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ABSTRACT 

Little research has been conducted on the psychological aspects of living 

with AIDS especially for persons outside of large urban areas. Five participants 

from a West Texas community discussed what it meant to live with AIDS. 

Hermeneutic analysis revealed three distinct patterns. Presented in their own 

words, these patterns included themes, issues, and possible emergent themes. The 

themes identified were the need for more caring from health providers, the 

importance of quality in their relationships, and the significance of spiritual 

beliefs. Issues included financial concerns, altered family dynamics, changing 

mental health care needs, and coping with death and dying. The possible 

emergent themes included experiencing prejudice, physical inconveniences, 

finding a positive angle about the experience, and concern for significant others. 

The findings indicate areas affecting the mental health of clients living with AIDS 

and provide a starting place for assessing the mental health needs of these clients. 
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CHAPTER 1 

INTRODUCTION TO THE STUDY 

Purpose 

The purpose of this study is to explore the meaning of living with 

Acquired Immunodeficiency Syndrome (AIDS) in a sample residing in a rural 

West Texas community. Exploration of the meaning this diagnosis has for the 

study participants will assist in understanding the mental health aspects of living 

with AIDS. Understanding these mental health aspects enables health care 

providers to meet the self-identified needs of those living with the disease in the 

designated community. 

Background and Significance of the Study 

According to the Centers for Disease Control (CDC), the first 100,(XX) 

reported cases of AIDS in the United States occurred between 1981 and 1989, a 

period of 8 years, whereas the second 100,(X)0 reported cases occurred between 

1989-1991, a period of only 2 years (1992). This dramatic increase in the number 

of persons diagnosed with AIDS has challenged the health care system's ability to 

meet the many needs of these clients. In addition, a change has occurred in the 

epidemiology of the disease since the beginning of the epidemic. In the early 

1980's, most of the reported cases were among homosexual/bisexual males living 

in large urban areas, especially in New York and California; by 1990, two-thirds 

of the cases were being reported outside of New York and California (CDC, 

1991). The CDC also reports that the greatest proportion of increase occurred in 
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the Southern region of the country, which includes Texas (1992). Rural 

communities are not exempt from these changes. Two hundred and five persons 

diagnosed with AIDS have sought medical care in the mid-sized West Texas city 

of this study since June, 1985; those currently living include 91 men who are 

predominantly white males over age 18, and 8 women consisting of all races, 

predominantly over age 26 (Mitchell, 1993). 

Little research has been done to assess the mental health needs of people 

diagnosed with AIDS, especially research focused from their perspective. Rather, 

most of the non-nursing research focuses on biological characteristics, studies in 

epidemiology, and the diagnosis and treatment of AIDS (Larson & Ropka, 1991). 

Emphasis has also been placed on preventing the spread of the infection. 

According to the Public Health Senice, "|tlhe primary public health purposes of 

counseling and testing are to help uninfected individuals initiate and sustain 

behavioral changes that reduce their risk of becoming infected and to assist 

infected individuals in avoiding infecting others" (CDC, 1987 p. 509). In 1988, 

the National Center for Nursing Research, along with the National Institute of 

Health, ranked HIV infection second in priority for areas needing further research 

(Larson & Ropka, 1991). In addition to the areas of prevention and physical 

aspects, this group also identified psychosocial aspects, delivery of nursing care, 

and applied ethics as priority issues for nursing research related to HIV infection 

(Larson & Ropka, 1991). 

According to the U.S. Department of Health and Human Services' 

publication Healthy People 2000 (1990), mental health is a general term, referring 

to "the ability of individuals to negotiate daily challenges and social interactions 



without experiencing cognitive, emotional or behavioral difficulties" (p. 208). 

Mental health is further defined as being affected by numerous factors from 

biological vulnerabilities to environmental conditions. Although meeting the 

mental health needs of persons with AIDS is not specifically cited in this 

publication, there is a section devoted to HIV prevention and counseling. One of 

the goals is to increase the proportion of HIV infected people who have been 

tested. The baseline figures estimate that by 1989 only 15% of the approximately 

1,000,(XX) people infected with HIV had been tested; the goal is to increase this 

figure to 80% by the year 2000 (U.S. Department of Health and Human Services). 

If this goal is realized, it indicates many more people will experience the mental 

health implications that accompany knowledge of being infected by HIV, and the 

possible future diagnosis of AIDS. Primary health care providers trying to meet 

the needs of their clients will be affected not only by the challenges of providing 

physical care, but of providing emotional and psychological support. In fact, one 

of the general mental health goals published in Healthy People 2000 is to 

increase the preparation of primary care providers who routinely assess the 

cognitive, emotional and behavioral functioning of their clients and review with 

them the resources available to deal with identified problems (U.S. Department of 

Health and Human Services, 1990). 

Knox (1989) reports that, "AIDS is likely to become the major mental 

health problem of the 1990's" (p. 185). The psychological consequences of living 

with AIDS are multi-faceted. The nature of the disease frequently results in 

physical disfigurement, pain, mental disabilities, and the possibility of an early 

death (Knox, 1989). In themselves, these changes have psychological 



consequences. The diagnosis of AIDS is further compounded by public fears, 

prejudices, misunderstandings, social isolation, altered sexuality and financial 

concerns (Knox, 1989; van Servellen, Nyamathi, & Mannion, 1989). Central 

nervous system involvement often results in progressive neurologic dysfunction 

such as psychomotor retardation, decreased alertness, confusion, disorientation, 

and dementia (Holland & Tross, 1985; van Servellen et al., 1989). Many people 

diagnosed with AIDS have lost friends and partners to the disease. The death of a 

significant other, one of the most severe psychological stresses, is further 

compounded in losing a partner to AIDS; and because of the social stigma and 

lack of customary social support systems, many individuals remain alone in their 

grief (Sowell, Bramlett, Gueldner, Gritsmacher, & Martin, 1991). 

The diagnosis of infection not only affects mental health; studies indicate 

that mental states also affect the physical body. Lovejoy and Sisson (1989) 

explored the concept of psychoneuroimmunology, the neurological 

communication between psychological factors and the immune system, as it 

relates to AIDS. Carson and Green (1992) found a connection between spiritual 

or existential well-being and hardiness in persons with AIDS. Hardiness was 

defined as the ability to resist the effects of stress by altering the perception of the 

situation and was theorized as possibly having an effect on long-term survival. 

By investigating the meaning of living with AIDS, primary care givers can 

better meet the needs of those currently diagnosed with this condition. In 

addition, they will be better able to understand the needs of those who will be 

diagnosed in the future. According to Dossey (1989), meaning is an integral part 

of existence. There is no separation between the physical and psychological 



aspects of human beings. The nature of the meaning given to an experience is 

significant because meaning is linked to the mental regulation of all body systems 

and influences states of wellness or illness (Dossey, 1988). 

The view of clients as holistic individuals demands attention to all aspects 

of their being. The understanding imparted by this study contributes to nursing's 

knowledge about the mental health needs of people living with AIDS. This 

knowledge is essential for health care providers to render holistic, client-centered 

care. Nurses are the predominant care givers in the hospital setting when 

encountering persons with AIDS who are experiencing acute health care needs 

such as opportunistic infections. These acute episodes not only affect the 

physical, but also have consequences for the psychological and emotional aspects 

of the client. Hospitalization itself has been shown to impose added 

psychological stress (van Servellen et al., 1989). In addition, nurses are also 

major care givers outside of the hospital, providing home health care and 

community services. In fact, most of the care persons with AIDS receive is 

outside of the hospital setting (Knox, 1989). Thus, nurses are often the main care 

providers of persons with AIDS and, as such, are in the position to meet the needs 

of these clients. 

Statement 

This investigation is designed to facilitate an understanding of the self-

reported mental health aspects of living with AIDS. The study focuses on how 

people living with a diagnosis of AIDS give meaning to their experience; it 

identifies their mental health concerns, and explores how they perceive these 



concerns have been addressed by primary health providers encountered in the 

health care system. 

Research Question 

A qualitative, phenomenological approach is used to explore the question: 

What is the experience of living with AIDS as it relates to mental health? 

Conceptual Framework 

The purpose of a conceptual framework is to provide structure for viewing 

the phenomena. The framework used in this study is Rogers' Science of Unitary 

Human Beings. This approach is used as a way of perceiving the phenomena 

rather than as a means for operationalizing specific principles. Rogers' model 

views human beings as open energy fields that are integral with the environment 

(Rogers, 1989). TTiis view of human beings is used as a basis for studying not 

only the individual clients interviewed, but also the entire sample as a unique 

energy field in relation to the environment The environmental field, as defined by 

the model, is everything that is external to the human energy field under study and 

is specific to its given human field (Rogers, 1989). The term "field" includes 

animate fields such as families, society, and health care providers, as well as 

inanimate fields such as politics, housing, employment, food, and resources. The 

human and environmental fields are integral; they evolve and change together 

(Rogers, 1989). Thus, the experiences of those living with AIDS cannot be 

studied apart from the West Texas environment in which they reside. 



Although this study is primarily concerned with mental health aspects of 

the AIDS experience, the central question is one of meaning. The meaning of a 

lived experience is rooted in the totality of the human-environmental field 

interaction. The Rogerian view of the worid is inclusive and views the human 

field as constantly changing. The human and environmental field interaction can 

be identified through the unique patterns manifested by the continual flow of 

energy between the two fields. This conceptual framework is consistent with the 

phenomenological methodology of this study, which will be addressed later. The 

stories and examples shared by participants are manifestations of the patterns that 

uniquely characterize the experiences of this group. Rogers views the human 

being in totality with an understanding that current patterns are based on past and 

present interactions with the environmental field. Human experience cannot be 

understood by studying the separate subsystems of social, psychological, or 

biophysical aspects any more than by separating out independent and dependent 

variables. 

There are three principles in Rogers' theory that help explain the 

relationship of the human and environmental energy fields to one another. Rogers 

calls these the principles of homeodynamics (1989). A brief description and 

examples of these principles follows. 

Integrality explains the mutual process of evolution of the human and 

environmental fields. For instance, in this study, the principle of integrality 

illustrates that the experience of living with AIDS is intrinsically linked to 

interactions between the subjects and the West Texas environment. The 

experience would be different in a different environmental field. 



Resonancv explains the nature of the patterning process, or how these 

interactions occur. An energy field can be identified by a single, resonating wave, 

which in Rogers' theory, evolves from lower to higher frequencies. An example 

of resonancy includes how the experience of living with AIDS has changed over 

time and how the environmental field has played a role in this change. 

Helicy describes the nature and direction of continual, increasing diversity 

of the field pattern characterized by nonrepeating rhythms. For example, this 

principle is evident by the kinds of rhythms or themes that are reflected in the 

narrative experiences of people with AIDS, how the environmental field has 

supported or hindered subjects' progress toward goals, and the inability for either 

the person with AIDS, or the West Texas community to return to a pre-AIDS era. 

Simply, the principles explain the nature of continuous interaction 

between the human and environmental fields, which is evident in patterns that are 

continually increasing in frequency and diversity. In addition, the interactions or 

experiences are cumulative; neither field can return to a previous state or 

interaction experience since both continually evolve and change together. 

