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The purpose of this study was to understand how individuals from African American 

families process the HIV/AIDS-related bereavement of a loved one.  A sample of African 

American adults age 18 and older who experienced the loss of a loved one to HIV/AIDS-

related death were interviewed for this study. Qualitative methodology was employed for 

data collection and thematic analysis was used to identify central themes.  Due to the 

exploratory nature of the study, emergent themes regarding AIDS related bereavement 

were expected.   It was postulated that African American individuals shared experiences 

related to HIV/AIDS-related loss.  Individuals were also expected to report unique 

bereavement experiences.  In particular, prolonged grief and internalized coping 
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strategies were expected to impact bereavement experiences of individuals in families 

acutely affected by HIV/AIDS-related stigmatization.  Secrecy about a loved one’s 

HIV/AIDS-related death was expected to impact the ability of bereaved persons to 

process and effectively cope with loss; results yielded evidence of protracted states of 

shame or blame regarding loss.  The findings of this study are useful for identifying 

methods for targeting bereavement resources toward individuals who are 

underrepresented in HIV/AIDS-related intervention programs.   

 



 

Table of Contents 

 
Introduction………………………………………………………………………..1 

Literature review, Theoretical framework & Proposed study……………………..4 

Method……………………………………………………………………………21 

Results…………………………………………………………………………….27 
      Carmen……………………………………………………………………......34 
      Cele…………………………………………………………………………...47 
      Derek……………………………………………………………………….....62 
      Diane……………………………………………………………………….....84 
      Janet……………………………………………………………..……….. 91 
      Jay…………………………………………………………………………....105 
     Karen…………………………………………………………………… ….. 129 
      Mack…………………………………………………………………............145 
     Mercy………………………………………………………………………...159 
     Nita…………………………………………………………………………..175 
     Pat…………………………………………………………………………....190 
     Sheena .................……………………………………………...…………….207 
 
Discussion ……………………………………………………………………….219 

Appendix A……………………………………………………………………... 245 

Appendix B……………………………………………………………………....248 

Appendix C………………………………………………………………………249 

Appendix D……………………………………………………………………....251 

References ……………………………………………………………………….254 

Vita………………………………………………………………………………266 

        

        

viii 



Introduction 

Human Immunodeficiency Virus (HIV), and Autoimmune Deficiency Syndrome 

(AIDS) are medical diagnoses which physically, psychologically, and socially impact 

persons who are infected and affected in detectable and imperceptible ways.  Since 1981, 

when the Center for Disease Control identified an emerging immune disease GRID, Gay 

Related Immune Disease (Pivnick, Jacobson, Eric, Doll, & Drucker, 1994), later named 

AIDS, HIV/AIDS has impacted historically stigmatized communities including gay, 

minority, poor, and intravenous drug user (IDU’s). The syndrome was immediately 

associated with gay males who were first diagnosed with the symptoms, and 

unfortunately at-risk populations were overlooked early on because it was believed that 

the population of gay males were exclusively affected.   

It is now known that HIV/AIDS is transmitted to uninfected individuals by infected 

individuals through direct contact via sexual intercourse, injection drug use, or through 

intrauterine mother-child transmission.  The multiple stigmas related to HIV and AIDS 

continue to plague affected families and communities.  People often choose not to seek 

help or stay isolated from relatives because they are fearful.  In African American 

communities, families are interdependent and collectivistic.  A diagnosis for one family 

member can “stain” the family’s reputation.  Unfortunately for families and the 

individual in the family with HIV/AIDS, the avoidance or rejection is detrimental to the 

entire family system (Fiore et al., 2001).  There is great need in African American 

communities for the opening of avenues for discussion about HIV/AIDS and how 

families can avoid the stigma.  In highly stigmatized settings, those affected by 
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HIV/AIDS suffer from rejection, and family relationships become strained.  Without 

communication, openness and acceptance, many people do not get tested (Allen, Cox, & 

Matlock, 2002; Demmer, 2006; Fiore et al., 2001; Gabel, Crane, & Ostrow, 1994; 

Hatchett, Duran, & Timmons, 2000; Pequegnat et al., 2001; Pivnick et al., 1994). 

African Americans were affected by AIDS from the onset of the AIDS epidemic 

(Fullilove, 2006).  While the HIV infection and AIDS diagnoses and death have fallen for 

the population at large, African Americans are now affected at rates that are alarmingly 

higher than their proportion of the U.S. population. While 13% of the population is black, 

blacks account for nearly half of the acquired cases of HIV and AIDS (CDC, 2007b).  In 

particular poor, poorly educated, southern rural, and female populations are at high risk 

for HIV contraction and AIDS diagnosis (CDC, 2007b; Kaiser, 2006).  According to the 

latest CDC statistics, African Americans and African American women in particular are 

at highest risk for contracting HIV (CDC, 2007a, 2007b).  Additionally, African 

American women face high rates of AIDS diagnosis and death.  They may be more likely 

to be diagnosed during advanced stages of AIDS and therefore less likely to have 

received antiretroviral treatment which could have delayed the progression of HIV/AIDS 

(CDC, 2007b).  African American children are more likely to be raised in single mother-

headed households, so this raises the issue of more children being orphaned by AIDS as 

the epidemic among African Americans persists (Winston, 2003b).  African American 

families are critically harmed by loss due to HIV/AIDS.   

In order to ascertain the importance of AIDS bereavement research, it is critical that 

one have an understanding of the current AIDS crisis among African Americans.  African 
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Americans have social historical experiences in the United States that underlie the 

vulnerabilities of African Americans who are at higher risk for contracting HIV and 

AIDS.  A recent report by the National Minority AIDS Council detailed the social 

historical context and current structural circumstances that exacerbate the HIV/AIDS 

crisis among African Americans; several key policy recommendations aimed at the core 

antecedents of the African American HIV/AIDS crisis were cited (R. E. Fullilove, 2006).  

Among the recommendations were; stabilization of communities with safe affordable 

housing, curtailment of the impact of incarceration as it relates to new HIV infections, 

reduction of the ostracism of black men who have sex with men, expansion of 

accessibility of HIV education and prevention, and expansion of safety and treatment 

programs for injection drug users.       

This dissertation focuses on the bereavement experiences of African Americans 

affected by a family member’s AIDS related death.    The primary goals of this study are 

to study the bereavement experiences of African Americans who lost a family member to 

HIV/AIDS and to explore how stigmatization impacts the bereavement experiences of 

HIV/AIDS-affected African American families.  An additional goal of the research is to 

explore how bereaved African Americans understand and utilize existing community 

based HIV/AIDS support resources or fail to do so. 
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Literature review, Theoretical framework & Summary of proposed study 

Bereavement 

Bereavement is the state of sorrow over the death or departure of a loved one.  In this 

paper, bereavement refers to the state of sorrow and grief that occurs as a result of the 

loss of a loved one to AIDS.  The bereavement process involves the relinquishment of the 

bonds and patterns of interaction one had with a loved one.  It has been argued that the 

origin of the attachment relationship is the also the origin of the loss or “detachment 

process (Bowlby, 1980).  Bereavement was typically studied with stage theories of loss.  

Historically the work of Kubler-Ross (1969) was used to frame empirical studies of loss 

and bereavement.   Subsequent grief and loss literature expounded on previous research 

to account for complicated grief and bereavement (Dane, 1994; Dane & Miller, 1992; 

Doka, 1984; Kubler-Ross, 1969; Kubler-Ross & Kessler, 2005; Levine, 1994).   

A number of bereavement models have been developed based on attachment theory 

(Bowlby, 1969, 1973, 1980) that propose that individuals who experience or anticipate 

the death of a loved one go through stages of bereavement.  Kubler-Ross’ (1969) five 

stage theory of dying is considered a classic model that has been adapted to post-

bereavement processes  (Copp, 1998; Dane, 1991; Dane & Miller, 1992).  Denial, anger, 

bargaining, depression, and acceptance were identified as sequential stages in the dying 

process (Kubler-Ross, 1969).  Denial refers to the grieving person’s inability to 

psychologically process his or her loved one’s death, and the denial is more symbolic 

than literal (Kubler-Ross & Kessler, 2005).  Anger and bargaining are the next two 

stages, in which the grieving person deals with sadness as anger and then tries to resolve 
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guilt by making deals with God.  An example of bargaining is a grieving person 

promising to be kinder to the loved one if they will come back or if God will prevent the 

death from occurring.  Depression in the bereavement process is specifically related to 

the loss situation and can recur over time.  Finally, the bereaved individual accepts that 

the loss is permanent after processing the previous stages of loss.  While the person 

continues to experience loss over time, grief is expected to become less acute once the 

person accepts the permanence of loss.   

Stage theories in the loss and bereavement literature have been criticized, however. 

Stages have been interpreted as rigid and unaccommodating regarding individual 

differences in grieving (Rando, 1991).  Copp (1998) and Dane and Miller (1984) 

expressed that stages theories are useful for understanding processes that occur as 

families grieve, but questioned the sequential occurrence of these processes.  Even as 

stages of anticipatory mourning were conceived, Futterman and colleagues (1972) 

cautioned that stages should only be considered as tentative, since empirical research that 

validates the application of stages to the real experiences of grieving families is needed.   

A non-stage approach was proposed by Rando (1991), who identified three phases of 

grief that encompass the feelings associated with previous stage theories of grief.  The 

three phases are avoidance, characterized by shock, denial, and disbelief; confrontation, a 

period of acute grief and intense emotionality during which one’s loss may be relived 

many times; and accommodation, a period during which acute grief declines gradually 

and the individual adjusts emotionally and socially to life without the loved one.  The 

phases, unlike distinct sequential stages, are broad categories of loss experiences (Rando, 
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1991).  Mourners experience loss uniquely; they may move cyclically between the phases 

or even bypass some of the typical grief processes.  The absence of common grieving 

experiences complicates the bereavement experiences of persons who experience AIDS-

related loss. 

Extant theories of bereavement do not fully encompass the experiences of HIV/AIDS 

bereaved African Americans.  Multiple burdens and impaired support systems complicate 

the processes involved in coping with HIV/AIDS related loss in African American 

communities. The unique impact of stigmatization on this type of bereavement inhibits 

traditional resources for coping with loss. In particular the African American church, the 

longstanding pillar of black communities, is virtually absent as a source of support for 

HIV/AIDS related bereavement.  The bereaved, while coping with painful loss, are 

forced to turn inward rather than outward toward their traditional support systems.  

Stigmatization has an abysmal impact on the lives of those affected by HIV/AIDS in the 

African American church. 

Stigmatization of HIV/AIDS 

AIDS has been argued to be one of the most stigmatizing diseases in the history of the 

United States (Brimlow, Cook, & Seaton, 2003; M. T. Fullilove & Fullilove, 1999; R. E. 

Fullilove, 2006; Gilbert, 2003b).   It has been argued that efforts to reduce HIV/AIDS 

infection, educate the public, and provide services to infected and affected persons have 

been impeded by stigma (M. T. Fullilove & Fullilove, 1999; R. E. Fullilove, 2006).  

Because the African American community is so closely linked to the church, homophobia 

in the African American church impacts community beliefs about same-sex relationships.  

 6



Stigmatization of sexual relationships between men in the African American community 

inhibits public knowledge and beliefs about HIV infection and AIDS.  Although 

intravenous drug use is also heavily stigmatized, religious and community members may 

actually be more tolerant of drug use that leads to HIV infection (M. T. Fullilove & 

Fullilove, 1999).   

Multiple stigmas impact the African American community’s experiences with 

HIV/AIDS.  Poverty, racism, and sexism have haunted African Americans for 

generations, and homophobia and HIV/AIDS carry additional stigmas which constrain 

the ability of the African American community to address HIV/AIDS effectively (M. T. 

Fullilove & Fullilove, 1999; R. E. Fullilove, 2006). African American women may be 

particularly impacted by HIV/AIDS stigma since they have historically dealt with issues 

of race, class, and gender (Quinn, 1993).   As more heterosexual African American 

women become infected with HIV, these stigmas become more salient.  Historical 

oppression, poverty, and low educational attainment also impact individual and group 

experiences with HIV/AIDS (Gilbert & Wright, 2003; Moore, 1999).  Gilbert (2003) 

argues that the burden of bearing an additional stigma attached to populations who are 

already highly stigmatized has not received much attention in the social science or social 

welfare literature.  Beliefs about susceptibility to contraction of HIV/AIDS are 

inconsistent within the African American population (M. T. Fullilove & Fullilove, 1999; 

R. E. Fullilove, 2006; Gilbert, 2003b).  Messages about sexual relationships between men 

who have sex with men (MSM) and injection drug users (IDU) differ significantly.  

While it is clear that both high risk sexual relationships between males and injection drug 

 7



use are considered harmful and both carry stigma, sexual relationships between males are 

thought to be sinful (M. T. Fullilove & Fullilove, 1999).  Church leaders have identified 

gay individuals as sinful and in some cases requested that they not attend church; 

injection drug users are less frequently the target of demoralizing and shameful sermons 

in churches.  This stigma carries over to the loved ones of individuals bereaved by AIDS. 

Herek and Capitanio (2005) provided definitions for three types of stigmas; AIDS 

related, instrumental and symbolic stigma.  AIDS related stigma refers to “the social 

devaluing of people perceived to have AIDS or HIV as well the individuals, groups, and 

communities with which they are associated” (p.16).  Instrumental stigmas are related to 

beliefs about susceptibility and subsequent health (Herek, Widaman, & Capitanio, 2005).  

Symbolic stigma refers to the transfer of AIDS-related stigma toward particular groups 

including sexual minorities (i.e., men who sleep with men (MSM) and bi-sexual men who 

sleep with men and women, ethnic minorities, and injection drug users.  Some stigmas 

are projected at particular segments of the populations; e.g., gay and bisexual men are 

often targets of AIDS stigma.  For example, Herek and Capitanio (2005) found that 

significant percentages of men (33%) and women (45%) believed it was possible for two 

uninfected men to contract HIV through unprotected sex.   When two uninfected male 

partners used a condom in the hypothetical scenarios, percentages of incorrect responses 

decreased, but a quarter of men surveyed and 30% of women believed it was possible for 

the males’ partners to contract HIV.  Some of the respondents believed an uninfected 

female-male pair could become infected by having a single instance of unprotected sex.  

Black respondents were more likely than non-black respondents to believe HIV could be 
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contracted through intercourse between two uninfected individuals.  When a condom was 

used in the scenario, black women were less likely than black men to believe the 

uninfected partners could contract HIV.   

In a prior study that compared beliefs of an African American sample to a general 

sample, the authors found that African Americans were more supportive of efforts to 

separate AIDS-diagnosed individuals from the general population, and they were more 

likely to avoid infected individuals (Herek & Capitanio, 1993).  They also found that 

white respondents were more expressive of negative feelings towards people infected 

with AIDS, and they showed greater willingness to blame infected individuals for their 

illness. The authors concluded that although the public has access to information about 

HIV/AIDS contraction, people use factors other than factual knowledge to make 

evaluations about susceptibility to HIV (Herek & Capitanio, 1999; Herek et al., 2005).  

Personal anxiety, negative attitudes toward sexual minorities, and values that link sexual 

activity with disease must be confronted in addition to providing factual information 

about HIV/AIDS transmission to reduce stigmatization of HIV/AIDS.  

AIDS related bereavement 

AIDS-related grief, mourning, and bereavement are similar to grief due to other types 

of death such as suicide or cancer, but also different in important ways (Rando, 1993).  

Like other types of terminal illness, mourners of AIDS-related deaths experience long-

term anticipatory grief before death.  Death may be sudden or anticipated.  Families must 

plan to manage care, stress, financial and other responsibilities over longer periods of 

time. Family members must restructure and reorganize their roles and responsibilities 
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throughout the course of periods of good and poor health.  Experiences with acute anger, 

guilt, and self-blame may be common among AIDS related mourners, as they are among 

mourners of suicidal loss. 

AIDS-related grief, loss and mourning also differ in specific ways from other types of 

grief and loss.  According to Rando (1993), disenfranchisement and stigmatization are 

two of the most problematic issues for AIDS related mourners which prevent them from 

accessing social support.  Discrimination and negative social responses to AIDS-related 

loss serves to further isolate mourners and inhibit healthy mourning and bereavement.  

Stigma, preventability of death, lack of social support, and pain are some of the ways in 

which the mourning process differs with AIDS related death.  AIDS is contracted 

behaviorally rather than through uncontrollable circumstances such as the contraction of 

a contagious illness, therefore stigma related to the contraction of HIV/AIDS though 

sexual activity or injection drug use impact mourners’ availability of social support.   

When mourners are disenfranchised, invisible yet salient social regulations discredit 

their grief and to prevent them from going through the grieving processes necessary to 

reach resolution (Rando, 1993). Rando (1993) cites Doka’s (1989) terminology for 

“disenfranchised” grief that occurs in cases when one’s loss is publicly abnegated or 

decried.  The mourner lacks entitlement to feel and express loss and grief.  In this case it 

is possible that the mourner will never fully mourn or grieve the loss. Stigmatization may 

interfere with the work done by the bereaved to process loss and remember deceased 

loved ones positively. There may be lasting impacts on individuals and the family system 

when mourners are unable to process losses.  Grief may be disenfranchised, for example, 
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when loved ones die as a result of homicide or AIDS, or when the loved one is a gay or 

lesbian partner. Particular communities contribute to the regulations of grief expression; 

family systems, work environments, and friendships cultivate standards for grief 

(Fowlkes, 1990).  For example, stigma related to homosexuality transfers and intensifies 

into stigma that negatively impacts the AIDS mourner from receiving necessary social 

support following the loss of a loved one.  Stigma and grief are intensified when the 

mourner is forced into withdrawal, seclusion, and denial about the pain and grief of their 

loss.  Oftentimes a lengthy period of time passes between HIV diagnosis and death (Dane 

& Miller, 1992). Families go through a series of losses related to illness, debilitation, and 

death of their loved one when the period of time between onset of illness and death 

occurs over a longer period of time.  

African Americans are openly expressive of grief and rely upon their kinship 

networks for support during the bereavement process under typical circumstances (Dane 

& Miller, 1992). The stigmatization of an HIV/AIDS related death complicates open 

expression.  Stigmatized mourners may remain silent about the details of the death, and 

this interferes with the typical open expression of grief.  In the absence of active work to 

process loss, HIV/AIDS bereaved loved ones may be unable to form and maintain 

positive memories of their deceased loved ones. One of the goals of the present study was 

to investigate how the stigmatization of HIV/AIDS impacts the bereavement processes in 

African American communities.    
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Religion and Spiritual Support 

 Traditionally the church as a social institution has been the center of African 

American life and it has served a source of guidance for coping with Religious beliefs 

impact how families experience and express grief.  In nearly every qualitative study about 

HIV/AIDS-affected African American families, the theme of religion/spirituality emerges 

from the data.  Religion and spirituality are central in the lives of African American 

families (Mattis & Jaggers, 2001), and the black church maintains a pivotal position in 

black communities (Johnson-Moore & Phillips, 1994).  Culture is preserved in the 

church, which had origins in antebellum period in the United States.  Churches help 

shape African American worldviews, and religious practice is often the primary or sole 

coping mechanism for bereaved African Americans.  African American individuals and 

families affected by HIV/AIDS find solace, comfort, support, and hope in religious and 

spiritual practices (Miller, 2005; Poindexter, Linsk, & Warner, 1999; Randolph & Banks, 

1993; Shambley-Ebron & Boyle, 2006a, 2006b; Winston, 2003a, 2003b; Wright, 2003b).  

. In the process of learning to manage their illness or impending death, African American 

families as members of extended biological and fictive kin often included the “church 

family” in their circles of communication and use these extended families members as 

support resources (Mattis & Jaggers, 2001).  Likewise, the families of HIV/AIDS-

affected individuals look to their “church families” for support.  In the cases of AIDS-

affected mothers and grandmothers who parent and care for children and grandchildren, 

religious and spiritual beliefs and practices are typically central coping mechanisms from 

which additional resources are drawn (Gant & Welch, 2004; Linsk & Pointdexter, 2000; 
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Owens, 2003; Shambley-Ebron & Boyle, 2006a, 2006b; Williamson, 2003; Winston, 

2003a, 2003b; Wright, 2003a, 2003b).  African American men affected by HIV/AIDS 

have also cited religion as an important factor in their management of and coping with 

HIV/AIDS (Miller, 2005).  

 Organized bereavement rituals are often essential to the healing and reconciliation of 

a painful, lengthy illness.  The funeral is believed to be an important marker of the 

deceased passing on to have mercy from God and eternal life free of pain or illness. 

Nonetheless, the funeral and wake proceedings may be problematic for mourners when 

the deceased died from AIDS.  Families may be in denial or maintain secrecy about the 

cause of death to protect themselves and the deceased loved one (Johnson-Moore & 

Phillips, 1994).   Thus, while churches are considered sources of support and strength in 

African American communities, some caregivers are reluctant to disclose loved ones’ 

HIV/AIDS status to their church families.  Poindexter and Linsk (1999) found 

respondents who withheld disclosure from church members did so because they felt that 

HIV/AIDS was a private matter, that they did not need church support, or they were 

concerned that disclosure might carry detrimental results, such as avoidance of the 

mourner by other church members. 

 Health issues are important in the African American community, and the Black 

church often advocates for the health of its members and surrounding community.  Health 

issues including cancer, heart disease, diabetes, and mental health have been addressed 

by black churches (Blank, Mahmood, Fox, & Guterbock, 2002; M. K. Campbell et al., 

1999; Marci Kramish Campbell et al., 2000; Markens, Fox, Taub, & Gilbert, 2002; 
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Taylor, Ellison, Chatters, Levin, & Lincoln, 2000).  In addition, HIV/AIDS has been 

addressed by faith-based organizations in the African American community (Gilbert, 

2003a).  The Balm in Gilead organization has been responsible for training and educating 

Black churches about HIV and AIDS and other health disparities throughout the United 

States and in several African nations.  But the stigmatizing impact of HIV/AIDS has 

limited the roles of African American churches and other religious organizations.  

Religious disdain for homosexuality and promiscuity deter some faith based communities 

from providing much needed information about HIV/AIDS. 

 Spiritual coping is often effective even when the individual does not disclose HIV 

status to the church community, however.  In one study, older African American 

caregivers of HIV-infected loved ones expressed that spirituality was their fundamental 

coping strategy (Poindexter et al., 1999).  Many participants spoke to God 

conversationally as if they spoke to another human.  Despite their faith in God, however, 

many participants did not disclose to their church congregations (Poindexter et al., 1999).  

Stigmatization seems to underlie this apprehension about disclosure of HIV/AIDS in their 

families (Poindexter et al., 1999).  Social support for the participant caregivers to loved 

ones with HIV/AIDS did not accompany spiritual coping through their relationships with 

God.  Several participants felt they did not need support from church members in their 

roles as caregivers.  “It’s none of their business.  They’re…not no doctor…” (Poindexter 

et al., 1999, p. 237).  Four churchgoing participants revealed to their pastors, but most 

expressed caution about disclosure to any other human.  The wealth of their social 

support came from God, and they felt God listened and supported better than any person.  
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Escape from their problems as caregivers was not the focus of the caregivers who sought 

God for support, rather strength from God was effective in dealing with HIV/AIDS in 

their families.  Participants felt their congregation members might assess their situations 

with worldly values and without the compassion offered by God.  Poindexter and 

colleagues (1999) also pointed out that not speaking to congregations about their personal 

burdens with HIV/AIDS in their families restricted the participants’ access to informal 

resources and support.  While spirituality, experienced most frequently as a close 

personal relationship with God, was source of support, the church itself was often 

considered a source of stigma, prompting most to keep the HIV/AIDS diagnosis secret 

from the congregation (Quinn, 1997).   

Intervention for AIDS related bereavement 

 In recent years researchers have begun evaluating the usefulness of AIDS-related 

bereavement interventions, which include individual and group programs.  In some cases 

randomization has been employed to evaluate multiple interventions (Sikkema et al., 

2006; Sikkema, Hansen, Kochman, Tate, & DiFranceisco, 2004).  Evidence from recent 

bereavement interventions suggests that AIDS bereaved individuals may suffer from 

delayed grief when bereavement related mental health issues are not addressed following 

AIDS related loss.  Multiple AIDS loss has been identified as a critical factor in studies 

of AIDS bereavement, and it is believed that grief may be more acute for individuals who 

have experienced multiple losses (Ingram, Jones, & Smith, 2001).   Acute levels of grief 

have also been reported when grief extended beyond three years after the loss (Sikkema, 

Kochman, DiFranceisco, Kelly, & Hoffmann, 2003).  Ethnic minorities reported more 
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severe grief, used more avoidant coping strategies, and reported more drug use following 

an AIDS-related loss (Sikkema et al., 2003).  Therefore it is important to understand how 

these individuals experience AIDS-related bereavement and to ensure that available 

treatments or interventions meet the needs of the bereaved. 

Due to the overwhelming circumstances of dealing with AIDS related grief, stigma 

and bereavement, community level programs for addressing these unique needs of AIDS 

bereaved individuals have been created.  Religious organizations have been slow to 

respond to the AIDS crisis in black America, but in some cases, these organizations are 

initiating programs to address AIDS bereavement (Gilbert, 2003a; Moore, 1999).  Efforts 

to address HIV/AIDS bereavement may be best utilized when they are designed to meet 

unique needs of smaller communities, such as churches, within the larger African 

American community.  Church members are knowledgeable about particular 

circumstances of their members, and affected members may be more likely to use 

services when they feel a connection to those providing bereavement resources (Moore, 

1999).  Members trained to support the bereavement challenges of their own 

congregation can communicate useful information that may not otherwise reach bereaved 

individuals.  In addition to the bereavement interventions being sensitive to the issues 

important in smaller communities such as churches or neighborhoods, it may be 

important for facilitators of such programs to be aware of the language used to identify 

and recruit bereaved African Americans.   

There is some evidence that supports the importance of the types of oral and written 

language used in public health communication about HIV/AIDS.  Lewis (2005) identified 
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how Standard American English (SAE) is limited in helping disseminate health 

information to African Americans, especially to African American men.  Both SAE and 

African American English (AAE) are used in African American communities.  For 

African American males, AAE is used to convey deeply felt or important information.  

Lewis (2005) suggested health advisory information about HIV and AIDS may not be 

seriously considered by African American males when exclusively delivered in SAE.  

During focus groups, AAE was used by African American males during the interviews 

and the nature of communication and content differed.  Language use in intervention, 

prevention, and education media campaigns should be considered, as some African 

Americans use of language conveys their personal knowledge and understanding of 

susceptibility to HIV/AIDS.  Both Standard American English and African American 

English should be used in efforts to reach a diverse population of African Americans with 

public health media.  Similarly, colloquial language and standard language used 

simultaneously may increase the appeal of support groups or more formal types of 

intervention such as individual therapy for bereaved African American families.  One 

example is the use of the word “kin-folk,” which refers to biological and non-biological 

loved ones in some African American communities.  It is important for HIV/AIDS and 

public health professionals to be familiar with the local language style.  Details such as 

local language and imagery used in flyers to attract bereaved families to formal and 

informal services for AIDS bereavement are important for reaching individuals who 

might ignore media using unfamiliar language and imagery.    
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AIDS bereaved individuals face unique mental health challenges, which researchers 

have only begun to study.   HIV-positive men and women who participated in a group 

AIDS bereavement intervention showed decreased cumulative psychiatric distress and  

female participants showed reduced AIDS related grief and depression (Sikkema et al., 

2003). There are several limitations to previous research on AIDS bereavement 

interventions.  Interventions may be most effective for participants experiencing 

traumatic levels of grief (Sikkema et al., 2006; Sikkema et al., 2003).  Gender and 

ethnicity are important factors, which must be considered in determining effectiveness of 

AIDS bereavement interventions.  Typically these interventions are designed for HIV-

positive participants.  Such interventions are not widely available to other populations 

including HIV-negative individuals.  Additionally it remains unclear how much demand 

exists for formalized AIDS related bereavement interventions, and it is uncertain how 

useful the extant programs are to the bereaved. 

 While it is the important to recognize the research and intervention that has been done 

to address AIDS bereavement, there is relatively little known about AIDS related 

bereavement in African American communities.  Samples used in extant studies of 

AIDS-related bereavement included African Americans along with other ethnic 

populations, and these research results may be more reflective of between group 

differences rather than within group characteristics (Ingram et al., 2001; Rogers, Hansen, 

Levy, Tate, & Sikkema, 2005; Sikkema & Kalichman, 1995; Sikkema et al., 2003).  

AIDS bereavement in the African American family has not been focus of empirical 

research.  Studies of AIDS bereavement include individual participants rather than 
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families in studies of AIDS grief and loss (Ingram et al., 2001; Rogers et al., 2005; 

Sikkema, 1996; Sikkema et al., 2006; Sikkema et al., 2004; Sikkema & Kalichman, 1995; 

Sikkema et al., 2003).  Participants included in previous AIDS-related bereavement 

research were often themselves HIV positive, which obscures the generalizability of the 

research results to other AIDS bereaved populations (Rogers et al., 2005; Sikkema et al., 

2006; Sikkema et al., 2004; Sikkema & Kalichman, 1995; Sikkema et al., 2003).  While it 

can be argued that AIDS bereavement among HIV-positive and HIV-negative individuals 

may be similar in some regards, the anticipatory feelings of loss among HIV-positive 

individuals may impact their bereavement experiences following an AIDS-related death 

of a loved one (Rogers et al., 2005).   There is much that remains unexplored about AIDS 

related bereavement.     

Proposed study 

 The current study was designed to address some issues regarding AIDS-related 

bereavement in African American families that remain unclear. This study explored how 

African Americans process loss over time, and explored the strategies employed for 

coping with HIV/AIDS related bereavement. An open-ended interview protocol was 

employed to better understand the impact of AIDS-related stigma on, bereavement, 

coping, and help-seeking in African American families. Due to the sensitive nature of 

AIDS disclosure, participation in the research study may have been the first, albeit 

confidential, experience of sharing information about the AIDS related death of a loved 

one. The face-to-face interview provided a suitable medium for a discussion about the 

personal experience of loss. Individual cognition about bereavement and expressed 
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bereavement behaviors may not be congruent. The case study method best fits the goals 

of this exploratory study of HIV/AIDS related bereavement among African Americans.  

Yin (1984) defined the case study as an “empirical inquiry that investigates a 

contemporary phenomenon within its real life context when the boundaries between 

phenomenon and context are not clearly evident, and in which multiple sources of 

evidence are used,” (p. 23). Case study researchers focus on the task of theory generation 

in their research.  Gillham (2000) purported that presentation of evidence rather than 

theory is principal in the research process, and he posited, “The case study researcher, 

working inductively from what’s there in the research setting develops grounded theory: 

theory that is grounded in the evidence that is turned up (p.12). 

 Key research questions were used to frame this research study:  How do African 

American adults process the HIV/AIDS related death of a loved one?  What types of 

mourning and bereavement processes are characteristic of HIV/AIDS related loss among 

African Americans?  How does stigma impact the bereavement process?  What kinds of 

decision making, help-seeking, and coping strategies are employed by African American 

individuals whose family members die from HIV/AIDS?  How are existing HIV/AIDS 

support resources utilized by bereaved African Americans?  Do bereaved individuals 

utilize formal or informal support resources?  Do available resources meet the needs of 

the bereaved? 

 20



Method 

Participants  

 A purposive sample of English speaking African American adults between the ages of 

18 and 80 years in good health was collected. Participants were not coerced in any way to 

participate in the study.  Criteria for inclusion in the study were as follows: African 

American, at least 18 years old, and had at least one family member die from HIV/AIDS 

related medical conditions prior to study enrollment. Eligible participants could be male 

or female and may or may not have provided direct or indirect support/care to the 

deceased relative during their HIV/AIDS illness. Additionally, all participants had a close 

relationship with the loved one during some period of time prior to the death of the loved 

one.  Participants may or may not have shared a residence with the deceased.   

 Due to the stigmatized and private nature of the study, participants were selectively 

sampled.  Only individuals who self-identified as having lost a family member to 

HIV/AIDS were included in the study.  The investigator was contacted directly by 

individuals who are interested in participating in the study.  Flyers were used to advertise 

the study in select locations in the community such as, bus depots, churches.  In once 

case convenience or “snowball” sampling was utilized when a family member was 

referred by the initial participant family member who participated.  This sampling 

strategy allowed the researchers to gain access to a prospective participant who would not 

have otherwise participated and to meet the goal of understanding how African American 

individuals within larger systems (e.g., families, fictive kin networks, and group 
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members) experience bereavement following the HIV/AIDS related death of a close 

loved one. 

Procedure 

 The principal investigator contacted the potential participant by telephone to explain 

the study, answer any questions, and to schedule an appointment for the potential 

participant to sign the consent form and complete the demographic questionnaire and a 

60-90 minute interview (see Appendix B for telephone protocol).  The appointment for 

data collection was scheduled within two weeks from the date of the telephone call to 

meet in the participant’s home at a time convenient for the participant and principal 

investigator. A reminder phone call was made by the principal investigator the day before 

the scheduled interview.  On the day of the interview, the principal investigator explained 

the study and consent form, have the potential participant read over the form, and both 

parties will sign two copies of the consent form (see Appendix A for consent form).  One 

copy will be given to the participant, and the other will be retained by the principal 

investigator. The participant completed the demographic questionnaire in approximately 

ten to fifteen minutes.  The principal investigator then conducted the semi-structured 

interview with the participant, which typically lasted between 45 and 90 minutes.  The 

participant was thanked and instructed to call the principal investigator should any 

questions or concerns arise.  The participant was given a $15 gift card for completing the 

study.   
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Measures 

 Demographic questionnaire.  Participants completed a brief demographic 

questionnaire about themselves, their families, and their general knowledge and beliefs 

about HIV/AIDS.  Participants were asked to report age, education, occupation, income, 

and relationship status.  In addition, participants described the structure of their families 

of origin and their current living status and family structure in terms of parents, siblings, 

partners, and children.  Participants also shared their thoughts about HIV testing and to 

share if they know anyone other than the deceased family member who had or had 

HIV/AIDS.  Finally, participants briefly described in written form their experience with 

HIV/AIDS-related loss.  For more detailed information about items, refer to Appendix C. 

 Interview protocol.  Seidman’s (2006) guidelines for interviewing in education and 

social science were utilized during the interview.  The principal investigator interviewed 

participants using a set of guiding questions designed to elicit information related to the 

research questions and goals of the study.  Items were designed to inquire about 

information related to participant experiences after becoming aware of the deceased 

relative’s HIV-positive status, how the family related during stages of AIDS-related 

illness, the kinds of resources available to families affected by HIV/AIDS, and how 

African Americans can help educate younger generations about HIV/AIDS.  These open-

ended questions allowed the participants to elaborate on their experiences (Owens, 2003).  

Many family members remain silent about their own experiences during the HIV/AIDS 

related illness and death of a relative.  Individual interviews permitted the probing of 
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previously unexamined experiences with grief, coping, stigma, and help-seeking because 

these interviews were confidential.  

 The interview protocol was used as a guide to gather information about the 

bereavement experience.  General topic areas included family background, early stages of 

diagnosis, illness progression and death, coping and bereavement, support resources, and 

community acceptance and stigma.  Sample items included: During the course of your 

loved one’s illness, who did you talk to about your loved one?  What about after 

______’s death?  Tell me how you felt, and what you thought about _______ after his/her 

death.  What kinds of informal or formal supports/resources were available to you when 

your loved one was ill and after he/she passed away?  What kinds of ideas and feelings 

are held in your community about HIV/AIDS?  For a detailed list of sample items, refer 

to Appendix D.  Notes were recorded by the principal investigator after each interview.   

Interviews were audio recorded for data analysis purposes and later transcribed.   

 Data reduction and analysis. A grounded framework was used in the study design, 

analysis, and interpretation (Glaser & Strauss, 1967; Strauss & Corbin, 1998).  Following 

the tradition of emergent theory as identified by Glaser and Strauss (1967), research 

questions were used to guide the study in lieu of strict theoretically derived hypotheses.  

The study was exploratory in nature; thus it was determined by the PI and committee 

members that an emergent theoretical framework and case study data analysis methods 

best fit the goals of the study.  

 Transcripts of each interview were prepared by the principal investigator after the 

completion of interviews.  The qualitative data analysis software, ATLAS.ti, was used to 
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organize data.  During the proposal meeting, committee members decided data collection 

would terminate upon collection of five to ten interviews based on the variation in 

participant characteristics and experiences.  Data were collected from 13 participants, 

with 12 participants being included in the final sample.  Responses in one interview 

transcript were determined to be overly generalized and minimal and the case was 

excluded.  Interview transcripts were reviewed by the PI.  Descriptive matrices were 

constructed to present results across cases.  Individual case studies, detailing the 

bereavement experiences of each participant, are presented in the results section.  Cross-

case results were thematically organized and are presented in the discussion section.  

 Yin’s (1984; 1994; 2003) case study methodology was used to identify and organize 

results.  The author suggested that case study methodology is preferred when the 

researchers seeks to answer “how” and “why” research questions since it “… allows an 

investigation to retain the holistic and meaningful characteristics of real-life events,” and 

is therefore appropriate for the exploratory, explanatory, and descriptive levels of 

research (Yin, 1984, p. 14).  Each participant’s bereavement experience followed the 

natural course of her or his personal experiences with the loss of the loved one.  Yin 

(1984) identified methods for analyzing multiple case studies.  In this study, one of the 

primary goals was to understand how an individual within a family experiences the loss 

of a loved on over time.  More details about the loss were necessary in understanding the 

scope of the loss on the surviving loved one.  Yin (1984) posited that case study methods 

allow for the detailed nature of the lived experience rather than summing the experiences 
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of all participants to provide mean level description of HIV/AIDS related loss among 

African Americans.   

 Confidentiality. The principal investigator maintains informed consent forms and 

participant audio files in a locked cabinet.  No personally identifying information was 

reported.  Each participant was assigned a coded participant name (01 to 13) and 

participants will be referred to by code numbers.  All individual responses were held in 

strict confidence.  In reporting data, the principal investigator excluded any identifying 

information that might be linked to individual participants.  Pseudonyms and 

classification categories (i.e, male cousin) were used to report results.  Accordingly, 

identifying geographical information was masked or excluded.  Demographic data were 

entered into an SPSS database using assigned code numbers, and the principal 

investigator was solely responsible for entering the information.   
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Results 

Descriptive Statistics 

  Participants’ age at time of participation ranged from 30 to 64 years with a mean age 

of 45.25 years.  Sixty-seven percent (n=8) of the sample was female and 33% (n=4) of 

the participants were male.  Participant household income was measured as one of six 

categories ranging from less than $10,000 per year to over $75,000 per year.  Slightly 

more than half the sample (58%, n=7) reported household income under $10,000 per year 

and high school as their highest level of education. 

 Relationship of participants with the loved one lost greatly varied.  Three loved ones 

were siblings (brother), two were friends, two were parents (mother, father), two were 

aunt or uncle, one was a child (son), one was a cousin, and one was a spouse (wife). The 

majority of participants (83%, n=10) shared a residence with the loved one at some time 

during their lives, while others had routine contact with the loved one and maintained a 

close relationship over a period of time but never shared a residence, and a minority of 

participants never having shared a residence with the deceased loved one. 

 The following results are presented in two parts.  Case-ordered matrices of the 12 

cases are presented which detail participant information in the following domains; 

general and demographic information, risk factors, coping and help-seeking, and 

HIV/AIDS prevention and testing beliefs.  Following presentation of the case-ordered 

matrices, case studies detailing the bereavement experiences of each participant are 

presented.  Eight sections are presented for each case, which include; Introduction, 

Disclosure and transmission, Coping and help seeking with illness and death, Stigma, 

 27



Other family responses to loss, Resources and services, Other loss experiences, and 

HIV/AIDS prevention.  Results varied in length depending on the depth of data provided 

for each case.  Pseudonyms are used to protect the confidentiality of participants.  In sum, 

eight women and four men participated in the study.  Cases are presented in the following 

order; Carmen, Cele, Diane, Derek, Janet, Jay, Karen, Mack, Mercy, Nita, Pat and 

Sheena.   
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Table 1 
 
Case level HIV/AIDS related bereavement matrix: General 
 
Case 
 

Age/ 
Sex 

Loved 
One/Sex 

Time 
Since 
Loss 

Mode of 
Transmission 

Aware of 
Status 

Shared 
Residence 

Provided 
care  

Carmen 31 
F 

Father 20 y Unknown At time of 
death  

Yes No 

Cele 48 
F 

Mother 12 y Sex At time of 
death 

Yes No 

Diane 57 
F 

Son 4 m Unknown Before 
death 

Yes No 

Derek 43 
M 

Brother 11 y Sex Before 
death 

Yes Yes 

Janet 48 
F 

Brother 12 y Unknown Before 
death 

Yes Yes 

Jay 48 
M 

Friend 1 m Sex 
 

Before 
death 

Yes No 

Karen 32 
F 

Aunt 11 y Sex Before Yes Yes 
Uncle 10 y Injection drug death Yes Yes 

Mack 64 
M 

Wife 4 m Injection drug Before 
death 

Yes Yes 

Mercy 52 
F 

Friend 1 y Unknown  Before 
death 

No No 

Nita 46 
F 

Cousin 3 m Injection drug  Before 
death 

No Yes 

Pat 44 
M 

Brother 4 y Sex Before 
death 

Yes Yes 

Sheena 30 
F 

Uncle 6 y Sex Before 
death 

No No 

Note. n =12.
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Table 2 
 
Case level HIV/AIDS related bereavement matrix: Demographic 
 
Case 
 

Age/ 
Sex 

Loved One/Sex Education Annual 
income 

Occupation Relation. 
Status 

In Home 

Carmen 31 
F 

Father High 
school 

20,000- 35,000 Collection Single Children 

Cele 48 
F 

Mother High 
school 

<10,000 Retired Separated Friends 

Diane 57 
F 

Son High 
school 

<10,000 Cashier Divorced Child 

Derek 43 
M 

Brother Some 
college 

20,000- 35,000 Bus 
Driver 

Divorced Children 

Janet 48 
F 

Brother 4 yr 
degree 

>75,000 Risk analyst Married Spouse, 
children 

Jay 48 
M 

Friend Some 
college 

<10,000 Outreach 
worker 

Single Alone 

Karen 32 
F 

Aunt High 
school 

<10,000 Disabled Single Parent 
Uncle 

Mack 64 
M 

Wife High 
school 

<10,000 Disabled Widowed Other 

Mercy 52 
F 

Friend High 
school 

<10,000 Peer 
educator 

Divorced Alone 

Nita 46 
F 

Cousin Some 
college 

50,000- 
75,000 

Health educator Married Spouse 

Pat 44 
M 

Brother High 
school 

<10,000 Unemployed Single Alone 

Sheena 30 
F 

Uncle Some 
college 

20,000- 35,000 Collection Single Alone 

Note. n =12.
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Table 3 
 
Case level HIV/AIDS related bereavement matrix: Risk factors 
 
Case 
 

Age/ 
sex 

Loved One/Sex Condition/ 
location at 
TOD 

Drug/ Alcohol 
Use 

Incarceration High risk sex Gay 

Carmen 31 
F 

Father Prison Unknown Yes Unknown No 

Cele 48 
F 

Mother Unknown Alcohol No Yes No 

Diane 57 
F 

Son Hospital Unknown No Unknown No 

Derek 43 
M 

Brother Suicide Unknown No Yes No 

Janet 48 
F 

Brother Hospital No No Unknown Yes 

Jay 48 
M 

Friend 
M 

Home Drug Yes Yes Yes 

Karen 32 
F 

Aunt Prison Alcohol/Drug Yes Yes Yes 
Uncle Nursing home Alcohol No Unknown No 

Mack 64 
M 

Wife Hospital Drug Yes No No 

Mercy 52 
F 

Friend 
F 

Unknown Drug No Unknown No 

Nita 46 
F 

Cousin 
M 

Hospital Drug Yes Unknown No 

Pat 44 
M 

Brother Unknown Alcohol 
Drug 

Yes Yes No 

Sheena 30 
F 

Uncle Unknown No No Yes No 

Note. n =12. 

