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This research study is a description of the meaning of membership in a network of 

families affected by HIV-AIDS. Four network members were interviewed using a 

phenomenological approach to guide the inquiry. Narrative descriptions were generated 

which revealed six essential themes. They were: "Reaching Out to Each Other", 

"Building a Foundation", "Sharing Hope", "Growing Stronger", "Respecting and 

Accepting", and "Belonging Together." One Metatheme emerged "Building a 

Community." The implications for nursing practice, education and research are discussed. 
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CHAPTER I 

INTRODUCTION 

Scientists worldwide have embarked on a mission to understand and halt the 

epidemic of the human immunodeficiency virus (HIV) and acquired immunodeficiency 

syndrome (AIDS). The devastation of this modern day affliction knows no boundaries. 

AIDS has been reported worldwide. In this century we have witnessed and benefitted 

from the scientific development of antibiotics and vaccines. Until now there has been 

little that modern medicine has not been able to cure. That was until the onset of HIV

AIDS. There are no magic cures to render people infected with HIV noninfectious, and 

no vaccines that will stimulate the human immune system and argument its ability to fend 

off this enemy. HIV-AIDS have the distinction of being the first pandemic of the second 

half of the 20th century (Lynch, 1992). 

HIV-AIDS is now in its second decade and is not an epidemic of only gay white 

men as once thought, but a disease that is infectious; it can affect anyone. As stated on a 

popular poster, "If one wants to know who can acquire AIDS, ask any of the men, women 

and children dying of AIDS." As of November 1995, there were over 513,486 reported 

cases of AIDS in the United States, and the numbers continue to increase (Center for 

Disease Control, 1995). The CDC also reports that, for every reported AIDS case, another 

6-8 people are infected with HIV, with women and children constituting the fastest 

growing group. The number who are HIV positive according to the CDC is estimated to 

be 1 million in the United States (Center for Disease Control, 1996). HIV-AIDS brings 
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with it discrimination, homelessness, poverty, violence, loss of job and family support, 

abandonment, loneliness, guilt, helplessness, hopelessness, and the fear of being 

ostracized by the medical community and the public. 

Unlike the cause of many other potentially fatal diseases, HIV is communicable. In 

addition, there is no cure and most treatments are, at best, experimental. Knowledge of 

the cause of this disease, its progression, and the activity of the virus itself is still 

incomplete (Lynch, 1992). As a result, considerable fear exists about AIDS, as well as 

negative reactions towards those even suspected of being HIV infected. This 

phenomenon has been referred to as "AIDS-Related Stigma." This stigma can have 

devastating effects on HIV positive or AIDS infected families. Studies dating back as far 

as Selye's 1949 Theory of General Adaptation Syndrome, demonstrated that stress can 

have devastating effects on individuals (Lynch, 1992). This theory linked environmental 

stressors to adrenocortical activity in the body, and implied that continued severe 

stressors would lead to exhaustion of physiological processes and disease or even death. 

Psychosocial support groups have been shown to facilitate adjustments to stressful life 

events and to decrease vulnerability to stress related disorders (Lynch, 1992). Support 

groups have become necessary for many HIV positive or infected individuals, especially 

as AIDS shifts from the gay community into the heterosexual community where support 

may not be readily available. 

Caregivers of family members infected with HIV also face unprecedented 

challenges. These families struggle to cope with uncertain causes of the illness and 

stigmas associated with the disease. Extreme poverty is often prevalent and this disease is 

the final insult that pushes the already vulnerable families over the edge. Faced with 

public fear and ignorance concerning HIV, many families, regardless of their social 
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economic status, are unable to turn to their usual informal support network. The resulting 

profound social and emotional isolation characterizes the experience of many families 

caring for individuals infected with HIV or AIDS. 

The Aim of the Study 

The aim of this study is to explore the lived experience of membership in a network 

of families infected or affected by HIV or AIDS. For the purpose of this study, caregiver 

is the name ascribed to any individual from a family involving HIV-AIDS, whether they 

themselves are infected or affected by the HIV virus, are a parent, foster parent, 

grandparent, sibling or significant other. It is the researcher's desire to fully understand 

what it is like to live in the world infected or affected with the HIV virus and give and or 

receive support from a family support network. By studying what it is like, the true 

meaning of the experience can be described. HIV and AIDS literature often includes 

information about fear, isolation, and the negative reactions of people associated with 

HIV-AIDS, or with those individuals suspected of being HIV infected. Support groups 

are frequently mentioned, but the literature does not describe what it is like to care for a 

family member with HIV-AIDS and belong to a network of families. 

Family support systems are often activated when a life-threatening or chronic 

illness affects a family. However, when individuals hear the words "AIDS" or "HIV 

infection," they often become apprehensive and do not know what to say. Nor are they 

able to care for or provide support to the infected individual, because they themselves do 

not know what to feel or how to respond. This reaction has been described in numerous 

publications on AIDS (Flaskerud & Calvillo, 1991; Flaskerud & Nyamathis, 1990, 1989; 

Flaskerud & Rush, 1989; Jemmott & Jemmott, 1991; Williams, 1991). The profound 

social and emotional isolation that results is often difficult to understand and accept. 
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It is, therefore, the intent of this researcher to interpret the meaning of membership 

in a network of families infected or affected by HIV. Using a hermeneutic 

phenomenological perspective, this researcher investigated the meaning of the experience 

as described by individuals experiencing and Jiving the situation in their day to day Jives. 

Hermeneutic phenomenology is a human science which studies persons; 

phenomenology is the study of the life world, the world as we immediately experience it 

pre-reflectively, rather than as we conceptualize, categorize, or reflect on it (van Manen, 

1990). Phenomenology aims at gaining a deeper understanding of the nature or meaning 

of everyday life. The task of phenomenological research and writing is to construct a 

possible interpretation of the nature of a certain human experience (van Manen, 1990). As 

a nurse doing hermeneutic phenomenological research, I bracketed any preconceived 

knowledge, beliefs and values of what it is like to be a member of a Family Network, and 

be infected or affected with HIV. Bracketing describes the act of suspending one's 

various beliefs in the reality of the natural world in order to study the essential structures 

of the world (van Manen, 1990). By doing this, assurance that the nature of the 

experience as described by the participants was a pure description of what it is like to be 

a member of a Family Network. The full meaning of the experience came to life and 

themes emerged. Interpretation of the meaning of the experience by the actual 

membership of the Family Network as they experience it pre-reflectively, was 

undertaken. An increased understanding of this experience can give direction and 

meaning to nursing practice (Munhall, 1992). 

Personal Perspective 

As a nurse and educator in a 1500 bed multi-hospital system, I am responsible for 

neonatal and pediatric staff education, and have experienced observation of staff nurses in 
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their nursing of children with AIDS. Initially these children and their families are cared 

for like any other pediatric admission. The child is admitted to the floor, an extensive 

workup is performed and eventually the patient is discharged with a diagnosis of AIDS. 

The one difference with this child, compared to other children, is that the parents or other 

family members may also be infected with HIV. With each subsequent hospitalization, 

the child and family become more immune compromised until finally one, or all of them 

dies. This experience leaves many nurses feeling helpless and hopeless. Nurses have 

asked the researcher, "Why do physicians continue to prescribe medications and 

medically treat this child who is going to die anyway?" 

As part of the effort to assist staff nurses to understand this phenomenon and 

increase their knowledge of AIDS and its effects on families, the researcher became 

personally involved with a comprehensive pediatric primary health clinic. Observation 

revealed how the nurses and other members of a interdisciplinary health care team care 

for these same children and their families, but they did not seem to share the same sense 

of helplessness and hopelessness as the staff nurses. Instead, they cared for and nursed 

the children and their families with the hope of one day finding a cure. These families 

seemed to savor each and every moment as a new beginning, living each day to the 

fullest. 

In the summer of 1993, an opportunity to attend a family and community network 

training project sponsored by the Association for the Care of Children's Health (ACCH) 

was presented. This organization was aware of the many challenges and struggles these 

families face, as well as, the uncertain course of the illness and the stigma associated with 

the disease. ACCH has been working with families since 1988, to develop a network of 

families infected and affected by HIV and AIDS demonstrating the benefit of networking 
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for these families. This network now numbers over 325 families, representing 33 states. It 

includes birth parents, foster parents, adoptive parents, and extended family members. It 

is believed that the families can serve as mentors and guides for other support networks 

in areas that do not have community support and knowledge resources (ACCH, 1993). 

Locally, with the assistance of the pediatric primary health clinic, a core group of 

women whose families were infected and affected by HIV met with the goal of starting a 

Family Network. Initially, it took a lot of hard work and courage for these women to 

come together and talk about themselves and their situations. Each day they struggled to 

invite other potential members into the group while maintaining their trust and 

confidentiality. These women are committed by their own personal loss and grief to reach 

out to other families, hoping to spare them some of the pain and isolation they themselves 

have felt while caring for themselves or HIV infected family members. Together, these 

women are striving to build a network of families that can work and empower themselves 

to rebuild their lives and live for today, hoping for tomorrow. It has been three years since 

the conception of the Family Network. During this period many of the mothers and their 

children have succumbed to AIDS. However, their caregivers and family members 

remain actively involved in the Family Network. It is this commitment and personal 

selflessness that led the researcher to wonder about the meaning of membership in the 

Family Network. 

Currently there are 63 names on the Family Network's membership roster. 

Membership has expanded to include not only primary caregivers but any family 

member. Network meetings are held monthly at different locations throughout the county. 

Convenience is paramount for members and also to demonstrate the network's 

commitment to all families within the county regardless of their social-economic 
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backgrounds and potential lack of transportation. It is not uncommon to see 15 to 25 

family members sitting around a table discussing emotional needs, health care benefits, 

new treatments and the various activities of membership. Funds are generated from 

monthly membership dues and fund raising activities of the network. Examples of fund 

raising activities include fashion shows, music programs, raffles and selling of member's 

arts and crafts. Family members strive to achieve their goals and to cultivate the network 

into the community. The network's ultimate goal is to be recognized as a group of people 

with similar interests or concerns who interact and remain in informal contact for mutual 

assistance and support. 

Assumption and Presuppositions 

Acquired Immune Deficiency, AIDS, and HIV are all words that are described in 

the literature as being feared and associated with dying. They are words that are 

permeated with prejudice and promote a secret society. This secret society is made up of 

people living with and affected by HIV. Over the past three years I have had the 

opportunity to work with women and families that are infected and affected by the HIV 

virus and AIDS . During this time, fear and stigma perceived toward these families has 

been observed. As a result, many of these women are forced to hide their "secret" from 

family members, friends and the community. HIV- AIDS in this decade is likened to 

cancer, tuberculosis or leprosy. As a nurse and educator, I believe that every individual is 

entitled to quality health care free from discrimination. Society is afraid of this virus 

because there is no effective treatment or cure. Therefore, not every individual receives 

care because of the stigma and fear associated with HIV-AIDS. The only hope that exists 

for individuals affected, infected and living with AIDS, is that someday there will be a 

cure. This experience, coupled with the my beliefs and feelings, are vital to this study. 
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One belief is that all people are caring by the nature of their humanness. Innate in 

this belief is that caring is an essential feature and expression of being human. However, 

just because a person is caring does not mean that each act is caring. According to Boykin 

and Schoenhofer (1993), and their foundations of "Nursing as Caring," caring is a 

process. As with any process, individuals grow in their understanding and beliefs of 

caring. In the quest to understand what it is like to live with the HIV virus, I sought out 

experiences that would create the illusion of living in the world infected with the HIV 

VIruS. 

As a nurse, I was accepted into a group of women infected and affected by the HIV 

virus. The belief was that provision of information to these women and their families 

would equip them with the knowledge, education and the resources to advocate for 

themselves in the community. What I received from these families was much more than 

could have been imagined. This group of women demonstrated to me what it was like to 

live in the world with a devastating illness. They did not dwell on the illness; instead they 

strategized ways to share their experience of living infected with HIV. This was 

accomplished by community outreach, speaking engagements with other families and 

professionals. In addition to outreach they provided opportunities for their children to 

experience the simple pleasures such as holiday parties, picnics in parks and camping 

trips. They accepted me as an individual and as a representative of their group in the 

community, to act as their spokesperson in educating colleagues, other professionals and 

the community about HIV-AIDS. Through me, they hoped to break down the barriers, 

fears and stigma associated with this devastating illness in the health care community. 

While experiencing acceptance into the Family Network, I observed the chairperson 

recruiting and interacting with other families infected and affected by HIV. Many of these 
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women are the support and strength of their families. As a result, these women have felt 

isolated and alone as they, or members of their family, have become sick with HIV. 

Because they have not disclosed their secret to other family members or their support 

system, they have begun to withdraw into themselves in the hope that somehow they 

would survive. The chairperson of the Family Network was observed by myself to reach 

out to these women, accepting them as her extended family. This support can be seen in 

the following scenario: 

Mrs. C is the matriarch of her family which consists of one daughter and three 

grandchildren. The daughter and the youngest child have AIDS. It is a Friday 

morning. The family has just come from the pediatric AIDS clinic. Prior to going 

home, they stop at a drugstore to fill a prescription for the son. Both the mother and 

grandmother go into the drugstore. On their return they find the child asleep in the 

car. However, on closer examination they realize the child has died. Devastated, 

with no money for a funeral and nowhere to turn, the family calls Mrs. R., the 

chairperson of the Family Network, who quickly comes to the aid of the family. 

With her assistance and that of the pediatric AIDS clinic, the funeral is arranged and 

bills paid. The family again feels they have survived. 

Six months have passed and Mrs. C's daughter has succumbed to AIDS. Mrs. C is 

now not only grieving for her grandchild, but also for her daughter. She knows that she is 

not alone in her grief, but has the love and support of the members of the network. Today 

Mrs. Cremains an active member of the Family Network. Not a day goes by that Mrs. C 

does not work to support the network and provide love and support to other Family 

Network members. This is only one example of the Family Network in action. Stories 

like this have generated the question of, what keeps the family members coming back to 
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the Family Network and why do they stay actively involved? 

Significance to Nursing 

HIV and AIDS has touched the lives of many families on a national level. More 

then a decade into this devastating disease, it has affected families of all types. Nurses are 

in a unique position to provide holistic care, education and counseling, to coordinate 

services and to conduct and disseminate research about HIV and AIDS (ANA, 1988). 

However, there is still a stigma and fear associated with people infected and affected with 

tHIV and AIDS. Nurses, like most people, are also affected by this fear. That is why it is 

important not only to educate families, but also to educate nurses about families and their 

experiences with HIV and AIDS. Stories such as the ones included in this research will 

assist the nurse to understand what it is like for families to live with, and care for, a 

family member infected with HIV. The nurse will then have a greater understanding of 

what the families are going through, and be better able to develop plans of care based on 

the families' actual needs, rather then on the nurse's perceived needs. In the years to 

come, the nurse as an advocate for the families in her/his care, will be in a better position 

to disseminate knowledge, information and care that will guide practice, education and 

research. 

