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Abstract
HIV AND HUMAN BEING

Greg Madison

Abstract B Few of the studies of psychological adaptation to an HIV+ diagnosis have
inquired into its existential dimension. Existential enquiries contribute valuable
insights into lived experience without patho logising that experience. In the present
research, the experiences of six HIV+ gay men were assessed using semistructured
interviews and Focusing, a method of intensive self-reflection. The transcripts of
these sessions were analysed phenomenologicallyand the results were compared to
previous existential studies with special emphasis on the process of adaptation to

HIV. These menOs experiences are then presented as aspects of the general modes
of human being described by Heidegger. This highlights the commonality of the
Ohealthy® and HIV situations. The question is asked whether we will take the

opportunity to learn from the existential insights of HIV+ gay men.
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Chapter 1
Introduction

Throughout human history, societies have been called upon to respond to threatening
crises. Temporarily, each crisis looms large in our concerns only to gratuallyaghas

the threat fades and time passes. Yet, in the closeness of the present these crises have the
potential to impact in a profound and transforming way. Our response to these events can
determine whether they disengage into the past dkreaéaing challenges, or whether

they have lontasting repercussions for our way of living and our view of life itself. The

former Director oLondon LighthouseChristopher Spence, said in an address in 1994,

These are the events which bring both unimaginable crisis and great challenge;
events that expose the fabric of society where it is worn out or rotten through and
through, and in doing so stir the human spirit out of its habitual complacency to
insist on, and fight for, a response that is focused on fundamental and far-reaching
change. | believe that in our time, AIDS is such an event and that history will
judge this generation by the quality of our response (pp. 9-10).

AIDS was first recognised among gay men in America. Its aetiology, the HNawirus,
identified in 1983 but its spread, in retrospect, likely began in the late 1970s. In the western
world, the impact of HIV/AIDS has been most profound in the gay community and the

following study will focus on the experience of HIV+ gay men.

The AIDS cisis has produced a dramatic change of life for those affected. Most HIV+
gay men have had their careers cut short because work is too exhausting. They therefore
become financially dependent upon the same community that marginalises and stigmatises

them. They regularly rely upon strong prescribed drugs with disturbing side effects and
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subsequently acquire the label of Odisabled persond. They face the trauma of rejection by
family and friends when feelings of inadequacy, isolation, and lonelinessaadgdyealr
heightened by their disease. In the prime of life, their sexual expression can be deeply

affected and their prospect for future life itself significantly foreshortened.

The gay community has responded courageously to this onslaught, creatingnO .

group of bereaved cagwers: gay men who are in early middle age and primary
relationships that are not legally recognised and whose partners have had an iliness that is
stigmatised and with which the caregivers may themselves be contehdiragOe(Fo
al,1996,p.343). Even in the six participants for this study, one of them copes with the grief
of having lost all his friends, symbolically a generation of gay men, to AIDS. Outside of
wartime and genocide, such experience of mass death maseheesur society. It can

be difficult for repeat survivors to remain engaged in life O ... because the AIDS epidemic
still looms large; many fear they will start new relationships and that these too may

succumb to AIDSO (Blechner, 1993, p.74).

HIV hasmany distinct features: There is a long and variable interval between infection and
the onset of symptoms, with fifty percent of people infected becoming ill within ten years
and subsequently dying of AIDS in another one to threé. yeBetonging to a
discriminated group makes one particularly vulnerable (gay and bisexual men, injecting
drug users, men and women with multiple sex partners). OA multitude-spetiffease
psychosocial stressors, including stigmatisation, discrimination, loss,iamdinsetatt

to create considerably more psychosocial problems and needs among AIDS patients than
among patients with other fatal diseasesO (McCain and Grambling,1992, p.271). HIV

embodies many taboo subjects which our culture prefers not to dissesgafiy,

This prognosis seems to be changing drastically with the introduction of Ocombination
therapiesO.
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particularly homosexuality; disease and disability, particularly in younger people; and deathO

(Hildebrand,1992, p.457).

As part of societyOs response, HIV/AIDS has acquired a set of unique meanings and
myths. Susan Sontag,Afs and its étaphord988) describes the @#hyerocess

whereby diseases acquire meaningsO by becoming associated with our deepest fears (p.94
HIV has come to stand for sexual excess and perversity (ib3d)p.ZBe HIV test has

created a group of O .tirife pariahs, the future illO (p.33). Sontag suggests that the public

response to HIV/AIDS expresses a desire for stricter limits to the conduct of personal life.

The academic community has responded by making AIDS and then HIV the subject of
countless atlies (as cited in Davies,1995a,b,c; Schwartzberg,1993; Viney and
Bousfield,1991; McCain and Grambling,1992; and many others). The medical effects,
social factors, psychiatric diagnoses, efficacy of various psychotherapies, and psychoanalytic
case studidsave all been investigated in an effort to contribute to our understanding of

the unique situation of HIV+ gay men.

However, with few exceptions, these studies place HIV+ gay men Qover thereO, across from
us, as the objects of research. It may bécsighthat the angle that has largely remained
unexamined is the existential aspect of this disease. This aspect can call the researcher to
identify with the experience being studied. It contemplates how the HIV+ situation
symbolises the general humamddion. It emphasises both what is unique and what is
common about living with HIV, and therefore provides an opportunity to tap at our
awareness of our own lives. It is our social and individual reatttisavtareness that

could produce fundamehtad fasreaching change. In the words of OSebastianO, one of

the participants in the present research,



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

... AIDS isnOt about AIDS ... AIDS is about everything. 1tOs not just AIDS, itOs about
living. 1tOs about facing suffering, everyone suffers. ItOabout facing death,
everyone dies, the death rate remains the same. 1tOs about looking after people;
everyoneOs got to do that. 1tOs about coping with prejudice, itOs about standing up
for yourself. And | donOt know a single person alive who doesnOt havthese
issues, you know? It just so happens that HIV makes it all very focused
(Interview, Question 3, P4).

The present research was originally designed to be a comment on previous research
and an investigation of Focusing as a phenomenological method with HIV+ gay men.
However, as the interviews proceeded, it became evident that the existential impact
of living with HIV has salient relevance for us all. SebastianOs comment, echoed by
other participants, invites us to identify what we can learn for ourselves from the HIV

experience.

The following paper will proceed by setting the research context, presenting the aims
of the current research, describing the methodology and analysing the participantOs
material. The discussion will begin by commenting on the other main existential
studies of HIV+ gay men (Davies,1995a,b,c; and Schwartzberg,1993). These studies
have emphasised how HIV+ gay men adapt to their diagnosis. However, the more
original aspect of the current paper is the presentation of experiences of six HIV+ gay
men as expressions of various aspects of human being in general. By applying
concepts from Martin HeideggerOs ontology, | hope to contextualise the HIV
experience within the general experience of Ohuman being®. Thereby not only does
our view of these menOs process lose its implicit judgement of Osuccessful® or Ofailedd
adaptation, but also their orientation to HIV reveals Omodes of being® that are as
applicable to our situation as to theirs. Comments about the relevance of Focusing

to this view will also be included.
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Chapter 2
The Research Context

Before discussing existential studies, it is relevant to give the broader context of HIV
research, and indications why existential studies seem especially appropriate. The
psychologicaffects of living with HIV have been described from a variety of perspectives
with differing emphases. The efficacies of psychotherapeutic, psychoanalytic, and
psychiatric interventions have also been the subject of fes&€hese studies, in their

own way, distance the researcher from the object of research. When the object of research

is human experience, this distancing can alienate the researchers from themselves.

Psychiatric intervention is based upon the premise that OdisordersO will stebdfrom an H
individualOs difficulty in coping with their new life situations (Treisman et al, 1993, p.432).
The assumption is that itOs quite OK (normal) to be a little demoralised by oneOs impending
death and all the associated indignities of dying, but a nreree ereaction is

pathological;

We have seen an increased incidence of major depression late in the course of
HIV infection, and the emergence of this syndrome is correlated with low CD4
counts and the development of AIDS. Although the demoralisation related to the
awareness and progression of illness might be mistaken for major depression, the
correct diagnosis is usually clear when these classic symptoms cluster into a full
syndrome of major depression (ibid.p.433).

These psychiatrists are convinced by Ogood response ratesO to Obecome more
aggressive in the use of medicationsO and ECT (ibid,p.4445). They warn not to be
Otoo understanding® and thereby convey the mistaken attitude that depressive
symptoms are a consequence of terminal pain, stigmatisation, living with the
uncertainties of HIV in the prime of life, loss of friends and lovers, rejection, and the

progressive deterioration of all functional abilities. Rather than a meaningful

?This includes incorporating psychotherapeutic models into health advisor HIV prevention
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response, depression signifies Omanifestations of a treatable affetve disease®
(ibid,p.437).

