned wooden chairs. The walls of the 

conference room were covered in red and golden wall paper. A crystal and brass 

chandelier hung mid-ceiling. The appearance of this room and many of the women inside 

it, mostly colorfully attired, were in stark contrast to the bleak industrial park setting in 

which the church was located. These HIV support group meetings for older women 

always commenced with the group’s facilitator introducing herself and asking each 

woman present to do the same. New members received a welcome in unison from more 

established members. Attendees generally shared whether or not they were HIV infected 

although were not coerced into doing so. Many times, women who were HIV-infected 

shared the number of years they had been HIV-positive.  Attendees often shared during 

meetings why they appreciated this HIV support group for older women. Many 
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participants also stated that they were members of the local HIV/AIDS planning council 

and/or other local and regional HIV-related organizations.  

 Newly infected and long-term HIV survivors alike attended this older women’s 

HIV support group. Members shared their own personal stories about living with HIV 

and other health conditions and/or HIV-related struggles of family members. They also 

shared victories in relation to living with HIV and other health conditions. These stories 

described physical, emotional, and mental health recoveries as well as achievements, 

primarily related to HIV disclosure, education, and advocacy. Other members listened, 

asked questions, offered words of support and hope, ideas for coping, and praise for 

accomplishments. When a member appeared distraught, an outpouring of hugs, 

encouragement, practical advice, and referrals were presented by others in the group. 

After each participant shared her story and received feedback, the facilitator and other 

group members provided information on upcoming HIV-related classes, health fairs, 

advocacy opportunities, and other similar information. 

 Refreshments were provided at meetings, typically contributed by a 

pharmaceutical company representative who also provided HIV-related education during 

a portion of the meeting.  This monthly older women’s HIV support group lasted for 

approximately two hours. At the end of each meeting, the women held hands while the 

facilitator or another member said a prayer of thanks to God and asked for the safety and 

good health of all group members and their families. 

 A co-ed HIV support group. A second support group, welcoming men and 

women, was held in a local HIV treatment adherence clinic. Similar to the older women’s 

HIV support group, the clinic HIV support group members also participated in local and 
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sometimes regional HIV-related community outreach activities, most of which were 

faith-based. This co-ed group met weekly for approximately 1.5 hours and welcomed 

HIV positive adults of all ages, although attendees were typically middle-aged 

(approximately 35-65 years old). Interested family members and care providers were also 

welcomed with pre-approval from the group facilitator. Meetings were held in an 

institutional-styled clinic conference room with basic furnishings. Refreshments were 

often available and provided by a pharmaceutical company, typically if a company 

representative also provided an educational program during the meeting. Similar to the 

all-female older adult HIV support group, this co-ed HIV support group commenced with 

the facilitator introducing herself then going around the table encouraging participants to 

introduce themselves and to briefly share their HIV-related stories if they chose to. More 

experienced members who were thriving despite having HIV often comforted those 

having difficulty accepting their HIV diagnosis and coping with related stressors. The 

experienced members often shared information about their own journeys to acceptance, 

sometimes suggesting paths to wellness for those experiencing turmoil. A closing prayer 

was not always recited at the co-ed support group meeting, although many members and 

facilitators alike praised God for what they perceived as good fortune and health at non-

specific times throughout the meeting. This co-ed meeting often had patients and health 

care providers respectfully entering and leaving the meeting according to their clinic 

schedules. By contrast, once attendees of the older women’s HIV support group arrived, 

they typically stayed until the meeting concluded. However, members from each support 

group often gathered briefly to chat with one another after the conclusion of each 

meeting. 
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 Over time, the once-struggling co-ed support group attendees typically became 

more vocal about their HIV, comorbidities, and related stressors.  Many of these 

individuals eventually reached a point where they offered their assistance to others in the 

group, outwardly verbalizing how they had undergone a transformation since their first 

HIV support group meeting. These support group participants often spoke of having 

initially felt afraid and alone after their HIV diagnosis; however, with continued support 

group attendance, provider assistance, and HIV-related educational classes, participants 

often described having felt newly empowered to cope with their HIV diagnosis and 

related stressors. These metamorphoses appeared similar to those occurring within the 

older women’s HIV support group, although often taking a longer period of time to occur 

in the co-ed group—typically up to a year as compared to approximately six months in 

the older women’s support group. 

Receiving, providing, and otherwise becoming engaged in supportive behaviors 

such as overt displays of caring and sharing along with personal testimonials from similar 

others helped participants deal with their own HIV infection, comorbid conditions, and 

related stressors. One female participant described her first HIV support group experience 

as unexpectedly uplifting: 

 I went … to a meeting at (the HIV support group for older women). … I was like, 

"Wow--these women are cool!" You know? They're laughing and joking and 

hugging each other…. And I'm like, "Wow! I haven’t felt like this in a long time! 

…they UPLIFTED each other. You know, and they shared information with each 

other that were going through HIV or, you know, whatever other kinda problems. 

And I was like, "Wow!”  I'm finally meeting women that have gone through some 

of the same things that I've gone through. And they're still able to smile…and… 

be loving and nurturing and caring and they still have a sense of humor, and, you 

know, all these things…. 
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 As with the experiences shared by the older women’s support group participant 

above, participants at the co-ed HIV support group sensed a connection with others that 

began in the group then eventually extended beyond the physical boundaries of the 

group: 

So when I got to the programs & the support groups here, it helped me to...come 

to terms with the fact that I DO have it…and I DON’T have to DIE, even though 

I'm AIDS-defined! Not only, uh, your care providers here, but also the PEOPLE 

that you connect with…. For ME, hearing THEIR stories helped ME to come to 

terms, to be COMFORTABLE with the fact...that I DO have HIV, AIDS-defined. 

And...there IS people out there...other than me...that cares...and that can help. 

 

 Participants did not typically seek out HIV support groups under their own 

volition. Many participants did not know where to turn for help in coping after their 

diagnosis. Trusted friends were often the conduit through which participants arrived at 

their first HIV support group meeting. Care providers affiliated with the HIV clinic were 

also sources of support group referral. An initial visit to this co-ed support group, 

founded by a much loved and now deceased physician who was also an HIV support 

group leader and philanthropist, left the following study participant surprised by what she 

found there: 

…my husband passed, and a friend of mine I knew had HIV so I say, ‘I don’t think 

I'm gonna make it. I'm on the brink of suicide.’ So he said, ‘Well, hold on, I'm 

gonna bring you to this man named J. And he brought me to J.…. J. saved my life! 

…so now I can get outta this room, I can go down here to this support group, you 

know, but when I got here I felt as though I was outta place, because all of these 

people in this support group--they was a little too happy for me! ...they smiling 

and laughing and jokin' and I'm like, ‘I don't see anything funny! Why are they so 

happy? They talking 'bout they got HIV!’  So I was like, “I'm gonna give it a try, 

I'm gonna see at the next meeting how I do." 

 

 Positive affirmations. Study participants often said that positive self-talk and 

surrounding themselves with positive people were integral to their ability to cope. One 

participant spoke of this as well as the detrimental effects of negativity: 
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I do positive self-talk, go to support groups. You meet positive people. People 

that… are in your corner. And you're 'round people that GOING someplace! And 

doing things. ‘cause if you be around somebody that's negative, eventually, YOU 

gonna become negative. I don't intend to go backwards. I'm looking forward… 

I'm moving ON …. 

 

 Repeating positive affirmations, a practice often learned through support groups, 

also facilitated coping for female participants in particular:  

I'm trying to go stress free... because your state of mind... determines your 

 health...in my mind. Your state of mind determines your health. Say it all the time 

 to yourself. "If I'm happy and laughing, I feel better...I’m gonna BE better!” 

 

Another sentiment often heard in these HIV support groups was that participants 

were grateful to be alive: 

You HAVE to have that "Hope to Heal" from the inside out, and that means 

 THINKING positive, trying to BE positive, and EVERY DAY is not a Great 

 Fantastic Blow it Up Let's Have a Balloon Day. But every day's a GOOD 

 day...when you get a chance to HAVE a day! 

 

 Sharing with trusted others. Participants reported that sharing thoughts and 

feelings including those of suicide, with trusted others, and simply knowing that others 

were willing to listen, was cathartic and stress relieving. After having had suicidal 

ideation, one participant shared these thoughts with a friend experiencing cancer: 

One of my girlfriends, the one that has cancer…. She said, "Let me tell you...one 

thing. If you EVER, EVER feel like that, PLEASE call me. Just call me. I know I 

can’t change it. I can't.  …may not be able to fix it, but I can listen!” ...I don’t talk 

to her every day. But, um, you know, I know she's there…. 

 

 Sharing also resulted in participants’ acquisition of new knowledge about stress in 

relation to HIV, further relieving this participant’s stress: 

…there was a time that, MY CD4+ count was...NOT going down. But, neither was 

the viral load! And …I was on medicine…. And I was like, "I'm not understanding 

this! And then...it was brought to my attention. If you're mentally...not...HAPPY 

…If you're stressed....I didn't know stress would do it! I didn’t know...I didn't 

understand all of that. And, and eventually I started learning that stress will do it; 
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being UNHAPPY about things can do it. You have to...pull yourself away. 

And...pull...yourself up by the  bootstraps. And, start to believe!  

 

 Family support. Many participants reported having experienced mixed emotions 

about sharing their HIV status with family members, often fearing negative 

repercussions. One male participant chose not to disclose to his sister, with whom he was 

rather close, because he believed if she knew he was HIV positive, she would worry 

herself, then she would worry him with her worrying. He was certain that this constant 

exchange of worry would cause him increased stress. However, many participants did 

disclose their HIV status to friends and family members, reporting that most friends and 

family were ultimately supportive or at least neutral in response: 

 … my kids have always been very supportive. Nobody has ever...turned…their 

back on me...in my family. Um, when I first was diagnosed I was afraid to tell my 

children… because I’ve always been very close to my grandchildren. …I thought 

…they might not want the kids to be around me.... Never happened! None of that 

ever materialized. And I was able to talk to them about…being HIV. As far as they 

were concerned, life went on. They never treated me any differently. When I've 

had crises they've always been here. 

 

 HIV retreats and creative outlets. HIV retreats were reported by many 

participants to be remarkably stress-relieving. Quality of Life Retreats, one of the 

longest-running HIV retreat programs in the Baltimore-Washington area, was mentioned 

by many study participants as providing helpful strategies for coping with HIV and 

related challenges along with opportunities to connect socially and emotionally with 

other adults with HIV. Health and disease-specific information, small-group dialogues 

and exercises, community-building and morale-lifting activities, and optional gatherings 

for spiritual nurturing were provided at these four-day-long retreats. One barrier to this 

method of coping (attending retreats) is that attendees must have the flexibility to spend a 

few days away from their usual responsibilities. However, HIV retreats are remarkably 
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affordable, costing each participant only twenty dollars for four days as of the time of this 

writing. One participant glowed as he described his retreat experience to the researcher: 

 It's completely confidential... It was $10; now it's $20. They accept all 

religions...all races, all economic and social statuses... It is a place to 

recharge!...And I remind myself often that I need to recharge….you...sing a little, 

you pray a little, you have nutritionists come in…. And you play Bingo at night, 

and you have meals together…and you sneak cigarettes after curfew…. At the end 

of that time, nobody wants to go home. It's such a beautiful thing….they have 

rooms and they're very strict….Um, beds made. ...It's cool. Franciscans. Its sooo 

stress-releasing, to know...to feel... for two or three days...that you're in a 

community of... people just like you. Not out to criticize. 

  

 Attending an HIV retreat was not necessary to experience a creative outlet. Art 

therapy classes outside of retreat settings were also described by male and female study 

participants alike as being highly effective in stress reduction, with the added benefit of 

providing a tangible personal accomplishment:  

 I like the art therapy, because sometimes problems' not always HIV. Got life 

 problems, family problems, money problems, and, and then....You gotta deal 

 with co-morbidities.... Then your mind might be a little off, and you might  just 

 need a rest.  So when you get  into art therapy, you're doing something away from 

 all that…. Because you just don't--you want to have some relief…. It's nothing like 

 doing something…. Because there's a reward to that. There's truly a reward…. 

 

 Health care providers as support. Participants’ perceptions of their health care 

providers’ attitudes and behaviors weighed heavily into their ability to cope. When 

participants believed their providers were actively listening to them and engaging them in 

their own care, they often reported feeling comfortable with and well cared for by their 

providers. Combination antiretroviral therapy and side effect management also became 

much easier once patients found providers whom they felt actually heard their concerns 

and provided them with pertinent health-related information: 

 I ...was taking... medicine....it was causing me to get dizzy and hot….And also, I 

was… hearing things. You know, people calling me. …I was also seeing 

things…run across the floor…. Well, I made the mistake of stop taking it (without 
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consulting a healthcare provider). I learned...since I started coming to (adherence 

clinic)...that...if you stop taking a certain kind of medicine, HIV…Builds up a 

resistance…. With liver trouble, there are less choices of medicines that you CAN 

take. I …changed physicians because I didn't feel comfortable...with the one that I 

had … I felt as though, even though she was good at her job… we didn’t 

really...communicate…. The ones that I have now...I feel comfortable talking to 

them…. I feel they're more approachable and they LISTEN! 

 

 Another participant elaborated on why having providers who addressed all of 

their needs as opposed to focusing on treating HIV in isolation was essential to assisting 

patients in coping: 

They take a...holistic approach...to treatment. They don't only treat HIV.... They 

know that we may need...mental health. We may need...financial or housing help, 

because in order to treat this particular disease, you're gonna deal with 

depression and so forth, and...It took a holistic approach, because had I just been 

treated for my HIV, I probably wouldn't have even taken my medicine…when I 

had other issues going on. And that, that stops a lot of people from taking their 

medicine...when they don't have a stable living situation. …and mental 

disorders...along with finding out...what used to be devastating news…the 

stigmatism behind it...in our culture, men...still think it's devastating! 

 

 Helping selves and helping others. 

 

 Educating self. Prior to participants having developed the ability to help others, 

they first needed to “get good with” themselves, a phrase used by some participants to 

describe accepting and developing a level of comfort with the fact that they were HIV 

positive. Support group participation, trusted friends and family members, health care 

providers, and even a couple of sympathetic employers provided support. Disease-

specific education also assisted them in the process of “getting good with” themselves 

and their HIV status.  “Getting good…” allowed participants to become compliant with 

their own treatment. It also prepared them to help others with HIV.  

