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Conceptualizing an HIV  
Diagnosis Through a Model  
of Grief and Bereavement

Melissa Zeligman and Andrew William Wood

For people living with HIV/AIDS, grief and bereavement typically refer 
to the loss of life felt in the HIV community. However, changes in HIV 
treatments allow care providers to view HIV grief in a way that considers 
physical, social, and emotional loss, as well as a loss of the life they had 
previously pictured for themselves. Kübler-Ross’s (1969) model of bereave-
ment is presented as a way to conceptualize clients living with HIV who 
are dealing with grief and bereavement. In addition, popular bereavement 
counseling approaches relevant to clients with HIV are discussed, and a case 
illustration is provided.
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Thirty-five million people are currently living with HIV and AIDS worldwide, 
with an estimated 1.15 million of these individuals residing in the United States 
(Centers for Disease Control and Prevention [CDC], 2013). It is estimated 
that 24% of those living with HIV are adults over the age of 50 years (CDC, 
2008). From the time HIV and AIDS were first recognized in 1981, the disease 
has claimed more than 636,000 lives in the United States alone (CDC, 2013). 
With mortality rates being so prominent, clinical mental health interventions 
have prioritized addressing grief associated with loss of life and coming to terms 
with imminent death (Britton, 2000; Maguire, McNally, Britton, Werth, & 
Borges, 2008). However, since its discovery, the treatment of HIV/AIDS has 
advanced significantly.

The introduction of highly active antiretroviral therapy (HAART) has 
allowed people living with HIV/AIDS (PLWHA) who previously prepared 
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for end-of-life concerns, including anxiety over facing death (Hintze, Tem-
pler, Cappelletty, & Frederick, 1993), to often view their illness as more 
manageable and chronic (Maguire et al., 2008). The changing face of the 
disease demands that mental health practitioners take on new approaches 
in working with PLWHA and potentially conceptualize HIV grief in a way 
that includes loss of former self in addition to loss of life. Despite medi-
cal advances changing the disease from terminal to chronic, PLWHA are 
not sheltered from a myriad of mental health concerns (e.g., AIDS-related 
bereavement, chronic sorrow) following such a diagnosis (Roos, 2013; Sik-
kema et al., 2006).

AIDS-related bereavement is traditionally presented in a way that examines 
the emotional impact of losing members of support networks to HIV/AIDS 
(Ickovics, Druley, Morrill, Grigorenko, & Rodin, 1998; Sikkema et al., 2006). 
In addition to bereavement associated with loss of life, the evolution of HIV 
may more accurately include bereavement over the loss of a former self (e.g., 
former abilities, former perception of the world) following an HIV diagnosis 
along with the reality of now living with a chronic illness (Roos, 2013; We-
ingarten, 2013). The sense of bereavement over the loss of self that follows 
a chronic illness experience—called chronic sorrow—has most notably been 
used to reference the experiences of those caring for children with disabilities 
(e.g., Gordon, 2009; Olhansky, 1962) and fails to include those living with 
HIV. Furthermore, grief counseling as a whole, as well as popular bereavement 
theories (e.g., Kübler-Ross’s 1969, model), has regularly neglected to consider 
the mental health needs of PLWHA (Peters, 2013).

The need to address bereavement issues in PLWHA is perhaps more es-
sential given the physical and behavioral consequences associated with this 
type of grief. For example, bereavement may increase the likelihood of risky 
sexual behaviors because of issues of stigma and a lack of adequate social 
support (Villa & Demmer, 2005). In addition, feelings of worthlessness and 
isolation that emerge from HIV-related grief can lead to not prioritizing safe 
sexual practices or failing to consider additional health consequences (Villa & 
Demmer, 2005). Bereavement concerns can further influence one’s ability to 
be adherent to a medication regimen, because it is tempting to avoid taking 
medication in order to avoid living with HIV (Brion, Menke, & Kimball, 
2013). Finally, PLWHA who are unable to effectively deal with their grief 
are more likely to show greater CD4 cell loss (i.e., the cell responsible for 
protecting the body from infection) over time, leading to increased immune 
suppression and a decrease in overall health (Goforth, Lowery, Cutson, 
Kenedi, & Cohen, 2009).

To this extent, the purpose of this article is to illustrate how the process 
of grief and bereavement has changed for PLWHA as the disease itself has 
progressed, as well as how Kübler-Ross’s (1969) model of bereavement can 
be adapted to conceptualize grief with this population. Specifically, we provide 
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(a) details on the presence of loss and bereavement in the lives of PLWHA, (b) 
an overview of Kübler-Ross’s model of bereavement and how it can be adapted 
for PLWHA, (c) complicating factors to HIV grief, and (d) clinical implications 
for working with adults living with HIV on grief issues. A case illustration is 
provided to tie these points together.