Markowitz et al (1995) also assert that Odepression is never normal® and that HIV+
depressed patients appear to be Ohighly motivated and appropriate candidates for brief
psychotherapyO (p.1508). Bor (1991) commentsahatll diagnosis can reactivate or
exacerbate psychological symptoms whiettapgethe diagnosisO (p.405). He concludes

that psychotherapeutic and psychiatric interventions have little impact on the nature,
severity, or course of these OpsychologigabssO (ibid,p.406 He suggests that
perhaps time is the great healer in the face of the distress of a HIV+ diagnosis. This
implies that adaptation to HIV may occur gradually but seems to negate the possibility that
this is a meaningful process nmathan a simple shedding of symptoms. Depression may
reveal a meaningful response to the reality of living with HIV and pathologising this
experience cuts us off from understanding its meaning (see Simon, Laurence,1994;
Svensson, Tommy,1995; for critigpethe medical model in psychiatry, psychoanalysis

and psychotherapy).

The few psychoanalytic studiebvaig with HIV follow the above trend to diagnose and
pathologise. In this case, a relevant aspect of these studies is the preconceived attitude to

homosexuality in psychoanalysis,

When psychoanalytic researchers have attempted to study the individual
homosexual or homosexuality in general, they have entered the process with
definite biases and preconceived notions about the studyOs outcome (Cornet and
Hudson,1986,p.103).

The way in which psychoanalytic theory leads researchers and analysts to prejudge gay men
as pathological because they are homosexual rather than because they exhibit any
symptoms has been examined by various researchers (seend.ifingdenan,1995;

Bleckner,1993,p.61). In stark contrast to psychoanalytic theory, other studies have not

counselling (Grace,1994).
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found any basis for labelling homosexuality as a Omaladaptive orientation® (Cornett and

Hudson,1986,p.10%).

The psychoanalyst Peter Hildebrane\mdi HIV+ gay patients are like Macbeth, O ... in

that their desire has lead them to being overtaken by an extraordinary fateQ
(Hildebrand,1992,p.460). This is an interesting, almost puritanical, substitution of sexual
desire for the virus which causes disease (SontagOs analysis seems pertinent here).
Hildebrand describes his own reactions to a HIV+ gay patient as OdissociationO, Oa fierce
assertion of my own life®, Osome numbnessO and Qintense feelings of depression and desy
(ibid,p.462). He dtected the focus of his work towards the patientOs life concerns O ...
rather than accepting the fact of his death which perhaps in some senses it would have
been appropriate for me to doO (ibid,p.462). When this patient was on his deathbed,
Hildebrand ook his hand and told him to Okeep fighting® though it was clear that death
was imminent (ibid,p.466). Hildebrand himself admits, O ... [psychoanalysts] do not have
any real body of experience or practice with dealing with the dying® (ibid,p.467). He sa
that when patients like this come with their Oexistential problemsO, it is difficult for the

analyst to maintain their Oinner standardsO (ibid,p.467).

These problems are echoed by Mark Blechner (1993) who says that working with AIDS
patients places arlen on analysts because the patientOs emotions are OcontagiousO and cai
cause an existential crisis for the analyst and his/her belief®)pO&aling with HIV

seems to require the psychoanalystddest to the situation in a way that is unsgttlin

Their patientOs existential reality, and subsequently their own, seems to conflict with the

traditional analytic role and emphases.

3For example the study cited earlier in which bereaved gay carers were shown to have the
same depth of commitment to relationships as Otraditional caregivers® whoOve lost a spouse or
child (Folkman et.al.,1996,p.345).
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Diane Sadowy, a psychoanalyst with a HIV+ woman patient, recalls feeling Overy clumsy
and awkwardO around death (Sat@9d,p.205). As she works with the patient Sadowy
begins to ask herself O Where do transference, countertransference, resistance and suct
have a place when the realities of the situation are so overwhelmingO (ibid,p.205)? She alsc
emphasises the camiitation with mortality and physical frailty that occurs within her
during the process. Sadowy addresses the situation by leaving her purely analytic role to
help in caregiving tasks with her patient. These challenges to their traditional role and
training may explain the lack of involvement by psychoanalysts in reacting to the HIV

epidemic.

It becomes evident that regardless of the researcherOs orientation, insight into the existential
situation, for researcher and patient alike, can become as salieitienation as
phantoms and phantasies. Phenomenological studies of the HIV+ personOs experience,
stressing their own point of view, produce a richer description of their situation and our

response to it.

A narrative analysis of the accounts of PeuwfteAIDS (PWAS) is one attempt to

present the individual experience. It supplements the psychological and psychiatric
findings of high levels of anxiety, depression, and anger, O ... by presenting them as an
integrated experience in the narrative of rémearch participantO (Viney and
Bousfield,1991,p.764). This is an attempt to understand the experience of PWAs rather
than maintaining an Oobjective® distance through diagnosis. Usually the narrative of the

medical researcher dominates and exclude®gthexperience of PWAs.

In their study of the poebiereavement depression of HIV+ and HHay men whose
partners had just died of AIDS, Folkman et al (1996) suggest that the depression felt by

caregiving partners may represent a process referred tdinggr K1977) as

1N
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Odisengagement from incerftives® the final months of their partnerOs life these
caregivers are beginning to disengage and to feel the loss of intimacy, companionship,
shared future life, and as they let go of these valued aspietshel lexperience
depression. Trying to control the depression by distancing, denial, or drugs, could
contribute to longer lasting depressive mood later (ibielfp.34he researchers cite

Viktor Frankl (1963) as supporting the positive value aidgfimaganing, in this case
through caregiving, even in the midst of horrendous circumstances (c.f. Folkman et
al,1996, p.347). One of the participants of the present study, Maurice, expresses the
meaning of caregiving and receiving care in such circumestaeedisation of the Ohighest

spiritual planeO (Interview Question 5, P1).

In an interesting study comparing cogHiereavioural group therapy (CBT) with
experiential group therapy (ET) for HIV+ gay men, we see again the emerging theme of
existentialawareness and meaning as different from simple coping strategies and
OnormalisationO pressures (Mulder,1994). The experiential method was chosen because
was based on existential theory and the researchers saw this as fitting some of the pressing

need and themes of the participants. The ET programme aimed to,

... enhance the individualOs ability to act and speak from a personal awareness of
their inner experiential process, and to develop an authentic relationship with their
life situation including both what is happening in the present, and how they choose
to live their life in the future. The main function of the therapist was to help the
men to become aware of incongruencies between emotional, cognitive, and
behavioural schemata and to restore congruence (Mulder,1994,p.425).

The ET therapy programme emphasised existential issues; iliness, death, dying, purpose in
life; rather than coping skills and stress management (CBT). These researchers also

acknowledge individual differences in adaptstyles by saying that perhaps O... patients

* 1 will use Klinger®s terms Oengagement® and Gujagement® throughout the paper as they
are consistent with the perspective | am presenting, and seem quite descriptive of the
experience of the participants.
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who tend to be more introspective, and who want to explore their feelings concerning their
illness, could benefit more from experiential therapyO (ibid,p.430). Focusing is an example

of the experiential meiti.

Nichols (1986,pp. 2¢B®) describes a process that gay men go through in reacting to their
AIDS diagnosis He identifies these three stages; initial crisis stage, transitional state
(anger, fear, terror, depression begin), and acceptance or sdpp@ité€ohanage iliness

by living as before or finding new priorities). Following are some of the stages and themes

that have been described in other phenomenological studies:

1. McCain and GramblingOs study (1992) identified the structure of living waigh HIV

having three processes; living with dying, fighting the sickness, and being worn out.

2. Working from a cognitive adaptation approach, Shelley Taylor (1983) investigated the
process of readjusting to a personally threateninf) eSbetfound three impant
themes; a search for meaning in the experience, an attempt to regain mastery over the
event and over life more generally, and an effort to enhance oneOs self esteem
(ibid,p.1161). She concludes that the individualOs adjustment depends ugtyn their abil

to form and maintain illusions (p.1-By1

3. Weitz (1989) concluded that Othe key to coping with the uncertainty of having AIDS is
achieving a sense of controlO by seeking information, adapting behaviours, maintaining
positive attitudes and living e tpresent (p.278®). The other coping mechanism is
avoidance and is based upon the value that knowledge is counterproductive if it doesnOt

aid coping.