 Some HIV-related education was obtained through support groups and health care 

providers. However, many participants found educating themselves to be a key element 



 
 

50 
 

in their ability to cope. Self-education was accomplished by going on-line, attending 

health fairs, reading printed literature, and attending classes to learn more about HIV and 

related health conditions. Participants shared that HIV-specific education reduced their 

fears of the unknown as the unknown became known. Gaining knowledge about their 

health conditions also improved their treatment adherence and overall self-care desire and 

ability: 

I gained the knowledge as I went along….through my clinic…. And then I … 

informed myself a lot. I ask questions...and I picked up literature …from different 

places that I went to educate on HIV. I took the initiative to weed things out. And 

one HAS to take the initiative to find all this out. Because you don’t, you're gonna 

be left out in the dark. …I'm advising anybody that wants to, that really cares, go 

out and find that information! …I'm more informed, and more committed to 

staying healthy. … one of the advantages is that I know that you should take your 

medicine or that you should abstain from certain things. You can eat 

healthier….And…it works. I'm living proof of it! I really don’t feel like I'm HIV. 

I'm more productive then what I was before I found out. I'm taking better care of 

myself and I love it! 

 

 After participants became comfortable with their own HIV status, knowledge of 

HIV and comorbid conditions, medications and their mechanisms of action, and 

additional beneficial information such as the importance of a well-balanced diet and 

exercise, they verbalized feeling better prepared and more willing to help others.  

 Participants’ becoming comfortable with their HIV-positive status was reported as 

necessary prior to broadly disclosing their HIV diagnosis to family and friends.  Support 

from others, particularly older adults actively coping with HIV; HIV-related education, 

and even talking about it to strangers helped them get there: 

I was …out there…trying to...pull people in...to know what I know.... I was 

information sharing. Sometimes you got to be street with street…you know, give 

'em a run for their money. But you get them to the table and you give 'em the 

information…. I didn’t have a problem tellin' them. I wasn’t really looking at it 

like I was helping others because I wasn't quite where I needed to be…yet. I 

didn’t really start thinking about it as helping until I got familiar enough and 
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healthy enough with myself. And once I got good with me, then I felt like, well 

now, I can tell somebody else … So I really wasn’t looking at it like...I was 

helping. I was sharing! ...It was helping ME not to stay cooped up in my house. 

Not to sit home and look at the four walls...sit home and be depressed…. That was 

helping me! Have somewhere to go... people to talk to. Have people know...my 

situation, and be able to...not be afraid to tell….So, yeah, by then I was being 

helped...out of depression! 

 

 The HIV support groups with which study participants were affiliated provided 

ample opportunities for participants to talk to others about their situations as well as 

become involved in HIV-related outreach activities. Such activities often included HIV 

prevention education, testing, and counseling. Male and female participants alike 

described having experienced what is known in the literature as a “helper’s high,” an 

immense feeling of happiness and satisfaction related to helping others (Luks, 1988), 

after assisting with outreach activities. One support group participant summed up the 

good feelings she experienced by helping others through sharing her wisdom at local 

outreach activities in the following statement: 

 …the people that I'm bringing out and receiving… I felt so wonderful! The joy 

that I experience. Wooh! And then to sit back and tell them things to help them 

make life a lot easier for them. And then they say, “Well, thank you, 'cause I 

would have never looked at it that way!” You know, that, that makes my day, just 

to be able to help someone else. Those experiences that we go through aren't 

meant for us to keep. They're meant to be given back so that somebody else can 

make a better day tomorrow, and won't have to go through what we went through 

yesterday. Now there's gonna be some bumpy roads--some people that's not 

gonna listen, but… they gotta go through it themselves. …the ones, even if you 

just reach one person, that's all it takes. The message will have been delivered….  

  

 Educating others. Once participants had “gotten good with” themselves, they 

wanted to help others. Often, that helping took the form of educating others. At least one 

male and several female participants shared that they educated senators and 

congresspersons on Capitol Hill while advocating for Ryan White funding re-
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authorization, enlightening politicians on how re-authorization would help prevent the 

spread of HIV: 

 I get really involved now…. I don't just go to the support groups. I decided to just 

take it a step further…. When there were some problems with Ryan White ending 

… I said we could do more! We… got some papers together…, we went to DC, 

and we spoke with not only the Senate but the House of Representatives, and 

successfully got the Ryan White Bill reauthorized for not just 3 years but 4…. And 

I was very happy to be a part of it!  

 

The majority of study participants verbalized that by the time of their study 

participation, they had no problem sharing their HIV status with others; however, not 

everyone with HIV is willing to publicize their status. One’s reluctance to openly share 

their HIV positivity does not necessarily preclude them from taking part in HIV-related 

educational and advocacy activities. One such advocate shared how she reaped rewards 

from helping others through advocacy despite the fact that she had not yet widely 

disclosed her own HIV positivity:  

 Maybe I'm not ready yet to tell the whole world I'm HIV positive, but I don’t have 

to tell you I'm HIV positive to be a positive advocate, because advocacy is about 

putting a voice to a cause! And I'm willing to put my voice to that cause, because 

what I do for my sistah I do for myself! And because I want to see it eradicated in 

my lifetime…. I don’t want my granddaughter to be HIV positive. I wanna make 

sure that prevention--education--is done, is in place. You know, the testing, and 

then if a person tests positive I wanna make sure that every individual is afforded 

quality medical care. So therefore, yes, I went to DC last year and spoke out for 

the extension of Ryan White. Had no problem with it…. And so, it's because, I 

think, the things I've gone through. I took my blessing to be a blessing to someone 

else. 

 

 A female recovering substance abuser shared that helping others struggling with 

addictions made her feel so good that she had been mentoring recovering addicts, a 

number of whom were also HIV-positive, for many years as a way of taking care of 

herself; that is to say, it helped her to cope: 

 … It keeps me grounded, keeps me in a good space; good place. I've been … 24 
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years sober from drugs and alcohol. …I do a lot of sponsoring women in the 12 

step program. That makes me feel good. I have about 8 or 9 ladies that I'm 

working with right now. …it makes me feel good because we have a saying "You 

keep what you have by giving it away." So it makes me feel good giving back to 

them and helping them to get to the place where I am…and watching 'em grow!  

You know, from the time that they come in and you watch 'em grow, and they get 

jobs, and get married, and they buy homes, you know? Productive members of 

society. And then they're happy and THEY can pass it on, you know? That, that 

makes me feel good. That's one thing that I do to take care of myself. 

 

 Some male participants expressed having experienced a helper’s high when 

working to make a positive difference in the community. Although not stated by 

participants, such work assists in the achievement of their age-appropriate developmental 

milestone of generativity. One particular male focus group participant shared his elation 

resulting from his volunteer participation in the 2010 City Uprising, a yearly event 

involving lay volunteers and nursing, medical, social work, and other health professionals 

walking the streets of Baltimore to encourage and refer individuals to be tested for HIV 

free of charge at locations throughout the city:  

 … The greatest danger...is NOT knowing. I explained that to people who weren’t 

sure they wanted to be tested. I enjoyed educating them… And knowing that 

you’ve helped someone...preventing the possible spread of HIV...by just your mere 

actions. … That person...will possibly now not...infect others. Knowingly... or 

UNKNOWINGLY….  And it’s wonderful to see a YOUNG person come in and be 

tested! If you could GET that message across to the ...YOUNG people, then you've 

changed the culture. And then if you change the culture, you change the spread. 

…education is the key. Knowledge is power. And with power, then we can change 

things. It makes you feel good to… advocate. It makes you feel good to...help 

someone. It makes you feel good to...let alone help that individual… you're 

helping your community....By preventing the spread. 

 

 Helping others clearly helped study participants feel good about themselves and 

their positive contributions to society. At times, however, participants shared that a key to 

coping with HIV, co-morbidities, and related stressors was steering clear of negative 

people and stressful situations. Some of the same individuals who viewed helping as a 
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way of taking care of themselves consciously chose to avoid people and situations they 

perceived as negative or “toxic;” in sum, stressful: 

 …staying away from toxic people…. People who are negative in their outlook on 

life, uh, they whine and complain; people who are angry; people who are 

just…all over the place, you know, people like hyper, you know, very very 

hyper…. It's draining. …It's draining emotionally…. I…made a decision to not 

put myself in those kind of situations…‘cause it's draining! And I don't need it! 

(Laughs heartily) I choose not to do that! 

 

 Tapping into one’s own spirituality. From the very first study interview, participants 

gave an account of how, after initially experiencing a variety of negative thoughts and 

emotions at the time of their HIV diagnosis, they had arrived at a self-described better 

place through tapping into their own spirituality. Participants also credited God or a 

Higher Power for their ability to cope. Spirituality quickly emerged as a critical theme in 

the health and well-being of study participants. Ninety-six percent of male participants 

described themselves as spiritual, and 100% of those also commented that spirituality 

helped them to cope with HIV in combination with comorbidities and related stressors. 

One hundred percent of female participants reported that they were spiritual, and 91% 

shared that their spirituality helped them cope. The remaining two female participants, 

while believing themselves to be spiritual beings, did not clearly articulate spirituality’s 

effect on their ability to cope with HIV in conjunction with comorbidities and related 

stressors. 

Methods of tapping into spirituality.  

 

Faith in God or a Higher Power. Participants accessed their spirituality in a 

number of ways; although typically, through reading the Bible, prayer, meditation, and/or 

via the media (listening to spiritual radio and television programs and/or online sites 

including Facebook pages and postings). Regardless of the specific method, the presence 
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of faith, hope, and trust in God or a Higher Power was verbalized by virtually all 

participants as playing a significant role in their ability to cope.  Burden-sharing with 

God or a Higher Power was reported to reduce stress, increase relaxation, and provide 

strength, with or without connecting to an established religious framework: 

 …I'm not really much of a church person, but I do have a Bible that was given to 

me, and there are times when I feel as though I may be depressed or just need to 

read The Word out of the Bible. And it uplifts me….all I know is that, as far as 

being spiritual, aside from the people that helped me with my drug addiction, and 

helped me get clean and the people that helped with the HIV, that there was 

someone else greater than I that helped me through. 
 

  …But just, just the prayer, reading my Bible… believing that I was…had someone 

watching over me. Even though I was alone, I didn't feel alone. I felt that someone 

was with me going through it the entire time! That …encouraged me to move even 

further. 
 

 …meditation; meditation, prayer. You know, it relaxes you. If you meditate. If you 

pray and you recognize and you accept a Higher Power… then you can trust that 

Higher Power to take care of you.  
 

 … Prayer. It relieves a lot of stress….I think a lot of times when you set down and 

pray....You thank God for the strength to continue to live. It feels good. You know 

you have a different feeling when you get up. I don't go to church…. I might 

watch, uh, different preachers on TV a lot….  
 

 Faith in self. Having faith in one’s own abilities was often spoken in connection 

with faith in God or a Higher Power. Verbally acknowledging God’s involvement in life 

and in self through positive affirmations also helped participants to instill a belief in self: 

 …You have to BELIEVE that you're gonna be well, you know that? BELIEVE that 

you're gonna look good. You know, it's a belief system. And you have to put in 

your spirit FIRST! 
 

 …Faith. Have faith in God. Nothing is impossible with God. And have faith in 

yourself. There's nothing that you really can’t do that's upon you that you can't, 

you can achieve ANYTHING if you believe in the power of God. That's how I 

feel…. 
 

 …I put it on my bedroom wall…it says…’I realize that I...can live with or without 

some people. But I cannot live without Me!  Today, celebrate who God is making 

you….’ So when I get out the bed in the morning, that's the first thing I see! ...and 
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I go to bed at night. I look at that…and I start...planting that in my head….  I got 

that off Facebook … one of the pastors…. I happen to go on that day, and I saw 

that, and I said, "Wow!" 
 

 I SPOKE LIFE to myself….  I told myself that I was...everything God said I was. 

God said...that HE made me...in His own image. HE said... “At your weakest, I 

will be your strength.” 
 

Doing good works. A number of participants believed that blessings would be 

bestowed upon them for doing good works in general, and particularly for helping others. 

Despite this widely-held belief among participants regarding blessings for those who do good 

works, the positive feeling obtained as a result of helping others seemed to be at least as 

important an impetus for carrying out good works as the promise of  future blessings:  

…And the preachers… they sent a message. An what I gotta do, I gotta take heed to 

it……. you gotta take care each other. Go out there and do as God say. … Black, 

White, Chinese, Puerto Rican; HELP somebody. 'cause you gonna be blessed behind 

this! … you gonna be blessed TEN FOLD! You might don’t get the blessing you want 

to. They say, this is my pastor, "God gonna bless you with something--in His own time. 

I think we were brought into the world to be a positive force on one another, even 

though there's so much negativity we have here...on earth today.... But I think through 

Christ that...it's about what we do...with one another. Being good...there are special 

rewards... to be good to one another…. Take out the time to be kind to another person 

who may have never even felt...someone speak kindly to them…. It makes you really 

feel good inside of yourself. 

Purpose in life. Many participants described that their faith in God, in conjunction with 

having felt a sense of direction and purpose in life, began at some point after having been 

diagnosed with HIV. Often, participants attributed their ability to get through their difficult 

experiences to God’s plan to prepare them for their future work.  That plan for work was often 

depicted by participants as involvement in HIV-related outreach activities. Participants shared 

that fulfilling their God-given purpose positively affected their own outlook on life:   
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…God has a purpose for me, and I'm alive today because he wants me to be alive. He 

wants me to do something….The journey that I traveled… I wouldn't be here if God 

didn't want me to be. And my thing is…I have HIV. I need to give back. And if only I 

could share inside what I feel with another person…If I can get them to where I am, 

they're going to feel all right. … I'll say to them …I'll show you how I did it…. That is 

the best thing I could get from what I do. …it's seeing someone … soo down. And now 

they’re up and about moving on with their own lives…. That's the biggest thank you I 

can get for someone to get up and be a productive member of society. 

I got really, really involved. And I began to think to myself that GOD had a place for 

me. That this was a mission! That this was a purpose. Not so much my becoming HIV 

infected. But what I was doing now that I was HIV positive. What I had become. A 

communicator--about HIV. That this was my purpose, since I had to live with this 

disease. … God was leading…. … I started speaking at church groups, and women's 

groups, and um …I used to do classes… And so, that's how I became very active in the 

community…. 

I believe that all things happen for a reason, and that you can look at it on a negative 

or a positive side. God allowed this to happen to me, and …I'm gonna use whatever 

happens to do some good for somebody else…. It, it gives me a purpose, where if you're 

sitting around and you're not, quote, "healthy," … and you have no purpose in life, then 

you're probably gonna be sick. …you dwell on it… stress yourself out. …knowing I can 

make someone else get through this is just a good deal! 

…that must be my meaning, purpose. To be able to help the person with it (HIV), 

because I can walk and talk and there's a meaning behind what happened with me. 

