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ABSTRACT 

The experience of receiving a positive HIV diagnosis 

was studied using the qualitative research method of 

phenomenology. Three individuals who had received a positive 

diagnosis were interviewed in open-ended question format. 

The interviews were audiotape recorded and transcribed to 

hard copy. The interviews were then analyzed using 

Colaizzi's steps of phenomenological research analysis. The 

following eight theme categories were -identified: The Gavel 

Falls,Numbing the Pain, Facing the Pain, How I Got Here, 

Reactions of Others, Facing the Consequences, Help From God, 

and Going Beyond. The essential structure of the experience 

demonstrated moving through the experience to be a process 

which allowed the participants to transcend to a new level 

of personal awareness. 



CHAPTER ONE 

INTRODUCTION 

The World Health Organization (1994) estimated the 
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world wide distribution rate of the human immunodeficiency 

virus surpassed sixteen million in July of 1994. A disease 

that was not discovered until 1983 (Fee & Fox, 1988) was 

classified as pandemic in less than a decade. In the United 

States alone, over one million individuals are thought to be 

infected with the human immunodeficiency virus, which causes 

acquired immune deficiency syndrome (AIDS) (Center for 

Disease Control [CDC], 1993). 

A great deal has been learned about the virus and the 

associated symptoms of immunodeficiency since gay men first 

presented with symptoms of immune suppression (Malinowsky & 

Perry, 1991). Studies that examine the experience of 

receiving a positive diagnosis however, are less 

forthcoming. It has been suggested that the manner in which 

an individual receives the results of a positive test will 

establish a pattern that may speed or postpone progression 

of the disease (Bruhn, 1991), and numerous articles 



regarding counselling HIV-positive patients exist (Hedge, 

1991; Pergami, Catalan, Hulme, Burgess & Gazzard, 1994; 

Tranen, 1992). Nonetheless, the actual experience of 

receiving the diagnosis, from the perspective of the 

individual who is HIV-positive, is poorly documented. 

Studies of the history of HIV infections indicate the 

disease can be grouped into stages, according to the 

response of the host (CDC, 1992). The primary stage of HIV 
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includes an acute primary infection, an asymptomatic period 

in which the infected individual may or may not be 

seropositive for antibodies of HIV, and continual 

generalized lymphadenopathy (Flaskerud & Ungvarski, 1995). 

The second stage is the symptomatic period of HIV infection, 

in which the CD4+ T- cell count drops to around 500 cell/ml 

and symptoms such as fever, weight loss, and fatigue are 

present (CDC, 1992). The advanced stage of the disease 

begi ns when the CD4+ T-cell count drops to less than 200 

cel l s per microliter, and severe symptoms accompani ed by 

life threatening infection are present. This stage meets the 

CDC criteria for AIDS (CDC, 1992). Identification of the 
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presence of HIV antibodies in the blood can occur at any of 

these stages. It is not uncommon for individuals to 

experience life threatening infections before they enter the 

health care system or are tested for HIV. 

The prognostic, social, legal, and economic impact of 

acquired immunodeficiency syndrome are enormous, and 

implications of the disease reach into every aspect of the 

individual's life. The psychological impact of a diagnosis 

of HIV infection involves both the knowledge of the fatality 

of the disease, and the stigma associated with having HIV. 

Psychological reactions such as shock, illness denial, and 

anger are common (Miller & Riccio, 1990), and psychiatric 

disturbances of mood and adjustment disorders have been 

documented (Maj, 1990). Adding to the difficulty in learning 

of a positive HIV test is the fact that .the majority of 

individuals infected with the virus are in their young, 

productive years. 

Statement of the Problem 

The significance of receiving a positive HIV diagnosis 

is well documented (Bruhn, 1991) . A thorough understanding 
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of the impact of a positive HIV diagnosis is essential for 

health care providers to anticipate the significance of the 

event, and aid patients in coping with the diagnosis. To 

gain such an understanding, health care providers must view 

the event from the perspective of the patient. While the 

literature contains numerous articles that address steps 

that can be taken to ease the psychological impact of the 

disease, the majority of research examines interventions 

that lessen the psychological devastation of having AIDS or 

HIV, rather than studying the event of receiving the 

positive diagnosis itself. There is a lack of qualitative 

research describing the experience of receiving a positive 

HIV diagnosis. Understanding of the reaction to receiving an 

HIV diagnosis would be beneficial for health care workers 

when caring for their patients, and is the focus of this 

research. 

Purpose of the Study and Research Question 

Because an understanding of the reaction to receiving a 

positive HIV diagnosis will aid the health care provider in 

delivering support that is essential in this time of stress, 



a view of the experience from the patient's perspective is 

important. The purpose of this study is to describe the 
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experience of receiving a positive HIV diagnosis, from the 

perspective of individuals who have lived the experience. 

The research question is: What is the essential structure of 

the lived experience of receiving a positive diagnosis for 

the human immunodeficiency virus? 

The essential structure of the experience of receiving 

a positive HIV diagnosis was identified using qualitative 

research and a phenomenological research method. This 

phenomenological approach is suitable for exploration of a 

subject from the perspective of an individual who has 

experienced it (Field & Morse, 1985). 

Definitions 

The essential structure of a lived experience is 

defined as the narrative description of common elements of 

the experience, as described by the study participants. A 

positive HIV diagnosis is the presence of human 

immunodeficiency virus antibodies discovered in the blood 

for the first time. Acquired immune deficiency syndrome is 



the development of symptoms of immunodeficiency, and is 

determined by a medical diagnosis. 

Significance to Nursing 
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Because nurses deal directly with patients who are HIV

positive, their loved ones, and family members, 

understanding ~he experience of receiving a positive 

diagnosis is of benefit. Application of findings of a 

phenomenological study of this experience may serve to 

improve nurses assessment skills regarding the needs of the 

patient with HIV. Anticipation of concerns and problems will 

provide nurses with the opportunity to respond to patient's 

questions and reactions honestly, and with forethought and 

proper information. Additionally, as the scope of practice 

for nurses advances, such a study better prepares the nurses 

for revealing positive test results if they are in a 

situation to be responsible for this task. 

Summary 

HIV is a chronic infection that has far reaching 

implications for individuals, families and significant 

others, the health care system, and society as a whole. 
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While receiving a positive HIV diagnosis is a very personal 

and individual experience, common themes can be extrapolated 

from individuals who have lived the experience, and provide 

insight to the reaction other patients will experience when 

receiving a positive diagnosis . This study provides 

information from which nurses can design interventions 

reflecting sensitivity and compassion. 
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CHAPTER TWO 

LITERATURE REVIEW AND CONCEPTUAL ORIENTATION 

This chapter reviews literature that is concerned with 

living with HIV or AIDS, the psychological impact of 

disclosure of an individual's positive HIV status, the 

perspective of having HIV from the view of patients, 

significant others, and health care providers, patient 

reactions to methods of learning of their HIV-positive 

status, and appropriate measures available to diminish the 

impact of a positive HIV diagnosis. An overview of the 

testing procedure for HIV antibodies is also presented. 

HIV Testing 

Determination of infection with the human 

immunodeficiency virus is dependent upon a serological 

response to the virus, or the presence of HIV antibodies in 

the blood. The use of screening to recognize individuals who 

are HIV-positive but asymptomatic has been a major component 

in the public health approach to disease prevention 

(Philipson, 1994). The Presidential Commission on the Human 

Immunodeficiency Virus Epidemic recommends encouragement of 



voluntary testing at federal, state, and local levels 

(United States Department of Health and Human Services 

[USDHHS] I 1988). 

Procedure 

18 

Serum testing for the presence of antibodies of the 

human immunodeficiency virus first became available in 1985, 

and was used to screen donated blood and plasma to decrease 

the rate of transfusion-associated HIV transmission 

(Schochetman & George, 1992). Since that time, testing for 

HIV antibodies has become the cornerstone of public health 

efforts to stop the rapid spread of HIV infection 

(Schochetman & George) . 

The enzyme-linked immunosorbent assay (ELISA) is the 

most frequently used serological test for HIV antibodies 

(American Medical Association [AMA], 1989). The ELISA, 

although highly sensitive for the presence of antibodies, 

when used alone may have a false-positive rate as high as 1 

in 1,125 (Nichols, 1989). A positive result on this test 

therefore requires the use of a more highly specific and 

more expensive test, such as the Western blot, the 



radioimmunoprecipitation assay, or the indirect 

immunofluorescence assay, for confirmation of the presence 
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of HIV antibodies. When used in conjunction, the accuracy of 

these currently marketed antibody tests is considered of 

comparable accuracy to other medical diagnostic tests 

(Nichols, 1989). A possibility that an individual has been 

exposed to the human immunodeficiency virus but not yet 

developed antibodies or seroconverted, exists. This window 

period is thought to be within six months, but may prove 

longer (World Health Organization [WHO], 1990). 

Medical Impact 

In addition to prevention of transmission of HIV, early 

diagnosis and subsequent treatment may improve the prognosis 

of individuals infected with the virus. Available therapies 

for HIV have been shown to delay progression and minimize 

symptoms of the disease (Institute of Medicine, 1991), and 

decrease transmission rates of HIV infection from mothers to 

their unborn children, even when HIV infection is identified 

before any symptoms appear (Stryker & Kuvin, 1996). 
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Standard medical management of patients with early HIV 

infection includes evaluation of immune function, treatment 

with antiretroviral medications, and prophylaxis against 

numerous opportunistic infections (Fauci & Lane, 1994). 

Assessment of the immune function of an HIV infected 

individual includes measurement of the number of CD4+ T-cell 

lymphocytes. CD4+ T-cell count is used to determine the 

stage of illness from HIV, risk of progression of the 

illness, and timing for initiation of antiretroviral and 

other opportunistic infection therapy (USDHHS, 1994). 

Antiretroviral therapy (e.g., AZT, ZVD, DDI) is deemed 

appropriate for consideration in asymptomatic HIV infected 

individuals with CD4+ T-cell counts of less than 500 

cells/ml. 

Pharmacological prophylaxis against Pneumocystis 

carinii pneumonia, and Mycobacterium tuberculosis are also 

important treatments in patients with asymptomatic HIV 

infection when CD4+ T-cell counts drop. Additionally, with 

pharmacological intervention, the incidence of HIV 
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transmi ss i on of a pregnant mother to her unborn child can be 

r educed by as much as 30% (Stryker & Kuvin, 1996). 

Informed Consent. Confidentiality and Pre-Test and Post-Test 

Counselling 

Informed consent and confidentiality are important 

c ons i derat ions in the issue of HIV testing. Although 

specific legal implications vary from state to state (Allen, 

1994), the approach of the American Medical Association, the 

Center for Disease Control, the Task Force on Pediatric 

AIDS, numerous gay rights groups, the AIDS Action Council, 

a nd the National Academy of Science all support voluntary 

testing providing informed consent and confidentiality. 

However, certain situations require mandatory HIV testing, 

r egardless of donor consent (Allen) . Administration of these 

mandatory tests varies from state to state and over time, 

but has included blood, semen and tissue donation, active 

military service employees, individuals convicted of 

prostitution or procuring the services of a prostitute, 

federally incarcerated prisoners, and immigrants or refugees 
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seeking permanent residence in the United States (Nichols, 

1989). 

The stigma attached to the diagnosis of AIDS or HIV, 

and the general feeling that such a diagnosis constitutes a 

death sentence has influenced many persons to avoid testing. 

Many individuals at risk for HIV feel that knowing the 

result of an HIV test would result in "everything to lose" 

and very little to gain (Gillet, 1991, p. 17). A reluctance 

to be tested has therefore continued for many people at high 

risk, in spite of the improving therapies for the disease 

(Moore, 1992). 

It is through voluntary testing however, that most 

people determine the presence or absence of antibodies to 

HIV in their blood. The voluntary decision to be tested for 

HIV antibodies in no way indicates an individual's 

preparedness for positive results (Perry, Fishman, 

Jacobsberg, Young & Frances, 1991). 

Counselling at the time of blood draw and when the 

results of the test are available is recommended by the AMA 

(Glasson & Orentlicher, 1994), the Center for Disease 
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Control (1993), the Canadian Medical Association (1993), the 

Public Health Service (1 994), and other authorities. 

Numerous guide books and publications by these and other 

agencies provide counselling direction for providers who 

provide HIV testing. Pre and post test counselling and 

obtaining informed consent however, is the responsibility of 

those doing the testing. Incidents of individuals receiving 

a positive test result in less than optimal circumstances 

(such as over the telephone while at work) are not uncommon 

(Gold, Seymour & Sahl, 1986; Ovenden & Loxley, 1994). The 

impact of receiving a positive diagnosis, in such cases, 

goes virtually ignored. 

The Psychological Impact of an HIV-Positive Diagnosis 

Because of the implications of acquired immuno

deficiency syndrome, the psychological impact of being 

diagnosed HIV-positive is widely accepted as pivotal. 

Documented emotional reactions to the diagnosis vary 

greatly, and are affected by the multiple bereavement 

associated with the disease (Sherr, Hedge, Steinhart, Davey 

& Petrack, 1992). Numerous losses are associated with HIV 



infection, including employment, sexuality, housing, and 

relationships, in addition to less tangible losses such as 

hope, control, procreation, and health (Sherr et al.). 
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Pergami et al. (1993) studied the psychological impact 

of HIV in women, including the psychological morbidity among 

asymptomatic women both before and after their HIV-positive 

diagnosis. A comparison of 57 HIV-positive women with 23 

HIV- negative women, all of whom presented at the outpatient 

clinic of the University of Milan Medical School for HIV 

testing, was done. This study used self report of incidents 

of deliberate self harm, the Zung Self-Rating Depression 

Scale, the Zung Self-Rating Anxiety Scale, the Rotter 

Forced-Choice Locus of Control scale and also took into 

account the participant's current social situation. Women 

who tested HIV-positive were found to be more likely to have 

a deliberate self harm episode after receiving their 

diagnosis, and had a 48% rate of pathological anxiety 

levels, and nearly 50% rate of depression scores above the 

cutoff for normality. Statistically significant differences 

were found between the women of HIV-positive and HIV-
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negative status in scoring on interpersonal sensitivity, 

anxiety, hostility, paranoid ideation and depression. Women 

with HIV scored less favorably in every area tested (Pergami 

et al.) 

Gala et al. (1993) studied the psychological impact of 

HIV on a broader population, and included in their research 

gay men, drug users and heterosexuals. The researchers 

included both seropositive and seronegative individuals in 

each of these populations, and evaluated the levels of 

psychological disturbances and psychosocial distress. Their 

findings showed that minimal variation in psychiatric 

disturbances occurs between HIV-positive and HIV-negative 

groups, and that overall, both groups have a low disturbance 

rate. Psychosocial distress was also found to be independent 

of HIV status, and an increased distress level was 

associated with previous and current lifestyles, regardless 

of HIV serostatus (Gala et al.). 

The spiritual ramifications of a positive diagnosis 

have also been studied. Feelings of guilt resultant from a 

chosen lifestyle or behavior were reported by Haburchak, 
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Harrison, Miles and Hannon (1989) . The researchers found 

that associated guilt tends to be religion-based, and its 

origin is often related to parental standards, cultural 

ethics and religious upbringing. This guilt is particularly 

significant in that it separates seropositive individuals 

from their family and religious support groups, at a time 

when their support is most needed (Haburchak et al.). 