 31



Table 4 
 
Case level HIV/AIDS related bereavement matrix: Coping and help-seeking 
 
Case 
 

Age/ 
Sex 

Time 
Since 
Loss 

Religious 
activity 

Talked to 
loved one 

Talked to 
professional 

Journal Drug/ 
Alcohol 

Other 

Carmen 31 
F 

20 y   Teacher   Acted out in 
school 

Cele 48 
F 

12 y Prayer  Counselor   Anger, guilt 

Diane 57 
F 

4 m Prayer  Counselor, 
Group 

  Medication 

Derek 43 
M 

11 y Prayer     Anger, 
outreach 

Janet 48 
F 

12 y Prayer Family     

Jay 48 
M 

1 m   Counselor, 
Group 

  Medication 
adherence 

Karen 32 
F 

11 y 
10 y 

    Drug 
Alcohol 

Food 

Mack 64 
M 

4 m Prayer  Counselor, 
Group 

 Drug Avoidance, 
isolation 

Mercy 52 
F 

1 y Prayer Group 
members 

 Daily  Bereave-
ment group 

Nita 46 
F 

3 m Prayer, 
Scripture 

 Counselor, 
Chaplain 

Possible   

Pat 44 
M 

4 y Prayer  Counselor    

Sheena 30 
F 

6 y Prayer     Avoidance, 
anger 

Note. n =12.

 32



Table 5 
 
Case level HIV/AIDS related bereavement matrix: HIV/AIDS prevention and testing 
beliefs 
 
Case 
 

Age/ 
Sex 

Ever 
been 
tested 

HIV 
status 

Plan test 
in future 

Who should 
be tested? 

Importance 
of testing 

Prevention methods 

Carmen 31 
F 

Yes - Yes Everyone Extremely 
important 

Testing, safe sex 

Cele 48 
F 

Yes - Yes Everyone Not 
Important 

Education, abstinence 
Safe sex 

Diane 57 
F 

Yes - Yes Everyone Extremely 
Important 

Abstinence, safe sex, 

Derek 43 
M 

Yes - Yes Everyone Extremely 
Important 

Abstinence, safe sex, 
education, prayer 

Janet 48 
F 

Yes - No Everyone Extremely 
Important 

Education, abstinence, 
communication/ medical 
history 

Jay 48 
M 

Yes + No Everyone Extremely 
Important 

Education, treatment, 
testing, safe sex 

Karen 32 
F 

Yes - Yes Everyone Extremely 
Important 

Education, testing, safe 
sex 

Mack 64 
M 

Yes + No Everyone Extremely 
Important 

Safe sex, safe drug use 

Mercy 52 
F 

Yes + No Everyone Extremely 
Important 

Testing, safe 
sex, abstinence 

Nita 46 
F 

Yes - Yes Everyone Extremely 
important 

Testing, safe sex 

Pat 44 
M 

Yes + Yes Everyone Extremely 
Important 

Safe sex, safe drug use, 
education 

Sheena 30 
F 

Yes - Yes Everyone Extremely 
Important 

Testing, safe 
sex, abstinence 

Note. n =12.  
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Carmen 

 Introduction. Carmen and I sat together in her living room.  She sat in a chaise while I 

sat on the floor with the recording devise between us on an ottoman.  Carmen’s children 

were at the circus that night, while on a visit with their father, so were alone during the 

interview.  Carmen asked me my opinion on several topics throughout her interview, and 

probed me to give her more information about my opinions on health and medical history 

disclosure among other topics. 

 Carmen is a divorced, 31 year old mother of two children who works in medical 

billing, grew up in a single parent family with two younger siblings.  Carmen is divorced 

from the father of her children, and currently single.  She works in the medical field.  

Carmen earns between $20,000 and $35,000 dollars per year.  Carmen shared with me 

that before she decided to participate in the research study that she had only shared 

details about her father’s health and passing with one other person, her ex-husband. 

 Disclosure and transmission. Carmen did not have information about her father’s risk 

factors related to mode of transmission.  She knew he was incarcerated, but did not 

believe he had been a drug user.  She indicated that the lifestyle he lived as an 

incarcerated person may have been related to him becoming HIV positive.  She was in 

elementary school when she learned of her father’s failing health shortly before his death.  

Carmen’s knew her father was incarcerated at the time of his death, but she did not know 

how long he had known he was HIV positive.   

 Really it was like, honestly maybe a week [after I learned he was HIV positive 

before he died].  You know.  That was it.  I mean, I guess after that we never really 
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talked about it.  It’s really interesting.  I really don’t think he did drugs, so I’m 

assuming he got it from someone else.  And he was in jail, so I don’t know what his 

lifestyle was in jail.  [He was in jail for] like five years. 

 When he died, when he was dying, that’s when he found out.   I don’t know if my 

mom ever… I mean we haven’t really, really ever…. We never really have really 

talked to her about that.  I thought about that when I was talking to you on the phone.  

I was like wow.  Even me and my sister, we lightly talk about that.  I guess its not a 

very… subject that you go all into.  Even when I told other people at work, we just 

left it at that.  ‘We’ll talk to her.’  And um, we never really discussed it.  So but I, I 

have a feeling that she may have known before because after, I remember after he 

passed and I guess she could have you know thought could I possibly have this.  I 

guess that’s why all of these years she was scared to go to the doctor and she would 

never go until she got really, really sick.  But she didn’t… she had um, what is it 

called, a cyst in her uterus, and she had to end up having her uterus taken out, but 

luckily it wasn’t that.  But you know, I think that all her life she was pretty scared, 

and she wasn’t with anyone else so, it’s like, ‘Wow,’ you know.     

 Carmen recalled being ‘daddy’s little girl,’ and she explained that it was hard to lose 

the relationship she had with him because she did not have the same kind of connection 

with her mother.  The last time she saw her father, he was incarcerated.  Carmen laughed 

when she vividly recalled the story of her last visit with her father.  While dressing that 

day, Carmen ensured that she looked very neat and in an effort to smooth her eyebrows, 
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Carmen applied toothpaste to her eyebrows, and her father removed the sticky toothpaste 

from her eyebrows during their visit. 

I remember he was, my mom had taken us to visit him in jail, and I went, I just 

remembered that he was picking my eyebrows, ‘cause I wanted to look so nice for 

him.  So I think put toothpaste for some reason on them.  I don’t remember how old I 

was.  I must have been young to do something like that, but... and then there was 

another time that I remember he had taken me to school, and I was… I remember it’s 

so hard for me to loose him too because I remember I was daddy’s little girl.  My 

sister was more of my mom, and then you know, me I remember I was daddy’s little 

girl.  Yeah [he picked my eyebrows] to get all of the stuff off of it.  It was all sticky.  I 

don’t know why I did that.  It’s like…  That’s weird that you asked me, and I 

remember to this day.    

 Coping and help seeking with illness and death.  Carmen experienced her father’s 

death as a child, but the impact of his death carried over into her adult life.  Carmen did 

not have much actual support for dealing with the loss of her father as a child.  Carmen 

missed school for one day after she learned her father passed away.  On the day she 

returned to school, Carmen shared news of her father’s death with her teacher.  Carmen 

sought comfort or consolation from her teacher, but instead of giving words of sympathy, 

her teacher made an insincere comment, which prompted Carmen to begin acting out in 

school.  Carmen did not share information about her teacher’s remark with her mother 

until she was an adult.  She did not feel her mother had much power over the 

circumstances, and chose to independently resolve the situation with her teacher.  
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 It was just hard because we never actually had anybody in our family pass away.  

I can’t remember friends or anything.  That was the 1st experience of death in our 

family.  You know, so…  I guess we in a way really didn’t ever deal with it because I 

guess since he wasn’t living with us everyday, you know and my mom she didn’t take 

us to get it talked about. But now as an adult, I feel it, and its hard because when 

people say, ‘I’m gonna go to my dad’s’ or especially when I got around my ex’s 

family. You know they’re a real close family, and you know, he had his dad and his 

step-dad, and you know.  And I would just wish that I would just have that, you 

know.  Not to just go to my mom, but to be able to go to my dad and… that, it… I 

guess even as an adult you want that.  So, I guess I really get to dwell on it so much 

as a child.  It more affected me as an adult ‘cause I guess it was more normal and my 

mom she really didn’t let us go to friends’ houses and all that.  So I didn’t get to see 

that.  I mean, I don’t know maybe that was her though of why she didn’t let us go, 

but, you know. 

 I guess I looked maybe to that teacher to maybe say some warming words or 

some kind of words, and then when I go that I just had to... I think after that- that’s 

when I probably started to just, to have to be a strong person ‘cause like I never even 

told my mom until I was an adult that she made that comment.  I don’t know exactly 

what she said, and I just remembered yesterday, and now I’m like… I told her you 

know.  She asked me why I was out that day.  I said, ‘Well, my dad passed away.’  

And she, I think she looked me right in the face and she goes, ‘You don’t have a dad.’  

You know, ‘You don’t have a dad,’ and she just, and I was like…Okay. And I, my 
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mom was like, ‘Why didn’t you tell me?  I would have been down to the school and 

told her something.’  I was like, ‘I don’t know.  She was a teacher.  She said it.’  And 

you know I think when I had my first son, I actually saw that teacher, and it took 

everything in me… and I still remember her name.  It took everything inside of me 

not to say something to her.   

 But I remember maybe like a few weeks later, me and my friend were like let’s 

see who can get so many checks on the board.  And I don’t know why.  I guess they 

don’t like kids to act up, and she started crying, so I guess maybe I got back at her by 

doing that.  You know.  So I was like that’s the way she made me feel.  How can 

you…you’re a teacher.  How can you say something to a child?  We [my friend and I] 

just wanted to you know get in trouble and…To make her, you know, get upset, and 

everybody started acting up so… Like, I don’t think I waited the next day, or I think 

there was a couple of weeks later [after she made the comment].   

 In addition to having her teacher make a thoughtless comment regarding her father’s 

death, Carmen felt she was scarred by the lack of closure that a funeral provides to 

mourners.  Carmen, her mother, and siblings lived in another state when her father died, 

and her mother lacked financial resources necessary for them to attend the funeral.  For 

many years, Carmen was angry with her aunt for not providing the family the money they 

needed to attend the funeral because she believed attending her father’s funeral would 

have granted her some sense of closure. 

I guess, you know the worse part.  Or, I won’t say the worst part of the situation, like 

when my dad passed away another thing is that my mom, she didn’t have the money 
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for us to even go to his funeral, so I guess to this day, we’re still, we actually just took 

a trip to Tennessee to have a family reunion and found out a little bit more about my 

mother that we didn’t know.  But we always thought that my aunt didn’t want to give 

my mom the money for the funeral.  She said, ‘If you could pay for the trip, I’ll pay 

you back when I get my income tax.’  Well what I found out about mom is that she 

just kind of lived her life and she just, sometimes she didn’t pay people back.  So 

that’s what my aunt, maybe she made the wrong choice at that time, not seeing the 

consequences further down and I ended up being angry at her because of that because 

we could have at least said goodbye.  You know because I… yeah I think it was 

before he passed so we would have gotten to actually you know have closure and we 

never got that, and umm…. But luckily my sister she went back when my grandfather 

passed away, so at least you know she got to you know see his burial and all that so.  

So, that was a little bit of closure for her. 

 Carmen also believed she learned some lessons from her father’s death.  In her 

reflection about his life, Carmen liked to believe her father would have made different 

choices about his life and would not have been incarcerated.  In regard to sexual 

behavior, Carmen believed she may have had different sexual practices (e.g., more sexual 

partners) had her father not been HIV positive. 

 Well yeah ‘cause I just think that he would have made better choices then he 

wouldn’t have even ended up there and maybe I would have a dad.  You know.  But.. 

you know it can’t be changed.  I think it’s made me a better parent, me a better adult. 

And somebody that’s not, I’m not promiscuous.  I can say that.  I think maybe I 
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would be more promiscuous if I wouldn’t, if I wouldn’t have had something like that.  

Maybe?  Maybe, I don’t know. 

 Stigma. Carmen described stigma several times during the interview.  During the 

interview, Carmen only shared information about her father’s HIV/AIDS status with a 

few people.  She rarely discussed her father’s HIV status with her immediate family 

members.  On one occasion, Carmen shared her father’s HIV status with her ex-husband, 

and he later used the information against her during an argument.  Carmen was so hurt by 

her ex-husband’s misuse of information about her father’s HIV status, that she avoided 

sharing the information with other people. 

 I guess we more looked at it [as] he had passed.  That he was just dying and he 

passed away and that I guess at that time actually we didn’t know a lot about HIV.  

We honestly didn’t know that much, so I guess we didn’t have any feelings.  But I 

guess as I started learning in school about it, I felt like, ‘Wow,’ you know like, that’s 

so sad, and then you know what would my friends think?  And I don’t think I ever 

told, maybe one or two people to this day that he had it.  And then one person, my ex, 

I had a bad experience telling him because I don’t know one time we got in an 

argument, and he made a like a really horrible joke about it so…. I wish I would have 

never told him, and then I was just thinking ‘What a sorry ass person you are.’  That 

you know, I can’t believe there’s people still to this day that are so ignorant about it.  

It’s like, it’s not like, he’s dead, why would you even make a fun of somebody that’s 

dead for one.  And, it’s not like you can catch it if he was here. 
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 Like, it must have been on like a Monday.  Because I remember that Monday, we 

didn’t go to school.  And, I’m trying to think of how she told us.  I think she sat us 

down and she said you know I need to let you know that your dad is… he didn’t you 

know.  He only got worse, but he actually, he didn’t die of AIDS.  He died of 

pneumonia.  So I guess complications to… so like you were saying you know, people 

say, ‘What did he die of? Cancer.’ I’ll just usually say he died of pneumonia.  Most 

people don’t say, ‘You know how did he die of pneumonia?’ Most people don’t ask.  

Most people don’t ask.  Some people just say, ‘Oh I’m not gonna be nosy.’ 

 Carmen discussed her conception of HIV/AIDS related beliefs and stigma in her 

community.  She recently told a third person about her father’s HIV status, and the 

individual’s response associated HIV status with being gay.  Carmen explained how 

people still have inaccurate information about HIV/AIDS, and the lack of ideas continue 

to perpetuate stigma regarding which populations are affected by HIV/AIDS.  Carmen 

also mentioned some ideas people hold about a conspiracy theory about the origin of 

HIV/AIDS.  

 I think it, dang, I think, people you know what, actually I did just tell a third 

person.  I just remembered yesterday ‘cause I told her I was doing the program 

[interview] and she was like, ‘Well who do you know that has AIDS?’  And I said, 

‘My dad actually you know, had AIDS.’ And she goes, ‘Was he gay?’  And I’m like, 

‘No!’  You know, so, I guess there are still people that think that it’s a gay disease.  

And I’m like you know would you want somebody to say that because he was black 
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he had AIDS?  You know ‘cause that’s one of the ignorant beliefs they have too.  You 

know, so.  

 I think people are still you know, they probably believe more of what you know 

they’ve grown up with and that basically you know well that promiscuous people 

don’t know… simply getting it from getting a blood transfusion, or you know could 

have been your first you know sexual experience or sex.  And that’s what happened 

you know unfortunately.  I still think people, a wide range of people pretty much 

think that it’s a gay or a minority disease, and I think the minorities still, I know when 

I was learning about it, they said, I don’t know if it’s true or not, something about a 

monkey, and that they said it was like a man made disease.  I don’t remember it’s 

been so long, that, if there’s any truth to that.  You haven’t heard anything like that? 

 Other family responses to loss. Carmen’s family responded with silence to her 

father’s death.  The family members, who were in the city where her father died, attended 

his funeral.  Carmen, her mother, and her siblings were unable to attend the funeral due to 

lack of financial resources.  Carmen did not remember talking about her father much 

during the time immediately after his death or during the years following his death.  

Carmen’s mother kept her and her siblings out of school for one day after her father died.  

Carmen does not recall any kind of emotional aid from her family.  She spoke generally 

of her extended family’s ineffective communication style.  She explained that gossiping 

amongst family members prevents individuals in need from seeking assistance from the 

family 
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 In my family, they they pretty much, every little thing, that’s, big thing that’s 

happened is, they kinda just don’t talk about it.  That’s the way they deal with it.  

They don’t talk about it.  So, they would always talk in pig Latin and think that we 

didn’t understand what they were saying or Spanish.  Like we didn’t know what they 

were saying ‘cause like… We know exactly what you’re saying.  They’d be like, 

‘Why are you getting all quiet?’  So we could listen.  They just don’t talk about 

things.  Maybe they’ll say little something to each other, but they didn’t feel that was 

their place to tell us anything about it. 

 I guess ‘cause they [the immediate and extended family] didn’t have enough 

knowledge or anything about it and they couldn’t change it so.  They’re so much, 

they never showed a lot of what am I trying to say, not feelings, emotions or you 

know, I can’t even think of the word affection.  They were not an affectionate family.  

That’s what I’m trying to say so you know.   

 I think the biggest problem with our family probably is that they just gossip too 

much.  They are always talking about each other.  Even within my sister and my 

brother and myself, somebody is always saying something about somebody and it’s 

not good.  I mean, you know, I just have remember, when like my grandmother had 

come down, and they would just, I think they always try to take care of my mom 

because she was a single mother, and the one with the least amount of income.  So 

they always try to take care of her, but then in return, they would talk about it.  You 

know, what they did and kinda just throw it in her face.  So, I mean, nobody wants 

that kind of help.  You know. 
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 Resources and services. Carmen described services that are available to families now.  

She and her family never used any resources to deal with grief after her father died during 

her childhood.  Carmen had not had any experience with services or resources for people 

affected by HIV/AIDS as an adult.  She gave a very brief description of some resources 

that she believed are available to people now, but she was unable to provide any specific 

information about those resources.   

 Other loss experiences. Carmen experienced one other loss of a close family member.  

She described the loss of her aunt, who Carmen and her family lived with when Carmen 

was a child.  Her aunt had been welcoming to them when they were in need, but her 

aunt’s own children were abusive and all abused drugs.  Carmen was grateful for her 

aunt’s generosity, but she recalled her aunt’s life being burdened by her own children’s 

drug use and abusive behavior.  She did not see many similarities between the losses of 

her father and her aunt.  Carmen rarely thought of her aunt as an adult, but she said she 

thinks of her father often and feels a void from his death that persists into her adulthood.  

Carmen felt her father’s soul was not at rest when he died because he died prematurely as 

a result of HIV/AIDS.  Although her aunt died from a heart attack, Carmen believed her 

aunt’s soul was at rest at the time of her death since she died at a much older age in her 

seventies.   

 We lived with her…. She would do anything for you. She was the most caring 

person ever. She had five kids and they all went to Catholic school, but all of ‘em did 

drugs and lived with her. And, it was so sad.  They would like beat her up.  They 

would, they had their kids living with there.  And, you know, they never helped her.  
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They basically, I think I blame them for her dying because I think, I wanna say she 

had, I cannot remember, but I think she had a heart attack, and it was because of 

them. And now, I guess now that she passed away, they all kinda grew up.  Yeah 

pretty much all of them are doing a lot better. 

 She was kinda at peace ‘cause we knew she wasn’t gonna have to worry, and she 

was gonna be with God, so… and we’d go every summer to go visit her.  She lived in 

[the northeast] so that was really fun.  She always welcomed us into her house, and 

we would always say come back to Texas with us.  No, [they were] not really [the 

same].  Just that we knew her a whole lot better.  We knew what type of person she 

was…. I mean, my dad yes [I think about him] because he was my dad, but my aunt 

just knowing that she’s pretty much at peace, it doesn’t really bother me as much.  

‘cause she was like, she was in her like 70’s, so, I don’t think it’s the kind of death 

that we really expect like if I think if I were to die tomorrow from AIDS or something 

I don’t think I would expect it so, I don’t think my body or my soul would be at rest 

just because you know, its not something you expect.  Kind of like having I guess a 

car accident or something.  I sure he would’ve liked to see us before he passed on.   

Current status. Carmen was focused on providing her children with a good life, and she 

wished her father was alive to be a positive male role model for her children.  Carmen 

was curious about many topics during our interview, and she turned her curiosity toward 

me with several interview questions of her own.  At the end of our interview, Carmen 

asked me about trends in current HIV/AIDS infection.  She was surprised to hear that 

HIV/AIDS infection among heterosexual African American women unusually high. 
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 I just think that this is a really good study that you are doing especially since it’s kind 

of calmed down and hasn’t been like how we used to be always on the news, and you 

know teachers were getting the word out there.  I think it’s kinda you know, not that 

much has been said about it, and I think we need to start, you know reminding people 

again ‘cause you know, I’m sure every year its either going up or…do, has it gone up or 

has it? 
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Cele 

 Introduction. I met Cele at her residence, where she lives with friends, and we 

completed the interview in her bedroom. Cele sat on her bed, and I sat on the loveseat 

beside her bed.  Several buses passed by the residence along the main street outside her 

bedroom window, and sounds from the television in the living room were audible in the 

bedroom. Cele maintained an energetic disposition during the interview.   

 Cele is a forty-eight year old woman who was previously married and parented one 

step daughter. Cele’s mother was fifteen years old when she was born, and both women 

were physically abused by Cele’s biological father. Cele was sexually abused by her 

stepfather. Cele began using drugs at a young age, and she had been incarcerated multiple 

times. She linked traumatic experiences in her youth experiences with drug use and 

incarceration.  Cele discussed the loss of her mother.    

 Disclosure and transmission. Cele was incarcerated at the time she learned her 

mother had passed away and that her mother had AIDS when she died. Cele was unaware 

that her mother was HIV positive.  She asserted that her mother was not a drug user or a 

sex worker. Cele detailed her thoughts about how her mother became HIV positive. She 

believed one of the two men her mother had relationships with after separating from 

Cele’s stepfather may have been HIV positive and transmitted the virus to her mother. 

She believed one of the men may have been HIV positive, and she identified the other 

man who died after dating her mother as being a drug user. Cele recalled specific 

information about the behaviors of the men with whom her mother was involved, and she 

believed at least one of the men was aware of his HIV status.   
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 She wasn’t on drugs. She wasn’t a working girl. She went to work, took care of 

my little sister. The most she drank [was] beer or wine, always helping out all the 

family, all the family… Did all the family paper work, everything they need they 

came to my mom. So the kids came to my mom, the mothers, the grandmother, my 

stepfathers, all their families, even my stepsister and them come to my mom. So, I 

didn’t, I just still can’t figure out how she got it, and I remember when I left she was 

dating this guy, and I didn’t like the guy, ‘cause you know, I knew something.  I just 

didn’t like him. He was a drinker, and I didn’t like him. And I guess she dated him 

like a little while ‘cause her and my stepfather had split up, and that was the only guy 

she was ever really was with. And then this other guy she dated when she broke up 

with my stepfather, he had an accident and died. But he did a lot of drugs, but I don’t 

think he…I can’t imagine him having it, you know.  I don’t think he passed it.  I think 

it was just…Well, I think he had died when she had dated this other guy. I’ll never 

forget his face ‘cause I didn’t like him, and I didn’t like him around my little sister. 

And I told her about it and something, so, and from then on I just stayed- I didn’t get 

in contact with her. I still had the picture of that guy’s face.  I believed he passed it to 

my mom. I believe he knew he had it. I really haven’t really dealt with it. I really 

haven’t dealt with that she really passed and the way she passed.  Then I started 

studying and going to classes about it and finding out she really must have suffered. 

 Coping and help seeking with illness and death. Cele was initially in shock and denial 

about her mother’s death because she learned her mother had died.  None of her relatives 

wanted to tell Cele her mother was ill while she was incarcerated. Cele learned her 
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mother was HIV positive at the same time she learned her mother had passed away. 

Another distressing factor was other people in the prison with Cele knew her mother died 

before she received the news. Cele believed other people’s awareness impaired her ability 

to cry; she could not appear weak in the presence of other people who were incarcerated  

 I blocked it out, so I kinda really don’t remember. I just remember when I found 

out I couldn’t cry. I couldn’t even cry. I couldn’t when everyone was like, everyone 

knew.  When I came from the, you know how you go…’cause in prison you go to the 

preacher, to the pastor, and they tell you news like that. And that was the last time I 

talked to my little sister. And then nobody was supposed to, couldn’t tell me; her 

husband or anyone, not in prison. He had to be the one. And so when they called me, 

when I came back, all I could see was a whole lot of girls was out playing volleyball 

or something, and they kept looking at me and they kept saying, ‘Are you alright? 

Are you alright?’ So they must have already heard before I even heard about it, 

’cause, ’cause they knew when I came out, when I was going back to the dorm. It was 

like my mind went froze, blank; it was like shock, just closed. I said‘Nah, this can’t 

be true, it’s not true.’ For about a couple of years I kept saying, ‘Nah, it ain’t true.’ It 

took me a couple of years to cry, I didn’t cry, I didn’t. I, I still don’t believe it. I kinda 

don’t believe it. I’m like, ‘Nah, it can’t be true. Not my mother-nah.’ But, it just 

dawned on me when I saw that up there, it’s true, ‘cause it’s happening more and 

more.  

 I never really talked to nobody. I didn’t really know. That’s what I was thinking.  

I really didn’t, I didn’t talk. Everybody was trying to get me to talk, but I couldn’t 
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talk, until really right now. I really now just really, I tell people, some people, but I 

never talk. I go to my MHMR doctor, but we’re not close, so I never really talk to 

nobody.  I never really talk when I think about it. I never discussed it. I always went 

to the church. But I never told no one personally. How it affected me; I never really 

talked to nobody. I just kept it in. Well, it was just praying to God, a personal 

relationship with Jesus, not any flesh. Sometime I would be ashamed to say, you 

know, if you tell somebody that your family died of AIDS, they’re like, ‘Whoa.’ So I 

was thinking like that to. And then I was thinking I shouldn’t be ashamed of it ‘cause 

my mother.  I shouldn’t be.  I wasn’t ashamed of my mom, so I shouldn’t have to be 

ashamed to tell them.  

 Then I remember about seven or eight years ago, I went to the [local HIV/AIDS 

service organizations], same place I go right now, and we just happened to be having 

lunch, and somebody invited me, and there was a doctor, one of the scientists or 

something that did a lot of research, and they had a celebration for people who had 

suffering from AIDS or passed from AIDS or family member. That was the first time 

I really got, really took it serious. ‘Cause I’m thinking to myself, ‘Aw, nobody just 

can’t catch it like that.’ You don’t know where [or] who got it. Unless they got this 

paper saying their name on it that they don’t have it. That’s what they give you there. 

They give you a paper saying you can ask a person if they’ve been checked, to see if 

they’re positive. They tell us to do it. 

 I go to a psychiatrist, I got to a psychiatrist. I talk. I don’t really talk to too many 

people. I have a good friend; my best friend.  I talk to her and my stepdaughter.  Me 
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and her talk about it. Yeah, ‘cause I know I have some support, that they’re not like 

laughing. They’re not laughing. You know how some people are just stereotype.  

They would laugh or say ‘Ooh, don’t get close. She might got it.’ You know, they 

would say stupid stuff like that. Or whisper, ‘Shush. Her mother died from this’ or 

something. I don’t, I could say out in the open that my mother died of AIDS without 

being ashamed, feeling ashamed. You know, that was really, at first, you feel 

ashamed, I think, you feel like, ‘Wow, I wouldn’t want nobody to know that.’ Then 

when I went to that seminar, I was like, ‘I shouldn’t be ashamed,’ ‘cause like I said, 

my mother was not a bad person. It was somebody gave it to her like that.  

 Cele continued having feelings of guilt and anger related to her mother’s illness and 

death because she believed her mother endured a great deal of pain and Cele’s drug use 

inhibited communication with her mother. Cele’s mother had returned to school to 

continue her education, and Cele never had the opportunity to encourage her mother’s 

academic pursuits. Cele felt her drug use damaged her relationship with her mother, and 

she had not forgiven herself for being estranged during her mother’s illness. 

 I feel still guilty a lot [when I think about her now], ‘cause I wasn’t there to help 

take care of her, through her pain and suffering and all that. I think I should have been 

there, but I was too stubborn, hard-headed, you know, which was not holding a 

grudge, holding anger in is not good. The end result is not good. I try to, I block it 

out. My mother was my best friend. I don’t like talking too much; sometime I block it 

out. I just like…it’s strange, ‘cause I say, twelve years, and I’m just now starting to 

really talk about it, so it did take me a long time. It’s still gonna take me a little time 
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‘cause it makes me angry, it makes me real angry. ‘Cause she was young, too. She 

was only, I’m forty-eight, she was fifteen years older than me, she not even in the 

60’s.  She’s still young. And I was proud of her.  She went back to school, she went 

back to college and everything. She went back real older, when she was older…. 

Angry with myself, ‘cause I should have kept in touch with her. I shouldn’t have been 

that mad; nothing in the world that I should have been that mad at her about, you 

know? Drug life, and I wanted the drug life, but drugs shouldn’t have been that 

important that I’d stop calling, stop finding out if they were alright. I shouldn’t have 

did that. Even though she wasn’t on my side, I still shouldn’t have did it. I should 

have been there. I always think I’m angry at myself still, disappointed ‘cause I should 

have known better than to cut off my own family like that, ‘cause I know my mother 

needed me more then than she ever had, and I wasn’t there. So I gotta deal with that. 

 Stigma. Cele believed HIV/AIDS related stigma directly impacts disclosure in her 

community. She also believed a considerable margin of stigma was associated with the 

names ‘HIV’ and ‘AIDS,’ and the impact of the stigma crippled disclosure and education 

efforts. People who were HIV/AIDS affected were more likely to hold more 

compassionate attitudes towards others who were affected by HIV/AIDS. Generally, Cele 

believed gossip and stigma damaged communication about HIV/AIDS because people 

were likely to spread information that would be used to identify and exclude others. Cele 

named several stigmas and identified some conspiracy theories about HIV/AIDS, which 

she believed had changed in the global community. Cele believed the international 
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community was focused on intervening in the HIV/AIDS pandemic rather than targeting 

the source of HIV or identifying specific populations who were affected by HIV/AIDS. 

 They still scared in these communities; they scared of the word. They don’t want 

to accept it. I can tell how the neighbors are, they don’t accept it. They don’t want to 

hear about it. They just don’t want their kids to get it.  The only ones I think know 

how to accept it is ‘cause they have a friend that been through it or a family member. 

Those are the only ones I think are learning to have an open mind about it. But if they 

never been around it or never heard nobody having it or no family member, they are 

scared to death. They don’t want it.  It’s still hush-hush. You don’t hear people trying 

to say, ‘Do that house have this, that…’ But if they found out that one house on the 

block, or that person that there is sick, the whole block will know that. They won’t 

know that, hey, that’s a good person still. But they know they’re sick. That travels, 

but it don’t travel for the good reason, it’s not [a] good gossip thing, you know, 

something just to say, ‘Watch out,’ like it’s some witchcraft house or something. 

That’s what they make it seem like. They sure do.  

 In the country, they’re trying to get a cure for it. The world? I think they some of 

them, they’re trying to come together, I think. They’re not trying to label each one 

race anymore. I think the world got out of that part, saying that it came from Africa, it 

came from monkeys, it came from that. Remember it was like that? It came from gay 

people, it came (laughs), so they narrowed it down… it’s here and it’s just spreading. 

Wherever it came from, now it’s just time to just stop the cycle, that’s all I said, that 

they’re saying.    
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 Other family responses to loss. Cele was estranged from her family members when 

she learned about her mother’s death.  At the time of the interview, the only person with 

whom she communicated was her ex-husband. Cele thought it was unlikely that her 

mother would have disclosed her HIV status with other family members.  She hoped 

relatives helped take care of her mother but she was doubtful that anyone other than her 

sister or cousin helped her mother. Cele’s ex-husband had a close relationship with Cele’s 

mother, and she believed he had difficult time processing her mother’s death.  In some 

ways Cele’s ex-husband maintained the bond between Cele and her mother because he 

had the role of liaison between the two women. Because Cele was estranged from her 

family when her mother died, she speculated about relatives’ responses to her mother’s 

death.  She believed that none of her mothers’ relatives made financial contributions to 

cover the expenses incurred for her mother’s burial; her mother was cremated rather than 

buried. Cele hoped to reconnect with her sister.  She was hopeful that her sister kept her 

mother’s ashes and would allow Cele to keep their mother’s remains. 

 They probably all wondering how she got it, same as me. Knowing her, she didn’t 

tell nobody. Knowing her, she didn’t tell nobody, I’m sure. But I think my stepfather, 

when he take care of my little sister, she did get to see her grandson, and I remember 

they told me I have a niece that was named after the middle sister that passed. She 

had sickle-cell anemia; she passed from that when she was like five. So, my little 

sister named her daughter after her. But I was saying that it’s a blessing she did have 

grandkids.  She got to see her grandson and her granddaughter. My sister probably 

has more kids probably now…. I don’t think that nobody watched out for her but my 
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little sister and my cousin. My stepsister, she took care of a lot of kids too.  She took 

care of a lot of people, so I’m sure a lot of them was there for her, a lot of people was 

there for her. I wasn’t, but I’m hoping they were, and I’m pretty sure, that’s when I, 

that’s when my husband told me that they did get closer, my sister got closer to her. 

So that was a blessing then ‘cause they were, they didn’t, she didn’t like my mom. 

My mom just let her get away with everything. I guess she wanted attention, and she 

thought my mom gave it to me more, always putting her down and always putting me 

up, so I guess she kind of resent[ed] that.  

 He [my ex-husband] took it harder than me, kinda, he took very hard, because 

they were very close.  He and my mom was close.  It was like a son. They talked even 

when we separated, they talked every night. He always was telling me, ‘You should 

go back home, you should go back to the house.’ He would kinda look for me, or look 

for me everyday, out on the streets somewhere, and he’d said, ‘Your mom is calling 

you.  Why don’t you call her?’ And I said, ‘Nah, I just leave it alone.’ And I regret 

doing that. I should have called sometime, ‘cause now I can’t call.  I can’t take that 

back.  

 You would think it would be different [the family’s relationships], but they didn’t 

get closer; they didn’t even try to help bury her, you know. So they, my little sister 

shouldn’t I don’t think she should just cut them off. I’m sure my grandmother’s 

probably not even living now, but the other sisters and aunties and all of them, they 

should have did more for my mom.  I think they should have did more, but I don’t 

think they did. And not to compare ‘cause she had to go to my stepfather and them to 
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help pay for the funeral. My husband said, ‘She had to go and get money to pay for 

your mom’s funeral.’ And I know my mom had my husband always told me to go 

back, ‘cause she always had life insurance, stuff like that, that he knew, he knew she 

had. You know, and he was like, ‘You should go back, ‘cause you’re the oldest, and 

it’s going to be just you and your sister.’ So if anything, if she left you money, it’s 

going to be me or my sister, and somebody else needs to get it; you know how that 

goes. So that’s all that they were probably worried about-who’s getting what, out of 

my mom’s house. That’s all they probably were worried about. I’m hoping my little 

sister kept the ashes, you know, ‘cause I would like to keep them. I was hoping that 

she gave it to me. 

 Resources and services. Few resources were available to Cele, who was 

incarcerated when her mother died.  Cele believed that stigma affected resource 

availability because there was limited support for people who were HIV/AIDS bereaved. 

Primarily Cele believed informal support resources (relationships) were jeopardized by 

stigma. People were more fearful of experiencing diminished social support by sharing 

information about HIV/AIDS than they were about independently coping with the effects 

of HIV/AIDS.  Cele also believed formal resources for people who are HIV positive and 

for people who had experienced HIV/AIDS related loss were few.  Upon reflection about 

receiving services at a local health and wellness organization, Cele realized people 

inaccurately assumed she was HIV positive because she routinely received services at a 

location where many clients are HIV positive.  The impacts of stigma were echoed 

throughout Cele response about resources for people who are HIV/AIDS bereaved. 
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 There wasn’t no supports; people was like, you didn’t say the word. If you knew 

somebody had it, you got away from them ‘cause you thinking you can catch it just 

like that. You know, it was a hush-hush thing; you didn’t want nobody to know that. 

It’s more open now, but there’s still some of them. They’re open about it, but they, 

some of them are not open about it. They have the option that they want to let people 

know or not. But it’s a lot different than then. Back then, you was like isolated; if you 

had it, people didn’t want you around in their house. They didn’t. You know what I 

mean? You couldn’t drink out of their glasses, or something, they have a special glass 

for people. I seen, that’s how they were treating it. When I grew up, that’s how they 

treated people, and they thought it was only gays. They thought it was only working 

girls or something.  

 So far, I’ve seen a couple of places. They need more probably.  I think they need a 

little more than that, ‘cause from what I hear it’s spreading; a lot more people I know 

got it, and they not even admitting to it. So they need some kind of support, and it’s 

not coming from their families. I seen about one or two organizations. This is the first 

one I’ve seen, [the local health and wellness service center] is the only I’ve ever seen 

out here. But I’m sure there’s more, but they just keep it private. I think they keep it 

among themselves more. This one is more open for those who have it and don’t have 

it, this place, this is the first time I’ve ever seen a place like that. When you go in 

there, a lot of people that I tell about it, they like, they think everybody that walks in 

there got AIDS or something, you know, they’re already labeling everybody already 

(laughs). And you can’t, they just probably just doing the research with the people 
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like I am, don’t mean they got it (laughs). So a lot starting to think, ‘cause they see 

me going in that building, they gonna think I got it. When I just thought about it, they 

gonna think… no, I don’t have it. But that’s how people are….They think negative, 

off the top. Right away, that’s the first thing they think, and it’s ridiculous ‘cause they 

got a lot of people start talking and rumors and end up being a fight and stuff don’t be 

true. People get hurt just by them words. 

 Other loss experiences. Cele described the losses of her brother-in-law who was HIV 

positive and a close friend who died as a result of an injection drug overdose. In both 

cases Cele described the losses as unexpected. She was uncertain how her brother-in-law 

became HIV positive. She was unaware of any risk factors he may have had. Cele 

believed her friend’s death may have been the result of foul-play because his body was 

discovered with the syringe in his arm. Cele was stunned by the losses of both people, but 

neither evoked the kinds of memories she recalled when thinking of her mother. Cele felt 

immense guilt about her estrangement from her mother and anger that she did not provide 

support during her mother’s illness. Cele felt the other deaths were untimely, but only her 

mother’s death resonated over time.   

 OD’ed, drugs, this person [was] a good friend, but they found him. I don’t even 

remember him doing that kind of drug. He was an alcoholic, and that what’s was 

strange for him to OD, find him OD’ed; the needle was in his arm. Two people that 

died, that we know of. And they just found his body and everyone was shocked 

‘cause he volunteered with us at the church, and we would have never guessed it. We 

don’t know if it was foul play or what, if someone just did that. I have a good friend, 

 58



he’s a user too on that stuff. My best friend, I hope he’s still clean. He went to [north 

Texas], I hope he’s still off, ‘cause it’s dangerous. Other than that, not yet, I haven’t 

heard lately. The ones that are close to me are still living, I hope.  

 My mother is very different, ‘cause I go back to feeling guilty.…For my mother, 

if I would have been around, I think I would have hurt this guy. I know I would have. 

But my friend, I wouldn’t hurt nobody over it. I would have just said, ‘Man, they 

were wrong for passing it to them.’ But my mother, I would have ended up going to 

jail or leaving the country to keep from going to jail.  Yeah, because I’m seeing how 

this person went down slowly, so that reminds me… ‘Man, did my mom go down 

like that?’ Or maybe she was looking like this, and the next minute was she… ‘cause 

this guy [I know], he’s slowly [dying].  I seen him last week and he can’t walk no 

more and he can’t see. Oh my God, it’s very bad.  That’s a bad disease, but when I 

think about everything this person is going through, that really must be painful for 

them. Yeah, but then, I guess, maybe he didn’t try to take anything for it; he just let it 

go. Some people say if they keep using drugs and stuff like that, they got worse. He 

probably would have lived longer. But [my friend] was a veteran, so to me, I think 

somebody just did that to him, tried to rob him, or play games with him, and ended up 

killing him. ‘Cause I don’t think he did that to himself. He didn’t do that to himself. 

 Current status. Cele was focused on staying healthy and she attended church 

regularly. She also wanted to reconnect with her sister, with whom she had not 

communicated in many years. Cele believed several issues complicated efforts control 

HIV/AIDS among African Americans. Injection drug was still a prevalent risk factor. 
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Cele believed injection drugs should be avoided, but believed safe practices should be 

undertaken by drug users. More education and testing were needed, but Cele believed 

African Americans avoided visiting medical professionals.  Cost, time, and other non-

medical treatments were some reasons Cele specified for avoiding medical professionals. 

Cele also believed African Americans avoided being tested for HIV because they feared 

being identified with another stigma or ‘label’ as Cele phrased the term. Cele associated 

an incredulous attitude with HIV/AIDS as well; some African Americans believed they 

were not at risk for HIV/AIDS and there was no reason to be tested or to seek 

information. Cele was skeptical about the rationales used for avoiding doctors or testing 

and she advocated testing and information seeking for the young and old alike. 

 They need to learn more about it, and how they get it and how they pass it. They 

have to go to some classes, and they should talk amongst themselves. They shouldn’t 

have to have other people come tell us. Then they going to say, ‘They just saying that 

‘cause we’re black.’ No, you should have another race come tell you about your race? 

Come on.  And we’re all right here, but they don’t communicate.  They don’t 

communicate with each other. I don’t think so. They, I think blacks are more hush-

hush about it than anything. They’re more scared to mention it ‘cause they figure, 

‘Oh, we already got labeled, so we got another label on us,’ so they don’t want 

another label, we don’t want to hear we got another strike against us. So they want to 

keep it hush-hush, but when they know we having it, it just ain’t us (laughs). I don’t 

know what they thinking about. It ain’t just us that have it, but I think we don’t have a 

lot of doctors. We don’t believe in going to doctors regular. That’s what I think, we 
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lacking getting check-ups. That’s the only thing. We’re like, ‘Oh, we ain’t gonna get 

it so we can go ahead on and have Tom, Dick, and Harry, whatever, we ain’t gonna 

get it.’ (laughs) That’s what we have…I think we have an attitude like that: ‘We can’t 

get it.’  [Black people do not go to doctors] ‘cause they don’t want to spend the 

money [or] the time (laughs). They just don’t want to do that. We believe in old 

remedies, a lot of Indian people don’t believe in going to doctors. I don’t like to go to 

doctors. We don’t want to sit there for four or five hours (laughs). We don’t have no 

patience for that. We want to go check other things out. (laughs) We got other things 

to do.  

 Get checked, and check their partners. Make sure who their partners are. Don’t do 

drugs. If they aren’t doing it already, just keep yourself clean needles. I noticed 

that’s a lot of people that got it is ‘cause of a dirty needle, and there’s a lot of 

them using that drug.  It seems like there’s an epidemic on that again. There’s a 

lot of young kids I know out there. Man, I can’t believe they doing that. They are 

like 20.  I just ran into another young girl I known for years.  I don’t knock her, 

you know.  I don’t put her down. She says, ‘I’m still doing.’ And I look at her. 

She probably sick ‘cause I just seen her today, and I haven’t seen her. She has a 

very wealthy family, college degree, great kid, just went the wrong way, and she’s 

still on it. She could be sick. She sure could. 
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Derek 

 Introduction. Derek and I completed his interview in the kitchen at his home, while 

his mother sat in the living room and chimed in when he requested her input about their 

experiences with his brother’s death.  Derek’s two young children and their younger 

cousins were sent upstairs after one of the younger children cried several times before we 

began the interview.  Derek reminded me several times that he would appreciate my 

assistance with governing his non-profit organization. 

 Derek is a 46 year old male public service worker, and father of two who also runs a 

small non-profit organization for people with HIV/AIDS, whom he believes are not 

served by current HIV/AIDS service organizations.  Derek has some college education 

and reported his annual income is between $20,000 and 35,000.  He financially supports 

his children, mother, and nieces and nephews, and he raises funds to provide HIV/AIDS 

outreach services to people in his community.  Derek discussed his experiences regarding 

the loss of his brother. 

 Disclosure and transmission. Derek had little time in between learning his brother 

was HIV and dealing with his brother’s death.  Initially, Derek’s brother began inquiring 

about HIV and treatment.  Derek asked if his brother was HIV positive, and his brother 

took an HIV test, which confirmed he was HIV positive.  Derek encouraged his brother 

to receive services from a local HIV/AIDS service organization, where Derek worked at 

the time, but his brother was denied assistance because he did not meet the criteria for 

services.  Derek’s brother shared he did not want to live like a woman depicted on a 

commercial about HIV/AIDS.  Derek was sworn to secrecy, and he did not disclose his 
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brother’s HV status with anyone, including family members.  Less than three months 

after learning his brother was HIV positive, Derek’s brother committed suicide.    

It was, it had to be October . He was living with me at the time, and he kept 

asking me questions, because I was working in the field at the same agency. And he 

just kept asking and asking and asking for pamphlets and that kind of information. 

And I just got curious. And so finally, one night, he came in and he told me. He told 

me that he was HIV positive. So he went and got tested. Test came back positive. 