HIV AND BEREAVEMENT

Bereavement researchers (e.g., Ickovics et al., 1998) have focused almost exclu-
sively on the loss of a spouse or child. Later, incorporating the loss felt in social 
networks, such as the loss of life experienced in the HIV community, came 
into focus. Today, HIV bereavement is most often conceptualized through the 
repetitive loss of life experienced by those in the HIV community (Sikkema, 
Kochman, DiFranceisco, Kelly, & Hoffmann, 2003). This conceptualization 
of grief continues to be fitting given that nearly 80% of those living with HIV 
have experienced multiple losses of loved ones to the disease (Sikkema et al., 
2003). Viewing HIV bereavement from a loss-of-life standpoint continues to 
be relevant; however, medical advances suggest that bereavement also includes 
grief associated with HIV diagnosis and a perceived loss that comes from such 
a diagnosis (e.g., loss of former self ). In interviews with homeless men living 
with HIV, Meris (2008) found that experiences of grief encompassed more than 
mourning the loss of life seen in the HIV community and included mourning 
the loss of a former physical, emotional, and mental self.

A loss of self that results from a diagnosis of chronic illness is often referred 
to as chronic sorrow, or living life with continued loss (Lichtenstein, Laska, & 
Clair, 2002). Conceptualizing loss and grief as chronic sorrow allows bereave-
ment to include the physical, social, and emotional losses that often follow an 
HIV diagnosis. Chronic sorrow further includes loss in the areas of physical 
functioning, former relationships, and previously held identities (Ahlström, 
2007). In addition, individuals with chronic illness often grieve the loss of 
the life they had pictured for themselves and the changes in self-image that 
accompany such a loss (Ahlström, 2007). PLWHA reported grieving the loss 
of their support networks as a result of both the mortality brought on by HIV 
and the stigma attached to having the virus (Lichtenstein et al., 2002). With 
so many elements of loss and grief associated with PLWHA, professional coun-
selors can begin to conceptualize these individuals through a model of grief 
and bereavement, including the stage model of Kübler-Ross (1969). Multiple 
bereavement theories have been developed as a way to conceptualize the griev-
ing process, but perhaps none has become as widely known and appreciated as 
the Kübler-Ross model. In addition, Kübler-Ross’s model continues to be the 
model most closely affiliated with those who are personally facing mortality, 
such as those living with HIV.
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KÜBLER-ROSS’S THEORY OF GRIEF 

From the beginnings of research and thought on grief, bereavement, and 
loss, the literature has shifted from abstractions of grief (Freud, 1917/1957) 
to formulated stages (Bowlby & Parkes, 1970) and tasks (Worden, 2009). 
However, the stage theory developed by Kübler-Ross (1969) stands out as the 
most popular conceptualization of grief, bereavement, and loss for both mental 
health practitioners (Ober, Granello, & Wheaton, 2011) and laypeople alike.

Sometimes known as the five stages of grief, the Kübler-Ross (1969) model 
is an often discussed and applied theory of people’s experiences of grief. What is 
unique about Kübler-Ross’s conceptualization of grief is that previous theories 
of grief related to the experiences of grieving others (e.g., Freud, 1917/1957). 
Kübler-Ross’s model can be applied to those who are grieving the loss of a loved 
one as well as to individuals’ own grief in response to their impending death or 
differing expectations of their life (Boer et al., 2014). The five stages of grief in 
Kübler-Ross’s model are (a) denial, (b) anger, (c) bargaining, (d) depression, and 
(e) acceptance. These stages are adapted and illustrated in the following sections 
through examples of PLWHA to highlight how clients living with HIV can be 
conceptualized through a grief and bereavement framework.

Denial
For some, a state of denial comes before an HIV diagnosis and exists in a cli-
ent’s hesitancy to be tested (Brion et al., 2013). In contrast to the notion that 
denial is the first stage of a defined loss (Kübler-Ross, 1969), PLWHA may 
exhibit denial by reporting that they suspected that they had HIV for many 
years before deciding to get tested (Brion et al., 2013). Once they are diagnosed, 
denial can serve as a strong barrier to obtaining the medical and emotional 
treatment PLWHA need in dealing with HIV. Jenness et al. (2012) cited denial 
as the primary response for why a sample of those living with HIV delayed 
their entrance into medical care. Participants chose to avoid their diagnosis 
and, therefore, perceived medical care to be unnecessary (Jenness et al., 2012). 
Likewise, denial may manifest through PLWHA continuing in their previous 
lifestyles, including behaviors that are particularly unhealthy (e.g., increased 
alcohol or drug use) for those with a suppressed immune system (Brion et al., 
2013). Thus, counselors may be aided by the traditional view of denial (e.g., 
choosing to continue previous lifestyles) and an adapted view of denial (e.g., 
suspecting one has HIV but refusing screening) to develop a fuller picture of 
how individuals cope with their illness.