Living with HIV or AIDS 

The Patient's Perspective 

Research on the impact of living with HIV (after the 

diagnosis is made), is extensive. A qualitative study on the 

emotional impact of living with HIV, and assessment of 

patients' perspectives of the nurses' role in responding to 

psychological issues of HIV was done by Firn and Norman 

(1995) . The researchers interviewed seven HIV-positive 

patients in 45 to 90-minute interviews and asked: "What have 

you found to be the main emotional and psychological issues 

you have had to face since discovering you were infected 

with HIV?'' (Firn & Norman, p. 37). Five themes were 

extrapolated from the transcriptions of the interviews 
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including (a) reactions to critical events related to HIV 

infection, (b) changes in body images and chronic ill 

health, (c) fear and rejection, (d) cognitive and minor 

dysfunction associated with HIV, and (e) the death of loved 

ones through HIV. 

Each of the participants identified the time 

immediately following the HIV diagnosis as being especially 

traumatic. Also identified as explicitly traumatic were the 

first hospital admission, and conversion of HIV-positive 

status to an AIDS diagnosis. The traumatic impact of 

receiving a diagnosis of AIDS for the first time, in spite 

of the patient's awareness and acceptance of their HIV 

status, was stressed. Changes in body image and ill health 

were grouped together in the Firn and Norman study, and 

addressed both the illnesses that HIV caused, and the 

participant's emotional reactions to the changes occurring 

in their bodies. Particularly distressing was deterioration 

of normal bodily functions (especially when these changes 

occurred in patients at young ages) , the development of 

Kaposi's sarcoma, and weight loss. 



The social stigmatization of AIDS also brought forth 

strong feelings of rejection and an inherent sense of fear 
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(Firn & Norman, 1995) . Societal blaming of patients with HIV 

for their disease for participation in high risk behaviors 

occurred, in addition to the stigmatization of groups likely 

to become infected, such as gay men and IV drug users. 

Cognitive dysfunction and HIV related dementia also emerged 

as a strong concern for patients with HIV and AIDS in this 

study. Several participants stated that they dealt more 

easily with the prospect of their impending death than they 

did the possibility of cognitive impairment. The final 

theme, loss of loved ones from AIDS, was identified by 

several participants as a factor which influenced their 

response to their own disease. These deaths are emotionally 

exhausting because of the loss of friends, lovers and social 

support systems, and also because they foretell the 

conclusion of the patient's own existence (Firn & Norman). 

Another qualitative study by Hardesty & Grief (1 994 ) 

extrapolated common themes among HIV-positive women who were 

intravenous drug abusers. These authors found issues of 
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trust, anger, depression, and shame to be recurrent in their 

research of women living with HIV infections and AIDS. 

The Perspectives of Significant Others 

The impact of HIV and AIDS on family and significant 

others is well documented. This impact can be viewed from 

three phases of the disease: early, middle, and late stages 

(Lego, 1994). Early phases of the disease involve diagnosis 

of HIV or AIDS, middle phases concern the illnesses of AIDS, 

and the late stages involve issues regarding death. 

Firn and Norman (1995) demonstrate that diagnosis of a 

family member as HIV-positive has immense ramifications to 

both the individual members of the family and to all aspects 

of the family system. Shock, guilt, fear, anger and 

depression are common among families of HIV-infected persons 

(Lego, 1994). Smith (1988) found that with all the varying 

factors in families of HIV, one trait in common was that 

family life was never the same after the diagnosis. Moffat 

(in Smith 1988, p. 135) expressed the impact of HIV on the 

family fluently. "For every person who contracts AIDS, the 

entire family circle carries the consequences of that 
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person's disease with them ... and stands as a mirror for all 

our fears about disease, about death, about pain, about 

loss." 

Adjustment to the disease process of AIDS is the second 

phase in which significant others must learn to adapt. 

Landau-Stanton, Clements, Griepp, & Cole (1993) demonstrated 

through case studies a common tendency for one or more 

family members to withdraw as the disease progresses. 

Inability to tolerate seeing a family member suffer and the 

feeling of helplessness toward the disease were the most 

common reasons cited for this withdrawal. 

The final phase of assessing significant other's 

response to HIV-disease involves the issues regarding death. 

Longman (1995) used grounded theory analysis of six mothers 

whose sons died of the complications of AIDS, to examine the 

grieving experience. The researcher found that the 

fundamental social processes of connecting and disconnecting 

were inherent components of the experience. Connecting was 

described as ongoing efforts by the mothers to maintain a 

connection with the son who had died, while accepting the 



realization of his death. Disconnecting on the other hand, 

was the process the mothers experience of moving on with 

their own lives. A similar study of mothers who cared for 

their children who were dying of AIDS reports that many 

mothers experienced symptoms of post-traumatic stress 

disorder, for years following the death (Trice, 1988). 

McGaffic and Longman (1993) investigated the 

31 

experiences of gay partners' bereavement of loved ones who 

lived with and died from acquired immunodeficiency syndrome. 

The processes of connecting and disconnecting were also 

identified by these researchers as characteristic of the 

experience. 

The Health Care Provider's Persuective 

A qualitative study focusing on the view of health care 

providers studied the psychosocial needs of people with HIV 

and AIDS (Burnard, 1993). In a semi-structured interview, 

counselors, nurse educators, and other health care workers 

who work with patients with HIV, were asked "What are the 

psychosocial needs of the person diagnosed as HIV-positive 

or who has AIDS?" (p. 1779). Sixteen categories were 
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identified to be significant by the health care providers. 

These were emotional issues, acceptance, fear, alienation, 

gay issues, death and dying, self-blame, stigma, life 

insurance benefits, transmission, the church, hemophiliac 

issues, traveling, who to tell, health care, and related 

psychological-social issues. A self-limiting aspect of this 

study was identifying the issues solely from the health care 

provider's view without confirmation of accuracy of their 

views through interviews of patients with HIV. 

Reactions to Methods of Positive HIV Disclosure 

A patient's initial response to receiving a positive 

diagnosis is thought to be dependent, to a great extent, 

upon the circumstances in which he receives the news 

(Pergami, Catalan, Hulmer, Burgess & Gazzard, 1994). Studies 

of life-threatening illness suggest that a reduction in 

psychological distress and improved methods of coping are 

related to the manner in which the patient and family are 

notified of the illness (Wooley, Stein, Forrest & Baum, 

1989). 



In a study by Pergami et al. (1994), over 25% of 

individuals surveyed responded via a self-report 

questionnaire that they were dissatisfied with the 

consultation associated with the disclosure of their HIV 

results. The general attitude of the person who gave the 

diagnosis and the quality of information provided were key 

factors related to dissatisfaction. 
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Case study presentation of the experience of receiving 

a positive HIV diagnosis after mandatory HIV testing (in a 

military setting) was provided by Kupke and Tarr (1995) One 

hundred and fifty HIV-positive participants were given 

written questionnaires about their diagnosis experience, and 

a 4-point scale system to rank the events of the HIV 

disclosure meeting. The authors found that the manner in 

which the HIV diagnosis is disclosed in the Navy has 

improved since the earliest days of their HIV program and 

was rated as favorable overall. Successes in HIV disclosure 

were also found to be dependent upon who gave the 

information to the service member. Service members who 

received their diagnosis from a medical officer rated the 
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experience as less positive than those who received the news 

from either the commanding officer or the executive officer 

(Kupke & Tarr) . 

Ovenden and Loxley (1994) show that a need for improved 

counselling and education to general practitioners who 

reveal positive HIV status results to their patients still 

exists. The importance of providing informed consent and 

providing adequate counselling both before and after the 

testing was stressed. 

Diminishing Emotional Distress After HIV Testing 

Perry et al. (1991) explored the effectiveness of 

different psychological and educational interventions in 

reducing the distress after voluntary HIV antibody testing. 

A random assignment of subjects to standard counselling, 

counselling with interactive video programs which educated 

on HIV, or counselling with stress prevention training, was 

done. The 1,307 study participants were evaluated using five 

standardized distress measures at the time of testing (but 

prior to knowing the results), and again three months later. 

The authors found that psychological distress decreased 
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dramatically in those participants who were found to be HIV 

negative. Of those participants who tested positive for HIV 

antibodies, stress prevention training with traditional 

counselling was the only intervention that was helpful in 

reducing the distress of the participants. The use of 

psychological counselling alone, and counselling in 

conjunction with interactive video disks, did not increase 

the level of distress among the study participants, but 

neither did it reduce the experienced distress. The authors 

felt that this lack of increased distress in traditional 

counselling programs was a good argument for encouraging 

concerned patients to be tested for HIV (Perry et al.). 

Summary 

A great deal has been written about living with HIV 

infections and acquired immunodeficiency syndrome. The 

methods of disclosure of an HIV-positive diagnosis and 

subsequent counselling have an impact on the reaction to 

this news. Qualitative research on living with HIV and AIDS 

has been done, and has identified the time immediately 

following the disclosure of positive HIV status to be 



especially distressing. Due to the impact of HIV on the 

lives of those infected with the disease, a study of the 

experience of receiving this diagnosis is warranted and 

especially applicable to health care workers who disclose 

positive results to their patients. 
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CHAPTER THREE 

METHOD 
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The purpose of this chapter is to describe the method 

used and the research design of this study. Also included in 

the chapter are sections regarding the sample, setting, data 

generation question, data collection, data management, data 

analysis, protection of human participants, and 

trustworthiness of the data. 

Research Design and Method 

A phenomenological approach to qualitative research was 

used in this study. The intent of this approach is the 

description of experiences as they are lived. Phenomenology 

explores the unique experiences of individuals in a chosen 

situation, and is used to derive meaning from those 

experiences. The objective of phenomenology is to derive 

meaning from the experiences of a given situation. 

Polkinghorne (1989) states that "the realm of experience 

consists of both particular occurrences and the meanings of 

which they are instances" (p. 42). This objective of 

phenomenology is consistent with the research question of 
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this study about the experience of receiving a positive HIV 

diagnosis. The desire to understand human experience and the 

meanings that can be derived from it are the criteria for 

use of a phenomenological approach to research (Oiler, 

1982). 

Sample 

Phenomenological research is used to describe the 

common meanings from an individual experience. Because this 

type of research does not attempt to identify cause or 

categorize subjects, most variables in the sample study were 

not controlled. The study sample consisted of three 

individuals. Use of three participants served to provide a 

level of information which reached saturation, and avoided 

redundancy of themes. Data saturation is achieved when new 

themes no longer continue to appear from the data, and 

information begins to repeat (Streubert & Carpenter, 1995). 

The criteria for inclusion were the following: 

- English-speaking. 

- Age 18 or older. 

- Receipt of a positive HIV diagnosis. 
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- Willful agreement to fully discuss the experience of 

receiving the diagnosis. 

No attempt to control the sample based on the stage of 

the disease or mode of transmission was made. The purposive 

sample was recruited through an HIV support organization 

that provides housing and counselling to individuals with 

HIV. The site was in the southwestern United States and will 

be referred to as 'Chelsea House' in this report. All 

participants met the inclusion criteria. 

Data-Generating Question 

The question that was used to gather data was provided 

to the participants prior to the interview. This was done to 

provide each participant with the opportunity to thoroughly 

consider the question and their response, before the 

interview began. The data-generating question was "Describe 

the experience of receiving your HIV-positive diagnosis. 

Please describe the experience in as much detail as you can, 

including all of your thoughts, feelings and reactions." 
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Participants received this question in writing at least one 

week prior to the interview, and were encouraged to reflect 

on their experience of receiving a positive HIV diagnosis. 

The use of a broad data-generating question allows 

study participants to reflect on their experience and 

control the direction of the conversation. Such an approach 

is also facilitated by open-ended clarifying questions, to 

encourage explanation of the experience in detail. Examples 

of clarifying questions that followed the initial data-

generation question are: "Please explain how ... " or 

"Describe what it was like when ... " with restatements of 

participant's expressions. 

Setting 

Interviews were conducted at the convenience of the 

study participants. Each interview took place at the Chelsea 

House apartments where the individuals were living, which 

was the preferred site for each participant. Attempts to 

reduce distractions and ensure privacy were made; however, 

one interview was briefly interrupted by a small child who 

came to visit. This interruption did not seem to distract 
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the participant, and the interview continued easily after 

the child left. The environments were quiet, and the 

participants were free to smoke, use the rest room and move 

about. The interviews took between 35 and 80 minutes. 

Protection of Human Participants 

Prior to approaching participants for this research, 

approval by the Human Subjects Review Committee at the 

University of Arizona was obtained (Appendix A) . A 

Participant Consent Form (Appendix B) was given to each 

participant one week prior to the interview, and all 

questions voiced by the participants were answered. 

Signature on the consent form indicated a willingness to 

participate in the study, and each participant understood 

their right to withdraw from the study at any time. 

Maintenance of participant confidentiality was assured 

by the use of pseudonyms in place of names for each 

interview. This pseudonym was the only method used to 

identify each tape. The tapes were then transcribed by a 

single transcriptionist, and hard copies of the interviews 
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were available only to the researcher and the chairperson of 

the thesis committee. 

Data Management 

Participant interviews were audiotaped, and conducted 

by the single researcher. Transcription of the tapes was 

completed by the researcher. Accuracy of the transcription 

was then confirmed through audiotape and hard copy 

comparison by the researcher. 

All categories of written data were managed through 

Word Perfect, and divided using a lettering and numbering 

system. Assignment of numbering and lettering is as follows: 

ss significant statements 

RS reworded statements 

FM formulated meanings 

1 themes 

A theme clusters 

I theme categories 

Data Analysis 

The method of analysis of the data used for this 

phenomenological study was then guided by the procedure 
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outlined by Colaizzi (1978). Colaizzi stresses that his 

procedure of analysis is flexible, and should be modified 

depending on the researcher's approach and the phenomenon 

under study. The steps used in this project were as follows: 

1. The researcher listened to the interviews while 

reading the written transcriptions. This was done to provide 

the researcher with a level of familiarity with the 

interview that allowed for understanding of the description. 

2. Extraction of meaningful phrases or sentences from 

the descriptions. These are the statements that are 

significant to the phenomenon being studied, and are 

referred to as Significant Statements (SS) . 

3. The significant statements were then restated (RS) 

into more general form. 

4. A formulated meaning (FM) was then derived from each 

significant statement. This step was used to create a bridge 

between the original descriptions and further organization 

of the elements of the research. The meaning of these 

statements was determined from the participant's explanation 

of the experience. 



5. Formulated meanings were then parceled further; 

a. themes were identified from the formulated 

meanings 

b. themes were then organized into clusters. 

c. theme clusters were divided into theme 

categories. 
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6. The composite of the themes, clusters and categories 

were next used to derive an exhaustive description of the 

experience. An exhaustive description describes the full 

expanse of the phenomenon under study. 

7. Finally, the essential structure of the lived 

experience was derived from the exhaustive description. An 

essential structure is a composite of the common components 

of the experience. 

Following are two examples identifying significant 

statements, reworded statements, and formulated meanings, 

(steps one through four). 

SS: My first thought was, "Oh my God, I'll never be 

able to have a baby." 



RS: The first reaction was about future inability to 

have a baby. 

FM: The first reaction was a loss of dreams. 
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SS: I went down to the clinic, uh, a private physicians 

office, and had the test done anonymously. 

RS: Went to a doctors office and had an anonymous HIV 

test done. 

FM: Sought out answer to HIV status. 

Two examples of derived themes and theme clusters (step 

five) are also provided: 

Theme Cluster: Accountability 

Themes: Accepted Accountability for Choices 

Accepted Accountability for Prevention 

Facing Financial Responsibility 

Theme Cluster: Empathy 

Themes: Empathetic to the Responses of Others 

Embraces Empathy 

Empathetic Toward Risks of Others 

Empathy for Innocence 

Desire to Return Emotional Comfort 
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Trustworthiness of Data 

Trustworthiness of qualitative research is the 

precision of representation of those who have been studied. 