Conclusion 

HIV -AIDS is the most feared and devastating disease of this lifetime. It is now in 

its second decade and is not an epidemic of only gay white men as once thought, but a 

disease of the entire family. Motivated to assist staff nurses in their nursing of families 

with AIDS, this researcher, became involved with a comprehensive pediatric primary 

health clinic. Using a phenomenological perspective, this research explored the lived 

experience of membership in a network of families infected and affected by HIV and 
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AIDS. This method was chosen because of its human science approach. The task of 

phenomenological research, according to van Manen ( 1990), is to construct a possible 

interpretation of the nature of certain human experiences. An understanding of these 

experiences by the nurse can give direction and meaning to nursing practice. 
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CHAPTER II 

LITERATURE REVIEW 

This chapter describes the process taken in doing the literature review for this 

study. Psychosocial effects of AIDS on the family, caregivers' needs, and the benefits of 

support groups for families are discussed. It is important to note that literature reviews 

are not always conducted before gathering data in phenomenological studies. This is to 

ensure that the material uncovered is pure and generated by the participants rather than 

based on ideas from the literature (van Manen, 1990). Therefore, this researcher 

bracketed out preexisting knowledge about this phenomenon and completed the analysis 

of this study prior to the completion of the literature review. 

Method of Review 

A multi-disciplinary literature review was completed by computer at the onset of 

this study and again at the completion of data analysis. Accessing AIDS line and Med 

line, a product of the National Library of Medicine, which together index over 4,000 

serials and journals from the world's biomedical literature. Next, the Cumulative Index to 

Nursing and Allied Health Literature was crossed referenced and combined with various 

terms in an effort to exhaust any relevant material. Lastly, Psychological Abstracts, which 

indexes the psychology and psychological literature, were exhausted. Seventy-six articles 

were reviewed. 

There appears to be a gap in the nursing literature in the area of AIDS care, 

particularly in psychological support by nurses. There were numerous articles (very few 
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were research articles) referenced and written by social workers collaborating with 

physicians, but only a limited number of research articles were found that were written by 

nurses. 

AIDS and Families 

One million people in the United States are believed to be infected with HIV 

causing AIDS (CDC, 1996). Over the years, there has also been a demographic shift from 

the epidemic's initial concentration among gay men to intravenous drug users, women 

and their children. Bonuck (1993) states that on a cultural level, AIDS has shaped our 

behavior, our language, and our ideals. She states that fear of this disease has also 

changed the way we think about relationships and family. Family is used in its broader 

context to connote family of origin and family of procreation, but also what she terms as 

"functional family." Operationally, this includes the spouses, lovers, partners, children, 

parents, siblings, friends and caregivers of the person with AIDS. The emotional and 

tangible effect of HIV illness on the family will vary according to the role of the famjly 

member. Responses have been outlined in the literature and include social stigma and 

isolation, fear of contagion, fear of infection, fear of abandonment, guilt, and 

psychological and physical fatigue. The family's role in providing care and social support 

to their members with AIDS will depend on the degree in which the families provide 

support. Culturally, AIDS has and will continue to impinge on traditionally held notions 

of who and what is family. This means that it is necessary to be cognizant of the cultural, 

psychosocial, and functional impact on the family (Bonuck, 1993). 

Caregivers' Needs 

Two studies were reviewed that addressed the unique psychological needs of 

caregivers. The first, a nursing grounded theory study (Brown & Powell-Cope, 1991) 
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asked: "What has it been like for you living with and taking care of someone with 

AIDS?" The sample consisted of 53 family caregivers of people with symptomatic HIV 

infection. Approximately 32% were partners or lovers, 6% were partners or spouses in a 

heterosexual relationship, 43 % were friends, 9% former lovers, 13% parents, 4% siblings, 

ant the other 4% were the family of origin. Family income (which supported an average 

of 1.9 persons) was low, with 18% reporting less then $10,000 per year. The data from 

this study represents care giving from 1985 to 1988. Care giving during those years of the 

AIDS epidemic was linked to several salient issues: a silent government, a vocal gay 

community, an unresponsive bureaucracy, inexperienced health care providers, and a 

frightened, uninformed population. The substantive theory of AIDS family care giving 

was developed. "Uncertainty" was identified as the basic social psychological problem, 

and was defined as the caregiver's inability to predict future events and outcomes and the 

lack of confidence in making day to day decisions about an ill person's care. "Transitions 

through uncertainty," the core theory, was defined as a period of major change in life 

circumstances accompanied by uncertainty, questioning one's basic assumptions, and 

reexamining plans for living in the world. Subcategories included; "managing and being 

managed," "living with loss and dying," " renegotiation the relationship," " going 

public," and "containing the spread of HIV." 

The purpose of the second study a descriptive, comparative research design 

(Reidly, Taggart, & Asselin, 1991) was to describe the psychosocial needs of caregivers, 

as perceived by the caregivers themselves. This sample included 30 natural caregivers. 

These were mostly mothers, but others responsible for care included fathers, aunts, and 

grandparents. The results showed that the caregivers were economically disadvantaged. 

They needed help in coping with stress and their life situations. Their need to confide in 
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others was frequently not met. However, the need to learn how to protect themselves and 

other members of their family against both HIV and other infections, and to know the 

course and the treatments associated with this disease, were seen by them as being 

important. They also perceived that the health professionals caring for them were helpful 

in meeting these needs. 

Support Groups for Families Affected by HIV-AIDS 

Since 1983, St. Francis Center of Washington, D.C. has been available to those for 

whom AIDS is a concern. Embodying a hospice philosophy, the center offers counseling, 

support groups, education and training to anyone affected by Joss, illness or death (Bowes 

& Dickson, 1991). Because AIDS is an illness that affects the entire family, the center 

started a support group for those affected by AIDS. In their first year, 55 people 

representing 52 families attended. 

It was found that the issues for the families changed unpredictably during the course 

of the disease (Bowes & Dickson, 1991). Examples of group commonalities included; 

(a) social stigma, (b) fear of ostracism, (c) isolation, and (d) secrecy. The fear of 

disclosure drove many families to complicated lies and evasion within the family and 

community. Anger was always present and varied in intensity and focus. It started with 

anger toward the infected person then ricocheted to society, the medical community, the 

government, other family members, self and body. The family began to have fears of 

contagion, of being found out, and of dying. Feelings such as helplessness, frustration, 

hopelessness, revulsion, and rejection were common. Guilt was also described, for not 

being a better or perfect parent, child or sibling and for having unaccepted feelings or 

behavior like anger, hate, blame or resentment. These families felt powerless to change 

their situation or behavior. Financial concerns and the choice of caregivers also placed 
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considerable stress on the ill person and the family. Another difficulty that was frequently 

described and associated with AIDS was that this may have been the first time infected 

individuals shared with their families that they were gay, or that drug or alcohol addiction 

existed within their family. Members perceived that the support group had become a safe 

place to express concerns about AIDS and to share common feelings. The group 

experience reduced the feelings of isolation, difference or abnormality (Bowes & 

Dickson, 1991). 

In 1992, Mayers and Spiegel described a support group in a pediatric AIDS clinic. 

The group was formed because as the pediatric AIDS population grew, the families' 

needs for support began to overwhelm pediatric staff members. The physicians were 

concerned with poor compliance with medical management and follow-up. Many of the 

parents had difficult relationships with authority figures, were substance abusers, and 

86% received public assistance. It was felt that as a group, the parents and caregivers 

could see there were others experiencing the same or similar situation. This was 

considered a first step in breaking down the wall of denial. Predominant group themes 

included guilt, fear, anger, and loss of control. Specific issues discussed within the group 

included deterioration in the child's condition, myth about HIV transmission, and coping 

with death. Group members described an increase in self-worth and general improvement 

in ego strength and functioning as a common support group benefit. 

Rawlins and Horner (1988), asked, "Does membership in a support group alter 

needs of parents of chronically ill children?" This descriptive study used a self-rated 

questionnaire devised by the authors. Its purpose was obtaining demographic 

characteristics and eliciting informational needs of parents who had children with chronic 

conditions. The initial questionnaire was tested by 12 families to determine question 
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appropriateness and comprehension. Content validity was verified by two maternal-child 

nurse experts. Questionnaires were mailed to a convenience sample of 461 families 

residing in a Midwestern city. Each participant had a child with a chronic condition, who 

was 0 to 21 years old, and was enrolled in a local Head Start Program or participating in a 

Crippled Children's Interdisciplinary Clinic. 

Results indicated that, for the most part, parents who did not participate in a support 

group and parents who did participate in a parent support group differed very little in the 

perception of their needs. In fact, most parents were able to satisfy a number of their 

general needs. Seven items revealed significant difference among the needs of nonsupport 

group members and support group members. The support group members requested help 

with medical expenses, baby-sitting during eme1gencies, and information on sexuality 

and sex education. The nonsupport group members requested training about the child's 

special therapies, information on routine care and immunization, the chance of having 

another child with the same problem, and information on parent support groups. 

In comparing the differences between the groups, the support group members 

requested more financial assistance. This could be attributed to the higher income level 

which would make this group ineligible for financial assistance. The other differences, 

emergency baby-sitting and sex education, would lead one to believe more of their basic 

needs are being met, thus freeing them for heightened awareness of higher level needs 

(such as the baby-sitting and sex education). They may also be less crisis oriented and 

can anticipate their future needs. The nonsupport group members, on the other hand, were 

asking for more information of a fundamental nature, information one would expect if 

they were involved in a parent support group. Until these needs are met it is difficult for 

them to address the higher level of needs. The group was also found to have a higher 
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incidence of a single family parent and lower income which would increase the parental 

stress and make it difficult to attend a support group. This study demonstrated the need 

for the nurse to assess the families involvement in a support group and explain the 

availability and benefits of a support group. 

Phillips ( 1990) and Hartman, Radin, and McConnell (1992), discussed the power of 

parent to parent support networks and informal peer support networks for parents of 

children with medical conditions. They stated that such networks can help parents: 

(a) foster acceptance and understanding, (b) develop adequate coping skills, (c) obtain 

information on available programs, services, and resources, and (d) develop skills to 

participate fully on a peer basis in decisions regarding their families' unique needs. Just 

as important to the peer network were the health care professionals who could enhance 

and complement their parent to parent support group by: (a) making referrals to parent to 

parent support groups, (b) recognizing the validity of parents feelings and concerns with 

honest expressions of sympathy, (c) recognizing parents as an important and integral part 

of the health care team, (d) providing complete verbal and written information to parents, 

(e) appreciating the unique values and differences among families, (f) providing 

understanding and support for parents and their families, and (g) providing parents with 

information about national, state, and community resources (Hartman, Radin, & 

McConnell, 1992). 

Conclusion 

The literature supports the premise that HIV I AIDS is a devastating disease that has 

become a disease of the entire family. The fear of AIDS has changed how one views the 

family--culturally, psychosocially and functionally. It has become important for families 

and caregivers to develop coping strategies to deal with the stress and their life situation. 
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It is also important for the family and caregiver to have someone in which to confide. 

Professional literature provides evidence that support groups are beneficial to most 

individuals in a time of crisis. The literature further supports that for parents of children 

with chronic medical needs, an informal support network is a powerful tool for 

developing a realistic outlook and adequate coping skills. Peer support has been found to 

provide the benefit of experienced learning, an important component in helping families 

take care of their children with special needs. Authors have noted that parents of special 

needs children are uniquely qualified to help each other. Similar shared experiences 

provide the basis of developing a mutually supportive, open, trusting relationship, which 

often develops into a long-term friendship. Support parents serve as role models, provide 

families opportunities to talk about and resolve feelings of confusion, isolation, denial, 

anxiety, guilt, anger and depression. The entire support process assists the parents and 

helps ensure that they are comfortable in making decisions on behalf of and in caring for 

their children with special needs. 
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CHAPTER III 

THE PHENOMENOLOGICAL METHOD 

The research method chosen for this study was phenomenology. This chapter 

provides a discussion of the history of the phenomenological method in general, the 

phenomenological approach as described by van Manen, and then a discussion of how the 

method was applied to examine the phenomenon of the lived experiences of membership 

in a network of families infected and affected by HIV and AIDS. It includes a description 

of the sample, the setting, data generation, analysis of data, ethical considerations, and the 

steps taken by the researcher to assure methodological rigor. 

Method of Inquiry: General 

Phenomenology is a philosophy, an approach, and a method (Oiler, 1981). The 

phenomenological method is an inductive, descriptive research method (Omery, 1983). It 

was chosen because it is a human science approach. Human science studies persons or 

beings that have consciousness and that act purposefully in and on the world by creating 

objects of meaning that are expressions of how humans exist in the world. 

Phenomenology grew out of a need to find answers to questions which strive to interpret 

and understand what it is to be human, rather than observe and explain them as the 

positivistic, natural science approach does. Phenomenology describes how one orients to 

lived experiences, and hermeneutics describes how one interprets the text of life (van 

Manen, 1990). A goal of interpretation is to produce an emotional reaction to the text. This 

relationship produces a new understanding of the lived experience (Allen & Jensen, 1990). 
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Phenomenology grew out of a philosophical movement. As a result, one can find 

multiple interpretations of phenomenological philosophy (Ornery, 1983). The 

Phenomenological Movement described by Cohen (1987) began with three phases: 

(a) the preparatory phase, (b) the German phase, and (c) the French phase. Two 

philosophers, Edmund Husser! (1859-1938) and Martin Heidegger (1889-1976), 

dominated the German phase. Edmund Husser! has been credited as the first philosopher 

to propose the use of phenomenology as the study of human experience (Appleton, 

1990). Husser! saw turning to the "thing" as the starting point of phenomenology, and he 

attempted to restore the reality of humans in the life world (Jasper, 1994, Munhall, 1994). 

Martin Heidegger, who was an established scholar, met Husser! and became his assistant 

(Cohen, 1987). Heidegger saw phenomenology as a means for a solution, but never 

integrated it into his philosophy, which was concerned with Being and with Time (Cohen, 

1987). During the Nazi regime, phenomenology shifted from Germany to France. The 

predominant philosophers of this movement were Gabriel Marcel (1889-1973) , Jean

Paul Sartre (1905-1980) , and Maurice Merleau-Ponty (1908-1961). 

Marcel was a user of phenomenology, seeing phenomenology as a useful 

introduction to the analysis of Being. Sartre was the first French philosopher to reactivate 

phenomenology (Cohen, 1987). Sartre used phenomenology as a tool for his ontological 

existentialism. His work, now central to phenomenological research, was " to reconcile 

the object and the subject" (from Sartre's Saint Genet, quoted by Speigelberg, 1960 in 

Cohen, 1987, p. 31). Merleau-Ponty was the first French author to publish a book with 

phenomenology in the title, Phenomenology of Perception. In this book, Merleau-Ponty 

described the importance of considering the individual's experience. He contrasted the 

results of examining perception using a phenomenological approach, against using a 
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positivistic approach, and showed how the phenomenological approach added valuable 

insights. At the same time that phenomenological philosophy was developing, a parallel 

was occurring among therapists. This was known as the existential-analytic movement. 

Phenomenological descriptions were used to help therapists begin "seeing the patient as 

he really is, knowing him in his own reality." This is very similar to views of some nurse 

theorists and researchers who stress the importance of understanding the patient's 

perspectives as central to providing appropriate nursing care (Cohen, 1987). According to 

Cohen ( 1987), nurses must be aware of the important concepts that grew out of the 

phenomenological movement. Clarity in understanding these concepts provide the nurse 

with a true description of the phenomenological research traditions. 

The HIV-AIDS pandemic is one example where the nurse needs to be able to focus 

on the patient's perspective, and understand what it is like to live in the world with a 

devastating disease. Thus the phenomenological research method appeared to be the most 

appropriate for this study. 

van Man en's Approach 

Hermeneutic phenomenology is a human science which studies persons. Person 

refers to the uniqueness of each human being. Phenomenological research is the 

description of the experiential meanings as "persons" live them in our everyday 

existence, our lifeworld. We study the lifeworlds as we immediately experience it pre

reflectively rather than as we conceptualize, categorize, or reflect on it. Phenomenology 

asks, "What is this experience like?" By doing this one attempts to describe and interpret 

these meanings to a certain degree of depth and richness. 

