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ABSTRACT
THE EXPERIENCE OF THE HIV-POSITIVE MOTHER WITH
AN HIV-POSITIVE CHILD: A DESCRIPTIVE ANALYSIS
Virginia Avila Armstrong

University of California, San Francisco (1996)

There is little published research that directly addresses the impact of HIV
infection on the infected mother-child dyad. The noncategorical approach to families of
children with chronic, life-threatening illness provides a framework for studying pediatric
HIV families. However, because of the unique aspects of pediatric HIV infection, research
must go beyond identification of commonalities with other chronic childhood diseases and
determine the specific impact of HIV infection. The purpose of this investigation was to
discover the experience of the HIV-positive mother who also has an HIV-positive child.

The sample consisted of twenty HIV-positive mothers with at least one HIV-
positive child recruited from northern California. Mothers’ ages ranged from 27 to 44
years old; children’s ages ranged from 5 months to 8 years old. The majority were African
American (65%), followed by Caucasian (20%) and Hispanic (15%). Five families had
other children at home.

The research design was exploratory-descriptive. Data was obtained through semi-
structured interviews using open-ended questions. Data analysis applied the process of
latent content analysis.

The data revealed contextual and salient dimensions of the mothers’ experiences



associated with uncertainty, stigmatization, finding out the diagnosis, effect on family,
blame, feeling helpless, hope, and disclosure. Strategies used by the mothers to manage
their illness and emotional distress were also identified. The findings support the
noncategorical aspects of HIV infection as a chronic illness as well as identify categorical

aspects of HIV infection when both mother and child are infected.

Signed (J%' 2. m»\__)

Ida M. Martinson, PhD
Dissertation Chair
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CHAPTER ONE
INTRODUCTION
In the United States, women comprise the fastest growing population of acquired
immunodeficiency syndrome (AIDS) cases. By mid-1996, the reported number of U.S.
AIDS cases among women was 78,654, up from 51,235 in 1991 (CDC, 1996). African
American women account for 55% of all female adult/adolescent AIDS cases with 23.7%
for White and 20.3% for Hispanic women. Human immunodeficiency virus infection
(HIV) among childbearing women between ages 13 and 49 years represents 93% of all
U.S. female HIV infection cases (CDC, 1996).

Mother-to-child (perinatal) transmission of human immunodeficiency virus (HIV)
accounts for 6,586 (90%) pediatric AIDS cases (CDC, 1996). Although no data about
mothers is available, general information may be inferred from the statistics on perinatally-
infected children (CDC, 1996). For example, 57.6% of these children are African
Americans, 23% Hispanics, and 18% White. Nearly 60% have mothers involved with
injection drug use or sexual contact with an injection drug user. For almost 25% of the
mothers, no risk factor for HIV was reported. However, of all women with AIDS (not
only mothers) who initially reported unknown risk, 93% were ultimately found to be
infected through sexual contact or injection drug use. Therefore, it is likely that maternal
risk factors associated with sexual behavior or drugs are actually greater than reported.

There are 6,586 pediatric AIDS cases (CDC, 1996) and it is estimated that there
are 15,000-20,000 more children with HIV infection (Pizzo, 1995). With advancements in

diagnosis, treatment, and disease management, both adults and children with HIV
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infection and AIDS live longer,’although they may not ultimately survive (Oxtoby, 1994).

Their increased survival has placed HIV infection among the major life-threatening chronic

illnesses being managed by families.

Many families have had (or will have) the experience of caring for a chronically ill
family member due to changing health care practices and longer life spans. It is likely that
HIV-infected mother and child family will demonstrate some of the same characteristics as
other families with chronic illnesses. However, it is important to recognize the unique
factors of HIV disease that may affect these families. First, disease causation is known,
with vertical transmission from infected mothers accounting for 99% of all new pediatric
infections. Second, there is disproportionate representation of HIV disease among children
of color (National Pediatric Resource Center, 1992). Third, HIV infection is strongly
associated with stigmatized lifestyles related to sexual behaviors and drug use. Finally, in
families with an HIV-positive mother with an HIV-positive child, the infected mothers are
also likely to be the primary caregiver, responsible for managing their own health needs as
well as their child’s.

These data suggest that HIV is likely to affect the mother with an infected child
across all levels of relationships, both intrafamilial (children and partner may also be
affected) and extrafamilial (stigmatization related to ethnicity, socioeconomic status, drug
use, or sexual behavior). However, there is little research published on the infected
mother in the pediatric HIV family. A review of the literatufe revealed a substantial
amount of literature on the noncategorical features of chronic illness likely to apply to the

HIV family (Pless & Perrin, 1985; Rolland, 1984; Sabbeth, 1984). Most families with
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chronic illness face major issues related to: (a) the trajectory of the illness; (b) self-identity
and development; (c) the quality of life; (d) stress and coping; (e) grief, loss, and sorrow;
(f) uncertainty; and (g) stigmatization.

The existing body of literature on the HIV-infected mother and her infected child is
limited both in the depth and scope of its exploration. While some aspects of HIV disease
may be attributed to the chronic illness nature of the disease, it is not yet known to what
extent they are similar or different. For example, one unpublished study (cited in Cohen,
1994) used a standardized measure to determine parental depression in parents of HIV-
infected children. Nearly 25% of the parents reported moderate to severe depression; they
also reported more depressive symptoms than parents of cancer children. What the study
did not reveal was the why, when, and under what circumstances that are necessary to
understand depression in the pediatric AIDS parent.

The scope of the existing literature is limited as well. There is little published
literature that directly addresses the impact of HIV infection on the infected mother or the
infected child. Descriptions have been limited to few concepts (stress, coping, anxiety,
depression, adaptation). The majority of measurement tools to describe these concepts
have not been trialed on this population, so the findings reported may be flawed. The
available research literature does not offer sufficient data to construct a comprehensive
view of the mother’s perceived experience within the context of her environment.

Research is needed to identify the contextual variables that influence the life of
infected mothers, their relative weight, the relationships among them, and the role that

they play (e.g. related to decision-making, illness management, disclosure). Further, any



research to explore the experience of HIV-infected mothers and children must also
consider the influence of the many levels of variables that are known as well as facilitate
the discovery of those that are not known.

The research focus of this study was the HIV-infected mother who also has a child
with HIV infection. The maternal éxperience and associated events such as the physical
experiences of providing care and coping and the emotional experiences related to blame,
feeling helpless, hope, and disclosure constituted the essence of this study. The mothers’
experiences, as told in their own words, were identified, discussed, and analyzed by this
researcher.

The purpose of this study was to explore and describe the experience of the HIV-
infected mother with an HIV-infected child and to provide an analysis of the central
themes which emerged during the process of data collection. The term experience
encompasses the salient behaviors, events, beliefs, attitudes, structures, and occurring
processes as perceived by the mother. Specifically, this study sought to answer the
essential question: How do HIV-infected mothers who have an HIV-infected child
perceive their experience? {

Significance of the Study

The knowledge generated in this study provided a picture of the infected mother as
situated in diverse, bﬁt interconnecied, relationships at multiple levels of interaction. The
data allowed the HIV-infected mother with an infected child to be examined in two ways:
(a) singularly, in identifying individual characteristics on a case-by-case basis and (b)

collectively, in viewing the mothers as a group.



When applied on a case-by-case basis, the findings provide a narrow, singular
perspective of how HIV impacts each infected mother across all levels of her environment
and how her characteristics influence her response to HIV infection. These specific
characteristics or relationships may be used to guide further research. The findings also
provide a picture of these case studies as a group. Collective issues of the group, such as
their greatest needs, illness management priorities, and opportunities and risks, have been
identified as well.

In addition, the information acquired has the potential to guide future research as
well as direct intervention efforts. When applied to a single infected mother-child situation,
the findings allow the clinician and the mother to identify areas that present opportunities
or risks. Because a problem in any member of a family affects all other members, the
findings can help determine the impact of the problem and thereby direct the intervention.
When applied collectively to a group of infected mothers within a community, the findings
can identify areas the mothers pefceive as their greatest needs or risks. Consequently,
community programs can be developed that are meaningful and resources may be

provided that are useful to the infected mother and child.
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CHAPTER TWO
REVIEW OF THE LITERATURE
Any serious, life-threatening illness affects the function of the entire family as well

as the ill member. Because of the high incidence of vertical transmission of HIV from
mother-to-child, families must deal not only with infection in the child but also in the
mother and often in the father and siblings. While problems of families with a member with
AIDS have been investigated, the experience of the HIV-positive mother with an HIV-
positive child as a family has not been as fully explored.

This chapter presents a review of the existing body of literature that identifies
potential dimensions of the experience of the HIV-infection mother with her infected child.
However, there is a paucity of published research targeting HIV/AIDS families,
particularly the experiences of HIV-infected mothers. Therefore, identification of potential
concerns related to this group is heavily reliant on case reports. The literature is presented
in three major research areas: (1) HIV-positive women; (2) HIV/AIDS families; and
(3) HIV-positive mother-HIV-positive child families.

HIV-positive Women: Selected Research
There is much discussion about the issues for HIV-positive families and HIV-
positive women in an attempt to provide direction for development of interventions. Issues
and recommendations for care of HIV-positive mothers and their infected children have
been proposed, oftentimes without supporting research. Further, maternal issues are
usually researched as a subcategory of HIV-infected women or HIV/AIDS families instead

of the primary focus of the research. Study descriptions summarizing the purpose,
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theoretical framework, design, sample selection, analytic technique, and major findings are
provided in Appendix A: HIV-positive Women: Selected Research.

Weiner (1991) presents a historical and personal psychosocial perspective of HIV
and women. She contends that scant attention has been paid to women in clinical practice
or research. Issues have revolved around women as "vectors of transmission to men and
children" rather than as "victims of transmission" (p.376). Little attention has been paid to
the mother's predicament or her quality of life.

Based on her experiences with HIV clients, Weiner believes that the infected
women grieve every day for their multiple losses: their health, hopes and dreams for the
future, desirability, the unborn children they wanted, their financial security, and their
friends, spouses, and children who have already died. They may be unable to express their
sense (or fear) of multiple loss due to the stigma associated with HIV. They may already
be alienated from traditional sources of support if they use drugs, thus intensifying their
isolation. Wiener describes their experience as silent grieving.

Suffet and Lifshitz (1991) interviewed women addicts about their day-to-day
struggles. Their AIDS-related responses became the basis for the descriptive categories
related to: (a) fear, (b) risk assessment and reduction, and (c) antibody testing. The fear
the women felt was grounded in reality. Almost everyone knew someone who had died of
AIDS: “ ‘A friend of mine, he died of AIDS. My brother has ARC (AIDS-related

complex). I may have ARC. My sister...has ARC also. I just got tested.” ”(p. 62). All
expressed fear for themselves or their children: “ ‘I've thought of [getting AIDS] for a

long time...I was always so clean and careful...I hope I was’ ” and “ ‘I'm not ready to die.

e N o\

"EE B o 28 o



I'm scared to death of it.” ” (p. 62).

Injection drug use was the key risk factor for all the women in the sample. Because
they no longer shared needles, had stopped injection drug use, or had never shared
needles, they assessed their HIV risk by whether sexual partners were current or former
injection drug users. When asked how they changed their behavior because of AIDS, most
mentioned sexual behavior but most did not mention drug use. Risk reduction was related
to changing their sexual behaviors rather than changing their drug use.

The decision to be HIV tested was difficult for some women. By not testing, the
women avoided facing the uncertainties of a positive diagnosis: whether or when they will
develop AIDS; when and how they will die. Having children was not a predictor of the
mothers' willingness to be tested. Some mothers were so overwhelmed with the possibility
of having infected their children, they avoided testing: “ ‘It's not that I don't want to [get

tested]...I get scared. If I have it, my kids have it, too’ ” (p.72). Avoidance, even at the
cost of not receiving treatment, allowed the mothers to hope and to maintain a semblance
of normal life.

Hutchinson and Kurth (1991) investigated HIV-positive women and their
reproductive decision-making. Eleven participants who had learned of their HIV status
while pregnant (24 weeks gestzition) were interviewed. The women were asked to identify
those factors that influenced their reproductive decision; that is to continue or end their
pregnancy. Factors identified by the women for carrying to term were a personal morality;
desire for the child; religious faith, the advanced state of their pregnancy; and prior

experience with having another child serorevert. Factors identified that influenced their



decision to end their pregnancy included: desire to avoid stigma for child; directive
counseling; fear of labor/delivery; fear of inability to care for the child; lack of adoption
options; and their prior experience with waiting to see if their child seroreverted.

Coping strategies of the mother in decision-making were using their faith systems
and practicing positive thinking or keeping an optimistic outlook. The implications of the
results were directed at developing counseling efforts to assist in their decision-making
process. Recommendations included encompassing grief processing as part of counseling,
increasing awareness of caregivers’ biases and assumptions, adapting facilities to meet the
women’s needs, and linking adult and pediatric HIV-related services.

Frank, Blundo, and Brabant (1995) explored the financial, physical, and emotional
needs of 32 HIV-infected women living in southern Louisiana. They developed a three
part questionnaire distributed at agencies and clinics listed in an HIV/AIDS Services
Directory. The instrument assessed general needs (yes/no response), their immediacy and
degree of need (Likert; always to never), and explored feeling sad, good, angry, scared,
and helpless (six open-ended statements).

The most surprising findings were that subgroups’ psychosocial considerations
differed so little from each other. A majority of all the women needed financial help for
health insurance and medicines. More than one-third needed transportation, support group
access, and spiritual guidance. However, minority women were less than likely to attend
support groups. Women with children were not likely to havé greater financial need than

those without children.

Another interesting finding was that disease progression does not necessarily result

-

e ¥R 1"‘\\ '

a B A 2% S



10

in greater financial or emotional needs. Those with T-cell counts >200cells/u reported
needs for financial assistance, health insurance, spiritual support, or legal assistance.
Women with T-cells >500 cells/u reported the need for support groups. The researchers
suggest that those women with AIDS (T-cells <200cells/.) may have more resources
available to them.

The HIV-positive women identified children as an important factor in their
emotional state, strongly identiﬁed with feelings of helplessness and anger. HIV/AIDS
issues were more likely to be sources of anger for women >30 years old and for whites as
well. HIV/AIDS issues were also the greatest source of feeling helpless for non-whites.

Moneyham, Seals, Demi, Sowell, Cohen, & Guillory (1996) explored issues of
disclosure for HIV-infected women. Content analysis was used to code the data gathered
from focus group sessions. Descriptions of disclosure revealed an evaluative process
involving an analysis of potential risks and benefits in disclosing. Three themes were
identified: (1) discrimination; (2) conﬁdentiality; and (3) the context of disclosure. Further,
women expressed concerns about the perceived impact of nondisclosure. Nondisclosure
affected the resources and health care services as well as increasing isolation and
loneliness. The women felt they had no supportive environment for disclosure, fearing
negative responses from others.

From this same sample, Moneyham et al. (1996a) published findings related to the
women’s perceptions of stigmatization due to their HIV infection. As in their previous
study, the researchers used content analysis to focus group data and identified four

perceptions of the types of stigma perceived by the HIV-positive women: (a) distancing,
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(b) overgeneralization of stereotypes, (c) social discomfort, and (d) pity.

Distancing was the perception that others desired to maintain a physical distance

from those with HIV, likening their experience to being treated like “lepers” (p.164).

Distancing was experienced in interactions with close associates as well as health care

providers. Overgeneralization of stereotypes was the perception of others that presumed

an association with HIV infection and stigmatized lifestyles, such as drug use or
promiscuous sexual behaviors. Social discomfort was perceived to have occurred when
people stated they were not uncomfortable with the HIV-infected individual, but acted
otherwise. Pity was perceived by respondents when others either felt sorry for them or
focused on them as dying. The respondents felt such pity to be stigmatizing because, as
the recipient of the pity, it reinforced the perception of them as being different.

Their experience with stigmatization impacted their decisions to disclose their
illness, fearing negative reaction§ from others. They chose to be selective in whom they
confided and health care providers were often not among those. They reported the
consequences of their secrecy as feeling isolated and lonely.

The relationship between time of diagnosis and entry into health care by HIV-
positive women was investigated by Ickovics, Forsyth, Ethier, Harris, and Rodin (1996).
Structured interviews were held with 48 HIV-positive women. Delayed entry into health
care was defined as being more than three months from time of diagnosis and entry into
care. Analysis included influence of race, social class, HIV risk behaviors, and health

status.

Of this sample, 48% were considered to have delayed entry into care, with a mean
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delay of 17.6 months. Nearly three-fourths who delayed had fewer than 500 CD4
cells/mm?®. generally the point at which clinical intervention is indicated. However, there
were no differences by the demographic and health variables listed above between those
who delayed and those who did not.