There are several realms of trustworthiness which Guba and 

Lincoln (1989) identify and define, using the following 

terms. 

Credibility 

Credibility is achieved when research participants view 

the research findings as consistent with their own 

experiences. It is the correspondence of the results of the 

research to the events experienced by the individuals under 

study. Credibility can be established in several ways (Guba 

& Lincoln, 1989). Prolonged engagement by the researcher in 

the subject matter establishes one such means. Prolonged 

engagement by the researcher in this study included 

repetitive listening to audiotaped interviews, and lengthy 

immersion in the data. 

Member checks also ascertain study credibility. This 

process provides results of the research to the study 

participants and verification of their recognition of the 
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results as consistent with their experiences. This process 

was attempted in this study; however, none of the study 

participants were available for review of the results at the 

time the project was completed. Provision of the study 

results were provided to three other HIV-positive 

individuals, however; they reported overall agreement with 

the findings and saw the results as an accurate summary of 

the experience of receiving an HIV- positive diagnosis. 

Finally peer debriefing assures credibility. This is 

done by a review of the study results and analysis process, 

throughout the research process, with an individual who has 

no investment in the outcome of the study. In this study the 

committee chairperson, an expert in phenomenological 

research, served as the unbiased reviewer of study results. 

Transferability 

In qualitative research, transferability is an accuracy 

of the research results determined by the findings having 

meaning to individuals in the same situation (Streubert & 

Carpenter, 1995). Associated with the term transferability 

is generalizability (Guba & Lincoln, 1989). However since 
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phenomenological research is the study of experiences, 

research results can only be applied to individuals who have 

experienced the same event, and not generalized to an entire 

population. 

Transferability is determined by those who use the 

research, rather than the researcher. The researcher must 

present the research findings in a format that allows 

potential users to decide if the research is applicable to 

other individuals. This is accomplished by a thorough, 

detailed description of the experience. Guba and Lincoln 

(1989) refer to this as a thick description. The description 

of the content and process of this research is presented in 

sufficient detail to constitute a thick description. 

Dependability 

The term dependability is analogous to reliability . 

Dependability is found when another investigator in the same 

situation obtains the same results over time (Guba & 

Lincoln, 1989). A technique used to ensure dependability is 

the inquiry audit (Polit & Bungler, 1995). An inquiry audit 

is the scrutiny of the data and the documents of the 



research by an external reviewer. In this study the thesis 

chair performed this function. This function also has 

influence on the confirmability of the research. 

Confirmability 

Confirmability is the supposition that the results 

obtained in the research are separate from the researcher, 
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that is they are constructed from the data, not from the 

investigator's ideas or inspiration (Guba & Lincoln, 1989) 

Confirmability is obtained when the researcher demonstrates 

objective results of the study. Inquiry audits assist in the 

determination of confirmability. An audit trail is an 

important component of the research that provides for an 

effective inquiry audit, and the trail provided in this 

study is listed in Appendix C. 

Personal Perspective of HIV 

This research is a phenomenological approach to the 

experience of receiving a positive HIV diagnosis. The 

purpose of such a study is to understand this experience 

from the view of individuals who have gone through it. To 

understand the experience solely from the view of the 



participants, it is important for researchers to set aside 

preconceived ideas about the subject. This is accomplished 

by bracketing personal perspectives on the phenomenon 
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(Oiler, 1982). Bracketing is accomplished when researchers 

examine their perspectives on the subject, and then set them 

aside to allow the true meaning of the research to evolve. 

Personal experiences and perspectives of this researcher, as 

listed below, were bracketed for this study. 

The majority of nursing care I have provided to 

patients with HIV has been in an acute care, emergency 

setting. Because patients who seek medical care via this 

route tend to be in an acutely ill stage of their disease, 

their emotional response to their illness and their HIV 

status at that time does not necessarily reflect their 

overall response to the disease. Patients who require 

emergency treatment for infections associated with HIV also 

tend to be in the latter stages of the disease and have 

lived with the knowledge of their chronic illness longer 

than those individuals under study in this phenomenological 
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project. This extended knowledge may impact their acceptance 

of their infection. 

Personal association with individuals with HIV, 

although limited, has also impacted my perceptions of the 

disease. Having known individuals on a personal level who 

have died from complications of the infection, and having 

treated HIV patients in the end stages of the disease has 

influenced my conceptions about the disease. These 

conceptions include the areas regarding health care, 

significant others, acceptance of the disease, spirituality, 

and social impact of HIV. 

Summary 

This study uses a phenomenological approach to 

qualitative research, a process suited for the research of 

lived experiences. Data analysis was completed via a seven

step process adapted from Colaizzi's process of data 

analysis. Trustworthiness of the research must be 

established; the principles of Guba and Lincoln were used to 

assure high research standards and maintenance of 



credibility, transferability, dependability and 

confirmability. 
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CHAPTER FOUR 

ANALYSIS OF DATA AND PRESENTATION OF FINDINGS 

The analysis of data and presentation of findings are 

arranged into three separate parts: a description of the 

sample, an exhaustive description of the results, and the 

essential structure of the experience of receiving a 

positive HIV diagnosis. 

Description of Sample 

Three individuals, two men and one woman, were 
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interviewed for this study. The participants have been 

assigned fictitious names to protect their identity and ease 

reference of findings. Their ages ranged from 33-44 years. 

Two of the participants were high school graduates, and one 

had attended some college. None of the study participants 

was married or had children; one was in a relationship with 

a significant other. All participants were unemployed and 

residing at Chelsea House. While each of the participants 

had a history of use of mind-altering substances, all were 

at least 2 months into recovery from drug and alcohol use at 



the time of the interviews. A summary of the participant 

demographics is listed in Table 1. 

David 
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David who was 42 years old at the time of his 

interview, contracted HIV from I.V. drug use. He was 

diagnosed 11 months prior to the interview, and had not 

suffered any opportunistic infections from HIV. He received 

his diagnosis during an inpatient hospital stay for bleeding 

ulcers. Although he fell into a group at high-risk for the 

disease, he did not suspect that he had HIV prior to his 

diagnosis. 

Paula 

Paula was a 44-year-old single female and former heroin 

addict. During her 12-year drug addiction, she acquired 

money for the habit through prostitution. She received her 

positive HIV diagnosis nine years prior to the interview, 

after being arrested for prostitution. She was incarcerated 

at the time the results of her tests were revealed to her. 

Since that time Paula has had several opportunistic 

infections including Pneumocystis Carinii Pneumonia and 
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Table 1. 

Study Participant Demographics 

Name Sex Age Transmission Time Since 
Route Diagnosis 

David M 42 I.V. Drug Use 11 months 

Paula F 44 Uncertain 9 years 

Randy M 33 Sexual Transmission 7 months 



Candidiasis. Before coming to Chelsea House she lived in a 

small town in Arizona. At the time of the interview Paula 

had been at Chelsea House for 60 days. 

Randy 
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Randy was 33 at the time of the interview, and was 

diagnosed as HIV-positive seven months prior to the 

interview. He contracted the disease through homosexual 

transmission, and discovered his positive status after being 

anonymously tested at a local clinic. 

Exhaustive Description 

The exhaustive description of a phenomenon of receiving 

a positive HIV diagnosis is the collection of the themes, 

theme clusters and theme categories, integrated from the 774 

significant statements derived from the three interviews. 

The formulated meanings of these significant statements 

comprised 167 themes, 27 theme clusters and eight theme 

categories. The theme categories and their correlating theme 

clusters are listed in Table 2. Narrative descriptions of 

the individual categories follow, and to clarify the 

descriptions direct quotes from the participant interviews 



Tabl e 2. 

Theme Categories and Theme Clusters 

Theme Category 

The Gavel Falls 

Numbing The Pain 

Facing The Pain - A 
Kaleidoscope Of Feelings 

How I Got Here 

Reactions of Others 

Facing The Consequences 

Help From God 

Theme Cluster 

The Diagnosis 
Isolation 

Mind-Altering Substances 
Ignoring the Problem 
Apathy 

Depression and Despair 
Fear - The Constant Emotion 
Vulnerability 

Risk Factors 
Invulnerability 

The Power of Talking 
Family 
Friends 
Significant Other 
Strangers 
Role Models 

Accepting the Disease 
Accountability 
The Impact of Stress 
Illness 
Death 

New Spiritual Connection 
Surrender to God's Will 
Strength from God 
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Theme Categories and Theme Clusters (continued) 

Theme Category 

Going Beyond 

Theme Cluster 

Transcendence 
Empathy 
Hope 
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are included. A complete list of themes, theme clusters and 

theme categories is cataloged in Appendix C. 

Theme Category: The Gavel Falls 

The actual experience of receiving a positive HIV 

diagnosis was described in terms of (a) the diagnosis 

itself, and (b) a sense of isolation that the diagnosis 

brought. 

The Diagnosis 

Each of the participants began the interview with a 

description of the diagnosis itself. The memory of the event 

was very sharp in the mind of two participants. 

Paula: "When [the nurse] told me, she had tears in her 

eyes. She was looking at me and she goes, 'I have some 

really bad news to tell you Paula.' I was watching her 

tears and I said 'What?'" 

David: "They took me to my main hospital, and after 

getting me settled down, I was in there for three days 

before they even told me. And [the doctor] came up and 

he said 'I got one bad thing and one good thing [to 

tell you].' And I said 'Well let me hear the good.' And 
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[the doctor said] 'You gotta quit the drugs.' And I 

said, 'Well, what's the bad thing?.' He says, 'You've 

got HIV. '" 

Randy, however, didn't have as clear a memory of the 

specifics of his diagnosis, even though his was the most 

recently received. He attributed this to an assumption that 

he was positive prior to the diagnosis, and viewed the 

results of his blood test as mere confirmation of what he 

already knew. 

Randy: "I wasn't surprised at all. I decided to get 

tested because I wanted to know for sure. I pretty much 

knew I was positive, but I wanted to make sure." 

Isolation 

A feeling of isolation and loneliness that both 

accompanied and followed the diagnosis was described by each 

of the participants. The participants described these 

feelings as beginning as soon as the diagnosis was heard. 

David and Paula described knowing no one else who was 

positive, and feeling lonely. 

Paula: "I felt isolated." 
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Randy described an isolation that was fueled by a 

reluctance of other gay men to talk about the disease. 

Randy: "It was really, really a strange situation for 

me. Nobody urn, nobody I knew really talked about it. A 

lot of people [were] positive and nobody ever discussed 

it. So you're alone with it." 

Theme Category: Numbing the Pain 

After the diagnoses, each of the study participants 

described a sense of numbness in reaction to the results. 

The forms of numbing included (a) use of mind-altering 

substances, (b) ignoring the problem, and (c) apathy. 

Mind-Altering Substances 

Since the use of drugs and/or alcohol was present 

before the diagnosis in each of the study participants, use 

of mind-altering substances to numb the pain of being HIV

positive was not surprising. The length of time that drug 

and alcohol use continued after the diagnosis varied from 5 

months to nearly 9 years. 



62 

Paula: "So I came home ... but I still had problems with 

alcohol and drugs; and I put the disease on the back 

burner." 

Randy: "I just really didn't have a reaction. I was 

pretty numb, [because of] alcohol and prescription 

drugs. Mostly prescription, and alcohol but urn, I 

really didn't feel anything for a long time." 

Ignoring the Problem 

Another form of numbing came from ignoring the 

diagnosis and the problems it would eventually bring. While 

the ability to ignore the problem was made easier by drug 

and alcohol use, an overall numbness independent of drug use 

was described. Randy had difficulty expressing his feelings 

shortly following the diagnosis, due to the numbness he 

felt. 

Randy: "When it comes to being diagnosed, I mean my 

[feelings were] pretty limited." 

Randy: "I had a friend of mine who was diagnosed who 

was angry and he was sad, and was crying the tears, 

[but] I just didn't have any of it." 



63 

Apathy 

A sense of apathy toward the disease and the diagnosis 

was shared by each of the participants. When David was asked 

what he found to be most difficult in hearing that he was 

HIV-positive, his response was, "Well, right then I didn't 

really care." 

Paula echoed this sense of apathy, but conveyed an 

extension of the apathy to include her whole life. She was 

diagnosed in jail, and spoke of the apathy she felt after 

being released. 

Paula: "And I thought everything would be different. 

But nothing changed. I didn't change. I lost my 

gratitude." 

Theme Category: Facing The Pain - A Kaleidoscope of Feelings 

As the numbness of the diagnosis began to wear off, the 

participants gradually faced their feelings about being HIV-

positive. The experiences that were common to the 

participants included (a) depression and despair, (b) fear, 

and (c) a sense of vulnerability. 



Depression and Despair 

As feelings of apathy wore off for each of the study 

participants, feelings of despair began. Randy reported 

these feelings earlier in the experience, possibly due to 

the expectation he had that his test results would be 

positive. 
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Randy: "I did feel real depression. Add in some alcohol 

and you know, sit around ... and think I'm gonna die. 

So ... there was a lot of depression." 

Paula: "I was thoroughly depressed." 

David expressed his despair with the situation in how 

he viewed his life. 

David: "I didn't really care if I lived or died. But 

when you find out 'I can die,' you know, God! I asked 

Him, 'Please take me. '" 

An overwhelming sense of fear was described by each of 

the participants. For Paula, the fear began immediately, as 

soon as she heard the diagnosis. 

Paula: "And I was scared. I got real scared inside . " 
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Randy described a similar sense of fear with the 

diagnosis: 

Randy: "Cause it's pretty scary in the first place to 

have anybody giving those [HIV-positive] results." 

Fear became an overwhelming part of everyday existence, 

and included fear of abandonment, fear of discovery, fear of 

illness and death, and fear of harassment for being HIV

positive. 

David: "And what, about the first month, it started 

affecting me real bad. You know, just thinking 'I'm not 

gonna live that long,' 'What's gonna happen?,' 'What's 

my family gonna say?'" 

Randy: "[The topic of HIV was] always kept hush hush, 

real quiet. [Because there was] a lot of fear. Fear of 

being found out." 

Randy: "And people don't harass me because they don't 

know . But if somebody knew I was sick, or that I was 

positive, chances are that I'd be a walking invitation 

for people to bother me about it." 



Nearing the end of the interview with Paula, she 

expressed the overwhelming constance of fear when talking 

about her future. She said that she dreamt of being loved, 

feeling secure, and "the fear not (being) there." 

Vulnerability 
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Being told that they had contracted a fatal disease 

brought the insight of vulnerability into the lives of the 

study participants. Although they had been involved in high 

risk behavior for considerable time before the diagnoses, 

the fragility of life was not fully realized until the 

awareness of their positive HIV status. For Paula the 

realization came only when she was very ill. 

Paula: "And I really had to be strong inside here. And 

I really really wasn't because I hurt so bad inside. 

And then, I didn't know if I was going to be alive the 

next day." 

David spoke of his feelings of vulnerability in context 

to depression. He expressed this realization of 

vulnerability: 
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Randy: "But when you find out 'I can die,' you know, 

God!" 

Theme Category: How I Got Here 

An evaluation of the risk factors and cause of 

transmission, and reflecting on feelings of invulnerability 

that preceded the disease, occurred with each participant. 

An understanding of "how I got here" seemed crucial to 

understanding how to move beyond the disease. 

Risk Factors 

Acceptance of the consequences of intravenous drug use 

and high risk sexual activity emerged as a component of 

facing the reality of being HIV-positive. Randy freely 

admitted that his life was immersed in risky behavior. 