According to Barrett (1988), there are two phases for nursing intervention 

when using the Rogerian conceptual model. The first phase is pattern 

manifestation appraisal. This phase identifies the evolving patterns of human-

environmental interaction. The second phase involves deliberate mutual 

repatteming of the environmental field by the nurse and/or client to promote 

harmony in the area of health. This study is concerned only with the first phase: 

identification of patterns or common themes that emerge from the experiences of 

persons living with AIDS. By looking at the pattern profile for this sample. 
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awareness and the ability to describe the experiences, perceptions, and 

expressions of the health care situation are possible (Martin, Forchuk, Santopinto 

& Butcher, 1992). According to the two phases of nursing intervention, this 

awareness and ability to describe usually leads to the second phase of nursing 

intervention, repatteming. However, it is beyond the scope of this study to 

postulate repatteming of the environmental field. This second phase of 

intervention needs to be addressed by individual practitioners and/or the whole 

health care delivery system once patterns have been identified and described. 

Definitions 

AIDS—Acquired Immunodeficiency Syndrome: a progression of HIV 

disease to symptomatic infection as identified by the development of certain 

opportunistic infections and/or a CD4 cell count of less than 200. 

HIV disease-infection with the Human Immunodeficiency Virus; this 

definition includes all stages of disease, from asymptomatic infection to AIDS. 

Meaning-personal attributing of significance given to the transaction 

between the person and the situation which is rooted in cultural beliefs and past 

experiences. Meaning provides fullness and richness in life; it is necessary for the 

healthy function of human beings (Dossey, 1988). 

Mental health-the ability of individuals to negotiate daily challenges and 

social interactions without experiencing cognitive, emotional or behavioral 

difficulties (//^a///iy People 2000, 1990). 

Primary health care provider-the principle care giver who provides a 

variety of direct services to a client to promote wellness. 



Assumptions 

1. AIDS is a growing health concern in this country. 

2. The epidemic is no longer limited to large, urban centers. 

3. AIDS is a condition that affects all aspects of a person's being. 

4. Nursing is concerned with the holistic care of clients. 

5. Those living with AIDS are the best authorities for adequately 

identifying the meaning of the experience (Nokes & Carver, 1991). 

6. Identification of common themes assists in communicating an 

understanding of the experience of living w ith AIDS to others. 

7. Subjects respond truthfully about their diagnosis and experiences. 

8. All subjects speak English as their primary language. 

Limitations 

1. Sharing personal experiences related to their diagnosis may be difficult 

for some subjects. 

2. Convenience sampling techniques and the small sample size do not 

allow application of findings outside of the sample. 

3. Reliability is often difficult to obtain in qualitative research due to the 

inability to precisely repeat data collection methods. 

4. Subsequent interviewing techniques may change as the researcher gains 

understanding of the subject matter during initial interviews. 

5. Verbatim transcripts of audio-taped interviews for later analysis are 

unable to replicate subtleties grounded in inflection, pauses, and certain nonverbal 

communications, such as body language. 
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CHAPTER II 

LITERATURE REVIEW 

There are several general articles published in the nursing and 

psychological journals that relate to the psychosocial aspects of AIDS (Flaskerud, 

1987; van Servellen et al., 1989; Holland & Tross, 1985; Nichols, 1985; Chung & 

Magraw, 1992; Knox, 1989). Some of these articles cite work by others to 

provide an overview of psychosocial issues faced by people with AIDS. 

However, not all of the articles identify research that support their assertions. 

Therefore, the literature review for this study focuses on the primary sources of 

research that have been conducted in the area of mental health issues and AIDS. 

Psychological Aspects of Persons with AIDS 

Dilley, Ochitill, Peri, and Volberding (1985) provided psychiatric 

consultation to hospitalized clients with AIDS who were referred from the 

medical ward of a large urban hospital. They reported the results of semi-

structured interviews and mental status exams of 13 gay and bisexual men who 

were referred because of either emotional and behavioral problems, or their own 

request for psychological consultation. Psychological themes identified included 

coping with a life-threatening illness, uncertainty about the diagnosis, social 

isolation, and illness as retribution. Although the clinical picture was known, the 

research was conducted before HIV was identified as the causative agent of 

infection. This aspect may have had a large influence on the themes identified. 

Since the study consisted of hospitalized clients experiencing both acute physical 
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illness as well as identifiable problems with adjustment, the results may or may 

not have any resemblance to the mental health issues faced by the West Texas 

participants of this study who are being cared for on an out-patient basis. 

In 1990, Komiewicz, O'Brien, and Larson designed a study to identify 

psychosocial variables affecting persons who were either infected with HIV or at 

risk for infection from HIV. The study consisted of 87 subjects in a major 

metropolitan medical center. The variables measured were self-concept, self-

esteem, alienation, and social functioning as reported on self-administered scales. 

Results indicated that those who did not know their HIV status but were in high 

risk groups, and those with asymptomatic infection reported more feelings of 

alienation and of powerlessness than those with symptoms of HIV disease. All 

females and black males had greater feelings of alienation than did white males. 

These findings seem to indicate that social concerns and uncertainty about the 

future have a strong impact on the mental health issues of AIDS. 

Meaning and Spiritual Well-Being 

Human beings attribute meaning to an experience to help them cope and to 

make life worth living. In the literature, most research concerned with the 

meaning of AIDS has focused on aspects of spiritual and existential well-being. 

Belcher, Dettmore, and Holzemer (1989) were among the first to use a method of 

qualitative analysis to find themes in the experience of AIDS. These researchers 

explored the personal experiences of spirituality and AIDS by correlating a review 

of the literature with interviews from 35 infected people. Results from the 

interviews showed that although respondents held varied definitions of 
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spirituality; on the whole, they viewed their diagnosis as positively enhancing 

their spirituality. When responding to the question of what it was like to live with 

AIDS, subjects indicated that their moods depended upon the level of illness or 

wellness that they were experiencing. While family, friends, and lovers were 

identified as primary systems of support, there were mixed responses as to 

whether support groups were beneficial. The behavior of health care providers as 

support systems was assessed with regard to their ability to address spiritual 

concerns. Those who proselytized were denounced; whereas, health care 

providers who listened without judgment or those who tentatively shared their 

spirituality were found to be beneficial. A weakness of this study was the 

omission of certain information, including the methods used to interview subjects, 

the demographics of the sample, the location of the study, and the methods of 

analysis. This information is important to adequately assess the value of the 

findings. 

Carson, Soeken, Shanty, and Terry (1990) also studied aspects of 

spirituality by using a quantitative approach. They found a positive correlation 

between levels of hope and spiritual well-being in 65 HIV-positive males. In 

addition, clients diagnosed with AIDS had significantly more hope than those 

with AlDS-related complex. These results are consistent with those of 

Komiewicz et al. (1990) which found that persons diagnosed with AIDS had 

fewer feelings of mental distress than those with asymptomatic HIV infection. 

Both of these studies seem to show a trend toward persons coming to terms with 

the disease and being able to make adjustments in their lives once the diagnosis of 

AIDS had been made. This may indicate that uncertainty about the future 
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contributes more to mental distress than a definitive diagnosis of AIDS. Carson et 

al. (1990) point out that the results of their study need to be carefully examined 

because all of the subjects were receiving care in a large, well-known, and 

prestigious research institution. The experiences these subjects had with the 

health care delivery system and thus their mental health concerns may be quite 

different from those of people receiving care in other institutions. 

A more recent inquiry into spiritual well-being was conducted by Carson 

and Green (1992). This research studied the extent to which spiritual well-being 

and certain demographic variables were associated with hardiness. A 

nonprobabilistic sample made up of 100 subjects from a large Baltimore clinic 

were given self-administered surveys to measure these aspects. Results indicated 

significant correlation between spiritual well-being, specifically the existential 

aspect of spirituality, and hardiness. This finding of existential well-being is 

important because it indicates a concern for meaning and significance in life. 

Hardiness is a measure of the ability to resist the negative aspects of stress and 

may be a critical factor in the long-term survival of persons with AIDS. The 

authors of this study view the results as supporting their theoretical assumption 

that a relationship exists between finding meaning in life and psychological 

health. 

Literature Related to Methodology 

Some researchers have used qualitative methods such as grounded theory, 

narrative analysis, and phenomenological approaches to study the experiences of 

persons with AIDS. The research conducted by Belcher et al. (1989) has not been 
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included here because the actual methods used for interpretation were not 

identified; however, the results were reported under spirituality and meaning. 

Weiss (1988) reported hypotheses about the experience of AIDS based on 

the results of a pilot study consisting of interviews with three men in Boston. As 

with Belcher et al. (1989), Weiss did not identify methods for data analysis. Of 

interest to the present study were the findings that persons with AIDS place 

considerable emphasis on the relationship with their primary physician and they 

rely on this relationship as a source of support. This study also identified 

psychological issues such as compartmentalizing to relieve tension and fear, 

quality of life as enhanced by hope for the future, exploring the meanings of life, 

and feelings of being alone. Three vignettes were included in the report of results. 

This method of communicating information is similar to that of the present study; 

however, the author does not state whether the vignettes are examples of recurrent 

themes or isolated individual experiences. 

Viney and Bousfield (1991) used narrative analysis to interpret and 

classify findings from psychosocial research. This approach assumes that people 

create meaning about events by telling stories about them and that these stories, or 

narratives, can be used to understand what these meanings are. The researchers 

used an unstructured interview schedule to explore the meanings applied to being 

HIV infected in a sample of 30 HIV-infected men from Melbourne or Sydney, 

Australia. The results of this research focused more on an analysis of the method 

than on the content of the interviews. The authors concluded that using narratives 

had the advantages of being more respectful, ethical, and able to come closer to 

the meanings imparted by the participants than other methods. Disadvantages of 
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using this method included an enormous involvement of time, the lack of unique 

features which define a narrative, and the difficulty identifying criteria for 

narrative analysis. 

Gaskins (1990) used a different approach, that of grounded theory, to 

identify and describe psychological aspects of being infected with HIV in a 

sample of ten people. The method of using grounded theory for analysis attempts 

to discover and generate theory from the data. This is similar to the present study 

in which the phenomena are approached without preconceived variables to be 

measured. Rather, both methods allow themes, or in this case theory, to emerge. 

The core category that emerged from Gaskins' research was "fighting to survive 

with HIV infection." Concepts that supported this core category included clients 

taking care of themselves and having some control over life processes of everyday 

work as well as illness work. Another concept that supported the core category 

included adjusting to changes in one's autobiography. This adjustment included 

not knowing, accepting homosexuality, experiencing changing feelings, 

protecting confidentiality, dealing with the medical profession, dealing with 

multiple losses, and living with a terminal illness. The theory that emerged from 

the data included a two-stage response to infection. The first stage involved 

initial responses to diagnosis (who to tell, whether to commit suicide, and needed 

lifestyle changes). The second stage included responses about continuing to live, 

including how to fight to survive with HIV. 
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The Lived Experience of AIDS 

Three articles addressed the lived experience of persons with AIDS. The 

focus on "lived experience" is a direct, non-abstracted approach to studying 

everyday reality. Two of the studies used a phenomenological approach to data 

gathering and analysis and provide a means for exploring the phenomena from the 

perspective of the subjects. 

Bennett (1990) explored what meaning the experience of being 

stigmatized had for persons with AIDS living in New Orieans. A convenience 

sample often while, homosexual men were asked open-ended questions regarding 

the changes in relations with others and in their self-esteem since diagnosis, and 

were asked to give examples of prejudices and discrimination they encountered. 

Analysis of their experiences found that the phenomena of stigmatization included 

both themes of rejection and of protection in social interactions. Rejection by 

others was described by phrases ranging from "shy away" to the more obvious 

reactions of staring and gossip. In addition, subjects described feeling "cut off 

from employment, housing, family, and friends. F*rotection came from a variety 

of sources, including self-preservation strategies and psychological defenses of 

anger and self-concealment. Lovers were identified as "bumper guard" protectors 

and as the main source of social support. As a way of enhancing their threatened 

self-image, many respondents stated that they compared themselves to others with 

AIDS in order to view themselves as more fortunate. 