This is all in October. And at that time, you know, that girl that was infected by a 

dentist? They kept showing that commercial all the time. And he kept saying he did 

not want to live like her, all withered up and like that. Well, he finally went in for 

services like the week before Christmas, and that’s when they told him he wasn’t sick 

enough for services. I still don’t know what ‘sick enough’ means. I don’t know if that 

means mentally deranged or, you know, T cells are not developing right. I don’t know 

what ‘sick enough’ means. Well, as he went to the organization, they didn’t give him 

any referrals, any type of counseling. Nothing. He just wasn’t sick enough and out the 

door he went. He was not gay, bisexual. He caught it from his girlfriend, who she 

knew she had it, but she did not tell him. Well, January 1st, he committed suicide.  

I don’t blame the organization for his decision to commit suicide; although, I 

blame the organization for not being prepared properly to assist people of color. 

Because I knew they had gotten a major grant for men of color. I knew that because I 

was working there at the time. I knew they had got the money. So to me, it shouldn’t 

have mattered if you are gay or straight, bisexual, sick enough, not sick enough. If 
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you are coming for help, [pounding on table as he talks], give me the help, whether if 

it’s just the counseling or a referral or whatever. If you want me to get into the loop, 

pull me into the loop, especially when it’s hard enough for me to come to you in the 

beginning, instead of just… So they turned him away, and January 1st, the police 

came to my door and told me, ‘Well, he committed suicide.’  

 Coping and help seeking with illness and death. Derek last saw his brother alive 

when his brother dropped off Christmas gifts for Derek’s children.  Days later, Derek’s 

brother committed suicide, which left Derek in a difficult position because he promised 

his brother he would not disclose his HIV status.  Derek’s family grieved his brother’s 

loss based on the stigmatizing experience of him committing suicide.  Only Derek knew 

his brother was fearful of living with HIV, and he knew his brother’s suicide stemmed 

from the difficulty he faced living with HIV.  Derek remarked that the social expectations 

of black men to remain strong and to avoid appearing vulnerable prevented him from 

expressing his feelings of loss.  For years Derek kept his brother HIV status to himself; 

Derek believed keeping his brother’s HIV status to himself made him an angry and ‘silly’ 

person.  For years he harbored the anger, without explaining the origins to anyone.  Derek 

revealed that five or sic years passed before he shared his brother’s HIV status with a 

family member.  Once he joined the city’s HIV/AIDS taskforce, Derek disclosed his 

brother’s HIV status to individuals in the community because he felt it illuminated 

problems with HIV/AIDS service provision.  

 Well, I was already in the field knowing about it [HIV/AIDS], so it didn’t bother 

me at all [when I learned he was HIV positive]. I was just concerned more about him, 
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because he kept saying that he didn’t want to live like that girl [on the television 

commercial]. I was glad that he went in to be tested, so that he did know for sure, but 

I was very sad of the outcome after he went in to the testing site, because they didn’t 

give him any service at all. Well [the last time I saw him], he came in and gave my 

daughters their Christmas gifts, and he said, ‘I’ll see y’all later.’ And I said, ‘Okay.’ 

That was it. I never saw him alive again. The next thing I know the police was 

[knocks on table] knocking on the door. 

 I don’t know if [anyone] noticed, but sometimes I would be so angry, but the way 

I dealt with my anger, I would become the most silliest person in the world. And 

people would ask me, ‘Why are you so silly?’ ‘You just don’t know. Right now, I’m 

ready to blow you up.’ [chuckles] So, praise God that I’m being silly, because I want 

to cuss and throw cups and all that stuff. So, I would say, yes. And for a long time, I 

didn’t know how to deal with it. How could I? It was a new process for me. There 

was nowhere for me to turn. What could I do besides hold it in? Being that strong 

black man; we don’t hurt, we don’t cry, we don’t get sick, we hold it in. What could I 

do? Where could I turn? There was nowhere for me to turn. If it was, I had no 

knowledge of it. And I pretty much know [the city] pretty well. I’ve been here for a 

long time. And I pretty much know what’s out there. I have referral books from… 

Everywhere I go, I’ll pick up something. So I always know if somebody asks me, 

that’s something that we can’t provide. I have [laughs] books and books. We don’t do 

prenatal care, but these people do. So my thing is, serving people means, ‘If I can’t do 
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it for you, I know somebody who can. And if they can’t do it, I know somebody else 

who can.’ So at the time, there wasn’t that. 

So, in the meantime, he had two children. I became the foster father for his two 

boys. That was a terrible job, because [chuckles] I was not prepared, not only to deal 

with his death, but to deal with the situation. Even though I was working in the field, I 

didn’t have time to grieve. I didn’t have… He didn’t want me to tell none of the 

family members. So for many years, I kept that secret to myself. They didn’t know 

for a long time. I think he was dead maybe five years before I started telling people. 

They [his children] didn’t know. They just found out, uh, well, I guess about three 

years ago.  They just found out. So the whole process for me; getting the funeral 

together, angry with the organization, angry with him, holding this big secret-then 

trying to live my life, raise my children, there was no time to grieve. There was no… 

Where could I grieve?  Who could I go to? Especially when they turned him away, I 

was thinking, well, you know, they have to have some type of grieving counseling 

going on at the center. I was so angry with them. I didn’t want to talk to them, so I did 

resign and I started my organization. So for a long time I held that secret, and a lot of 

people, they never knew. Because he told me, ‘Don’t tell nobody,’ so I didn’t. I didn’t 

know that ‘Don’t tell nobody’ didn’t mean beyond death.  

I just never told anybody. And once I started telling my family about it, it felt like 

a relief off of me, because that was a lot of stress. His kids, his kids took it really 

good, because they was very young kids when he passed away. But what I’m glad 

about is while I had them, I got them involved with HIV Planning Council.   Yeah. 
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Everything I did, they did. Wherever I went, they went, even my kids. If I did 

outreach, they was there. If we made safer sex packages, they made them, and I let 

them understand why you’re making these packages. So they’re really versed on what 

HIV is about and how to protect yourself. And they can tell you some things if you 

ask them. So, but at the time, there was no time for me to grieve. I didn’t know where 

to go to.  

With me, our family has a very [religious] background, and when you say 

‘HIV/AIDS,’ the first thing pop in the church’s mind, [claps his hands], ‘You’re gay!’ 

They don’t say nothing else. They don’t ask no questions. They just label you as 

being gay. So I surely wasn’t going to the church with that! No, God, no! So, where 

could I go? I had to hold it all inside. And once I began to do my organization and be 

more involved with the Planning Council, and I did eight years with the Planning 

Council, so I was able to talk to other people who were infected and affected, because 

I didn’t know that so many black people was affected as well as infected. And that 

kind of helped me break the ice for me to tell my family about, ‘Well, he really was 

HIV positive.’ Now if he committed suicide, I wasn’t there, because I didn’t see it. 

I’m just going by what the police said. But there was no time to grieve.  

 Stigma. Derek worked in HIV/AIDS services for years before he learned his brother 

was HIV positive.  Derek experienced the impact of stigma in his personal and 

professional roles.  Derek’s brother did not want to disclose his HIV status because he 

feared the impact of disclosure on his life.  Derek carried his brother’s HIV status as a 

personal burden until he finally disclosed his brother’s status.  Derek believed that the 

 67



gay white community responded to HIV/AIDS promptly and effectively.  He also 

identified the need for more effective and compassionate solutions to the growing 

HIV/AIDS crisis among African Americans; namely he focused on the roles of African 

American churches, which govern their congregations’ practices regarding HIV/AIDS.  

Derek believed that African American church bodies would shift their beliefs about 

HIV/AIDS, which be believed are shaped by stigma and homophobia, if their leaders 

communicated more benevolent messages about HIV/AIDS.  Derek believed there were 

conflicting messages about HIV/AIDS in African American churches.  While it was 

considered acceptable to discuss other health conditions, like cancer, communication 

about HIV/AIDS presented an antithetical predicament to African American individuals 

living a Christian lifestyle.  Traditional Christian benevolence toward suffering people is 

not evidenced in the beliefs and practices of some African American leaders and their 

congregations, and in some cases, Derek believed, there are more directly malevolent 

practices regarding HIV infection and subsequent loss.   

 Yeah, I would say, let’s say in the white community. When HIV came out, it was 

categorized as a gay white man’s disease. And I really applaud [claps his hands] the 

gay white community. Because had not they got up and got motivated and went up to 

Congress and started knocking on them doors and kicking in them doors, the Ryan 

White funding would not be available today. See, people of color have not gotten the 

mind that we got to do like them. We got to get together and we got to bum rush [our 

council person’s] office or we gotta go down to the governor’s office. Look, people 

are dying on my street. In 2001, I went to eighteen funerals in December; in 
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December, eighteen funerals.  You know how many people that is?  But if went to 

eighteen people [funerals], how many other people of color around [the city and the 

county] that I didn’t go to have died from HIV and AIDS? So the gay white 

community motivated them self, got together, they went up, and they started fighting. 

So they made some changes that even people of color benefit from today. What I hate 

about my community is that we still don’t talk about it! We don’t, we don’t really 

want to get involved. We have had Town Hall meeting after Town Hall meeting. We 

have had all kind of workshops. And basically, you see the same old people that you 

saw at the last meeting. Where is the new faces? Why aren’t they coming in? Until 

HIV knock on your door [knocks on table] personally in some kind of way with a 

family member or friend, somebody close to you, they don’t bother.  

 Again, when you say, the first thing that come to mind when you say HIV, 

especially back in the day, it was associated with you being gay. The church had no 

space for gay people. So if you were HIV positive, you gotta be gay. ‘Ain’t no room 

for you here, because we, we’re about Jesus’ business.’ You know what I mean? 

[chuckles] ‘And Jesus ain’t for the gay people.’ So I think that’s one of the biggest 

barriers. And until the preachers and the hierarchies in the church get educated about 

not just HIV, but all kind of diseases…. How to reach out to people who has 

schizophrenia. Just recently on the news there was a preacher who went to jail for 

praying for a child who they said he had a demon, but the child was having an 

epileptic fit. The child died, because they were smashing down on him, and they 

crushed his ribs into his heart. The child died. So ignorancy[sic] is the worst enemy in 
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our community. And until we educate ourselves about everything, everything that’s 

possible, we’re gonna always be on the low end of the stick.  

 I did a workshop at the prison every Tuesday, and one of the ladies told me, she 

says, ‘Why do you bother with those faggots? If they got HIV and AIDS, they need to 

die. They need to be isolated.’ She was just really down on them all the time. Little 

did she know, a lot of those people was not gay. Finally, one day, she came in, and 

she was crying. And everybody kept saying, ‘You know what happened to…’ I’m not 

gonna say her name. ‘You know what happened to such-and-such?’ ‘No, what 

happened?’ ‘Her daughter had a baby yesterday and the baby was HIV positive.’ So 

now when I go to my presentation, ‘You know where I can go to get some diapers for 

the child?’ You’d better be careful about the karma, because you never know when 

you’re gonna be walking in the shoes that somebody else is walking in. So I think 

until the people, the African-American community get together, address that stigma 

and start doing something about it, and start getting tested, and start setting up support 

groups… Not just for HIV positive, but there’s all kind of things people need support 

for that we as a people can do on our own! Until we start doing that, we’re gonna be 

in trouble. Well, we’re in trouble now, but we’re gonna be devastated. 

 But in my own opinion, I would say you got the wrong mailman taking the wrong 

mail in the wrong neighborhood. What that mean? You don’t need a transsexual 

trying to identify with straight men, because it ain’t gonna work! You do not need a 

lesbian going into the church trying to tell the church. It ain’t gonna work! And that’s 

basically what a lot of people have done, by thinking, ‘Well, we have this openly gay, 
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effeminate man who’s willing to talk about his HIV infection. We’re gonna send him 

to [a large African American church].’ Little do you know that the pastor of [that 

church] is very homophobic about HIV, period! So bam! [claps his hands] Strike one. 

You out. The pastor don’t even like it. Strike two. If the pastor don’t like it, the 

membership is not gonna hear your word either. So you’re sending the wrong 

mailman with the wrong message to the wrong place. So I think that’s a problem.  

 Well, I would say my community is still hurting for information. Again, if you go 

up to this corner to the light, you will see why we’re hurting. And you will see that 

there’s two big churches sitting on each side of the street. Neither one of those 

churches are outreaching to these people. Our little organization can only do so much, 

because we don’t have the funding and we don’t have the manpower. However, we 

do do what we can do. We make our own pamphlets. We do whatever we can do to 

get the word out. So the community as a whole is hurting for the lack of knowledge. 

Even though you may not see these people, they are there. They are there waiting for 

somebody to give them a helping hand, even if it’s just a referral. So the community 

that I live in is in need of a lot of assistance, especially in this area. If you go up [the 

street], that’s a hot spot for drug sales [and] prostitution. All of that comes with HIV 

infections. So this whole little neighborhood needs a lot of help.  

 I think one thing that we’re trying to do [at my organization] is we’re trying to 

access that church, because that church is sitting right in the heart of where those 

people are in need. And how we want to access it is first to educate the pastor, which 

was have made contact. And the second is to set up groups in the church to educate 
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the members, so that the members can educate more members or other people. Even 

if they’re not members, educate your family or friends or whoever. You never know 

who is walking around with this chip on their shoulders looking for somewhere to go.  

 Yes and no [churches have changed their responses to HIV/AIDS].  The yes part 

is because very few pastors have now began to understand that HIV infects 

everybody. When God died for the world, he died for the sins of the world for 

everybody. It wasn’t just for you or the straight or the gay. It was for everybody. And 

the church is for everybody! But on the other hand, the stigma of HIV and the lack of 

knowledge has still put a barrier at the front door of the church for many people. 

There was a situation in Houston; a transsexual had came to church. We knew this 

person, but we didn’t know the person was as sick as he/she was. And she was 

coming to church to change her life. Each time I went, she was there. And I’m saying 

‘she’ because that’s how she lived her life. Well, one day the pastor said, ‘If anybody 

want to change their life,’ you know the message, she got up and went up. And the 

pastor was asking each person, ‘What are you changing from? Blah, blah, blah, blah, 

blah.’ [claps his hands] So the transsexual told him, ‘I’m not a woman. I’m a man 

dressed like a woman, and I want to change my life.’ The pastor jumped away from 

the individual and they escorted the individual out of the church. A week later, that 

person died. So there are still a lot of barriers because of the ignorance.  

 T.D. Jakes said on a national television program, when they asked him, why 

hasn’t his church responded to the HIV crisis? And his remark was so outrageous, 

‘God hasn’t told us how to respond.’ I was floored. He said, ‘With loving kindness 
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have I grown thee.’ What’d that mean? I don’t care if you got HIV, if you got cancer, 

if you got diabetes, it’s an illness! And when you’re going through a crisis, sometimes 

just a good conversation is enough to make you think differently. So when he says 

that, a lot of the organizations, especially the black organizations, we took offense to 

that. Because, what do you mean God hasn’t told you how to respond? We don’t get 

that. I mean, you’re a ministry for the world. At least that’s what he says. So, but the 

world don’t include people who are HIV positive. 

 Derek believed the lack of effective communication and education about HIV/AIDS 

led African American and other Americans to hold discrepant beliefs about HIV/AIDS.  

Derek referenced a televised event with Vice President Dick Cheney during which 

Cheney informed the public that he was unaware of the domestic HIV/AIDS crisis.  

Derek believed the Vice President’s knowledge deficit reflected a global cognitive void 

in the United States regarding HIV/AIDS among African Americans.  Multigenerational 

loss as a result of HIV/AIDS has decimated populations in Africa; Derek believed in the 

future, the impact of HIV/AIDS in the United States will mirror the crisis that currently 

exists on the African continent without efficacious education and treatment strategies.   

 Well, I think we still got a long way to go. Especially when our Vice President 

come on TV and made the announcement that he didn’t know HIV was that bad in 

America.  So we got a long way to go.  Yeah. I think our government has to open the 

doors with funding, especially for people, not just for people of color, but for 

anybody who needs help. George Bush cut funding quite a bit, and he sent it over into 

Iraq to support the war, but we got a war going on right here in America. Our people 
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are dying right here in America. So what are we gonna do about our people? So I 

think they’ve come a short distance, but they have a very long distance to go. 

 I think we’re in trouble. Globally we are in, the world’s a mess. If we talk about 

Africa, we’re talking about two to three generations already wiped out. How to help 

them? I’m not really sure. So education has to be our first weapon, which the 

President cut that funding for prevention. I think the second one is we have to remove 

that stigma about HIV and AIDS, because anybody can get it, anytime, anyplace, 

anywhere. It don’t have no name, no race, or color.  

 Other family responses to loss. Family members initially coped with the loss of 

Derek’s brother based on the stigmatizing conditions of his suicide.  Because of their 

religious background, his fear of living with HIV, and social stigma, Derek’s brother 

made him promise to keep his HIV status confidential.  Years passed before any of the 

family members learned Derek’s brother was HIV positive at the time of his death.  

Approximately five or six years after his brother’s death, Derek incidentally disclosed his 

brother HIV status during a conversation with his sister-in-law, and later he shared the 

information with his older brother and mother before telling other family members.  

Derek’s family never discussed the impact of HIV/AIDS on his brother’s death.  Derek’s 

family processed his death without knowing he was HIV positive.  Derek believed the 

family never addressed his brother’s HIV status, how being HIV positive contributed to 

his death, or how these details affected individual family members.  Some of Derek’s 

family members inquired about his own HIV status, believing Derek might also be HIV 

 74



positive, after learning his brother’s status; Derek’s brother lived in his home at the time 

of his death.   

 They didn’t know. I was the only one that knew. And I carried that for a long 

time. I think my brother was dead maybe five or six years before I even started telling 

anybody. And the first person I told was my sister-in-law. We was at dinner, and it 

just so happened we was randomly talking and I just blurted it out before I knew it. 

And that opened the door for me to go ahead and tell her. After I told her, I told my 

older brother, then I told my mom. I basically told all of them. 

 They [my family members] don’t talk about it. My family has never talked about 

it to this day, not even my mother. So I think because they had a lack of not knowing, 

they didn’t know what to do. They were just like, ‘Well, what do I do? Well, you 

really, we really didn’t want you to do anything, because he’s already dead. What can 

you do? But you can get informed, so that you can carry the message.’ But the family 

still to this day has never as a whole talked about it. Matter of fact, none of them. I 

think all they think is [my brother] killed his self, but they don’t know the 

surrounding issues around his death. Well, they know the issues, but they never dealt 

with it.  All of them, we never talked about it.  I told them in conversation, and some 

of them would just get like, [gasps], and the conversation ended. That was it. We 

have never talked about it.  They still don’t talk about it. [laughs] If they talk about it, 

they’ve never included me in the conversation, so that leads me to believe they’ve 

never talk about it.  
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 Well, I would say yes [his death affected the whole family], because we are 

somewhat dysfunctional. But then I would say no, because if you mess with one, 

you’re messing with all of them. You know, it’s one of those kind of things. But I 

think once I started telling them, I don’t think they really knew how to respond to me, 

at the time. Because some people looked at me like, ‘Okay, now, what about you? He 

was living with you. You know, HIV, you can catch it from sitting on the toilet, 

eating out of the same plate or glass.’ That was back in that day.  

 I think it’s different. It’s different, because there’s a void in the family now. And I 

can’t tell people I have nine brothers anymore. I have eight brothers and one brother 

who… I used to could go down the row and name each one of us, name by name. 

Now I don’t do that anymore, so for me, there’s a void in the picture. We all know 

who he is and we never forgot him, but things have changed. 

 Derek became the guardian of his brother’s children, whom he believed had less 

difficulty adjusting to the loss of their father’s because they were young when he passed 

away.  The children were initially under tremendous stress after their father died, but 

Derek raised him like his own children.  Derek became more active in community based 

HIV/AIDS planning and outreach efforts, and the children had active roles in helping 

Derek with community outreach and education.  Derek insisted his biological children 

and his brother’s children accompanied him each day when he attended meetings and 

worked in the community. 

They didn’t know. They just found out, uh, we ll, I guess about three years ago.  They 

just found out. His kids, his kids took it really good, because they was very young 
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kids when he passed away. But wha t I’m glad a bout is while I had them, I got them 

involved with HIV Planning Council. Everyt hing I did, they did. W herever I went, 

they went, even m y ki ds. If I did outreac h, they was there. If we m ade safer sex 

packages, they m ade t hem, and I  let them  understand why you’re m aking these 

packages. So they’re really versed on what HIV is about and how to protect yourself. 

 Resources and services. Derek confirmed that he did not use any services to cope 

with his grief after his brother died.  The local HIV/AIDS services organizations and 

church were two potential places Derek could have sought support for his grief.  

However, Derek believed neither place was appropriate for his loss experience.  Derek 

believed gay stigma prevented him from going to the service organization.  In regard to 

his church, Derek felt he could not share information about his loss with members of the 

religious community. Nor could Derek talk to his family members because he kept his 

brother HIV status a secret from the family until several years later.  Derek listed support 

resources that are typically available to the bereaved, but in his case, he believed there 

were no viable options for grief support. 

 None. None. Not a one. Again, we’re very religious. Couldn’t go to the church. 

Didn’t know how to go to the church. The organizations that was developed, they all 

had the ‘gay man’ stigma about it, so they couldn’t respond to me about my brother. 

So what was left for me? Nothing. I couldn’t talk to my family [when my brother 

died], because I was keeping the secret. So I had to hold all that stuff in for a long 

time. 
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 Derek discussed bereavement resources he believes may have happened since he lost 

his brother.  Generally, Derek believed bereavement resources were few in number and 

they were unspecific to HIV/AIDS.  He believed counseling to be a viable option for 

coping with grief, but Derek felt many people are prevented from seeking counseling due 

to financial barriers.  Derek focused on his organization’s outreach efforts, which he 

believed were more effective for disseminating educational resources and safety materials 

to people affected by HIV/AIDS. 

 I don’t know many. I don’t know many. Again, there’s the [city counseling 

center], but you have to pay for services there. Most people of color, especially that 

are affected and infected, they don’t have money to pay to be counseled. I’m not sure 

what the other organizations, if they brung on a grief counselor yet. I’m not sure if 

they done that. I think it’s very limited.  The funeral homes are now starting to do 

after life care, grieving counseling. Now, their counseling don’t just have to be HIV 

and AIDS. It’s just grieving, the grieving process, period.  I think now a lot more 

people have become aware of it, and those who are affected are more willing to be 

understanding and talk about the issue, other than keeping it quiet to yourself.  

 I’ve met a lot of people who are of the affected part, and they are going out 

starting their little groups, home study groups, to tell people in the midst of their little 

parties or whatever, ‘We have safer sex packages over here, in case one of y’all want 

one.’ So people are now starting to talk more openly about it, and not just the gay 

issue. Because, to me, it doesn’t matter; infection is not a matter of being gay or 

straight or whatever. The issue is protecting yourself and knowing how to protect 
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those you love. So when we go to these little parties or whatever, we don’t have to 

tell people much of anything, because they know it’s over there. They see the banner. 

They see the pamphlets. It’s there with us, accompanying us, and I think that helps us 

to break the ice, other than me going up to people, ‘Do you know you could be HIV 

infected?’ And that’s a repulsive statement by itself. But when people can go and pick 

up your pamphlet and take it and on their own read it, if they want to follow through 

on it, they’ll follow through on it. I think that’s the best outreach you can ever have. 

 Other loss experiences. Loss experiences were uncommon for Derek, whose father 

passed away four years after his brother’s death. Derek’s father died from emphysema. 

Derek and his father developed their relationship as adults because Derek was not close 

to his father during his youth; Derek was grateful the two were able to form a relationship 

before his father’s demise.  Derek and his siblings supported each other during his 

father’s illness and after his death, and he believed the support and openness about his 

father’s illness allowed him to effectively grieve his father’s death. The secrecy about his 

brother’s death interfered with Derek’s ability to cope with the loss of his brother. In 

contrast, Derek and his siblings were aware of his father’s health conditions; they visited 

his father while he was ill, and were able to deal with their father’s death over time. 

Derek believed the ‘hidden’ nature of Derek’s brother’s HIV status was the primary 

factor which complicated his bereavement experience. Emphysema was not accompanied 

by the stigma associated with an HIV diagnosis. One similarity between Derek’s losses 

was that the length of time shared with his loved ones was abbreviated by the premature 
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deaths of his male relatives.  The losses left Derek with desire to have spent more time 

with his brother and his father. 

 My father when he passed in 2001, but he passed from emphysema, but I was 

glad that I was there. I wasn’t in the place with him, but I had a really good, a real 

good relationship, connecting relationship with him because for a long time I didn’t 

see him. I’ve always known who he was, but never grew up with him. And in his 

declining years, I was able to. And not try to make up lost time, but to develop a new 

time with him. And I’m glad that that did happen. Other than that, we haven’t had too 

many losses in the family.  

 He [my father] was ill for a while, and something strange happened. They 

changed his medication, from what I was told, and I guess the medication was an 

overdose. And they called and said that he had passed, and [his death was] much 

more different because with my brother, I couldn’t tell nobody. I had to hold all that 

stuff in. With my brother, with my father, I immediately told my brothers and we 

immediately went down as brothers so we was all there. Well, not all of us, but those 

of us who went, we was there working as a team. But with my brother, it was only 

me. Who could I talk to? Where could I go? Well, I’m angry. What to do? And then 

another thing, angry and trying to play it off at the same time, so people wouldn’t 

know I was angry! With my father, I didn’t have to do any of that. I grieved. I went 

through the process, and let it go. I didn’t have to go through explanations. I didn’t 

have to go through all of that hidden stuff. I just did the normal process. With my 

brother, it was very abnormal.  
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 Well, I think about my dad because I wished I could spend more tim e with him. I 

wish he could see my children and those type things. Same thing with my brother, but 

my brother was really k ind of a mentor for me, because he was very smart, outgoing. 

And I think if I had to pick out of the gr oup of brothers who I would be most closely 

related to, he would be one of them. So, yeah, I think about it a lot. Again, once I start 

thinking about it, it makes me angry again, because it go back to the fact: Why wasn’t 

he serviced?   

 Current status. Derek explained the work of his non-profit organization during the 

interview. He is committed to reaching the people; primarily HIV positive, homeless, 

drug addicted individuals, who are not served by the larger HIV/AIDS service 

organizations. Derek lamented the lack of funding available to his struggling 

organization, which operates without a board of directors. He had a plan to raise funds for 

safe sex and safe drug use programs, which he felt were vital to controlling the spread of 

HIV in his community. Derek believed increased communication between African 

American and Latino communities was an avenue for increasing the power of 

communities heavily burdened by HIV/AIDS.  

 I think until the African-American and Latino communities come together and put 

their voice together with some action behind it, we’re gonna be back at stage one. 

Funding is getting cut left and right, but it’s not going anywhere into the communities 

of color where it needs to be. I would tell anybody, if you have two hours, an hour, 

thirty minutes, ten minutes, go to these meetings. Find out what’s been said. Find out 

what’s been changed in your community.  
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 So I think as a group, a community, we [need to] start talking about it. And maybe 

not so much laboring how you got it, when you got it, or just letting people know, ‘If 

you need me, I’m here,’ kind of situation. And that starts with the church, or it starts 

with the neighbor next door. Because if these two neighbors can get together, we can 

pull in that third neighbor, and before you know it, we’ll have this whole street 

educated. But [the situation will worsen] until we get together and remove the stigma 

and start doing something about it [by] showing your face at the [city government and 

community organization meetings]. You may not be infected, but you are affected. 

All of us are affected, because we’re paying the price. My tax dollars is paying for 

somebody’s medication. My tax dollars is paying for somebody to have hospice. So 

we all are affected by this disease one way or the other.  

 Derek outlined strategies for preventing the spread of HIV/AIDS to younger 

generations of African Americans.  Education about HIV/AIDS was important for 

younger and older generations.  Derek believed young people should take time to get to 

know their sexual partners.  He also mentioned the importance of faith, self- knowledge, 

and self-worth for young people because Derek believed those issues were critical 

factors, which affect the value young people place on their behaviors and lives.  Derek 

was fearful that ineffective prevention strategies will lead to an epidemic similar to the 

HIV/AIDS pandemic on the African continent. 

 Most definitely talking about it. Getting to know the person that you’re with. I tell 

my daughters all the time, ‘You’re not too young to get pregnant, and you’re not too 

young to catch an STD.’ And they know what STD mean. So until we educate our 
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self and our family members and loved ones about what’s out there, we’re leaving 

them to the pickings for the wolves. And at this day and time, it’s very dangerous out 

there… because one time will ruin your life.  Be careful. Know the facts. Wait. Most 

definitely wait. Know the person that you’re involved with. And most of all, pray 

about it. Get to know who God is first before you get to knowing all that other stuff. 

Because I know I do believe God is the divine healer. And he will protect you. So I 

would tell those young people to not only get to that person, but get to know yourself 

because a lot of our young people don’t have no self-esteem. They don’t have no 

drive, no [ambition]. They just see what other people are doing, and there they go. ‘I 

want to do it.’ They don’t even know how dangerous doing what they’re doing is. So 

if they got to know who they were, and if they build the strong background, home 

lifestyle, see, a lot of that training needs to come from home. Whew!  

 We’ll be just like Africa. Those whole two generations or three generations are gone! 

I told someone, and they thought I was being funny, but I was very serious, ‘Have you 

seen the picture? If you picture a monkey in a cage, and they got the little cage, the little 

thing says, ‘Don’t feed the animal. Extinct.’ Now take that monkey or whatever out of the 

cage and put an African-American in the cage. ‘Don’t feed the animal. Extinct: 

HIV/AIDS.’ What kind of message do we think that will send?’ A lot of people thought 

that was so stupid, but it’s not. Look how many of us are infected. Look how many more 

will be infected. So to me, that’s not stupid at all. It makes a lot of sense. If we’re not 

careful, look at Africa. Two, three whole generations are wiped out. Nobody thought that 

would ever happen, but it did. 
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Diane 

 Introduction. Diane and I sat opposite each other in the living room of her mobile 

home during her interview.  A fan oscillated on the floor beside us.  The room was filled 

with photographs and collected items from varying periods during Diane’s life.  Diane 

frequently cleared her throat and grunted.  Because Diane’s son’s death was recent, I 

asked her prior to beginning the interview and several times throughout the interview if 

she preferred not to participate.  Diane insisted on participating though it was difficult.  

Diane’s interview was the shortest of all the interviews.  She answered most of the early 

questions in as few words as possible. 

  Diane is a 57 year old woman who gave birth to five children.  She works as a cashier 

and lives with one adult child.  Diane lives in a mobile home community in a small town.  

Diane grew up in the small town where she currently lives.  Her family members live in 

various locations; some live in the same town, other live in a neighboring smaller town, 

and still others live in a larger nearby city.  Diane discusses the recent death of her oldest 

son.  Diane has a high school education and reported her annual household income is less 

than $10,000.     

 Disclosure and transmission. Diane learned her son had AIDS shortly before his 

death, and she is unaware of the mode of transmission.  She learned of her son’s HIV 

status while visiting him in the hospital.  Diane’s loss is recent, and she expresses anger 

and disbelief about her son’s health when he died.  Diane never said ‘HIV’ or ‘AIDS’ 

during the interview.  Instead she said, ‘that’ when referring to HIV/AIDS.   
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I didn’t know about it, you know and stuff, so I really didn’t know. You know I’m 

thanking its just the strokes until it got you know on down, and he was back in the 

hospital again then that’s when I found out he had, you know, that.  I was just 

worried about him.  I wasn’t really thinking about that.  I was thinking about him.  

You know, they told me I was gone lose him, so my mind was just gone.  Oh 

Jesus. 

 Coping and help seeking with illness and death. Diane was experiencing an acute 

level of grief when I met with her because her son passed away just over three months 

prior to the interview.  Diane wanted to participate after I explained that the research 

project involved me interviewing adults whose loss was longer than one year before the 

study.  She said she felt like she needed to talk about her son’s death.  At the behest of 

other family members who were worried about Diane’s health, she began taking 

antidepressant medication to aid in her grieving.  Diane scheduled appointments for 

group and individual counseling to deal with her son’s death.  She was in a very acute 

state of grief.   

 Diane felt upset that she was unaware that her son was in poor health before his 

death.  She feels that she could have done something to help or even possibly prolong her 

son’s life if she would have known he was ill.  Diane continued working soon after her 

son’s death.  While she attends church regularly, Diane had not discussed her son’s 

illness related to HIV/AIDS with her church members.  

 Diane mentioned that her family members have made many decisions following the 

death of her son.  One of Diane’s adult children continued living with her to monitor her 
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and ensure that she was well.  Diane mentioned that they are quite concerned about her, 

and check on her often.  Some family members suggested Diane take antidepressant 

medication because they were worried that her grief might become too overwhelming.  In 

order to assist her with processing her grief, Diane also began attending group therapy 

sessions.     

Well talk to people from (HIV/AIDS resource center).  Like I said, you know, and 

I’m taking antidepressant[s], so that’s how I’m dealing with it… I go to church.  I talk 

to the priest you know stuff like that, but yeah, I’m trying to get back you know.  It’s 

hard but… It’s taking time, but I’m getting better. 

 Stigma. Diane does not say ‘HIV or AIDS’ during the interview.  In discussing her 

son’s illness, she does not associate his death with HIV/AIDS.  She says in her 

community HIV/AIDS is not a topic of discussion.  Diane became upset and elevated her 

tone of voice when I asked her questions specifically about HIV/AIDS and stigma.  The 

questions related to HIV/AIDS were difficult for Diane to discuss.  I offered her the 

opportunity to stop the interview because she became frustrated with the redundant nature 

of the questions related to stigma. 

I have no idea cause it just… I don’t know!  I don’t even know anything about it.  All 

I know is, it just…  I don’t know.  I don’t know what to say.  I don’t know anything 

about that.  You know maybe later on, I’ll get to learn about it or something like that, 

but right now I don’t know anything, nothing… I don’t hear nobody talk about that 

around people I go to church and stuff with…  I don’t know what people do.  I know 
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what I do.  Maybe they should [talk about HIV/AIDS], but I don’t know if they do it 

or not.   

 Other family responses to loss. Diane briefly described other family members’ 

responses to her son’s death with some indifference.  She also noted that the family 

members do not bring up her son’s death because they do not want to upset her.  She 

highlighted her son’s positive attributes like promptly attending to a request from his 

mother when discussing him with her living children.   

 They got their own problems. Oh I don’t know, they don’t talk to me because they 

thank I might go off.  They might talk to somebody else, but they trying to keep me 

sane.  They don’t wanna upset me.  I don’t know if they talk to anybody else or not 

about it, but they don’t talk to me… They fine.  They the same as they always have 

been, you know.  It’s no change.  You know, just him missing you know.   

 Yeah I talk to ‘em (living children).  I say well your brother this or your brother 

that, you know.  Like that you know.  I tell ‘em I miss your brother cause uh he would 

be done did this here, and I wouldn’t had to asked y’all to do it, you know.  Stuff like 

that you know.  And they say, ‘Oh Mom.’  He like[d] to mess with electronics and 

stuff like that.  So if I want somebody to do something.  They like ‘I don’t know how 

to do that.’  Fine.  You know, he always was messing with something. 

 Resources and services. Diane mentioned the services she has used as potential 

resources for others who have suffered losses like her own.  She reiterated that she 

attended group therapy sessions offered by a local HIV/AIDS service organization, and 
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that she was taking antidepressant medication.  Diane believes the best way for people to 

protect themselves from HIV/AIDS is to ‘not trust nobody’ and have protected sex. 

Other loss experiences 

Diane described another loss experience that affected and continues to affect her 

deeply.  Several decades ago, Diane’s youngest son died from asphyxiation as an infant.  

She now believes her oldest and youngest sons are now together after their deaths.  It 

gives her comfort knowing they may be together.  Diane does not believe the two losses 

are similar.  One happened many years ago, and one happened in the recent past.  She 

does recall the fact that the youngest son who died was only a baby, and she continues 

talking to him and visiting his burial site. 

My youngest son, he was a year and a half when he passed away in uh ‘74. He was 

born in ‘73 and passed away in ‘74. He suffocated. He vomited and sucked it back up 

in his mouth, so… That was back then. Yeah.  He was just a baby. A little babies… 

He buried right down the street. I’m always down there. I’m always and [oldest son].  

In July last time I been up there ‘cause he’s buried [there]… Went on his birthday and 

took him some flowers and stuff like that.  But yeah, this one, that lil’ baby right over 

there (gestures to photo). That’s him. He’s right down the street. I’m always down 

there so ‘cause it’s closer. Talk about him all the time. We called him [nickname]. 

Haven’t forgot him. We not gonna forget [him]. I tell him, [youngest son], ‘I say well 

your brother’s with you now. Your big brother, he’ll take care of you. Yeah stuff like 

that. So I say, maybe they’ll meet up there. Hope.  
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 Current status. Diane’s loss of her son was extremely recent. She has not had time 

to process the circumstances of his death. Diane had plans to continue attending 

group therapy and taking antidepressant medication. She also expressed feelings of 

remorse and guilt about not being available to help her son during his illness because 

she learned about his poor health near the end of his life. I shared with Diane at the 

end of the interview that when my father passed away, he had AIDS.  She said she 

was sorry to hear that, and she shared more information about her feelings related to 

her son’s death. 

 Whooo, Jesus! It’s a point you know if I knew you know that he had it maybe I 

could have did something. You know I think about that. You know had him going to 

the doctor, maybe he could have still been here, you know a lil’ longer or whatever.  

Maybe he could have lived with it for a few years or something. He didn’t want 

nobody to know nothing. He kept it to hisself, all to hisself.  It just…That was his 

life! You know. I don’t know how he got it or nothin.   

 If I knew that [why he failed to disclose his HIV status], wouldn’t be asking 

myself that cause I really don’t know why he couldn’t come to me. I ask myself that 

all the time. I don’t know. I don’t know why you know. I figure you know hey if you 

sick, come here. Talk to me, shoot. You know. See what we can do. Let somebody 

help or something. You know. I don’t know what’s wrong with these kids these days.  

I mean, they get out there and I guess he didn’t wanna worry me. You know and stuff.  

You know. I’m hoping [he would have let me know if he had a different medical 

diagnosis]. I hoping he would have.   
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 Diane shared her opinions regarding the HIV/AIDS epidemic.  She believed Africans 

Americans should be tested for HIV, have protected sex, and recommended that 

individuals not trust partners regarding their HIV status.  Diane said she did not know 

much about HIV/AIDS, which was an uncommon topic of discussion in her community. 
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Janet 

 Introduction. Janet and I sat at her kitchen table during her interview with glasses of 

water and a bowl of peanut M&M’s between us.  She offered me other snacks before we 

began.  We were briefly visited by her children and husband a few times during the 

interview.  Janet’s husband stood nearby and raised his eyebrows a few times while 

listening to the interview.  Janet whispered her responses when her children were in the 

room, and a few times he motioned to me to stop speaking until her family left the room.   

 Janet is a 46 year old wife and mother of two who works as a risk analyst.  Janet has a 

four year college degree, and her family’s annual income is greater than $75,000.  Janet 

lives with her husband and two children in their home, and she is close to her siblings and 

extended family.  Janet grew up in a family with eight children, all of whom maintained 

close relationships.  Janet’s brother became the primary guardian for their minor siblings 

after her mother passed away.  In the interview, Janet discussed the loss of her brother. 

 Disclosure and transmission. Janet was uncertain about the mode of transmission.  

She learned her brother had HIV about two years before his death.  She seemed to have 

an idea,but she stated her family did not know how her brother became HIV positive.  

Janet seemed upset that during the time her brother became ill and passed away, he did 

not benefit from the advances in HIV/AIDS medication therapy.  Janet felt because her 

brother had good health insurance, worked in the medical field, he should have benefited 

from the best medical solutions for HIV/AIDS in order to prolong his life.  Janet also 

thought her brother worked excessively when he was ill, and as a result his health 
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declined.  She felt he worked to avoid feeling sick, but she thought he could have lived 

longer had he spent less time working.   

 He never said he did, but it was, he was, he had been sick a couple of times, and 

then, oh, about two years before he actually died, he was very, very sick, and my 

sister and I had to go over and take care of him. And the medicines, my sister is an 

RN, so she was looking at the medicine, so she was the one that said, you know, 

‘These medicines are different, so what are you taking them for?’ So she delved more 

into it, so this is when he started sharing. And so it was like he died in ’96, so I would 

say in ’94, two years before.  No, we don’t [know how he became HIV positive]. It 

was… No, we don’t. 

 Well, I really, my thing was I was more upset that they had not come farther along 

with the drugs and the care, because the care that he was getting was terrible. You 

know, I thought that, you know, they have drugs and medicines for everything else. 

Why didn’t they have medicines for this? And he would get so sick. I mean, he would 

be in the bed for three or four days, and I would just think that he would, they could 

do more about it, but they couldn’t. So, but there were, and there were a lot of people. 

They were talking about it. It’s more prevalent now, but they were talking about it 

pretty much so back in the nineties also. 

 Everybody was just mostly concerned with him. He was a single man who didn’t 

have any children of his own. And he worked constantly. He was a workaholic, 

actually. So he would go to work and he would be sick. And we were like, ‘Why are 

you going to work and you’re sick? You should not go to work. You should actually 
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be at home taking care of yourself.’ But he would go to work. I mean, he… And then 

he’d come home, and then he’d probably collapse, because he had been, you know, 

pushing himself too much. But so everybody was always concerned about him and 

always had to check up on him, because he lived by himself. So we always had to 

check and call and make sure he was okay or if he needed anything and, you know, 

check in on him and keep up with him. 

 Coping and help seeking with illness and death. Janet and one of her sisters alternated 

visiting and assisting her brother during his illness.  She pointed out that her brother had a 

partner who was present throughout his illness, and was responsible for the majority of 

care and tasks.  While he was ill Janet focused on thinking of ways to improve her 

brother’s health to prolong his life.  Because Janet and all her siblings had a close bond, 

their brother’s illness was damaging to the entire family.   

 Janet’s brother died at a very young age.  Although he was sick for approximately 

two years before his death, Janet was not prepared for her brother to pass and she 

suffered from extreme sadness and depression after her brother’s death.  Janet’s daughter 

was an infant when her brother passed away.  Janet keeps a highchair her brother 

purchased as a gift for her daughter, and she described her emotional attachment to the 

gift, which she said she cannot part with.  Janet described how deep her sadness was after 

her brother's death.  She explains that a dream she had was the only comfort that assured 

her that her brother was in a better place. 

 Oh, I was very concerned [while he was ill]. We always talked about, you know, 

‘Can you do a different diet? Can you do…?’ I was always concerned. Of course, I 
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was very, very sad that, you know, I knew that, you know, if things didn’t, he didn’t 

get better, we would lose him. And it was just devastating, because he was just my 

brother, and we were very close, and there’s nothing like losing a close sibling. And 

he was still young. He was under 39. He had not turned 40, and to me, that was just 

too young and just, just too short of time to be here. And of course, he was such a 

wonderful person. You’d think, why him and not somebody else? And it was, it was 

just sad. It was very sad. It took me, it was, I think it took me, and I don’t know if I 

can talk about this or not, but I had a, after he died, I had a dream.  Because I was 

just, could not, I couldn’t understand it, but I had a dream.  And in the dream, I saw 

him in a bed of flowers, and they were beautiful flowers, and he was waving. He was 

smiling. So I was… That was the only thing that helped me. Because I could not -- I 

just couldn’t get past it. It was very devastating for me. I was just like, [chuckles], I’m 

not uncontrollable. I’m sure I would have made it eventually, but it was,  it was not 

the best time. 

 How did I deal with it?  I prayed a lot for him.  Constantly. I remember that. I 

may have done research for him and gave him information. I know I did that. I did a 

lot of, you know, looking up things maybe to give him some ideas on things to do. He 

was always throwing up or sick or something like that. And I’d tell him, you know, 

‘Maybe you could take this and it might help,’ or you know. So just what I could, you 

know. My only resources, and that was research and prayer, prayer and research. 

[laughs] That was the only thing that I could do for him. Because, you know, 

everything else is always in God’s hands or their hands, the individual’s hands…. The 
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only thing I can do is always just pray. Go to God, because that’s the only thing that 

gets me through mostly everything. 

 For Janet, the loss of her brother was a difficult period of time during which she felt 

extremely upset with her brother for not fighting harder and for working when he could 

have prolonged his life by traveling and working less.  She had a difficult time accepting 

that he was in a better place after her passed away.  Janet explains that she did not seek 

any professional help for her grief because she did not feel it was essential to her 

processing the loss. 