Randy: "I worked in a bar. In a gay bar. And I'd hung 

out at bookstores, bars, and on the streets. You know 

the whole circle, full circle type of thing for a long 

time. And I knew some people that had been tested 

positive, and I knew about HIV." 
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Paula expressed that she knew her high risk behavior 

could be traced directly to the cause/ and even the time of 

transmission: 

Paula: "And I know that within six months/ I contracted 

it. Because I came up with a negative test [six months 

prior] 1 and because of my behavior." 

An acceptance of the risk factors as a cause of 

transmission may seem obvious/ but played a central role in 

the process of movement toward acceptance of the disease. 

For Paula/ David 1 and Randy/ the risk factors played very 

significant roles in their lives. David described his drug 

use which led him not only to HIV 1 but also to become 

unemployed and homeless: 

David: "It [HIV] started while I was doing a lot of 

crystal meth [methamphetamine]. And Uffi 1 I was slammin' 

it. Putting the needle in my arm." 

Invulnerability 

Reflecting on the cause of the transmission brought the 

participants to realize a sense of invulnerability they had 

felt during the time of high risk behavior. Conceivably/ 
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this sense of invulnerability may be what led Paula and 

David to feel shocked when they first heard their positive 

test results. In spite of the high risk behavior he was 

immersed in, David reported that he felt a sense of immunity 

to the disease: 

David: "I didn't think I'd ever catch it." 

Although Randy described a feeling of invulnerability 

as only a modest emotion for him, he did see this feeling as 

being widespread in others: 

Randy: "Most people don't think it can happen to them. 

Straight, heterosexual, families, whatever ... that it 

can never happen to them." 

Theme Category: Reactions of Others 

The individual's response to their newly discovered HIV 

was both helped and hindered by the reactions and responses 

of others. At times it was even difficult for the 

participants to describe the reactions and behaviors of 

others as helpful or hurtful, but clearly the response of 

others was a major factor in how each of them responded to 

their disease. This category is broken down into the seven 



theme clusters, (a) the power of talk, (b) family, (c) 

friends, (d) significant others (e) others with HIV 

(f) strangers and society, and (g) role models. 

The Power of Talking 
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Talking about their diagnosis and health was important 

in processing what was happening for each of the 

participants. David talked about being able to discuss his 

feelings with a minister. 

David: "My minister, he's helped me out quite a bit. He 

listens mostly. Let's me asks questions, and talk 

without [judging me]." 

Paula: "I shared [being HIV-positive] in AA yesterday. 

And I've been going there for like, 60 days." 

Randy had to overcome the pressure from his peers to 

keep the subject quiet. His belief that talking is the 

strongest form of prevention he has, has helped him overcome 

this pressure. 

Randy: "The amount of people that come out and talk 

about it is really pretty limited." 



Randy: "This is the way that we, by corning out and 

[talking about HIV] this is the way we keep it from 

happening again." 
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Randy: "The more I find myself being open in general 

about [HIV] , the more I realize that whatever I do is a 

statement not only for me, but for people like me." 

Family 

The reaction of their family at the time of diagnosis 

was emphasized by each of the participants as something that 

greatly influenced their own reaction to the disease . The 

decision to inform the family was made carefully, as the 

fear of abandonment mentioned previously was strong. All 

three of the participants had been estranged from their 

family to one degree or another at the time of their 

d i agnosis, so family acceptance was particularly worrisome . 

David described acceptance for him as not being rejected by 

his family. Support, in the form of simple acceptance, was 

all he hoped for. 

David: "I called up my sister, and I hadn't talked to 

her for like, three years. And I told her. And she said 



'Yeah, so?' 
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I was glad she said it like that. A lot of 

people in group ... tell about their families. And a lot 

of the families just disown them. And I would rather 

just have my sister say [what she did] . She knew I was 

on drugs, more or less she was just telling me, 'You 

picked your lifestyle, now you've gotta live with it.'" 

Paula described family abandonment as common for people 

with HIV. Acceptance at any level is appreciated, when so 

many others with HIV are forsaken by family. 

Paula: "There are so many people who are HIV [positive] 

and they have nobody. Like here [at Chelsea House]. [A 

lot of people are] not in contact with their family. 

Their brothers and sisters totally cut them off. Like 

they're dead already." 

Randy described the family's acceptance of the 

diagnosis as a process unique for each individual in his 

family. He also spoke of an elderly aunt who provided an 

unexpected level of support the rest of the family had not 

yet achieved. 



Randy: "I don't have a lot of contact with some of my 

family. But the ones I do have contact with, they all 

know. And uh, it's kind of, kind of kept quiet, but 

it's being discussed more and more as time goes on." 
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Randy: "Actually between my sister who's 38 and I, the 

word HIV is not spoken unless I say it. Between a 

brother that I have that I talk to, he's 36, he deals 

with it. I think he's concerned, but it's never 

discussed." 

Randy: "I have an aunt who's 85, who's a European 

immigrant, really from the old school, the whole thing. 

And she probably deals with it more openly than anyone 

else. And I don't see her that often, but whenever I 

see her she [says] the words 'HIV'. She says the words, 

you know, 'How are you feeling? How's the HIV going?'" 

Some reactions of family were clearly painful for the 

study participants. Paula described being made to feel 

contaminated at a dinner at her mother's house. 

Paula: "My mom would get out a cup, and she wrote my 

name on it, and I remember drinking and trying to keep 
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my glass to where I was sitting. Because every time I'd 

see [my family's] eyes looking at which cup was theirs. 

You know, they all quit drinking their drinks." 

Paula: "My mom'll make my plate for me. She doesn't let 

me get in her refrigerator." 

Friends 

Like the reaction of the family, friends were also both 

helpful and harmful in the months that followed the 

diagnosis. David described abandonment by friends he was 

living with: 

David: "Before I went out on the streets, I was livin' 

with a couple. I finally broke down and told them, I've 

got HIV. And they said, 'I'm sorry, but you've gotta 

get out.' I'd just paid my rent, and I had to move out. 

I thought they were real good friends." 

For Randy, the difficulty in sharing the disease with 

friends came from the tendency of his gay friends to avoid 

issues about HIV and AIDS. Randy described an acquaintance 

who died of AIDS, and a reluctance of his friends to talk 

specifically about the disease. 
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Randy: 11 I had one friend of his talk about it to a 

certain extent, but whenever he talked about it, it was 

always kind of vague. I knew from what he was telling 

me, that he really didn't talk about it to too many 

people in detail, how he felt. 11 

This general reluctance to discuss the disease led 

Randy to avoid bringing the topic up himself. When he did, 

peers would pressure him into keeping quiet. 

Randy: 11 I [would] openly say I'm positive and I've 

known people who, they'll pull me aside or call me on 

the phone, or maybe at a private function later, and 

say, 'You know we want to kind of keep this quiet. ' 11 

Randy: "And so I never really ... talked about it that 

much more. 11 

Nonetheless, Randy appreciated that discussion of HIV 

lS even more difficult in heterosexual communities, and 

appreciates the support that is there for him, even if it's 

only in the form of affiliation. 

Randy: 11 But I'd still much rather be gay and have HIV; 

cause at least people expect it. I can deal with my 
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sexuality and HIV better because if I go to an HIV 

organization, chances are, a lot of the people [there] 

are going to be gay. I don't have to feel like an 

outsider." 

With the advent of HIV, each of the study participants 

described a change in their support system and friends. 

Likely this was due in part to each of the participants' 

ending drug use and promiscuous homosexual behavior, ln 

addition to seeking out support systems in which the issue 

could be discussed. Frequently, this was with other 

individuals who are also HIV-positive. David, a 

heterosexual, discussed the connection of HIV that overcame 

other issues. He referred to the high percentage of gay men 

he now counted as friends: 

David: "Well we all [have] one thing in common. We all 

have [HIV]. We seem like a family." 

Significant Other 

Paula was the only study participant who was in a 

relationship at the time of the interviews. The nature of 

sexual transmission of the disease made the topic one of 
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concern for Randy also, as he looked to the future and 

prospective relationships. David on the other hand, did not 

discuss this aspect of his life. 

Paula spoke of the comfort her relationship brought to 

her at the time of her diagnosis, describing reassurance, 

acceptance and respect as benefits she received in the 

relationship. She also reflected on the difficulty her 

diagnosis brought to the relationship, including alteration 

of sexual expression, and the difficulties of living with 

someone who is frequently ill: 

Paula: "I feel like [significant other] has been 

through hell with me ... and could just drop me and have 

an easier life, and go with someone who [has health, 

money] and energy. Someone without this disease." 

Although her significant other is HIV negative, Paula 

reflects on what the relationship has cost her lover. 

Paula: "Cause I want to go home and be good and clean 

in my relationship. Give back what I've taken ... trust . 

She damn near gave me her life. She did give me her 

life: nine years of it . " 



Randy also spoke of relationships, although in future 

tense, saying he wasn't yet ready to deal with all of the 

issues having HIV in a relationship will bring. 
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Randy: "Relationships ... I have a little bit of fear 

about that. Finding someone who's really responsible. 

You know the kind of man I'd like to be with, and at 

the same time knows I'm HIV-positive, and can live with 

it. I have a little bit of fear about that." 

Randy: "I'm putting any relationship idea on hold. Just 

for the time being. Just for getting my own life 

together . " 

Strangers and Society 

Individuals who did not fall into the categories of 

friends, significant others, or family are assembled under 

the heading strangers and society. The reactions of 

individuals who fell into this category were described as 

having a solid impact on each of the study participants. 

Paula was strongly influenced by strangers at her diagnosis, 

because her incarceration meant all of her contacts were 

with people she didn't know. 
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Paula: "The way I got treated in jail, girls wanted to 

kick my butt. Uh, I was 'the AIDS woman.' My name 

wasn't Paula." 

Paula: "And no one would talk to me, and if they did, 

they were talking behind my back, [not] to my face. And 

there was no respect. It was just the cruelest time in 

my life." 

Randy and David described a lesser cruelty in treatment 

by others, but reflect that the impact of the treatment was 

strong. One incident occurred at Chelsea House, with a child 

who had AIDS and was ill. 

Randy: "One of the firemen said, 'You have an AIDS baby 

here and you don't have transportation?' And the way he 

said it was like, you know, 'You inferior people, 

you're not taking care of the baby.' He gave us a scowl 

and ... made that comment." 

Included in this category is treatment by health care 

professionals. Simple behaviors and responses of those 

providing medical care made a big difference in the reaction 

of the participants. Paula described recent treatment she 
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received in the trauma room at a local hospital, after being 

hit by a car. 

Paula: ''If that car accident didn't kill you then every 

body's attitude would. 'SHE'S HIV! SHE'S HIV! SHE'S 

HIV!' I mean [the doctor] yelled it three times as loud 

as he could. It was like, couldn't somebody say 'Okay, 

we heard you. ' " 

Interestingly, the use of gloves did not make Paula 

feel contaminated, but rather reassured her of the health 

care worker's knowledge of the disease and professionalism. 

She described an incident in which gloves weren't worn: 

Paula: "When I was detoxing at the mission, I was 

throwing up a lot, and I wished they would have worn 

gloves, because I could have broken a vessel, you know, 

with the way I was throwing up and stuff." 

Role Models 

Role models, both people who have HIV and people who 

support finding a cure and preventing its transmission, 

warranted significant mention in each of the participant's 

interviews. Paula described watching the Academy Awards 
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specifically to see who would wear a ribbon in support of a 

cure for HIV. 

Paula: "Well, very few people had the red ribbon on. 

And uh, [one celebrity] made a comment, 'I paid $5000 

for this dress, you think I'm gonna pin ribbons all 

over it? Cause there's ribbons for every disease there 

iS • I II 

Paula was diagnosed earlier than David or Randy, and 

referred to Ryan White as an important influence in her life 

just after finding out she was positive: 

Paula: "Ryan White was my idol, when I found out. I 

watched everything that came out on him. That was the 

only guy I knew [who was HIV-positive] ." 

David admired and voiced the desire to emulate a role 

model whom he saw on a videotape, speaking to prisoners 

about his positive HIV status. 

David: "This man who had HIV. He went around the 

prisons talking about it. Educating people on it. And 

he did it in a joking way; he was a comedian about it. 

He had a good attitude." 
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Theme Category: Facing the Consequences 

The repercussions of having the human immunodeficiency 

virus are divided into five theme clusters. They include (a) 

accepting the disease, (b) accountability, (c) stress, (d) 

illness, and (e) death. 

Accepting the Disease 

Acceptance of HIV took time and varied in description 

for each of the participants. Accepting HIV as both part of 

the identity, and as something that had an impact on daily 

life was empowering. 

David: "And it took me a while to dawn on me what 

really happened." 

Randy: "And then when I had the lab work done, I 

realized this is something I'm going to have to do 

every few months. I'll have to keep tabs on it, I'll 

have to keep up with it. I came to terms with the fact 

that this is something I'm gonna have to deal with." 

With the acceptance of HIV, came a search for purpose. 

Randy: "Something I can see is some kind of purpose 

coming out of this. I think that was the biggest thing 
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for me when I first found out; I realized I had to have 

some kind of meaning." 

Accountability 

After acceptance of the disease as part of their 

identity, acceptance of accountability occurred for all 

three participants. This included accepting accountability 

for the disease, the prevention of its transmission to 

others, and for eliminating the high risk behaviors that 

brought about the diagnosis in the first place. 

Paula: "Everybody I used drugs with in the street, I 

would tell that I'm HIV-positive. And they would still 

ask for my needle. Even if they didn't have bleach 

there, they'd still ask for my needle. And I would not, 

I wouldn't give it up." 

Paula: "I never shared my needle once I was told. Uh. I 

think it's very important." 

Randy admitted to continued high risk behavior for some 

time after his positive diagnosis. His acceptance of the 

disease and recognition of a personal accountability for its 

transmission occurred gradually: 



Randy: "Cause I put myself in a lot of dangerous 

situations being reexposed. And I at times put other 

people in danger of being exposed." 
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Randy: "And realizing this is not some kind of fun and 

games you can deal, you can play around with. You know, 

HIV is a serious issue. And you know, my life could be 

at stake as well as somebody else's. So I think I've 

accepted it more." 

Clearly, Randy found this accountability to be 

empowering: 

Randy: "I think if you're ... oriented, oriented toward 

being an educated, honest person, you take 

precautions." 

David also saw the power in accountability, and 

reflected on what that meant to him. 

David: "And, uh, far as I know I haven't [given HIV] to 

anyone. And if I did, oh, man. That would tear me down, 

real bad." 

Finally, the personal accountability for sobriety was 

faced. 
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Randy: "I try to go back uh, to living some kind of 

happy lifestyle. And it took me to have, to remove the 

alcohol, to get there, which I think it was a big 

factor for a lot of people." 

Paula explained her mother was concerned she'd go back 

to drug use if she returned to the town they live in, after 

leaving Chelsea House. Her response depicted Paula's 

realization that sobriety is not dependent on location, but 

rather a personal responsibility. 

Paula: "Yeah, and [my mother] wants me to stay here, up 

here, because she's afraid if I go back ... that I'm 

going use [drugs] again. And I've told her that drugs 

are prevalent here too. It's all within me." 

Stress 

An increased impact of unrelated events, and an 

awareness of the impact of stress was reported by each of 

the study participants. What might typically result in 

feelings of stress was found to be even more stressful after 

the positive diagnosis. Paula described how she felt after 

being hit by a car while crossing the street. 
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Paula: "Yesterday was awful. And it was because of the 

fear of crossing Indian School Road! People keep 

pulling out in front of me. Now I'm so stressed! And I 

know my T cells are dropped way low because of getting 

hit [and] all the tests that they did." 

