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Abstract

As the AIDS epidemic continues, there are increased numbers of people who have cared about someone who has died.  This research was designed to explore spiritual experiences in the context of AIDS grief.  Fifteen bereaved individuals were interviewed in 5 Canadian cities.  The theme that emerged overall was one of engagement.  The bereaved individuals engaged with HIV disease, with their own mortality, with their sense of self, with the world, and with the deceased person or people as well as with spirituality itself.  The participants reconstructed meaning in their lives after their losses.
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Introduction

As the AIDS epidemic continues, there are increased numbers of people who have cared about someone who has died. Grief in the context of HIV is associated with many stresses. These stresses include the stigma that is still attached to HIV illness and the fact that many of the bereaved are themselves HIV-positive. The number of losses that continue to accumulate after someone has died is staggering, because those who are bereaved by AIDS have often experienced multiple deaths. Further, many relationships in the context of HIV are not recognized and valued by society thus disenfranchising the mourner. For those who continue to live with HIV/AIDS, complex issues in grief arise as a result of these multiple and often unrecognized losses.

The research concerning AIDS has concentrated on negative aspects and the resultant stresses have been well documented. In North America the losses due to HIV/AIDS within the lesbian, gay, bisexual, and transgendered community have been enormous. It is not unusual for gay men to have lost dozens of friends and acquaintances (Shernoff, 1995, 1997b); numbers of deaths in studies have ranged from an average of eight up to 67.7 (Nord, 1996a). The magnitude of AIDS-related losses has led to the suggestion that death has become normative in the lesbian and gay community (Goodkin, Blaney, Tuttle et al., 1996; Neugebauer, Rabkin, Williams, Remien, Goetz, & Gorman, 1992). Grief is an inseparable part of HIV disease; it has been referred to as the secondary epidemic of AIDS (Wardlaw, 1994). The unrelenting losses associated with HIV disease are often potentially traumatising (Nord, 1996a, 1996, 1997, 1998; Shernoff, 1997a). Individuals who experience multiple losses show evidence of traumatic stress (Bigelow & Hollinger, 1996; Gluhoski, Fishman & Perry, 1997a, 1997b; Goodkin et al., 1996; Houseman & Pheifer, 1988; Martin & Dean, 1993; Sikkema, Kalichman, Kelly & Koob, 1995). For both those who are HIV-positive and those who care about them, heterosexism and homophobia may create additional layers of stigma as well as the potential for adding much stress to their lives. 

Religion offers an additional layer of stressors in the context of HIV/AIDS. Many lesbian, gay, bisexual, and transgendered individuals have become estranged from religion (Hardy, 1998). Religion offers “an ultimate vision of what people should be striving for in their lives individually and collectively …[and] provides its adherents with a set of practical methods, a ‘map’ to keep them on the proper path toward the ultimate designation” (Pargament & Park, 1995, p.15). The ‘map’ of religion often does not include acceptance of oneself as a whole and worthy person who is gay, lesbian, bisexual and/or transgendered, leaving them estranged from their religious institutions. Helminiak describes this process of estrangement:

The choice, as it often still remains, was pretty much between self and respectability, pure and simple. And the gay men and lesbians chose self. They chose to act honestly. They chose to trust things as they really are. They chose to live life without illusion. If in the process, for whatever complex reasons, that choice meant even rejection of God, they had the courage and the wisdom to opt for what is the more basic (Helminiak, 1995, p. 308).