I didn’t.  I personally didn’t seek out any professional support. I probably… I’m sure 

I had support of family and friends and my church members, but that was about all 

the support that I got. 

You know, people always say, you know, as far as how to feel about it, you know, 

they just tell you, you know, ‘You’ll feel better,’ or, you know, ‘If you need to call 

me, if we need to talk, you can always call me. We can talk about it.’ Or, you know, 

people always just, you know, some people would say things you didn’t want to hear. 

Some people would not, you know. Either they said the right things or, you know, 

nothing. I don’t know, just not a whole lot. 

 Stigma. Janet referred to her brother being gay as “the lifestyle.”  She believed people 

may not have been empathic or compassionate about her brother’s illness because he was 

HIV positive and gay. For this reason, Janet chose to talk to her sister about her brother’s 

illness rather than other people outside her family. She felt people may not have 

compassion because having HIV/AIDS is a result of the individual’s lifestyle.  Janet 
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briefly discussed the topic while sharing her response about who she talked to about her 

brother during his illness. 

Mostly just [talked to] my sister. I didn’t talk to other people about it at all. 

Probably because of what it was. You know, people always frowned on it, and they 

always thought, you know, it was, it wasn’t the best thing. They always, you know, 

they always associated that with the lifestyle. So that’s probably why.  The illness 

[was associated] with the lifestyle. The life that they were leading. They would think 

that they were leading. So that’s why. 

Janet discussed changes in beliefs and communication about HIV/AIDS.  She 

believed in the past communication about HIV/AIDS was more selective and uncommon.  

She felt accessibility for HIV testing and awareness about HIV/AIDS increased over 

time, and in her own community civic center Janet said guest speakers have shared 

information about HIV/AIDS.  Janet asserted that global messages about HIV/AIDS in 

the form of testing and education resources are more readily available.  However, 

individual level communication about HIV infection or HIV/AIDS related loss has not 

changed much over time.  Janet posed the idea that individuals may fear rejection by 

those around them, and as a result, they may avoid interpersonal communication about 

HIV/AIDS.   

Oh, they have a lot more now, because, you know, you hear it on the radio how 

they are thinking about, they practically have so many things for people to come out 

and be tested, to come out and get information about it…. To me, they talk about it 

more. They know that it’s around. Whereas before, I think it was more of a hush-hush 
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thing. And now, I mean, every time you turn around somebody’s having a rally that’s 

talking about it. And they’re doing a lot of testing. More testing that’s easily done 

than what they have before. Like, they’ll talk about if you go and you just get a swab 

or something like that. So now, I think it’s more out there than it was before and in 

the communities. Even at your community civic center meetings, your monthly 

meetings, they have somebody that might come by and talk about it, so it’s not like, I 

think people are more aware and more easily, more easily able to talk about it. 

There’s more information. I think that there is more, I think they want people to 

be made more aware of what’s going on in the HIV, instead of saying that it doesn’t 

exist, and letting them know, ‘This is how you get it, and this is what you can do to 

prevent it,’ instead of after. After you get it, it’s harder than to prevent it. So I think 

their whole thing is to prevent, and they know how. And they’re even saying that, you 

know, the African-American community is more, it’s spreading so quickly among 

young children, not young children, but young teenagers, young adults, I guess you’d 

say, and maybe more women than men. So it’s just they’ve given out more 

information, and they want to prevent it. They want to stop the spread of it. 

I still don’t think that individuals feel easily, that will say, you know, or talk about 

it, or a few people do…. I think that there are, I don’t know this for a fact, but I 

believe there are people that, I would say, okay, I think this person has it, and I wish 

that they would talk more to the younger people or the people that are around them, 

instead of them knowing that they have it and not talking about it. And it could be a 

thing where it’s still where people shun them, and that’s probably why they may not. 
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But I don’t think more people are talking about it. I think the community is talking 

about it, but not the individuals. 

I still think that people think it’s a disease where I won’t get it, and it won’t 

happen to me.  And it could happen to them. But the thing about it is, I think that they 

are putting out more, bigger billboards to say, ‘Go get tested. Go get the information. 

Tell your children. Tell your, you know, tell people about it,’ on the bigger level. But 

I don’t know if even with your jobs or your employment, employers, they probably 

still don’t want to know. Your church members may still not want to know. So even 

though people say they want to know, I think it’s still a fact that they still don’t want 

to know. Because especially with employers, they even hate for people to have 

hypertension, less alone HIV that’s gonna cause their insurance rates to go up. So it’s 

still the same thing, you know. Still the same thing. They don’t want to have that on 

their record, I guess you’d say. 

 Other family responses to loss. Janet and her other family members focused primarily 

on her brother’s health during his illness.  After he died, they discussed their joyful 

memories about his life.  Janet did not recall specific actions that were taken to address 

grief by the bereaved siblings.  Many changes occurred in their family, and Janet recalled 

that there was a void in the family after her brother’s death.  Janet’s brother had a lively 

personality and he was a talented singer, so when he died, some of the joyful celebrations 

went with him.  For example, Janet’s brother sang at two of his sisters’ weddings, and 

those moments were priceless to the family. 
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 Oh, everybody was pretty sad. They, everybody loved [him]. They all thought he 

was wonderful. He was always special. And he was one of those that wasn’t 

argumentative. And he was always, you know, ‘What can I do?’ And everybody… 

And, of course, he liked to dance, so when he came through the door, everybody was 

dancing. He was, everybody missed him. Everybody. [My sister and brother]  were 

like twins, so it was hard for her, and so she, it took her a long time to deal with it. 

Now, my younger siblings, [my deceased brother] had moved back home. You know, 

when my mom died when I was 21, [my older sister] had gotten married, so she left 

to go to [overseas] with her husband, so we had to take turns raising the younger kids. 

So [my deceased brother] had actually moved back home to raise the last, well, the 

two younger boys. And [my youngest sister] went with my oldest brother, so it was 

the three boys at the house. So he was at the house with the two younger boys for, I 

want to say, three years, so they were very close to him.  And my sister-in-law, 

[because] one of my younger brothers had gotten married, and he was still, I think he 

stayed with them for maybe six months before he moved out to his own place. And he 

spoiled my brother and his wife. And then they were having a little baby, and he 

spoiled the new baby. So yeah, she was, she was really upset about it, because she 

had felt like he was like [a] father-in-law. My sister-in-law, she was close to[him], 

because he was like, you know, since we didn’t have a mom and dad, he was like her, 

you know, I guess stepdad or dad or father-in-law or something like that. So 

everybody was really, it was really a time to go through when he was gone. Yeah. 
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He was the role of father for at least three years, because I think I did it for two years. 

And then after I decided, ‘Okay, I’m going to live my own life,’ he said, ‘I’ll do it.’ 

And he was [in that role for] like three or four years, and then he moved on and did 

his thing. So, but yeah, he was brother, father, you know, all of that.  

They were [devastated]… Like I said, it just was devastating to everybody. It was. 

It was one of those things where you go, ‘No.’ You know, you’re just not ready for it. 

I don’t know if you ever are, but it was very tough for everybody. Yeah, and because 

he was, and another thing, he was like the financial [guy]. Like, if anybody ever 

needed a personal loan, it was like, ‘Oh, go to [him].’  It’s like, you know, he was 

always willing to give. So yeah, so it was hard. 

Resources and services. Janet added information about formal bereavement programs 

that are more accessible now.  She believes formal programs are useful, but she did not 

pursue the programs although she was encouraged to attend.  Janet shared that she thinks 

there are more programs now than there were in the past, but it may be the case that she 

did not seek out programs at that time.   

I guess maybe I didn’t know about them [bereavement services or resources], but 

I have a friend who actually works at a center, and she always tells me about how 

they have support groups. And they have a whole lot more resources, to me, than they 

had then, because she even, she’s invited me. I’ve never gone, but she has invited me 

to some groups. And she tells me how it’s just basically just a group of people talking 

and just going back and forth on the things that they know about and the things that 

you can do and resources. And now, I mean, to me, they just seem to have so many 
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more resources than they had back then, but I don’t know. Maybe they did and I just 

didn’t know about it. 

 Other loss experiences. Janet described the loss of another family member after 

talking about the loss of her brother.  Janet’s mother died from a massive heart attack 

when she was very young.  After Janet’s mother died, her brother took on the primary 

parenting responsibility of their youngest siblings.  Janet discussed her initial grief after 

losing her mother.  She described her mother’s sudden death as devastating because she 

was only 21 years old at the time, and her mother was 46 years old.   

Janet experienced several losses of close loved ones.  Her maternal grandmother died 

months before her mother death, and her father died months before her brother’s death.  

During her lifetime, Janet experienced multiple losses several times over time span.  The 

loss of her mother was one of the most difficult emotional and psychological experiences 

Janet identified.  She described a six week period of intense grief and isolation from 

others, which she described as a coma-like state of functioning.  Janet did not use formal 

or informal resources during the period of bereavement that followed her mother’s death. 

She [my mother] hadn’t had any hospitalization, but she had always had high 

blood pressure, and she had been taking high blood pressure medicine. And I don’t 

know what happened, but just one night she just woke up and just had a massive heart 

attack. So she had been sick for a couple of years. Really, you know, really high 

blood pressure that they were monitoring. It wasn’t like all of a sudden, but it wasn’t 

expected at all.   No, no, no, not at all, no. We just thought, you know, get the 

medicine straight. [chuckles] 
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Oh, it took me so many years. It’s probably still, it took me like, oh, gosh, I think 

I went into,  I was standing in an apartment. I think I went into my apartment, and 

then probably didn’t come out. I think I had to come out for the service, but after I 

went in, I betcha it was a good, I was working, so I remember like six weeks going to 

work in a coma . Coming home and going into my [room]. I was staying by myself. 

Going into my house, in my apartment, and closing the door and coming back out the 

next morning; you know, just drilling it for about six weeks, but I think I finally got 

better. I did. I did. But that was, that was, that was the hardest probably.  

I probably woke up and said, ‘Okay. You’re good now.’ Or, or you’re, you’re,  

I’m okay. I was okay with it for, you know, until somebody probably said something 

to me. [laughs] No, I was okay with it. Yeah I’m sure I did my share of crying until I 

probably just decided, okay, you can’t cry anymore. And then when you’re so numb, 

you go, okay, you can’t be numb anymore. I wasn’t eating, so I finally realized, you 

know, you have to eat. Things like that. Yeah. So I came through it. And like, we 

were all going to my church, and it took me a while to go back, to even go back to 

church, but I went back to church. So I got there. [laughs] 

 Janet felt she had gotten past the most difficult part of grieving the loss of her brother.  

She does not cry when she thinks or speaks of him now.  When asked about the 

similarities and differences between the deaths of her mother and brother, Janet described 

them as being similar because both died too young.  They differed because her mother’s 

death was sudden and unexpected, and her brother’s death followed a long hospitalization 

and an AIDS diagnosis.   
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 Current status. Janet felt she was at a place of resolution regarding the loss of her 

brother.  When asked about the future of the HIV/AIDS epidemic among African 

Americans, Janet had very firm ideas about the gravity of HIV/AIDS for young African 

Americans; she believed more education about HIV/AIDS was essential to addressing the 

HIV/AIDS epidemic.   She suggested that beyond verbally requesting a partner’s HIV 

status, individuals should request hard copies of medical record for partners with whom 

they have sexual relationships. Abstinence, Janet believed, was the best way to ensure 

that one remained HIV negative.   

Information and information [chuckles] and, and just abstinence. [laughs] Even if 

you say you’re married, that’s not to say, hey, it’s not gonna happen. But like for 

younger people who are not in a one-on-one relationship… you can’t have casual sex, 

that’s for sure. Just cannot at all. [chuckles] If you do, you’re asking for [it]. I mean, 

just information. Just get the information. Talk. Have open communication with each 

other and let them know what’s going on. And know who you’re talking to. And get 

medical records. [laughs] So, yeah. 

It’s not… I would tell them [the next generation of African Americans] that it’s 

not… It’s a cancer… and most cancers are still; they are still doing research on and 

they’re still coming up with new medicines, but it’s not something that you can say 

that it’s a cure. That if you get a cold, you can cure a cold. You can’t cure cancer like 

you can cure a cold. So believe you me, you want to pay close attention and talk to 

them openly about sex and having casual sex and even oral sex. All of it; it’s all the 
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same boat. You know, a lot of people think, ‘Because I do this, it’s not gonna happen, 

or if I don’t do that.’ Just talk to them about all of it. 

Our youth choir director, he actu ally talked to [the  congregation], they  [church leaders] 

didn’t want him to, but he didn’t talk as direct ly as he could, but he just talked about it. 

But actually, he is one of the few people that have [it]. He’s a younger guy. He’s 34. And 

he has been taking m edicines that have helpe d, that is helping him at the tim e. And he’s 

telling them that you don’t want to get this, because your whole life, the rest of it is about 

drugs, taking drugs and taking m edicine, not  drugs, taking m edicine and continuously 

monitoring things, and that once it’s there,  it’s there. I don’t  know any other younger  

people, but I know that I see it on televisi on and how younger people have had to come  

out and talk about it. But yeah, I’ve known a couple of people. 
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Jay 

Introduction. Jay and I met in his living room.  Each of us sat on a bar stool adjacent 

one another.  He had the door propped open, and we could hear neighbors as they walked 

past.  Jay’s loss was very recent, and I assured him that he did not need to participate.  He 

assured me that he in fact needed to talk about his experience to get it out of his head.  

Jay’s interview was the first interview I conducted.  I did not want to make any mistakes 

that would impact his interview or the experience he needed of getting the information 

out of his head.   

Jay is a single 48 year old male who does not have children.  Jay is HIV positive, and 

he learned he was HIV positive while incarcerated.  He has been incarcerated on two 

separate occasions.  After being released from prison, Jay began using social services to 

help manage his addiction and anger.  After getting case management for his own health 

and behavior, Jay began working as a peer educator for an HIV/AIDS prevention and 

service organization.  Jay lives alone in an apartment, and earns less than $10,000 each 

year, and he has some college experience. 

 Disclosure and transmission. Jay learned his close friend was HIV positive after 

being released from prison.  Both Jay and his friend were released from prison HIV 

positive.  Jay believes both became HIV positive while incarcerated.  Jay said his friend 

initially denied being HIV positive and merely said he was receiving disability resources.  

Jay said he knew that meant his friend was HIV positive because he did not have mental 

health diagnoses warranting disability resources. 
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 We all [friends who were HIV positive and I] have the same background in 

incarceration. We also had about the same incarceration, and we didn’t run into each 

other until 2000, and that’s when I found out. You know, I looked at him and he said 

he had disability and this and that and the other. And then after that, by me being 

affected and my partner being affected, and then when he came on, and then like, he 

didn’t really have to tell me, because I caught it. Like, he said, ‘I got disability.’ And I 

said, ‘Oh, okay.’ That’s the open protocol, because I know he ain’t crazy. He got 

good sense. He don’t have nothing else wrong with him. I knew because he stayed in 

the system eight years. I mean seven years on an eight year sentence. So like, this is 

gonna get really, really deep, because when I share this experience with you, it’s not 

something that I heard of. It’s something that I know and I went through.  

 I found out, but I couldn’t make a pass judgment. I didn’t think about it. But like, 

they just told me his background, because he’d left us. He left. We all split up in ’92. 

And we had all went into the prison system, and I went to a different location. 

Because see, this happened in [several towns in north central Texas]. I made a 

decision not to come back.  I had some issues in that town, and I was gonna keep on 

doing what I was doing. It was time for me to make a change. So I went the other way 

and they stayed in the system…. They used to live with me. All of them used to. You 

know, we knew each other and used to live together. So like, we been knowing each 

other for a while. I got to know his family and I got to know everything about him. 

And that’s why I say our family.  Their family is strong. No matter what, they were 

there [for each other]. They might not didn’t like it, but they were there.  
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 I learned, well, he told me in 2000.  In ’97, I was in [north Texas]. I wasn’t even 

in this region.  It was different. I really didn’t think about nobody, because he really 

wasn’t home yet. He was not home yet. He was still in the system, because he didn’t 

get out till like ’98 or something. We ran into each other [in] 2000 over here.   That’s 

when I kind of - when he admitted it. In the prison system [he contracted HIV]. I 

mean, when he left, we all were healthy. But in the Texas prison system, that’s where 

he attracted it at.   

 Jay had strong opinions about his friends risk behaviors that made him susceptible to 

HIV infection.  In addition to personal risk behaviors, Jay believed the prison system had 

and continues to have a role in HIV infection.  He knew his friend’s sexual behaviors put 

him at risk for being exposed to HIV because he was a prostitute.  Jay stated that prison 

administrators are in denial about sexual relationships between prisoners.  The lack of 

acknowledgment of sexuality among prisoners puts incarcerated people at risk for 

exposure to sexually transmitted infections because prophylactic resources, primarily 

condoms, are not made available to incarcerated populations.  Jay discussed his own HIV 

status during his response about incarceration.  He believed he and his friend entered 

prison HIV negative and both were positive upon release from prison.  He spoke 

emphatically about the need for administrative measures to prevent HIV infection in 

prisons across the country. 

 Well, I was so busy partially wrapped up in my own world and my own issues, 

but what I thought about was I knew what to do [and] how to take care of myself, you 

know, and every illness that he came across was something that he really did to his 
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self from his sexual behaviors. Like, he had HPV, and when he diagnosed that, I 

knew that, that come from having a multitude of partners. Back and forth, back and 

forth. So when that kicked in, I was like, okay, you know, everything told on his self, 

because they used to tell me what he was doing on other units. Everybody would 

come to my unit. I would ask, ‘Well, how my homeboy doing?’ And they would tell 

me, ‘Blah, blah, blah. He had three and four of this, and he was three and four with 

here, and three and four there.’ And I was like, well, what is wrong? You know, we 

come from a different county where we’re used to men all around us, because we 

come up out of [a military town]. Nobody don’t see a man during the day, they must 

be blind, because it’s a military base. And plus, he was a prostitute then. He had about 

seven or eight of them over to the house everyday. So I was trying to figure out, what 

happened that he went down there from one environment to another environment and 

get caught up just like that quick? You know, prostitutes think different when they’re 

with men. All they think about, ‘Okay, this is something I do for money.’ And he kept 

going on until he got infected.  

 And my thoughts about it was I was so mad at the system, and I was mad at him. 

But I was mad at the system because, ‘Okay, y’all know y’all have a high 

transmission down here. Y’all need to do something!’ Under all that, they try to - 

don’t want to accept reality, but this goes not even from in Texas. [It’s] all over. Sex 

goes on in prison. Come on now. Regardless of whether they like it or accept it or not. 

And see, Texas, I’m so mad at them that they’re in denial so much, that it has a wide 

spread and it exists. I got infected in the system, you know and I’m like, okay, well, 
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maybe this is why my next project, what I really need to work on, they might not go 

for numbers, but maybe if I go and tell them in their face, ‘Look, I wasn’t infected 

when I got here. I was infected when I left.’ You know, so I don’t know.  

Coping and help seeking with illness and death. Only a few months had passed since 

Jay’s friend passed away, and he was still in the very early stages of processing his loss. 

He told me it was important for him to discuss his loss.  He planned to share information 

about his loss publicly at a vigil honoring the lives lost to HIV/AIDS on the day we met.  

He felt the experience of talking openly about his loss was something he needed to do.  

Jay described his manner of coping with loss as different from typical grieving behaviors, 

and he felt he felt that his support system had diminished so much that he had to deal 

with loss on his own. Previously he attended funerals and cried a lot, but after the death 

of his grandmother, Jay felt that his perception about loss changed as did his ability to 

outwardly express his grief.  Jay felt that attending therapy had not been therapeutic for 

him because he was unable to use therapy sessions to share his loss experiences and learn 

how to move past the grief toward resolution.  It was inconceivable to Jay how sharing 

would help him deal with loss when the people he relied on were all deceased. 

 Grieving is something deep, period, regardless if it’s HIV or a loved one. If it 

comes from especially if it’s a person that’s on your support team, which is your good 

friend, it’s gonna affect you. And, you know, with me, I’m such a strange person that, 

you know, the common thing everybody do is just cry, fall out, fall out at the funeral, 

do a little bit, cry a little bit more. And like, I don’t know, with me, it’s been like it 

look like I do - I go through it different. Everybody said that I cried a little bit at the 
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funeral, then I cried a little bit again, and then I thought about it a little bit, and then I 

cried a little bit more. But like just to go [do] what everybody else do, you got to walk 

away and go stand outside and get some air. It just didn’t do that. I was just sitting 

there just like looking and looking and looking and just really trying to figure out, you 

know, really, how life is. And these are sometimes some of the things we go through. 

And like, I know that’s something weird for me to say, because I’m still by here by 

myself and I’m not okay with that, you know, but I just got to accept it. 

 I haven’t really, really been  into therapy and to really sit down and talk about it 

and get to the other side. Like I say, I have n’t been dea ling with it. I have not. I tell 

everybody in the group when I go to support group, ‘Look, my grandmother died, and 

I ain’t been the same since.’ You know, life has been different. Because I did change 

right after my grandmother di ed in February. In about Septem ber, I ended up in the 

hospital. I got hit by a car. And I had a rod in my leg and I was in a coma for 30 days. 

I didn’t com e back till the next f ollowing month, and I didn’t know what had 

happened. And ever since then, it’s been one  thing after another after another, from 

relationships to job changes to… And I’m lik e, now, all this wasn’t happening. All of 

a sudden, a s soon as she leave, ever ything is - it goes just  like that, up and down, 

up and down. 

 Jay had a difficult time after his friend passed away.  He explained how he behaved 

unusually the day after learning his friend died.  He went to work earlier than usual, and 

he said he felt like he was in a comatose state of functioning.  Jay internalized many of 

his feelings and thoughts.  He stopped taking own medications for HIV.  He felt isolated, 
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and turned inward.  His friend’s family tried reaching out to Jay, but Jay felt like 

interactions with his friend’s family brought up more feelings of sadness about his loss. 

 That’s what you felt. I’m talking about what I am going through. It’s something 

totally new and different for me. And, you know, like, you know, I guess I still got to 

keep dealing with it. I have to still keep going to support group and maybe find 

somewhere where I’m comfortable, because I’m going to therapy now because I 

don’t take my medicine. So I got to target one thing at a time. Once I get back on my 

medicine, maybe that’s when I really start processing that he gone, because I was 

having a medicine dilemma when he passed away. Even at the funeral, I told 

everybody, ‘Yeah, I took my meds.’ I ran home and took them real quick. And then 

we came back. Then the next day we had to start thinking, okay, life goes on. We got 

to go back to life. Then, I stopped taking them again. So I haven’t, you know. I have 

to drill in the back of my head, you know, I gotta do this. And regardless of how I feel 

and what I go through, I gotta take my meds. So that’s why I meant I had to go to 

support for him and for me… for the rest of my life, I guess, because he gone.  

 It’s like I’m like devastated. I’m really just like devastated up to the point where 

I’ll just like be in another world. I’ll like sit in there, and like I’ll just like…  Then I 

still got the number and his phone under his name, and like his niece is gonna keep 

that. Somebody said that he’s gonna keep the phone, and she told me, ‘Well, you call 

me and I’ll call you.’ And then I’m like, ‘Okay.’ And then my best friend said, ‘Yeah, 

don’t erase his number off, because you’re just thinking a good thing when you see 

his name.’ And I said, ‘Okay.’ And then I put the two together and I didn’t like it. I 
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didn’t like that. I was like, this is like this is taking it to another level that is really not 

true, because he’s gone. They still got his phone. And I still got it changed up under 

his name and the smiley face that I had like that way, and I’m like, when that number 

come up, then I might get happy for a minute, but then again, different feelings kick 

in. I’m like, ‘It’s not you.’ And I can’t say what I want to say. You know, we really 

don’t have nothing to talk about. But like it’d be his little niece, and I know I have to 

be there for her, because she always call me and say, ‘Well, I did this, and I did that at 

school…. And when you coming over?’ And I was like, ‘Girl, I’m not.’ 

Stigma. Jay discussed many different issues related to stigma during his interview.  Jay 

felt that in general people in his community and outside his community are in denial 

about risk factors and prevalence of HIV infection in their communities.  Denial prevents 

people from following health precautions and using resources that are available to them, 

and Jay emphasized the need to address these factors. 

 Our community is still in denial. They still are not educated. They still think that 

just because they don’t have sex with people that are gay, that they are not at risk. 

They still are on the same page. They gotta be, because we’re still doing the same 

thing I did ten years ago. Still going out there talking to people out of jail, came home 

from jail, or might be on their way to jail with substance abuse issues, and we are 

doing the same thing. Nothing has gotten any better. It’s gotten really worse. You 

know, so I guess we still got work to do. A lot. 

 It is not my disease and it is not my problem [is what people believe].  We don’t 

have to deal with them folks. They way… Or them people. Them type of people are 
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way over there. They don’t even come in our neighborhood, so we are not, don’t have 

nothing to worry about.  That’s what we were just talking about at our [group 

meeting]. You know, people in one community are really not aware of what’s going 

on in the other community. So they say, ‘Oh, that don’t go on over here.’ So it don’t 

affect them till somebody in their community or in their state or in their country get 

affected by it. Then they start opening their eyes then, and that’s sad. That’s sad, 

because, you know, we’re all over. They just don’t know about that we’re there. I’ve 

had some friends up there in the Hills, the Heights, all over. And like, ‘Yeah, they 

don’t - we don’t do all that in the neighborhood.’ ‘Yeah, y’all come over here and do 

it and then come back.’ You know, so that’s what my answer for that is, because… 

 Jay shared the story about the first funeral he ever attended for a person who had 

AIDS.  The experience terrified Jay so much that he refused to go home to the area where 

he grew up because of the presentation of his friend’s body at the funeral.  Jay said his 

friend had a mysterious illness and when others explained how the friend’s body looked 

at the hospital before his death, it alarmed Jay.  The day he attended the funeral Jay read, 

‘Please don’t touch the remains,’ when he approached the casket. 

 I went to one of these funerals, my first one, and it had, ‘Please don’t touch the 

remains.’ This is my first HIV funeral I went to, and I was like, I think, 19 or 20. And 

I knew this person, because this person was from the older set that dealt with my aunt 

and them, and they used to work together. And my aunt used to tell me about his 

background and who he was and what he was. And I didn’t say nothing, because the 

best friend that I used to work for.  They were good friends, so I was hanging with 
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them. And we went to New York and everywhere together. And when they passed, 

when he left, that’s what it said on his [casket], ‘Please do not touch the remains.’ 

And like, he used to tell a story while he was sick, because they was trying to do his 

hair. And he would tell a story about how his mother and them had cups for 

everybody else and they had throw-away stuff for him.  

 I had learned and been through so much with this. You know, and I didn’t really 

cry. I didn’t cry at this funeral. I just sat there, because I was like,  it was like 

devastating.  Like, somebody could die that quick and they would be so cruel to put 

that on there, ‘Don’t touch the remains,’ because I guess the disease is still alive of 

whatever he got, you know. Because how I found out is because we went - they asked 

his best friend, which was my friend, would they come and do his hair. So then, we 

said - they said it was gonna be a turn. There was two of us that could do hair. I 

couldn’t. I didn’t fall in that suit, because I didn’t ever do his hair. There was two 

other ones that they all went to school together that could do - he could do his hair. So 

then, we said… I think [my friend] ended up doing it. But [my other friend] went up 

there first, and we looked at it. And then the guy told us, he said, ‘You know, he gots, 

he has something that we had never heard of before.’ And this is what he said.  And 

that’s when they called it, it was GRID then. It was the first one before AIDS and all 

that.  

 So you know, and I told you how old I am, so I went back in there, and like, I 

didn’t have the slightest clue, but all I kept thinking in the back of my mind is I 

remember… what he was doing. He used to go to the bath house with two six packs 
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of beer in his bag and when he got so drunk, he didn’t know who he had or who he 

had it with. And I knew whatever it was, it came from doing that type of behavior. 

And I was like, well, I know I don’t do that, so I ain’t gonna be at risk. Because I used 

to go in the bath house and I’d say, ‘Oh, no, I’m not coming back there, and I’m not 

getting ready to do all that, and I’m not gonna fall asleep with 15 people in there and I 

don’t know what’s going on.’  

 So like, I experienced all that with him. And that’s when I started educating 

myself.  I said, well, whatever it is, it comes from, it comes from a multitude of 

partners or having somebody that has something that you don’t know what they got. 

So that was my theory right then and there, and I practiced that for ten years. You 

know, it took me all the way through the prison system. I would tell them, quick, 

‘Well, I don’t know that much about you.’ So that’s when we could get the results. 

And I’m like, the only thing, ‘You want to talk to me, go take a test.’ So, ooh, my 

head hurting. That’s my experience. 

 Out of frustration about his family’s lack of closeness and love, Jay shared his 

frustrations over other stigmatizing experiences he endures on a regular basis.  Jay was in 

a state of confusion over how to combat all the issues he faces; religious hypocrisy, 

racism, and the breakdown of his family system.  In particular he was angry that the 

church he attended encouraged him to embrace his family when his parents had abused 

him as a child and all but three relative, his grandparents and youngest brother, failed to 

provide him any support.   

 115



You know, like, I will be honest.  I’ve been through so much.  Just like this reentry 

back, that I am so angry at everything. You know, I’m angry at what the church 

teaches. They’re teaching one thing, but a lot - I’m not talking about you, which it’s 

true. I’m talking about what I went through. Give me a solution on how I can handle 

it, how I can handle racism, how I can handle family support, like what we’re on now 

in bereavement. 

Other family responses to loss. Jay explained that his friend’s family experienced a great 

deal of grief after he passed away.  Many of them reached out to Jay and offered him 

opportunities to visit them during their time of mutual bereavement.  Jay felt he would 

have a harder time dealing with his own feelings if he were in the company of his friend’s 

family because their expressions of sadness and loss would complicate his grief process. 

 They [friends family] took it hard. They really, really took it [hard]. We still 

talk about it today. They took it, you know they took, they dealt…  The funeral 

was so sad, because the youngsters, the nephews and the nieces, the younger ones 

took it more harder than the older ones. They took it more, much more harder than 

anything. So, you know, like, we were looking at them. We was sitting there 

looking on our side at them. I was like, they falling out more than us, but they 

loved their uncle. Regardless of what he did and who he was, they were there. 

And they didn’t like to see him come, because he used to make do a whole…  

Like if he was alive and I could have got him over here, this house wouldn’t be 

like this. Oh, it would not be like [this]. I kept telling him, I said, ‘You know you 

got some work to do. You know I ain’t changed a bit.’ He know I’m the same 
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person 10-20 years ago. He kept saying, ‘I’m coming over there with my washrag 

and my bucket.’ I said, ‘You don’t have to worry about the bucket. Just bring your 

own rags.’ And like, he would clean this house up. And see, that’s why I said I 

was mad, because he didn’t have a chance to come over here. And it’s not so 

much about helping me, because my idea would be to come over here and get a 

bunch of movies, and we order a pizza and just sit here and laugh and talk. And 

he’d of sat here one minute and probably put the pizza in the microwave and say, 

‘No, we got to clean up.’ You know, and that’s like, so the family took it real, 

real, they took it real, real hard. 

 You know, they kind of tagged me on as like a family member too, because 

they know we were real close. The nieces call me, tell me if I want to come over.  

Call them ahead of time, so they can cook something to eat. And they want me to 

spend time with them. All the little ones look up to me as their uncle now, and 

even the older ones that’s in [north of the city]. So then, you know, like, that’s 

kind of a touchy thing for me, though, because they are concerned about me, and 

then I’m trying - I’m hoping to deal with this. It’ll make me get to the other side 

with my family. Then it’ll get better. But like, I’m like, okay, now they’re there. 

You know, I’m looking like across the street, and I don’t know. It’s real weird, but 

they’re dealing with it. You know, they’re really going on and they’re dealing 

with it.  
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 I call all of them.  They really look out for each other, and they call each other. 

And they always say how much they miss him. He’d call and talk three or four 

times to everybody. And see, that’s why it reminds me of how he does, how my 

grandmother and them were, the same exact way. You know, even though we 

didn’t have nothing to talk about, he might be in [another state] somewhere.  If he 

can call you, he will, just like I would. So that, you know, they’re handling it 

pretty well.  

 Resources and services. Jay discussed some of the services he had utilized for dealing 

with the stress in his life.  He stated that he needed to work many of the issues out in 

therapy.  He identified the need for more resources because the one that are available are 

limited.  The resources Jay identified are available to individuals who are HIV positive.  

Jay named a host of services including individual, therapy, group therapy, case 

management, substance abuse treatment, Narcotics Anonymous, Alcoholics Anonymous, 

and other During his response about available services and resources, Jay returned to the 

issue of substance abuse and the need for substance abuse treatment.  Many of the 

counseling and therapy services are for individuals who are HIV positive.  Some of the 

groups Jay named have services for people who were previously incarcerated, who are 

gay, or who are HIV positive.  Jay cautioned that in some general meetings, like AA, it 

would be inappropriate to declare that one was HIV positive, but one could discuss 

alcoholism.  Jay explained how he informs his clients that it takes time to visit different 

meetings and try different services before finding the ones that work best.  Jay had not 

found the services he felt were right for him at the time of the interview. 
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 Well, we have a support group through [the county]. And that’s the support. But 

see those are dealing with anything but when you have substance abuse issues, and 

nine times out of ten, half of the clients do relate to that, substance abuse and MHMR. 

 So you can go there, and that’s more open-minded to where you can talk and just 

tell everything. But like when you fall up into Narcotics Anonymous, you got to be 

very careful what you say, or AA, Alcoholics Anonymous, because those people are 

like a separating thing. You’ll get a feeling of rejection. So that’s kind of damaging to 

the clients, because I know I go up there in a minute and for what I listen and what I 

hear, I know what I can say and what I can’t say. Even like with our different sexual 

preferences, we can’t go to one NA group and say, ‘Well, me and my partner got into 

it because we didn’t do what we supposed to do.’ And then we have to find our 

own… It’s hard. Services are hard for us, because we got to find our own support 

network that falls under all of our characteristics, all of them. We can’t go to one. 

Like, Journey was for gays with substance abuse living with HIV. So that’s where we 

can go talk about anything. Then they have a gay Narcotics Anonymous that you 

could basically touch base and talk about everything in there. Then after that, you 

have regular Narcotics Anonymous that if you want to go just talk about your 

substance abuse, then like if a person want to get it off their chest, they have to learn 

what to say and hit all of the meetings. And just hit, okay, well, I went there, because 

I know I didn’t get high today, and then I went to the gay one, and I know they can 

understand my disease and what I’m living with, because we’re all up under the same 

umbrella. Then I can go to [group meetings] and really get to how all of us get to the 
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other side still taking our medicine. So we do have them things. But see [funding] has 

been cut so much. 

 I come from really a background of being in this field for a while, so I’m very 

resourceful. A lot of the clients aren’t. They’re not able to break it down like that; go 

in one meeting, just get a little bit off, [and] hold it for the rest of the meeting. They 

won’t do that. You know, it’s hard for them, which I can understand, because it was 

hard for me. Because when I first used to go to Narcotics Anonymous, I didn’t never 

sit up there and say, ‘Well, I live with HIV.’ I knew not to say that.  I always thought 

that was something I didn’t have to say, and I knew I couldn’t say about me and my 

personal life, but I could say about my substance and what I did and what I don’t 

want to do and how to better that. So, you know, like, that’s where I come and try to 

educate the clients. I said, ‘Maybe you have to look around until you find one that 

you’re comfortable with.’ So, you know, there is people that we can go to for 

therapists, and I have a couple of them lined up. See, I have to balance me out to 

make my appointments and quit a lot of the work I’m doing. I mean, not quit it, but 

just shut it down a little bit.  

 Jay believed substance abuse was a major factor in combating HIV/AIDS.  He had 

known several people who battled with managing HIV/AIDS while trying to deal with 

drug addiction.  Jay explained that without substance treatment resources, medication 

adherence was nearly impossible for people who were HIV positive and who also had 

substance addiction.  Furthermore, Jay added that some people he knew who were HIV 

positive had mental health issues that complicated their risks for becoming HIV positive. 
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 You know, death is really something. I never… You know, everybody would 

always say, you know, ‘What happened if your mother or your partner or somebody 

had died of HIV?’ That’s the whole thing, in general, but like, this thing was like 

about death. Period. You never know. It don’t have to be HIV. It could be somebody 

that could have taught you about HIV or the mother of somebody with HIV. And like, 

this is a very bad process for us, you know, because it hits us all different ways. You 

know, everybody just gonna go to the funeral and just will show their last respects, 

but I look at it, like, a lot of our clients pass away due to they gave up.  And some of 

them, they were ready. But a lot of them gave up, you know. And substance abuse 

and everything is killing us quicker than anything. It’s killing us quicker than 

anything, because some of us decide to keep taking our medicine and some of us 

won’t. And I look at them, I seen so many people.  I was gone for two years, and 

when I got back, I seen so many people. I looked at them and I say, ‘Whatever it was, 

I am glad I missed it.’ Because I have so many people when I went through the 

system that I knew that I met, didn’t even know, but I knew were HIV positive. And I 

was like, ‘Well, what happened to them?’ ‘They’re dead.’ I said, ‘What happened?’ 

Because like when I was in [northern Texas], then I came back here, and when I was 

here and I caught this new case and I went down, I ran across everybody from [north 

Texas]. And I said, ‘Well, what happened to so-and-so?’ ‘Oh, he’s dead.’ This one 

passed away. That one passed away. And it was each of them were different factors. 

Okay. One of them like to drink a lot, and so it wasn’t - it was still a substance, but, 

you know, you think faster, you know, though usually drugs killed them, number one 
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factor kills them, but this child liked to drink a lot. And just after that, I guess, by not 

taking no medicine or whatever it was.  

 Then this other child [guy I knew], we used to get high together our self.  I tell 

everybody the story about in the summertime. I said, ‘Now, you know as hot as it 

was, 100-degree weather, and you sitting up there gonna smoke something that’s 

gonna raise your heart rate and everything. You’re not drinking. You’re not eating. 

You’re on your way.’ And everybody that I knew that was on that page, they’re gone. 

So then, you know, like, death and HIV is too - ooh - it’s something. You know, 

everything, all these other classes they’re teaching, I think for me and with my 

experience and what I just told you, those are important, because the clients need to 

understand you know what it could lead to if they don’t change, and then how to deal 

with it, in case of somebody else.  

 Because, like, I’m gonna be dealing with this. I can’t even say I’ve began to deal 

with it. The only way I looked at it was, like, when I got out, I said, ‘Well, [my 

friends] ain’t here.’ I knew if I had - if they were alive, I’d have a place to go, but 

then that sounds selfish, like, okay, well, I can go stay with them until we get better. 

But, you know, that was my friends. You know, no matter what, those… And like 

me, if I stay with you, I’m gonna go get the rent, my share of the rent paid, get some 

food, and get my share of the cleaning supplies. I’m not your responsibility. I am my 

own. And that’s what I try to teach the clients. I say, ‘People don’t want you to come. 

It’s because you bring too much with you. And this is why, you know.’ And then 

when they turn around, now they’re gone, you know. So I say, yeah, death and HIV, 
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they have a lot - need to have a lot more support groups, because a lot of them… 

There’s so many people that have passed away while I was uninfected. Then when I 

got infected, they still passed. So, yeah, ooh, I really don’t know what to say. All I 

say, it’s gonna take therapy and a lot of support. That’s what I got to line up with, 

especially the therapy part. So I think that’s it. 

 Jay also expressed concern over general declarations about the need to strengthen and 

rebuild the African American community.  He stated that in addition to being in denial 

about HIV/AIDS, there are no effective measures for addressing the issues that have lead 

to the breakdown of African American communities.  Goals for fixing the African 

American community have been declared without acknowledgement of the underlying 

structural issues that precipitated HIV/AIDS and other chronic issues.  Jay was upset that 

no solutions have been enacted for resolving these underlying problems in order to 

improve efficacy of HIV/AIDS prevention and management efforts.  Upon his release 

from prison, Jay wrote a popular African American media personality and entrepreneur 

about his frustration and requested he identify solutions for the declaration made in his 

book about rebuilding the community. 

Come up out of denial and deal with reality. You know, regardless, when I go 

make presentations, sit up there and listen, and then if you don’t believe what I 

say, research it yourself. You know, that’s why I didn’t never believe everything I 

heard. I never did, until I started getting on websites and reading and walking 

through certain stuff. And [because of] my past experience then, and I said, ‘Well, 

this is true.’ It’s not about giving them condoms all the time. It’s about them 
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educating and maybe listening to some of our stories, you know, because like 

everybody’s got, somewhere down the line, got somebody with a substance abuse 

issue or locked up … in our community. I can’t speak on any other communities. I 

know it. Just like I was reading a book on Tavis Smiley; he said how to rebuild 

[is] to bring the black community together.  And I emailed him on his email and 

told him, ‘That’s fine and dandy, and I understand the idea, but half the 

community is locked up. You know, they are all incarcerated, so how can we 

rebuild something, because they’re gone?’  You know, so, and he never did 

answer me, but that was my opinion at the time, because I read the book, but I just 

came home from prison. I was like, okay, yeah, but you go on the east side, where 

is everybody at? They locked up. So that’s that. 

 Other loss experiences. Jay was raised by his grandparents and explained how his 

relationships with his family diminished after his grandparents died.  He was very close 

to his grandmother and he described her as a person who stayed connected to extended 

family members through routine communication and gift giving.  He recalled lessons she 

taught him, and understood that he had to make those lessons evident in the way he lived 

his own life.  Jay was disheartened that his grandmother’s Alzheimer’s related dementia 

prevented her from being aware of the progress he had made in his life.  Many 

circumstances converged simultaneously when Jay’s grandmother died.  He found it 

difficult to deal with the multitude of issues he faced at the time.  Jay was in an accident, 

he was in an unhealthy relationship, and he had trouble with his employment after his 
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grandmother died.  He realized all of these issues befell him during the time he was 

grieving the loss of the woman who raised him. 

 They [my family] separated, you know, really when she was sick, before she 

passed. They went to the funeral like they really did everything they could, when they 

didn’t do it. They didn’t do, because I know they didn’t do it, because it was the 

whole things we went through financially that happened. The decision was made that 

wasn’t right. So there’s like a lot of anger, resentments left with me and them. So, you 

know, that was real, real, real important for me, because that’s one of the persons [my 

grandmother] that like have trained me on doing what I do, because I haven’t given 

up yet, and I’m still talking and walking. You know, I don’t want to. Just like I say, I 

miss my grandmother, because she was the first one that I told that I was [HIV 

positive], and she said, ‘Well, that ain’t everybody’s business. I ain’t gonna tell 

nobody. You just call and talk to me.’  That’s all she said. And then after that, her 

Alzheimer’s kicked in after that… and she would tell me the same thing that she told 

me three days ago. 

 I processed it horrible. You know what, it’s the same way I’m dealing with this. 

It’s like I went off and I cried twice… ever since then, when things get really 

overwhelming, I think about it and I go just a little bit farther with it. You know, I 

think about it and I go just a little bit farther with it, because I know that’s… see, that 

was the beginning of letting me know that I was on my own when my grandmother 

left. When my grandmother left, I was really, I was on my own. I was really, like, me, 

myself, and I. And it hasn’t, it hasn’t, it hasn’t been the same since 2003. It has not. 
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And so, you know, it’s like a missing link. The only missing link that I have in my 

family support, because we not the same. Nothing ain’t getting done. We don’t care 

about each other. It’s just not the same. I think about her a lot. How I think about her 

loss is how she’s not here to see how messed up we really were. And she told me 

about all of this that was coming up, and she taught me all about it, and she told me 

the truth. And she taught me, you know, this is not the way we treat people. This is 

not the way, you know, no matter what. And, you know, like, yeah, I think about her 

all the time, because I’m grateful. I say, ‘Now I understand what you were telling me 

and I see it. And I understand why you left because that was the time that I would be 

able to take care of myself.’ I don’t see how I did it, but I did it, you know. Because, 

like, everything was fine, but when she passed away, my job messed up. You know, it 

really, really messed up, and then I got hit by that car. I was in an unhealthy 

relationship. And the whole nine yards…. I went through different periods. You 

know, I went through a period where I was living in a room. And like, it was an 

experience. Then I got sicker and I had to really experience other things. Like, yeah, I 

have to say, yeah, I think about her all the time. 

