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ABSTRACT 

The overall objective of this study was to explore 

the experience of mothers of gay men with HIV/AIDS. Using 

grounded theory methods, a basic social process (BSP) of 

Creating New Meaning was discovered. Open-ended interviews 

were conducted with seven Mothers of eight gay sons with 

HIV/AIDS. Creating New Meaning, the core category, has three 

subcategories: 1) Reacting, with the properties of shock, 

isolation and hovering; 2) Rebuilding, with the properties 

of coming to terms with homosexuality, learning to live with 

AIDS finding social support, and forming a new relationship 

with son; and 3) Taking Action, with the properties of facing 

stigma, providing care, grieving, and speaking out. 

Implications derived from the data were that the BSP for 

these mothers culminates in Taking Action, particularly 

speaking out to change society's response to AIDS. Nurses 

may be able to play a role in the changes advocated by these 

mothers. 
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CHAPTER 1 

INTRODUCTION 

The experiences of selected mothers of gay men 

infected with human immunodeficiency virus (HIV) or diagnosed 

with acquired immune deficiency syndrome (AIDS) are examined 

in this study. The grounded theory research method was used 

to discover a basic social process (BSP) of Creating New 

Meaning, which is the process the mothers experience 

beginning at the time they learn of their sons' diagnoses. 

The HIV/AIDS epidemic affects more people in our 

society than those who are diagnosed with the disease or who 

carry the virus. It is estimated that on the average, each 

HIV infected person in this country has eight relatives or 

intimate friends who are affected emotionally and socially 

by the situation of the person with HIV/AIDS (Walker, 1987). 

As of July 31, 1990, more than 143,000 people in the United 

States have been diagnosed with AIDS (Washington State Office 

on HIV/AIDS, 1990) and epidemiological estimates suggest that 

at least 1.5 million others are infected with HIV but not 

showing signs of AIDS (National Academy of Sciences [NAS], 

1986a, 1986b). One and a half million HIV infected people 

multiplied by eight relatives or friends equals 12 million 
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people whose lives are, or soon will be, affected by 

HIV/AIDS. 

Nurses encounter the relatives and friends either 

indirectly through caring for the people with HIV/AIDS or 

directly as patients who are receiving nursing care for their 

own illnesses. In the latter case, the stresses related to 

having a loved one with HIV/AIDS can inhibit recovery from 

the health problem which brought the relative or friend to 

the nurses' attention. In either case, it is important for 

nurses to understand the experiences of relatives and friends 

in order to provide appropriate care for them and for their 

family member with HIV/AIDS. 

For nearly two years this investigator served as a 

facilitator of a support group for families and friends of 

people with HIV/AIDS. During that time the unique role a 

mother plays in the illness of an adult child became 

increasingly apparent. Several of the mothers in the group 

provided a home for their adult sons who had become too ill 

to continue working and who had come to them for care and 

support. In these situations, the nuclear family was 

reassembled after a separation. The dynamics displayed by 

the older reassembled families seemed to be different from 

the dynamics usually displayed in younger parent-child 

relationships. 
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In a family with minor children, the parents have the 

authority and the responsibility to make decisions which 

affect the children. When an adult child who has been making 

decisions independently returns to live with the parents, 

previous lines of authority and responsibility require 

alteration. The changes are complicated by the fact that the 

young adult may be dependent financially or physically. Both 

parties can be confused and upset when the parent again 

assumes the caring role for a child who has been making 

independent decisions and wants to continue deciding on the 

details of his life. The traditional adult parent and minor 

child roles do not apply in this circumstance; and the 

dependence of the adult child makes it difficult for the 

parents to see the child as an independent adult. No 

research which examines the dynamics of older reassembled 

families was found in the literature. 

The caregiving in most family situations is provided 

by women (Brody, 1985; Kickbusch, 1981; Richardson, 1988; 

Wexler, 1986), and the mothers of people with HIV/AIDS are 

no exception. Women perform caregiving despite many 

competing obligations (McBride, 1988). Some of the women in 

the support group, for example, were working outside of the 

home. Some were married to men who were not the fathers of 

the grown son coming home, and sometimes found themselves in 

the middle of conflicts between son and step-father. In 
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addition, the son's HIV/AIDS diagnosis added special problems 

for this group of caregivers. They spoke of having 

difficulties similar to people with HIV/AIDS when it came to 

fear of job loss, withdrawal of friends, and financial 

burdens. The literature on the social context of HIV/AIDS 

always discusses the stigma associated with the disease 

(Batchelor, 1984; Cowell, 1985; Curtin, 1986; Krieger & 

Lashof, 1988; Rosenberg, 1986), and there is mention that the 

families and friends of HIV/AIDS patients are subject to 

discrimination similar to that experienced by the patients 

(Christ & Wiener, 1985; Frierson, Lippmann, & Johnson, 1987; 

Klein & Fletcher, 1987; Robinson, Skeen, & Walters, 1987; 

Wolcott, 1986). In any circumstance, being the object of 

discrimination is stressful. 

Many sources in the literature document that stress 

can lead to illness or to a reduction in the resistance to 

illness, (Gottlieb, 1985; Pollock, 1986; Scott, Oberst, & 

Dropkin, 1980) . In fact, some of the mothers in the support 

group suffered physical illnesses which they attributed to 

stress. The buffering effect of social support on stress is 

also well documented in the literature (Broadhead et al., 

1983; Hibbard, 1985; Norbeck, 1981; Wallston, Alagna, 

DeVellis & DeVellis, 1983) . Most of the members of the 

support group reported a reduction in their usual sources of 
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support and stated that joining the group was part of their 

effort to offset the loss. 

This research examined: 1) the experiences of 

mothers of gay men in providing care for their sons with 

HIV/AIDS, 2) the sources of stress for mothers of gay men 

with HIV/AIDS, 3) the sources of support for mothers of gay 

men with HIV/AIDS, and 4) the social process involved in 

mothers providing care for their sons with HIV/AIDS. The 

grounded theory method was used as described by Glaser and 

Strauss (1967). The grounded theory method was chosen 

because little is known about the mothers of gay men with 

HIV/AIDS. Using this method, an investigator seeks to 

discover the experiences of the respondents by interviewing 

them and examining the transcripts of the interviews. Other 

sources of data and information about the milieu of the 

respondents are used to supplement the interviews and provide 

depth for an interpretation of the situation of interest. 

The investigator begins with a minimal conceptual framework 

and allows the respondents to define their world. During the 

interviewing process, concepts other than those initially 

identified may be discovered. 

Problem Statement 

HIV/AIDS is typically manifested by episodes of acute 

illness interspersed with periods in which debilitating 
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problems render individuals unable to work or perform their 

usual activities. In the early stages of HIV infection a 

person is able to perform self care activities, but may need 

help in the form of shelter and financial and emotional 

support. In the later stages of illness, severe debilitation 

necessitates intense nursing care; however, because there is 

no acute treatable process, admission to an acute care 

hospital is not appropriate. Except for the rare cases in 

which a nursing home or a group home for HIV/AIDS patients 

is available, or for the few fortunate ones who are able to 

afford home nursing care, the care of an HIV/AIDS patient 

falls to the family or friends with whom he or she lives 

(NAS, 1986a, 1986b). 

Much research is available on the subject of family 

caregiving, particularly caregiving of the elderly 

(Worcester, 1986) and caregiving of young children (McBride, 

1988) . The majority of people with HIV/AIDS are young adults 

between 20 and 40 years of age and some of them are turning 

to their parents for help. No research literature was found 

which focuses on caregiving of a young adult by his or her 

parents. 

The caregiving mothers of HIV/AIDS patients face 

problems similar to those of other caregivers such as 

learning the required nursing skills, combating social 

isolation, and dealing with changing family roles and 
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expectations. In addition, there are some distinct 

differences (Christ & Wiener, 1985). First, the role changes 

involve a return to a previously held maternal role with a 

new set of circumstances, not adoption of a new role such as 

becoming a mother for the first time. Neither are the role 

changes a reversal of roles as is the case with daughters 

caring for elderly parents, nor is the role change one of 

becoming a "parent" to a spouse, or former peer, as might be 

the case for the wife of a newly head-injured man. Second, 

the person with HIV/AIDS may be revealing for the first time 

that he is homosexual or has been a drug user, and the mother 

must deal with her prejudices regarding homosexuality and/or 

drug use before she can be helpful to her son. Third, she 

must learn about a new disease. She must learn how it 

affects its victims and what treatments are available, and 

she must overcome her fears of contagion. Fourth, after 

coming to terms with her own feelings, she must face other 

people who may not be as willing as she is to examine their 

attitudes about homosexuality or drug use, or to deal with 

their fears of contagion. 

Beginning with the time she learns of her son's 

infection, the mother faces a series of experiences that are 

new to her and may require responses that are different from 

her previous ways of thinking and acting. From clinical 

experience this investigator detected similarities in the 



18 

responses of mothers who chose to react positively to their 

sons' illnesses and to provide them with caregiving. It was 

felt that a BSP might be revealed from a methodical 

examination of the mothers' stories, and that the BSP might 

be useful to describe the situation of the respondents in the 

study and of other mothers facing the same challenges. 

Purpose of the Study 

The purpose of this investigation was to answer the 

following research questions: 1) What are the experiences 

of mothers of gay men in providing care for their sons with 

HIV/AIDS? 2) What are the sources of stress for mothers of 

gay men with HIV/AIDS? 3) What are the sources of support 

for mothers of gay men with HIV/AIDS? 4) What social process 

is involved in mothers providing care for their gay sons with 

HIV/AIDS? 

Significance for Nursing 

The promotion of health and the prevention of illness 

are seen by nurses as a mandate for the profession. 

Community health nurses recognize the importance of attending 

to the family and friends of identified patients because an 

illness in one family member affects all family members, and 

the response of the healthy family members influences the 

course of illness for the identified patient. This study was 

designed to examine the experiences of one type of family 
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member, mothers of identified patients with HIV/AIDS. 

Knowledge of the mothers1 needs and priorities can be 

incorporated into nursing practice with the aim of bolstering 

the mothers' capabilities to support their sons with 

HIV/AIDS, and preventing the mothers' loss of health as well. 

Given that 1.5 million people in the United States are 

estimated to be infected with HIV, there may be nearly that 

number of mothers of HIV/AIDS patients who could come to the 

attention of nurses due to the AIDS epidemic. 

In terms of nursing theory, this study was designed 

to explore aspects of mothers' caregiving of young adults 

with HIV/AIDS, which also could be explored with other types 

of caregivers, or with other types of illness or disability 

common to young adults, and it was designed to uncover ways 

to apply existing theories of coping and caregiving which 

might be useful for the circumstances of this new disease. 

Summary 

Potentially 12 million people in the United States 

will be affected by the AIDs epidemic through their 

relationship with an HIV infected person. This study was 

designed to examine the experiences of a portion of those 

people, mothers of gay men with HIV/AIDS. It is hoped that 

study results may prove useful in nursing practice and may 

provide a basis for nursing theory building. 
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CHAPTER 2 

CONCEPTUAL ORIENTATION AND LITERATURE REVIEW 

HIV/AIDS is a new disease. As a consequence, little 

theory has been developed about the families of HIV/AIDS 

patients. The grounded theory research method (Glaser & 

Strauss, 1967) used for this study, draws on the members of 

the group of interest to define their own world and the 

social process, if there is one, which they experience. It 

is inappropriate to define a theoretical framework prior to 

the completion of a grounded theory study. However, to 

maintain theoretical sensitivity, the investigator has the 

responsibility to identify the concepts which influenced her 

thinking before the study was undertaken. The discussion 

which follows is organized around three general concepts 

which, based on clinical experience, appeared to be central 

to the experiences of mothers of gay men with HIV/AIDS. They 

are: stigma, social support, and family caregiving in 

reassembled families. This chapter concludes with a list of 

assumptions resulting from the conceptual orientation. 

Stigma 

Goffman (1963) defines stigma as a spoiled social 

identity, that is, a disqualification from full social 
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acceptance. He says there are three sources of stigma: 

physical deformity, character blemish, and tribal 

association, such as race or religion. People who consider 

themselves "normal" discriminate against, retaliate against, 

and isolate, those who carry a stigma. Persons who are 

empathic to or associated with the stigmatized, such as 

family members, are termed "wise" by Goffman. He points out 

that the "wise" often suffer the same stigma as those with 

whom they associate. Mothers of people with HIV/AIDS are 

"wise" in Goffman's terms and subject to stigma similar to 

their children with HIV/AIDS. (Christ & Wiener, 1985; 

Frierson et al., 1987; Klein & Fletcher, 1987; Robinson et 

al., 1987; Wolcott, 1986). 