Those in the lesbian, gay, bisexual, and transgendered communities and their allies sometimes cannot reconcile their own values and beliefs about humanity and their experiences with religion and the various conceptions of homosexuality that are involved. Helminiak considers that choosing self, even if it means rejecting God, is the choice that is “more basic” (1995, p.308). While the lesbian, gay, bisexual, and transgendered communities may struggle with religion and its’ rigid framework, spirituality is often viewed differently. Hardy (1982, p.154) defines spirituality as a “frame of mind which breaks the human person out of the isolating self”. Humans seek connections to one another in order to grow. Spirituality, when defined as such, can be religious or non-religious, depending on the individual. 
Little research has explored the role of spirituality in the lives of those bereaved by HIV. One such study took data gathered from the University of California San Francisco’s (UCSF) Coping Project, wherein gay or bisexual men in long-term relationships were interviewed. Participants were caregivers to their partner with AIDS. The qualitative and quantitative data gathered over 7 years was used to examine various aspects of the coping responses of the caregivers (Folkman, Chesney, Collette, Boccellari, & Cooke, 1996; Folkman & Moskowitz, 2000; Folkman, Moskowitz, Ozer, & Park, 1997; Moskowitz, Folkman, Collette, & Vittinghoff, 1996; Wrubel & Folkman, 1997). A number of the participants were bereaved while participating in the Project. In interviews after the death of the care recipients, spirituality emerged as one of the coping mechanisms (Richards & Folkman, 1997). Three to four years after bereavement, spirituality remained important to the majority of caregivers but its role in their lives had changed (Richards, Acree & Folkman, 1999). The self-identified limitation of these two studies was that the data about spirituality was not solicited explicitly. No question specifically addressed spirituality. In those interviews where it did not emerge spontaneously, there was no way of knowing whether this indicated a participant's lack of spirituality or was testament to some barrier to disclosing. 

Meaning-making is a central tenet of coping with stress (Gottlieb, 1997; Moos & Schaefer, 1986; Park, Cohen & Murch, 1996). Meaning-making involves the creation or re-creation of significance attached to an event or a life experience. The construction of meaning is essential to human beings who rely, not on instinct as animals do, rather on the significance attributed to any event (Saleebey, 2001). Meaning-making coping refers to the significance that the individual ascribes to the stress or trauma (Park & Folkman, 1997). Adverse events challenge how individuals view themselves, the world and themselves in relation to the world (Janoff-Bulman, 1992). In order to cope with and recover from trauma, individuals must reconcile the event with their beliefs, by altering how they view the event, themselves and/or the world (Horowitz, 1991, 1998; Janoff-Bulman, 1992). The search for meaning provides the basis of spirituality. In the sense that all humans are searching for significance in their lives (Frankl, 1962, 1997), all human creatures are then spiritual in its broadest sense. 

Schwartzberg (1993) examined how gay men made sense of their HIV seropositivity. He found that many of the 19 participants viewed their diagnosis as an opportunity for spiritual or personal growth and it increased their sense of belonging to their community. Among other themes found, HIV was also seen as an irreparable loss, an isolating factor and even as punishment in some cases. Many of these constructions existed simultaneously for HIV-positive individuals. Regardless of the particular interpretations each made, all the gay men Schwartzberg interviewed struggled to find meaning in being HIV-positive. Similar searches for personal meaning were found in the 15 seropositive men interviewed by Borden (1991).

Given this context of complex bereavement and the dynamic tension between religion and spirituality in the lesbian, gay, bisexual, and transgendered communities, this research was designed to explore spiritual experiences in the context of AIDS grief. The theoretical framework of this research is the transactional approach to stress and coping (Folkman, 1997; Lazarus & Folkman, 1984). The results of the UCSF Coping Project caused Susan Folkman to rework the original transactional model of stress and coping (Lazarus & Folkman, 1984) to include positive psychological states and meaning-making coping (Folkman, 1997). Positive states only occurred in the original model when there was satisfactory resolution to the stressor. In the revised model, meaning-based coping can occur after unfavourable or no resolution in a feedback loop that has the potential to influence the re-appraisal of the stressor or to sustain the person in the coping process. In the theoretical context of the transactional model, the aim of this research was explore spirituality within the negative and the positive changes in people’s lives after HIV bereavement.

Method


The sample was drawn from a larger study reported elsewhere (Cadell, 2001; 2003; Cadell, Regehr & Hemsworth, 2003). Participants for that study were recruited because they had cared for someone who had died of HIV-related causes. Recruitment was done by the distribution of posters in AIDS service organizations, gay pride events and AIDS-related conferences. Those who volunteered did so by leaving a message at a toll free number. When contacted, the study was explained to potential participants. If they agreed to participate, a survey was mailed; surveys included a question about each person’s willingness to be contacted for a follow-up interview. Of those who identified themselves as willing, the participants who were chosen for interviews lived in or near major Canadian cities: Toronto, Vancouver, Montréal and Québec. This enabled face-to-face interviews, as telephone interviewing was unsuitable for such a sensitive topic. 