Sowell et al. (1991) also conducted a phenomenological study to explore 

the lived experiences of persons with AIDS. Eight male subjects who had lost 

their lovers to AIDS within the past 18 months were asked to describe their 
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experience of the loss, and to describe the events and the feelings experienced 

before and after the loss. Analysis of the themes revealed three categories of 

experiences: isolation from family and friends along with disconnectedness from 

self; emotional confusion such as guilt, loneliness, anger, and ambivalence; and 

finally, acceptance as well as denial regarding the loss. The essential nature of the 

experience was one of intense and ambivalent feelings and emotions. The authors 

postulated that although this experience may be common to all bereaved persons, 

the emotions are intensified in this group because of the social sanctions against 

AIDS and the limited social support system available to facilitate the 

bereavement. These investigators cautioned against the generalization of the 

findings to other populations due to the difficulty encountered in trying to obtain 

subjects outside of large urban centers. 

Fmally, Nokes and Carver (1991) explored the meaning of living with 

AIDS. These researchers used Parse's theory both as a conceptual model and as a 

method for data analysis. Fourteen subjects consisting of both males and females 

were asked open-ended questions. The questions were derived from the model's 

theoretical structure and categorized according to the essence of the experience, 

opportunities and limitations, and unfolding possibilities. Responses to the 

questions were also categorized according to these areas. In this way, the research 

was used as a means of validating Parse's theory as a method of analysis. Results 

indicated that the meaning of the lived experience of AIDS consists of "an abrupt 

shift in patterns of becoming, sparked by unpredictable changing relationships 

with others as different hopes and dreams emerged amidst suffering" (p. 177). The 

findings support the theoretical assumption that humans are constantly evolving 
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and finding new meanings in experience. This assumption is consistent with 

Rogers' conceptual view of human beings. In addition, this research asks the 

same central question as the present study; however, it does not use a 

phenomenological method of analysis. 

In summary, the related literature exhibits both similarities with and 

differences from the present research. One of the most pronounced differences is 

the location in which the research was conducted. Not all of the articles had 

identifiable locations, but most either identified their location as a large urban 

center, identified the problems in obtaining subjects outside of urban areas, 

identified themselves as practicing in a large urban area, or used a large sample 

number (which indicates a larger population). The present research is set in a 

more rural area, that of West Texas. 

Like the current study, all of the reviewed research focused on 

psychological aspects of AIDS—some through quantitative and some through 

qualitative analysis. However, because this study uses Rogers' theoretical 

framework which views subjects as homeodynamic, it is better served by a 

qualitative method rather than a quantitative one based upon pre-determined 

variables and categories for analysis. 

A phenomenological approach to data gathering and analysis provides a 

qualitative means for exploring the phenomena from the perspective of the 

subjects. Examples included in this review addressed specific psychological 

aspects such as stigmatization and loss of a lover to AIDS. Nokes and Carver 

(1991) explored the broader central issue of concern for the present study: the 

meaning of living with AIDS. However, that research did not use a 
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phenomenological approach; it was equally concerned with both the experience of 

living with AIDS and with validating the conceptual model used. In addition, 

Nokes and Carver used an abstracted analysis of the experience to communicate 

their findings. The present research builds on the knowledge base of this earlier 

study, but uses a different sample and a different approach to methodology which 

is further explained in the next section. 
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CHAPTER III 

METHODS 

Design 

A qualitative, phenomenological approach was used to study the 

experience of living with AIDS. Participants were interviewed and stories of their 

experiences were interpreted using the hermeneutic method to discover and 

communicate common themes. 

Qualitative research is concerned with the whole person in context. 

Phenomenology is a type of qualitative research that seeks to understand the 

phenomenon, in this case the experience of living with AIDS, by studying the 

essence of the experience with thoughtful attention; it attempts to discover insight 

in the search for what it means to be human (Munhall, 1991). Human concerns 

and meanings can best be understood through such an approach rather than 

through strategies that attempt to decontextualize through strict operational ism 

(Benner, 1985). 

According to Leininger (1985), the purpose of qualitative research is to 

describe and interpret the totality of what is being studied from the subject's 

viewpoint. Therefore, this study examines and communicates the participants' 

experiences within a narrative framework. Told from the subjects' points of view, 

narratives are stories that attempt to endow experience with personal and cultural 

significance (Sandelowski, 1991). 

Benner (1985) states, "meaning resides not solely within the individual nor 

solely within the situation, but is a transaction between the two so that the 

21 



individual both constitutes and is constituted by the situation" (p. 7). AIDS is not 

an experience that can be understood apart from the situations which give it 

meaning. Human beings give meaning to such phenomena as AIDS because of 

all the background, the preunderstandings, and the past history that they bring to 

an experience. This view is consistent with Rogers' theoretical framework 

described earlier. Human and environmental fields are integral and evolve 

together. Meanings are not shaped in a vacuum, but through language, culture, 

and history. 

This shared background of language, culture, and history is precisely why 

others can understand the experience of AIDS when an interpretive method such 

as hermeneutics is used to communicate the fmdings. Hermeneutics, a branch of 

phenomenology, is an interpretive strategy that seeks to study the person in 

context. The hermeneutic method uses narratives to uncover and to illustrate the 

meaning of the experience in such a w ay that it is not destroyed, distorted, or 

trivialized (Benner, 1985). This approach attempts to achieve understanding of 

the experience in the words of the subjects, not to find higher levels of abstraction 

which could render these experiences meaningless when taken out of context. 

The methods of hermeneutic interpretation are further illustrated under the data 

analysis section. 

Sample 

The sample was derived from the population of persons diagnosed with 

AIDS living in a West Texas area serviced by the South Plains AIDS Resource 

Center (SPARC). A convenience sample was obtained through volunteers who 
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responded to a notice of solicitation placed in the SPARC monthly newsletter, or 

who expressed an interest to participate. Criteria for inclusion of subjects 

included English-speaking adults (18 years and over) diagnosed with AIDS who 

live in the West Texas area. The sample obtained consisted of five males, four of 

whom defined themselves as homosexual, and one who defined his sexual 

orientation as "varied." They ranged in age from 26 to 46 years old with a mean 

of 35.8 years. All of the participants were high school graduates; three of them 

had post-high school education. The range in time since being diagnosed with 

AIDS was from 18 months to 13 years. Two of the participants were diagnosed 

18 months prior to the study, two at four and five years, respectively, and one has 

been living with AIDS for 13 years. The race of the participants included three 

whites, one African American, and one Hispanic. 

Setting 

A meeting time and place were arranged individually with each 

participant. Interviews were conducted in a private setting, the location dependent 

upon the preference and convenience of the individual. The majority of 

interviews were conducted at a Health Sciences Center in West Texas. One 

subject chose to be interviewed in his home; one chose a public restaurant. 

Protection of Human Subjects 

Permission to conduct the study was obtained from the Institutional 

Review Board of Texas Tech University Health Sciences Center (Appendix A). 

In addition, permission to access clients was obtained through SPARC (Appendix 
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B). Persons expressing an interest in participation were contacted and given 

information regarding the purpose and methods of the study. Subjects were 

assured that participation was voluntary, and that they could refuse to participate 

at any time. Written consent to participate and to be audio-taped during the 

interview were obtained (Appendix C). Confidentiality was assured by coding 

subjects' identities during transcription of the recordings. 

Data Collection 

Each participant was engaged in an audio-taped, open-ended interview to 

allow ample time and freedom to talk about their experiences. They were asked 

to describe their experiences of living with AIDS as fully as possible. Examples, 

further descriptions, and clarification were requested as needed. 

Instrument Description 

The study explored the mental health aspects of AIDS as related to the 

meaning of living this experience. Before conducting this research the parameters 

of the topic under study were unknown. Therefore, informal, non-structured 

interviews were conducted. This approach was consistent with the study's 

philosophy of discovery. According to May (1991), " an important challenge in 

qualitative research interviewing is maintaining enough flexibility to elicit 

individual stories, which are likely to vary a great deal (at least at first glance), 

while gathering information with enough consistency to allow for comparisons 

between and among subjects" (p. 192). 

24 



Individual interviews began by asking the participant to respond to the 

question, "What has it meant to you to be living with AIDS?" Reflection was 

used to explore this question as thoroughly as possible, as were requests for 

examples, descriptions, and clarification. Also, in order to ensure that essentially 

the same areas had been addressed by the subjects, the following prompts related 

to mental health aspects were used as needed to help guide the interview: 

Tell me about how you dealt with the knowledge of your HIV status; 

Describe for me some of the changes in your life since diagnosis; 

Tell me about your experiences with the health care system; and 

Tell me about experiences with your primary health care providers. 

Data Analysis 

In qualitative studies, data analysis refers to the categorizing and ordering 

of information in such a way as to make sense of it and to communicate a true and 

accurate report of the findings (Brink, 1991). Hermeneutic interpretation was 

used to analyze the interview transcripts in order to seek commonalties in the 

meanings of the experiences. The hermeneutic interpretative method uses a 

systematic analysis of the whole story, a systematic analysis of parts of the story, 

and then compares the interpretations for unity and conflict; this shifting back and 

forth between the parts and the whole reveals themes, issues, and generates new 

questions (Benner, 1985). Interpretive strategies are used for both discovering 

and presenting meanings in the text. According to Benner (1985), three strategies 

are used in hermeneutics to help clarify these meanings: paradigm cases, 

exemplars, and thematic analysis. 
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Paradigm cases are whole stories that stand out because of their particular 

clarity or vividness. Often the pattern of meanings depicted by the paradigm case 

cannot be broken down without losing important aspects of the meaning. 

Exemplars are similar to paradigm cases but are smaller vignettes that also 

capture the meaning in context. 

Thematic analysis identifies common themes in the interview. 

Control Methods 

Control measures are necessary to assure the truthfulness of the results 

presented. The usual measures of validity and reliability generally accepted in 

quantitative research are not appropriate for use in phenomenological studies. 

The need for different control methods is expressed by Sandelowski (1991): 

Located in a hermeneutic circle of (re) interpretation, narratives 
with common story elements can be reasonably expected to change 
from telling to telling, making the idea of empirically validating 
them for consistency or stability completely alien to the concept of 
narrative truth. Misguided effects to verify findings (for example, 
the use of test-retest and interrater reliability kinds of measures) 
suggest a misplaced preoccupation with empirical rather than 
narrative standards of truth and a profound lack of understanding 
of the temporal and limited nature and vital meaning making 
functions of storytelling, (p. 165) 

Nevertheless, steps to minimize errors of interpretation and to control 

interpretive bias remain important. Qualitative research methods have issues of 

reliability and validity built into the study design. For instance, interviewer bias 

(the tendency to selectively choose or ignore certain data) was controlled by the 

use of audio-taped interviews. The hermeneutic strategy of constantly comparing 

the whole to the parts assisted bias control by exposing contradictions and 
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inconsistencies as well as meaningful patterns (Benner, 1985). The finding of 

common themes and patterns exposed redundancy, and provided confidence in the 

reliability of the interpretation. Finally, to assure validity, two participants were 

asked to read the findings to assure that the interpretations were consistent with 

their experiences. 
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CHAPTER IV 

PRESENTATION OF DATA 

Transcriptions of the taped interviews were analyzed using hermeneutic 

analysis. Multiple readings of the transcripts allowed meanings inherent in each 

participant's experience of living with AIDS to become apparent. Comparison of 

whole narratives revealed themes, issues, and possible emergent themes which are 

presented in this section. New questions arising from this study are addressed 

under future recommendations. 

