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ABSTRACT 

A disparity of resources for HIV-infected persons exists in rural areas. Unlike any 

other chronic illness, HIV has no immediate medical intervention until significant disease 

progression occurs. Lack of curative treatment for a disease process known to induce 

irrevocable damage to the immune system causes distress, anxiety, and uncertainty. 

Presently, no theory exists to aid health professionals understand and provide appropriate 

interventions for these individuals. 

Considering the negative effects of stress and illness on immune function and the 

inadequacy of health care services, the purpose of this study was to identify experiences of 

HIV-infected persons in rural areas. 

SURVIVAL DISTANCING, described experiences by which HIV-infected persons in 

rural areas balanced limits and accepted the reality of living with chronic illness. 

Migration of HIV-infected persons, in addition to those indigenous to rural areas, added 

to challenges in determining health care needs of those infected and needs of those 

affected by HIV. 
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CHAPTER I 

INTRODUCTION 

Human immunodeficiency virus (HIV) continues to be a devastating problem 

throughout the world. As a result of HIV infection, the immune system deteriorates over 

time to a state known as acquired immune deficiency syndrome, or AIDS. The expansion 

of the AIDS surveillance definition as determined by the Centers for Disease Control 

(CDC) included: a CD4+ T-lymphocyte cell count <200/pL or CD4+ percentage < 14%, 

diagnosis of pulmonary tuberculosis, recurrent pneumonia (more than 2 episodes in a 12-

month period), and invasive cervical cancer (CDC, 1987,1992a). These additions 

resulted in an increase in the number of adults and children diagnosed with AIDS from 

October 1992-September 1993 to 97,368 as compared to a total of 46,716 during the 

same time period in 1992 (CDC, 1993). During the period from October 1992 to 

September 1993, AIDS became the leading killer of American men ages 25 to 44 and the 

fourth-leading killer of American women of the same age group (CDC, 1993). 

The complexity of illnesses compounded by psychosocial concerns experienced by 

those with HIV disease has challenged health professionals at all levels of care delivery. 

Even now, more than a decade since the first cases of AIDS were identified in the United 

States, there is much to learn about the experiences of those living with this disease. As 

the number of indigenous cases and migration of persons with AIDS continues to rise in 

rural communities, implementation of health care delivery systems outside the models 
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established in urban settings is becoming increasingly difficult. Despite all attempts to 

reduce exposure to HIV, it is obvious that HIV and AIDS will be a challenge for health 

professionals well into the next decade. 

As with other chronic illnesses, much of the focus on care and quality of life for the 

HIV infected has been on physical signs and symptoms of disease and the opportunistic 

infections that occur. Yet, HIV disease is understood to be not only a medical problem, 

but also a psychological one (Velimvoric, 1987). Morin (1988) noted that the social, 

cultural, economic, and political response to HIV and AIDS is as much an element of the 

pathology of the virus as the virus itself. HIV disease gives rise to a diversity of stressors 

for those infected with the virus, their significant others and family members, health care 

professionals, and society in general. This study proposes to identify, through the use of 

grounded theory (Glaser & Strauss, 1967), the experiences of persons living with HIV 

infection in rural areas. 

Epidemiology of AIDS 

In 1981, the CDC began publishing reports of infections not commonly seen in 

young gay men living in California and New York. These reports identified cases of 

Pneumocystis carinii pneumonia, and an uncommon cancer, Kaposi's sarcoma, in gay men 

who were previously healthy. Although neither of these illnesses were new, they were 

previously uncommon in this population (CDC, 1981a, 1981b, 1981c). 

Prior to June 1989,124,098 cases of AIDS were reported in the United States. By 

the end of September 1993, an additional 215,152 cases were identified resulting in a 



cumulative number of 339,250 AIDS cases in the United States (CDC, 1993). 

Extrapolations of diagnosed AIDS cases in the U.S. suggest that approximately 60,000-

70,000 new infections occur in adults and adolescents annually (CDC, 1992b; Morgan, 

Curran, & Berkelman, 1990). Estimates of the number of persons infected with HIV as of 

January 1991 range from 500,000 to 900,000 (Rosenberg, Gail, & Carroll, 1992). The 

CDC (1992b) estimated that it is plausible that the number of persons initially diagnosed 

with AIDS in 1994 is 43,000 to 93,000. Furthermore, the number of persons living with 

severe HIV immunosuppression by January 1995 is expected to be 130,000 to 205,000 in 

the United States. Of the 334,344 adults/adolescents and 4,903 children <13 years old 

diagnosed, 60.3% (n = 201,775) of the adults and 53.3% (n = 2,615) of the children have 

died (CDC, 1993). For the most part, current reporting methods merely approximate the 

number of persons diagnosed with AIDS. Due to reporting delays and difficulties in 

calculating the actual number of persons with HIV infection, it is hard to predict how 

prevalent HIV disease is in the United States. For each person with AIDS (PWA), it has 

been estimated that 10 or more persons are currently infected with HIV (CDC, 1992b). 

During the first decade of the AIDS epidemic, the majority of U.S. cases were 

concentrated in urban areas on the East and West coasts. Today, the highest percentage 

increases of reported AIDS cases are in rural areas primarily due to increases in 

indigenous AIDS cases and migration of persons living with HIV disease (Davis, 

Ferguson, & Stapleton, 1992; Fuszard, Sowell, Hoff, & Walters, 1991; Staver, 1988). 

Reporting of AIDS cases in the U. S. are based on geographical areas, designated as 
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metropolitan or nonmetropolitan. Counties not designated as metropolitan statistical 

areas (MSAs) are classified as rural (Lee, 1991; National Technical Information Service, 

1993). In 1989, AIDS in metropolitan areas increased 5% while AIDS in rural areas 

increased 37% (Health and Human Services, 1991). The definition of AIDS as 

determined by the Centers for Disease Control was revised to incorporate a broader range 

of AIDS-indicator diseases and HIV testing methods (CDC, 1992b, 1992a). The number 

of reported AIDS cases more than doubled for each metropolitan area of residence during 

the periods of October 1991 to September 1992 and October 1992 to September 1993 as 

shown in Table 1 (CDC, 1993). 

In the analysis of AIDS statistics in the United States, the CDC (1992b) reported 

four key issues currently seen in health care for persons with HIV disease: 

• approximately 50,000 persons with symptomatic HIV disease (but without 

AIDS-defining conditions) were receiving HIV-related medical care at the start 

of 1992 

• ten percent of persons who have developed severe immune suppression did not 

receive health care for HIV-related diseases before diagnosis of an AIDS-

defining condition 

• the median time from diagnosis of severe immunosuppression to an AIDS-

defining condition was 15 months for persons receiving medical care, and 

• the median time from diagnosis of severe immunosuppression to an AIDS-

defining condition was 12 months for persons not receiving medical care. 
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Table 1 

AIDS Cases Reported per 100.000 Population 

October 19 
September 

91-
1992 

October 19 
September 

92-
1993 

Geographic Population Areas1 Cumulative 
Total 

Rate 
(%) 

Cumulative 
Total 

Rate 
(%) 

Metropolitan areas with 500,000 or more 
population 

39,112 24.8 81,352 50.9 

Metropolitan areas with 50,000 to 500,000 
population 

4,821 10.5 10,306 22.0 

Non-metropolitan areas 2,587 4.9 5,288 10.0 

Total2 46,716 18.2 97,368 37.5 

JBased on Metropolitan Statistical Areas (MSA) revised June 1993. 

2Total includes 1,327 persons with AIDS whose area of residence is unknown. 



AIDS in Rural Areas 

Escalating numbers of AIDS diagnoses in non-metropolitan areas along with 

migration of persons with AIDS home to rural areas for supportive care is becoming 

increasingly challenging for rural health care providers (Burda, 1986; Davis, Ferguson, & 

Stapleton, 1992; Fuszard, Sowell, Hoff, & Walters, 1991; Graham & Cates, 1987; 

Rumley, Shappley, Waivers, & Esinhart, 1991; Smith, Landau, & Bahr, 1990; Staver, 

1988). Beyond the disparity of AIDS funds between urban and rural areas, dissemination 

of information is slower and resistance to change is stronger among rural populations 

(Dillman & Hobbs, 1982). In addition to the health care needs associated with HIV 

disease, risk factors for HIV infection, such as injection drug use and homosexual sex, 

provide additional problems to the more conservative values held by rural communities 

(Preston, Young, & Koch, 1991). Smith, Landau, and Bahr (1990) wrote that people 

residing in rural areas hold more conservative moral values, hold to community standards, 

place significant importance on the role of religion and the church, and expect others to do 

the same. 

Health Care Delivery Systems 

The National Research Council (1993) defined an epidemic as both "a medical and 

a social occurrence. Medically, it is the appearance of a serious, often fatal, disease in 

numbers far greater than normal. Socially, it is an event that disrupts the life of a 

community and causes uncertainty, fear, blame, and flight" (p. 1). Beyond medical care, 

most health care institutions and clinics were incapable of fully addressing the emotional 
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needs of persons with HIV infection and their significant others. To meet the challenge of 

psychosocial needs of HIV-infected individuals, many volunteer and community-based 

organizations formed throughout the country. Early in the epidemic in the U.S., AIDS 

was seen as predominantly affecting the gay community and injection drug users. The gay 

community, already stigmatized by homophobia, distrust of the government, and angry 

over the slow response of the government to take action, quickly began to organize 

volunteer efforts to help their own (National Research Council, 1993). By the end of the 

first decade of AIDS, more than 600 community-based AIDS service organizations, 

predominantly organized by gay men, had been established around the country to provide 

not only psychosocial support, but also food, health education, housing, income support, 

and hospice care (Chambre, 1989; National Research Council, 1993). 

Delivery of health care to HIV-infected individuals in rural areas is uniquely 

different from urban areas. Unlike the metropolitan counterparts, many rural communities 

lack comparable resources and funding. Distance to health providers or geographic 

isolation limits access to social and health services. Noticeably lacking is access to highly 

technical diagnostic testing and procedures and specialized health care delivery systems 

such as hospice, physical therapy, nutritional therapy, and home infusion therapy. 

Moreover, members of rural communities commonly believe in caring for their own, rather 

than using governmental agencies and programs(Smith, Landau, & Bahr, 1990). 

Smith and associates (1990) noted that these difficulties resulted in HIV-infected 

individuals having to "travel long distances to gain access to experimental drug and 



treatment protocols as well as support groups and services, which can result in loss of 

valuable work time. These trips are often expensive and personally debilitating" (p. 18). 

Establishing community AIDS service organizations is also problematic in rural 

communities. Unlike the gay communities that organized volunteer, community-based 

AIDS services in more endemic areas, most rural settings have no overt gay community 

leaders. However, in some rural communities, groups such as the local American Red 

Cross chapter, with input from gay and lesbian health professionals and community 

members personally affected by AIDS, have started such service organizations (Smith, 

Landau, & Bahr, 1990). 

Research Problem 

Despite dismal reports on advances in antiretroviral therapies against HIV and 

vaccines to prevent infection, much progress has been made in treatments for 

opportunistic infections experienced by persons with ADDS. Since the CD4+ T-

lymphocytes are a primary target of HIV, maintaining an optimum functioning immune 

system is very important knowing these cells will decrease over time. Beyond the direct 

effects of HIV on the immune system, other psychological issues directly affect the 

immune system. Negative effects of stress on the CD4+ cell have been documented 

during bereavement (Bartrop, Luckhurst, Lazarus, Kiloh, & Penny, 1977), and suppressed 

immunity (Hillhouse & Alder, 1991; Zakowski, McAllister, Deal, & Baum, 1992). Effects 

of psychological and psychoneuroimmunologic factors have also been documented 

(Kiecolt-Glaser & Glaser, 1988; Lovejoy & Sisson, 1989). The positive relationship of 
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maintaining immunologic functions has also been reported in increased survival rate for 

persons with AIDS and AIDS-related complex (de Gruttola, Wulfsohn, Fischl, & Tsiatis, 

1993). 

Understanding the limits of medical therapies in preventing the effects of HIV on 

the immune system and the need to decrease stress via psychosocial interventions, an 

enormous challenge exists in addressing the needs of persons with HIV in rural 

communities. In 1990, C. Everett Koop summarized the impact of HIV disease in rural 

areas: 

Rural health care facilities should be concerned about the spread of AIDS into 
rural areas. I can't predict the spread of AIDS in rural areas, but I know with 
certainty that the fragile rural health care system has almost no tolerance for new 
patients who are infected with HIV (p. 1). 

Dissemination of AIDS information is slower in rural areas. In addition, the 

conservativism and strong resistance to change, continue to be problematic in rural areas. 

These concerns, combined with the difficulty in maintaining privacy and anonymity in rural 

areas, cause an even more problematic setting for people with HIV infection and their 

families unlike their urban counterparts (Bushy, 1992; Preston, Young, & Koch, 1991). 

The ability to discern the psychosocial needs of persons living with HIV infection 

and those who migrate back to live in rural areas would allow health professionals to 

develop more effective services. A study by Davis, Ferguson, and Stapleton (1992) of 54 

rural HIV-clinic patients in Iowa reported that 21% of the patients described problems 

after moving back to rural areas from metropolitan health care settings. To further 



understand the experiences of those living with HIV infection in rural areas, Bushy (1992) 

stated that "qualitative information is needed about rural patient-family-community 

dynamics, extended family networks, and the use of formal and informal social structures" 

(p. 51). 

The challenges to physical and psychological health caused by HIV infection, 

along with preexisting problems in rural health care, create a formidable task for health 

care professionals in developing adequate services to address these needs. To better 

understand these issues, more information from HIV-infected persons who live in rural 

areas is essential. Qualitative information gained from experiences of those living with 

HIV can assist health professionals in understanding the complexity of the disease and the 

challenge to health care delivery in rural areas. 

Purpose of the Study 

In light of all the negative effects of stress and illness on immune function and the 

inadequacy of health care services in rural environments, the purpose of this study was to 

identify the experiences of persons living with HIV infection in rural areas. 

Research Questions 

Using grounded theory (Glaser & Strauss, 1967), the research questions for this 

study were: 

1. What were the experiences of persons at the time of being diagnosed with HIV 

infection? 



2. What have been the experiences of individuals living with HTV since learning 

their HIV seropositive status? 

3. How has living in a rural area affected these experiences? 

Definition of Terms 

HIV-infected. A person who has had a positive serological ELISA test for HIV 

antibodies, confirmed by the Western Blot test. Persons who were HIV 

seropositive may be asymptomatic, symptomatic but without an AIDS diagnosis, or 

diagnosed with AIDS. 

Person with AIDS (PWA1. An HIV-infected person who has had an opportunistic 

infection(s) or dysfunction of the immune system based on AIDS surveillance 

definitions of the Centers for Disease Control (CDC, 1987,1992a). 

Rural. An area of low population density of less than 50,000 with driving time of 30 

minutes or more to reach primary health care provider (Centers for Disease 

Control, 1993; Lee, 1991). 

Urban. An area of population density of 50,000 or more with driving time of less than 30 

minutes to reach a health care delivery site (primary, secondary or tertiary) (Centers 

for Disease Control, 1993; Lee, 1991). 

Significance of the Problem for Nursing 

Evolution of rural nursing theory has combined an emphasis on the definition and 

understanding of health. Understanding health care needs as demonstrated by urban 

delivery systems is extremely difficult Weinert and Long (1991) wrote: 
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there has been recognition of the problems that result when health care services are 
planned and implemented without a sound understanding of how target 
populations define health and, subsequently, how they will seek and use health care 
services. Perhaps the single most serious error made in rural health care has been 
the application of models and approaches from urban or suburban areas without 
recognition of the differences in subpopulation definitions of health (pp. 26-27). 

Despite these challenges in rural areas, there is a paucity of information available to assist 

health professionals in providing care for persons living with HIV infection (Cleveland & 

Davenport, 1989; Davis, Ferguson, & Stapleton, 1992; Fuszard, Sowell, Hoff, & Walters, 

1991; Lyon, 1988; Rumley, Shappley, Waivers, & Esinhart, 1991; Smith, Landau, & Bahr, 

1990; Sowell, Fuszard, & Gritzmacher, 1990; Sowell & Lowenstein, 1988; Staver, 1988). 

As noted by Preston, Young, and Koch (1991), nurses constitute the largest group of 

health care providers in rural areas. Consequently, nurses are affected by inadequacies of 

factual information about HIV and the persons it affects. 

Summary 

Advances in antiretroviral therapies and treatment for opportunistic diseases have 

resulted in longer lifespans post AIDS diagnosis and an improved quality of life. Yet, 

preliminary research has only begun to illuminate the effects of stress on the immune 

system. Since medical care has only been able to prolong life, much work is needed in 

understanding the psychosocial needs of persons living with HIV infection or AIDS. 

Urban health care delivery systems have been established in high incidence areas of 

HTV infection and AIDS. With the continued increases in both indigenous and migratory 

AIDS cases in rural communities, health care providers need to understand the needs of 
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persons living with AIDS and the types of services necessary for providing care. Nurses 

play a key role in health care and prevention needs in rural communities. Ultimately, 

development and adaptation of effective health care delivery systems will be based on 

understanding the experiences of persons living with HIV infection. 
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CHAPTER II 

LITERATURE REVIEW 

Qualitative study requires the researcher to use critical thinking versus statistical 

methods in an attempt to limit biases of data by personal experiences with what is known 

about the experiences under investigation (Strauss & Corbin, 1990). To maintain an 

openness to these experiences, a discussion of two essential components of the theoretical 

context is provided in this chapter. The first incorporates the assumption that HIV disease 

and other factors affecting the psychosocial response are influenced by the environment 

and will change over time. The other addresses the complexity of psychosocial issues 

experienced along a continuum of asymptomatic to symptomatic HIV disease. These 

psychosocial responses were examined throughout the review of literature. 

Grounded theory methodology suggests that the researcher may begin with a 

global philosophy or world view of the experience being studied (Glaser & Strauss, 1967; 

Strauss & Corbin, 1990). The theoretical context of this study is discussed in relation to 

psychosocial implications and the effects of stress on immunity. For the purpose of 

consistency, quantitative and qualitative studies relating to psychological and social 

responses, quality of life, social support, and psychosocial adaptation to HIV disease are 

presented chronologically, regardless of methodology or design. 
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Psychosocial Aspects 

HIV disease causes a diversity of stressors for those infected with the virus, their 

significant others and family members, health care professionals, and society in general. 

Four dominant sociocultural features seen in AIDS as identified by Conrad (1986) were 

that it: (1) affects stigmatized populations that preexisted HIV disease, (2) is sexually 

transmitted, (3) is contagious, and (4) is virulent For those who are HIV-infected, 

symptoms that have been reported to include changes in body image, depression, guilt, 

suicidal ideation, anger, anxiety, low self-esteem, loneliness, isolation, self-pity, 

powerlessness, and alienation (Frierson & Lippmann, 1987; Govini, 1988; Korniewicz, 

O'Brien, & Larson, 1990; Rubinow, 1984). Coping with the emotional stressors beyond 

the diagnosis of HIV infection also includes dealing with pressure to alter one's lifestyle in 

an attempt to both prevent infection of others and to improve health behaviors, and 

adapting to significant alterations in social interactions with others (Abrams, Dilly, Maxey, 

& Volberding, 1986). 

Stress and Immunity 

The chronic destruction and dysfunction of CD4+ T-lymphocytes as an outcome of 

HIV activity eventually inhibits both cell-mediated and humoral immunity. The course 

from infection with HIV to development of symptoms and eventual death is highly variable 

among persons with HIV disease (Kiecolt-Glaser & Glaser, 1988; Solomon & Temoshok, 

1987). Yet, risk of death and concurrent opportunistic infections increased drastically as 

the CD4+ cells fall below 50 cells/mm3 (de Gruttola, Wulfsohn, Fischl, & Tsiatis, 1993; 



Gray, 1994). This rate of progression depends on several factors: virulence of HIV, 

resiliency of the immune system, numerous cofactors (i.e., herpesviruses, hepatitis B, 

human papillomavirus), and concurrent infections. The ensuing decrease in humoral 

response results in heightening susceptibility to infections over time (Gray, 1994). As 

HIV affects the immune system and the individual's ability to fight off infections, the ability 

to cope with the long-term effects of the disease is decreased (Coates, Temoshok, & 

Mandel, 1984). 

An increasing number of studies are being conducted to determine the role of the 

immune system in mediating both chronic and daily stressors. "Psychoneuroimmunology 

(PNI) is the study of the association between psychological stress, immune system 

functioning, and health" (Hillhouse & Adler, 1991, p. 22). Birney (1991) wrote, "severe 

depression, severe acute or chronic stress, uncontrollable stress or powerlessness, 

loneliness, lack of social support, and repression of traumatic events have been associated 

with immunosuppression" (pp. 34-35). Studies of PNI in humans have been conducted in 

primarily five areas: (1) depression, (2) acute stressors, (3) chronic stressors, (4) cancer, 

and (5) infectious diseases (Hillhouse & Adler, 1991). 

Although the exact mechanisms are not completely understood, it appears that 

stressful life events cause diminished immune function in response to stress (Hillhouse & 

Adler, 1991). Data from a study of 29 healthy men examining the short-term effects of 

acute stress on quantitative and functional measures of immunity suggested that certain 

changes in immune function are rapid and persist (Zakowski, McAllister, Deal & Baum, 



1992). Lovejoy and Sisson (1989) reported that preliminary studies on PNI and AIDS 

suggested that under certain circumstances the psychogenic and physiological conditions 

of the HIV-infected person alter rates of progression of HIV disease. 

Since the CD4 + T-lymphocytes are a primary target of HIV, maintaining an 

optimum functioning immune system is very important knowing that these cells will 

decrease over time. The negative affects of stress on the CD4 + T-cells has been 

documented during bereavement (Bartop, Luckhurst, Lazarus, Kiloh, & Penny, 1977), and 

stress, health and immunity (Hillhouse & Alder, 1991; Zakowski, McAllister, Deal, & 

Baum, 1992). Effects of psychological influences and psychoneuroimmunologic factors 

are also documented (Kiecolt-Glaser & Glaser, 1988; Lovejoy & Sisson, 1989). The 

positive relationship has also been reported in survival rate for persons with AIDS and 

AIDS-related complex (de Gruttola, Wulfsohn, Fischl, & Tsiatis, 1993). 

Psychological Responses 

The earliest reports of medical and physical complications of AIDS in the U. S. 

came in 1981 (CDC, 1981a, 1981b, 1981c). Until 1984, a paucity of information on the 

psychosocial impact of HIV infection or AIDS had been reported in the literature. Morin 

et al. (1984), in discussing interviews of persons with AIDS (PWAs), stated that the usual 

psychological reactions identified were: 

fear of death and dying, guilt, fear of exposure of life-style, fear of contagion, loss 
of self-esteem, fear of loss of physical attractiveness, fears of decreased social 
support and increased dependency, isolation and stigmatization, loss of 
occupational and financial status, concerns and confusion over options for medical 
treatment, and the overriding sense of doom and helplessness associated with a 
degenerative illness (p. 1288). 



In the interviews, PWAs stressed that although medical needs were met, psychological 

needs were not. 

Typical responses to an HIV diagnosis noted in the literature included denial, fear 

of death and dying, fear of contagion, sense of gloom, helplessness, anxiety, uncertainty, 

depression, anger, bargaining, guilt, changes in self-esteem, suicide ideation, confusion, 

hopelessness, worthlessness, and acceptance (Baumgartner, 1985; Belkin, Fleishman, 

Stein, Piette, & Mor, 1992; Dilley, Ochitill, Perl, & Volberding, 1985; Faulstich, 1987; 

Flaskerud, 1987, 1988; Forstein, 1984; Frierson & Lippman, 1987; Gaskins, 1990; 

Gaskins & Brown, 1992; Holland & Tross, 1985; Kaplan, Johnson, Bailey, & Simon, 

1987; Korniewicz, O'Brien, & Larson, 1990; Macks, 1988; Morin, 1988; Morin & 

Batchelor, 1984; Morin et al., 1984, Nichols, 1983,1985,1987; Ross & Rosser, 1988). 

In the early stages following an AIDS diagnosis, Holland and Tross (1985) 

indicated that separating reactive depression and psychomotor retardation from symptoms 

associated with central nervous system complications is difficult. The authors suggested 

that persons with HIV disease should have access to a diverse team of health care 

professionals early in the disease process to identify, evaluate, and intervene as needed for 

common psychological, social, psychiatric, and neurological complications. Salisbury 

(1986) and Tross and Hirsh (1988) further supported identifying issues of psychological 

distress and neuropsychological complications, noting that challenges arise from multiple 

sources: disease progression, social discrimination, bereavement, pressure for life-style 

change, and neurological impairment associated with HIV brain infection. In terminal 



AIDS, Abrams, Parker-Martin, and Unger (1989) reported that neuropsychiatric problems 

complicate the ability to evaluate psychosocial and mental health needs. Symptoms 

ranged from poor concentration, forgetfulness, depression, anxiety, agitation, and altered 

mental status to severe dementia or delirium. 

Frierson and Lippman (1987) reported that the psychological issues experienced by 

11 AIDS patients (10 males, one female) in a four-year study included changes in body 

image, feelings of helplessness and isolation, sexual concerns, and the grief process. The 

participants of the study were inpatients at teaching hospitals in Louisville during a time 

when Kentucky had less than 63 reported cases of AIDS (January 1982 through February 

1986). The researchers concluded that the psychological effects of AIDS created 

considerable stress, beyond the physical effects of HIV, for the patients, their loved ones, 

and the community (Frierson & Lippman, 1987). 

As noted by Korniewicz et al. (1990), few studies have described the psychosocial 

adaptation of HIV-infected individuals across the continuum of HIV disease. Using a 

theory of social stigma, Korniewicz and her colleagues studied 63 HIV-infected persons 

residing in a major northeastern metropolitan area. Subjects were categorized as at-risk 

but not tested for HIV antibodies (n = 24), asymptomatic (n = 10), early symptomatic 

AIDS (n = 10), and late stage AIDS (n = 19). The majority of participants were male 

(76%, n = 48) and white (68%, n = 43) while 32% were African American (n = 20). 

Analysis of data indicated that a difference existed between the four groups in education 

and occupation. The group with late stage AIDS were significantly more likely to be 
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college educated and professional individuals. The authors reported that no significant 

differences existed in self-concept, self-esteem, and social functioning across the 

continuum of HIV disease. However, asymptomatic participants and those at high risk for 

HIV but not tested for HIV antibodies had significantly higher alienation scores, 

particularly in powerlessness. As noted by the investigators, the results demonstrated the 

need to further identify psychosocial variables that directly affect HIV-infected individuals. 