David: "And they say not to stress because it knocks 

[your immune system] down and urn, I'm working with it." 

This impact of stress and the response of the immune 

system to stress was described as something the study 

participants struggled to control. 

Illness 

Two of the participants (David and Paula) had 

experienced illness related to their HIV status or drug use, 

but only Paula had encountered opportunistic infections 

associated with Acquired Immunodeficiency Syndrome. Both 

actual and anticipated illnesses played a major role in 

accepting the consequences of the disease. Paula described 

her slowly deteriorating health: 

Paula: "The only sicknesses I keep getting are 

pneumonias. But I have a bad lung anyways, I had one 
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removed ... I get cold easily. I get tired, fatigued. I 

don't have the energy drive that I used to have." 

Along with the acceptance of illness came an 

integration into the health care system. Paula related that 

in addition to attending Chelsea House, the appeal of high 

quality medical care allured her to the city. Unfortunately, 

her hopes for an improvement in health through good medical 

care have not been fulfilled. 

Paula: "I came here [to the city] cause there's 

supposed to be the best doctors. [Through AHCCCS I was] 

referred to a doctor here, and he's really bad." 

Paula: "I'm so sick of appointments. Since the accident 

I've been going three times a week." 

Randy on the other hand, had not experienced any 

illness from HIV, yet the subject still weighed heavily on 

his mind. Indeed, for him thoughts of illness were more 

troubling than thoughts of death. Anticipation of future 

illness played a pivotal role in his acceptance of the 

disease. This was due in part to seeing friends die from 

AIDS. 



Randy: "I think [getting sick] is what I worry about 

more than anything. It's the getting sick part that I 

don't like. And I think that's a concern for a lot of 

people." 
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It became clear that Randy had given a great deal of 

thought to his own progression of the illness. 

Death 

Randy: "I look at myself in the mirror sometimes and I 

see you know, I have big cheeks, I have a narrow face. 

I once looked at myself and I [thought] if I started 

wasting, or if I started really getting sick, the first 

thing on me that would go would be my face. The next 

thing that would go, you know I have long arms, and I 

have kind of bony arms, and for me, I'd have stick thin 

arms." 

The nature of HIV and AIDS brings many to immediately 

associate the disease with death. This was true for all of 

the study participants. 



Randy: "The overwhelming thing when you hear [HIV] 

thinking back, this was what it was like for me. 

Thinking 'this means death.'" 
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Paula: "And I thought I was going to die. I've checked 

out like, the living center, where if you're gonna die, 

you go there." 

Eventually, death was seen as something less imminent. 

Defiance, acceptance, anger and even courage from thoughts 

of death were expressed. 

David: "And I, they [doctors] said that uh, I'll 

probably live ten years. But I think I'll live longer." 

Paula: "[The doctor said] I was in my last days. And I 

got so mad I jumped out of that bed and I tried to walk 

away. And that gave me the courage to fight, to make 

myself eat. Doctors have told me that I'm dying. And 

each time they tell me that, my anger keeps me alive." 

Randy: "I don't mind the dying part. There's nothing 

really I can do about that." 
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Theme Category: Help From God 

Immeshed in each of the study participant's response to 

their diagnosis, was the spiritual connection they 

experienced. This included (a) new spiritual connection, (b) 

surrender to God's will and (c) strength from God. 

New Spiritual Connection 

A spiritual connection or closeness with God that did 

not exist before the diagnosis was described by each of the 

study participants. This connection both comforted and aided 

the participants in their acceptance of the disease. 

David: "It [HIV] just brings you closer with Him." 

Paula: "And I prayed a lot. I got really close to God. 

And from my cell through the thick walls I could hear 

people in church, singing. So this really brought my 

spirit up." 

Randy: "When I first got diagnosed I had been an 

agnostic. I started looking for some kind of god to 

believe in. Urn, which, which helps a lot." 
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Surrender to God's Will 

While providing comfort, this newfound spiritual 

connection also required a surrendering to God's will. Paula 

described this well: 

Paula: "I just ask God to help me share it the way He 

would want me to relay His message. To use me as His 

vessel. Because He's given me my years." 

David: "God's giving me a chancei this is the way God 

wants me to work." 

Strength from God 

Personal strength was described as coming from a 

spiritual connection with God. Paula described this 

connection as what helped her both immediately after the 

diagnosis, and in the years that have followed: 

Paula: "And I prayed a lot. I got really close to God. 

And I think it's this [connection] that's kept me alive 

for 9 years." 

Randy: "My [belief 1n God] ... helps a lot. I kind of 

return [to Him], I try to go back to living some kind 

of happy lifestyle." 



Theme Category: Moving Beyond 

After receiving the news of being HIV-positive, a 

feeling of numbness, and then facing the pain of the 

diagnosis, the study participants described moving beyond 

the diagnosis. The category of moving beyond is separated 

into (a) transcendence, (b) empathy and (c) hope. 

Transcendence 

Due in part to the pain and feelings of vulnerability 

that accompanied the positive HIV diagnosis, evaluation of 

life and finding peace became a priority for each of the 

study participants. David described this: 
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David: "It [HIV brought me] closer to reality, [to] 

life. What [I'm] gonna do. It's about time to grow up, 

face the consequences. In a way this almost has been 

good for [me]. I'm happier." 

Paula also described a happiness that she ascribes to 

having HIV. 

Paula: "But [these are] like my golden years." 

The desire to move beyond the disease, for Randy, 

includes furthering his education and going back to school. 
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Randy: "And I plan to just ... get on with school and 

get on with my life. I'm leaning toward psychology, but 

urn, I'll probably be taking classes like chemistry, 

physics, psychology, philosophy. Find out where my 

strongest assets, my strongest abilities lay." 

Em~ a thy 

Moving beyond the diagnosis, for each of the 

participants, included finding understanding of the 

reactions of others. This included forgiveness and empathy 

for the people who have treated them poorly and have 

misconceptions about them and their disease. 

Paula described now understanding why she was treated 

cruelly immediately after her diagnosis, when she was in 

jail. 

Paula: "But there was a lot of people that would 

apologize for not being able to be my friend. Because 

they couldn't handle the pressure of the people that 

ran the place, [and] the other inmates." 

David: "[When they find out I'm HIV-positive] people 

move away. They physically move away, like they think 



they're gonna catch it. Which [isn't] right, but 

they're not aware of what's going on. They've just 

heard of it; they're [scared]." 
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A sense of empathy for others with the disease was also 

expressed. David spoke of an HIV-positive child who lived in 

the Chelsea House residence complex where he stayed. 

David: "I pray for him all the time. Everybody here 

just loves him. He's got a glow to him. You get him to 

smile and laugh, it's great." 

Additionally, an understanding of why people continue 

ln high risks lifestyles was easily empathized with. 

Paula: "I see 16th Street and the girls are still out 

there working. And, you know it's really sad." 

Randy: "A lot of people who have got the virus and 

[continue high risk behavior] are not necessarily bad 

people. Most of them are really smart [and] to some 

degree have their [lives] together. But as far as HIV 

goes, I think that [it's] denial. Not wanting to deal, 

not being able to deal with the fear that you could die 

from it." 
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Hope, the belief that what is wished for is possible, 

was expressed by each of the study participants. For Randy, 

hope was for a cure for AIDS. Paula's optimism laid in her 

ability to stay sober after leaving Chelsea House. David 

hoped for going back to the normal life he led before 

becoming entangled in drugs. 

Randy: "It's my opinion that all of this some day will 

go away. [That] HIV will no longer be the threat it 

once was. I personally believe that very strongly." 

David: "Now I'm trying [to get financially secure]. I 

want to get on SSI, [and] get my own place. Get my 

[other medical problems] taken care of. And then [find] 

work." 

Paula: "My hope is [that] this isn't my last good clean 

time here in the program [Chelsea House] . Cause I want 

to go home and be good and clean in my relationship. 

Give back what I've taken. Show [significant other] how 

good a woman I am without the drugs and the alcohol . " 
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Essential Structure 

The experience of receiving a positive HIV diagnosis is 

one that sets into motion a process of adaptation. Study 

participants reported a sense of isolation and feeling alone 

with the news, both immediately and for some time following 

the receipt of their positive test results. 

Accompanying the feeling of isolation was a desensitive 

or numbed reaction to the news. This was both spontaneous 

and induced through the use of mind-altering substances. 

Each participant reported a length of time in which the 

problem was ignored, and with that was an associated apathy, 

not only for HIV, but for life in general. 

Slowly, and at their own pace, each participant began 

to confront the pain of their reaction to being HIV-

positive. This pain included depression, fear, and a sense 

of vulnerability. As the pain was faced, so was the reason 

the participant became HIV-positive. This included in-depth 

reflection of participation in high-risk behavior, 

realization of a sense of invulnerability before the 

diagnosis, and the actual cause and time of transmission. 
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The reaction of others played a significant role in how 

each of the participants responded to their diagnosis. Each 

participant e~pressed a desire to share the positive results 

of the diagnosis, and a need to talk about HIV and AIDS. 

Impact of the reaction of others varied. Family had the 

greatest influence. Each of the study participants became 

closer to their family after revealing their HIV status, but 

negative reactions did occur, causing distress and 

alienation. Friends were also an important component of the 

equation; connections with the past were evaluated and often 

relinquished, and new friends, especially others with HIV, 

became core support systems for each of the 

participants. Relationships with significant others were 

mentioned by two of the three participants. An ongoing 

relationship was both rewarding and challenging for one 

participant, and the presence of HIV brought about a deeper 

level of communication and commitment for that couple. 

Contemplation of future relationships for another 

participant was given a great deal of thought, and 

trepidation toward that experience was expressed. 
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The reaction of strangers and acquaintances to knowing 

the participants were HIV-positive had a substantial impact. 

From inmates in prison to health care workers, the reaction 

of others to this disease was well remembered by each 

participant. Also of importance to the participants were 

role models, both those who supported finding a cure, and 

those with HIV. 

Gradually, movement toward facing the consequences 

began for each participant. Accepting the disease was 

described as empowering. Accepting the disease led to a 

search for purpose, and acquiescence to the loss of control. 

It also moved the participants forward to deal with the 

disease on a daily basis. Accountability for prevention, 

prior use of drugs and alcohol, and remaining sober were all 

realized. The impact of HIV in everyday life was faced, 

including concerns of the influence of stress on the immune 

system, and a realization that seemingly unrelated events 

impacted their disease. Concurrent and potential illnesses 

and death were also faced as the consequences of being HIV-

positive were addressed. 
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For each of the study participants, a spiritual 

connection was empowering. An estrangement with God prior to 

the diagnosis was reported by each of the participants, and 

the new connection to God provided closeness, comfort, and 

strength. 

As response to the diagnosis progressed, each of the 

participants began to see beyond the disease. Life was 

evaluated and a happiness not present before the disease was 

found. Self respect, sobriety and participating in life 

rather than reacting to it were the embraced consequences of 

having HIV. Each participant also reported a newfound sense 

of empathy. An understanding of the hurtful and fearful 

responses of others was expressed, as well as empathy for 

people who continued high risk lifestyles. Also present was 

an empathy for others with HIV, and a desire to provide 

emotional comfort to others. 

Finally, hope was identified as a key component to 

moving beyond HIV. For each participant hope was defined in 

a different way, and included hope for a cure, hope for 



emotional connection with others, hope for continued 

sobriety, and hope for returning to a normal life. 

Summary 
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The exhaustive description and essential structure 

characterize the experience of receiving a positive HIV 

diagnosis. The progression to transcendence is a lengthy and 

arduous endeavor. Establishing and maintaining a connection 

to other people, God, and the individual's own feelings, 

encourages transcendence of and growth beyond the 

experience . 



CHAPTER 5 

CONCLUSIONS AND IMPLICATIONS 
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There is meaning for nursing in visiting the lives of 

individuals who have experienced receiving a positive HIV 

diagnosis. Although phenomenological research is 

accomplished to understand the individual's experience, the 

results of this study can be applied by nurses when dealing 

with others who are being diagnosed HIV-positive. Since 

generalization of findings is not the goal of phenomenology, 

it is the responsibility of the reader to apply the research 

ln appropriate circumstances. Understanding the process by 

which others worked through the experience of discovering 

their positive HIV status may aid the nurse in her approach 

to patients undergoing the same event. Understanding of 

individual time frames for healing, needs assessment, and 

concepts for future research can be derived from the study . 

Nursing Implications 

The results of this study may aid nurses in 

understanding the manner in which people process the 

experience of receiving a positive HIV diagnosis. Applying 
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the results of this study to other individuals who are 

undergoing the same event may promote improved 

communication, ease of suffering, and facilitation of 

progression toward transcendence. The value of this is 

demonstrated in that each of the study participants donated 

their time and expression of feelings to improve the 

response of nurses as they interact with others with HIV. 

The Gavel Falls 

The study participants came to know of their positive 

HIV status in different manners, after hospitalization, 

after incarceration, and voluntarily . Memory of the event 

itself varied from vague to very detailed. A prior 

understanding of the behaviors that made them at risk for 

HIV did not necessarily reduce the impact the positive test 

results had. Nurses should not imply that patient's knowing 

they're in a high risk group for HIV, makes the result of a 

positive HIV test any easier to take . 

At times, nurses may find themselves in the position of 

revealing the results of HIV testing. An understanding of 

the response the participants in this study had may prepare 
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the nurse for the reaction of others. Due in part to the 

varied situations in which these participants received their 

results, the initial reaction to the diagnosis varied 

greatly. Preconceived notions of typical reactions to 

devastating news should be suspended, as the study indicates 

the reaction is as varied as the individual. 

A sense of isolation and loneliness accompanied and 

followed the diagnosis. The physical and emotional 

separation from others was extensive and painful. 

Understanding of these feelings of loneliness can aid the 

health care provider in providing options to decrease the 

pain this isolation induces. The knowledge of support 

groups, AIDS Service Organizations, and assistance programs 

for individuals with HIV may provide a link with other HIV

positive individuals that will ease the distress of 

isolation at this time. An understanding that isolation is 

at times self-protective should also be realized. Support 

should be offered, not presented in a manner which threatens 

the defense mechanisms of the newly diagnosed patient. 
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Numbing the Pain 

A sense of numbness both automatic and induced through 

drugs and alcohol, was present for varying times in each 

study participant. While the health care worker may be 

inclined to view this numbness as maladaptive, an 

understanding of its purpose should be sought. The 

overwhelming power of addiction must be considered in 

itself; additionally an empathetic approach to use of mind

altering substances as an anesthetic will lay a foundation 

for future communication. 

While other studies have indicated that the time 

immediately following a positive diagnosis to be especially 

traumatic (Firn & Norman, 1995), this study demonstrates 

that a sense of numbness may also be present, easing the 

transition between receiving the diagnosis and dealing with 

the issue. The nurse should be cognizant of the impact of 

numbing on the patient. Difficulty comprehending 

instructions and a reluctance to participate in health care 

may be demonstrated. Written instructions, repetitive 

education, reminders of appointments, and telephone follow-
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up are viable solutions to help with the potential effects 

of numbing. 