Because the participants were asked an open-ended question about what it 

means to be living with AIDS, the choice of what experiences to share with the 

researcher indicated their mental health concerns. The grouping of themes was a 

result of these choices and was also influenced by the background of the 

researcher. The data are presented with minimal analytic commentary so that 

readers, although influenced by the researcher, can gain an understanding of the 

meaning of living with AIDS using their own background and prior experiences. 

Excerpts from the narratives are used to communicate the data in the form of 

exemplars to embody the meanings in a situation and through shorter excerpts to 

illustrate the themes presented. 

Three themes emerged from the narratives that held common meanings for 

all of the participants. The most pervasive theme was expressed as a need to feel 

compassion from health care providers. Another theme indicated that the 

participants were concerned about how they related to other people. The final 
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theme to emerge revealed that spirituality was an important aspect of their lives. 

Narrative examples of these themes are presented in the first part of this section. 

The next part of this section includes issues raised during all of the 

interviews. That the same topics were shared by everyone indicates that these are 

issues which hold meaning in the experience of living with AIDS. These 

common topic areas included finances, family, delivery of mental health care, and 

coping with death. However, unlike the themes, not all of the issues carried the 

same meanings for all of the participants. 

The last part of this section presents possible emergent themes. These 

were topics raised by a few, but not all, of the participants. Potential emerging 

themes included encountering prejudice and discrimination, dealing with the 

physical inconveniences of AIDS, finding some positive aspects about living with 

the disease, and expressing concern for the significant others in their lives. 

Emergent Themes 

The most pervasive theme throughout the narratives concerned needing to 

feel more compassion in the care received through the health care system. Not 

only was this theme the most pervasive, it was the dominant subject in a few of 

the interviews. According to the respondents, compassion and care are 

manifested by health care providers taking an interest in clients as human beings, 

attending to their needs, being informed about the disease, including clients in 

treatment decisions, and taking the time to listen. Most gave examples of 

experiences in which they felt this type of care was lacking. Because this theme 

dominated the narratives, various examples are included to communicate the 
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different facets of what caring meant to those living with AIDS. The following 

exemplar illustrates the frustration experienced by one participant when 

encountering an impersonal health care delivery system: 

One of the things that makes me mad at the medical field-and it's 
not their fault-is that they have to be so careful today about not 
breaking laws, rules, and regulations as far as taking care of people 
or helping them. They have to really be careful about what they 
do, and how they do it. and sometimes it just gets in the way of 
giving people what they need... It's like, most of us are subject to 
indigent care so we're, I talk about [a West Texas communityl 
'cause that's where I'm living now and that's what I'm dealing with, 
so we're stuck with going to [a local hospitall. And we're usually 
stuck with having several student doctors look after us—not just 
one, especially if we go into the hospital we're lucky to see the 
same person, same doctor, two days in a row. So this doctor never 
really learns anything about who we are, what we are, and what we 
are going through. All they see on the sheet of paper is "client has 
AIDS." Well, he's going to die anyway so what can we do for 
him? And that's really the attitude that most of them have 'cause 
most of the student doctors that are taking care of us out there, 
they're really not planning on going into the AIDS field or blood 
immunization, whatever you want to call it. Two different 
specialties for it. So they really don't pay attention to what's being 
said or done. You know, they're just going in and treating the 
symptoms and not the disease. We need to know more that 
somebody cares—more than anybody you'll ever know. And if all 
we get is a resident doctor and seven students standing around as 
they talk about our diarrhea and our fevers, and our dehydration, 
and what's best to fix that as we sit there on the bed dying, being 
treated like a guinea pig, instead of having somebody sitting there 
trying to make us feel like we're important, and that we mean 
something. 'Cause a lot of those seven students and that resident--
what are they going to think when we die? Are they going to think 
twice? Are they going to remember our name tomorrow 
afternoon? Probably not because they had 432 other patients that 
they've seen that same day. It's probably the worst thing wrong 
with the medical field right now is the indigent care, which most 
people with AIDS fall under indigent care, is that it doesn't seem to 
us that anybody really cares. And I'm not saying it's your fault, 
and I'm not saying it's all the doctors' fault, 'cause it's really not-
'cause they're busy. They've got way too many patient's at [a local 
hospitall. So it's not really their fault, but I think they need to be 
more aware that a pat on a shoulder and a smile and to spend an 
extra five minutes to let us know you care would probably help 
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more than any five prescriptions they can give you across the 
counter. 

Another participant shared his frustration with a residency program when 

he perceived a lack of personalized care. In the following exemplar he 

communicates the importance of being treated as an individual who is able to 

participate in treatment decisions and provides an example of how he'd like to be 

treated by his primary care giver. 

I want to deal with a doctor. I don't want a doctor to have to. like, 
talk to another doctor before we decide something because, "I've 
gone through you now." Like, the doctors here at [a local health 
centerl, they're like interns, or something, and they come and feel 
you and we discuss things. And then they have to go and discuss 
things with somebody else and they decide if that is right or wrong. 
Excuse me, I'm capable of deciding what is right or wrong for me, 
you know? If you want to sit and talk to me, that's fine. You and I 
can sit and talk about it and decide. But. you are not going 
somewhere to discuss lit] and come back and tell me what you 
decided. That ain't going to work. So, if that one person would be 
there, then me and him could discuss lit]—then, yeah. But if he is 
going to get up and go talk with somebody else and they decide 
this is what this person says is okay—1 don't think so. That's not 
what I want. I don't want somebody to say you have to go through 
somebody else. If he wants an opinion about something, that's 
fine. But for him to say they don't think I should do this or 
whatever, you know, if you have different ideas, that's fine. But 
the choice is mine... To me, sitting and not only talking about this 
but other sections of my life is somebody that 1 want as my doctor, 
you know? Somebody to say, "How are you feeling? Have you 
got other things set in your life? Did you get whatever you were 
going for, you know, whatever we discussed just the month 
before?" or whatever. To bring that up, that's sharing in my life 
'cause there is other things beside what is on the paper. And if 
you're not happy in your life and everything, you know, then you're 
not going to feel good. So there is other factors. So, unless that 
person's wanting to be part of your life, too... to an extent. 
(Referring to a former provider]...we could sit and talk about other 
things in my life, you know? Like, he would share things about his 
life with me which I liked because, you know, that made him a 
person. He wasn't, like, over me. He was just a person like I was. 
He was helping me and at this point he just knew more medicine. 
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Frequently, clients perceive the quality of care received as being tied to the 

amount of time and attention devoted to their needs. A common perception was 

that health care providers are too busy. In addition, some participants questioned 

whether this lack of time and attention might also be related to their having AIDS. 

The following excerpt illustrates both this inattention to a client's needs and the 

questioning posed by one participant: 

Last time when "L" was in the hospital, when he first went in, he 
had CMV retinitis and this was in January, they forgot to feed him 
for three days at la local hospital]... I brought, I took every one of 
his meals to him-and this was after I'd go up and complain, after 
I'd call Dr. "R" and complain. And we still couldn't get them to 
take food to him because nobody gave a flying flop. He was on 
Acyclovir, that's what they were treating him with, and two nights 
they forgot to give him-he was receiving it twice a day—and two 
nights they just flat out forgot to give it to him. Even though it 
may have had nothing to do with him having AIDS. "We don't 
care." That's how it makes us feel. Maybe they're doing the same 
thing to the little old lady up the street two houses down that just 
had a heart attack, and maybe they forgot to give her her heart 
medicine too, who knows? So, I'm trying to be fair there, but it 
still makes you feel like 'cause we have AIDS they don't give a 
damn. 

The following exemplar illustrates that this perceived lack of care and 

compassion was not limited to the actions of doctors and nurses, but extended to 

other areas of the health care system as well: 

It seems like they just really don't care, just another person to take 
care of: do it and go. Don't really care whether, you know... they 
just really don't seem to care. They don't really give a shit, so to 
speak... I haven't been to [a local hospital] as far as a patient but I 
kiiow that their pharmacy doesn't care. Doesn't seem like their 
pharmacy cares... it takes two hours to get a prescription filled, so 
you wait. You're sitting there waiting for your prescription to be 
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filled and you've got people sitting next to you on one side that's 
coughing and sneezing, and another person that you can tell is not 
feeling very good at all, and you're sitting there thinking, "Well, 
am I going to catch something from one of these people? Am I 
going to get sicker waiting? Why can't they try to speed it up a 
little quicker?" But no, they don't and they're rather arrogant. One 
time I went to the dermatology department and they took a skin 
sample to look under the microscope. Well, the doctor didn't care 
that I was bleeding. He didn't even offer me a bandaid or anything. 
He says, "Oh, that will quit bleeding in a little bit." It never did 
stop bleeding. I went downstairs to get the prescription filled and 
some of the blood got on to the prescription paper. And when I 
handed it to them-of course they know I have AIDS because they 
know the medicine that I've received and you deal with them long 
enough they recognize you-they refused to fill the prescription. 
They won't even touch the piece of paper because it had a little 
spot of blood on it. It didn't seem to make any difference to them 
that the blood was dry and the virus dies in an oxygen atmosphere, 
and if the blood was dry then obviously the virus would have been 
dead. They just refused. So I had to go all the way back upstairs, 
get a new prescription written, try to get something done with my 
hand so it would quit bleeding, go back down, and then they would 
fill the prescription. And 1 just thought that was so cold of a 
pharmacist not to know that no one would be in any harm at all, no 
one would have been at harm or at risk or anything... 

Most, but not all, of the narratives pertaining to this theme focused on 

negative experiences. The following, final exemplar also relates a positive 

experience to communicate the need to feel compassion and care from health care 

providers: 

I've had some great nurses that are so understanding and caring. 
The first time I went to la local hospitall there were these nurses 
and nurses' aides that were just so nice and so caring and so 
considerate that it was just overwhelming how much they cared 
about their work and they actually seemed to care about their 
patients. And then I've had other nurses to come 2uid they just did 
what they needed to do and left. And they didn't care about asking 
if you were okay, or, "Do you need anything?" or, "Would you 
like a Coke? Can I bring you a blanket?" They just did the vital 
signs, or whatever, and asked if you were okay and they'd say, 
"Okay," and leave. Some of the other nurses are like, "Are you 
okay? Are you sure?" and they'd sit there and visit with you for a 
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little bit, and that really makes staying in the hospital special. Like 
this one nurse that was giving me Phenergan through the IV, and 
she d say, "Now, I'm going to run this real slow 'cause it's going to 
hurt a lot." And she was real considerate about that. And later, a 
couple of days later, this other nurse comes in and shoots it right 
into the IV so quick my arm is just burning and I could feel it 
burning all the way up to my shoulder from the blood veins, and 
man, she didn't care if that hurt or not. She just wanted to get that 
done and get out of there as soon as she could get her round taken 
care of so she could go sit back and do her charting or whatever. 
They do a lot of charting, all that paperwork, (laughter) 1 guess 
you have to do that in the hospitals. And you could just really tell a 
big difference, and the nurses that came and visited with the 
patients a little bit really made a difference-made you feel better, 
made you feel more at home and got rid of the stress. And the 
same thing with doctors. If the doctor will come in and visit with 
you a little bit and be real nice... it really makes you feel a lot 
better instead of a doctor who comes in, looks at your chart, says a 
few things, and leaves. Like my first doctor. Dr. "L", he'd come 
and make them open the windows and he'd say, "Get some sunlight 
in here, this boy needs some sunlight. He doesn't need to be 
sleeping all day." (laughter) "He's not that sick to sleep all day." 
He was a good doctor. He really was. He'd say, "Is everything 
okay? Are you doing all right? Are you feeling good? How do 
you feel?" the general questions that doctors ask, but he put it in a 
way—that general good concern-like he really cared. The doctor 
that I have now, he just comes in and, "Well, what's your problem? 
Here's your prescription and have a nice day." Well okay, I guess, 
if that's what you think I need. He just seems to be rather cold and 
not so pleasant. I don't like it but he's a good ethical doctor... 