In the case of HIV/AIDS patients and their 

associates, stigma arises from fear of contagion, and the 

supposed deviance of the people who are infected with the 

virus. Education of the public is reducing some of the fear 

of contagion and some of the assumptions of deviance, but the 

effect of education has not totally ameliorated the problem. 

The magnitude of the stigma is larger than that 

currently experienced by people with any other disease. Even 

leprosy, the disease hated and feared and quarantined since 

biblical times, no longer inspires the extreme fear and 

loathing of the type directed towards HIV/AIDS patients 

(Shenson, 1988). Mass screening for antibodies to the HIV 



22 

and various quarantine programs have been proposed, acts of 

violence and blatant discrimination have occurred, and health 

care workers have expressed reluctance to care for HIV/AIDS 

patients. Families and other associates of people with 

HIV/AIDS have been included in the ill-founded proposals and 

have suffered the same discrimination as their loved ones. 

Quarantine, a proposal from the past, was used before 

we understood disease transmission, and before vaccines and 

antibiotics were discovered. In health care settings, the 

old systems of "isolation," quarantining individuals 

according to a diagnosed disease, are being replaced by 

"universal precautions," taking care when handling body 

fluids of all patients (Centers for Disease Control, 1987; 

Jackson, Lynch, McPherson, Cummings & Greenawalt, 1987; 

Lynch, Jackson, Cummings & Stamm, 1987). 

As seen in studies of household members of HIV 

infected people (Fischl, Dickinson, Scott, Kimas, Fletcher, 

& Parks, 1987; Friedland et al., 1986; Koop, 1986), the 

disease is not spread by casual contact. In spite of words 

of caution about civil rights issued by lawyers and 

responsible public health officials (Creighton, 1986a; Gostin 

& Curran, 1987a), quarantine proposals continued to appear 

as late as 1987 (Gostin & Curran, 1987a) . The fear of 

HIV/AIDS among the general public keeps these questions 

active: Can we restrict the freedom of movement of our 
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citizens? Just what threat does a person who is HIV positive 

pose to others? What about food workers? What about those 

who have contact with children? What about prostitutes? What 

about infected health care workers? When the answer to any 

of these questions results in a quarantine proposal, it is 

based on a refusal to believe the facts about the 

transmission of HIV and a disregard for the civil rights of 

HIV infected people. 

Compulsory testing for the antibodies to HIV has been 

another common proposal. Past efforts to stem sexually 

transmitted diseases included compulsory contact tracing and 

pre-marital screening. Both have shown limited effectiveness 

and are seen by many as an invasion of privacy. Because laws 

requiring premarital screening for syphilis have been 

repealed in several states due to inefficacy and expense 

(Brandt, 1988) one can conclude that proposals for compulsory 

screening for HIV are based on fear and prejudice rather than 

practical, rational reasons. Knowledge of a positive HIV 

antibody status, or knowledge that a person has been tested, 

has been used as a basis for discrimination in many cases 

(Sherer, 1988). Compulsory screening is not to be confused 

with voluntary screening accompanied by counseling in methods 

of prevention. For HIV positive individuals, or for those 

who have reason to suspect they may be positive, treatment 
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is now available which may reduce the severity or delay the 

onset of AIDS. 

While proposals for quarantine and compulsory 

screening represent implicit prejudice, there is also 

explicit prejudice which is evidenced by no effort to couch 

distaste for people with HIV/AIDS in terms of "the public 

health." One state convention of a major political party 

resolved that government and industry have no obligation to 

provide for people with HIV/AIDS whose behavior may have 

played a role in their acquisition of the disease (Arizona 

Republican Party, 1988). The attitude can be summed by the 

phrase, "It serves them right" (Osborn, 1990). 

Members of the health care professions are not exempt 

from the tendency to stigmatize. Annas (1988) describes some 

questionable responses to HIV/AIDS by medical societies and 

state licensing boards. Cecchi (1986) attributes some of the 

problems his clients encounter to prejudice among health care 

workers. Kelly, St. Lawrence, Smith, Hood, and Cook (1987a, 

1987b) and Mathews, Booth, Turner and Kessler (1986) have 

studied health care workers using patient vignettes which 

were identical except that some patients were described as 

having AIDS and some as having cancer. The negative 

reactions to the AIDS patients were significantly greater. 

Health care providers are debating who among them 

needs to know about the results of HIV antibody tests, or 
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about a diagnosis of AIDS, in order to perform their jobs 

(Gerberding & Henderson, 1987). Some states have laws which 

require informed consent for testing and for disclosure of 

results (Creighton, 1986a). Some interpretations of the law 

have included prohibition of disclosure from one physician 

to another working with the same patient. 

Because of the discrimination described above, 

confidentiality becomes an issue for many HIV/AIDS patients 

and their families (Faulstich, 1987; Mitchell & Smith, 1987; 

Morin, Charles & MayIon, 1984). Some people are concerned 

that medical records are not tightly controlled and some find 

themselves telling half truths or outright lies to former 

confidants. In general, they find themselves guarding what 

they say and to whom they say it, during a time of enormous 

upheaval in their lives. Goffman (1963) refers to this kind 

of effort to avoid being discredited and stigmatized as 

"information management." Altman's (1975) theory of privacy 

maintenance states that in order to obtain a desired level 

of privacy, people engage in activities such as personal 

spacing, and territorial control. He says that energy is 

consumed maintaining a desired level of privacy, and that 

this energy consumption can be stressful. 

Nearly every article published on the social context 

of HIV/AIDS mentions the effect of stigma. Morin et al. 

(1984), and Newmark (1984) describe it as one of the issues 
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discussed in the support groups they ran. Klein and Fletcher 

(1987) include freedom from stigma in their list of needs of 

caregivers. Stigma and prejudice underlie many of the AIDS-

related issues discussed by philosophers, lawyers, and public 

health officials (American Psychological Association, 1986; 

Annas, 1988; Creighton, 1986a, 1986b; DeSimone, Pisaneschi, 

Jaffe, Engelberg & Ram, 1986; Gostin & Curran, 1987a, 1987b; 

Matthews & Neslund, 1987; Steinbrook, Lo, Tirpack, Dilley & 

Volberding, 1985). 

Social Support 

Social support is defined by Sarason, Levine, Basham 

and Sarason (1983) as, "the existence or availability of 

people on whom we can rely, people who let us know they care 

about, value and love us" (p. 127). Brandt and Weinert 

(1981) list these functions of social support: "1) the 

indication that one is valued, 2) that one is an integral 

part of a group, 3) the provision for attachment/intimacy, 

4) the opportunity for nurturance, and 5) the availability 

of informational, emotional, and material help" (p. 277) . 

Definitions of social support and descriptions of its 

components are numerous, but they all cover roughly the same 

points. Some of the most frequently quoted writers are 

Caplan (1974, 1976), Gottlieb (1983, 1985), and Norbeck 

(1981). 
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People with HIV/AIDS and their families sometimes 

discover that social support has been withdrawn by friends 

and relations due to their fears and prejudices related to 

HIV/AIDS, or simply due to feelings of inadequacy when faced 

with illness and possible death. The person with HIV/AIDS 

or the caregivers sometimes withdraw from their usual sources 

of support due to their fears of being stigmatized or due to 

reluctance to impose a burden. To offset this isolation, 

community based social support systems for people with 

HIV/AIDS and their families and friends are developing around 

the country (Arno, 1986; NAS, 1986a). Many of them are 

providing all of the elements of support listed by Brandt and 

Weinert (1981). There is a group specifically for mothers, 

namely, Mothers for AIDS Patients; it is a group begun by and 

for mothers which provides emotional support and practical 

information (Peabody, 1986). 

Social support's relationship to health is well 

documented in the literature. Two reviews appearing in the 

same year referred to 199 different articles or books on the 

subject. Wallston et al. (1983) looked for evidence of a 

relationship between social support and various stages of 

health and illness, and found the strongest link to be that 

to recovery, rehabilitation and adaptation to illness. They 

concentrated on literature in the psychological domain. 

Broadhead et al. (1983) surveyed literature which included 
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physiologic studies as well as studies of the psychological 

effects of social support. They concluded that a case can 

be made for a causal relationship between social support and 

health status. 

Norbeck (1981) offers a model for incorporating 

social support into nursing practice. Her model suggests 

that properties of the person and the situation influence 

both the need for social support and the actual amount of 

social support available. The nurse's role is to assess the 

adequacy of the support, then plan and intervene to improve 

the ratio of needed support to actual support with the goal 

being adequate support for a positive outcome from illness. 

In justifying her model, she states that, "the link between 

social support and various outcomes has been established" (p. 

45). Tilden (1985) surveyed current conceptual definitions 

and measurement issues related to social support in the 

context of nursing research. She affirms that social support 

inoculates against disease. Many theorists believe social 

support can be a buffer against the effects of stress 

(Gottlieb, 1985; Hibbard, 1985; Mishel & Braden, 1987; 

Norbeck, 1981). 

Social support has its costs. Basing their 

discussion on social exchange theory, Tilden & Galyen (1987), 

mention the burden of reciprocity and the potential for 

conflict with network members as negative aspects of social 
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support. They suggest that social network be the generic 

term and social support reserved for the positive phenomenon. 

Family Careaivina in Reassembled Families 

Family caregiving in reassembled families is defined 

as assistance and comfort provided to an ill or disabled 

young adult by family members. Family caregiving is rendered 

in many forms. A caregiver may attend to all of the physical, 

emotional, and financial needs of the care recipient in their 

mutual home. A caregiver may provide partial support in 

their mutual home or may be traveling daily to the 

recipient's home to give intermittent care. Another way that 

caregiving is rendered is by telephone and mail, often with 

the provision that if or when the recipient requires more 

intense care, either the recipient will move in with the 

caregiver and give up his or her own home, or the caregiver 

will move to the recipient's home temporarily or permanently. 

Regardless of the physical arrangement, the caregiver spends 

a portion of her time performing tasks for the other family 

member, a portion worrying about the other family member, and 

whatever time is left is used for all her other duties. Time 

to care for herself is often hard to find (McBride, 1988). 

Family caregivers are not well supported in our society. 

Little is available to them in terms of guidance, financial 
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aid, or respite (Sommers & Shields, 1987). The resulting 

stress often leads to illness of the caregivers. 

Writers on the subject agree that most caregiving is 

rendered by women who are the daughters, spouses or mothers 

of the ill or disabled. According to Sommers and Shields 

(1987) women perform approximately 75% of the caregiving, and 

virtually all women can expect that at some time in their 

lives, they will be giving care to a relative or friend. 

Stone, Cafferata, and Sangl (1987) in a nationwide survey of 

caregivers of the frail elderly found that 72% of those 

caregivers were women. Brody (1985) uses the term 

"normative" for this situation. In her response to proposals 

by health care planners for a greater emphasis on family 

caregiving, Kickbusch (1981) says that the planners, "tend 

to forget that by returning services to the lay public they 

are in most cases increasing women's work" (p. 197) . In 

their discussions of women and HIV/AIDS, Richardson (1988) 

and Shaw and Paleo (1986) state that, not only are most of 

the informal caregivers of HIV/AIDS patients women, but that 

most of the professional caregivers are women also. 

Wexler (1986) defines the "sandwich generation" as 

women who care for young children and elderly parents 

simultaneously or in close tandem. Colman (1984) discusses 

the plight of elderly wives caring for elderly husbands, and 

points out that many of them are experiencing the 
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disabilities of old age but continue in the caregiving role, 

often to the detriment of their own health. Worcester 

(1986), in proposing a guide for assessing family caregiving 

for the elderly, mentions that some of the daughters are also 

caring for disabled young adult children. McBride (1988) 

reviews literature and proposes a research agenda for the 

study of women's multiple roles in relation to their mental 

health. The review includes the roles of caregiving for 

minor children and for elderly relatives but makes no mention 

of caring for adult children. Her proposal for a research 

agenda includes study of the effects on families of caring 

for the elderly and for children, but again omits the care 

of dependent young adults. 

