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The palliative care paradigm was
developed in response to, and has
concentrated on, meeting the needs
of those facing death from cancer
(Saunders, 1984; Higginson, 1993; Grothe
and Brody, 1995; Downey, 1997; Field and
Addington-Hall, 1999; Craven, 2000).
Furthermore, this paradigm reflected the
fairly predictable trajectory of late
metastatic disease. In the current literature
on palliative care, the author suggests
there is an assumption, or possibly an
inference, that the paradigm is directly
transferable to other disease categories.
Although the principles and approaches
of providing palliative care to those facing
death are frequently referred to (Standing
Medical Advisory Committee/Standing
Nursing and Midwifery Advisory
Committee, 1992; National Council for
Hospice and Specialist Palliative Care
Services, 1995), it could be suggested that
the scope of this model has largely not
been questioned since its inception.
Higginson (1993) has suggested that the
current model of palliative care, which
was developed for people with cancer,
could be adapted for those with
HIV/AIDS. However, this was before the
introduction of highly active anti-retrovi-
ral therapy (HAART), which has altered

the disease trajectory of HIV/AIDS from
acute to chronic. Questions remain
regarding diseases, such as HIV/AIDS,
that may not ‘fit’ the current model
(Grothe and Brody, 1995).

The concept ‘revival’ has been used in
discussing the experience of clients who
were perceived to be moribund then
recovered. Individuals with HIV/AIDS
can experience this many times as the dis-
ease progresses (King, 1997, 1999). What
became apparent when initially discussing
the research with clients was that they
were not familiar with the term ‘revival’,
but were able to associate the course of the
disease with the term ‘roller coaster’ used
by Foley et al (1995) and Grothe and
Brody (1995).

Literature review

A systematic literature search of AIDS-
LINE, CINAHL and Medline, was per-
formed using the key words ‘HIV/
AIDS’, ‘revival’, ‘roller coaster’ and ‘pal-
liative care paradigm’, either singly or in
combination. The search was conducted
at the beginning of 2001 for articles pub-
lished since 1980, which is when the
causative virus was first isolated. It
should be noted that published articles
reflect a time 2 years or more before the
actual publication date (Wilkes, 1998).

Grothe and Brody (1995), who reviewed
the palliative care literature for HIV dis-
ease, suggested that there were problems
with the fit, because of the unpredictable
manifestation and progression of HIV. In
the 1980s, when HIV first emerged, AIDS
presented as an acute illness. At this time
being diagnosed as HIV positive was
equated with imminent death. However,
this was before advances in treatments and
the introduction of HAART in 1995/6 in
many Western countries, which has led to
an increase in longevity, albeit only for
some (Nicholson, 2000). Now, active
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treatment until the point of death and
long-term prophylaxis are possible. It
could be asked whether this is this pallia-
tion., In 1987, Kubler-Ross described
AIDS as the ultimate challenge of pallia-
tive care. She suggested that the applica-
tion of palliative care to those infected
with HIV needed further exploration
(Kiibler-Ross, 1987). Later, McHaffie
(1994) stated that, as an infectious disease,
HIV had exposed anomalies, dichotomies
and dilemmas that have forced health-care
professionals to scrutinize previously
familiar principles of palliative care.
Namely, that the model of care developed,
was for a specific illness, late metastatic
cancer, whose disease trajectory is fairly
predictable (Foley et al, 1995). Yet the
divisions between active treatment and
palliation with HIV/AIDS are less well
defined, as shown in Figure 1.

Another theoretical model of palliative
care, proposed by Ahmedzai in 1996,
emphasized the entwinement of treatment
and care modalities at all stages of disecase
(Figure 2). The Sheffield Theoretical
Model makes a distinction between pallia-
tive care and terminal care based on the
point when: ‘adjuvant attempts to either
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Figure 1. HIV/AIDS palliative care
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Figure 2. Sheffield Theoretical Model for palliative care
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prolong life or to give curative therapy are
stopped’ (Clark and Seymour, 1999).