Interview Protocol


 The interviews were designed to be semi-structured and followed an interview schedule. The schedule was based on extant literature concerning caregiving and HIV/AIDS (Folkman, Chesney, Collette, Boccellari, & Cooke, 1996; Folkman, Chesney, Cooke, Boccellari & Collette, 1994; Folkman, Moskowitz, Ozer, & Park, 1997; Richards, Acree, & Folkman, 1999). Each interview began by asking the person to talk about the person who had died and continued with open-ended questions about changes in their lives since then. Spirituality was one of the lines of inquiry with probes such as “Could you talk about how spirituality has had any influence in your life?” 

Sample

Demographic information was collected both through the survey and the interviews. All fifteen individuals were self-identified gay, lesbian, bisexual and/or transgendered or were allied with the community and had experienced at least one AIDS-related bereavement.

<Insert Table 1 here>

Procedures


The interviews were conducted by the first author in either French or English according to the choice of participant. The location of interview was also their choice. Eight were interviewed in their own homes and seven in private locations in a public place. Interviews were audio-taped and then transcribed verbatim. All interviewees signed consent forms that had been approved by an ethics board; all were informed that they could terminate the interview at any time they wished without personal consequences. Twenty dollars remuneration was provided to each person.

Analysis


The analysis in this study concentrates on the explication of categories pertinent to spirituality. The analysis was conducted using grounded theory with open, axial and selective coding (Lincoln & Guba, 1985; Strauss & Corbin, 1990). The first and third authors conducted all stages of the analysis. Open coding constituted the first stage of the analysis in order to articulate themes. Meetings were held to establish perspectives and to reconcile any differences in coding. The second phase of analysis, axial coding, involved evaluating the connection among the themes. The overarching theme of engagement was identified in the final stage of selective coding.
Results


The overarching theme of the data was one of engagement as a broad expression of spirituality. The participants engaged in the various subthemes of HIV/AIDS, mortality, self, the world, the deceased and spirituality. Quotes will be used to illustrate exemplars of each theme; they have been translated from French where applicable. Pseudonyms have been used to protect confidentiality.

Engagement with HIV/AIDS

The people who were interviewed had fully engaged with the disease and its impact on their lives. Through meaning-making engagements with HIV/AIDS in their day-to-day lives, Joseph, Chantal and Rosemary contest prevailing dismal constructions of what it is like to be living with or affected by HIV/AIDS. They construct their engagements with HIV/AIDS in ways that are representative of personal empowerment- as challenge, opportunity, and fulfillment.

Joseph was 50 years old at the time of his interview. He had been HIV-positive for more than ten years. Joseph had transformed the French equivalent of HIV (VIH) to represent Vivre Intensément l’Humain: Live Humanity Intensely. Joseph considered that instead of being a death sentence, HIV was an opportunity fo him to live his life to the fullest. Joseph credited this interpretation with allowing him to survive for so long.

Chantal, a 46 year-old male to female transsexual who had been HIV-positive for 15 years, worked as a full-time volunteer in an AIDS service organization. She had devoted most of her life to HIV issues. Chantal considered that HIV had “enriched my life. I think I’ve lived with the disease for so long now that if they came tomorrow and said I didn’t have this disease, I was cured that you know, I think I’d be more devastated than when I got it.” Chantal had so strongly engaged with HIV that it had become, to a great extent, her whole identity.

Rosemary was 52 at the time of the interview. She was HIV-negative and had worked in an AIDS service organization for many years. Rosemary had fully engaged with HIV disease, both personally and professionally. She stated: “I owe AIDS nothing, but I sure owe a lot to the people who have contributed in very remarkable ways to my happiness. Not my sadness, my happiness.”