Anger
Identifying the presence of anger within individuals with chornic illness 
proves difficult as a result of conflicted feelings within the population on 
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expressing this emotion. Ambivalence over emotional expression can be seen 
in those experiencing chronic illness or pain and encompasses a tentative-
ness to express both overly positive (e.g., affection) or overly negative (e.g., 
aggression) emotions (Carson et al., 2007). Furthermore, PLWHA experi-
encing ambivalence over expressing anger may feel regretful after choosing 
to show emotional expression (Carson et al., 2007). When anger is easily 
expressed by those struggling with chronic illness, it is not concentrated to 
self-anger and may present itself as anger with a higher power (Exline, Park, 
Smyth, & Carey, 2011). Although religion can be a source of great strength 
and coping for those with a chronic illness, it can also serve as a source of 
pain and contribute to feelings of sin and guilt following a diagnosis (Exline 
et al., 2011). In addition, anger may be directed at an inanimate presence, 
such as medication and the demands medication makes both physically and 
in terms of time (Brion et al., 2013). PLWHA may further express anger 
over the need to surrender to their medication regimens to maintain health, 
leading medication to feel like a controlling presence in their lives (Brion et 
al., 2013). As with the traditional view of anger in the Kübler-Ross (1969) 
model, there is an outburst of emotion toward the loss. However, in this case, 
the outburst of emotion may be confusing to both PLWHA and those who 
care for them, because the anger stage comes at the cost of PLWHA’s own 
personal loss and can also be directed at themselves. Thus, the traditional view 
of the anger stage must be broadened to understand the unique expression 
of anger during this stage.

Bargaining
As previously stated, religious coping can be both a positive and a negative 
coping reaction for people living with a chronic illness. In the bargaining 
stage, the use of religion and spirituality often come back into play as PLWHA 
begin to bargain with God for an improvement in their condition (Rodriguez, 
Glover-Graf, & Blanco, 2013). In this stage, individuals begin to negotiate with 
their higher power in a way that parallels a business contract (e.g., promising 
payment in the form of life changes if they can be healed). Aside from full-on 
bargaining, individuals also choose to use prayer to communicate with God 
and ask for healing from the chronic illness (Rodriguez et al., 2013). Thus, 
the traditional view of the bargaining stage (Kübler-Ross, 1969) does not fully 
capture the unique experience of an HIV diagnosis. Bargaining is focused on 
the individual who is experiencing loss. Furthermore, with advances in medi-
cal treatment, the bargaining done during this stage may appear to PLWHA 
as working, which could provide a false sense of hope and more severe grief 
if individuals get worse over time. Similarly, if the bargaining does not work, 
individuals can reexperience denial or anger, thus showing a weakness in the 
Kübler-Ross (1969) model.
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Depression
During the depression stage, individuals may mourn the loss of their potential 
selves (Bruce & Schultz, 2001). After the initial denial of the illness has worn off, 
PLWHA may experience depressive feelings as they recognize that their reality is now 
different from the one they had hoped for (Brion et al., 2013). In addition, feelings 
of hopelessness, often stemming from the belief that death may be near, can leave 
individuals paralyzed by feelings of depression (Brion et al., 2013). These beliefs may 
be further heightened because of stigmatized beliefs, which can contribute to the 
fear that death is imminent. Feelings of depression are some of the more common 
concerns voiced by PLWHA and can lead to other concerns, such as those related 
to medication adherence (Whetten, Reif, Whetten, & Murphy-McMillan, 2008). 
When PLWHA are feeling debilitated by their experiences of depression, they are 
less likely to prioritize proper adherence, which, in turn, can lead to decreased overall 
health. A newer conceptualization of the depression stage is aided by the addition of 
the concept of chronic sorrow (Roos, 2013). The depression felt by PLWHA can be 
an ongoing process. Continued losses can place PLWHA at any point in the stages 
of grief (Kübler-Ross, 1969), but the realization that an HIV diagnosis will mean 
multiple future losses can make the depression stage more severe than a normal loss.

Acceptance
Although many individuals have experienced the previous stages in order 
(Kübler-Ross, 1969), not everyone has the opportunity to experience acceptance 
related to grief. The acceptance stage is unique to Kübler-Ross’s (1969) model, 
because previous models of grief describe a letting-go process (Bowlby & Parkes, 
1970; Worden, 2009). PLWHA can begin to integrate their own experiences 
and hopes into a new identity of someone surviving with HIV. That is not to 
say that individuals are happy or without grief during the acceptance stage, 
but that the reality of the situation is beginning to take shape. Individuals may 
withdraw from family or friends during the acceptance stage as they begin to 
adjust to a new conceptualization of their life.