*This is based upon the Elisabeth Kuebler-Ross stage model of reacting to terminal illness.

The stages she describes are; denial, anger, bargaining, depression, and acceptance (1969).
®This was a study of women with breast cancer.

19
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4. Siegal and Krauss (1991) identified three adaptive challenges; dealing with a possibly

curtailed Igéspan, dealing with stigma, and developing strategies for maintaining health

(p.17).

Steven SchwartzbergQOs existential study (1993) focused on how a HIV+ diagnosis impacted
upon the individual®s meaning and purpose in life. He presents a phenomenological
analysis that identifies ten cognitive representations of HIV and AIDS and four typical
patterns of integrating HIV into a framework of meaning. The representations were items

such as OHIV as catalyst for personal growth® and OHIV as punishmhentO (p.484)

The participants were assigned to a framework according to their ability to ascribe meaning
to HIV; a High Meaning Group (HM), Irrelevant Meaning (IM), Defensive Meaning (DM),

and Shattered Meaning Group (SM) (Schwartzberg,1993,p.483). Although he
ackowledges OEach subject was recorded at a particular moment in a process that should
be considered ongoing and developmental...O (p.488), Schwartzberg still assigns four groups
rather than four phases of adaptation. This emphasis on content rathecéisarigaves

the impression of four different states. Schwartzberg couldnOt find a stage model signifying
process because there was no correlation between the length of time living with HIV and
the ability to find meaning (p.488). He assumes thattthmeadient variable in a process

of adaptation.

Michelle DaviesO research of HIV+ gay men has carried forward SchwartzbergOs material,
refining it, and adding important new themes (1995a,b,c). In one paper, Davies
concentrates on how a HIV+ diagnosisstaatter assumptions about time (1995a). When

we suffer a shock, like HIV, our routine futunientation to time becomes explicit. We

lose the implicit assumption of a future and the ontological security and sense of meaning

"The representations that were evident in the protocols of the current study are listed as part
of the data summary in Table 1.

12
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this provides (Davies,19953). Being HIV+ can impose a veil of OangstO wherein the

person must O ... learn how to live in the face of their impending demise without allowing
the anxiety and uncertainty to overwhelm them to such an extent that all meaning and
happiness is robbewin their current existenceO (Davies,1995a,p.11). In response to this
situation, Davies has identified HIV+ gay men as having three orientations to time; a

philosophy of the present, living in the future, and an empty present.

In her second paper, Dasvieses R.D. LaingOs theories to elucidate the experience of the
one third of gay men whose HIV diagnosis shatters their sense of meaning (1995b). These
individuals experience a sense of OunembodimentO in which OThe body is felt more as on
object among ber objects in the world rather than as the core of the individualOs own
beingd (Laing, R.D.,1965, cf. Davies,1995b,p.4). They are described by SchwartzbergOs S|
group and seem to avoid Amging by avoiding being (Tillich,1959, cf. Davies,1995b,p.24).

They are not concerned with death because they are not convinced of life

(Lester,1992,p.1178).

DaviesO third paper analyses more specifically the ontological assumptions that are revealed
by a HIV+ diagnosis. The destruction of assumptions regardingatheghed life and

the individualOs relationship to the world and time is what constitutes the traumatic nature
of HIV. The existential themes of the meaning and purpose of life, perceptions of time,
and feelings of control, have been identified in ¢hatlite on traumatic events as critical

to their impact on experience (cf. Davies, 1995c¢,p.3).
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Chapter 3

Aims of the Present Study

The preceding chapter presents some of the recent psychiatric, psychological, and
psychoanalytic HIV research. This reBeseems to circumvent description as the first

step in understanding experience. Some of the main phenomenological studies are
presented as an attempt to describe aspects of the experience of living with HIV. In
addition, stage models of dealing wigmrainal illness, specifically HIV, are outlined. The
explicitly existential research was then presented. The present study remains within this
broad existential perspective but aims to address the HIV experience without emphasising

the implicit valuefadaptation.

Although he wants to downplay implicit values, Schwartzberg says that the HM group is
more OadaptableO (p.489), and implies that this is more desirable. He also glosses over th

importance of process and what might facilitate or hinder it.

... presenting these four categories as distinct and separate is of heuristic value
but distorts the actual complexity and subtlety of human experience
Nonetheless, these categories may provide a helpful template for understanding
various styles and levels of success of individuals® attempts to forge meaning out
of the AIDS crisis (Schwartzberg,1993,p.489, italics added).

| do not want to detract from what is an important existential study, but | would like to

offer two comments.

We do not reallknow what is occurring within the four Meaning groups. We are looking

at the verbal content of participantOs responses and guessing at the underlying process of
meaning ascription. Are the High Meaning individuals merely turning away from their
predicanent and embracing positive new illusions (the importance of which Taylor

describes)? Is the Shattered Meaning group lacking some ability to adapt or are they
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sacrificing adaptation for existential honesty? Are they, in a way, existentially @tsuccessfulO

the expense of OfailingO to adapt?

By looking at the impligiroces$ living with HIV, the relevance of the Meaning Groups

may become clearer. Touching upon this underlying process may also introduce more of
the subtlety and richness of individxalerience. The process of adaptation may itself be
dependent upon individual differences rather than time. Focusing will be used as a method
to bring more of the deeper dimension of process and implicit meanings into the
participantOs responses. Hugutself may turn out to be a valuable method for the

participants who wish to gain insight into their own experience.

Focusing
Our experience is never fully captured by what we say. Words refer to the experiences they

attempt to describe, O ... woady,cnot only their face value, but a larger load of implicit
meaning® (McGuire,1984,p.iv). Focusing is a natural way of attending to these underlying
meanings as they occur in bodily felt sensation. For over thirty years Eugene Gendlin and
others havbeen researching the way the body forms such a Ofelt senseO and the therapeutic
usefulness of attending to such a feeling (see Gendlin,1996, for lists of academic and

clinical research articles on Focusing).

Focusing is a way to stay with physically éalhimg and thereby to access more than we

can readily put into words. Usually we operate in a way that divides experience into
discrete entities; thoughts, feelings, memories, desires, combined with expectations, cultural
codes etc. But the body can far®felt senseO of its situations which is O ... wider than
ordinary experience ... It has many more implicit strands and edgesO (Gendlin,1996,p.20).
Focusing prioritises throcesd experiencing rather than obsessing over the resulting

contents

12
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The Experiencing Scale (EXP) is the main instrument for indicating changes in the
experiencing process. It describes seven ®stafjesxperiential events (cf.,
McGuire,1984,p.117): btage onehe person is remote or distant from their feelings.
Stage twshavs a superficial personal perspective emergirgjagi threéeelings are
reluctantly expressed as though they are rooted in external circunmStageefuis

where Focusing explicitly begins and the person can attend to an Oinner referentO rather
than exclusively be concerned with externalstade fivéhe person begins to explore

the implicit meaning of a bodily sense, and feels more than can be captured in symbols.
Stage sixs characterised by a resolution of previously unclear feetingsstaft in
understanding may occustage seveis an elaboration of stage six;esgieriencing is
comprehensive, integrated and cohesive, yet flexible and open to change (Klein et al,1969,

cf. McGuire,1983,p.117).

Focusing is incorporated in tharent study for two reasons; first, to encourage the
participants to reflect on their situation in a way which is deeper than the ordinary
discourse of an interview. | hope that this will add some detail regarding what is really
going on for the individigin terms of the frameworks of meaning described by
Schwartzberg. Secondly, if individuals in the SM Group are Ounembodied it may be that a
body centred style of reflection may be difficult but therapeutically useful for them. The
EXP Scale will be andication of the level of the individualOs experiencing during the
Focusing and it may indicate a correlation between depth of engagement with experience

and adaptation to living with HIV.

8These stages have passed scientific criteria for reliability and validity (McGuire,1983,p.116)



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

Chapter 4
Research Methodology

Preparation for the Research

Theresearch for this study began in August 1996, when a form was sent outfleetwenty

HIV agencies across Britain. A covering letter asked the agency workers to make the form
available to HIV+ gay men when appropriate. The first part of the form Q@peam

Letter to Gay Men With An HIV+ DiagnosisO. It introduced the researcher and explained

that the research would be written up as an MA dissertation. It stated that the aim of the

research was to explore the subjective experience of HIV+ gay miaeifromn point

of view. The second page of the form asked for topic and design suggestions for a study

they would like to see concerning their lives as HIV+ gay men.

| received only two letters back from HIV agencies. About a month later, | received the
only completed form from a HIV+ gay man, not associated to either of the above

agencies. This individual eventually participated in the study.

| designed the study and sent another twenty letters to HIV agencies in January 1997,
describing the finaliseeersion and requesting volunteer participants. Of the few
responses received, Body Positive was the only agency to respond favourably. They agreed
to put up a notice in their offices and to advertise for participants in their newsletter.