A significant as well as interesting finding was that the timing of the diagnosis was
the most important variable associated with a delayed entry into care. That is, those who
were diagnosed during pregnancy were four times more likely to delay entry into care. Of
this group, women with low SES and those of color were more likely to delay. However,
the authors acknowledge that this was not statistically significant likely due to the small
sample size and large standard error. There was no difference in delayed entry based on
mode of maternal transmission (injection drug use versus heterosexual transmission).

HIV/AIDS Families: Selected Research Literature

The following review of HIV/AIDS families is examined in two parts: non-
pediatric and pediatric families. Non-pediatric studies were selected when the subjects
were mothers or caregivers of adult HIV-positive persons. Pediatric studies were selected
when the subjects were children with HIV infection (less than 13 years old) or their
families. Study descriptions summarizing the purpose, theoretical framework, design,
sample selection, analysis, and major findings are provided in Appendix B: HIV/AIDS
Families: Non-pediatric (Part I) and Pediatric (Part IT). When a study is the preliminary
findings of a larger study, data for both are included and reported as Preliminary Findings

and Major Study.
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13
Non-pediatric HTV/AIDS Families: AIDS Family Caregivers

In 1988, Trice interviewed 43 mothers to explore the relationship between their
reported caregiving experience and the onset of primary symptoms associated with Post-
traumatic Stress Disorder (PTSD). Two groups were selected for comparison: mothers
who had directly cared for adult sons who died of AIDS and mothers who did not. Data
was collected about the extent of care provided, attitudes towards their involvement in
care, and the presence and onset of primary symptoms of PTSD.

Caregiving mothers were generally older than the noncaregiving group. Religious
preference, employment, marital status, education, and race did not differentiate the two
groups. The study findings, reported in Table 1, indicate that mothers who spent extended
time as caregivers reported more PTSD-like symptoms than the noncaregiver group.
Eighty-four percent of caregiving mothers reported three or more symptoms while only
8% of noncaregiving mothers reported that many symptoms. Most of the caregiving
mothers (89%) agreed with the statement, “ ‘I feel so angry with the government and
health care system for failing my son sometimes that I can barely control myself’ ” (p.657)
compared to 21% of the noncaregiving group. Despite the negative impact, all mothers in
the caregiver group reported they would repeat the experience.

While this study suggests that AIDS caregivers may experience negative effects to
their health and lifestyle, its results must be interpreted with caution for several reasons.
First, the method of data collection is not clear. The author does not provide the
instrument nor indicate whether a survey or semistructured interview was used. However,

it is clear that the PTSD categories were based on Blank's work with Vietnam veterans
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(cited in Trice). Second, the method of data analysis is not discussed. Thus, it is unclear
whether an inductive or deductive approach was used. Third, no baseline measurement is
provided for the PTSD symptoms as pre-existing conditions. Therefore, before an
association between symptoms and AIDS caregiving can be made, it must be determined

whether the symptoms are new or a pre-existing condition.

Table 1
PTSD-like Symptoms Reported by Caregiving and Noncaregiving Mothers (Trice, 1988)
Mothers
PTSD Symptoms Caregivers (%) Noncaregivers (%)
Night terrors 53 8
Panic attacks 42 29
Divorce/separation 37 13
Job change (not associated with
length of caregiving) 32 8
Uncharacteristic violence 26 13
Psychosomatic disorders:
migraines 21 13
hypertension 34 25

However, this study does provide valuable information about the caregiving
experience of these mothers. That is, while both groups of mothers reported common
PTSD-like symptomatology, the AIDS caregiving mothers attributed their symptoms or
problems specifically to their caregiving experience.

Brown and Powell-Cope (1991) explored the experience of family members caring

for persons with AIDS (PWAs) at home. The family caregiver was identified as the family
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of origin or the family of choice. The 53 HIV/AIDS family caregivers consisted of: (a)

friends and former lovers, (b) partners in gay or heterosexual relationships, (c) parents of
both adult and minor children, (d) siblings, and (e) other family of origin. Subjects were
mostly gay or bisexual Caucasians with few caregivers of color.

Semistructured interviews guided the data collection. Grounded theory provided
the methodological basis for data generation and its analysis. A substantive theory of
AIDS family caregiving evolved from the data with the basic social-psychological problem
of uncertainty, the core category of transitions through uncertainty, and five
subcategories; illness management; living with loss and dying; renegotiating the
relationship; going public; and containing the spread of HIV. Uncertainty pervaded this
period of transition for the family, varying in intensity and content, but never totally
disappearing.

In the subcategory, mandgv’ng and being managed by the illness, uncertainty for
caregivers emphasized that AIDS was poorly understood in its clinical presentation,
meaning of symptoms and illness behaviors, treatment options, and effectiveness of
caregiving. Caregivers felt overwhelmed by their continual feelings of “never being able to
do enough” and being “24 hours a day on call” (p. 342). Living with loss and dying
reflected three major sources of uncertainty for the caregiver: whether to remain hopeful,
not knowing which illness or opportunistic infection heralds death, and when death would
occur. In renegotiating the relationship with the PWA, the caregivers questioned their
own commitment to caregiving, identified the PWA's caregiving expectations of them, and

developed appropriate strategies to address the interpersonal stress of caring for someone
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who is dying.

Going public centered on the inability to predict other's responses to providing
care for a PWA. Consequently, disclosure became carefully orchestrated by carefully
determining who to tell and the type of information to be given. In containing the spread
of HIV, uncertainty is reflected in the general fear surrounding transmission and their own
lack of confidence in the current preventive recommendations. Uncertainty, pervasive
throughout the experience, related to issues of loss and dying, interpersonal relationships,
contagion, and disclosure.

This study provides a theoretical perspective on caregiving as a transitional period
with the pervasiveness of uncertainty for those who care for PWAs. Uncertainty is an
important dimension of HIV caregiving, not only related to the spectrum of illness itself,
but to issues of loss and dying, interpersonal relationships, contagion, and illness
disclosure.

Brown and Powell-Cope (1993) reviewed their 1991 study and explored their
subcategory of living with loss and dying. Grounded theory methodology guided the
analysis of this 1991 data. The category, living with loss and dying, was defined as the
process of revising one’§ plan for living based on the possible and/or likely death of a loved
one. This category was further dimensionalized by experiences that family members
associated with their caregiving: facing loss and transformed time.

For the study participants, the experience of facing loss was confrontation with the

reality of eventual death of the PWA, realization of this loss in their lives, and the

beginning of acceptance. They reported the most painful and consuming aspect of living
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with loss was facing the death of the loved one. Caregivers reported multiple losses:

dreams for the future, personal freedoms, previous lifestyles and relationships. They often
wanted to discuss their feelings with the PWAs, but they feared that such discussion might
depress the PWA or convey that they had given up hope. Thus, such attempts were
awkward and painful.

Their second subcategory, transformed time, was experienced within the contexts
of clock time and calendar time. Differences between days/weekends/weekends, their
sense of clock time, seemed to vanish as the PWA required increasing daily care. Their
sense of calendar time shifted from the previous assumption that the care giver-PWA
relationship would last for many years to the current reality of the limited time left.
Caregivers also focused on transformed time from past and future perspectives. While
letting go of the previous life sometimes occurred gradually for some, others felt intense
emotions about a life unjustly taken away. Caregivers felt consumed by caregiving and
day-to-day living, postponing short- and long-term plans, putting their futures on hold.

Brown and Powell-Cope suggested that by shifting their sense of time, caregivers
seemed to develop a clear focus for their lives, balancing immediate priorities with time for
contemplation and reflection. Caregivers who were also HIV-positive focused on
existential and spiritual concerns as they faced their own future illness and death.

The reports by Brown and Powell-Cope provide information about the caregiving
experience across groups while the report by Trice provides information about mothers of
infected adult children. These studies not only identify shared characteristics among their

sample, they also introduce questions about the influence of the HIV status of the
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caregiver on the caregiving experience. In the Trice study, for example, the question is
raised of how the caregiver being HIV-positive influences the PTSD symptoms associated
with caring for her dying child. The Brown and Powell-Cope studies raises the question of
whether the HIV-positive mothér would construct her caregiving experience along similar
themes, but also whether guilt, rather than uncertainty, might be the pervasive theme of
her experience.

HIV/AIDS Pediatric Families

Sherwen, Barros, and Westervelt (1990) developed a nursing model to assess
strengths and identify stressors in poor families with perinatally-transmitted HIV infection.
They described these families as disadvantaged which they defined as groups who have
been difficult to reach or do not respond to conventional outreach methods, such as poor,
drug-using, or inner cxty populations of color. Their model presents these families on a
continuum from those who cope well to those who cope poorly.

They profiled the HIV-infectéd families as "minority families who live in poverty,
are often headed by a single woman, have limited resources, continual crises, chronic
illness, and few opportunities for social or economic advancement" (p.78). Pediatric HIV
families who were able to cope effectively shared certain strengths, such as: (a) having
intact support systems (family, friends, church); (b) being able to grieve (for themselves or
other infected family members); (c) demonstrating attachment to the HIV-infected child;
and (d) being able to meet the day-to-day needs of living (working, providing food and
shelter).

They also identified characteristics of families that did not cope well which
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hindered their ability to manage the disease. These families shared characteristics of: (a)

reliance on denial as a coping mechanism that prevented proper disease management and
resolution of grief, (b) accumulation of multiple major life crises (i.e. violence, job loss,
other family illness); (c) lack of support systems; (d) illness of the biological mother; (e)
problem relations with extended family; and (f) construction of artificial barriers to care
(i.e. family finds objection to all options and attempts at problem-solving).

Reidy, Taggart, and Asselin (1991) interviewed natural caregivers of children with
HIV/AIDS to describe perceptions of their psychosocial needs. Natural caregiver was
defined as any person, whether biological or other adult in a non-professional relationship,
who cared for or participated in the care of the child on a regular basis at home.

Thirty caregivers from 21 Haitian and French-Canadian families participated in this
study. All children had been vertically infected and ranged in age from one month to two
years. Single mothers headed 50% of the families, most of whom reported being
abandoned by partners within 18 months of the AIDS diagnosis in the family.

An open-ended questionnaire was developed and used. Major categories were
constructed from classifying concepts from the pediatric AIDS literature according to the
five fundamental needs identified by Henderson (cited in Reidy et al.): the need to
maintain physical integrity; to learn; to act according to a set of beliefs and values; to

communicate; and to feel worthwhile and useful.

Under Henderson’s major category, the need to maintain physical integrity,
respondents believed the needs to understand HIV transmission, to prevent transmission

to others, or to protect the HIV child from opportunistic illnesses were equally important.
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However, the natural caregivers felt that their need to know how to protect their child
from opportunistic illnesses had been the least satisfied by health care professionals.

In their category of the need 7o learn, it was important for caregivers to obtain
honest answers, be informed of the clinical aspects of AIDS, have written information,
know how to cope with stress, learn professionals' roles at the hospital, know available
support groups, and be included in decisions about which professionals would be informed
of the HIV status. Having honest answers and AIDS information were more important
than knowing how to cope with the stress associated with the illness. They felt health care
professionals satisfied their need for honest answers and for clinical information and had
done a good job of informing the natural caregiver about their respective roles.

The category, the need fo act according to a set of beliefs and values, reflected
their need to be respected by hospital personnel for doing what they believed to be right
was the most important need and the need most satisfied by health care professionals.
Interestingly, discussion of death was the least important need of the caregiver and the
least well satisfied.

In their need fo communicate, both formal and informal networks were considered.
For the formal network of resource persons, the natural caregivers perceived being kept
up-to-date on the child's condition and being able to discuss feelings/reactions were the
most important in addition to being the best satisfied. None of the natural caregivers
belonged to a parental support group and did not see that as important. In their informal
social network, they needed to count on those closest to them, followed by their religious

group.
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In their last category, the need fo feel worthwhile and useful, caregivers indicated

that support by hospital personnel and availability of childcare services as being the most

important needs and best satisfied.

In addition, the natural caregivers identified 24 different needs that could be
categorized in three groups: (1) needs for formal support, (2) needs of an emotional
nature; and (3) needs of an instrumental or functional nature. For formal support, the
needs for continuity of care with caregivers; to develop a relationship with professionals
following the family; to see the same person; and to obtain professional assistance in
dealing with feelings and fears were identified.

Needs of an emotional nature included the need for help to react appropriately to
the child's behaviors related to hospitalization and to be supported and guided in their
explanations to the child. Mothers who were sick needed to know who would care for the
child after the mother's death, while HIV-positive fathers, whose partners had died,
needed a partner to share their li\}es and regain an active sex life. Instrumental needs of the
natural caregivers included the need for household task assistance (especially HIV-positive
mothers); transportation to the hospital; help to write letters and pay bills; and financial
assistance.

The significance of the study findings is that the natural caregivers, many of whom
are also infected, were affected cognitively, socially, and financially. They focused on their
most immediate needs: to know transmission and prevention of HIV; to have current,
honest information on child's medical status; to be able to count on family; to be

emotionally supported in the caregiving efforts; to have continuity of care; and to have
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financial and physical assistance with home care. Although generalizability of the findings
is limited to the sample studied, nearly half the sample were HIV-positive mothers.

Clemo (1992) explored the impact of stigma on infants and children with HIV

infection. She speciﬁ&ally investigated whether existing biases and prejudicial fears
towards HIV-positive adults affected the political responses to infants and children with
HIV/AIDS. She cited current public assistance programs aimed at alleviating or
preventing suffering of children as evidence of the government's historical attitude of
protectiveness toward children. Clemo proposed that HIV-positive infants and children,
infected through not fault of their own, would also warrant protection through
government support. The survey of lobbyists was conducted to determine whether HIV
adult-based prejudicial attitudes influenced pediatric AIDS legislative issues.

Clemo acknowledged the ideal subject population to be Congressional
representatives, but limitations of logistics and concerns over honest responses (likely
related to re-election issues) precluded their inclusion. Consequently, lobbyists were
approached due to their association with federal decision makers and their freedom from
the constraints of media and re-election issues. Two-thirds of the lobbyists described their
organization as “promoting interests beneficial to society” (p. 313) with membership
between 15,000-20,000; over 90% as having good to strong fiscal standing and moderate
to very strong membership participation; with all using a friendly or informative approach
for persuasion.

The lobbyists reported their effectiveness in influencing HIV/AIDS policies at

three percent, but at 71% for efforts in other children's issues. Ninety percent rated
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policymakers as not having been expedient in formulating or adopting HIV/AIDS policies
compared to other policies concerning children.

Sixty-eight percent attributed the government's lack of efficiency in addressing
AIDS issues to the policymakers' moral code that ultimately affects their legislative
actions. Clemo suggests that the survey indicated stigmatization of the pediatric
population due to their association with high-risk populations, quoting national lobbyists
that: “politicians view AIDS as a predominately minority, low-income, drug abusers'
disease, no matter who the victims are” and AIDS programs for infants and children are a
“no win investment” (p.314).

Sherwen, Boland, and Gilchrist (1993) targeted the female caretakers of HIV-
positive children. The preliminary data is a component of a larger study comparing
psychological family structure variables in three family units: biological, extended, and
foster families of children with three chronic illnesses: vertically-transmitted HIV infection
(VTHIV), cancer, and sickle cell disease (Table 2). In the three-way comparative study,
Sherwen et al. attempted to identify differences in the female caretakers' perceptions of:
(a) the child's vulnerability, (b) stressful life events, (c) family adaptation and cohesion,
and (d) family coping strategies.

The study (N = 56) investigated biological mothers (n = 21), female extended
family caretakers (n = 26), and female foster caretakers (n = 9). Selection was limited to
the primary female caretaker of children in the CDC (1987) categories of P1 (infected and
asymptomatic) or P2 (infected and symptomatic) who were six years and under. All

children were in the chronic phase of HIV infection and managed as outpatients.
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Table 2

Three-Way Study Design of Major Study (Sherwen, et al., 1993)

Family Iliness Biological Extended Foster
Families/Children with HIV* Group 1 Group 2 Group 3
Families/Children with Cancer Group 4 Group 5 Group 6

Families/Children with Sickle Cell Disease Group 7 Group 8 Group 9

* = indicates group being described and compared in preliminary findings of
Sherwen et al.

Data was collected from primary caretakers during a routine pediatric clinic visit.
Instrumentation included: 1) FILE - Family Inventory of Life Events and Changes:
perception of stressful life events during last 12 months; 2) FACES III - Family
Adaptability and Cohesion Evaluation Scales III: adaptation and cohesion; 3) F-COPES -
Family Crisis-Oriented Personal Evaluation Scales: coping strategies; and 4) FCVS -
Family Child Vulnerability Scale: perception of child's health related vulnerability.
Although the published report does not provide reliability and validity data, all instruments
are frequently used in family-related research and demonstrated adequate reliability and
validity (Grotevant & Carlson, 1989).