As stated by numerous critics (e.g., Maciejewski, Zhang, Block, & Prigerson, 
2007), there are problems with the Kübler-Ross (1969) stage theory. The criticisms 
of the model are valid: Individuals might not experience every stage, individuals 
may pass through stages out of order, or the stages may not fully encapsulate the 
feelings of loss (Maciejewski et al., 2007). However, because the stage theory 
(Kübler-Ross, 1969) is arguably the most widely known conceptualization of grief 
and loss (Ober et al., 2011), it is a useful tool to adapt in providing counseling 
services, teaching students, or providing education to PLWHA. Furthermore, its 
use with this unique type of loss has not been studied thoroughly, and its usefulness 
has yet to be validated or invalidated. Throughout these stages of grief, PLWHA 
must also overcome challenges unique to their community: the experience of 
disenfranchised grief and developmental considerations.
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COMPLICATING FACTORS TO HIV GRIEF

Disenfranchised Grief
The forced silence of mourning experienced by PLWHA mirrors disenfranchised 
grief, or a grieving or loss that is not socially acknowledged (Doka, 1989; Robson 
& Walter, 2012). Disenfranchised grief extends to include grieving experiences 
that are recognized but then met with dismissal, along with losses that are 
not able to be openly mourned (e.g., loss of a same-sex romantic partner in a 
nonaffirming social circle; Doka, 1989; Robson & Walter, 2012). Likewise, 
grief can be seen as disenfranchised when referring to highly stigmatized groups 
(Livingston, 2010), such as those whose grieving is tied to their HIV status. The 
lack of societal acknowledgment for HIV-related grief inevitably leads PLWHA 
to remain isolated during their grieving. A lack of support during the grieving 
process can be harmful for PLWHA;  those with adequate community support 
have an easier time transitioning through their mourning (Livingston, 2010; 
Piper, Ogrodniczuk, Joyce, & Weideman, 2009). 

Individuals living with HIV have admitted to experiencing disenfranchised 
grief in their own lives and in their interactions with professional counselors. In 
interviewing gay men living with HIV, Meris (2008) found that grief concerns 
were a recurring theme among the participants. Amid these grief concerns was 
the narrative that care providers (e.g., social workers, mental health counselors) 
seemed more willing to acknowledge issues of substance use than the bereavement 
issues for which the client had sought care (Meris, 2008). Perceiving grief to 
be socially insignificant to care providers further exacerbates feelings of shame, 
stigma, and isolation during the grieving process (Meris, 2008). Adding to the 
complexities of healing from disenfranchised grief are the profound consequences 
to the life of the griever. Those who are unable to publicly mourn their losses 
can experience impaired emotional functioning, as well as increased feelings of 
anger and depression (St. Clair, 2013). In addition to the added complexities 
of disenfranchised grief, the expanding life expectancies of those living with 
HIV bring a slew of developmental challenges.

Developmental Considerations
As previously mentioned, the introduction of HAART has brought about a 
decrease in mortality postdiagnosis in areas where medication is accessible 
(Sikkema et al., 2006), thus bringing unique developmental considerations 
when working with adult clients living with HIV. This shift from terminal to 
oftentimes chronic illness has allowed many adolescents with HIV to consider 
preparing for independent living, because these clients are more likely to live 
into adulthood (Battles & Wiener, 2002). Likewise, adult clients living with 
HIV/AIDS are regularly living into older adulthood, bringing a host of addi-
tional challenges, such as long-term survivors who have experienced prolonged 
and repeated loss. PLWHA who survived the first era of AIDS (1983–1995) 
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make up a unique cohort of adults who have witnessed a profound loss of 
social networks (Leaver, Perreault, & Demetrakopoulos, 2008). The loss of 
partners, family members, friends, and neighbors has left long-term survivors 
with a complete loss of community and, therefore, a great sense of grief. Fur-
thermore, this more traditional portrayal of bereavement has been found to be 
directly related to the physical health of those living with HIV, including faster 
progression to AIDS and greater frequency of HIV symptomatology (Bower, 
Kemeny, Taylor, & Fahey, 2003; Sikkema et al., 2000).

In addition, adults who have been living with HIV for an extended time 
may have been taking medication in the beginning of the development of 
antiretroviral drugs. During this time, prescribed treatments produced an even 
greater burden on those taking the medication, often including debilitating 
and life-altering side effects (Slomka, Lim, Gripshover, & Daly, 2013). These 
experiences only further exacerbate the pain adults with HIV have had to 
endure over their lifetimes. In response to living longer with HIV, however, 
long-term survivors have managed to find meaningful ways to cope with 
their illness. For example, long-term survivors often cite social networks (e.g., 
spouses, children, grandchildren) for providing a purpose for continuing to 
live (Sally, 1994; Slomka et al., 2013). In addition, long-term survivors often 
have learned to navigate the complicated needs of long-term illness, such as 
remembering to take medications and fostering effective communication 
with health care providers (Slomka et al., 2013). Keeping the process and 
challenges of HIV bereavement in mind, in the following section, we use 
Kübler-Ross’s (1969) theory of grief to demonostrate how bereavement can 
manifest in a client with HIV.