Van Manen (1990) has certain tenants about understanding phenomenology, but 

does not feel we get a real understanding unless we "actively do it." His basic tenants are: 
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1. Phenomenological research is the study of lived experiences. 

2. Phenomenological research is the explication of phenomena as they present 

themselves to the consciousness. 

3. Phenomenological research is the study of essences (the systematic attempt to 

uncover and describe the structures, the meaning, the lived experience). 

4. Phenomenological research is the descriptions of the experiential meaning as we 

live it. 

5. Phenomenological research is the human science study of phenomena. 

6. Phenomenological research is the attentive practice of thoughtfulness (heedful, 

mindful wondering about life and living). 

7. Phenomenological research is a search for what it means to be human. The aim 

is to become more fully who we are. 

8. Phenomenological research is a poetizing activity. A language not unlike poetry 

that "sings the world" (van Manen, 1990, p. 11-13) 

It is said that phenomenological human science is discovery oriented. It seeks to 

find out what human experiences mean. The methodology of phenomenology is such that 

it aims at being presuppositionless. In other words there is not a predetermined procedure 

or technique that governs the research. Yet, according to van Manen (1990) the method of 

phenomenology and hermeneutics is that there is no method. van Manen states: "there is 

tradition, a body of knowledge and insights, a history of lives of thinkers and authors, 

which, taken as an example, constitutes both a source and a methodological ground for 

present human science research practices." Thus, the broad field of phenomenological 

research and scholarship can be considered a set of guides for recommendations for a 

principled form of inquiry that neither ignores or rejects traditions. 
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Van Manen (1990), proposes a dynamic interplay of six research activities: 

(a) turning to a phenomenon which involves serious interest and commitment to the 

world; (b) investigating experience as it is lived rather than conceptualized; (c) reflecting 

on the essential themes which characterize the phenomenon; (d) describing the 

phenomenon through the art of writing and rewriting; (e) maintaining a strong and 

oriented pedagogical relation to the phenomenon; (f) balancing the research content by 

considering parts and whole. Although a certain order is implied by the methodological 

presentation, van Manen does not mean this is a step-by-step method. Rather, van Manen 

states that each research process can be done separately or simultaneously. The remainder 

of this chapter describes how this research was compiled and completed using van 

Manen's approach. 

Turning to the Nature of the Lived Experience 

According to van Man en (1990), lived experience is the starting point and end of 

phenomenology. The aim is to transform lived experiences into textual expressions. To do 

this we must ask, what is the nature of the phenomenon as meaningfully experienced? It 

is not enough to recall experiences, but instead one must recall in a way that the 

description is recognized as a possible interpretation of that experience. To create a 

beginning, the phenomenologist must ask: "What human experience do I feel called upon 

to make topical for my investigation?" (van Manen, 1990, p. 41). 

Formulating the Question 

Van Manen (1990), says: "Research is a caring act: we want to know that which is 

most essential to being" (p. 41). We then approach formulating the research question 

from the phenomenological perspective: What is it about being-in-the-world that matters 

deeply to us? Munhall (1993), says: " Doing phenomenological research can be 

24 



transformative; so what you choose to study should be close to your heart or soul and 

thus centered in human " being." The question will ask the "whatness" of being in the 

experience: "What is it like?" (Munhall, 1994, p. 50). The essence of the question, 

according to Gadamer, is to open and keep open possibilities (Cohen, 1987, p. 43). We 

begin to live the question. We are attentive to its appearance whenever and wherever it 

appears. 

This researcher, turning to the center of being sought to uncover a question of great 

personal interest, " What is the meaning of membership in a network of families 

infected and affected by HIV and AIDS." It is my belief that the information and 

knowledge gained from this study will guide the design and implementation of special 

plans for nursing care for families infected and affected by HIV-AIDS, and give direction 

and meaning to nursing practice. 

Bracketing 

Van Manen states that the problem with phenomenological inquiry is not that we 

know too little about the phenomenon we wish to study, but that we know too much 

(van Manen, 1990, p. 46). Essentially, this activity allows one to get "out of their own 

way" of perceiving something. Bracketing is then making known our understandings, 

beliefs, biases, assumptions, presuppositions, and theories. We do this not to forget them, 

but to hold them deliberately at bay. The researcher then becomes attuned and conscious 

of their beliefs, and then wonders how it is for others. I accomplished bracketing during 

data generation and initial data analysis. I accomplished this by writing all my thoughts, 

feelings, and experiences about the subject until there was nothing more to say. I then set 

the narrative description aside until the discussion section in chapter five. 
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Sample 

In phenomenology small sample sizes are studied. For this study, a purposeful 

sample was used, in which participants were selected because of their knowledge of the 

topic. Rather than selecting a sample using criteria based on typical or representative 

population, such as age, economics, or education, the sample is selected according to the 

participant's experience (Morse, 1989). The selection of actual participants was done by 

recruiting volunteer members of an incorporated group (who referred to themselves as 

"The Family Network") associated with a pediatric AIDS clinic in the southeastern 

section of Florida. At a monthly meeting I explained the purpose of the study and 

described the benefits to nursing and to the Family Network. Verbal permission was 

obtained from the Family Network members and a follow up Jetter written by the 

network's chairperson (see Appendix A). 

The following criteria were used to recruit volunteer participants: (a) they belonged 

to the Family Network, (b) they were caregivers which for the purpose of this study is 

defined, as individuals caring for HIV-AIDS infected family members, whether they 

themselves were infected with HIV, are parents, foster parents, grandparents, siblings, or 

significant others, and (c) they were willing to talk about their experience. It was 

important during the recruitment process to remember that, even if an individual 

genuinely wished to be helpful or even felt obligated to consent to an interview, he/she 

must be ready both emotionally and psychologically. The first four members of the 

Family Network who expressed interest in participating in the study were chosen. 

Setting 

Dialogic conversational interviews were arranged on an individual basis. The 

location was different for each individual and was determined by their comfort level. I 
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scheduled the interviews based on a mutually agreed upon time and location. Two of the 

participants chose to be interviewed at my home. One participant chose his home and the 

other participant chose to be interviewed in my office. This appeared to be the most 

comfortable and free of risks, such as lack of privacy, confidentiality, or anonymity for 

the participants. Privacy, confidentiality, and anonymity were maintained throughout the 

interview process. 

Investigating the Experience 

The lived experience is all that is left once the presuppositions are suspended. The 

object is now to search everywhere in the 1ifewor1d for lived experience material that, 

upon reflective examination, might yield something of its fundamental nature (van 

Manen, 1990). This is the data gathering or collecting stage. It is here that I began the 

conversational interviews. It is important to note that once the experiences have been 

caught in oral or written disclosure, all recollections, experiences, reflections, 

descriptions, taped interviews, or transcribed conversations are already transformations of 

the experience (van Manen, 1990). In phenomenological research the emphasis is always 

on the meaning of the lived experience. We do this by "borrowing" other people's 

experiences and their reflections on their experiences in order to understand the deep 

significance of the human experience. 

Data Generation 

The participants were given a recruitment letter that described the interview 

experience. Once an agreement had been made, and prior to the first interview, each 

participant was asked to sign two copies of the consent form. I kept one and the other one 

was given to the participant. Ongoing opportunities were given to the participants to ask 

any questions they felt necessary. 

27 



I lead the dialogue with each participant. The participants were asked to respond to 

the question: "What does membership in the Family Network mean to 

you ?"The participant's response to his/her experience guided my use of open ended 

questions. This was done for the purpose of probing further and asking for meaning; 

specifically, of each person's experience (Munhall, 1994). Examples of the probing 

questions included: "Describe what that means." "Can you give me an example?" 

"What's it like to be a Family Network member?" "What goes on at the network 

meetings?" 

Each interview lasted one hour. Three of the four participants interviewed were 

interviewed a second time. This was done to clarify the initial interview and allow the 

participants to elaborate on their experiences. The dialogue between each participant and 

the researcher was audiotaped, using a micro cassette tape recorder. The recorder was 

placed as unobtrusively as possible. This assured that the participants did not become 

uncomfortable or too nervous to continue the interview. The participants were also 

encouraged to share other information such as photographs, personal journals, poetry, or 

other stories related to their phenomenon. Materials such as those helped the researcher to 

further reflect on the lived experience. 

All recordings were transcribed by a professional transcriber and the researcher. The 

transcriber was asked to sign a confidentially agreement (See Appendix B). All proper 

names were replaced with pseudonyms to ensure the participant's confidentiality. 

Hermeneutic Phenomenological Reflection 

The purpose of phenomenological reflection is to try to grasp the essential 

meaning of something. The insight into the essence of a phenomenon involves a process 

of reflectively appropriating, of clarifying and making explicit the structure of the 
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meaning of the lived experience. Meaning is multidimensional and multilayered (van 

Manen, 1990). "Theme analysis" refers to the process of recovering the theme or themes 

that are embodied in the evolving meaning (van Manen, 1990). 

Analysis of Data 

Isolating thematic statements involved a three step approach as described by van 

Manen (1990): (a) the holistic or sententious approach; (b) the selective or highlighting 

approach; and (c) the detailed or line by line approach. In the holistic approach the text 

was read as a whole, while the researcher asked: "What is the meaning of membership in 

the Family network?" Meaning was then expressed in the form of a phrase. Next, each 

transcript was read and listened to several times, while asking: "What statement(s) or 

phrase(s) seem essential or revealing about the phenomenon or experience being 

described?" (van Manen, 1990, p. 93). These statements were circled and underlined. 

Lastly, in the detailed reading approach, every single sentence or sentence cluster was 

looked at, while asking: "What does this sentence or sentence cluster reveal about the 

phenomenon or experience being described?" (van Manen, 1990, p. 93). As the lived 

experience descriptions were studied, themes emerged that seem to repeat themselves or 

appear as commonalities (van Manen, 1990). The main task was to "capture" the themes 

in single descriptive statements (van Manen, 1990). Once the transcript themes were 

identified, Collaborative analysis took place with my thesis chair. This is done to 

examine, reinterpret, omit, added to, and reformulate. Collaboration is common in 

phenomenological research and is done to strengthen and transcend the researcher's 

limits about the phenomenon (van Manen, 1990). It also served to assist me in being 

mindful of the parts by considering the whole. There is danger that the researcher can 

"get stuck in the underbrush and fail to arrive at the clearing that gives the text its 
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revealing power" (van Manen, 1990, p. 99). 

Collaboration also took place between myself and the participants. This was done to 

verify that this is what the experience was really like and that everything the participants 

described about the experience was reflected in the essential themes. Van Man en ( 1990) 

states: 

Both the interviewer and the interviewee attempt to interpret the significance 

of the preliminary themes in the light of the original phenomenological question. 

Both the researcher and the interviewee weigh the appropriateness of each theme by 

asking: 'Is this what the experience is really like?' The interview turns into an 

interpretive conversation wherein both partners self-reflectively orient themselves 

to the interpersonal or collective ground which brings the significance of the 

phenomenological question into view (p. 99). 

Van Manen describes this as "interpretation through conversation," thus the 

conversation has a hermeneutic thrust oriented to sense-making and interpretation. The 

art of the researcher is to cooperatively reflect with the participant, while keeping the 

meaning of the question open. Clarification of the essential themes will continue until the 

conversation ends and finally lapses into silence. The silence is not the end of the 

conversation, but indicates that thoughtful reflection and interpretation have lapsed into a 

state of silence and there is nothing more to say. The silence is fulfillment, the triumph of 

phenomenological questioning, thought and interpretation. 

The final step in the hermeneutic phenomenological reflection process is to 

determine which themes are incidental and which themes are essential. In the process of 

apprehending essential themes or essential relationships, one asks the question: "Is the 

phenomenon still the same if we imaginatively change or delete the theme from the 
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phenomenon? Does the phenomenon without these themes lose their fundamental 

meaning?" (van Manen, 1990, p. 107). All essential themes are then recorded and used in 

the development of a narrative elaboration of the lived meaning of membership in a 

Family Network. 

Hermeneutic Phenomenological Writing 

According to van Manen ( 1990), human science research is a form of writing, and 

creating a phenomenological text is the object of the research process. Van Manen 

suggests that this process is one of deep contemplation, silence, and living with the data 

contrived fqr the purpose of thorough writing. The written text may take on the form of 

metaphors or anecdotal narratives as the emerging themes warrant. The important feature 

of anecdotal narrative is situated. It compels, leads to reflection, involvement, and 

transformation, and it measures one's interpretative sense. If the description is 

phenomenologically powerful, then it acquires a certain transparency, and it permits 

clarifying and understanding of the significance or meaning of the lived experience it 

describes (van Manen, 1990). 

There is no specific format to follow when structuring a phenomenological study. 

According to van Manen, it may be helpful to organize it by relating it to the phenomena 

it is describing. Alternative ways of structuring one's research include organizing one's 

writing around the themes, writing analytically, using examples to show the essence of 

the phenomena, engaging in a written dialog with another phenomenological writer, 

weaving the phenomenological descriptions against the existential of lived time, lived 

space, lived body, and live relationship to others. The named approaches are neither 

exhaustive or mutually exclusive. A combination of approaches maybe used or a different 

approach can be invented. Writing and rewriting is expected. Writing fixes thoughts on 
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paper and illuminates the meaning of the lived experience. It then conveys to the readers 

the essence of the phenomena. 

Ethical Considerations 

Consent to participate was informed and completely voluntary. Human rights 

guidelines for nurses in clinical and other research from the American Nurses' 

Association ( 1985), were followed. Permission was obtained from Florida Atlantic 

University's Human Subject Review Committee. (See Appendix C). Permission from the 

Family Network was obtained from the membership at one of the monthly meetings. A 

follow-up letter was given to me by the chairperson of the Family Network giving 

permission to recruit volunteers for the actual study (see Appendix A). 

A recruitment letter was given to Family Network members, who were potential 

participants in the study. The letter described the purpose, participant selection, 

interviews, benefits of the study to nursing and the participants, any potential risks and a 

statement of confidentially (see Appendix D). Individuals agreeing to participate in the 

study were asked to sign two informed consents. One was kept by myself and the other 

was given to the participant (see Appendix E). 

While it is true that qualitative research is considered non-invasive, and descriptive 

interviews do not physically harm participants, there is an invasion into their space and 

psyche (Munhall, 1994). Talking is often considered therapeutic and a nursing 

intervention, but it can pose a potential risk to the participant. Therefore, as the interview 

proceeded, if the participant began to feel uncomfortable and did not want to continue 

with the interview, it would be stopped without harm or risk to anyone. Because of the 

nature and stigma associated with being HIV positive or having AIDS, the participants 

were at risk for becoming upset, distraught, or feeling an overwhelming sense of loss or 
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grief by the information that was shared or surfaced during the interview. If this occurred 

and, as a nurse, I was not able to intervene on the participant's behalf, a built-in 

mechanism was available for the participant to receive free counseling through the 

pediatric AIDS clinic. The project manager was available to guide the individuals to the 

appropriate counselor. This service was not necessary during nor after the interview 

process. 

The dialogue between the participant and myself was audiotaped, using a micro 

cassette tape recorder. The recorder was placed as unobtrusively as possible. This assured 

that the participants did not become uncomfortable or too nervous to continue the 

interview. All recordings were transcribed by a professional transcriptionist and myself. 