Although the immunosuppression
caused by HIV cannot be cured, many of
the opportunistic infections can be
treated and prophylactic treatment of
some adjuvant diseases can be actively
continued until the point of death
(Welsby et al, 2001), hence the dilemma
posed. The author suggests that the
Sheffield Theoretical Model (1996)
(Figure 2) needs to be adapted, with the
misleading ‘curative’ heading re-named
‘active intent’ because at present there is
no cure. The distinctive line of division
between ‘curative’ and ‘life-prolonging’
could be amended to replicate the one
proposed in Foley’s model. This would
then be more reflective of the experience
of the roller coaster and uncertainty, par-
ticularly around identification of the ter-
minal phase (Jennings and George, 1996;
Pickhaver, 2002).

The phenomenon of revival has been
described as the Lazarus syndrome (King,
1997, 1999; Scott and Constantine, 1999).
The syndrome being related to the expe-
rience of the Biblical character Lazarus,
whom Jesus is said to have bought back
from the dead after 4 days in his tomb.
The phenomenon is apparently unique to
HIV/AIDS, but likened to the feelings of
trauma suffered by Holocaust survivors
(France, 1998), both groups having seen
friends and family members die, and
expected that they too would die, but
survived instead.

Very little literature was found on the
phenomenon. Only two research studies
were discovered relating to treatment
responses and disease progression,
Brashers et al (1999) and Trainor and Ezer
(2000), from America and Canada respec-
tively. No studies conducted in the UK
were identified.

Method

A qualitative phenomenological research
methodology was used, the philosophical
origins of the approach being those of
Husserl (1962). Phenomenology is a qual-
itative research method that is used to
explore the lived experience of a phenom-
enon (Streubert and Carpenter, 1999), in
this case, revival. An understanding of the
experience of uncertainty could make
a contribution to the existing palliative
care paradigm.

Ethical approval was obtained from the
local research ethics commirttee. One of the
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‘The researcher
started from the
position of an
“insider’, as a
nurse involved in

participants’ care.’
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main areas of concern for HIV-positive
individuals is that of confidentiality and the
potential risk of identification. However,
according to Dean (1995), the personal
experiences of this particular client group
should not be ignored. Qualitative research
may allow marginalized groups to have a
voice and be heard, while protecting their
anonymity (Humpreys, 1970; Hardy,
1998). By giving clients the opportunity to
participate, through telling their stories,
they may derive meaning from living with a
stigmatized disease, possibly making the
experience of research participation a posi-
tive one (de Raeve, 1994).

As a community palliative care clinical
nurse specialist in HIV, the researcher
consciously selected a sample of six clients
from her caseload, using her professional
knowledge of the study population, mak-
ing it a purposive sample (Parahoo, 1997).
Blacktop (1996) suggested that there is a
need with such sampling to trust the
researchers expertize, knowledge and
unconscious bias in selection. The
researcher started from the position of an
‘insider’, as a nurse involved in partici-
pants’ care. The criteria for inclusion in
this study was that the client had been
diagnosed as HIV positive for more than
5 years. This made it likely that he or she
would have experienced the phenomenon

under investigation. The average length of

time since diagnosis was 9 years. The
source of infection was not a defining cat-
egory, because it was not important where
or how the virus was acquired.
The participants varied in age from
37-62 years, five were male and one was
female. Clients were contacted by tele-
phone and invited to participate, with
written consent obtained before interview.

Participants’ views were obtained
through semi-structured interviews that
were tape-recorded. The interviews took

Box |. Interview questions.

Please could you describe your feelings
when you found out that you were
positive?

Can you tell me about the times when you
thought that you might be dying?

In what way did you prepare for your
death!

Can you explain what it feels like to have
been close to death and then to have
recovered?

What are your hopes for the future?

between 45-120 minutes and were carried
out at a location of the participants’ choice,
usually their own home. Predetermined
questions (Box I) were used to focus the
interviews, while allowing clarification
of feelings and probing of issues through
further questioning (Rose, 1994).