The second theme to emerge was the importance of treating others with 

care and respect. Just as they felt the need to be treated in a caring manner, all of 

the participants found meaning in treating others this same way. For some, this 

was a change that occurred after diagnosis as illustrated by the following 

exemplars: 

One of the main things that I've learned that should be one of the 
most important things in my life, as far as difference [since 
diagnosis], is the way I treat other people. Before I had AIDS I 
was rather self-centered and egotistical; the only thing that I was 
out for was to be fashionable and attractive at gay clubs and to look 
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good and be popular. And when I came down with AIDS I 
decided that maybe that wasn't the best thing to be-that maybe I 
should look towards a more spirittial meaning of life. Not to be so 
arrogant or stuck-up, you know, things like that. I would just 
associate myself with people based on their appearance. And I 
always knew that was rather shallow, but before I had AIDS it 
didn't seem to make much difference. I didn't care if I hurt people's 
feelings just because they weren't so attractive, or they didn't dress 
right or things of that nature. Then after I came down with AIDS I 
decided that really wasn't the type of person I wanted to be for the 
rest of my life... I want to be a nice person. Someone that people 
could depend on-a real friend. Someone who wouldn't care if they 
dressed differently or if they looked differently or they were odd 
balls or eccentric. You know, it didn't matter. I didn't want to be 
the type of person that made a difference whether they were to fit 
into the crowd or not. 

It wasn't something I did really, consciously, it just seemed to be a 
natural process. It has allowed me to focus on myself more rather 
than the pleasure. I'm not having sex with someone else 
physically. It's not a part of my thinking as much, so you relate to 
people better. I wish I'd come to this conclusion several years ago, 
without this experience. I could have had a lot of friends along the 
way that 1 didn't try to be friends with because, whether through 
my fault or theirs, it just...there was a physical distraction 
involved... But I relate to people differently now, there's not that 
physical distraction... 

One of my best things is to go at times to talk in front of a group 
and have somebody say, "Ah, excuse me, I would go out with 
you." And I'm saying, "Good, maybe at least you're thinking about 
something," which I want, which would be nice for somebody to 
say, you know, "1 can't tell." But then you're going, "Isn't that kind 
of funny? What is a person with AIDS supposed to look like, you 
know?" But that's, you know, maybe helping them, maybe think a 
little. Which-how long is that going to last? Whatever. Who's to 
say? You know the old saying that if you help at least one person, 
you know, your life is complete. So there, (laughter) 

Relating to others in a caring manner was not necessarily a change in the 

lives of other participants. However, as illustrated by the following excerpt, it 

was still something important to reflect upon after being diagnosed with AIDS. 
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I'm not sorry for anything that I've done. At least 1 got that. I 
haven't lived my life with daggers or knives stuck in people's back 
or sides or tried to hurt anybody. At times it's easy to do it, but I 
didn't. So I really feel like I've kind of been a benefit... to most 
people that I've known. 

A third and final theme was the importance of spirituality as a source of 

meaning. This theme is consistent with the research conducted by Belcher et al. 

(1989) which found spirituality to be enhanced by the diagnosis of AIDS. The 

following excerpts illustrate that this theme relates to spirituality on a personal 

level rather than to organized religious beliefs and is consistent with the research 

from Carson and Green (1992) which found greater identification with the 

existential aspects of spirituality. 

It probably brought me closer to the Lord because I realize I'm 
going to be with him anytime. Which of course any of us can be. 
We don't-none of us know. We're not promised tomorrow. But 
the Lord is where I get my strength today. I've always been a very 
spiritual person. I would say when you find out you have AIDS it 
tends to make you think more about what you're doing and how 
you treat other people, because that's how you want to be treated. I 
can't talk for everybody, but with me it has brought me closer to 
the Lord and it really made a better person out of me. I don't drink 
anymore. I don't do drugs anymore. 

Spirituality hasn't changed, but religious ideas changed. I don't 
have the religious ideas and concepts that I had. I see things more 
spiritual then I did, and in a less confining way. We just confine 
ourselves in so many ideas and deceptions... I was raised in a 
fanatical childhood, religious fanatical, a Pentecostal. So I had a 
certain type of guideline that even my teachers couldn't live up to, 
'cause you see these people as infallible, who can tell you all these 
things. And I wished I could be that good and live up to all these 
ideals—but they didn't. And it takes a lot of growing, a lot of years 
to finally see that. And some have to die before they open their 
eyes like, "Gosh, I didn't know what that was about," or, "I didn't 
know that happened." And then you realize you lived under a set 
of rules that were undoable anyway. They just didn't work. 
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I don't like organized religion. I think that's another thing I've 
learned really a lot, is that they have strayed from what the purpose 
of religion is. You know, people are trying to raise money and get 
this and that, but there is no need. It should be, just learn to help 
people. 1 mean, religion to me is something you do for yourself 
when you need help. It's something to give you strength. It is 
there. Because I could be wrong, what my belief, my thoughts, or 
what I think God is-or the higher being-I could probably be 
wrong, who knows? So who am I to say somebody else is wrong 
or anything. It doesn't matter, it really doesn't matter. It's what it 
does for me, you know. If this helps me when I'm down or 
something-fine. That is what it is there for. It's not there to judge 
or convict people of any fonm. And I think that is what people are 
doing now, and I don't like i t 

...I think that's what Jesus was preaching when he came back, was 
to quit fighting with each other, quit judging each other and just try 
to get along and love each other. And that's what I try to do even. 
That's what I try my best to do. I think even if homosexuality is a 
sin, as long as I'm decent to each other, decent to other people and 
respect their feelings and be generally a good person, that it won't 
make any difference. I hope, (laughter) We'll see. We'll see. 

The narratives reveal that these three themes—compassion from health care 

personnel, concern for others, and spirituality—are interconnected in the lives of 

the participants. They all pertain to basic beliefs about quality in the relationship 

of humans to each other and to a higher order. 

Issues 

This section presents issues found in all of the narratives. Since they were 

raised by all of the participants, the topics themselves emerged as themes. For 

this reason, they are important to address when considering areas which have 

meaning in the AIDS experience. However, the narratives pertaining to each 

issue do not necessarily contain similar views or meanings. For instance, the first 
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topic is that of finances. Thematic analysis revealed the existence of three varying 

degrees of severity in how financial concerns affected participants. The following 

excerpts indicate that having financial problems was not a severe change for some 

participants: 

I've been fortunate, I think. I didn't have much to begin with. I 
didn't have anything to begin with, that's part of what started me on 
this new horizon; it's kind of like starting life over. It all fell in 
about the same time. And I wasn't going anywhere so I didn't mind 
going through the processes and checked out resources and I found 
them to be real adequate. 

I was poor before and I'm very poor now. (laughter) 1 was a dance 
major so I didn't have money; I was just a student. I'm on Social 
Security and I live off of that, which at this point, I pay my rent, 
pay my bills—that's it. And I get to go out once in a while and I'm 
lucky that I have a lot of good friends that take me out, want to 
take me out because most of my friends know where I'm at, and 
they still want to take me out. But usually at this point I'm still just 
surviving. You know, that's the way it is. 

However, others found the financial burden of living with AIDS to be 

more difficult. The following three participants related stories about coping with 

the expenses of the disease and consequently, with the public assistance system: 

I have to worry about a place to live because 1 can't work. Because 
I lost my insurance, I have to pay for all my own prescriptions. I 
have to pay for all my own medical care 'cause I make a little bit 
too much money social security-wise to fall under any of the 
indigent plans. I'm in a two year waiting program before I can get 
Medicare or Medicaid. So all my medical stuff has to come from 
me... I get social security and mostly I do without. I, a lot of times, 
don't get the medical care I need or the medicines I need because I 
can't afford it unless SPARC can help me out but they can't always 
'cause they don't have unlimited funds. Some of my medications 
are very expensive...they add up to about $700 per month. 
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I have no insurance right now because I'm in the two year gap 
beUveen Medicaid and Medicare from the time you change to SSI, 
to Social Security disability, and they cut off Medicaid for two 
years. I'm lucky I've had no problems with the blue card system 
that la local hospital] uses. 1 don't worry about being sued. I know 
I can't pay for it, they know I can't pay for it, but they still see me. 
And 1 guess it's going to be that way for almost another year and a 
half...which to me seems like they're just betting you'd die in two 
years. But if you die between that time it's just-oh well. The 
government is saving money. Which I don't feel too kindly 
towards the government, but then I don't feel that the government 
has done me any great favors. 

Wlien I moved back home with my parents-I had to because I 
started to see that my health wasn't as good and I didn't want to put 
any kind of burden on my roommate's shoulders 'cause he had 
already, I mean he was really great, he had already been buying 
most of my groceries and financially he was paying more than I 
was... Money-wise, after I lost my job there was absolutely no 
money after the bills were paid what-so-ever for me. Nothing. All 
it did was pay the bills and I was very fortunate that it just paid the 
bills. If I ever wanted to go to the movies with friends which at 
that time I'd have to beg him to pay for the movie and I felt real 
uncomfortable doing that. But, I mean, since I moved home I 
haven't hardly gone to a movie at all. 

Trying to find the necessary finances to pay for health care can consume a 

large amount of time and effort. The following exemplar shows that in the most 

severe cases inadequate financial resources can directly affect health, and possibly 

even the ability to survive. 

"L" kept telling people he had pains in his chesL.. and we have this 
doctor, and [he] is usually real good about listening but he couldn't 
find anything. 'Cause nothing was showing up, PCP wasn't 
showing up in the x-rays, wasn't showing up in the blood. But 
after they done the autopsy that's what they found out killed him. 
Toxic Shock Syndrome from the PCP coming on so fast, but he 
was feeling chest pains... I don't think that he should have been let 
out from the hospital until they found out exactly what was wrong 
and fixed it; but because he was indigent care and his doctor bill 
was already up to $18,000 they sent him home... They'd already 
spent $18,000 and they couldn't find anything else wrong with him. 
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He wasn't showing anything else wrong, and they just couldn't 
keep him any longer. So they sent him home. One week later they 
got him back for an hour and a half until he died, (long pause) He 
needed a special antibiotic which was $186 for ten days' worth and 
he didn't have the money to get it, and I didn't have the money to 
get it. We went to SPARC and they didn't have the money to get 
iL Catholic Services said they could give $50 but it would take 
three days before they could get it, and he needed it immediately. 
And Lutheran Family Services said they could help but it would 
take three to five days to process the claims. So meanwhile the 
infection just built up. Now he's dead and they don't have to worry 
about it. He was 26 years old. There's something wrong when we 
need medication and we can't get it. And I know it's not IDr.l "R's" 
fault, you know. When I called him and told him we can't afford 
this, is there anything else we can get? He said, "No, he has to 
have that." Well, it seems to me that something could have been 
done. He could have made some kind of call. He could have 
found out something instead of saying, "Well, he's got to have it 
and you have to find the money." Well, where do you find the 
money when you don't have money? It doesn't grow, you can't 
find it laying in the streets... It is an expensive disease. Your 
medical IF has to go to taking care of AIDS. Every waking 
moment has to be thinking about taking care of it, getting 
medications, and seeing about it, and doing this, and doing that... 