Eventually sememen expressed interest in the study, of which six were intérviewed

The initial letter was intended to elicit feedback from HIV+ gay men to inform the focus
and style of the subsequent research. Unfortunately, the only form returned offered no

speciic suggestions so the final research was not directly influenced by the participant

° One person responded after the deadline and unfortunately could not be interviewed due to
time constraints.
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group. The second letter and form described the specifics of the research for potential
participants and was intended to reach as many HIV+ gay men as possible; those who
attended day centres, read Opositive papersO, or were attending HIV counselling. However
as only one agency would advertise the research, it is doubtful that the final group could be
assumed to be representative. In fact, it may be that the mostetg¢smodstressed

men are less likely to use services, read HIV newsletters, and especially unlikely to respond

to a request for research volunteers.

The final six participants were all from London and were interviewed in their homes
between 26 March an€él April 1997. In preparation for these sessions, | became familiar

with recent literature on HIV treatments and issues.

Research Design

Each session was tape recorded and consisted of an informal interview, a session of
Focusing, six brief pelsbcusingjuestions, and a shortlatgef in which the participant

was given a follewp form to fill in and post to the researcher (Appendix;p26FEach
participant was reminded that they were entitled to pass over any question or discontinue
the session at yartime simply by saying they wished to do so. They were assured that
nothing they said or wrote would be associated with their name at any point but that it may
appear as excerpts in the final dissertation. If an excerpt of their session were used, any
identifying information would be disgui$€this has been done. One participant asked

to have a copy of his session tape and this was sent to him.

Interview QuestioRsither than pursue an unstructured interview format it was decided to

ask open quisns and followp clarifications when necessary. This enabled the

% The transcripts included in the Appendix have also had identifying information removed.
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responses to be comparable to the previous research conducted by Davies (1995a,b,c) and
by Schwartzberg (1993) by ensuring that specific themes would be addressed. However, it
also meanthat this could not be considered an unbiased phenomenological study of the

structureof the experience of being a gay man living with HIV.

The interview questions combined variations of the questions from the Davies interview
protocol as well as questidnam some of the themes in the Schwartzberg interview.
Questions chosen from the Davies study were those she found to be especially loaded with
respect to existential themes. The questions exclusively from the Schwartzberg design
were about being gaydastoming out. Although the questions were simplified, or slightly
reworded to encourage reflection upon feelings, it is assumed that they remain comparable

to the previous protocols and the responses thus form a valid supplement to those studies.

Theinterview aimed to address the basic existential dimensions of the experience of living
with HIV. For example; there were questions about whether the person experienced a
process of adaptation and what facilitated it, what areas of life were disropusdithe

HIV (for example, relationships with others, with oneself, and with ones own body), what
are their worst fears of living with HIV and how are these dealt with, how time and the
future is experienced, feelings about death and spiritual/relitydsisdmel feelings about

being gay.

Focusingrollowing the interview there was a short break and then the Focusing session. It
was explained that Focusing is a method of intensivefleelion that is often
emotionally engaging and which can bneg insights or add some richness to
understandings we already have. All but one participant agreed to do the Focusing session.
Everyone who agreed to the Focusing experienced some degree of emotional involvement

and everyone experienced a Ofelt aémce@hey were able to stay with. This suggests

N
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that Focusing may even be useful for individuals in the SM group though they may be

experiencing a degree of OunembodfmentO

PosFocusing Discussibimis consisted of six brief questions regardingattieipantOs
experience during their gefflection. It was designed to assess the extent to which
Focusing occurred, the participantOs ability to accessfedbmaianingd, whether
reflecting on physical feelings is unusual for the participanivhatieer any new

understanding came as a result of the Focusing.

Followap Questionfhese questions were left with each participant to fill out a couple of
days after the session. The main purpose was ethical; to assess to what extent emotions
stirred p as a result of the interview and Focusing session may be lingering for the
participant, to offer a chance to evaluate how the research was carried out, and to provide a
way to contact the researcherOs supervisor if necessary. Only two of the forms were
returned and there was no indication that anyone experienced distress from taking part in

the study.

Participants

Six gay men volunteered to participate by ringing a number advertisBddy thasitive
Newsletter. The study was described in mork deet the telephone and all six men
indicated continued interest. The only requirements were that the men identified as gay
and were HIV positive. There were no further requirements regarding age, length of HIV
infection, or symptomatic status. The wiere aged 25 to 53 years. They were HIV+ for

7 months to 13 years. Two of the men were diagnosed with AIDS. It was decided not to

control for age, length of infection, or symptoms, due to the small number of interested

" Two of the participants were subsequently thought to fit into the SM group.



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

participants. In addition, sirtbe study was meant to elicit a description of six individualOs
experiences rather thameneral structirthe experience of HIV+ gay men, a diverse

sample was as important as a representative one.

Data Analysis

The tapeecorded interview and Fsow session were transcribed verbatim. The
interviews were examined using a style of phenomenological analysis. The aims of the

analysis were

1. to develop, through a sensitive reading of the protocols, some understanding
of what it is like for these six individuals to be gay men living with HIV. This

understanding will be influenced by the context of pre-set questions.

2. to offer some comment upon previous research methods, assumptions, and

conclusions.

3. to explore the relevance of seeing these menOs expdences as examples of
general modes of human being.

The analysis was separated into two distinct phases; descriptive and interpretative. It is
worth noting that although the study is of only six individuals, the amount of data, possible
themes of intest, and styles of analysis, are too extensive to cover in one paper. What is
presented is not, therefore, exhaustive or comprehensive. It is merely one version of many
possible interpretations of life as it is being lived. It does not clainthétrigl. It
aspires to be one valid comment upon how we can understand both uniqueness and

general aspects of experience.

The descriptive gindaied: 1. Verbatim transcriptions of the interviews, which lasted from

two hours to three and a half hours.R&urning to the transcriptions and picking out

iele}
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major themes, leaving out repetitions and material which seemed peripheral. 3. Grouping
these themes into a summary that described essential aspects of each individualOs

experiencé

This phase is descrigtiin that it brackets researcher inferences about the material. It is

not a pure description of the protocol since picking out the themes and arranging them
into a summary is guided by the researcherOs interests, which also guided the original
interview gestions. However, analysis of the themes and intuitions of the researcher are
excluded at this stage. The wording of the themes is kept as close as possible to the
participantOs own wording and the wording of the summary, although still close to the
paticipantOs account, is written 4pinon to reflect the distance from the original
protocol. Only the verbal information from the interview is given attention at this stage.
Tone of voice, pauses, style of speech and repetition are not considdredusiing

session, impressions of nagbal cues, and researcher intuitions are incorporated in the

interpretative stage.

In a phenomenological study, the experience being studied is asked to speak for itself,
without the imposition of the researcher@somzeptions or theories. Thereby the
researcher opens himself to the world of the individual, as it unfolds in the shared space of
the interview. The interview incorporates for the researcher the tension of connection and
remaining distant, in the raéresearcher. This presents the drawback of not entering

fully into the otherOs experience and therefore the potential for misunderstanding and
inaccurate inference. But it also enables the account to be raised to a more general level,

the formation ofin Ointimate distanceO which allows for a public level discussion.

'2 The material from the descriptive phase is included in the appendix.

iple}
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The initial transcribing of the sessions allowed the opportunity to slowly relive the
interview. It was also a chance to reflect upon the participantOs voice quality, the pace of
talking ad meaningful pauses, as well as recollections of the researcherOs experience during
the session. These transcriptions were themdecarefully until Omeaningful themesO
could be delineated. According to Giorgi (1975), the researcher reads theapdotoco

marks whenever there is a shift in meaning. This results in the protocol being divided into
Omeaning unitsO. Since | was not seeking to arrive at a general structural description for al
HIV+ gay men, | combined the delineation of meaning unitstheilr grouping into

themes. The final stage of the descriptive phase was to write a short summary of these

themes for each individual.