CASE APPLICATION: THE CASE OF MIRIAM

Miriam (pseudonym) is a 45-year-old, African American woman who has 
chosen to speak with a mental health counselor following an HIV diagnosis. 
Miriam is a self-identified Christian and professes that her faith is one of the 
most important areas of her life. Miriam was diagnosed with HIV 1 year ago 
but is just now seeking counseling after her medical doctor recommended that 
she do so. Miriam’s doctor recommended that she seek counseling after recog-
nizing that Miriam was noncompliant with the medication regimen she had 
been prescribed. Miriam is also experiencing concerns in her social network; 
she has attempted to completely isolate herself from family and friends in an 
effort not to disclose her HIV status. With limited social support at this time, 
Miriam admits to feeling isolated and lonely. Furthermore, she admits to be-
ing sad that she can no longer socialize with her friends as freely as she once 
did, and to no longer feeling that she can be open and honest with her church 
community. In addition to the aforementioned concerns, Miriam’s case also 
exemplifies a series of challenges seen in bereaving clients. Miriam shares that 
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she has chosen not to take her HIV medication because it is “not that big a 
deal,” and, therefore, she is choosing to rely on God’s ability to heal her. Miriam 
appears agitated that her doctor was so insistent on her taking medication, 
particularly because she shared with him that she did not think medication 
was necessary until she felt sicker.

Through downplaying and minimizing her health problems, Miriam is 
showcasing a level of denial of her illness and may not be fully accepting her 
current health condition. Choosing not to take medication allows Miriam to 
avoid daily reminders that she is sick and that her reality has changed signifi-
cantly. In addition, Miriam’s choice to rely on God may have resulted from 
a bargaining conversation, or through prayerful conversations in which she 
requested healing. Miriam also hints at some feelings of anger, mostly geared 
toward her medical doctor and his medication suggestions. These feelings of 
anger appear to be originating from her lack of acceptance of her declining 
health and, therefore, the incongruence between her doctor’s opinions and her 
own perception of her health.

Considering Miriam’s choice not to take her medication, it would also be 
beneficial to check in on symptoms of depression, given that she may be ex-
periencing feelings of hopelessness. Furthermore, Miriam admits to keeping 
to herself as a way to hide her HIV diagnosis, which suggests concerns in her 
current level of social support. Miriam admits to feelings of sadness because of 
a loss of social support and appears to be grieving her former social freedoms. 
The perceived stigma she is feeling, as evidenced by her decision not to disclose 
her diagnosis, may also contribute to feelings of depression. At this point, it 
does not seem that Miriam has accepted her HIV diagnosis, and it seems that 
she is actively working to maintain a level of unawareness surrounding her HIV 
status. It is worth noting that Miriam may not ever achieve the acceptance stage 
in her grieving process, and even if she did reach this stage, reaching acceptance 
is not synonymous with reaching happiness or fulfillment. The following sec-
tion includes implications for mental health providers working with PLWHA, 
including implications relevant to Miriam’s case.

IMPLICATIONS FOR COUNSELORS

As shown in the case application, counselors can often conceptualize clients 
living with HIV through a grief counseling perspective. In doing so, counselors 
can use grief counseling approaches, such as reconstructing meaning and cater-
ing to support needs, in their work with PLWHA.

Reconstructing Meaning
The process of grieving can be conceptualized as meaning making, in which clients 
reconstruct meaning in their lives to adapt to their new realities (Neimeyer, 1999). 
Rooted in constructivism, this technique gives bereaving clients an opportunity 
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to make meaning of their illness and create a new narrative based on their current 
reality. Furthermore, clients in mourning are able to assimilate losses into their 
life stories and produce new conceptualizations of themselves, their priorities, and 
their worlds (Alves, Mendes, Gonçalves, & Neimeyer, 2012). Thus, constructivist 
theories (e.g., narrative therapy) may assist counselors working with clients who 
are grieving an HIV diagnosis (Zeligman & Barden, 2014). In addition to aid-
ing in the grieving process following a diagnosis, constructivist approaches allow 
PLWHA to combat issues of stigma by encouraging clients to review socially 
constructed messages and externalize their diagnosis from themselves (Zeligman 
& Barden, 2014). Mourning clients often ask themselves why an illness or ac-
cident has happened to them, leading them to inherently search for meaning of 
the event and naturally engage in this process (Servaty-Seib, 2004). If meaning 
making is not initiated by the client, however, counselors play an important role 
in initiating this process, while being mindful that constructing new meaning is 
a process and not an outcome (Servaty-Seib, 2004). From this approach, coun-
selors are integral in providing a safe place for clients to voice their stories and 
reintegrate their experiences of loss into their new narrative.