 Jay had several friends pass away while he was incarcerated.  He felt like he had 

nowhere to go when he left prison because the friends with whom he lived communally, 

at times, were deceased.  Jay had one close friend when he was released from prison 

because his other close friends had already died from medical conditions related to their 

HIV infection.  Jay’s last friend helped get him into transitional housing upon his release 

from prison.  That friend passed away a few months later.   
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 It took me a while. It took me like… I got out [in the summer]. I didn’t get this 

apartment until [the beginning] of this year. So that’s how hard it is for us restarting 

back over. See, my situation is I do things, I have to do things for me. I don’t have no 

family support or nothing. It’s always me. So it took a lot out of me. But this friend 

right here passed. He just gave me one idea. He said, ‘Well, go ask my brother-in-

law. He got houses for transitioning.’ He saying, ‘You know you’ll be able to get in.’ 

And I did. And see, I had to really…  

 It makes sense, but you have to understand the other two that passed away had 

their own. So when I got out, I knew I had a place to go. So the first thing I had to 

deal with were, ‘They’re not there. What am I gonna do?’ And I got out and just so 

luckily, I came home one day, the next day he came down from [central Texas], and 

he told me, he said, ‘Now, call him and ask him,’ and that’s what I did. So I got out 

there Monday and I talked to him that Tuesday and I was in the house that Saturday. 

So things was, you know, it got to rolling, but see, that-that part I’m gonna miss. 

Because, hopefully, I’m doing as hard as I can, so I don’t never have to go through 

that again. But like, I have to really realize that there ain’t nobody there. You know, 

friends, they gone. 

Current status. 

 Jay had a plan to continue working on managing his anger and avoiding activities and 

environments that increase his stress level.  He explained that his own health is f ragile 

when he does not manage his tim e well,  take m edication, and avoid stressful 

environments.  Jay had not been taking his prescribed medications and he noticed that his 
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health d eclined.  He c ommitted him self to adhering to his m edication regim ent and 

getting adequate rest.  Jay felt that at this poi nt in his life, he is his own support system.  

If he does not take care of what he has, Jay believes he will lose every thing.  Jay was 

having a dif ficult time adjusting to his frie nd’s recent passing, and he  explained that his  

friend’s death reminded him of the fragility of  his own health.  Jay planned to share  his 

experience of loss at a vigil for people died from AIDS later in the evening on the day we 

met fro his interview.  Jay believed talki ng openly about his loss experience would aid 

him during his time of bereavement. 
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Karen 

 Introduction. Karen and I  met in the Af rican American culture center at c ommunity 

college site.  Karen instructed m e to meet her there during our phone conversation.  W e 

sat ad jacent to the d ining area, and the air was filled  with sounds  of overlap ping 

conversations, blending smoothies and frying French fries.  Karen’s interview was one of 

the most detailed because she shared information regarding two separate losses. 

Karen is a 32 year old, community college student who was diagnosed with a seizure 

disorder and a chronic mental health disorder.  She takes medication to treat both 

conditions.  Karen used drugs and drank alcohol in the past.  Karen and her mother had 

an estranged relationship in the past, but Karen moved in with her mother, who helps 

monitor Karen’s health.  Karen has a high school education and reported an annual 

household income is under $10,000 per year.  Karen discussed two independent loss 

experiences with her uncle and her aunt.   

 Disclosure and transmission. Karen learned her uncle and aunt were HIV positive 

when other family members avoided interactions with them and repeatedly warned her 

not to eat or drink after them.  Karen finally asked why she should follow their 

admonishments.  After learning her aunt and uncle were HIV positive, Karen did not 

avoid them, and she continued spending time with them.  She lived with both her aunt 

and uncle during their periods of illness and provided care for them.  Karen reported her 

uncle became HIV positive as a result of sharing needles for injection drugs with a friend, 

and her aunt became HIV positive after having sex with her partner who was a sex 

worker. 
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I didn’t know too much about him, but when I moved in with my step father nobody 

was taking care of him, so I took up the reigns and when my kids were asleep I would 

talk to him and make him feel like he had somebody to talk to.  You know.  I had lost 

my grandmother to cancer so, I kinda knew how to take care of somebody that was 

bed-ridden.  And I just did the same thing that I normally would do with my 

grandmother.  You know, the cleaning.  They couldn’t eat rather he couldn’t eat solid 

food so I had to make sure what he ate would mush up in his mouth when he put it in 

there which was mostly Ramen noodles or mashed potatoes.  You know something 

that could go in his stomach but not irritate it. I would talk to him about the weather. 

What’s going on around him.  He would tell me about how things was back in the 

day.  He even told me how he cont[r]acted AIDS.  You know and that was through a 

needle he was sharing with a friend of his.  And my aunt told me that she contracted 

AIDS through her lover which was another female.  You know who contracted it 

from a trick.  I wudn’t mad.  You know.  I wasn’t sad until after they passed away 

because that’s a whole part of my life that I can’t really get back…  

Karen lived with her aunt at different period of time when Karen and her mother were 

estranged.  Both Karen and her aunt smoked crack, and continued smoking crack together 

after Karen learned her aunt was HIV positive.  Karen explained the precautions she took 

to keep herself from being exposed to HIV.  She acknowledged that her methods were 

not infallible, but she remained HIV negative. 

During the time that I found out she had AIDS, I was doing drugs.  She was doing 

drugs.  I wouldn’t take the pipe and smoke after her.  You know, but I would let her 
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smoke after me.  It didn’t make no difference.  I still could have got it.  You know to 

me, her pipe held more spit than mine.  It was a long shot, but it worked.  But other 

than that you know, I didn’t feel sorry for her, but at the same time, I wasn’t happy 

about the situation.  But I understood.  You know. 

 Karen’s aunt was in prison when she passed away, and her uncle was in a nursing 

home.  She discussed the last conversations she remembered having with them, which 

highlight some of her concerns.  Karen lived with her uncle and provided direct care to 

him until he was taken to a nursing home.  Karen had fewer direct opportunities to care to 

provide care to her aunt because the two did not share a residence while her aunt was ill. 

They [prison administrators] knew.  Oh yeah, they test everybody when they go in.  

But when she got sick with pneumonia, they didn’t do anything.  You know.  When 

you in jail, you have to go through a process.  You fill out this little sheet of paper, 

send it in, and then they choose when they want to see you.  And that might be days, 

it might be a week later before they see you.  Okay.  She needed help then and there, 

and nobody was there to help her, and she died from it.  Now they probably saw her, 

but they didn’t do anything.  They didn’t give her any medicine, no real medicine that 

she needed because their policy is not to give anything that is mood altering.  You 

know, and that really hurt her.  And that eventually killed her.  Whether or not her 

kids sued or not, I don’t know.  That part I’m not privileged to.  I don’t know what to 

say about that one [my uncle].  It was mostly, ‘Hi.  How are you doing?  I’m sorry to 

hear you’re going. You know, but you’re in my prayers.  You know, and I hope 

things work out.  And I hope to see you soon.’  He was leaving for the nursing home.  
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He didn’t say anything.  He was quiet.  You know and he usually was so he didn’t 

seem any different.  You know.  I gave him a hug, and I kissed the top of his head.  

And I said ‘bye.’  And so I didn’t have to watch him leave, I took the kids and I left, 

went to a party.  And it was like a month maybe two months later, I found out that he 

passed away at the nursing home.     

 Stigma. Karen discussed many issues related to stigma during her interview.  Some of 

her details were specifically related to ways in which family members perpetuated 

stereotypes and avoided her aunt and uncle.  Some of Karen’s other responses were 

related to stigma in the general population.  Karen’s behaviors contrasted the actions of 

many of her other family members during the time she spent with her aunt and uncle 

during their illnesses.  While other family members avoided them, Karen explained why 

their beliefs were inaccurate and why she felt it was her responsibility to take care of 

them and to give her aunt and uncle love while they were dying. 

People didn’t want me eating after them or drinking anything after them and it 

would frustrate me.  You know, and I finally got to the point to where it just made me 

mad and I finally asked the question.  Why is it a problem every time you see me 

drink after them that you think that I’m gone get something?  I said, ‘What is it I’m 

gone get?’  Then they told me and I was like you can’t get that from doing that.  And 

I say when I was in school I learned all about it.  You know.  I learned what to expect.  

I learned how to deal with thangs and how to overcome it.  You don’t learn that at 

home back then.  It’s just something you didn’t talk about unless you absolutely have 

to.  Of course I was kinda leery, or if I drunk after them I’d drink from a different side 
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of the cup.  If I ate after ‘em I would rinse the fork off before I ate you know the rest 

of whatever it is they couldn’t finish.  You know or I’d get a new fork.  You know.  I 

learned a long time ago you gotta get gallons and gallons of spit from somebody in 

order to contract AIDS. 

You know it’s the same with hepatitis and all that.  I mean unless you have sex 

with ‘em you really cant get it just you know right then and there and even then 

sometimes you can and don’t get it.  And that’s just through the grace of God that you 

didn’t get at that time especially when you didn’t know they had it.  I loved ‘em 

dearly.  I really did.  You know.  My aunt she took care of me, my sister, and my 

brother when we was kids.  You know.  I grew up with her kids and her sisters kids.  

You know.  We did drugs together.  We hung out together.  She accepted me for who 

I was when she learned I was out prostituting.  That didn’t stop her from loving me 

and her contracting AIDS wasn’t gone stop me from loving her.   

[People believe] you can get it if they spit on you.  You know if you talking to me 

and I’m talking to you and our mouth get a little too watery and we spit on each other, 

you know if it gets on your lips or something, they think you can pass it to ‘em, you 

know.  If you drink after each other, you know from the same cup, they thank you can 

get it.  You know, if your hands are not clean.  Like I done picked in my nose and 

then shook yo hand, they thank you can get it that way.  You know.  Exposure 

through blood,  okay there is a small percentage that you can get it from somebody 

that has bled on the floor because you have to remember when blood is exposed to 

air, anything that is in that blood dies.  Okay.  You might get a small, small, smudget 
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of AIDS or whatever that might still be there, that hasn’t died yet that can pass to you.  

You know.  That’s why it’s best to wear gloves or when you clean it up.  You know 

dispose of whatever it is you used to clean it and to disinfect the very area that you 

cleaned it up at and to bandage the person’s hand securely so that it doesn’t bleed 

anywhere else. 

Karen described how people in her community reacted once they learned a person 

was HIV positive.  She also explained how outside of her own community, people in the 

country and in the world hold some of the same beliefs about HIV/AIDS, which 

perpetuate stigmas about HIV/AIDS and people who are living with HIV/AIDS.   

It’s like being in the 13 th century talking about le prosy (laughs).  Y ou know 

people are afraid that peopl e gon e treat them  different.   Act different when hey  

around ‘em.  You know, not talk to them  anymore.  You know, don’t want anything 

to do wit ‘em. Make fun of the m or something, specially of the way they got it.  You 

know, that’s just the way it is. 

No matter how much understanding they have, there is  still a fear in the back of 

they head that they can still get it you know from that very person just by sitting next 

to ‘em and having ‘em breathe in ya face.  I mean bad breath, you know, gingivitis 

whatever when it’s in the form of air okay it can still be considered contagious 

because air has moisture.  If moisture’s in the air, it can pass through and go to 

somebody else.  Okay it seems logical, but it’s really just not possible.  But don’t tell 

them that.   
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There’s medication out there that helps them stay healthy and strong and 

independent… there’s medical resources where they can go get service that they 

need.  So, there’s really no reason to be afraid of it.  Accept what’s there, and make 

peace with it.  You know, if you can make peace with the flu or the cold and that’s 

contagious, you can make peace with AIDS.  Yeah you know it’s going away, but 

eventually they gonna come up with some medications that will kill the AIDS virus.  

And that too will go away.  You know and you gotta keep a open mind about that.   

 Coping and help seeking with illness and death. After her loved ones passed away, 

Karen had a unique response to their deaths.  She did something that they loved because 

they did not have the opportunity.  She explained that she went on an eating ‘spree’ for 

her uncle, and she drank a 40 ounce bottle of malt liquor for her aunt.  In recent years 

Karen has been focused on keeping herself healthy and abstaining from drug and alcohol 

use.   

Well, when I found out my [aunt] passed away, I got a 40 ounce, something she loved 

to drink, something I cannot even tolerate, and I drunk it.  Poured half of it out like 

they do in the movies, you know to represent you know a passing of a friend, and 

then I drunk the rest.  And with [my uncle], I went on a eating spree.  I ate the food 

that he couldn’t eat.  During that time I was thin and wudn’t gaining any weight, so it 

was easy to do.  My kids loved it.  I shared the food with ‘em.  I made a big deal out 

of their birthdays.  He couldn’t come to they birthday parties because he was so sick, 

so every time they birthday came around I would take two cakes.  One they would 

tear up with they hands, and the other one, we would eat with a knife and fork.  I 
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would spray ‘em down with the water hose, so that they can’t complain that they hot.  

You know.  I can just rinse the cake off.  You know, and then when I take ‘em out of 

it, all I gotta do is just scrub ‘em down and put ‘em down for a nap.  They are running 

around trying to get away from me, and then trying to get the water hose so they can 

spray me.  My kids were big for they age, but they were happy and they were healthy.  

And that much I made sure of.  You know, so I just made sure I enjoyed life a lot 

more than I used to.  You know, and I kept them in mind every time I did it because I 

know there were some thangs they wanted to do and couldn’t do them.  It made me 

feel good.   

 Other family responses to loss. Karen reported that her other family members held 

many stereotypes about HIV/AIDS, avoided their relatives who were HIV positive, and 

some tried to persuade her not to care for her aunt and uncle during their illness.  Karen 

did what she believed was best, and she provided the level of care she was able to 

provide, which no one else in the family provided to either her aunt or uncle.  Many 

family members responded poorly to the deaths of Karen’s aunt and uncle.  Karen’s aunt 

had a partner who stayed with her through her incarceration and illness.  Her aunt’s 

daughters cried about her passing, and they later moved away and became distant.  Her 

aunt’s son became estranged; Karen was unaware his current location or status.  One of 

Karen’s uncles stopped drinking and moved out of the car he was living in to a mobile 

home.  Overall, relatives who had drug and alcohol addiction continued drinking.  

Karen’s stepfather became more short-tempered and aggressive, he and his wife 

divorced.  Karen and her mother became closer, but Karen’s mother kept her thoughts 
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and feelings about her losses inside and never discussed them with anyone.  Karen 

described what she felt her role was and contrasted it her interactions with her aunt and 

uncle with the responses and actions of other loved ones. 

Her lover stood by her, and I had to respect that.  Not everybody is able to do that.  

Once again, not everybody is able to do that.  Some people will shun you.  Some 

people will push you away, not wanna have anything to do with you.  But, she was 

there for me, and I was just happy to be there for her.  Even if it was gone be a short 

time, I was happy I was there for her.  You know whenever she needed something, if 

I could give it to her, I would.  You know, that was the whole point of being part of 

the family.  You know when you in a family you supposed to be able to do that 

regardless of what they doing and how they doing it.  You know what they got and 

what they ain’t got.  You know, just is something you do.  You know, in my life that 

was a form of respect.  You know I grew up respecting my elders.  She was my elder.  

She was sick but she was still my elder.  That didn’t make her anything else.   

Well, I didn’t let anybody try to push me around and try to tell me what not to do.  

Like, my stepfather didn’t want me cleaning up his mess.  I’ll put it that way ‘cause 

it’s the nicest way to put it.  He didn’t want me changing the sheets or anything.  

When you don’t have somebody there to help you, when you at your lowest, you 

really don’t have a reason to live.  You stop caring about everybody.  You know, and 

I didn’t want him to leave this world thinking nobody cared about him.  So I did what 

I had to do.  I went in.  I talked to him.  I said, ‘Hello. Good morning,’ whatever it 

was that he needed to hear.  And then I would talk him into letting me give him a 
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wash off.  Let me change his clothes and then his bedding and then putting down 

something so that if there’s a wet spot, it won’t be another wet spot when he go and 

lay down.  I mean when you’re sick, you don’t need to be wallowing in yo’ filth.  

Okay.  That makes you feel worse.  You know.  When you wanna lift somebody 

spirit, you do something that nobody else is doing.  You know.  That’s the best way to 

do it.  And whether you succeed or not, they know you tried.  You know.  And I think 

I got that across to him.   

My aunt she was just happy to see me when she saw me, and she knew that I had 

my thang and that I was busy.  I had my own life, and I had kids to take care of.  Now 

it might seem mean to somebody else, but I kept my kids away from her, not because 

I didn’t want her around the kids, but because my daughter and my son were very 

curious.  They would go through her dirty laundry, and then put they hand in they 

mouth.  I can’t have that, you know.  I don’t care if I was out there on the streets and 

on drugs.  I care too much for my kids to allow that to happen.  Same thang with my 

uncle.  I wudn’t gone let my kids go in his room because if he has a pile of clothes 

that has bowel movement on it, and they through it and touch it and then put it in they 

mouth to find out if its candy or chocolate or something, you know, that’s on me.  I 

wudn’t gone have it.  I don’t care what I was doing, I wudn’t gone have it.  You 

know.  So it was working out pretty well.  You know.  They each had a certain 

amount of love that I was able to give them, and they were happy with it.   

 Some of [the other relatives] loved me more for doing it, and the majority of ‘em 

just didn’t understand why I didn’t stop doing it and just let ‘em go.  I mean it’s not 
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my responsibility so why am I doing it.  You know, but then they never, those people 

in the family never quite understood the meaning of responsibility as more than just 

paying bills and taking care of your kids.  Okay, when somebody gets sick like that 

and they are a member of your family whether its immediate or extended, you have to 

accept the responsibility of caring for them when they’re sick because you might be 

the only person they can count on.  You know, if they get sick and they need 

somebody to take care of them, and nobody takes care of them and they cant afford a 

nurse, whose gonna, who are they gone call?  You know, they gone call an extended 

member of the family.  You know, somebody that they know has a habit of being 

there when somebody is sick and taking care of them and not charging them a arm 

and a leg.  You know, or just doing it for free.  Not everybody does that, yet again.  I 

learned that over the years that saying ‘nobody does it too many times’ or anything at 

all.  I learned the meaning of that.  It’s not just a saying, there’s a meaning behind it 

because if everybody did what they were supposed to do, we wouldn’t have any 

problems.   

 Resources and services. Karen never utilized any services to assist her with her grief, 

but she believes there are many more resources currently available to people who lost a 

loved one to HIV/AIDS.  Karen kept her thoughts and feelings to herself, and rather than 

share her experiences she learned more information about HIV/AIDS.  Most of the 

information Karen shared related to resources was general and unspecific to any 

experience she or anyone she knew had with a particular service or resource.  When 

asked if information about HIV/AIDS she encountered in the media was useful, Karen 
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said it was not, but that it gives people something to think about.  She also believed the 

information might encourage the public to develop empathy for people who have 

HIV/AIDS. 

I didn’t have anybody and I didn’t trust anybody with my kids long enough to go and 

see anybody.  You know and even then, I just stayed, I just kept it to myself.  Read up 

on it, decided what I thought was best, and kept it to myself.  And I figured that was 

the best thang to do ‘cause then I don’t have to listen to anybody try to put they two-

cents in.  You know. 

Regarding currently available services or resources for people who have suffered an 

HIV/AIDS related loss, Karen says there are many resources available.  Karen believed 

commercials provide general education to the public about HIV/AIDS, and she named 

types of services and resources that bereaved individuals might utilize.  

Oh you got all kinds of groups, studies, study equipment; you know booklets, 

counselors, therapists, psychiatrists to talk to you about it.  You can go to the hospital 

and get tons of information on it.  If you go with a class or something, you can 

possibly see people that have AIDS and the effects that it has had on they body.  You 

know or if you’re trying to become a nurse or something, you can, you have access to 

certain thangs that will allow you to see what the inside of your body goes through 

when you have that in your system.  It’s a lot more now than it was then for you to 

get info about that.  You know and help in understanding it.  You know not to 

mention the fact that the commercials are very intuitive. 

 140



They [commercials] give ‘em something to thank about.  It helps put thangs in a 

different view.  You know, therapists and psychiatrists work on putting them in the 

same spot and asking them, ‘How would you feel if,’ and ‘What do you thank is some 

people’s reaction toward you if you had…’ You know, and when they answer first 

thang they do is say, ‘Well what do you thank that person going through?’  And it 

helps you see thangs outside the box.  You know and you get to look beyond your 

nose as far as you know what’s really there. 

 Other loss experiences. Karen’s other loss experiences involve losing her 

grandmother who helped raise her.  Karen and her grandmother were very close.  Karen’s 

grandmother had cancer and lost control of her excretory organs during her illness.  

Karen took care of her grandmother during her battle with cancer.  She was aware of how 

the body shut down, and she knew the extent of care that was required to take care of a 

person whose organs failed.  When she took care of her uncle, Karen had learned many of 

the procedures while caring for her grandmother.  Karen often thinks of her grandmother 

when she eats certain vegetables that her grandmother grew in her garden.   

Yeah.  My grandmother, I called her Grand for short for grandmother ‘cause she 

didn’t like grandmother, made her feel old, so I called her Grand.  She was like a 

second mother.  You know and her house was home away from home.  She taught me 

how to garden.  She taught me how to keep a house clean.  She taught me how to 

cook.  She tried her hand at teaching me how to sew and how to play the piano.  But 

most of all, she taught me how to respect myself and to respect others.  You know, 

and I taught her how to express love and affection without hurting somebody’s 
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feelings (laughs).  I gave her so many hugs and kisses.  She was like ‘Ugh!’  But I 

was a kid so she couldn’t say anything.  You know.  I loved her.  I loved her dearly, 

and I promised a long time ago that I would be there when she needed me.  You 

know, and when she die, I would be there.  And I was able to keep that promise.  I 

didn’t know she had cancer until it was too late.  She didn’t tell me.  Only person that 

knew was my mom, and she didn’t tell me.  You know.  My grandmother, didn’t 

thank it was my responsibility to hang around her when it was my mom’s 

responsibility.  You know, so she shooed me away.  I didn’t like it, but okay, you 

know, but I stayed close to her house, so I could keep a eye on her.   

I would say bout a year [before she died].  It was during that time that the cancer 

had finally started spreading in her stomach, and it was eating away at her body.  So, I 

mean, we talking about a seventy-something year old woman that wasn’t walking 

around with a cane and she was big as I am now.  You know, and then all of a 

sudden, somewhere down the line I come over and visit, and she’s walking wit a 

cane.  You know, it took me a minute to accept that.  You know, walking wit a cane.  

I didn’t know she was in pain or anything.  She didn’t eat all that much like she used 

to.  She didn’t have much of an appetite.  Chemo takes that away from you.  

Sometimes, she couldn’t bath herself, so she needed somebody that would give her a 

sponge bath.  You know, sometimes she couldn’t make it to the bathroom on time, so 

we had to go and put a port-a-potty inside her room.  You know and sometimes she 

couldn’t even make it to that and she end up peeing on herself, and she would be so 

hurt, so embarrassed.   
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In a way, it was similar ‘cause I didn’t know she had it til it was too late.  I didn’t 

know [my uncle] had it until it was too late, you know.  I didn’t know my [aunt] had 

it until it was too late.  You know, wudn’t nothin I could do about it.  You know I 

couldn’t say nothing that was encouraging, uplifting or anything.  You know, 

couldn’t do nothing except accept it as it was, and they had to do the same thang.   

Every now and then I do [think about them], especially my grandmother.  

Cucumbers and tomatoes, she loved cucumbers and tomatoes; jalapeño peppers 

especially, she had ‘em growing in her garden.  She also had roses and other flowers 

in her garden.  She had squash.  She had okra growing in her garden.  Pecans, pecan 

pie makes me thank about her (laughs).  You know, anytime I have a house full of 

kids, it makes me think of my [aunt], when it was a house full of kids and it was just 

her.  You know.  I don’t have too much of a memory [of my uncle] except during that 

time that I was taking care of him.  So anytime I see somebody that is bedridden or 

just sick and need somebody to take care of ‘em, and there have been plenty that have 

asked me to be a home care person for ‘em, and I can’t do it because it reminds me so 

much of those that needed me, and that had me during that time.  And I can’t afford to 

be there when they pass away.  I just can’t handle it (laughs).  You know the cooking 

and the cleaning I can handle, but them passing away one night or something 

(laughs).  I lost my appetite and my curiosity for death.  I’m no longer even 

wondering what a person looks like when they die because I was there when my 

grandmother passed away.  I was there when she took her last breath.  You know, so I 

know what they look like when they die.  You know. 
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 Current status. Karen was focused on keeping herself healthy, focusing on school, 

and building her relationship with her mother.  Karen stated that her mother helps her 

when she is sick, and she values the relationship they have developed since Karen 

stopped using drugs.  Karen did not talk about her children, so it is unclear what the 

current status is of the relationships between Karen and her children.  Karen was open in 

discussing her own prior drug addiction and how caring for her aunt and uncle and her 

grandmother during their illness helped her develop more compassion. 

 Karen believed people should become educated about HIV/AIDS to protect 

themselves from it and other diseases such as hepatitis, which are transmitted the same 

way HIV is transmitted.  Karen had advice for others about HIV/AIDS and taking care of 

loved ones. 

If anybody ever contracts AIDS or has somebody that they love that finds out that 

they have contracted AIDS, don’t shut ‘em out.  If anything, surround them with as 

much love and acceptance as you possibly can because you’ll never know when 

you’ll need it.  And that’s all I have left. 
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Mack 

 Introduction. Mack and I met at the dining room table in the transitional living 

residence that he supervises.  Mack has a gruff tone and is sometimes difficult to 

understand because he runs many of his words together.  A few residents walked through 

during our interview and asked Mack permission to have a snack or informed him of a 

concern.  Mack quickly addressed then, and retuned to the table to continue where we 

stopped. 

Mack is a 64 year old who has been incarcerated eight times.  Mack has a high school 

education and reported an annual income of less than $10,000.  Mack works as a house 

manager in a transitional living residence, explained how he initially coped with the death 

of his wife and his mother. Mack’s mother died the month after he buried his wife.  He 

lived in a heavy drug use area, as he described it, and it was not good for his health.  He 

lost so much weight that he weighed only 90 pounds before moving to a new area near 

his daughter.  He gained weight and started “getting it together.”  Mack was diagnosed 

with HIV in 1992, and he was told he had 10 years to live.    

 Disclosure and transmission. Mack and his wife were tested for HIV in prison, and 

upon release shared with each other that each was HIV positive.   Mack and his wife had 

used injection drugs for many years, and Mack identified injection drugs as the mode of 

exposure.  From the time they shared their HIV positive status, Mack ensured that he and 

his wife were utilizing services for their health.  Mack adhered to health professionals’ 

advice, and encouraged his wife to take her medication and refrain from drug use to 

prolong her health.   By following health advice, Mack and his wife lived many years 
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past their life expectancy after being diagnosed with HIV.  Mack never expected his 

wife’s life to end before his life ended. 

 Well, I learned about myself in 1992. That’s what I was saying about in ten 

years, they said you wouldn’t be living. In ’92, they diagnosed me. I was ____ 

then. And so my wife, understand, she had to be about the same time because we 

were both locked up. You know what I’m talking about? We was separated, you 

know. But I went away for a minute and come back, understand, but she didn’t 

ever come out and just tell me, you know, not right then. She was kind of scared, 

because she didn’t know if I was or not. And then I told her, I said, ‘You know, 

you been acting funny. You might as well come on and tell me the truth, because I 

know something ain’t right with you. You know, I been with you too long.’ She 

said, ‘Baby, I’m HIV positive.’ I said, ‘Well, you could’ve done told me that. So, 

you know, you got nothing to be scared of. I am too.’ I said, ‘You know, we just 

got to go on and live our lives with it, you know. It ain’t nothing to be ashamed 

of.’ I said, ‘They got help. Understand, we got to go find some help, and then we 

keep on living.’  

 Yeah, I got out in ’92. They sent me on home after they found out.  It’s where 

I tested at. When I was tested up there, they brought it on to my attention, so we 

won’t ask what was happening. You know, we talked about it.  That’s when I 

found out about [local HIV/AIDS service center].  I didn’t know about going and 

getting no help or nothing, but I went to [HIV/AIDS service center], me and her. 

And they give us counseling and doctoring and everything. So we started from 
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there. I just told her, ‘We just got to keep on living.  I ain’t gonna let this kill me, 

understand, but I know we’re gonna die doing something.  I don’t know if it 

gonna be this. I don’t know when.’  You know?  But we went on with our lives. 

She just got up out of here, and I’m still here.  

 Coping and help seeking with illness and death. On the day his wife died, Mack’s 

wife’s made a request to smoke crack.  After smoking crack, she stopped breathing, and 

Mack took her to the hospital.  She wanted to go home to die, but Mack had her stay in 

the hospital, but within about an hour after she was admitted, her health declined rapidly.  

Mack was unprepared to deal with his wife dying.  He took her to the hospital expecting 

her health to improve, but she believed her life would end soon. 

 Me and my old lady been together 17 years, man. I didn’t know what was 

happening to her at the time, but she knew. That pneumonia ain’t nothing to play 

with. Her last dying wish, she wanted to smoke some crack.  I told her I wasn’t 

gonna do it, and then just like some other voice said, ‘Go get for her.’ That was 

her last dying wish. She wanted to do that. Then after that, she did that, she said, 

‘Baby, that’s the last piece of crack I’ll ever smoke in my life.’ I said, ‘What are 

you talking about? You know, what are you talking? You know you’re gonna 

want another piece after while.’ You know what I’m talking about? But she was 

sincere, and I didn’t recognize what she was saying. And then she laid on the 

couch. That’s the same thing she was doing. She couldn’t breathe. You know, she 

couldn’t breathe. Went [gasps], like this, couldn’t get her breath.  
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 I took her to the hospital. You know, when you go to the Emergency Room, 

you have problems trying to get them back there. I had to go tell that woman one 

more time, I said, ‘My wife is gonna die,’ and she went over there and looked at 

her and saw her then, called that Code Red, whatever they call. I went to the 

Emergency Room, and I sat out there with her. And they said, ‘We’re gonna have 

to admit her in the hospital.’ I said, ‘Well, I’m gonna go home.’ It was about 4:55 

in the morning, they called me, said, ‘We want to call you and get your 

permission.’ I said, ‘For what?’ He said, ‘To send your wife home, because she 

want to go home.’ I said, ‘Man, you send my wife home in her condition, you’re 

gonna have a problem.  No, no, she can’t come home. You better do what you’re 

supposed to do to her.’ He said, ‘All right, then.’ Well, about 5:01 they called me 

back again and said, ‘We want your permission to put her on breathalyzer.’ I 

mean, you know, keep her breathing on a machine. They said she done stopped 

breathing. I said, ‘What you gonna put her on a machine for?  She’s already dead 

then. You know, what are you talking about?’ You know, man, I said, ‘I’ll be over 

there. I’ll be over there in five minutes, man.’ I went over there. She was there, 

and she was gone. That touched me, you know, just like that. But I don’t know. It 

was just like missing somebody. You know, me and my mother, she come right 

behind her, man. I said, ‘Man, what’s gonna happen to me now? You know, what 

is going on?’ but I was able to take all of it, you know, but I’m strong now. I got 

myself together. I’m living. I got to go on and deal with life. I got to keep living 

myself.  
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 Initially, Mack withdrew from social interaction, stopped eating, and started using 

drugs heavily after his wife died.  His health worsened and he lost a significant amount of 

weight over a short period of time.  Because Mack’s mother died shortly after his wife 

died, he had no time to heal.  Mack’s mother was the most important person in his life 

other than his wife, so losing both back-to-back, proved a difficult system for him to 

handle safely.  Mack stated that he kept most things to himself as a general rule of thumb, 

and if people didn’t know something, they did not need to know.  He did not share his 

feelings of deep sadness with anyone, rather he internalized and withdrew.  Mack felt the 

best way for people to cope with loss is to ignore it, which he reiterated throughout the 

interview and identified again at the end of the interview.  Mack believed that time alone 

was the best way to process his loss, but during the time he isolated himself, he used 

drugs and alcohol, and lost a great deal of body weight. 

 Mack also discussed how since his wife’s death, he has revived his participation in 

social activities including religious services and participating in group activities.  Mack 

started attend church services regularly, and he started participating in group activities 

facilitated by community organizations.  In general, Mack started to participate in more 

socially engaging activities and spent less time alone. 

 Things started turning, you know, because it was a drug area. And it was time 

for me. I needed to get up out of there. So I left out of that drug area and moved. 

It was just worse over there than it was over there. And it just so happened I 

learned from daughter, and she had this [child] now. That was the thing that 

brought me around, you know, to start getting myself back together. So I was 
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losing weight. I weighed about 90 pounds, you know, because I was letting it take 

a toll on me.  

 You got to be alone. You got to take some time. She’ll always be in my mind, 

Seventeen years, that’s a long time to be with one woman, you know, and things 

we been through, and did together.  I think about that sometime, you know, but I 

don’t let it bother me. I just look back over the past and just look at it. And I wish 

she was still here sometimes.  I wasn’t really thinking about nothing too much, 

but when she passed, I’m saying, like I flipped out, you know. I didn’t want to 

talk to nobody. I didn’t want to be bothered with nobody. I went to drinking. I 

went to drugging. Because, you know, it just wasn’t taking effect that I was 

sinning, was making things worser, worser for to me, you know.   I couldn’t stand 

to be around nobody and I just didn’t want nobody in my house. I’d just leave. 

Sometimes I’d go set up on the bridge with nothing to do.  You know, just trying 

to find some peace somewhere, you know, get somebody to talk to me, you know. 

And they all knew it, you know.   And right today, you know, when my friend, 

she come by here, she always go get me, she say, ‘You know, you still think about 

[your wife], don’t you?’   ‘Yeah, I think about her. Why not?’  It ain’t just 

something, understand, you just up and lose like that, you know. I have memories. 

You know, you don’t just get over nothing like that, you know, not in no couple 

of months.  

  And then I snapped to myself and, you know, come back to reality. So I 

got to keep on pushing. So after that, I moved out here. You know, I started 
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getting my stuff together. And I’m doing all right now, you know. I don’t have no 

problem with it. I’ve been... I was diagnosed with it in ’92. They said in ten years 

you wouldn’t be here. I’m still here. The Lord got a purpose for me. He ain’t 

ready yet. 

 Oh, well, [now] I move around a lot, you know. I move around associations. I 

go do a lot of things to keep my mind occupied. Now, I go bowling sometimes. 

Now, I go to church. That’s something I didn’t do. I’m going to church every 

Sunday now. Yeah, I’m going to get involved, understand me. I like to talk to 

people. I have my daughter and participate in her group when she has them over 

as a group, praying, talk to them, read the bible, you know. All to just keep my 

mind active, you know, and not -- I don’t let my mind go back into the past. I 

don’t discuss her. I’m respecting the past. I try to block that out of my mind. But 

there’s sometimes it comes up on me, you know. Afternoon, I’ll be sitting off in a 

daze and my mind will wander off back in the past, you know. Like I said, other 

than that, I got to go out to the graveyard, put some flowers on the grave.  

 As far as me discussing it with somebody, I don’t need nobody know what 

I’m doing. I bury it by the person.  [It is best] to ignore it. You know what I’m 

talking about? Not being in denial, understand, but just ignore it. You know what 

I’m talking about? Like it ain’t there. And just keep on going. You can’t fall 

down. So that’s the way I deal with it, the way I cope with it. I don’t even think 

about it. I got to keep on living. I’m gonna die a happy man.  
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 Stigma. Mack repeatedly commented about not wanting to share information about 

his and his wife’s health with other people.  It is unclear whether this was a result of 

stigma or discrimination.  Mack was weary of trusting people, who gossip, enough to talk 

about HIV/AIDS.  He stated that he was unaware of how people in the community felt 

about HIV/AIDS, and he believed many people were in denial.  While discussing 

community beliefs about HIV/AIDS, Mack identified another issue related to treatment.  

Mack stated that due to their denial, many people do not seek treatment that might 

prolong their lives.   

 I don’t associate with people. Because people out of church are doing this. 

They just like TV, you know, gossip. I don’t need nobody around me like that. 

I’m very proud about myself. I don’t want to hear no business or what they doing. 

That’s not my business. Don’t tell me about something that you know. I don’t 

need to know about it. And I won’t tell you nothing about me. That’s why you 

never know nothing about me, because I listen. I don’t do no talking. I’m doing 

more talking now than I ever did. But it’s all right, because I understand it’s a 

confidential thing. Yeah. But other than that, I just don’t associate with people. 

 Well, I don’t know in this community. And then, it’s never discussed or never 

talked about. You know, I never hear people just, you know.  Because a whole lot 

of them are in denial anyway. They don’t want nobody know nothing about it. I 

see a lot of people I know with the disease. You know what I’m talking about? 

They don’t try to get no help. But it ain’t my business. You know, they don’t talk 

about, don’t try to anything for their self. What am I gonna do about it? I can’t do 
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nothing. And then I have to deal when they want to come talk about it, you know, 

even if it’s somebody recognize me and know it. If you got a problem, then let’s 

sit down and talk about it. We need to share something together. But when people 

don’t want to talk, I don’t either. I just go on about my business. 

 Other family responses to loss. Mack and his wife mostly kept to themselves, and 

they did not share their health related information with many people.  Few people were 

aware that Mack and his wife were HIV positive.  Mack’s mother was the only person he 

and his wife communicated with regularly.  Mack’s mother died shortly after his wife 

passed away.  While Mack’s daughter helped him with paying for his mother’s funeral, 

she was not aware of the particular circumstances of his wife’s death. 

Well, I had to go from… Like the doctor told me, we had to start having safe  

sex. I had to start using protection, you know, but other than that, I didn’t get 

involved with nobody else, you know, just m e and her. I wasn’t going out and 

trying to do nothing with nobody here. Just  kept things under, you know , like it’s 

supposed to be, under control. Keep on lovi ng each other like we’re supposed to. 

And we went on with our lives like that. Carrying on just like we didn’t even have 

nothing. You know, that’s what I did. If they didn’t know, they didn’t know. It 

wasn’t none of their busi ness really, you know, not to m e it wasn’t. It wasn’t  

nothing to hide or nothing, but it ain’t nobody’s business. 

 Oh, we all got along all right. But wasn’t nobody around us when she got sick. 

Wasn’t nobody there with us but me and her. You know, she had two, two 
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strokes, you know, and I prayed to the good Lord, ‘Don’t take her away from me.’ 

The first time I said, ‘I’ll do what you want me to do.’   

 I see her brother and them, because I had such a hard time with her family, 

you know, because you’re not giving them the benefit of the doubt, you know, 

that her brother… You know, when they found out, I went and told them. They 

pulled some, you know, ‘Hey, man,.’ I’m giving him the benefit of the doubt. You 

don’t do things because they’re family, you know? I mean, they want to select the 

funeral home and all this. Her brother, I went and told him, I said, ‘They want you 

to come out there and sign some papers so the funeral home can pick her up.’ 

Shit. He said, ‘I’m gonna go out there. I’ll be out there as soon as I can take my 

boss man the truck.’ And so them people call me at eight o’clock at night and say 

ain’t nobody been out there to sign the papers. I said, ‘I’ll be right there.’ I went 

there. I had to do everything myself. I said, ‘I don’t understand that.’ But, you 

know, then you’re stressed out like that, you know, because you’re looking at me, 

man. That family over there, you know, I said, ‘Y’all’s baby sister, man. What is 

it y’all can’t do this here?’ ‘Oh, well, you’re doing such a good job of handling 

everything. You go on ahead.’ And they shouldn’t a told me that, because I’m 

gonna do it. I’m gonna do what I have to do for her. And I did. And they were all, 

‘Can we pick somebody and send ‘em by to fix her hair? Can we buy a dress to 

put on her?’ ‘Well, I’m giving y’all -- yeah, y’all can do that.’ Well, time run out 

on this right now. You know what I’m talking about? 
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 Then the funeral home is calling me telling me nobody brought no dress, 

nobody did this here. I thought, man, it’s all off. I jumped right into it.  Got right 

on it. You know what I’m talking about?  Took everything up there, what she put 

in her hair. I put her away nice. I really did. I put her away nice. And sometimes I 

feel her sometimes kicking me when I’m sitting on the couch. It’s just like a 

person be watching you or something. You know what I’m saying? 

 Resources and services. Mack named several local HIV/AIDS service organization in 

the city.  He used services for many years starting after he learned he and his wife were 

HIV positive.  Mack and his wife both received services from the organizations.  Mack 

was not aware of services available to people who were grieving and also HIV negative.  

All the services and organization Mack identified were available to individuals who are 

HIV positive.  Mack reiterated his belief that the best way to deal with grief is to be 

alone.  He also stated that talking to God helped him deal with grief and loss. 

We was on the program, all the food programs, understand, and sometimes I 

would go back to them, a program, a support program, support group, and talk, 

you know, discuss things like that with people….They have a HIV support group. 

Go and talk about it, discussing it, you know, with other people to see how they 

fit in. You know, in other words, giving your opinion on all the different things. 

No, no, it wasn’t [helpful]. Really, I did it just because it was something to do. 

You know, it was something to do. I wasn’t really -- I didn’t never like going. 

Okay. I wouldn’t accomplish nothing out of it.  I was seeking, but I wasn’t gonna 

get no advice out of it, you know. I won’t get it, because most all of it was gonna 
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be about a bunch of foolishness. Because most of them groups I been to, 

understand, wasn’t nothing but a bunch of fools that doesn’t know. I don’t like to 

sit around and listen to them talk…What can I tell them? That’s a bunch of 

foolishness to me. You know, I don’t even go get nothing.If they want them. 

 Other loss experiences. Mack’s mother passed away only a month after he buried his 

wife.  Mack did not want to talk to anyone about his losses.  He avoided dealing with 

their deaths, stopped eating, and started using drugs heavily after their deaths.  His weight 

plunged and so did his health.  Mack’s friend was concerned about him, and confronted 

Mack about his weight loss.   

 That all hit me at one time, you know. I didn’t know or understand really how 

to take all that, you know, about her dying. Well, my old lady died first and then 

right after that I went to the hospital. She went in the hospital with pneumonia, 

my mother. And I don’t know. It was just something about that. And then I was 

already stressed out, you know, about my wife. And then my mother, they called 

and told me she was in the hospital, and I went over and saw her. The doctor said, 

‘Well, she won’t live two weeks,’ and said, ‘It would be best to not just let her lay 

there and suffer. Why don’t you just go over there and just pull that plug?’ I 

thought, ‘No, I ain’t gonna do that. No, I’m not gonna. I’m gonna let her go out 

on her own.’ But, you know, I held her, but they said two weeks. Then, she almost 

lived a whole month just laying there. But then it was just like God spoke to me 

and said, ‘It’s time really for you to go ahead and let ‘em take it off.’ I told a lot of 

the family, I said, ‘Well, I’m gonna tell them to take that breather off of her, 
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because that’s the only thing keeping her going.’ And so when I took the breather 

off, the doctor told me, ‘She will live about 30 minutes.’ She didn’t last that long, 

which I knew it. Right after they took it off, she had about two or three minutes. 

 You know, she was ready to go home. She was ready. But now, you know, 

that was just another pain on me, another strain on me. Didn’t have nobody. I 

didn’t have nobody but her, you know, that was left of my family. And so, I had 

to go through some changes with that. Because I know, you know, nowadays, it 

takes money to bury people. And I didn’t have no money, you know, to put my 

mother away. And it just so happened then that I’ve got to put her down. My 

daughter, she stepped in. And she said, ‘Daddy, don’t worry about it. I’ll take care 

of it for you.’ You know, I just had problems with burying my wife. And, you 

know, that was something, you know. But it seemed like the Lord-the good Lord 

just prepared me to be strong. And I had to carry on. You know what I’m talking 

about. Just keep on living.  

 Current status. Mack planned to continue living in and managing the male group 

residence at the time of the interview.  He was focused on keeping himself healthy and 

sober.  He talked a lot about being in a area that was safer and had less drug traffic.  

Mack talked a lot about why he feels his life has been spared, and the lessons he learned 

during repeated trips to prison.  Mack stated he believes God wants him to be a preacher 

again since he had previously been a preacher.  Mack planned to continue working 

toward the plan God has for his life.  Mack continues to develop new social activities and 

to engage in open communication with the people around him. 
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Where I was, you know, I’d been a minister, and I think that’s what he wanted 

me back at, back in that pulpit. So my mission is not over for Him, so He held 

onto her. And when we moved out there she had another one. Understand, I shot 

heroine for I don’t know how long, but I ain’t had a needle in my arm in 25 years 

and don’t care to…. I look back on my past and see what it did to me. Because of 

it, I went to the penitentiary. I been to the penitentiary eight times. It took me that 

many trips to understand me, to learn my lesson, you know, about my freedom. 

But I was preserved. You know, you get preserved in there, because you can’t get 

no alcohol, no drugs, or nothing else. I learned that. So you keep yourself in 

physical shape, the way I did it.  I’m still kicking. 