The interpretative eimdsis the articulation of psychological meaning by dialoguing with

the material. It is ¢htask of explicating what lays implicit in the text. This also involves
leaving out idiosyncratic or redundant information. This is the attempt to uncover what is
essential to the experience as well as the meaning of the experience for the piarticipant.
involves taking into account the affective qualities of the interview, the impressions of the
researcher, the Focusing experience as well as the participantOs report of their Focusing as

evident in the Postocusing Discussion.

This phase of the ansily also involves the danger of imposing on the material the
researcherOs own prejudices, theories, and interests. It is a delicate balance to bring
meanings out of the text rather than transplant preconceptions onto the text. The
intention is to remaims true to the original sense of the participantOs experience as
possible, and to pull out some of what lies implicit within. Ideally, these interpretations

would have been validated by each participant.



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

While interpreting the protocols, | was guidedchbyptocedure of Heuristic Research
described by Moustakas (1990). Heuristic research emphasises that the self of the

researcher is present throughout the process;

| begin the heuristic investigation with my own self-awareness and explicate that
awareness with reference to a question or problem until an essential insight is
achieved, one that will throw a beginning light onto a critical human experience (p.
11).

The heuristic researcher seeks to understand the wholeness and unique patterns of
experiences ia way that is scientifically organised and disciplined (Moustaka$61990,9
Unlike the detachment of purely phenomenological studies, the heuristic researcher
undergoes a vital identification with the experience. He values the tacit domain that
undeties intuition. There is a link between O ... the implicit knowledge inherent in the tacit
and the explicit knowledge which is observable and describableO (ibid,p.23). Moustakas
describes the phases of heuristic research-32p, ##cluding the impontze of Focusing

in facilitating a receptive state for achieving clarifications. He then contrasts heuristic and

phenomenological inquiry, ending with

... Whereas phenomenology loses the persons in the process of descriptive
analysis, in heuristics the research participants remain visible in the examination
of the data and continue to be portrayed as whole persons. Phenomenology ends
with the essence of experience; heuristics retains the essence of the person in the
experience (p.43).

In the sectiotthat follows, each participantOs summary is given a heuristic analysis and then
compared to SchwartzbergOs phenomenological categories of Oframeworks of meaning® ar
DaviesO Oexistential themesO. The question of process is presented in the context o
Focwsing and EXP Scale ratings. The theme of universalising the HIV experience is

included in the later discussion of HeideggerOs ontology.
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Chapter 5

Interpretations
The summary description for each participant is presented in the Appeddierves as
the template for the following interpretations. The interpretations remain closely based
upon the material from the descriptions. Each individual is also discussed in terms of the

meaning categories and existential themes of previous research andtlasy @8sees

OArthurO

ArthurOs positive diagnosis brought devastation to a life that was already difficult. The
strongest themes to come out of his session were an overwhelming sense of loss and the
lack of support for coping with these losses. leisfthre not surprising that Arthur may

have difficulty in seeing his diagnosis as meaningful or positive in any respect.

ArthurOs casual lover of 5 years left him when he insisted that they begin using condoms.
This rejection was repeated by his brotigetheen his family. Arthur also found that for

the most part he could not count on his friends for support. This left him isolated from
intimate relationships, compounding his sense of loss. At this point turning to an HIV

support group saved him.

The years have softened ArthurOs original devastation a little. However, he still has trouble
coping with any reminders of his life-ldh&. Although he has remained quite healthy,
seeing other men disabled by HIV has made Arthur afraid of what debifeatsthe

virus may have on him. He says alcohol and his faith in God help him cope with these
fears and during the break between the interview and the Focusing Arthur decided to have
a drink. This reinforces the impression that coping can sometiareslteznative to

adapting.

o
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Arthur has not worked since his diagnosis and because of his age, he has been told he will
not work again. This has drastically altered what he can expect from his life. He is left
without plans, living in a present that se@masof positive agency, moving towards-a pre

determined future.

Arthur says he is happy being gay (Interview Question 7, P2) yet he seems to yearn for a
heterosexual family life which he will never have. He remained in the closet for years and
still waits for others to figure out that he is gay. This suggests that he does not view his

sexuality and lifestyle as positively as a heterosexual lifestyle.

The theme of loss was reinforced by his Focusing session. His two main physical
sensations were ofdwness, in his legs and in his stomach, and a sense of control from his
head. Arthur begins by keeping distant from his feelings, by saying what he already knows
about his situation. Then he finds a meaningful heaviness in his stomach, with which he
does not feel safe. Being with his feelings is equated with not being in control. The
heaviness in his stomach is connected to not knowingdvsrexas dying and not being

there to say goodbye. Arthur begins by telling himself he has to accept aghgdie w

told about his eloverOs death, but a shift occurs when he just acknowledges the need to
know the truth (Focusing R3R This brings a change in ArthurOs understanding of the
situation but more importantly it momentarily brings a shift in thieevaaproaches his
feelings. He moves from a controlling, Otellingd attitude to one of listening and

acknowledging.

According to SchwartbergOs OPatterns for Ascribing Meaning to HIVO, Arthur would fall
most readily into the Shattered Meaning groupvoldiel also most easily fit into DaviesO

existential themes of Othe empty presentO, Ono control® and OoverwhelmedO. This supy

¥ The Omeaningful themesO for each participant are alsncluded in the appendix.
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DaviesO association of these themes with the SM group. However, these categorisations
may obscure the individual aspect ¢fivk®s account of living with HIV. Namely, his

sense of loss, lack of support, and distance from feelings that threaten to overwhelm him.

It leaves one with the impression that in a sense the process of adaptation for Arthur froze
at a beginning stag@iven a little support he may have developed a relationship with his

feelings of loss that could have facilitated a different process of adaptation to life with HIV.

OMichaelO

Michael says he is not bothered by being HIV. He seems to take it irehasctrad

cope with life quite easily. Although he initially thought he only had a year to live, he
wasnOt too bothered. However, he may achieve this ease by keeping distant from deeper,
more difficult feelings. He was worried the first time he thougdashpositive and he

was shocked when the doctor said his conversion sickness indicated he might not do well.
There seems to be a contradiction between his reported feelings about HIV and his

reactions to situations where he is confronted by what eatiayrean.

Michael has bad days when the reality of his diagnosis sinks in. He does nothing to engage
with this difficulty; instead, he just waits for it to pass, which it does. The intervals between
these days increase the longer he lives with HWiclaelOs coping mechanism seems to

be to keep some psychic distance from distressing feelings. He says this himself, O 10m tolc
IOm into denial (laughs). | mean my argument is that if | wake up in the morning smiling

and can function, who cares abdhit af denial (laughs)O (Interview Question 1, P5).

However, denial doesnOt seem to be the correct term. Michael has incorporated HIV into
his life enough that it forms the background against which all other concerns lessen in
importance. He has adap&bugh that the possibility of a cure leaves him feeling

ambivalent. He watches his weight because he thinks of it as a symptom of his iliness.
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And although Michael is more consciously aware of time, he has not altered his
relationship to time signifitly. This relationship to time may be a good indicator of
MichaelOs overall strategy: to be aware of the situation at some level without allowing it to
have a negative impact on his life. The fact that he sees having HIV as Ojoining the clubO
may indice that he chooses to emphasise the positive or perhaps mundane aspect of

living with the virus.

MichaelOs interview was striking in his use éfmOmeatiate languageO. He often reverted

to OyouQ rather then OmeO when talking about HIV. For estrapleedple are ill, |

suppose ifou see them unwell and that sort of probably sogoafreflect on thatOs
probably going to happen youd (Interview Question 3, P3). INomediate language

has been correlated with psychic distancing of the dudm@dhe communication (cf.

Kuiken et al,1988). He rationalises about death rather than connecting with his own
feelings on the matter. At the same time, MichaelOs strategy allows him to cope well, to

accept responsibility for his life, and feelntraoof what happens to him.

MichaelOs Focusing session was characterised by minimal affective involvement. He
accessed a felt sense quite easily and was able to connect it to an issue regarding a
relationship he finds stifling. It seems that a pMtaobfael is trying to break out of the

safety of his present routine, to fulfil more of his potential, and find adventure. It may be
that something in MichaelOs distance from the darker side of HIV has also kept him

trapped in a way of life that is not ptetely satisfying.

According to SchwartzbergOs Frameworks of Meaning, Michael would likely fit best into
the Irrelevant Meaning group where HIV has not had a major impact on his understanding

of the world. He reflects quite obviously DaviesO existentias tOPositive action and
attitude® and OMinimisation of meaningO of the threat of death. Both of these themes are

highly correlated with the IM group. However, on the theme of time, Michael does not

iole)
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clearly fall into a philosophy of the present, nloe isiture oriented and he specifically
points out the setfestructive nature of living in the Oempty presentO. The first two themes

are associated with the IM group.