This was done to keep all material confidential. All audiotapes, transcripts and data disks 

were stored in a secured file and will be erased after competition of the study. The 

information and transcripts including the name, address and phone number of the 

participants were not shared or discussed with anyone other than the investigator's thesis 

advisor and committee members for the purpose of assisting the researcher in this study. 

All proper names were omitted from the audiotapes and transcript, and pseudonyms were 

used to ensure participant's confidentiality. 

Methodological Rigor 

Qualitative methods of inquiry are being seen more frequently in nursing literature. 

They have been accepted as relevant to and congruent with the perspective and goals of 

nursing (Sandelowski, 1986). Criteria for evaluating qualitative research presented by 

Burns (1989) were used and maintained throughout this study. Burns' standards include: 

(a) descriptive vividness, (b) methodological congruence, (c) analytical preciseness, 

(d) theoretical connectedness, and (e) heuristic relevance. 
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In complying with descriptive vividness, the description of the site, the participants, 

the experience of collecting the data and the thinking of the researcher were clearly 

presented. The aim is to inspire the reader to develop a sense of personally experiencing 

the event. A professional transcriptionist and myself were used to ensure that the taped 

recorded interviews were recorded with accuracy. High levels of self awareness were 

maintained by the researcher in the written description. This was done to prevent 

potential threats to descriptive vividness. 

The next step, methodological congruence, has four dimensions: (a) rigor in 

documentation, (b) procedural rigor, (c) ethical rigor, and (d) auditability. Rigor in 

documentation according to Burns ( 1989), requires the presentation of all the elements of 

the study such as phenomenon, purpose, research question, justification of the 

significance of the phenomenon, identification of assumptions and meta theories, all be 

explained. These sections have all been maintained. 

To maintain procedural rigor, the steps were clarified and taken to ensure the data 

was accurately recorded and that the data obtained is a representation of the whole. The 

use of "bracketing" was used in order to discover the experiences of the participants. This 

prevented the introduction of biases and preconceived judgements on my part to 

influence the data gathering and analysis. Supervision of the researchers thesis was 

undertaken with the chairperson, who reviewed all the steps as they unfolded. This 

prevented the development of any threats under procedural rigor. The interviews lasted 

approximately one hour or until the participants had nothing more to say. Three of the 

four participants were interviewed a second time. This was to clarify statements made 

during the first interview. 

Ethical rigor requires recognition and discussion of the ethical implications related 
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to the conduct of the study. Prior to collecting data, obtained consent from the 

participants was received. Each participant received a copy of the signed consent form 

and was given the option of withdrawing from the study at anytime, without harm to 

themselves or their families. This was important in maintaining and ensuring trust 

between myself and the participants. 

Auditability was conferred by providing rationale for the decision making trail. This 

was done to allow a second researcher to arrive at conclusions similar to the original 

researcher. I complied with auditability by presenting a description of the phenomenon 

with narrative excerpts. This provides other researchers to arrive at similar conclusions by 

using the same discussion trail (Burns, 1989). Collaboration also occurred with the Thesis 

Chair, who is experienced in phenomenological research. 

Analytical preciseness is the identification and recording of the decision making 

processes through which transformations are made. The description narrative included 

rich excerpts from the transcripts. The themes were checked with the original data for 

proper fittingness and representation. Periodically, findings were validated with the 

participants when appropriate . 

Theoretical connectedness required that the theoretical schema developed from the 

study be clearly expressed, logically consistent, reflective of the data, and compatible 

with the knowledge base of nursing. In complying with the theoretical connectedness, 

the language used was clear and the emerging themes were expressed clearly, and are 

reflective of the data. The themes were compared with existing theories, available 

research and compatibility with the knowledge base of nursing. 

Heuristic relevance must be present to be valued by the reader. This value is 

reflected in the reader's ability to recognize the phenomenon described in the study, its 
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theoretical significance and its applicability to nursing practice. There are three 

dimensions of heuristic relevance: (a) intuitive recognition, (b) relationships to existing 

bodies of knowledge and, (c) applicability. Intuitive recognition was done by describing 

the lived experience and its relevance to nursing practice. The findings were compared to 

the existing bodies of nursing knowledge. Applicability was achieved by discussing the 

relevance of these findings to nursing education, practice and theory development. These 

finding are discussed in detail in chapter V. 

Conclusion 

The research method chosen for this study was phenomenology. Phenomenology is 

a philosophy, an approach, and a method (Oiler, 1981). It was chosen because of its 

human science approach. Human science studies persons or beings that have 

consciousness and that act purposefully in and on the world by creating objects of 

meaning that are expressions of how humans exist in the world. This is very similar to 

views of nurse theorists and researchers who stress the importance of understanding the 

patient's perspective as central to providing appropriate nursing care (Cohen, 1987). The 

HIV-AIDS pandemic is one example where the nurse needs to be able to focus on the 

patients perspective, and understand what it is like to live in the world with a devastating 

disease. Turning to the nature of the lived experience, van Manen's hermeneutic 

phenomenological method was used to uncover the answer to the question: "What is the 

meaning of membership in a network of families infected and affected by HIV-AIDS?" 

A purposive sample of 4 family members were interviewed in a location that was 

comfortable and free of risk for the participants. Privacy, confidentiality, and anonymity 

were maintained throughout the interview process. The following criteria were used to 

recruit volunteer participants: (a) they belonged to the Family Network, (b) they were 
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caregivers, (c) they were willing to talk about their experience. Each participant was fully 

informed and signed a consent. 

Research materials were collected using van Manen's technique of conversational 

interviewing. The interviews were taped and observations were recorded manually, 

maintaining confidentiality. Interviewing was initiated when the participants were asked 

to respond to the question: "What does membership in the Family Network mean to 

you?" The participant's response to his/her experience guided the researcher's use of 

open ended questions. Completion of the interviewing was based upon saturation of data. 

The resulting transcribed text was analyzed as a whole, then statement by statement 

for themes that revealed meaning concerning the experience. All essential themes were 

recorded in a log that was used in the development of a narrative elaboration. Finally, a 

phenomenological text including anecdotal examples was created. 

Burn's (1989), standards of excellence for critiquing qualitative research were used 

to maintain the methodological rigor. By maintaining attention to these factors throughout 

the research process, threats to its heuristic relevance was minimized. 
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CHAPTER IV 

RESULTS 

Each participant interviewed in this study came from a different lifeworld. 

According to van Manen, all phenomenological human science research efforts are really 

exploration of individual human lifeworlds or the lived experiences of everyday 

situations. The phenomenological reflections are the described and interpreted meaning 

of these experiences. This chapter contains a description of the individuals who 

participated in this study using fictitious names. The thematic analysis will be presented 

and each theme will be defined as it relates to the group's experiences. Examples from 

the actual interviews will be shared to enhance the reader's understanding of the different 

lifeworlds. 

Paradigm Cases 

The following Paradigm cases represent four lifeworlds. Each lifeworld shares 

similarities: They are all founding members of a Family Network; they have all been 

affected by HIV-AIDS; they all want to share their experiences with others. The narrative 

stories will serve as vivid descriptions of the participant's experiences and will allow the 

reader to understand their different lifeworlds. 

Elizabeth's Story 

Elizabeth is a grandmother in her late forties. She has lost a grandchild to AIDS and 

has a living daughter who is HIV positive. Finding out her daughter was HIV positive 

was very painful to Elizabeth. Not only did she have to deal with the issues surrounding 
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her daughter's illness, but she had been the primary care giver for her grandson who was 

living with AIDS and eventually died. 

After her grandson 's death, the staff persuaded Elizabeth to do volunteer work at 

the Pediatric AIDS clinic where her grandson had gone for treatment. Sensing Elizabeth's 

hesitation, one of the physicians convinced her to volunteer. Her job was to mingle with 

the families, get to know them and let them know of the clinic's future plans. Months 

went by before the family members opened up to Elizabeth. On any given morning you 

could walk into the clinic's waiting room, which was filled with families, and all you 

could hear was silence except for an occasional child's voice. The families did not want 

to talk about AIDS, their illness or family situations. They seemed to be in fear of other's 

finding out their problems. 

Elizabeth prayed and thought about different things she could do to help the 

families begin communicating and open up to her. She decided the only way she was 

going to get close to them was to share her story. At first the families listened and were 

shocked, and wondered how she could work in the same environment that reminded her 

of the shame and grief she had experienced. What they did not know was that shame and 

grief were the motivating forces for her presence there and gave her a reason to get up 

every mormng. 

Then Elizabeth met Thelma. Thelma was a grandmother who was in a situation 

similar to Elizabeth's. She also had a daughter who was HIV positive and a grandchild 

with AIDS . Try as Elizabeth could, Thelma would not open up. She would always agree 

to what Elizabeth said, silently hoping that she would be left alone. Elizabeth was 

persistent and wanted Thelma to know that she cared. Working with Thelma, Elizabeth 

realized that there were many more people and families in the same situation, and she 
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knew more needed to be done for them. With the support of the Pediatric AIDS clinic, the 

Family Network was formed. 

Six families were represented at the initial meeting. They talked about their hopes, 

dreams and desires for the Family Network. Clearly it was felt that the Family Network 

had been needed for a long time. Elizabeth and the family members were adamant about 

keeping confidentialities, not judging people and accepting members regardless of who or 

what they were. The membership didn't want to push AIDS in people's faces, but rather 

provide a safe, non-judgemental, loving environment. The Network's goal was to provide 

a loving, caring, supportive environment that would help families become self-sufficient 

and advocates for themselves. The Network's name became Family to Family CARES, 

Inc., which means Crusading, Advocating, Responding to Everyone's Situation. 

For Elizabeth the network is a memorial to her family member. Belonging to the 

network makes her feel exuberant, strong and in control of her life. In Elizabeth's words, 

the network is a family and means being there, loving, supporting, caring, building a 

better future, and coming together as one. 

Thelma's Story 

Thelma is a 55 year old grandmother who lost her oldest daughter and her 

daughter's fifth child to AIDS. Before becoming involved in the Family Network, 

Thelma felt she was alone, didn't have anyone to talk to and was depressed. She was 

afraid to speak for herself and felt she had nowhere to go, nor anyone in whom to 

confide. Then she met Elizabeth, and together they began the Family Network. The 

network motivates Thelma, gives her hope and something for which to fight. 

Before Thelma found out her daughter had AIDS, she and her family were watching 

television one evening and a commercial on AIDS aired. Her eldest daughter asked her 
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father, "If one of your kids had AIDS, would you hug them and tell them that you still 

loved them?" He responded, "No." Finding out she had AIDS, her daughter had struggled 

with her burden for months, not knowing where to turn. She was afraid to tell her family 

for fear that they would turn their backs on her. She didn't know that her mother knew 

she had AIDS and also needed to talk to someone. It was a long time before Thelma's 

daughter came to her and told her mother that she and her child had AIDS. It was with the 

help of Elizabeth and the Family Network that Thelma was able to cope with the fear and 

stigma of AIDS. 

Thelma feels hopeful and for once is not ashamed to be herself. The Network has 

provided Thelma the opportunity to feel needed, loved, and self-fulfilled. She looks 

forward to the meetings and representing the families in the community. The Network has 

given Thelma the vehicle by which to speak out and belong. She feels more alive then she 

ever has. According to Thelma, the Network is exciting; it makes her feel safe being with 

people who don't dwell on the disease. They just care about their fellow human, their 

friends, their family. For members of the Network, Thelma is their friend, a mediator and 

their mother. 

John's Story 

John is a 44 year old gay Latino man and has been living with the knowledge of 

being HIV positive for over ten years. Over the past four years, John has battled many of 

the opportunistic organisms associated wide AIDS. During this time he has struggled 

with the stigma, loneliness, fear and isolation of AIDS. John became involved in the 

Family Network because of his need to give something to others less fortunate than he. 

John, who believes he has everything (a loving partner, his health, a beautiful home and 

friendships), derives his inner strength and commitment from being able to help those 
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less fortunate. He is not out to solve their problems or make them dependent on him, but 

to help them feel wanted and loved, and to create for them a sense of belonging. His 

membership and role in the Network initially was one of mentor, guide and counselor to 

the other members. Because of John's expertise as an AIDS advocate and community 

activist for people living with AIDS, the network members felt John would be a great 

asset. 

To John the meaning of membership in the Family Network is its tremendous link 

between people who are in fear and denial. It is an environment that allows people to be 

who they are without fear of rejection. It is a center of love and compassion. People are 

free of prejudice, feelings of persecution and loneliness. It is families building 

relationships: loving, trusting, caring, doing, and belonging to one another. It is a resource 

center for individuals in need of education, referrals and support. The goals of the 

network are to act as advocate and respond to everyone's situation. 

John 's anger motivates him to create an environment that is free of the pain and 

suffering he felt when diagnosed with AIDS. The Family Network represents families 

trying to resolve their feelings of anger and create dignity for themselves in this 

continuous battle. However, families alone cannot change the way individuals feel about 

the AIDS epidemic. It takes people from different cultures in the community to be aware 

of and fight for change. Martin Luther King stated "It's not that the government will solve 

all of our problems, it's in the number of people that count." John feels that the Network 

creates the environment for trust and relationship building. The following words from a 

child named Tanya, age 6, sums up the feelings that have created the anger in John, and 

are why he constantly fights battles for individuals infected with the HIV I AIDS virus. 
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When You Have AIDS 

Hi! My name is Tanya. I have AIDS, and everyone is different than I am. It 

feels terrible to have AIDS because my tummy hurts a lot and because, if my 

friends found out they wouldn't want to play with me. When I told the kids at 

school I had AIDS, they made fun of me. I told them by accident. Now I want to run 

away from school. I wish I were not a AIDS patient. I wish I didn't have to take 

medicine. 

When you have AIDS, you feel bad a lot, even when you don't have a high 

fever. I am different from everyone. AIDS patients hurt a lot. It is going to take a 

long time to get rid of my AIDS, and by the time I do, I will be too old to live a long 

while. I' 11 only live a little while. In the meantime, my friends only understand I 

have a catheter. They don't understand my AIDS. I wish they would understand. I 

wish they would be my friends forever. (Wiener, Best, & Pizzo, 1994, p. 15). 

John, as first president of the Network, felt the members needed guidance, 

community connections, a mentor, a guide, a community spokesperson and a teacher. 

What he got in return was something for which he did not bargain: a family that allowed 

him into their lives and created an environment of love, trust, acceptance, care and 

compassion. Instantly, John had a new world of mothers, sisters, brothers, children and 

friends, all wanting the same goals, responding to everyone's needs without the fear of 

rejection or isolation, and an environment where acceptance and dignity exist and are a 

part of the everyday life of being human. 

To John, the Family Network is a friendship, a relationship, a feeling of 

togetherness, a feeling of love and a way of being ... A family connection. 
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DJ's Story 

DJ was 42 and felt her world crumbling around her when she was diagnosed as HIV 

positive. She had a good job, a family and a life worth living. Now, she felt like she had 

been given a death sentence. DJ had seen her brother die of AIDS alone and without any 

support. Now, she was dying of AIDS. DJ met Elizabeth at a network meeting shortly 

after she was diagnosed as HIV positive. What she experienced was not the typical 

support group, with people feeling sorry for themselves, but rather people talking about 

activities for the children, raising money for projects and discussing how they could get 

more people involved in the network. The thoughts that went through her mjnd were that 

here was a group of grandmothers and mothers who had lost their daughters, yet she had 

not lost anything. She still had her life. So why was she not doing anything? It was the 

Family Network that brought DJ back to the reality of life and living. 