  No, I never go emotional about it. I shake my head and shake it off and come 

back to myself, get up and go on about my business. But like I said, most of the 

time I do things to keep my mind occupied. I’ll be cooking for these people. You 

know what I’m talking about. I cook, water, mop, cook, but when I get through 

with all that, I’m gone. I’m gonna go and catch that bus. I’m gonna just ride 

because I can’t stay still. You know, stuff on my mind will go drifting off on me. 

When I’m here, I’m doing something, meeting people, ‘How are you doing?’ 

Seeing things I haven’t seen. Yeah, keeping a occupation. 
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Mercy 

 Introduction. Mercy and I sat together in her living room for her interview.  It was 

midsummer, and rather warm, so she ran the fan to keep the air cool.  The windows were 

open throughout the interview, and you could hear busses pass on schedule.  Mercy was 

direct in her communication about her loss, and she ensured confidentiality of her loved 

one by creating a pseudonym for her at the beginning of the interview. 

 Mercy is a 52 year old mother of two and grandmother of three.  She lives alone in a 

duplex, and her annual income is less than $10,000.  Mercy has some college education.  

Mercy informed me she became HIV positive through her relationship with her ex-

husband.  Mercy had been involved in a women’s group for women living with HIV for 

close to ten years at the time of the interview.  She discussed the loss of her close female 

friend whom she described as a sister.   

 Disclosure and transmission. Mercy described her friend as a role model for her.  

Both women were in a women’s health support together for nearly ten years.  Mercy 

discussed how communication is complicated when a close friend starts using drugs 

again.  Drug use was the mode of exposure for many of the women in Mercy's group, and 

Mercy’s close friend began using drugs again before she died.  She believed the group 

members pull away when they begin to use drugs because they do not want others who 

are close to them to know what is going on. 

 Like I said, she’s a member.  She was a member of [the group], and she worked 

so diligently, and when I saw her, the times that we were together, she was so pulled 

together. And what I loved most about her [was] that she was so neat, you know. She 
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kept her hair done. And I kept trying to figure out, okay, how does this lady keep her 

hair intact? She wore this French bun, and it always looked like she’d just stepped out 

of the beauty salon. But she was so together at each group meeting, at each function, 

at each retreat, that I never thought she’d go back to anything negative.   

 As far as drugs, I never thought she’d relapse. She was kind of like a role model. I 

looked up to her. It’s like, oh, I wish I could achieve. You know, she’d volunteer for a 

lot of things, and I was striving to get to where I thought she was. And then to find 

out that she had relapsed, and it was just -- I don’t know. You think you could be able 

to reach out and pull ‘em back up and do something, but we weren’t able to. 

No, I do not. We all have our theories about whether it was drug use or whether it was 

sexual contact, but it’s one of the two. Yeah, it’s one of the two. 

 Well, like I said, I looked up to her, because I always thought that she was taking 

care of business, and I was striving to get to where I thought that she was, you know, 

because I pick and choose the things that I do [on] the days that I’m not feeling as 

well or good, or up and around and I got this energy going. Then I saw her out there 

doing things, you know, and so I was striving to get to where I thought she was. Little 

did I know, it wasn’t, you know, it wasn’t a reality. So I had mixed emotions once I 

found out that she was down and on the way out. Yeah, very mixed emotions. 

 By the time we found out [she was sick], it was about a week. It was nothing… 

Yeah. No, not at all. I think that was the most shocking. When we found out, you 

know, she was in hospice and that was it. We didn’t have time to say goodbye. We 

didn’t have time to say, ‘You don’t have to go there. We’re here for you. What is it 
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that we can do to make a difference?’ You know how women, we always feel like we 

can fix it, but none of us had that opportunity.  

 Coping and help seeking with illness and death. Mercy described the time after her 

friend passed as being difficult to process because she admired her friend, and did not 

anticipate the sudden loss.  When Mercy learned her friend was ill when she was in 

terminal hospice care.  Mercy was not able to say goodbye, and she was unable to reach 

out to provide assistance, which made her feel powerless.  Coping with her friend’s death 

was complicated by the circumstances that occurred shortly before Mercy’s friend 

passed. 

 Mercy believed her relationship with God provided solace.  Mercy prayed and relied 

on her relationship with God for strength.  Because her relationship with God was so 

strong and Mercy put much faith in the power of prayer, she offered to pray with others 

who were struggling with grief.  In addition to praying routinely, Mercy journaled 

regularly to express her thoughts and feelings. 

 Anger, disappointment, I mean, it was like, ‘Oh, no, no, no, not [her]’ But they 

would just, it’s like, ‘What can we do?’ But at that point, it was nothing we could do. 

Everybody was searching, seeking, trying to figure out, what is it that we can do? But 

there was nothing. And that’s the worst thing when you know there’s nothing you can 

do, but there’s something you want to do. So we had that feeling in common. That’s 

the worst. That’s the pits. [laughs] That is the pits. 

 I think for the most part I was just very disappointed. I don’t know. I felt 

emptiness, you know. I eventually processed it, but it took me a minute. And the Lord 
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worked with me, you know. I gave Him that opportunity to help me to process it. But 

I was very disappointed that, you know, she’s not gonna be with us anymore. She was 

a joy, you know. Just we saw her coming, we knew it was gonna be a great 

conversation. And, uh, oh, wow. It was just a joy just to even just be in her presence. 

It was one of those people. You know, she had the presence.  

 Well, I keep several journals. I journal. And like I say, I believe in the power of 

prayer. I believe in the power of prayer. So that’s an ongoing thing. I think I would do 

that even if I wasn’t positive. That’s just a decision I made a while back. Even before 

I knew that I was positive, you know, I had given my life to Christ. But even more so 

today, because with some of the meds, they may work and they may not work, you 

know, so you need the power of prayer. I’m a strong believer … and an encourager. 

Not just a believer, but I try to encourage the other ladies as well. You know, God is 

the answer. Word is the key, you know. And so that’s the other thing about me. And 

they know they can come to me and we’ll pray. We’ll pray together.  

 Stigma. Mercy discussed multiple issues regarding HIV/AIDS related stigma within 

African American communities and in other contexts. Primarily, she mentioned how the 

lack of education about HIV/AIDS affected her directly an indirectly.  Mercy identified 

her own church as a religious community that welcomed her after she shared her HIV 

status.  However, Mercy believed that generally African American churches are not well 

informed about HIV/AIDS, and further she maintained that African American religious 

organizations generally do not identify HIV/AIDS as a primary health concern like 

diabetes or cancer. 
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 Unfortunately in 2008, there are still a lot of negative feelings and thoughts about 

HIV and AIDS, but the one thing about this disease, it does not discriminate. And I 

think if people were educated, they would have a more open mind as to what it’s all 

about [and] how it’s contracted. But right now, unfortunately, in 2008, it’s still very 

negative. And I don’t like the word. I don’t like the thought. But that’s just how it is. 

 Ignorant, [it is] a very ignorant community. Not willing to learn. Not open 

minded. They have this notion about HIV and AIDS and how it’s contracted, and they 

really don’t see it as a disease. You know, they see it as something that you took on 

yourself. You know, they don’t, they don’t see it as the same as cancer or diabetes or 

whatever. It’s something that they feel like you’re ostracized and this is something 

you did on your own. It’s a disease, you know. But that’s how I see them, those that, 

you know. And today, we’re making progress, but we’re not there yet. We’re not 

there. We’re not there. 

 I want to say the community, those that we live around and among still today, you 

know, and in church and school and jobs. Even, you know, family, friends, they still 

have this negative outlook on HIV and AIDS; how it was contracted, who you really 

are. Because it’s your mother, it’s your brother, it’s your sister, it’s your daughter. It 

may even be your grandparents at this point. They’re finding out now that a lot of 

older people are having unprotected sex, you know, even grandparents. It could be 

anyone. You just don’t know. You just don’t know.  

 I don’t think it’s [beliefs about HIV/AIDS] specific to any group. Now, we have 

been affected more. And I say we as black women, we have been affected more, but 
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this disease is not specific to any group, any race, any type. It has hit some of 

everyone. Ryan White was a young white child. I say child, adolescent, or whatever. 

He never got to experience sex either way. You know what I’m saying?  So it affects 

some of everyone, and it’s very large, vast. It’s… They call it an epidemiology or 

whatever. Epidemic. You know, it affects some of everyone. So it’s a very wide 

range. 

 Like I said, I think they think that it’s something that you got due to risky 

behavior, that it’ll never happen to them. ‘Oh, that’s just you, and that’s on you. It has 

nothing to do with us.’ But actually it has to do with us all. In my little network of 

family and friends, I think I’m very limited as far as family and friends, because I’m 

very selective as to who I let in. Those… My sisters, you know, they accept us for 

who we are. I can get that acceptance there. But I came out at my church, and it’s like 

they treat it like… Now, they are the one group, and they are the exception that does 

look at it like Jesus has covered, the blood of Jesus has covered all diseases. It’s 

nothing that it leaves out. The blood covers everything. So they have a different 

perspective at my church. Now, not all churches have that perspective.  

Okay. So I’m very blessed in that aspect. I came out. We never talked about it again. I 

work in my church bookstore. You know, I’m active. But as far as other churches, 

we’re still not there yet. We’re getting there. We’re opening doors. We’re breaking 

down barriers. But we’re not there yet.  

 Mercy went on to detail an experience she had with stigma that affected her directly.  

Without accurate information about HIV/AIDS, not only are people insensitive to 
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stigmas, but they may also engage in stereotypical practices.  Mercy recalled the details 

about a trip she took a bus when she was the sole passenger on board, and the bus driver 

wore bright blue gloves while taking her payment.  Mercy explained that being open 

about living with HIV comes with daily experiences such as the experience she had with 

the bus driver.   Mercy used humor when she called attention to the topic of safety and 

precautions because she said individuals may be focused on protecting their hands from 

HIV/AIDS but they may fall short on safety precautions with sexual activity.   

 They are finally coming around to, ‘Oh, maybe.’ It’s like, ‘Oh, maybe!’ Look at 

your community. You have men, women, children, college. You have all different 

people from all different walks of life. Why not have at least the education there? You 

know, at least the education. I’m not saying that everyone in your community, I mean 

in your congregation is positive. I’m saying do some preventive, so that they are not, 

they don’t have to go through what I went through and find out the way that I found 

out. If you’re protecting yourself, doing some prevention, being, you know, what I 

like to say ‘at risk behavior’ or whatever. They don’t have to go there. They don’t 

have to live this kind of life, you know, and live with the stigma of, who knows? Who 

doesn’t know? How are they gonna treat me? Are they gonna treat me any different 

once they find out?  

 I take [public transportation] sometimes. I had a bus driver come and he was 

picking me up. He had on blue gloves. It’s like, okay, well, first of all, we’re not 

gonna touch. I have a ticket to hand you. There’s nothing on the ticket. I tear the 

ticket out of the booklet. But he had on blue gloves. And it’s like, there’s no one on 
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the bus but me. And I was like, ‘Okay, give me strength, Lord! Give me strength! 

Give me strength!’ And I got past it. And so those are the kind of things that you still 

run up against today, you know. So you take the bitter with the sweet, and you throw 

out all the negative, and you try to remain positive. You know who you are and where 

you’re headed. And that’s how you make it. [laughs] It takes a strong person! 

 You know, you have to make that determination that, hey, that’s on him. You 

know, I can’t let it get to me…. A lot of people in my community [feel that way]; 

those that are not educated, those that have not taken the time to educate themselves 

on how the disease is contracted.  Yeah, like the driver with the gloves. He hasn’t 

taken the time to educate himself or get tested. You know, because once you decide 

to test, then they will give you the information. Because you yourself, while you’re 

gloving up, then are you using a condom? You know what I’m saying?  So you may 

be putting the glove on the wrong part of your body. [laughs]  So, but I say they, I’ll 

say our community, you know, still, the vast community, yeah. Then you have your 

specific groups that are different, that are an exception to the rule. 

 Other family responses to loss. Mercy believed the bereavement experience was 

emotionally overwhelming because she and the other women in her group, all of whom 

call each other ‘sister,’ considered the friend who passed away to be a role model for the 

rest of the group.   They were surprised to learn their friend had begun using drugs again, 

and as a result her health quickly declined.  Mercy and her ‘sisters’ decided to form a 

bereavement group to help each other deal with their loss.   
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 Mercy adamantly stated the relationship between the sisters in the women’s group 

was forever changed.  One of the most unexpected results of grieving the loss of their 

sister was the women in the group grew closer to one another.  They took more active 

roles in staying connected and resent in each others’ lives.  Mercy described how the 

women communicated regularly and inquired about circumstances if there were lapses in 

communication.   

 Oh, we all [the women in the group] had the same attitude. We all, and still to this 

day, it’s like…  And even on Saturday, last Saturday, we had a one-day retreat. We 

are still trying to come to terms with the fact that none of us got to help, none of us 

got to say goodbye. And it’s just we’re still processing what has taken place. And we 

also said that we would try and from that develop a bereavement network. And that’s 

where we left it last. So, but nothing has came of it. We all call each other and 

maintain contact as far as email, even when there’s not anything going on. So we 

have a circle and a network that we, you know, hey. And then I’ll call so many, and 

then they’ll call so many, and then so many will get back to me. You know what I’m 

saying? It’s like a little network. I never thought it would be this way.  But the last 

thing we talked about was developing a bereavement group and possibly having more 

information than what we were given when Diva passed. Then having that access to 

that information. How can we have access to that information before [claps her 

hands] it’s too late? So, yeah. 

 It’s like, ‘Okay, Lord, you know, help me to get past it, because I know I have to 

stay strong.’ One thing about this is you have to keep a positive attitude as far as 
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everything else. And I try to cast all my cares over on the Lord, but at the same time 

you miss them, you miss that person. And like I said, we have a network of sisters 

that we talk with. Talking helps. And we’ve remained close, you know, despite the 

fact, you know, we didn’t pull away from each other. You know, I think it made us 

closer. It made us stay, you know, instead of, you know, how some people leave the 

fold or leave the group?  

 It brought us closer, I think. We call each other even more. It’s like, ‘Why haven’t 

I heard from you? What’s going on? I know something, you know. Like, I got this 

feeling or whatever, a notion to call. What’s going on with you?’ So it brought us 

closer.  It’s very interesting. It is wild…. If you haven’t heard from someone in a 

couple of weeks, don’t just let it go. You know, get on it. Make that contact. Find out 

who’s talked to them last. You know, make some calls. Make some contacts. So 

that’s what it’s prompted us to do. Yeah.  [We formed a] bereavement group, yes.  So 

I don’t know how that’s gonna look, what form it’s gonna take, but I think that’s 

something that we all feel very strongly about. 

 I think it’s been a little bit more positive [a year after her death]. I think it’s been a 

little bit more positive. It’s been a little bit more upbeat. We have accepted it. We 

don’t like it. We’re not happy about it. But we have come to terms with it, and we’ve 

made the decision that if it’s gonna be a change, we’re gonna have to do it. We can’t 

wait on anyone else to do it for us. That was our loss. That was our sister. And it’s up 

to us. 

 168



 It’ll never be the same. Never be the same. And I’m not gonna say that it’s any 

less. I want to say that we’ve pulled together. We’re stronger now. We’re more 

connected, and we stay connected. We look to each other. We know who’s going to 

be encouraging, who’s gonna be positive, who we can get information from. You 

know, I think we depend on each other more now. And that’s okay, because we have 

made the decision to be there for each other. So, and it’s working for us. I’ve never 

seen a group of ladies who don’t fuss, who don’t fight, who aren’t jealous, who aren’t 

envious. You know, it’s not that kind of environment. Once we get there, all our 

inhibitions-we just let go. We’re free. And I guess, like I said, in this disease, I’ve met 

some wonderful people. And that’s the one thing about it all. You know, I can’t -- I 

can’t knock the people that I’ve met, because I don’t think had I not been diagnosed 

positive, I wouldn’t have gotten to meet this wonderful group of people. I’ve got my 

hats off. You know, what a negative world we live in, so, but not only are these 

women positive, they have been a positive role in my life. So that’s one good thing 

about it. 

 Resources and services. Mercy identified some services and resources for 

bereavement that are available to people who are HIV positive.  She believed there were 

limited grief and bereavement resources for people who are HIV negative.  Mercy 

reiterated the creation of a bereavement group for the women in her women’s health 

group, which was self-initiated.  Mercy was unaware of any resources for people who 

were HIV/AIDS bereaved and HIV negative.   
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 People who are positive get more of a supportive form of help than those that 

have passed on.  Not a lot [for people who are HIV negative]. Not a lot at all. Not a 

lot at all. They may do an annual candlelight bereavement that…  For someone that’s 

close, there’s not anything that I know of. That’s why we were thinking about doing it 

our own. There’s not a lot at all. Now if you really are having real, real problems, you 

know, they can refer you to someone, but as far as [programs that are] in place now, 

there’s not a lot. 

 Other loss experiences. In addition to losing her friend, Mercy experienced losses of 

both of her parents.  Mercy explained that she and her mother were best friends.  Her 

mother’s death left her with a void that she explained will not likely ever be filled 

because no one else could match the relationship Mercy shared with her mother.  Mercy’s 

mother died from cardiac arrest; Mercy and her sister performed CPR to try to resuscitate 

their mother during her the heart attack.  Losing her mother proved a great challenge.  

Mercy had difficulty adjusting to the losses of her mother and her friend, and because she 

admired both women she believed there were similarities between their losses.   

 Mercy explained the support systems were different for the losses she experienced.  

Her church family was supportive in dealing with her mother’s passing.  The members of 

Mercy’s women’s group were supportive during the difficult times she faced dealing with 

the loss of the friend they all admired.  Mercy seemed to still have a void from the loss of 

here mother because no one else had entered her life to fill the role of best friend that was 

held by Mercy’s mother.  Mercy believed her relationships with her mother and her 

friend were fundamentally different, but she continues thinking of both women. 
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 Yes, I have. My mother passed. It’ll be seven years in November. And I was there 

the day that she passed. My sister and I did CPR. We did everything we could 

possibly do. It was cardiac arrest. And then my father passed June 3rd, so that’s 

relatively fresh   It’ll be a year [this summer]. And so, and then I had a stepbrother 

who passed a couple of months ago. So it’s, you know, it’s life and death. It’s 

prevalent, you know. My mom and I were best friends. We worked together. We 

worshipped together. We talked constantly. You know, I was the one person that my 

sisters and my brothers could call when they couldn’t find my mother. They’d call 

me. They didn’t even know what her wish was when the doctor came and says, ‘Do 

you know if she preferred to be resuscitated or let go?’ They didn’t know. I had the 

answer to that. That’s just how close we were. My mother was my best friend. And 

since then, I’ve not had a best, best friend. I’ve had some close sisters, but no best 

friend. My dad and I, we didn’t grow up together. We were…  I had a stepfather. So 

my father was…  And then he didn’t live here. He lived in another state. So we 

weren’t as close. But I still think that, you know, I wish we had spent more time.  

 I think I see some similarities there, because I looked up to both of them. My 

mother, she was very active, and she ran rings around me. I would teach her how to 

relax, and she would teach me how to get going. [laughs] And so I see some very 

similar [things]. I looked up to my mom. Some of the things that my mom told me 

back then, I’m still implementing them today. And so in that instance, I see a lot of, 

‘Get up and go. Let me show you the way. This is how this is done. Dah-de-dah-de-

dah-de-dah.’ Taking me through the ropes, you know. And I felt like when my 
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mother left, okay, you gotta grow up now. Which I was already grown, but I felt that, 

okay, you gotta [apply] all the things that she had implemented. I had to put it into 

practice. So I see some very similar, very similar characteristics as far as being a 

leader. 

 Your mom is your mom, and your sister or someone extended family, it’s 

different. You process it differently. Like I said, me and my mom were real close. 

Real close. Real close. But I knew the Lord, and knowing the Lord, I was able to heal 

from that. It was a healing process from that as well. So that helped. Had I not known 

the Lord, I don’t know if I, if I could have gotten through it as well as I did. I never 

missed a beat. I kept, I was at church the next Sunday. You know, that was my 

support, you know, and then they were there for me. We worshipped together. And so 

they all knew, and I never missed. I kept going. I think if I’d of missed a link or 

something in there, I wouldn’t have been as strong, but I didn’t, and I knew that was 

God. Yeah. 

 I think it was the same kind of support, but it was a different group. The Women 

Rising, you know, they are there for me, but they are not as strong as the Lord. I’m 

more of an encourager in the Lord than they are, but I think in that setting, they are a 

wonderful group. And the church is more, you know, God can heal anything, any 

wound, any hurt. You know what I’m saying?  And they’ve been that supportive role. 

And they all loved my mother. So that was the one thing we shared in common. My 

mother was a greeter. It’s like, ‘Oh, your mom this and your mom that.’ And we can 

talk about it and stuff, so yeah. 
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 It’ll never; it gets easier, but it never goes away. You can smile about it, and you 

want to pull some of the best things and keep them with you. Like I said, even today, 

some of the things my mom told me that I’m having to put in practice today, you 

know, to maintain my composure and be all that I can be. I’m having to implement 

today, and even with [my friend], I’m finding that this has been a different year, that 

I’ve wanted to do some other things differently, you know, as far as getting back 

active in the HIV Planning Council and stuff like that. Yeah. Yeah. Central Texas, 

and who they serve, and who will and who won’t get the help they need. 

 I want to say I handled it, I handled it well. Now, I had my moments with my 

mom where there wasn’t anything anyone could say to me at that moment, but I 

pulled it together and I did what I had to do. But there are always those moments, you 

know, that there’s nothing no one can say. Just let me get through it, you know. And 

it passes. And with [my friend], it’s the same. We all have our little moments, but 

we’ve been able to get past them. You know, none of us that I know have gotten 

stuck there, because life goes on. And we’re still trying to take care of each other, so 

that we can live and live maybe a productive life, you know. Well, for one, God 

[helps me get through difficult times]. I know the Word, and I know, you know, I 

know my source. And so I always refer back to the source. That’s it for me. And then 

the support and the love, the acceptance of church and my friends, they are friends, 

but I’ve not had that best friend yet. 
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Current status. 

 Mercy finds a membership in the women’s group as essential part of her life, living as 

a woman with HIV.  She and the other women find strength in their support of one 

another.  Mercy believed the women actually grew stronger and closer after the death of 

their friend whom they all admired and though of as a mentor or role model.  Mercy felt 

she had become more active in outreach to other people who living with HIV/AIDS and 

people who are affected by HIV/AIDS. 

I like to say I’ve gotten a little bit more active, and I’ve made some decisions as far as 

who I am and where I’m going and what I will and won’t [do]. I’ve eliminated 

some things. I’ve picked up some things. I’ve initiated some other things, you 

know, as far as who’s being serviced. I recently rejoined the state HIV Planning 

Council. And we have a group that we did for peer advocate and education. And 

I’ve just maintained my contacts and part, my part, my portion that I do: 

accountability, showing up, being there, a supportive role. 
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Nita  

Introduction. Nita was patient and cordial when I arrived thirty minutes late for our 

interview.  I called to tell her I would be late, and she replied, ‘I’ll be here.’  We sat in her 

den for the interview.  She closed the door separating the den from the living room.  The 

space was decorated with tall antique African lamps and pictures of her sons.  Nita wore 

a t shirt, which commemorated her son’s life and death. Nita’s husband came in to alert 

her he was on the way to work.  He noticed she had been crying, and he asked her, ‘You 

okay?’  She assured him she was fine, and we continued the interview after he left for 

work.  Nita’s interview was the longest of the interviews. 

Nita is a 46 year old, married woman who works as peer educator and provides HIV 

testing and referral services.  Nita was the mother to two children, but her eldest child 

died as the result of an automobile accident.  Nita grew up in the small town and many of 

her family members still live nearby in the town.  She lives with her husband in a small 

town with a population that is close to a larger city.  Nita and her husband recently moved 

back into their home after storm damage repairs were completed.  Nita’s household 

income is around $50,000 per year and she attended college.  Nita discussed her 

bereavement experiences related to the death of her male cousin. 

 Transmission and disclosure. Nita discovered her cousin was HIV positive when he 

was very ill.  Approximately six month prior to his death, Nita’s cousin fainted and was 

taken to a hospital.  His mother learned he had been hospitalized, and she called Nita 

because she worked in the same city where her son was hospitalized.  Nita contacted him.  

She learned he had been taken to the hospital after he suffered his second stroke in six 
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months.  Nita’s cousin used crack, and he had been homeless for many years.  Nita’s 

cousin disclosed that he had been diagnosed with HIV twelve years prior while 

incarcerated.  He had not received any treatment for HIV, and after being released from 

prison, he had avoided returning to his family because he was HIV positive.  She also 

learned that her cousin knew she worked in HIV/AIDS services because he informed her 

that he saw her doing outreach with homeless populations many months earlier, but 

avoided communicating with her.  Nita had to convince her cousin to seek assistance 

from a caseworker.  She was able to do this only after agreeing to maintain his 

confidentiality by not informing his mother that he was HIV positive. 

 He was living on the streets. He had been in prison; got out. He was living on the 

streets and had got into the homeless population, smoking crack, living on the streets. 

And one of the side effects from living in the streets and the drugs and stuff was he 

contracted HIV. He did not want his mother to know. That’s why he didn’t go home 

when he got out. Come to find out, he had been diagnosed twelve years ago while he 

was in the system. So he knew he was positive.  In the system [he became HIV 

positive] behind TDCJ. We believe so. He had been in and out so much. He was 

forty-three or something like that when he passed in March, and he had been in and 

out of the system ever since he was in his thirties, so he stayed in trouble. So it could 

have been in the system. It could have been in between. He wasn’t out very long, but 

he was out a few months to a year or so, and then he’d get in more trouble and go 

back. But we do know that he got diagnosed at TDCJ. 
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 In relation to him, when we got to the hospital and I saw him and saw the 

condition he was in, I knew he was in the last stages. I knew he had an AIDS 

diagnosis, and I knew that he wasn’t gonna be with us much longer. I could just tell 

by how bad off he was. He had a really bad staph infection. He had scabies. He had 

had a stroke back like in August, but then he had another stroke. That’s when he 

passed out at Salvation Army. He was living outside and so the temperatures had 

been like twenties and teens that night, two or three nights before, so he was suffering 

from exposure, dehydrated, malnutrition. Never went on meds. Diagnosed twelve 

years before and never went on meds, chose not to. Just ignored it, so when I went in 

the room and saw his condition, I knew what was going on. The family wasn’t aware. 

They had no idea. He had just come up to the room, so the nurse hadn’t had a chance 

to come see him and start working on him and stuff. So it was a very bad experience. 

It was really hard for me, because I knew what was going on, but I couldn’t say 

anything to them. Except for the staff infection, I could guide them a little bit on that, 

because they went up and they were hugging him and talking to him. And so I was 

like, ‘Y’all need to be very careful and use gloves and put a gown on,’ I said, 

‘because there’s a really bad staph infection that’s going around right now. And 

we’ve had some people die from it.’ And I said, ‘And that looks like the staph 

infection.’ I said, ‘Now, it could be because he’s been living outside. And what it is, 

is a very bad bacterial infection, and it’s transmitted very easily. So it’s not that you 

can’t touch him and stuff and be around him. It’s just you need to be very careful and 

wash your hands.’ I said, ‘But because of the extent of his infection, what y’all need 
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to do is when you get home is take everything off that you have on and just get rid of 

it. Clean yourselves real good.’ He was covered from head to toe. 

 Coping and help seeking with illness and death. Initially, Nita made all the decisions 

for her cousin after learning he was HIV positive and that he had recently had several 

strokes which disabled him.  Nita’s cousin had never received preventative or palliative 

care for HIV, and she had to convince him to get into care.  When Nita visited her cousin, 

he was covered head to toe with a caustic staphylococcus infection.  She took on the 

primary responsibility for getting him into care and finding a caseworker to manage his 

services and treatment because she was the only family member cognizant of his medical 

history.  During her cousin’s hospitalization, Nita tried to be less involved in the decision 

making.   

Come to find out, he had seen me on the streets, because we do street outreach. We 

go to Salvation Army and test. He had seen me in the last year. He avoided me, 

because he knew that me and his mother were close. He didn’t want his mother to 

know anything about his status. And so I finally got his mother and everyone out of 

the room, and I leaned over to him and I said, ‘[Cousin],’ I said, ‘you’re pretty sick.’ I 

said, ‘I have an idea of what’s going on.’ I said, ‘That’s your business.’ I said, ‘Don’t 

worry about your mom. I can’t tell her anything. The only thing I’m talking to her 

about is the staph infection.’ He looked up at me, and I said, ‘Do you understand what 

I’m saying?’ And he nodded his head. I said, ‘The nurse hasn’t said anything. 

Nobody has said anything.’ I said, ‘But I’ve been around it enough to know.’ I said, 

‘You’ve seen me in town, haven’t you?’ He said, ‘Yeah.’ I said, ‘Why did you avoid 
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me? I could have helped you.’ He said, ‘You and Mom are too close.’ That hurt me 

because I don’t want African-Americans to feel that just because I know them and 

their family that I can’t help them. So the biggest thing there was to gain his trust, that 

I would be able to help him and not tell his family anything about what was going on. 

I was able to do that until someone slipped at the hospital and read his chart in front 

of the family. And when that person read the chart and realized what they said, they 

tried to catch themselves, but it was too late. 

Nita carried on with working and kept herself busy.  She kept her cousin’s HIV status 

confidential, so she had to keep a lot of information about her cousin’s poor health to 

herself to protect his confidentiality.  She was in a difficult position as a professional and 

a family member.  Nita was obligated by law, HIPPA, to maintain confidentiality about 

her cousin’s medical information.  As a family member she was in a difficult situation 

since she was the link between her cousin and the other family members, and she could 

not provide all the information his mother wanted about his health.  Nita experienced 

another loss soon after her cousin passed away when her godmother died unexpectedly.  

Nita’s professional obligation to maintain confidentiality complicated her ability to 

process her own thoughts and feelings about her cousin’s illness while he was living.  She 

could not share details about his illness and his quickly approaching death with or 

husband or her cousin’s mother though she talked.  Nita was the liaison between her 

cousin, his caseworker, and the family.  She carefully protected his best interests, but her 

ability to use family resources for coping were compromised.  Nita only discussed her 

cousin’s health with his caseworker and caretakers at the facility where he stayed.  After 
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a nurse unintentionally disclosed her cousin’s HIV status with family members present, 

Nita explained how this complicated communication about his health had been. 

And then I don’t really blame the nurse, because she was really being pressured by 

the family. ‘What’s going on? We need to know. He’s been up here five, six hours. 

There ain’t nobody telling us anything. They said he had a stroke. Why is his arm like 

this? What’s going on? Why is he curled up in a fetal position?’ And I’m trying to 

keep them as calm and answer as much as I could without saying he had HIV. And 

just trying to stick with the staph infection and that it’s really bad. 

Recently, Nita decided to seek counseling after the death of her cousin and 

godmother.  She had eight recent deaths in her family, and felt that the burden of dealing 

with so many losses had grown too great for her to keep inside.  Nita had never sought 

professional assistance for grief or the burden of experiencing so many deaths in her 

personal or professional roles. 

Nita remembered seeking help from a religious leader, who was not her own church 

leader when her cousin was ill.  Nita maintained confidentiality about her cousin’s HIV 

status, which she never disclosed to family members or members of her church 

community.  The chaplain from the hospital visited the family and performed last rites for 

Nita’s cousin.  Nita has always prayed for solace and comfort during difficult times.  Her 

mother often calls her and guides her to particular biblical scriptures which are 

appropriate for the occasion.  Nita also specified that she does not journal because she 

does not have any private space to keep a journal where it would not be read by her 

family members.   
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 Since I’ve worked with HIV and AIDS, I’ve seen a lot of people die. A lot of 

them. I think I made it a lot, his passing, a lot easier. Otherwise, he’d of been on 

the streets and they’d have found him in the woods dead somewhere, sooner than 

what we were able to get to him and help him at least make his last months 

comfortable and help family to deal with that fact that he wouldn’t be around. I 

feel good about my job, my position that I did, because I was able to help him get 

into a place that took care of him. He was fed, taken care of. He was treated with 

dignity and respect there. And the fact that I got the family connected together, 

because this is a family known for fighting each other, quarreling and fussing all 

the time, so, they were able to come together and deal with something that was 

very hard and get along during that time. And brothers and sisters and aunts and 

uncles and stuff were supportive, came up to see him, were worried about her, 

how she was doing. And the fact that his son got to come up and spend time with 

him, so, I feel good about what I was able to do for him. 

 It’s always hard to see somebody die. Always. No matter how many clients I 

have lost, I have seen go, it’s always hard. His was close after my son’s, so it was 

really hard at the funeral. And when we got to the gravesite, I had to stay in the 

car. I couldn’t come out then, because it was too much. It was too much.  There’s 

a lot I’ve had to hold inside. It’s starting to build up. [laughs and her voice is 

cracking as she continues] Yeah. And actually, I just made an appointment to start 

going to counseling. Because from my son to Anthony to my grandmother, my 

father, both of my sons’ godmothers, and my godmother just passed Wednesday; 
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her funeral is going to be Tuesday, so, it’s finally time to let go of some of this. 

[sniffles]  Next week, uh huh. Actually, I called and got the name of the counselor 

and stuff, and I was going to make the appointment Friday, but then when my 

godmother passed Wednesday, I’m like, oh, god, I can’t deal with it till after this 

one. 

 Stigma. In Nita’s case, stigma within her family, her community, and in the 

HIV/AIDS service profession impacted her loss experience.  Nita gave detailed accounts 

of how stigma impacted her ability to seek help for her cousin and rely on her family for 

support during the time her cousin was ill. She explained how pervasive stigma is and 

how damaging it is to those who are infected and affected.  During the time her cousin 

was hospitalized and ill, Nita overheard a phone conversation between two other relatives 

in which they were highly critical about her cousin’s health and HIV status. 

 I told him, I said, ‘Your mom wants to come see you.’ He said, ‘No.’ He did not 

want his family to see him there at that house. I said, ‘You look good. The place is 

very nice. She needs to see you.’ He said, ‘I don’t want her knowing.’ And I told him, 

I said, ‘Your mom knows your status.’ I said, ‘For the last three weeks, she’s known 

and she’s been right here with you.’ I said, ‘I did not tell her. I still won’t tell her, 

because she still keeps asking me stuff. And I keep taking her information on staph.’ I 

said, ‘But she knows.  She wants to be here for you.’ He said,‘I don’t want her to see 

me here in this place.’ I said, ‘Well, let’s walk outside to the patio and let me take a 

picture of you and take a picture of your room and stuff.’ Because the room was 

really nice; they had his name on the door, had a little vase with roses in it to 
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welcome [him]. The room was really nice. The place was very good, so I took a few 

pictures [of him] and stuff and then took that back and showed her. She was like, ‘Oh, 

this is nice,’ so, that helped. So, I went back and told him, I said, ‘The pictures 

helped, but your mom still wants to see you. She wants to come up.’ He said, ‘No.’ 

He knew he was dying and he didn’t want her to see him that way.  

 That next weekend, they called me at 3:00 in the morning. He had another 

massive stroke, and so they were transferring him to ER and called to ask if it was 

okay, because I had the medical power of attorney. So, I had to call her at 3:00 in the 

morning, wake her up, and take her to the hospital. When we got there, he looked up 

and he saw his mom and he got mad. He said, ‘I told you I didn’t want her to see me.’ 

I said, ‘Look, it’s time to let go. You know what’s going on. Your mom knows what’s 

going on. You’ve avoided her because you didn’t want her to know your status.’ And 

I said, ‘In the last three weeks, she has not said anything to you about your status. The 

only thing she has said is, ‘Why didn’t come home and let me help take care of you?’’ 

I said, ‘You both love each other. Y’all need to talk before something happens. So 

I’m making everybody leave so y’all can talk.’ I said, ‘And you need to tell her you 

love her.’ And she looked at me, and he looked at me, and so we left the room and let 

them talk. And so, they finally talked. So, the last week of his life his family was 

there for him. He had a son. We got a hold of them, and he was actually there with 

him when he passed.  

 It is so hard for our people to realize that no matter what we’ve been through 

that’s tough, we’re still gonna be there for them. And that was his biggest fear was 
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that his mom would know he had HIV and would reject him. It was hard for her, the 

whole process. The last day we were there and I knew he wasn’t gonna make it 

through the night, I said, ‘You need to lean over and tell him that it’s okay, he can go. 

He’s hanging on because you won’t let him. Everybody else has.’ She said, ‘I can’t 

tell him that.’ I said, ‘Babe, it’s not up to you. Your baby’s tired. He’s done as much 

as he can do. And he’s suffering, hanging on for you.’ And every day -- every night 

before we left, I’d lean over and talk to him. ‘[You’ve fought so hard. Your family’s 

been here. Everybody has come and said goodbye.’ I said, ‘Your grandma can’t make 

it because she’s sick and she’s older.’ I said, ‘But you know she’s right there with 

you.’ I said, ‘Your mom can’t let go, because she misses the parts of your life when 

you weren’t around.’ I said, ‘But baby, quit hurting yourself.’ And she was sitting 

beside me, and I said, ‘You need to tell him.’ She said, ‘I can’t let my baby go.’ I 

said, ‘See, she can’t let you go. She loves you. She wants to be there for you. But 

you’re hurting yourself. Let go.’ And so we left about 1:00 in the morning. We got a 

call at 3:00 in the morning. He wasn’t gonna make it. We got there about thirty 

minutes too late. It was hard. It was very hard going through that. 

 Just the disappointment, the stigma of HIV and AIDS. You know, I have family 

members calling me, ‘I really want to know what’s going on. They’re saying it’s 

staph. I done heard [he] got AIDS.’ I said, ‘Baby, [he] has staph infection that’s real 

bad, and he’s had a stroke. He’s had several small strokes. And that’s why he’s in the 

hospital.’ Well, this particular aunt that called didn’t hang up the phone. She was on 

her cell phone when she called me. She also was on her house phone with one of the 
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other aunts, so I heard the conversation between her other aunt when she thought she 

hung up with me. ‘Dang, girl.’ And she said, ‘You know me. I ain’t gonna say 

nothing, girl. You can tell me. I just need to be there for my sister so I can help her. I 

ain’t gonna say nothing. Tell me what’s going on!’ So, she didn’t hang up the cell 

phone. She got on the phone with her other sister. ‘Girl, that girl told me he just had a 

stroke and that staph infection. I heard he got sores from the top of his head to the 

bottom of his feet. And he got AIDS and she know it. She ain’t telling nothing. But 

I’m gonna go up there tomorrow and find out.’ 

 And it’s family. So yeah, she went to the hospital the next day, and I was there. 

So, she walks in the room and she sees him. And I walked up to her and I said, ‘You 

need to go tell your nephew bye.’ She says, ‘I can’t.’ I said, ‘You need to go hug him 

and kiss him and tell him bye.’ So, she went up to him, and I said, ‘Go ahead. It’s 

okay.’ I was on the other side. So, she leaned over and kissed him, told him bye and 

stuff. And she went out of the room. It broke her down. And she told me, she said, 

‘I’m glad you made me go tell him bye…. No matter what’s going on when 

someone’s leaving here, we need to be there.’ I said, ‘No matter what it is. [He] had a 

stroke. He had several small strokes this last week, but he was aware of who was 

around him. He will always remember that you came to see him.’ I said, ‘You said he 

was like one of yours. He was raised around y’all. If you didn’t come up, it would 

have hurt.’ She said, ‘It would have.’ I never once mentioned that I heard all of what 

she said and what she did. Still haven’t said it.  
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 But that stigma is still around, and it’s terrible that our own families do that to us. 

I have people ask me all the time, ‘Why do you work with those people? Do you have 

HIV?’ What difference does it make? When I first started, I would answer that 

question, because we used to do 101 educations, and so they would ask, ‘Well, why 

do you do this? Do you have HIV?’ And I would answer it, but after about two years, 

I learned that doesn’t make a bit of difference, and it’s not anyone’s business. So I 

stopped answering the question and my answer now is, ‘It doesn’t make a difference. 

Did I teach you something about HIV? Did I teach you something you didn’t know? 

That’s the only thing that was important. Did I get you to test? Do you know your 

status?’ It’s sad. 

 Other family responses to loss. Nita described how her other family members 

responded to the loss of her cousin.  As stated in the previous section on stigma, many of 

Nita’s loved ones were skeptical about the information Nita shared about her cousin’s 

health, and they speculated about the cause of his illness.  Gossip Nita explained that her 

cousin’s mother had a difficult time adjusting to his death.  She was in shock and 

disbelief about his death.  Nita was pressured to divulge information about her cousin’s 

health by family members during his illness.  Her cousin had not seen his son in many 

years.  The two were able to spend three days together before Nita’s cousin died, and she 

believed the time they shared was important for her cousin and his son who were able to 

reunite before he died.   

 Resources and services. Nita stated that although there were resources available to 

family members who lost a loved one to HIV/AIDS, the process of receiving a service 
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such as counseling can be complicated.  After unsuccessfully trying to get mental health 

services for her deceased cousin’s mother directly from the agency that provided health 

care management for cousin, Nita had to locate alternative mental health services.  Nita 

spent the additional time and effort on her own to locate the services because she was told 

geographic restrictions prohibited the service agency from providing services to her 

cousin’s mother who was experiencing acute grief.  The process was overwhelming for 

Nita who was also grieving, but she was committed to securing mental health services for 

her cousin’s mother.   

 Religious officials were another potential resource during the anticipatory stages of 

loss.  Nita believed the availability of the chaplain, who performed the last rites at her 

cousin’s hospital bedside, was also helpful.  Depending on the context, Nita believed a 

chaplain may not be helpful however.  When Nita’s grandmother was nearing death, the 

chaplain’s spiritual advice was less effective because he belabored the process and caused 

more stress for Nita’s family.   

 Other loss experiences. In Nita’s case, multiple loss was a critical issue, which 

affected her ability to handle the responsibilities she had during her cousin’s illness and 

to process her grief after his death.  Nita suffered numerous losses during her lifetime.  

Nita’s oldest child died shortly after a motorcycle accident.  During the time around her 

cousin’s death, Nita had several close family members pass away.  She explained that the 

cumulative effect of multiple losses in her personal life and the many losses she suffered 

in her professional life had become overwhelming.   
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For me, it was really hard. I had just lost my son. The last, wow, 18 months, I’ve lost 

eight family members. It’s been very hard. I stayed at the hospital with my son from 

the time of his accident till he died. So being there with [Cousin] and seeing him kept 

reminding me of my son. I’m looking here. I have [Cousin]’s stuff here because I did 

memory book for him. I was trying to find the last day. It was hard. It was real hard, 

because seeing another young black man die was another thing. Because I remember 

reading an article about how most African-American men are not expected to live 

past the age of 26. And you think 26; they’re still babies. My son was 26 when he 

died [and my cousin] was 42. But still, that’s young. And it’s hard to see that. The 

whole thing for me was the time that the missed being together. The different stages 

they went through. 

 Current status. Nita felt it was time for her to deal with the effects of the losses 

she has experienced.  She was in the process of starting individual counseling.  Nita 

believed stigma within families and outside of families impaired the grieving process 

both before and after the loss.  Nita expressed concern that the rights of people with 

HIV/AIDS were not always protected; this may be a barrier to being tested for HIV 

and treatment.  In her cousin’s case, a nurse read his medical chart aloud and stated, 

with his family present, that he was HIV positive without verifying she had 

permission to read his chart aloud with family present.  Nita was troubled that 

mistakes such as unsolicited disclosure of an individual’s HIV status could be 

detrimental to all parties.  Nita’s career as an HIV/AIDS outreach worker predisposed 

her to experiencing a great deal of losses.  Nita believed education, safe sexual 
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practices, and safe drug use were all necessary to quell the HIV/AIDS crisis among 

African Americans. 
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Pat 

 Introduction. Pat requested that I meet him at the offices of a local HIV/AIDS service 

organization.  He arranged for us to meet in a small private room in the building.  Pat 

fidgeted and stared down at the table, but looked up and talked excitedly when recalling 

details about the exciting childhood experiences he shared with his brother. Pat shared 

that he was HIV positive, and the first in his family to disclose his status.    

Pat is a 44 year old male, who is unemployed, and lives alone.  Pat has a high school 

education and reported his annual income as less than $10,000 dollars per year.  Pat grew 

up with his parents, two brothers and a sister.  He and his family lived in a rural 

community; Pat spent much of his youth engaged in outdoor activities with his brother.  

Pat discussed the loss of his older brother. 