What is it that He wants me to do, you know? He saw me in this field…. It must be 

something for me at this age. He has--a mission for me to do. He got me through ALL 

that.... Yes! …As long as I just keep going and praying …God's got me, I know he does! 

Previous personal experience with illness. Female participants who did not report a 

history of addiction often reported drawing strength from having overcome significant past 

health problems. One participant who had survived lymphoma and breast cancer shared that 

she applied the same “fighter” mentality and faith in God that helped her overcome cancer to 

coping with HIV: 

I've heard people say. “If I found out I was HIV positive at my age, it would kill me.” 

…When I was diagnosed with …lymphoma… another young man was diagnosed. We 
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were youngsters…. He just gave up! … I said, “you know what? I'm not gonna give 

up…. This thing's NOT gonna kill me!” … And my father told me …the Lord told him, 

“stop worrying me about that child. She's gonna suffer but she's not gonna die.”… And 

I'm still here! …And the same way with the breast cancer. I said “…now Lord, if you 

took care of me when I was younger, I didn't have the relationship with you then that I 

do now, I know you got me!” Roll my sleeves up and fight it. …it takes a warrior 

mentality! 

 

Spiritual Awakening. Most study participants shared that they were not always in the 

good spiritual place at which they had arrived by the time of their study participation. Many 

spoke of a point in their lives where they had sunk so low they believed they would almost 

certainly have died had it not been for an intervention. These individuals often described some 

type of spiritual awakening, or realizing a higher level of their own consciousness, ultimately 

leading them to a new and improved chapter in their lives. One such intervention leading to 

spiritual awakening arrived in the form of a co-worker providing assistance when his colleague 

(a study participant) cried out to him for help:  

I was … SEVERELY depressed. … I knew there was something missing…. I was like, 

"This is not all to life, just takin' medicine!" And I went to (co-worker’s name). …I said, 

"I'm NOT OK!" … And (co-worker’s name) said, “What if I taught you the Word of 

God before work?” YES! … I was MORE than HIV! THAT was the missing link! …I 

was comin' to work every day with a smile on my face… and I'd go home and the 

moment I would hit my door I would cry! …at the end of the day wasn’t nobody there 

for me! … And I just knew I needed to get God! … I needed my spirit fed….And I thank 

God….I've been drug free now for …19 years. I don’t know if I would have been back 

out USING drugs… don’t know where I would have been….if it was NOT for the fact 

that (name of colleague) gave me the antidote. … coulda easily wrote me a 'script. But 

he knew that wasn't that answer….God used a wise man to see exactly what … was 

missing….I'm glad that I was able to get honest...stop wearing these masks like I'm 

O.K., and go to somebody … spiritual. He didn’t let me go to anybody…. He led me 

to…someone that was anointed. THAT's who he led me to.... And the rest is history. 

So…I'm doing well…living well… no longer broken. 
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Similarly, another participant shared that what was missing in her life was a relationship with 

Christ which she believed essential to the healing of her spirit: 

 

I believe if the spirit man is well, the WHOLE man is gonna be well…. I’m in a good 

place! And wasn’t always in a good place. Oh, no. I was in HELL! I need my 

relationship... with Christ! …it happened when I stopped fighting. When I learned...to 

surrender. And I had nothing else to fight against… When I stopped trying to 

control...SHIT, 'cause that what it was, OK? When I stopped trying to control SHIT, 

stopped fighting, this brick wall that I wasn’t penetrating...any kinda way...when I 

stopped hitting my head up against that wall,  and fell on my knees, and put my face to 

the ground, that's when it happened to me. I…didn’t like me…. I didn’t feel...I didn’t 

feel normal! And I don’t even know what normal is. But I know that it wasn't, it wasn’t 

the way I was supposed to be feeling. I wasn’t...I mean, it was dark!... the lights were 

on, but …it was dark! It just seemed that I was encased...with darkness! Everybody I 

went 'round...was dark! I was doing dark shit!!!…You know that? Ahh, God, thank you! 

Participants sometimes used different terminologies to reflect similar ideas. A male 

participant expanded upon the idea of “darkness” and “light” described in the statement above 

by a female participant. He used the terms “good” and “evil” to refer to a process that occurred 

“inside” of himself that altered his direction in life, leading him to frequent his HIV adherence 

clinic with beneficial results: 

… And then I had a spiritual abiding. And that really lifted me higher.… Awakening 

that God's telling me that there is a force… in this world--good & evil.… Because I had 

a rude awakening…. Some people don't, you know, some people have a hard time 

imagining this. But I had something inside of me happen to me, you understand me, 

that I was willing to CHANGE ….that, that helped, I was willing to start changing 

everything about me. Like, the way I am today I was not that way. I was a person that 

you would NOT want to be around….I, I was a awful man. I'd cuss you out, I’d… 

steal.... Yeah, I didn’t care how I got anything. You know. And I, uh, and I, I just let go 

and let God. …I just, and as time went by, my spirit told me to start coming to this 

place here…. And I didn’t know WHY I was coming. But I would come here every day. 
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One participant shared how she had reached her lowest point prior to having 

experienced a spiritual awakening and bargained with God:                                                                                

… when you get to a point where you just can't take no more--you're tired. You're sick 

and tired of being tired. But you get to a point where you just can't go no further down, 

so there's nothing left but to start thinking another way. Everything else I tried failed. I 

said it's time for me to do something else. So I prayed. I just prayed. I said, if you want 

me to do this Lord, I, whatever it takes...I'll give one thing up, and then we'll work on 

some more stuff. One day at a time.... 

 

Yet another overtly stated that God saved her life after she promised God she would “help any 

person she could” if He would spare her life. Working hard to improve the lives of others on a 

daily basis was her way of  repaying God for His mercy: 

…when I asked God, and this is the honest truth, if He would save my life, if He would 

spare my life that my worship to Him was to do the best that I could and to help any 

person I can. So I, my way of giving back is what I do here….And that's my worship to 

God. … if I can help a person, if I can make them smile, I did my job for the day….And 

that's with Him. You know, so, that's how I give back. 'cause I'm just grateful, and 

thankful that He saved my life. Because the road that I was living, I SHOULD have 

been DEAD. But He said, No! Who do you know gets a second chance at life? I done 

lived TWO lives!  

 

The experiences shared by one participant exemplified those of many others when she 

directly spoke of how drug addiction pulled her into an extended, downward spiral from which 

she thought there was no return. When her physical health took a turn for the worse, she 

described having had a “spiritual awakening” during which she was initially introspective, then 

contemplative, and eventually became able to break free from the “captivity” of alcohol and 

illicit drugs through the help of organized groups such as Narcotics Anonymous. The difficult 

path this participant reports she had chosen earlier in life, resulting in HIV infection and 

estrangement from friends and family, enhanced her ability to more fully appreciate life later 
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on, helping to cultivate her own spirituality, belief in God, and desire to change: 

I …had problems with captivity. Past experiences with drugs kept repeating themselves 

over and over no matter what I did to try to walk away--it just kept following me, and 

just felt like, ah, I was never gonna leave that lifestyle alone, and if anything, that that 

would be the way I would probably leave this world…. But, I, I had a spiritual 

awakening, and behind it, my life turnt--took a whole change. And I believe that, um, 

when my health took a drop, things started becoming clearer to me. I saw, I, I actually 

grieved for the first time in my life—for the pain that I had caused my own self. And 

once I got that awakening, I sort of, ahhh, decided to see life from a different 

perspective. I wanted to do something to save the girl that I knew I was growing up….  
 

The same participant shared how age and experience had deepened her spirituality,         

leading to what might be referred to a spiritual awakening occurring over time: 

 

I think the years and the experience, the hardships, have helped grace and spirituality. 

I will not ever leave out my spirituality, because it's widened me. I'm so blessed 

because if I had not gone through what I went through, I wouldn't be able to appreciate 

life as gratefully as I do now….  
 

Other participants stated that a spiritual arousal had positively impacted their ability to become 

introspective, challenging them to do better: 

...my spirituality… it motivates me. … It's easy to just lay back and do nothing. But I 

think that's wrong. I think that's the biggest sin in the world. …That's just like being 

like I was before. The things you thought you couldn't do--challenge yourself to do it. 

Maybe you might see… something in you that you might want to do something else 

even more. 
 

Summary and Conclusion 

 Many of the community-dwelling HIV-positive older adults in Baltimore 

participating in this study reported that after their HIV diagnosis, they feared they would 

die as a result of their HIV infection, withdrew from the community, and contemplated 

suicide. Fear of disclosing their HIV status was often related to fear of rejection from 

family, friends, other members of their social circle, and employers. They were 

concerned that their grandchildren would not be allowed to visit them. Some friends, 
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family members, and others with whom participants interacted, including some past 

health care providers, played a significant role in unwittingly bolstering those fears when 

they spoke and behaved in a manner reflective of a general lack of knowledge of HIV, 

medications to treat HIV, and holistic care. 

 Participant stressors included attending to their HIV, comorbidities, and related 

issues, in addition to contemplating disclosure. Effective coping with HIV and related 

stressors began with participants accessing support, often with the help of another (friend, 

health care provider, support group, etc.). All study participants had attended one or more 

HIV support group specifically for or inclusive of older adults in Baltimore. These 

support groups came to be safe spaces where participants could talk about HIV without 

feeling stigmatized and where the development of friendships with similar others was 

facilitated. Information was provided on resources to assist with physical, psychosocial, 

and financial issues, among others. Support group participants learned to help themselves 

and, once comfortable enough with their own HIV-positive status, to reach out and help 

others. Through this process, participants became able to tap into their own spirituality 

and find their purpose in life.  Many participants viewed HIV as a blessing of sorts, 

because the process of learning to cope with HIV and assisting others who had not yet 

learned to cope had given their lives meaning. Helping others felt good. Many began to 

thank God for another day instead of complaining about their life circumstances. 

 Chapter one provided study background beginning with the discovery of HIV and 

changes in survival time over the years. HIV-related concerns, notably stigma and 

discrimination, are followed by the effects of stress specific to aging. Stress and coping in 

the context of this study are then discussed, followed by entre into the study communities 
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(HIV support groups) and the researcher establishing trust with group members. Chapter 

one finished with a statement of study purpose and the research questions.  Chapter two 

describes interpretivism, the researcher’s philosophical framework, followed by a 

discussion of hermeneutics, the methodology under which this research was designed and 

conducted.  In chapter three, study design is addressed, including data collection tools 

and methods. Potential risks and benefits to study participation were discussed followed 

by rationales for decision-making when a study aspect couldn’t be brought to fruition as 

planned (e.g. three focus groups were conducted as opposed to the planned four). Data 

analysis and synthesis were then discussed followed by trustworthiness of the research, a 

chapter summary, and conclusions.  Chapter four presents coping strategies of study 

participants. Findings illustrate the myriad stressors these older adults with HIV in 

Baltimore have experienced, from abuse to comorbid health conditions to disjointed 

health care to lack of income to recovering from substance abuse and beyond. Accessing 

support, helping others and helping selves, and tapping into one’s own spirituality were 

the essential themes relating to how study participants coped with HIV infection and 

related stressors. Numerous participant examples were provided to describe these 

stressors, along with information on what helped participants cope and how those 

strategies were beneficial. In chapter five, the final chapter, study findings are compared 

to those in the literature. Similarities between study findings and well-known tenets of a 

group that has become a pillar of transformation and coping in the U.S. and abroad are 

then discussed. Implications of study findings and related opportunities for nurses 

including recommendations for future research are followed by a final summary and 

study conclusions. 
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CHAPTER FIVE 

Discussion 

 This hermeneutic inquiry explored coping strategies of older community dwelling 

adults with HIV in Baltimore. Information gleaned from participant observation 

activities, individual interviews, and focused group interviews indicates that participants 

used the following methods to cope with HIV, comorbidities, and related stressors: (1) 

Accessing support, (2) Helping selves and helping others, and (3) Tapping into one’s own 

spirituality. This chapter describes the significance of current study findings then relates 

study findings to the literature. These findings include (a) comorbid conditions and 

related stressors, (b) social isolation and stigma, (c) gender-based differences including, 

(i) HIV transmission modes, (ii) income and employment, (iii) response to stressors, and 

(d) selected psychosocial attributes. Coping strategies elucidated in this research are 

discussed including how those strategies relate to hope. Physiological and psychological 

age-related differences in HIV and coping are then discussed followed by gender-based 

differences in stress and coping. Erikson’s developmental stages in relation to study 

findings are next followed by similarities between coping methods shared by Alcoholics 

Anonymous (A.A.) and study participants. This discussion is followed by a brief 

description of the process of coping that summarizes the crux of study findings. Trust 

issues in relation to individual participant recruitment are then discussed followed by 

study limitations, significance of findings, nursing implications, and recommendations 

for future research. A summary and conclusions end this chapter.  

 Comparing study findings to previous research can help to reinforce previous 

findings, refute them, or identify nuances in the more recent findings that might not have 
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been present or noticed in previous studies. The next several chapter entries make 

comparisons between findings in this study and those already reported in the literature. 

Selected Psychosocial Attribute Comparisons 

 Demographic data are typically collected in research studies for descriptive 

purposes. Some of the demographic data obtained in this study such as income and level 

of education were also collected and reported in other exploratory research on older 

adults with HIV (AIDS Community Research Initiative of America [ACRIA], 2006; 

2009). However, many of the psychosocial attributes reported by participants in this 

study such as a history of abuse, having other family members with HIV, and having lost 

a child to traumatic injury were not found in a literature review of older adults with HIV. 

One previous study looked at the relationship between child abuse and current medical 

problems among a multi-ethnic sample of older adults in Florida (N = 1396, Mean age = 

67) (Sachs-Ericsson, Medley, Kendall–Tackett, & Taylor, 2011) without mention of HIV 

status. Those study findings included that abuse in childhood was positively associated 

with the number of current medical problems and disability in older adults and was also 

related to lower self-efficacy. Similarly, approximately 50% of participants in the current 

study indicated that the environment in which they grew up and/or later dwelled resulted 

in low self-esteem, something they believed increased their susceptibility to HIV 

infection. Information on abuse, family members with HIV, deceased children and 

incarcerated sons was revealed by participants during current study interviews despite 

that no such questions were posed.  Therefore, possible explanations for a lack of similar 

findings in the literature may include an absence of published qualitative inquiries 
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utilizing in-depth interviews targeting stressors and coping in community-dwelling older 

adults with HIV.  