In the case of Miriam, the client may need to reconstruct what it means 
to have HIV. In her current narrative, having HIV appears to be something 
shameful that requires a level of secrecy. This narrative may have been influenced 
by stigmatized messages she has incorporated into her personal narrative and 
may benefit from constructivist techniques that externalize these messages and 
beliefs. This diagnosis may also bring changes in how Miriam conceptualizes her 
relationship with God. For example, Miriam may begin to view HIV medica-
tions as a way that God has been able to provide for her. In turn, Miriam’s new 
narrative may include a strengthened spiritual relationship.

Catering to Support Needs
In addition to the aforementioned bereavement counseling approaches, grieving 
clients like Miriam benefit from being reconnected to social and community 
resources. This type of support may be particularly meaningful considering the 
disenfranchised elements of mourning an HIV diagnosis, as well as the isola-
tion that often accompanies feelings of stigma and shame. With the concern 
of disenfranchised grief in mind, counselors have an added responsibility to 
validate a client’s HIV grief experience. In addition, group support may provide 
added validation through the experience of universality (i.e., the sense that one 
is not alone because others share similar concerns; Yalom, 2005). Furthermore, 
HIV-related bereavement groups, aimed at enhancing social support and pro-
viding space for grieving, may benefit a client’s overall quality of life as well as 
overall physical health (Sikkema, Hansen, Meade, Kochman, & Lee, 2005). 
In Miriam’s case, the use of group intervention could provide the first piece 
of social support she is craving and assist in the feelings of depression she has 
shown. In addition, meeting with others with HIV may have an effect on how 
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Miriam conceptualizes living with HIV and play a part in her meaning-making 
process. For example, Miriam may see that others who take medication do 
so as a way to maintain their current level of health, and not as a response to 
dire physical needs, and therefore change the way she views medication and 
its meaning in her life.

CONCLUSION

Although PLWHA continue to benefit from mental health care, their clinical 
needs have shifted dramatically with the introduction of HAART and, therefore, 
the ability to live fuller, longer lives. With these medical advances in mind, 
counselors and care providers are now able to work with PLWHA on quality-
of-life and adjustment issues, rather than solely on end-of-life concerns and 
existential struggles. Alternatively, counselors can now conceptualize clients 
with HIV through a bereavement lens and recognize the potential grief and 
loss associated with receiving an HIV diagnosis. Numerous grief theories have 
emerged over the years as a way to illustrate the process of grieving following 
loss, but none are so widely known as the grief theory of Kübler-Ross (1969).
Through this conceptualization, which we have broadened in some respects, 
grief is experienced in five stages: (a) denial, (b) anger, (c) bargaining, (d) 
depression, and (e) acceptance. This unique way to conceptualize clients with 
HIV allows mental health clinicians to reconsider previous clinical approaches 
used with this population and now consider the use of bereavement counseling 
in practice with PLWHA.

REFERENCES
Ahlström, G. (2007). Experiences of loss and chronic sorrow in persons with severe chronic illness. Journal 

of Clinical Nursing, 16, 76–83. doi:10.1111/j.1365-2702.2006.01580.x
Alves, D., Mendes, I., Gonçalves, M. M., & Neimeyer, R. A. (2012). Innovative moments in grief therapy: 

Reconstructing meaning following perinatal death. Death Studies, 36, 795–818. doi:10.1080/074811
87.2011.608291

Battles, H. B., & Wiener, L. S. (2002). From adolescence through young adulthood: Psychological adjustment 
associated with long-term survival of HIV. Journal of Adolescent Health, 30, 161–168. doi:10.1016/
S1054-139X(01)00341-X

Boer, L. M., Daudey, L., Peters, J. B., Molema, J., Prins, J. B., & Vercoulen, J. H. (2014). Assessing the stages 
of the grieving process in chronic obstructive pulmonary disease (COPD): Validation of the Acceptance 
of Disease and Impairments Questionnaire (ADIQ). International Journal of Behavioral Medicine, 21, 
561–570. doi:10.1007/s12529-013-9312-3

Bower, J. E., Kemeny, M. E., Taylor, S. E., & Fahey, J. L. (2003). Finding positive meaning and its association 
with natural killer cell cytotoxicity among participants in a bereavement-related disclosure intervention. 
Annals of Behavioral Medicine, 25, 146–155.

Bowlby, J., & Parkes, C. M. (1970). Separation and loss within the family. In E. J. Anthony (Ed.), The child 
in his family (pp. 197–216). New York, NY: Wiley.

Brion, J. M., Menke, E. M., & Kimball, C. (2013). Grief and HIV medication adherence: The work of 
transcending loss. Journal of Loss and Trauma: International Perspectives on Stress & Coping, 18, 499–520. 
doi:10.1080/15325024.2012.719341

Britton, P. J. (2000). Staying on the roller coaster with clients: Implications of the new HIV/AIDS medical 
treatments for counseling. Journal of Mental Health Counseling, 22, 85–94.