A second issue raised in the narratives concerned the meaning and role of 

family. Again, not everyone shared similar experiences. The narratives revealed 

that participants can be divided into two groups: those who became closer to their 

families and those who became estranged. The following excerpts communicate 

how a diagnosis of AIDS brought families together. 

My mom and I have become much closer, of course we fight a hell 
of a lot more, too. I mean sometimes when we fight we really 
fight, we really get into big arguments. But then again we're much 
closer to each other; we get along better. We talk to each other 
more. We talk about things that we normally... I don't think we 
would have talked about it if it wasn't for AIDS. 

I wasn't very involved in their [my sons'] life anyway. That 
marriage dissolved... I'm more involved now and they've grown 
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and taken a little interest in me, too. The youngest probably really 
doesn't remember living with me. He doesn't seem to, anyway. He 
was quite young and so, he's a little... I'm just another man. He's 
growing out of that some... I've been around now, staying in the 
picture, being involved for quite some time now-about 18 months 
or so. And maybe he thinks, "Well, I guess he's going to be around 
awhile some." He's taken a few steps toward me to see what's 
going on. But they're more involved in the situation now and 
asking a few questions. And asking has helped me 'cause...it's 
helped build something that is more honest. 

My family's been really great. At first, of course, I was living out 
of town, out of state actually, and we could talk on the phone 
maybe ten minutes and they just would be crying because that's all 
they could take... We were close at one time. We separated a lot 
because there were so many years that I was gone. We grew and I 
left when I was 21... I promised my family that I would move back 
when I got sick, and actually, things were going really well for me 
and 1 figured well, either I can stay here and let things get better or 
wait 'til I actually get sick then I'll have to move home and won't 
have any support group. I'd have to live with mother you know, 
then what? I'll never have a chance to get well cause I'm going to 
be just upset and all that. Or, I can leave now, get this chance to 
maybe get home, get my own place, get a support group and 
maybe get some kind of life going. And when I get sick I still have 
choices, you know? I still have my family around. 1 still have 
friends and other things to grab from and I don't have to just die the 
way it would seem. 

One participant shared how the relationship with his family had become 

more estranged since being diagnosed with AIDS. However, family remained a 

strong issue as indicated by identification with a group to replace his original, 

biological family. 

My mother's afraid to have me in her house. I've been to her house 
twice in the last ten years and both times I've been served off of 
plastic forks and spoons and knives and glasses and slept on a 
plastic sheet that she could throw away. It was a garbage bag that 
she tore off and put over the sheets so that my body wouldn't touch 
any of her stuff... I don't have one [relationship with family]. That 
is partly my fault because I won't accept their guidelines...eating 
off of plastic stuff and not hugging or touching the children. And I 
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refuse to be treated that way by my family. So I'd rather not have 
family. My family is now SPARC. 

Despite how they related to their families, all of the participants talked 

about family and the importance of its support. The following excerpt 

communicates a definition of family and summarizes its meaning for one 

participant. 

I've always been family-oriented... That's very important, even 
though we don't speak, it's still important and the idea of family is 
important. It's [idea of familyl been a closeness in all these people 
who you love... I guess family is someone that cares about you the 
way you care about them and do a lot of praying and really 
concerned about them all. 1 guess that's the definition of family. 
Here right now, I say "R" is my family. We depend on each other 
for food, for care. I care about what happens to him and he cares 
about what happens to me—concerned with how he does, whether 
he's happy or not. And I have the same concern for my mother, 
you know? ...that's what a home is: a place to be protected, a place 
for yourself. And I see a lot of people that don't have that. They 
have a home but they don't rest there. 

Another issue brought up in the narratives involved needing changes in the 

delivery of mental health care over the course of the disease. All of the 

participants were involved in counseling, but as the disease progressed they 

tended to move away from group therapy. For some, this change was related to 

personal needs which were better met through individual counseling. Others 

indicated that this change resulted from changes in group composition as 

members died. The following exemplar embodies both of these reasons: 

I don't know... the group thing. I've really had a lot of trouble with 
the last couple, three months, 'cause it seems every time I go to 
group I come back more depressed than when I went. My one-on-
one therapist is helping me a lot right now. But the group deal--
listening to everybody else's problems, and crying and... It doesn't 
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seem like it's doing what it's supposed to be doing anymore. Well, 
I think It IS supposed to be helping you get strength from each 
other to try to fight this disease. But it doesn't seem to be doing 
that now... like 1 said, the last few times I went, it just depressed 
me and I know there's several other people that feel the same way. 
And like with "D's" group, there used to be sometimes 10-20 
people in that group and the last two months she's had an average 
of one person, maybe two. 'Cause it is depressing people. 'Cause 
all we do is talk about AIDS and being sick and the problems we're 
having with medications, and it just makes us more depressed 
instead of helping us. I don't know what the answer for that is, but 
maybe I do. Health care professionals can't find an answer. We 
need to go into some other kind of aspect and try not to talk about 
the disease so much, or something, I don't know... We need to get 
away from the disease instead of more into it. We need to get 
away from it some. Like my therapist and I very seldom talk about 
AIDS. We talk about some of the issues I'm having to go through. 
We've talked about some of the anger that 1 have, but we try to 
keep away from just letting AIDS dominate my life. And at group 
that's all we talk about... and all the good friends we've lost. I can 
think about dead friends without having to go to group. 

A fourth and final issue concerned coping with death, either their own or 

the death of others. Despite having different views, all of the participants live 

with the knowledge that AIDS is presently a fatal disease, and all have had many 

friends die. The varied responses to this issue reflect the differences among 

individuals: different life experiences, different ages, and being in different stages 

of the disease. The following exemplars explore the theme of coping with death 

with little need for further commentary: 

I guess I'm fortunate that way. I got old enough. That's one of the 
things that I find difficult for younger people. I had a chance to get 
old enough to settle some of these questions before any real serious 
illnesses-any illnesses...or accidents that could have killed me 
right away, but didn't. Like grew up, and like, to settle some of 
those questions for me before any of this happened. And for a lot 
of the younger people they won't get a chance to do that, and they 
have a hard time understanding that sometimes things happen. 
Even though you could have prevented them. You have to deal 
with that, but it doesn't mean that someone, God's, picking on you. 
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In other words, that you've done something terribly wrong. That's 
what makes it hard for me to see younger people with AIDS... 
[Refemng to a young AIDS victim] she just died two weeks ago. 
She s just 17, she got to be 18, and then she died. She had it three, 
four years, and she never got a chance to live-really, long enough 
to make mistakes and correct them. And see where they were 
rnistakes. (pause) That hurts, (pause) So a lot of times it's true of 
life. You can live through a lot of your mistakes. But given AIDS 
you cannot, you may not, get a chance to live through enough to 
grow up, to understand enough about living before you die. That 
makes dying real frightening. Because you never get a chance to 
understand about living and dying, and how they're connected. It's 
frightening. I feel sorry for people who find it so hard and 
frightening, (pause) As far as AIDS, I'm not afraid. You're going 
to die eventually, everybody is going to die sometime. Whether it's 
going to be hard, quick, or easy-it's probably always going to be 
hard. But you have to decide what's important, who's important. 
And sometimes you have to decide-why? What is it that's 
important for you to do? Is it imix)rtant for you to do anything? 
Have you done anythingl Do you need to start now? All those 
questions need to be asked. I considered them earlier. They've 
already pretty much been settled for me. 

I've been to 32 funerals since January the first. I went to 77 last 
year... I don't know if you do or not Ideal with it]. As far as really 
dealing with it, you say you're not going to go no more then 
something keeps pulling you because they were your friend. 

As far as being scared of it...I guess I just don't think about it that 
much because it's difficult enough to know a lot of people real well 
who have had so many problems with infections connected with 
AIDS. And the suffering they've gone through and how difficult it 
was for a lot of them. So I'm not exactly thinking about myself, I 
guess. The same way, in a way, that I felt before I had it 'cause I 
know many people, I've had good friends of mine who have died 
with AIDS. And it's difficult for them. However, they had no 
choice. There was no easy pill or anything else. In fact, there's no 
real knowledge of the disease as to what to expect, what's going to 
show up, and they die pretty miserable. It's different when it's you. 

I...you change. You finally form some conclusion about life and 
death and gosh, it either ends or it doesn't. If it all ends in death 
then we don't have much time to put things here that are going to 
last anyway. That's probably a very pessimistic viewpoint but we 
do really have a very short time in which to leave anything 
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indelible. And if that's all there is to it then it's not probably a very 
productive existence. So I think due to our very makeup some sort 
of change takes place. 

You know, I feel if you are not in denial, actually accepting what is 
happening to you, you will get there. You'll have some kind of 
understanding or at least you'll accept what is happening to you 
because death is the most, one of the most-to me, it's the most 
beautiful thing to learn and go through. I mean if you have that 
period, because there is so much [growth] at that time. 

I don't take life for granted anymore. I have a great appreciation 
for it and I certainly don't take it for granted. You can go pretty 
quickly. I've seen so many people die so quickly. Like one week 
you're out there with them and they're having fun and dancing, or 
whatever, or you're going to movies and their feeling good-and a 
week later they're dead. They get sick and then they die so 
quickly... It really hurts when you make good friends and get really 
close to them and then they die. I mean, then you've got to make 
new friends and you get to a point after awhile where you just 
rather not make too many good friends, or rather not get too close 
to anybody because you know they're going to end up dying. I'm 
sure n i die eventually. I've outlived most of the people in my 
support group and now going back to my support group isn't the 
same. It's smaller. There's not as many people there and it's not 
the same people and it really makes me miss the people that I 
knew. I miss a lot of them from my support group who have 
passed away. I miss them a lot and there's nothing I can do about 
it. It's been real difficult to deal with the funerals, and the 
memorial services, and the fact that there's always something 
special about each one of them... 

Possible Emergent Themes 

This last section presents areas that may indicate emerging themes. These 

are topics found in more than one, but not in all, of the narratives. It is possible 

that more of the participants shared similar experiences; however, in the course of 

the loosely structured interview process they were not formally questioned, nor 

did they volunteer experiences related to these areas. In addition, the limited 
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number of people in this study mandated that almost all of the participants raise a 

specific topic for it to be considered a true theme. This would not necessarily be 

so if a greater number of people were interviewed. For these reasons, the 

following topics are important to mention. They include experiencing prejudice, 

dealing with the physical inconveniences of the disease, finding a positive angle 

about the experience of living with AIDS, and being concerned about how their 

disease affects the significant others in their lives. 

Three of the five narratives related an encounter of prejudice. The 

exemplar from one participant illustrates two situations he encountered and 

communicates his feelings about this discrimination: 

I've had petitions drawn up to have me removed from my house 
because they didn't want AIDS people living in their 
neighborhood. I've run into people that live within blocks of me at 
the grocery store, as I'm walking through the grocery store, and 
point out to their friends, "There's that fagot with AIDS that lives 
down the street from us." ...It upsets me 'cause they don't know me, 
they don't know who I am and they don't know anything about me. 
They don't know what kind of person I am and their condemning 
me for something 1 have and that they don't know that much about 
it either. 