Comorbid Health Conditions and Related Stressors                                           

 Although health condition-related differences existed among study participants, 

one similarity was that all had chronic comorbidities—seven on average. According to 

the CDC (2004), a typical community-dwelling 75-year-old without a diagnosis of HIV 

has three chronic conditions. Study participants, with a mean age 55.5 years, experienced 

approximately 2.3 times the number of comorbid conditions as the average HIV-negative 

75 year old described by the CDC.  Bhavan, Kampalath, & Overton (2008) reported that 

as HIV-positive individuals are living longer due to the development and use of more 

effective HIV medications, they often succumb to an early-onset of age-related chronic 

comorbidities, toxic medication effects, or issues related to long-term substance use, as 

opposed to AIDS-related illnesses.  

 Comorbidities and the related time and attention required to maintain health in 

combination with HIV was described as a stressor by study participants. Study 

participants were also stressed by their experiences with health care providers who lacked 

HIV treatment knowledge, and by providers treating HIV in isolation as opposed to 

taking a holistic approach to their care. Additionally, having insufficient income to pay 

for prescription medications was verbalized as a stressor. Most study participants were 

covered by the Maryland AIDS Drug Assistance Program (MADAP) for HIV-related 

medications; however, the co-payment required for medications to treat their comorbid 

health conditions was often difficult for them to afford. 
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 Comorbidities reported by participants in this study included a high percentage of 

mental health issues (42% with depression, 32% with anxiety). Kalichman, Heckman, 

Kochman, Sikkema, and Bergholte (2000) reported that while anxiety and depression are 

common among HIV-positive individuals in general, depression in particular is more 

common among older adults with HIV. Wolitzsky-Taylor, Castriotta, Lenze, Stanley, and 

Craske (2010) reported that anxiety disorders are highly comorbid with depression and 

the number of medical conditions in older adults. Memory was also reported as affected, 

albeit mildly, by 36% of study participants. These participants described vague memory 

difficulties such as forgetting to take medication and missing appointments. One 

participant reported losing her way on one occasion when driving a frequently-traveled 

route while rushing to work. None of these complaints were reported to have been 

formally evaluated by a health care provider. Cognitive impairment has been reported 

among older adults with HIV in the literature. According to Clifford, et al. (2009), 

problems with memory are frequent among HIV-positive adults. Although symptoms are 

often reported as mild, they can negatively affect one’s life by causing job and 

relationship difficulties. Weber, et al. (2011) agree that memory difficulties are common 

in HIV-positive older adults; however, they indicated that such difficulties, sometimes 

notable on cognitive testing measures, often do not significantly affect activities of daily 

living due to the use of compensatory strategies.  Current study participants tended to use 

reminders such as pill containers and documenting information in strategic places such as 

on calendars by the door to help them remember necessary tasks. 
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Social Isolation and Stigma.                                                                                             

 Participants in this study reported having experienced situations depicting HIV-

related stigma after their HIV diagnosis. Some also reported having been ostracized by 

health care providers, co-workers, some friends and family members, often initially 

resulting in feelings of isolation and depressive symptoms.  HIV-positive older adults, 

similar to HIV-positive individuals in general, may fear and/or actually experience 

ostracism by those with whom they interact if they divulge their HIV status (Emlet, 

2006). However, peers of older adults with HIV are more likely to ostracize them as 

compared to peers of younger individuals with HIV because older adults generally have 

more misconceptions and are less well educated about HIV transmission compared to any 

other age group (Lambda Legal, 2010). Additionally, older adults tend toward smaller 

social networks with fewer people on whom to rely (Pushkar & Arbuckle, 2002). 

According to Karpiak & Shippy (2005), usual social supports are often unable to fulfill 

the psychosocial needs of HIV-positive older adults because the older adult has not 

disclosed his or her HIV status or has disclosed and been shunned. The older adult then 

withdraws and becomes socially isolated and lonely, leading to a depression and less 

favorable overall health outcomes (Heckman, 2006; Mayers, Khoo, & Svartberg, 2002).  

Gender-based Differences 

 Both similarities in and differences between older men and women with HIV are 

present in this study. Some of the similarities are seen in the predominant modes of HIV 

transmission, likely related in part to the economic climate in which participants existed, 

and in some general methods of coping. Differences are noted in levels of income, rates 

of employment, and specific coping methods.  
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 HIV transmission modes. Gender differences exist in the diverse group that 

represents older adults with HIV, locally and nationally, particularly in modes of HIV 

transmission (Burbank, 2006). However, one notable similarity in this study regardless of 

gender is that the percentage of those reporting IVDU as their only route of HIV 

transmission was higher than the national average, and more so among males. This 

finding may be related to the high rates of IVDU in Baltimore overall, often associated 

with widespread poverty (City-Data.com, 2012; United States Substance Abuse and 

Mental Health Services Administration [SAMHSA], 2009). In 2009, nationwide, 

approximately 82% of HIV diagnoses in females aged 45 and older were attributed to 

heterosexual sex, and 18% were attributed to injection drug use (CDC, 2011c). The 

majority of females in this study (70%) reported heterosexual sex as their only route of 

HIV transmission followed by IVDU (22%). The remaining eight per cent reported two 

or more possible transmission routes including heterosexual sex, IVDU, sex with other 

women of unknown HIV status, and blood transfusion. Specific nationwide data on 

transmission routes in males aged 45-50+ in the U.S. for 2009 were not available on the 

CDC website as of the time of this writing, confirmed by a CDC information line public 

health specialist on March 30, 2012 (1-800-CDC-info).  However, overall in 2009, the 

majority (74%) of adult and adolescent males nationwide reported their only HIV 

transmission mode to be having sex with men (MSM) followed distantly by heterosexual 

sex (14%). Each of these statistics may generally apply to aging males as well (Burbank, 

2006), with intravenous drug use alone accounting for only six per cent of reported HIV 

transmissions in men nationwide in 2009 (CDC, 2011b). In this study, males reported 

heterosexual sex as the most common single mode of HIV transmission (35%) followed 
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closely by IVDU alone (29%) then MSM alone (18%). The remaining 18% reported 

more than one possible mode of transmission inclusive of IVDU, MSM, and heterosexual 

sex.                                                                                                                                 

 Income and employment. Poverty is a well-known stressor (Helgeson, 2010). 

Heterosexuals of all races and ethnicities living below the poverty threshold in U.S. cities 

are five times as likely as the general population in the U.S. to be HIV-infected (CDC, 

2010). The mode income range in female study participants was $1200 to $1600 per 

month. However, 39% of female participants lived below the 2010 poverty threshold of 

$10,830/year for one person (City-Data.com, 2012; United States Department of Health 

and Human Services Assistant Secretary for Planning and Evaluation [ASPE], 2010). 

Mode income for study males ranged from $0 to $400 per month, with 53% or more 

living below the 2010 poverty threshold. Thirty-nine per cent of females in this study 

were employed for pay full or part time whereas only 18% of males were gainfully 

employed. Based upon CDC and ASPE data, it can be concluded that the high number of 

study males living in poverty may be one reason for the higher sole HIV transmission 

mode differences (greater heterosexual sex and IVDU) between males in this study and 

national statistics. 

 Response to stressors. The overarching coping strategies of accessing support, 

helping selves and helping others, and tapping into one’s own spirituality were used by 

male and female participants alike. However, responses to bad news regarding their own 

health in relation to HIV were quite different between genders. Prior to the time of study 

participation, given news that their HIV viral load continued to increase despite receiving 

medical treatment by health care providers, at least two female participants became 
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depressed and developed suicidal ideation; one with a plan. Conversely, two male 

participants were previously told by their healthcare providers while hospitalized with 

opportunistic infections that there was little hope for their survival. These study males 

viewed the news as a challenge and from that point onward did everything they could to 

keep death at bay.  Study females also reported that in the past,  constantly caring for 

their families and extended families, supporting colleagues, and supporting their clients 

took its toll on their health, as they had little time or energy to care for their own needs. 

One study male reported caring for a nephew full-time and another reported serving as a 

resource for other individuals with a variety of issues at the time of study participation 

without reporting any related feelings of personal distress. Health-related financial 

concerns were reported as a source of significant stress by up to 25% of study males. 

However, only one female, diagnosed within a year of study participation, reported lack 

of finances to be a significant personal stressor.  

 Differences in stressors between men and women reported in the literature 

substantiate study findings. Harvard Health (2005) reports that women are more likely 

than men to experience long-term stress due to family and social responsibilities, while 

men experience more stress in relation to financial concerns. Pickhardt (2000) reports 

that men are often challenged by stressors, intent on winning, while women often tend to 

other people's needs and ignore their own, resulting in stress. Study females also tended 

to report drawing on their past experiences overcoming illness (e.g. cancer) and other 

hardships (e.g. physical and/or emotional and/or substance abuse) to successfully cope 

with HIV, comorbidities, and related stressors, whereas males tended to be more present-

oriented in their coping, focusing on their current, tangible resources such as their HIV 
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outreach activities, exercise, and health care providers including mental health counselors 

to help them cope.  The literature substantiates study findings of differences in stressors 

and coping between men and women in general, although not specifically between older 

men and women. 

 Sapolsky (2005) reports that the ability to effectively cope with long-term stress is 

paramount, as chronic stress increases cortisol levels leading to increased blood pressure, 

blood sugar, and immune system dysfunction, much like the chronic stress induced by 

HIV disease itself. As HIV-positive individuals live longer and acquire other chronic 

disease processes at an earlier age compared to those without HIV, it is particularly 

important for HIV-positive individuals to learn to successfully cope with stress to help 

attenuate some of its harmful consequences. 

Coping Themes Compared to the Literature  

 The many negative effects of HIV, multiple comorbid conditions, medication side 

effects, and other related stressors can lead to feelings of helplessness and hopelessness; 

however, participants in this study, affiliated with at least one of two Baltimore area HIV 

support groups, reported having developed a positive outlook in spite of these stressors.  

Participants eventually reached a point where they freely shared their own HIV-related 

trials, tribulations, and triumphs in support groups, volunteered to help others in similar 

situations, and advocated locally, regionally, and nationally for legislation to support 

beneficial HIV policies, care and research. Many study participants were currently or had 

been living well below the national poverty threshold. Some also had a history of 

substance abuse. Still, all reported that they had progressed from despair to engagement 

in and enjoyment of life. 
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 Accessing support, particularly through HIV support groups; helping selves and 

helping others by receiving and providing education and emotional support, and tapping 

into one’s own spirituality after having accessed HIV-related social support and 

education, were successful methods study participants used to cope.  Coping initially 

meant just getting by (surviving) for most participants.  However, by the time of study 

participation, all participants had moved beyond simply getting by.  They had become 

able to transcend many of their stressors by acquiring HIV-related competencies and 

creating and engaging in settings that encouraged adaptive outcomes (e.g., HIV support 

groups, outreach and advocacy skills classes, and art therapy). Cowen (1994) reported 

that activities such as these are often required in order for one to reach a state of 

psychological well-being; that is, a higher level of coping in which one’s spirit is filled 

and one is at peace with oneself and one’s universe (Healey-Ogden & Austin, 2010). 

 Accessing support. The first theme emerging from study data, accessing support, 

indicates that participants did not rely solely upon themselves to acquire and/or practice 

active and meaning-based coping strategies. First, they reached out to and relied upon 

others.  Kessler & McLeonard (1985) wrote that confidants help to buffer human beings 

from the effects of stress by providing opportunities for problem sharing and information 

exchange. Larger support systems such as support groups can help each individual feel 

that many others care about them. Listening to the challenges of similar others and 

sharing one’s own ideas to overcome challenges, for the benefit of other group members, 

can also lead to increased feelings of self-worth (California Department of 

Developmental Services [DDS], 2011). In the current study, participants’ disclosure of 

their HIV status, particularly when done in a supportive group of similarly-aged HIV-
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positive peers, led to acceptance of their HIV-positivity. Listening to the stories of similar 

others and discussing their related experiences, sometimes to the benefit of others, led to 

a sense of empowerment, similar to HIV disclosure and related outcomes described by 

the Well Project (2010), an on-line non-profit global organization geared toward 

educating and supporting women with HIV.  

 Support groups can be beneficial to individuals with chronic conditions other than 

HIV as well. Dr. Pauline Chen, an organ transplant surgeon and medical author, reported 

having observed an immediate “support group” formation of organ transplant recipients 

in attendance immediately after she gave a lecture on organ transplantation (Chen, 2012). 

Pennebaker (1989; 1995) confirms that simply talking about one’s own significant health 

challenges with others—even strangers—can facilitate coping with health conditions and 

related stressors. Many participants echoed similar thoughts. One study participant 

reported that sharing her HIV-positive status and related challenges during weekday HIV 

support groups and sharing about HIV with strangers at weekend health fairs helped her 

“…out of depression.” 

 Helping selves and helping others. The second way in which participants coped 

was by helping selves and helping others. The majority of ways in which participants 

helped themselves and others were education-oriented. First, participants obtained HIV 

and related education for themselves, sometimes including self-empowerment and 

advocacy classes. Later, when they had “gotten good with” (participants’ words) 

themselves through education, after having first accessed support, they were better able to 

help others.  
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 According to the California Department of Developmental Services (DDS) 

(2011), helping others results in a sense of being appreciated thereby increasing one’s 

feelings of self-competence, self-esteem, satisfaction, and overall happiness, a “helper’s 

high” (Luks, 1988). Helping others through formal and informal HIV-related peer 

mentoring, education, and advocacy in one-on-one or group settings assisted participants 

in coping by encouraging positive feelings about self through giving to others the help 

that had previously been given to them.  According to Irving et al. (2004), engaging in 

helpful deeds and the resultant positive feelings often encourages positive feelings toward 

oneself and others, instilling a sense of hope in both the doer and the recipient, and 

having hope helps one to cope. 

 Helping others in similar situations is not unique to older adults with HIV. In an 

NIA-sponsored study in Philadelphia involved 118 veterans aged 50 to 70 with poorly 

controlled type II diabetes, veterans were randomized to either usual care, peer 

mentoring, or financial incentives to determine the best method to obtain diabetes control. 

Peer mentors previously had poorly controlled diabetes themselves. These mentors, 

having already obtained good diabetic control, volunteered to be formally trained to help 

others. Matched with mentees by age, gender, and race, peer mentors taught practical 

self-care skills based upon their own experiences and training, providing emotional and 

practical support in person and via phone to their mentees. After six months, participants 

with peer mentors had lowered their hemoglobin A1c (HbA1c) level by 1.1% compared 

to 0.1% in the usual care (control) group and 0.4% in the financial incentives group 

(Long, Jahnle, Richardson, Loewenstein, & Volpp, 2012). Thus, mentoring by peers 

matched in age, gender, race, and disease process was more effective in improving blood 
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sugar control (HgA1c levels) as compared to usual care or even financial incentives.  