Longo, Spross, and Locke (1990) conducted an exploratory descriptive study to 

identify the major physical and psychological concerns of persons with AIDS. Data were 

obtained using 40 open-ended and semistructured questions. From a convenience sample 

of 34 persons with AIDS at two tertiary care hospitals in Boston, the researchers 

identified the following themes: (1) uncertainty of the future, (2) desire to maintain 

physical and/or psychological health, (3) social unacceptability, (4) fatigue, and (5) weight 

loss. Although the literature did not indicate that any of the participants were female, of 

those who participated, an average of 3.2 hospitalizations since an AIDS diagnosis was 

reported with an average time of eight months since the AIDS diagnosis. The researchers 

suggested that nurses should assess for: (1) clinical depression and suicidally, (2) sources 

of support, (3) deficits and resources in development of both physical and psychological 

stamina, and (4) experiences of stigma by having a diagnosis of AIDS (Longo, Spross, & 

Locke, 1990). 

Dew, Ragni, and Nimorwicz (1990) examined correlates of HIV infection in men 

with hemophilia. Seventy-five hemophiliacs residing in western Pennsylvania, 31 of whom 

were HIV seropositive, were studied. Dew and her colleagues reported that HIV infected 



men had elevated depression, anxiety, and anger-hostility relative to participants who were 

negative for HIV. The researchers further identified eight psychosocial characteristics 

suggestive of susceptibility to effects of HIV on mental health: (1) preexisting personal 

history of psychiatric distress, (2) familial psychiatric history, (3) high school education or 

less, (4) low social support from one's wife, (5) low family support, (6) low friend 

support, (7) a poor sense of control over one's life, and (8) recent experiences involving 

loss. 

Gaskins (1990) conducted a qualitative study of 10 HIV-infected people (9 men, 

one woman) living in Alabama. Interviews were conducted in homes and other areas as 

decided by the participant. At the time of the interview, three were asymptomatic, three 

were symptomatic, and four were AIDS diagnosed. Length of time participants were 

aware of diagnosis ranged from four months to five years. Using grounded theory 

methodology for analysis, the findings were presented in two parts: (1) initial response as 

described by the participants, and (2) the core category and supporting subcategories and 

concepts which were derived from constant comparative analysis of the data. 

The initial response of the participants to learning their HIV seropositive status 

indicated three dimensions: (1) facing the reality of death, (2) deciding who to tell, and 

(3) changing lifestyle. Suicide, as a category, was identified by verbalization of suicidal 

ideation. As reported by the investigator, most of the participants considered suicide 

either immediately or within weeks after learning of being infected with HIV. "Fighting to 

Survive" was identified as the core category. Although all participants described their 
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daily fight to survive, they also cited personal experience with other HIV-infected 

individuals who had given up. "Taking Care" and "Adjusting to Changes in One's 

Autobiography" (also identified as "Restructuring One's Life") were concepts and 

categories that supported the fight to survive (Gaskins, 1990, Gaskins & Brown, 1992). 

McCain and Gramling (1992) conducted a phenomenological study of 36 persons 

(32 males, 4 females) with HIV disease. Participants were drawn from an infectious 

diseases clinic at a large urban teaching hospital in the southeastern United States. 

Seventeen were AIDS-diagnosed, seven were experiencing symptomatic HIV disease, and 

12 were asymptomatic. The participants' original knowledge of HIV status ranged from 

one to 48 months, with a mean of 16.7 months. The study involved single open-ended 

interviews at a regularly scheduled outpatient clinic visit. The researchers found that the 

structure of the lived experience of coping evolved from the initial awareness of being 

HIV-seropositive through the diagnosis of AIDS to impending death. The three processes 

involved were identified as "Living with Dying," "Fighting the Sickness," and "Getting 

Worn Out." 

"Living with Dying" began with learning the HIV seropositive status and was 

associated with experiences of anger, depression, suicidal ideation, and fear of rejection by 

others. This process was also related to the reactions of family and friends to disclosure of 

the diagnosis and watching others with more progressed disease. "Fighting the Sickness" 

occurred with progression of the disease toward AIDS. Positive responses during this 

process focused on staying healthy by eating well, exercising, getting adequate sleep, and 



other stress reducing behaviors. "Getting Worn Out" described the period following 

"Fighting the Sickness" when the HIV infected individual experienced numerous physical 

problems associated with the disease and pending death. At this point, participants 

experienced fatigue, weight loss, gastrointestinal distress, multiple infections, and 

disrupted sleep and rest The researchers concluded that knowledge gained through the 

study of stressors and coping patterns among persons with HIV disease provides 

preliminary information for the design of effective stress management interventions 

(McCain & Gramling, 1992). 

In the book, Living with HTV: An Experiment in Courage. O'Brien (1992) 

reported on a study of coping response in relation to the problems and needs of persons 

living with HIV infection. The conceptual framework included an eclectic combination of 

health, stress-coping, patient care needs, and holistic health theories. In addition to 

qualitative, open-ended interviews, participants were asked to complete 10 standardized 

instruments. Participants were recruited from two large metropolitan health care facilities 

involved with providing care for persons with HIV disease. Of the 138 participants, only 

three women and two heterosexual males were among those entered in the study. The 

study profile reflected predominantly gay men. Thirty-six participants were reported as 

"lost to follow-up" for the study. Eighty-four (63%) of the participants were 21-40 years 

of age. One hundred and thirteen of the men were Caucasian, 17 were African American, 

2 were Hispanic, and one was Native American. Participants were categorized based on 

health status and prescribed medications at entry and psychosocial profile. 
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Due to the high number of gay, male participants in this study, the focus was 

directed at their concerns. In an attempt to help understand the complexity of coping with 

HIV infection from this perspective, the author reported extensive excerpts of interviews 

with the participants. Data generated from the female and heterosexual participants were 

incorporated into these citations. From the extensive amount of data generated from this 

study, O'Brien (1992) identified a number of themes reflective of coping responses in HIV 

infection. These data are summarized in Table 2. A typology of coping styles in living 

with HIV emerged from the data: negotiating, collaborating, participating, distancing, and 

free-lancing. 

Weil-Being 

Limited explicit data have been generated pertaining to what helps people with 

AIDS achieve a high quality of life and a sense of well-being. Review of the literature 

provided no conceptual definition of "well-being" relative to persons living with HIV. 

Kendall et al. (1989) reported a two-year qualitative investigation of three PWAs and their 

ability to maximize their state of "doing well." Using a naturalistic approach, the study 

involved three gay men who were receiving care at an outpatient infectious disease clinic 

in a large community hospital in Adanta, GA. Five themes emerged from the data 

analysis: autonomy/mastery over the disease, existential/spiritual journey toward 

understanding, self-acceptance, staying active and involved, and positive thinking. The 

authors speculated that the difference between those who did well with AIDS and those 

who did not, depended on how well a person was able to resolve existential dilemmas. 
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Table 2 

Summary of Categories and Themes Generated bv the Coping Response in HIV Infection 

Study 

Primary Themes Associated Applications 

Living with HIV > Importance of Relationship with Significant Others 
• Affective and Social Relationships 
• Making Connections and Instrumental or 

Professional Interactions with Health Care 
Providers 

• Need for Disclosure of HIV Infection 

> Responsibility and Obligation to Participate in Research 
• Acute Awareness of Limitations on Time 
• Uncertainty of Prognosis 

> Modification of Long-Term Goals 

> Resurgence of Spirituality 
• Solace and Support 
• Leaning on Everlasting Arms 

Early Adaptation in HIV > Disclosure of HIV Status 
Infection • Coming Out (Health and Behavioral Processes) 

> Making Adjustments in Sexual Behaviors 

> Employing a Reasoned Rather Than Ritual Compliance 
with Therapeutic Regimens 

Long-Term Adaptation > Coping with the Infamous Monitoring of CD4+ T-
to Living with HIV lymphocytes 

> Making Accommodations in Psychosocial Functioning 

> Identifying Secondary Gains 

Note. From Living with HIV: An experiment in courage (pp. 21-206) by M. E. O'Brien, 

1992, New York: Auburn House. 
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They further noted that nurses can help PWAs find meaning and autonomy in living with 

this disease. 

Belcher, Dettmorc, and Holzemer (1989) wrote that nurses working with people 

with AIDS (PWAs) often observed clients discussing among themselves and with health 

care providers about religious and spiritual beliefs, healing rituals, and other efforts to 

maintain hope throughout this disease. The authors recommended that nurses caring for 

PWAs need to provide holistic planning and interventions that are sensitive to the effect of 

spirituality on well-being. 

Quality of Life 

Similar to the concept of well-being, quality of life has not been well defined in the 

literature. Ragsdale, Kotarba, and Morrow (1992a) conceptualized quality of life (QOL) 

of HIV-infected persons as "a patient's ability to exert meaningful control over affective, 

cognitive, social, and medical aspects of the illness situation perceived as relevant" (p.39). 

In 1990, Ragsdale and Morrow conducted a quantitative study of a convenience sample of 

95 HIV-infected persons (90% males, 10% females) who attended local support groups 

and AIDS service agencies in a major southwestern city. Fifty-six (59%) of the 

participants were diagnosed as having AIDS, 24 (25 %) were asymptomatic, and 15 

(16%) were symptomatic but not diagnosed as having AIDS. Fifty-seven percent had 

been diagnosed as HIV seropositive for two years or less, and 9% had been diagnosed as 

HIV positive for more than four years. Data were collected using the Sickness Impact 

Profile (Bergner, 1984, Bergner, Bobbitt, Polland, Martin, & Gilson, 1976) and the 



Symptom Distress Scale (McCorkle, 1987; McCorkle & Young, 1978). The analysis of 

data indicated that asymptomatic individuals consistently had the best QOL scores. 

Overall, the asymptomatic participants' mean scores differed significantly from 

those of the symptomatic and AIDS diagnosed. However, even though the scores of 

those with symptomatic HIV infection were always poorer than persons with AIDS, the 

differences were not significant. Analysis of variance indicated that psychosocial impact 

for each disease state was higher than the physical impact with the greatest significance 

occurring in the symptomatic group. Due to the low number of female participants, the 

researchers were unable to conduct a factorial analysis by status and gender. The authors 

concluded that a major focus of care and treatment of HIV-infected persons should be on 

the psychosocial aspects of HIV disease (Ragsdale & Morrow, 1990). 

In 1990, Newman reported a nonexperimental explanatory study of the differences 

in quality of life for persons at varying stages of HIV infection. Of the 55 adults (45 men, 

10 women) who participated, 17 were asymptomatic, 10 were HIV-infected and 

experiencing symptoms, and 28 were diagnosed as having AIDS. The results indicated 

that the impact on quality of life was more severe for persons with AIDS than for persons 

HIV-infected who were asymptomatic. Similar to data reported by Ragsdale and Morrow 

(1990), the investigator also found no differences in quality of life between symptomatic 

persons with HIV infection and those who were asymptomatic and those diagnosed with 

AIDS. 



Ragsdale, Kotarba, and Morrow (1992a) conducted a qualitative study of 14 

patients (13 males, one female) admitted to an AIDS unit in a for-profit community 

hospital located in the southwestern United States. Using grounded theory methodology, 

six types of management styles used by the participant in maintaining quality of life were 

identified: loner, activist, mystic, victim, timekeeper, and medic. The authors noted limits 

of the study were the small sample size and participants were inpatients on an AIDS-

specialized care unit in a for-profit hospital. The investigators recommended that further 

research in non-profit and/or teaching hospitals should be conducted. Further study 

should also focus on patient management styles used after discharge from the hospital 

(Ragsdale, Kotarba, & Morrow, 1992a). 

In addition, Ragsdale and her colleagues (1992b) conducted an ethnographic 

analysis of methods PWAs (n = 19) use in managing their illness to improve quality of life. 

Interviews were conducted while PWAs were hospitalized for problems related to their 

diagnosis of AIDS. Using grounded theory for analysis of data, the author identified 

several categories of management activities related to maintaining quality of life as a 

product of interactional work. As reported by the researchers, PWAs work diligently to 

manage several practical problems including: (1) involvement in daily activities on the 

unit, (2) sense of control over management of their illness, (3) the meaning of being 

diagnosed with AIDS, (4) ability to construct and believe in an essential self-identity 

independent of AIDS, (5) comfort and security of the hospital environment, and (6) pain 

management. For hospitalized persons with HIV-infection, the nurse became an essential 
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resource, since the nurse was the health care worker best suited to address the complex 

demands of HIV disease. 

Social Responses 

Many long-standing prejudices about sexuality, behaviors, and cultures preexisted 

the HIV epidemic (Paxton & Susky, 1988). In 1978, Susan Sontag wrote: 

Although the way in which disease mystifies is set against a backdrop of new 
expectations, the disease itself... arouses thoroughly old-fashioned kinds of 
dread. Any disease that is treated as a mystery and acutely enough feared will be 
felt morally, if not literally, contagious Contact with someone afflicted with a 
disease regarded as a mysterious malevolency inevitably feels like a trespass; 
worse, like the violation of taboo (p. 6). 

Although the author was referring to cancer, HIV, along with the stigma associated with 

homosexuality and injection drug use, appears to be far more appropriately described 

today as morally contagious. Any disease that is perceived to be communicable, 

unpredictable, and invariably fatal arouses intense anxiety among the general population 

(Frierson & Lippman, 1987). Through its association with sex, blood, drugs and death, 

HIV disease incites fundamental human fears and inhibitions (Fineberg, 1988). AIDS has 

disproportionately affected groups experiencing stigma, such as gay men, injection drug 

users (IDUs), and various minority populations in the United States. Although fear is a 

natural response to an epidemic, preexisting apprehension, misunderstanding, and violence 

toward populations at-risk for HIV have compounded the problems for those infected 

(Cassens, 1985; Herek & Glunt, 1988; Morin, 1988; Nichols, 1985). 



Society in the U. S. has responded in various ways to the HIV/AIDS epidemic. 

Fineberg (1988) noted that the "AIDS epidemic has heightened awareness of 

homosexuality in our society, promoting understanding and tolerance in some ways and 

reinforcing aversion in others" (p. 128). Gaines et al. (1988), studied the attitudes of 274 

college students (174 females, 99 males, one no response), enrolled in a Southeastern 

university. Demographic data of the participants indicated 81 (37.9%) of the subjects 

lived at home, while 90 (42.1%) lived in the university housing. One hundred and ninety-

three (90.6%) considered themselves religious. One hundred and seventy (79.4%) were 

raised in East Tennessee or the vicinity. The researchers reported: (1) females tended to 

be more knowledgeable than males about factual information, (2) females tended to be 

more empathetic and understanding, and (3) both sexes had a preponderance of 

misconceptions and negative attitudes towards PWAs. 

The overall data reflected a moralistic and judgmental attitudes toward persons 

with HIV-infection. However, on a more promising position, the majority of participants 

recognized that AIDS was a social problem needing more support for research and 

funding (Gaines, Iglar, Michal, & Patton, 1988). One of the more remarkable and 

heartening by-products of the HIV epidemic has been the development of community 

based organizations dedicated to serving the needs of people living with HIV disease and 

their significant others (Fineberg, 1988; Morin, 1988; Morin & Batchelor, 1984; Morin, 

Charles, & Malyon, 1984). 
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In a 12-month study of 23 persons with AIDS (all male) and seven family members 

living in the Los Angeles area, Wolcott and associates (1986) reported that the 

percentages of participants using community AIDS services were much lower than the 

percentages of expressed interest in each service. A possible limitation of the study may 

have been due to the high level of education of the participants which did not reflect the 

education level of the general AIDS population. The participants expressed a high level of 

interest in a variety of psychosocial services, and reported having used the services with 

moderate frequency over a relatively long period of time. The researchers recommended 

that community AIDS service organizations offer a wide variety of services that include 

medical information and referrals, support groups, individual therapy, and referrals to 

mental health professionals (Wolcott, Fawzy, Landsverk & McCombs, 1986). 

Social Support 

Social support has been characterized as an exchange of resources between at least 

two individuals perceived to be intended to enhance the well being of the recipient 

(Callaghan & Morrissey, 1993; Shumaker & Brownell, 1984). The function of social 

support is to provide affirmative information to an individual that she/he is loved, cared 

for, esteemed, valued, and belongs to a mutually accommodating interactive network 

(Cobb, 1976). In holistic nursing practice, the concept of social support has also been 

identified as empowerment. Ribble (1989) stated that empowerment is "a process by 

which people are supported and valued as they learn about themselves, make decisions, 

mobilize resources, and accept power, control and direction of their lives" (p. 53). 



Although the relationship between social support and immune function remains unclear, 

several research reviews suggest the existence of a positive relationship (Jemmott & 

Locke, 1984; McGough, 1990; Pilisuk & Froland 1978; Solomon, 1978). With the 

extensive amount of time spent with patients and their significant others, nurses have the 

unique opportunity to assess social support and provide intervention for health promotion 

and prevention (McGough, 1990). 

As with other chronic illness, peer and facilitated support groups have been 

established to address the psychosocial needs of persons living with HIV (DiPasquale, 

1990; Ribble, 1989). Kendall (1992) found limited research investigating the effectiveness 

of support groups in reducing the negative psychosocial effects of HIV disease. To 

further understand the effectiveness of support groups for HIV infected gay men, she 

conducted a qualitative study of 29 men living in Atlanta, GA. Based on self-reporting of 

the participants, 8 were asymptomatic, 8 had mild, transient symptoms, 8 were AIDS-

diagnosed but not terminal, and 5 had full-blown AIDS. The number of support groups 

attended by the participants ranged from one to 8, with an average of 3. Two of the 

participants died during the study. The participants described three basic mechanisms of 

experiencing wellness: physical survival, holistic understanding, and expanded 

consciousness. In general, as the participants experienced more physical symptoms, the 

view of wellness became more expansive and the focus on physical signs and symptoms 

became less. From the analysis of data, four categories were reported: intimacy, group 

process, group structure, and meaning. 



The results indicated that support groups effective in enhancing a sense of well-

being in HIV-infected persons tended to be closed, moderately structured groups, eight to 

12 members in size, with leaders who had expertise in group process, and were nurturing 

in group interactions. These groups focused on wellness, feelings, community building, 

and human connections. The antithesis of enhancement of well-being occurred in two 

types of groups: (1) groups led by psychoanalytically-oriented leaders whose detached 

and passive approach to group process were perceived as one of disinterest and hostility, 

or, (2) large, open groups where intimacy could not be fostered due to lack of structure 

and transient participation of group members (Kendall, 1992). 

Summary 

The psychosocial needs of HIV-infected are as complex as the medical attempts to 

slow immune dysfunction and treat infections. To better understand these implications, 

the literature was reviewed for psychosocial responses to being infected with HIV and the 

effects of stress on the immune system. The concepts of psychological response, well-

being, and quality of life were presented. In addition, the societal impact on persons living 

with HIV was explored. Limited theoretical or empirical data exist in the literature 

describing the experiences of persons living with HIV infection in rural areas. In order to 

provide effective services in rural communities, it is imperative that studies of the 

psychosocial needs of HIV-infected individuals be conducted. By adapting methods 

reported by Davis and her colleagues (1992), Gaskins (1990), and Gaskins and Brown 



(1992), the proposed research could contribute to the increasing body of knowledge of 

the experience of living with HTV in rural areas. 
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CHAPTER HI 

METHODOLOGY 

The purpose of this study was to identify the experiences of persons living with 

HIV infection in rural areas. To answer the research questions in this study, grounded 

theory was used (Glaser & Strauss, 1967). Grounded theory is a qualitative method that 

uses a systematic series of procedures to explicate an inductively derived grounded theory 

about an experience (Strauss & Corbin, 1990). In this chapter, information is organized 

into three sections. The first is a discussion of grounded theory methodology, design, 

protection of human subjects, and data collection in relation to the purpose of the study. 

The second section addresses the specification of the data analysis procedures used in this 

study: (1) substantive analysis, (2) theoretical analysis, and (3) member checks. The final 

section addresses issues of trustworthiness. The criteria discussed are: truth values, 

applicability, consistency, and neutrality. 

Grounded Theory Methodology 

Grounded theory provides a systematic method for the collection and analysis of 

qualitative data (Glaser, 1978; Glaser & Strauss, 1967; Strauss & Corbin, 1990). This 

methodology has been viewed as most useful in areas where a paucity of research exists 

(Chenitz & Swanson, 1986; Stern, 1985). The method provides theoretical sampling and 

methodological guidelines designed to discover fundamental patterns of life experiences. 

The rigors of analytic procedures in grounded theory methodology force the researcher to 
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move beyond assumptions and to create new understandings of unclear or poorly defined 

phenomena (Strauss & Corbin, 1990). Through grounded theory methodology, exegetic 

theory, capable of providing further insight of psychological and social phenomena, is 

generated (Chenitz & Swanson, 1986). 

Grounded theory is based on symbolic interaction. Symbolic interaction theory 

explains how people interpret and define reality and how their beliefs are connected to 

expressed behaviors. Reality is constructed by people through the assignment of meanings 

to phenomena and experiences. Meanings are expressed in terms of symbols such as 

words, objects, and activities. In grounded theory, creativity is vital to the researcher in 

moving beyond assumptions and to create new theory (Strauss & Corbin, 1990). This 

process is not instinctive, but an internalized formative process where meanings are 

revised and adjusted throughout collection and analysis of data (Blumer, 1969). A 

detailed grounded theory meets four main criteria for assessing the applicability of theory 

to an experience: fit, understanding, generality, and control (Strauss & Corbin, 1990). 

Process of Analysis 

The process of analysis focuses on patterns of phenomena or experiences. In the 

generation of grounded theory, various aspects of these experiences are integrated into a 

sound and cohesive whole. Piecing together these aspects provides insight into the reality 

of the experience. The elements of grounded theory that accomplish this are categories 

and their respective properties (Chenitz & Swanson, 1986). A category is a 

conceptualization of the relationship of multiple indicators of behavior under one idea that 



denotes an underlying pattern. Categories provide classification of concepts, based on 

constant comparative analysis one concept against another as they pertain to a similar 

phenomenon (Strauss & Corbin, 1990). As defined by Glaser and Strauss (1967), a 

category is a piece of reality or "slice of data" (p. 193). A property, in turn, renders 

information on the nature of the category. Properties are attributes or characteristics 

belonging to a category (Strauss & Corbin, 1990). 

Categories depict the major analytical component in grounded theory. Variation in 

a pattern of behavior generates a core category or "theoretical completeness" (Glaser, 

1978). Most often, a core category designates the process that is the central theme which 

connects all of the other categories. Process describes the connecting of action/interaction 

sequences occurring in the data (Strauss & Corbin, 1990). To further understand the 

usefulness of grounded theory, four key elements of the methodology must be examined: 

(1) flexibility, (2) data versus people sampling, (3) theoretical sensitivity, and (4) methods 

for data collection and analysis (Glaser & Strauss, 1967). 

Although grounded theory is highly systematic in its analysis of data, it is flexible 

in allowing the theory to emerge from the data. Unlike the process of fitting data into 

preconceived categories, this method permits the data to direct theory development. The 

analysis is guided by the data, yielding to emanating conceptualizations. As a result, the 

process and its outcome(s) are grounded in the data. 

The second element of this methodology dictates that data, not individuals, are 

sampled. Sources of information were diverse, allowing for data from individuals, as well 
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as literature review, newsprint, other media, and any other reference that the investigator 

believes can further validate the data base from which the theory emerges. These "slices 

of data" (Glaser & Strauss, 1967, p. 193) provide additional authentic perspectives helpful 

in exploring and describing a social phenomenon. 

The third element, referred to as theoretical sensitivity, identifies the significance of 

the investigator with regard to study design. Theoretical sensitivity, which is defined by 

the personal attributes of the investigator, is vital to theory discovery (Glaser, 1978, 

Glaser & Strauss, 1967; Strauss & Corbin, 1990). Unique to grounded theory 

methodology, characteristics such as attitude, interest level, expertise, ability, maturity, 

and insightfulness ensure that the theory is "grounded" in the data generated. For the 

purpose of this study, the researcher, through working with HIV-infected individuals and 

the ongoing review of literature necessary to provide care, became acquainted with the 

ways people living with HIV in rural areas derive meanings from being HIV-infected, and 

in turn, how they cope with the new reality. Glaser (1978) stated that theoretical 

sensitivity is maintained through an approach that is disciplined yet open to the 

phenomenon. To assure that the development of a theory originates from the data, the 

researcher used informed detachment to set aside preconceptions of the phenomenon 

(Glaser & Strauss, 1967). Approaches to theoretical sensitivity used in this study were the 

incoiporation of the clinician's adeptness to the research and the ongoing literature review. 

In support of the second and third elements of grounded theory methodology, the 

review of literature continued throughout the study. Sources used to maintain sensitivity 
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included both scientific and non-scientific literature, professional experiences, and personal 

experiences. As the researcher becomes increasingly familiar with concepts relevant to the 

area of study, "sensitivity is necessarily increased by the investigator's being steeped in the 

literature" (Glaser, 1978, p. 3). 

The final element applies to the unique methods of data collection and analysis for 

grounded theory. Examples of data collection include interviews, observations, and 

review of various media and literature. In this methodology, data collection and analysis 

were an ongoing, integrated process, guided by emerging themes, categories and their 

properties. The analysis technique uses a constant comparative method, a technique very 

systematic and complex in its design. By comparing incidents relevant to each category, 

categories and their properties were integrated, allowing a delineation and emergence of 

the theory. This method of data analysis allows the theory to evolve during the process. 

In research of persons living with HIV infection, several studies have been 

reported using grounded theory methodology. Duffy (1987) used grounded theory to 

explain the social and psychological processes employed by gay men in living with the 

threat of HIV. Gaskins (1990) and Gaskins and Brown (1992) reported using grounded 

theory methodology to elicit the psychosocial responses of HIV-infected individuals to 

their illness. Ragsdale, Kotarba, and Morrow (1992a, 1992b) conducted two studies 

using grounded theory methodology to identify the management styles of persons with 

AIDS in maintaining quality of life. 
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Design 

The research questions for this exploratory study necessitate descriptive analyses 

of the experiences of persons with HTV disease in rural areas. Inherent in this process is 

the discovery of a theory. Although theoretical frameworks derived from other chronic 

illnesses may be adapted to describe the experiences of living with HIV, such assumptions 

are not yet supported by research findings. In qualitative studies, concepts generated from 

the interviews may be unclear until synthesis of the data, resulting in framework 

development as an outcome of the research (Strauss & Corbin, 1990). 

Setting 

Participants for the study were from the state of Arizona and Illinois, residing in 

rural areas of less than 50,000 and greater than 30 minutes from the primary care provider. 

To assist in the study, permission for recruitment was requested from the Tucson AIDS 

Project, People with AIDS Coalition, Tucson, and the Special Immunology Program of 

the Arizona Health Sciences Center. After contacting the participants and assuring 

interest in participation, a meeting place and time were arranged individual with each 

participant 

Sample 

The participants for this study were adults who knew of their HIV seropositive 

status. The subjects were 18 years of age or older, self-identified as being HIV-infected, 

and spoke English. In addition, each participant identified their primary residence as being 

in a rural area. The number of participants was dependent on saturation of data, 



suggesting all data relating to a specific phenomenon had been obtained. The criterion of 

saturation of categories was met following analysis of the fifth respondent 

Approval was obtained to recruit participants through several local agencies and 

health care facilities: Special Immunology Program, Arizona Health Sciences Center, 

Tucson AIDS Project, People with AIDS Coalition, Tucson, and Veterans' Administration 

Hospital. Posters were made available to each of these agencies (Appendix D). Due to 

the difficulties in identifying participants residing in rural areas for this study, network 

sampling was used. Network sampling, also referred to as snowballing, takes advantage 

of social networks and the fact that friends tend to possess attributes in common (Burns & 

Grove, 1993). 