11

Zeligman and Wood: Conceptualizing an HIV Diagnosis Through a Model of Grief and Ber

Published by Marshall Digital Scholar, 2017



ADULTSPAN Journal    April 2017    Vol. 16  No. 1	 29

Bruce, E. J., & Schultz, C. L. (2001). Nonfinite loss and grief: A psychoeducational approach. Baltimore, MD: 
Paul H. Brooks.

Carson, J. W., Keefe, F. J., Lowry, K. P., Porter, L. S., Goli, V., & Fras, A. M. (2007). Conflict about expressing 
emotions and chronic low back pain: Associations with pain and anger. The Journal of Pain, 8, 405–411. 
doi:10.1016/j.jpain.2006.11.004

Centers for Disease Control and Prevention. (2008). Persons aged 50 and over. Retrieved from http://www.
cdc.gov.ezproxy.gsu.edu/hiv/topics/over50/index.htm

Centers for Disease Control and Prevention. (2013). Statistics overview. Retrieved from http://www.cdc.
gov/hiv/statistics/basics/

Doka, K. (1989). Disenfranchised grief: Recognizing hidden sorrow. Lexington, MA: Lexington Books.
Exline, J. J., Park, C. L., Smyth, J. M., & Carey, M. P. (2011). Anger toward God: Social-cognitive predic-

tors, prevalence, and links with adjustment to bereavement and cancer. Journal of Personality and Social 
Psychology, 100, 139–148. doi:10.1037/a0021716

Freud, S. (1957). Mourning and melancholia. In J. Strachey (Ed. & Trans.), The standard edition of the 
complete psychological works of Sigmund Freud (Vol. 14, pp. 152–170). London, England: Hogarth Press. 
(Original work published 1917)

Goforth, H. W., Lowery, J., Cutson, T. M., Kenedi, C., & Cohen, M. A. (2009). Impact of bereavement on 
progression of AIDS and HIV infection: A review. Psychosomatics, 50, 433–439.

Gordon, J. (2009). An evidence-based approach for supporting parents experiencing chronic sorrow. Family 
Matters, 2, 115–119.

Hintze, J., Templer, D. I., Cappelletty, G. G., & Frederick, W. (1993). Death depression and death anxiety 
in HIV-infected males. Death Studies, 17, 333–341.

Ickovics, J. R., Druley, J. A., Morrill, A. C., Grigorenko, E., & Rodin, J. (1998). “A grief observed”: The 
experience of HIV-related illness and death among women in a clinic-based sample in New Haven, 
Connecticut. Journal of Consulting and Clinical Psychology, 66, 958–966.

Jenness, S. M., Myers, J. E., Neaigus, A., Lulck, J., Navejas, M., & Raj-Singh, S. (2012). Delayed entry into 
HIV medical care after HIV diagnosis: Risk factors and research methods. AIDS Care, 24, 1240–1248. 
doi:10.1080/09540121.2012.656569.

Kübler-Ross, E. (1969). On death and dying. New York, NY: Macmillan.
Leaver, C. A., Perreault, Y., & Demetrakopoulos, A. (2008). Understanding AIDS-related bereavement and 

multiple loss among long-term survivors of HIV in Ontario. The Canadian Journal of Human Sexuality, 
17, 37–52.

Lichtenstein, B., Laska, M. K., & Clair, J. M. (2002). Chronic sorrow in the HIV-positive patient: Issues 
of race, gender, and social support. AIDS Patient Care and STDs, 16, 27–38.

Livingston, K. (2010). Opportunities for mourning when grief is disenfranchised: Descendants of Nazi 
perpetrators in dialogue with Holocaust survivors. OMEGA: Journal of Death and Dying, 61, 205–222. 
doi:10.2190/OM.61.3c

Maciejewski, P. K., Zhang, B., Block, S. D., & Prigerson, H. G. (2007). An empirical examination of the 
stage theory of grief. JAMA, 297, 716–723.

Maguire, C. P., McNally, C. J., Britton, P. J., Werth, J. L., & Borges, N. J. (2008). Challenges of work: Voices 
of persons with HIV disease. The Counseling Psychologist, 36, 42–89. doi:10.1177/0011000007309966. 

Meris, D. (2008). Responding to the mental health and grief concerns of homeless HIV-infected gay men. 
Journal of Gay & Lesbian Social Services, 13, 103–111. doi:10.1300/J041v13n04_12

Neimeyer, R. A. (1999). Narrative strategies in grief therapy. Journal of Constructivist Psychology, 12, 65–85.
Ober, A. M., Granello, D. H., & Wheaton, J. E. (2011). Grief counseling: An investigation of counselors’ 

training, experience, and competencies. Journal of Counseling & Development, 90, 150–159.
Olhansky, S. (1962). Chronic sorrow: A response to having a mentally defective child. Social Casework, 

43, 190–193.
Peters, N. (2013). HIV/AIDS and grief: Implications for practice. Social Work & Christianity, 40, 156–183. 
Piper, W. E., Ogrodniczuk, J. S., Joyce, A. S., & Weideman, R. (2009). Follow-up outcome in short-

term group therapy for complicated grief. Group Dynamics: Theory, Research, and Practice, 13, 46–58. 
doi:10.1037/a0013830.