Peer mentors in the diabetes care study had that “pay it forward” (Long et al., 2012, p.1) 

feeling, desiring to help others cope with diabetes because they themselves had 

previously been helped. Similar to older HIV-positive participants in this study, older 

adults with diabetes who “got good with” themselves and their own diabetes control went 

on to share their personal experiences through formal diabetic education and training with 

others as peer educators. This sharing resulted in positive outcomes for older adult 

diabetic peer mentors as well as their mentees.  

 Tapping into one’s own spirituality. The third theme that emerged from this 

study was tapping into one’s own spirituality. Virtually all participants in this study 

reported that they were “spiritual,” and that spirituality helped them in coping with HIV, 

comorbid conditions, and related stressors. Carson (1989), a pioneer in researching 

spirituality in nursing care, described spirituality as “…a supreme experience; a trust 

relationship with and/or in the transcendent… (providing) meaning and hope in one’s 

relationships…. concerned with bringing meaning and purpose to one’s existence” (p. 9). 

Carson used the phrase “…a trust relationship with and/or in the transcendent…” to refer 

to trust in and a relationship with one’s Higher Power, whatever that individual’s higher 

power might be. Thus, Carson indicates that belief and faith in God and/or another 

Higher Power, depending upon one’s belief system, might be equally effective in 

providing hope and meaning in life. Carson (1989) also concluded that one’s experiences 

with transcendence greatly influence the way in which one confronts life, illness, 

suffering, and loss, often serving as a motivator in the fulfillment of goals, needs, and 

aspirations. Similar to Carson’s (1989) description of the effects of transcendence,  
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Smith, et al. (1993) describe spirituality as an underlying dimension of the conscious in 

which an individual strives for meaning, union with the universe, and all living things. 

Smith et al. (1993) also emphasize that spirituality extends to a power beyond us. 

Hunglemann, Kenkel-Rossi, Klassen, & Stollenwerk (1996) found spirituality to be a 

kind of growth process leading to a realization of the ultimate purpose and meaning of 

life. Spirituality in older adults has been associated with health and wellness (Koenig, 

McCullough & Larson, 2001; Vink, Aartsen, & Schoevers, 2008), satisfaction with life 

(Yoon & Lee, 2007), increased self-esteem (Keyes & Reitzes, 2007), and coping in HIV 

and other serious diseases (Vance, 2006). Current study participants’ spirituality helped 

to encourage a positive attitude toward themselves, their own HIV status, related care 

needs, and toward others, ultimately helping them to cope. Many also reported that their 

HIV diagnosis eventually gave them a purpose in life—primarily to connect with others 

by educating about HIV, thereby helping them to circumvent some of the HIV-related 

difficulties that participants themselves experienced. Participants renewed their own 

spirits by making a positive difference in the lives of others.  

 O'Neill and Kenny (1998) proposed that when spirituality involves an individual's 

relationship with his/her own Higher Power it takes on more of a religious context. 

O’Neill and Kenny believe that religion is a motivating factor in all aspects of one’s life 

and that spirituality emerges from religion. In this study, very few participants referred 

specifically to religion. However, the vast majority spoke of their relationship with God 

as helpful to them in coping with HIV, their comorbid conditions, and related stressors. 

Kahana, Kahana, Wykle, and Kulle (2009) reported that both religiosity and spirituality 

serve as buffers to illness-related stressors in those with life threatening illnesses. 
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Kahana, et al. (2009) proposed that use of religiosity and spirituality are emotion-

regulating coping strategies diminishing suffering, the burden of disability, and 

psychological distress. Participants in this study frequently reported praying, reading the 

Bible, listening to spiritual TV and/or radio programs, and repeating uplifting phrases 

obtained from a variety of media sources, including Facebook, to help them cope.  

 The literature also supports study findings that spirituality deepens with age and 

experience, with Eisendrath and Miller (2005) and Moberg (2001) reporting that mature 

spirituality involves integrity, wisdom, and transcendence. Transcending self often 

occurred in participants through helping others and making connections with God or their 

Higher Power through prayer, Bible reading, and meditating as well by connecting with 

their fellow human beings. These connections occurred through and during participation 

in HIV support groups, faith-based communities, HIV-related and skill-building classes, 

and at outreach activities. These activities bolstered by life experiences helped 

participants to cope and develop hope.  

 Hope. Hope is a cognitive process espousing self-confidence and a path to goal 

achievement (Snyder, 1994) as opposed to the conscious act of hoping for something 

specific. Strategies engaged in by participants helping them to cope (accessing support, 

helping selves/others, and tapping onto one's spirituality) are all hope-producing actions, 

supported by the work of Snyder, Irving, and Anderson (1999).  Snyder et al. (1992) 

developed a 12-item cognition-based Adult Hope Scale (AHS) from Snyder’s cognitive 

model of hope. This model defines hope as a “positive motivational state that is based on 

an interactively derived sense of successful agency (goal-directed energy), and pathways 

(planning to meet goals)" (p. 287).  The AHS has been tested in different populations 
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including older adults with depression (Klausner, 2000), and Vietnam veterans who 

suffered from post-traumatic stress disorder (Irving, Telfer, & Blaker, 1997). Klausner et 

al. compared 10 weekly sessions of hope-based activities to 10 sessions of Butler’s 

(1984) reminiscence group therapy in older adults with depression. Findings showed that 

the hope-based activity group (50% female; mean age 66.5 years), where individualized 

goals plus skills training combining relaxation techniques with cognitive adaptation and 

problem-solving skills was much more successful in diminishing depression compared to 

the reminiscence therapy group (60% female, mean age 67.2 years) in which participants 

were encouraged to reminisce about pleasant past experiences. The hope-based 

intervention group members were given weekly homework assignments in which 

members related homework content (psycho-educational information on depression in 

older adults) to difficulties encountered during that week. The group leader openly 

reviewed these difficulties then asked members to respond with suggestions to improve 

daily functioning for each member expressing difficulty. In another study involving older 

middle aged Vietnam veterans with a diagnosis of post-traumatic stress disorder (PTSD) 

(Irving, et al., 1997), veterans scoring higher on the AHS had greater perceived social 

support and greater use of active or adaptive coping strategies as compared to those with 

lower spectrum AHS scores. Veterans scoring higher on the AHS also reported activities 

such as positive self-talk, viewing setbacks as challenges instead of failures, referencing 

past successes in overcoming current difficulties, learning from successes of similar 

others, seeking out others interested in discussing and pursuing similar goals, searching 

for positive role models, and acquiring education for specific skills.  
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 Activities indicating higher levels of hope on the AHS are similar to activities 

reported by this study’s older adults with HIV as having helped them to cope. Individuals 

with high levels of psychological well-being, as measured by tools such as the 

Psychological Well-being Scale (Ruff, 1995), also have attributes such as a purpose in 

life, self-acceptance, and self-confidence, similar to those scoring highly on the AHS 

(Snyder, 1999). Well-being is thereby linked with coping through hope. Having hope 

motivates individuals to work toward their goals, surmount barriers, become happy with 

self, and keep negativity in check (Snyder, 1999), all active coping mechanisms (Bussing 

and Fischer, 2009; Bussing, Osterman, Neugenauer, and Heusser, 2010). Belief in and 

positive feelings toward oneself along with perceived competence also lead to positive 

thinking and feeling states resulting in psychological well-being (Cowen, 1994; Snyder, 

et al., 1996), as was noted in participants of this study. Thus, participants’ achievement of 

psychological well-being is related to their ability to cope, and it follows that their ability 

to cope is related to their level of hope. A review of the literature did not reveal research 

on the relationship between hope, coping, and psychological well-being in older adults 

with HIV. However, Lewis and Kliewer (1996) found a relationship between self-

reported levels of hope, coping, and psychological adjustment in their evaluation of 39 

youngsters with sickle cell disease. In their research, active coping strategies moderated 

the relationship between hope and adjustment, hope was negatively associated with 

anxiety when active coping was high, and avoidance coping was not a moderator between 

hope and adjustment although it was positively related to anxiety. Lewis and Kliewer 

studied coping in chronically ill children, however, and age-related differences in coping 

do exist. 
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 Age-related differences in HIV and coping. According to Stoff, Khalsa, 

Monjan, and Portegies (2004), it is important to identify differences between older adults 

with HIV and younger HIV-positive adults, including likely reasons for these differences, 

in order to understand and effectively manage the care and treatment of older adults with 

HIV. 

 Physiological differences. Stoff et al. (2004) report that natural history and 

symptom manifestations of HIV in seniors differ significantly from those seen in younger 

adults with HIV. Older adults with HIV generally have shorter survival periods from time 

of diagnosis, lower CD4+ T cell counts and other less favorable health indicators, 

develop more opportunistic illnesses, and progress to a diagnosis of AIDS more quickly 

(CDC, 2009).  

 Psychological differences. In addition to an accelerated disease course, older 

adults with HIV differ from younger adults with HIV in that they may have the added 

stress of “ageism” (Butler, 1968), discrimination based on one’s age in much the same 

way people are discriminated against due to their gender or the color of their skin. 

People, institutions, and societies practicing ageism generally depict older adults as being 

less deserving and having less worth as compared to their younger counterparts (Butler, 

1975).  Emlet (2006) interviewed 25 older adults with HIV in the U.S. and found that 

68% of his study participants experienced ageism in addition to HIV-related stigma.  

 Few would argue that a greater number of opportunistic illnesses, a shorter time 

between diagnosis and death, and ageism are unfavorable differences between older 

adults with HIV and their younger counterparts. However, favorable differences between 
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these two groups also exist, as do positive differences between older and younger 

individuals in general. Seniors may be more attentive, patient, and in-the-present, with 

less worry about the perceptions of others as compared to their younger counterparts 

(Kryla-Lighthall & Mather, 2008). Carstensen, Isaacowitz, and Charles’ (1999) Socio-

emotional Selectivity Theory (SST) depicts older adults as tending to have greater 

emotional closeness and less negativity in their social support systems. Older adults are 

generally better at choosing emotionally fulfilling social contacts and satisfying their own 

emotional needs in recognition that their time on this earth is limited. This selectivity 

allows older adults to maximize the positives while decreasing negativity in their social 

environments. Finding meaning and purpose in life is an especially salient pursuit. By 

virtue of having lived longer, older adults have had more time to reflect on their life 

experiences.  These experiences and subsequent reflections can lead to improved coping 

skills (Allen, 2010) and shape ideas about God or a Higher Power, and overall spirituality 

(Blanchi, 1997).  

 Mavandadi, et al. (2009) conducted a study of 109 men and women with HIV. 

These researchers compared participants 55 years and older to those under 55.  There 

were no age group differences regarding amount of social interaction. However, despite 

greater medical comorbidity, older HIV-positive adults reported higher perceived 

support, lower depressive symptomatology, greater positive affect, and less need for 

behavioral health services. Mavandadi and colleagues concluded that older adults’ more 

expansive experience-based wisdom, patience, contentment, less threatening perceptions 

of illness, and less resentment due to being diagnosed with a serious chronic condition 



 
 

83 
 

explained their better psychological outcomes with HIV as compared to younger adults 

with HIV. 

Erikson’s Developmental Stage Achievement 

 Developmental stage achievement is involved in the thoughtful decisions 

individuals make and their corresponding behaviors in life. For children, developmental 

stage achievement allows them to move on to the next stage with confidence in their 

ability to accomplish the tasks ahead. In older adults, past behaviors and life choices can 

impact upon their current life satisfaction and psychological well-being (Erikson, 1968). 

 Generativity. According to German psychoanalyst Erik Erikson, human beings in 

their next-to-final stage of life, typically aged 35 to 55 or 65, work toward generativity. 

Generativity involves making a positive difference in society, thereby fulfilling one’s life 

purpose (Erikson, 1968). In this study, the majority of participants were 50-65 years old, 

with a few aged 66-69.  Most participants chose to help others live well with HIV 

through advocacy and outreach, stating they believe helping others regarding HIV to be 

their purpose in life. Study participants’ helping selves and helping others reflects the 

essence of achievement of Erikson’s developmental stage of generativity. Participants 

first “got good with" themselves, learning to accept their HIV-positive status through 

accessing support and helping selves, then went on to help others. Giving of oneself to 

others through HIV-related outreach and advocacy, a pursuit in which most participants 

became involved, was reported to produce a “helper’s high,” the good feeling humans 

achieve from helping others (Luks, 1988) and making a positive difference in society.   

 Integrity. Following generativity is Erikson’s final developmental stage, 

Integrity.  Integrity is achieved when older individuals can reflect back on their lives with 
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feelings of contentment and fulfillment, comfortable with the knowledge that they have 

led meaningful lives through their valuable contributions to society (Erikson, 1968). 

Contentment with their own lives was verbalized by older study participants who had 

likely reached Erikson’s stage of Integrity. These individuals often continued to 

participate in volunteer efforts to help others and themselves; however, they reported 

having stepped down from time-consuming leadership positions, such as committee 

chairs or directors of HIV-related organizations, now finding satisfaction in spending 

more time with family, close friends, and concentrating on their own needs. 

Similarities in Coping: A.A. Methods and Older Adults with HIV  

 Alcoholics Anonymous (A.A.) is widely known for having transformed lives of 

alcoholics far and wide by teaching them to cope with alcoholism and the contributing 

factors (Brussat & Brussat, 2012; Monohan, 2002). As of 2003, A.A. estimated that over 

2 million people worldwide had successfully used their program for recovery (A.A., 

2005). Coping in A.A. is facilitated through adherence to its 12-step program, ultimately 

leading adherents to a state of psychological well-being, or “happily and usefully whole” 

(A.A., 2005). According to A.A. (2005): 

ALCOHOLICS ANONYMOUS is a worldwide fellowship of … alcoholic men 

and women … banded together to solve their common problems and to help 

fellow sufferers in recovery from…alcoholism. A.A.'s Twelve Steps are a group 

of principles, spiritual in their nature, which, if practiced as a way of life, can … 

enable the sufferer to become happily and usefully whole.… (p. 15). 

 This quote describing the workings of A.A. could just as easily refer to the ways 

in which participants in this study came to accept and learned to cope with their HIV 

diagnosis. However, only 25-30% of study participants reported having been involved in 

A.A. and/or N.A. programs. The HIV support groups with which participants were 
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affiliated did not have twelve steps that members were expected to follow, although 

similar to A.A.’s Twelve Step Program, the conduct of these groups provided support and 

encouraged tapping into one’s own spirituality to help self and others successfully cope 

with HIV along with comorbidities and related stressors. 