Protection of Human Subjects 

Permission to conduct the study was obtained prior to data collection from the 

Human Subjects Committee of the University of Arizona (Appendix A). For the purpose 

of this study, individuals who knowingly and voluntarily gave consent to participate, were 

allowed to enroll. Participants were offered $30.00 upon completion of the interview. 

Due to the confidential nature of the research topic, an informed consent was obtained 

prior to entry in the study (Appendix B). Issues of confidentiality continue to be 

extremely important for persons who are HIV-infected. Consistent with all research 

involving humans, the researcher assured subjects of anonymity both during the study and 

in reporting of research findings (American Nurses Association Research and Studies 

Committee, 1986). 



To ensure confidentiality, all participants were instructed to not self-identify by 

name during the audiotaping. During the transcription and analysis of data, all personal 

references were replaced with pseudonyms. Each participant was assigned a number 

during the transcription process. 

Data Collection 

Participants were interviewed once by the researcher in areas suggested by the 

participants that provided privacy and confidentiality. These included participants' homes, 

with the exception of one interview conducted in a secluded park area. Length of the 

interviews was approximately one hour. Interviews were used in an attempt to "enter 

another person's world" and to "understand that person's perspectives" (Wilson, 1987, p. 

109). Interviews provided an opportunity to collect data from respondents versus other 

non-respondent sources. These data allowed the researcher to gain insight that cannot be 

observed, such as feelings, thoughts, and perceptions. Analysis of each interview guided 

the direction of the next interview as categories were identified. 

During the first and second interview, participants were asked to answer the 

following questions: 

1. What were your experiences at the time of being diagnosed with HIV 

infection? 

2. What have been your experiences of living with HIV since learning your HIV 

status? 

3. How has living in a rural area affected these experiences? 
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In grounded theory, the initial questions are broad to allow full exploration of the 

phenomenon in question. As the data were analyzed and potential categories were 

identified, the questions became progressively narrowed and more focused (Strauss & 

Corbin, 1990). Based on the analysis of the first and second interviews, it was necessary 

to add two questions to subsequent interviews: 

4. Describe how the relationship with your biological family affects your ability to 

discuss your HIV status with them. 

5. How does spirituality affect your ability to live with HIV? 

Following the interview, the participants were asked to fill out a brief demographic 

information sheet (Appendix C). Finally, the researcher made notations regarding specific 

impressions following the interview. The tapes were transcribed by a transcriptionist 

skilled in processing audiotaped data. The transcripts were formatted using Microsoft® 

Word 6.0 for Windows™. Once transcribed, data were returned to the researcher for 

comparison to the audiotape. Simultaneously, the transcript was read and reviewed for 

any en-ors which may have occurred during the transcription process. After necessary 

corrections were made, the audiotapes were erased. 

Data Analysis 

In grounded theory, data analysis requires several interactive procedures. As 

noted earlier, data analysis occurs simultaneously with data collection. The primary 
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method of data analysis is called the constant comparative method. The purpose of the 

constant comparative method is to systematically generate theory by using explicit coding 

and analytic procedures (Glaser & Strauss, 1967). The four stages in this process are: (1) 

comparing incidents within categories, (2) integrating categories and their respective 

properties, (3) delimiting the theory, and (4) writing the theory. These stages are not 

distinct, but they are continuous and linked. 

The process begins as the researcher codes each concept in the data into as many 

categories as possible. In grounded theory, two types of codes are generated: substantive 

and theoretical (Glaser, 1978). A substantive code provides a way of conceptualizing 

categories occurring in the area of interest. A theoretical code provides a way of 

conceptualizing the relationship of the substantive codes. The coding methodology from 

substantive to theoretical is discussed as a process of apportioning data using nine 

procedures: open coding, selective coding, analytic diary, directed review of non-

respondent data, working hypotheses, theoretical memoing, theoretical sorting, theoretical 

coding, and member checks. These procedures are discussed in the context of: (1) 

substantive analysis, (2) theoretical analysis, and (3) member checks. 

Substantive Analysis of Data 

Open Coding 

Glaser (1978) referred to open coding as "running the data open" (p. 56). This 

involves several tasks, such as memoing, fracturing, comparing, and sorting. Coding 

represents the procedure by which data are analyzed. The purpose of open coding is to 
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reveal as many potentially relevant categories as possible, along with their properties and 

dimensions (Strauss & Corbin, 1990). Memoing is the researcher's written records of 

perceptions about the data (Chenitz & Swanson, 1986). Through memoing, the 

researcher is able to capture the emergence of the theory at each step of data analysis. 

Concurrently with this process, the researcher is "fracturing the data" (Glaser, 

1978). Fracturing the data involves partitioning of phrases, anecdotes, and sentences into 

manageable categories. Applying the constant comparative method, large elements were 

separated into even smaller practical pieces. Significant phrases were organized into 

computer files. Files were coded to denote data source such as respondents, books, 

journals, articles, and other media. A master list of codes along with their corresponding 

data sources was maintained. The process results in "data bits." 

Creativity is an essential element of grounded theory methodology. The analytic 

procedures require the researcher to "break through assumptions and to create new order 

out of the old" (Strauss & Corbin, 1990, p. 27). Using the word processing program, 

Microsoft® Word 6.0 for Windows™, the researcher compared each data bit with every 

other data bit. As a result, the researcher was able to identify emerging patterns and 

themes. Notations of words or phrases suggestive of emerging categories and their 

properties were done with each file. Ultimately, files were organized and sorted as 

represented by the data bits. This reorganization of the data was intended to capture the 

essence of the emerging categories and properties. 



To ensure homogeneity of the files, sorting checks were conducted. Sorting 

checks were accomplished by involving 4 unbiased, external reviewers familiar with HIV 

disease and the experiences of those who are infected. Reviewers were asked to examine 

the files and sort them into similar categories. Similarities and discrepancies among the 

sorting decisions of the investigator and his colleagues were then discussed and memoed. 

Selective Coding 

The open coding process assists the researcher in identifying the emerging theory. 

Selective coding is the process used to delimit the coding of data and deriving definitions 

into one core category. In the process of forming a theory, selective coding validates the 

integrative statements of relationship, and forces the researcher to further develop any 

categories that have insufficient data (Strauss & Corbin, 1990). Using constant 

comparative method of analysis beginning with the first interview, provides guidance for 

the researcher in identifying a core category. 

Analytic Diary 

In grounded theory methodology, an analytic diary is used to record insights and 

decisions made by the investigator about the research and emerging theory. As categories, 

their properties, and hypothesized relationships are identified, the researcher documents 

such occurrences in the diary. For each entry, careful attention was taken to include 

appropriate references and codes assigned to data bits. All decisions about the data, 

including subsequent sampling decisions were recorded. 
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Directed Review of Non-Respondent Data 

Directed review of information other than that obtained from respondents are 

those theoretically sampled data identified to be relevant to the emerging theory. In this 

study, the researcher continued critiquing both scientific and non-scientific literature and 

other media pertinent to the categories. Other media, such as movies, recordings, and 

PWA organization newsletters, were reviewed for codable data bits. From the non-

respondent data, information pertinent to the emerging theory was recorded into the 

analytic diary. 

Theoretical Analysis of Data 

Theoretical Memoing 

Glaser (1978) wrote that theoretical memoing is the "bedrock of theory" (p. 83). 

Unlike the memoing related to open coding, the purpose of this memoing is to 

theoretically develop themes about identified codes and their relationships. Abstract 

thoughts of the researcher about the theory evolve conceptually in complexity, density, 

clarity, and accuracy as analysis proceeds. This process assists the researcher to move 

away from what is known about the data to a level of abstract reasoning, then return to 

the data to ground the abstractions into reality (Strauss & Corbin, 1990). The analytic 

diary provides a mechanism to note these as a title representative of the related category. 

Theoretical Sorting 

Substantive analysis provides a mechanism to code data bits and organize them 

into categories with their respective properties. Theoretical sorting, involves concepts 



rather than the "fractured" data. Concepts are defined as the conceptual labels placed on 

distinct experiences, incidents, and other illustrations of phenomena. By reading and 

rereading memos and concepts, the researcher is able to sort the data into categories 

around one core category (Strauss & Corbin, 1990). Working at the conceptual level, 

theoretical sorting identifies connections between categories and properties. 

Theoretical Coding 

The analysis of data progresses from substantive to theoretical. Substantive 

coding of data provides the researcher with the necessary methods to compare data bits 

and establish categories. Theoretical coding provides a more abstract method to compare 

the categories and their properties with each other. This method is used to test the 

working hypotheses and the relationship of categories. 

These nine procedures were used in the constant comparative method of data 

analysis. Similar to the four stages in the process of constant comparative method, these 

procedures provide an ongoing mechanism to integrate data throughout the analysis. The 

procedures are interactive and are used concurrently with sampling, theoretical sensitivity, 

and data collection. Documentation of the procedures and emergent findings are a critical 

element of the research. 

Trustworthiness 

The scientific community has had long-standing doubts of the credibility and 

validity of qualitative data analysis, primarily due to the inability to replicate the outcomes 

of a study and challenges to methodological rigor (Sandelowski, 1986; Strauss & Corbin, 



1990). Qualitative research has its own criteria and definitions by which to evaluate 

scientific merit (Kirk & Miller, 1986). These criteria of discerning trustworthiness are 

grounded in the detailed methodology used for collecting, coding, analyzing, and 

presenting data while conceptualizing theory. In this section, the procedures to be used in 

this study to ensure trustworthiness (Guba & Lincoln, 1981) are discussed. These 

procedures reflect specific evaluation criteria that are used to impute the method and 

assure scientific accuracy. The evaluation criteria appropriate for grounded theory 

methodology in this study are: (1) truth value, (2) applicability, (3) consistency, (4) 

member check, (5) peer debriefing, and (6) neutrality. The necessity to remain unbiased 

throughout this process is extensively discussed in the context of neutrality. 

Truth Value 

In establishing the trustworthiness of the study's findings, the challenge exists in 

demonstrating credibility and accuracy, or truth value (Guba, 1981; Guba & Lincoln, 

1981; Lincoln & Guba, 1985). In grounded theory methodology, credibility refers to the 

discovery of social and psychological processes as perceived by the persons experiencing 

them. The incorporation of rich data from numerous and diverse sources as an integral 

and ongoing process minimizes any biases. This process has also been described as 

triangulation of sources, or the use of multiple methods in study of the same, complex 

phenomenon (Denzin, 1989; Duffy, 1987). 

Use of the analytic diary and memoing to incorporate the investigator's 

experiences assisted in the documentation and validation of the data. Results of a study 



are considered truthful and credible when they manifest accurate descriptions and 

interpretations of human experiences that are readily acknowledged by people who share 

the experience and would immediately recognize the theory as describing the experience 

(Sandelowski, 1986). The most trusted perspectives for credibility were obtained from 

review of data by the respondents and experts chosen for member checks. Member 

checks provided a mechanism to evaluate the researcher's observations, analyses, insights, 

and theory for accuracy. 

Applicability 

Applicability of results is dependent upon the credibility of the data and the 

emergent theory. A well-defined grounded theory must meet four central criteria for 

judging the applicability of theory to an experience: fit, understanding, generality, and 

control. If the theory is truthful to common facts known about the substantive area and is 

vigilandy induced from diverse data, then it should fit that substantive area. The theory 

should, not only represent reality, but also be extensive and understandable both to the 

persons studied and those practicing in the area. By conducting comprehensive analysis 

and broad conceptualization of the data to ensure abstract theory development, the 

researcher should have sufficient variation to make it applicable to a variety of contexts 

related to the experience. The ultimate theory, being systematically derived from actual 

data pertaining to only that experience, should provide sufficient control relating to action 

toward the phenomenon (Strauss & Corbin, 1990). 



The purpose of this study was to identify the experiences of persons living with 

HIV infection in rural areas. In grounded theory methodology, the ongoing literature 

review provides additional data on various experiences of persons living with HIV. The 

findings of this study are considered applicable and transferable if found to fit similar 

contexts and situations. Assuring a representative sample of individuals experiencing the 

phenomenon in question was optimally desired (Denzin, 1989). Attempts were made to 

analyze a diverse sample of data, both respondent and non-respondent 

Consistency 

Unlike the limiting of extraneous and uncontrolled variables in quantitative 

methodology, grounded theory requires exploration of all variables of the experience. 

Richness of the data, categories and properties, in addition to the emergence of patterns, is 

desired. Throughout grounded theory methodology, the importance of detailing the 

systematic process of events is stressed (Glaser, 1987; Glaser & Strauss, 1967). By 

continually attending to the complexity of analysis and documentation of the process, the 

researcher is able to demonstrate the consistency with which the data guided theory 

generation. To accomplish this, an audit trail was maintained (Guba, 1981; Lincoln & 

Guba, 1985; Miles & Huberman, 1994). An audit trail provided an account of the 

procedures used throughout the study, so that an external reviewer could reconstruct the 

process of events and logic (Miles & Huberman, 1994). For this study, an audit trail was 

achieved through the use of an analytic diary, memoing, and transcriptions. 



Member Checks 

Member checks is a way to evaluate the emerging theory for its appropriateness to 

the data as perceived by persons interested in the phenomenon. Member checks occurred 

at various points throughout the study. The initial member check occurred during 

transcription. The transcriptionist was a HIV-infected, gay male who had lived in a rural 

area prior to moving to Tucson. Comments were solicited by the researcher and memoed 

in the analytic diary. One respondent agreed to review the data, providing a second 

member check. No changes were made during the second member check, however, the 

respondent admitted that he, personally, had not experienced some of the data as sorted, 

but was aware of peers who had. 

Peer Debriefing 

As the categories became "saturated," the point when no new information was 

being generated, respondents and persons deemed by the researcher as experts in HIV 

disease and rural health care were asked to provide feedback on the logic and aptness of 

the theory. This process was useful in confirming existing categories and identifying 

categories that were incomplete. This occurred following the first three interviews and 

then again after the fifth interview and inclusion of non-respondent coded data. After the 

first three interviews, two local experts on care of HIV-infected persons were asked to 

review categories and properties. Discrepancies with sorting were discussed as a group 

and placed in the most appropriate category. Following the fifth interview, two additional 

HIV experts with expertise in rural health care were asked to review the data. These 



reviewers were chosen due to diversity of location and experience with HIV-infected gay 

men residing in rural areas. One reviewer was from Lafayette, IN, and one from 

Provincetown, MA. Notes from the reviewers were collected and included in the analytic 

diary. 

Neutrality 

An integral component of trustworthiness concerns the degree to which the 

findings of the investigation are solely reflective of the respondents and phenomenon and 

not biases of the researcher (Guba & Lincoln, 1981). This concept refers to confirmability 

of the data. Neutrality and confirmability are achieved through the establishment of truth 

value, applicability, and consistency. In grounded theory, this is maintained throughout 

the study design. The methodology necessitates that the analysis of data and emergent 

theory be grounded in the data. Documentation of this process is achieved through the 

use of the analytic diary. 

Neutrality incorporates the need for the researcher to suspend one's own biases 

and deductions unless supported by the data. Methods used throughout the analysis 

provide checks to assure accuracy and an openness to the data. Concepts not grounded in 

the data as the data become saturated are ultimately eliminated from consideration in the 

emerging theory. 

To ensure neutrality of the researcher, preconceptions were addressed prior to the 

conduct of the study. Beliefs of the researcher were presented to a doctorally-prepared 
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nurse expert in HIV care and grounded theory methodology. These preconceptions are 

described in the subsequent section. 

Providing Care for People Living with HTV 

As HIV infection progresses to AIDS, many of these theories can be applied to 

care of persons with AIDS, since health care needs and quality of life experienced often 

mimics those of other chronic diseases. However, HIV is unlike any other chronic illness, 

in that, at initial diagnosis, no medical interventions are available until significant disease 

progression occurs. The lack of curative treatment for a disease process known to induce 

irrevocable damage to the immune system inevitably causes extreme distress, anxiety, and 

uncertainty of the future. However, no theory presently exists to assist health 

professionals in understanding and providing appropriate interventions for these 

individuals. The ability to improve care during this stage of disease is a significant goal for 

health care providers. 

Understanding the Psychosocial Challenges of Living with HIV 

There is limited information in the literature describing the psychosocial challenges 

experienced by those living with HIV infection. In addition, there is limited access to 

tools that quantify the experiences and health behaviors of HIV infected individuals along 

the continuum of HIV disease. To better understand stressful events experienced by HIV-

infected persons, several predominant milestones in HIV disease progression were 

identified by the researcher in working with HIV-infected persons. These milestones are as 

follows: 



Awareness of Risk Behaviors 

Much time can be spent in contemplation or denial of personal risk factors 

for HIV. Many personal and societal factors influence an individual's ability to 

both address and change behaviors that are considered risky. An additional 

challenge may come from the acceptance of the behaviors as an expression of 

broader issues such as sexual orientation and/or drug use. Conversely, many 

people at minimal risk, spend an exorbitant amount of time obsessing about 

possible exposure to HIV. For some individuals, the initial knowledge of personal 

risk comes after testing antibody positive for HIV infection. 

Initial Diagnosis of HIV Infection 

For those identified as HIV antibody positive, the initial diagnosis of such 

information can lead to a sense of grief, anger, perceived loss of future and goals, 

and even guilt from possibly exposing others to HIV. If this diagnosis occurs early 

in HIV infection, it may take many years for an individual to develop noticeable 

symptoms. The methods used by those infected to deal with the uncertainty of 

health and the future varies from person to person. 

Fluctuations in CD4+ Lvmphocvte (T-Celll Absolute Values 

Although much time may be spent in fear of the potential drop of T-cells, it 

is impossible to effectively prepare for this event At the same time, a drop in T-

cells reiterates the mortality of HIV disease and even with the inadequacies of 

current therapy, a sense of hope is hard to maintain. 



First Opportunistic Infection/Diagnosis of AIDS 

Even with the best medical care, opportunistic infections are difficult to 

prevent when the immune system fails. Having to now become a "patient," 

requiring the assistance of others, the HIV-infected individual perceives a loss of 

independence. At this point, if individuals have not already been diagnosed as 

having AIDS versus being HIV-infected, they may experience additional grief from 

seeing AIDS as a worse health state than being HIV-infected. 

Perception of AIDS as Terminal 

Even with the best antiretroviral, other medical interventions and use of 

complimentary therapies to maintain optimum health, long-term psychological 

effects of taking a multitude of drugs and having decreased ability to function can 

add to the deterioration of immune function. During this period, grief and loss 

may be experienced and the ability to accept impending death as a reality may be 

difficult 

Concurrent Milestones 

• Disclosure of Status and/or Risk Factors to Significant Others. Beyond 

the milestones experienced from one's own HIV infection, the decision 

of when and whom to disclose such information is another milestone 

that is significandy distressing. The inability to separate personal 

feelings from the response of others may cause additional psychological 

torment. 
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• Loss of Significant Others to AIDS-Related Illnesses. Inevitably, 

others with HIV infection will unfortunately die due to the continued 

complexity of this disease. Even if an HIV infected individual is 

completely isolated from immediate external support mechanisms, the 

media provides a daily reminder the toll the HIV epidemic has taken on 

human life. It is impossible to completely separate one's own mortality 

from others with the same disease. 

• Long-Term Survivor Issues. As HIV-infected individuals live longer, 

cumulative effects of multiple loss and potential guilt for surviving 

when an increasing number of peers deteriorate add to the psychosocial 

challenges of persons living with HIV infection. Complete assessment 

of coping strategies used by HIV-infected individuals is important in 

evaluating potential intervention and support needs. 

Beyond broad psychosocial and psychiatric descriptions, experiences of persons with HIV 

infection can be conceptualized in the context of: quality of life, well-being, stress, grief 

and bereavement, suicide, and hope. 

As with other chronic illnesses, much of the focus on care and quality of life for the 

HIV infected has been on physical signs and symptoms of disease. However, there is the 

potential with early diagnosis and intervention that the HIV-infected individual will go 

without symptoms or treatment. Also distressing is the fact that during this time, 
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advances in understanding the virus and disease progression will be publicized in the media 

yet unlikely a cure for those already infected. 

Limitations to Theoretical Sampling of Data 

Theoretical sampling, an essential trait of grounded theory, was seen as a primary 

element of the direction of the research. As sampling decisions were systematically guided 

by the methodology and the researcher, subsequent data were contingent on those choices. 

Theoretical sampling of respondent data was methodologically challenging in this study. 

Theoretical sampling was not achieved during this study due to two predominant 

procedural limits that occurred during the course of the research: limits of available data 

sources and the numerous variables expressed by the respondents. 

Summary 

In this chapter, the methodology used in the study has been described. An 

introduction to grounded theory methodology, followed by an explication of the 

procedures, was presented. Specification of procedures included: the maintenance of 

theoretical sensitivity, sampling, data collection, and analysis. The chapter concluded with 

a discussion of the trustworthiness of the results of the study, detailing the specific 

techniques and procedures in establishing truth value, applicability, consistency, and 

neutrality. 
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CHAPTER IV 

FINDINGS 

The purpose of this study was to identify the experiences of persons living with 

HIV infection in rural areas. In this chapter, the process of data analysis, sampling 

characteristics, and categories and properties that emerged from HIV-infected persons 

living in rural areas are presented. 

Introduction to Data Analysis 

In grounded theory methodology, participants are considered data sources rather 

than subjects of research. Theoretical sampling ensures that the data are inherent to the 

process of theory emergence (Glaser, 1978). Due to limits of available data sources and 

the numerous variables expressed by the respondents, theoretical sampling was not 

achieved during the course of the research. As a result of the complexity of HIV disease 

and the lack of comprehensive services in rural areas, accessing participants completely 

detached from urban resources was impractical. Sampling choices were made based on 

this reality. Consistent with the purpose of this study, anyone living with HTV-infection in 

a rural area was eligible to participate. In support of validity of data, attempts were made 

to have a homogeneous respondent data set. All respondents reported having contacts 

with support mechanisms found in urban settings. Recruitment methods also required use 

of urban AIDS service organizations to disseminate information about the study. 

Variables of interest are represented with respect to sampling decisions in Table 3. 
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Table 3 

Variables of Interest and Participant Sampling Choices 

Variable Sampling Choices 

Economic Resources > Men with varying income levels 

Health Status > HIV seropositive with asymptomatic to 
symptomatic disease 

> Persons with AIDS 

Persons with HIV-Infection... > Gay/Bisexual men 

Place of Residence > Rural areas with a population density of < 50,000 
and a minimum of 30 minutes driving time to reach 
primary care provider 

Relationship Status > Single 

> Coupled 

Residing in Rural Areas > Indigenous to rural areas 

> Migratory: rural-urban-rural 

> Migratory: urban-rural 
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Description of the Sample 

Twelve potential respondents contacted the researcher and 7 participants met the 

eligibility criteria. Of those excluded, 2 were HIV seronegative but in relationships with 

HIV-infected partners, 2 had recently moved from a rural to an urban area, and one was 

female. Of the 5 participants in the study, ages ranged from 35 to 49 years (x = 41). All 

participants were Caucasian and spoke English as their primary language. Two were 

single and 3 were currently in a coupled, gay relationship. A summary of their 

characteristics is shown in Table 4. All participants were non-indigenous to their current 

place of residence and either resided or had resided in Arizona. To elicit information 

regarding migratory traits of HIV-infected persons living in rural areas, participants were 

asked to list places of residence over the past 10 years. With the exception of current 

place of residence, all locations were urban and included: Tucson, AZ; Los Angeles, CA; 

San Francisco, CA; Key West, FL; Jacksonville, FL; Miami, FL; and Japan. All 

participants had sources of income: 2 received disability, 2 worked part time, and one was 

self-employed. 

In addition to demographic data, participants were asked to provide health 

information (Table 5). Consistent with the migratory characteristics, participants indicated 

that HIV infection occurred in urban areas. None of the participants were injection drug 

users. All participants reported that primary risk behavior for HIV infection was male-

male sexual contact Primary sources of information about HIV and AIDS were: public 

media (i.e., television, newsprint, magazines), AIDS-service organization newsletters, 

friends, and HIV support groups. 



Table 4 

Demographic Characteristics of Subjects 

Participant Age 

Years 
Residing 

at Current 
Residence 

Current 
State of 
Resident 

Distance to 
Health Care 

(in miles) 

Annual 
Income 

Level of 
Education 
(in years) 

1 40 6 Illinois 50 $5,000 12 

2 40 5 Arizona 25 $30,000 13 

3 39 1.5 Arizona 40 $18,000 14 

4 35 3 Arizona 60 $18,000 15 

5 49 4 Arizona 200 $700 12 
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Table 5 

Health Characteristics of the Sample 

Participant 

Possible 
Place of 

HIV 
Infection 

Years 
Since 
HIV 

Diagnosis 

AIDS 
Current 

CD4 
Count 

HIV-associated 
Illness Symptoms 

1 Miami, 
FL; 

Tucson 

5 yes 650 Valley Fever 
Shingles 
Strep Pneumonia 
Oral Candidiasis 

fevers, night 
sweats, 
cough, 
arthralgias, 
fatigue 

Miami, 
FL; 

Tucson 

5 yes 650 Valley Fever 
Shingles 
Strep Pneumonia 
Oral Candidiasis 

fevers, night 
sweats, 
cough, 
arthralgias, 
fatigue 

2 Tucson 5 no 1,000 none none Tucson 5 no 1,000 none none 

3 San 
Francisco 

9 no 799 Chicken Pox 
Shingles 
Bact. Pneumonia 

depression, 
anxiety, 
fatigue 

San 
Francisco 

9 no 799 Chicken Pox 
Shingles 
Bact. Pneumonia 

depression, 
anxiety, 
fatigue 

4 Miami, 
FL 

2 yes 31 none none Miami, 
FL 

2 yes 31 none none 

5 unknown 2 yes 90 none none unknown 2 yes 90 none none 



Analysis in this study also included non-respondent sources of data. Non-

respondent data were restricted to data sources from 1989 to present. Both scientific and 

non-referenced literature were theoretically sampled. Non-respondent data and their 

respective coded identifiers are listed in Table 6. The list is delimited to sources from 

which data bits were subject to sorting and theoretical coding in the analysis. 