Ninety percent of the sample were African Americans; the remainder identified as
Hispanic or White. Caretaker ages ranged from 19 to 64 years of age. Most women

reported receiving public assistance and caring for more than one child (infected and

uninfected) at home. Between family types, there were no demographic differences in
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gender of child, employment status of primary caregivers (generally unemployed), or years

of education. Differences between family types were noted in child's age (oldest in
extended families; youngest in biological families); in symptoms (foster families report
more children with at least one related symptom); in age at diagnosis (children in extended
families diagnosed at much older age); and in infected adults in the home (biological family
with one or two; extended families with one; foster families with none).

Analyses of the findings did not reveal statistically signiﬁcént differences between
family types although ;xmninatién of individual items suggested overall patterns. For
example, extended families may be more compromised and reported greater number of life
changes (FILE) and self-perceived being the least adaptive and cohesive (FACES III) of
the three groups. All family groups shared similarities in the number of coping strategies
used; however, individual item examination indicated that extended families use different
strategies than foster families.

The groups also shared similar perceptions of their child's vulnerability, generally
denying worrying that the child would die. Biological mothers perceived their child's
energy level to be comparable to other children of the same age while the other caretaker
groups did not agree to the same extent. The meaning of these findings are unclear and the
researchers acknowledge that influences of the caretaker's denial of illness, cultural or
socioeconomic status, and value systems are unknown and require further exploration.

While the data analysis did not distinguish differentiating characteristics, the
baseline data did suggest that each type of family caretaker faces diverse issues and

problems. They also demonstrate strengths. The inconclusive findings suggest that, to fully
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capture these mothers' caretaking experience, future research may need to include a
qualitative component that would allow mothers to tell their own stories.

Melvin and Sherr (19935 presented three case studies from their sample of 31
families (18 with infected children) to examine the psychosocial needs of children with
HIV/AIDS. The sample included 14 mothers and 8 fathers who were HIV-positive. The
children were part of a longitudinal psychological study based at a London Hospital. Three
cases were selected that describe some of the psychosocial challenges facing the family. In
each of the cases presented, both mother and child were infected. The researchers
reviewed both the child's and mother's needs for each case.

The researchers presented these case studies as preliminary data. Their descriptions
highlight critical parenting, separation, dependence, and emotional issues that are likely to
face pediatric HIV/AIDS families with multiple infection. Families may have unsupportive
home situations, either immediate or extended, or both. Mothers may experience health
problems that affect parenting abilities. These health problems are complicated by
secondary stresses such as separation, hospitalizations, and fear of the future. The extent
to which these factors impact utilization or compliance with health care for the mother or
child was not clearly defined.

In 1994, Black, Nair, and Harrington conducted a longitudinal investigation
comparing the parenting and early childhood development of the children of two groups of
HIV-positive and HIV-negative mothers. One group received a home intervention while a
control group did not. The study presented within group (HIV-negative vs. HIV-positive)

and between groups (intervention vs control) comparisons. Maternal group demographics
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did not differ significantly with both groups comprised primarily of single, African

American, low income, inner-city, multiparous, drug users who had not completed high
school. Although six children were HIV-positive, none were symptomatic during the
study period.
Each family was followed by a primary health care provider and social worker with

evaluation visits at 3 months (parental stress), 6 months (developmental assessment), 9
months (mother-child interaction), 12 and 18 months (developmental assessments), and 30
months (home visit). Standardized measures used were: Child Abuse Potential Inventory
(child abuse potential); Family Support Scales (family support); Family Adaptability and
Cohesion Evaluation Scale III (family functioning); Parenting Stress Index (parenting
stress); Bayley Scales of Infant Development (developmental status); videotaped
observations of mother and child using modified Parent Child Early Relational Assessment
(parent-child interaction); and HOME Scales (child-centered quality of the home). Data
analysis included examining (1) differences in parent variables and developmental scores;
(2) change over time for maternal attitudes and children’s developmental status through
repeated measures multivariate analyses of covariance; and (3) differences in variables as
by HIV status and intervention.

Findings for the groups revealed no main effects related to HIV status or
intervention for baseline measures of child abuse potential, family support, family
functioning, parent stress, or child stress. At six months, children of HIV-positive mothers
had marginally higher scores in mental development than children of HIV-negative

mothers, but had significant differences in motor development. There were no significant
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difference in parent-infant interaction at 9 months, either by HIV status or intervention. At
18 months, HIV-positive mothers receiving the home intervention had more normative
scores for child abuse potentiél than did the control group HIV-positive mothers. Overall,
HIV-negative women reported more increases in child-related stress than did HIV-positive
mothers at the 18 month period. At 30 months, observations of parenting behaviors
revealed that mothers who received the intervention, irrespective of their HIV status, were
marginally more likely to have a child-centered home and score higher for maternal
emotional and verbal responsiveness.

This study contributes several important findings to the understanding of the
relationship between HIV disease as a maternal chronic illness, parenting, and early
childhood development. First, there were few differences in parenting attitudes, behaviors,
or child development related to maternal HIV status. Second, intervention and maternal
support were associated with more optimal parenting attitudes and behaviors. Third, the
intervention positively affected changes in attitudes of HIV-positive mothers, but not
HIV-negative mothers, regarding parenting and behaviors.

The researchers proposed several aspects of the HIV-positive mother’s experience
that bear further investigation. First, because the mothers were asymptomatic, it may be
possible that their HIV infection may have been too distal to negatively affect parenting.

Alternatively, given their existing multiple stressors, HIV-positive mothers may have
reached their threshold of stressors whereby their level of parental functioning could not
be further undermined. Second, they suggest the possibility that the disease had a positive

impact on the mother’s lives, particularly their caregiving role. Perhaps in recognizing
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their own mortality, they were more receptive to the intervention in order to maximize
their limited opportunity to parent. One respondent emphasized the importance of her role
as mother: “ “‘When I’m gone, and he’s grown, I want him to remember his mother with
pride. I know I can’t always be there for him, but I’m here now and I’'m taking good care
of him’ ” (p.609).

Mellins and Ehrhardt (1994) explored stress and coping among families with HIV-
positive children. The exploratory, descriptive study investigated three issues: (1) stressful
experiences identified by caregivers, HIV-positive children, and uninfected siblings; (2)
family coping with HIV-related stress; and (3) psychosocial needs reported by families.

Fifty-two participants from 25 volunteer families were interviewed. Thirteen
families were African-American; seven Hispanic (Dominican and Puerto Rican); and five
of mixed ethnicity. Approximately one-third of the families were HIV-positive single

parents, another third were extended families, and the last third were adoptive or foster
care families. One-thirci of all families had experienced the death of a parent during the
time the child resided with him or her.

Thirty-one caregivers, fourteen HIV-positive children (ages 4 to 14 years), and six
siblings (ages 11 to 16 years) were interviewed. Four families had two infected children
and one family had three. Children who were too ill or who did not know their diagnosis
were not approached.

The investigators conducted open-ended semi-structured interviews. Content
analysis was performed to identify major themes. Stressful experiences and coping

strategies of the HIV-positive parents, HIV-positive children, and non-positive siblings are
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reported in Table 3. Only those items identified by more than 50% of parents, children,

and siblings are included.

The primary psychosocial needs identified by caiegivers (primarily the birth
parents) indicated families need professional support, family support, and respite care.
Professional support was needed in communicating with physicians and social service
agencies. This included access to support groups and family therapy to address issues of
child behavior problems and disclosure for both the infected child and uninfected siblings.
Caregivers also wanted more emotional and physical support from family members to help
in coping with stress and in providing child care. Finally, respite care was the most
frequently reported need. The caregivers reported having little time for social activities or

their own health care needs. Dangerous neighborhoods prevented children from playing

outside without supervision, so both parents and children reported " 'feeling closed in with

no place to go' " (p. S58).
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Table 3

Stressful Experiences and Coping Strategies Reported by HIV-positive Parents, HIV-
positive and Non-positive Children, and Siblings (Mellins & Ehrhardt, 1994)

Stressful Experiences

HIV-positive Parents
Iliness management of concurrent illness of parent and child

Stigma associated with HIV/AIDS and risk behaviors; secrecy due to fear of
ostracism; disclosure of either child's or parent's HIV status to children
Communication with health care providers; knowledge as parents disregarded
Multiple family infections and deaths from AIDS

HIV-positive children

Siblings & parents death from AIDS; separation due to parent drug use or
hospitalizations
Family relationships and conflicts
School problems

Siblings

Same as HIV-positive children; non-positive adolescents include secrecy and anger
over the burden of caring for both sick siblings and parents

Coping Strategies
HIV-positive Parents and Family Caregivers

Emotion-focused: use of religion (most important and most helpful strategy);
acceptance, distraction, self-reliance

HIV-positive Children
Turning to family, friends, and professionals for support

Fantasy and wishful thinking of desire to be like other children
Non-positive Siblings

Primarily relied on self, reported fewer resources for social support
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The researchers acknowledge the limitations of the small sample size and the lack
of a comparison group in attributing their results exclusively to the impact of pediatric
HIV infection. However, this study identifies some aspects that make pediatric HIV
infection unique from other life-threatening illnesses, that is: caregivers are likely to be ill,
lack physical/emotional support, or experience compounding stressors of poverty; the
infected child may experience multiple deaths (parents or siblings); and sibling(s) may be
burdened by caring for ill parents and an infected sibling.

Coping by HIV-positive children was also investigated by Hardy, Armstrong,
Routh, Albrecht, and Davis (1994). The researchers compared coping patterns among

three groups of 20 preschool children and their parents: those with symptomatic infection;
those with a cancer with a mortality rate of less than 40%; and those who were relatively
healthy (recruited from a well-child clinic). The study also described patterns of
communication between parents and their ill children.

The HIV-positive children were predominantly African Americans in single parent
families. Ten were in foster care; seven of those had mothers who died from AIDS.
Parents reported five children as being aware of their HIV diagnosis. The children with
cancer were mostly Caucasian with married parents; none were in foster care. Fifteen were
aware of their diagnosis. The control group consisted of primarily Hispanic children,
approximately 50% with married parents. The number of control children in foster care is
not known. In recognition of the potential impact of demographic variables on coping,
socioeconomic status, ethnicity, and marital status were included as covariates in the

analyses across all groups. In their between group and within group analyses, foster care
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was also included as a covariate.

The researchers adapted the Coping Strategies Inventory (CSI) to measure parent
and child coping. The CSI presents potentially stress-producing situations and asks
respondents to indicate use of a speciﬁé strategy via a five-point Likert scale (1= not at all;
5 = very much). To address the reported difficulty in completion of the CSI by participants
with limited education, the researchers decreased the number of items from the original 72
to 32. Reliability and validity for the original CSI was reported, but indicate that
psychometric properties for the shortened version continue to be investigated. Parents

were asked to fill out both the parent and child versions of the adapted CSI. Results of the
child version must be interpreted as the parent's perception of how the child was coping
rather than reflecting the child's pérception. Consequently, results of the adapted CSI must
be interpreted and applied with caution.

The researchers reported the use of two primary coping strategies that reflect
disengagement strategies: wishful thinking and self-criticism. Findings indicated greater
use of wishful thinking by mothers of both chronic illness groups than those with healthy
children. Mothers with HIV children reported more wishful thinking than those with
children with cancer.

Self-criticism was the other finding that reached significance. The primary factors
related to self-criticism were socioeconomic status (SES) and child's age. Parents of
healthy children reborted more self-criticism than parents of the other two groups; natural
mothers expressed more self-criticism than foster mothers; mothers of HIV children

reported more self-criticism than mothers with cancer children. The researchers suggest
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that parents of lower SES may be critical of their inability to afford preventive care; that

parents may be more self-critical when their children are younger; and biologic mothers
may be more self-critical since they were the mode of transmission. However, once the
demographic variables of SES status and child's age were factored out, these findings only
approached significance.

Communication patterns of parents and their ill children focused on the disclosure
of illness to the child. Across the disease groups, more children with cancer than children
with HIV had been told of their diagnosis. In addition, there was a significant correlation
between foster status and mother's disclosure; that is, natural mothers were more likely to
discuss the illness with their children than were foster mothers.

There are several limitations of the published report that affect the reader's ability
to interpret findings. First, no reliability and validity is provided to support their major
adaptation of the original CSI although it was the primary measurement instrument for

coping. Second, the findings refer to secondary and tertiary levels of coping factors which
are reported as not having significant differences, but are not defined. Consequently, it is
difficult to ascertain the significance of that finding. Third, there is no discussion or
definition of the major concepts of wishful thinking and self-criticism which they present
as major findings of the CSIL.
An important issue raised by this study is the disclosure of the diagnosis to the
infected child. While oncology physicians made significant efforts to explain the children's
diagnoses to them, the immunology (HIV) physicians reported that most of their

discussions occurred without the children. The physicians reasoned that children were
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‘not to be trusted with a secret that could result in ostracism from the family and/or

community’ ” (p.S52). Previous studies indicate that children are aware of their illness and
dying, despite parental efforts to keep the information from them (Bluebond-Langer,
1978; Waechter, 1971). This raises the question of what these infected children actually
know about their illness.
Barrett and Victor (1994) published preliminary findings from their study of
VTHIV families who discussed their experience with health care services and their feelings
about HIV. The sample consisted of ten parents of VTHIV children from the hospital's
total pediatric HIV caseload of 97. The children ranged from 5 months to 11 years of age;
six were identified as from Sub-Saharan Africa. Of the ten, six lived with both parents and
three had both parents with HIV.
For seven children, entry into the HIV pediatric unit followed the child becoming
ill. Parents reported satisfaction with the HIV outpatient clinic care and felt the child was
receiving the best care available in the country. However, outside the hospital, parents
reported rejection from their own general practitioner (GP) following their diagnosis, but
were precluded from registering with a GP sympathetic to the needs of HIV-positive
persons because they were outside his practice area.

In seven families, the first indication of HIV infection was the child's illness,
although it is not clear if that was also the first indication of parental infection. Parents
attributed their satisfaction with the pediatric health care team to their patient and caring
attitudes, willingness to address all issues, and level of HIV/AIDS knowledge. Parents

experienced stigmatizing attitudes from other hospitals, such as being made to feel
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uncomfortable or having some staff refuse to provide care.

Parents reported problems in managing multiple appointments at different sites.
They felt adult and pediatric clinics should be separate as “the people in the clinic (i.e. gay
men, with AIDS, very ill) is frightening” (p.429) to the child. Parent also felt it important
for the care to be family centered as the effect on one member ultimately affects them all.
Throughout the course of the interviews, families expressed their feelings about
HIV and the effect it has had on their lives. While families were generally positive about
their problems, they expressed great anxiety and uncertainty as well. One great source of
anxiety was the potential for the concurrent hospitalizations of parent and child. Most
families felt the mother becoming ill caused more problems than fathers being ill, especially
in families where fathers had little involvement in domestic tasks and childcare. Comments
of not having much time; not being accepted; trying to keep charge of their life; wishing to
die quickly versus a lingering illness; and contemplating suicide provided insight into the
diverse pressures that HIV/AIDS place on families.
HIV-Positive Mothers with HIV-Positive Children
Andrews, Williams, and Neil (1993) published preliminary descriptive data from a
larger study of HIV-positive mothers and their children. Preliminary descriptive findings
focused on the unique character of the mother-child relationship in the HIV-1 positive
family and the impact of the relationship on the mother's reaction to her illness.
The preliminary descriptive analysis included 72 mothers recruited from a pediatric
AIDS clinic. The mean age of subjects were 30.3 years. African Americans comprise 56%,

Whites 25%, and Hispanics 18% of the sample. Thirty-seven percent were currently using
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drugs/alcohol, 38% formerly used drugs, 15% never used drugs, and 10% were currently

receiving methadone.

Medical records, the Norbeck Social Support Questionnaire, the Addiction
Severity Instrument, and an open-ended interview were used in the data collected to
describe the experience of the HIV-positive mother. Only the content analysis of the
interviews were reported.

Preliminary findings identified two major categories: the mother/child relationship
perceived as supportive and the mother/child relationship perceived as burdensome. In
general, the mother/child relationship revealed a strong attachment between mothers and
their children whether or not they lived together. More than one-third of mothers listed
children under 16 years of age as sources of support and, much like the Melvin and Sherr
case study, some were younger than eight years. These mothers also felt bound to their
children through the secrecy necessitated by the stigma of HIV/AIDS. Only 33% of

children under 16 years old were aware of their mother's positive HIV status.

The mother/child relationship perceived as supportive revealed that children
provide support for their HIV-positive mother by: (a) decreasing feelings of isolation and
providing a reason to remain attached to the world, (b) fbrcing mothers to remain positive
about life, (c) increasing self-esteem by fulfilling the role of motherhood, and (d) providing
an impetus for mothers to cease high-risk behaviors.