Reassembled families are mentioned in the literature 

on head injury, a disability whose age specific epidemiology 

parallels that of HIV/AIDS, but they are not treated 

separately from other family constellations. Lezak (1978), 

a rehabilitation counselor, in a descriptive article on his 

experience with the families of characterologically altered 

brain injured patients, lists social isolation, desertion by 

other family members, and role changes as major problems of 

his clientele. Oddy, Coughlin, Tyerman and Jenkins (1985) 

interviewed 28 family members of head injury survivors. The 

common complaints in this group of respondents were social 

isolation, lack of understanding from non-caregiving 
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relatives, and the ceaseless burden of caregiving. Role 

changes involving young adults and their parents were not 

discussed separately from those of other families by Lezak 

or by Oddy et al. Rosenbaum and Najenson (1976) found high 

depression levels in the wives of head injured veterans which 

related to low reported levels of positive reinforcement and 

few pleasant events in their lives. The study supports 

current understanding of caregiving burdens, but does not 

discuss reassembled families. 

Christ and Wiener (1985) suggest that the situation 

of young adults with HIV/AIDS may be roughly parallel to that 

of young adults with leukemia. Having only recently 

established independence, the returning child is confronted 

with the problem of maintaining an adult self-image in the 

context of physical dependence. The family members face the 

dilemma of trying to be supportive without being seen as 

overbearing. Frierson et al. (1987) described the same 

situation from their experiences in individual psychotherapy 

sessions and as facilitators of support groups for people 

with HIV/AIDS and their families. Neither of these 

discussions is based on formal research. 

One source in the sociology literature discussed 

research on the relationships between adult children and 

their parents. Sussman (1965), studied patterns of financial 

aid between generations. In Sussman's discussion, all of the 
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adult children who had left the family of origin were 

married, the conventional, accepted family configuration for 

young adults in our society. Gay men may be partnered with 

another man, an arrangement which may cause discomfort in the 

parents. Other gay men, having never been married or 

partnered, may have had difficulty establishing independence 

in relation to their families of origin because they have 

not, in the eyes of many, passed the developmental marker of 

coupling with another person. 

Some popular literature deals with the subject of 

mothers and their sons with HIV/AIDS, including books written 

by mothers themselves. Moffatt (1986) wrote a book of advice 

for mothers and other family members interspersed with parts 

of her family's story. Peabody (1986) wrote in journal form, 

telling the reader her day to day experiences from the time 

she learned that her son had HIV/AIDS until he died. Both 

of these mothers described the processes they went through 

which included facing secondary stigma, social isolation and 

the seeking of new social support, and the multiple stresses 

of caregiving which included altering their styles of 

communication with their sons. 

Assumptions 

Assumptions held prior to beginning the study were: 

1) That AIDS patients need support, 2) Some mothers provide 
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that support and need support themselves, 3) The relationship 

of a mother to her adult child is different than the 

relationship a mother has to her young children, 4) 

Caregiving of a young adult by the mother involves different 

dynamics than caregiving of an elderly person by a daughter 

or spouse. 

Summary 

In reviewing the concepts of stigma, social support 

and family caregiving in reassembled families, the picture 

which emerges is that the stigma associated with HIV/AIDS 

leads to a detachment from one's usual sources of support, 

at a time when the stress of caregiving increases the need 

for support for both mother and son. There is much 

literature on stigma, social support, and caregiving, 

including many articles specific to HIV/AIDS. Little 

research or theoretical literature was found regarding the 

reassembled family specifically. Much has been written about 

families with young children and about families with elderly 

members who may require caregiving, but these works are 

tangential to the situation of the reassembled family. A few 

references to the reassembled family were found in literature 

dealing with other diseases or illnesses, or in HIV/AIDS 

articles which dealt with broader subjects. Because the 

20-40 age group is dominant among HIV/AIDS patients, and 
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HIV/AIDS can lead to long periods of disability, we need to 

know more about the family caregivers of young adults. 
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CHAPTER 3 

METHODOLOGY 

The purpose of this investigation was to answer the 

following research questions: 1) What are the experiences 

of mothers of gay men in providing care for their sons with 

HIV/AIDS? 2) What are the sources of stress for mothers of 

gay men with HIV/AIDS? 3) What are the sources of support 

for mothers of gay men with HIV/AIDS? 4) What social process 

is involved in mothers providing care for their gay sons with 

HIV/AIDS. This chapter is organized as follows: 1) a 

discussion of the structure of the research design, 2) an 

outline of the procedural mechanics used, 3) a description 

of the data analysis process, and 4) a discussion of 

trustworthiness in theory and as practiced during this study. 

Research Design 

To answer the research questions, an exploratory 

design based on the grounded theory methods described by 

Glaser and Strauss (1967) was used. The key features of the 

method include: 1) constant comparative analysis which 

implies concurrent data collection and analysis, 2) 

theoretical sampling, and 3) memoing, or careful recording 



37 

of the investigator's thoughts and decisions during the 

study. 

Constant comparative analysis is a process whereby 

data, derived in this case from transcripts of interviews, 

books by mothers of gay men with HIV/AIDS, newspaper 

articles, and other relevant sources, are coded for 

categories which relate to the phenomena being studied. The 

goal of the analyst is to generate a set of conceptual codes, 

that is, categories and their properties, which are relevant 

to the social milieu of the respondents, and to develop 

hypotheses about the relationships among the categories 

(Glaser, 1978). Glaser (1978) names the first process, 

generating categories and their properties, "substantive 

coding", and he names the second process, developing 

hypotheses about the relationships, "theoretical coding." 

The coding and examination of data begins with the first 

interview, and each successive interview or other data source 

is coded as it is obtained. Categories and their properties 

become apparent as the interviewing and coding proceed. 

Relationships between the categories are discovered by 

reexamining the data and by looking for ways to compare and 

contrast the categories. During the analysis the investigator 

is "immersed" in the data and is always alert for information 

from a variety of sources which may suggest ways to consider 

the data. By constant comparative analysis, the 
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relationships between the categories are identified and from 

the pattern of relationships the investigator eventually 

poses a theory about the respondents or outlines a process 

they experience. The theory or process which is identified 

is grounded in the data. 

Theoretical sampling is the process of eliciting 

codes, or categories, from raw data and using the codes to 

direct additional data collection, from which categories are 

further developed by defining their properties and their 

connection to other categories (Glaser, 1978). Data 

collection directed by the developing theory, that is, 

theoretical sampling, may consist of: 1) sampling 

respondents who can offer new information about a category, 

2) sampling, or selecting, ideas to be pursued during 

interviewing or reviewing previously obtained data, or 3) 

sampling and coding data from sources other than respondents. 

Data are sampled and coded until no new categories become 

apparent and no new properties of the categories are found. 

At this point, the categories are said to be "saturated." 

Memoing is the careful recording of the 

investigator's thoughts about the data, the evolving ideas, 

and how she decided on the groupings of the categories. 

Tentative ideas about the relationships among the categories 

are recorded as well as reasons for deciding which categories 

require examination in depth and which are tangential to the 
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situation of the studied group. A log, or field notebook, 

is kept in which the thoughts are recorded in memo form and 

in which relevant events are included. The log provides an 

audit trail to verify the pathway by which the investigator 

arrived at the final grounded theory or basic social process. 

Nature of the Sample 

Mothers of gay men who are HIV positive or have AIDS 

served as the formal respondents. The sons of the 

respondents were over 18 years old, and the mothers were 

English speaking. Data obtained from other sources included: 

notes from informal conversations with these mothers and with 

other family and friends of people with HIV/AIDS, and 

conversations with people with HIV/AIDS; notes taken while 

watching TV programs about AIDS; books published by mothers 

of people with HIV/AIDS; newspaper articles which quote 

people with HIV/AIDS and/or their families, a brochure 

describing the purpose and goals of Mothers for AIDS Patients 

(MAP); and other sources of information about AIDS and 

related topics. Appendix D lists the non-interview data 

sources. 

Setting for Interviews 

Respondents in Tucson, Arizona, and Seattle, 

Washington, were interviewed in locations of their choice to 

insure privacy and avoid distraction during the interview. 
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The most common site for these interviews was the 

respondents* own homes. Alternate places included a 

respondent's office and the investigator's home. 

Protection of Human Subjects 

Respondents were informed as to the purpose of the 

study and encouraged to ask questions. They were told they 

could withdraw from the study at any time. Anonymity was 

assured by substituting names and other identifying 

information on the interview transcripts and erasing the 

recorded tapes. A disclaimer approved by the Institutional 

Review Board was deemed sufficient to document the conditions 

of participation. 

Procedure 

Respondents were contacted through the AIDS projects 

in two cities, and by word of mouth. The directors of the 

projects agreed to provide access to willing mothers after 

being oriented to the purposes and methods of the study. In 

one case, a letter describing the study was mailed to all 

mothers of persons with HIV/AIDS who were clients of the 

project, and in the other case, an announcement was made at 

support group meetings and a notice was posted on a bulletin 

board. Potential respondents were given the name and 

telephone number of the investigator, and contact for 

purposes of the study was initiated by the respondents. The 
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word of mouth contacts were made by mutual acquaintances who 

received permission from the potential respondents to give 

their telephone numbers to the investigator. 

All people who volunteered were interviewed once 

formally during audiotaped sessions. Over the course of the 

study, these respondents and many other relatives and friends 

of people with HIV/AIDS participated in informal 

conversations with the investigator. Theoretical sampling 

developed into a selection of the topics which were pursued 

in depth with each successive interview. Table 1 shows the 

topics, or variables, initially thought to be of interest. 

The search for respondents continued until women who 

represented most points in the range of each variable had 

been interviewed. 

The interviews began with a request for the mother to 

describe her life since she learned that her son was HIV 

positive or had the AIDS diagnosis. The respondents were 

asked to describe their feelings, and to provide examples of 

strategies used to deal with the feelings. They were asked 

to describe the activities that were helpful and not helpful 

in dealing with the situations described. They were also 

asked about the sources and nature of their social support. 

Descriptions of the specific situations encountered were 

elicited. Subsequent conversations with some respondents 

clarified and elaborated on their earlier statements. 
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Table 1. Theoretical Sampling: Variables Thought to be 
of Interest at the Beginning of the Study 

Variable Sampling 

Potential 
Social Support 

Response to 
Homos exua1ity 

Initial 
Knowledge of 
AIDS 

Marital status: divorced, married to son's 
father, married to a step-father. 
Family response: positive, negative. 
Responses of friends, co-workers, minister: 
positive, negative. 
Joined a support group, or not. 

Knew or did not know son was gay. 
Variety of religious backgrounds. 

Variable initial levels of fear of 
gion, knowledge of transmission. 

conta-

Caregiving 
Intensity 

Response to 
Stigma 

Son in various stages of infection or ill
ness. 

Perceived levels of stigma: high and low. 
Various levels of attempt to control 
information. 

Relationship 
with Son 

Relative locations of son and mother: 
distant cities, same area/city, same house. 
Various levels of perceived closeness to son 
prior to illness. 

Activity 
Related to 
AIDS Issues 

Volunteer for an AIDS agency: caregiving 
for other PWA's, speakers' bureau. 
Speaks out on an individual basis. 
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As the interviewing progressed, theoretical sampling 

of topics directed exploration of the limits of the 

categories which were becoming apparent. For example, the 

early interviews suggested that stigma management was indeed 

an important part of the process. One respondent initially 

denied being affected by stigma, but later questions revealed 

that she was managing information about her son, that is, 

selecting who to tell about the illness and who not to tell. 

To that point she had been successful enough to avoid overt 

incidents of discrimination or prejudice. 

The seven formal interviews were one to one and a 

half hours long, and were tape recorded. Transcripts of the 

recordings were used for data analysis. During 

transcription, names of people and places were changed. The 

first interview was assigned name substitutes beginning with 

the letter A, the second interview, letter B, and so on. Two 

copies of the transcripts were printed with a wide margin on 

the right. One copy was used intact for an initial reading 

and tentative coding in the margin. The second copy was cut 

into segments, each one containing a salient remark of the 

respondent. These are termed "data bits." Each data bit was 

mounted on an index card with the respondent's letter and the 

page number of the transcript so the context of the remark 

could be traced. In this report, quotes from respondents are 

referenced with the letter and page number. For example, 
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(C22) indicates the third interview, page 22. Data quoted 

from sources other than interviews are marked with a double 

letter, (AA) for example, which can be referenced in 

Appendix D. 

Directed reading of publications of other researchers 

and theorists contributed to the development of the 

categories and properties. An example is the property, 

speaking out. Every mother spoke of her concern about the 

social milieu in regard to AIDS. They expressed the belief 

that misinformation and prejudice can and should be 

combatted. The investigator then engaged in directed reading 

on the topic of social change in an effort to understand the 

implications of the mothers' strongly held beliefs. 