Coding, Analysis, and Categorization 

Data analysis occurred simultaneously with data collection and included 

categorization, clustering of data bits, and identifying properties relevant to the emergent 

theory. Following transcription, each interview was analyzed prior to conducting the next 

interview. The transcribed interviews rendered numerous pages of data. Data bits were 

written and coded into as many categories as possible. Code words were selected that 

best depicted processes reflected in the data. The interviews proceeded with the following 

questions: 

1. What were your experiences at the time of being diagnosed with HIV 
infection? 

2. What have been your experiences of living with HIV since learning your HTV 
status? 

3. How has living in a rural area affected these experiences? 

From the analysis of the first and second interviews, two additional questions were added 

to the interview process: 

4. Describe how the relationship with your biological family affects your ability to 
discuss your HIV status with them. 

5. How does spirituality affect your ability to live with HIV? 
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Table 6 

Non-Respondent Data Sources 

Code Source 

AA Springsteen, B. (Producer). (1993). Streets of Philadelphia (Music from the 
motion picture Philadelphia). New York, NY: Sony Music 
Entertainment, Inc. 

BB Young, N. (Producer). (1993). Philadelphia (Music from the motion picture 
Philadelphia). New York, NY: Sony Music Entertainment, Inc. 

CC Davis, K., Ferguson, K. J., & Stapleton, J. T. (1992). Moving home to live: 
Migration of HIV-infected persons to rural states. Journal of the 
Association of Nurses in AIDS Care. 3(4), 42-37. 

DD Verghese, A., Berk, S. L., & Sarubbi, F. (1989). Urbsinrure: Human 
immunodeficiency virus infection in rural Tennessee. Journal of Infectious 
Diseases. 160(61.1051-1055. 

EE Andersen, H., & Civic, D. (1989). Psychosocial issues in rural AIDS care. 
Human Services in the Rural Environment. 13(1"). 11-16. 

FF Mayne, T. J., & O'Leary, A. (1994). Family support is more important than 
friend support in mediating distress, symptoms, and community service 
use in suburban and rural gay men with HIV infection. (1994). 
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Toward a Theory of SURVIVAL DISTANCING 

Throughout the experiences of persons living with HIV infection in rural areas, the 

dominant process used was SURVIVAL DISTANCING. SURVIVAL DISTANCING was the 

process of balancing challenges to: defining disease, redefining self, identifying benefits 

and barriers to relationships with others, minimizing stress, and accepting limits to 

resources needed for maximizing health in rural areas. The following is a sequential 

description of the procedures used to reach the resultant theory. 

Respondent Data Sources 

The first participant was a 40 year-old, single male who was AIDS diagnosed and 

reported a CD4 count of 650 at the time of the interview. He had moved home to a rural 

area 6 months prior to the interview. The experience of living with HIV infection in a 

rural area was described as 'going back home' to live with family. 

The second interview was with a 40 year-old male in a committed relationship who 

was asymptomatic and had not experienced any HIV-related symptoms at the time of the 

interview. Unique to this participant was his past medical history of the loss of his left arm 

in 1977. Data from the description of the loss of his arm substantiated the importance of 

past experiences of loss in defining perceived losses yet to be experienced. 

The third respondent was a 39 year-old male in a new, committed relationship for 

the past 5 months. He previously had shingles and a bacterial pneumonia. At the time of 

the interview, he had a CD4 count of 799. His major complaints attributed to HIV 

infection were anxiety and fatigue. Although he described many reasons for living in a 

rural area, his new relationship necessitated commuting 40 miles to an urban area to be 
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with him. Balancing the intimacy needs and benefits of living in a rural area had become 

problematic. 

The fourth interview was with a 35 year-old male in a new, committed relationship 

for the past 8 months. His CD4 count at the time of the interview was 31 and, as a result, 

was AIDS defining, although he reported no HIV-related illness or symptoms. The recent 

drop in CD4 count was of concern. 

The fifth participant was a 49 year-old male with a CD4 count of 90 who has lived 

in his current place of residence for 4 years. Although the CD4 count was AIDS defining, 

he did not report any HIV-related illnesses or symptoms. Of all the respondents, this 

participant had the lowest annual income of $700 and the furthest distance to primary 

health care, 200 miles, one way. Data were unique, as the initial awareness of HIV came 

through the death of his identical twin from AIDS-related illnesses. 

Recoding 

Data analysis of the experiences of living with HIV infection in rural areas was 

detailed and complex. The process of recoding was accomplished in 3 analytical phases: 

first 3 interviews, interviews 1-5, and all interviews, along with non-respondent data 

(Appendix F). At each phase, member checks and peer debriefing were used to validate 

sorting decisions. This process assisted in data analysis by optimizing use of experts in 

HIV disease and the experiences of living with HIV in rural areas. The final categories 

included: defining disease, redefining self, relationship with others (family, significant 

other, and peers), and community behaviors. 



Analysis of initial data obtained through the first three interviews resulted in 

hundreds of data bits to be sorted into categories and related properties. At this point, 

coded data were given to two reviewers with expertise in care of HIV infected individuals. 

Reviewers were asked to sort the data, and upon completion, the researcher met with 

them to discuss the results. One of the reviewers suggested that 'coping' needed to be 

identified as a category. 'Coping' was decidedly too broad a category and after 

discussion, it was determined that properties of the current categories more accurately 

reflected 'coping' as experienced by persons living with HIV infection in rural areas. 

Member checks were used following the analysis of the fifth interview. All 

categories and properties were again reviewed by experts in HIV who had experience in 

care of HIV-infected persons in rural areas. Once the data were reviewed, the researcher 

met with the experts and discussed potential changes to the analysis. In addition, the final 

analysis of data was reviewed by the transcriptionist and one of the participants to confirm 

sorting decisions. 

SURVIVAL DISTANCING: Experiences of Living with HIV Infection in Rural Areas 

The emergent theory, SURVIVAL DISTANCING, described the experiences by which 

persons living with HIV infection in rural areas balanced a variety of limits and accepted 

reality of living with chronic illness. The initial stage, defining disease, required the HIV-

infected individual to reevaluate behaviors, activities, goals, and to accept new realities. 

Defining disease depicted the process of adapting to living with a chronic illness. At the 

same time, redefining self, described the ongoing personal challenges and behavior 

changes as a result of information obtained about disease. Once the HIV infected person 
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had been able to define disease and redefine self, interactions with others were decided in 

relation to community behaviors. The secondary process of SURVIVAL DISTANCING 

explicated influences of community behaviors and adaptations necessary to live with HIV 

infection in rural areas. The experience of living with HIV infection in rural areas was 

strongly influenced by behaviors of rural communities. As described here, Community 

behaviors illustrated the rural milieu from the viewpoint of persons living with HIV 

infection. Throughout the process of SURVIVAL DISTANCING, clarifying the relationships 

with family, significant other, and peers was essential in determining resources and support 

needs. 

Processes of SURVIVAL DISTANCING 

The primary processes of balancing and accepting were identified throughout 

these categories. Balancing was evident in making informed decisions about perceived 

challenges in life as a result of issues surrounding HIV infection and lifestyle changes 

experienced while living in a rural area. For example: 

Things in Tucson or a bigger city, you have more choices and there's easier 
access to things than in southern Illinois. (01.052) 

I stay home more. Little hobbies, sewing, stuff like that, . . . more of 
that. I'm usually in bed by 10:30 every night... I sleep until, like 9:00. 
. . So, I get a lot of sleep... I bake, cook,. . . more, 'cause I'm home 
. . . So the entertainment is new recipes . . . (01.040) 

. . . if I get sick, or if I have anything again . . . would be terminal or 
whatever, there's hospice which they didn't have before. . . . you're in a 
big city or if you're home ... I don't know if there's much difference . . 
. if you're in a hospital or a nursing home . . . With being back home, 
where I'm at, I'm sure I'd spend, like . . . most of my time would be at 
home, I wouldn't have to do it at the hospital or hospice, unless it got to a 
point where it was just too much to take care of. (01.076) 
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Balancing was also defined by the process of distancing both in a space (miles) and 

intimacy. This was noted as: 

He is a massage therapist and he started at the Desert Institute of Healing 
Arts in last April. I stayed at the lodge or went up to the lodge and worked 
there the season. (04.062) 

It really cuts the stress factor ... in the rural area or just being home, I 
think. Because . . . it's nice . . . it's convenient to go to the doctor, or 
to have the bloodwork done. At least you got a support system that's 
family and it's cheaper to live. A lot less stress. (01.074) 

My partner is not, has never been in a relationship with someone who's 
HIV positive ~ he is negative, he's HIV negative. (04.115) 

The process of accepting actual and potential challenges to living with HIV was 

described in great detail: 

I've got Mends who maybe have gotten a little KS and stuff like that, that 
are really embarrassed to go out. ... so what if people notice you, don't 
feel bad... so what. It shouldn't matter too much. I'll probably be one of 
those people if I ever get like that and they'll go "Why doesn't he stay at 
home." "What's he doing out?" And I just don't care, I mean, it's their 
problem not mine. It's their 
problem if they don't like it. I am who I am and I'm not ashamed of it and 
I don't need to go out and wear a big sign that says I'm gay but on the 
other hand what they know about me is whatever, you know, if they don't 
like it, go away. As long as they don't come after me with pitch forks, 
flaming torches and try to drive me out of town, I'll be fine. (02.102) 

There may be a point towards the end that I have to move back to town, 
but I almost would rather die out here alone than move back. Because I 
just don't want to live in the city anymore. I rather just die here, I think, 
than deal with all that That's that. (02.110) 
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Accepting the limits to understanding and knowledge of HIV in rural communities was 

also indicated in the data. For example: 

Because there's no education out there that I know of. And like I said 
when you hear something on the news, it's just a little blurb and that's it 
Ain't nothing repeated again. And now they're just starting to do that,. . 
. safe sex commercials on television. They're old ones. On a long, long, 
long, time ago. But. . . they don't even play NYPD Blues on television 
until two months ago. And then it's on late at night. (01.062) 

Defining Disease 

The category, defining disease, illustrated living with HIV infection as a chronic 

illness. Defining disease was the method used in placing meaning to the experience of 

living with HIV infection. A subcategory, health experiences, provided additional data 

through experiences of health and illness prior to HIV infection. Health experiences 

described various realities of the past, present, and realities as described through health 

experiences of others. Properties of defining disease were: new knowledge/new 

language, living with uncertainty, negotiating reality, and health care interactions. 

Categories and properties are shown in Table 7. Defining disease required the processes 

of balancing health care options and intervention and accepting diverse realities of living 

with the chronic illness, HIV. Examples of the process of balancing were described in 

decisions of treatment options for HIV infection: 



83 

Table 7 

Categories and Properties of Defining Disease 

Category Properties 

Defining Disease 0 New Knowledge/New Language 

Subcategory: 0 Living with Uncertainty 

- Health Experiences - defining inevitability 

- expectant vigilance 

- fear of progression 

- maintaining hope 

0 Negotiating Reality 

- experiences of others 

- financial implications 

- facing disclosure 

- new behaviors 

- educating others 

- planning for future 

0 Health Care Interactions 
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Like AZT. And now that three or four years has gone by I'm delighted 
that I didn't [start taking it]. 'Cause I probably would be sick now if I was 
taking AZT. (02.014) 

Since then I decided to just sort of take the bull by the horns. I had a stash 
of AZT, because it's, as you know, it's very expensive and I decided that 
if the expiration date had not passed, then I would use that stash. But if it 
had then I would decide not to go on it because all the research shows, in 
my mind, that once your below a certain point that AZT is not effective. 
So that naturally was my choice. (04.077) 

The process of accepting the inevitability of HIV disease progression was depicted as: 

I know that there is a very good chance that sooner or later it's gonna start 
working on me. . . . that's just gonna be, I may live long enough for 
them to find something to control it or I may not. But whatever happens, 
just happens, you know, it's just, that's just the way life is and nobody lives 
forever. (02.104) 

In spite of the fact that three participants were AIDS-diagnosed, data reflected 

positive effects of maintaining distance from the perception of having AIDS. Full 

understanding of implications of HIV disease and necessary changes in behaviors was 

important Data provided a discernment of the various properties of Defining Disease. 

New Knowledge/New Language 

Comprehending the impact of HIV infection required the acquisition of new 

knowledge and a new language to describe the experiences. New knowledge and new 

language were required to provide definition and meaning to the experiences of living with 

HIV infection. Responding to the diagnosis of HIV infection was vividly described as: 

I would have nightmares . . . they were recurring, were very, very 
graphic and very, very ugly and I would be taking parts of my body -
internal organs - to the kitchen sink,. . . and rinsing them thoroughly in 
water. Water would be running out of the tap and I would be cleansing, 
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for example, my intestines, my stomach, my ... it was horrible! They 
were so ugly and so real and later on I sometimes think well maybe how 
wonderful that was because there could have been some truth to that 
actually happening to me . . . although I never became HIV negative. 
But I think back on that and I think well maybe that was a wonderful 
feeling that was prolonging the cleansing experience . . . having 
nightmare about that. . . You know, it is very interesting. I haven't told 
very many people about these . . . nightmares ... but I will never 
forget them. At the time they were real frightening and ugly. Just terrible. 
I mean I don't know what some of these insides look like, but I had mine in 
my hand - a piece at a time, it was really weird. ... I was tested in June, 
I think it was '85, and it was in November of the same year. (03.011) 

Knowledge about HIV disease was obtained from various sources beyond peers and 

friends. These were illustrated as follows: 

So I called her [nurse practitioner] up and asked her to send me the 
i n formation, I felt like I was willing to try anything at this point... she 
did send me some other Xeroxed copies of medical reports, medical 
studies, some of which was over my head. I've been following it . . . 
since the disease has been around ... has been public anyway. I know a 
lot of stuff. (04.082) 

I'm going to talk to him and pick their brains. I feel like just as I need to 
address my food to nourish me, I need to address my friends and loved 
ones and people with any information to nourish me in whatever way they 
can, it's not just fixing the problem it's addressing my whole life. How can 
I sleep better? How can I exercise better? What do you think is the best 
thing in dealing with these circumstances? What can I do? And it gives me 
a lot of energy to do that. (04.171) 

Living with Uncertainty 

The property of Living with Uncertainty illustrated the process of defining 

unknown aspects of HIV infection and disease progression to take control of personal 

health issues. Throughout the data, the ability to live with the uncertainty of disease 

progression was demonstrated through various experiences. These have been subdivided 
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into: defining inevitability, expectant vigilance, fear of progression, and maintaining hope. 

An example of the uncertainty of living with HIV infection was illustrated as: 

And so, the course of the disease begins to take place, that's just something 
I really cannot trust. If that comes. And I have no reason to believe that it 
will, necessarily, although, the T-cell count really gave me a start. 
Especially since they were right around 400 for so long. And I don't know 
what caused the drop . . . (04.029) 

Defining Inevitability 

An understanding of HIV disease and intervention options was required to better 

define the inevitability of disease. Limits to medical interventions in abating the 

progression to AIDS were described as: 

Obviously, there is no medical therapies that work effectively for any 
amount of time. They give you, you know, some extra months, but there's 
no holistic approach to it and that bothered me. (04.160) 

I always explain it, like . . . waiting for the other shoe to drop. You get 
something, and you get over it, you get something else, you get over it 
It's just like,. . . you're going to get something. . . That's just the way 
it goes. And you're always waiting for the other shoe to drop. (01.07) 

. . . experience emotional exhaustion due to overwhelming anxiety as 
they wait for 'the other shoe to drop.' (EE.01) 

I didn't really worry although the thought came to mind,. . . there's a 
very good chance, ninety percent or,... I don't know what the statistic 
is now, that a substantial percentage it could go on to disease and death. 
That was always in the back of my mind. (04.122) 

The inevitability of disease progression also resulted in a self-reflective behaviors, depicted 

as: 



87 

. . . caught in limbo, somewhere between good health and the beginning 
of terminal illness. . . long- and short-term planning are both interrupted. 
(EE.02) 

I do have self esteem issues I deal with all the time, because of where I'm 
at today, but I can work on that— it's really easy for me to be envious of 
other people. It's real easy for me to get down on myself for not being 
quite the success I dreamed but that I would be at some point in my life but 
it's all O.K. So I get frightened. I still think the reality is I'll have probably 
a shorter life that the average. I'm okay with that. (03.111a) 

In addition, the new knowledge of HIV infection required an adjustment to determining 

options of possible interventions. Data indicated: 

. . .  a t  t h a t  t i m e ,  i t  w a s  c e r t a i n l y  a  d e a t h  s e n t e n c e .  Y o u  w o n d e r e d  h o w  
much longer you had to live and how quickly the onset of disease would 
come and it was a real frantic time for me, but yet, I didn't do anything 
about it for a few months that's when I started checking into medical 
alternatives and therapies. (03.07) 

Observing the experiences of others provided additional insight to the inevitability of 

progression from asymptomatic HIV infection to symptoms and AIDS. For example: 

I don't know that I'm going to want to [do] . . . I've seen some friends 
lives extended to the point where I thought it shouldn't have been. I will 
try to never allow that to happen to me. I really just, at some point you 
just kinda have to let yourself go and not worry about it. I mean, you're 
gonna die and whether it happens a year earlier or a year later, you know, it 
really shouldn't matter that much. It's more of the quality. (02.030) 

Whenever I see a special, a close friend, but it could even be a stranger on 
the street, whenever I see the obvious signs of the AIDS illness with 
someone ... its a reminder that my turn is coming and,. . . I'm not a 
pessimist, I have a lot of hope. The reality still is that my turn is coming to 
join what I visually see and experience going on around me. (03.101) 
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By defining inevitability, individuals were able to achieve acceptance of realities of living 

with HIV infection. This was described as: 

I mean, when I die, I die. I'm just, I don't worry about, a lot about being 
pragmatic about it. So I'm just going to live as long as I do and then it will 
be time to go. (02.03) 

I've come to an acceptance that if an opportunistic infection takes over and 
my immune system cannot fight it then I'll try to just be as comfortable as I 
can. (04.111) 

I really don't care who knows, you know. It's just one of those things. I 
got the bug and it may kill me, it may not... chances are it will but who 
knows. (02.054) 

I know that there is a very good chance that sooner or later it's gonna start 
working on me. . . . that's just gonna be, I may live long enough for 
them to find something to control it or I may not. But whatever happens, 
just happens, you know, it's just, that's just the way life is and nobody lives 
forever. (02.104) 

Expectant Vigilance 

The inability of medications to slow the progression of HIV and its effects on the 

immune system, enabled persons living with HIV infection to become vigilant about 

changes in health status and risk for infections. 

Needless to say it brought on, it just intensified my paranoia and anxiety. I 
decided at that point I really needed to just check my blood. (04.074) 

The night has fallen, I'm lying awake ... I can feel myself fading away. 
(AA.08) 

Well, there's the periodic testing of Woodwork and I went in for the Salk 
Vaccine research. Pretty much that's been it. In fact I really haven't had 
any bloodwork done in a year. It's probably time. (02.08) 

I just had sort of this pervasive sense of unease and I don't know if it was 
an emotional thing, I felt like something was going to happen. As I said, 



no physical symptoms but just... an uneasiness, an anxiety that was 
creeping up. My sleep was starting to be affected. (04.069) 

Knowing one's own body provided a perception of increased control over treatment 

options and health care needs. Data illustrating this were: 

When I picked this doctor randomly I had read my own blood work for 
several years. (04.158) 

I've been a good candidate for AZT for two years that I was on it. I had 
no side effects, no change in liver enzymes or, kidney function was fine, 
bone marrow, all that was fine. (04.089) 

I went in there with all the information. I know about all the drugs, I know 
about what the numbers mean, I know where all that is. (04.162) 

Past experiences also provided insight as to strategies for maximizing health. For 

example: 

I've always been, I'm a big city boy... I was born in Caracas, Venezuela 
and raised in Lima, Peru and I most often lived in bigger cities and while 
that might have increased, it might have increased defensive system by 
being constantly on guard. (04.096) 

In spite of all of the success, that I base on it, is growing up in South 
America. I had amoebas as an infant I developed a lot of antibodies as a 
child but I never took any antibiotics. My mother was very reluctant to 
give us antibiotics and when I was growing up in the late fifties and early 
sixties, that was sort of the golden age. And there were dispensed freely 
for any minor thing. My mother would take us in to a doctor and that 
people. Our doctor would just scripts out non-stop and she wouldn't give 
it to us. And I think that that benefited me in the long run. (04.174) 
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Fear of Progression 

Fear of progression was described in the data in relation to changes in physical 

experience. These were depicted as: 

. . . My biggest fears are going through a period of time where I am 
actually suffering and physically hurting and I fear losing my body, I fear 
losing my looks. I fear becoming sickly looking. I don't want that to 
happen. (03.111b) 

Wastin' away. (AA.03) 

I was unrecognizable to myself... I saw my reflection in a window, I 
didn't know my own face. . . (AA.01) 

Data also demonstrated the difficulties in finding a balance between normal experiences 

and symptoms related to HIV infection. For example: 

I had psoriasis, I've always had it and it got more extensive, after the hives 
went down the actual physical part went down, there was still a rash in my 
groin area and I went to the doctor and it didn't occur to him to think it 
was psoriasis. So, I went through about six weeks of agony before I 
actually found this out through a dermatologist, and it was indeed just a 
more extensive psoriasis. (04.075) 

I will never know but it makes sense in my mind that, you know I've been 
HIV positive or exposed or infected, whatever you want to say, for a long, 
long time probably, it was in . . . probably in 1979 or 1980, you know I 
came down with chicken pox and it puzzled doctors. I mean a 29 or 30 
year old man doesn't get chicken pox. I mean, they do... but it is rare. . . 
and it's all really never been proven, but most likely that was my body's 
first and initial reaction to the exposure, to the infection. (03.032) 

Shingles. Painful. Boy, I don't want to do that again. (01.013) 

The need to distance oneself from what is known about the experiences of opportunistic 

infections and the long-term effects of HIV disease was seen. Although this may be an 

effective mechanism for living with chronic illness while healthy, this is a critical 
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assessment point for denial of reality of disease progression, potential suicide risks, and 

decisions about quality of life. Disease progression was described as: 

Fine one day and gone the next. And most the people that I've known are 
fine one day and gone the next. And I've known a few people that have 
wasted away. But most of them have been fine one day and gone the next 
(01.011) 

Although disease progression may be rapid for some, to be 'fine one day and gone 

the next' may not be a reality for all persons living with HIV infection. The reluctance to 

live with the uncertainty of disease progression may require additional assessment by 

health professionals. Based on defining disease, persons living with HIV infection obtain 

an knowledgeable understanding of HIV disease. In response to HIV infection, choices of 

life and death for one individual was described as, 'I'm just not the suicide type' (02.099). 

By establishing good communication and trust, the ability to accurately assess these risks 

may be attained. 

Maintaining Hope 

Maintaining hope was described as essential in living with HIV infection. Hope 

was often defined through comparisons to others: 

I know a lot of long term survivors, although I hate that term because no 
one, everyone is a survivor or no one is a survivor. (04.123) 

It just may be a non-virulent strain [of HIV]. It may be that I'm just one of 
those people that will be on the other end of the scale and it will be a real 
slow progression. (02.018) 

I have a lot of acquaintances and friends who have lived with low counts 
for years. (04.021) 
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Partly mental attitude. Partly probably genetic and maybe lack of repeated 
exposure. I've always been rather safe. I assume I got infected from my 
ex. Although, that couldn't be defined as definite, I think because there 
were all those unsafe activities I was in, involved with in the past. So, I 
don't know, I just don't know. (02.017) 

Negotiating Reality 

The property of Negotiating Reality described the process of adapting to the 

uncertainty of living with HIV infection. The reality of HIV infection and disease 

progression was described through experiences of others. As a result of HIV infection, 

new behaviors were incorporated in maximizing health. An ability to negotiate reality also 

involved balancing the financial implications as well as decisions of disclosing HIV 

seropositive status to others. These decisions and actions provided HIV-infected 

individuals the ability to plan for the future. Throughout the data, the ability to negotiate 

reality of living with HIV infection was demonstrated through various experiences. These 

have been subdivided into: experiences of others, financial implications, facing disclosure, 

new behaviors, educating others, and planning for future. 

In negotiating the reality of being HIV-infected, data reflected a rationalization of 

existence of disease. This was illustrated as: 

I've always, since I was a child really, I've kind of believed that the world 
is populated that something was bound to happen. And now I'm hearing 
about these bacterias that can't be killed. I would almost imagine in the 
next twenty years there will be something like that, that wipes out a huge 
population of the planet. It's just nature, it really is, you get so many 
people so close together things, nature involves things that kind of clear the 
deck a little bit. And that's just the way it is. You know you can't fight it, 
you can't be upset about it, it's just nature. (02.020) 
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I think a lot of Americans here, not only because of the antibiotics, but 
because of a lot of processed foods. A lot of that is the milk in this 
country. I think I read something like 80 different antibiotics are in milk. 
They're given to cows, so we're given minute amounts of that all the time. 
Which really makes me wonder why. It's a cumulative thing. (04.175) 

Experiences of Others 

Anecdotal information provided an ability to learn from others with HIV infection 

and personalize disease. Personal experiences of living with HIV infection were often 

balanced against experiences of others and the undesirable effects of HIV disease. For 

example: 

. . . I've never known anybody that died of Valley Fever,. . . which is 
like a bad flu. I've heard of people like, they have infected the liver. . . or 
something the like that. But I've never heard of anybody dying of it. Then 
I had a friend that died of Valley Fever who was HIV positive. (01.010) 

Just like most of my friends, be here one day and gone the next. That's the 
way I'd like it to be. To drag on puts a burden on everyone. (01.078) 

To survive HIV disease, a perceived distance from the negative experiences of others was 

essential. This was illustrated as: 

. . . and I've seen a lot of people go through bizarre therapies and 
experimental drugs and. . . I've seen a lot of people killed by the drugs 
themselves. (04.083) 

A good friend who had real high T cells, his lover got sick, he started 
taking his lover's AZT and he's been, he went on it later but it's just really 
affected him with the side effects. Plus now his T-cells have dropped. 
Though they may have anyway, I'm not sure that they would have. He 
may still be, he might still be a lot healthier now. (02.016) 

I've known people like that. They live for the disease instead friends that 
are living for the best that they can. I just kind of have the feeling that a lot 
of people that are there in southern Illinois that are already dropping dead 
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because they're pretty much living for the disease. It's kind of a pity thing. 
(01.083) 

I thought well you know you've had a wonderful life and you're in your 
thirties now and these people have known nothing else but what they are 
doing today. In some cases, the others were my age too and that's when 
their disease came on and they had to adjust to becoming blind, they had to 
adjust to becoming disabled and no longer with the use of their legs. And 
it was like interesting because I realized that I am lucky, you know I have 
had thirty years of a fun and happy life... a lot of confusion there., but it 
was good. (03.013) 

A balance between other issues that affect health status had to be addressed in optimizing 

health with HIV infection. 