The mother/child relationship perceived as burdensome was based on two related
concerns: (a) anxiety due to placement of surviving children and (b) fear for HIV-positive

child's disease course, effect of long hospitalizations, and their eventual death. Other
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mothers, however, characterized the relationship as burdensome due to: (a) having to deal

with the eventual placement of surviving children, (b) their fear for the HIV-positive
child's health and eventual death, (c) decreased maternal privacy, (d) the lack of childcare,
and (e) dealing with children's angry and hostile reactions to the mother's HIV infection.
After spending much of their energy protecting children from discrimination or
stigmatization, guilt, grief, and exhaustion left them little energy for themselves. Despite
the burdensome aspects of this mother-child relationship, the HIV-positive mothers
expressed their desire to maintain a relationship with their children.

One study of pediatric HIV/AIDS families with an HIV-positive is currently
pending publication. Their discussion is limited to the information provided in the study
abstracts. Weiner et al. (cited in Cohen, 1994) investigated 101 parents whose child was
an HIV clinical trial participant of the National Cancer Institute. Parents were investigated
for anxiety, depression, coping, and anticipatory grief. The sample included biologic and
adoptive/foster families, and extended family members. HIV status of biologic parents was
not stated.

The study used the Spielberger State Trait Anxiety Inventory to measure parental
anxiety. Parents scored high on both state and trait anxiety but when compared to general
medical patients, state anxiety was significantly higher for parents of HIV-positive
children. The Beck Depression Inventory was used to measure parental depression with
nearly 25% indicating moderate to severe depression. Parents of the HIV-positive children
reported more depressive symptoms in the clinical range than mothers whose children

were treated for cancer. The Parental Coping Scale's negative affect component increased
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significantly as the child increased in debilitation. The Anticipatory Grief Scale was

adapted for this study and indicated a significant increase in anticipatory grief when
children were over 11 years .of age, but not affected by the degree of the child's
debilitation.

The study by Cohen, Nehring, Malm, and Harris (1995) reports the findings of a
larger, ongoing study to compare family environment and supports of biologic and foster
HIV pediatric families with a control population. The findings report issues experienced by
a smaller sample of four biologic and four foster families. Ten parents from eight
vertically-transmitted HIV (VTHIV) families were interviewed. Data was collected using
semi-structured interviews. Biologic families included two white, one Hispanic, and one

biracial; foster families included three white and one African American.

Content analysis revealed major themes for both natural and foster families. In the
biologic families, all mothers expressed guilt. Biologic families felt that mother and child
had a special relationship and felt that they faced an uncertain future, living from day to
day. A major fear was preceding the child in death and, thus being unable to provide
comfort to the child as he or she was dying. In the foster families, the natural children felt
an initial uneasiness about the HIV-positive foster child, primarily regarding the fear of

transmission. Ultimately, however, the natural children accepte& the child and became an
asset in their care.

This study identified issues common to both types of families with VTHIV
children. For example, both feared disclosure of having an HIV-positive child due to

potential consequences of isolation, stigma, job loss, friend loss, or even eviction. Families
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lived for the present while facing an uncertain future.

In their investigation of mothers with HIV/AIDS, Rose and Clark-Alexander

(1996) propose to empirically measure their coping behaviors. Fifty-two HIV-positive

mothers of which 65 % were African American, 23% white, and 12% Hispanic. The mean
time since their diagnosis was 2.3 years. Seventy-five percent were single; mean
educational level was almost 11 years. Modes of transmission were primarily heterosexual
contact (44%) and injection drug use (33%). Respondents had one to seven children
whose HIV status was not specified, but for whom reference was made regarding the
“children’s HIV-positive status” (p.45).

The Jalowiec Coping Scale was the measure for maternal coping. Correlations
between behaviors and coping styles were presented in their findings. Generally, those
who engaged in drug and alcohol engaged in more passive coping styles, while those who
practiced meditation used more confrontive coping styles. The researchers propose that
use of relaxation training as a possible coping method to encourage problem-focused

(illness management) coping ability and skills.
Summary
This review emphasizes the paucity of research literature available on pediatric
HIV families, especially those with an infected mother. It identifies limitations of current
research and emerging areas for future research.
Pediatric HIV/AIDS families, like other families facing life-threatening chronic
illnesses, find themselves challenged by the stresses related to the diagnosis, isolation,

treatments, clinical spectrum, and fatal outcome of the disease. However, when the illness
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is HIV infection, some themes may share common aspects but the impact of HIV is not

known and so requires Mﬂ exploration. For example, both chronically ill and HIV

pediatric families reported increased isolation. For the parents of children dying of cancer,

isolation was related to having less time due to caregiving responsibilities and spending
more time with the family; poésibly even due to unresolved anticipatory grief leaving the
parent with less energy for friendships and social activities (Koocher & O'Malley, 1981).
Families of HIV-positive children also report experiences of isolation. While their
experiences may be attributed to their burden of caregiving, recurrent reports of rejection
by family and friends due to the stigmatization of the disease add a new dimension to the
experience of isolation (Andrews, Williams, & Neil, 1993; Brown & Powell-Cope, 1991).
Such stigmatization results in secrecy that not only prevents disclosure of diagnosis to
families and friends, but to the child as well.

Pediatric AIDS families are often comprised of the mother-child dyad, but may
include foster parents or exten'ded family members. As caregivers, the pediatric HIV
family groups reported issues similar to other caregivers of children with chronic, life-
threatening illness such as (a) experiencing their time orientation in the present and (b)
managing caregiving with limited emotional and physical resources. Dimensions of the
caregiving experience unique to the HIV pediatric family is the secrecy surrounding this
illness. For the HIV-positive mother, the feelings of sorrow and loss are compounded by
secrecy, forcing her (or other primary caregivers) to suffer feelings of guilt, blame, and

grief alone. In addition, VTHIV families are more likely to experience the death of several
family members.
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Further, while the family's socioeconomic status and social support resources
affect any family's ability to manage illness, the literature indicates that pediatric AIDS
families are likely to be headed by single, poor women of color. Strained financial
resources are reported by both chronic illness and HIV pediatric families as they
experience job loss or unemployment that impact the financial stability of the family. HIV
pediatric families reported reliance on government assistance programs for almost all
aspects of their lives: food, shelter, and medical care. Although race and ethnicity are not

risk factors for HIV transmission, African Americans and Hispanics comprised 80.3% of
pediatric AIDS cases (CDC, 1996) and comprised 62% of those living below the poverty
level in 1992 (CDC, 1994). For them, financial hardship may not be a result of their

iliness, but rather reflect their economic reality of continuing poverty that is compounded
further by illness.
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CHAPTER THREE

METHODOLOGY
This chapter presents the qualitative research methodology used to explore and
describe the experience of the HIV-infected mother whose child is also infected. The
methodology will be discussed in the following major sections: (a) the research design, (b)
description of setting, (c) sample, (d) data collection, (e) procedure, and (f) data analysis.
Research Design
The research design was a cross-sectional study of HIV-infected mothers with
infected children purposively and conveniently sampled from the five counties of the San
Francisco Bay Area and Sacramento County. Data collection consisted of semi-structured
interviewing at a mutually agreed upon meeting place. The qualitative analytic technique
for the data analysis was content analysis.
Description of Setting
The target areas were the San Francisco Bay Area counties (Alameda, San Mateo,
Contra Costa, Santa Clara, and San Francisco) and Sacramento County. These counties
comprised a wide range of ethnic groups and socioeconomic levels. Each has several
major HIV/AIDS resource centers through which subjects were recruited.
Sample
The target sample was the HIV-infected mother who had an HIV-infected child
less than 13 years of age at the time of the interview. The sampling aim was to select an
approach which would garner subjects who can provide accounts of their world true to the

phenomena under study (Hammersley & Atkinson, 1983). Random sampling within this
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population would have been impeded by the limited number available and the inability to

readily identify subjects due to issues of confidentiality (by agencies) and fear of disclosure

(by clients). Therefore, the research effort relied on purposive, convenience sampling. It

was anticipated that snowball sampling, where an initial contact becomes a base for
recruiting additional subjects, would provide additional respondents.

rance
Permission to conduct the research was obtained from the Committee on Human

Research (CHR) at the University of California, San Francisco. After obtaining
permission, subjects were recruited from various AIDS support agencies throughout the
six counties by posting flyers at each site. An advertisement was placed in a widely
circulated newsletter targeting women with life-threatening illness, primarily AIDS.
Recruitment from both sources provided within-sample diversity, either by ethnicity,
socioeconomic status, education, or family structure.

Mothers were given $25.00 per hour for each interview to be paid before the
interview began; a minimum of two hours was advanced. She was informed that she did
not have to answer any questions she did not wish to and could discontinue the interview
at any point.

Informed consent was obtained from all participants and filed separately from the
data. Each woman received her own copy of the consent form as well as a written
explanation of the study.

Potential discomforts and risks to subjects. There was some discomfort to the

mother as she was asked to think about their current life difficulties and challenges, the
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impact of their HIV diagnosis, her child's current and future life, and her strategies to

manage them. Some of the questions made her uncomfortable or upset, but she was free
to decline to answer any questions. None éf the mothers declined to answer any questions
nor prematurely terminated the interview.
Risks in participating in this study were the potential loss of privacy or
confidentiality. Data was kept confidential as much possible. No individual identities were
used in any reports or publications resulting from this study. Field notes and transcriptions
from the audiotapes were coded with numbers and no names appeared in them. Coded
names of informants were available to the researcher only. After completion of the study,
tapes will be destroyed. Data will be kept at all times in a locked and confidential file
accessible only to the researcher.
Sample Strategy and Size
The initial aim of sampling was to obtain a convenience sample of mothers, likely
relying on a snowball or chain sampling technique, seeking to identify fypical cases at first.
At the point key concepts, behaviors, or patterns emerged, the sampling became
theoretically driven (Strauss & Corbin, 1990). Per theoretical sampling, choices for
sampling were driven by the emergent data and not by a quest for representativeness. One
type, maximum variation sampling, was a deliberate search for variations in the emergent
data or to see whether important patterns and behaviors hold by deliberately seeking a
heterogeneous sample (Morse, 1994). It included searching for confirming and

disconfirming cases and extreme or deviant cases to elaborate the initial analysis, looking

for confirmation or exceptions and variations.

UGSF LIB



46

How many cases, then, would be enough to give confidence in the analytic
findings? There was no set criteria. Data was generated until the researcher experienced
repetition in the ongoing analysis (saturation) which did not appreciably add to the
findings. That was the point at which the sample size was considered the most efficient
(Strauss & Corbin, 1990). For this study, the sample size was twenty respondents.

Credibility of informants. In using paid informants, the issue of their credibility
arises. No medical records were reviewed in this study, consequently mothers were self-
identified. The primary issue was whether the women were mothers of HI'V-infected
children. Initial phone screening emphasized that physical as well as psychosocial aspects
of their child's illness would be a major focus of the interview. Because the pediatric and
adult disease differ by course of illness and treatment, questions related to all aspects of
pediatric HIV infection were casually included throughout the interview. The interviewer
sought consistent and knowledgeable responses.

Criteria for Sample

HIV-infected, caregiving mothers with infected children were targeted for
inclusion in this study. Age was not an exclusion factor for mothers; however, consistent
with the 1994 CDC definition of pediatric, the child must have been less than 13 years old
at the time of their interview with the researcher. Subjects were limited to those who were
English speaking.

Data Collection
It was from the respondents' world of meanings, actions, and interpretations that

key concepts were derived. Obtaining such data relied on the naturalistic inquiry process
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in which there was no manipulation on the part of the investigator, as well as no
imposition of a priori notions on the outcome (Denzin, 1989). Data collection method was
the semi-structured interview. Denzin and Lincoln (1994) summarize it best:

The interview is a conversation, the art of asking questions and listening. It
is not a neutral tool, for the interviewer creates the reality of the interview
situation...the interview produces situated understandings grounded in

specific interactional episodes. This method is influenced by the personal

characteristics of the interviewer, including race, class, ethnicity, and
gender. (p.353)

Technique
Data related to age, gender income, ethnicity, and other demographic variables to
describe the study sample followed a structured format during the initial part of the
interview. Data collection rélated to the study purpose relied on in-depth interviewing
following a semi-structured interview format with open-ended questions. The interview
followed a list of guide questions that outlined topics and issues so that data collection
was systematized to the extent that the same topics were covered with each respondent.
While all were asked the same questions, the phrasing and ordering of those questions was
adapted to each interviewee.
Interview: Open-ended, Semistructured
The interview format was adapted from a pilot study of HIV-infected mothers and
children (Armstrong, 1994). To address content validity of the interview tool, two nursing
research experts in childﬁood cancer and two HIV/AIDS women's clinical nurse specialists
or practitioners were given the format for review and comments. Two HIV-infected

mothers were selected to complete the interviews as well as suggest additional
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dimensions/perspectives of the disease not addressed in the interviews.

The Qualitative Analytical Technique: Content Analysis

Qualitative data analysis is the process of bringing order, structure, and meaning to
the data collected. Qualitative data analysis categorizes data, searches for relationships,
and/or builds theory. The data collection and analysis are a simultaneous, non-linear
process (Marshall & Rossman, 1994). As data collection and analysis continues,
categories or concepts may be altered, discarded, or reconstructed (Strauss & Corbin,
1990). The plan for analysis is derived from the research purpose, design, method of data
collection, and the level of measurement used.

Qualitative analysis plans are distinguished as descriptive or inferential.
Descriptive analysis produces description of the prescribed sample. Inferential analysis
produces statistical data from the prescribed sample to support inferences about the total
population (Brink & Wood, 1988). Consistent with this study's research design, a
descriptive analytical method was used, specifically content analysis. Its method and

operations (data reduction, data display, and formation of conclusions) are discussed in

the following sections.
Definition

Recorded words and sentences provide rich and holistic data about humans and the
social and cultural contexts in which they exist. The words and sentences that result from
the open-ended questions are unstructured, textual data. The process of structuring this
unstructured data allows the researcher to identify, measure, and describe characteristics

reflected in the written texts. This process is called content analysis (Catanzaro, 1988). It
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may be used both inductively (theory-building form categories evolved from the data) or

deductively (theory-testing from categories established before data analysis).

There are two types of content analyses: manifest and latent. In manifest content
analysis, the researcher applies statistical methods to textual material to make inferences.
Analysis is done at an obvious level, such as coding and counting specific units (words,
themes, time/space measures) in an interview or other text. It has numerical objectivity,
but does not consider the context in which the unit of analysis occurs (Waltz, Strickland,
& Lenz, 1991).

In latent content analysis, the researcher views the textual material within the
context of the entire text (Woods & Catanzaro, 1988). Analysis involves making
inferences about what was actually stated. The researcher makes no attempt to quantify
the number of times the data supports a particular code or category. Because it will be

necessary to infer meaning from the words the mothers use to tell their stories, this study

applied latent content analysis.

The substantive area of this research was the experience of being an HIV-infected
mother with an infected child. The study focus was to provide a description from recorded
interviews that have been transcribed into text. Operations for all content analyses
occurred in three phases: data reduction, data display, and conclusion formation and
verification.

Procedure

Data reduction. Data reduction refers to the process of selecting (defining the

content to be examined), focusing (specifying the characteristics or concepts to be
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measured) and transforming of data (coding or categorizing textual data) that appear in

field notes or interview transcriptions (Miles & Huberman, 1994).

Selecting and focusing. The study purpose was to describe the experience of the
HIV-infected mother who also has an infected child. Her story, told in her own words,
contained the content to be examined. All of the transcribed interviews were analyzed.
Concepts and characteristics described included, but were not limited to, the chronic
illness concepts previously discussed. Other characteristics unknown at the outset, but
discovered during the ongoing analysis, were included as they were revealed.

Transforming data. The process for transforming data was coding. This process
followed the technique of open coding as operationalized by Strauss and Corbin (1990).
They provided the following principal definitions. Concepts: conceptual labels placed on
discrete happenings, events, and other instances of phenomena. Category: classification of
concepts (concepts that pertain to a similar phenomena), these concepts are then grouped
together under a higher abstract concept called a category. Coding: process of data
analysis. Open coding: process of breaking down, examining, comparing, conceptualizing,
and categorizing data. Properties: attributes or characteristics of a category.

Dimensionalizing:. process of breaking property down into its dimensions.

The process of coding included naming, labeling, and categorizing data. During the
data analysis, the data was categorically organized, repeatedly reviewed, and continually
coded. Initially, the written text was searched for leads, ideas, and issues, primarily
through line-by-line, sentence or paragraph, or entire document analysis. Key words,

actions, phrases, ideas, or events were labeled as concepts and noted on the document.
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These notes were taken from the document and became code notes, a type of written
record called memos.

Categories were developed from the labeled concepts. The name assigned to the
category was more abstract than the concepts it covered. The name reflected the data it
represented and some were borrowed from the literature. However, some were phrases
used by the respondents themselves, also referred to as "in vivo" codes (Strauss & Corbin,
1990). Categories were then broken up and refined into subcategories. The subcategories
were then expanded in terms of their properties and dimensions.