Robson, P., & Walter, T. (2012). Hierarchies of loss: A critique of disenfranchised grief. OMEGA: Journal 
of Death and Dying, 66, 97–119. doi:10.2190/OM.66.2.a

Rodriguez, V. J., Glover-Graf, N. M., & Blanco, E. L. (2013). Conversations with God: Prayer and bargaining in 
adjustment to disability. Rehabilitation Counseling Bulletin, 56, 215–228. doi:10.1177/0034355213477477 

12

Adultspan Journal, Vol. 16, Iss. 1 [2017], Art. 2

https://mds.marshall.edu/adsp/vol16/iss1/2



30	 ADULTSPAN Journal    April 2017    Vol. 16  No. 1

Roos, S. (2013). Chronic sorrow and ambiguous loss: Gestalt methods for coping with grief. Gestalt Review, 
17, 229–239. 

Sally, J. (1994).  Psychosocial issues of AIDS long-term survivors. Families in Society, 75, 324–332. 
Servaty-Seib, H. L. (2004). Connections between counseling theories and current theories of grief and 

mourning. Journal of Mental Health Counseling, 26, 125–145.
Sikkema, K. J., Hansen, N. B., Ghebremichael, M., Kochman, A., Tarakeshwar, N., Meade, C. S., & Zhang, 

H. (2006). A randomized controlled trial of a coping group intervention for adults with HIV who are AIDS 
bereaved: Longitudinal effects on grief. Health Psychology, 25, 563–570. doi:10.1037/0278-6133.25.5.563

Sikkema, K. J., Hansen, N. B., Meade, C. S., Kochman, A., & Lee, R. S. (2005). Improvements in health-
related quality of life following a group intervention for coping with AIDS-bereavement among HIV-
infected men and women. Quality of Life Research, 14, 991–1005. doi:10.1007/s11136-004-2959-0

Sikkema, K. J., Kalichman, S. C., Hoffmann, R., Koob, J. J., Kelly, J. A., & Heckman, T. G. (2000). Coping 
strategies and emotional wellbeing among HIV-infected men and women experiencing AIDS-related 
bereavement. AIDS Care, 12, 613–624.

Sikkema, K. J., Kochman, A., DiFranceisco, W., Kelly, J. A., & Hoffmann, R. G. (2003). AIDS-related 
grief and coping with loss among HIV-positive men and women. Journal of Behavioral Medicine, 26, 
165–181. doi:10.1023/A:1023086723137

Slomka, J., Lim, J. W., Gripshover, B., & Daly, B. (2013). How have long-term survivors coped with living 
with HIV? Journal of Association of Nurses in AIDS Care, 24, 449–459. doi:10.1016/j.jana.2012.09.004

St. Clair, J. S. (2013). The witnessing of disenfranchised grief: Reliability and validity. Journal of Nursing 
Measurement, 21, 401–414. doi:10.1891/1061-3749.21.3.401

Villa, D. P., & Demmer, C. (2005). Exploring the link between AIDS-related grief and unsafe sex. Illness, 
Crisis & Loss, 13, 219–233.

Weingarten, K. (2013). Sorrow: A therapist’s reflection on the inevitable and the unknowable. Family Process, 
51, 440–455. doi:10.1111/j.1545-5300.2012.01412.x

Whetten, K., Reif, S., Whetten, R., & Murphy-McMillan, L. K. (2008). Trauma, mental health, distrust, 
and stigma among HIV-positive persons: Implications for effective care. Psychosomatic Medicine, 70, 
531–538. doi:0033-3174/08/7005-0531

Worden, J. W. (2009). Grief counseling and grief therapy: A handbook for the mental health practitioner (4th 
ed.). New York, NY: Springer.

Yalom, I. D. (with Leszcz, M.). (2005). The theory and practice of group psychotherapy (5th ed.). New York, 
NY: Basic Books.

Zeligman, M., & Barden, S. M. (2014). A narrative approach to supporting clients living with HIV. Journal 
of Constructivist Psychology, 28, 67–82. doi:10.1080/10720537.2013.854185

13

Zeligman and Wood: Conceptualizing an HIV Diagnosis Through a Model of Grief and Ber

Published by Marshall Digital Scholar, 2017


	Conceptualizing an HIV Diagnosis Through a Model of Grief and Bereavement
	Recommended Citation

	adsp12031