I stopped drinking and I stopped taking drugs, I might have been still 
taking some drugs because that came a couple of years later. I was still 
doing some drugs and then within the first year that stopped, or I had 
already stopped. I don't really even remember, but I do remember that I 
felt kind of ahead of a lot of other people in my situation that were still 
drinking a lot and drugging because I knew that had to be kind of 
devastating to your body, putting all of that stuff in as well as the HIV 
infection. (03.016) 

These experiences of living with HIV infection in rural areas resulted in difficulty in 

maintaining contact with friends as they experienced progression of HIV disease. This 

was illustrated as: 

And a few friends I know that are now no longer here, had very difficult 
times in vehicles. I had one friend who died a few years ago that used to 
come out a lot. And my road just got too much for him, he just couldn't 
stand it. A lot of people have pain and can't stand the bumpy ride and that 
kind of thing, so I don't know, that concerns a little bit. (02.109) 

I had good friends to talk to ...and, I've a few friends that have died from 
AIDS. (01.03) 
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Financial Implications 

The unavoidable necessity to maintain access to adequate health care services in 

rural areas was apparent in the data. As seen in the data from gay, Caucasian, HIV-

infected men, past experiences may influence lifestyle expectation post HIV infection. For 

example: 

I want to have fun with my life and I want it to be nice, I want it to be 
pleasant. I want to work, I love money in my pocket and I want to be able 
to have money in my pocket to do the things I like to do but it's not the all 
important thing. (03.109) 

I'm on disability. But I really can't, not supposed to work at anything, or 
make any kind of money. . . . (01.063) 

Financial implications were inherent in the monitoring of health status and progression of 

HIV disease. The dependence on insurance or Medicare was described as: 

You'd really be in a catch 22 if you weren't able to switch companies or 
you're discriminated against because you are positive. (02.038) 

Although, if I was an insurance company, you know, if it was my money I 
wouldn't want to insure HIV positive people because you know that 
typically a few hundred thousand dollars could be spent in the last year or 
two. And that's a real strain on the finances. (02.039) 

I was diagnosed in '89. I can imagine how much money I would have put 
out if I hadn't had some kind of resource where you get medical attention 
or medication. It's not a cheap disease, and it isn't getting any cheaper 
either. One pill goes down they put you on another one. (01.099) 

The loss of income and dependence on disability income resulted in new challenges. 

Availability of services were often times dependent on funding sources. This was 

illustrated as: 
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Upon my first diagnosis, my T-cell count was relatively low, about 290, [I] 
got involved in a program in Key West. . . I fit the financial profile which 
was basically indigent at the time. (04.06) 

As far a my medications, things like that, I have no problem getting that. 
It's supplied by the state. I just mail off a little sticker the 10th of every 
month and they mail me my medications. (01.072) 

Federal funds have been made available to indigent HIV-infected populations and 

Medicare recipients through Ryan White allocations to state and local health care service 

providers. These financial implications were evident in the data: 

. . . with AIDS, if there's so many doctors there that take care of HIV, 
there's three [receiving] Ryan White funds. Nothing that I know of in 
Carbondale. The town that I go to, my doctor. And this one dentist that 
you have to drive, like 60 miles to get to this dentist. That's Ryan White. 
For anything else, there's nothing there. Those funds aren't to be used for 
education anyway, just for medical care. I know of no doctors that use 
Ryan White, and the only dentist I know, is one. That's pretty sad. That's 
two counties. (01.094) 

I don't know why Medicare or other organizations make it so difficult for a 
person. It's stress. My doctor has to deal with the rest of it. Any man can 
bill at twice the amount of what his bill is so he can be sure he gets his 
money. They all do it It's pretty expensive. (01.092) 

The channels you have to go through to get help, if you get it. (01.098) 

Facing Disclosure 

With regard to disease, the ability to disclose HIV seropositive status to others 

was defined by experiences of others and personally weighing the benefits and barriers to 

disclosure. Examples follow: 

I knew about it [personal risks of exposure to HIV] and I just think that's 
what hurts me a lot, too. He didn't tell me. Had he told me, he might have 
lived longer. We never really discussed it. (05.044) 
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Well we lived together . . . We always talked about something, you 
know, the cabin,. . .it [HTV] was never a subject. (05.045) 

Data provided information on balancing the need to disclose HIV status to family and 

support obtained from significant others, both biological family and partner. Weighing the 

benefits and barriers to telling family about HIV infection was described as: 

They came out in the fall and were here for six weeks. I have not told them that I 
am HIV positive. (02.070) 

. . .  t h e  l a s t  t i m e  I  s t a r t e d  t o  t e l l  t h e m  w a s  w h e n  t h e y  w e r e  o u t  h e r e  m o m  
was telling me how they've been losing sleep about my little brother and I 
thought I better wait. It won't hurt anything to wait. (02.079) 

. . .  m y  p a r e n t s  d o  k n o w  t h a t  m y  e x - l o v e r  i s  d e a d .  A n d  I  h a v e  t a l k e d  t o  
my sister and actually she may have told them and they don't say anything. 
You know, but I do talk to her about it, whenever I get tested I call and 
talk, and I say so far so good, you know. (02.081) 

The ability to be open with family about HIV infection was described as: 

Sometimes I am a little bit concerned... I find as time goes on the more 
open I am about my situation the better off I am. With everybody I am, I 
don't want to be an open book and I respect my private life, my lifestyle, 
my medical status. I am not out there waving my arms to everybody saying 
look at me this is what I am all about. I have never been that type of 
person nor do I want to be. Although in the last couple of years um... and 
it's a growing thing, it's getting better all the time. But the more open I am 
with people, the more accepting I am of who I am and what I am doing. 
(03.050) 

. . .  m y  p a r e n t s  d o  k n o w  t h a t  m y  e x - l o v e r  i s  d e a d .  A n d  I  h a v e  t a l k e d  t o  
my sister and actually she may have told them and they don't say anything. 
You know, but I do talk to her about it, whenever I get tested I call and 
talk, and I say so far so good, you know. (02.081) 
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For one participant, waiting to disclose HIV status required a balance between support 

and loss. This was illustrated by: 

They'll probably be real upset for awhile. Just like when they found out I 
was gay they were real upset for awhile then they got used to the fact. 
(02.074) 

So, they're special parents, just real loving. At some point I'll have to tell 
them but I known I've been positive now for, I guess it's been just exactly 
five years. Like I said at one point, if it really starts to diminish and I 
starting getting affected I'll talk to them. (02.078) 

. . .  t h e  l a s t  t i m e  I  s t a r t e d  t o  t e l l  t h e m  w a s  w h e n  t h e y  w e r e  o u t  h e r e  m o m  
was telling me how they've been losing sleep about my litde brother and I 
thought I better wait. It won't hurt anything to wait. (02.079) 

Support and ability to openly communicate with family about HIV infection was offset by 

other resources, such as friends and peers. This was described as: 

. . .  f o r  m y  p a r t i c u l a r  s i t u a t i o n  I  r e a l l y  d o n ' t  s e e  a  d i s a d v a n t a g e  t o  w a i t i n g  
[to tell my parents]. I'm fine with it, I have plenty of people to talk to 
about myself, with my extended family. So, I don't have any back pressure 
emotionally about it. (02.080) 

Regardless of the time when HIV status was disclosed, the experience was described as 

potentially stressful. For example: 

Just in the last year for the most part I have opened up to my parents. For 
the first time I told them, yes, indeed I was gay. It was the double 
whammy, yes I am HIV positive. (03.095) 

[Telling the family I was both gay and HIV-infected] was a real tearful, 
emotional evening, that created a new relationship for months that was 
actually hurtful, it was like all of a sudden your dealing with different 
people you never thought you would before. Especially that's what I, I 
mean that's what I sensed from them. So, there was a lot of silence and 
there was kind of a discomfort in the air when we were together, and 
maybe it was my own paranoia. (03.096) 
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In relation to the environment in rural areas, balancing the support needs with regard to 

disclosure of health status of those living with HIV required weighing benefits against 

disadvantages. For example: 

I think that I was at the point then of just being real sick and tired of being 
so quiet. I was hurting enough to... and in real life, even in San Francisco, 
I wasn't alone but yet I was too afraid to let other people know. (03.036) 

My friends in Tucson know, but no one up where I live knows. (05.09) 

I just was very, very secretive with that information and slowly told people 
one at a time as time progressed. (03.022) 

My family [out of state] rejected me, [while] community and friends [in 
Iowa are] accepting. (CC.08) 

Occasionally I get a little bit concerned with my neighbors out in the 
country, which you don't even see from my house, but you know they are 
around. And there is only one family that I am actually in touch with 
frequently. And I honestly think it would be a big mistake to ever be that 
free and open with someone out there. (03.051) 

The perception of stigma continued to influence the decision to be open about HIV 

infection in rural areas. This was illustrated as: 

Just the fear of being close. Fear of being close to someone that is 
diseased. Just like a leper. Not understanding it enough to know that 
they're safe being close. Not understanding enough to know they are safe 
using the same drinking fountain. That touching someone is okay. Sitting 
next to someone within a foot is safe. There are many, many people that 
don't feel that way. Because there is still such a fear of, of it. I don't see 
that a whole lot, but I know it happens and I see it even a little bit in my 
work place, not with me, but I do know it's there. (03.115) 
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Yet, despite the perception of community acceptance, disclosure of information may be 

withheld or difficult to attain. This was described as: 

They would act the same. But it doesn't cause a lot of problems. I don't 
think that... I am not close enough to anybody out there in the first 
place that I feel it's even . . . it's not even the step that I want to take 
with them. (03.053) 

Well, my brother, Jimmy, knew [he had AIDS]. And he,. . . while living 
up there I didn't have a phone at the time. Jimmy finally told me after he 
went into the hospital. In fact, I think it was ... I found out after he had 
passed away. (05.022) 

New Behaviors 

Adapting to the reality of HIV infection required embracing new behaviors that 

were perceived to optimize health. For example: 

I think that AIDS is a cumulative disease, not just HIV. It's a lot of 
different things to get to where it wears it down. As a result, I need to 
address ... I cannot continue to eat the way that I ate, I cannot continue 
to live the way that I lived in addition to directly relating to HIV. I have to 
address a lot of these things. (04.176) 

. . .  I  w a s  j u s t  a t  t h a t  p o i n t ,  w h a t e v e r  w e  d o  i n  o u r  l i f e  s o m e t i m e s  w e  g e t  
pushed to a point to just make that step. Taking AZT is the same thing. . 
. that AZT sat in my medicine cabinet for probably six weeks, untouched, 
until finally you get to that point when you just force yourself to take 
action with it. And I think going to a support group and meeting other 
people that are dealing with the same thing that your dealing with. I was 
pushed to that point of loneliness or fear, feeling alone, and I was sick and 
tired of it. Almost no different than finally quitting drinking, you're 
absolutely so miserable that, you know you have to do something about it 
and there are other people that can help you. (03.037) 

. . . learned to live with it. Do my best to stay healthy. Keep up good 
spirits. . . . That's about it. Take your medicine like you're supposed to. 
(05.07) 
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I believe that every cell that inhabits my body has an intelligence and that I 
cannot just deal with one particular problem that I have, like psoriasis for 
example. I have to look at the overall system down to the most minute cell 
and . . . It's done a lot of things for me and in that sense I'm very 
thankful for the HIV. (04.168a) 

The need to balance the reality of HIV infection and treatment options to slow progression 

of disease was obtained through the experiences of others and one's own perception of 

disease. 

It's not really, not really been a big thing for me. I haven't like wanted to 
jump on the bandwagon, take new drugs. It's been recommended to me in 
the past, that I should start taking new drugs, but I'm not gonna do it 
(02.013) 

Limits to stopping the effects of HIV on the immune system resulted in an openness to a 

diversity of other resources in maintaining optimum health and immunity: 

I like the sound of this Comprehensive Treatment Program. It seems very 
well balanced. Combines holistic therapies, along with traditional medical 
therapies. Because I really, the more I leam about the retrovirals and other 
antibiotics, I'm just very reluctant to stay on them for any length of time. I 
feel like it will hurt my system in the long run more than it will benefit me. 
So, that's my outlook right now. (04.022) 

I was drinking pretty heavily, but somehow you know ... I responded 
either to the AZT or to moving to where I was living, which is a beautiful, 
very rural spot. (04.010) 

Development of new behaviors also required decisions about when and how to intervene 

in maintaining optimum immune function. As described in the data: 

I started seeing a doctor in Los Angeles that was very, very aggressive. 
And that was a little troublesome because I ... all of the sudden these 
things were put on me, I mean certainly it was my decision to start this or 
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start that, but that's when it all started. And thinking back now I was real 
fortunate to have a doctor like that. (03.028) 

Well, they have, they [medications] all have their side effects. I think 
sometimes the side effects can be worse than the disease. (02.015) 

A sense of peace was maintained through accepting the reality of HIV infection. This was 

depicted in the data as: 

I'm comfortable with it [HIV]. I just realize it's one of those things with 
nature, and I can't make it go away. I can be miserable about it, I can 
dwell on it, or I can just live with it. And I enjoy the world so much and I 
enjoy people so much that I just can't, I just can't get involved with 
worrying about it a lot. (02.103) 

Not that I'm fatalistic but I believe what ever is going to happen is going to 
happen. I've made the decision to not undergo any of the protocols that 
my previous partner went through. It extended his life but at a tremendous 
cost- both financially, and physically. (04.109) 

. . . it's just one of the things, it's who I am now, it's part of me. I just 
don't worry about it and I don't worry about talking about it. (02.053) 

Educating Others 

As a part of being HIV-infected, data reflected the need to disclose this 

information became a part of the reality of living with the disease. Educating others was 

the process of assisting others with learning about HIV disease through the experiences of 

self. As a positive experience, the ability to educate others about HIV provided a 

therapeutic outlet for HIV-infected persons. For example: 

. . . this friend,... I don't know if he was knowledgeable in it, but he 
was somebody that would sit and listen. And that always helps just to have 
somebody to listen to you. (01.021) 
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I said [to my family], 'you take care of the illness at the time, like 
pneumonia, or tuberculosis, or whatever happens comes up. That's what 
you take care of. There's no special treatment of AIDS and then, the 
regular precautions you take with any person that is sick. You treat what 
is going on at that time. You can't treat AIDS except with AZT or ddl. 
That's all the treatment that they have. You take care of the opportunistic 
infection.'. . . You just take those precautions, with any of those people. 
She finally got the Clue. (01.086) 

Consistent with the health demographic data, HIV-infected individuals gained information 

through the experiences of peers. This was illustrated as: 

Actually, I've have had a lot friends that did things like [talking about HIV 
and AIDS]. . . up until the time they died. (01.065) 

I just want to be able to inform people a little better. To let them know 
that it's O.K. Take it one day at a time just like I keep telling everybody. 
(01.061) 

Planning for Future 

Planning for the future required balancing the availability and limitation of 

resources. In relation to health care options, interventions to slow the progression of HIV 

infection were not always seen as beneficial: 

I do not plan at any time to go on any other treatments that I saw my 
partner go through. I feel they're more detrimental to health than anything. 
(04.028) 

Understanding the reality of HIV disease influenced decisions about living in rural areas. 

For example: 

. . . realization of the seriousness of HIV infection and a desire to return 
to family [in a rural area]. (DD.02) 
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To determine the reality of health care needs while living in rural areas, experiences of 

living with HIV infection were compared to perceived experiences of other chronic 

illnesses, for example: 

I feel like HTV is a different problem than some other healthcare problems -
- it's not, there are specific opportunistic infections that can be treated with 
chemo, for example ~ but mostly I believe what I need to do to treat my 
HIV can be done where I live with some influence from my doctor. 
(04.105) 

The impact of disease progression was also seen as a potential inability to live in rural 

areas. 

I was a little wonied when I found out I was positive. We were living out 
here and I'd die in this trailer. I don't want to die in this trailer!! (02.115) 

Although the desire to remain in rural areas may be strong, the reality of disease 

progression required planning for future health care needs: 

As a result of being rural, not really [any difference]. I mean, the needs of 
people are pretty much the same as far as medical care, physical care. At 
some point,. . .the only disadvantage is that you are so far away from it 
(02.065) 

I think that in some rural areas, especially with HIV and the problems that 
happen on in the progression of the disease that they [health care 
providers] should be making house calls I think. Maybe one day a week or 
something. (02.105) 

. . . sometimes I imagine as you get diminished with the disease that it 
gets harder and harder to get into town, you know, to get some services. 
And when you do, you end up waiting and all that. (02.047) 

In the long-term, I, for sure, wouldn't be able to live there if I got real sick 
and I needed someone to take care of me. Which I don't have up there, so 
I'd have to go somewhere else. I'd say [if I get sick] probably 
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Birmingham. But, there's complications there. My son just moved down 
there. He doesn't know and I don't want him to find out. (05.030) 

Health Care Interactions 

Persons living with HIV infection become increasingly aware of the need to 

understand disease, interventions, outcomes, and benefits to maintaining health. Data 

reflected the development of a new understanding of the need for effective interactions 

with knowledgeable health care providers. The ability to access health care was 

challenging as perceived by HIV-infected persons in rural areas. For example: 

And at least at this point I'm a little concerned with my healthcare because 
it seems like the doctors are over, overtaxed with patients. And, since I'm 
in an HMO I'm very restricted. . . (02.034) 

But the doctors that I would go to, . . . I've got friends that use those 
doctors, even though their not in my HMO, and they typically wait, they 
put off. I really think they are getting mistreated a little bit. (02.035) 

Participants believed living with HIV infection in rural areas necessitated health care 

providers learning about disease to provide better care. This required networking and 

identifying new sources of information about HIV and AIDS. Beyond the information 

provided by those infected, data illustrated: 

When I first went to see the new doctor in Illinois, he called my doctor 
here [in Tucson]. And I took paperwork with me. And he has friends in 
St. Louis who are doctors in immune deficiencies and so on. So he gets a 
lot of information from them. So we both kind of network. If I hear 
anything, I tell him. If he hears anything, he tells me. Which is good. The 
other doctors there, in the town that my mother lives in are mostly quacks, 
I think are probably burnt out. They do things I don't think are good, 
[makes face and shakes head] (whispers) they're quacks! (01.081) 
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Incorporating health care in a rural area became problematic due to the varying levels of 

expertise in HTV disease and AIDS. Data depicted these as: 

It wasn't like I was going to him for professional advice. I think I was 
going to him more for, not necessarily counseling because he's not a 
counselor or a therapist, but I felt that he lacked sensitivity. That is 
something that I've encountered throughout the industry. It could just be 
individuals fear of the disease itself or their sense of frustration at not being 
able to do anything about it. That's certainly not across the board because 
I've encountered some tremendously compassionate people in the industry 
and specifically dealing with HIV. (04.163) 

I was further stressed out by this particular doctor's bedside manner. I felt 
like I was used more as sort of a clinical subject rather that a person who is 
getting some bad news. (04.076) 

It [HIV status] might have, it might have been part of it. But I was, you 
know,. . . whenever I go see a doctor now, you know I'm very open. 
Right away I tell them. (02.044) 

But he's a nice doctor. That makes it worthwhile. Not some grouch. I 
had those. Lots of those. (01.054) 

As perceived by the participants, health professionals in rural areas providing care to 

persons living with HIV infection required new approaches. This was described as: 

[Monitoring] more so than maybe needed. That's what his specialty is, 
blood. (01.09) 

While I feel that it is very important for me not to carry any anger around 
because it doesn't serve me. It doesn't serve me venting it towards this 
doctor. He had a particular manner that, you know, he viewed me more 
clinically than and he was going on clinically. (04.161) 

For health care providers in rural areas, providing care to persons living with HIV 

infection required new approaches. From the data, it was evident that education needs 
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still exist for nurses in working with persons with HIV infection in rural areas. This was 

described as: 

If there is going to be any blood drawing or cutting or anything I always 
inform them. I'm always amazed, several times in the last three years when 
I've gone to get Woodwork, the nurses don't have gloves on and they start 
and I'm thinking what's going on in their heads. This is a hospital, lots of 
people have HIV that don't know it and here they're just. . . they're 
having unsafe draws. I'll have to tell them and then they'll go put the 
gloves on. And I just don't get it, why anyone in a hospital would draw 
blood without putting gloves on is beyond me. Unless you say something, 
something needs to be said to them. I just don't get it. (02.045) 

Redefining Self 

Living with HIV infection resulted in redefining numerous aspects of life and 

health behaviors. Redefining self was the method used to interpret personal behaviors and 

experiences and to apply meaning to living with HTV infection in rural areas. Data from 

the experiences of HIV-infected individuals living in a rural area provided insight into 

various properties of Redefining Self. Properties of redefining self were: drawing from 

experiences, health choices, emotional responses, self-acceptance, and spiritual support 

These properties are shown in Table 8. 

Drawing from Experiences 

As seen with defining disease, personal experiences were necessary to assist in 

redefining self. The property, Drawing from Experiences, depicted how persons living 

with HIV infection in rural areas were able to draw on experiences to assist in defining 

their current perception of health. For example: 
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Table 8 

Categories and Properties of Redefining Self 

Category Properties 

Redefining Self 0 Drawing from Experiences 

- preexisting behaviors 

0 Health Choices 

- early intervention 

- nutrition 

0 Emotional Responses 

- managing loss 

0 Self-Acceptance 

0 Spiritual Support 
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Really you know questions like- why me? Are all of these things, and it. 
. . boy it certainly has been an exciting past, hasn't it? You know and a lot 
more to look forward to. (03.05) 

Past major personal trauma assisted in finding meaning about disease. This was reflected 

in: 

. . . it's like, I guess HIV is kind of a mark that you have. And same 
thing with having no arm. Whenever I'm in public there's this thing with 
people always noticing, you know. And I noticed I'm noticing that first 
Now I don't notice I'm noticing, if I do it just doesn't register. Because I 
k n o w  i n s i d e  t h a t  w h e n  I  s e e  s o m e b o d y  w i t h  a  p h y s i c a l  a n o m a l y ,  t h a t .  .  .  
you notice, you can't help but notice. You know, if you see somebody 
with bleached white hair you notice that too and it's just. It's just one of 
those things, and you just can't feel bad or, or feel uncomfortable with 
people noticing. Sometimes little kids will come up and they will start 
trying to look up my sleeve. You know, like, 'get away kid.' But uh... 
that kind of a thing (02.101) 

Preexisting Behaviors 

Inherent in these data were behaviors that preexisted HIV infection. Preexisting 

behaviors, a subdivision of Drawing from Experiences, were the experiences of HIV-

infected individuals that occurred prior to the knowledge of HIV infection. Beyond 

coming to terms with HIV, data supported a need to overcome these behaviors, such as: 

So it was like, you know, thoughts came to me like okay so you're gay, 
you're gay accept that. You're an alcoholic, okay now I'm an alcoholic. 
You're a drug addict, okay you're a drug addict. These things were all 
troubling me at times. I never felt real sorry for myself so much as a little 
bit confused. (03.04) 

Well, I had done a lot of cocaine. I grew up in Peru, in Lima, and had 
access to a lot of free cocaine actually, and, from about age thirteen to 
fourteen, I, besides using cocaine, used a lot of prescription drugs . . . 
I've never used any IV drugs, never injected anything ever. But . . . 
pretty much a full lab, a full line up of pharmaceutical prescription drugs, 
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diet pills. .. pretty much anything I could get my hands on. I used heroin 
a couple of times, smoking it and snorting it, but I got such bad effects 
from it that it was not for me. Plus I was not at that point I was visiting 
people in New York City and . . . Those were just quick instances, I 
wouldn't say it was ever a problem. (04.039) 

. . .  I  h a d  g o n e  i n  . . .  a n  e x c i t i n g  p e r i o d  o f  t i m e  t h r o u g h o u t  m y  e n t i r e  
twenties where I was very reckless and carefree, but because of that I had a 
real problem with alcohol and drugs. I got into a recovery program and 
fortunately at a young age I think I was real lucky to have that pretty much 
behind me and living a pretty clean and sober life... (03.03) 

I believe that my, there are no coincidences in my path started to crystallize 
very specifically when I quit drinking. I never felt that I had the capacity to 
quit drinking. And when I found out that I could and not feel deprived of 
having a glass of wine, I felt like that was the first step to a certain non-
attachment. (04.145) 

Data also included experiences that were described as extreme: 

Well during those times were my heyday, of real... I mean I was just a 
party kid. Lots of drugs, lots of sex, and lots of drinking and with both 
these people that have died,... we couldn't get enough there was always 
another plateau of sexual experience that we ... it seems like we were 
striving to reach... (03.031) 

I really abused it for many years. I started drinking and doing drugs when I 
was eleven years old, so, it was 22 years before I quit drinking. That was a 
toll. (04.036) 

Health Choices 

The property, Health Choices, described the process by which persons living with 

HIV infection determined and adopted behaviors perceived to be healthy versus unhealthy. 

From the data, additional subdivision of Health Choices were early intervention and 

nutrition. 
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Past experiences provided insight to defining how decisions were made in choosing 

behaviors perceived to be healthy. For instance: 

I guess part of the reason I feel the way I do is I lost my arm in 1977 and 
I'll never forget... I was in the hospital for five weeks. I'll never forget 
the day I was home and the first day that I stood in front of the mirror with 
the bandages off and looked at myself in the mirror and I felt this huge 
black cloud coming down over me and it's awful, and I just said, 'wait a 
minute.' I could just feel myself just really succumbing to those emotions 
and I just thought no I'm not going to do that. I enjoyed life, I've always 
enjoyed life. I don't want to spend the rest of my life feeling sony for 
myself. It's just too much fun being alive. So, I just kind of pushed it back 
and that was it. And that was really the closest I ever got to being 
depressed about it. (02.095) 

The treatment for alcoholism was invaluable and the one-day-at-a-time 
lesson, as clich6 as that is, living in the present and I really have to 
overcome my sense of panic this winter when I found out my low numbers, 
to recognize that I felt innately well. That I've have energy and that I have 
no symptoms of progressing disease. To recognize that is important 
because that means that your here now instead of what might happen in 
nine months or whatever. (04.157) 

Maintaining a balance between resorting to old, familiar behaviors or adopting new, less 

harmful behaviors was difficult when challenged with HTV infection. This was described 

as: 

You are going to die anyway and so what the hell. Why am I struggling to 
stay sober? Why am I struggling to stay off drugs that I so much enjoyed at 
times over the last ten or fifteen years. Who gives a shit, you know? You 
might as well enjoy the few short years you have left in your life and have a 
blast. You know, that's the trick, when you're HIV, especially a number 
of years ago, if you're HIV positive you have certainly a short life ahead of 
you, and you are upset about that, so why are you also struggling with 
growing spiritually and growing you know as a person and making all this 
effort to stay sober and not enjoying your wine with meals, you know. 
(03.040) 
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A reflective process was also evident in the data analysis: 

When I started this particular program for myself I felt like I had to 
investigate causes of fear in my life and remove those from my life and 
project as much love as I could. And that in turn would spread and I feel 
that stronger than ever. (04.142) 

I think the one thing that, if its thirty seconds each morning the one thing 
that comes to my mind being grateful. You know, I don't feel like I need 
to be down on my knees asking for forgiveness to become a better person 
although I do that sometimes. But if there is one thing that I can do and I 
do every single day is to just be grateful for what I am who I am and what I 
have and it makes everything easier. (03.075) 

Early Intervention 

Early Interventions describe the measures used early in disease by persons living 

with HIV infection. The benefits to making choices perceived to be healthy were 

illustrated as: 

I started taking things back then that only now, here in Tucson, are, and 
throughout the country not just Tucson, but are really starting to get the 
recognition through the media and through our own publications. And 
here years ago I started and I continued ever since and I really credit that 
doctor with his suggestions to being way ahead of so many other people. 
And it just makes me feel lucky. I feel incredibly lucky and fortunate to be 
as healthy as I am today. (03.029a) 

Nutrition 

Data depicted the need to minimize the effects of HIV infection through other 

methods beyond medications. Nutrition described the behaviors related to diet that were 

perceived as being healthy. In order to make choices about diet, a reflective process was 

described in the data. For example: 
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I'm grateful that, of course I wouldn't wish this disease on anyone, but it 
has made me look at the way that I eat for example. (04.168b) 

In considering new treatment options, persons living with HIV drew on a diverse number 

of resources to make these decisions: 

When I was seeing her in 1992 she had given me a diet that was put 
together by Joan Priestly, nutritionist, which I thought was rather extreme 
at the time and decided that I didn't need to do it, particularly because I 
was in good health and had good counts and all of that. (04.081) 

Emotional Responses 

The property, Emotional Responses, described how HIV-infected persons 

responded to the knowledge HTV infection. Data provided information about loss 

experiences for those infected. The subdivision of Emotional Responses, managing loss, 

depicts these data. 