Data Analysis 

The grounded theory method requires that data 

analysis is concurrent with data collection. That is, 

analysis is constant and comparative beginning with the first 

transcript and continuing until the categories are saturated 

and a basic social process has been identified. The constant 

comparative analytic process can be described in three broad 

categories: 1) coding, 2) comparing, and 3) checking. 

Coding is pulling words, phrases, and sentences which 

represent concepts relevant to the situation of interest from 

the data sources. During an initial reading, marginal notes 
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were made on each transcript indicating potential codes to 

be included in the process. Subsequently, the data bit cards 

were sorted into groups representing the categories into 

which they fit. Some data bits initially appeared to fit into 

more than one category. Eventually, as the outline of the 

BSP became apparent, data bits could be placed into specific 

categories without a great deal of debate. To be included 

in the final sorting, each data bit was confirmed from at 

least two other sources. 

Comparing is the process of looking for similarities 

and differences among the data bits and the categories into 

which they have been sorted. Some codes were used eventually 

to define properties of the categories. The comparing 

process was recorded in the field notebook. Tentative 

structures of the evolving interpretation of the 

relationships between categories were recorded and the basis 

for changes in the structure identified. 

Checking is the process of verifying the 

interpretation with members of the group under study and with 

colleagues. A list of the tentative categories was brought 

to the last formal interview. After having told her story, 

the respondent was asked to review the list and to comment 

on its clarity and exhaustiveness. Her responses were 

tape-recorded and included as data in her interview. An 

outline of the tentative BSP, with the category properties 
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and their relationships defined, was presented to another 

respondent at a short meeting requested for that purpose. 

To be accepted as a relevant interpretation, the BSP must be 

recognized by the member of the studied group as descriptive 

of her situation. Both respondents who were shown tentative 

outlines of the BSP confirmed its credibility. 

Checks with colleagues can be made at several points 

during the process and in several ways. Conversations 

occurred between this investigator and colleagues studying 

issues related to AIDS, during which it became apparent that 

the structure of the BSP developed during this study was 

similar to a theory derived from interviews of another group 

of AIDS caregivers. Another way to check with colleagues is 

to request an audit of the field notebook to obtain input on 

the thought processes of the investigator. 

Trustworthiness 

This section is divided into two parts. The first 

part is a discussion of trustworthiness, or reliability and 

validity, as it applies to naturalist inquiry in general. 

The second part is a discussion of activities undertaken to 

insure trustworthiness during this study. 

Definitions 

According to Guba (1981) and Lincoln and Guba (1985), 

there are four aspects of trustworthiness to be considered 
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in judging any research. They are truth value, 

applicability, consistency, and neutrality. For 

naturalistic, or qualitative, research he suggests that the 

investigator look at credibility, transferability, 

dependability, and confirmability respectively, to make 

judgments about the trustworthiness of the research. 

Credibility. Credibility is the criteria for 

determining the truth value of a qualitative study. A 

credible description of a process should be recognized by the 

participants as their own or should enable others to 

recognize the process when it is seen after having read about 

it. To assure credibility, several strategies are suggested 

by Guba (1981). First, "prolonged engagement" at a site, in 

order to overcome distortions due to the presence of the 

investigator and to allow researchers time to test their own 

biases and assumptions, is recommended. Second, "persistent 

observation," which involves extended interaction with a 

situation or milieu to allow the investigator to understand 

essentials of the situation, is suggested. Third, "peer 

debriefing," which involves the investigator seeking out 

colleagues who are willing to provide feedback, is used. 

Fourth, "triangulation," which involves comparing a variety 

of data sources, theories, and methods to the developing 

interpretations in order to verify the data and test 
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alternative explanations, is done. Triangulation assures 

"referential adequacy" because data are collected from 

multiple sources such as documents, films, and recordings. 

Similarities in data from diverse sources provides 

confirmation of references obtained in each source so 

referenced. Fifth, "member checks" are done by returning to 

members of the group being studied and requesting feedback 

on the data being collected and on the interpretations. 

These five activities are undertaken during the collection 

of data. After the fieldwork is completed, the investigator 

establishes "structural coherence" by comparing all data and 

interpretations against all others to avoid or explain 

apparent inconsistencies, and establishes "referential 

adequacy" by comparing the results against the references 

collected from other sources and by repeating some of the 

"member checks." 

Transferability. Transferability is the criteria for 

determining the applicability of a qualitative study. The 

question to ask is whether the findings fit the data of the 

study and whether they would fit in contexts other than that 

of the study. The findings must be well grounded in the 

data. To assure transferability during the fieldwork, Guba 

(1981) suggests that "thick descriptive data" be collected 

by the investigator which may permit comparison across 
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contexts other than the one in which this data was collected. 

In addition, theoretical sampling, intended to maximize the 

range of information uncovered, contributes to the 

transferability of the results. After the fieldwork is 

completed, development of a "thick description" of the 

context of the study allows for comparison to other contexts. 

Dependability. Dependability is the criteria for 

determining the consistency of a qualitative study. The 

investigator must provide a decision trail which, if 

followed, would lead another investigator to arrive at the 

same or similar conclusion. To assure dependability during 

the fieldwork Guba (1981) suggests the investigator use three 

strategies. First, "overlap methods," in which different 

procedures are used, resulting in similar outcomes which 

strengthen the case for stability, are suggested. Second, 

"stepwise replication," which is the equivalent of split-half 

reliability tests, is used. In naturalistic studies it is 

done with two research teams. Third, leaving an "audit 

trail" allows for a post-fieldwork "dependability audit" 

which is done by someone competent to review the field notes 

and check for procedural adequacy. 

Confirmabilitv. Confirmability is the criteria for 

determining the neutrality of a qualitative study. In 

qualitative studies the criteria are applied to the data 
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itself rather than to the investigator's stance in regard to 

the phenomena of interest. To assure confirmability Guba 

(1981) suggests, during the fieldwork, first, "triangulation" 

is used to provide documentation for every claim from at 

least two sources. Second, "reflexivity" is practiced by 

including in the field journals the daily thoughts of the 

investigator in order to document changes and shifts of 

thought. After the fieldwork, a "confirmability audit" is 

done to certify that interpretations are supported by the 

data. 

According to Guba (1981) an investigator need not use 

every one of the above activities to establish 

trustworthiness. At the very least, he suggests, a 

naturalistic investigator should use "triangulation" and 

"member checks" for credibility, "thick description" for 

transferability, an "audit trail" for dependability, and 

"reflexivity" and "triangulation" for confirmability. 

Activities Undertaken during This Study 

For "triangulation," the investigator gathered a 

large volume of relevant printed matter from both lay and 

professional publications, and from notes taken during 

conferences, while watching TV, or after AIDS-related 

conversations. The printed matter contained quotes from and 

whole books written by mothers of people with AIDS which were 
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used to verify statements appearing in the formal interviews. 

Also available were observations by other health care 

professionals which were used to verify impressions gained 

by this investigator. 

For "member checks," a list of the emerging 

categories, and later, an outline of the theory were shown 

to respondents. A "thick description" of the characteristics 

of the respondents and their milieu is provided later in the 

report of the study. To establish an "audit trial," a field 

notebook was initiated. It contained notes on the 

investigator's thoughts over the course of the study. 

Documentation of the interviewing procedure as well as 

thoughts of the investigator regarding the data were 

recorded. For "reflexivity," the report of the study 

includes the initial assumptions of the investigator, the 

field notebook showed the investigator's examination of her 

own biases and assumptions during the past five years. 

In addition to the basic activities for ensuring 

truth value, other activities were undertaken. "Prolonged 

engagement" began two years before the study was initiated 

and continued throughout the study period, another two years. 

The investigator was involved with the local AIDS project in 

one city as a volunteer in various capacities. Contacts were 

made with county health departments and local members of 

national organizations for AIDS care. The investigator was 
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employed as an AIDS educator for health care workers in both 

cities where the study took place, and served as a speakers' 

bureau volunteer for one of the county health departments. 

Sufficient time at the sites elapsed for the investigator 

not to be seen as a threat. 

"Persistent observation" of a specific situation in 

order to understand its essentials is another activity which 

ensures the truth value of a study. Some of the respondents 

for this study were members of the support group for families 

and friends facilitated by the investigator. The stories 

they described in the formal interviews were heard at the 

times they were occurring. 

"Peer debriefing" was done as colleagues were 

available. "Structural coherence" was established after the 

fieldwork by comparing all data and interpretations with all 

others and against references collected from other sources. 

"Referential adequacy" was assured by comparing the materials 

collected for "triangulation" with the BSP as it became 

apparent. The two blocks of interviews conducted in 

different cities with a two year time lapse could be 

considered a form of "step-wise replication." 
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Threats to Trustworthiness 

Sandelowski (1986) identifies three threats to 

trustworthiness for a naturalistic investigator. They are 

"going native," the "elite bias," and the "holistic fallacy." 

"Going native" is a situation in which the 

investigator becomes so involved with the group under study 

that it becomes difficult to maintain objectivity. 

Investigator-subject closeness is a positive value in 

qualitative research since it allows the investigator to 

obtain an in-depth view of the respondents1 world, but the 

influences of the investigator and respondent on each other 

must be examined and documented carefully. 

The "elite bias" operates during the selection of 

respondents. The choice of respondents is limited by the 

contacts of the investigator, and may tend to include only 

those who are the most articulate and who understand the 

value of participating in a research project. In qualitative 

research, any member of the group of interest is considered 

a valid representative of the group, the investigator's job 

is to identify the person's position in the group and to 

interpret findings in the light of that knowledge. 

The "holistic fallacy" is the mistake of representing 

the data as more patterned than they really are. Since 

qualitative studies are based on the real life experiences 

of the respondents, they do not fit neatly into an 
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explanation. The investigator must take this into account 

when presenting the findings. 

Limitations 

The limitations of the study are related, in part, to 

the threats to trustworthiness: "going native," "the elite 

bias," and "the holistic fallacy." Other limitations which 

will be discussed here are the timing and location of the 

interviews, and the sample size. 

Regarding the possibility of "going native": the 

investigator was well acquainted with the first four 

respondents who were members of the support group she 

facilitated. During her tenure as facilitator, a certain 

amount of objectivity was required which carried over to the 

interviewing situation. The group engaged in social 

functions such as potluck meals to which the facilitators 

were invited. Additionally, some group participants 

contacted the facilitators individually to talk about their 

feelings. During one to one contacts the investigator was 

conscious of her role and worked to maintain objectivity. 

The positive result of involvement with the respondents was 

"persistent observation." A further indication that going 

native did not unduly influence the study results is that the 

three respondents in the second part of the study were 

entirely unknown to the investigator before they were 
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interviewed, and the interviews did not differ materially 

from the first four. 

The "elite bias" is another potential limitation of 

the study. Six of the seven respondents were members of 

support groups and consequently had much practice discussing 

their feelings with people who were strangers to them. Most 

of these women also had taken on speaking engagements in 

which they described their feelings about being a mother of 

a person with HIV/AIDS. The one respondent who was not a 

support group participant was a nurse. She, too, was aware 

of the values of talking about one's feelings and of nursing 

research. All of the respondents in the study responded 

positively to their sons. Not all mothers and other family 

members of people with HIV/AIDS have been supportive (Christ 

& Wiener, 1985; Frierson et al., 1987; Mitchell & Smith, 

1987; Morin et al., 1984; Robinson et al., 1987). The BSP 

reported here may be transferable to other mothers like the 

respondents and to some other populations facing similar 

stresses, however it is not necessarily generalizable to all 

mothers of gay men with HIV/AIDS. 

The potential for "holistic fallacy" exists in the 

discussion of findings. Throughout the discussion which 

occurs later in this report, it is emphasized that there is 

a great deal of overlap among the categories. Presentation 

of findings in an ordered fashion, is not meant to be 
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interpreted as describing a rigidly timed, staged process 

which must be completed in sequence. Exceptions to general 

patterns are noted in the report as a method of defining the 

limits of the categories. 

Regarding timing and location: the interviews were 

conducted in two blocks, one block in the summer of 1988 in 

Tucson, Arizona, and one block in the summer of 1990 in 

Seattle, Washington. Two potential problems might have 

resulted from the break in time and place. One is that the 

investigator might have changed her orientation to the topic, 

and the other is that circumstances for respondents might 

have changed appreciably in the interim. Throughout the two 

year time interval, the investigator remained involved with 

the topic, reading and writing on the subject of HIV/AIDS 

families continuously. The interval allowed for examination 

of assumptions and for exploration of theory related to the 

study findings to date. Before commencing the second block 

of interviews, the investigator reviewed the first four and 

reread the field notes from the earlier block of interviews. 