It is important to realize that a sense of numbness and 

apathy may allow maladaptive behavior to continue in the 

HIV-positive individual. The same behaviors that put the 

individual at risk for HIV (I.V. drug use, unprotected 

sexual activity) are likely to continue, and now have the 

potential to infect others, as well as reinfect the newly 

diagnosed individual. Certainly the most responsible 

approach is to eliminate or reduce the risk of these 

behaviors. A realization that the behaviors will probably 

continue, at least for some time immediately after the 

diagnosis, can be inferred from this study. Therefore, 

encouragement of the use of clean needles, condoms, and 

refraining from needle sharing should be stressed in all 

patients who fall into risk-groups for HIV, especially those 

who have been diagnosed as HIV-positive. 

Facing the Pain 

As the numbness began to lift, and the participants 

began to address the pain they felt in being HIV-positive, 
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numerous emotions were described. Fear was the most 

frequently discussed of these feelings and described as 

present in numerous facets of the individuals' lives. Often, 

fear was present because of a lack of knowledge about the 

disease. The responsibility of the nurse to provide current, 

situation and education-level appropriate information to 

patients with HIV can be inferred from these results. 

The sense of despair that eventually arose in the 

participants should have influence on those who care for 

patients with HIV. Sadness and depression are well 

documented in other studies of patients with HIV and AIDS, 

(Sherr, Hedge, Steinhart, Dave & Petrack, 1992), and the 

psychological impact of this despair should be evaluated. 

Provisions for counselling, expression of feelings and 

emotional support become the responsibility of health care 

workers caring for patients with HIV. Identification of 

feelings of despair and depression that are extensive enough 

to raise the concern of self-harm, must be considered. 
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How I Got Here 

As the study participants came to terms with having 

HIV, accepting the route of transmission and the part their 

behavior played in acquiring the disease was paramount. 

Although the risks of transmission were known by each of the 

participants during participation in high risk behavior, 

contemplation of those choices also occurred after the 

diagnosis. With this reflection, each of the study 

participants evaluated choices from the more distant past, 

that led them to drug use and participation in high risk 

behaviors. While the analysis of addiction and sobriety was 

not the intent of this project, it became clear that use of 

mind-altering substances was emmeshed within each 

individual's reactions both to their lives and to their 

diagnosis. The complexity of addiction added to the 

complexity of receiving a positive HIV diagnosis. 

Two of the study participants referred to Alcoholics 

Anonymous as a source of support for their addiction. Other 

support and treatment programs available for referral for 

individuals who use drugs and alcohol should be known by 
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health care providers. Additionally, it is likely that 

issues that placed the individual at risk for drug and 

alcohol addiction in the first place, will require 

addressing. Indeed this study supports the findings of Gala 

et al. (1993) that distress is associated even more with 

lifestyle than with negative or positive HIV status. 

Reactions of Others 

Possibly the greatest area in which nurses can impact 

the individual with a positive HIV diagnosis is in the 

reactions of others. Universally discussed by the 

participants was a need to talk. A conflicting reluctance to 

share the positive diagnosis was also present, as the study 

participants voiced fear of being judged and further 

alienated. Providing a non-threatening environment in which 

the patient can express concerns and feelings about their 

newly discovered HIV-status may both provide emotional 

comfort and diminish fear. 

The reaction of family, friends, significant others , 

and society was stressed as having a great impact on the 

individual. Directly, the nurse must become aware of the 



reactions she displays toward patients with HIV and AIDS. 

Simple demonstrations such as touch and listening play a 

pivotal role in how the reaction is perceived. 
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Indirectly, health care providers can serve as 

educators to ease doubts and answer the questions that 

patients, family and friends have at the time of diagnosis. 

The ability to provide accurate, current information on 

transmission prevention, longevity, and susceptibility to 

opportunistic infections, will ease concerns and facilitate 

improved communication between the patients and their loved 

ones. A direct and honest approach was appreciated by the 

participants, and would likely be beneficial in similar 

scenarios. 

Facing the Consequences 

Accepting the disease and coming to terms with 

accountability for the disease were described as 

emancipating experiences for the study participants. 

Accepting the disease meant accepting accountability for 

prior and current choices, for prevention of transmission, 

and for viewing life from a proactive framework. Such a 
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realization of accountability, while empowering for these 

participants, also has the potential to bring with it guilt 

and shame. For these participants, however, acceptance of 

the disease was described as empowering. Individuals at this 

stage of disease acceptance might be identified as suitable 

to aid other individuals who are less evolved in acceptance 

of the disease. 

As acceptance of the disease progressed, the study 

participants also began to contemplate their future, 

illnesses the disease might bring, and the possibility of 

death. Providing accurate, current information may again be 

a key role for the nurse at this stage of the patient's 

acceptance. 

Help from God 

Establishment of a spiritual connection of the 

participants was described as both personal and meaningful. 

An estrangement from God prior to the diagnosis was 

universal in this study, and support such as listening to 

hymns and visiting with a minister were described as 

empowering. Availability of spiritual guidance for patients 
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with HIV should be considered. In the in-patient setting, 

nurses may facilitate visits from the chaplain and provide 

opportunities to attend worship services or to visit the 

chapel. 

Going Beyond 

After facing the consequences of HIV, the study 

participants gradually began to move beyond their personal 

reaction to the disease. This included transcending the 

grief and pain that receiving the diagnosis caused, feelings 

of empathy for others, and finding a sense of hope. 

Realization of this progression provides hope for other 

individuals with HIV, and appropriate reassurance of 

advancement through the pain can be given. 

Methodological Limitations 

The standard to judge the trustworthiness of 

qualitative research are established by Guba and Lincoln 

(1989). These include credibility, transferability, 

dependability, and confirmability. These standards are 

discussed in relation to this study. 
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Credibility 

Credibility is achieved when there is a correspondences 

between the results of the researcher and the events 

experienced by the study participants. Member checks or 

presenting the results of the research to the study 

participants for verification of results was attempted. 

Unfortunately, contact with the study participants was not 

established after they left Chelsea House. Forwarding 

addresses were unavailable for two of the participants, and 

an attempt to contact another was unsuccessful. 

Transferability 

Transferability is the accuracy of results as 

determined by the findings having meaning in a similar 

s i tuation (Streubert & Carpenter , 1995). One limitation in 

the transferability of this data is that all of the study 

participants were living at Chelsea House at the time of 

data collection. The provision at Chelsea House of 

counselling, housing, and education regarding HIV certainly 

b r ought the disease to the forefront of the study 

participant's minds. It is possible that other individuals 
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wi th HIV are less in touch with their feelings regarding 

their diagnosis. 

Implications for Future Research 

As the participants described their experiences and 

expressed their feelings regarding their HIV-status, they 

expressed the desire for health care workers to listen, and 

to imagine the experience of HIV from the patient's point of 

view. 

While the route of transmission and associated risk 

factors should have no bearing on the response of health 

care providers to their patients, it may have a significant 

impact on the patient's response to their diagnosis. 

Separate phenomenological studies of individuals who 

acquired HIV through various transmission routes may more 

narrowly define typical reactions in each group. If indeed 

the reaction to being HIV-positive is more distinctive based 

on route of transmission, health care providers may be 

better equipped to anticipate the psychological needs of 

their patients . 
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Another areas of concern that warrants future study is 

the identification of ways in which transition through 

disease acceptance can be facilitated. A design that 

measures effectiveness of the techniques used to aid 

patients in the acceptance of their disease would be 

appropriate. 

Conclusion 

The experience of receiving a positive HIV diagnosis 

begins a process of introspection and adaptation. Slowly, 

HIV is integrated as part of the individuals' identity; then 

slowly that part of the identity is transcended. Adapting to 

HIV includes a struggle with fear, acceptance, and 

accountability. The response is influenced by family, 

friends, significant others, and society as a whole. Health 

care providers are ideally situated to positively impact the 

response of newly diagnosed HIV-positive individuals. 
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THE UNIVERSITY OF 

Human Subjects Committee ARJZQNAe 
HEALTH SCIENCES CENTER 

1622 E. Mabel St. 
Tucson. Arizona 8Sn4 
(520) 626-6nt 

18 March 1996 

Mary Flick, R.N.,B.S. 
c/o Joan E. Haase, Ph.D. 
College of Nursing 
PO BOX 210203 

aya 

RE: HSC A96.26 A PHENOMENOLOGICAL STUDY OF THE EXPERIENCE OF 
RECEIVING A POSITIVE HIV DIAGNOSIS 

Dear Ms. Flick: 

We received your revised consent form for the above cited research 
project. The procedures to be followed in this study pose no more 
than minimal risk to participating subjects. Regulations issued by 
the u.s. Department of Health and Human Services [45 CFR Part 
46.110 (b) ] authorize approval of this type project through the 
expedited review procedures, with the condition(s) that subjects' 
anonymity be maintained. Although full committee review is not 
required, a·brief summary of the project procedures is submitted to 
the Committee for their endorsement and/or comment, if any, after 
administrative approval is granted. This project is approved 
effective 18 March 1996 for a period of one year. 

The Human Subjects Committee (Institutional Review Board) of the 
University of Arizona has a current assurance of compliance, number 
M-1233, which is on file with the Department of Health and Human 
Services and covers this activity. 

Approval is granted with the understanding that no further changes 
or additions will be made either to the procedures followed or to 
the consent form(s) used · (copies of which we have on file) without 
the knowledge and approval of the Human Subjects committee and your 
College or Departmental Review committee. Any research related 
physical or psychological harm to any subject must also be reported 
to each committee. 

A university policy requires that all signed subject consent forms 
be kept in a permanent file in an area designated for that purpose 
by the Department Head or comparable authority. This will assure 
thei: access~bility in the event that university officials require 
the 1nformat1on and the principal investigator is unavailable for 
some reason. 

Sincerely yours, 

Will~ny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 
cc: Departmental/College Review committee 
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SUBJECT'S CONSENT FOR THE STUDY OF 
THE EXPERIENCE OF RECEIVING A POSITIVE HIV DIAGNOSIS 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE 
THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND 
OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT TO DO SO. 
SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO 
INFORMED AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS 
REQUIRE WRITTEN INFORMED CONSENT PRIOR TO PARTICIPATION IN 
THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND THE 
RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR 
NOT PARTICIPATE IN A FREE AND INFORMED MANNER. 

PURPOSE 

I am being invited to participate voluntarily in the above
titled project. The purpose of this project is to learn more 
about the experience of what it is like to receive a positive 
HIV diagnosis so that nurses can assume a more helpful 
approach to patients who are being diagnosed with the Human 
Immunodeficiency Virus. 

SELECTION CRITERIA 

I am being invited to participate because I received a 
positive HIV diagnosis in the past two years. I am over the 
age of 18, English speaking and willing to participate in this 
study. 

PROCEDURE 

If I agree to participate in this study, I understand that I 
will be asked to describe the experience of receiving my HIV
positive diagnosis, and to do so in as much detail as I can, 
including my thoughts, feelings, and reactions to that event. 
I understand that my interview will be audiotaped. 

The interview will take approximately one hour, and will 
be held in a private setting, at the time and location of my 
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choice. I understand that I may stop the interview at any 
time, and can end my participation in this study then, or 
continue the interview later, at a time and place convenient 
to me. I am also free to ask any questions I have about this 
study at any time, and understand the primary researcher will 
answer my questions to the best of her ability. 

BENEFITS AND RISKS 

The benefits of this study are indirect to health care 
personnel. They include learning more about the diagnosis 
experience of patients with HIV. The risks of this study 
include unpleasant memories of my experience of receiving a 
positive HIV diagnosis, such as feelings of sadness or fear. 

CONFIDENTIALITY 

All information associated with this study will be held in 
confidence. When the data are reported, no identification of 
my participation will be made. The only place my name will 
appear is on this consent form, which will be locked in the 
research office of the College of Nursing at the University of 
Arizona. I understand that the information from this study 
may be presented at conferences or in journals, but that in no 
way will I be identified in the data. Data will be kept in a 
locked place, and may be further analyzed at a later time. 

PARTICIPATION COSTS AND SUBJECT COMPENSATION 

There are no financial costs or monetary payments for 
participation in this study . 

LIABILITY 

I understand that side effects or harm are possible in any 
research program despite the use of high standards of care and 
could occur through no fault of mine or Mary Flick, R.N. 
Known side effects have been described in this consent form. 
However, unforeseeable harm may also occur and require care. 
I understand that money for research-related side effects or 
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harm, or for wages or time lost, is not available. I do not 
give up any of my legal rights by signing this form. 
Necessary emergency medical care will be provided without 
cost. I can obtain further information from Mary Flick, R.N. 
at 759-1935. If I have questions concerning my rights as a 
research subject, I may call the Human Subjects Committee at 
626-6721. 

AUTHORIZATION 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE 
BEEN EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN 
ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS AT 
ANY TIME AND THAT I AM FREE TO WITHDRAW FROM THE 
PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS. 
MY PARTICIPATION IN THIS PROJECT MAY BE ENDED BY 
THE INVESTIGATOR OR BY THE SPONSOR FOR REASONS THAT 
WOULD BE EXPLAINED. NEW INFORMATION DEVELOPED 
DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT 
WILL BE GIVEN TO ME AS IT BECOMES AVAILABLE. I 
UNDERSTAND THAT THIS CONSENT FORM WILL BE FILED IN 
AN AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE 
WITH ACCESS 
INVESTIGATOR, 
REPRESENTATIVE 

RESTRICTED TO THE PRINCIPAL 
MARY 

OF 
FLICK, R.N., OR AUTHORIZED 

THE NURSING DEPARTMENT. I 
UNDERSTAND THAT I DO NOT GIVE UP MY LEGAL RIGHTS BY 
SIGNING THIS FORM. A COPY OF THIS SIGNED CONSENT 
FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

Witness Signature Date 



121 

INVESTIGATOR 

I have carefully explained to the subject the nature of the 
above project. I hereby certify that to the best of my 
knowledge the person who is signing this consent form 
understands clearly the nature, demands, benefits, and risks 
involved in his/her participation and his/her signature is 
legally valid. A medical problem or language or educational 
barrier has not precluded this understanding. 