Engagement with Mortality

Participants often expressed changed feelings in relation to death. Many feared death less since they had experienced the loss of the person with HIV. The following examples demonstrate the various ways in which individuals were able to engage with mortality. Paul, a 39 year old HIV-positive gay man who was interviewed in French considered that it would not bother him to be told that he would die in three days: “Because I’ve been going through that all since 1997, I’ve been through it, I’ve seen other people die”. Paul’s engagement with his own mortality was significantly affected by his prior losses. In processing these, he learned to face his own death.

Michael, a 50 year-old HIV-negative gay man whose partner died ten years before the interview, commented: “…that’s why I am not afraid [of death], because it’s like going somewhere and there’s already someone there, we’re not arriving at an empty house, there is already someone there to welcome us.” Michael’s spiritual beliefs supported him in engaging with mortality. 

Rosemary came to realize in her work with people with AIDS that she could not “stop people from dying. That was a hard realization to come to, but I can walk the journey.” This is a common struggle for caregivers who must come to terms with the mortality of their loved one. Amy, a bisexual woman who had worked in an AIDS organization commented: “I truly believe you cannot really live if you don’t know you’re going to die”. For Amy, facing her own mortality through experiencing the loss of others heightened her ability to live to the fullest.

The death of the care recipient personifies the mortality of the caregiver. The integration of a personal mortality informs the significance of present life, as well as in the case of Michael to signify a continued relationship with the person he has lost.
Engagement with Self


This theme involved the finding of purpose in one’s life and the process of reconstructing one’s self after losing a friend or a partner. Finding purpose, or making meaning, was experienced in many ways. Julien, a 46 year-old HIV-positive gay man, lost his partner seven years before the interview. Julien derived great satisfaction in himself from the feeling that he had done everything that he could to care for his partner. Rosemary commented that she had “learned a huge amount about how I should live life, about my capacity for pain, joy, sadness, grief, tenderness and love”.


Gary was a 39 year-old HIV-positive gay man whose partner had died one and a half years before the interview. Both Joseph and Gary had become highly involved in public speaking engagements to raise awareness about HIV in prevention programs in schools. Both of them derived enormous satisfaction with these activities and expressed those feelings. Joseph used the transformation of HIV (Vivre Intensément l’Humain) described above in his talks. Gary said: “…we all have a mission in life. I understood that I had work to do and… I decided to do prevention in schools.” 

Ted, a 64 year-old HIV-negative gay man, had participated in more than fifty care teams caring for individuals with AIDS. Ted considered that these experiences had made him “a better person, a brighter person”. Sarah, a 44 year-old heterosexual transsexual whose partner had died said: 

…what I got from [partner] is I really like who I am… [he] accepted me wholeheartedly, he loved me, and even he was sick, and he came home. And you know it was funny how he did it. But he really loved me. You know he would worry about me eh? And you can’t get that kind of love. And what it’s given me an even stronger acceptance for who I am.

‘Engagement with self’ addresses the relationship of the self to the self in an evolving identity. Our identities and life purposes are constructed in accordance to relational others. Among the participants, the death of the care recipient necessitated the relinquishment of cherished roles and identities, and precipitated the search for meaning and purpose. 

For one participant the struggle to make meaning was overwhelming. Andy remained trapped in his grief and he had not been able to move forward in a positive manner. HIV-positive himself, Andy, at 31 years of age, had considered that his partner had been his reason for living. He had been unable to find a new purpose in life after the death of his partner. In the four years since he assisted in his partner’s death, Andy had attempted suicide and referred to himself as “rudderless” ship.

Engagement with World


Themes of nature and of how human beings should interact with one another occur in this category. The participants’ reflective engagements with the outside world exude a ‘kind and gentle’ stance, a wonderment that is mindful of our connectedness to others and the natural world. Ted explained his philosophy about life: “…to be loving and caring because if you’re loving and caring, you’re going to get loving and caring back.”


Andy, who could find no meaning in his life, did derive some satisfaction and pride from his relationship with his dog. Michael talked about his experience of looking out the hospital window when his partner had died and seeing people as ants who are scurrying along with no idea of what he was going through. Through his traumatic experience, he grew in his capacity to be compassionate to others. He comments: “So we want to go looking for a little compassion, we want the world to be a little more compatible with our pain.”