The categories according to Schwartzberg and their associated themes from DaviesO
rearch seem to miss an essential aspect of the individualOs expepsuassdthe
MichaelOs meaning ascription and some of the strategy behind this choice. If we see
Irrelevant Meaning as an adaptive coping style, which maintains a distance from the
traumatising effects of living with HIV, then we are placing a high value on OhealthO, as
Michael does. Taylor (1983) has emphasised that recovering normal functioning after the
trauma of cancer can rely upon illusion. Michael seems rather to empl@f sekin
deception, facilitated by psychic distancing. This allows him to remain disengaged from a

deeper reality, which is still felt occasionally without impinging upon life generally.

OGlenO
During the interview Glen-teld, in detail, his story oking HIV. He didnOt want to
know his status and was right that the knowledge would shatter his lifestyle. It resulted in
the loss of his health, home, relationship and career. Without any support for his own
losses, he embarked upon supporting othéris nbt surprising that he is angry and
resentful about what he has endured alone. Now that he is the last survivor, he wonders

who he can count on to stick with him to the end.

There is a major theme of protecting others no matter what he himssgdf ikrowugh.

There is resentment about feeling he has to do this. Glen seems to feel that he will be
deserted when he needs support the most, and indeed, there is reason for him to assume
this. His experience has left him suspicious of people, aratdseagainst intimacy to

protect himself from being hurt. He seems disappointed by his family, friends, and life

2N
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generally. At the same time, Glen says that AIDS is one of the best things that ever

happened to him.

AIDS/HIV has matured Glen. He was wekad from a fantasy life to the real world, the

reality of death, and of caring. It has altered the way he relates to himself and his values in
life. He was initially devastated about having to give up his successful career, now careers
seem unimportasind itOs the simple pleasures in life that he relishes. He never wants to
return to the rat race. Outside the trap of working life, weekdays and weekends are equally

valued. Time is an artificial marker. He regrets he had to get HIV to learn tisese thing

There is a complex mix of positive realisation about life and unresolved feelings about
having to arrive at this stage, through devastating losses, completely alone. He is angry
about being alone while unable to open to anyone, to be vulnerabbain &nd illness

for fear of desertion. He copes by maintaining his dignity, which in its style may further

perpetuate his experience of isolation.

Glen believes there is an afterlife and is comforted by the feeling that his mother and
others who haveietl are there waiting for him. During the Focusing Glen cried for
himself. It was rare for him to allow time to be with his own feelings. He fears that his
feelings could send him over the edge yet he was able to engage deeply and safely during
the Focsing. He felt his aloneness and emptiness and found a vivid image to represent

this;

Olt was the first time | sort of ever felt that feeling, that it was that that empty space
was like a large empty room ... Strangely enough that feeling was like | was in that
room and the only sound in the room was me stirring a spoon in a cup, echoing in
this huge roomO (PosFocusing Discussion, Question 3, P2).

Glen is so afraid his real feelings will drive people away that he usually just jokes and keeps

his feeligs at bay. It was strange for him to engage at this depth with anyone and he felt
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like something was finally becoming real for him. 1tOs as though GlenOs life has been
usurped by AIDS. The loss and emptiness of this is overwhelming. After the Focusing
Glen spoke more slowly and his tone had softened considerably. He spoke more of his
inner life and less about what had happened around him. He feels the cruelty of anyone
having to die on their own and the impression was of anger being transmutegstasadn

he imagined he might die alone.

According to SchwartzbergOs OGeneral Frameworks of Meaning®, Glen would fall most
clearly into the OShattered Meaning Group®. However, Glen presents a very different
quality of experience than Arthur. This is redaabst clearly by comparing the two
Focusing sessions. From the interviews alone we might feel confident that Glen and
Arthur share a SM response to their diagnosis. However, during the Focusing, Glen was
deeply engaged in his experience whereas Wahumot. This Focusing detail suggests

that GlenOs adaptation requires a somewhat different interpretation than ArthurOs.

Glen has valued some of the insights he has gained as a result of the changes heOs had tc
make in his lifestyle. But his resppmgeuld not be characterised as High Meaning. He

feels ready to die and there is a grief which seems to ask O What was this all for?0 It leave
the impression that perhaps Glen is unable to ascribe meaning to the amount of trauma
heOs witnessed in lifée impression is not of denial, quite the opposite. Glen seems to
have faced the realities of his situation realistically and keeps what feels to him to be a
necessary distance from some of its deeper meanings. GlenOs session sogdts that
respmses indicate features of Qexistential honestyO rather than failed adaptation. Yet, the
situation is obviously more complex than this; for example, GlenOs unresolved anger might

have as much effect upon adaptation style as his honesty.

GlenOs session egses themes of OHIV as irreparable lossO and OHIV as isolation® (he

clearly does not indicate HIV as relief, catalyst for spiritual growth, or HIV as strategy).

29
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According to DaviesO OExistential ThemesO, Glen again presents a complex picture. He
descriles a philosophy of the present, which isoaeptation away from the everyday to
something more meaningful for him. But this present is not characterised by deep
engagement or meaning. On the theme of meaning, he described himself as
OoverwhelmedQeafthe Focusing and as living in fear of being affectively overwhelmed
generally. His style of control fits most closely with Opositive action and attitudeO but the
word responsibility might be more appropriate. In sum, it is tempting to say that GlenOs
Oshattered meaningO is both an honest response to the impact of HIV in his life and an

indication of the difficulties he continues to have with this situation.

ONoahO

Noah was the youngest participant and had only been diagnosed HIV+ for seven months.
His attitude was in striking contrast to the responses of the other participants. He
attributes this to his knowledge of HIV and thus his lack of fear, and his general positive
attitude. He does not see HIV as life threatening and was relieved by Bis.dilgno

seems likely that recent developments in treatment (he is on combination therapy) have a
marked effect on the meaning attached to receiving a positive diagnosis. Research has
suggested that a HIV+ diagnosis at an early age can be most deiestas)§j995c¢)

but Noah does not exemplify this. It raises an interesting question regarding whether the
recent availability of combination therapy suddenly makes previous research regarding

adaptation somewhat obsolete.

Another consequence of Noah@ssathat he grew up in a society that had a markedly
different attitude to gay sexuality. HeOs never experienced being in the closet, and says he

doesnOt have unresolved issues regarding sexuality. This differs from the older men who,
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although they apsitive about their sexuality, have lived through a process of coming out

to various degrees of hostility and rejeétion

Noah gets annoyed when others, who were diagnosed in a completely different treatment
climate, do not share his optimism. He esques their negativity and ignorance toward

their diagnosis as a bad influence on him. This seems to indicate that his positive outlook
may be vulnerable in the presence of disconfirming attitudes. Noah sees HIV as a
challenge. He takes a very actieeimdiis treatment and accepts a high degree of control
over his life. Since being diagnosed, he has begutdongdanning, and he feels more

settled in his life.

HIV has made Noah a bit more s&l€epting but otherwise it has had so little infpct t

he talks as if he is not infected. His attitude toward death and religion is secular and quite
matterof-fact. During the Focusing Noah remained quite intellectual. He accessed a
familiar issue of reluctantly finding himself in the role of edundt@upporter and
consequently not receiving support for his own needs. This generates some anger and is
draining for him. It presented itself as a trapped irritated feeling in his throat; a feeling that

is not allowed expression.

Noah pretends not to ee others, which frustrates his desire to receive support. He can

easily switch off his own feelings and does not like to be emotionally overwhelmed. During
the interview he laughed easily and during the Focusing he maintained an attitude of
affective dimnce. He describes himself as a private person and has a strategy of

withdrawing from people when he needs to attend to himself emotionally.

It would be interesting to investigate the relationship between reaction to a HIV+ diagnosis,
homophobic experiences in coming out, and attitudes to being gay.
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NoahOs attitude seems confident and positive and he may maintain this helpful coping by
keeping distant from himer emotional life. He says that being emotionally weak is a goal

of his. Presumably, this is partly to evoke the strength in others that would allow him to
receive the support he desires but cannot admit to needing. The mood of the interview
and theFocusing were reminiscent of Michael, and the IM group seems appropriate for
Noah. Likewise, he is Ofuture oriented®, and has an orientation of Opositive action and
attitudeO and a Ominimal meaningO response to his infection. The unique experience fo
Noah is to be diagnosed in a time when HIV does not automatically bring the assumption

of hastened death. He has not had-tmlpest from this assumption to the realities of the

new therapies.