Personal emotional responses to HIV infection were diverse throughout the data. 

Data reflected a sense of disbelief and shock to the diagnosis. For example: 

I can't say I felt. . . bitter or anything, I was just rather shocked. (05.02) 

And then when the HIV thing came, it was like, and now this! So for 
probably close to six months, almost everyday I would cry and I was 
frightened at that time and this goes back to mid 80's. (03.06) 

It was a real difficult time, real traumatic time, because I was so confident 
going in for testing that everything would work out and I would be HIV 
negative . . . and so finding out that I was positive was a real difficult 
time, I felt letdown, I felt cheated. I was incredibly angry at no person but 
at that. (03.01) 
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Analysis of data also indicated that an understanding of risk behaviors prior to being tested 

for HIV. From these data, diagnosis of HIV infection was not unexpected. This was 

illustrated as: 

I assumed that I would have it when I tested positive so it wasn't what I 
would call a surprise . . . and then since, you know, and since then I'm 
just kind of fine with it (02.02) 

At the time of my actual diagnosis, I wasn't surprised or even too 
concerned. I pretty much thought that I was infected at the time. So it 
wasn't a surprise. (04.04) 

A sense of retribution was reflected in the data. This was depicted as: 

I've not really ever been depressed about it. I feel like we get what we ask 
for, whether or not we know we are asking for them. (04.033) 

Experiences of others provided meaning to the emotional response to learning of one's 

own HTV infection. This was described as: 

[When I found out my HTV status] I was pretty numb, I think. I... I did 
not... I was not depressed by it. I was still dealing with my partner 
being diagnosed with full blown AIDS. So, for me, it wasn't a surprise. 
(04.031) 

Emotionally, it was kind of meaningless to me. I wouldn't even say I was 
numb to it, because it just basically had no effect. I knew that the results 
were going to be positive. Particularly since my partner had AIDS. 
(04.037) 
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Managing Loss 

Personal responses to loss were discovered in the data. The subdivision, 

managing loss, defined challenges of loss as experienced by those who are HIV-infected. 

Several examples of the emotions experienced were: 

Terrible. I don't want to talk about how that experience was . . . that 
part. (05.023) 

I heard the voices of friends, vanished and gone. (AA.04) 

I am sometimes overwhelmed with almost a sudden outburst of emotion. 
And that emotion is a combination of loss, of fear, of sadness. (03.100) 

The cumulative effects of witnessing others dying of HIV-related illnesses can be an 

overwhelming challenge. Prior to the 1980s, the cumulative experiences of loss, of peers, 

significant others, and friends as a result of HIV and AIDS were described as unexpected 

in this population. These were depicted as: 

It's a little strange. I had so many friends die. I think I've had about, 
really, twenty good friends die and maybe forty or fifty good acquaintances 
die. And the thirty would be included in that. It's interesting to go 
through that at this age. (02.094) 

Change is always hard especially when you lose people. The best way is 
just to remember them,. . . and be glad that you knew them. Most you 
were glad that you knew. (02.093) 

I started watching so many of my friends fall away. That part's rough but 
life goes on, it has to. (02.09) 

I think back on all the people that have already died. Close friends that, 
most likely, were dealing with the same things as long as I have. (03.029b) 
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Development of strategies to cope with loss comes from a vast diversity of sources. Many 

of those both affected and infected with HIV have been younger people who, up until the 

1980s, have not experienced vast numbers of deaths of peers and friends. This was 

summarized as follows: 

. . . there is a movie with Bette Midler about a friend of hers that died or 
something . . . Beaches. James and I went and saw that... we had 
gone to the movie and then we came out, and started sniffling and then all 
of a sudden I started crying and I cried for two hours- about all my friends 
that I missed. I guess, [it was] kind of good to get it out, but I cried for a 
couple of hours. We went and had something to eat and I just sat at the 
table at COCO's and just sobbed all through dinner. I miss my friends and 
stuff, I just don't, you know, I know that none of us last forever. Which is, 
that's the way it is. You can't expect everything to always remain the 
same. (02.092) 

Self-Acceptance 

As illustrated in the data, the property of Self-Acceptance was the process of 

personalizing HIV infection as a part of self. From the data, acceptance of HIV infection 

was affected by the level of acceptance of one's gay self-identity. The addition of HIV 

infection to the acceptance about being gay was described in the data as: 

I felt sorry for myself in that at that time I was still dealing with gay issues-
- as being a gay man- and there was a lot of work being done in that area 
just accepting myself for who I was as a gay person (03.02) 

. . .  t e l l  m e  I ' m  n o t  t o  b l a m e ,  I  w o n ' t  b e  a s h a m e d  o f  l o v e .  ( B B . 0 2 )  

The impact of HIV infection on perception of self was strongly depicted in the data. 

These were illustrated as: 
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Earlier on it was wanting to pre... almost pretending that nothing was 
different but knowing inside... I felt like a leper... I felt diseased... 
(03.018) 

It was real scary and I felt real ugly and diseased infected. I felt like I 
was marked... and I slowly grew out of that... very slowly. (03.023) 

The process of acceptance was depicted as slow. For example: 

I'm gradually becoming a litde bit more and more relaxed. Number one, 
just being gay. I'm also becoming, slowly, a litde bit more free to discuss 
my own medical situation with people. It's real easy for me to do that on a 
one to one when someone comes to me. But to openly talk about it among 
strangers. I'm always from that. Unless we know we are in the same 
setting. And that's okay. Then again it's part of my private life. (03.117) 

I'm pretty content. There's still some things I, you know, peace is an 
ongoing process it's not like all of a sudden you achieve peace and 
serenity, and so... and that's a lesson that I have to remind myself daily-
that all this takes work. That's kind of how I have to go. (04.156) 

Spiritual Support 

Spiritual support was important in providing definition of self following HIV 

infection. This property defined the amount of support obtained through spiritual 

experiences of HIV-infected persons. Data provided an understanding of challenges to 

belief and support experienced as a result of HIV infection. This was described as: 

It was like this God that I had had ever since a little kid has really failed 
me. And that was a real lonely feeling and it caused more hurt than any 
other thing. It was probably more hurtful than the fear of dying of AIDS. 
Or, at least it was a toss up. (03.010) 

But it [spirituality] is real important because I can feel very, very lonely, I 
can feel unloved, not in a relationship, I can feel friendless, I can be mad at 
my family for not being more caring because they don't ask the right 
questions about how I am doing today or that they don't end their phone 
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conversations saying 'I love you' or coming out and spending time with 
me. (03.080) 

But if I am also angry and mad at God and shutting Him out of my life that 
compounds it tremendously. Because if He is always a part of my life, just 
by myself, its like I always have someone's hand to hold, and that is real 
important to me. And it doesn't always feel like its there. But when it isn't 
there its a horrible, horrible feeling because that is the loneliest. (03.082) 

In addition, spiritual activities were able to provide a means of personalizing disease 

through the experiences of others. This property was personalized, yet the complexity of 

resources and support was best defined by one participant as: 

. . . five, six months later. . . big, big turning point for me in accepting 
this whole thing and working with it was I went to a church in Hollywood. 
. . And I walked in there and I immediately started crying because I was . 
. . You know, what the hell are you doing here?. . . you don't even 
believe in the God you've had all your life. And so, I was crying before I 
sat down in the pew and I was struggling to stay there, I wanted to 
immediately walk out... the entire service was put on... it was another 
death because it was such a turning point. . . (03.012a) 

. . .  t h e  e n t i r e  s e r v i c e  w a s  p u t  o n  b y  p h y s i c a l l y  a n d  m e n t a l l y  h a n d i c a p p e d  
people of all ages. From very young teenagers to people that were forties 
and maybe even fifties, but predominantly young adults — middle-aged to 
young. And a lot of the church service had to do with.... they were 
testimonials... they believed in God, their faith, and they would talk about 
things for example you see me here today with my cane and crutches... 
next year I will be in a wheelchair. They would reference things like that. 
. . total acceptance of their condition. And other people ~ the mentally 
handicapped people of course really have no idea, you know, I mean they 
probably know nothing else. But they were the people that did the bell 
choirs, they were the people that did the music, they were the people that 
did the whole service. . . (03.012b) 

. . . what I got out of that was, number one I have been going for all of 
these months feeling very, very sorry for myself or incredibly angiy at God 
for letting this happen to me and then I realized that hey, you're . . . let's 
see. (03.012c) 
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Drawing support from spiritual belief systems was depicted in the data as: 

Sometimes I thing that I know what love's all about, and when I see the 
light, I know I'll be all right. (BB.03) 

. . .  i f  t h e r e  i s  a n y  o n e  t h i n g  i n  m y  e n t i r e  l i f t e  t h a t  h a s  b e e n  c o n s i s t e n d y  
helpful, it is thinking back on that one church service. And it makes 
everything else I deal with today a little bit easier. Because I am not alone, 
I am not any more special than all of these people that have other things in 
their life that they are dealing with... so it was real neat. (03.015) 

That's fine for them. I believe in God in my own way. I don't go to 
church or nothing. I do believe in Him. (05.028) 

I believe that we are much more than that and that we are not our bodies. 
While we inhabit them, they're but a garment that we wear and granted for 
them to look good and feel good we have to take care of this garment but 
other than that (04.147) 

Loss of spiritual support was also depicted in the data. For example: 

But I do have struggles. I get very angry God allows a good Christian to 
suffer and be miserable for years sometimes and be unhappy. I get mad at 
God for allowing people to treat other people in an inhumane way. I get 
mad at God for allowing this type of person to exist... I mean if everybody 
could be more like me, I mean we would all be so much better off. And 
just real open and free and live and let live- (03.072) 

. . .  b u t  a  l o t  o f  m y  t h o u g h t s  a r e  v e r y  c h i l d l i k e  a n d  I  l o v e  t h e m  a n d  I ' l l  
hang on to them even though that it is expanded. I have always felt that 
God is all powerful and He allows and lets things and everything happen 
on... in this world. I honestly do ... I didn't need to let this happen. He 
can prevent this and he controls everything. And I still, even after that 
experience in that church,... I mean that did not stop my struggle or my 
beliefs in my relationship with God. (03.070) 

Spiritual support was also described in the context of experiences of death. For example: 

Ain't no angel gonna greet me, it's just you and I my friend. (AA.06) 
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My spirituality is not something that I ever see that I have to communicate 
with anybody else. Everybody has their own path and I believe that we will 
all end up in the same place. (04.140) 

. . .  s o  r e c e i v e  m e ,  B r o t h e r ,  w i t h  y o u r  f a c e l e s s  k i s s ,  o r  w i l l  w e  l e a v e  e a c h  
other, alone like this? (AA.09) 

Other sources were also used to provide spiritual support. For example: 

Most recently it was five nights ago, I read a book for the second time, 
which I rarely do, the first time it didn't do anything for me, the second 
time I read it very slowly even highlighted the book— and its not a very 
long book- but what's interesting is that I let myself read it a second time 
just almost in desperation for and answer or for an understanding... that's 
a better word. And the name of the book is When Bad Things Happen to 
Good People and um... that was another breaking point for me in not 
disassociating myself with God or feeling that need to continue on and look 
for another one. (03.071) 

I'm more metaphysical... my beliefs, and, I was raised Baptist. I don't 
believe Baptist. It's just negative. If anything goes wrong, it's always 
God's will. Not always. I don't see it that way. (01.059) 

Relationship with Others: Family, Significant Other, and Peers 

Living with HIV infection resulted in changes in relationships with others. 

Relationships with others were defined by the experiences of family, significant other and 

peers. Data from the experiences of HIV-infected individuals living in a rural area 

provided insight into various properties of relationships as they applied to Family, 

Significant Other, and Peers. These categories and properties are shown in Table 9. 

Relationship with Family 

Data suggested the role of family may be both supportive and non-supportive for 

the HIV-infected individual. Measurement of the level of support needs from family were 
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Table 9 

Categories and Properties of Relationships with Others: Family. Significant Other, and 

Peers 

Category Properties 

Relationship with Family 0 Developmental Experiences 

0 Mother 

0 Support 

0 Limits to Support 

0 Redefining Relationship 

Relationship with Significant Other 0 Expectations 

0 Loss 

0 New Behaviors 

0 New Responsibilities 

0 Support 

0 Limits to Support 

Relationship with Peers 0 Challenges and Avoidance 

0 Limited Resources 

0 Networking 
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determined from several properties: developmental experiences, relationship with mother, 

support, limits to support, and redefining relationship. 

Developmental Experiences 

Experiences with family established earlier in life were described as 
both close and distant: And a wonderful family or a wonderful upbringing 
and that was the highlight of my life. (03.014) 

So, well, not necessarily that, but the course of my life was pretty abusive. 
(04.034) 

The data explicated that an ability to effectively and openly communicate was important in 

the relationship with family. Limits in the ability to communicate were depicted as: 

Even to explain their emotions to each other is difficult at times. (03.093) 

I knew I was gay from an early age and let them know. Perhaps more in a 
confrontational style just to let them know what's going on with me. 
(04.129) 

In addition to the communication needs, emotional maturation was also present in the data 

of developmental experiences. Limits in emotional expression were illustrated as: 

It is frustrating because the way we were raised, our ancestry, my great 
grandparents were Scandinavian. I laugh about it but yet it hurts but even 
as little children you know you are taught to suppress your feelings and 
not show... your told to calm down if you are too happy because that is 
not acceptable. (03.084) 

I mean when your outrageously going crazy in laughter and just having the 
best time of your life, you are told to settle down, or you're being naughty. 
(03.085) 

. . . it's a joke right now that if I am on a bowling league or if I am 
playing volleyball my contemporaries will tease me and want to teach me 
how to emote- that's the joke. Because I can get a strike bowling or I can 
get a gutter ball and my reaction is close to the same. (03.088) 
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Through these experiences, a sense of distance from families in rural areas was described 

in the data. This was identified as: 

I don't put myself in a position where I have to really relate to those 
people. And unless you've really lived there,... my family realizes,. . . 
being away and coming back. Because they've never left They can see 
where I can say that they're . . . everybody's sort of negative. . . and 
that there's nothing there. And they'll tell you too, 'there's nothing there.' 
(01.056) 

Mother 

From the data, the relationship with mother was an integral part of the process of 

balancing in determining resources and support for HIV-infected persons who identified a 

good relationship with their biological family. This was described as: 

. . .  w e  w e n t  t o  C a l i f o r n i a  f o r  a  f a m i l y  p o r t r a i t ,  a n d  t h e r e  w e r e  m y  b r o t h e r  
and sisters and all the kids and the in-laws and the out-laws all got 
together. Well, James and I went to California with my very good friend 
Chris who I've been real close with for years ... the day after 
Thanksgiving we all went into this lovely family park for our family portrait 
and Mom made Chris come get in the family portrait, because he's part of 
my immediate family. I mean Chris and I never had a physical relationship 
but an emotional one. And Mom just considered the three of us our little 
family, so it was kind of fun and special. I was surprised. I go, 'Mom, you 
don't have to do that,' and she goes, 'no, Chris come on over here.' 
(02.077) 

There's nothing like having your mom around when you're feeling sick. 
(02.112) 

Identifying support resources available from the mother required a balance between 

positive characteristics and those perceived as undesirable. 



124 

I bet if she wasn't my mother, I don't think I would like her so much as 
person. Which is really kind of strange. I love her. But I don't like the 
way she thinks. (01.037) 

Further data indicated that the balance between personal needs and those of the mother 

influenced behaviors of HIV-infected persons. These were identified as: 

And my mother just pretty much runs the show. Her religious convictions 
makes it. . . She's so sour most the time. She's not an optimist at all. 
And always makes the worst of everything. I've never got to . . . get 
anything in my life, or I'll never have anything that 'I have.' She's pretty 
much in control on the whole family, my sister, my little brother, and 
myself, and my dad. She's in control. And the power of thumb and you 
under it. (01.036) 

. . .  I  n e e d e d  t o  b e  h o m e .  I ' v e  b e e n  a w a y  f o r  a  l o n g  t i m e  a n d  I  d i d n ' t  
want to be home, 'cause my mother has congestive heart failure, so I can 
go home so she don't have to worry so much. And . . . her to see the 
doctor,. . .that I'm fine . . . 'cause I'd like for her . . .thoughts, or 
pressure. . . So, she won't. . . She won't be all stressed out. (01.047) 

For other illnesses, the role of the mother has been perceived as supportive. For example: 

I was home for two days and on New Year's Eve suddenly, something's 
wrong here. And so mom was here when I had my appendix out and that 
was great. (02.113) 

For one participant, the need to communicate health information with his mother was 

identified. This was described as: 

My mother is aware of my condition. I've been very open with her. My 
sister as well, who lives here in Tucson as well, is very supportive. We 
don't talk about it very much but I let them know what's going on and 
they're very supportive. (04.126) 

My mother, on the other hand, is an Arizona girl. Raised on an Apache 
reservation in Globe. Very maternal, very loving. She's had five children. 
I don't think it would be a mistake or an egotistical thing to say that I've 
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been her favorite child because I'm the first boy or perhaps the one that 
communicated the most with her. I mean, of course she loves her children 
equally but. . . and I've always been, had a very open relationship with 
her. (04.132) 

Even for past relationships, the relationship with a partner's mother continued to be 

significant, regardless of the ongoing relationship with the partner or after the partner's 

death as a result of AIDS-related illnesses. The need to communicate appeared to provide 

continued mutual support. This was noted as: 

I talk to his mother quite a ... a couple of times a year still. He was her 
only son, and, I guess, the connection was with me. So we talk 
occasionally. (02.086) 

As perceived by the participants having positive relationships with family, mothers actively 

sought support and information about HIV and AIDS. For example: 

My mother was going to the support group. She said she was going to 
learn how to take care of a person with HIV/AIDS. (01.085) 

Support 

From the data, the need for family support was identified as a perceived resource. 

Level of support varied between persons living with HIV infection, as illustrated here: 

. . .  a l l  m y  b r o t h e r s  a n d  s i s t e r s  k n o w  o f  m y  l i f e s t y l e  a n d  t h e y  k n o w  o f  m y  
medical situation. . . and they care very, very much. And there again, its 
like an added incentive . . . number one . . . I've talked about being 
grateful everyday of course. And my family is always included and I feel 
kind of lucky, you know because you are with friends, you are with people 
that are next to disowned by their own mother and dad, um... or they will 
have one brother in the family that won't even speak to them anymore-
because they are gay. You know, it just um... I must have been the 
luckiest person in the world because it might not be easy for any of them 
but they are still there and they care. . . I'm not kicked out of their lives. 
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They still want me as their brother in their life-as much as I want them in 
my life. So, I mean, I am a lucky guy. (03.099) 

. . . family. I know there's a lot of people that are HIV/AIDS or 
lifestyles that don't get along with their family. I'm fortunate in that way. 
The least of anyone's concern about my lifestyle. (01.033) 

If they can [go home], they will. I think that's just normal for anyone. If 
they've got any kind of relationship with their family, they'll go back home 
when they're sick. I think . . . dependability of the family, strong like 
that. Ties to family are strong. When you're sick, or you're not doing so 
well, you want your family around you. (01.046) 

At a recent family reunion my partner participated in all the family events. 
I've been very open with them about him. They have a good relationship 
with him and we had a good time overall. I think I have an extremely 
supportive family. (04.136) 

Limits to Support 

To perceive a benefit to resources available from family, persons living with HIV 

infection needed balance the availability of support from limits to support These were 

described as: 

I'm able to talk about it occasionally, but most of the time it goes on the 
back burner. She doesn't want to talk about it too much. She's amazed 
that I'm doing so well. I mean, I have been infected for so long. That's 
why I'm here. I'm not here because I love southern Illinois, because 
southern Illinois stinks. (01.032) 

I try to show them that, I'm as normal as I can be. They've talked about a 
litde bit but not a whole lot because it depresses them. And, I don't know 
if that will change. Just time will change that. 'Cause all they've ever seen 
is the wasting. (01.029) 

The rest of my family, I have two older sisters and I'm a bit aloof with 
them or, or the other way around I should say. I've always wanted to be 
closer with them but they have their own agenda. My younger sister, who 
lives here in Tucson, are only fifteen months apart and have always been 
very close. (04.133) 
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For some individuals, limits to support preexisted HTV infection. For example: 

Even when I was in high school, my dreams where to do something totally 
different than I have ever experienced because it was so impractical. I 
mean, my dream at a fairly young age was to go into marine biology or 
oceanography. But of course that was unacceptable, that was too big of a 
wish, it wasn't affordable. So, you know, typical Scandinavians and other 
nationalities too, my, my parents are so ultra conservative and practical, 
everything has to be practical. (03.092) 

Its like it's a big step to say we love each other, it's easy to do it in a letter 
and sign it 'love Rick,' you know, and get cards back from them and say 
'love Rick,' or whatever. But over the telephone or in conversation its 
been interesting but probably in the past few years we have all grown so 
much in needing that, where the hugs and the I love you's come a little bit 
more naturally. It's kind of neat (03.094) 

My father is aloof, like I said, and he also lives quite a distance away but. I 
feel like if he could support me more. His version of support usually tends 
to be financial because he doesn't really know how to deal with it 
Whatever he could do he would, no doubt. (04.137) 

Although data did reflect an openness of persons with HIV infection to 'move home,' the 

inability to return to family support was described as: 

I think the last thing that I would ever do would be the last choice to move 
back home with my parent. I love them dearly and their wonderful friends 
but it's just, you know, I did that twenty years ago. You know what I'm 
saying? So... that time is gone. . . (02.114) 

Redefining Relationship 

Consideration of long-term changes in health status was evident in the data. For 

example: 

I'm not getting any younger. . . and I wouldn't want to be in the position 
I couldn't take care of myself and be with them. I try to be able to take 
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care of myself and be with them. Because they are getting too old. And 
my brother and sister both have families. My sister is about all grown, but 
she's going to start on her grandkid thing. (01.034) 

Relationship with Significant Other 

The property, Relationship with Significant Other, defined the relationship of 

participants with same sex partners. The diagnosis of HIV infection created major conflict 

in personal relationships with significant other at the time of learning one's HIV status. 

For one man, these conflicts included a decrease in the ability to be open and communicate 

with his partner. He stated: 

I was in a relationship. . . the usual denial thing to go through a 
relationship. We broke up, just couldn't deal with it (01.02) 

. . .  [ t o  t a l k  t o ]  o t h e r  t h a n  m y  l o v e r ,  b u t  h e  d i d n ' t  w a n t  t o  t a l k  a b o u t  i t  a t  
all (01.020) 

Expectations 

Data illustrated the existence of perceived expectations of commitment in 

relationships with significant others. These expectations were influenced by preexisting 

behaviors in the relationships. For example: 

As nice of a person that I am, my ex was a real asshole. We were together 
for seven years and when I met him, he had such low self esteem, I thought 
if I gave him a loving life and was physically attractive to him ... I loved 
his cooking. (02.083) 

We had the classic sort of passive aggressive relationship where not much 
is actually discussed. When he was diagnosed, I was very supportive and 
helped him a lot as much as I could materially and physically, but I was 
also, as I mentioned, continued to drink and was very promiscuous. 
(04.046) 
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As a result of HIV infection, challenges to expectations in relationships occurred. These 

were described as: 

Well, it [HIV] pretty much deteriorated it [the relationship]. We had been 
together for a long time. He was eight years older than I am . . . and he 
had a business in town and was pretty established there. I always felt like I 
came second after the business. (04.044) 

. . . there is nothing much left. We didn't have a physical relationship, we 
really hadn't had even before he was diagnosed. And then when I knew 
that I had to leave, just for my own well-being, and really, as it turns out, 
for his as well. He asked me not to, but I couldn't hang around anymore 
and was offered this job in northern Arizona. (04.050) 

For one participant, data from past relationships identified strong emotional ties and 

personal growth through these experiences of having a significant other who had AIDS. 