Signature of Investigator 

Mary Flick, R.N., B.S. 
(602) 759-1935 

Date 
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APPENDIX C 

THEME CATEGORIES/ THEME CLUSTERS/ AND THEMES 
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The Gavel Falls 

r"\ ~.f 
( I ·...J. \ , 

The Diagnosis 

Isolation 

. i 

Life before Diagnosis 
2.15, 2.91 2.307 

Diagnosis Separated Past from Present 
1.72, 2.171 

Aware of Being at Risks before Diagnosis 
2.175, 3.1, 3.8, 3.11, 3.40, 3.62, 
3.143 

Expected Diagnosis 
3.2, 3.3, 3.4, 3.14, 3.15, 3.18 

HIV Was Inevitable 
3.9, 3.12 

Anticipated Bad News 
1.7, 3.15 

Desired Knowledge of Status 
2.300 

Felt Isolated 
1.58, 2.21, 2.22, 2.24, 2.25, 2.47, 
2.105, 2.114, 2.134, 2.136, 2.190, 
2.219, 2.222, 2.224, 2.225 2.239, 
2.342, 2.343, 2.354, 3.199, 3.196 

Alone in Predicament 
1.19, 2.40, 2.132, 3.44, 

Felt Abandoned 
2.55, 2.57, 2.66, 2.74, 2.355 

Anticipated Loneliness in Death 
2.67, 2.70 

Saw Advantage to Isolation 
2.238, 2.344 

Experienced Loneliness 
2.191, 2.220 

Termination of Connection to Others 
2.240 f--l 

N 
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Numbing The 
Pain 

Facing The Pain 
A 

Kaleidoscope of 
Feelings 

Mind Altering 
Substances 

Ignoring the 
Problem 

Apathy 

Depression and 
Despair 

Numbness from Mind Altering Substance Use 
1.24, 2.252, 3.32, 3.102, 3.186 

Unhappiness in Mind Altering Substance Use 
3.232 

Continued Lifestyle after Diagnosis 
1.10, 2.37, 2.257, 2.258, 3.38 

Numbed Reaction 
3.6, 3.17, 3.19, 3.33, 3.52, 3.54, 
3.107, 3.108, 3.109, 3.184, 3.185, 
3.187 

Felt Denial 
3.16, 3.23 

Expected Stronger Reaction 
3.21, 3.22, 3.43, 3.110 

Topic of Death Avoided 
3.194, 3.195 

Apathetic Toward Disease 
1.23, 3.20, 3.61 

Apathy in Others 
2.150 

Confusion in Diagnosis 
2.8 

Apathetic toward Life 
2.260 

Felt Depression 
2.17, 2.161, 3 . 31, 3.101, 3.105 

Despair 
1.29, 2.26, 2.61, 2.236 

Felt Sadness 
3.103 f-l 
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Facing The Pain 
(continued) 

How I Got Here 

Depression and 
Despair 
(continued) 

Fear 

Vulnerability 

Risk Factors 

Overwhelmed with Diagnosis 
1.14, 2.11 

Fear Extensive/Overwhelming 
2.12, 2.13, 2.113, 2.148, 2.353, 3.106 

Fear from Others 
1.93, 2.122, 2.123, 3.146, 3.152, 3.178 

Fear of Discovery 
3.50, 3.51, 3.260 

Fear of Isolation 
2.71 

Fear of Relationship 
3.280 

Fear of Illness/Death 
3.112, 3.140, 3.240, 3.242, 3.251, 
3.252 

Fear of Abandonment 
1.42, 2.88, 

Fear of Harassment 
3.149, 3.173, 3.181, 3.263 

Fear of Loss of Sexual Expression 
2.10 

Realized the Fragility of Life 
1.12, 2.159, 2.237, 2.340, 3.25 

Felt Vulnerable 
1.80, 1.81, 3.164 

Immersed in Risky Behavior 
3.10, 3.55, 3.56, 3.227 
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How I Got Here 
(continued) 

Reactions of 
Others 

Risk Factors 
(continued) 

Invulnerability 

The Power of 
Talk 

Contemplated Risks 
1.97, 1.100, 2.101, 2.262, 2.275, 
2.292, 2.327, 3.1, 3.13, 3.64, 3.124, 
3.127 

Accepted Consequences of Risks 
1.27, 1.69, 1.70, 2.176, 3.129, 3.131 

Attempted to Lower Risks 
2.180, 2.321, 3.118, 3.119, 3.120 

Contemplated Rewards from Risk Taking 
2.290, 2.291 

Power of Mind Altering Substances 
1.9, 1.46, 2.85, 2.87, 2.98, 2.211, 
3.59, 3.68, 3.96 

Contemplated Use of Mind Al tering Substances 
and Dysfunction 

2.52, 2.81, 2.82, 2.173, 3.39, 3.233 
Contemplated Disease Transmission 

1.1, 2.14, 2.172, 2,174, 2,302, 3.66, 
3.69 

Confronted Issues that Led to Risky Behavior 
2.264, 2.265, 2.266, 2.267, 2.270, 
2.271, 2.273, 2.274 

Felt Invulnerable 
1 . 83, 1.91, 3.57, 3.58, 3.60 

Saw Invulnerability in Others 
3.221, 3.264, 3.265, 3.270, 3.271 

Need to Talk 
1 . 56, 1.90, 1.98, 2.33, 2.34, 2.127, 
2 . 152, 2.210, 2.317, 3 . 46, 3.49, 3.198, 
3.216, 3.219 
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Reactions of 
Others 
(continued) 

The Power of 
Talk 
(continued) 

Family 

Grateful for Discussion of HIV 
3 . 74, 3.76, 3 . 292 

Empowerment in Communication 
3.212, 3.268 

Reluctant to Share Information 
2.219, 2.131, 2.135 

Yearned for Family Support 
1.17, 1.41, 2.79, 2.92, 2.96, 2.199, 
2.254, 

Shared Diagnosis with Family 
3.71, 3.80, 

Understand Family's Difficulty with 
Diagnosis 

2.106, 2.200, 2.204, 2 . 205, 3.82, 3.83 
Desire to Protect Family 

2.202, 2.208, 2.272, 
Protected by Family 

2.206, 2.207 
Family Acceptance 

1.40, 3.75, 3.79, 3.81, 3.85 
Felt Remorse for Causing Pain 

2.68, 2.89, 2.94 
Hurt by Reaction from Family 

2 . 78, 2.93, 2.95, 2.97, 2.201, 2.203, 
2.104, 2.109, 2.209 

Anticipated Family Abandonment 
2.72, 2.77 

Issue Avoidance in Family 
2.73, 2.75, 2.76, 3.72, 3.73, 3.77, 
3.78, 3.273, 3.275 
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Reactions of 
Others 
(continued) 

Friends 

Significant 
Other 

Needed Support From Others 
2.30, 2.151, 2.192, 2.352, 3.48, 3.166, 
3.217, 3.267 

Embraced Support System 
1.30, 1.101, 1.103, 2.54, 2.185, 2.216, 
2.358, 3.154, 3.204 

Peer Group Supportive 
2.156, 3.87, 3.161, 3.162 

Reevaluated Friendships 
1.92, 1.95, 1.96 

Lack of Expected Support 
1.94, 2.56 

Support System Changed 
1.35, 1.66, 1.67, 1.68, 1.71, 2.43, 
2.187 

Empathetic to Other's Sacrifices 
2.298 

Craved Acceptance 
2.133 

Realistic Expectation of Others 
3.175 

Dignity from Compassion 
2.217 

Respect for Significant Other 
2.282 

Received support from Significant Other 
2.69, 2.281, 2.283 

Desired Deeper Connection 
2.280, 2.284, 2.285, 2.336, 2.339, 
3.278 

Contemplated Impact of HIV on Relationship 
2.297, 2.318, 3.277, 3.288, 3.282 1---l 
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Reactions of 
Others 
(continued) 

Significant 
Other 
(continued) 

Strangers and 
Society 

Relationship Promotes Responsibility 
2.335, 3.225, 3.226 

Changing Approach to Relationship 
3.287 

Relationship Stabilizing 
3.156, 3.222 

Unprepared for Relationship 
3.283 

Supportive of Altered Sexual Expression 
2.293, 2.294 

Grateful for Touch 
2.288, 2.323, 2.347, 2.351 

Accepted Pain Caused to Significant Other 
2.338 

Saw Fear in Significant Other 
2.322 

Considered Struggles of Others with Disease 
2.84, 2.308, 2.309, 3.130 

Discussed Choices with Others with Disease 
2.313, 3.134, 3.137 

Treated Compassionately 
1.36, 2.6, 2.7, 3.168 

Felt Used 
2.53 

Life Devalued by Others 
1.45, 2.227, 2.356, 3.306 

Felt Contaminated 
2.107, 2.111, 2.315, 3.147 

Treated Cruelly 
1.44, 2.19, 2.41, 2.218, 2.223, 2.226, 
2.228, 3.183 
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Reactions of 
Others 
(continued) 

Facing the 
Consequences 

Strangers and 
Society 
(continued) 

Role Models 

Accepting the 
Disease 

Felt Like a Burden 
2 . 319 

Discriminated Against 
2.112, 2.115, 2.182, 2.183, 2.241, 
3.167, 3.174, 3.177, 3.180 

Treated Angrily 
2.198, 2.277, 2.305 

Felt Judged 
2.121, 3.182 

Felt Misunderstood 
1.48, 2.58, 2.59, 2.110, 2.116, 2.124, 
2.153 

Felt Pitied 
2.126 

Ignored 
2.125, 2.149, 3.45 

Lowered Expectations of Others 
3.176 

Admired Models 
1.61, 1.62, 1.63, 1.64, 

Celebrity Models 
2.50 

Sought Information on Models 
2.188 

Saw Self as a Model 
2.189, 2.233, 3.135 

Accepted the Disease 
1.2, 1.77, 3.128, 

Searched for Purpose 
1.59, 1.65, 3.97, 
3.237 

3.291, 3.312 

3.116, 3.235, 3.236, 
1---1 
w 
0 



Facing the 
Consequences 
(continued) 

Accepting the 
Disease 
(continued) 

Accountability 

Felt Empowerment in Disease Acceptance 
1.99, 2.90, 3.307 

Contemplated Disease 
1.18, 3.86, 3.113, 3.144, 3.151, 3.179 

Learning to Live with HIV 
2.145, 2.146, 2.147, 2.334, 3.92, 
3.279, 3.308 

Accepted Enormity of Disease 
1.49, 2.102, 2.155, 2.181, 2.320, 
2.334, 3.28, 3.89, 3.126, 3.179, 3.262, 
3.290 

Finding Self-direction 
1.13, 2.186, 3.29, 3.98, 3.284, 3.286 

Evaluation of Life 
2.255, 3.231 

Acceptance of Loss of Control 
2.23, 2.63 

Introspective of Perceptions 
1.85, 1.53, 1.54 

Accepted Accountability for Choices 
1.43, 1.87, 2.32, 2.44, 2.99, 2.100, 
3.121, 3.122, 3.125, 3.132, 3.133, 
3.239 

Accepted Accountability for Prevention 
1.37, 1.38, 2.83, 2.212, 2.213, 2.310, 
2.311, 2.312, 3.224, 3.272, 3.281, 
3.305 

Faced Financial Responsibility 
1.73, 1.74, 3.88 

f---1 
w 
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Facing the 
Consequences 
(continued) 

The Impact of 
Stress 

Illness 

Death 

Increased Emotional Impact of Unrelated 
Events 

2.119, 2.303 
Life Very Stressful 

1.18, 2.154, 3.162 
Issues Go beyond the Disease 

1.89, 3.218 

Desire for Health 
1.26, 2.332 

Experienced Illness 
1.3, 1.5, 1.6, 1.11, 1.76, 2.49, 2.60, 
2.64, 2.65, 2.221, 2.324, 2.325, 2.326, 

Dreaded Appearance of Illness 
3.253, 3.254, 3.255, 3.256, 3.258, 
3.259 

Contemplated Future Illness 
3.26, 3.244, 3.246, 3.247, 3.248, 
3.249, 3.257 

Evaluated Medical Care 
2.157, 2.244, 2.328, 2.329, 2.330, 
2.331, 3.171, 3.172 

Onset of Illness Changed Disease 
2.62, 2.301 

In Good Health 
3.24, 3.93, 3.94, 3.309 

Contemplated Death 
1.15, 1.33, 2.18, 2.165, 2.170, 3.104, 
3.241, 3.245 

Expected to Die 
2.158, 2.164, 3.141 t---1 
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Facing the 
Consequences 
(continued) 

Help from God 

Moving Beyond 

Death 
(continued) 

New Spiritual 
Connection 

Surrender to 
God's Will 

Strength from 
God 

Transcendence 

Acceptance of Death 
2.160, 2.357, 3.27, 3.142, 3.189, 
3.243, 3.250 

Defiance of Death 
1.34, 2.166, 2.169 

New Value in Life 
1.79, 2.167, 2.168, 2.256 

Saw Death of Others with HIV 
3.188, 3.190 

Lacked Prior Connection to God 
3.34, 3.228 

Connection to God Followed Diagnosis 
1.32, 1.84, 2.28, 2.29, 2.229, 2.230, 
3.35, 3.229 

Surrender to God's Will 
2.137, 2.140 

Sought Spiritual Direction 
1.102, 2.317, 2.138, 2.139 

Communication with God 
2.27 

Grateful to God 
2.141, 2.142, 2.143 

Strengthened by Spirituality 
2.245, 3.230 

Felt Happy 
1.88, 2.144 

Improved Outlook on Life 
1.78, 3.123 

1---l 
w 
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Moving Beyond 
(continued) 

Transcendence 
(continued) 

Committed to Lifestyle Change 
2.333, 2.337 

Found Self-respect 
1.31, 2.247, 2.248, 2.249 

Strengthened Desire to Live 
1.82 

Evaluated Life 
1.86 

Desired Slow Growth 
1.75 

Viewed Life as a Choice 
1.28 

Cherished Life 
2.128 

Courage Overcame Fear 
2.118 

Changed Behavior 
3.117 

Identified Inner Strength 
2.259, 3.41 

Accepted Challenge of Unrelated Issues 
2.103 

Embraced Present 
2.341 

Desired Personal Accomplishments 
3.238 

Career beyond HIV 
3.298 

Open Minded 
3.99 

f---l 
w 
~ 



Moving Beyond 
(cont i nued) 

Empathy 

Hope 

Empathetic to Responses of Others 
1.60, 2.20, 2.108, 2.251, 3.139, 3.155, 
3.157, 3.160, 3.193 

Embraced Empathy 
2.177, 2.178 

Empathy toward Risks of Others 
2.86, 2.214, 2.215, 2.314, 3.138 

Empathy for Innocence 
1.20, 1.21, 1.22, 1.47, 1.50, 2.51, 
2.346 

Desired to Return Emotional Comfort 
1.51, 1.52, 2.179, 3.90, 3.289 

Hope for Future 
1.73, 1.75, 1.76, 2.163, 2.184, 3.95, 
3.214 

Hope for Cure 
3.30, 3.293, 3.294, 3.295, 3.300, 
3.301, 3.302, 3.303 

Valued Positive Attitude 
2.31, 3.42, 3.114 

f--1 
w 
Vl 



136 

REFERENCES 

Allen, W. L. (1994). HIV testing: Informed consent and 

confidentiality. Journal of the Florida Medical Association . 

.8_L_ (1) 1 35-37. 

American Medical Association. (1989). HIV blood test 

counseling: AMA physician guidelines. Chicago: Author. 

Bruhn, J. G. (1991). What to say to persons with HIV 

disease. Southern Medical Journal, 84, ( 12) , 143 0-1434. 

Burnard, P. (1993). The psychosocial needs of people 

with HIV and AIDS: a view from nurse educators and 

counsellors. Journal of Advanced Nursing. 18. 1779-1786. 

Canadian Medical Association. (1993). Counselling 

Guidelines for Human Immunodeficiency Virus Serologic 

Testing (ISBN 0-920169-64-3). Ottowa, ON: Author. 

Center for Disease Control and Prevention. (1992). 1993 

revised classification system for HIV infection and expanded 

surveillance case definition for AIDS among adolescents and 

adults. Morbidity and Mortality Weekly Report. 40 (RR-8), 1-

7. 



137 

Colaizzi, P. F. (1978). Psychological research as the 

phenomenologist views it. In R. V. Valle & M. King (Eds.), 

Existential-Phenomenological Alternatives for Psychology 

(pp. 48-71). New York: Oxford University Press. 

Fauci, A. S., & Lane, H. C. (1994). Human 

Immunodeficiency Virus Disease: AIDS and the Related 

Disorders. In K. J. Isselbacher, E. Brunwald, J. D. Wilson, 

J. B. Martin, A. S. Fauci, & D. L. Kasper (Eds.), Harrison's 

principles of internal medicine (pp. 1566-1618). New York: 

McGraw-Hill, Inc. 

Fee, E., & Fox, D. M. (1988). AIDS: The Burden of 

History. Berkeley, CA: University of California Press. 

Field, P. A., & Morse, J. M. (1985). Nursing Research: 

The Application of Qualitative Approaches. Rockville, MD: 

Aspen Publishers. 