DJ found a group of people with whom to share love and establish a bond that was 

hard to describe. It was the unconditional love of a family. They accepted each person 

just as she/he was. They formed a loving, sharing environment where everyone learned 

from each other. For example, Miss Thelma likes to cook, Miss Elizabeth works at the 

pediatric AIDS clinic where she meets the families that others don't meet. Miss Elizabeth 

shares with the Family Network the experiences and needs of the families at the clinic. 

The Family Network works hard for what it accomplishes, family connection, sharing, 

giving of oneself to others unselfishly. The Network has given her the strength to do what 

she must. When ever she feels sad, all she has to do is pick up the phone and someone is 

there. She never needs to feel alone and isolated. They talk, they pray and they respond to 

other's needs. They do all this and maintain their anonymity while remaining 

confidential. If it were not for the Family Network she would not be doing what she 
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needs to do. It has given her a mission, it is her whole life; it keeps her going and 

provides a cause for which to fight. It represents a family, and a community with a sense 

of purpose. 

Thematic Analysis 

Six essential themes emerged from the methodological analysis of this study. They are: 

(a) Reaching Out to Each Other; (b) Building a Foundation; (c) Sharing Hope; (d) Growing 

Stronger; (e) Respecting and Accepting; and (f) Belonging Together (see Table 1). The 

overall arching theme that emerged from the analysis was: "Building a Community." 

Table 1 

Common Themes of the Meaning of Membership in a Network of Families Affected by 

HIV/AIDS. 

Essential Themes: 

Reaching Out to Each Other 

Building a Foundation 

Sharing Hope 

Growing Stronger 

Respecting and Accepting 

Belonging Together 

Metatheme: 

Building a Community 
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Essential Theme 1: Reaching Out to Each Other 

This theme exemplifies a way of sharing experiences, knowledge, and resources 

(tangible, monetary, and in kind) with another person and their family. This process 

requires active participation by both the giver and receiver. For example Thelma 

commented, "It made me feel like I was helping someone and they were helping me." 

This was done by being available when called, being there when the need was perceived, 

and wanting to do things for others. Sometimes this occurred even if the individual 

receiver did not perceive the need. 

The network began when Elizabeth reached out to Thelma. Elizabeth had been 

volunteering at a pediatric AIDS clinic and was asked to speak with Thelma, who had 

been in a situation similar to her own. When Thelma first met Elizabeth, she pushed her 

away. She didn ' t want to hear what Elizabeth had to say. She would respond, "yea, yea, 

yea .. . Sure come again." Elizabeth got the impression that if she didn't call it would be 

okay with Thelma. Nevertheless, Thelma was not counting on how persistent Elizabeth 

could be. Elizabeth called constantly, and would ask if Thelma needed anything, for 

example if she needed nurses to come out. Elizabeth was constantly in Thelma's life. 

While working with Thelma, Elizabeth realized there were many more people in similar 

situations. Based on these experiences, together, Elizabeth and Thelma started the Family 

Network. 

Each member joined the Family Network for their own reasons. The members 

shared their lives, hopes, and dreams during the introductions. The one thing that became 

apparent was that they wanted to do something for the community. Each family stated 

they wanted to give something back to other families and to help prevent other families 

from experiencing the pain and suffering that had been experienced when their family 
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member was first diagnosed HIV positive. 

Elizabeth expressed her feeling about the Family Network by saying, "It gave me 

something to hold on to. It made me feel needed." She says, "I would not be anywhere if 

it weren't for the memories of my family member inside me. As long as those memories 

exist, there will always be a Family Network. We will be loving of one another... As long 

as I am a part of the Family network, I will always be there for a person." The memories 

of Elizabeth's family member and the Family Network are her motivation for reaching 

out to others. Elizabeth's commitment is obvious; she fights for that in which she believes 

and is always there for anyone in need. 

It's a 24 hour commitment. I have a beeper that I keep on 24 hours. It is not 

uncommon for me to receive 3 phone calls while I sleep. I get up and talk to 

whoever calls. Because they have a need. For example, people call and tell me their 

child is sick and has to go to emergency department. I will get up and go with them. 

I will stay with them until the child or adult is admitted. It is rewarding to me, 

because it is who I am and what I stand for. 

Reaching out also involved asking for help. It involved mutual love and caring. Thelma's 

story demonstrated this caring. 

It was hard for me to sit by and watch my grandson suffer, because at times I 

would just sit and watch him cry. I didn't know what was wrong with him. Then 

after he died my daughter got sick. She just couldn't take the pain and suffering any 

more. She gave up her will to live. But what was the hurting part was that she had a 

home health nurse come in and she would act like she was scared of her. She was 

afraid to touch her, like she was dirty or something. She didn't try to help. She 

didn't try to do anything ... So I picked up the telephone and called Elizabeth and 
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said "Send in the network." She came over and began working with her [Thelma's 

daughter]. She got hospice involved. But, it was too late, she died. 

Not only was the family Network a place to reach out for emotional support, but it 

linked activities with family needs. For example, once a week the family members 

opened up a food and clothing bank on the clinic property. The lawn was covered with 

clothing, shoes and toys. Family members were encouraged to come and take anything 

that their family needed. The members also organized public outings for the families. 

Examples included fashion shows, Christmas and Halloween parties, gospel singing 

concerts, picnics, and just plain fun. Thelma expressed it nicely here: 

In the summer we have picnics. The kids get to go on outings. The family is 

all there and it reminds us of summer. It is real exciting. Its not like people getting 

together talking about sickness; its more like just plain fun ... That's what the 

network is all about. It's giving love and support. 

Elizabeth and Thelma are the mothers of the network. They have created a home for 

the Family Network members affected by this devastating disease. This is evident in the 

way they reach out to each other, not only in being there for one another, but in making 

sure that each family member is provided with food, clothing, and a safe place to gather. 

The Family Network has provided a link to a community from which these families have 

felt isolated. 

Essential Theme 2: Building a Foundation 

This theme describes the creation of an ongoing organization. The loss and 

suffering the family members experienced was an important motivating factor because it 

helped to created the network's mission, goals, and a direction for the Family Network 

members to grow. As DJ so graciously commented: "I have helped lay the foundation and 
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provided the support; now it is up to the rest of the families to create the building." 

Not unlike other families, teams or organizations, each member brought his/her own 

unique characteristics to the group. Elizabeth realized that she had little experience in 

developing a Family Network and constantly looked to AIDS care community leaders for 

direction and guidance in Family Network business. Her aim was to make the network 

viable and a place for anyone infected and affected. She met John and asked if he would 

help build the Family Network. The membership up to this point was made up of women 

striving to do what they could for their families. The members thought that if they could 

incorporate the network and make it a working organization they would have the 

community's monetary support. By doing this they could better serve their families and 

provide them with funds for housing, utilities, transportation and whatever else they 

needed. John in turn felt honored that the families trusted him enough to accept what he 

had to bring to the network. "They entrusted me to lead them; to be their leader. It is 

something that I am not just their leader, but I have gained a family. I cannot put it in 

words because it comes from my heart." To John, building the foundation not only 

included the administrative day to day operations, but also the building of the family. He 

felt that it was not his becoming president of the organization that helped build the 

foundation, but that he was able to plant seeds to help others do the work that they had 

already started. John felt that the family members really knew what they wanted, but they 

needed the strength and guidances from someone they thought was more knowledgeable 

then they. 

DJ, on the other hand, feels that it is very important for the family members to work 

hard for their accomplishments, and to be able to provide whatever the families need. DJ 

anonymously donated money to get the network on its feet. "I donated this money to help 
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us get on our feet. I was hoping that we could really get started raising funds to help 

people. I need people and really wanted to do something." 

Money and giving were not all that built the foundation. It was also built in the 

education of the family members. DJ felt that the more they educated themselves, the 

more the network would benefit. This is exampled by her comment: 

... We didn't know how to conduct ourselves at a conference. What will I do? 

How do I dress? And how will I act? These are things that we have learned from 

each other. We have learned about our rights as humans, how to go to conferences 

and learn where the grant money goes and where funding comes from. We meet 

with ministers and do community outreach. We meet with senators, congressman 

and together network in the community. What people don't know yet is that not 

only have we benefited from the community, but we can help people in return. 

The Family Network has matured as an organization, but the members still have a 

lot to learn. OJ loved the network. It became her whole life. She told her sister: 

.. .I want you to help me write a book. I know my cells are decreasing and 

maybe I won't be here in three years. But, if we do this book, the benefactors of the 

book must be people we work with. Your grandchildren my, grandchildren, they 

must be the benefactors and the network must be in the book, We have got to tell 

people what it is all about. I feel like I get a boost and my energy from the network. 

I want everyone to benefit from the network. 

The foundation of the network was established as each and every member 

contributed to its growth. It was now up to the membership to grow and build a better 

tomorrow. The next theme, Sharing Hope, describes more of this growth. 
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Essential Theme 3: Sharing Hope 

Sharing Hope happened when members were more optimistic and had more hope to 

hold on to. Members described feeling depressed for so long that, when they overcame these 

feelings, they realized there were other people sharing their pain. They are learning to live 

with this devastating disease and in doing so, bring hope to themselves and the community. 

Before joining the network, Thelma felt alone when her daughter first told her she 

was HIV positive Thelma didn't have anyone to talk to. She would just sit by herself and 

cry. She didn't know that her depression was evident to others . At her job people would 

ask her what was wrong, and she would respond: 

Well , it is my daughter; she is ill and the doctors don't know what is the 

matter with her. It's really getting me down because they are running tests. I hated 

to lie like that, but I had no choice. It was the only way I could face it until I met 

Elizabeth. She began to get me to talk. Then we formed the network; that is what 

really started motivating me. 

The network became the symbol of hope. They didn't have to be alone anymore. 

There were other people involved. The network helped Thelma out of her depression. 

She furthered commented: 

.. .It gave me something to fight for and try to help other people to try and 

understand about HIV and AIDS. Because when the family gets it they can't say 

they get it because of drugs, they can't say they gets it because they are a prostitute, 

they can't say that, because it's out there and everybody can get it. What I say is 

they should not turn their back on their family. 

Hope for DJ came when she realized there were other people in the same situation 

as she. What DJ did not want to do was indulge in self pity. She wanted to do something 
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that mattered. After all, she was still living and perhaps she could help prevent others 

from feeling like she did. 

The members of the network did not sit around as is done in most support groups 

and talk of being sick and dying. What they did do was talk about things to do, things to 

occupy time, activities with children, going places, raising money to get a van to 

transport families around. They did not talk about dying or feeling sorry for themselves. 

OJ comments: 

There is not one person in that room sitting in self pity. I said, "God, here I am 

feeling sorry for myself, and here is the Family Network: a group of grandmas and 

mothers that are raising their children; that have lost their daughters and 

grandchildren. I have not lost anything, I still have my life, so why am I not doing 

anything?" What the network means to me, is people sharing love and a bond that I 

can't describe. 

To DJ and the other family members, having AIDS does not mean dying. It means 

there are cases of people living 16 to 20 years. It does not necessary mean not seeing 

family members grow up. As DJ puts it: "There is a cure. The cure starts with you. I 

always believe that." Sharing hope is being able to let go and accept care from others. 

DJ never goes anywhere that she is not willing to talk about herself and the Family 

Network. She believes that the first step must come from within and then everything else 

falls in place. She states: 

You can take all the medication you want, but if you don't believe in God and 

that the cure is with you, it doesn't matter anyway ... take care of yourself and do 

good things in your life. God grants longevity even if it is for a little while. If you 

have done something good ... Then it's a good life. Because a lot of people won't 
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even get that much time. 

Sharing hope is linked to each of the six themes. It means that the more one lets go 

and gives of oneself, the more strength one has to carry on. In the next theme, Growing 

Stronger, this will become more evident. 

Essential Theme 4: Growing Stronger 

Growing Stronger is the feeling one gets when one has reached the bottom and has 

nowhere to turn, and then suddenly someone reaches out and one knows that they will be 

OK. They are not alone anymore. They have something to live for, a connection. Their 

self-esteem and respect have increased. They believe in and have a trust in God. More 

importantly, they know they are not alone. 

Elizabeth's position in the Family Network has not been an easy task. She is looked 

to for guidance and support. The other family members see Elizabeth as a beam of light. 

She is the reason they are living. It is this trust and support that helped make their lives 

easier to live. In return, Elizabeth feels needed by the other members. Perhaps one of the 

most important lessons she learned as the chairperson of the Family Network was 

patience. She learned not to think for the family members, but to allow them to think on 

their own. It has taken enormous strength for Elizabeth to let go and just be there for a 

family member. She commented: 

I am looked to for guidance. If a family member has a decision to make, they 

would come to me for help. What I have to remember though, if the family member 

didn't like what I said it could cause a conflict. I did not know it at the time, but I 

started seeking information to share with the families to help them make informed 

decisions. I didn't know that I was doing that at the time it sort of evolved. So, it 

means I have to wait for the family members to ask for help and then advise. We 
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then solve the problem or go on to whatever is next. 

Being a part of the Family Network was exuberant for Elizabeth. She felt very 

strong and in control of her life. What mattered to her was getting through one crisis 

before another one hit. The Family Network is not unlike any nuclear family. There is 

usually one family member who is looked up to for support and guidance. However, just 

like in a family, conflict can occur. Usually, it is in the communication with one another. 

It is therefore important to be there, but also to know when to step back and let the family 

member do for themselves. Thelma describes how she has changed with the network . 

.. .1 used to be a type person, regardless of what it was, I would not speak up. I 

would Jet people walk all over me, say anything to me. I accepted whatever they did 

or said. I would get scared ... But, somehow with the Network it made me start 

feeling like I was somebody. I was helping somebody, and somebody was helping 

me. So, thanks to the network, I feel like a human being. Before that I was nothing. 

Members of the network felt that the act of doing and reaching out to another 

person helped to increase their respect for themselves, and in doing so, they grew 

stronger. To feel more of a person is important for the Family Network members . They do 

their best to be there. Thelma used the analogy: "I am coming out Fighting like a Bull." 

She liked the sounds of that statement. Her life at the present resolves around being there 

and helping other Family Network members. Thelma likes the person she has become. 

John, on the other hand, felt that he was helping to create the network and that, 

because he was already a long time survivor of AIDS, he had already dealt with the guilt 

and shame of the disease. John didn't feel that the family members fully understood the 

stigma associated with the disease. He wanted to ensure that they completely understood. 

He commented: 
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They don't fully understand the guilt that comes with the disease. And not to 

put a moral value in it, but to say that HIV is no different then any other chronic 

illness. We have failed to understand that. And I think that the network, I pray and 

hope, that it will de-stigmatize that ideal, that is, we will be able to not only educate 

ourselves but understand ourselves. 

John didn't feel that he, as an individual, could sit back and watch others go through 

his same pain, but that if the network could, they needed to really understand and do 

something. When John thinks of people that are less fortunate then he, all he wants to do 

is reach out. He states: " .. .I want to ask God merely to give me the strength and the 

patience. And sometimes I ask him to send me a pot of gold. I want to be able to truly 

help these people." 

In contrast to John, DJ felt that the cure must start with the individual person. She says: 

Take hold of your life. Take care of yourself and do good things with your life. 