 Disclosure and transmission.  Pat learned he was HIV positive in 1994 making him 

the first person in his family to disclose HIV positive status.  In 2003, Pat learned his 

brother was HIV positive.  Initially, his brother tried not disclose his HIV status by 

stating he had a type of cancer when Pat asked if he was well.  Because Pat was living 

with HIV at the time, he shared what he knew about living a healthy life as a person with 

HIV.  Pat’s brother did not respond to his encouragement to use services for people with 

HIV/AIDS, nor did his brother chose to use HIV treatment medication, which had 

prolonged Pat’s life.  Pat felt resentment toward the person he was told transmitted HIV 

to his brother.   

I learned back in 2003. He had, we were, we was coming from a job and he, he I 

asked him, I said, ‘What’s wrong, because you look like you kind of lost a little 
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weight?’ And we had this discussion and he looked at me and said, ‘Well, I have this 

cancer.’ And I’m like, ‘What kind of cancer?’ And he was like, ‘Well, I’m going to 

be honest with you.’  And he said, ‘Well, I have HIV/AIDS, and I got it from a girl 

that didn’t tell me that she was HIV positive.’ 

It, it made me resent the girl that he used to go with, you know, a lot. Because it 

was like she did this to, to take away someone’s life.  You know, I guess, because she 

felt she didn’t have a chance in life. She wants to help to, you know, to pass it onto 

someone to take over their life. And I, and I really, I really still have resentment in my 

heart for her. 

 Coping and help seeking with illness and death. Pat had a difficult time adjusting to 

the loss of his brother.  He said he continues to experience periods of sadness when he 

thinks of his brother.   Pat said he still feels sad about his brother’s death around 

birthdays and holidays because the two of them shared many special occasions together 

throughout their lives.  Pat’s older brother had multiple roles in Pat’s life, he had been a 

leader and mentor and also a confidant for Pat.  When his brother died, Pat was left with a 

void.  Pat had a history of drug use, and explained that after his brother passed away, he 

began using drugs heavily. 

 Pat described a variety of strategies he used to deal with the loss of his brother.  He 

prayed regularly; talked to his partner, sister other relatives; and he attended counseling 

sessions with a professional counselor from a local HIV/AIDS service organization.     

I dealt with it real hard. And I still deal with it. Right up today, I still deal with it. 

You know, like I said, it’s just someone just came and stole my prized possession, 
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which was my oldest brother. Because see, he taught me a lot of my stuff. A lot of 

stuff he used to teach me. And now that he’s not here, it’s hard. It’s hard to find 

anyone that I can really get close to that has HIV. 

Well, I went, I did a lot of praying, but then after I lost my brother, it made me go 

to a downfall, because I went to drugs. I went to drugs. And every time I would think 

about him, it seems like I had to do drugs just to get over that thought, you know.  

You know, it was real, real hard for me to deal with that, because he was the only one 

in my life, that me and him…. You know, because my brother that I’m next to, he, he 

knew that we were both HIV positive, but I don’t know how he took, you know, how 

he felt about both of us being HIV positive. I don’t know how he felt, his reactions 

towards it. 

Well, I was able to talk to my partner, but not in a way, because I don’t think that 

he’s ever lost someone with HIV in his life. I think that he’s the only person in his, in 

his family that had HIV…. After finding out, well, after that, then I would come, I 

would go and talk to my cousin that, that we lost about four months ago. I used to talk 

to him about it and stuff, you know.  And he didn’t give me, he couldn’t give me 

much support, because he didn’t know much about HIV, you know, as well, because 

he grew up [and] he didn’t know how to read or write.  No. So, it was like he didn’t 

know too much about the symptoms yet and stuff. But I’d sometimes go to him and 

talk to him or find, about him, you know, about different things or about my brother 

or stuff like that. 
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My sister, I will still go to her and talk to her about it, you know. And we, you 

know and I still could go to her and open up to her, you know, but not like I could go 

to my brother. You know what I’m saying?  Because we had this thing, because, you 

know, that we were both, knowing that we were both positive, you know?  I could 

open up more to him, because he knew, you know, what I was dealing with. But I 

could go to her and she would give me a lot of, you know, feedback on some of the 

stuff that I would talk to her about. 

I went down to [the local health center]. And I used to talk to [a counselor]. She 

was a case manager at over there, and I, I would sometimes, you know, talk with her 

about it, you know? And she would give me different aspects of life and different, 

you know, things to deal, to talk, you know, of my feelings and you know. 

 Pat described a deep feeling of longing when he thought of his brother.  He wondered 

if he and his brother would ever be reunited after death.  Pat missed his brother so much 

that he hoped to meet him again after death to share how much he’d missed his brother.  

Pat described hoping his brother would be present on birthdays and holidays because 

none of the existing relationships felt like the relationship he shared with his brother.   

What did I think about? I thought mostly about him, you know. And it took me a 

long time to even get over that he was gone. It took me a long time to get over that. 

And I felt, I just felt real hurt, you know. Because I remember, like, the time, like, 

right about this time, if he’d of been alive, we’d be planning to go to the celebration 

the 19th of June.  You know, and we’d be planning to go to that celebration and stuff 

like that. You know, just planning for it, you know. And even right now, we’d be 
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planning how to go… we’d go swimming with his kids, you know because every 

year, he would go swimming with his kids. You know, he never missed a season 

going swimming, or doing activities or you know, or doing something, you know, 

with his kids or me involved. You know, it was, you know, just, it’s hard sometimes. 

Even on his birthday, it’s hard, you know, because remembering the things that you 

used to do with your brother when he was alive and knowing that he’s HIV, you 

know. Used to do things and used to think, well, maybe I’ll still see him the next year, 

or you know, or the next day, or the next hour, or the next minute, you know. And 

come his birthday, you won’t see him. You can’t see him. You won’t get to talk to 

him or wish him, ‘Happy birthday,’ or hold him and tell him, you know, ‘Happy 

Father’s Day,’ or something, you know. Just to see him, you know. Sometimes I 

think, God, when I die, will get to see my brother again? Will I get to talk to him and 

hold him and say, ‘Brother, I missed you.’ And we’re gonna go running and just, you 

know, have a gold ole time again. That’s something that I’ll be thinking, you know, 

those thoughts a lot.  

And it really hurts me sometimes, you know, to think about when he’s gone, like, 

Memorial Day and stuff like that. It really hurts me, because I miss him so much. And 

it’d be like sometimes I dream about him, and I go out to embrace him and he’s not 

there, and it really hurts me. It really hurts me that he’s gone. And I miss him so 

much on his birthdays and stuff like that. 

 Stigma. Pat identified salient ideas about HIV/AIDS that are common in his 

community.  Many of the beliefs were related to transmission, same-sex relationships.  
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Pat had experienced the impacts of misinformation and stigma about HIV/AIDS because 

he lives as a person with HIV who is also gay.  Pat emphasized the people are unaware 

that HIV/AIDS affects everyone rather than specific communities, and he believed the 

lack of information about who can become HIV positive was detrimental to people 

remaining HIV negative.  Pat also contributed information about conspiracy theories 

regarding the origin of HIV.  Pat shared a theory about monkeys being the original source 

of HIV. 

There’s a lot of ugly feelings towards people that have HIV or AIDS, towards 

anyone really that’s gay, that’s living with HIV. Yeah, there’s a lot of ugly feelings 

towards that, you know. And like these marriages, gay marriages, there’s a lot of 

ugliness towards that as well, you know. It’s like we’re being down, we’re being 

down, down… How do you say it, downsized or…? We’re made to feel like we’re 

small, we’re less than any other person on this earth, you know? And man, it’s a lot of 

bad talk about HIV, you know.  If the only person that can get HIV, you’re a 

homosexual. And that’s the way some people think that HIV is passed. It’s not only 

passed through homosexuals. It’s passed through straight, gay, lesbian, bisexual.  It 

does not discriminate. 

There’s a lot of people that’s dumbfounded to HIV and AIDS, because some 

people think, well, you can catch HIV from sitting on the toilet or sharing -- or 

sharing beds or listening to radios or something like that. And that, and there’s a lot of 

people that have, that does not know how you catch HIV or any STD-transmitted 

diseases, period. They’re just dumb to the knowing of the HIV thing now. Some think 
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that you can catch it from monkeys; that monkeys brung it to the world, you know. 

And it’s just a lot of people that they just have different, different theories of how it 

comes. 

 Other family responses to loss. Pat discussed the relationships between Pat, his older 

brother, and sister; who he said made herself available to he and his brother after Pat and 

his brother shared they were HIV positive.  Pat and his sister provided care to their 

brother during the time he was ill.  They also encouraged him to stay on medication and 

to avoid drug and alcohol use because the substances interfered with his HIV medication.  

Pat said he and his sister reflect on times they shared with their brother.  

Well, me, the only one, the only one that really stuck by me and my brother was 

my sister, was my older sister. She, she really stuck with us. And we was just talking 

about my brother the other day and saying how much we miss him and stuff. And we 

used to talk a lot about what we used to go, we used to have so much fun together. 

And she was the only one between me and my brother that really stuck there [and] 

was really there for us in our time of need, you know?   

And like, he, he would, no matter what, when he’d go get high, even when he’d 

go get high and stuff like that, she was still be there and tell him, you know, ‘You 

can’t do this, you know, and be HIV positive too. That takes so much from system.’ 

He would get high on beer, alcohol, drugs, like, marijuana or crack. You know, that 

would be his choice, you know, he would get high and then he would get to the point 

where he would want more.  And we would be like, ‘You can’t do this. You can’t do 

this to yourself. You know, it’s gonna take too much from you. You know that… And 
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then trying to take your meds and trying to stay on crack is not gonna work.’  ‘It’s 

gonna take a lot from you. It’s gonna overcome, overpower your meds.’ And so, we 

always tried to make him stay on his meds a lot.  

She would always tell him, and I would always get on him, and we would always 

try to stay there and make sure that he was okay, you know. And she took care of him 

for a little while, and I would take care of him sometimes. He would come over to my 

house. And he would, we would, he would get drunk and come over there, and he 

would always holler out my name or something, you know, but he, no matter what, 

we always stuck beside him. And my sister was always there, because… she said, 

‘No matter what, I’m still gonna love you, no matter what, to the end. You know, I’ll 

be here always if you need, you need to talk to someone or just get some, you know, 

vent to someone. I’m always gonna be here.’ And that she was the biggest, she’s the 

biggest support…between me and him. 

Well, my sister, we both we still have dreams. I still have dreams about him. She, 

she still, in fact, she still has a plant that one day from the gravesite. They’d let you 

take the corsages, the roses, and stuff like that. And I think, I think she still has the 

plant that she got from his grave. For one of the plants, I think she still has it. And she 

kept that plant. Because I asked, said, ‘Girl, where’d you get this plant?’ She said, 

‘You don’t remember that plant?’ I said, ‘No.’ She said, ‘I got this plant from [his] 

funeral when he, they buried him. This plant was there and I took it. And I said I was 

gonna name it [after him].’ And they just deal with it in different, different aspects, 

different ways in their lives. Like my dad, he deals with it a lot, you know. Because 
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me, my dad, my two brothers and my dad, we would, like every Saturday, we would 

go cut the preacher’s yard. And I would go down and I’d help him. We’d have all 

kind of fun. And my dad, he still, you know, deals with it, you know, even on 

Christmas. You know, because Christmas, like, Christmas and New Year, Christmas 

and Thanksgiving was a real big time for us, you know, because every year we would 

gather around. We would eat, you know, because my mama, We’re from [the south], 

so she , we would cook, my mama would cook a big ole meal. Then it seemed like, 

you know, we would be there to eat and, you know, we would all sup together. And it 

was like, you know, every year that he’s not there, they miss him. And I know I miss 

him a lot too. Because that was the main, that was most, his biggest thing he loved to 

do was eat. He loved to eat and, you know, every event, you know, we would always 

have a big meal, and he would love to eat. 

Pat’s brother had several children with whom he was close.  Pat helped in the 

upbringing of his brother’s children.  He explained that while their father was ill, each of 

his nieces and nephews was present in their father’s life; they were all concerned about 

his well-being.  Most of the children lived with their father until his death.  Pat explained 

that the children had a difficult time adjusting to the loss of their father.   

And my nephews and niece, they were in school, and they, they knew that he, he 

finally told us that told them that he was HIV positive. And no matter what, they still 

loved him and they still stuck by him, their dad, and they still stuck by him. And he, 

like, the oldest son, he used to live with his dad all the, he would stay. He stayed with 

his dad. All of his kids mainly stayed with him up until his death.  And they all stuck 
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by him. They still loved him no matter what he did. His drug or whatever he did, they 

didn’t care, they, as long as his daddy, their daddy was okay and that they could see 

him every day. 

 Resources and services. Pat identified several resources that are available for people 

who are HIV positive and in need of mental health, medical, or other social services.  The 

resources he identified are accessible by people who have lost a loved one if they are also 

HIV positive.  No resources were identified for people who are not living with HIV, and 

due to the lack of support for people who lost a loved one to HIV/AIDS, Pat explained 

there should be a focus on providing resources for coping with loss rather than 

overemphasizing how many losses have occurred. 

Really, I haven’t seen any that, that, that’s out here that deals with that or will 

help you to get over not get over or help you through the loss of a loved one. I haven’t 

found those people. I haven’t found those resources. We’re lacking of those 

resources, I believe, because I haven’t seen any support group that will help you to 

say that, ‘We’re here in time of your need that you’ve lost someone with HIV, with 

dealing with HIV. We’re here. We can counsel with you. We can sit here, and we can 

just listen to your thoughts that’s going through your head because you lost this 

person….’  How would…? ‘We could, we could verify your feelings….’  It’s just no 

place.  I haven’t seen anyplace like that. The only place that I go to is to [local 

HIV/AIDS service organization] and it’s called the [treatment group], but that’s really 

for drugs. It’s not really dealing with your feelings towards your loved one you’ve 

lost. It’s not dealing with that.  
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And that’s something that… we don’t have a lot of support systems for those 

support groups.  I see a lot of support groups for cancer, for therapy for MHMR, and 

this and that, but you don’t hardly see any places that you need, that you can go to 

and you can confide in this person and they’re confidential.  You don’t see these 

places! I don’t see nothing, you know, that they go on TV and broadcast, ‘We’re here 

to help you with your loss or for dealing with the loss of a loved one at that time, HIV 

or AIDS related.’ I haven’t seen no kind of support group like that, and it really kind 

of… You know, sometimes I really think about things like that. Why? Okay, you can 

do this support group for smoking or support group for weight loss. Then why can’t 

you get on the TV and say, ‘We have a support group for if you’re dealing with 

someone living with HIV or died from HIV. We can help you through this.’ I don’t 

see none of that.  I don’t, they won’t even publicize that. But they’ll publicize, oh, 

these many who’ve died from it, but I don’t see any, ‘Well, this is the support group 

for this group, or for this individual, or this confession.’ I don’t see that. So that’s a 

lot that [the city] is lacking. Some support groups for that, you know. 

 Other loss experiences. While discussing his brother’s loss, Pat shared that he had 

other family members who had died from HIV and each of the family members was 

exposed to HIV through sexual relationships with either a man or woman who was HIV 

positive.  Pat believed some of the individuals who were HIV positive knew they were 

positive while others were unaware.  Pat lamented that he believed his family’s greatest 

health risks were cancer and diabetes, but it appeared to him that more of his relatives 

had died as a result of HIV/AIDS than either cancer or diabetes. 
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And then I had a cousin, he just died from HIV as well, about four months [ago]. And 

that kind of hurt me, too. I had, well, it was four of us in the family…well, three of us 

in the family that had HIV. And some of the relatives that we, we only told a certain 

part of the relatives that we had HIV, you know, or they guessed that we had HIV. 

And my other cousin that was diagnosed with HIV, he was the same way. The girl 

that gave him HIV I knew. And, well, he was going with another guy at this point, 

and he didn’t know the guy had HIV either. And so the guy, he had HIV, and he 

didn’t know, and it passed onto him, and I didn’t know the guy had HIV either, you 

know.  This is my cousin, and the only way that we knew that he had HIV is when the 

guy passed away. Like, the guy had it for, like, I don’t, I say I don’t even know how 

long he had it, and it took him so quick. [snaps his fingers] And it was like one week 

he was here and the next week he was gone. He was dead. And then we found out that 

my cousin had it, because he surprised us when he told us… because he was an 

alcoholic, and he got drunk one day, one night, and he just blurted it out, ‘I have HIV. 

I was given HIV through, uh, sex. I didn’t know that the person had HIV and he gave 

me AIDS.’ And he was real frustrated.  

And it really hurt, too, about that matter. So, it’s kind of, you know, it kind of 

hurts me in the way that my brother got it and the way that my cousin got it. And then 

I had another cousin. I don’t know if he, he got, he, if the girl gave it to him 

accidentally or she was intentional to tell him or, or what, but I don’t know. He got 

HIV as well. So, and then I had a brother-in-law. He just, he passed about, I think, a 

year ago or so, and he had HIV as well.  
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And it was like it all just hits you, you know.  And so I don’t know, you know. 

And I was thinking we had a lot of cancer or diabetes [in our family]. I thought, you 

know, that would get us, but it wasn’t that.  It was the HIV that hit us the most on my 

side of the family. 

Pat also discussed the loss of his great aunt with whom he was close.  One similarity 

between the losses was weight loss because Pat’s aunt and brother both lost a great deal 

of weight during the times they were ill.  Pat explained that there were more differences 

between the losses of his aunt and brother than similarities.  Pat’s aunt died around 

seventy years of age while his brother was close to Pat’s age when he died.  Pat described 

having a sense of resolution about his aunt because he learned so many valuable lessons 

during the time he spent with her.  However, Pat and his brother were companions.  His 

brother’s death felt premature and unexpected although Pat knew his brother was HIV 

positive. 

My aunt; she was a big old, I mean, this lady was a huge black, black lady. And 

she was, she was big and strong. And she was a heavy black, strong black lady, and 

she had gotten so small when the cancer took her…. Two different aunts [passed 

away].  I don’t remember what kind it was, but it was two different kinds of cancer. 

The one my other, that my aunt had was, I think, lung cancer. It was lung cancer. 

Yeah, it was lung cancer. Because cancer is through the material you’re eating. It’s 

eating. Well, I think, if I’m not mistaken, I think they’re like the same, but they do 

different, they spread through different ways and they got through different.  Well, it 

was different, to me. Different because, like, when, when my brother passed…  Well, 

 202



not different. It was similar. Because they both, the cancer patient and the HIV 

patient, they both, they lose weight. It takes a lot from their body. It takes a lot out of 

their body. I mean, it eats the muscles really. 

I processed it kind of slow, because it was like the HIV took my brother fast, but I 

had to process his loss slow. You know? Do you see where I’m going with this?  

Because it took him fast, but I got to process his love and his thoughts and his 

remembrance. I got to process that slow, because I want to remember this. I want to 

remember the feeling that we had when we was together and how it seemed, how it 

felt so good to be there. And then I want to process my aunts’ loss to cancer, because 

they went slow. You know, it took a lot from her, but I it was I wanted to go slow, 

too, because I wanted to remember the same things with her, you know. I want to 

remember that she raised me, because she was mostly she mainly raised me, you 

know. She taught me how to cook. She taught me how to do a lot of things, you 

know. Even though I used to, I used to take from her still, but she, she always, she 

told me, ‘I’m gonna put you out,’ you know, but she still loved me no matter what, 

you know.  

My brother, I took it to heart, but for her, I used to remember, she always used to 

tell me, I can’t remember. Because, in fact, we were just talking about my auntie last 

night, and it was something, oh, she used to say this saying all the time. We used to 

play cards all the time, and she would say, ‘The coon done shitted in shallow waters 

and he’s bound for his quarters.’ And we used to, m and my sister, we sat there, and I 

said, ‘Girl, you remember what Auntie used to say?  The coon has shitted in shallow 
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waters and he’s bound for his quarters.’  And we used to, and we just bust out 

laughing. And I just want to remember that, you know, that feeling, that thought that 

she said. And we used to sit back and laugh all the time. And she, we would sit there 

like, for her, when she, before we knew that she was diagnosed for cancer, because 

she didn’t even know that she had cancer, we would sit there for two and three days. 

We would stay there playing cards at her house. We would stay there playing cards 

all night, all day, every day, playing cards, you know, and just the things that she 

would say or do or cook, you know, we could remember that. I could taste it still, you 

know. It’s just I just took their losses different than I would someone else’s just like a 

regular heart attack or something, but I took theirs different in different ways.  Then 

hers, I have to process fast, because there’s things that she said that you just got to 

remember. You know, you just got to, because she was always [snaps his fingers] 

saying something, always slick or smooth, you know. And, you know, you just got to 

remember things like that. And just, I just took ‘em different. 

Like, because see, like, my aunt now, right about now, she would be ready. She’s 

about.  My aunt it, she was the oldest sister.  Was she the oldest? I think the oldest 

sister. She’d of been seventy-eight?   I think seventy-eight. And she would be ready 

right now, right about now at this time of day, she would be cooking. She’d be trying 

to cook and get it over with, you know? And I remember that, because it’d be so hot! 

And, you know, she grew up with not air conditioned homes and stuff. And she 

would sit on the porch, and she’d be smoking that old Pal Mal cigarette. And I still 

can remember, you know, it’s like I can still remember that old Pale Male cigarette 
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when she’d be ready to cook our meal. And like on Sunday, on Sunday, she’d cook 

[unintelligible]. It’d be chicken with gravy and rice and sweet peas, you know, and 

potato salad. And I could, you know, I still could remember that.  

And then my brother, I can remember, like, the 19th of June, we was getting 

ready. He was trying to find some fireworks or get some liquor together [chuckles] or 

we would play dominoes. You know, I miss this time of the year, because like if he’d 

of been alive, we’d of been at his apartment or my apartment or someone’s apartment. 

We would be playing dominoes and his kids would be around and, you know, we 

would just all fellowship, you know. Still, you know, just kicking it, you know. No 

matter what, we used to kick it. We’re kicking mad. Like, me and him, we could get 

mad at each other, but we’d still be there. I’d still be there, you know, kicking it with 

him, you know. We’ll still be, ‘Hey [brother], come on. Let’s go do this.’ And man, I 

just God, I miss him.  

 Current status. Pat was focused on keeping himself healthy.  He planned to continue 

receiving services at the local HIV/AIDS service organization and to stay on HIV 

medication.  Pat had several ideas about how individuals can prevent further spread of 

HIV/AIDS in African American communities.  Safe sex and drug use practices were 

paramount to preventing the spread of HIV/AIDS.  Pat gave detailed information about 

the safe practices with oral sex, vaginal sex, and where to acquire cleans works for safe 

injection drug use practices. 

Using condoms. Don’t share works. You know, just vaginal, semen, fluids, breast 

milk, you know, be protective of how you treat your, how you do yourself, your body. 
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Don’t use a drug or needle after someone that’s using, you know. You can get 

hepatitis or anything through blood transfusions, you know, because it comes through 

blood and semen mostly. So, you know, we got to be careful in how we do have sex. 

Make sure we’re using condoms. Oral sex, make sure we’re using dental dams. And, 

you know, making sure we wash our works out, you know. Just don’t, you know, just 

don’t, don’t share them. I mean, you know, you know, you got to be careful. You 

know, your body or the body fluids is a lot of a way that we got to watch ourselves 

for protecting ourselves from HIV and AIDS. 

 I mean, these young, these young, young African males, they just need to learn, 

need to be briefed on different ways that they can have you can have sex. You can 

have fun with sex, but you just got to protect yourself whilst you’re having fun, 

having sex, you know. Don’t go out there and just don’t put on no condom. That’s 

like you playing Russian Roulette, you know. Go out there and be safe. And even if 

you’re gonna use, if you’re gonna use a needle, go to [the local HIV/AIDS service 

organization], [they] pass out the water, the works, the water, the bleach, the stuff, 

cotton swabs, and stuff to use for your drugs. Don’t go out there and not use a 

condom, you know. She may have it. You never know. You may have and got it from 

somewhere else that you didn’t know that they had it. And also, we just got to protect 

ourselves more and, you know, and get more awareness of HIV and AIDS, how it’s 

spread and stuff like that.   
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Sheena 

Introduction. Sheena and I met at her apartment. We sat in Sheena’s livingroom, 

opposite each other on sofas.  There were many boxes were stacked in the room since she 

was in the process of moving.  Sheena was in lounging clothes.  I sat with my feet curled 

under me on her sofa, and realized that I had not asked permission.  I felt so comfortable 

that I forgot my manners, and plopped my feet on her sofa.  Sheena assured me this was 

fine.  Before we started Sheena had an important question for me, ‘Why are you doing 

this?’  I explained that I lost a close loved one to HIV/AIDS, and thought there are many 

other people who have not shared these losses with others, and it is important that we 

learn how to address the bereavement experiences accurately. I explained that one of my 

goals is to make the information accessible to the public.  Sheena wanted to ensure that I 

was not simply counting HIV/AIDS related losses of African Americans and reporting 

them.  I was granted permission to hear about her loss experience. 

Sheena is a 30 year old single woman who lives alone.  Sheena lived with her mother 

during her childhood, but she credited her grandmother with teaching her many 

invaluable lessons.  Sheena works in the medical field, and she earns between $20,000 

and $35,000 per year.  She was referred to me for participation by a co-worker.  They 

were surprised to learn that each had experienced an HIV/AIDS related loss of a close 

loved one.  Sheena lives alone, and since the death of her grandmother, she described her 

relationships with other family members as distant.  Some of Sheena’s relatives are 

engaged in illegal professions, and she is committed to earning a legal, albeit meager 
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income.  This creates tension between Sheena and other family members including her 

mother.  Sheena discusses the loss of her uncle. 

 Disclosure and transmission. Sheena identified the source of exposure to HIV as a 

sexual relationship her uncle had with a ‘white” woman who worked in the medical field.  

When she explained the circumstances, Sheena spoke with great contempt for the 

woman, who Sheena says knew she was HIV positive when she had a relationship with 

Sheena’s uncle.  She felt anger towards the woman.  She said, the woman was healthy 

and her uncle became ill and passed away quickly.  Sheena explained why the news was 

so shocking and painful, and she said the last interaction with her uncle was ‘strained’ 

because he was a man with a big personality, and after becoming ill, he was not the same 

person.  Sheena believed having HIV/AIDS was a fatal diagnosis, and watching her uncle 

die was too painful for her to process because she knew his life had been shortened.   

     I just thought it was scary.  I, I didn’t know that people could actually live with it.  

I didn’t know anything about medicine.  I just thought it was like the ultimate death 

sentence, and I guess that s why we didn’t really want to deal with it.  Cause we don’t 

want to face the fact that hey he could die any day now.  You know.  That’s basically 

how we looked at it, just like he’s really sick and he’s gone pass away. 

     I didn’t want him to think I thought any less of him, that I didn’t love him or 

anything like that [be]cause like really he was the role model.  I didn’t really have too 

much interaction with my dad and he taught us how to fish and how to do stuff that 

nobody else would think of teaching us to do.  We didn’t have a lot so we didn’t do 

those type of things, but every time we were around him, he always did something.  
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Even when it was like festivals, if it was free, we were going.  You know we didn’t 

have that a lot, so that’s why like my sense of adventure is so strong because there 

was somebody else who taught us hey there’s something out there that you don’t 

know about that you can do. 

 Coping and help seeking with illness and death. Sheena was mostly concerned with 

her uncle’s young children and how they coped with his loss. Because her uncle’s 

daughters were so young when he passed away, Sheena said she did not want them to feel 

ashamed or to believe their father was gay because he was not. She focused her efforts on 

ensuring that his young children had support for their grief. She did not attend to her own 

feelings of great loss.   

I didn’t really talk to anybody. His girls were young at the time. They were like 10 

and 11.  So I guess more my focus was more on okay, they don’t have to be ashamed 

because their daddy died of AIDS.  You know more and more people are 

experiencing this.  I didn’t want them to feel bad and like I mean.  You know when 

you hear you know somebody died of AIDS it’s mostly associated with somebody 

being gay or… and you know just letting them know, he wasn’t gay.  And there’s 

nothing wrong with being gay.  But he wasn’t gay.  He just you know slept with the 

wrong person.  And just trying to make sure they were okay. 

Sheena kept all of her feelings of loss and sadness inside, and she had not 

participated in therapy, counseling, or any other type of organized program for grieving 

at the time of the interview. Sheena’s uncle was her primary father figure because she did 

not have a close relationship with her biological father.  His loss affected her deeply.  She 
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cried when she recalled him teaching her to fish because no one else took interest in 

Sheena having learning experiences like fishing and other activities.  Sheena said she did 

not deal with her uncle’s death until years after he passed away.  Following his death, 

Sheena said she did talk to anyone and she said she never discussed her uncle’s death 

because she did not want to upset anyone.  Sheena did pray however to alleviate some of 

the feelings of anger she harbored toward the woman she believed was responsible for 

her uncle’s death.    

 I really didn’t [deal with his death].  Like I said I was just trying to focus on 

making sure the girls knew that, my cousins, knew that you know it was gone be 

okay.  That kinda blocked out some of the feelings I had [be]cause you know I 

wanted to make… They were sad.  He has two other girls, they live in [the northeast].  

They were grown.  So I tried to you know, call them, let them know that I was 

thinking about them or whatever, but I really didn’t deal with it because I didn’t know 

who to talk to.  You know I was pissed.   

 I didn’t write too much, but I did pray.  Just to help me with the frustration that I 

had.  And especially not to look at the lady in any bitterness and not to hold it against 

white people, white ladies, and white women.  Just, that was what I did mostly.  

[Over time], I calmed down.  I mean, I kinda just accepted it, and just tried to learn 

more and more about what is AIDS?  What is HIV?  How can you live with it?  I can 

definitely sympathize with people who have experienced a loss.  Yeah.  I just say my 

frustration level went down. 

 210



 Stigma. Sheena discussed stigma in various ways during the interview. While talking 

about her uncles’ children, she wanted to assure them that he was not gay after his 

passing because people may have associated her uncle having AIDS with him being in a 

same-sex relationship. Sheena was concerned that her uncle’s children may not get 

accurate information about how he became HIV positive. Sheena also discussed some 

common beliefs about HIV/AIDS in her community and outside her community. Sheena 

believed sexuality has been glamorized so that people are less concerned about the 

consequences of sex. She suggested that more information about real consequences 

would be more beneficial than popular and commercials ideas about sexual relationships.  

Some of the erroneous beliefs about HIV/AIDS may result from emphasis on sexuality 

without emphasis on consequences of sexual relationships.  

 Just that it’s like a stigma. Like this is nasty. This is dirty. This is shameful.  

When necessarily it dudn’t have to be. I mean, you get AIDS so many different ways.  

That you can’t really say that now. So I mean like sex is the main way you can get it 

or whatever, but I mean sex is all around us. And it boggles me because for our, our 

culture to be so sexually motivated but then, you don’t wanna talk about the 

consequences of being sexually motivated. You just wanna talk about sex, sex, sex.  

It’s in songs.  It’s on t.v.  It’s in commercials, but then they don’t tell you about 

gonorrhea.  They don’t tell you about herpes.  They don’t tell you about AIDS, and 

that dudn’t make sense to me.   

 I still think there’s a stigma [outside the community] because like I said, you can 

do this and not have to deal with the consequences. You can have sex. You can be 
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like Carey on Sex and the City.  You can do this, and you don’t have to worry about 

this.  You know.  I still feel like there’s no real outlet because one way they’re 

showing like, you can have all this sex and not have to worry about catching AIDS.  

And I think there needs to be like as much publicity about the consequences of the 

thing than there is about the thing. 

 Other family responses to loss. Sheena described the common response to her uncle’s 

death was silence and avoidance; she and her other family members avoided talking 

about her uncle’s death.  In order to avoid upsetting others, Sheena said she tried not to 

talk about her uncle when she thought about him.  While there was a common concern 

for her uncle’s young children and their reactions to his death, the adults did not talk 

about their own feelings about his death. 

 Another family dynamic that changed after her uncle’s death was that there was no 

longer a male to mediate the communication among the women in the family.  Sheena 

said, her aunts had transitional relationships with other men, but here was never a stable 

presence to fill the void left when her uncle passed away.  Arguments between her female 

relative were frequent and often escalated because Sheena’s uncle had been the voice of 

reason to quell disagreements between his sisters.   

 It was bad.  It was pretty bad.  My grandma had already passed, so it was kind of 

a mixed blessing there.  It was pretty bad.  ‘cause everybody was just like, he has 

these young kids.  And they were confused.  I cant really say that I know like 

firsthand because they grew up with him.  I didn’t grow up with him as far as him 

being in the house or being around him all the time ‘cause you know they had had 
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separate lives by then, by the time I came a long.  But, I can remember them being 

pretty down…. That’s who I’m talking about, his family, his immediate, like my 

aunts.  Yeah.  They took it pretty hard.  There’s a void [since his death].  You can tell.  

With five women, there’s a lot of… You know, there’s always fights going on.  You 

know or whatever.  It’s a real void.  You can tell.  You know, one aunt will stop 

speaking to this aunt for an amount of time.  And, I don’t think if he was around, he 

would be like cool with that.  I think because of his personality, like I said was just so 

big.  He would be like, ‘What are y’all doing?’  There’s a void.   

I guess he was kinda the mediator.  You know guys don’t see stuff the way we do, 

and I mean something so petty he would be like, ‘And y’all arguing over this why?’  

You know.  Yeah.  I think he was the mediator. 

 I talked to some of my aunts from time to time.  I try not to bring it up.  I talk to 

my mom, but my mom has never been really one to handle things well.  But for the 

most part, I try not to bring it up…. I don’t wanna make anybody relive the hurt.  

And, I kinda…I don’t wanna get down, so I try not to think about it. 

 Resources and services. At the time of her uncle’s death, Sheena was unfamiliar with 

any resources or services that may have been available for individuals dealing with 

HIV/AIDS related bereavement.  She recalled getting more information about safe sex 

practices and media campaigns, but she did not receive any relevant information about 

resources for the emotional or psychological needs of those affected by HIV/AIDS. 

 Sheena did not talk much about her uncle’s death.  She never talked to anyone at her 

church, but she did talk to her best friend bout his death.  The church Sheena attended 
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when her uncle passed away did not have a focus on HIV/AIDS, and she did not feel it 

was an appropriate place to discuss the loss of her uncle.  Sheena’s religious community 

at the time had a greater focus on financial growth and prosperity.  Sheena had since 

joined a new church, and she believed her new church provided an open forum for 

prayer, but they did not know of any ministry or group within the church for grief and 

bereavement.  She felt the church community had changed somewhat.  Sheena talked to 

her best friend about her uncle’s death, but she felt like because they were both young, 

her friend did not have advice that was any different than what she could have come up 

with on her own. 

 I didn’t know about many.  I knew what I heard about on TV, basically like the 

‘Rap it Up’ and I think that more had to do with getting tested for AIDS, and so I just 

made sure I got tested every year or every new partner or whatever.  But it wasn’t like 

somewhere I could go and emotionally be like, ‘I lost my uncle and I’m mad about 

it.’ I didn’t feel like I had any resource to do that.   

 The church that I was going to at the time it was just like to be honest with you 

was more about I felt like giving and building and driving this and driving that and 

building this and building that.  Get you a house.  And its almost like to me that you 

had to be perfect.  You deal with nothing like that.  There wasn’t like a outlet where 

you could just say okay, I’m hurting.  You know, ‘What do I do?’  I didn’t feel 

comfortable going to anybody at my church.  I do have a friend.  I have a best friend.  

We been friends since we were like four years old, so I talked to her.  But of course I 
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mean she was the same age as me.  She didn’t really understand you know.  All she 

could really do was just sit there and listen, but she did do that. 

 I haven’t heard of any real significant ones [service organizations].  I know 

there’s like Planned Parenthood.  You can go and ask about that kind of stuff, just like 

the health department.  But as far as just like one big resource that you just think of 

when you think about that.  There’s nothing that really comes to mind.   

 I know the church I go to now have like membership services, so any time I need 

to talk somebody about anything.  I could call my church and be like okay.  It doesn’t 

mean they just necessarily have something set up for this particular subject.  But I feel 

like I call them and say hey I’m dealing with such and such.  Can you please pray for 

me?  Can you just talk to me? 

 Other loss experiences. Sheena discussed one other loss experience during our 

interview.  When she was in high school, Sheena’s grandmother passed away.  Sheena 

and her grandmother were ‘best friends,’ and she described the loss as ‘devastating.’  

Sheena’s grandmother had pancreatic cancer and later had a stroke.  Sheena did not know 

her grandmother had cancer until the disease had progressed.  Sheena believed her 

grandmother did not want to have chemotherapy because she did not want to lose her 

hair.  Sheena was not aware of the gravity of her grandmother’s health condition because 

her grandmother concealed her pain and details about her health from other family 

members.   

 My grandmother.  We were really close, and she passed away.  She was only 54.  

She had cancer of the pancreas, and that goes back to people not wanting to say when 
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they’re not doing well. She was sick for a really long time, but she wouldn’t tell 

anybody. And that sometimes makes me mad because my grandmother was a fighter.  

I know she was, and if she really wanted to stick around, she could have done the 

things she needed to do. Like she didn’t want to go to chemo because she had really 

long hair; she didn’t want to lose her hair. But I didn’t know at the time, she was 

dealing with cancer, and I was just like you know rubbing her shoulders or whatever.  

Like ‘Grandma, its okay.  It’s just hair.  It’s gonna grow back.’ but I didn’t know.  

That was really frustrating to watch.   

 She had a stroke, and I didn’t know she had cancer at the time. I think she knew, 

but she didn’t tell anybody ‘cause she didn’t want to go to chemo. I was really, really 

scared when she had the stroke, but she came home and she was fine. She was you 

know my regular grandma for the most part.  She still went to work or whatever, and 

then maybe about two months later, they was like she’s not well.  She’s going to the 

hospital.  And so part of me was like, she’ll be okay. You know, she had that stroke 

and she came out. She was grandma. They called me ‘cause I never did go to the 

hospital.  I hate hospitals.  I never did go to the hospital, and like the day I went, I 

guess she was waiting on me. Then she passed away like a few hours later. So, that 

really devastated me. My grandma was like my best friend. We were close. For her to 

pass away was just like, left me with a real abandonment issue.  Because I think she 

passed away my first year of high school, and I had a friend that went to the military.  

I never saw him again. He was like my best friend. So all of this stuff happened in 
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one year, so I just [thought], ‘People leave. People leave.’ That really, really 

devastated me.   

Regarding similarities between the illnesses and deaths of her uncle and 

grandmother, Sheena believed that they were similar because neither acknowledged their 

pain, and both allowed people to believe they were feeling better than they actually felt.  

Sheena suggested that people who are sick should be able to admit they are sick to the 

people around them. Sheena added she may have modeled the grief behavior of the adults 

around her who did not express pain or sadness 

 They both [uncle and grandmother] were like ‘I’m okay,’ when they really 

wudn’t. You know. So, I mean as far as like the diseases and whatever. I don’t know 

the difference really. I just know that they didn’t want anybody to know they were 

hurting, and that bothers me because it’s okay. Regardless of whatever it is. You still 

can be like I’m sick. I’m not well.   

 In a way I probably kinda did what they [adults] did because I didn’t know who to 

talk to.  You know, so. I think if the resource would have been there, I would have 

been like, ‘I’m not well.’ I just think that I really miss them. Yeah, I just really miss 

‘em. 

 Current status. Sheena’s uncle was a father figure for her. His death stunned her, and 

she was left with a void that was not filled after his passing. Sheena never had a 

relationship with her biological father, and her uncle served as a positive role model in 

her life. Sheena felt people should reach out to each other when they have suffered 

HIV/AIDS related losses, and she mentioned counseling should be an option for people 
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who need to deal with their grief. She strongly believed people should not harbor 

negative emotions and feelings about their experience or feel any shame associated with 

HIV/AIDS related stigma. 

I just say to anybody, look for people out there that have shared that experience.  

Don’t hold it inside. Even if you have to go to counseling, it’s okay. Just talk about it 

‘cause those are people that you love, and you don’t have to be ashamed to talk about 

why they died. You know. How it’s affecting you.  Just talk about it. Do what you 

gotta do to help you. 
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Discussion 
 
 The current study was an exploratory investigation about understanding HIV/AIDS 

related bereavement among African American adults.  HIV/AIDS related bereavement 

among African Americans has been given limited attention in social science research. 

The purpose of the current study was to examine the individual bereavement experiences 

of African American adults in an effort to understand the breadth of coping and 

HIV/AIDS related bereavement among African Americans One of the focal purposes was 

to understand which bereavement processes are normative and which are non-normative. 

Bereavement experiences varied greatly for participants. Relationships between 

participants and deceased loved ones encompassed a variety of patterns. Avoidant and 

internalized coping strategies were evident across cases, with male and female 

participants alike utilizing a strategy for coping that limited or completely excluded help-

seeking behaviors. Consistent with previous data, stigmatization complicated 

bereavement and crippled education, prevention, and treatment efforts. Conspiracy 

theories regarding the origin of HIV, prevention, and testing echoed findings from 

previous research. Findings from the current study are useful for identifying underserved 

bereaved populations and identifying ways to control the impact of stigma on those 

affected by HIV/AIDS. Several themes emerged as salient across the 12 cases; Mode of 

transmission, Relation to deceased, Time since loss, Coping and help seeking, Stigma, 

Other loss experiences, and HIV/AIDS prevention. 
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Mode of Transmission 
 
 As expected, participants reported mode of transmission to be high risk drug or sexual 

behaviors. Five participants specified sexual contact as the mode of transmission, four 

reported injection drug use as the mode of transmission, four participants reported 

unknown modes of transmission, and one participant reported sexual contact or injection 

drug use as the mode of transmission.  Risk factors were frequently comorbid.  High risk 

drug use and sexual behaviors were identified in multiple cases. Incarceration was 

identified with a secondary risk factor by more than one participant.  Penal health 

regulations vary for local, state, and federal governments.  HIV testing in prisons is not 

compulsory in all states.  High incarceration rates among African American males, have 

been cited as a risk factor which contributes to the high rates of HIV infection among 

African Americans (R. E. Fullilove, 2006).  Incarceration was reported for multiple 

participants and loved ones; four participants and five of their loved ones had been 

incarcerated.  Injection and non-injection drug use was reported for participants and 

loved ones, with 5 participants and 6 loved ones being identified as past drug users. In 

some families, risk factors were common among family members. As identified in 

previous research, common risk factors can be linked with multiple instances of HIV 

infection within families (Pivnick et al., 1994). Attention to risk factors within families 

can serve as a point of intervention for HIV prevention programs. 

Relation to the Deceased 

 Participant relation to the deceased varied greatly.  The deceased loved ones included 

three brothers, two friends, one uncle, one aunt, one cousin, one father, one mother, one 
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son, and one wife.  Some participants became close to deceased loved one during the 

time they were ill, while others were estranged from close loved one at the time of death.    

All participants described their relationships with the deceased as close. A recent study 

documented differences in African American bereavement as compared with Caucasian 

bereavement experiences; African Americans were identified as experiencing greater 

grief for extended kin beyond immediate family members (Laurie & Neimeyer, 2008).  

There was variability in the extent to which circumstances between loved ones at the time 

of loss influenced bereavement. Karen became close to her uncle after moving into the 

same residence; she became his primary caregiver until he was relocated to a nursing 

home.  Cele learned her of her mother’s HIV status and death while incarcerated; the two 

had been estranged for several years.  In two cases, loved ones were close friends, who 

were considered family.  Jay believed his deceased friend was the last close loved one he 

had, and felt isolated after his friend’s passing. 

Time Since Loss 

 Early studies of the stages of bereavement were based on the research of Bowlby and 

Kubler-Ross, five stages of bereavement were estimated to last for a terminal period 

(Bowlby, 1969, 1973, 1980; Hardt, 1978; Kubler-Ross, 1969; Kubler-Ross & Kessler, 

2005).  This early grief and bereavement research predated the HIV/AIDS epidemic and 

does not account for the effects of stigmatization or the marginalized experiences of the 

HIV/AIDS affected. Stage theories have been heavily criticized for inflexibility and the 

lack of accountability for individual differences surrounding the loss experience.   Time 

since loss varied greatly (1 month to 20 years), five participants experienced losses fewer 
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than 12 months prior to study participation.  The majority of participants (n=7) 

experienced losses between 4 and 20 years.  In studies of meaning-making and 

bereavement, researchers have  found no relationship between time since loss and grief 

complication (Davis & Nolen-Hoeksema, 2001; Holland, Currier, & Neimeyer, 2006). 

Bereavement may last longer for African Americans who experienced stigmatized loss to 

HIV/AIDS.   