Interestingly, three participants shared experiences of prejudice 

encountered in the gay community. The following excerpt offers an explanation: 

When 'L' got diagnosed HIV positive, his lover left him, most of 
his gay friends dropped him, all but one set of his straight friends 
did, because if they were seen around a person that had AIDS then 
people would think that they did. So almost everyone of his so 
called gay friends didn't want to be around him anymore. And that 
hurts. 
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The two youngest participants cited this same fear of association in the 

gay bar scene. The following exemplar embodies the meaning this had for them: 

I try to stay away from the bars because usually there's people out 
there that are sick and they don't care. They go out and get drunk 
and then their feeling sick is cloaked, or something, plus the self-
centeredness of the club and it seems like the gay bars are such a 
negative influence in the gay community. They don't treat people 
with AIDS very well. If they all know you have AIDS they'll stay 
away from you...it's an association-type thing. If you hang around 
someone who has AIDS then they assume that you have AIDS too. 
Which is ridiculous and most people should know that, but that's 
how they see it. If there's someone there that you are attracted to 
and you'd like to get to know, there is always someone to come 
along behind your back and say, "By the way, he has AIDS," and 
then of course you don't get to tell the person yourself. So I mean, 
you come back to talk to this person again and they give you the 
cold shoulder. You have to put up with a lot of rejection. People 
that you would expect would understand... 

On the other hand, the remaining two participants did not feel they 

experienced any prejudices from the public. It is unclear if this had more to do 

with their own attitudes than with the presence or lack of actual discriminatory 

experiences. One participant explained: 

I respect other people's discomfort. I think they are entitled to it if 
they are around HIV. They are entitled to feel uncomfortable if 
they want. I don't expect everyone to be comfortable with it. 

Another potential emergent theme involved dealing with the day-to-day 

physical inconveniences of living with AIDS. Two specific areas were identified: 

problems with diarrhea and with chronic fatigue. The following exemplars 

embody the concerns that these physical aspects have for three of the participants. 

The biggest change for me is, and I do better now, but there was a 
period of time when I knew where every bathroom in town was. I 
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just did. I just did some of my shopping and would plan where I 
was going to do it so that there was a restroom. And I just got to 
where 1 knew where they were in the mall, all the shopping 
centers. And I'd actually plan to leave the house at a certain 
moment just so I'd be back at noontimc.I'd actually stay in one 
place just a little longer 'cause I knew I wasn't going to make it 
over there 'cause I was going to have to go to the bathroom in just a 
few moments. 

Well, when you're in a great deal of pain, and rectal pain is really 
excruciating, you can never get comfortable. You stand up, you 
hurt. You sit down, you hurt. You walk, you hurt. You have to 
walk slowly. Especially if you have real bad diarrhea you have to 
put shields in your underwear to protect your underwear because 
you keep having little small accidents and that's uncomfortable 
'cause you can feel it real sticky—it's like your underwear keeps 
sticking to yourself and you're kind of afraid if you stand up your 
going to have a little accident, or if you're around a bunch of 
people you're going to have a huge accident and everyone is going 
to see it, or everyone is going to smell it, or—you know. That'll 
make you stay home, (laughter)...And this chronic fatigue thing, 
you know, going through these days where you're just fatigued-out 
and so tired. You're not really sick, you're just overwhelmingly 
tired for no reason. 

I'm still young, and I'm still living an old life. I had a friend of 
mine "R" who died w ho used to tell me, "Man, this is terrible. I 
don't... I'm not old inside. But I wake up every moming and I'm in 
this old body." Sometimes Ithat's how I feel], but not as bad as he 
did. He had all kinds of atrophy from being bedridden...all kinds 
of sickness and pain. Well, I feel I'm living an older person's life. 
1 feel physically out of shape, and that's part of it. But, I feel like 
I'm living an old person's life with an old person's expectations, 
(long pause) And I'm kind of pissed off about that. But in a way I 
have to deal with it, too. I have to be careful, you know. I also 
realize it's not a lot different that a lot of people with diabetes, what 
they have to do, some people. And other diseases. They feel 
young inside, but they can't do it-anymore... 

A number of narratives referred to the importance of having a positive 

attitude in order to survive with this disease. Conversely, two of the narratives 
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stated that living with AIDS has had some positive effects in their lives. This 

potential theme is communicated by the following exemplars: 

Actually it's life. I mean you view it very differently. I'm sure you 
heard it, "I'm very thankful for becoming positive." But there is a 
lot of drawbacks...! believe, of course, that everything happens for 
a purpose. I'm not a lot of times sure why it's happening or 
anything, but I think I'm really thankful I have a lot of different 
views about life and it's helped me continue... People ask, "Would 
you change anything?" And I'm going, you know, yeah. At times 
I wish I would know more about what I'm doing in life then, I 
mean to know now what then, but to say I'd change anything-I 
don't think I'd change anything. I like and care for who I am and 
no matter what, you know, you can grow from anything and that's 
another thing [that's] a little harder on you. You might not like 
what you're seeing, but just grab what you can from it and run. 
(laughter) It doesn't mean that you can't bitch about it. It just 
means there is a lot of things you can't change but just grow from 
it 

I probably got less, like I said 1 don't have much, but I think the 
quality of it is probably better than it ever has been. That is, I'm 
probably getting all I ever wanted out of life and the cost is less 
than 1 expected in many ways. I'm not going to say that, I won't 
say, I don't want to give you the impression that HIV is a fair trade 
for some of the good changes in life. I don't want to give that 
impression. I won't say that. 

The final possible emergent theme involved two of the participants, both 

of whom were involved in serious relationships. Both voiced concerns about how 

their sickness and death might affect their significant other: 

I have nightmares, you know? And then I wake up and worry 
about the people you care about—how are they going to do when 
you're gone, you know? Those are a lot of the things I guess you 
tend not to pay attention to until you get older. Except I'm already 
older... 
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I've started a relationship-my first since my lover died in 1980. It 
is with an HIV negative person and he knows that I'm HIV positive 
and I've got full blown AIDS and... I'm his first relationship. He's 
only been out a year. I think that's part of my problem. I worry 
about how much time I'm going to be able to give him, and is it fair 
to him to let him love me and then I could be dead next week? 
And for him to go through the pain I did when "J" died? I think 
that has something to do with the anger at the disease. Because I 
really love "K" and I know he really loves me, and I really want us 
to have time together and have a life. And I can't make that 
promise to him... I think it would be hard for me to love somebody 
if I knew they could die any minute. 

This chapter presented the data obtained from interviews with the 

participants. It included emergent themes, prevalent issues, and potential themes 

as revealed through hermeneutic analysis. Exemplars and excerpts of the 

experiences shared by the participants were used to communicate the practical, 

everyday meaning of living with AIDS. 

50 



CHAPTER V 

SUMMARY, DISCUSSION, AND 

RECOMMENDATIONS 

Summar\' 

This research provides insight into the meaning of living with AIDS as 

described by five men from West Texas. All of the participants shared stories to 

illustrate the meaning this experience has had in their lives. The stories revealed 

topics that are congruent with those previously identified in the literature. These 

topics included: enhanced spirituality and the questionable usefulness of support 

groups (Belcher et al., 1989), the important role of primary health care personnel 

for support (Weiss, 1988), experiences of prejudice and discrimination (Bennett, 

1990), coping with the loss of friends and significant others (Sowell et al., 1991), 

and for some, changes in their lives and relationships (Nokes & Carver, 1991). 

However, the existing literature contained few examples of qualitative research, 

and even less that explored the everyday reality of this experience from the 

perspective of those living with AIDS. 

A qualitative approach was necessary to assure that meanings were not 

abstracted, predetermined, or studied out of context. The methodology, 

conceptual framework, and presentation of data supported this perspective. 

Although many of the individual experiences were different, the methodology of 

hermeneutic analysis allowed common themes (or in Rogers' vocabulary, the 

patterns) to emerge. To further portray the meanings in context, data were 

presented using actual words and stories shared by the participants. The findings 
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fell into three distinct patterns. First, themes, or common experiences, were 

identified. Next, prevalent issues were raised, although these issues often 

contained meanings that differed for individual participants. Finally, possible 

emergent themes were identified that may indicate areas for future research. The 

presentation of data was reviewed by two participants to validate the findings. 

Discussion: Conclusions and Nursing Implications 

The sample consisted primarily of homosexual men who clustered around 

the age range of 25-44 years; a range which comprises the greatest number of 

male AIDS cases (CDC, 1991). However, the participants had widely different 

family and religious backgrounds, varied greatly in the number of years since 

being diagnosed, experienced varying levels of illness, and represented three 

different ethnicities. That themes did occur despite these individual differences is 

significant and indicates that some similarities exist in the experience of living 

with AIDS in West Texas. 

Living with AIDS presented a variety of meanings. For this sample, it 

meant having an often unfulfilled need to feel that health care providers cared 

about them. Having AIDS also meant that the quality of their relationships with 

other people was important and that spiritual beliefs helped to provide meaning in 

their lives. Additionally, living with AIDS focused attention on issues such as 

having limited finances, changing family dynamics, changing mental health care 

needs, and having to cope with death and dying. 

Due to the sampling technique and small sample size, these findings 

cannot be generalized to others. However, they can help health care personnel 
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begin to understand the needs of, and provide appropriate care for, people who 

live in West Texas. Being diagnosed with AIDS involves more than just the 

physical aspects of disease. In addition to providing physical care, nurses are in a 

position to help meet the emotional and mental health needs of these clients. An 

implication for nursing is to recognize that the emergent themes and issues 

indicate areas that can affect the mental well-being of clients living with AIDS. 

Nursing has traditionally been concerned with holistic, client-centered 

care. To provide care in this manner it is first necessary to assess client needs. 

Using Rogers' model of nursing, Bennett (1988) calls the first phase of nursing 

intervention pattern manifestation and appraisal. This study represents the first 

phase of intervention by identifying patterns of meaning, or themes, for people 

living with AIDS. The next phase in nursing intervention is deliberate 

repatteming of the environmental field. Nurses aware of the pattems identified in 

this research can intervene in the areas that require repatteming. 

As indicated by the first theme, one such area is the health care delivery 

system which requires repatteming to provide a more caring environment for 

these clients. The perception of an impersonal health care system was not limited 

to a specific site. The participants identified all three major hospitals in the area 

and included examples from outpatient settings as well. The repatteming of this 

environmental field does not require high-tech, complex actions, but rather simple 

interventions. In the words of one study participant, "a pat on a shoulder and a 

smile and to spend an extra five minutes to let us know you care would probably 

help more than any five prescriptions they can give you..." This quote is 

consistent with the finding that all of the participants indicated their need for care, 
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while none talked about the need for a cure. This does not mean they do not hope 

for a cure, rather it emphasizes the current need for compassion and care. 

Repatteming the environmental field in this way has a dual implication for nurses 

because caring is central to nursing practice and because nurses have the most 

contact with clients in both inpatient and outpatient settings. 

Spirituality was another theme that gave meaning to the AIDS experience. 

Depending on the individual client, this aspect may or may not require 

environmental repatteming. Nevertheless, in order to provide holistic care this 

finding indicates that spiritual concems are an important area for assessment 

When addressing the spiritual concems of persons with AIDS it is important to 

note the findings by Belcher et al. (1989). These researchers found that health 

care personnel can be the most supportive by listening to the spiritual concems of 

clients and not by proselytizing personal beliefs. 

Besides themes that indicated common meanings, certain issues were also 

raised by all of the participants. However, the meaning given to these issues 

varied. The issues included financial insecurity, family support, changes in the 

delivery of mental health care during the course of disease, and coping with death. 