This was described as: 

Every once in a while, his fears about dying, and he recovered very well 
from the pneumonia, but I was so scared of what was going to happen and 
I knew what was going to happen. (04.048) 

I went back to Key West, and to take care of my partner. We were no 
longer lovers. I. . . kind of split up and I went back to take care of him 
when he got sicker and, was there for eight months. That was in 1992. 
(04.012) 

We made a lot of progress emotionally in those last few months. 
Overcame a lot of the bitterness that he felt towards me and I overcame a 
lot of the guilt that I had felt for leaving. It was a big changing point. The 
most dramatic changing point in my life, to date, was that year. And I'm 
grateful for it (04.053) 

Living with HIV infection was described as adding to challenges experienced in choices 

about relationships. For example: 
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. . . but to be in a relationship with someone where you feel like you're 
growing and that relationship isn't full of questions and fears and stand-off-
ishness is like. I never thought it would happen to me. I thought I pretty 
much was single until I leave. I really did— partly out of choice. Because I 
mean it's that rejection. So I was pretty much determined to be as free-
spirited and single as I could to avoid any further hurt in my life. Because 
each relationship I have been in is a difficult adjustment even though most 
of the time I think lam the one that brings it on. Probably hindsight, it's 
just because I feel like I better do it before they do it to me... maybe. 
(03.106) 

I worry about James. . . . how he's going to handle it when I do get ill. 
But he is just gonna have to deal with it. Because he has no choice. I'll 
kill him if he runs away, (laughs) (02.032) 

For one individual, the need for personal intimacy resulted in new relationships that 

quickly became undesirable. This was illustrated as: 

It was horrible, I was involved in a new relationship that was immediately 
scratched, very, very hurtful, that was almost immediate when... because 
we were tested together out of curiosity just to know if we stood and of 
course my friend was HIV negative. I was HIV positive. And pretty 
much, in a sense, you know I was just dumped... immediately. (03.08) 

It was a terrible mistake and it was all surrounding HIV from my 
viewpoint. I had so much emotional confusion and ... I was a mess. And 
the person I was with could not tolerate that confusion and give me room 
to work things out. It was a very short... it was like three months later and 
I was out... I could not get out of it fast enough. (03.026) 

Balancing the negative experiences with intimacy needs was necessary in defining 

relationships needs. These were depicted as: 

. . .  your  hear t  i sn ' t  in  i t  a s  much  as  jus t  your  body .  And  the  en joyment  and  
the need for physical intimacy in sex . . . I've never gone, I mean I 
haven't for a long time, gone, you know, months and months without that. 
I mean I've gotten it somehow. And, and that's good, we all need that 
(03.105) 
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I've never dreamed that I would be in a relationship with someone again, 
like I am now, that is totally accepting and unafraid of me. I never thought 
that would happen and I want to hang on to that-- it is real important. It 
amazes me that, what's happening right now I think is so helpful... to be 
held, almost everyday, in someone's arms or to have someone that you can 
hold. I haven't had that in years. I mean I've had it here and there, you 
know, frequently... but it's always with a stiff arm because of the, the 
medical thing. (03.104) 

Since then, I lived, I met somebody in March just about two weeks before 
I left for the lodge and we've had ... it sounds clich6, but a magical 
relationship since then.. . . totally unexpected and just really an 
wonderful, wonderful thing has happened there. (04.060) 

Loss 

Loss experiences with significant others were evident from the data. Losses as a 

result of HIV infection were described as: 

Well, it [HIV] pretty much deteriorated it [the relationship]. We had been 
together for a long time. He was eight years older than I am . . . and he 
had a business in town and was pretty established there. I always felt like I 
came second after the business. (04.044) 

. . . there is nothing much left. We didn't have a physical relationship, we 
really hadn't had even before he was diagnosed. And then when I knew 
that I had to leave, just for my own well-being, and really, as it turns out, 
for his as well. He asked me not to, but I couldn't hang around anymore 
and was offered this job in northern Arizona. (04.050) 

The loss of a significant other as a result of AIDS-related illness was described in the data. 

These losses were: 

In the late seventies my first lover died, about six years ago... five years 
ago... six years ago, and on New Year's Eve this past year, just three 
months ago, my lover immediately after him died. (03.030) 

I don't miss him, you know, I have a lot of other friends that I miss a lot 
more. (02.091) 
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For one participant, loss of an identical twin brother to AIDS-related illnesses was 

overwhelming. This was illustrated as: 

We were identical twins. So it was very hard for me. Very hard . . . 
terrible... I get by.. . (05.019) 

Terrible. I don't want to talk about how that experience was . . . that 
part. (05.023) 

New Behaviors 

As a result of HIV infection, new behaviors with significant other became evident 

For example: 

My partner is very, very supportive- a little bit of a worry wart but it's like 
telling your own mother not to worry. (04.125) 

I've been trying. . . . we've always been methodically safe and uh... 
things are going well, doing fine. (02.07) 

It's brought a certain amount of stress into it. Only because he is so very 
concerned about me. (04.116) 

New Responsibilities 

Similar to new behaviors, HIV infection resulted in new responsibilities with 

significant other. These were depicted as: 

Since my partner is not infected we obviously have to have a little bit of 
personal contact distance I guess, you know, be careful. (02.06) 

That's when I found out I was positive. Called my ex-lover and said you 
better go get checked. And he's dead now. He died a few years ago. 
You know, he was uh... at that time he was already ... his immune 
system was already pretty well diminished. And that was that. I've just 
been going along doing my thing. (02.05) 



I took care of him. Pretty much I was the sole care giver, although we had 
an in-home, home nurse who was invaluable helping me as well as my 
partner. (04.014) 

Support 

Experiences of support in relationships with significant other were described as 

. . . extremely supportive. If anything he is part of my therapy. I receive 
weekly massages from him- that's the great benefit of having a boyfriend 
who does massage. (04.117) 

It also gives me a quite a bit of peace of mind that should my disease 
progress or my infection progress to disease he would care for me and 
that's a big plus, that's a real big plus. (04.119) 

Limits to Support 

Experiences in losses and limits to support were evident from the data. These 

were described as: 

I n this relationship right now I gradually lost interest in trying to keep up 
this place in the country, which I love, because most of the time my 
preference is to be right [with him] here now. Because of the relationship, 
not because of the location, not because its in the city, but because of the 
companionship that the relationship offers. (03.060) 

I mean I was definitely excluded once we broke up he didn't.... (02.088) 
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Relationship with Peers 

The ability to live with HIV infection required development of new relationships 

with peers. Data representative of peer relationships were evident in the properties of: 

challenges and avoidance, experiences of others, limited resources, and networking. 

Challenges and Avoidance 

Living with HIV infection in a rural area resulted in challenges and avoidance of 

support from peers. For example: 

I haven't really met anybody that is HIV or AIDS there. I don't go to any 
clubs. I think there's one in Carbondale. But I don't see any sense in 
driving all the way down there. (01.041) 

I was just kind of running scared. Real scared. I used the twelve-step 
program of Alcoholics Anonymous as a source of comfort in dealing with it 
but pretty much on a private program. (03.034) 

But I don't want to go into an organization with a bunch of criers, you 
know,'poor me.' (01.025) 

But it was a real struggle to search out support with other people, it was a 
tug-of-war. I didn't want to be associated with it but I felt like I needed it 
(03.027) 

I have lots of Mends up there. But friends that know that I'm HIV 
positive, no. They don't know. (05.037) 

The need for maintaining privacy about HIV infection was described as: 

You deal with it solely by yourself. I do think about it a lot. I think that 
could be done in another way. And I work, so that could be done in a 
way. At least keep myself busy, and I don't that as much as I should. As 
far as dealing with it, there's nothing I can do about it. I deal with it, so I 
deal with it in respect to just keeping myself healthy. (05.08) 
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In establishing support systems in rural areas, balancing the challenges and need for 

privacy was influenced by the experiences of others. These were illustrated as: 

I don't think about it, but I see other people that are dealing with it and I 
think I will be just as courageous as they are. And you deal with those 
things as they come. (03.112) 

So, that was a trick for me to stay with the program and so my favorite 
support groups were AA HIV positive smokers. (03.041) 

Limited Resources 

Data from these experiences demonstrated limits to resources in rural areas. For 

example: 

I only had this one person I could really talk to at one time (01.019) 

There's really one support group. It's like a private club. (01.043) 

Networking 

From a rural perspective networking was described as the need to maintain contact 

with others who are knowledgeable about HIV and current trends in care. This was 

illustrated as: 

Long distance. I get the newsletter from PACT [People with ADDS 
Coalition of Tucson]. My friend that lives here, she keeps me pretty well 
informed. I talk to her, at least, three to four times a month. Sometimes 
two to three times a week. (01.069) 

You have to [have contacts]. Like I said, you don't get that information. 
A lot of that information you don't get in southern Illinois. It's just that, I 
don't know if they know where to get it. Areas like southern Illinois is like 
a whole different world. If I was to live in the suburbs around Chicago or 
in the country in the Chicago area, I would have more access to things than 
I do in southern Illinois. It's down by Kentucky, and Missouri, and 
Indiana, all kind of backward states. A country all their own. (01.070) 
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Well, at the moment I'm pretty, I'm pretty happy with the status quo. I 
mean I, if there were some, some avenue out here, I know there's, at least 
in this valley, there's quite a few gay people out here. I don't know how 
many of them are HIV positive, but I know of a few. (02.046) 

Community Behaviors 

Influences of society directly impact persons living with HIV infection. From the 

data, this is even more evident in the behaviors of rural communities. Community 

behaviors described the rural environment in which persons chose to live with HIV 

infection. Experiences of HIV-infected persons in a rural area provided insight into 

various properties of Community Behaviors. These were described as: cultures and 

rituals, economic issues, healthy environment, living with limits and inconveniences, 

minimizing stress, reacclimating self, and rituals to obtaining care. These are shown in 

Table 10. 

Cultures and Rituals 

A rich amount of data of the culture and rituals of rural areas was obtained from 

the analysis. The HIV education needs of the community were described through the 

subdivision, uninformed, of this property. Cultures and rituals were the behaviors of rural 

communities as perceived by those living with HIV infection. These were described as: 

Like being around older people makes you feel old, too. I found that out. 
When they start having aches and pains. Regimens . . . they eat dinner at 
certain time, do this at a certain time. I was always, kind of, spontaneous. 
They want me to have dinner at 5:00. . . 9:00 is just as fine with me. I'm 
not that way. They want dinner early, then, . . . they eat out of the 
refrigerator the rest of the evening. (01.051) 
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Table 10 

Categories and Properties of Community Behaviors 

Category Properties 

Community Behaviors 0 Cultures and Rituals 

- uninformed 

0 Economic Issues 

0 Healthy Environment 

0 Living with Limits and Inconveniences 

0 Minimizing Stress 

- non-support 

0 Reacclimating Self 

0 Rituals to Obtaining Care 



Values and belief systems of people living in rural areas provided a distance from 

personalizing HIV in rural communities. Data reflected that issues of HIV disease in rural 

areas were perceived as foreign to members of the community. These were described as: 

. . . it's like an intrusion on maybe their traditional values or sense of 
being and being removed from the city they feel like they are away from all 
of those kinds of things. I don't lose any sleep over it because like I said I 
respect and enjoy my own privacy . . . I've never been one to flaunt a 
lifestyle or who I am. It's never been important to me. But, I certainly 
would guess that most of the people within 10 square miles around me are 
probably a little bit closed to someone with my lifestyle. (03.067) 

. . . you don't feel so separate from everybody else. You don't stick out 
like a sore thumb . . . It's kind of like cancer used to be, when you first 
found  ou t  abou t  HIV and  AIDS, .  .  .  people  were  hush ,  hush  abou t  i t .  .  .  
like they were with cancer at one time. I can remember a cousin who was 
an aunt, that had cancer, that was, (whisper) 'she's got cancer.'. . .um/uh 
... living in a rural area, they're like, (whisper)... 'I have AIDS,' real 
quiet about it. (01.05) 

Spiritual beliefs strongly influenced behaviors and ability to accept HIV-infected persons 

in the rural area. For example: 

. . . there's 40,000 in the whole county. Which is a small population . . . 
Ultimate Bible thumpers. All of them. (01.027) 

Pentecost and Baptist. I mean even if a person doesn't go to church, that 
upbringing is in everybody. Every family that is in the county, that I know 
of, . . . have a real strong sense of church. It's funny to me that they go 
to church, then the come, meet to somebody's house later and talk about 
everybody at church, you know,. . . I'm not kidding. (01.058) 

Uninformed 

The level of community education about HIV and AIDS strongly influenced the 

availability of community support in rural areas. For example: 
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They're really amazing, how arrears in the time they seem to be. (02.062) 

I think all of these people feel very removed from a lot of the reality in life 
and the big city and I think I would become an unwelcome neighbor if they 
were to know that they have this person among us with AIDS, which I 
don't have, but they would certainly associate it with that (03.052) 

Data also illustrated that issues of gay people living among the community had not been 

addressed as part of rural culture. Cultures and rituals of rural environments did not 

reflect a need to actively understand gay lifestyles. For example: 

I am just thinking back to where I grew up, which was rural Minnesota . . 
. but probably very narrow minded and I might be wrong. But my fear in 
ever getting to know them very well, not necessarily being a person with 
HIV, or God forbid, AIDS, but just being gay in itself out there I think 
would cause a lot of people to be upset. (03.066b) 

You just don't want to, I remember I bought a cigarette lighter at the 
convenience store that had a kind of half naked man on the lighter. They 
looked at me so funny and I said oh... my girlfriend will love this. And 
then they said, 'oh... that's better.' (02.063) 

Well, up where I live, . . . you can't find it [others with HIV], there's 
nothing there. I mean, the most you can hear is what people will say, you 
know, homosexuals and all this shit. So, there's no support out there 
either. Although, I imagine at the Navajo-Apache Hospital they'd have 
something that would, you know, give information or probably even a 
doctor that knows something about it. But I've never been there so I 
wouldn't know. So, like I said there's no support as far as I know. 
(05.033) 

I think the community out here is, at large, very backwards and bigoted. I 
think that they would, if they knew there were as many homosexuals out 
here as there are,. . . they would be almost up and arms about it, you 
know. 'Let's bring in Jerry Falwell and route these people out.' (02.061) 

However, some beliefs were not dissimilar to those of other rural community members as 

perceived by HIV-infected persons. For example: 
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Actually people that are real similar to me in that they like to be removed 
from the day to day hustle and bustle of traffic and noise and city life. . . . 
not that I know any of them very well, my impression of probably most of 
the people around me are that they are. . . (03.066a) 

Economic Issues 

Data reflected a vested interest in living in rural areas for HIV-infected persons. 

Economic issues influenced both reasons for living in rural areas and long-term decisions 

about living with HIV infection. These were illustrated both as personal experiences and 

the experiences of others: 

People are . . . it's kind of funny. But land and development costs out 
here are less, especially if people can pull in a double-wide on to their lot. 
So, a lot of lower income people have moved out into the area and it 
shows. It really does. (02.060) 

. . .  [ I  m o v e d  t h e r e ]  t o  p u r c h a s e  a  f a r m .  ( C C . 0 4 )  

And it took us so long to get it together and get the house going. You 
know, a financial thing. We spent a lot of money developing this property. 
When I met James, he had two houses, I had two houses, none of them 
were paid for. But we started selling things off and we bought the property 
and pulled the trailer out here and for about four months the trailer just sat 
here and got the well in. We got the electricity in, got the pool built and 
then started hooking the trailer up and got a septic tank in. We just had to 
do everything, this was just a lot. No driveway, no nothing, no 
development at all. And it's all paid for except the house. And we'll be 
paying for that for the next thirty years or someone will. (02.116) 

My brother and I had bought this cabin like five years ago. We had gotten, 
... we put water in it, a kitchen,. . . did all the insides. It was built 
when we bought it. We did the insides. And after it got done on the 
inside, I just moved up here 'cause I like it. It's solitude, I really like it 
(05.011) 
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Healthy Environment 

Various terms were used to describe the rural environment. The analysis provided 

rich data regarding reasons for living in rural areas. Descriptions of rural were evident in 

the data. These were depicted as: 

. . .  i t  t a k e s  m e  t h i r t y  m i n u t e s  t o  g e t  i n t o  d o w n t o w n ,  m a y b e  f o r t y ,  a n d  
that's quite a drive and I burn off gasoline with my truck. But there's no 
stoplights and really for my driving in the morning and driving back in the 
evening there is zero traffic. And I just, . . . I see the changes in the 
desert everyday and I see all kinds of wildlife. In the last month I've seen 
bobcats and foxes and . . . just all kinds of neat birds and the desert. It's 
real special to me out here. (02.067) 

The nearest convenience store here is about six miles away. And that's a 
very small store with not much selection so if I really want anything, 
besides one flavor of coffee or something like that, I have to drive twenty 
miles to the nearest grocery store or regular convenience store. It's quiet 
out here. I just really like it (02.022) 

It's a very small community. There's not much there. There's a little 
store, a bar, and a small restaurant. I have no neighbors, per say, within 
close distance. It's just a very small community. (05.010) 

From the data, the perception of rural as a healthy environment was evident. These were 

depicted as: 

I've taken some difficult and huge steps to what I feel is healthy. Living in 
the country is one, where that type of surrounding offers so much serenity 
to a life. I can sit out on my, any side of my house, on the patio in sun or 
the shade and read and only hear birds and quail. And I think that is real 
healthy. I can read and meditate and do all these things in quiet and I think 
that is real good. (03.103) 

I just like being out in the country better. It's just quieter and nicer. I can 
see the stars every night. You can tell when there's a full moon because 
it's just lit up almost like daylight And you don't notice that in town with 
all the street lights. (02.025) 
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I think it's been real helpful because what I actually love is peace and quiet. 
I love nature. I love the sky. I love the stars at night. And I think the last 
year and one-half living out in the country has been a real positive step for 
me in staying calm and relaxed. I mean just appreciative of my 
surroundings and what I have. (03.044) 

But its like a choice, you know, the reason for living is to remove myself 
from the signs, smells, and sights of the city. Whether it is sirens or 
airplanes or dogs barking right next door. And I don't have to deal with 
that and it offers a awful lot of peace. I really appreciate it and I am going 
to miss it if I choose to live in the city. (03.055) 

Balancing the availability of resources in urban versus rural areas was described as: 

I joined a gym here [in the city] and I've been trying to go at least every 
other day. But it's difficult You have to get in a car and drive there and 
then change and get on a machine and wait in line and your surrounded by 
people who are just out it seems, more for appearances than actual physical 
health. So that the exercise that I get in a rural area it was because I love 
being outdoors and I'm surrounded by beauty, I'm with friends who are 
doing it for their health as well. I hike with a couple of people that work 
with the lodge. (04.094) 

It's just overall a more healthier environment, it's just cleaner overall. . . 
It's quieter, the noise level is much lower. I live about thirty feet from the 
creek so that's my constant light noise. Here I don't have to put the 
bathroom fan on to drown out the dogs. (04.095) 

Living with Limits and Inconveniences 

Living with limits and inconveniences described the experiences of living with 

limits and inconveniences to obtaining resources. Balancing the support needs with regard 

to living with HIV infection in rural areas against the resources available in urban areas 

required weighing benefits against disadvantages. For example: 

You weigh it with the benefits of being there and I'd rather be there than 
not. (04.100) 
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The balance of support was strongly influenced known community behaviors. For 

instance: 

. . . because of this small community that's why I would not tell them. 
As far as friends, not support for AIDS, but support for me - helping me 
out now and when my brother passed away, they were the greatest people 
on earth. They could do no wrong. They tried . . . they helped me 
immensely and they still do as far as . . . well they don't know that I have 
AIDS, so that's, you know, you leave that out. But as far as . . . if I need 
something done or, you know, I need help doing something, or they need 
help doing something they'd always call on me. It's a very friendly place 
but again you must remember that they do not know. (05.039) 

Well, one of the biggest fears, and one that is really a daily confrontation, is 
the sense of stigma that it applies in particular U.S. society. As a result, I 
am not as open with it as I would like to be. On the other hand, being 
more open with it and sharing with it sometimes gives it more importance 
than one might need to. (04.150) 

Access to peer support varies significantly between urban and rural areas. Yet obtaining 

support of peers in rural areas was seen as necessary in the data: 

[After six months] I just recently found out about an organization there. 
(01.024) 

I do like to attend meetings each week, there's a couple, and sometimes 
living . . . depending where I am at here in town it is thirty to fifty miles 
to get home and sometimes my choice is a little bit of a problem. I am 
eager to get home. I am eager to get out of the city and into the country 
where it is quiet and calm. But then I also feel like I am missing out on 
things I could be participating in right here in the city if I didn't have that 
hour drive ahead of me. (03.047) 

Maintaining contact with peers often required traveling miles to obtain support. However, 

support desired through peer support was not always obtainable in rural areas. Although 
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Tucson was considered urban by definition, the data depicted Tucson as rural. These 

were illustrated as: 

[In larger cities, people with HIV are] very willing to take care of 
themselves physically and certainly mentally. You don't get that type of 
support as far as numbers go in Tucson. Tucson is very secretive. But that 
was my favorite type of support. (03.043) 

Tucson is kind of a joke. They really don't have much to offer in that area 
[support groups]. There are a couple that maybe 3 or 4 people go to. Like 
all of the other support groups here. In Los Angeles, you would go to a 
support group and you would find 60 to 80 people all in their mid-thirties 
and forties. (03.042) 

A sense of isolation was apparent in the analysis of data: 

The biggest drawback to living where I do now is isolation. I don't see 
enough people. . . (04.098) 

The perceived distance of living in rural areas required a process of balancing limits and 

benefits for HIV-infected persons. For example: 

There's just a lot less restriction out here. You can just do what you want. 
I can get up in the morning and put my tennis shoes on and do my work 
without clothes if I want. It's just real relaxing. All my neighbors, pretty 
much, just like to be left alone. Although we are all, we're close and we 
help each other if something comes up or once in while we get together all 
and have dinner or something. But living out here is pretty great really. 
(02.028) 

But there's a price that you pay when you move out to the country and that 
is gasoline bill, and time and travel. But, for myself, it's worth it. (02.066) 

I just got more and more irritated at the city and always liked a more rural 
setting anyway where I can just do my thing and not worry too much about 
the neighbors. I had ... my next door neighbors house was ten feet 
away from my house in town. Although there were a lot of conveniences. 
(02.024) 
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The ability to remain in rural areas with significant other required a balance between 

support and health care needs. This was depicted as: 

He's a sweetheart but I do worry about, you know, leaving him alone out 
here. I would be fine by myself out here but I am not positive he would be. 
Like he doesn't ever like to be left here alone. But if, if an opportunity like 
he needs to go to town, I say great go, you know and it's real quiet around 
here. So, it's not that big of a deal. And I just uh... it doesn't seem to 
bother me too much to be, you know, this far away from things. (02.033) 

. . .  i n  t h i s  r e l a t i o n s h i p  r i g h t  n o w  I  g r a d u a l l y  l o s t  i n t e r e s t  i n  t r y i n g  t o  k e e p  
up this place in the country, which I love, um... because most of the time 
my preference is to be right here now. Because of the relationship, not 
because of the location, not because its in the city, but because of the 
companionship that the relationship offers. (03.060) 

Minimizin|g Stress 

The desire to minimize stress in various aspects of living with HIV infection was 

apparent in the data. A subdivision of Minimizing Stress was identified as non-support 

Minimizing stress was perceived to be healthy by persons living with HIV infection. With 

regard to living in rural areas, this was described as: 

A big cut in stress. It's not as expensive to live there. Especially being 
that you have family around. . . rent and things a lot cheaper. (01.071) 

[Living in a rural area provides a] quieter pace. Where I'm at now, there's 
really no stress of any kind. It accounts for my T-cells jumping. It's never 
been any higher than 400 at any time. It was low at one time. (01.049) 

The need to minimize stress at work was also evident: 

And I think it's real healthy by taking steps to have as little stress in my life 
as possible. Because I have resigned from the position at work ... yet 
you are putting in all these hours . . . you want to. . . stand above your 
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peers. . . for future promotions and the positions that may open up. And 
it was so much bullshit and stressful and my heart wasn't in it and it was a 
real big decision to resign and it was all ego. And, but I've found that just 
what I am doing right now is all I want to do because it is all so stress free . 
. . I think it is real important to be as, as free and easy in your life as 
possible and my work falls into that category ... So, no thank you. I 
don't want that because, in a comfortable way my philosophy certainly is, 
is life is too short. (03.108) 

. . .  I  g o t  n e w  r e s p o n s i b i l i t i e s  t h e r e  [ i n  a  r u r a l  a r e a ]  b u t  s t i l l  j u s t  a  p l u s h  
job, it's very, very low stress. (04.063) 

Non-Support 

The desire to minimize stress in various aspects of living with HIV infection was 

apparent in the data. This was achieved through various support mechanisms and 

environment The data depicted that rural areas can be non-supportive in minimizing 

stress. For those living with HIV infection in rural areas, this was described as: 

It's frightening to think about the time that may come where people will be 
afraid of you, and they will want to move away from you, whether it's in a 
work environment or a social setting. I guess my dream is that people will 
have a better understanding and acceptance of it I don't want to be one of 
those people that you actually see and move away from me in fear of being 
close to me. And I see that with other people. I'd love to see that not 
happen anymore to anybody. (03.114) 

Once you overcome the initial apprehension of thinking somebody's going 
to shun you. And if they do, I don't have time for that. I don't have time 
for that,... for someone like that, because, I know they're only doing it 
out of fear and I want them to overcome their fears as well. It doesn't do 
me any good to attack them for their lack of understanding. (04.172) 



Reacclimatinp Self 

For HIV-infected individuals who have resided in urban areas, a period of 

reacclimation to rural was needed. Reacclimating self was the period of adjustment 

needed for HIV-infected individuals moving to rural areas. This was demonstrated in 

data by: 

Sometimes I feel a little bit removed. (03.045) 

So, I am not missing anything out there, I am close enough to the city 
where there is a lot available here and maybe one of my comforts of living 
that far out is removing self from what is so prevalent. Not so much in 
Tucson, but certainly in LA and San Francisco. (03.054) 

I'd have a hundred different things going on all at the one time it seemed 
when I was in Tucson. I worked at a bar here in town. I . . . helped 
people. I have a friend's that uh,. . . knowledgeable, a jack of all trades. 
Remodeling, . . . electrical, . . . stuff like that. I helped her. And 
another friend that did the same thing. I'd help him. Go to movies. Party 
more than I should. But it was there, it's available ... It was safe . . . 
Not so redneck. (01.048) 
Only that things are more accessible in a bigger city than it is in a rural 
community. (01.079) 

. . . [where I live now] there's no temptation of any kind there at all. 
(01.035) 

To adapt to living in rural areas, data reflected a need to maintain contact with urban 

resources. This was illustrated by: 

But I remedy that, I drive to Flagstaff and go to a little coffee house there, 
I drive to Phoenix every once in a while. I try to make it to Tucson to visit 
my family at least, every two months. And I don't mind getting in a car to 
do that. Other than that I sometimes go for a couple of weeks without 
even leaving the property. (04.102) 
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Rituals to Obtaining: Care 

Living in rural areas required rituals to obtaining care. This required new methods 

of accessing resources and information about current treatment for HIV infection. For 

instance: 

You can get the information but you have to go through so many different 
other channels, where as here [in an urban area], it's just right there. I can 
get it [in rural areas], it just takes a little longer. (01.080) 

Living in rural areas also resulted in concern about obtaining care from health providers. 

Data depicted this as: 

I'm a little concerned how far away I am from things. It does take a lot of 
time to get to the hospital or the doctor. Though I haven't had any 
emergencies related to HIV, yet, I'm a little bit predisposed to resigning 
myself to the fact that, you know, if something does come up I may just die 
out here. But that's fine too. (02.029) 

You have to drive so far. ... 50 miles to your doctor. And he works in 
a small office and then you have to go to . . . you have to drive about 40 
[miles] round-trip to the hospital. I get to go see him at his office, then I 
have to drive 10 miles to the hospital to get Woodwork if he thinks I need 
it . . . kind of inconvenient. (01.053) 

My doctor was probably an hour a way, but quite a competent physician. 
(04.011) 

The biggest challenge is when I get sick. I mean, if it came real quick, it's 
a four hour drive to down here. That's the challenge there . . . that I'll 
probably have to. . . [deal with]. (05.013) 

He's very busy, it's hard to get into see him. If I had an urgent problem I 
might have a problem. (04.106) 
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Summary 

The purpose of this study was to identify the experiences of persons living with 

HTV infection in rural areas. In this chapter, the process of data analysis, sampling 

characteristics, and categories and properties that emerged from HIV-infected persons 

living in rural areas was presented. From the data, the theory of SURVIVAL DISTANCING, 

described the experiences by which persons living with HIV infection in rural areas 

balanced limits and accepted the reality of living with chronic illness. The primary 

processes of SURVIVAL DISTANCING were balancing and accepting. 
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CHAPTER V 

CONCLUSIONS 

In this chapter, a discussion of findings, theory of SURVIVAL DISTANCING, and 

comparison of findings to other literature sources are presented. Limitations of the study, 

implications for nursing practice, and recommendations for further research are also 

addressed. 