 It is possible that time since loss impacts the utility of coping resources such as 

individual or group counseling.  In a recent study, researchers found that grief counseling 

varied in efficacy depending on a number of factors (Jordan & Neimeyer, 2003).  Effect 

size for grief counseling interventions was linked to a number of factors, which are in 

some cases confounded.  Researchers identified several factors related to grief counseling 

efficacy; Individuals who self-identify as needing grief counseling report greater efficacy 

using individual compared to group therapy, trained professional facilitators compared to 

untrained facilitators, greater number of sessions compared with fewer sessions, and loss 

expectation rather than sudden and unexpected loss.  In addition, higher or clinical levels 

of distress, counseling closer to the time of loss, and greater time since loss were 

identified as increasing efficacy of grief counseling (Jordan & Neimeyer, 2003).  Given 

previous findings, recommendations for grief counseling should be carefully determined 

based on a number of influential factors related to grief counseling efficacy; there is 

limited support for the standardized recommendation that counseling be used as a 

treatment for grief.  It can be difficult to determine what amount of time after a loss 

qualifies as recent and consequently who may benefit from grief counseling.   
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The role of anticipatory grief in bereavement contributed to some differences in 

participant experiences. It has been suggested that anticipatory mourning may also affect 

the degree of success or failure of grief counseling; there may be differences in the 

responses of bereaved individuals to counseling depending on whether or not the morning 

process began before or after a loss. Expectedness of loss has been linked with 

psychological and emotional well-being of mourners (Goldsmith, Morrison, 

Vanderwerker, & Prigerson, 2008) and with use and efficacy of mental health services 

(Jordan & Neimeyer, 2003).  Prolonged Grief Disorder (PGD), previously termed 

complicated grief, has been documented as occurring at a higher rate among African 

Americans (Goldsmith et al., 2008).  It is possible that HIV/AIDS related bereavement 

could extend over longer periods of time, specifically when internalized or avoidant 

coping strategies are employed.  To date researchers have not purposefully examined the 

occurrence of prolonged grief among HIV/AIDS bereaved African Americans; this topic 

warrants further study. 

Coping and Help-seeking 
  
 Grief counseling. Several barriers to psychological health services were identified by 

participants; cost, availability, and relevance; these barriers were previously identified by 

researchers (Diala et al., 2000).  Low cost or free psychological health services are 

limited. Group mental health services are more accessible to the bereaved, but may be 

impersonal and therefore less appropriate for individuals grieving a stigmatized loss. For 

individuals burdened by a multitude of stressors, locating and funding the cost of 
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counseling services may be an unreasonable task.  In the present study, the majority of 

participants did not consider counseling as an option for coping with grief.   

 It has been documented that African American are less likely use psychological 

health services, generally use fewer health related services than do Caucasians, and are 

more likely to delay help-seeking for mental health and medical conditions over long 

periods of time (Boyd-Franklin & Lockwood, 1999; Diala et al., 2000; Hines & Boyd-

Franklin, 1996; Neighbors, 1985, 1988). Diala and colleagues’ (2000) study of attitudes 

toward mental health services provided two divergent sets of beliefs about mental health 

services among African Americans. The researchers found that African Americans in the 

general population and those who had been diagnosed with depressive disorders had 

more positive attitudes toward use of mental health services. In both populations, African 

Americans were less likely to use mental health services than were whites. Further, 

African Americans who had used mental health services reported more negative attitudes 

regarding use of mental health services (Diala et al., 2000). The authors suggested 

additional research was needed to explore reasons for shifts from positive to negative 

attitudes toward mental health services.  The present study yielded data regarding the 

experiences of individuals who utilized mental health services.  Participants reported 

mixed beliefs regarding advocacy of psychological health services for AIDS-bereaved 

individuals. The majority of participants (n= 10) identified counseling or group therapy 

as effective methods for coping with the grief and stress, and they believed other AIDS-

bereaved individuals could benefit from discussing psychological and emotional strain 

with mental health professionals. Six participants utilized or scheduled services with 
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mental health professionals at the time data were collected. Two participants, Jay and 

Mack, who used group counseling services at the time of participation, believed 

counseling was unhelpful and neither used the services to discuss or cope with 

bereavement.  It is possible that group therapy was unspecific to their grief and loss 

experiences.  Also, the participants believed that the structure of group therapy sessions 

discouraged them from sharing personal information about the impact of loss on their 

psychological health. Another participant, Karen, saw a psychiatrist routinely for 

treatment of a diagnosed mental health condition, but she did not discuss her loss 

experiences with a mental health professional. While mental health services were 

generally believed to be helpful to the bereaved, few participants had routine access to 

effective mental health services for their bereavement concerns. 

 It is also possible that few participants believed their bereavement experiences 

warranted professional intervention.  Self-identification, whereby individuals identify 

themselves as being affected by severe grief, has been documented as a critical factor in 

the efficacy of grief counseling (Jordan & Neimeyer, 2003).  Accordingly, participants 

understood the potential benefits of mental health services for individuals who were 

acutely affected by grief regardless of their own use of individual or group counseling. 

 Intervention. Evaluations of AIDS bereavement intervention programs for HIV 

negative participants and the general population are limited in the literature.  There is 

some evidence regarding treatments targeted toward the specific needs of AIDS-bereaved 

African Americans (Moore, 1999; Moore & Skeete, 2000).  Moore and colleagues 

investigated the efficacy of church-based support groups for AIDS bereaved-African 
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Americans. When church leaders were trained to lead bereavement groups using didactic 

and experiential knowledge, researchers found information was culturally appropriate and 

applicable to the unique experiences of the HIV/AIDS bereaved (Moore, 1999).   

 A number of participants identified the availability of many bereavement services and 

resources that are available to individuals who are HIV positive.  AIDS-bereaved 

individuals face unique mental health challenges, which researchers have begun to study.   

Sikkema and colleagues (2003) reported HIV-positive men and women who participated 

in a group AIDS bereavement intervention showed decreased cumulative psychiatric 

distress, and female participants showed reduced AIDS related grief and depression. 

Limitations to previous research have been cited. Interventions may be most effective for 

participants experiencing traumatic levels of grief (Sikkema et al., 2006; Sikkema et al., 

2003).  Gender, ethnicity, and other participant characteristics must be considered in 

determining effectiveness of AIDS bereavement interventions.  Typically, these 

interventions are designed for HIV-positive participants.  Such interventions are not 

widely available to other populations, including HIV-negative individuals.  Additionally 

it remains unclear how much demand exists for formalized AIDS-related bereavement 

interventions. In the current study, participants reported greater accessibility for mental 

health treatment (e.g., group and individuals therapy) that are targeted toward individuals 

who are HIV-positive. Bereavement intervention for HIV-negative individuals who have 

experienced AIDS-related loss was less common.  Additional research is needed to 

explore the efficacy of extant AIDS-related bereavement intervention. 

 226



 Medication. One participant, Diane, mentioned using antidepressant medication to 

assist with the intense level of grief she experienced; her loss occurred four months 

before she participated in the study. Diane concurrently attended group therapy.  

Researchers have postulated the closer grief interventions occur to the time of loss, the 

greater the impact on the individual’s bereavement (Jordan & Neimeyer, 2003).  

Combined coping methods such as medication and counseling have not been studied 

among African Americans experiencing acute grief. 

 Internalized bereavement.  Keeping grief private has long been a strategy for African 

Americans coping with loss (Neighbors, 1985, 1988; Poindexter et al., 1999; Rosenblatt 

& Wallace, 2005; Sikkema et al., 2003).  Several participants identified active avoidance 

of grief as a coping strategy.  Mack, Sheena, and Jay cited avoidance as a strategy for 

avoiding being overwhelmed by grief.  Sheena avoided thinking about her uncle because 

she felt overwhelmed by anger toward the woman she held responsible for his passing.  

Mack isolated himself inside his apartment and started using drugs heavily after his 

wife’s death.  He lost a dramatic amount of weight before his friend and daughter 

intervened.  Even after his experiences, Mack believed isolating oneself from others in 

order to process grief was the most effective coping strategy. Jay lived alone and 

preferred to go home after a busy work day, turn his phone off, and sleep after losing his 

close friend.  Other participants kept their feelings of loss to themselves because they 

either believed no one around capable of providing support or they felt the loss was a 

private matter and should not be discussed. For some participants, the silence regarding 

their losses had lasted for over 10 years, and people they knew well were unaware of the 
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details of their bereavement experiences. The obscure nature of internalized grief 

complicates identification of prolonged grief, which has been identified as persisting at 

an acute level beyond six months after the time of death (Goldsmith et al., 2008). It may 

be difficult to target those who have enduring distress when grief is internalized over long 

periods of time.  

 Religion. Religion has long been a source of strength for African Americans.  

Researchers have documented the spiritual and religious practices of bereaved African 

Americans (Laurie & Neimeyer, 2008; Moore, 1999; Moore & Phillips, 1994; Moore & 

Skeete, 2000; Phillips, 2005; Poindexter et al., 1999; Rogers et al., 2005; Rosenblatt & 

Wallace, 2005).  Prayer and personal relationships with God were identified by 

participants as being principal tools for coping with their losses.  Prayer, or talking to 

God, provided many participants with solace and strength to overcome their sadness and 

grief.  Organized religious practices were infrequently mentioned by participants 

regarding their bereavement; participants practiced routine prayer or direct 

communication with God.  Bible reading was reported as a coping strategy.  Several 

participants including Mercy, Mack, Diane, Nita, and Sheena, credited prayer as their 

primary source of relief for their emotional and psychological strain that resulted from 

their loss experiences.  

However, there is a paradoxical role of the African American church in the grief and 

bereavement experiences of African Americans and HIV/AIDS bereaved African 

Americans has been exclusively examined by researchers. Direct communication with 

church families was not identified by participants as a source of strength or support 
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during their periods of bereavement.  Janet described how some church leaders were 

opposed to the public disclosure of HIV infection by a choir director. Janet stopped going 

to church for a number of weeks after her mother’s death despite being close to her 

church family.  Janet was deeply saddened by her brother’s illness and death; she 

preferred to discuss her brother’s illness with her sister because other people may have 

considered her brother’s illness the result of his gay “lifestyle.”  Diane said she had never 

heard anyone at her church discuss HIV/AIDS. Sheena believed there was no direct 

support for grief at her former church; however, she did feel she could share emotional 

and psychological burdens and request support from her new church.  Personal 

spirituality and prayer were typical religious coping strategies, but communication with 

church members about AIDS related loss was uncommon. The role of religion and coping 

are further discussed in the section on stigma.  

 Talking to other loved ones.  Some participants considered talking to other loved 

ones a beneficial coping strategy, while others believed it was less effective to share their 

thoughts and feelings with others.  Mercy, Pat, and Nita found talking to other loved ones 

was helpful.  Mercy and the members of her women’s health group relied upon each 

other for emotional and psychological strength after the sudden loss of the group member 

they admired.  Jay specifically mentioned talking to other loved ones made him feel more 

distressed rather than comforted because they cried or lamented the loss.  Nita was able to 

receive comfort from her mother and in-laws, but she believed gossip was damaging to 

communication with other relatives.  Relationships with loved ones posed paradoxical 

circumstances for the bereaved; while some loved ones were sought out for support 
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during times of emotional and psychological strain, others were avoided because 

communication created additional distress. Loved ones who were affected by a number of 

stressors in their own lives were unavailable as supports to the participants. Many 

participants reported their close loved ones were impacted by a number of factors that 

limited their abilities to provide support; drug and alcohol addiction, high stress, and 

poverty were prevalent.  Participants who were able to receive support from their loved 

ones identified loved ones who were effectively coping with their own life stress. Sex of 

participants may have impacted results of perceived support from loved ones. It is 

possible that males were generally less likely to identify loved ones as a source of grief 

support. A larger sample with more male participants is needed to confirm this trend. 

 Staying busy. Several participants mentioned staying busy with work kept them 

occupied.  Rosenblatt and Wallace (2005) explored the topic of keeping busy as a coping 

strategy.  Jay believed staying busy with work kept him from getting overwhelmed by 

sadness after the loss of his friend, which occurred one short month before he participated 

in the study. Nita and Janet used work routines as a method of staying occupied while 

their loved ones were ill and following their deaths.  Rita also asserted that she returned 

to work and church services after her son’s death.  Staying busy enabled participants to 

carry on with their lives. 

 Maintenance of relationship with deceased. Researchers have identified maintenance 

of a relationship with the deceased loved one as a source of strength for African 

Americans following the loss of a close loved one (Jordan & Neimeyer, 2003; Laurie & 

Neimeyer, 2008; Rosenblatt & Wallace, 2005). The present study provided examples of 
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the practice of maintaining a bond after death.  Some of the practices honored loved ones 

who were HIV positive, while others honored loved ones who were HIV negative. 

Participants maintained ties with their deceased loved ones in a variety of ways. Jay kept 

his friend’s phone number saved in his mobile phone and hoped to hear his friend’s voice 

on the phone when his number appeared. He was saddened when another family 

member’s voice replied. Jay and Derek kept their loved one’s funeral programs in their 

living spaces and presented them to me when we started the interviews. Diane talked to 

her deceased children’s pictures; she believed they were reunited after her eldest son’s 

death. Mack often talked to his deceased wife, and the conversations inspired him to keep 

living and to embrace the opportunities provided him.  Nita wore a t-shirt which 

commemorated the life of her deceased son. Pat and his sister reflected on the lives of 

their loved ones by regularly sharing stories about the joys of growing up with their 

brother and about their aunt’s unmatched wit and passion for cooking.  Janet kept the 

high chair her brother purchased as a gift for her now teenaged daughter. Mercy became 

active in HIV/AIDS outreach and community work because her deceased friend, and role 

model, had maintained active civic duties.  Karen shared examples of how she celebrated 

the lives of her loved ones by enjoying activities beloved by her aunt and uncle. Karen 

drank a bottle of malt liquor after her aunt’s death because her aunt enjoyed drinking the 

beverage. She also went on an “eating spree” on her uncle’s behalf because he loved food 

but had been unable to eat during his illness. Karen allowed her children to share in this 

passion for eating on their birthdays when she allowed them to eat their own cakes with 

their hands before hosing them off with a water hose.  While unconventional to some, 
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these practices encouraged participants to remain connected to their deceased loved ones, 

and the dynamic nature of relationships after death aided participants in grieving their 

losses.  Stigmatized loss can impede the process of creating and sustaining a positive 

memory of the deceased loved one. 

Stigma 

 Stigmatization influences the loss experiences of HIV/AIDS bereaved African 

Americans.  Two types of AIDS-related stigmas have been identified by researchers; 

instrumental, which identifies one’s perceived health risk regarding HIV infection and 

symbolic, which relates to social beliefs about segments of the population affected by 

HIV/AIDS, sexual minorities and injection drug users (Capitanio & Herek, 1999; Herek 

& Capitanio, 1999; Herek, Capitanio, & Widaman, 2002; Herek et al., 2005).  An 

example of instrumental stigma comes from Karen’s interview. Karen described keeping 

herself safe while smoking crack with her aunt, who was HIV-positive, by ensuring she 

smoked first and passed the pipe to her aunt. At the time, Karen believed the practice 

reduced her risk for HIV infection. An example of symbolic stigma comes from Cele’s 

interview. Cele said she could not understand how her mother became HIV-positive since 

her mother was neither a “working girl” nor a drug-user, and because her mother did not 

belong in one of those categories, it was hard for Cele to conceptualize her mother’s 

actual risk factors.  For instance,  Cele’s mother was at one time involved in a 

relationship with a man whom Cele said “did a lot of drugs,” but despite the risk, Cele 

did not believe her mother could have become HIV-positive as a result of a sexual 

relationship with a person who was drug addicted.  
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Poindexter (1999) examined AIDS-related stigmatization of older African American 

caregivers and found that many participants kept their psychological and emotional 

distress to themselves or relied upon their relationships with God for support. The 

African American church provides a fundamental role in guiding and instructing the lives 

of members (Frazier, Mintz, & Mobley, 2005). Conversely, issues deemed inappropriate 

for religious congregations, such as HIV/AIDS, tend to be excluded from 

communication.  Janet discussed that a choir director at her church wanted to share his 

experiences with becoming HIV positive with the church youth.  Church leaders 

discouraged the director from disclosing the information; he opted to share a less 

informative version of his experiences with the youth during his public disclosure.  Open 

expression about HIV/AIDS in many church communities is met with disdain.  

Participants in this study chose to limit their HIV/AIDS related distress to a few close 

loved one, to themselves, or to their private relationships with God.  Open religious 

forums for sharing troubles were not mentioned by participants as a source of support 

during their bereavement.  Diane expressed that she had never heard anyone in her 

religious community mention HIV/AIDS.   

Both HIV-positive and HIV-negative participants believed discussing HIV/AIDS 

with others posed limitations. Some participants had legal or moral obligations to 

maintain the confidentiality of the person who was HIV positive, which left them unable 

to disclose and cope with the person’s illness. Nita and Pat maintained the confidentiality 

of their loved ones’ HIV status despite the impact on their own well-being.  Nita’s 

professional ethical code prohibited her from sharing information about her cousin’s HIV 
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status, and her family repeatedly pressured her to disclose information. Among 

participants, symbolic stigma impacted their coping and bereavement. In the general 

population of African Americans, participants reported that both instrumental and 

symbolic stigma lead to the marginalization of HIV-positive individuals and HIV/AIDS 

affected loved ones.  Instrumental stigma was especially believed to discredit HIV 

prevention strategies.  Despite public health messages that proclaimed all populations 

were susceptible to HIV infection without safe sex and safe drug use measures, some 

participants felt African Americans believed they were not at risk if they were not gay or 

did not have multiple sexual partners.   

 Role of conspiracy theories. Conspiracy theories and theories of origin were candidly 

discussed by several participants. Researchers have documented the relationships 

between historical abuses of African Americans in the name of science, theories 

regarding the origin of HIV/AIDS, and African American distrust of medical institutions 

(Freimuth et al., 2001; Guinan, 1993; Quimby, 1993; Quinn, 1997; Reese, Ahern, Nair, 

O'Farie, & Warren, 1999; Washington, 2006). The present study yields information 

regarding the impact of conspiracy theories on stigmas and other erroneous information 

regarding transmission of HIV. Participants believed many African Americans ignored 

messages about HIV/AIDS because they believed it was unavoidable or that HIV/AIDS 

was related to a plot to eradicate the black population. Carmen, Janet, and Pat cited a 

commonly circulated theory about a species of monkey in Africa as the source of the HIV 

virus; participants themselves seemed uncertain about the validity of the theory. 
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 Multiple burden. It is plausible that participants’ uncertainty about the origins of 

HIV/AIDS and the general public’s avoidant perspective regarding HIV prevention were 

related to a threshold of constant stressors. The multiple burden theory posited by 

researchers held true for participants in the current study (Gilbert, 2003b; Quinn, 1993, 

1997; Valdiserri, 2002; Wood & Tobias, 2004). It is possible that for participants, 

HIV/AIDS was an additional stressor that they simply did not have the resources to 

handle.  In addition to stigma regarding HIV/AIDS, participants identified a number of 

factors as stressors before and after loss; income, substance abuse, mental health, HIV 

status, and tenuous family support were sources of strain for a number of participants.  

Jay’s case was reflective of the multiple burden theory.  Jay reported the difficulties he 

faced in earning a living, taking care of his health, combating racism, staying off drugs, 

and with having experienced loss of every person he relied upon for support.  He felt 

abandoned and overburdened; he stopped taking his own HIV/AIDS medications and the 

effects on his health were noticeable.  He preferred not to discuss his loss because the 

results were more overwhelming than internalization of his grief. 

Conclusions 

 Guided by key research questions, the purpose of this study was to explore the 

bereavement experiences of AIDS bereaved African American adults.  Data yielded 

answers to some question and left others to be explored further in future research.  As 

expected, internalized and avoidant coping strategies were employed.  Stigma within 

families and within communities impacted bereavement and lives of those living with and 

affected by HIV/AIDS. Limited available resources were used by bereaved individuals.  
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Greater need for culturally sensitive treatments and support for informal bereavement 

resources was suggested. Increased financial and instrumental resources for informal and 

family level support would be efficacious for many individuals who do not use formal 

bereavement resources.  Availability and affordability of culturally sensitive practitioners 

for individual therapy with bereaved individuals experiencing acute grief emerged as a 

potentially useful resource. Addressing the real-life loss experiences of individuals who 

are AIDS bereaved and understanding the risk factors involved in their loved ones’ HIV 

infection are two effective pathways for educating bereaved individuals about 

HIV/AIDS. By imparting accurate information and applying this information to the lives 

AIDS bereaved individuals, professionals have the ability to address issues of stigma, 

conspiracy theories, and multiple burdens (including high risk behaviors).   

 Additional goals of the study involved understanding which bereavement resources 

are available to AIDS bereaved African Americans and how those resources are utilized.  

Few formal resources were available to participants who were not themselves HIV-

positive.  Of the formal resources, counseling was referenced most frequently as a viable 

option for coping with grief.  Half of participants (n=6) sought professional assistance for 

grief, and their losses tended to have occurred fewer than six months prior to 

participation.  Mack and Jay, who are both male and both HIV positive, found group 

therapy an ineffective forum for addressing bereavement specific concerns. Individual 

therapy could be more effective if facilitated by a compatible, culturally-sensitive, 

professional over time.  Participants whose losses occurred more than 10 years prior to 

study participation did not seek professional bereavement services.  One participant, 
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Cele, whose loss occurred longer than 10 years prior to study participation, sought mental 

health services for treatment of grief.  Cele continued to express the feeling of self-blame 

regarding the loss of her mother, which she attributed to her own substance addiction and 

incarceration.  The interruption in attachment to her mother may have impaired Cele’s 

ability to forgive herself for being absent and to reconcile the loss of her mother twelve 

years after her loss.  Bowlby (1980) believed detachment was an essential part of the 

evolution of a relationship following the loss of a close loved one. Based on Bowlby’s 

theory, Cele’s loss experience was interrupted by her fixation on self-blame.  Diane also 

expressed self-blame regarding her son’s decision to keep his illness confidential.  She 

wished she had been able to care for him while he was ill.  In contrast to Cele’s feelings 

of self-blame, Diane’s loss occurred only four months before she participated in the 

study. Time since loss varied greatly; temporality of loss implied neither resolution nor 

complication.  Relational contexts between the decedents and surviving loved ones 

impacted bereavement, and strained relations inhibited coping and survivor well-being.  

In their study of parental loss of children, Feigelman and colleagues (2008) found 

negative relations between loved ones prior to loss to be related to complicated grieving 

processes. In the study, acute grief of parents whose children committed suicide lasted for 

an average of 3-5 years after loss. The stigmatization of AIDS- related loss may 

potentially prolong the period of acute grief, even beyond five years.   

 HIV/AIDS-related bereavement among African Americans is a labyrinthine process.  

The experiences of the present sample of 12 participants yield further questions for future 

study. Answers to some questions remain abstruse: What amount of time is considered 
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normative for stigmatized or complicated bereavement?  Further, how long does 

prolonged grief last?  How does HIV/AIDS-related loss impact individuals across 

developmental stages? Do existing bereavement theories provide context to the loss 

experiences of HIV/AIDS bereaved African Americans? 

 Traditional theories of bereavement, including the classic work of Kubler-Ross 

(1969; Kubler-Ross & Kessler, 2005), do not account for the dynamic impact of 

stigmatization and multiple burdens on the loss experiences of HIV/AIDS bereaved 

African Americans. While some aspects of the loss experience such as denial, anger, and 

depression are salient for bereaved populations regardless of the conditions surrounding 

death, HIV/AIDS-related bereavement among African Americans who face a number of 

stigmatizing burdens over the lifespan is a unique experience. New theories and working 

models of bereavement should incorporate the multifaceted loss of experience of heavily 

burdened and marginalized populations.  It is possible that other populations of color and 

immigrant populations face the same stigmatizing barriers to HIV/AIDS service 

provision. Effective coping with HIV/AIDS-related bereavement may involve a process 

which is more transformative than the final stage of acceptance posited by Kubler-Ross.  

In her study of HIV positive African American women, Williamson (2003) identified the 

process by which women “transformed” their lives over a period of after learning they 

were HIV positive.  The transformation process involved dramatic shifts in patterns over 

time; the participants made powerful, which included changing cognition and behaviors, 

seeking treatment for drug addiction, and leaving abusive relationships (Williamson, 

2003). HIV/AIDS bereaved African Americans burdened by addiction, multiple loss, 
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poverty, and racism must undergo life altering changes to combat their prolonged or 

delayed grief because of the number of burdens they face. The coping resources 

traditionally afforded African Americans, church and extended community, may be 

unavailable to HIV/AIDS bereaved individuals.  An entirely new process of 

transformative coping may be involved in this type of stigmatized bereavement.  Looking 

toward more comprehensive and applicable theories of bereavement in the future, 

researchers and practitioners alike must identify the holistic processes involved in coping 

under the stress of multiple burdens without the traditional support systems.  This study 

provided a starting place for uncovering how HIV/AIDS-related loss is fundamentally 

different from other types of loss with regard to the unique conditions of stigmatization 

and the absence of traditional support systems for the bereaved. 

 Several limitations were identified, which should be addressed in future research. 

Selective sampling was employed to recruit participants. While useful for identifying 

participants who met study requirements, selective sampling encourages self-identified 

HIV/AIDS bereaved individuals to participate in research. In planning future studies, 

researchers should employ recruitment strategies which encourage participation among 

individuals whose HIV/AIDS-related bereavement experiences would not otherwise be 

included in research.  Participants were primarily female, had high school educations, and 

reported household incomes that fell below national poverty standards. Generally, male 

bereavement experiences are limited in the literature.  

 In future studies, a larger and diverse sample of male participants can be recruited to 

expound upon male bereavement experiences. Validity can be improved by increasing the 
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numbers of participants within groups (e.g. HIV negative, direct care providers, siblings, 

spouses, parents). Researchers should also explore the impact of HIV/AIDS-related loss 

on children, adolescents, and adults. Stigmatized loss and bereavement may affect 

individuals in unique ways during different maturational stages. An additional step which 

can elucidate the experiences of African American family systems that have experienced 

HIV/AIDS related bereavement is design of studies which include participants from the 

same family systems.  Trained clinical staff should be included in the research team to 

provide follow-up services for concerns which may arise from inclusion of multiple 

informants from the same families. Longitudinal research designs will allow for tracking 

of change in bereavement over time, and more accurate assessment of the duration of 

bereavement among HIV/AIDS bereaved African Americans.  Secondary interviews or 

surveys can be used to collect follow-up data after the initial data collection.   

Policy Recommendations 

 African Americans are disproportionately impacted by HIV/AIDS.  Findings from the 

present study indicate strategies for targeting HIV/AIDS policies to the needs of African 

American communities. Incarcerated populations are of special importance in HIV/AIDS 

policy planning (R. E. Fullilove, 2006). For imprisoned populations, HIV prevention and 

treatment and post bereavement services are essential. Incarcerated individuals are at risk 

for HIV infection, and many are repeat offenders who enter and exit the system multiple 

times throughout their lives (e.g., Mack).  More unilateral strategies should be adopted to 

prevent HIV infection in prisons. Incarcerated individuals who are HIV-positive should 

receive treatment for physical, psychological, and emotional needs.  
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 Consensual and non-consensual sex occurs in prisons. There is evidence that male-to-

male sexual intercourse without condoms is a high risk mode of transmission for 

HIV(CDC, 2007a, 2007b, 2008). Denial of sexual practices among the incarcerated 

endangers public health. Prison administrators must adopt policies that protect the sexual 

health of incarcerated African American males. Fullilove (2006) documented the 

necessity for policies that protect the health of incarcerated African American males and 

their sexual partners.  

 Mandatory HIV testing should be conducted upon entry into the penal system, and 

routine retesting should become standard practice in penal systems across the country. An 

additional preventative measure which can help control sexual transmission of HIV 

within the prison system is unrestricted access to condoms. These two recommendations 

address the need for regulation of sexual transmission of HIV within prisons. The 

practice of releasing incarcerated African American males from prison into the general 

population without routine testing for HIV threatens public health, and increases the risk 

of transmission of HIV to heterosexual women and men who have sex with men. Denial 

about sexual relationships between incarcerated males jeopardizes HIV prevention 

policies affecting African American men and women who are not incarcerated. HIV 

prevention policies for incarcerated populations impact the health of non-incarcerated 

populations. Sexual practices within prisons, forced or consensual, are not recognized by 

administrators and policymakers responsible for HIV prevention among incarcerated 

populations. Stigma regarding men who have sex with men (MSM) and HIV/AIDS-

related stigma are detrimental to public HIV/AIDS prevention. Denial about consensual 
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and non-consensual sex between inmates endangers incarcerated individuals and their 

sexual partners. This denial and negligence is detrimental to public health within the 

penal system and in the general population. Administrators of penal systems in the United 

States have an obligation to protect the health of incarcerated African American males by 

mandating routine HIV testing and ensuring condom accessibility.   

Additionally, high levels of stress during incarceration, including feelings of blame 

and helplessness, can complicate bereavement (Cele). More sensitive methods of 

informing individuals about loss while incarcerated should be adopted, and follow-up 

services should be made available. The multiple burdens of drug addiction and 

incarceration complicate the bereavement experiences of people who may already face a 

number of social and economic burdens.  Treatment for drug addiction is imperative for 

minimizing risk factors of those who are HIV-negative but considered high risk for 

becoming HIV-positive. Drug addiction interferes with meeting basic needs and 

maintaining sexual and drug-related safety precautions. Needle exchange programs, 

particularly pharmacy syringe sales programs, while considered controversial, have been 

effective in reducing HIV infection resulting from injection drug use (Bluthenthal, 

Heinzerling, Anderson, Flynn, & Kral, 2008). Extension and expansion of laws 

permitting pharmacy sales of syringes without prescriptions are necessary. It has been 

documented that HIV infection resulting from injection drug use is inversely related to 

decreased availability of pharmacy needle sales (Bluthenthal et al., 2008).  Additionally, 

evidence-based drug treatment programs are essential for reducing multiple burdens on 

populations affected by HIV/AIDS.  
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Services for HIV-negative AIDS bereaved individuals are essential to controlling 

HIV infection rates. Often stressors and risk factors are prevalent among close loved 

ones. At present, low cost, public mental health services available to HIV/AIDS bereaved 

individuals are appropriated for HIV-positive individuals. These services should be 

extended to HIV-negative individuals as part of comprehensive HIV prevention efforts. 

Consequently, identification of bereaved individuals who are suffering from acute levels 

of grief is beneficial for two purposes: enrolling individuals at high risk (drug addiction, 

prior incarceration) into treatment and preventing them from becoming HIV positive.  

Interventions for short and long term grief following HIV/AIDS related bereavement 

should be provided in conjunction with HIV prevention programs and HIV/AIDS-related 

stigmatization.  In regard to stigma reduction, beginning to educate children before 

behaviors have been learned through socialization and modeling of adult risk practices 

may be necessary.  Anti-stigma public health education and prevention efforts may prove 

more effective with younger target audiences since children have the ability to interpret 

and incorporate new information before learning and internalizing information that 

perpetuates HIV/AIDS-related stigma.  In South Africa, the creators of Sesame Street 

have been able to use Takalani Sesame to teach children ages 3-7 years and their 

caregivers about HIV/AIDS and combat AIDS-related stigma (Segal, Cole, & Fuld, 

2002). There is need for developmentally appropriate and culturally attuned media 

programming geared toward public health needs in the United States. HIV/AIDS-related 

stigma reduction requires strategic use of media and sound policy planning. Culturally 

appropriate service provision is an essential component for effective HIV/AIDS policies, 
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and additional financial and structural support for community based religious HIV/AIDS 

prevention and bereavement intervention empowers African Americans communities 

through existing support systems.  

Fiscal support for religious organizations that provide HIV/AIDS education and 

services is vital to HIV/AIDS prevention and treatment. The African American church 

maintains a pivotal role in African American communities. Through organizations like 

the Balm in Gilead (Gilbert, 2003a), HIV/AIDS education and prevention resources are 

available to churches and other religious organizations. The Balm in Gilead produces 

annual programs that include the Black Church Week of Prayer for the Healing of AIDS 

and Our Church Lights the Way! These programs empower churches, mosques, and other 

religious institutions to have active roles in HIV/AIDS prevention, education, and 

outreach in their communities and honor the lives of deceased loved ones (Gilbert, 2003a; 

Latkin, Tobin, & Gilbert, 2002). Policies which support extension of community based 

religious organizations are necessary for effectively combating stigma and increasing 

efficacy of HIV/AIDS prevention and intervention programs.  Policy and practice aimed 

at empowering African American communities to overcome HIV/AIDS related 

stigmatization and use powerful community based institutions, including the church, to 

address HIV/AIDS prevention and intervention will be necessary to change the trajectory 

of the HIV/AIDS pandemic in the United States. 
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Appendix A 

CONSENT FORM 
 
IRB PROTOCOL #2006-10-0157 
African American Family System Transitions through HIV/AIDS 
Conducted By:  Sydnye D. Allen, M.A.    Telephone: (512) 470-3280 
Faculty Advisor: Nancy Hazen-Swann, Ph.D.   Telephone: (512) 471 1261 
Of University of Texas at Austin: Department of Human Ecology   
 
You are being asked to participate in a research study.  This form provides you with information 
about the study.  The person in charge of this research will also describe this study to you and 
answer all of your questions. Please read the information below and ask any questions you might 
have before deciding whether or not to take part. Your participation is entirely voluntary.  You 
can refuse to participate without penalty or loss of benefits to which you are otherwise entitled.  
You can stop your participation at any time and your refusal will not impact current for future 
relationships with UT Austin or participating sites.  To do so simply tell the researcher you wish 
to stop participation.  The researcher will provide you with a copy of this consent for your 
records. 
 
The purpose of this study is to understand how individuals from African American families 
experience the HIV/AIDS related bereavement of a loved one.  Individuals within families may 
share some experiences related to HIV/AIDS related illness and death of a loved one, but 
individuals may also have unique loss and bereavement experiences.  The interviewer will pursue 
the purpose by interviewing several members of African American families. A total of 25 African 
American adults age 18 and older who lost a family member to HIV/AIDS related death will be 
interviewed for this research study.   
 
If you agree to be in this study, we will ask you to do the following things: 

• Complete a background questionnaire about you and your family. 
• Discuss basic background information about yourself and your family. 
• Discuss your personal loss experiences surrounding the HIV/AIDS related illness of your 

relative. 
• Discuss your personal bereavement experiences after the death of your loved one.   
• Discuss HIV/AIDS education and prevention in your community and the larger 

community.   
 

Total estimated time to participate in the study is 15 to 20 minutes to review and sign the 
consent form, 5 to 10 minutes to complete the demographic questionnaire, and 60 to 90 minutes 
for the interview.  The study is expected to require a maximum of two hours.   
 
Risks of being in the study 

• This study involves minimal risks to you.  You may be asked questions that you feel are 
too personal or sensitive.  At any time, you can decline to answer questions, pause until 
you feel prepared to respond, or you can choose to terminate your participation in the 
study.   

• If you wish to discuss the information above or any other risks you may experience, you 
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may ask questions now or call the Principal Investigator. 
 
Benefits of being in the study include: 

• You will be providing information that will give insight into the bereavement experiences 
of African American family members whose relatives die from HIV/AIDS related illness. 

• Participation in the study will provide you a chance to offer information that may not be 
uncovered by surveys or other non-personal methods of interviewing.  Some people find 
it beneficial to share their feelings and experiences about a topic such as being a family 
member whose relative contracted HIV/AIDS.   

 
Compensation: 

• There is no monetary (cash) compensation for your participation in the research study.  A 
$15 CVS gift card will be provided at the end of your participation in the study as a token 
of gratitude.   

 
 
Confidentiality and Privacy Protections: 

• The data resulting from your participation will be used by the principal investigator in the 
writing of her dissertation and in any subsequent publications or conference presentations.  
The faculty advisor, Nancy Hazen-Swann, will also be permitted to review the data.  In 
limited cases, the data may be made available to other researchers in the future for research 
purposes not detailed within this consent form. In these cases, the data will contain no 
identifying information that could associate you with it, or with your participation in any 
study.  Your personal information never be made available by the principal investigator to 
any individual or organization other than those permitted to review research records for 
your protection.    

 
• The records of this study will be stored securely and kept confidential. Authorized 

persons from The University of Texas at Austin, members of the Institutional Review 
Board, and (study sponsors, if any) have the legal right to review your research records and 
will protect the confidentiality of those records to the extent permitted by law.  All 
publications will exclude any information that will make it possible to identify you as a 
subject. Throughout the study, the researchers will notify you of new information that may 
become available and that might affect your decision to remain in the study. 

 
 
Audio recording: 

• Interviews will be audio-recorded. 
• Audio files will be coded so that no personally identifying information is visible on them. 
• Audio files will be kept in a secure place (i.e. locked cabinet in the investigator’s office). 
• Audio files will be heard or viewed only for research purposes by the investigator and her 

associates. 
• Audio files will be erased after they are accurately transcribed and coded. 

 
 
Contacts and Questions: 

If you have any questions about the study please ask now.  If you have questions later, 
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want additional information, or wish to withdraw your participation call the researchers 
conducting the study.  Their names, phone numbers, and e-mail addresses are at the top of this 
page.  If you have questions about your rights as a research participant, complaints, concerns, or 
questions about the research please contact Jody L. Jensen, Ph.D., Chair of The University of 
Texas at Austin Institutional Review Board for the Protection of Human Subjects, (512) 471-8871 
or email: orsc@uts.cc.utexas.edu. 

 
 

You will be given a copy of this information to keep for your records. 

 

Statement of Consent: 
 
I have read the above information and have sufficient information to make a decision about 
participating in this study.  I consent to participate in the study. 
 
___________________________________________________ Date: ___________________ 
Signature of Participant 
 
___________________________________________________ Date: ___________________ 
Signature of Person Obtaining Consent 
 
___________________________________________________ Date: ___________________ 
Signature of Investigator 
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Appendix B 

African American Families and HIV/AIDS: Telephone Protocol 
 
Are you calling about the research study? 
 
Thank you for calling.  My name is Sydnye Allen, and I am a graduate student at the 
University of Texas.  I am doing a study about loss and mourning in African American 
families who have lost a loved one to HIV/AIDS.  I am also interested in knowing what 
types of information about HIV/AIDS are available to African American families 
affected by HIV/AIDS. 
 
I am interviewing members of African American families to understand how individual 
experiences are similar or different.  I need to interview 25 people in total.   
 
If you participate in the study, I will need to schedule a time to meet with you 
individually at your home.  During that time you will complete a brief questionnaire that 
asks about basic information about your family, education, and work.    Lastly I will ask 
you to answer questions during a 60 to 90 minute interview about your personal loss and 
mourning experiences related to the loss of your loved one to HIV/AIDS.  No 
monetary/cash compensation will be provided for your participation.  As a token of 
appreciation for your participation, I will give you a $15 CVS gift card. 
 
In order for you to participate in the research study, I will need you to read and sign a 
consent form that explains the details of the study including potential risks and benefits.  
It also explains that the interviews will be audio-recorded so I later create a typed record 
of the interview.  Your personal information from the interview will be kept private and 
confidential.  My graduate advisor and I will be the only 2 persons who have access to 
the records. 
 
Do you have any questions? 
 
Are you interested in scheduling an individual interview? 
 
If no: 
Thank you for your time 
 
If yes:  
What time will work best for you? 
Date: 
Time 
 
Are there people in your family who might be interested in participating? Please give 
her/him my phone number and e-mail address. Thank you for calling about the study.
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Appendix C 
 
Background Questionnaire:     Participant ID#: ____________ 
 
Please provide an answer to each question below: 
 
Your Age: _____ 
 
Sex (circle one): Male  Female 
 
Highest level of education completed (circle one) 
 
Grade School   High School                Technical/Trade School  
 
Some College          4 year College Degree BA./B.S.       Graduate Degree MA./Ph.D 
 
Current Occupation: _______________ 
 
Approximate Yearly Household Income (circle one) 
 
Less than 10,000   10,001 to 20,000  20,001 to 35,000 
  
35,001 to 50,000   50,001 to 75,000  Greater than 75,000 
 
Your Siblings: 
        If applicable:   # of years 
Age  Sex (M or F)  Living(Y/N)  Death year lived with 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
 
Your Parents: 
        If applicable:   # of years 
Age  Sex (M or F)  Living(Y/N)  Death year lived with 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
 
Do you have children?  No Yes If yes: 
        If applicable:   # of years 
Age  Sex (M or F)  Living(Y/N)  Death year lived with 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
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___  ___   ___   _____   _____ 
___  ___   ___   _____  _____ 
___  ___   ___   _____  _____ 
 
Your Current relationship status (circle all that apply): 
 
Single               Cohabiting                  Married  
Divorced/Separated   Widowed          Other (describe)__________________ 
 
 
Who currently lives in your home? 
________________________________________________________________________ 
________________________________________________________________________ 
 
In this section, we are interested in your thoughts and beliefs about HIV/AIDS 
 
How important is HIV testing? 
 
Not important   Im portant  Very Important Not Sure 
 
Who should get tested for HIV? 
 
Have you been tested for HIV? 
 
Would you be tested for HIV? 
 
Do you know or have you known any one else who has HIV or AIDS? 

 
For this next question, please describe your experiences with loss of your relative to 
HIV/AIDS: 
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Appendix D 
African American Families and HIV/AIDS Bereavement 

Interview PROTOCOL 
 

Research Objectives: 
1. To understand individual family members’ loss experiences during the HIV/AIDS 

related illness of a family member. 
2. To understand individual family members’ bereavement experiences after the 

HIV/AIDS related death of a family member.  
3. To understand the coping processes of African American adults during the 

HIV/AIDS related illness and after the death of a family member. 
4. To understand how stigmatization impacts African American adults’ bereavement 

and coping when their loved one dies from HIV/AIDS. 
5. To understand what kinds of information or resources are available to African 

American families affected by HIV/AIDS loss. 
 

In this interview I am interested in hearing about your personal thoughts, feelings, and 
behavior related to your relative’s HIV/AIDS related illness and death.  I will ask you to 
talk a lot about your relationship with ________ before and after his/her illness.  There 
are some general questions about HIV and AIDS as well.  You may feel that some of the 
questions I will ask you to discuss are sensitive.  If you need to take a break at anytime, 
let me know and we can pause until you feel ready to continue.  You may also choose not 
to answer individual questions.  If you would like to end your participation in the study, it 
is your right to discontinue the interview at any time. 
 
Relation to relative_______________ 
 
Background 
 
1) Tell me about your family growing up. 

2) Tell me about your family relationships in adulthood. 

Contraction/Early stages 

3) When did you learn your relative had HIV?  Do you know how your relative 

contracted HIV?  How? 

4) Back when your relative was ill what kinds of ideas and feelings did you have about 

HIV/AIDS?  Now? 

 251



5) Tell me about your relationship with your relative and other family members while 

your relative was ill. 

Illness Progression/Death 

6) Do you remember your last conversation or the last time you were together before 

_______ died?  Tell me about that time when you were together. 

7) When did _______ die? 

8) How long has it been since your loved one passed away? 

9) Tell me about the time around _______ death?  How did you feel?  What kinds of 

thoughts did you have after? 

10) During the course of ______’s illness who did you talk to about _______? 

i. Probe- relatives, friends, religious leaders, anyone 

Bereavement and coping after death 

11) What about after ______ death?  Tell me how you felt, what you thought about 

_______ after his/her death. 

12) How did you deal with _______ illness and death? 

i. Did you talk to any one about your loss? 

ii. Did you pray, read, write about your loss? 

13) How does your family interact now since it has been ________years since _________ 

passed away? 

14) Do you think your family’s relationships are the same or different since _______ 

passed away?  How are they different? 
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15) Since________ passed away who have you talked to or do you talk to about 

________? 

i. Probe- relatives, friends, religious leaders, anyone 

Support/resources 

16) What kinds of informal or formal supports/resources were available to you when your 

loved one was ill and after he/she passed away?   

Did you use them?  

Why/why not? 

17) What kinds of support and education resources are available now for families of 

people with AIDS? 

Stigma/Community and Social Acceptance 

18) What kinds of ideas and feelings are held in your community about HIV/AIDS? 

19) What kinds of the larger society (country) and in the world right now? 

20) How can Black/African American families and communities be protected from 

HIV/AIDS? 

a. If you were speaking to the next generation about HIV/AIDS, what would you 

tell them? 

21) Do you know or have you known any other person with HIV/AIDS?  Tell me about 

that experience? 
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