Reliability and Validity Issues

Reliability of the category coding system was determined by its unitizing reliability
(consistency in what is to be coded) and its interpretive reliability (consistency in
assignment to categories) (Garvin, Kennedy, & Cissna, 1988). Unitizing reliability
addressed two factors: the degree of researcher inference required to identify what is to be
coded and the type or form of the data. In order to decrease the amount of researcher
inference required (and thereby increase unitizing reliability), the rater was instructed to
use line-by line analysis to identify the units (words, phrases, behaviors) related to the
question asked. Not every behavior required coding, but rater inference was required. The
form of data that could be reviewed repeatedly increased the unitizing reliability. In this
study, audiotapes and transcribed interviews were available for repeated examination

Interpretive reliability assured that the codes were being consistently applied to the

units. Interpretive reliability occurred on two levels: global and category-by-category. The
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measure of global reliability is the degree to which coders consistently code categories.
Category-by-category reliability refers to the coders' ability to consistently use categories.
To obtain intercoder reliability, one expert nurse researcher and one HIV nurse
practitioner or clinical nurse specialist for women read the study findings. They then read a

respondent's transcript to determine whether they agreed with the category codes.

Conclusion Formation and Verification

The third phase of analytic activity was conclusion formation and verification

(Miles & Huberman, 1994). Its purpose was to draw conclusions or inferences about the
meaning of the data. Techniques for drawing conclusions from qualitative data are
designed to conceptualize categories from the informant's words. For this study, as
conceptual codes and categories were developed, the researcher attempted to establish
patterns or themes. The tactics for generating meaning included counting, noting patterns
and themes, seeing plausibility, clustering, making metaphors, splitting variables, searching
for social processes: factoring, noting relationships between variables, finding intervening
variables, building a logical chain of evidence, and making conceptual or theoretical
coherence.

Conclusions were also verified as the analysis proceeded. The process of
verification are significant issues for any study, quantitative or qualitative. While some
researchers have applied quantitative standards of reliability and validity to qualitative
efforts (Denzin, 1978; Duffy, 1985), others propose that determination of credibility and
evidence is a more appropriate fit to qualitative efforts (Chenitz & Swanson, 1986;

Sandelowski, 1986). The following section will discuss the principles of reliability and
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validity in research as it applies to qualitative research in general and how it was applied to
this study specifically. "
Trustworthiness
Substantive differences in the purposes of quantitative and qualitative research
have been addressed in the literature (Leininger, 1985, 1992; Patton, 1980; Sandelowski,
1986). Because of the differences, tests of methodological rigor applied to quantitative
research are inappropriate when applied to qualitative studies.

The criterion of reliability in quantitative research is determined by the ability to
consistently and accurately measure and attribute (Polit & Hungler, 1987). However,
qualitative research emphasizes the identification of the uniqueness of human experiences
and their documentation. Lincoln and Guba (1985) propose the basic issue facing the
qualitative researcher as one of trustworthiness: How can the researcher demonstrate that
the findings are to be trusted, that they are worth taking into account? They further
propose that trustworthiness is established by using techniques that provide (a) truth value

through credibility, (b) applicability through transferability, (c) consistency through
dependability, and (d) neutrality through confirmability.

Reflexive journal. Maintaining maximum control over research experiences
requires an efficient system to record them. Therefore, this researcher maintained a
reflexive journal, or diary, of schedules (dates, names, places) and analytic memos (field
experiences, insights, and reasoning related to different aspects of the research process).

This journal was used to support all aspects of the study's trustworthiness: credibility,

transferability, dependability, and confirmability.
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Truth Value

The truth value of qualitative research, its credibility, relies on the ability of the
researcher to demonstrate that the inquiring was conducted so that the subject was
accurately identified and described. Credibility is established when the people having the
same experience can recognize it from the findings and when other people recognize the
experience after having only read about it (Sandelowski, 1987). The following techniques
establish the truth value or credibility of naturalistic inquiry: (a) peer debriefing, (b)
referential adequacy, and (c) member checks. Their role in establishing credibility as
discussed by Lincoln and Guba (1985) and their general application to the proposed

research follows.

Peer debriefing. This technique was useful in establishing credibility by allowing a
neutral peer with only a general understanding of the study to ask probing questions,
explore emerging concepts or hypotheses, and provide alternative explanations. Both
parties maintained written notes (memos) of each session to be used in reflection and as
part of the study's audit trail, a technique used to determine dependability and
confirmability of the study.

Referential adequacy. Referential adequacy refers to contextual materials that the
researcher used to support data analysis, interpretations, and audits. Obtrusive measures

are videotaping, photographing, or audio taping, specifically done by or for the researcher.
Unobtrusive measures include materials produced without reference to the researcher (e.g.
written texts, photographs, yearbooks). This study relied on audio taping for referential

adequacy for later examination, comparison, or audit.

JOSF LIBRA



55
Member checking. Lincoln & Guba (1985) hold this technique to be the most

important in establishing credibility. It is at this step where the original informants
determine whether the findings accurately represent the experience. The researcher then
weighs the meaningfulness of the member responses to the questions: Does the member
audience recognize the phenomena? Does the analysis help the audience explain their own
experience? Given the uncertainty of the target population's availability for member
checking following the data analysis, the researcher evaluated respondents for potential
inclusion, maintaining such information in the journal.
s pplicabili
The applicability of findings is determined by its ability to be transferred
(generalized), to fit into similar contexts. Establishing transferability is linked to the
condition of representativeness of the data: Are the characteristics of the original sample
fully described to permit comparisons with other samples? Threats to the
representativeness of the study concern elite bias and holistic fallacy (Sandelowski,
1986). Individuals who agreed to be subjects may share qualities of being articulate and
accessible, and perhaps may even be the higher-status members of their group, causing an
elite bias of the sample. Holistic fallacy is the tendency of the researcher to present the
data as being more patterned or congruent than they are, causing the findings to be flawed.
For this study, techniques to establish transferability included the use of thick description
and purposeful sampling.
Thick description. This technique required the researcher to move beyond mere

fact-recording notes and include contextual, descriptive writing to give the reader a feel
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for what it is like to be in that context. According to Lincoln and Guba (1985), what

constitutes appropriate thick description is not yet resolved. They suggest that thick
description should include the widest possible range of information that may be obtained
using purposeful sampling.

The threat of holistic fallacy (how close interpretation of data comes to capturing
the human experience of the HIV-infected mother with an infected child) was addressed
by asking two experts to review the results section and one interview transcript. The
experts consisted of two HIV/AIDS clinical nurse specialists for women (one available at
the target site) and one infected mother who was not a study respondent. Each was asked
how close the study came to reflect their experience with HIV-infected mothers and how
well the categories came to capturing their experiences.

Purposeful sampling. Elite bias was addressed by an ongoing analysis of
demographic data (e.g. socioeconomic status, ethnicity, marital/partner status) to increase
representation or to acknowledge such bias in the findings. Maximum variation sampling,
which provides the means to explore the broadest range of experiences of the respondents,
was used throughout the data collection in this study.

Consistency

The issue in determining consistency is whether the process of the study is
consistent, that is, stable over time and across researchers. In quantitative research, this is
determined by the study's replicability in which "essentially similar inquiry processes under
essentially similar conditions yield essentially similar findings" (Lincoln & Guba, 1985,

p.299). However, qualitative efforts emphasize the identification of the uniqueness of
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human experiences and their documentation. Guba and Lincoln (1981) proposed that

reliability in qualitative research be measured by its auditability, that is, the ability of
subsequent researchers to reconstruct the study's process and logic and thereby arrive at
comparable conclusions given the original data, perspective, and situation. The technique
used for this study was the inquiry audit.

Inquiry audit. The inquiry audit allows subsequent researchers or an auditor to
determine the dependability of the research. It is encumbent on the researcher to provide
the auditor with adequate information revealing how and why findings were reached.
Consequently, it is important that the original researcher maintain records that provide the
auditor with an audit trail that allows the auditor to reconstruct the research experience.
Lincoln and Guba (1985) propose that the researcher provide such an audit trail by
maintaining files that represent Ihé Pphenomena and files that represent the procedures.

Files that represent the phenomena are: raw data files, data reduction files, and
data reconstruction files. Raw data files that contained the information from which all
study findings were derived, such as interview guides, field notes, memos, and tape
recordings or other documentation of interactions were kept. They contained the items
and dates that documented the process sequence. Data reduction files contained the
materials that were used to manage the large amount of data, such as indexing cards, peer

debriefing notes, category development strategies, and visual displays of the data. Data
reconstruction files were used to track the themes from their emergence from raw data to
formation as major themes, such as data analysis sheets, theoretical notes, visual displays

of relationships between categories, or preliminary reports of findings.
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A separate log was maintained that represented the procedures of the study

included: process notes, notes about intentions and motivations, and copies of instruments
and resources. Process notes were kept about decisions regarding procedures, strategies,
or other operational decisions. They included steps that were taken to enhance credibility,
dependability, and confirmability. Files about intentions and motivations included the
original research proposal, personal notes about feelings, biases, thought processes of the
researcher and their influence on the study. Finally, a file of instruments contained the key
questions that guided the inquiry, the preliminary interview guides, and instrumentation
used in data collection and analysis.

Neutrality

The concept of neutrality encompasses the freedom from bias in the research

process and findings. Confirmability is the criterion of neutrality in qualitative research and
is established when auditability, truth, value, and applicability are established
(Sandelowski, 1986). The issue is whether the study findings are relatively neutral; having
reasonable freedom from researcher biases. For this study, the major techniques to
establish confirmability were the confirmability audit, triangulation, and the reflexive
journal (Lincoln & Guba, 1985).

Each technique has been presented in the previous discussions of truth value,
applicability, and consistency. The confirmability audit dovetails with the previous
discussion of the audit trail and therefore is not presented independently.

The reflexive journal provided a means of documenting researcher efforts to

achieve trustworthiness. No study is value or bias free. The researcher acknowledged the
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natural subjectivity that existed throughout the study; initially, as empathy for the HIV-

infected mother as entry into her wérld was gained, and, later, as understanding of her
experience emerged. What was required of the researcher was to be reflexive in views,
thinking, and conduct to continually raise awareness of personal biases.
Summary

This chapter presented the qualitative methodology to explore and describe the
experience of the HIV-infected mother whose child is also infected. A discussion of the
qualitative and quantitative pa:adigms included the rationale for selecting a qualitative
approach and study design. The research design was presented, including sampling, data

collection, and data analysis. Finally, strategies related to establishing the trustworthiness

of the study were provided.
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CHAPTER FOUR
RESULTS
The purpose of this research study was to describe the experience of the HIV-
ositive mother who also has an HIV-positive child. This chapter describes the mothers’
elf-reported experiences and perceptions from the time of their HIV diagnoses through
heir current experiences caring for their children with HIV infection or AIDS. Their
xperiences span the time period from late 1988 through August 1996.

The data will be presented in two major sections: (a) sample description and (b)
najor categories. In the first section, the sample description provides the characteristics as
vell as contextual information related to the family and health of the HIV-positive mothers
vho volunteered to share their experiences. In the second section, major emergent
-ategories of the mothers’ experiences, along with their related concepts, properties, and
limensions will be presented.

Sample Characteristics

The women who bravely stepped forward to participate in this study expressed
heir desire to help other HIV-positive mothers who also had an HIV-positive child.
Mothers hoped that sharing their experiences would increase awareness of the uniqueness
of the phenomenon of the mother-child infection,; that is, its uniqueness from the

xperience of being an HIV-positive woman and its uniqueness from the experience of
reing an HIV-positive mother with HIV-negative children. Ultimately they hoped that
elling their stories would result in the development or allocation of resources addressing

needs specific to the dual infection of mother and child.
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Twenty mothers, each having one HIV-positive child, constituted the sample for
this study. All mothers who participated contacted the investigator and self-identified
themselves as HIV-positive mothers with an HIV-positive child. Interviews were
conducted from October 1995 through December 1996 and took place in the respondent’s
home or a private conference room at a local hospital facility.

All mothers expressed concerns regarding confidentiality. To assure anonymity,
each mother was assigned an identification code which included her age, child’s sex and
age (years.months). For example, a 42 year old mother whose HIV-positive child was a
five month old girl would be identified as 42FO.5. In order to maintain the individuality of
the respondent while ensuring confidentiality, this coding sequence was utilized whenever
the discussion required reference or attribution to specific respondents.

The women who participated in this study are profiled in the following sections. A
contextual description is presented by their composite personal, family, and health profiles.
Personal profiles include age, ethnicity, children in home, partner status, income,
education, religion, and residence data. Family profiles describe household composition
and children in the home. Health profiles include transmission risk factors, timing of

diagnosis, general health, and current treatments for both mother and child. Individual
personal and health profiles for mother-child dyads are provided in Appendices D and E.
Pr f the HIV-positive Mothers with an HIV-positive Child

The collective personal profiles of the HIV-positive mother and her HIV-positive

child include demographic information such as ethnicity, age, education, partner status,

income, religion, and housing (Table 4). Marital or partner status, both at the time of
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liagnosis as well as the present, are reported. Individual profiles of mother-child dyads are
rovided in Appendix D.

Ethnicity. Thirteen of the respondents self-identified as African American, four as
“aucasian, and three as Hispanic. Of the three women identified as Hispanic, two self-
dentified as Mexican American and one as Honduran. All mothers were fluent in English.

Age. The mothers ranged from 22 to 45 years of age with slightly more than half
f the group between 30 and 37 years. The median age was 34.5 years; the mean age was
34.3 years.

Education. Five mothers reported not having completed their high school
:ducation while six were high school graduates. In addition to high school, one mother
1ad vocational training (nursing assistant) and one had an associate degree (medical
1ssistant). Six mothers completed from one to three and one-half years of college
>ducation. One mother had a Bachelor of Arts degree.

Partner/marital status. At the time of diagnosis, 10 mothers were either married to
he father (n = 4) or living with the father (n = 6) of their HIV-positive child. Currently,
ollowing the HIV diagnosis, only one remains married and one lives with the same
artner. Three others are single with an identified partner.

Income. Of the 20 mothers, 18 reported government assistance as their primary
source of income, generally supplemented by other government programs such as Aid to
Families with Dependent Children, Supplemental Security Insurance, or Section Eight
housing assistance). One mother, serving a sentence in a California Department of

Corrections mother-child detention center, reported no income. One mother had full-time
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employment and received no supplemental financial assistance. All mothers reported

receiving financial assistance from family members at some point since their diagnosis. All
mothers also identified participation in research projects and lecture presentations to
secondary schools as additional sources of income.

Religion. All mothers but one reported believing in God. Eleven mothers
participated in organized religious groups identified as Baptist, Catholic, or non-
denominational community groups. Eight did not identify an affiliation with any organized
religious group. One mother reported participation in the Jewish religion while growing up
although she was no longer associated with any organized group. One mother did not
believe in God.

Housing. Twelve mothers maintained their own residence while one mother shared
a residence with her mother-in-law. Three mothers resided in drug and alcohol recovery
residencies. Three mothers lived in housing provided specifically for people living with
AIDS. One mother lived with her child in a California Department of Corrections mother-

child detention facility. One mother resided in a drug recovery rehabilitation group

residence.
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Table 4

Personal Profile
Demographic Description (n = 20) n (%)
Ethnicity African American 13 (65)
Caucasian 4 (20)
Hispanic 3 (15)
Age Range:  22-45
Median: 34.5
Mean:  34.35
Number of Years of <12 5 (25)
Education 12 6 (30)
12 + Vocational training 1 (95
13-15 7 (35)
College Graduate 1 (95
Partner Status Married 1 (5
o before diagnosis 4 (20)
. Single, living w/partner 1 (95
o before diagnosis 6 (30)
Single, with partner 3 (15)
Single, no partner 15 (75)
Source of Income Government assistance programs 18 (90)
Full time employment 1 (9
No income 1 ( 5
Religion Identified religious organization 7 (35)
Non-denominational organization 4 (20)
Belief in God, no group specified 8 (40)
No belief in God 1 (9
Housing Maintain own residence 12 (60)
Share w/other family 1! (5
Drug/Alcohol Recovery-funded 3 (15)
AIDS-funded single family 3 (15)
Drug/Alcohol Treatment Center 1 (95

! Includes one sharing residence with extended family members.
? One mother in California Dept. of Corrections mother-child detention facility.
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Family Profiles

Family profiles of the mothers include household composition and information
about the children in the home (Table 5).

Household composition. All HIV-positive children lived with their mothers except
for one child living in foster care and one child who was recently moved to a pediatric
hospice home. The one spouse that resided in the household was dying of AIDS with his
wife as the primary caregiver. Thirteen households were comprised of the HIV-positive
mother-child dyad, while five included siblings. Number of children in the home ranged
from none to three.