OMauriceO

Maurice, like Glen, recounted many incidents dusnigterview. This conversational

style may be related to his expressed fear of getting close to his feelings. Like drugs, this
type of story telling may be a distraction from a deeper emotional process. The most
striking theme in his interview is KMeaQOs relationship to his feelings. When he first
found out his diagnosis, he coped with the news by repeatedly getting stoned. He later
realised that he was living as though he was about to die. There was a big shift in his

lifestyle when Maurice rsad this.

Maurice describes his ability to deal with other people who are in emotional crises. He
does this by switching off his own feelings. While he values his ability to support others in
crisis, he acknowledges that he does not get support itetarne needs it. He states

that the highest spiritual plane for humans is reached through unconditional giving and
receiving of love in a caring situation, like when someone is dying (Interview Question

5,P1).
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Although Maurice believes he is now malasdive lifestyle changes (which he is grateful

to HIV for catalysing) and improving his relationship with himself, he still has trouble
staying with Odarker feelingsO. Sex and drugs are two ways that Maurice still distracts himse
when heQOs distres$adexample when heOs reminded of his illness by someone else being

ill. Health is an important factor in how HIV impacts upon MauriceOs consciousness.

Prediagnosis concerns donOt seem important to Maurice now. Now he worries about
dying in a horriblevay, and not fulfilling his potential or finding his purpose in life.
Thinking about the future is difficult for Maurice because it involves planning for
something that his condition may circumvent. This seems to have a negative impact on his
ability b find and commit to a life project. 1tOs as if anything based upon the future
highlights the possibility that his future may be foreshortened. He says, O ... | need to find
something to do. And my fear is that when | do find that, | do invest mgséd)ltget

sick and 101l dieO (Interview QuesfoiPg). The possibility of death intervening in his
project provides the rationale for not seeking one. This seems to leave Maurice in an

unsatisfying Oempty presentO.

Maurice indicates that thif-salbotage may be traced back to his father leaving the family,

and Maurice Ogoing on strikeO at that point. This may be an example of HIV being a
Omagnifying glassO on issues that are already set in the individualOs biography (Intervie
Question 22, P7) Whatever the full underlying reasons, it does seem clear that Maurice
does not find his shererm, immediate gratification strategy able to satisfy his larger need

for creative fulfilment. He accepts a remarkably large degree of responsibillife for his
situations, which may explain some of the guilt he feels regarding his lack of vocational

Success.

Maurice was the only participant to decide not to do the Focusing. He explained that

getting close to his feelings was too scary. He needs ¢oyfsafer and secure with the
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person heOs with before he can trust them with his feelings. Not knowing me, he wasnOt
sure | would be there for him. This seems linked to Maurice repeatedly being let down by

his mother who did not allow him to cry and whdctnot support her sonQOs feelings.

Rather than Focusing, we just discussed what this styleefiesatin would feel like for

him. It would be foreign for Maurice to stay with his physically felt feelings. His attitude
to his body seemed to sfgrthat it is a pleasurable sexual object, but not subjectively
experienced, from the inside. He describes himself as cerebral and tends to think through
feelings. He identifies emotions by observing his behaviour. This indicates a classical

Oexternaldus of controlO style.

Maurice doesnOt fit easily into any of SchwartzbergOs OFrameworks of MeaningO. Perha
ODefensive MeaningO is the closest fit as Maurice used personal growth language and spok
of positive changes, yet most striking was hisdestgekness and fear regarding feelings,

illness, and commitment to a project. The HM and IM groups do not fit and there is not
enough indication of his underlying feelings to say Maurice has experienced Shattered
Meaning. This raises the interestingt ghat assignment to meaning groups reflects

partly the degree to which a participant isliselbsing and Oaffectively lucidO, rather than

just their ability to adapt. The Focusing session would have added interesting information
about how Maurice lfeat a deeper level, and may have indicated more clearly what the

deeper impact of HIV has been on him.

Maurice superficially describes themes which indicate OHIV as a catalyst for personal
growth® and implicitly OHIV as irreparable lossO and fakdlyy&s(disclosing his status

can draw people closer and provide a rationale for not finding a life project). DaviesO
existential theme of Oempty presentO is the only theme that clearly is indicated in MauriceC

session.



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

On the theme of OcontrolO,deens to describe a belief in responsibility based upon
awareness or Opower of the mindO at least superficially. When he is healthy, the impact of
HIV is minimal but when he or hisleoyfriend is ill, Maurice is overwhelmed. This may

imply that Maurice implicitly overwhelmed by his diagnosis and he cannot under certain
situations successfully distract or distance himself from this. This interview highlights the
guesswork that always occurs when researchers infer the meaning of protocols and

especiallwhen there is no deeper touchstone, like Focusing, to assess interpretations.

OSebastionO

Sebastian has responded to his HIV status in a way that clearly reflects a High Meaning
adaptation. Along with Glen, Sebastian is the only other man to also AHYS an
diagnosis. This may partly explain the deeper quality present in their interview responses
and Focusing sessions compared with the other four participants. Perhaps AIDS
Oconcentrates the mindO in a way that a HIV+ diagnosis in itself may maly GEhis

because the presumed terminal nature of HIV is increasingly uncertain.

Sebastian has an Oinner resource®, which quickly switches him from bad news to practica
response. This seemed to minimise the initial traumatising effects of his realisation th
HIV was life threatening. However, this turn to the practical is not a distraction from the
reality of his situation but a response to it. He made early decisions about being open
about his status although he feared rejection from others. Thissgpeime being
courageous in the social climate of thirteen years ago, may also have been the healthiest
response. SebastianOs attitude to his HIV and being gay is the most consistently OoutO of tr
six men interviewed (although Noah has never beesm afoflet, he is not as clearly a

Oqueer with attitudeO as Sebastian describes himself). How this attitude might relate to the

response to a positive diagnosis is again an interesting question.
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A strong recurring theme in SebastianOs comments is tisaligimigeof his situation

from HIV+ people to all humans. He clearly feels that HIV presents all the basic human
existential issues we all face in a focused and immediate way. It does not present anything
unique to itself. He concludes, O ... AIDSaEm@tAIDS ... AIDS is about everything.

ItOs not just AIDS, itOs about living ... thatOs the whole thing about making it meaningful®
(Interview Question 3, P 3,4,5). AIDS, in this sense, is no more a disaster than life itself.
Some researchers have @odéd that this universalising indicates a denial by the
individual of their specific situation (for example Schwartzberg, 1993). However, there is
little evidence for this interpretation in SebastianOs case. In fact, such a suggestion by
researchers dolalso be interpreted as the researcherOs defence against identifying with the

participantOs situation as being common to their own.

An important theme in SebastianOs experience of personal growth is that we can chose our
response to any life event, amtifé¢ itself. Choosing an open response which values truth

can lead not so much tosearch for medmimdo questioning whether there is in fact
meaning, i.e.search for truBebastian exemplifies this approach and describes facing his
terror ofdeath, losing all his beliefs, being prepared for death and then not dying. He has
now come to trust a process of life as it unfolds naturally. His experience has brought him
to an understanding which echoes both existentialism and Eastern philogomfy (bo

which he refers tt)

The two areas of SebastianOs life which he feels are most affected by HIV are work and
relationships. Having accepted death, his worst fear now is rejection. He has Ohanded
over' concerns about an afttr and death. Thleaves life as his legitimate jurisdiction

and life is about relationship. Having given up work his life has acquired a new sense of

'* Recent research suggests that HeideggerOs ontology is actually bsed upon his reading of
Taoist texts (May,1996).
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freedom from the demands of others. It is tempting to ask to what degree this free time to
reflect upon life and the abserof workrelated obligations has affected the depth of his
insights. There are other important themes in SebastianOs interview, his view of sexuality,

spirituality, and coming out, for example.

The Focusing session confirmed SebastianOs commitmedemenigwith his unique
psychological process. He was already acquainted with Focusing and was able to contact a
felt sense, which he followed until a deep shift seemed to resolve the issue in some way.
The shift occurred when he allowed himself to euttmetblocked feeling in his throat and
acknowledge itOs positive aspect (Focusin®, M&Helle Davies (1995c) speculates that

the individuals who exhibit a HM adaptation seem to be more focused upon their own life
process and less concerned withrstf@ebastianOs Focusing session was the only one of
the five that seemed related to an inner blockage to expression rather than a concern
regarding interpersonal relationships. Of course, expression is also about relationship, but

in a different way.