 Spiritual experiences. Additional similarities between study participants’ 

experiences and those of A.A. adherents include what A.A. co-founder Bill Wilson 

referred to as a spiritual awakening, “… a gift which amounts to a new state of 

consciousness and being” where the spiritually awakened individual has become “… able 

to do, feel, and believe that which he could not do before on his unaided strength and 

resources alone” (A.A., 1986, p. 106-107). As explained in A.A.’s Tablemate Discussion 

Booklet (Chestnut, 2002), spiritual awakening can although doesn’t typically happen 

overnight:  

The terms "spiritual experience" and "spiritual awakening" used here and in the 

book Alcoholics Anonymous mean that the personality changes or experiences of 

spiritual awakenings … are of …the “educational variety" (developing) slowly 

over a period of time…. (There is) a profound alteration in (one’s) reaction to life 

...such a change could hardly have been brought about by (one) self alone. With 

few exceptions our members find that they have tapped an unsuspected inner 

resource which they presently identify with their own conception of a Power 

greater than themselves (p.1). 

 A number of study participants reported having experienced a spiritual 

awakening, often after having arrived at the self-described lowest point in their lives. 

Spirituality in particular was referred to by a number of participants as helpful in coping 

with HIV, comorbidities, and related stressors, with spirituality often having been 

brought to the forefront with the experience of such a spiritual awakening. Spiritual 

awakening, often occurring over time, served as a turning point on the path to 
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participants’ psychological well-being. Belief and trust in, and sharing one’s burdens 

with a Higher Power of one’s own understanding are also reported as integral to the 

success of A.A. members.  Spiritual awakening, often associated with a Higher Power, 

encouraged departure from self-described “dark” thoughts and activities to the hope for 

and work toward achieving and maintaining psychological well-being in A.A. adherents 

and in study participants as well.  

 The group connection. Similarities between experiences reported by study 

participants and A.A.’s successful methods for assisting alcoholics through recovery are 

noteworthy.  Alcoholics Anonymous principles, evolving from a movement referred to as 

the “Group” (Cheever, 2004), rely on the group connection in members’ achieving and 

maintaining sobriety. Early on, newly sober Group member Ebby Thacher told his former 

drinking partner, eventual A.A. co-founder Bill Wilson, that he had achieved sobriety 

because he had found religion (Kurtz, 1991). Thatcher suggested that Wilson could also 

achieve sobriety if he developed a personal conception of God or a Higher Power (A.A., 

1984; Kurtz, 1980; Walter, 1932).  Wilson reportedly experienced a bond with Thatcher 

due to their history of alcohol dependency (Kurtz, 1991) that led him to his first Group 

gathering. Later, after alcohol detoxification, Wilson experienced his own spiritual 

awakening, at which time he joined the Group and later recruited other alcoholics. 

Wilson credited his sustained sobriety to working with other alcoholic members of the 

Group, sharing in a belief in each other and in the strength of the Group. In summary, 

similar to the function of HIV support groups for older adults in relation to coping, 

obtaining support from the Group; assisting others for no material gain, seeking guidance 

and strength through prayer to a Higher Power of their own understanding, and helping 
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fellow alcoholics through recovery are A.A.’s successful overarching strategies to help its 

adherents achieve and maintain sobriety (A.A., 1986).  Also, similar to the beneficial role 

HIV-positive older adults’ testimonials play in their coping with HIV and related 

stressors, A.A. members’ personal testimonials in overcoming alcohol addiction are 

beneficial to them and other group members in coping with alcoholism (Cheever, S. 

2004).  

Like the success garnered by many recovering alcoholics adhering to A.A.’s 

methods, study participants were able to effectively cope with help from others, 

particularly older adults who had experience living with the challenge of HIV. Study 

participants shared how these role models exemplified the possibilities regarding living 

life as an older adult with HIV, comorbidities, and related stressors.  Other older adults 

who had once struggled with their own HIV diagnoses helped participants believe in the 

idea that they, too, could achieve a higher level of well-being despite living with HIV. 

Similar to members of A.A., study participants went on to help others cope and develop 

hope along the path to psychological well-being. 

 Interdependence. Another secret to A.A.’s success elaborated on by Finkeldey 

(2011) is the interdependence between people that creates a “positive energy flow in the 

spiritual economy” of the group (p.1). The actions of those who help others in the group 

benefit the entire group through the positive flow of energy. Once again, the dynamics of 

A.A. are similar to those of the HIV support groups with which study participants were 

affiliated, including that bonding with other members facilitated the overcoming of 

obstacles by working together to help one another get through. Thus, the researcher, still 

acquainted with the older women’s HIV support group co-founder, inquired as to whether 
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the support group was intentionally designed to include successful tactics employed by 

A.A. and/or N.A. meetings. The older women’s support group co-founder reported that 

she wasn’t aware of the similarities between these two groups and that any similarities 

were coincidental (personal communication, Dorcas Baker, June 22, 2012). 

The Process 

 In this study, participants’ abilities to cope with their own HIV infection occurred 

over time through involvement in HIV support groups and with the help of healthcare 

providers, friends, and family.  In the process of receiving support, participants gained a 

better understanding of HIV and a sense of self-worth resulting in them “getting good 

with” themselves in relation to their HIV status.  Only after getting good with themselves 

were they able to help others cope with HIV. Participants’ tapping into their own 

spirituality also occurred over time, often beginning when support was accessed. The 

entire process helped participants to successfully cope with HIV, comorbidities, and 

related stressors, acquire hope, and ultimately, reach a state reflecting psychological well-

being.   

Trust Issues in Relation to Study Recruitment 

 Older adults with HIV, particularly those self-identifying as African American, 

might distrust researchers in general, and particularly those with an appearance, 

background, and level of education different from their own, likely resulting from the 

gross disregard for human rights exhibited by U.S. Public Health Service (USPHS) 

researchers in the 1932-1972 (CDC, 2011a) Tuskegee Institute study of African 

American men with syphilis, and other instances of researchers failing to act in 

accordance with human subject protection regulations in recent history. According to 
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Whyte (1955) and Patrick (1973), gender and age can also influence trust. In this study, 

the researcher, similar in age and some life experiences to female participants, did not 

encounter any difficulty recruiting women from either HIV support group for individual 

interviews. Although problems were encountered recruiting female focus group 

participants, this was primarily because eligible females were unable to take the time 

required for focus group participation away from work. Many males acquainted with the 

researcher through HIV support group meetings enthusiastically participated in an 

individual or focused group interview. However, a few eligible males who were not well 

acquainted with the researcher seemed reluctant to take part, sometimes initially agreeing 

then cancelling their interview citing work, other responsibilities, or health as a rationale 

for their decision not to participate. However, it is possible that distrust of research 

conducted by a White female nurse barely known to these gentlemen might also have 

been a reason they choose not to participate. 

Study Limitations 

 Current study participants were recruited through an affiliation with one or both 

HIV support groups welcoming older adults in Baltimore.  As such, it is possible that 

findings may not be transferable to HIV-positive older adults who are not affiliated with 

these support groups, and older adults with HIV outside of Baltimore. Also, the fact that 

eligible participants volunteered to take part in this study might indicate that they were 

more motivated and possibly better adept at coping as compared to the HIV-positive 

older adults affiliated with the same support groups and aware of this study who chose 

not to participate.  
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 Potential biases. Rajandren (2001) stated that the researcher’s (observer’s) frame 

of mind, data collection techniques, process of data reflection, and level of participant 

observation must all be taken into account when determining potential study bias. 

Participant reactivity, including Hawthorne and experimenter effects (McDonald, 2005; 

Patton, 2002; Spano, 2005), could have been sources of bias in this study.  The 

experimenter effect could have occurred if the researcher indirectly revealed her 

expectations to participants who then altered their responses accordingly. Researcher 

judgment clouding due to over-identification with participants could also present a source 

of bias, particularly when a researcher takes part in extended participant observation 

activities.  

 Addressing potential biases. In hermeneutics, open communication to enhance 

understanding is encouraged between researcher and study participant. Potential bias 

resulting from researcher engagement with participants is an accepted part of the 

hermeneutic methodology (Crotty, 1998). In this study, the researcher engaged in 

empathetic discussions with participants during participant observation activities and 

prior to individual and focused group interviews. The researcher advised participants 

prior to their individual or focused group interview that there were no wrong answers to 

questions posed by the researcher, and that by being completely honest in their responses, 

they would assist the researcher in portraying a more accurate picture of coping in older 

adults with HIV in Baltimore. The researcher also avoided leading interviews in a 

particular direction, instead listening carefully to participants’ thoughts in response to 

questions posed and requesting clarification as needed.  
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 The researcher’s participant observation activities did not extend into the private 

lives of participants other than to transport a handful of participants from their homes to 

meetings and outreach activities in which the researcher also participated. An occasional 

meal out was shared, and the researcher had the opportunity to meet and briefly interact 

with some participants’ family members and observe limited family interactions prior to 

or after individual interview sessions. However, prolonged interaction with all 

participants in a variety of settings was not feasible, primarily due to researcher time 

constraints. More prolonged interaction with study participants could have added 

additional context, including seasonal variation outside of the support group setting, in 

which no seasonal variation was noted, to the interpretation of interview data.  Thus, 

findings are primarily based upon participants’ in-depth individual or focused group 

interview responses and behaviors, including member checking, and limited participation 

observation conducted by the researcher in the HIV support groups and related activities.  

Significance of Study Findings 

 This study adds to the body of knowledge on older adults with HIV by being 

among the first to give voice to older HIV-positive support group participants in 

Baltimore about how they cope with HIV, comorbidities, and related stressors.  

Implications for Nursing 

  The results of this study exploring coping strategies and comorbidities in the 

growing population of HIV-positive adults aged 50 and over in Baltimore can inform 

nurses and other care providers of stressors facing this population along with strategies 

study participants used to cope. Nurses and other healthcare providers cognizant of their 

older HIV-positive patients’ stressors and of a range of possible coping strategies can 
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utilize this information to help guide and support their patients on the path to 

achievement of their optimal level of health and well-being. 

 Informing practice. Nurses often spend more time with their patients than any 

other health care professional, placing them in the best position to utilize information 

from this study to assess, treat, and refer their older community-dwelling HIV-positive 

patients to resource persons, groups, and activities to help them to cope with HIV and 

related stressors. Based upon study findings, suggestions for nursing practice include 

assessing and addressing patients’ physical, psychosocial, and spiritual needs then 

incorporating individual patient findings and study findings as appropriate into patient 

care to afford older adults the best opportunity to live well with HIV. Information such as 

gender (or, perhaps, gender identity in transgendered individuals), patients’ previous 

experiences with illness, and current comorbid conditions and related treatment 

requirements must be considered in the plan of care discussed between nurse and patient. 

Utilizing open-ended questions and active listening in combination with an awareness of 

age- related developmental stages can help nurses accurately identify health related 

concerns and additional patient stressors. By incorporating study-identified information 

to guide interventions aimed at diminishing or alleviating the effects of stressors, 

including knowledge of appropriate and accessible resources for patient referral, nurses 

can help patients to cope, develop hope, and work toward psychological well-being.  

 Findings from this study suggest that age-appropriate support groups can be 

especially valuable to older adults with HIV, and single-gendered HIV support groups for 

older adults might serve as an even greater facilitator of coping based on researcher 

observations that the coping process occurred more quickly in the older women’s HIV 
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support group as compared to the co-ed group.  Participants in the male focus groups 

verbalized that the facilitated sharing of HIV-related issues with other older HIV-positive 

men was both cathartic and empowering. If an individual is unable or unwilling to attend 

an HIV support group in person, reputable, anonymous, online support groups geared 

toward older adults with HIV may be an option. Online support groups moderated by 

health professionals experienced in the care of HIV-positive older adults are preferable to 

help ensure informational accuracy.  

 The definitions of health and wellness are multifactorial and vary to some extent 

among individuals (Bussing & Fischer, 2009; Carson, 1989; Snyder, 1999).  Sensitizing 

nurses to the special needs of older, community-dwelling adults with HIV along with 

knowledge of community resources can assist nurses, who are educators as well as care 

providers, in helping to reduce fear and stigma in HIV-positive older adults themselves, 

in other care providers, and the community at large, resulting in holistic, patient-centered 

care with meaningful outcomes for all involved (Burbank, 2006).   

 The Affordable Care Act. The Patient Protection and Affordable Care Act (ACA) 

signed into law by President Barack Obama in March, 2010, made health insurance 

benefits available to more individuals in the U.S. than ever before. These benefits, built 

into the ACA’s Patient’s Bill of Rights, include putting an end to pre-existing condition 

discrimination, limits on care, and health insurance cancellation when the insured is ill. In 

addition to health insurance coverage becoming more affordable through a health 

insurance exchange with potential premium assistance, Medicare recipients will benefit 

from lower cost prescription drugs, free preventative services, a yearly wellness visit, and 

improved health care coordination and quality while lowering overall costs (The White 
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House, 2012). Medicaid coverage will also be expanded to cover qualifying low-income 

adults unable to work or not offered affordable health insurance through their jobs. 

Complex Medicaid eligibility rules will be replaced by simple income-based rules and 

updated renewal of eligibility processes, and outdated rules and procedures forcing long 

waiting periods will be removed (Healthcare.gov, 2012).   

 

 Expanded access to health insurance through the ACA is clearly a benefit for the 

nation, including the older adults with HIV.  Such adults will no longer need to worry 

about obtaining reasonably priced health insurance because of their pre-existing 

conditions, especially HIV, if they don’t qualify for Medicaid. However, a lack of 

primary care physicians to care for all insured individuals, particularly those with 

multiple chronic conditions (Bodenheimer, 2008) such as the majority of participants in 

this study, presents a quandary that nurses can address.  The Institute of Medicine’s 

(IOM) October 5, 2010 Robert Wood Johnson Foundation Initiative on the Future of 

Nursing consensus report recognizes that nurses represent the largest sector of the health 

care work force in the United States.  In this report, the initiative advises that nurses 

should be allowed to utilize the full extent of their education and training along with 

completing higher levels of education and training through facilitation of seamless 

academic advancement, better equipping them to be full partners with physicians and 

other health care professionals in the provision of care in the most timely fashion (IOM, 

2010), thereby addressing the expansive need for qualified health care professionals to 

provide quality care to all individuals and families in the U.S.  

 In Maryland, the ACA has provided increased funding for community health 

centers with plans to nearly double the number of patients seen by the centers over the 
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next five years (HealthReform.gov, 2012). Maryland HIV nurses should take advantage 

of the opportunity to assist with implementation of ACA mandates on every level by 

placing themselves in positions to help coordinate community health center expansion 

and training to better serve older HIV-positive community members, particularly as 

people over 50 will soon represent one-half of all those living with HIV in the U.S. 

(ACRIA, 2012). 