HIV-positive children. Each mother in this study had one HIV-positive child.
There were 10 male and 10 female HIV-positive children total. Their ages ranged from 5
months to 8 years old. The median age was 3 years 11.5 months; the mean was 3 years 8
months.

Except for two, the HIV-positive children in this study lived with their mothers. Of
the two who did not, one shared custody with the foster care placement and the other had
been moved to a pediatric hospice. However, both mothers remained actively involved in
care and treatment decisions as well as maintaining daily contact with the child or
caregivers.

Other children. For 14 of the 20 mothers, their HIV-positive child was their only
child. One of those 14 mothers was in the seventh month of her second pregnancy. Five
mothers had other children living at home whose ages ranged three to ten years of age,

one had other children in foster care. All siblings were HIV-negative.
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Table 5

Family Profile
Description (n=20) n (%)
Household Lives alone 1 5)
Composition With partner/spouse 1 5)
With HIV+ child only 13 (65)
With HIV+ child/other children 5 (25)
No. of Children in o! 1 )
Home 1 14 (70)
2 2 (10)
3 3 (15)
HIV+ Children Male 10 (50)
Female 10 (50)
Age: Range: 5 mo - 8yrs
Median: 3 yr11.5mo
Mean: 3 yr 8 mo
Siblings’ Male 5 (60)
(n=38) Female 3 (40)

Age: Range: 3yr-10yr
Mean: 7yr

! Includes mother with shared custody arrangement with foster parent.

? Includes only siblings living in the home

Health Profiles

The health profiles of the HIV-positive mother and her HIV-positive child were

described by: (1) transmission, (2) timing of diagnosis, and (3) general health and

treatment, if any. Individual health profiles of each mother-child dyad is presented in

Appendix E.
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Transmission risk. Table 6 presents the self-reported risk factors for transmission.
Ten mothers identified heterosexual contact as the primary mode of transmission; none
were aware of their partner’s HIV-positive status. Seven mothers reported dual risk
factors of injection drug use and sexual contact; one identified injection drug use risk only.
One woman was identified as household transmission because she had cared for her
mother dying of AIDS and had no other behavior risk factors. During the period of
caregiving, the woman was pregnant and delivered a daughter. Another mother with risk
behaviors of multiple sex partners, injection drug use, and prison tattoos identified her risk

as unknown because she did not believe anyone “really knows how they got it.”

Table 6

Number of Mothers by Transmission Risk Factors

Transmission Risk Factors No. of Mothers (n=20)
Sexual contact only 10
Injection drug use and multiple sex partners 7
Injection drug use only 1
Household transmission 1
Unknown 1
Timing of Diagnosis. All mothers, except three, were diagnosed as a result of their

pregnancy (n =7) or their child’s HIV diagnosis (n = 10). Of the three who were not, two

had been diagnosed before they were pregnant; one mother-child dyad was diagnosed

following the husband’s AIDS diagnosis.
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Table 7
N rs by Timing of HIV Di i
Timing of Diagnosis No. of Mothers (n=20)
Before pregnancy 2
During pregnancy:
<3 months gestation 2
>3 months gestation 5
At birth of child (or <30 days of age) 3
After birth of child :
30 days - 12 months 4
13 - 24 months 3
25 - 36 months 1

! Mother and daughter diagnosed after husband hospitalized with AIDS symptoms.

Mother’s general health. Table 8 provides an overview of the mother’s

characterization of her state of health, symptoms, and treatment, if any.

Table 8

Mothers’ Self-Report of Health, Symptoms, and Treatment

Description No. of Symptom Treatment

of Health Mothers () = no. reporting () = no. reporting

Extremely 1 Renal failure Dialysis

poor Chronic diarrhea Multiple drug
Pancreatitis therapies
Peripheral neuropathy

Fair 1 Chronic diarrhea AZT

Good/ 18 Asymptomatic (17) AZT (5)?

Very good Clinical markers: ! Pentamidine (1)
T-cells >700 (3) Acupuncture (6)
Viral load undetectable (3) Herbs (7)
Chronic yeast infection (1) Meditation (2)

—_ Counseling (18)
"Not reported by all respondents. 2 One mother currently 7 months pregnant.
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Child’s general health. Mothers’ perceptions of the health of the HIV-positive

children are presented in Table 9. Mothers variously characterized their child’s health

states as extremely poor to excellent. The table below identifies the various health states

reported and the children’s symptoms associated with each.

Table 9

Mothers’ Report of HIV-positive Child’s Health, Symptoms, and Treatment

Description No. of Reported Symptom(s) Treatment(s)
of Health Children () = no. reporting () = no. reporting
Extremely 1 Severe growth & developmental delays All treatment
poor CMV infection terminated.
Comatose; vegetative state >10 days Feeding via
gastrostomy tube.
Poor 4 Chronic upper respiratory (3) AZT (2)
(has 2+ Chronic ear infections (3) Clinical trial (1)
symptoms) Chronic diarrhea (1) No treatment (1)
T-cell <200 ' (1)
Growth & develop delays (1)
Recurrent herpes zoster (1)
Fair 1 Chronic ear infections No treatment.
Good 4 Chronic ear infections (1) AZT (2)
Chronic upper respiratory infections (1) Septra (1)
Viral load '>100,000 (1) No treatment (1)
No illness >2 years (1)
Very good 10 T-cell ! 470-1600 (2) No treatment (7)
or Viral load undetectable ! (1) AZT (2)
excellent Chronic ear infections (1) Clinical trial (1)
Attention Deficit Disorder (1)
No symptoms (8)

! Clinical markers (i.e. T-cell count or viral loads) not reported for all children.
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Summary

In summary, contextual descriptions of the HIV-positive mothers with an HIV-
positive child were provided by obtaining personal, family, and health data. The
information presented in this section provided a general, composite picture of this sample.
The women self-identified ethnic backgrounds of African American, Caucasian, or
Hispanic heritages. Average age for mothers was 34 years 3 months and for HIV-positive
children 3 years 8 months. One fourth had graduated from high school and nearly half had
further education. All mothers but one (employed full-time) relied on financial assistance

from various government sources and family; seven of those had been unable to continue
their employment due to their illness. Half of the mothers participated in organized
religious groups.

For three-fourths of the mothers, their HIV-positive child was their only child.
Owver half the women were infected by partners or spouse with whom they believed they
had a monogamous relationship and most have since divorced or separated as a result.

The women identified heterosexual contact and/or injection drug use as the
Primary transmission modes of their infection. Most mothers were diagnosed concurrent
With their child’s diagnosis during early childhood while one mother-child dyad was
diagngged following the spouse’s diagnosis with AIDS. The majority of the mothers were
ASYymptomatic and characterized their health as very good or excellent. Mothers reported
half of the HIVpositive children as having very good or excellent health although less than
haif ‘Were reported to be asymptomatic. All mothers reported receiving some form of

tr%i%m, while half the children were reported as receiving no treatment.
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While the focus of this section was to provide an overview of the sample, it is
important to view each experience within its individual context. Therefore, personal,
family, and health profiles for each mother-child dyad has been provided in the Appendices
for reference. Thg following section reports the categories, related concepts, their
properties and dimensions that emerged from the mothers’ stories of their experiences.

The Categories

This section will present the major categories that emerged from the mothers’
stories of their experience of being HIV-positive and having an HIV-positive child.
Through the process of coding, categorizing, and conceptualizing, major categories and
related concepts were developed. These categories are: uncertainty, stigmatization,

Jfinding out the diagnosis, effect on family, blame, helplessness, hope, disclosure, and
Coping. The emergence of related concepts, their properties and dimensions, provided the
Contextual description necessary to present these mothers’ experiences.
. Uncertainty

The feeling of uncertainty emerged as a major category for the mothers in this
Study. As one mother stated, “The only thing I'm sure of is that I just ain’t sure.” Related
COncepts emerged from their stories of feeling uncertain about (a) the course of the illness
related 1o opportunistic/recurrent infections, (b) their management of the child’s health,
and (c) the child having a sense of his own future. Mothers also shared their strategies for
Managing these uncertainties, trying to bring some order to their unpredictable life. Table

10 presents the major category of uncertainty, its related concepts, properties, and
dimensjong,
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Table 10
ncertain 1 n Pr Dimension
MAJOR CATEGORY: UNCERTAINTY
SUBCATEGORY: RELATED TO CHILD
Related Concepts Properties Dimensions
Course of Iliness duration short-term - - - - - - long-term
(opportunistic & progression mild - - - - acute - - - - critical
recurrent infections) predictability low---ccccaaanaa- high
(of recurrence)

Mother’s Management of

Child’s Iliness

® assessing symptoms disease knowledge low----cceecana-- high
® selecting treatment

® Pproviding appropriate care  skill level low-----cccenn--- high
Dis.closure to Child

® timing cognition of child concrete - - - - - - - - abstract
® reaction from others to child negative - - - - - - - - - positive

from child to mother negative - - - - - - - - - positive

Child Having a Sense of His
Future
* self-identity level of cognition concrete - - - - - - - - abstract
* effect of diagnosis & prognosis

* finding balance between

Present & future

Living after Dying

* Mother predeceasing child  predictability or oW === cmcemem - high
* child predeceasing mother  uncertainty
'.&ct on survivor - intensity mild------------ severe
c of Tlin

All the mothers shared their experiences with the uncertainty of the course of the

2
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illness, specifically related to the opportunistic and recurrent chronic infections of their
child. The properties and their dimensions of this concept included the uncertainty of (1)

knowing the duration of infections, (2) predicting the progression of each illness, and (3)

the predictability of their recurrence.

31F3.4: So that’s just it, you can’t tell what’s up. You think to
yourself : Is this the one? Is this the one that sends her to hospital?
Is this the one she doesn’t come home from?

43F3.2: It would be one thing if I could figure out a pattern or
something, like clues or hints... I mean, I know I can’t, but if I
could then, well, then I could know... because sometimes it’s not
bad, you know. Sometimes it’s just ‘here’s your Septra’ and the

next check-up, everything’s okay. But sometimes, it just goes on
and on.

22F5.0: . . . she’s doing okay, no problems [knocks on wood]. But
I know what I hear and from what I see that that could change
anytime. So when she gets sick with a cold, it’s in the back of my

mind: will this be the time?

’ f Child’s Illnes

Another concept related to uncertainty was the management of their child’s
illness. Mothers described the properties of this concept as the cognitive knowledge to
assess symptoms so they knew when to seek medical care or provide pain relief, whether
they had selected the right treatment, and whether they were providing appropriate care at
home. Because of the uncertainty of the disease course, mothers were not sure they had
the Proper skills to provide the proper nursing care for their child.

22F5.0: Well, I worry about how I’'m supposed to know if they recommend

the right or the best treatment for her? That’s in the future, but I think

about when I see her now, ‘Am I missing some signs [symptoms] so that

she should get started on treatment?’ I’ve read all I could for now but

really what they’re saying is if and maybe and so forth. I can’t compute in
my mind what that really means to me . . . so we just wait and see.
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43F4.2: So this is how it goes. They are always, always very careful about
consents. Well, I sign them, but I don’t get it. What am I signing?... They
don’t know about the treatments and what they do. Well, if they don’t
know, I guess if nobody knows, how am I supposed to know? How am I
supposed to know when to say ‘No, not that one, this one?’

25M1.8: . . . it [HIV] just makes you feel so uncertain about it all. Will I
find out tomorrow that what we did today was wrong?

35F3.1: I didn’t know how to take care of her at home... she couldn’t
swallow anything and she’d cough all the time. And I’d think she was
going to die. I made the decision to put her in the hospice home because I
felt like I was her mother, but I wasn’t sure if I was doing the right things

for her so that if she started to die, would I know how to help her, like not
to suffer. She is a sick little girl and she doesn’t deserve that [to suffer].

Discl to Chil

Another concept related to uncertainty was the disclosure to the child. Properties
included the timing of the diagnosis related to the child’s level of cognitive development.
Mothers were concerned about the ability of the child to understand the physiological and
psychological implications of having HIV and to keep the diagnosis secret. Properties
related to the concept of disclosure to the child also included reactions from others and

reactions from the child to the mother.

43F4.2: Oh yes, she has to know [the diagnosis] but it’s a question about
when is the right time . . . she has to know when to keep it a secret.

36M7.2: I expect the day’s coming where he’ll ask me how he got HIV
and when, I tell him, I expect that some days he’ll hate me. Especially if
other people hate him for having [HIV infection].
Child Having A Sense of the Future
This concept grew from four mothers expressing concerns that their HIV-positive

children would not have a sense of their own future, that they would lack vision of where
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they fit into the future. Mothers felt that an important part of the child’s development was
the child being able to see a place for themself in the future. However, the mothers also
felt so much about HIV is negative, they were uncertain that the HIV-positive children

would be able to envision themselves as having a future.

36M7.2: If they could stay at a good level academically, that’ll keep them
going far, that’ll let them go far . . . that’ll help them be whatever they want
to be when they get older. But for now, you don’t stop them [from
thinking about future] . . . I’'m afraid that if she can’t see herself, feel like
she’s a part [of the future], that she won’t live. I’m not sure she has that.
They [children] have to see where they fit, get a sense of having a future.
But with AIDS, I’m not sure she has that.

32M4.9: Part of it is that he needs to feel he’s somebody besides
somebody with HIV. He has to get a feel for himself in his own future or
he will grow up to be somebody dying of AIDS. I don’t know how to
know this about him, but I think it’s important for him to feel this even if
he gets AIDS. ‘

34M4.10: Well it keeps you alive living for that [the future], that’s for sure.
With AIDS, or really before AIDS, with HIV you can only figure out
where you’re going to fit in in the future if you concentrate on making it
today . . . so when he hears what HIV means, it will mean something

different than ‘damn, I’'m dead now’ because he sees himself married or in
college or whatever.

35F3.1: It’s that vision that keeps you going, you gotta have it. I couldn’t
give it to her because she has, like, dementia. You know how you sense
you belong somewhere, it’s kind of like that, but out of body in a way.
When you feel like you fit [in the future], like you have a place there, then
you’re a person, not someone who’s dying whose got no future . . . The
question is: How does a child get that [feeling] when she finds out she’s
got a disease like AIDS?

Living Afer Dvi
From the mothers’ stories emerged the experience of uncertainty as to whether the

mother would predecease her child or her child predecease her. The concept name was
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taken from the in vivo code of one mother who discussed the issues facing HIV-positive

mothers whose child is infected also.

35F3.1: I knew she would go first because she was always sickly from the
very beginning. But I wondered what would happen if she was my only
child and really my reason for living. I have my other kids, thank God,
because I wonder if I would have a reason to live.

That’s a big thing, really. We stay alive because who will take in a
child with this infection? We don’t know so we stay alive. But you know,

there’s living after dying no matter who dies first. Either your child lives

after you die and you hope there’s someone to love them, or your child

dies and you’re stuck living. Our group calls that ‘living after dying.” No

matter who dies, someone’s left living.
Strategies to Manage Uncertainty

In their experience with the uncertainties they faced, mothers also shared the
strategies they used to manage them. The strategies were organized into: management of
the illness, the child’s health, and the awareness of the future. Table 11 presents these

strategies and how they were operationalized.

Table 11

Strategies Used by Mothers to Manage Uncertainty

Strategy Action
Management of Course of Illness
* overprotectiveness "watched him every minute"
* overreacted “called the doctor or the hospital all the time, until I

could start to figure some of it out”

o filtered information “started only listening to what I needed because I
found out a lot of stuff that scared me even worse”
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Management of Child’s Illness

¢ seek information from
multiple sources

* manage environment

* use outside agency

77

“started going to the WORLD University to learn
more about treatments and results of clinical trials”

“I talked to people at the Center and got hold of the
manual that listed all the clinical trial results”

“the school will have to know so she can get her
AZT at lunchtime”

“I would have to make sure that they [day care]
uses universal precautions, you have to think of

everybody”

“a lot of kids die at home, but I made the decision to

put her in the hospice home because she was such
a sick little girl”

Management of Disclosure to the Child

o timing the disclosure
¢ not telling anyone
¢ selective disclosure

“when she’s old enough to understand, maybe ten”
“I wouldn’t want it to get around at the school,
because I wouldn’t want her to find out like that”

Management of Child’s Sense of the Future

* integrate future-oriented
thinking with present-oriented
actions

Management of Living after Dying
o arrange legal custody

¢ seek support before
and after child’s death

“take one day at a time with short-term future goals
like going to Disneyland”

“you don’t stop them from [thinking about the
future]”

“have short-term goals that can stretch into longer
goals”

" It’s all arranged. [daughter] will go to Texas
where my friend will take care of her if I can’t."