The change in location coincided with a change in intensity 

of investigator involvement with potential respondents. No 

longer a facilitator for a support group, the investigator 

continued contact with people with HIV/AIDS and their 

families and friends, and with people at high risk for HIV 

infection by serving on a speakers• bureau with a monthly 
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engagement at a shelter for homeless women, and regular 

meetings with other volunteers. Contact with other health 

care workers was maintained in the role of AIDS educator, and 

contact was made with other nurse researchers studying issues 

related to HIV/AIDS. 

In regard to respondent circumstances which may have 

changed due to the time interval or due to the change in 

location: the interviews were examined for evidence of that 

possibility. For example, the first interviews were 

conducted at the time when AZT was becoming available on the 

market, and some of the sons were able to avail themselves 

of the drug, but others had died before that time. The sons 

in the second block also were mixed in terms of the 

availability of AZT during their illnesses. Other 

examinations of the data failed to indicate that the location 

change was an influence on the responses. 

The sample size of seven women would have been a 

limitation if data analysis had been of a quantitative 

nature. In naturalistic inquiry, the sample is considered 

sufficient when the categories are saturated. In this study, 

the categories were essentially saturated and all major 

extremes in the properties of the data were discovered by the 

fifth interview. The two subsequent interviews were done to 

confirm the findings and to provide enough cases in the 

second block of interviews to examine the data for 
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differences based on the change in time and place from the 

first block. Other data sources provided quotes from mothers 

of gay men with HIV/AIDS not included in the seven formal 

interviews. 

Summary 

The study reported here was conducted using grounded 

theory methods which include: 1) constant comparative 

analysis with substantive and theoretical coding, 2) 

theoretical sampling, and 3) memoing. Data was collected 

from interviews with mothers of gay men with HIV/AIDS and 

other sources, and it was analyzed using constant comparative 

analysis. Selected methods of ensuring trustworthiness were 

used, those most thoroughly pursued were "triangulation," 

"prolonged engagement," and "persistent observation." 

Limitations of the study are related to the "elite bias," 

"going native," the "holistic fallacy," and the timing and 

location of the interviewing. 
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CHAPTER 4 

FINDINGS 

The purpose of this study was to answer the following 

research questions: 1) What are the experiences of mothers 

of gay men in providing care for their sons with HIV/AIDS 

infection? 2) What are the sources of stress for mothers of 

gay men with HIV/AIDS infection? 3) What are the sources of 

support for mothers of gay men with HIV/AIDS infection? 4) 

What social process is involved in mothers providing care for 

their gay sons with HIV/AIDS infection? 

Seven mothers of gay men with HIV/AIDS were 

interviewed. Open-ended interviews were audio-taped and 

transcribed for coding. Respondents were asked to describe 

what their lives had been like since they learned of their 

sons* infections. Follow-up questions were used as needed 

to elicit data relating to the purposes of the study. 

Demographic Data 

Four mothers were interviewed in a Tucson, Arizona, 

and three were interviewed in Seattle, Washington. Five of 

the mothers were recruited through their membership in a 

support group for families of people with HIV/AIDS, two were 

recruited by word of mouth. Ages of the mothers ranged from 
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45 to 70 years at the time of the interview with two of the 

ages estimated. The average age was approximately 60.3 

years. The mothers had from 2 to 4 other children in the 

family. Two mothers were divorced and living alone, three 

mothers were married and living with the father of the son 

with HIV/AIDS, and two mothers were married and living with 

men not the father of the son with HIV/AIDS. Two mothers 

were employed full-time outside of the home, one was employed 

part-time, one was self-employed, one was looking for work, 

one was retired, and one was a housewife (Table 2). 

One mother had two gay sons with HIV/AIDS, so eight 

gay men were related to the seven mothers. Ages of the sons 

at the time of the interview, or at the time of death if they 

died before the interview, ranged from 26 to 36 years, with 

two ages estimated. The average age of the sons was 

approximately 31.9 years. Two of the sons were in committed 

relationships at the time of their illnesses; the others were 

not (Table 3). 

Six men were diagnosed with HIV/AIDS while living in 

a city distant from the mother, and two lived in the same 

general area at the time they discovered their HIV status. 

Of the latter, one moved to his mother's home for terminal 

care, and the other mother moved into her son's home for the 

last three months of his life. Two sons moved from the 

distant city to the same city as the mother; both lived 



Table 2. Characteristics of Mothers 

61 

Mother: 
Characteristic A B C D E F G 

Interview location: 
Tucson X X X X 
Seattle XXX 

Recruited via: 
Support group X X X X X 
Word of mouth X X 

Age (e = estimate) 45 65e 70 55e 57 62 68 

Number of other 
children: 3 2 3 3 3 4 2 

Marital status: 
Divorced X X 
Married to father 
of PWA XX X 

Married to step
father of PWA X X 

Employment: 
Working X XXX 
Not working XX X 
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Son: 
Characteristic 12345678 

Age at time of: 
interview 33 36 30 36 
death 26 27 33 34 

Committed 
relationship: 
Yes X X 
No X X X X XX 

Residence at time 
of diagnosis: 
Distant city X X X X X X 
Same area/city X X 

Residence(s) 
during illness: 
Distant city XX XXX 
Same area/city XXX X 
Same house XXX X 
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alternately in their own homes and at their mothers' homes 

depending on their need for care. Two sons maintained their 

homes in the distant cities, and much visiting occurred in 

both directions before the son died. Neither mother 

provided physical care while visiting in the son's home, but 

both described episodes requiring direct care while he 

visited in her home. Of the two who were well and living in 

distant cities at the time of interview, one mother planned 

to go to her son's home if he requested it, and the other 

planned to bring him to her city and place him in a hospice 

which she believed would be his preference. Altogether four 

sons were living at the time of the interview, and four had 

died. 

Family support was mixed in all cases. Three mothers 

reported mostly negative responses from family members and 

four reported mostly positive responses. Two mothers 

reported strong religious convictions which they discussed 

at length, three reported church attendance but did not 

discuss it at length, and two were not currently attending 

a church. Four mothers were volunteers for an AIDS agency 

on a regular basis, one occasionally accepted speaking 

engagements, and two spoke out about AIDS in informal, one 

to one situations. 
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The Basic Social Process; Creating 
New Meaning 

This section outlines the discovered BSP. The name 

of the BSP is: From Isolation to Action: Mothers of Gay Men 

with HIV/AIDS Create New Meaning from Their Experience. 

The core category, Creating New Meaning, is a basic 

social process that involves a mother moving from her initial 

reaction to the news that her son is HIV positive or has 

AIDS, through the experience of examining her assumptions and 

redefining terms, to an ability to face the challenges of her 

son's condition and to challenge the assumptions of others. 

There are three sub-categories: Reacting, 

Rebuilding, and Taking Action. Properties of the categories 

are as follows: under Reacting are: shock, isolation, and 

hovering. Under Rebuilding are: coming to terms with 

homosexuality, learning to live with AIDS, finding social 

support, and forming a new relationship to the son. Under 

Taking Action are: facing stigma, providing care, grieving, 

and speaking out (Table 4). 

Movement through the process was not linear, nor was 

it simultaneous on all fronts. A mother might have provided 

direct care for her son before she was comfortable living 

with AIDS. Parts of the grieving process appeared throughout 

the experience. A mother might have begun the task of 

Rebuilding in one area before she attended to the others. 

For example, she might have begun assessing her social 
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Table 4: From Isolation to Action: Selected Mothers of 
Gay Men with HIV/AIDS Create New Meaning from 
Their Experience 

Core Category: Creating New Meaning 

Sub-categories Properties of the Sub-categories 

Reacting 

Rebuilding 

Taking Action 

Shock 
Isolation 
Hovering 

Coming to terms with homosexuality 
Learning to live with AIDS 
Finding social support 
Forming a new relationship with son 

Facing stigma 
Providing care 
Grieving 
Speaking out 
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network for supportive members before she gave up hovering 

over her son in favor of a new relationship with him. 

Mothers differed in the assumptions they held before 

the discovery of the son's condition. Some knew of the son's 

sexual preference before learning of his infection, and 

others did not know or had ignored clues which might have 

informed them. There was also variation in the character of 

the relationship between mother and son before AIDS was 

discovered. 

In spite of the differences among the mothers and 

among the details of their stories, the overall pattern of 

Creating New Meaning applied to all of the mothers studied. 

Each mother experienced an initial reaction to the news of 

diagnosis using previous patterns of coping, each mother 

reassessed her views of the world, rebuilding her world in 

the process, and each developed a new pattern of behavior due 

to this experience. 

Reacting 

The sub-category, Reacting, is the initial response 

the mother has to the news of her son's infection. Reactions 

appeared to vary according to the mother1 s previous knowledge 

of her son's sexual preference, her knowledge of AIDS, the 

character of her support system, and the type of relationship 

between them at the time she learned the news. All mothers 



67 

reported a state of shock, a feeling of isolation or need to 

expand their social network to deal with the situation, and 

an urge to hover over the son. 

Shock. Shock is the state of being in an emotional 

turmoil after hearing the news. The mothers all suspected 

a problem and some suspected AIDS specifically. Some mothers 

recognized that they had denied the implications of their 

sons' minor health problems, and some had no idea of the 

potential import of, for example, a lingering cold; but at 

the time when the words, "HIV infection" or "AIDS," were 

spoken in reference to an actual diagnosis, all were in a 

state of shock. In response to the grand tour question, 

"What has your life been like since you discovered that your 

son was infected with HIV?" most mothers wanted to back up 

in time and describe their suspicions of a problem. One 

mother who had no idea that her son was gay: 

1*11 start a little before that. . . . Archie began 
to have problems with impetigo .... He had 
impetigo all over his body. . . . There was no place 
on him that I could even touch. . . . That evening 
I knew there was something desperately wrong . . . 
(Al) 

Another mother who knew her son was gay: 

Well, I knew that my son was gay for a good many 
years, and when I first heard of the AIDS virus I 
began to worry. (CI) 
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Some mothers had discussed AIDS with their sons 

before the son knew he was infected or before he told her 

that he knew. 

I think that Bob was very early aware . . . that this 
disease was happening and had lost friends. ... We 
had a long conversation in regards to his concern, 
his worry in living with the knowledge that possibly 
he was carrying the virus. (Bl) 

The actual moment of truth, when the son told his 

family of his diagnosis was universally a shock. 

When he first told us that he had AIDS was a 
horrifying day. (Dl) 

I just really lost it. (F3) 

He . . . said that he had KS and had been diagnosed 
with AIDS. Well, that was pretty traumatic. (B2) 

The bottom just falls right out from under you. 
. . . (Gl) 

One mother described the impact of the diagnosis in 

spite of early clues this way: 

Suspecting and knowing is two different things. 
Believe me, it's two different things. 
Intellectually I was not surprised. Emotionally, I 
was devastated. (E17) 

The shock of hearing the news eventually settled into 

grieving of variable intensity throughout the entire process 

of Creating New Meaning. Grieving will be discussed in a 

later section. 
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Isolation. Isolation is the state of feeling all 

alone or feeling that one's original social support system 

is insufficient to carry one through the crisis ahead. 

When I first went back to work, I was just no good at 
all for about three days, and of course, nobody knew 
what was going on. (F9) 

I went through that period of time thinking really 
nobody cared. (A33) 

I had no one to talk to. If other family members are 
not supportive, you need people in the know. 
(Respondent C in CC) 

I carried around much pain and panic internally at 
work, and brought it home with me to an empty house 
each night. My network of friendships was failing 
me, both because they had no earthly idea how to deal 
with a son with A.I.D.S. or how to deal with me. 
(Respondent A in AA) 

The isolated feeling was mentioned in data from other 

sources as well. A sister and a gay man's lover expressed 

it as follows: 

When I brought my brother home, everything changed. 
No one would talk to me. There were no groups, 
nothing. (RR) 

I felt totally isolated from all our relatives and 
friends. To whom could I turn? I felt I was 
carrying the burdens of the world on my shoulders. 
(CC) 

The feeling of isolation led each mother to seek new 

sources of social support and to change her relationships to 

some of the people she knew before. The process of finding 

social support will be discussed in a later section. 
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Hovering. Among the initial reactions was an urge 

to hover over the son, to take control, or to make everything 

right. Hovering was manifested in concern for the son's 

health such as nagging him about his eating habits. 

Invitations to return to the mother's home were common, often 

offered long before the son's condition caused him to resign 

from a job or to seek help with activities of daily living. 