Rogers (1989) states that "the purpose of nursing is to help all people wherever 

they are to achieve maximum well-being within the potential of each individual, 

family, and group" (p. 183). Nurses need to recognize that the issues identified 

are important areas to be assessed as potential sources of support or of stress to 

the well-being of clients. For example, all of the participants reported having 

financial insecurities. Although some attached great importance to this issue 

while others did not, finances can be an area of much stress in a client's life. 
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Through their association with SPARC, all of the participants knew of available 

financial resources. However, those newly diagnosed or those not connected with 

SPARC may need help identifying resources. In addition, nurses should consider 

interventions beyond the level of providing individual care. In the case of 

financing this disease, repatteming may need to be directed at insurance agencies 

and political systems. 

Other areas were recognized as being of concem for two to three of the 

five participants and may hold meaning for others living with AIDS. Although 

not tmly themes, this study considered them as possible emergent themes. These 

areas included experiencing prejudice, dealing with the physical inconveniences 

of disease, finding a positive angle about the experience, and being concemed 

about how their disease affects significant others. 

The above mentioned areas may or may not carry meaning for everyone. 

For instance, an individual not involved in a serious relationship will not have the 

concem about how a lover will be affected by their illness and death. However, 

this individual may be concemed about how his/her family or friends will be 

affected. Another example involves the physical aspects of the disease. As 

identified in the narratives, diarrhea and chronic fatigue have an affect on the 

mental health of some AIDS clients. Nurses who know this can provide 

understanding or help prepare those newly diagnosed to deal with such physical 

inconveniences. 

This discussion includes only a few examples of the implications for 

nursing. The findings identify broad areas of concem for a particular sample of 

people and provide a starting place to begin to understand the mental health needs 
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of clients affected by AIDS. However, assessment of individual clients is 

necessary to provide appropriate, individualized care. In Rogers' model, nurses 

are a part of the environmental field for these clients and are thus integral with 

them and the meanings given to living with AIDS. In addition, according to 

hermeneutics no one is an objective observer when reading the narratives of this 

study, but is influenced by his/her own background and previous experiences. 

The findings of this study are meant to add to the reader's knowledge, and along 

with his/her previous experiences, enhance the understanding of and ability to 

address more than the physical well-being of individual clients. 

Recommendations for Future Research 

The following recommendations are made for future research. 

1. Repeat this study, possibly with a larger sample, to see if the themes 

remain constant and to further assess whether the possible emergent themes are 

truly themes or if they are areas of significance to only a few people. 

2. Include women, heterosexual males, and IV drug users in the sample to 

assess if the themes are universal to the experience of living with AIDS or if they 

are concems primarily of homosexual men. 

3. Include people living with AIDS who are not involved in counseling or 

with resources such as SPARC to assess if their experiences and mental health 

needs are similar to or different from the current sample. 

4. Continue research in rural communities to provide information about 

people with AIDS who do not live in large metropolitan areas. 
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5. Continue mental health research aimed at discovering the personal 

experiences and self-identified needs of clients with AIDS rather than using 

predetermined variables based on previous studies. 

6. Conduct longitudinal studies with a sample of people to assess whether 

or not the themes about the experience of living with AIDS change both 

throughout the course of the disease and as the epidemic involves more people. 

7. Compare the findings of this research with other studies to compare the 

experience of living with AIDS to those of persons living with other terminal 

diseases. 

8. Begin research which looks at how the nature of meaning affects states 

of health and longevity in people infected with HIV. 

9. Compare the perceptions of and satisfaction with care received by 

clients w ith AIDS who see a physician to those who see a nurse practitioner for 

regular health maintenance. 

These recommendations indicate additional aspects for health care 

providers to consider in order to further understand and meet the special needs of 

clients living with AIDS. By looking at the many meanings this disease has for a 

particular sample of men in West Texas, this study provides a starting point for 

assessing the mental well-being of clients. The participants of this study shared 

their experiences in the hope that nurses and other health care providers would 

gain insight into the meaning of living with AIDS. However, since the findings 

cannot be generalized, further research and individualized assessments are 

necessary to provide appropriate care for the larger numbers affected by this 

disease. 
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8 February 1993 

To WhoBi It May Concern: 

This letter is to confirm SPARC'S full cooperation with D'Ann 
Ducote, Ph.D. and Anita Blatnick, B.S.N, in gaining access to 
clients for their study of persons living with HIV/AIDS. 

I will work with then to ensure that they have access to our 
clients through our aonthly news letter and through the office 
staffs personal contact with the clients. They nay also utilize 
office space to conduct interviews. 

SPAKC is only able to offer this help because we are confident 
of the credibility and competency of these two individuals. 
This confidence is based on the wonderful pat relationship SPARC 
has with these two individuals. 

Sincerely, 

"ell Str 
Development 
Volunteer Coordina 

P.O. Box 6949 • Lubbock, Ttxcxi 79493 • (606) 796-7068 • (806) 792-7783 

64 



APPENDIX C: CONSENT TO PARTICIPATE 

65 



conur nam rat aaaTiciMrtoa la iftXAiai snsr 
(COTT rp at aaovtetp TO pnvm t ia iag) 
TO U MITTU la fItST ÛSQM aAaiAUVf 

r t n t (» tnBT-

Msicing Meaning: • wualitatlTe Study of the AIDS Qcperience 

>aiacia«t jiwiWTtlMiTaa r ihim f«r » < • roaoor^ araioct <8 D ' A n n D u C O t e . P h . D . 
r i t t a i A f S I . r r U J . e 3 3 C r ( , . , . . Prwf,t,oe. Aaaiatana ^««*ooaar. at«. Sdiaal of iMte ino . AUtod a ^ i t n or <ur«<n«) 

A7rtr î̂ s^;Rft7-0?::.ry;sdratrstu'd.s^t "^Jir v̂̂ ^̂ H ŷ'̂ *̂  '• '^ •̂ •'-*-
rittot ^ ^n. 

(ataaoo cantact t«o prineieal Inoaotiaator ar aOMr invoatifatoro ac tfto 
aftlana Kaiad in tf»d t<aka ond Xiaaaf i i ta* aacti«« •* dl<a w u tm 
ooi»«leat<ono accur.) 

HM*On of fflti roooarcti t«; 

The research will explore the lived experience of persons wit.*i AIDS. 
Through interviews about my experiences, and those of others, the 
meaning of what it is like tc live with HIV disease can be better 
unaerstccc. The purpose of the interviews is twofold: tc determine 
the self-defined mental health nesds of myself and others who live 
wit.̂ . AIDS, and to evaluate if t.hese needs are being met by primary 
health care proviaers 

**\».iM»ti .<»ic« ii-'vdlva ««a in e«act o«-0»r »rt: 

I Will be asked tc part ic ipate In a private interview with one of"the 
abcve mentionea researchers. The interview w i l l be audiotaped fcr 
la ter review; however, ny name wi l l net be included in any transcripts 
oi tn i s recording. Alter the transcripts of a l l the interviews are 
analyzed, I may be asked to review the researcher's interpretat ions 
cf the mental health aspects of l i v ing with AIDS. This i s tc insure 
tnat the ccnclusicns are consistent with my experience. 

The research aspect cf th is stuay i s tc find ccmmon themes about 
tne AUS experience in the s tor ie s re la tea during the interviews . 
l a e n t i f i c a t i o n cf ccmmon themes allows ccmmunication abcut the mental 
iaeaita aspects of this experience to o thers . 

I I K t *ao nitcyxaaTt: 

There are nc identifiable health risks tc participation. However. 
cetencir.g en tne nature of tne experiences I choose tc share, some 
uxccricrtaole emotions or memories may be brought up during the 
intsrvi2w session. 

iffxr^ ( . ' jnvi w.c^ I mtr ^eaaonooly aioact 'rqa fwn r„»ortn ar^: 

There are nc identifiable direct benefits tc participaticn, although 
I may find it beneficial tc relate my experiences. Indirectly, the 
inlcraation I share may help health care providers tc better und'erstana 
ana meet t.*ie mental health neens of people living with AIDS. 
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y r i o i a i . p^oeTrMti or eourax af troaca»nt ( i f any) ,^icW a'of^t ftp aoro aO/anti>a»om to f ar^r 

None, this is net a form ci treatment. 

at ago (OIL ttCOtO» far pm-paaaa df tl i ia rwoai-cn w i l l ba aada a««i(atoi« tai 
( M T ( : mo fOA mmr inavact a i l i laai Ua parraiit in* ( • oi ia aaidr. inelurilnf a l l 
aa«<c«l r a c i u a rfiicM ar« d l racx l r r«iata« n Old at\<dy.) 

My medical reccras are not needed for this study. 
eoa>tOgaTttttTT of r^orat ida>n<fY<nd aa wt(t ba ad.nta.nod In tfto foUowina awnnart 

iny l a e n t i t y w i l l be codec ana known only tc the rasearciiers. My 
name w i l l act be included in any transcripts or written reports cf 
the reseaxcn f indings . 

T AoeiTt(31t CLgT aua rtf flartiCTBatTWd wa TWta injdv ( o v r wra oaava nonaal traaoaom eaaH wi l l ba; 

There i s nc cost to part ic ipate except fcr oy t i o e . 

CO«aay<tTloa duo to "a for »» odfTletoat^on in tuia tmo* Mill Ba: 
(incluaa carao of pa»o«ant | 

None. 

OUtAflC • f 'o t iw* ^f>\cf> i t x i U tilia for »^ part icipat ion in m n ttuay should Be: 

In te rv iews vary in lengtr. , usual ly l a s t i n g 45 minutes tc 2 hours 

vOLUafAtT aatTICiaATtOw; I do nac Kava ta Ba in<»alvad in tft*i (tutfy. I f t «<«n tnta farw, <t aaana ««at I 
do »iwi to ««lvai(o«r. If I cftanyo ay aind tatar . I can ditcontiruo mr porttcipotidn in tfiis ttutfy at any 
t iaa I e^odda. >*r «itft«ra«.al w i l l not affoct ay fumra traaoaant at tAia inat i tut idn. n»« invaattvatorts) 
•ay alaa tarairMta mr part ic ipat ion in w i a ttuoy at any t iaa . 

<QMCg«a*iHArtQw CLAUSl: I i*idoratand 0<at in tf«o owant of fniury roouttint fro« t1»« i-aaaarefl 
procaouraa da«crioaa to ao. tftat T « < M (OCA univarairy aoaltn Sciancoa Cantar, uniwaraity Madical Cantor 
• V 0»oir a f f i l i a t a a aro nat aaio to affor f inancial eaavonaotion or ta aooar« tAa eaat of aadlcai 
troataviT. nwiai-ar. naeaaaarr f a e i U t t a a , • a r a o n o ' troataant. and prafadaidnai aarvlcaa « l l ba a«ai la6la 
ta roaaoroi acAiaeta i\Mt aa tl»ay tr^ to o»« lanarat - u a i j i i t v . for infaraotion i i i a rd ln t ydur r t f h t * aa a 
raaoaren auoiact or for furtfiar in farMt ian aodut any of a»a aoa^a aatxart piaeaa cantact tfta Off iea of 
Semarad n m r M W at (804) 743-2940. fojiaa Toeft u n i » « n i r v aaaitn Seiancaa Cantar, ijjbDocft. T«u« 79CM. 

sicianjac at suauiCT ^^^ 

stCMAruac or aAicar/cuuioiAa at AUIMOBIUO (EMCSfarArIV( 

aor VM.1D wirmuT THC rnmsc 
A03::iCI»A4. iiaututt 0» aAtt«5/QUA«0lAi« ( i f naCMaary) l«« STAM* Of AfTKHAi. 

S;CM;UIC 0/ atojccT oiMCTOi 01 mrwMiza UMfstNrAnvi 

tiCjiAruai Of witaiss ro CSAL ;>«ej£jirArioa *«o JiOAfLtt 

67 