Analysis

The author transcribed the interviews ver-
batim (Payne, 1997). Their content was
then checked for accuracy against the orig-
inal audio recordings. Content analysis
(Miles and Huberman, 1994) was used to
make sense of the taped interviews through
data familiarization. The transcripts were
carefully read and re-read in their entirety
several times in order to capture an essence
of the experience of ‘revival’, getting a
sense of the whole. The actual process of
comprehension and synthesis was iterative,
being back-and-forth, with the data being
scrutinized and significant phrases, sen-
tences and paragraphs highlighted to iso-
late thematic statements. The themes
identified from the reduction of data were
coded as they emerged, with each piece of
data being ‘lifted’ from the transcript. The
need to check the substance of the emer-
gent codes was done by constantly refer-
ring back to the orlgjma.[ transcripts.

The interparticipant analysis involved
comparing the transcripts of several partici-
pants and the analysis of themes was
achieved through the sorting of commonal-
ities and natural variations. Both facilitated
cognitive processes that enabled the author
to synthesize, interpret, link, see relation-
ships and enable verification of the related
themes to the experience of uncertainty and
‘revival’. These were then checked out with
the relevant participant, for confirmation
that the data were truly representative of
their descriptions, so contributing to the
reduction of researcher bias (Beck, 1994)

Support for the researcher (Coyle and
Wright, 1996), during the process was
received from her clinical manager and
umversity supervisor. The researcher also
kept a diary to self-reflect on how the data
gathering and interpretation may have
been influenced by her own blography,
theoretical frame of reference or view of
the world (Taylor, 1995; Ingleton and
Seymour, 2001).

Findings
The main theme, or core variable, identi-
fied from the transcripts was related to
uncertainty, with the other themes, ‘time
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It would appear
that the theme of
‘certain death’
related back to
the moment when
participants were
told that they
had HIV.

related to a future’, ‘revival’, ‘wellbeing’
and ‘certain death’, being interrelated. The
presentation of the findings includes
appropriate quotations, which are used to
illustrate and substantiate the themes iden-
tified through analysis of the dara
(Sandelowski, 1994; Ashworth, 1997).

The main theme of uncertainty was
related ro the unpredictable disease trajec-
tory associated with the HIV virus, which
is unlike that of metastatic cancer whose
disease trajectory is fairly predictable
(Foley et al, 1995), as Participant 6
explained:

‘You can say with cancer, you've got 6 to
9 months to live. Well people are able to
prepare themselves and then it [death]
happens, that’s not so for us.’

It would appear that the theme of ‘certain
death’ related back to the moment when
participants were told that they had HIV.
This is an experience similar to receiving a
cancer diagnosis, which still remains a
metaphor for death (McNamara, 2001).
Participants described how they are faced
with a provisional existence, which affected
personal, social and interpersonal issues:

‘I had to give up work... for me as a
man, it feels like I've been castrated.’
(Participant 6)

‘Sometimes it takes me 4 days to do what
[ could do before in one [general
activities related to helping around the
home]’

(Participant 2)

‘My body is slowly shutting down, soon
I'll need to use a wheelchair all the time.’
(Participant 5)

The uncertainty created also meant that
the individuals who had previously with-
drawn from the future had to try and
reintegrate themselves back into society.
They had to live with the knowledge of a
certain death, but did not know when
this would occur.

Being infected with HIV, created uncer-
tainty for participants that was relared to
the unpredictable progression of the virus,
the uncertainty of when death would
occur, the difficulties in planning for the
future and living a provisional existence.

‘T haven’t got a future, I don’t look to
the future anymore... its only since
becoming ill that its been like this.’
(Participant 2)

International Journal of Palliative Nursing, 2003, Vol 9, No 9

As Van den Berg (1972) explained:

‘The beginning of every serious illness is
a halt. Normal life ends. Another life
takes its place. One suddenly becomes
uncertain about things most taken for
granted: faith and integrity of the body,
one’s role in other peoples’ lives and
their role in one’s own life, and faith in
the future.’