 Cost-effective coping support. HIV support group participation has been reported 

by study participants to be highly beneficial in coping. Thus, evidence-based 

development and expansion of HIV support groups, particularly those for older adults, 

could be undertaken within community health centers, serving as a cost-effective way to 

assist older adults to effectively cope with HIV, comorbidities, and related stressors 

without much additional outlay of provider time. Peer outreach opportunities are also 

viable options for meeting the navigational and coping needs of HIV-positive adults, 

including those over 50, in the community (Anne Donnelly, Project Inform, personal 

communication, May 30, 2012). According to findings from this study, peer outreach 

offers assistance with coping for both the provider and recipient of outreach efforts 

(helping selves and helping others).  

 Committee membership. Nurses must be active on committees and planning 

councils involved with restructuring the healthcare system in Maryland and in the U.S., 

advising key others on how nurses can best be utilized to improve healthcare delivery and 

accountability. Nurses specializing in HIV in Maryland can apply for grants enabling 

them to design and implement primary and secondary HIV prevention programs utilizing 
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trained HIV positive older adults to improve the health of Marylanders through the use of 

their expertise in this population. 

Recommendations for Future Research  

 Based upon participants’ assertions that the environments in which they grew up 

and or existed predisposed them to HIV infection, further research on this subject is 

warranted.  Gentle, directed, open-ended interviewing of older, urban, community-

dwelling adults with HIV on a large scale concerning their past psychosocial histories, 

beginning in childhood, could shed light on and or further substantiate pre-existing 

information on environmental situations and earlier life experiences predisposing an 

individual and family members to acquisition of HIV infection. Information gleaned from 

such interviews could lead to early interventions for HIV prevention targeted toward 

abused adolescents. 

 This study’s findings also warrant the development of a randomized controlled 

trial utilizing a pre-test post-test control group design with an N large enough to answer a 

question such as, “Is there is a difference in coping, level of hope, and psychological 

well-being between older, community-dwelling adults with HIV receiving usual care 

(medical treatment of HIV) alone and those receiving usual care in addition to attending 

one of three support groups geared specifically toward adults aged 50 and over?” 

Participants in such a trial would be randomized to attend a single-gendered male or 

female support group, or a co-ed support group, of HIV-positive individuals age 50 and 

over for a period of at least one year, each employing the same strategies used by current 

study participants to help them cope. The extensive work on coping and hope conducted 

by Snyder (1987 onward) as well as Lazarus & Folkman along with A.A. and other 
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sources mentioned in the discussion including current study findings for tapping into 

one’s own spirituality can help fine tune these strategies. Findings from such a study 

would provide information on whether HIV support group participation in addition to 

usual care is related to greater increases in coping, hope, and psychological well-being 

measured by comparing pre-and post-test scores on related scales in support group 

participants to those receiving usual care alone. Pre-test post-test differences in coping, 

hope, and psychological well-being according to gender between the various HIV support 

groups could also help determine if there is a relationship between participant gender, 

type of HIV support group attended (single gendered or co-ed), and coping, helping to 

guide care providers in the referral of older adults with HIV to a support group that 

should best meet their needs. 

 Qualitative research in health care can give voice to patients’ health-related needs 

and concerns and provide the basis for interventional research. When patients’ concerns 

and needs are identified and understood by their health care providers, this information 

can be incorporated into an individualized plan of care resulting in improved patient 

outcomes.   

 Nurses often need to provide care for their patients with fewer resources and less 

reimbursement, particularly for activities such as helping patients to cope, as the effects 

of such activities are not yet well-quantified in terms of patient outcomes.  Interventional 

nursing research directed toward improving patient coping can provide evidence for the 

effectiveness of such interventions. Evidence-based practice can help build the case for 

reimbursement, particularly when the gains in health related to successful coping can be 

linked with cost savings.  Nurses can apply for grants to expand upon and quantify 
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current study findings regarding the beneficial effects of HIV support groups in older 

adults. Nurses can also apply for funding to utilize trained older adults with HIV in peer 

education and outreach endeavors. Research efforts should involve collaboration with 

other health care disciplines and community members to create trustworthy research with 

findings that are meaningful for and beneficial to health professionals and community 

members alike. By implementing these and related strategies, nurses can help close the 

gap in quality patient care for older adults with HIV.                                           

Summary and Conclusions  

 HIV affects individuals of all ages and from all walks of life. In Baltimore City, 

as in many epicenters of HIV, people of color are disproportionately affected (CDC, 

2010). The number of older adults in the U.S. living with HIV is increasing (ACRIA, 

2012; Population Reference Bureau [PRB], 2009). Older adults with HIV develop more 

comorbid conditions at an earlier age compared to older adults without HIV (Havlik, 

2009). HIV-related stigma is stress-producing (S. Karpiak, personal communication, 

April 17, 2012). Racism and ageism are also stress-producing, as are chronic illnesses 

(Poindexter, & Linsk, 2000). Individuals must be able to successfully cope with stress in 

order to achieve psychological well-being which, in turn, can positively impact physical 

health (Snyder, 1999).  

 Through this hermeneutic exploration of coping strategies in older adults with 

HIV, accessing support, helping selves and helping others, and tapping into one’s own 

spirituality were identified as ways in which participants coped with HIV, comorbidities, 

and related stressors. Dr. Stephen Karpiak, presently one of the few renowned HIV-in-

older-adult researchers, shared his personal insight into study findings: “Helping others is 
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an interactive (social) process. If it occurs in the context of a void (isolation, common 

among older adults with HIV), then (helping others) may well contribute to a reversal of 

depressive symptoms - thus the "high” (helper’s high).”  Dr. Karpiak went on to say, 

“HIV is a unique chronic disorder whose stigma(s) likely trumps all other illnesses and 

can only be approximated by the powerful stigma of racism…. The older adult needs help 

in finding coping strategies…. “(S. Karpiak, personal communication, April 17, 2012).  

 Nurses are skilled, educated caregivers, care facilitators, and health educators, 

often having more patient interaction than any other member of the health care team. As 

such, nurses are nicely positioned to help older adults with HIV learn to cope, develop 

hope, and achieve their highest level of wellness. 

Funding  

 Funding for this study was provided by the American Nurses’ Foundation grant 

number  

2009-02
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Appendix A  

    Demographic Characteristics: A Comparison of Female and Male Study Participants 

Characteristics Mean 

F 

  

M 

Mode 

F 

  

M 

Range 

F 

  

M 

% Yes; additional 
described  Female 

% Yes; additional 
described  Male 

Gender             23 17 

Race/ethnicity:   

Black/A.A. 
            22 15 

White/no 

descript 
            1 2 

Age 56 55 50 53(4) 

50(4) 
50-66 50-69 

  

Comorbid 

health 

conditions  

7 6 4 5(3)     

7(3) 
3-15 1-18     

Drink daily 

1+wks ever        
11 (48%) 12/17 (71%) 

Age first drink 16 17 15 17 10-25 7-19   

Last 30 days # 

times 5+ 

drinks/day 
 

1-

2x/wk 
0 1-2x/ 

wk 
0 1-2x-

day 
8/15 (53%) 4 (24%) 

Ever take 

approved HIV 

med (Y/N) 

  
     

21/23 (91%) 100% 

# years on HIV 

meds 
9 10 14 10(2) 

18(2) 
0.7-22 .17-23 

  

Currently taking 

prescribed HIV 

med 
      

21/23 (91%) 16/17 (94%) 

# times/day 

take HIV meds 
1.5 1.5  1 2 (4) 1-2 1-2 8/15 (53%) 1x/day; 

7/15 (47%) 2x/day 
7/13 (54%) 2x/day; 

6/13 (46%) 1x/day 
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Characteristics Mean 

F 

  

M 

Mode 

F 

  

M 

Range 

F 

  

M 

% Yes; additional 
described  Female 

% Yes; additional 
described  Male 

# doses HIV med 

missed past 

week 

1 0.1  0 0 0-4 0-1 4/15 (27%)  2/13 (15%) 

  

# doses HIV med 

missed past 

week 

1 0.1  0 0 0-4 0-1 4/15 (27%)  2/13 (15%) 

Ever smoked 

cigarettes daily  
            19/23 (83%) 14/17 (82%) 

If ever daily age 

first cigarette 
17 13 14 12 12-43 7-17     

Highest 

education 

completed 

  

  

  

  

  

  

  

  

  

  

  

  
11

th

 or less-22%; 

HS grad/GED-22%; 

2yrCollege, AA, 

Tech School-22%; 

College Grad 35%  

11th or less-3/16 
(19%); HS grad/GED-
(31%); 2yrCollege,AA, 
Tech School(38%); 
College Grad (13%) 

Spiritual person 

(Y/N)  
            100% 16/17 (94%) 

Spirituality’s 

effect on coping 

with HIV 
        

   
 

21/23 (91%) 

Helped; 2 (9%) no 

effect 

16/16 100% helped 

Likely HIV 

transmission 

  

  

            16/23 (70%) Sex 

w/HIV+ man ONLY 

route;*IVDU 5 

(22%); *Blood 

transfusion 2 

(13%); *Sex with 

HIV+ woman 1 

(4%). *=>1possible 

route  

ONE ROUTE ONLY: Sex 

w/HIV+ Woman 6 

(35%); Sex w/HIV+ 

man 3(18%); IVDU 

5(29%) All routes: Sex 

w/HIV+ Man-4(24%); 

Sex w/HIV+ Woman 8 

(47%); IVDU-7(41%); 

Unknown 1(6%) 

(*some>1 route; thus, 

total %age >100) 

Marital status 

  

  

            Widowed-6 (26%); 

Married/Committ

ed relationship-

4(17%); 

Single/Separated/ 

Divorced-13 (57%)                                    

Widowed-0(0%); 

Married/committed 

relationship 2 (13%); 

Single/Separated/Divo

rced 15 (88%)                             
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Characteristics Mean 

F 

  

M 

Mode 

F 

  

M 

Range 

F 

  

M 

% Yes; additional 
described  Female 

% Yes; additional 
described  Male 

Current living 

situation 
            Owns home 5(22%); 

rent 16 (70%); stable 

w/family/friends 

2(9%) 

Owns home 1(6%); rent 

8/17 (47%); stable 

friend/relative 4(24%); 

temporary/supervised 

housing 4 (24%) 

Live alone (Y/N)             17/23 (65%)                     3/17 (17%) 

Have 

utility/amenity 

access (heat, 

running water, 

electricity, etc.) 

43 

  

39 

  

39 

  

37 

  

30-59 

  

25-55 

  

100% 100% 

Age diagnosed 

with HIV 
            3/23 aged 50+ (13%) 

  

2/16 (13%) dx over 50 

(one participant did not 

answer this question)  

Who is aware 

you are HIV+ 
            Children 18(78%); 

Parent(s) 5(22%); 

Other family 17(74%); 

Employer 8(35%); 

Friends 20(87%); 

Roommate 1(4%); 

Other: Church 

6(26%); Healthcare 

workers only 1(4%) 

Children 8/15(47%); 

Parent(s) 4(24%); Other 

family 14(82%); Employer 

4(24%); Friends 9(53%); 

Roommate 5(29%); 

Other: Church 0(0%); 

Healthcare workers only 

1(6%) 

Current 

employment 

status 

  
  

  
  

  
  

  
  

  
  

  
  

Unemployed/disabled 

12(52%); FT-6(26%); 

PT-3(13%); Volunteer 

8(30%) 

FT-1 (6%); PT-2(12%); 

Volunteer (18%) 

unemployed/disabled 

14(82%);  

Receive 
benefits, 
entitlements         

            14/23 (61%) 

                                     

13/17 (76%) 

                                                   

   

If benefits, type 

            Unemployment 

1(7%); Retirement 

1(7%); Medicaid 

1(7%); SSDI 6(43%); 

SSI 5(38%) Food 

stamps 1(7%) 

Unemployment 1/13(8%); 

Retirement 1(8%); 

Medicaid 0(0%); SSDI 

6(46%); SSI 4(31%) Food 

stamps 1(8%) 

Have health 

insurance  
            22/23 (96%) 16/17 (94%) 
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Characteristics Mean 

F 

  

M 

Mode 

F 

  

M 

Range 

F 

  

M 

% Yes; additional 
described  Female 

% Yes; additional 
described  Male 

Prescription med 

coverage (Y/N) 
            22/23 (96%) 17/17(100%) 

If pharmacy 

coverage, type 

  

  

            Medicaid 7(33%); 

Private 8(38%); 

Medicare 5(24%); 

Medicare Part D 

1(5%); MADAP 

9(43%); PAC 1(5%) 

*some had   > 1 

Medicaid 7/17 

(41%); Private 

insurance 2 (12%); 

Medicare 4 (24%); 

Medicare Part D 1 

(6%); MADAP 4 

(24%); PAC 1 (6%) 

Pharmacy Assistance 

2 (12%) *some had > 

1               

Current parole 

probation (Y/N) 
            0 3/17(18%) 

If 

parole/probation 

explain 

            N/A 

  

3/40 reported in 

writing: 2 yr. parole 

for: (2) probation 

violations; (1) 

misuse of company 

funds 

# have children     4 3 3 2          22/23 (96%) 11/17(65%) 

If children #, 

ages 
        #0-18;   

5-47       

#1-7;   

12-48      
    

If children # live 

with you             
      #0-2 0 6/23 (27%) 0(0%) 

Grandchildren 

(Y/N)    
            16/23 (70%)                              8/17(47%) 

If grandchildren 

#, ages 

  

5 unk unk 

  

unk 

  

#0-13 

  

3-15 

  

Ages 5-29   

  

# Grandchildren 

overall Mean 

5;Mode 2;Range(0-

15) No specific ages 

for all grandchildren 

children; thus, no 

age mean/mode for 

F/M 
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Characteristics Mean 

F 

 M Mode 

F 

 M Range 

F 

 M                                             
% Yes; additional 
described  Female 

                                       
% Yes; additional 
described  Male 

If grandchildren, 

# living w/you  

            4 (34%) 0 

Current work for 

pay 

  

  

  

  

  

      

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

Not currently working 

for pay 13 (57%) 

Work: Childcare, 

Medical Case 

Management, Clinical 

Research 

Assistant/Office 

Manager, School 

Tutor, Community 

Outreach 

Coordinator/worker, 

HIV Treatment Coach, 

Consultant, Postal 

Worker, Crisis 

Housing Management  

Not currently 

working for pay   14 

(82%) Work: housing 

management; cut 

grass/wash car; 

Healthcare & other; 

Case management; 

Painter 

  

If Unemployed , 

usual type of 

work for pay 

  

  

  

  

  

  

  

      

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

  

Human Resources, 

Childcare; Bank VP, 

Community Health 

Educator, Needle 

exchange & D.O.T. ; 

Nursing tech; Admin. 

work; Babysitting; Diet 

Aide; Medical work; 

Clinical Research Assist.; 

Cashier, Asst. 