Gods grants longevity even if for a little while. If you have done something good with 

your life, then you have lived a lifetime. Because a lot of people won't even get a 

lifetime in all the years that they live. Here I have this paper in my pocket. It is the name 

of the group I am with. There are plenty of people to talk to. We have a lot of mothers 

and grandmothers, and young ladies with babies. That's what you can do, call them. The 

Family Network gives me strength. When I feel down or lost, I can pick up the phone 

and someone is always there. They give me something. In return, I make sure they know 

I love them. We talk, pray and support one another. We are always there for one another. 

When someone from the network calls, I stop what I'm doing and take care of it. This is 

all so that the network can do the work it needs to. We reach out to people and provide 

unconditional love. We aren't looking for anything. We just want people to know we are 
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there. That we have experienced the same thing and that we know what it's like because 

we have been there. 

DJ's strength comes from the network and her faith in God. She reaches out to others and 

in doing so grows stronger. 

Essential Theme 5: Respecting and Accepting 

This theme authenticates the purpose of the Family Network. The members accept 

each other regardless of their color, their culture, or values. They don't try to change each 

other and place themselves in a situation where they are neither valued nor accepted. This 

has created dignity among the network members and has given them a sense of self

worth. Elizabeth states: 

... we take in consideration of each family member, and we take into 

consideration any confidentialities. It's not confidential among us because we are in 

the same criteria as one another. We are all there for that same purpose. We are not 

here to judge anyone. We don't care what ability that one person in the network 

cannot do that the other person can do. Each family person is a person of their own. 

One thing that the network does have for them is a lot of love and care. No, we 

don't push the words AIDS so much in their face. They live with it every day. What 

we do try to do is to support them to be more self-sufficient, more outspoken, and 

more of an advocate for themselves. 

Elizabeth's family member, who died from complications of AIDS, taught her: 

... That no matter who you are, you are no different from anyone else. It 

doesn't matter what color your skin is, what your culture is. We all bleed the same 

color and there is no difference. So to me it doesn't matter who we are or what we 

are. We are all in this together. 
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Family accepting experiences influence how you treat your family and friends. 

Thelma explains: " ... You should not turn your back on your family. If you have someone 

in your family with HIV, stick with them, love them and care for them." Thelma's 

experience with her family and AIDS is what motivates her everyday existence. She is 

committed to helping others and shield them from her experience. Thelma feels that, 

"people need to start trying to understand the situation and not turn their back away." 

Thelma felt that by becoming a part of the Family Network, that she has been made to 

feel like somebody. That is a feeling that no one can take away from her, and one that 

grows stronger each day. 

John, on the other hand, had a different concept of respecting and accepting. He felt 

that it was necessary to understand each other and to value the group's unique 

differences. He stated "I think we have to be completely non-biased and non-prejudicial 

to really be able to give of ourselves in the way we would like to see each other helped in 

this epidemic." John defined the Family Network as Family. "Anybody, everybody 

together trying to resolve, trying to provide, trying to create dignity for each other." 

Respect was very important to John, who felt that above everything else, you must 

respect each other. He states : "Together we can assimilate, we can create and most of all 

respect." It was very important for John to feel respected and accepted. He felt that, 

above everything else, he gained a family. It was hard for John to explain his feelings , 

because the words came from his heart. " ... they not only entrusted me but accepted me. It 

didn ' t matter that I'm gay, Hispanic, or that I'm from a different background. Because of 

this, I know what its like to be humiliated and can share my experiences with others." 

Respecting is not only important to John, but to all the network members. It became 

important to acknowledge their differences . DJ states: 

57 



We are a family. I don't think there is one of us that makes any new members 

feel unwelcome. It doesn ' t matter if your Black, Hispanic, White or whatever; its all 

about sharing and loving each other no matter what. I think we learn from each 

other. We all come from different background and bring something different from 

our lives that we share with each other. Miss T., for example, is a good cook, Ms. E. 

works for the clinic and gets to meet families that need our services. She is able to 

tell us about their experiences and what their family needs are. This makes the 

members of the network strive harder for what we need to accomplish 

Each Family Network member had suffered their own unique pain and lived 

through the horrors of feeling alone with this devastating disease. However, unlike many 

others, they have chosen to get rid of their anger by reaching out to others and sharing 

their unique experiences. 

Essential Theme 6: Belonging Together 

This last theme illustrates the connection the network members feel towards one 

another. They came together for a purpose and what they created was a family, a 

friendship, and a bond. They felt comfortable with each other and were able to share their 

love, joy, sadness and sorrow. They know they are not alone but have each others to share 

a commonality. 

Elizabeth's relationship with the Family Network is just like that of a family. The 

women in the Family Network are grown adults. Some are grandmothers and still they all 

look to Elizabeth for love and support. She explains it like this : 

It's like if I don't say something strong to them they think something is 

wrong. For example, they will say: "Why didn't you ask me where I was?" or "Why 

wasn't I at the meeting?" They expect me to check up on them. I love that it doesn ' t 
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create a problem. Yes, we do run into problems sometimes. But, these problems can 

be easily worked out. It's because we are family. That's what we do. It's really 

great. The community just doesn't understand what we are all about yet. 

Elizabeth explained that the network is a family that belongs together. Thelma shared that 

a lot of members looked forward to the monthly meetings. She stated that when she and 

other network members are not able to go to the meetings, they described feeling lost. 

This is an example of the opposite of belonging together and demonstrates the 

importance of this theme. Thelma further stated that belonging to the network helped 

people feel like they "were somebody" and when they attend the meetings, they did not 

have to talk about their problems unless they wanted to. She demonstrated this feeling 

with the following story: 

I remember one lady of the network called me and she was a basket case. The 

night that she called me, she was crying so hard she could hardly talk. But about ten 

minutes after I talked to her, she seemed like she was a whole lot better; and she 

told me, "you know, just talking to you, I feel so much better ... " 

Thelma's stories reflect the feelings the network members have toward each other. The 

network, according to Thelma, is a place to come that helps to make one feel better. If 

they want to talk, they can otherwise; they can just be there. This is illustrated by the 

repeated comments: 

The network makes me feel like I have something to hold on to. We are truly a 

family that cares and loves one another. We try to be there for each other. We are 

just one big happy family. 

It may well be the fellowship that has created the feeling of belonging together, but it has 

also given its members opportunities to do things they may not have been exposed to 
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otherwise. Thelma stated that to be a Family Network member is exciting: 

... when we are around one another, we are a true family that cares and loves 

one another. The network looks like the best thing that has come around. Because 

when you meet, you don't have to talk about HIV unless you want to. 

This seemed to be important to the members of the network. They wanted to know 

someone cared, but they didn't want to feel over powered by the caring. 

John defined the belonging together as being a family. His definition for family is 

" ... in the 21st century, family is that a family can be anybody: a mother, a child, a father, 

a child, two women, two men; call it what you wish. Family is a creation of God." It was 

important to John to define family and be loving about it. He stated that it is important to 

understand and respect each other as Christ did, and he quoted: 

My Peace I give you, My peace I gave, Love one another as I have loved you. 

Non-prejudical accepting the things we are unable to accept. Not as the world giveth, I 

give unto you. Let not your heart be troubled, neither let it be afraid. (John 14:27). 

To be accepted was important to John. It meant that the family members felt comfortable 

and knew that they had a place to belong, with people who cared. John stated that the 

Family Network is: 

... a friendship; is a relationship; is a feeling of togetherness; is a feeling of 

love. I think that's what the network is all about. It is relationship building. It is 

what we have created. I think that the love and understanding that is there is not a 

happening, it's a trust. That's what so wonderful about this. The ideal that we can sit 

down together and say, "You know what? This is happening to me and I'm sick and 

tired of it." Or, "I had a wonderful experience." When you can express yourself 

openly, then you know that you can trust, and that's what relationships are built on 
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trust and love. 

Trust then, can be considered part of belonging together. John sums it up this way: "I 

think what is involved in the network is a friendship; is a relationship; is a feeling of 

togetherness; is a feeling of love. To me that explains what the Family Network is all 

about." DJ also explains the network as a family: 

Miss Elizabeth is like a mother to me. Miss E gives me my guidelines and I 

ask her questions about God. John is like a big brother. He lets you get on the phone 

and call him anytime. It's a family. We talk about ourselves, our lives and each 

other. We have mothers, friends and grandmothers. Oh I have a lot of mothers and 

love. I feel like I'm the brat in the bunch. I get all this love and mothering and I get 

jealous sometimes. Like when someone doesn't call you. It's really a family. We 

have all of the same thoughts and feelings. So If someone comes into the group 

without a family, they will become part of one whether they expect it or not. We 

fight, but its different. 

DJ and each of the other participants have described the feeling of belonging together as 

a family. What they have done is demonstrated the role family played in building a 

community. Each theme linked the foundation to the structure and what resulted was the 

community. 

Metatheme: Building a Community 

Each of the essential themes discussed contributed to the general theme, Building a 

Community. What the family members did not realize was that, in sharing their common 

bond, they were actually building a unique structure. This structure became the Family 

Network. DJ stated, "I see the Family Network as being the facilitator of the people and 

the community. The network makes phone calls. We help people do what they need to on 
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a daily or monthly basis." What she described was the families coming together, reaching 

out to one another, filling a void in their lives. This void was filled by the families' total 

contributions to the network. What they may not have realized, was that each family 

member has a place on the team and they bring their own unique self to the family. 

Without the families, the network cannot exist. Elizabeth said it best when she stated: "I 

will always be there to do what I can for the network ... you feel like you are one and you 

can't do without the other. That's what the network is all about." 

The network members did not realize that, at the same time they were working hard 

to build the Family Network, they were also building a community. DJ described the 

network as a place families can come and bring their children to play, have lunch, share 

information, ideals, and needs. She gave the example: " ... someone might need clothes, 

someone else will offer, good I have clothes that will fit your child. Let me clean them 

and I will get them to you .. " She further described how they now have a central clothing 

and food bank. They have an office to which people can come and not feel that they are 

alone. The network members share resources, people and services. 

We are together for a purpose in that we are a family. When someone else new 

comes in, I don't think there is one of us that doesn't make them feel welcomed. It 

doesn't matter that you are Black, Hispanic, White or whatever; it's about sharing 

and loving each other, no matter what. We all learn from each other. We all come 

from different backgrounds and bring something different from our lives that we 

share with one another. 

DJ wants to make sure the network is around for years to come. She says, " I love the 

network. I know what we have been doing is great and it will benefit people for 

years to come." 

62 



John described the Family Network as more then a place to get together. He 

described it as a link to education, support and love. He strongly believed that it is 

important to help people and their families deal with the guilt and stigma associated with 

this disease. His premise is, that if people become more knowledgeable and know where 

their resources are, they will feel wanted and loved. Families will then feel like they 

belong to something, are not alone, and will make it through this devastating disease. 

The end result will be the continuation of the Family Network and the continued growth 

of the community. 

Conclusion 

Thematic analysis of the conversational interviews resulted in emergence of one 

overall arching theme, Building a Community, and six essential themes: Reaching Out to 

Each Other; Building a Foundation; Growing Stronger; Respecting and Accepting; and 

Belonging Together. 

Family support systems are often activated when life threatening or chronic illness 

affects a family. However, when individuals hear the words "AIDS" or "HIV infection" 

they often become apprehensive and do not know what to say. Nor are they able to care 

for or provide support to the infected individual, because they themselves do not know 

what to feel or how to respond. The "Family Network" has provided a relief from some 

of those feelings for its members. Unlike many support groups this network provides 

emotional support more than educational support for its membership. 

The families have learned to become empowered to help themselves through this 

devastating crisis. They are no longer alone, but together they have built a unique 

structure the "Family Network." This network has the potential to provide support to 

families for many years to come. 
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CHAPTER V 

DISCUSSION 

This study describes the meaning of membership in a family support network for 

caregivers infected and affected by HIV-AIDS. Four Family Network members were 

interviewed using conversational dialogue. Six interconnecting themes emerged: (a) 

Reaching Out To Each Other; (b) Building A Foundation; (c) Sharing Hope; (d) 

Growing Stronger; (e) Respecting and Accepting; (f) Belonging Together. One 

Metatheme emerged- Building a Community. This chapter will define the different types 

of psychosocial support systems found in the literature, compare and contrast them to the 

Family Network, and discuss the meaning of the lived experience of membership in the 

Family Network. The chapter will conclude with a discussion of implications of this 

research to nursing practice, nursing education, and nursing research. 

Comparison of Psychosocial Support Groups 

Social support groups have become necessary for many HIV positive or infected 

individuals, especially as HIV-AIDS shifts from the gay community into the heterosexual 

community where support may not be readily available. The public's fear of HIV-AIDS 

promotes social isolation, rejection, and ostracism. Lack of a supportive network of 

family and friends is characteristic of HIV-AIDS patients and of their caregivers, who are 

often held hostage by the disease (Mayers & Spiegel, 1992). Caregivers typically have no 

place where they can meet their needs to "vent feelings," to "address fears," and "to 

grieve" (Mayers & Spiegel, 1992). Social support groups are a potent means of meeting 
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these needs and are mentioned numerous times in the literature (Bowes & Dickson, 1991; 

Hartman, Radin,& McConnell, 1992; Lynch, 1992; Mayers & Spiegel, 1992; Nugent et al. 

1992; Phillips, 1990; Rawlins & Horner, 1988; Rootes & Aanes, 1992). 

Rootes and Aanes ( 1992) recognized self-help groups as an important part of the 

continuum of services in the mental health system, but were confused about what 

constitutes a self-help group. In this article the authors outlined seven criteria for defining 

self-help groups and differentiating them from other types of groups, such as advocacy or 

support groups. Self-help groups were defined as: (a) A self-help group is supportive and 

educational, (b) Its leadership comes from within the group, (c) The group addresses a 

single major life changing event, (d) Group members participate voluntarily, (e) The 

group has no monetary interest or profit orientation, (f) The primary purpose of group 

membership is individual personal growth, (g) Membership is anonymous and 

confidential. Support groups are different in that they do not focus on personal growth. 

Support groups generally deal with an external crisis, and their purpose is to assist 

members emotionally and educationally until the crisis has passed. Support groups can 

also be effectively lead by external leaders. Advocacy and political action groups differ 

from self-help groups in that the members ' goals are to change others or the system and 

not themselves. A major life-disrupting event is also not necessarily the primary focus of 

advocacy groups. 

Nugent et al. (1992) stated that support groups create a climate that can facilitate 

the family's movement back to a state of equilibrium. Participation in a group offers 

families an opportunity to share common concerns and emotions with others who are 

experiencing similar situations. Support groups are defined as interpersonal interactions 

that focus on strengthening and reinforcing a member's personal and environmental 
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resources to help the individual alter or prevent maladaptive patters of coping, and at the 

same time maintain healthy behavior patterns. The "Nugent model of Family Support," 

combined with the operational processes of the "Double ABCX Model of Family 

Adaptation" and the "Power Resources Model" form the basis of this particular support 

group. The concepts of caring, empowerment, and family efficacy are also integrated to 

assist the family to develop and use positive coping strategies. Caring includes nurturing, 

affirmation, and validation of self-worth. Caring facilitates problem solving through the 

demonstration of connection and concern, and is the beginning of a trusting relationship 

between the health care provider and the client. Empowerment is demonstrated by the 

families' ability to manage and cope with stressors utilizing personal resources and 

strengths. Thus the family's ability to creatively manage crisis increases. Self Efficacy 

relates to beliefs about capabilities of performing specific behaviors and is defined as the 

family's self-perceived competence in problem solving. When present, the family is more 

likely to be involved in decision making which increases member involvement. Thus the 

following assumptions form the basis of the model: (a) disruptions in a child's health are 

perceived as a family crisis, (b) support is available to the family from a variety of internal 

and external sources, (c) caring interactions within and among families are beneficial in 

coping with a crisis, and (d) support groups help families achieve self-efficacy. 