I don't want to hover over him. (F15) 

I realized that there could be nothing worse for Greg 
than for me to decide to be the mother hen after all 
these years. He was a 34 year old man who had had 
his own life for along time. ... I couldn't make 
a little boy of him again as much as I wanted to take 
charge. (G2,3) 

I look at Cal all the time ... in fact sometimes I 
just look for symptoms, you know. He says, "Mother 
don't stare at me." (C20) 

I would like to hold him in my arms and tell him it's 
okay. (RR) 

A non-interview data source provided a son's view of 

hovering. 

She wants to help but having her sitting around with 
me waiting for me to keel over, it just would be no 
fun at all. (PP) 

Attempts to plan for the future needs of the son, if 

made before he was ready to discuss them were viewed by the 

sons as hovering: 

He was not at the point where he could even think 
about that. He listened to me for about two days and 
then he said, "Don't do this to me. I'm not ready 
for this." And that's when I backed off. (E15) 
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Hovering did not always lead to direct conflict with 

the son, but always, in this group of women, led to an 

internal debate between her urges to hover and her 

recognition that the son had his own priorities and opinions. 

Transforming the urge to hover into a new relationship with 

the son will be discussed in a later section. 

The intensity of the initial reactions of shock, 

isolation, and hovering could not be maintained over the long 

term. The mothers all turned to reassessing their situations 

and their assumptions in preparation for Taking Action, in 

other words, Rebuilding their lives when the old worlds in 

which they lived seemed to be falling apart. 

Rebuilding 

Rebuilding is the process of changing one's approach 

to the situation by examining previous assumptions, learning 

about the new disease, rearranging one's social network, and 

developing a workable relationship with the son. These tasks 

were accomplished in a non-linear fashion. Work on them was 

done as the need arose. The common result was to acquire new 

tools with which to face the new circumstances. 

Coming to Terms with Homosexuality. The mothers who 

didn't know or hadn't faced the reality of their sons' sexual 

preference caught up with the others very quickly. 

"I was raised in a fundamentalist religion, . . . 
that gay was wrong. If I had been told in reverse 
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order, with all my religious background, I would have 
rated his being gay a 10, on a scale of 1 to 10. But 
being told he had AIDS was a 10. When he told me he 
was gay, I thought: He is my son and I love him. 
His being gay was not even on the scale. I thought: 
If I love him that much and I'm human, then God has 
to love him even more. Somehow there was a swift 
resolution of my religion based on this situation." 
(Respondent A in LL) 

Mothers with previous knowledge of the son' s 

homosexuality reviewed their earlier reactions to the 

knowledge. 

We didn't think about our feelings. We thought more 
about what he'd have to go through in his life being 
a gay man. (F2) 

I was just sure that my son was going to hell because 
. . . the Bible definitely said this was a sin. 
. . . (Dl) 

I had no problem being proud of my son who happens to 
be gay. I don't think he chose to be gay, I think 
this was probably genetic . . . He's a wonderful 
marvelous person. (B21) 

Whether the process of coming to terms with 

homosexuality was a new one or a review of an earlier 

process, all mothers described the terms which allowed them 

to accept their sons, and offered their ideas on the origins 

or etiology of homosexuality. There were some mothers who 

had to struggle with religious tenets which condemned 

homosexuality. Some had to deal with fathers or step-fathers 

who were inclined to reject the son or whose own struggle to 

accept the son seemed to be more difficult than the mother's. 
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All mothers prepared themselves to respond to rejection from 

other family members or outsiders. 

I am at the point now after almost two years, with my 
family at large to helping them to try to understand 
that Don's was a birth defect the same as my nephew 
Daniel who is retarded. And that he could not change 
that any more than Daniel could change being retarded 
or that my mother could change having brown eyes. 
. . . It's the way God made him. And it took, as I 
said, probably close to five years for his daddy to 
accept it as such. (D4) 

Facing stigma and speaking out, which will be 

discussed in later sections, were two actions which were 

facilitated by coming to terms with homosexuality. 

Learning to Live with AIDS. Learning to live with 

AIDS is the process of becoming informed about the disease 

itself, and of developing hope and a determination to make 

the best of the time the son has left to live. Given that 

HIV infection and even AIDS does not usually result in 

instant death, most mothers realized they couldn't survive 

with the intensity of their original shock over a long period 

of time. 

At first we had to really take stock and say well 
maybe we shouldn't go on this trip or we shouldn't do 
that . . . because maybe . . . something might come 
. . . And we had to stop and think. Now we gotta keep 
going and live our life the same way. (E12) 

The mothers who knew their sons were gay began 

learning about the disease before they knew their own sons 

were infected. 
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When we heard then that AIDS was something that was 
happening now, of course our ears pricked up right 
quick with the possibility that Don could get this 
because he had been living with men for 10 years 
already. (Dl) 

Learning of the son's diagnosis intensified the 

learning for those who had begun, and triggered a search for 

knowledge in the others. All of the mothers learned about 

transmission and about the manifestations of the disease, 

particularly those conditions which affected their own sons. 

Some early struggles with fear of contagion were resolved 

fairly quickly. 

There was the controversy as to whether his brothers 
should let their little children ... be exposed to 
him, 'cause at that time people weren't as educated 
and enough wasn't really known by the general public 
about AIDS. So we had to do a lot of quick work. 
(D6) 

I would not use the bathroom at his house. I would 
sit there until 10 in the evening after work and come 
home all doubled up because I'd been afraid to use 
the bathroom. (A9) 

In regards to silverware, you know, eating utensils, 
anything that we have used, I am very careful that it 
goes into the dishwasher. I'm not worried about him 
giving it to us, but I am worried about us giving him 
something. (B22) 

Developing hope and making the best of the time left 

were intertwined with the formation of a new relationship 

with the son. 

At that point I realized that Archie is still alive. 
He wasn't dead. He was still looking at sunsets, he 
was still enjoying beauty . . . That helped me get 
over looking at him and seeing this little death 
cloud over him all the time and helped me begin to 
rejoice over the life he still had left at that time. 
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And it was like, "Hey. he isn't dead yet, so don't 
bury him yet." (A44) 

. . . Where there's life, there's hope, though little 
remains of life as they've known it. It must be the 
same thing that kept Jews alive in Nazi concentration 
camps—that faint, tiny spark of hope and faith 
called the human spirit (BB) 

It was often the son who, by example, helped the mother 

change her vision of looming death to a celebration of shared 

moments, 

He's got a really good positive attitude. Said he 
can't think about this all the time and he's just 
going to live his life to the fullest. (E3) 

and the son often served as the information source for news 

which maintained hope. 

He's just not afraid of death at all. He's just not 
afraid of it. He's been through so many seminars and 
read so many books, and he goes to church all the 
time. (F24) 

The change in attitude toward the disease was a major 

factor enabling the mothers to Take Action. 

Finding Social Support. Finding social support 

involves assessing who among friends and relatives would be 

helpful and who among them would not. If the number of 

helpful people was few, the help offered was limited, or was 

not available on a regular basis, the mothers searched for 

new sources of support. 

I tell you one thing, I sure longed for my wise old 
mother. (G2) 
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I'm like most middle class folks, I don't like to ask 
for help. . . . But I did find that if somebody 
wants to be nice to you, let 'em. (G18) 

It takes time. You don't just say that and all of a 
sudden you get all this support. It takes time to 
process. (E9) 

I have one woman friend here that's been a life 
saver. I think you have to have, really have to have 
that kind of support. Your family's good, but you 
really need somebody else. (Fll) 

How does one handle it? With a lot of dear friends. 
(B7) 

[A minister she'd grown up with and lost touch with] 
. . . came to see me a few times and had me to their 
house, so I had spiritual support that I hadn't 
expected. (A35) 

In addition to support found within their usual 

spheres of living, five of the mothers joined support groups 

for families of people with HIV/AIDS before their sons died, 

and one joined after the death of her son. 

That was certainly very helpful, too, to be with 
other people and particularly I think with one member 
who had already lost a son. (B4) 

The support group so far [has] been my saviour. 
(F15) 

So we went to our support group and here's Duncan, 
wonderful Duncan, who helped us so much through the 
whole thing, because his lover had just died having 
the same kind of symptoms as . . . our Don. (D13) 

The one mother in the study who was not a support 

group member had a son who was, at the time of the interview, 

still feeling healthy. She was in the process of assessing 

her usual support network, and making changes in it. 
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The support found included both emotional and 

practical support. Practical support included: loans of 

money, help with the physical care of the son, hints on 

dealing with the health care system, and information about 

what to expect from the disease. Emotional support included 

listening, hugs, or just being available. 

Finding social support influenced the other tasks of 

Rebuilding. The process of assessing the attitudes of others 

towards homosexuality and towards AIDS was integrated with 

the mothers1 examination of her own attitudes. Forming a new 

relationship with the son was influenced, in the cases of the 

mothers in support groups, by the examples of other members 

of the group. Finding social support enabled the mothers to 

Take Action. 

Forming a New Relationship with the Son. Hovering 

was abandoned in favor of forming a relationship with the son 

based on recognition of his adulthood and based on mutual 

recognition of a bond between them that mother and son both 

wished to maintain. All of the sons had established adult 

lives away from their families of origin. There was 

considerable variation in the frequency of contact and in the 

character of the relationship before the son's condition 

became known. In all cases, the frequency of contact 

increased, and all mothers struggled with the urge hover. 



Sometimes arguments occurred in the process, sometimes the 

change was accomplished during quiet conversation, in which 

a new feeling of closeness developed. 

There was just a ... a neat bond. And that was 
something no one can ever take away from you, either. 
It's just there. (B17) 

It's been I think a real learning process, and I 
think he's helped a lot with that. As far as being 
close, I don't think I could be any closer to him 
than I am. I really don't. Just a really neat kid. 
(F18) 

I soon learned that if I was willing to talk about 
AIDS and his fears, that we could spend a lot more 
time together and we could share a lot more 
meaningful conversations than if we tried to just 
talk about current events and music and other topics 
that were light . . . (A6) 

Forming a new relationship with the son had an effect 

on the other Rebuilding tasks. The son was a source of 

information about HIV/AIDS for the mother, and each was a 

source of support for the other in learning to live with 

AIDS. The mother sometimes expanded her circle of 

acquaintance to include gay men or people with HIV/AIDS by 

virtue of her increased contact with the son. Some of those 

people became active members of her support system. 

The new relationship to the son was an enabling 

factor for Taking Action. The action of providing care was 

eased by improved communication with the son, and grieving 

in anticipation of his death was sometimes done together. 
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Taking Action 

Taking Action is the process of meeting the 

challenges of the experience of having a son with HIV/AIDS. 

Facing stigma, providing care, and grieving are those 

challenges. Taking Action also includes speaking out, that 

is, challenging others to reassess their attitudes and 

assumptions about gays, HIV/AIDS, and people with HIV/AIDS. 

These actions were not taken in any particular order. The 

mothers responded as the needs arose. Taking Action was 

often integrated with the process of Rebuilding. As her new 

abilities or tools became available, the mother put them to 

use. Sometimes the need for action precipitated the changes. 

Facing Stiama. Facing stigma means actively 

responding to expected or actual stigma. If, after assessing 

the known attitudes of a relative or other person, the mother 

believed that they would respond negatively to the knowledge 

of her son's infection and/or his sexual preference, she made 

a decision about whether and how to tell them. In some 

situations, she decided not to tell the person. In some 

situations, she reviewed for herself how she came to her 

present view in the expectation that the other person would 

be able to understand in the ensuing discussion. In some 

situations, she simply stated the information and prepared 
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herself for a rejection. Two mothers wrote long letters 

which they duplicated and sent to their extended families. 

So that all members of the family would have the same 
information, I sat down and wrote a very lengthy 
letter about what we knew of AIDS at that time, 
getting the most updated information I could, as well 
as how I looked at homosexuality and gave them some 
scriptures to read about it. . . . So that they 
all had the same information, they all knew exactly 
where we stood and that there's no changing that and 
so therefore, leaving them with no questions to ask 
when we saw them in person. (D33) 

The most common attitudes were expressed by these 

mothers: 

This is my son, and I love him, and I don't give a 
hoot what you think, and that's it. (E3) 

Anyone who would think less of me or my family 
because of that, is someone I have no particular 
interest in anyway, couldn't possibly. (G19) 

Having decided not to waste time on people who 

reacted badly, some mothers nevertheless expressed sadness 

in the face of co-workers who pointedly did not ask about the 

son, or relatives who stayed away from the funeral. In those 

cases, they took a philosophical attitude. 