Firn, 8., & Norman, I. J. (1995). Psychological and 

emotional impact of an HIV diagnosis. Nursing Times. 91 (8), 

37-39. 



138 

Flaskerud, J. H., & Ungvarski, P. J. (1995). HIV/AIDS: 

A Guide to Nursing Care (3rd ed.). Philadelphia: W. B. 

Saunders Co. 

Gala, C., Pergami, A., Catalan, J., Durbano, F., 

Musicco, M., Riccio, M., Baldeweg, T., & Invernizzi, G. 

(1993). The psychosocial impact of HIV infection in gay men, 

drug users and heterosexuals. British Journal of Psychiatry. 

~ 651-659. 

Gillet, G. (1991). Ethics and HIV testing. 

International Journal of STD & AIDS. 2. 17-21. 

Glasson, J., & Orentlicher, D. (1994). HIV testing: AMA 

code of ethics [Letter to the editor] . Journal of the 

American Medical Association. 271 (15), p. 1160. 

Gold, M., Seymour, N., & Sahl, J. (1986). Counseling 

HIV seropositives. In L. McKusics (Ed.), What to Do About 

AIDS (pp. 103-110). Berkeley, CA: University of California 

Press. 

Guba, E. G., & Lincoln, Y. S. (1989). Fourth Generation 

Evaluation. London: Sage Publishing. 



139 

Haburchak, D. R., Harrison, S.M., Miles, F. W., & 

Hannon, R. N. (1989). Resolving patient feeling of guilt: A 

need for physician-chaplain liaison. AIDS Patient Care, 42-

43. 

Hardesty, L., & Grief, G. L. (1994). Common themes in a 

group for female intravenous drug abusers who are HIV 

positive. Journal of Psychoactive Drugs, 26 (3), 289-293. 

Hedge, B. (1991). Counselling the HIV-positive patient. 

The Practitioner, 235, 436-438. 

Institute of Medicine. (1991). The AIDS Research 

Program of the National Institutes of Health. Washington DC: 

National Academy Press. 

Kupke, T., & Tarr, G. W. (1995). On being informed you 

are HIV positive; experiences of Navy service members. 

Military Medicine, 160, 85-89. 

Landau-Stanton, J., Clements, C. D., Griepp, A. Z., 

Cole R. (1993). Identifying the systems impacted by AIDS. 

In Landau-Stanton, J., & Clements, C. D., (Eds.) AIDS, 

Health, and Mental Health: A Primary Sourcebook. (pp. 26-

56). New York: Brunner/Mazel Inc. 



140 

Lego, S. (1994). Fear and AIDS/HIV: Empathy and 

Communication. Albany, NY: Delmar Publishers, Inc. 

Longman, A. J. (1995). Connecting and disconnecting: 

bereavement experiences of six mothers whose sons died of 

AIDS. Health Care for Women International. 16 (1), 85-95. 

Maj, M. (1990). Psychiatric aspects of HIV infection 

and AIDS. Psychology Medicine. 20. 547-553. 

Malinowsky, H. R., & Perry, G. J. (1991). ~ 

Information Source Book 1991-1992. Phoenix, AZ: Oryx Press. 

McGaffic, C. M., & Longman, A. J. (1993). Connecting 

and disconnecting: bereavement experiences of six gay men. 

Journal of the Association of Nurses in AIDS Care. 4 (1), 

49-57. 

Miller, D., & Riccio, M. (1990). Non-organic 

psychiatric and psychosocial syndromes associated with HIV-1 

infection and disease. AIDS. 4. 547-563. 

Moore, R. D. (1992). AZT is an effective AIDS 

treatment. In M. D. Biskup, & K. L. Swisher (Eds.), AIDS 

opposing viewpoints (pp. 159-164). San Diego, CA: Greenhaven 

Press. 



Nichols, E. K. (1989). Mobilizing Against Aids. 

Cambridge, MA: Harvard University Press. 

Oiler, C. (1982). The phenomenological approach in 

nursing research. Nursing Research. 13 (3), 178-181. 

141 

Ovenden, C., & Loxley, W. (1994). Letter to the editor. 

The Medical Journal of Australia. 160. 234. 

Pergami, A., Catalan, J., Hulme, N., Burgess, A., & 

Gazzard, B. (1994). How should an AIDS diagnosis be given? 

The views of patients. International Journal of STD & AIDS. 

~ 21-24. 

Pergami, A., Gala, C., Burgess., Durbano, F., Zanella., 

Massimo, R., Invernizzi, & Catalan, J. (1993). The 

psychosocial impact of HIV infection in women. Journal of 

Psychosomatic Research. 37 (7), 687-695. 

Perry, S., Fishman, B., Jacobsberg, L., Young, J., 

Frances, A. (1991). Effectiveness of psychoeducational 

interventions in reducing emotional distress after human 

immunodeficiency virus antibody testing. Archives of General 

Psychiatry. 48. 143-147. 



Philipson, T. (1994). Public sector screening for 

infectious disease. In E. H. Kaplan, & M. L. Brandeau 

(Eds.), Modeling the AIDS Epidemic: Planning. Policy. and 

Prediction (pp. 109-120). New York: Raven Press, Ltd. 

Polit, D. F., & Hungler, B. P. (1995). Nursing 

Research: Principles and Methods. Philadelphia: J. B. 

Lippincott Co. 

142 

Polkinghorne, D. E. (1989). Phenomenological research 

methods. In R. S. Valle & S. Halling (Eds.), Existential

Phenomenological Perspectives in Psychology: Exploring the 

Breadth of Human Experience (pp. 41-62). New York: Plenum 

Press. 

Public Health Service. (1994). Evaluation and 

management of early HIV infection. (AHCPR Publication No. 

94-0572). Rockville, MD: Government Printing Office. 

Schochetman, G., & George, J. R. (1992). AIDS testing: 

Methodology and Management Issues. New York: Springer

Verlag. 



143 

Sherr, L., Hedge, K., Steinhart, Davey, Petrack, J. 

(1992). Unique patterns of bereavement in HIV: implications 

for counselling. Genitourinary Medicine. 86, 378-381. 

Smith, W. J. (1988). AIDS: Living & Dying with Hope. 

Mahwah, NJ: Paulist Press. 

Streubert, H. J., & Carpenter, D. R. (1995). 

Qualitative Research in Nursing: Advancing the Humanistic 

Imperative. Philadelphia: J. B. Lippincott Co. 

Stryker, J., & Kuvin, S. (1996, January/February). 

Should AIDS testing be mandatory for pregnant women? Health. 

28. 

Trice, A. D. (1988). Post-traumatic stress syndrome

like symptoms among AIDS care-givers. Psychological Report. 

~ (2) 1 656-658. 

US Department of Health and Human Services. (1988). 

Report of the Presidential Commission on the Human 

Immunodeficiency Virus Epidemic (DHHS Publication No. 231-

017). Washington, DC: U.S. Government Printing Office. 

United States Department of Health and Human Services. 

Center for Disease Control. (1993). CDC HIV/AIDS Prevention. 



144 

United States Department of Health and Human Services. 

(1994). Management and Evaluation of Early HIV Infection 

(AHCRP Publication No. 94-0527). Rockville, MD: Author. 

Wooley, H., Stein, A., Forrest, G., & Baum, J. (1989). 

Imparting the diagnosis of life-threatening illness in 

children. British Medical Journal, 298, 1623-1626. 

World Health Organization. (1990). Guidelines for 

Counselling about HIV Infection and Disease. Geneva, 

Switzerland: Author. 

World Health Organization. (1994). Weekly 

Epidemiological Record. Geneva, Switzerland: Author. 


	azu_td_w4a_1996_f621p_pg001_m
	azu_td_w4a_1996_f621p_pg002_m
	azu_td_w4a_1996_f621p_pg003_m
	azu_td_w4a_1996_f621p_pg004_m
	azu_td_w4a_1996_f621p_pg005_m
	azu_td_w4a_1996_f621p_pg006_m
	azu_td_w4a_1996_f621p_pg007_m
	azu_td_w4a_1996_f621p_pg008_m
	azu_td_w4a_1996_f621p_pg009_m
	azu_td_w4a_1996_f621p_pg010_m
	azu_td_w4a_1996_f621p_pg011_m
	azu_td_w4a_1996_f621p_pg012_m
	azu_td_w4a_1996_f621p_pg013_m
	azu_td_w4a_1996_f621p_pg014_m
	azu_td_w4a_1996_f621p_pg015_m
	azu_td_w4a_1996_f621p_pg016_m
	azu_td_w4a_1996_f621p_pg017_m
	azu_td_w4a_1996_f621p_pg018_m
	azu_td_w4a_1996_f621p_pg019_m
	azu_td_w4a_1996_f621p_pg020_m
	azu_td_w4a_1996_f621p_pg021_m
	azu_td_w4a_1996_f621p_pg022_m
	azu_td_w4a_1996_f621p_pg023_m
	azu_td_w4a_1996_f621p_pg024_m
	azu_td_w4a_1996_f621p_pg025_m
	azu_td_w4a_1996_f621p_pg026_m
	azu_td_w4a_1996_f621p_pg027_m
	azu_td_w4a_1996_f621p_pg028_m
	azu_td_w4a_1996_f621p_pg029_m
	azu_td_w4a_1996_f621p_pg030_m
	azu_td_w4a_1996_f621p_pg031_m
	azu_td_w4a_1996_f621p_pg032_m
	azu_td_w4a_1996_f621p_pg033_m
	azu_td_w4a_1996_f621p_pg034_m
	azu_td_w4a_1996_f621p_pg035_m
	azu_td_w4a_1996_f621p_pg036_m
	azu_td_w4a_1996_f621p_pg037_m
	azu_td_w4a_1996_f621p_pg038_m
	azu_td_w4a_1996_f621p_pg039_m
	azu_td_w4a_1996_f621p_pg040_m
	azu_td_w4a_1996_f621p_pg041_m
	azu_td_w4a_1996_f621p_pg042_m
	azu_td_w4a_1996_f621p_pg043_m
	azu_td_w4a_1996_f621p_pg044_m
	azu_td_w4a_1996_f621p_pg045_m
	azu_td_w4a_1996_f621p_pg046_m
	azu_td_w4a_1996_f621p_pg047_m
	azu_td_w4a_1996_f621p_pg048_m
	azu_td_w4a_1996_f621p_pg049_m
	azu_td_w4a_1996_f621p_pg050_m
	azu_td_w4a_1996_f621p_pg051_m
	azu_td_w4a_1996_f621p_pg052_m
	azu_td_w4a_1996_f621p_pg053_m
	azu_td_w4a_1996_f621p_pg054_m
	azu_td_w4a_1996_f621p_pg055_m
	azu_td_w4a_1996_f621p_pg056_m
	azu_td_w4a_1996_f621p_pg057_m
	azu_td_w4a_1996_f621p_pg058_m
	azu_td_w4a_1996_f621p_pg059_m
	azu_td_w4a_1996_f621p_pg060_m
	azu_td_w4a_1996_f621p_pg061_m
	azu_td_w4a_1996_f621p_pg062_m
	azu_td_w4a_1996_f621p_pg063_m
	azu_td_w4a_1996_f621p_pg064_m
	azu_td_w4a_1996_f621p_pg065_m
	azu_td_w4a_1996_f621p_pg066_m
	azu_td_w4a_1996_f621p_pg067_m
	azu_td_w4a_1996_f621p_pg068_m
	azu_td_w4a_1996_f621p_pg069_m
	azu_td_w4a_1996_f621p_pg070_m
	azu_td_w4a_1996_f621p_pg071_m
	azu_td_w4a_1996_f621p_pg072_m
	azu_td_w4a_1996_f621p_pg073_m
	azu_td_w4a_1996_f621p_pg074_m
	azu_td_w4a_1996_f621p_pg075_m
	azu_td_w4a_1996_f621p_pg076_m
	azu_td_w4a_1996_f621p_pg077_m
	azu_td_w4a_1996_f621p_pg078_m
	azu_td_w4a_1996_f621p_pg079_m
	azu_td_w4a_1996_f621p_pg080_m
	azu_td_w4a_1996_f621p_pg081_m
	azu_td_w4a_1996_f621p_pg082_m
	azu_td_w4a_1996_f621p_pg083_m
	azu_td_w4a_1996_f621p_pg084_m
	azu_td_w4a_1996_f621p_pg085_m
	azu_td_w4a_1996_f621p_pg086_m
	azu_td_w4a_1996_f621p_pg087_m
	azu_td_w4a_1996_f621p_pg088_m
	azu_td_w4a_1996_f621p_pg089_m
	azu_td_w4a_1996_f621p_pg090_m
	azu_td_w4a_1996_f621p_pg091_m
	azu_td_w4a_1996_f621p_pg092_m
	azu_td_w4a_1996_f621p_pg093_m
	azu_td_w4a_1996_f621p_pg094_m
	azu_td_w4a_1996_f621p_pg095_m
	azu_td_w4a_1996_f621p_pg096_m
	azu_td_w4a_1996_f621p_pg097_m
	azu_td_w4a_1996_f621p_pg098_m
	azu_td_w4a_1996_f621p_pg099_m
	azu_td_w4a_1996_f621p_pg100_m
	azu_td_w4a_1996_f621p_pg101_m
	azu_td_w4a_1996_f621p_pg102_m
	azu_td_w4a_1996_f621p_pg103_m
	azu_td_w4a_1996_f621p_pg104_m
	azu_td_w4a_1996_f621p_pg105_m
	azu_td_w4a_1996_f621p_pg106_m
	azu_td_w4a_1996_f621p_pg107_m
	azu_td_w4a_1996_f621p_pg108_m
	azu_td_w4a_1996_f621p_pg109_m
	azu_td_w4a_1996_f621p_pg110_m
	azu_td_w4a_1996_f621p_pg111_m
	azu_td_w4a_1996_f621p_pg112_m
	azu_td_w4a_1996_f621p_pg113_m
	azu_td_w4a_1996_f621p_pg114_m
	azu_td_w4a_1996_f621p_pg115_m
	azu_td_w4a_1996_f621p_pg116_m
	azu_td_w4a_1996_f621p_pg117_m
	azu_td_w4a_1996_f621p_pg118_m
	azu_td_w4a_1996_f621p_pg119_m
	azu_td_w4a_1996_f621p_pg120_m
	azu_td_w4a_1996_f621p_pg121_m
	azu_td_w4a_1996_f621p_pg122_m
	azu_td_w4a_1996_f621p_pg123_m
	azu_td_w4a_1996_f621p_pg124_m
	azu_td_w4a_1996_f621p_pg125_m
	azu_td_w4a_1996_f621p_pg126_m
	azu_td_w4a_1996_f621p_pg127_m
	azu_td_w4a_1996_f621p_pg128_m
	azu_td_w4a_1996_f621p_pg129_m
	azu_td_w4a_1996_f621p_pg130_m
	azu_td_w4a_1996_f621p_pg131_m
	azu_td_w4a_1996_f621p_pg132_m
	azu_td_w4a_1996_f621p_pg133_m
	azu_td_w4a_1996_f621p_pg134_m
	azu_td_w4a_1996_f621p_pg135_m
	azu_td_w4a_1996_f621p_pg136_m
	azu_td_w4a_1996_f621p_pg137_m
	azu_td_w4a_1996_f621p_pg138_m
	azu_td_w4a_1996_f621p_pg139_m
	azu_td_w4a_1996_f621p_pg140_m
	azu_td_w4a_1996_f621p_pg141_m
	azu_td_w4a_1996_f621p_pg142_m
	azu_td_w4a_1996_f621p_pg143_m
	azu_td_w4a_1996_f621p_pg144_m