Finally, in the last model reviewed, Hartman et al. (1992) stated that health care 

providers are not always available to help parents learn how to function in their ever 

changing role. They suggest the use of an informal peer support network as a powerful 

tool for parents of children with medical disabilities. According to Hartman et al. ( 1992), 

such a network can help parents to accomplish the following tasks: (a) foster acceptance 

and understanding of their children's medical condition or disabilities, (b) develop 
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adequate coping mechanisms, (c) obtain information on available programs, services and 

resources, and (d) develop skills to fully participate on a peer level in decisions regarding 

their families' unique needs. In Enabling and Empowering Families. (Dunst, Trivette, & 

Deal, 1988) reported: 

There is one major and consistent finding from available social support 

research, regardless of the population that is studied. Informal support from 

personal network members has powerful stress-buffering and health promoting 

influences ... The effects of informal support are generally greater than that 

attributable to formal support services. In our own research, the effects of informal 

support are so great that these influences can not be ignored as a major form of 

intervention. Indeed we should go so far as to say that, to the extent possible, family 

needs should be met by promoting the use of informal rather than formal support 

services (p. 32). 

In keeping with the 1987 recommendation by Surgeon General C. Everett Koop, which 

called for a commitment to family-centered care for children with special health needs, 

the Michigan Department of Public Health created the Parent Participation Project. Out 

of the Parent Participation Project, the Family Support Network of Michigan was formed 

(Hartman et al. 1992). This network is a coordinated group of parents who have children 

with special needs. The network includes a central office within the public health 

department, as well as, volunteer county coordinators. The role of the county coordinator 

includes: (a) liaison with professionals and other support groups to market the peer 

support and referral network, (b) assisting referral parents, (c) collecting referral 

information, (d) assisting with the parent training, (e) coordinating support group 

meetings, (f) serving as a liaison between parents and professional service providers. 
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The basic tenants of the group are to: (a) serve the needs of parents and their families, 

(b) support and direct chapters organized families, (c) provide peer support training, 

(d) ensure respect for the families' rights of privacy and confidentiality. 

In conclusion, there are basically four types of psychosocial support groups 

discussed in the literature: (a) self-help groups, (b) support groups, (c) advocacy and 

political action groups and, (d) informal peer support networks. Each group has its own 

purpose for existence. Self-help groups are supportive and educational. Leadership comes 

from within the group and the group addresses a single major life changing event. 

Participation is voluntarily and the group has no monetary or profit orientation. Purpose 

of the group is personal growth and membership is anonymous. Support groups deal with 

external crisis; their purpose is to assist members emotional and educationally until the 

crisis has past. They are also generally lead by external leaders. Advocacy or political 

action groups differ in that the members' goal is to change others or the system and not 

themselves. A major life threatening event is not necessarily the purpose. Lastly, informal 

peer support networks are parent-led and serve the needs of parents and their families . 

Comparison of the Family Network to Other Psychosocial Support Groups 

Unlike the psychosocial support groups found and discussed in the literature, the 

Family Network's existence seems to be more global and contains components from each 

of the psychosocial support groups presented. In comparison, the Family Network is 

more like the concept of the informal peer support network. However, what drives the 

Family Network is the overwhelming sense of devastation, fear and the stigma of finding 

out that HIV-AIDS is affecting an individual and their family. What brings families to the 

network is being accepted into an environment that is free from the hopelessness and 

helplessness of being diagnosed HIV positive. Families are able to share their pain with 
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individuals who have experienced similar situations. It is usually the lack of a supportive 

network of family and friends that creates the need for and brings network members 

together. Additionally the Family Network can be compared to other psychosocial 

support groups in the following ways: (a) membership is voluntary, confidential and 

anonymous; (b) leadership comes from within the group; and (c) the networks assist 

members emotionally and educationally. 

The question one needs to ask now is, "What is so unique about the Family 

Network that makes it different from other groups described in the literature?" Up until 

this point the literature has been describing support networks, and how working through 

crisis can bring the family back to a state of equilibrium. The Family Network has 

created a safe environment filled with love and acceptance for families infected and 

affected by HIV-AIDS. These families did not realize that in sharing their common bond 

they were building a unique structure, the Family Network. DJ stated, " I see the 

network as being the facilitator of the people and the community. We make phone calls. 

We help people do what they need to do on a daily or monthly basis." She described the 

reaching out to one another, filling a void in their lives. The Family Network is different 

than most other support networks in terms of the community building that has taken 

place. Elizabeth stated she would always be there for the network " ... you feel like you 

are one and you can't do without the other." OJ described the network as a place families 

can come and bring their children to play, have lunch, share information, ideals and 

needs. These families have achieved the goals of the psychosocial groups described in 

the literature and, in addition, they have built a community and created a unique family 

open to anyone who needs it. 
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The Family Network 

Six essential themes emerged from the methodological analysis of this study: 

Reaching Out to Each Other, Building a Foundation, Sharing Hope, Growing Stronger, 

Respecting and Accepting, and Belonging Together. Each theme contributed to the 

general theme of Building a Community. Scott Peck, in his book The Different Drum: 

Community Making and Peace.Cl987), stated: "Nothing is more important. Yet it is 

virtually impossible to describe community meaningfully to someone who has never 

experienced it-- and most of us has never had an experience of true community" (p. 59). 

One has only to experience the effects the Family Network has had on its members to see 

the meaning of Building a Community in the context of this study. 

The network began when Elizabeth reached out to Thelma. At the time Thelma was 

depressed and feeling alone and isolated. She was not ready to let someone into her life, 

but was not counting on how persistent Elizabeth could be. Elizabeth called constantly to 

ask if Thelma needed anything. It became apparent to both Thelma and Elizabeth that 

there were many more people who had the same needs. Thus, the Family Network was 

started. 

Scott Peck describes this as Community Building and it is, but in the primitive 

sense of the word. According to Peck, ( 1987) groups that assemble deli berate! y to form 

communities routinely go through certain stages in the process. These stages are: 

(a) pseudocommunity, (b) chaos, (c) emptiness, and (d) community. Pseudocommunity is 

where the members attempt to be an instant community by being extremely pleasant with 

one another and avoiding all disagreements. This attempt, according to Peck ( 1987), 

never works because members do not allow their individual differences to surface. When 

this is recognized and individual differences surface, the group almost immediately 

70 



moves into the next stage, chaos. The chaos centers around well-intentioned but 

misguided attempts to heal and convert. Individual members resist the change and chaos 

ensues. The stage of chaos is a time for fighting and struggle, and is not easy. It appears 

to be a degeneration of the community. There are two ways out of chaos. One is into 

organization, but according to Peck ( 1987), organization is never community. The other 

way out of the chaos stage is through emptiness. Emptiness is ridding oneself of barriers 

to communication. The most common barriers to communication are: 

(a) expectations and preconceptions, (b) prejudices, (c) ideology, theology, and solutions, 

(d) the need to heal, convert, fix or solve, and (e) the need to control. As a group the 

members work through the barriers until there is emptiness and death. The death is not 

the passing of the human spirit -- it is the emotional surrender of the group. When the 

death is open and empty, the final stage of community is reached. The room is bathed in 

peace. Quietly, members begin to talk about themselves, speaking from the deepest 

depths of their soul. Healing takes place simultaneously and the community is born. The 

community continues as long as the need exists and the community is maintained. 

The membership of the Family Network did not set out to create the community as 

described by Scott Peck; rather, their only purpose was to create a safe environment 

where families could come in the face of the AIDS epidemic. Community, according to 

Peck ( 1987), is much like a multifaceted gem, each facet a mere aspect of the whole. The 

facets of community are interconnected and interrelated. The Family Network is 

multifaceted and has created a place for families to receive unconditional love and 

acceptance. They have formed a loving, sharing environment where everyone learns from 

each other. Members never have to feel alone nor isolated. If they do, they can pick up 

the phone and someone is there. This final story (CARES, 1995) authenticates the 
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meaning of the Family Network: 

" OUR LABOR OF LOVE" 

After learning I was HIV positive in 1994, I prayed about finding an 

organization to associate with to help others and myself. In July, 1994, I read an 

article about the Family Network: "Someone cares- they help heal the sorrow that 

is left by AIDS." 

I was so impressed that I called Elizabeth, the Chairperson, and we met, 

talked, laughed and cried. I caught another virus more powerful than all others! It is 

the contagious virus of LOVE. I offered to help in some way and was invited to join 

the Board of Directors being formed, and later became an Advisory Board member. 

Shortly thereafter, I met the "anchors of love" in the Network. Several 

grandmothers meet under the "Tree of Life" just outside the clinic every Tuesday 

and Thursday. They set up a "Free Market" of clothing, toys, shoes and other items 

donated by caring individuals and organizations. I try to get there as often as I can 

to help in their "labor of love." 

During my association with the Network, we have made a remarkable 

discovery of a powerful new medicine! It is called "HHL." These letters stand for 

HEALING, HOPE and LOVE. Created was a vaccine to help anyone infected or 

affected with HIV-LOVE is the most important ingredient. From this love, an 

organization has sprouted, and like a mustard seed, it is growing slowly but surely, 

every day, in the hearts and minds of every Family Network member. 

As we strive in our labor of love to make the world better, we can be assured 

that we are paving the way for the perfect world tomorrow as promised by the 

Prophet Isaiah: "The wolf will live with the lamb, the leopard will lie down with the 
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goat, the calf and the lion and yearling together; and a little child will lead them." 

(Isaiah 11 :6-7). Whenever the beasts of the fields have caught the virus of LOVE, a 

happy, healthy child will lead them (p. 5). 

(Family Network Member, 1995) 

As demonstrated by the numerous stories, the Family Network has become 

beneficial to its members and families. Not only have they built a community and born a 

family, but they have benefited in other ways. First, the network members have 

developed their coping mechanism used to respond to crisis situations and promote 

growth and development among the family, known as "Family Functioning." According 

to Dunst et al. (1988) the ways in which families cope with life events as well as promote 

the growth and development of the family, is partly due to the family functioning style. 

Family function refers to both existing strengths and capabilities and the capacity to use 

these strengths to mobilize or create resources to meet these needs. Family strength is 

defined as: 

... those relationship patterns, interpersonal skills and competencies, and social 

and psychological characteristics which create a sense of positive family identity, 

promote satisfying and fulfilling interaction among family members, encourage the 

development of the potential of the family group and individual family members, 

and contribute to the family 's ability to deal effectively with stress and crisis. 

(Dunst et al. p.24) 

Research discussed in Enabling and Empowering Families, (Dunst, Trivette, & 

Deal, 1988, p. 25) suggest that there are 12 major, nonmutually exclusive qualities of 

strong families . However, before listing the 12 qualities, the researchers make it clear that 

not all families are characterized by all of the qualities. A combination of qualities 
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appears to define a strong family. Listed are the qualities that apply to the Family 

Network. They include: 

1. A belief and sense of commitment toward promoting the well being 

and growth of individual family members as well as that of the 

family unit 

2. Appreciation for the large and small things families do well 

3. Concentrated effort to spend time and do things together 

4. A sense of purpose that permeates the reasons and basis for "going on" 

5. The ability to communicate with one another 

6. A clear set of family rules, values, and beliefs that establish the group 

expectations 

7. A varied repertoire of coping strategies that promote positive 

functioning 

8. The ability to engage in problem solving activities designed to 

evaluate options for meeting needs and procuring resources 

9. The ability to be positive and see the positive in all aspects of their lives 

The second benefit members of the Family Network received is that of 

"empowerment." Empowerment is a process by which people are supported and valued 

as they Jearn about themselves, make decisions, mobilize resources, and accept power, 

control and direction in their lives. Nugent et al (1992) stated that empowerment of the 

family is demonstrated by their ability to manage/cope with stressors through the 

utilization of personal resources and strengths. This is particularly true in the event of a 

crisis. Empowerment is also the antithesis of helplessness. Interacting in a support 

network decreases the families' isolation and feeling of helplessness and hopelessness. 
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Thus, the family power resources have increased. They can not help but feel more 

empowered. Empowerment of the family funnels their energy into creative coping and 

problem solving methods (Nugent et al. 1992). 

Lastly, not only have they built a community, but the community has mushroomed 

into a "family." Wright (1991) defined family as" ... not only biological family of origin, 

but also an extended family of choice, which may include spouses, children, gay partners, 

and close friends. To the person with AIDS, family consists of those significant others 

who are considered family by the patient" (p. 134). John defined family as "Anybody, 

everybody together trying to resolve, trying to provide, trying to create dignity for each 

other." John felt above anything else what he had gained was a family. It was hard for 

John to express his feelings, because the words came from the heart. He stated " ... not 

only have they entrusted me but accepted me." It became important for all the network 

members to acknowledge their differences. DJ states: 

We are a family. I don't think there is one of us that makes any new members feel 

unwelcome. It doesn't matter if you're Black, Hispanic, White or whatever; its all about 

sharing and loving each other no matter what. I think we learn from each other. We all 

come from different backgrounds and bring something different from our lives that we 

share with each other. Miss T., for example, is a good cook, Ms. E works for the clinic 

and gets to meet families that need our services. She is able to tell us about their 

experiences and what their family needs are. This makes the members of the network 

strive harder for what we need to accomplish. 

Elizabeth explained that the network is a family that belongs together. Thelma shared that 

a lot of members looked forward to the monthly meetings. She stated that when she and 

other network members aren't able to go to the meetings, they felt lost. This is an 
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example of the opposite of belonging together and demonstrates the importance of 

"Family." The network, according to Thelma, is a place to come that helps to make one 

feel better. If they want to talk, they can; otherwise, they can just be there. This is 

illustrated by the repeated comments: 

The network makes me feel like I have something to hold on to. We are truly a 

family that cares and loves one another. We try to be there for each other. We are 

just one big happy family. 

It may well be the fellowship that has created the feeling of belonging, but the feelings 

and energy that have erupted are nothing more than that created by a "Family." 

Implications of the Findings for Nursing 

The findings of this study have revealed implications for nursing research, 

education and practice. The devastating effects of HIV-AIDS is now in its second decade 

and is considered a chronic disease that effects the entire family. As nurses move into 

expanded roles, they encounter families in a wide variety of settings and are concerned 

with a multiplicity of factors regarding family health. From direct service to consultation 

and education, nurses have the opportunity to positively affect the health and health care 

of the family (Gershwin & Nilsen, 1989). Often the nurse is expected to advocate and 

provide patient teaching among other duties. At times this becomes difficult for the 

family affected by AIDS. The family may not know what is expected or even how to 

respond. The question arises: How does one keep the conspiracy of silence suppressed 

and allow the nurse to intervene on their behalf? The distress engendered by the presence 

of this chronic disease provokes a reaction from the caregivers and families affected. 

Through the creation of a family support network, members are given opportunities to 

interchange with "families who have been there." They are then able to compare 
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experiences and deal constructively with family stressors, fears, and feelings of isolation 

and hopelessness. 