For many people living in a Western
society, time is linear, sequential and
related to clock time and calendars, indi-
cating the present, yet unable to show the
future or reveal the past. However, for
those who have a HIV-positive diagnosis
there is a disruption of time, which is nor-
mally taken for granted, in relation to the
future, by most people. Participants spoke
about the paradox of living one day at a
time while trying to hold onto a future:

‘I take each day at a time...’
(Participant 1)

‘I don’t plan for a future, it’s like I say
day to day.’
(Participant 2)

‘... it’s just a question of taking one day
at a time and see how things go.’
(Participant 3)

For some participants, the achievement of
revival and having outlived a predicted
prognosis was significant. Participant 5
described how, having received an HIV-
positive diagnosis in 1981, he had remained
well until 1996, at which time he developed
an opportunistic infection. However, he
described his sense of achievement from
surviving several near deaths:

‘I think it’s quite an accomplishment to
have survived this long... 'm proud of
myself.

(Participant 5)

Likewise, a participant diagnosed in 1982, a
haemophiliac, spoke about being ‘immortal
in the early days’, and now wants to be the
‘last one [haemophiliac] left’.

The term revival, as stated previously,
was not one that appeared to be familiar to
all the participants, although they could see
where the proponents of the term were
coming from. Some did not consider that
they had experienced being ‘raised from
the dead’. What they were able to identify
with was the ‘roller coaster’, which they
related to periods of uncertainty associated
with being very ill and then recovering:
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‘Although
uncertainty is an
inberent part of
human existence,
most people are
not aware of it
until a disruption
in their reality
occurs.’
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‘It’s a roller coaster, because one minute
you’re up and the next you’re down and
it just goes on and on...’

(Participant 6)

The participants experienced daily the
existential pull of the two realities of life
and death, with the phenomenon of
revival being repeated as they became seri-
ously ill only to recover again. Their adap-
tation to each revival, or dip in the roller
coaster, being dependent on how each
unique individual viewed the disruption
caused by the illness. This disruption
required the individual to reconstruct their
life and maintain a sense of personal
integrity in the face of a disturbance to
their normal identity, customary routines
and established relationships.

HIV seropositivity does not present the
infected person with an established prog-
nosis and the uncertainty related to disease
progression appears to heighten the level
of stress for the participants. They recog-
nized the negative impact that stress could
have on the immune system and so strived
to maintain a sense of wellbeing. All par-
ticipants mentioned that the medical pro-
fession were strongly influenced by
improvements in surrogate markers of
health, i.e. an increase in the CD4 count
and a decrease in the viral load as measures
of wellbeing:

‘That’s the doctors Holy Grail... CD4
and viral load. I just want a decent life.
So, no I don’t worry too much about the
counts.’

(Partictpant 6)

‘My personal barrier was 250 CD4, but
now I've learnt not to count too much
on the figures. My own sense of
wellbeing is my measure.’

(Participant 1)

Many of the symptoms associated with
the virus are not directly visible and par-
ticipants looked well. Those that were
asymptomatic spoke about the dilemma of
looking well, while feeling unwell. This
also had implications regarding employ-
ment issues and the possible cessation of
social security benefits and allowances
during formal review.

Discussion
Initially it may have appeared that
HIV/AIDS would fit neatly into the pal-
liative care paradigm (Grothe and Brody,
1995). However, with the development of

new and improved treatments and with
the prophylaxis of certain opportunistic
infections, the trajectory of the disease
and its subsequent management has sig-
nificantly altered for those in the Western
World. This has challenged the tradi-
tional palliative care paradigm, with
uncertainty around progression and
prognosis for those infected with the
virus. Every time the client experiences a
serious illness, there is a very real expec-
tation that this could result in death.
However, although a client could be
moribund at that particular given
moment, they may recover a few days
later — revival. There is no certainty,
which the present model perhaps does
not allow for. If it is not clear where the
delineations between active and palliative
intent are, this creates uncertainty for all
those involved in the provision of care.

Mishels (1988, 1990) theory of ‘uncer-
tainty in illness’, suggested that uncer-
tainty was the cognitive state that
occurred when an individual could not
assign definite value to objects or events
and/or was unable to predict outcomes.
Carricaburu and Pierriet (1995) suggested
that those living with a HIV-positive
diagnosis were entrenched in a situation
‘at risk of illness’. Common nonspecific
symptoms may acquire great significance,
as possible indicators of a change from
living with to dying from the virus. The
ambiguity around the durability of treat-
ments and, therefore, ultimately, the sur-
vival of clients will contribute to the level
of uncertainty.