Discussion of the Findings 

The experiences of living with HTV infection in rural areas presented complex 

challenges to maintaining health and reducing stress. SURVIVAL DISTANCING was 

identified as the core category of the theory. SURVIVAL DISTANCING provided a method 

for persons living with HIV infection in rural areas to personalize disease and determine 

behaviors. The four interlinked categories identified were: defining disease, redefining 

self, relationship with: family, significant other, and peers, and community behaviors. The 

distance perceived as necessary to survive by persons living with HIV infection was 

identified throughout the categories. The primary process of balancing was necessary for 

ongoing evaluation of these experiences. A secondary process of accepting was also 

evident from the data analysis. 

Theory of SURVIVAL DISTANCING 

SURVIVAL DISTANCING described the experiences by which persons living with 

HIV infection in rural areas balanced various limits and accepted the reality of living with 
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chronic illness. The findings of the study indicated that necessary changes affecting health 

occurred as a result of HTV infection. Although being infected with HIV was not seen as 

welcome, the reality of the situation was not overwhelmingly difficult to accept. Despite 

knowing the risks for exposure to HIV, data suggested that preexisting risk behaviors 

continued long after obtaining risk prevention information. In addition, exposure to HIV 

occurred even when those at-risk were in committed relationships. 

The ability to define disease provided better insight for HIV-infected persons as to 

the issues requiring attention to maintain health. This process provided the ability to 

balance the inevitability of progression of disease and to accept limits and potential 

changes as a result of HTV infection. Based on experiences at the time of learning about 

being infected, persons living with HIV were able to establish boundaries to control the 

amount of disclosure of information to others. Inherent in this process, HIV-infected 

individuals needed to redefine self. 

Redefining self resulted in challenging personal beliefs. Beyond the initial 

emotions as a result of learning one's HIV status, emotions varied dependent on health 

status and methods of obtaining support. Using information as defined by understanding 

of disease, in addition to resources that preexisted HIV infection, individuals were able to 

determine choices of health behaviors. Drawing on the experiences of others and 

reflecting on personal experiences assisted in redefining self. As a part of this process, 

behaviors perceived to be unhealthy were addressed to determine if they needed to be 

eliminated or reduced. The decision to continue in unhealthy behaviors was apparent in 
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establishing a balance of realistic and unrealistic expectations. For example, data bits 

described these as 'okay so you're gay, you're gay accept that. You're an alcoholic, okay 

now I'm an alcoholic. You're a drug addict, okay you're a drug addict' (03.04). The 

challenge was to accept that you are 'going to die anyway and so what the hell. Why am I 

struggling to stay sober? Why am I struggling to stay off drugs that I so much enjoyed at 

times over the last ten or fifteen years. Who gives a shit? You might as well enjoy the 

few short years you have left in your life and have a blast...' (03.040). Accepting the 

recurrence of these decisions as a lifelong process was evident. Once a level of comfort 

with disease and self was attained, the data reflected that sharing experiences perceived to 

be therapeutic. 

The need to manage loss became clear throughout the data. Loss in this context 

applied to not only loss of significant others and acquaintances to later stages of HIV 

disease, but also losses in behaviors and activities that provided desirable outcomes. 

Support for lifestyle changes and emotional needs was obtained from a variety of 

resources, including spiritual beliefs and relationships with others. 

Relationships with others involved family. si|gnificant other, and peers. Family 

influenced many aspects of support behaviors and needs. Developmental experiences not 

only defined current relationships with family, but also support needs. These experiences 

were seen as either barriers or benefits to disclosing information about HIV infection to 

the family. As a result, new relationships developed with family members. For individuals 

having family relationships perceived as being positive, data strongly upheld the role of the 
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mother. Knowing that HIV infection can eventually result in symptoms, data suggested 

that, 'there's nothing like having your mom around when you're feeling sick' (02.112). 

From the data, initial knowledge of HIV infection had a negative impact on the 

relationship with significant other. Although HIV was seen as a major event for personal 

relationships, preexisting dysfunction was commonly seen in the data. Once individuals 

adjusted to living with HIV infection through defining disease and redefining self, the 

ability to establish new relationships became possible. Data demonstrated ongoing fears of 

rejection, loss, and isolation, yet an openness to new relationships was also seen. The 

need for intimacy, support, and personal contact outweighed the disadvantages of being in 

another unhealthy relationship. Knowing HIV status prior to entering a committed 

relationship resulted in increasing closeness, support, and new responsibilities. The data 

further suggested that prior knowledge of HIV status was also beneficial for persons 

entering committed relationships with HIV seronegative partners. 

Peers were identified as an integral component of a support network for living with 

HIV infection. The data supported that the greatest amount of HIV information was 

obtained through friends and others who were HIV-infected. For example, the data 

identified the experience as, 'I see other people that are dealing with it and I think I will be 

just as courageous as they are. And you deal with those things as they come' (03.112). 

SURVIVAL DISTANCING in Rural Areas 

Beyond personal relationships with family, significant other, and peers, the 

relationship with other members of the community was influenced by a variety of factors. 
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Community Behaviors was the final category identified from the data. Definition of rural 

varied. One data bit suggested that, 'my idea of rural is if it takes longer than ten minutes 

to go get a loaf of bread or a gallon of milk' (02.021). The experiences of living with HIV 

infection in rural areas were strongly affected by the cultures and rituals of the community. 

These community behaviors were also affected by issues of economics and understanding 

of HIV. Numerous disadvantages to living with HIV infection in rural areas became 

apparent throughout the data. Community behaviors were described as conservative, 

removed from reality, and isolated. Communities also lacked resources. The data 

suggested that many rural areas had not yet addressed issues of gay people living in the 

community. As seen in one situation, 'I bought a cigarette lighter at the convenience that 

had a kind of half naked man on the lighter. They looked at me so funny and I said, oh... 

my girlfriend will love this. And then they said, oh... that's better.' (02.063). 

Living with HIV infection in rural areas was also described as having limits and 

inconveniences. To obtain medical care, current information about HIV, and support 

involved rituals. These rituals necessitated new behaviors such as networking and having 

to travel great distances to find knowledgeable health care providers. This was also 

evident in the planning for the future and obtaining care as a result of chronic disease. 

From the data, experiences of living in rural areas were often compared to 

resources in urban areas. For example, the ability to access peer support became 

problematic in rural areas. Even though Tucson met the definition of urban, resources 

were still seen as lacking. Such resources were described as, 'they really don't have much 
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to offer in that area. There are a couple that maybe 3 or 4 people go to. Like all of the 

other support groups here [i.e., AA, NA]. In Los Angeles, you would go to a support 

group and you would find 60 to 80 people all in their mid-thirties and forties' (03.042). 

Despite the limits, persons living with HIV infection maintained control in choosing to 

navigate the distance to attend or avoid available support services. 

Far outweighing all disadvantages to living with HIV infection in a rural area were 

the perceived benefits of minimizing stress. Data were strongly suggestive that the 

overriding reasons for balancing the disadvantages were the health benefits of limiting 

stressful activities and being surrounded by environments described as serene, beautiful, 

and peaceful. Although none of the data was obtained from sources of data indigenous to 

rural areas, data supporting the health benefits by living in rural areas from this study may 

have stronger validity, as comparisons to urban experiences were made directly by the 

data sources and were not deducted by the researcher. 

Comparison of Data to Other Sources of Information 

Addressing the psychosocial needs of persons with HIV infection have been noted 

both anecdotally and through various research methods in the literature. A concern 

remains as to the full understanding of experiences and needs of indigenous and migratory 

HIV-infected populations living in rural areas. Persons living with HIV infection 

experience changes in a multitude of areas, including health, support, lifestyle, living 

situations, physical activity, body image, financial status, and personal identity. The 

complexity of HIV infection can be compounded by living in rural areas (Andersen & 
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Civic, 1989). Data from the experiences of living with HIV infection in rural areas has 

been limited To identify the implications of this study, comparison to data on stress and 

immunity, migration of HIV-infected persons, and support needs in rural areas was 

necessary. 

An increasing number of studies have been conducted to determine the role of the 

immune system in mediating both chronic and daily stressors. Although the exact 

mechanisms has not been fully determined, it appears that stressful life events cause 

diminished immune function in response to stress (Birney, 1991; Hillhouse & Adler, 1991; 

Zakowski, McAllister, Deal, & Baum, 1992). In AIDS, Lovejoy and Sisson (1989) 

reported that under certain circumstances the psychogenic and physiological conditions of 

the HIV-infected person alter rates of progression of HIV disease. 

The significance of HIV infection in rural areas has begun to be addressed in the 

literature (Davis, Ferguson, & Stapleton, 1992; Smith, Landau, & Bahr, 1990; Verghese, 

Berk, & Sarubbi, 1989). Increasing numbers of AIDS cases have recently occurred at 

higher rates for the Midwest and South due to expanding numbers of persons migrating to 

those regions and an increasing number of indigenous populations being infected with HIV 

(Davis, Ferguson, & Stapleton, 1992; Hu, Fleming, Mays, & Ward, 1994; Verghese, 

Berk, & Sarubbi, 1989). Many of those who migrate from urban to rural areas were not 

terminally ill. Rationale for moving ranged from personal reasons to support issues 

(Davis, Ferguson, & Stapleton, 1992). Even though family support may not have been the 

primary reason for moving to rural areas or home, the relationship with family does impact 



experiences of living with HIV for those who live in rural areas (Davis, Ferguson, & 

Stapleton, 1992; Mayne & O'Leary, 1994). For HIV-infected persons seeking support, 

families played an important role in social networks of gay men with AIDS in suburban 

and rural areas. The role of families may have been heightened by the stage of illness 

(Mayne & O'Leary, 1994; Verghese, Berk, & Sarubbi, 1989). 

Overcoming the barriers to disclosure HIV status in rural areas continues to be 

problematic. Consistent with the data from this study, concerns about disclosure varied 

based on the balance of perceived benefits to disadvantages. For those who have 

disclosed information about health status, community support was often enhanced, while 

for those who choose not to disclose, there remains a perception of avoiding additional 

problems (Davis, Ferguson, & Stapleton, 1992; Mayne & O'Leary, 1994). In addition to 

those living with HTV infection, their family members may also fear community discovery 

and discrimination in rural areas (Andersen & Civic, 1989). 

Limitations of the Study 

There were several limitations of this study. Limits to the available data were 

known from the onset of the inquiry. Inherent to the target population of this research, 

was the inaccessibility of a fully diverse and representative sample source who were truly 

rural by definition. As a result, complete discovery of the variables identified by the 

respondents was limited. The study was also limited by the experiences represented in the 

data. The sample was a highly homogenous group of Caucasian, gay males infected with 

HIV via male-to-male sexual contact and having previously resided in major urban setting. 



None of the participants had experiences in other risk behaviors for HIV infection, such as 

injection drug use or partners of injection drug users. Another limitation was noted with 

respect to perception of disease. Although 3 of the participants were AIDS-diagnosed, 

none were experiencing symptoms at the time of the interview. Two were diagnosed 

based on CD4 counts but had had no AIDS-defining illnesses. The third was AIDS-

defined secondary to the diagnosis of Valley Fever. Consequently, all participants 

perceived themselves as predominandy healthy. One final limitation was due to the 

inherent nature of grounded theory methodology. Findings of this study are not 

generalizable beyond the context of the characteristics of the sample. 

Implications for Nursing Practice 

Due to the lower incidence of HIV rural settings versus urban areas, fewer support 

services and funds are available. Migration of HIV-infected persons, in addition to HIV-

infected persons indigenous to rural areas, adds to the challenges of health professionals in 

determining health care needs of those infected and the needs of those affected by the 

disease. Three distinct areas of need in comprehensive planning for AIDS care have been 

identified: patient care, human resource management, and community development 

(Fuszard, Sowell, Hoff, & Waters, 1991). Nurses need to become educated about the 

complexity of HIV in order to be effective in providing care and support. For nurses in 

rural areas, this is more pronounced due to the advanced health care provider role of 

nurses in rural areas (Preston, Young, & Koch, 1991). From the data, it was 
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disconcerting to see the education needs that continue to exist for nurses in working with 

persons with HIV infection. 

As persons adapt to living with HIV infection in rural areas, nurses must make 

themselves available to be incorporated in the social networks of those infected. By 

assisting in increasing community awareness of HIV and methods of providing support 

will enhance to community support networks necessary to supplement the gaps in services 

in rural areas. 

When challenged with issues of persons living with HIV within the community, 

rural communities have responded with compassion and caring. Many rural communities 

have been fortified through people coming together to confront with the impact of disease 

on individuals and communities (American Nurses Association [ANA], 1994). Often 

times, nurses in rural areas are seen as knowledgeable resources. As a result, nurses are 

able to provide a crucial role in assisting both those infected with HIV and those most 

affected in the community to find needed resources and care. 

Nurses also play an invaluable role in attending to psychological needs and provide 

referral and direct interventions to meet the needs of persons living with HIV infection in 

rural areas. An initial, comprehensive assessment of psychosocial needs and internal 

resources is necessary for the HIV-infected individual, their significant other, and the 

family, not only in terms of long-term planning, but also in terms of potential crisis 

intervention (ANA, 1994). The assessment of possible suicidal ideation is import at 

various points of HIV infection, including the initial learning of HIV status, when 
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overwhelmed by multiple losses, or when progression of disease is perceived as painful or 

drawn out. 

Recommendations for Further Research 

No studies were identified that address the psychosocial needs of persons with 

HIV infection living in rural communities. To further understand the experiences of those 

living with HIV infection in rural areas, Bushy (1992) stated that "qualitative information 

is needed about rural patient-family-community dynamics, extended family networks, and 

the use of formal and informal social structures" (p. 51). To provide effective services in 

rural communities, it is imperative that studies of the psychosocial needs of HIV-infected 

individuals be conducted. 

Although Davis, Ferguson, and Stapleton (1992) reported that HIV-infected 

persons experienced problems once migrating to rural communities, only limited anecdotal 

qualitative information was obtained. In addition, the allocation of federal and state funds, 

such as Ryan White, is based on location at the time of AIDS diagnosis. These moneys do 

not accommodate for the number of persons living with HIV infection, nor do they take 

into account migration of persons living with AIDS from one area to the next. Further 

studies of both migratory and indigenous rural HIV-infected populations need to be 

conducted. 

The grounded theory of SURVIVAL DISTANCING only proposes methods by which 

persons living with HIV in rural areas accept and adapt to chronic illness. Based on the 

findings of this study, the following recommendations are suggested: 



161 

1. Further qualitative study of the experiences of persons living with HIV 

infection in rural areas with expanded sample size and diversity, 

2. Qualitative analysis of the experiences of persons living with HIV infection in 

rural areas with targeted focus on ethnic diversity and issues specific to women 

and HIV-infected children, 

3. Additional qualitative study of the experiences of persons living with HIV 

infection indigenous to rural areas, 

4. Development of tools to assist in quantifying these experiences in rural areas, 

5. Longitudinal study of HIV-infected persons from time of diagnosis until death 

with attention to: rural populations, migration trends, economic factors and 

sources of income, support needs, availability of resources, and health care 

services, 

6. Both qualitative and quantitative longitudinal study of the impact of persons 

living with HIV on significant others and family members from initial 

knowledge of HIV infection through bereavement care after death. 

Summary 

The experiences of persons living with HIV infection in rural areas were studied. 

The theory of SURVIVAL DISTANCING emerged from the data. SURVIVAL DISTANCING 

involves balancing and accepting living with HIV infection through defining disease, 

redefining self, relationship with others, such as family, significant other, and peers, and 

the behaviors of the community. In this chapter, the theory of SURVIVAL DISTANCING and 
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comparison of findings to other literature sources were presented. Limitations of the 

study, implications for nursing practice, and recommendations for further research were 

also addressed. 
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concerning the above, please contact this office. 

Sincerely yours. 

William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:js 

cc: Departmental/College Review Committee 
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of Arizona Human Subjects Committee, and deemed to be exempt from review by their full committee. You 
will be receiving a confirmation letter from Dr. Denny. In addition, your project has been reviewed and 
approved by the College of Nursing Human Subjects Review Committee. 

We wish you a valuable and stimulating experience with your research. 
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SUBJECTS CONSENT FORM 

Originated: March 1,1994 

TITLE: LIVING WITH HIV IN RURAL AREAS: A QUALITATIVE ANALYSIS OF 
THE EXPERIENCES OF HIV-INFECTED PERSONS. 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED 
OF THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT IF I 
CONSENT TO DO SO. SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED 
AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED 
CONSENT PRIOR TO PARTICIPATION IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE 
NATURE AND THE RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

PURPOSE 
I am being invited to voluntarily participate in the above-titled research project because I 
am infected with the human immunodeficiency virus (HIV) and reside in a rural area. The 
purpose of the study is to gain information from individuals about their experiences of 
living with HIV in rural areas. 

SELECTION CRITERIA 

I am being invited to participate because I am, 18 years of age or older, and HIV-infected. 
To participate, I must also live in a rural area or a city with less than 50,000 people and 
have to drive 30 minute or more to reach my primary physician. 

PROCEDURE 
By agreeing to participate, I will be privately interviewed and audiotaped for 
approximately one hour. Following the interview, I will be given a short form to write 
down information about myself and my healthcare. The audiotape will then be transcribed 
for later analysis of the information. At the time of interview transcription, all references 
to names and/or identifying information will be changed. Once transcribed, the audiotapes 
will then be erased. 

RISKS 

I will not be exposed to any hazards or incur any costs as a result of my participation in 
this study. Because all participants in this study are HIV-infected, there is some risk that 
others could learn of my condition. 

BENEFITS 
There are no personal benefits for participation in this study. 
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PARTICIPATION COSTS 
There are no costs for participation in this study. Upon completion of the interview and 
demographic data sheet, I will be paid $50.00 as reimbursement for time and effort to 
meet for the required interview. 

LIABILITY 
By my voluntary participation in this study, I am consenting to the use and dissemination 
of information provided in the interview. However, at no time will my identity be revealed 
or inferred. I can obtain further information from Joel Gray, RN, at 626-2533. If I have 
questions concerning my rights as a research subject, I may call the Human Subjects 
Committee office at 626-6721. 

AUTHORIZATION 
BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, INCONVENIENCES, 
RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN 
ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS AT ANY TIME AND THAT I AM 
FREE TO WITHDRAW FROM THE PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS OR 
AFFECTING MY MEDICAL CARE. MY PARTICIPATION IN THIS PROJECT MAY BE ENDED BY 
THE INVESTIGATOR OR BY THE SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS IT 
BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT FORM WILL BE FILED IN AN 
AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS RESTRICTED TO THE 
PRINCIPAL INVESTIGATOR, JOEL GRAY, R.N., OR AUTHORIZED REPRESENTATIVE OF THE 
COLLEGE OF NURSING. I UNDERSTAND THAT I DO NOT GIVE UP ANY OF MY LEGAL RIGHTS 
BY SIGNING THIS FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject Date 

INVESTIGATOR 

I have carefully explained to the subject the nature of the above project. I hereby certify 
that to the best of my knowledge the person who is signing this consent form understands 
clearly the nature, demands, benefits and risks involved in his/her participation. A medical 
problem or language or educational barrier has not precluded this understanding. 

Investigator Date 

Joel R. Gray, RN, BSN, CCRC 
Graduate Student 
1200 E. River Road, #C-31 
Tucson, AZ 85718 
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Demographic Information 

Date:. Subject Number. 

1. Age 

2. Sex • Male • Female 

3. Amount of time living 
at current residence 

4. Distance (in miles) 
to health care 

5. Annual Income $ 

6. Level of Education vrs. 
7. Ethnicity • African American 

• American Indian 
• Asian-Pacific Islander 
• Hispanic/Latino 
• Caucasian 
D Other 

8. Please list the places you have lived over the past ten years (most current to past): 

City Stale Time Period 

From: To: 

From: To: 

From: To: 

From: To: 

From: To: 

^^HeaUhh\ fbrmat ior i^ l  

9. Current CD4 Count.. 10. Are you diagnosed as having AIDS? • Yes • No 

11. To the best of your knowledge, please indicate where you lived when you were most likely 

infected with HIV. 

12. Since being HIV-infected, please list all illnesses that you have had. 

13. Since being HIV-infected, please list all symptoms that you have experienced. 

14. Where, or from whom, do you receive your best information about HIV? 

IS. Where, or from whom, do you receive the most emotional support? 
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Living with HIV in 
a Rural Area? m ^ 

OLUNTEERS NEEDED for a research study of living with HTV 

in rural areas. Selected participants must be willing to be 
interviewed and recorded on tape. 

COMPENSATION OFFERED 

For more information, call Joel Gray, RN at (602) 626-2533 or 
(602) 694-6000, Beeper #1264. 

ARIZONA 

/ 
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Development and Clustering of Categories and Properties 

DEFINING DISEASE 

Phase I. Interviews 1-3 

Disease 0 Acquiring New Knowledge 0 Excessive Monitoring 
0 Avoidance of Suffering 0 Expectant Vigilance 
0 Balancing 0 Facing Disclosure 
0 Challenging Reality 0 Hopelessness 
0 Drawing on Experiences 0 Planning for Future 

0 Acquiring New Knowledge 0 Excessive Monitoring 
0 Avoidance of Suffering 0 Expectant Vigilance 
0 Balancing 0 Facing Disclosure 
0 Challenging Reality 0 Hopelessness 
0 Drawing on Experiences 0 Planning for Future 

Phase n. Interviews 1-5 

Relationship 
with 
Disease 

0 Challenging Norms 0 Interactions with Provider 
0 Educating Others 0 Living with Uncertainty 
0 Expectant Vigilance 0 Maintaining Hope 
0 Experiences of Others 0 New Behaviors 
0 Fear of Progression 0 New Knowledge (new 
0 Financial Implications language) 
0 Health Experiences 0 Personalizing 

0 Withholding Disclosure 
0 Planning for Future 

Phase HI. Interviews 1-5 & Non-Respondent Data 

Defining 
Disease 

- Health 
Experiences 

0 New Knowledge/New Language 0 Negotiating Reality 
0 Living with Uncertainty - experiences of others 

- defining inevitability - financial implications 
- expectant vigilance - facing disclosure 
- fear of progression - new behaviors 
- maintaining hope - educating others 

- planning for future 
0 Health Care Interactions 
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Development and Clustering of Categories and Properties—Continued 

COMMUNITY BEHAVIORS 

Phase I. Interviews 1-3 

Environment... 

- Urban 

- Rural 

0 Balancing 
0 Changing Perspectives 
0 Culture 

- beliefs 
- rituals 
- values 

0 Negotiating Health Care 

0 Economic Factors 
0 Healthy Transition 
0 Identifying Resources 
0 Information Needs 
0 Isolation 
0 Minimizing Stress 
0 Support Issues 

Phase n. Interviews 1-5 

Environment- 0 Challenging Norms 
0 Educating Others 
0 Expectant Vigilance 
0 Experiences of Others 
0 Fear of Progression 
0 Financial Implications 
0 Health Experiences 
0 Interactions with Provider 
0 Isolation 
0 Joint Venture 

0 Living with Uncertainty 
0 Maintaining Hope 
0 Minimizing Stress 
0 New Behaviors 
0 New Knowledge (new 

language) 
0 Personalizing 
0 Withholding Disclosure 
0 Planning for Future 

Phase HI. Interviews 1-5 & Non-Respondent Data 

Community 
Behaviors.. 

0 Cultures and Rituals 
- uninformed 

0 Economic Issues 
0 Healthy Environment 
0 Living with Limits and 

Inconveniences 

0 Minimizing Stress 
- non-support 

0 Reacclimating Self 
0 Rituals to Obtaining Care 
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Development and Clustering of Categories and Properties—Continued 

REDEFINING SELF 

Phase I. Interviews 1-3 

Managing 
Loss 

0 Cumulative Grief 0 Intimacy 

Redefining 0 Avoidance 0 Minimizing Stress 
Self 0 Drawing on Experiences 0 Negotiating Boundaries 

0 Lifestyle Changes 0 Preexisting Behaviors 
- healthy versus ill 0 Reactions of Others 
- new behaviors 0 Spirituality 
- new knowledge 0 Sharing with Others 

0 Maintaining Hope 

Phase n. Interviews 1-5 

Managing 
Loss 

0 Cumulative Grief 

Redefining 0 Drawing on Experiences 0 Intimacy 
Self 0 Educating Others 0 Personal Beliefs 

0 Emotions 0 Preexisting Issues 
0 Health Choices 0 Pushing Limits 

- early intervention 0 Self-Acceptance 
- suicide 0 Sharing Experiences 
- nutrition 0 Spiritual Support 

Phase HI. Interviews 1-5 & Non-Respondent Data 

Redefining 0 Drawing from Experiences 0 Emotional Responses 
Self - preexisting behaviors - managing loss 

0 Health Choices 0 Self-Acceptance 
- early intervention 0 Spiritual Support 
- nutrition 
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Development and Clustering of Categories and Properties—Continued 

FAMILY, SIGNIFICANT OTHER, AND PEERS 

Phase I. Interviews 1-3 

Significant 0 Acceptance 
Others 0 Developmental Experiences 

0 Distancing 
- Biological o Familiarity 

0 Open Communication 
-Extended $ protecting 

Phase II. Interviews 1-5 

Family 0 Barriers & Benefits to Disclosure 0 Mother 
0 Developmental Experiences 0 Respect 
0 Familiarity 0 Support Limits 
0 Maintaining Balance 

Role of 
Significant 
Other 

0 Expectations 0 New Responsibilities 
0 Loss 0 Support 
0 Experiences 0 Limits to Support 
0 New Behaviors 

Peer Support.. 0 Avoidance of 0 Developing New Beliefs 
0 Avoidance of Negativism 0 Limited Resources 
0 Balancing 0 Networking 
0 Experiences of Others 0 Venting 

Phase HI. Interviews 1-5 & Non-Respondent Data 

Relationship 
with 
Family 

0 Developmental Experiences 0 Limits to Support 
0 Mother 0 Redefining Relationship 
0 Support 

Relationship 
with 
Significant 
Other 

0 Expectations 0 New Responsibilities 
0 Loss 0 Support 
0 New Behaviors 0 Limits to Support 

Relationship 
with Peers.. 

0 Challenges and Avoidance 0 Networking 
0 Limited Resources 

0 Relationship with Partner 
- distancing 
- expectations 
- support problems 

0 Support Needs 
0 Withholding Information 
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