Julien tells the story of passing by a fallen baby bird because he was in a hurry to run errands before going to the hospice where his lover was dying. Julien picked up the baby bird when he found it was still there on his way back. Later that day another bird, Julien believed it was the mother, entered the room repeatedly until the adult and the baby bird flew away together. Julien considered this a fairy tale ending. He likened his partner’s death a few weeks later to the flight of the baby bird.

Engagement with Deceased


Many of the bereaved participants had continuing connections to their friends or partner who had died. They had developed ways of maintaining healthy relationships with the deceased, and of bringing those relationships forward into their lives. Sarah said: “I went over and I held his picture …what it is doing is having a conversation with him.” 


Henry, a 33 year-old HIV-positive transgendered individual, had experienced the death of a foster child, of his best friend and of numerous other friends. Henry commented: 

I travel all around the world to places that my friends would want to go. The ones that I’ve cared for. And I bring a picture of them and I let it float in the water: I let it go, you’re here now… 

Rosemary kept pictures on the wall of her office of people she cared about who had died. She referred to these people as her angels:

My angels are different than other people’s angels. My angels are all the people that have died of AIDS that I’ve loved. … But they’re not perfect by any stretch of the imagination… 

Spiritual engagement with the deceased demonstrates mindfulness of the continuing presence of those who have died through memories and concrete representations. To grieve is to cherish and to mindfully make present the ones we have lost.

Engagement with Spirituality

Participants often defined their own spirituality; and in their definitions, many were adamant that their spirituality did not constitute religion. The participants constructed the spirituality of their grief outside of the ascribed constraints of religiosity. Their spirituality may have been drawn in part from aspects of religiosity, but what was most characteristic of participants’ spiritualities was their autonomy.   

Amy, a 27 year-old HIV-negative bisexual woman specified that she did not believe in God. She had rejected her Christian upbringing after her father died when she was 12 and relatives told her that God needed her father more than her. Amy wore a rune, had a Wiccan spell bottle and, in spite of her rejection of Christianity, kept a bible in her apartment. Amy stated:

…you should give back things that you take and I believe that you should take care of the people around you. I mean I’m sure that a lot of what I believe comes from this religion and that religion. 


Henry, who was Metis, had “become more spiritual, connecting myself with my native culture…” since experiencing loss. Daniel had studied theology and had reflected a great deal on his spirituality but had never talked to anyone about it before the interview. Daniel was 36 at the time of the interview, was HIV-positive and had experienced the death of a partner and two friends. Daniel says: 

The bible was written by man more than 2000 years ago. You take some, you leave some, that’s my spirituality… it is said that two men together is sinful. Well, that’s strange because a few pages before God says ‘love one another’… my spirituality is that God accepts me. 


Joseph had also reflected on his Christian upbringing:

…the Christian cross has two directions: there is the obvious vertical direction which is for me at least, the symbol of the relationship between people and God and it is true that there is the traverse, the horizontal direction, which is the relationship between people, between equals. …spirituality and sexuality are for me the poles that absolutely join one another… My own sexuality would like to be more spiritual.

Discussion


This study examined the spirituality and/or religiosity of individuals who had cared about someone who had died of AIDS related complications. Many, but not all, of the participants were themselves HIV positive. The participants' spirituality grew to include engagement at many levels: with HIV disease, with their own mortality, with their sense of self, with their assumptive worlds, and with the deceased person or people in their lives. They also engaged with spirituality and/or religion. The engagement of these bereaved individuals involves mindful process (Langer, 1997). Mindfulness is seen in the choices they have made in their lives; how they have chosen to live, how they approach death, how they relate to spirituality, and how they interact with others.


The participants have created meaning and purpose in their lives, not only from the death of the person or people they cared about, but for many of them from facing their own mortality in living with this disease. Many of them shifted the focus in their lives, reconstructing their beliefs about what is important to them, and how they function in the world, a process of grieving which has been gaining attention (Neimeyer, 2001). The (re)construction of meaning and purpose in life for these bereaved individuals has led to a stronger sense of self, and to the embracing of a greater participation in and appreciation for life. Where this adaptive meaning was not established, the participant struggled significantly with engagement with self, life and the world.