" We [HIV+ mothers] need to get counseling, see a
therapist, before the child dies and after child’s

death, to help us get through it. It’s too late after
he dies."
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All mothers in the current study reported stigmatization they attributed to their
HIV infection. From their stories emerged concepts related to the phenomenon of
stigmatization. Table 12 presents the major category of stigmatization and the related
concepts of reaction from others and experiencing triple stigma, their properties and

dimensions.

Table 12

MAJOR CATEGORY: STIGMATIZATION
SUBCATEGORY: OF HIV+ MOTHER WITH HIV+ CHILD

Related Concept Properties Dimensions
Reaction from Others intensity low-----c-cccm--- high
* overt behaviors quality of interaction  negative - - - - - - - - - positive
¢ covert/perceived behaviors space (geographic) distant - - - - -------- near
frequency never------------ often
behaviors covert ------------ overt
Triple Stigma
o HIV infection as lethal, attribution discriminate - - indiscriminate
¢ contagious disease degree of fear mild------------ severe
(of contagion)
* presumption by others self-responsibility low----ccococann- high
of maternal drug and (for infection)
high-risk sexual behaviors
* infecting innocent risk awareness not aware - - - - - - - - - aware
victims (by mother)
Reactions from Others

Mothers reported being stigmatized that ranged from relationships with people
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both close and distant to them. They identified close relationships as parents, grandmother,

and even their own siblings. Distant relationships included those with whom the mother
did not have direct contact, but whose actions promoted stigmatization, such as political

or religious leaders, even their own relatives, who promote AIDS as a punishment or

deserved by the recipient.

41F1.1: . . . so when she [grandmother] found out, she put us out. Just out
on the street, just like that. No questions, nothing ... she already had it in her

mind, she already knew ... that you don’t get AIDS unless you asked for it. o

31F1.4 (In 1994): Several weeks ago I was invited to this group as a guest :::;

speaker, I guessed they heard about me doing public speaking. So I went “eadaag
and there was another minister to speak also. So he went before me and it '}m—-"'
turns out that I was supposed to be, I was the one, I was the sinner. Like I ; ““‘
was the example of what happens to sinners. HIV was a punishment for my mf.:n
sins. I never did get to speak. e ac—

While mothers readily identified overt behaviors of stigmatization, some also

reported covert behaviors they attributed to stigma of HIV disease. Their perception of J ,.)
covert stigma was based on the behavior of others when they (a) maintained a physical : )
distance between the mother and themselves, (b) acted uncomfortably despite stating that ,,,:3

HIV was not an issue, and (c) presumed that the mother had a previous lifestyle of drug
use and prostitution for drugs.
Experiencing Triple Sti

Almost all the mothers identified the general stigma of HIV/AIDS as being a lethal,
contagious disease. Fear of contagion increased the stigma of HIV/AIDS.

37M4.6 (in 1995): ... he had [scraped] himself on a shell and I was

going to get the first aid kit . . Well, she [step-mother] ran out

saying, ‘No, no, no! You can’t bring him in here [inside house]!’ She
made me wash himself outside with the hose, and then ran in the



‘4 N §



house and got paper towels, a band-aid, and a plastic bag. She made
me clean him off outside and put the Band-Aid on, and throw
everything in the plastic bag. And then had me hand carry it to the
garbage can.

Mothers who did not have risk behaviors of injection drug use or multiple sexual
partners felt they suffered that stigma of those behaviors anyway. They reported this

experience especially in contacts with health care professionals.

36M3.2: I know when they [clinic physicians or nurses] start getting all
personalized about how did I get the virus, I know they’re looking to see
if I deserved it [being infected]... it makes a difference to them, you know.

22FS5.0: It hurts that when people look at you that they look right away
down at your arms.

Several mothers who reported their transmission risk behaviors related to their

injection drug use (sharing needles and multiple sex partners) also believed they were
stigmatized because they had infected their child. However, mothers infected through

heterosexual contact reported feeling stigmatized for that reason also.

31F3.4: I know I gave it to my baby. I know my baby don’t serve to

have it [HIV infection]. Nobody deserves that. But I don’t deserve it either.
Because I am the reason for my baby going to die but it’s not like I
knowingly infected her, like I knew and I went ahead and not caring if I
gave it to her ... I feel like people think that, that I knowingly gave it to her.

41F1.1: Sometimes they [others] act full of pity [toward child] like ‘poor
baby, never had a chance.’ She is (emphasis) an innocent victim of HIV, but
so am I. The fact that he already knew and he gave it to me and let me get
pregnant, that was devastating to me . . . But people only see that my baby
has it because of me, but I’m innocent, too.

Strategies to Manage Stigma
Mothers reported managing stigma by suppressing (their diagnosis) and/or passing

(attributing any HIV-related condition or circumstance to non-HIV sources). Table 13
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reflects these strategies and how they were operationalized by the mothers.

Table 13
rategi -positive Mothers to M i
Strategy Actions
Suppression of Diagnosis “so I don’t tell [other] and then I don’t have to go into
why I’m not to blame for [being infected]”
“I don’t offer them the diagnosis”
“I just tell them [the recurrent PCP pneumonias] are
from having weak lungs from my asthma”
“If I care [about the person] I just let it slip I got
Passing infected from a blood transfusion so it’s like anybody
could have gotten it”
Summary

All mothers reported experiences of being stigmatized as actual or perceived.
Experiences ranged from people with whom mothers had close relationships to those with
whom they had distant relationshif)s.

The concept of experiencing triple stigma emerged from the mothers who
described feeling stigmatized from all directions. Mothers identified feeling stigmatized due
at least one of the following: (a) because HIV is seen as contagious and lethal, (b) because
of the presumption that they must have used drugs or been sexually promiscuous, and (c)
because they infected an innocent person (their own child). Four mothers reported
stigmatization due to all three of those circumstances.

Mothers used two primary strategies to manage stigma. One strategy was to
suppress the diagnosis, that is, not voluntarily disclosing their HIV diagnosis. Some

mothers controlled feeling stigmatized by passing themselves as normal, that is, attributing
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HIV-related conditions to non-HIV causations to reduce the stigmatization of being
contagious with a fatal disease.
Finding Out the Diagnosis

The category, finding out the diagnosis, emerged as a major part of these mothers’
experience. The category reflects the mothers’ experience in being diagnosed with a lethal,
highly-stigmatized disease oftentimes made during the pregnancy or after the child’s
diagnosis. Mothers were forced to face issues of death and dying at a time generally
associated with life and living.

Their experience and the challenges they faced were related to the timing of the
diagnosis: before becoming pregnant, during the pregnancy, or during the first years of
their child’s life. At a time when mothers were suddenly faced with critical decisions for
themselves regarding terminating their pregnancy and/or making treatment decisions, they
were confronted with their own and their child’s mortality. Emotional reactions of shock,
denial, anger, and depression dominated their lives. Behavioral responses ranged from

depression to an attempt at suicide.
From the mothers’ experience emerged the major category of finding out the
diagnosis and the subcategories of reactions to the diagnosis and timing of the diagnosis.

Related concepts for both subcategories are presented in Tables 14 and 15, along with their

properties and dimensions.
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Table 14

Major Category of Finding Out the Diagnosis, Related Concepts, Properties, and
Dimensions

MAJOR CATEGORY: FINDING OUT THE DIAGNOSIS
SUBCATEGORY: TIMING OF DIAGNOSIS

Related Concepts Properties Dimensions
Diagnosis before pregnancy decision to no----- unsure - - - - - yes
¢ family planning bear children

Diagnosis during pregnancy timing early - ------------- late
* continuation of pregnancy pregnancy pregnancy
Diagnosis after birth

¢ realization of dual impact intensity mild------------ severe
* impact on family reaction negative -------- positive
¢ impact on lifestyle impact no change - - - - - - - - change
* treatment state of illness asymptomatic - - - - - - AIDS
Timing of Di i

The mothers shared their experience from the temporal aspects of being diagnosed
with HIV before they became pregnant, during their pregnancy, or concurrent with their
child’s diagnosis (either at the time of birth or during early childhood). This section
presents their experiences of being diagnosed within the context of those time frames.

Maternal diagnosis before pregnancy. Two mothers reported knowing their HIV
diagnosis prior to becoming pregnant. The mothers had been tested although they were
asymptomatic: one tested “just for fun” and the other at the recommendation of her doctor
due to lifestyle risk factors.

All mothers, whether diagnosed independently or concurrently with their children’s
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diagnoses, discussed the major impact of being diagnosed at this time as their belief that they would

neither have children nor become pregnant in the future. Even mothers who had knowledge of the
reduced perinatal transmission rate with antiretroviral therapy during pregnancy also stated they
believed they would not risk pregnancy. However, two mothers had an additional pregnancy after

having their child diagnosed with HIV; one mother was in her seventh month of pregnancy at the

time of the interview and the other mother delivered an HIV-negative child.

Maternal diagnosis during pregnancy . Seven mothefs were diagnosed during their
pregnancy: two in the first trimester, five at six months or later. The two mothers who
knew of their diagnosis prior to becoming pregnant had their pregnancies confirmed in the
first trimester.

Two mothers were diagnosed through routine testing' performed as part of the
prenatal care regimen. Five mothers were diagnosed through testing recommended by
health care providers as a result of self-identified maternal HIV risk factors of injection
drug use or partner with injection drugs.

All pregnant mothers in their third month of pregnancy faced the decision of
whether to continue their pregnancy. They identified three factors influencing their
decision: the advanced state of the pregnancy; the pressure from medical staff, and their

religious or moral beliefs.

42F0.5: And so they told me that there was an 80 percent chance my child
would be positive. But I was already six months pregnant, so I couldn't
terminate the pregnancy.

Q: If you had known earlier, would you have terminated your pregnancy?

42F.05: Yes, I think I would have.



N
N
v

13

-
!




85

Moreover, mothers reported feeling pressured by doctors to terminate their
pregnancy. 31F1.4, diagnosed at 3-1/2 months pregnancy in Texas, and 45M4.0,

diagnosed at 3 months pregnancy in Oakland, California shared their experiences.

31F1.4: The doctor gave me 24 hours to decide on abortion . . . They said
if I kept the baby I would only live six months and the baby would come
out severely deformed and all. They told everyone the same thing and the
same choice for everyone . . . There was people in there left and right
getting abortions. They just didn’t want ANY AIDS babies.

45M4.0: . . . they [doctors] really sat down and talked to me and told me
what it was, how it would affect my fetus, my child. They kind of strongly
suggested that I have an abortion. They wasn’t trying to te/l me what to
do, but they was saying ‘You don’t want to bring a child into this world

that got AIDS. He’s going to be sick all the time. I mean, he might not live
to be a year.’

Despite the early nature of their pregnancy, some mothers attributed their

decisions regarding terminating their pregnancy to their moral or religious beliefs.

42F.5: I believe that for an abortion there has to be a good reason. I didn’t
have that reason because this wasn’t a rape or incest and so there wasn’t a
reason to have an abortion.

45M4.0: So he [doctor] sat down with me and told me that I was HIV-
positive. Course, I didn't know what that was. I said, ‘What is that?’ and he
said, ‘Well, that’s the virus that causes AIDS and you could die from it.’ ...
then it really came to whether to keep the baby or not, because I was three
months along. Did I want to terminate the pregnancy? I might have if I
wasn’t in church, but as far as being in church and stuff, I couldn’t do it.

All mothers were asked whether they would consider abortion if the state of their
pregnancies did not preclude abortion as an option. Seven would not have considered
abortion and two were not sure. Eleven reported that they would, or probably would have,
terminated their pregnancy.

Maternal gigggggf is concurrent with or following child’s diagnosis. More than half
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the mothers were diagnosed after their child had been diagnosed with HIV. Of those, three

were diagnosed in the newborn period, usually within 30 days of the child’s birth. One
mother was tested for HIV following the baby’s positive gono;'rhea test and the other two
due to the infant’s small size for gestational age and/or premature delivery coupled with
their history of injection drug use. Of the eight children diagnosed during early childhood,
most of the mothers lacked identifiable risk factors so that HIV testing of the child was
performed after exhaustive diagnostic attempts failed to determine the source of the
child’s chronic or acute illness. All eight mothers who had a history of injection drug use

had previously tested negative for HIV at least once. In all cases, the mothers’ diagnoses

quickly followed the children’s diagnoses.

35F1.1: Looking back, when she had spinal meningitis when Mxx was two
months old, that was probably the first sign of her AIDS. She had knots on
the back of her ears, but I didn’t know. I didn’t know ... The doctor
thought it was probably leukemia. I thought it was sickle cell because sickle
cell trait runs in our family. The therapist at the Developmental Center
suggested an AIDS test. I was shocked [at the suggestion].

30F8.0: She was about 18 months and she had PCP pneumonia three times
and they couldn’t figure out why . . . They didn’t think to test her because I
was a heterosexual woman, so they didn’t think to test me . . . I had
swollen lymph glands . . . for about two years and they just said, ‘You’re
one person who gets lots of colds and flus . . . they probably won’t go
down.” So one doctor from Mt. Zion got real smart. He said, ‘You know
what? Your mother died from AIDS. You took care of her. Why don't we
go test this baby for that?’

These mothers identified issues that they faced immediately after the child’s
diagnosis: implication of the diagnosis for themselves; impact on relationships or lifestyle;
and decisions regarding treatment. Three mothers described the dual impact of their

child’s HIV-positive diagnosis; that is, their child not only had a terminal illness, but they
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had it as well.

35F3.1: . . . During that time [of the HIV test], Mxx was nine months old
and weighed 14 pounds ... They told me she was positive. Because I knew
she had never had a blood transfusion or anything, I knew I had to have

given it to her. So, in a sense, they were telling me that I had it.

30F8.0: That [suggestion to HIV test the child] blew my mind. My child

ain’t had no intercourse . . . ain’t no drug user . . . ain’t had no blood

transfusion. Why you want to do all that? I thought. But I let them do it

and then it came back ... and then they said, ‘Let’s test you.’

36M3.2: I had always taken HIV tests before and I never had it. I had

never shot drugs, but I did hustle myself for crack. So when my baby was

born too early. . . he was only two pounds, I figured it was from doing

crack, not because of HIV. So I was shocked for my baby and for me.

Moreover, eight of the eleven mothers in this group had been infected by husbands
or partners who knew, but did not disclose to the women, their HIV-positive status. The
impact on relationships was immediate as mothers described their reactions to these
partners or spouses as shock at learning the partner’s positive status and risk behaviors
(generally injection drug use and/or sexual behavior); as anger that partners did not reveal
their infection; and as hate for the partner for causing the mother to be the vector of their
child's infection. All but one of the women with partners or spouses in this group have

subsequently separated or divorced.

The four mothers whose risk factors were injection drug use or sexual behaviors
related to drug use were immediately faced with lifestyle decisions. These mothers had to
enter a recovery program if they wanted to have eventual custody of their child. By the
time of the children’s discharge following their birth, none of the mothers were allowed

custody so that all the children were placed with a relative or foster care. All mothers have
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regained custody of their HIV-positive child although some of their other children remain
in the custody of other family members or in foster care homes.
One mother became infected while caring for her mother who ultimately died of

AIDS. Unaware of the diagnosis, the daughter cared for her mother during her pregnancy
and after her child’s birth. Subsequently, the daughter and her child were diagnosed almost
two years after the mother’s death, after the child’s repeated pneumocystis carinii
pneumonia infections. The father was HIV-negative. Married at the time of the interview,
they were separated and planned to divorce due to the emotional and financial stresses of a
family living with AIDS.

30F8.0: I'm still married but separated . . . [It’s] all the stress of trying to

deal with having a family infected. He wants to have a life and we really

can’t have a life he (emphasis) wants... You know, she was always sick, we

were always sick. So that was in and out of the hospital constantly.

He had to take off work and so . . . he lost a couple of jobs. So he

really had a lot to got through, so we figured it might be easier for him to

get his life situated and get started if he was in another household. And that

way me and my daughter could get full benefits for ourselves if we’re not

considered still married to him. Cause see, still being married to him cut us

off of a lot of our benefits. . . just one of [daughter’s] medicines cost a

thousand dollars and she’s taking like four different medicines everyday

plus she goes in for IV gamma globulin. That’s every (emphasis) month.

Who’s going to afford that?... My AZT is four hundred something dollars.
That doesn’t include all the other fifteen tablets I’m taking.

While all mothers in the study eventually faced treatment decisions for themselves
and their children, mothers identified their dilemma as whether or not to treat their
children and/or themselves. If yes, then what treatment? They reported their decisions to
receive treatment as strongly influenced by their physician’s advice.

45F6.6: She [HIV-positive daughter] is on AZT right now . . . They
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[doctors] just wanted to try this first to see how this would work for her

and then add another one and then another one. That’s how the doctor
wants to do it.

Decisions not to receive treatment were primarily attributed to fears surrounding

current drug therapies.

31F1.4: For myself, I would take the drugs, but never AZT again! I've
heard about acupuncture and am about ready to try it ... But for my baby, I
would never, never give her anything toxic like the drugs they have. I don’t
think they know what they’ll do to the children.