Coordinator, Bus Driver, 

Loan Officer, Security, 

Sales, Clerical, Housing 

Authority Counselor, 

secretary, cashier, Nsng. 

Assist.; Community 

Outreach Coordinator; 

Info. Tech Educator; 

Factory work, 

Seamstress, Receptionist, 

Nurses’ Aide; 

Telemarket, Secretarial; 

Corrections Officer; 

Admin.Assist, Clerical, 

Domestic 

NASA, US Army, US 

Navy: ground control 

system developer; 

aerospace engineering 

manager; Stock clerk, 

brick layer, sales rep, 

other; entrepreneur--

buys & sells items; IT, 

Network Control, 

Communications 

Network Control 

Manager; unload 

trucks, volunteer; home 

improvement; Janitor, 

security, tour guide, 

laborer; landscaping; 

mowing, tree trimming; 

computer 

administrator, 

secretary, computer 

operator; all around 

worker; janitorial; 

Housing management 

Monthly income 

after taxes ($) 

    1201-

1600 

0-400 0-1601 0-1601 1601+ 5(22%); 1201-

1600 7(30%); 801-1200 

2(9%); 401-800 5(22%); 

0-400 4(17%) 

1601+ 3/16(19%); 

1201-1600 0(0%); 801-

1200 4(25%); 401-800 

4(25%); 0-400 5(31%) 
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Appendix B 

DeGrezia-adjusted Demographic Questionnaire (font/overall size diminished for appendix) 

DATE: _________________________GENDER: (circle one) Male   Female ID #: ___Age:___  

In the table below, please check “No” next to the health condition below if you don’t have 
it and “Yes” if you have it. If possible, please write the specific type of each condition and 
how old you were when a healthcare provider first told you that you have the condition in 
the correct column below. If you still have the condition, write a dash (-) to the right of 
“Age when told.” Thank you! 

1.      If Yes, 

Health condition No Yes Not 

Sure 

What type?                                                                        Age when told                                                                                                                                                            

High blood pressure     

High cholesterol     

Heart problems     

Diabetes (high blood sugar)     

Kidney problems     

Liver problems     

Poor leg circulation      

Blood clot (lung, leg)     

Cancer     

Thyroid problem     

Gout     

Bone problems     

Stroke (or TIA/mini-stroke)     

Pancreatitis (inflamed 

pancreas) 

    

Depression     

Anxiety     

Memory problems     

Please list other health 

conditions  

   What type?                                                                                       Age 

when told 
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Your answers will be used to help describe our study participants.  Please do your best to 

answer all questions. If you do not know how to answer a question, ask the researcher. If you do 

not want to answer a particular question, please write “don’t want” to the left of that question 

in the margin. Thank you! 

The following questions ask about your past and present alcohol use:  

2. Have you ever drunk alcohol (beer, wine, hard liquor) daily (every day) for at least a week?  

 A. Yes 

 B. No 

C. Not sure 

If yes, how old were you when you had your first full cup, can or glass of an alcoholic beverage? 

______________________________________________________________________________ 

If you’ve never drank alcohol, skip ahead to question #6 

3. If you have drunk an alcoholic beverage in the last 30 days, how often have you had a 

drink—i.e., a glass of beer/wine/a mixed drink/or any kind of alcoholic beverage? Check one 

Daily  Nearly Every Day   3 or 4x/wk  1 or 2x/wk   2 or 3x/wk   Once a month   Never 

4. In the last 30 days, on days when you drank any alcoholic beverages, on average, how many 

drinks did you usually have altogether? By a drink, we mean a can/glass of beer/a 4-ounce 

glass of wine/a 1 ½-ounce shot of liquor/or a mixed drink with 1 1/2-ounces of liquor? (Check 

only one) 

1-2 drinks/day     3-4 /day     5-6/day     7-8/day     9-11/day    12+/day 

5. During the past 30 days, how often have you had 5 or more drinks of alcohol in a row, that 

is, within a couple of hours e.g., 2-4 hours? (check only one) 

Daily  Nearly Every Day   3 or 4x/wk  1 or 2x/wk   2 or 3x/wk   Once a month   Never 

6. Have you ever taken medicine ordered by your healthcare provider to treat HIV? 

(   ) Yes    (   ) No 

If yes, approximately how long would you say you have taken medicine ordered for HIV?  

6. a. Are you currently taking medicine to treat HIV? _______   If so, how many times per day? 

_____________________________________________________________________________ 
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6. b. If currently taking HIV meds, approximately how many doses have you missed this past 

week (7 days)? 

______________________________________________________________________________ 

7. Have you ever smoked cigarettes daily?  

A. Yes             

B. No             

C. Not Sure 

If yes, how old were you when you smoked your first cigarette? Age:   

______________________________________________________________________________  

8. What is the highest level of education you have completed? (check one) 

(   ) 11th grade or less 

(   ) High School graduate or GED 

(   ) 2 years of college/AA degree/Technical school training 

(   ) College graduate (BA or BS) 

(   ) Master’s degree 

(   ) Doctorate/medical degree/law degree 

9. Do you consider yourself a spiritual person? (    ) Yes   (    ) No    

If yes, how do you believe your spirituality has affected your ability to manage your HIV 

infection? 

(  ) Helped    (  ) Hindered    (   ) No effect    

10. What is (are) the most likely way(s) that you became infected with HIV? (Please check 

“Yes” or “No”) 

a. Sex with an HIV+ man   (   ) Yes (   ) No 

b. Sex with an HIV+ woman   (   ) Yes    (   ) No 

c. Shared needles with an HIV+ person    (   ) Yes    (   ) No 

d. Blood transfusion or other medical procedure   (   ) Yes    (   ) No 

e. Don’t know     (   ) Yes    (   ) No 

f. Other (   ) Yes  (   ) No  Please write “other” 

way(s)_________________________________________________________________________

______________________________________________________________________________ 
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11. Relationship Status 

(  ) Single   (   ) Married    (   ) Separated     (    ) Divorced    

(  ) Committed Relationship     (   ) Widowed 

12. Current Living Situation 

(   ) Own your home   (   ) Rent your home/apartment     

(   ) Stable-Living w/relatives/friends (   ) Temporary-Living with relatives/friends 

(   ) Supervised Housing   (   ) Shelter     

(   ) Mostly live on the street, under a bridge, and/or in an abandoned building 

12. a. Do you live alone? (   ) Yes   (   ) No 

13. Do you have access to (Please check all that apply): 

 
      (   ) hot water   (   ) cold water   (    ) refrigerator (   ) stove   (   )oven  

      (   ) heat   (   )   electricity  

14. How old were you when you were first told you have HIV? 

______________________________________________________________________________ 

 
15. Who is aware of your HIV status? (   )children   (   )mother and/or father   (   )other family 

members  (   ) employer   (   )friends   (   )roommate(s)   (    )neighbor (    )other 

(who?)_________________________________________________________________________

______________________________________________________________________________ 

16. a. Are you currently: Please check all that apply 

       (   ) Employed Full Time (paid)  (   ) Employed Part Time (paid)   

 (   ) Unemployed/not disabled  (    ) Retired  (   ) unemployed/disabled    

(   ) Perform volunteer work (not for pay) 

      b. Do you receive other benefits/entitlements?    (   ) yes      (   ) no 

(   ) Retirement income     (   ) Unemployment    (   ) SSI     (   ) SSDI (   ) Othe 

Please write source if other: 

__________________________________________________________________________ 
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c. Do you have health insurance?   (   ) yes       (   ) no 

If yes, what kind: 

      Private Insurance (   )   Medical Assistance (   )   Medicare (   )    Other (   ) 

      d. Do you have prescription medication coverage?    (   ) yes     (   ) no 

  If yes, what kind: 

      Private Insurance (   )   Medical Assistance (   )   Medicare (   )    Other (   ) 

     Pharmacy Assistance (   )     MADAP (   ) 

17. Are you currently on parole or probation?   (   ) yes          (   ) no 

 If yes, please explain: 

______________________________________________________________________________

______________________________________________________________________________ 

18. Do you have any children? (   ) yes (   ) no 

 If yes, about how old are they? 

______________________________________________________________________________

______________________________________________________________________________ 

If you have children, how many of your children live with you? 

______________________________________________________________________________ 

19. Do you have any grandchildren? (   ) yes (   ) no 

 If yes, about how old are they? 

______________________________________________________________________________

______________________________________________________________________________ 

If yes, how many of your grandchildren live with you?  

 

20. What type of work do you do for pay? 

______________________________________________________________________________

______________________________________________________________________________ 

If not working for pay right now, what kind of work do you usually do for pay? 

_____________________________________________________________________________ 

_____________________________________________________________________________ 
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21. About how much money do you CURRENTLY make / receive each month all together? 

Please circle one 

A.  $0 - $400                                         

B.  $401- $800                        

C.  $801- $1200          

D.  $1201- 1600         

E.  $1601 or more                                         
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Appendix C                                                                                                                                              

Interview Guide 

Research Questions:     

                                                                                                                                              

1. What health conditions and related stressors are HIV positive community dwelling 

older adults in Baltimore experiencing? 

2. What strategies are used by HIV positive community dwelling older adults in 

Baltimore to cope with HIV in conjunction with comorbidities and related stressors? 

 

Purpose:  

The purpose of this study is to explore chronic health conditions faced by older 

community dwelling HIV-positive adults in Baltimore and their methods of coping with 

HIV, their other health conditions, and related stressors. (Explanation to participant: The 

American Nurses Foundation provided funding for this study. We are conducting this study to 

find out what health conditions older persons with HIV are living with; how they cope with HIV 

infection, other health conditions and stressors, and whether each coping method was effective.  

We also want to know what has helped to maintain and improve their health and how these 

methods have helped along with hearing what has not helped.  

Greetings / Introduce self to participant 

 Describe study purpose along with participant and interviewer requirements 

(Interviewer poses open-ended interview questions; participant responds 

providing as much description as possible).  

 Explain to participant that the interview will be audio-taped. Inform participant 

that only study personnel who need to access the audio-recording or its transcript 

will be allowed to do so. No individually identifying information will be 

requested during the interview process. 

 Ask potential participant: Do you understand the purpose of the study? If yes, 

continue. If no, re-explain. 

 Ask potential participant: Do you want to participate in this research study? If yes, 

place participant’s study-assigned ID# on the demographic/background data sheet 

referring to the order in which participants were interviewed.  

 The demographic data questionnaire will be labeled with a sequential study 

number for purposes of counting.  Two study team members (researcher and 

research/focus group assistant) will be available to individually answer 

demographic data questions during focus group sessions.  
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Begin interview (Interviewer): As you may be aware, our population as a whole is 

growing older, and the longer we live, the greater our likelihood of developing potentially 

problematic health conditions. These health conditions may include heart disease, high 

blood fat levels,  high blood pressure, diabetes, osteoporosis (or low bone mineral 

density/weak bones), and memory problems, among others. Exercise, diet, and medicines 

may be needed to help control many of these conditions. HIV is a chronic health 

condition often requiring that the person with HIV take medicine and make dietary and 

other lifestyle changes to remain as healthy as possible. 

 Tell me about some of the health problems you are living with. 

Tell me about the symptoms you often experience due to your health issues. 

  

Tell me about any changes you’ve had to make in your life because of your health 

issues. 

 

 Tell me about medicines or other therapies are you using for your health issues. 

Tell me about any side effects that you have experienced from these medications 

and therapies. 

 

Tell me about any changes you’ve had to make in your life because of these side 

effects. 

 

Tell me what hasn’t helped you or has actually made your health conditions 

worse?  

 

 Tell me about any type of support that your friends or family members have 

provided. 

Tell me how this support has affected your ability to cope with your health 

conditions (i.e., if it has helped, tell me how. If it hasn’t helped, tell me why). 

 

 Tell me how your healthcare providers have contributed to your ability to cope 

with HIV and other health conditions (i.e., tell me what they’ve said/done that has 

helped and how; tell me what has not helped and why). 

 Tell me about other things you do, activities you are involved in, and people you 

interact with that help you to live well with HIV and your other health conditions. 

 How has spirituality affected your ability to live with HIV infection?  
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 Is there anything else you’d like to share about ways you live successfully with 

HIV and your other health conditions? 

Interviewer: Clarify with participant any potential discrepancies between interviewer 

interpretation and participants’ intended meaning (member checking). 

 

If there are no further questions on the part of the interviewer or the participant, conclude 

the interview. Thank participant and provide $15 cash in compensation for his/her time 

and effort. Interviewer will obtain a receipt of the cash compensation signed by the 

participant.                                                                                                                                                                           

 

Focus Group Discussion Guide - 120 minutes (introduction, ground rules, and verbal 

consent -20 minutes; demographic questionnaire completion - 30 minutes; focus group 

discussion - 60 minutes; closure-10 minutes-all approximate time frames)  

Purpose (read to participants): The American Nurses Foundation provided funding for this 

study. We are conducting this study to find out what health conditions older persons with HIV are 

living with; how they cope with HIV infection, other health conditions and stressors, and whether 

each coping method was effective.  We also want to know what has helped to maintain and 

improve their health and how these methods have helped along with hearing what has not helped.  

 The researcher/research assistant will obtain written informed consent. The 

researcher will read the consent to entire group. Questions may be answered in the 

group or individually according to the preference of each group member. 

 Researcher will collect signed consents. 

 Participants will individually complete demographic questionnaires. 

Researcher/researcher assistant will be available to answer questions and assist 

participants as needed. Participants will be provided with enough space to 

privately complete the demographic questionnaire. The researcher will collect 

completed demographic questionnaires and confidentially assign numbers to 

questionnaires sequentially in the order that she/he receives completed forms. 

 

Discuss ground rules / Confidentiality statement:  

  

o Please keep all information discussed in this focus group within this room; 

do not discuss information shared by others outside of the focus group 

session.   

o All participants have the right to share their views. 

o All participants have the right to speak without being interrupted. 
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o All participants have the right to be treated with respect. 

o If necessary, the group facilitator will redirect conversations that may be 

off –topic or otherwise not appropriate for this focus group session. 

 Continue to discuss the role of moderator/facilitator/group leader. 

 Reiterate the need to record focus group sessions (already noted in consent 

document). 

 Ask participants to please speak loudly and clearly so that the tape recorder will 

be able to pick up their voices. 

 Continue rapport building. 

 Use interview/discussion guide, encouraging participant expansion on relevant 

topics. 

 Closure (facilitator summarizes; group clarifies/validates; facilitator thanks 

participants & provides $15 cash to each with signed receipt by participant 

indicating that he/she has received the cash compensation  for his/her time and 

effort. 
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