When I said I would mail it, "Oh no, don't mail me 
anything." And she was afraid to touch *anything I 
had touched because of my being around Archie. That 
really seemed way out on a limb, but that's still her 
fears. Fears aren't rational. If they were 
rational, they wouldn't exist, probably. (A32) 

Reluctant siblings and other close family members 

were lead gently by the mother showing an example. In a few 

cases, the son told his siblings of his diagnosis before he 
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told his parents. Whatever the son's fears of rejection 

might have been, they were unfounded among this group of 

mothers. Universally there was a determination to stand 

with the son, against the world if need be, which could only 

be described as fierce. 

Providing Care. Caregiving was done in many forms. 

Some mothers were, or planned to be, involved in direct 

physical care, and others provided care with phone calls, 

letters and visits. Distance did not necessarily denote less 

intensity. 

All he had to do was punch one number and he knew he 
could get me. And so I had many calls in the middle 
of the day where he would be frantic about one thing 
or another and he called me. He didn't know how much 
he tore me up. I don't know whether it would have 
been worse if he had been here for me to take care of 
on a daily basis, or whether it was worse the fact 
that I couldn't get to him when he needed me. (D16) 

Those who provided care in the same home, long term 

or intermittent, were changing sheets and cleaning up after 

bathroom accidents as well as spending time talking with and 

expressing their love for their sons. 

And I put lots of milk and protein powder and some 
bananas in the blender and make him drink it. And he 
does. Every time I see him come in the house I run 
to the blender. (C15) 

It was very precious time of the morning for us 
because it was probably the only time that we were 
really alone. And I would empty the urinal, and chat 
with him, and fix his bed up and it was very 
wonderful. (G6) 
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I started to rub his back and the coughing stopped. 
And I think he just really did need the attention and 
maybe really was just fearful. And so he did go to 
sleep. (A16) 

Other types of care provided by these women was care 

for each other, and for other relatives and friends of people 

with HIV/AIDS, some of whom they met through the support 

groups. 

Her son died about a week before Greg died. We were 
like sisters. (G26) 

I was trying to get that point across over the phone 
and trying to deal with taking care of Archie and, 
and her feelings were hurt because I wasn't giving 
her a good positive message of his recovery and 
because I didn't have time to call her all the time 
and stand and talk to her. And so after she died, I 
felt really bad about that, I felt like she couldn't 
understand how I didn't have time for her because I 
was so busy with him. (A39) 

For a while there I just felt like I was the one who 
was holding up the whole family. (E17) 

His older brother [has] never really done real well 
with the gayness. He's not . . . ostracized him in 
any way, but he doesn't communicate well with him at 
all. So I went through a period a few months ago of 
really feeling badly that Frank and Fred didn't 
communicate well. And I was just trying to get Frank 
to at least call him. To call and say, you know, 
"how're you doing?" (F16) 

All of them, including the one who did not join a 

group, were involved in providing care for people with 

HIV/AIDS who were not their sons. 

A young kid came in the other night. I was just 
about to close up [the agency office] ... He had 
just heard that his T-cell count was way down . . . 
And he said, "I hear this is a place where you can 
come and get a hub." And when I gave him a hug, I 
could feel how wet he was from his nerves. So I 
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said, "I just happen to have some cookies out here 
. . . and some coffee." So he sat down and just 
talked. (F26, 27) 

They said very little, but they both had these huge 
eyes that looked like they were just ready to brim 
over with tears. And they just tore my heart out. 
And by the end of the meeting, all I knew was that I 
had to hug Alan, I had to let him know I wasn't 
afraid of him and I could touch him. That was a big 
step for me because I had overcome a lot in that hour 
and a half rather than "oh dear, I don't even want to 
look at somebody with AIDS that's not my son," to 
wanting to be sure and hug him and let him know that 
I wasn't afraid any more. (A23) 

Eventually, using the tools from learning to live 

with AIDS, finding social support, and the new relationship 

with the son, they began to realize that providing care for 

themselves, or self care, was a necessity. 

It's like you're so involved that every once in a 
while you just have to get away, and say there is 
another world besides this. (E22) 

I can't be quite so consumed with this. I'm spending 
a lot of time up there, and I don't really think it's 
that good for me probably. (F16) 

So I continued to go to that group . . . until the 
end of the year, at which time many of the guys that 
I had learned to love over that year had died also, 
and I felt the need to draw away before I met any 
more that I was going to lose. (A19) 

Providing care was integrated with all of the other 

parts of the process, Creating New Meaning from this 

experience. 

Grieving. Grieving was the process of responding to 

actual or anticipated loss. It involved a series of emotions 
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and activities which do not necessarily occur in an ordered 

fashion. The parts of grieving which were mentioned in these 

interviews were: denial, anger, bargaining, and resolution. 

Grieving occurred throughout the process of Creating New 

Meaning. It is placed here in the section on Taking Action 

because the end result of grieving is a resolution of the 

loss, and the resolution is intertwined with a desire to take 

the action of speaking out. 

Prior to reaching resolution, the mothers in this 

study described themselves as in states of denial before and 

soon after hearing of the son's diagnosis, that is, during 

their state of shock. Feelings of anger were common: 

I was angry at everybody who didn't have sick 
children. (A38) 

and bargaining: 

"Let me get one decent night's sleep and then I'll 
stay at Archie's, but please God, don't let him die 
tonight while I'm here at home, because I want to be 
with him when he goes." (All) 

One mother described all the stages: 

Then slowly you talk about it, you go through the 
same thing you do when you find out someone has 
cancer, exactly the same thing. I mean it was the 
denial, the anger. . . . It's not so bad now, but 
the first year it was very hard because you go 
through everything. You know, like, why, why him? 
When he has tried so hard. And there are no answers. 
There's acceptance in one way or the other, but 
there's no answers . . . (E17, 18) 

Anticipatory grief was mentioned as the mothers 

relived the childhoods of their sons and made connections 
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between their having been present at his birth and again at 

his death: 

For a long time every diaper I changed was Don • s 
diaper, and through these little children I relived 
his childhood. I relived what a sweet little baby he 
was. (D16) 

Is he going to die? Is he going to live? What if I'm 
not there? Seemed like a lot of the parallel to the 
night he was born, when I was struggling with, Is 
this real labor? Is it not? (All) 

I gave him life and now if he's going to die, I'll be 
there for him. (BB) 

and as they watched the son's bodily deterioration, and 

observed him anticipating his losses: 

It was just so obvious he was losing ground. Having 
to give up one thing after another, first the 
driving, then nothing tasted good, and then these 
terrible, terrible sweats he had. (G2) 

He would not recognize anybody, he would just be 
staring into space. . . . Each time it was a little 
more of his brain being destroyed by AIDS. (D13) 

I see his body, a bag of bones on his bed, feel my 
frustration and helplessness. (BB) 

I think one of the hardest things for me and for my 
daughter is when we are together, when Fred is around 
Freddy, his nephew, is to kind of watch his face and 
watch the fact that he won't see him grow up. (F19) 

Doing these types of "grief work" can be seen as 

Taking Action toward eventual resolution. The mothers whose 

sons had died told of ways they were remembering him. 

A lot of times when ... I just couldn't deal with 
anybody else, or needed a connection to him, I would 
go out to the cemetery and send up a balloon. (A38) 

We get . . . incredible letters from people from all 
over the country who've written and just to say how 
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Bob affects their lives. ... He was dearly loved 
by many. (B7) 

We do have his cat and we love that. (G10) 

It was so final to see his name in granite. It's 
forever. Then I sat in the car and cried for a 
while, dried my tears, and came home and fixed 
dinner. (Respondent D in MM) 

Memorializing the son by creating a quilt square is 

another form of Taking Action because the AIDS quilt is, 

among other things, a political statement about AIDS. It is 

a form of speaking out. The mothers whose sons had died made 

quilt squares, and described them in detail. 

It took me a week to plan what I wanted it to say. 
So I bought a piece of blue corduroy and it had a lot 
of flaws in it . . .1 used it that way to show that 
life ... is not perfect . . . (D31) 

There is a quilt panel that we, all of us, family, 
dear friends, have contributed to. . . . We all did 
a different part of the body . . . (B19) 

Speaking Out. Speaking out is Taking Action which 

demonstrates that the mother believes people could respond 

to the AIDS epidemic differently than they have. It is a 

challenge to others to rethink their assumptions and to 

recognize that people with HIV/AIDS need support. All of the 

mothers mentioned the need for more public education about 

AIDS. They all spoke out in their daily lives to relatives, 

friends, and co-workers who express ignorance or prejudice. 

We have to speak out. Not just for ourselves. (G18) 

I also see the girls at work that date and sleep with 
guys, and I don't think they think of AIDS as a 
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threat, and it's just as much a threat to them as it 
is to anyone if they're sleeping with new partners. 
So I wanted them to see the reality. (A26) 

I think it is important to tell people. (Fll) 

I wanted those pictures so ... I could show other 
people what happened to him. ... I think there's 
a lesson for people to learn. (D33) 

We have something to share from this tragedy. We 
have something to give to others. (SS) 

It seems to me that one challenge we can meet is to 
overcome the unreasonable fears the thought of AIDS 
brings. (JJ) 

They all had contacts with people with HIV/AIDS other 

than their own sons during which they consciously demonstrate 

their acceptance of them and their concern for them. Some 

of the mothers have joined speakers' bureaus, gave interviews 

to the media, formed groups at their churches, started new 

chapters of organizations for families of people with 

HIV/AIDS, and/or volunteered at existing AIDS agencies in 

various capacities. 

I've really gotten involved, and that's helped me 
more than anything. (F4) 

It truly has saved both Bud and me to be . . . of 
some use and honor Bob at the same time. (B24) 

I want to let them know that there are people out 
there who genuinely care. (E22) 

I still keep in contact . . . I've become an advocate 
to one of the guys with AIDS. . . . Many of the 
people are not just [agency] people, but they're 
friends and I enjoy doing things with them. (A14) 

One of the nicest things I do is I help out at [the 
weekly meal] at [agency] I go in and I peel carrots, 
do whatever needs to be done. ... I really, really 
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like very much knowing those very, very dear 
wonderful guys up there that are very special. (Gil) 

One of the most commonly mentioned concerns was that 

other families have not been as accepting of their family 

members with AIDS as they have been. A lot of their 

educational efforts were directed toward reaching other 

parents of people with HIV/AIDS. 

I would like to do something with mothers of gay sons 
... I can't understand mothers not being around for 
their sons. (F21) 

And I think I can, by being totally honest about my 
son and the disease that perhaps for people who, 
parents, particularly, who are reticent, can accept 
both the fact that they are . . . their sons, 
daughters, whatever, have AIDS, and also accept their 
sexuality. Accept them for what they are. And I 
think the attitude of both Bud and myself with a 
mother of one of our clients who died very recently, 
I think our openness helped—she's had her . . . she 
was more comfortable. (B21). 

I have talked to a lot of people . . . gay men about 
their parents and there're some that react the same 
way as my husband does. They don't want to talk 
about it, they don't want to accept it. They don't 
want to accept the fact they're gay. (C19) 

His mother had denied his homosexuality for years; 
but mother and son made peace, and he died in her 
arms. Today she works with other AIDS families. 
"There's such a need for these families to open their 
hearts," she says. (FF) 

For these mothers AIDS has helped them discover the 

important things in life. AIDS has expanded their world 

view to include people they never would have known before. 

The things I used to get involved in . . . were 
things like hospital auxiliary . . . you know, the 
kind of stuff that really didn't mean an awful lot to 
anybody else or to me. (F18) 
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I think a whole change has taken place with people 
who are in contact with people who have AIDS or are 
HIV positive. It's really remarkable. You know, 
changing ways of looking at living and trying to do 
the important things for other people and for 
themselves. (B23) 

If any good has come of all this, it's that a lot of 
people's lives have new meaning. (Respondent F during 
a "member check") 

Summary 

Seven mothers of gay men with HIV/AIDS were 

interviewed. The BSP "From Isolation to Action: Mothers of 

Gay Men with HIV/AIDS Create New Meaning from Their 

Experience" was discovered. The core category, Creating New 

Meaning, has three subcategories: Reacting, Rebuilding, and 

Taking Action. Reacting has the properties of: shock, 

isolation, and hovering. Rebuilding has the properties of: 

coming to terms with homosexuality, learning to live with 

AIDS, finding social support, and forming a new relationship 

with son. Taking Action has the properties of: facing 

stigma, providing care, grieving, and speaking out. 
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CHAPTER 5 

CONCLUSIONS AND RECOMMENDATIONS 

Creating New Meaning was discovered as a BSP for 

mothers of gay men with HIV/AIDS. It enabled them to cope 

with the circumstance of their sons' illnesses. The BSP 

discovered during this study is a process of change from 

Reacting with old patterns of behavior, through Rebuilding 

their interpretation of the situation, and concludes with 

Taking Action in light of the newly created meaning. The 

BSP illustrates a theory of individual coping and points out 

that these women see the need for more public education about 

AIDS. The experiences of these mothers have implications for 

nursing theory, nursing practice, and nursing research. 