25M1.8: I think we should just wait and see. Maybe the drugs they have

out could help him, but could they make him worse too? I’m hoping he’ll

get better and the [T-cell] counts will come up without it. If he dies

anyway, how would I know if it was from full blown AIDS or those drugs?
Reaction to Diagnosis

All mothers were willing to share their emotional and physical reactions to finding

out their HIV-positive diagnosis. These reactions occurred independent of the timing of

the diagnosis. Table 15 presents the major category and related concepts.

Table 15

Major Category of Finding Out the Diagnosis, Subcategory of Reaction to Diagnosis,
Related Concepts, Properties, and Dimensions

MAJOR CATEGORY: FINDING OUT THE DIAGNOSIS

SUBCATEGORY: REACTION TO DIAGNOSIS

Related Concepts Properties Dimensions
Emotional Reactions

e diagnostic shock intensity mid ------------ severe
* denial extent acceptance - - - - - - - - denial
o depression intensity mild ------------ severe
Behavioral Reactions

* depression intensity mild ------------ severe
¢ drug/ETOH use frequency decreased - - - - - - increased
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Emotional reactions. Emotional reactions ranged from diagnostic shock to severe

depression. Table 16 presents the descriptions reported by the mothers.

Table 16
Mothers’ Descriptions of Emotional Reactions to Finding Out the Diagnosis.
Reaction Mothers’ Description of Emotions
diagnostic shock ¢ feeling overwhelmed

o feeling devastated
denial o disbelief

o re-tested child
depression * crying

¢ unable to concentrate

¢ unable to talk about it

‘not caring’ about HIV-positive child or other children

Diagnostic shock. Only one mother, diagnosed through routine testing in her sixth
month of pregnancy, did not report being shocked at her diagnosis. Even mothers who had

known risk factors described their reactions as feelings of shock and being overwhelmed

or devastated by the diagnosis.

31F1.4 (diagnosed before pregnancy): . . . Me and another girlfriend went
in and got tested . . . just for fun. We were fooling around and just went in
the [college] health center and got tested. I was shocked, really shocked. I

tested positive. It wasn’t like I was whoring around or nothing. So I was
really shocked.

45M4.0 (diagnosed at 3 months pregnant): The doctor said I was HIV
positive, ‘You could die from it.” I thought HIV was something that was
bad, but I would just take something for it and be cured. After I read the

literature he [the doctor] gave me to take home and read, it was too
overwhelming, it was too much.

36M3.2 (diagnosed one week after birth): I had always taken HIV tests
before and I never had it. I had never shot drugs, but I did hustle myself for

A



,

3




91

crack . . . But when they told me, I was shocked. I was shocked beyond
words.

Denial. Two mothers, diagnosed following their child’s diagnosis, reported feeling

denial after the initial HIV diagnosis.

45F6.6: Yeah, well, the doctor just told me and then they sent me to a lady
to talk to. I was like in denial at the time and I was just thinking maybe

they made a mistake. Then I had her [daughter] tested again [pause] and I
found out again she was positive.

37M4.6: I have a real hard time looking that far into the future because m—

since the diagnosis and since my acceptance with the diagnosis, cause in the E"‘"

first two years I was in denial . . . It couldn’t be me, it couldn’t be me. It ,,.;

was hard to accept that someday I was going to die sooner than I thought -

or had expected. =

Depression. In the immediate period Following their child's or their own diagnosis, m
sixteen mothers (many of whom had also expressed feeling devastated and overwhelmed )
by the diagnosis) reported that they spent extended periods of time crying and were 1
unable or barely able to function in daily living activities. Eight reported they were unable "’)
to even speak the diagnosis aloud. =

30F8.0: When I found out about my daughter, it hit me. I didn’t do much
of anything but sit around and cry. I cried so much. I’d just hold her and
cry. There’s nothing I could do but hold her and cry, cry, cry. I could

I,
barely think straight. A
42F0.5: During my pregnancy I was having a lot of pain in my lymph nodes \ )
. . . and me taking all kinds of antibiotics . . . and blood tests to see if it was

something in my blood . . . So the lady said, ‘Did you ever have an HIV
test?” And I said no, because I don’t use drugs or nothing like that. And
then when I took it, I found out I was positive . . . I cried for about a whole

month straight. I couldn’t tell nobody nothing. I would just cry when I
would talk about it. It’s been devastating.

34M4.10: It didn’t matter I was still doing [drugs]. I’d just lay around
feeling bad and couldn’t decide what was happening. I couldn’t eat or think

AN
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or figure out what to do. I just thought, ‘Damn, my life’s over with now.’

It was like I was too depressed to even care about my baby.

Behavioral reactions. As with their emotional reactions to the diagnosis, the
mothers’ behavioral reactions occurred independently of the timing of the diagnosis. Two
areas in which behavioral responses were described were related to depression and

drug/alcohol use. Table 17 presents the behaviors reported by the mothers.

Table 17

Mothers’ Descriptions of Behavioral Reactions to Finding Out the Diagnosis

Reaction Mothers' Description of Behaviors

depression lethargy
decreased/loss of appetite
unable to perform routine activities

attempted suicide

drug and/or alcohol related

no change in drug/alcohol use
behaviors

entered recovery program

relapsed into previous drug/alcohol use behaviors
increased alcohol intake

Depression. Nearly three-fourths of the mothers reported mild to severe behavioral
symptoms of depression. Behavioral symptoms ranged from the inability to get out of bed
to feeling too tired to participate in daily activities of living or care for their children to

one mother’s attempted suicide.

36M?7.2: I spent so much time crying . . . some days I would wake up and
not even get out of bed. I was just heartbroken. (crying) It’s just so hard.

35F3.11: I didn’t care about my other kids at home. | was in such despair
like. It was so I couldn’t get up - I didn’t even want to get up.
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45M4.0: It [the diagnosis] was just too much. It was just too much. It was
too much to handle . . . After reading the literature he [doctor] gave me to
take home and read, it was too overwhelming, it was too much. [Her
sister] had taken the kids for the weekend to give me a rest, so then I didn’t
really think about the baby I was carrying. I just took a bunch of sleeping
pills and tried to kill myself. And a friend found me just in time. It was just
too much to handle.

Drug and/or alcohol-related behaviors. Six mothers had reported injection drug
use as potential risk factors. Two mothers had already completed recovery programs
before their pregnancy. Of the four mothers that entered drug and/or alcohol recovery
programs following their child's birth, one mother entered in the postpartum period, two
entered after the child’s first birthday, and one after the child’s second birthday. All four
mothers cited their HIV-positive child as their primary motivator to enter, continue,
and/or return to their recovery programs. Two of these mothers reported relapses and

attributed it to the stress of learning the dual infection.

35M3.6: She [child’s previous foster mother] doesn’t like the fact
that I relapsed. She said, ‘Txxx is your priority.” That’s easy for her
to say. Now you try to be in my shoes. First of all, finding out I'm
HIV, [being told] in the street . . . I was insecure about being a
parent in the first place and then be a parent of a baby that’s
medically fragile. It was scary. It was like really, really scary.

36M3.2: Well, I wasn’t going to get custody after my baby was born. I
knew that. But my sister said she would take the baby, even not knowing
nothing about medicines or HIV care. She said she would help my baby
but not me until I got into recovery. That took a couple years. I thought
that by then my baby would die, but he didn’t so I figured he needed me.

One mother described her experience of drinking heavily following the diagnosis

of her child and herself.

35F3.11: 1 went through a lot of self-destructive things. So I just
started drinking and it took about three months of putting down
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Jack Daniels that I finally took a good look at myself and decided I

was the only mother of my other kids and I needed to be a mother
to them.

Summary

In summary, two mothers were diagnosed prior to their pregnancy with
eight diagnosed during their pregnancy and ten subsequent to their child’s diagnosis. Two
mothers reported pregnancies, characterized as unplanned, after their last child had been
diagnosed with HIV infection.

Eight mothers discussed their decision of whether to terminate their pregnancy.
Mothers diagnosed during their pregnancies identified primary factors that influenced their
decision whether to continue their pregnancy to term: (1) the advanced state of the
pregnancy and (2) their own moral and spiritual beliefs. Four mothers reported feeling
pressured by their physician(s) to terminate their pregnancy.

Despite the time of diagnosis or the mode of transmission, all but one mother
reported being shocked at the diagnosis. The majority of mothers variously described
feelings of shock, devastation, and/or being overwhelmed by their diagnosis. Only one
mother reported denial of the initial diagnosis and had her child retested.

Four-fifths of the mothers reported emotional characteristics of depression
following their HIV diagnosis. Depression was characterized by the mothers’ crying for
extended periods of time.and their inability to concentrate or talk about their diagnosis.
One-fourth of all mothers reported behavioral characteristics of depression as well:

lethargy, decreased/loss of appetite, and/or inability to perform routine care for self and/or

children. One mother reported attempting suicide.
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The other major behavioral responses to the diagnosis were related to drug and/or
alcohol use. One mother with no history of excessive alcohol intake reported she drank
heavily for three months following the diagnosis. Four mothers entered residential
recovery programs; two continue in their programs while two have completed theirs.

Effect on Family

The stories of the mothers’ experiences with family varied according to the level of
their relationship. Each level had its own set of dynamics that influenced whether the
relationship was enhanced, maintained, changed, worsened, or ended as the result of the
mother’s HIV infection. These levels of family: the individual (mother), mother-child,
mother-spouse/partner, extended, and distant family relationships emerged as
subcategories. Related concepts reflected the effects of the maternal-child HIV diagnosis
within each subcategory.

Mother: Self-Identity

All the mothers expressed sadness at some aspect of their maternal role. Mothers
of only children discussed their difficulty in establishing an identity, while mothers with
other children struggled to maintain their maternal identity. Several mothers wanted to
preserve their identity as the mother should they predecease their child. Grounded in these
experiences, three concepts related to the major category of effect on family emerged:
establishing, maintaining, and preserving the identity as mother. These concepts, their

properties and dimensions, are presented in the following table.
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Table 18

Major Category of Effect on Family and Subcategory: Mother: Self-Identity, and Related
Concepts, Properties, and Dimensions

MAJOR CATEGORY: EFFECT ON FAMILY
SUBCATEGORY: MOTHER: SELF-IDENTITY

Related Concepts Properties Dimensions

Establishing Identity maternal behaviors/ restricted- - - - - - - - unrestricted
interactions

Maintaining Identity health asymptomatic- - - - - - - - - AIDS
level of caregiving low ==--cmcmmacaaaa- high

Preserving Identity longevity less--------cuconan- greater
(maternal) than child than child

Establishing identity as mother. All mothers expressed the difficulty in establishing
or maintaining their role as mother at some period during their HIV illness. As reported,
fifteen children were the only children in the family. One-fourth of their mothers were 39
to 41 years old at the time of diagnosis. One mother said she would have ended the
pregnancy if diagnosed earlier. However, these mothers felt they had no chance 7o
establish an identity as a mother, since they believed the likelihood of mother or child
surviving together was extremely poor. They reported struggling with establishing a
maternal identity believing that they would never have more than several years with the
child. |

Other mothers, whose ages ranged between 20 and 35 years at the time of their
diagnosis, had looked forward to beginning their family. All had planned to bear

other children. They struggled with accepting their role of ‘mother with a dying child’ and
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the loss of their identity as a mother.
37M4.6: When I got pregnant at the age of 32, it was miraculous. They
said my chance of conceiving were 2%. If I were to get pregnant, my
chance of having the baby were 6% . . . It was hard when they made me
stop pumping for milk. I started giving him formula, that was hard because

just at the age he was being able to suck on my breast, that’s when they
asked me to stop breastfeeding him.

[Breastfeeding] was very important. I’ve always wanted to

be a mother and have a family. (crying) That was important to me.

The fact that this man had given this to me and didn’t tell me with

my first and only child was devastating.

Maintaining identity as mother. Mothers who had other children struggled more
with trying fo maintain their identity as a mother. They wanted to keep things as normal
as possible, until their health or their child’s health required them to alter their family
routine. Mothers wanted to maintain their identity as a ‘mother,’ rather than ‘the person
with AIDS.’ To do so, mothers reported they either denied (subconscious blocking out of
emotional experience) or suppressed (conscious decision to delay facing an unwanted
conflict) their diagnosis.

36M7.2: I have to pretend like I don’t have it. That way, nothing changes

right now. There’s no sense in changing anything until we have to. We’re

both feeling good so I just watch out for everybody. I mean, it’s in the
back of my mind right now but there’s no sense in bringing out now.
31F1.4: 1 pretend I don’t have it. I ignore it and just put it out of

my mind and as long as I'm feeling okay, I don’t have to think
about it. I don’t have it. I just never think that I have it.

Preserving identity as mother. One issue facing mothers was the uncertainty of

predeceasing their child. Half the mothers felt that they would probably die before their

child and that the child would not remember them. Because someone else would raise
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them, there would be no preservation of their identity as mother as the person filling the

mother role would likely assume that identity.

31F1.4: 1 worry, well, I’'m afraid that my daughter won’t remember
me. Like with my mom, I have a snapshot of her and I use that to
comfort me sometimes. So I need something like that for my
daughter, even if she doesn't live long after I go first . . . I want her

to have something positive of me, so maybe I'll tape one of my
presentations.

32M4.9: So you do the best you can and hope that something of
you stays with your child after you’re long gone. That’s part of the
sadness, that you only get one child and you’re probably going to
die when he’s young. He can never say, like, that’s my mom when

he sees my picture or something or people talk about me. Someone
else will be his mom and that’s okay, but I should have had the
chance, too.

The Mother-Child Relationship

More than half described their relationship with their child as special because of the
bond formed by their dual HIV infection. Mothers who were asymptomatic were more
likely to stress qualities of the relationship as supportive, providing affection, and giving
the mother a reason to live.

22F5.0: I have to stay alive for my daughter. She has no chance
without me. When we return to my family, I don’t know how it’ll
be for sure, but we’ll help each other ... Right now she’s a perfect
little girl, she helps me with her father [dying of AIDS] and she’ll
need me; we’ll need each other when he dies.

However, mothers who had HIV-related symptoms or whose child was
symptomatic emphasized the caregiving aspects of the relationship. They reported the

need for respite but, at the same time, were hesitant to leave their child.
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Effect on Fami lationshi

Mothers described the effect of being HIV-positive on the immediate family from
four perspectives: the mother-spouse/partner relationship, the immediate family
relationship, the extended family relationship, and the distant family relationship.
Immediate family members were generally the partner or spouse and children. Extended
Jfamily included maternal grandparents and parents, in-laws, mothers' siblings, and any
other relatives who participated in family events regularly (e.g., birthdays, holidays). Most
often they were aunts, uncles, even second or third cousins. Distant family referred to
relatives living in other parts of the state or country with whom they had less frequent,
more formal contact (e.g., weddings, Christmas card exchange).

The following section presents findings on the effect on the family by identified
subcategories of. mother-spouse/partner relationships (married, single with partner at
diagnosis, and single with no regular partner); immediate family; extended family, and
distant family. Related concepts, their properties and dimensions, will be presented.

Married mothers. Three of the four mothers married at the time of diagnosis were
now separated or divorced. Two mothers attributed the dissolution of their marriage to

the husband's HIV-positive status of which they had been aware. One mother felt her
relationship had been enhanced by the family’s illness. Her love for her husband had
always been strong, but was now ‘fuller’ because of the circumstances of the family’s
infection. Her husband’s recent diagnosis of AIDS was their first experience with HIV
disease, he was dying at home, and had been a ‘good husband’ to her. Table 19 presents

the subcategory of Mother-Spouse/Partner Relationships, its concepts and dimensions.
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Table 19

Major Category of Effect on Family, Subcategory of Mother-Spouse/partner
Relationship, Related Concepts, Properties and Dimensions

MAJOR CATEGORY: EFFECT ON FAMILY

SUBCATEGORY: MOTHER-SPOUSE/PARTNER RELATIONSHIP

Related Concepts Properties Dimensions
Relationship Enhanced  quality (before diagnosis) supportive - - - nonsupportive
partner HIV+ status known--------- not known
partner health status asymptomatic - - - - - - - AIDS
Relationship Maintained  source of transmission other ------------ spouse
quality (before diagnosis) supportive - - - nonsupportive
duration of association short -------ccuun-n- long
Relationship Ended source of transmission other ------------ spouse
blaming the other by spouse ------ by mother
financial stress low = -ccccecacana-- high
risk behaviors continued --------- ended

One mother, infected when caring for her dying mother, cited financial need

compounded by the spouse’s stress in coping with the effect of the disease on his family as

the reason for separating.

30F8.0: He had to take off work jobs. . . so he lost a couple of jobs.
. . . still being married to him cut . . . benefits . . . one [prescription]
costs a thousand dollars a month . . . That doesn’t<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>