Nursing Practice 

As the discussion implied, there are many opportunities for the nurse to intervene 

on the family's behalf. Nursing has become centered in the community. More and more 

nurses are becoming primary caretakers of families in community clinics and school 

health systems. The nurse assessing the family from a holistic perspective not only 

provides for their obvious physical health care needs , but also intervenes on behalf of 

their psychosocial needs. Many problems exist for families with HIV-AIDS, but the most 

fundamental and important needs for women and their families are food, housing, and 

protection. Maslow's hierarchy of needs is very apparent in this population (women and 

families affected by HIV-AIDS). If the fundamental needs are not cared for the higher 

needs can not be met (Bendell, 1993). Unfortunately, many HIV infected families have 

suffered many losses. They can include loss of housing, family, friends, income, and 

independence. Many needs can surface for these families; it is therefore important for the 

nurse to intervene on the families' behalf. This can be done by the nurse assessing the 

families' psychological resources, coping resources, and health care needs. Once the 

psychosocial assessment is complete, the nurse can then make the appropriate referrals. 

Nurses also need to incorporate and utilize parent support groups into their nursing 

interventions. To do this, they need to be aware of existing groups in the community, their 

purpose, their effectiveness, and whom to contact. Families can then be matched to 

groups that best suit their needs. It is important to remember that the role of the nurse is 

not to solve all of the problems living with HIV-AIDS has created, but to promote and 

support the family and enable them to become empowered as a functioning family. 
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In addition to the nurse referring the patient and family to psychosocial support 

groups it is just as important for the nurse to model supportive behavior. This can be 

accomplished by sharing research studies such as this one in clinical practice settings. 

Discussions could take place on how it feels to be affected or infected with HIV-AIDS. 

Feelings of fear, loneliness, and isolation could be discussed and felt among the nursing 

staff. The use of stories will assist the nurse in knowing what it is like for individuals and 

their families to live in the world with AIDS. The nurse will then have a greater 

understanding of what the families are going through and what some of their needs may 

be. Collaboratively the nurse and patient can develop plans of care based on actual needs 

rather then on nurse's perceived needs. 

Nursing Education 

Nursing education, until recently, has been based on the medical care system, and in 

spite of what may be professed, nursing education teaches mostly the rules and 

procedures, rights and wrongs, specialized terminology, symptom and problem 

identification, basic disease process and technical intervention (Bevis & Watson, 1989). 

Often missing in the nursing curriculum was self-understanding and connectedness, 

which is now deemed essential for human problem solving and the discovery of new 

knowledge(Bevis & Watson, 1989). 

Bevis and Watson in their book, Toward a Caring Curriculum: A New Pedagogy for 

Nursing (1989), proposed a new curriculum-development paradigm for nursing 

education. They described the purpose of their model: 

... to enable new graduates to be more responsive to societal needs, more 

successful in humanizing the highly technical milieus of health care, more caring 

and compassionate, more insightful about ethical and moral issues, more creative, 
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more capable of critical thinking, and better able to bring scholarly approaches to 

client problems and issues and to advocate ethical issues on behalf of clients (p. 1). 

The National League of Nurses also sponsored a series of Nurse Educator 

conferences (1987, 1988, 1989) on the curriculum revolution. The outcome of their 

conferences was to mandate change in nursing education similar to that proposed by 

Bevis and Watson. The mandate is to shift from a focus on training to education, from 

techniques to understanding, from strict content to critical clinical decision making, and 

from product line thinking to value based human caring education. This shift is now 

acknowledged as fundamental for human survival and the development of humankind 

(Bevis & Watson, 1989). More recently, Boykin and Schoenhofer in their book Nursing 

as Caring: A Model for Transforming Practice (1993), described the grounding of 

Nursing as Caring for nursing education. The structure and practice of the education 

program are expressions of the discipline and, therefore, reflect the values and statements 

inherent in the focus of the discipline. All activities of the program of study are directed 

toward developing, organizing, and communicating nursing knowledge. This includes 

knowledge of nurturing persons living, caring, and growing in caring. The community 

created is that of persons living in the moment, each person valued as special and unique. 

The study of nursing is through nursing situations. The knowledge of nursing resides in 

the nursing situations and is brought to life through study. Story then becomes the method 

for studying and knowing nursing (Boykin & Schoenhofer, 1993). 

It is the belief of this researcher that educating through the use of story is one of the 

most effective way of demonstrating Nursing as Caring. Not only does it increase the 

nurse's critical thinking and problem solving skills, but it enhances the relationship with 

the one being nursed and their family. The teaching process itself becomes a tool for 
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inculcating care values. If nurse educators can illuminate these caring experiences and be 

role models for them, the students will be able to transfer these values to their 

relationships with their patients. It is important to model these behavior to families 

receiving the care, especially in caring for families affected by HIV-AIDS. They already 

may have a low self-esteem and may suffer from social isolation and the stigma of AIDS. 

Hospital and health care clinics should also consider incorporation Nursing as Caring 

within their philosophy of care. Not only would it enhance the marketability of their 

practice, but it could also serve to increase the staff nurse's job satisfaction and retention. 

Nursing Research 

Findings of this study reveal that psychosocial support groups have become helpful 

for many families affected by HIV-AIDS. It has also generated other questions for future 

research. Such as: 

1. Are there types of groups or group development for which professional help is 

needed? 

2. When does the professional intervene in the self help process? 

3. What should the role of the nurse be in setting up a support network? 

4. Should the professional be actively involved in parent support groups? 

5. Does a hierarchy of leadership develop in groups based on length of time in the 

group? 

6. Why do members drop out of groups? 

7. Why do some groups disband over time? 

8. What services do support groups provide effectively? 

9. What are the source and accuracy of information they provide? 

10. What are the differences in the needs of families of HIV positive caregivers and 
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those that are negative? 

11. What factors enable families with AIDS to function most successfully? 

12. What nursing interventions are most effective in promoting positive family 

functioning at crucial periods during the course of the disease? 

The research method used for this study was phenomenology. Phenomenology is 

the study of the life world, the world as we experience it pre-reflectively. The aim of this 

study was to understand meaning and to gain a deeper understanding of the nature and 

meaning of membership in a support network. This type of research parallels the new 

paradigm for nursing education and practice. Since nursing is the study of humans, this 

type of research can only serve to enhance the nursing perspective. As HIV-AIDS 

advances and continues to spread throughout our population, it only seems logical that 

more research is needed not only to guide the practice of nursing, but also to enhance it. 

Conclusion 

The aim of this study was to explore the lived experience of membership in a 

network of families infected and affected by HIV and AIDS. A literature review revealed 

a scarcity of nursing research on the study. Four Family Network members were 

interviewed using conversational dialogue. The participant interviews were transcribed 

and analyzed using hermeneutical phenomenological reflection. Six interconnecting 

themes emerged: 

(a) Reaching Out to Each Other, (b) Building a Foundation, (c) Sharing Hope, 

(d) Growing Stronger, (e) Respecting and Accepting, (f) Belonging Together. 

One metatheme emerged --"Building a Community." 

A post-analysis literature review was completed and reflected a gap in nursing 

research related to this subject. A comparison of psychosocial support groups was 
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undertaken contrasting them to the Family Network. There are basically four types of 

psychosocial support groups discussed in the literature (a) self-help groups, (b) support 

group, (c) advocacy and political action groups and, (d) informal peer support groups. 

The Family Network seems to be more global and contains components from each of the 

psychosocial groups presented. In comparison, the Family Network is more like that of 

the informal peer support group. The Family Network has created a safe environment 

filled with love and acceptance for families affected with HIV-AIDS. The families did not 

realize that, in sharing their common bond they were building a community. Scott Peck 

describes Community as multifaceted. Each facet is a mere aspect of the whole. The 

Family Network is multifaceted with each theme interconnected and interrelated. The 

Family Network has created a place for families to receive unconditional love and 

acceptance. They have formed a loving, sharing environment where everyone learns from 

one another. They never have to feel alone and isolated. If they do, all one has to do is 

pick up the phone and someone is there. Additional benefit of membership in the Family 

Network include: (a) increasing Family Functioning Style, (b) becoming "empowered" 

and, (c) creating a "family." 

Implications of the findings of this research to nursing practice, nursing education 

and nursing research were explored and presented. The discussion centered on the need 

for the nurse to accurately assess the families' psychosocial resources, coping resources, 

and health care needs. Once completed, the nurse can make the appropriate community 

referral. Nurses need to incorporate and utilize parent support groups into their nursing 

interventions. To do this, the nurse needs to know the purpose of the group, their 

effectiveness and whom to contact. It is important for the nurse to remember the 

professional role is not to solve problems, but to promote and support the family, 
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enabling them to become empowered and functioning. 

Suggested was the use of Nursing as Caring in educational programs and health 

care facilities. This would not only enhance the nurses' practice, but the family living 

with HIV-AIDS would be valued as Persons in Caring. Additionally, an environment of 

caring would serve to increase the nurse's job satisfaction and retention. Finally, many 

questions for nursing research were raised, such as: (a) What should the role of the nurse 

be in setting up a support group? (b) Should professional nurses be actively involved in 

informal parent groups? and (c) What nursing interventions are most effective in 

promoting positive family functioning at crucial periods during the course of the disease? 

Phenomenology was the research method used for this study. Since nursing is the study 

of humans, this type of research can only serve to enhance the nursing perspective. 
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~~c~ C.A.R.E.S. _51/ezlt;cr;{~ 
grM~ ~a:zt~ tl.lZt!' YltfttJd~ ttJ 6!/e/)0/ZLU ftttta!tb?Z 

March 22, 1994 

To Whom it May Concern: 

The Family Network gives Robin C. Petit permission to recruit Family Network Members for the 
purpose of a voluntary interview. It was explained to us that a letter describing the study, 
participant selection, interviews, benefits to us, potential risks, and a statement of confidentially 
would be given to us to read before signing a consent form. We were also told that we may quit 
without harm to ourselves or families at anytime. 

We thank you for the opportunity to assist in such a valuable study . 

Sincerely, 

The Family Network 

P.O . Box 220815 • Hollywood, Florida • 33022-0815 
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Professional Transcriber Confidentiality Agreement 

While serving as professional transcriber for a research study titled "The Experience of 
Membership in a Family Network for Caregivers of Families Affected by HIV-AIDS " conducted 
by Robin C. Petit, graduate nursing student at Florida Atlantic University, and guided by Dr. 
Sherrilyn Coffman, I agree to keep all information and records confidential. All audiotape 
cassettes, all transcriptions from the audiotapes, and all data diskettes will be kept in a secured 
file. I understand all information contained in the audiotapes, transcripts, and data diskettes is 
not to be discussed with anyone. 

At the conclusion of this study, I agree to destroy all copies of transcripts, delete any 
computer files, and erase any data diskettes related to this study that have not been returned to 
Robin C. Petit. 

Professional Transcriber: 

Researcher: ----------------------------------

Date: ---------------------------------------
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I-LORIDA ATLANTIC UNIVERSITY 
P .O . BOX 3091 

BOCA RATON, FLORIOA 33431 -0991 

DIVISION OF SPONSORED RESEARCH 
(407) 367·2310 
FAX (407) 367·2319 

DATE: 

TO : 

FROM: 

RE: 

INSTITUTIONAL REVIEW BOARD 

Human Subjects Review Committee 

M E M 0 R A N 0 U M 

April 8, 1994 

~Sherrilyn Coffman, 
Robin Petit, · 
College of Nursing 

Tim Lightfoot, Chair~ 

H94-22 "The Meaning of Support Networks for Caregivers 
of Families Affected by AIDS" 

The Institutional Review Board (IRB) has reviewed the above 
protocol. Under the provisions for expedited review, the 
proposed research has been found acceptable as meeting the 
applicable ethical and legal standards for the protection of the 
rights and welfare of the human subjects involved. 

It is now your responsibility to keep the IRB informed of 
any substantive change in your procedures and if you encounter 
any problems of a human subjects' nature. Good luck with your 
research. 

Boca Raton • Fort Lauderdale • Davie • Palm Beach Gardens • Fort Pierce 
A Member of the State University System of Aorida 
An Affirmative Action/Equal Opportunity Institution 
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Dear Family Network Member: 

Florida Atlantic University 
College of Nursing 
Boca Raton, Florida 

I am a graduate nursing student and I am conducting a study on the meaning of membership in a 
network of Caregivers of families affected by HIV-AIDS. The purpose of the study is to 
improve and deepen our understanding of nurse and family support in AIDS care. Participants in 
the study are Family Network members. Approximately 3 to 4 members will be interviewed for 
the study. 

If you choose to participate you will take part in a tape recorded interview which last 
approximately one hour. The interviews can take place in your homes, at the CPAP Clinic, or 
any other convenient setting. You will be asked to respond to the question "What is it like to be a 
member of a network of caregivers of families affected by HIV-AIDS", and you will be asked 
to begin by describing this experience. You will be asked if you want to share other information 
such as, photographs, personal journals, poetry, or other stories related to the question. 
Sometimes it is necessary to meet again to confirm the experience described or obtain additional 
information. If this becomes necessary I will inform you and the follow up interview will be 
done in a place of convenience to you. 

Audio tapes will be transcribed into written text and fictitious names will be used. All study 
information is confidential. 

Study results will be shared with nurses, families, and other health care personnel, with the aim 
of improving nursing care. Your participation can help nurses and caregivers better understand 
what it is like to be a family network member. If you are interested in participating or in learning 
more about the study, please call me at (407) 367-3262, or (305) 355-5756. I will contact you 
and schedule a time and place for an interview. 

Sincerely, 

Robin C. Petit, BSN, RNC 
Graduate Nursing Student 
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Dear Participant: 

Florida Atlantic University 
College of Nursing 

Boca Raton, Florida 

CONSENT FORM 

You are being asked to participate in a research study "The Experience of Membership in a Network 
of Caregivers of Families Infected and Affected by HIV-AIDS". The purpose of this study is to gain a 
deeper understanding of the meaning of family network membership for caregivers of families affected 
by HIV-AIDS. 

If you agree to participate in this study you will be interviewed for about one hour. An additional 
interview may be done in which the researcher will share her interpretation of previous information with 
you, and you will be asked for feedback. Everything you say will be a part of the study and will be held 
in confidence by the researcher. Your questions are welcomed anytime. Your ongoing verbal consent 
will be sought during the study. 

Personal interviews will be tape recorded . Tapes will be stored in a secure place. When the study is 
completed tapes will be destroyed. Your name will not be used on any transcriptions or in any 
presentation of the study. The study has no risk for you. However, issues of an emotional nature may be 
addressed by you such as issues about the effects of illness on you and your family. If you feel 
uncomfortable during the interview, you may end the discussion or stop participating at any time. There 
is no penalty for dropping out of the study. If you become upset and have the need to talk to someone 
other then the researcher, a referral can be made to Stormy Schevis, Project Manager, CPAP Clinic, (305) 
779-1400. Concerns about the study may be addressed to the researcher at the College of Nursing (407) 
367-3262. Concerns regarding the rights of participants with regard to human subjects may be addressed 
to the Institutional Review Board at (407) 367-2310. 

This study should have benefit to nurses, families and society in general because what we learn 
should improve and deepen our understanding of the meaning of membership in a family networks . 

Study results and data will be shared with my research committee as necessary, with your 
confidentiality preserved. Study results may be shared with other nurses both verbally and in writing. If 
all participants agree the results will also be shared at a Family Network meeting. 

I agree to participate in this study. I have read and fully understand what I am consenting 
to do. I understand I have the right to withdraw my consent and terminate my participation at 
any time without any harm to myself or my family. I have accepted a signed copy of this 
consent form. 

Participant(s) signature ______________ _ 

Address ___________________ _ 

Phone ____________________ __ 

Date ____________________ ___ 

Researchers signature ---------------

Date ____________________ ___ 
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