Through their individual grieving processes, most of the participants have developed a spiritual connection to the person or people for whom they cared. They have found ways to incorporate the deceased into their daily lives and have continued their bonds adaptively with the deceased (Janzen, Cadell & Westhues, 2004; Klass, 2001; Klass, Silverman & Nickman, 1996). Many were able to identify what they have learned from the deceased in their living and dying and have incorporated those facets of the deceased into their own lives. In doing so, they have strengthened the spiritual connection between self and deceased. This has contributed to their well-being at a deep level. Their spiritual connection to the deceased helps them live each day to the fullest, and for most has removed the fear of death. The spiritual connection to the deceased has strengthened their spiritual beliefs and sense of self as a spiritual being. 

Spirituality for most participants was viewed as distinct from religion. The emphasis on spirituality was strong. Issues of the perceived dichotomy of biblical texts which extol followers to accept and love all humanity, and then decry homosexuality as a sin has led to many participants moving toward embracing their own spirituality for strength, rather than finding comfort in a particular religious movement. Spirituality for many participants allowed them to feel whole in their sexuality and life style choices. It has strengthened their ability to create meaning and purpose in their lives, and go forward embracing life, even in the face of their own disease and death.

The results of this study parallel closely the experience of HIV/AIDS caregivers in the UCSF Coping Project and their spiritual resources (Richards, 2001; Richards, Acree & Folkman, 1999; Richards & Folkman, 1997). This research, however, in contrast to the Coping Project, sought information about spirituality.

The themes of engagement with HIV, mortality, self, world, the deceased person and spirituality echo the domains of posttraumatic growth (Cadell, 2001; 2003; Cadell, Regehr & Hemsworth, 2003; Calhoun & Tedeschi, 2001; Tedeschi & Calhoun, 1995, 2004; Tedeschi, Park & Calhoun, 1998). Posttraumatic growth is conceptualized as the outcome of the process of dealing with the aftermath of trauma; it is not considered that growth is a result of the trauma itself. Growth and wisdom and enduring distress are the simultaneous three outcomes that can occur (Tedeschi & Calhoun, 2004). New possibilities, relating to others, personal strength, appreciation of life and spiritual change are considered to be the domains of posttraumatic growth (Tedeschi & Calhoun, 1996, 2004). 

The grief of the individuals in this study has aspects that are potentially traumatic: from the multitude of losses associated with HIV to the loss of someone to a disease that can disfigure someone and/or cause a long dying process. An additional trauma lies in the possibility of observing one's own demise in a similar manner as so many of the people were HIV-positive themselves. These individuals demonstrated growth similar to the domains of posttraumatic growth. The engagement with HIV disease demonstrated by these individuals relates to the category of new possibilities. By reconstructing the meaning of the disease, they created new possibilities for themselves. Engagement with the world and the deceased person both reflect aspects of relating of others. Personal strength is demonstrated in these people's engagement with their self while the changing views of death are an example of their greater appreciation of life. Finally, the domain of spiritual change is exemplified by the engagement with spirituality. The entire framework of engagement can be considered spiritual change. Future research is needed to further explore spirituality in the phenomenon of posttraumatic growth as this study suggests that it may have a larger role than has been previously conceptualized.

Conclusion

Throughout this study spirituality was clearly expressed through the various forms of engagement experienced by the participants. Spirituality was identified as a key factor in moving forward in an adaptive fashion to face their lives and in some cases their own HIV disease. The strengthening of spirituality has greatly assisted these bereaved individuals in meaning making and the development of purpose in life in the face of this disease and its’ sequelae. 
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Table 1: Sample 

	
	Male
	Female
	Transgender

	Number
	8
	4
	3

	Interview Language
	2 English

6 French
	3 English

1 French
	3 English

	HIV Status
	6 positive

2 negative
	0 positive

4 negative
	3 positive

0 negative

	Self-identified Sexuality
	8 gay
	1 lesbian

1 bisexual

2 heterosexual
	2 gay

1 heterosexual


1
1