Conclusions 

The research method chosen for the study, grounded 

theory, is based on a symbolic interactionist perspective 

(Chenitz & Swanson, 1986). Blumer (1969) described this 

perspective in three parts: 1) people act according to the 

meanings they attach to things, 2) the meanings are derived 

from interactions with other people, 3) the meanings can be 

modified through an interpretive process. During this study 

the respondents described their initial reactions which were 
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based on previously held meanings, how they modified the 

original meanings, and then how they acted on the basis of 

the new meanings. Some specific meanings which were modified 

by the respondents include: the meaning of AIDS, the 

importance of accepting social support, and the meaning of 

motherhood in relation to an adult child. 

The theory of stress, appraisal, and coping 

identified by Lazarus and Folkman (1984) was supported by 

the study. They describe a process which moves from the 

initial perception of stress, through cognitive appraisal, 

and results in coping. The BSP of Creating New Meaning 

focuses on the activity of reappraisal, a term coined by 

Lazarus and Folkman to describe techniques used when one's 

first appraisal does not result in adequate coping. The 

mothers in this study found that their first reactions were 

not sufficient to deal with the situation, so they rebuilt 

the meaning of their environments and were able to cope 

successfully. 

Lazarus and Folkman (1984) state that their theory 

is based on a "transactional model [which] views the person 

and environment in a dynamic, mutually reciprocal, 

bidirectional relationship" (p. 293). For these mothers, an 

important part of coping with the situation was to take 

action to change the environment. They all felt the 

necessity to speak out to promote a change in the attitudes 
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of the people around them, and they expressed the hope that 

changing the social milieu would make it easier for them and 

for other people with HIV/AIDS and their families to deal 

with their personal crises. 

The experiences of the respondents in regard to 

stigma management, and the difficulties of maintaining a 

social support system are directly related to society's 

attitudes and the political response to HIV/AIDS. A growing 

body of literature documents the evolution of the public's 

attitude. Altman (1987) believes that, compared to other 

affected populations, gay men had better access to medical 

care which caused the disease to be recognized among them 

first. He speculates that there is severe under reporting 

of the disease among non-homosexuals because of the stigma 

attached to homosexuality. Bateson and Goldsby (1988) , Bayer 

(1989) and Sontag (1988) discuss meanings attached to disease 

and to behaviors which put people at risk for transmission 

of HIV, namely sexuality and illegal drug use. Axelrod 

(1988) labels the atmosphere surrounding this disease a 

social pathology, but there is hope for change. Two 

anthologies, edited by Pierce and VanDeVeer (1988) and Rogers 

and Ginzberg (1988), are collections of writings directed to 

the question of, "What can be done?" Contributors to the 

anthologies include government officials, public health 
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educators and others in positions which would enable them to 

promote change in public opinion. 

The conviction that society must change, held by the 

women in this study, is an unselfconscious, pragmatic version 

of current theories espoused by health promoters. In the 

past, health promotion campaigns have been focused on 

individual change, for example, the offering of seminars for 

smokers who desired help to stop smoking. When public health 

officials drew the attention of non-smokers to the effects 

of "second-hand smoke," and pressed for legislation to 

provide smoke-free public accommodations, smoking cessation 

campaigns were more successful (Bracht, 1990). The 

difference was that the social milieu changed from approval 

or neutrality to disapproval in regard to smoking. 

Hamburg, Elliott and Parron (1982) present a research 

agenda for studies on health and behavior. They show 

evidence that behavior change is possible using the smoking 

issue as an example, and pose the question, "How can it best 

be done in other campaigns promoting healthy habits?" Bracht 

(1990) and Green and Raeburn (1990) identify the need for 

health promoters to recognize the social context in which 

health related behaviors take place. They believe that 

promoting individual change to healthy habits must be 

supplemented by a conscious effort on the part of public 

health workers to change the social milieu in which people 
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live. They emphasize the need to integrate principles of 

community organization, citizen involvement, behavioral 

change strategies and public policy intervention. 

In regard to AIDS and health promotion, Leviton 

(1989) reviews theories of health promotion most of which are 

directed to individual change. She points out that many of 

the theories recognize peer influence on behavior, and for 

AIDS education, recommends programs based on communication 

theory and social marketing theory. An important element of 

her recommendation is the use of focus groups from the target 

population in the planning and evaluation stages of an 

educational program. Families and friends of people with 

HIV/AIDS who recognize the need for public education would 

be a logical population from which to draw a focus group for 

a campaign aimed at easing the fears and changing the 

attitudes of others who have been less receptive to their 

family members with HIV/AIDS. Valdisseri (1989) recognized 

the contribution of community based volunteer organizations 

toward AIDS education and recommends a collaborative effort 

between public health officials and community based groups 

such as Mothers of AIDS Patients. Examples in the Leviton 

and Valdisseri proposals focus on HIV transmission, but could 

be applied equally well to the epidemic of fear and prejudice 

with which the respondents in this study are concerned. 
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Implications for Nursing Theory 

Families have been a focus of nursing interest both 

as the environment of an identified patient and as the client 

of focus (Friedman, 1986). The discovered BSP, Creating New 

Meaning, can contribute to nursing's understanding of family 

response to HIV/AIDS, particularly in the context of 

reassembled families. 

Community health nurses have recognized for some time 

that a community as a whole is a legitimate client (Muecke, 

1984; Williams, 1977). The BSP derived from this study 

reinforces that view. The respondents in this study are 

convinced that society must change it's attitude toward AIDS. 

Nursing theory on the aggregate level is needed to provide 

the basis for nurses to collaborate with people affected by 

the AIDS epidemic to educate the public. 

One area which might be explored from the theoretical 

view is "motherist" movements (Snitow, 1989) and their 

relationships to health, health maintenance, and health care 

providers. Snitow described a series of studies on motherist 

movements around the world. The most famous group is the 

Argentine mothers who demonstrated weekly to demand 

information about their children who had disappeared in the 

political turmoil of that country. Mothers Against Drunk 

Driving is an example of such a movement in the United 

States, and it appears that Mothers of AIDS Patients (MAP) 
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may develop into such a movement. Nurses might ask how they 

could collaborate with MAP to promote public education, 

support AIDS caregivers, and help prevent transmission of 

HIV. 

Implications for Nursing Practice 

The BSP of Creating New Meaning offers a framework 

for nurses to use when in contact with the mothers of people 

with HIV/AIDS. With enhanced understanding of their 

experience, the nurse may be able to support mothers in their 

efforts to cope with their son's illnesses. Knowledge of the 

process they are going through may increase sensitivity to 

reactions displayed by mothers of gay men with HIV/AIDS. 

Nurses practicing at the aggregate level may be able to 

collaborate with mothers and other family members of people 

with HIV/AIDS in programs designed to promote an atmosphere 

more accepting of people with HIV/AIDS and their families and 

friends. 

Implications for Nursing Research 

The grounded theory method of research is useful for 

exploring new phenomena because it allows the data to guide 

the theory development unhindered by adherence to specific 

hypotheses. This study provides an example of the method's 

usefulness for exploring the world of people affected by 

HIV/AIDS. Study results point to the need for research on 
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the issues raised by the respondents. Specific suggestions 

for research questions are listed below. 

Recommendations for Further Study 

The BSP, Creating New Meaning, is the product of a 

research process which is ongoing. Creating New Meaning may 

evolve as events alter the social milieu of people with 

HIV/AIDS and their families. This study of mothers of gay 

men with HIV/AIDS has suggested some research questions for 

the future: 

1. What variations of Creating New Meaning are 

experienced by mothers of people with HIV/AIDS who are 

not gay men? 

2. What variations of Creating New Meaning are 

experienced by other relatives of people with 

HIV/AIDS? 

3. What variations of Creating New Meaning are 

experienced by families and friends of people with 

other illnesses? 

4. Do mothers of gay men with HIV./AIDS who do not respond 

positively to their children experience some of this 

process? Which parts? 

5. Among mothers of gay men with HIV/AIDS who experience 

the BSP, Creating New Meaning, are there differences 
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in passage through the process related to age or other 

factors? 

6. What roles are appropriate or practical for nurses in 

public health agencies in regard to HIV/AIDS, both on 

the clinical level directed toward individual 

treatment and support, and on the aggregate level? 

7. How can public health nurses collaborate with mothers 

and other members of community based organizations to 

influence the social milieu in regard to HIV/AIDS? 

Summary 

This study has provided insight into the experience of 

mothers of gay men with HIV/AIDS. Hopefully the process 

outlined here will prove useful for nurses who encounter 

clients like them, and for nurses whose practice includes the 

community as client. Parents of people with HIV/AIDS have 

received some bad publicity regarding their response to their 

sons and daughters with HIV/AIDS. During the early years of 

the epidemic, those who rejected their children, and those 

who took them in grudgingly were headlined. The positive 

response of the mothers in this study serves to demonstrate 

that home need not be simply, "the place where when you have 

to go there, they have to take you in" (Frost, 1957). 
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APPENDIX A 

DISCLAIMER 

You have been asked to participate in a study 
exploring the experiences of mothers of gay men with AIDS or 
who are HIV positive, entitled "The Experience of Mothers of 
Gay Men with AIDS." Participation involves a private, 
audiotaped interview lasting approximately an hour, which 
will be transcribed for later data analysis. At the time of 
transcription, all names and other identifying information 
will be changed. The audiotape will then be erased. 

There are no known hazards or costs to you as a 
result of participating in this study; nor are there any 
known benefits to you as an individual. Please feel free to 
ask any questions you may have regarding the research or my 
intentions as a researcher. You may cancel or end an 
interview at any time without incurring ill will. 

By your voluntary participation in this study, you 
are consenting to the later publication of select information 
provided in the interview. At no time will your identity be 
revealed or even inferable. 

Suzanne Gillette, R.N., B.S.N. 
Graduate Student 
University of Arizona 
College of Nursing 
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APPENDIX B 

EXAMPLES OF QUESTIONS ASKED OF RESPONDENTS 

EARLY IN THE STUDY 

1. What has you life been like since you learned of your 
son's diagnosis? 

2. How did you feel about (situations described after first 
question). 

3. What did you do to deal with those feelings? 

4. What activities were helpful in dealing with (situations)? 

5. What activities were not helpful in dealing with 
(situations)? 

6. What kind of support have you had throughout this 
experience? 

7. Who gave the support and how did you find (the 
supporters)? 

8. Please describe how you made decisions about who to tell, 
what to tell, and when to tell others about your son's 
illness. 
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APPENDIX C 

HUMAN SUBJECTS REVIEW 

T H E  U N I V E R S I T Y  O F  A R I Z O N A  
T U C S O N ,  A R I Z O N A  8 5 7 2 1  

C O L L E G E  O F  N U R S I N G  

MEMORANDUM 

Ms. Suzanne Gillette 

Suzanne Van Ort, Ph.D., R.N 
Associate Dean for Academic Affairs 

August 17, 1988 

Human Subjects Review: "The Experience of Mothers of Gay Men with AIDS" 

Your project has been reviewed and approved as exempt from University review by the 
College of Nursing Ethical Review Subcommittee of the Research Committee and the 
Director of Research. A consent form with subject signature is not required for 
projects exempt from full University review. Please use only a disclaimer format 
for subjects to read before giving their oral consent to the research. The Human 
Subjects Project Approval Form is filed in the office of the Director of Research if 
you need access to it. 

We wish you a valuable and stimulating experience with your research. 

SVO/ms 

TO: 

FROM: 

DATE: 

RE: 
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APPENDIX D 

DATA SOURCES OTHER THAN THE FORMAL INTERVIEWS 

WITH LETTER CODES 

Code Data Source 

AA Letter from Respondent A to an AIDS agency, May, 1987. 

BB Peabody, B. (1986). The screaming room: A mother's 
journal of her son's struggle with AIDS—a true story 
of love, dedication and courage. New York: Avon Books. 

CC Statements made to the researcher by some respondents 
and others at a meeting to prepare for a television 
appearance, July 22, 1987. 

DD Broom, J. (Dec. 2, 1989) AIDS marchers hope to shed 
light. The Seattle Times, p. Al, 12. 
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