Although uncertainty is an inherent
part of human existence, most people are
not aware of it until a disruption in their
reality occurs. Participants in this study
were unable to project a future for them-
selves, the previous certainties in life hav-
ing been removed. Taking one day at a
time may be a means of reducing the
uncertainty. The pervasive idea that hav-
ing HIV 1s equated with death kept

participants from planning a future.

Health within illness

The concept of ‘health within illness’
(Lindsey, 1996: Moch, 1998), is concerned
with the increased meaningfulness of life
through ‘connectedness or relatedness’
with the environment and/or awareness of
self during a period of compromised well-
being. The concepts of health and death do
not appear synonymous and yet, accord-
ing to Russell and Sander (1998), and
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‘The experience
of living with
HIV and its
unpredictable
disease trajectory
could provide the
palliative care
domain with the
opportunity to
embrace health-
promoting
palliative care.’

Kellehear (1999a) should enjoy a comple-
mentary relationship. Kellehear (1999b)
argued that, if the health needs of those
who are living with a life-threatening
chronic illness are not promoted, it could
mean that palliative care is not truly holis-
tic. The experience of living with HIV and
its unpredictable disease trajectory could
provide the palliative care domain with the
opportunity to embrace health-promoting
palliative care. This could be through
helping with interpersonal reorientation,
enhancing individuals” sense of control
and enabling them to adjust to life with a
chronic illness.

Conversely, although palliative care may
be ignoring health-promoting aspects of
care, health promotion may be death-
denying and could be contributing to the
stigma, isolation and rejection associated
with those facing death. Health-promot-
ing palliative care, the author suggests,
could offer a model of social care drawn
from the paradigms of palliative care and
health promotion, in order to further
enhﬂnCC thC care Of thOSE tr_vil‘lg Lo liVC
while dying.

Limitations

This study has attempted to investigate an
under-researched area and does not neces-
sarily reveal the phenomenon in depth,
but has started to allude to the experience
of uncertainty related to revival in connec-
tion with HIV. The sample size was small
and the results are therefore not represen-
tative of all HIV-positive individuals
(Paley, 1997).

The respondents’ accounts may have
been concealed or exaggerated for a variety
of personal reasons, leaning towards more
rational and logical explanations. There
may also have been a tendency for partici-
pants to give the answers they assumed
that the researcher wanted to hear, with
their account not being consistent with,
or reflecting their actual behaviour
(Fielding, 1994).

Future research

It is not apparent from the current litera-
ture whether the lived experience of
uncertainty related to revival/roller coaster
is unique to HIV/AIDS, or whether it also
relates to other illnesses. This could be an
area for future research. Whether individ-
uals diagnosed with cancers such as acute
leukaemia, acute lymphomas or neu-
tropenic sepsis also experience the phe-
nomenon of revival could be investigated.
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Providing palliative care for diseases
with unpredictable trajectories may create
issues relating to uncertainty for those
offering care, which could also be an area
for investigation. Gibbs et al (1997) dis-
cussed how patients dying from diseases
such as HIV/AIDS, neurological condi-
tions, respiratory failure and heart failure
could benefit from palliative care, but that
different models of care may be needed.
Therefore, if there is a disproportionate
concentration of palliative care on those
dying of cancer, research into adapting the
paradigm may enhance the care for those
with other diseases and redress current
inequalities (Connolly, 2000).

Conclusion
This small study explored HIV-positive
individuals’ experiences of uncertainty
related to revival/roller coaster and may
contribute to the understanding of pallia-
tive care of illnesses other than cancer.
Palliative care appears to have become a
somewhat accepted ubiquitous slogan
within the health-care arena — 1ts princi-
ples often unquestioningly accepted,
despite their development being for a sin-
gle disease. Perhaps now, over 30 years
since its inception, the tenets of the para-
digm need to be challenged and reviewed.
They need to be truly person-centred,
rather than disease-centred in order for
consideration be to given to diseases other

than cancer. -|®x‘-
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