According to SchwartzbergOs OFrameworks of MeaningO Sebastian is in the HM group. He
exhibits the representation of OHIV as catalyst for personal growthO and for spiritual
change. Other themes seemed implicitly evident almost as traces of phasadyheOs al
passed through in his process of adaptation. DaviesO existential themes are less easily
assigned. Sebastian readily describes a Ophilosophy of the presentO coupled with a sense
on-going projects and the plasticity of time. While he exhibiteas&eing responsible

for his choices, there is a deeper spiritual sense of honouring a connection with the world,

®tis interesting to compare NoahOs approach to the block to expression in his throat with
SebastianOs approach. It reinforces the impression of a relationship between meaning group
and Focusing styles.

AN
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which makes the question of Ocontrol® complex. Sebastian values giving up attempts to

control and trusts a natural loving force instead.



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

Dimension Study: Arthur Michael Glen Noah Maurice |Sebastian
Meaning |(Schwartz- | Shattered | lrrelevant | Shattered | Irrelevant | Defensive High
Group berg) Meaning Meaning Meaning Meaning Meaning Meaning
Evidence |(Schwartz- |lrreparable | Belonging | lrreparable Relief unclear personal
0fHIV berg) loss, loss, ambivalent | growth,
as .. Isolation Isolation spiritual
growth
Tim e (Davies) Emopty (Unclear) [Philosophy | Future Empty |Philosophy
Present ofPresent Present |ofPresent
Control (Davies) [No Control | Positive Positive Positive Powerof | (Unclear)
Attitude Attitude Attitude the Mind
and Action |and Action [and Action
Meaning (Davies) |Overwhelm | Minimised (Overwhelm | Minimised | (Unclear) | Spiritual
-e -e
Attitudes (Present
to: Study)
Body Temporary More Very No Change |As Sexual Inner
Alienation |[Conscious [Conscious Object Attraction
Others Avoided |No Change| Loss of |NoChange [Disclosure Fearof
Sex Trust ofstatus | Rejection
Tim e No More More Concrete [Urgentand |Plasticity,
Difference |[Conscious | Present Future Drags and
Plans urgency
Death Little Effect ([No Change |Less Fear | Matterof Life is Confront-
fact Precious, | ing, Fear
Fear
Spirituality Christain None Non - Nothing Psychic |Experience
Doctrinal | Concrete |Experience ofa
Catholic Life-force’
Care Family and | Obliged to |Feelslack |Educating | Yes,and Deep
About Ex-Lover Friends ofcare in Others feels lack [Connected-
Others return in returmn ness
Gayness Ambivalent | Matter-of- | Glad but Neverin |Celebrates About
fact diffic u It Closet it Maleness
Woork Not Quitbut (CareerNot No Mention | Issue of Freedom
Employed jre-consider | significant Comm it from
Pre-HIV -ing now ting to W ook
projects
Control Pre-deter- Yes Short-term Yes Yes.Resp- [Partial and
mined onsibility | Letting-go
Affected (Present |Sociallife More Social More Imagining | Relation-
Mo st? Study) Health Economic Settled Future ships,
Consc. Physical D ifficult W ork
Adaptation | (Present Yes No.But Yes No Yes Yes
Process? Study) fewerbad
days
Focusing (Present EXP 213 EXP 3/4 EXP 5/6 EXP 2/3 Declinedto| EXP 5/6
Study) Loss Trapped Loss, Emptied Focus Shift in
Alone outhy Blockage
others

TABLE 1. A summary of possible categorisations of the six participants on themes from
Schwartzberg (1993), Davies (1995), and from the current study.
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Chapter 5

Discussion of Existential Themes
Numerous variables and themes are suggested in these menOs accounts. Some may
be fruitful avenues for further research. For example, the impact of the initial
trauma on subsequent meaning ascription (and how this impact is related to
treatment options available at the time of diagnosis). Other variables include the
effect of the menOs attitude to their gayness, the age of the participant, the amount
of support available to him, and his health history. The individualOs personality; his
Olocus of control®, how he relates to his own feelingsand his position on
introvert/extravert scales may indicate how he grapples with the task of finding
meaning in the foreign territory of a HIV+ life. These motifs are briefly picked up
and then dropped in order to return to the main point of the paper.
Consistent with phenomenological studies it is important to remember that each
participantOs experience remains essentially individual. Emphasizing certain variables,
existential themes, and frameworks of meaning can obscure the essential unity of
the lived experience. Individuals who fall within the same framework, for example
Arthur and Glen, may reflect that framework in significantly different ways.
However, the existential themes from DaviesO research, by being more specific than
general frameworks, seem to elucidate the present protocols more fully. Following is
an application of the themes of time, ontological insecurity, and the meaning of life
and death, to these participants.
Time. Having a OfutureorientationO to time provides security in he belief that things
are related meaningfully and therefore people act Omore reasonably®
(Davies,1995a,p.2). This implicit assumption of a future becomes explicit through a
shock, like being diagnosed HIV+. Noah is the only participant whose diagnosis

reinforced an urge to plan for his future. This seems related to the fact that HIV did
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not shatter his assumptions at all. For him it was not a shock but a relief and an

opportunity to realise his desire for a more settled lifestyle.

| think its made [my plans] more concrete E | think IOve settled down E like with
the flat IOm in, IOve been there nearly eight months now which is the longest I1Ove
spent in a flat on my own, oh my god, 10l be raising children next (Noah, Interview,
Question 4,P1).

As advances in treatment change the nature of a positive diagnosis, it may be that
this Ofutureorientation® response will become more common.

A positive diagnosis shatters some individualOs assumptions about their future. For
them, O E the experience of the present is likely to become an end in itself, rather
than simply a means to an end (oneOs future life), the reality of which has become
increasingly uncertain® (Davies,1995a,p.3). Maurice is aware that his Onormal life® has
ended but he has been unable to mobilise an alternative life. Instead, he distracts
himself with drugs and sex. Arthur also seems to inhabit this in -between, where the
assumptions of the past are no longer convincing; yet this has not resulted in new
engagement in the present. Both seem to dwell in an Oempty presentO, nothing is
really committed to lest it fall through, yet the attempt to maintain the status quo or

to revive what Ocould have been is fruitless (Davies,1995a,p.15).

| think HIV gives you the opportunity to deal with issues which you need to deal
with E | need to find something to do. And my fear is that when | do find that, | do
invest myself, that 101l get sick and 18Il die E Having said that itOs also a convenient
cycle by which | donOt have to change (Maurice, InterviewQuestion 2,P5).

Alternatively, HIV can Olend an opportunity for some individuals to achieve spiritual
growth and an appreciation of new values and meanings® (Davies,1995a,p.12).
Those who exhibit this Ohigh meaning® response to their infection experee a
Oliberation from the shackles of everyday existence in which one is always fighting
towards a futureO (ibid.p.12). This experience of the present is reinvigorated rather
than empty. It is described by Glen to some extent (Interview Question 4,P1) b ut

most clearly by Sebastian,
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E I like to get up about four in the morning often because IOm so excited, IOm like a
kid. 10m so excited, like whatOs happening today? E the days seem very complete
in themselves E | just live for today and IOm not going toworry too much about the
future E you know 1Ove all these plans and theyOll happen if and when they
happen. (Interview Question 4,P3).

Ontological Insecurity. In an attempt to understand the experience of the Shattered
Meaning group, Davies cites RD Laing)sThe Divided Self in which the phenomenon

of ontological insecurity is characterised as OThe body is felt more as one object
among other objects in the world rather than as the core of the individualOs own
beingd (Laing,1965,c.f. Davies,1995b,p.4). Theindividual identifies the controlling
intellect as the Otrue self® and the observed body as the Ofalse self®. Both Arthur and
Maurice could be identified as exhibiting this sense of Ounembodimentd. In ArthurOs
Focusing session, he describes his head aswanting to control the feelings in his
stomach (Focusing,P1520). Maurice uses his body as a sexual object and is too
frightened of his feelings to reflect upon them. However, the social context of being
gay may also be relevant. In OTowards a Model ofGay Affirmative Therapy®, Dominic
Davis (1995) writes, O E many lesbians and gay men have grown up afraid of their
bodies. Society has given them powerful messages about their bodily impulses being
perverted, sick, dangerous, and specifically a message that their feelings will be out

of control® (p.32).

Life and Death. This is the third theme Davies has explored (1995c,p.3-11). She
found that many HIV+ gay men minimised the threat of HIV either by
Ouniversalisingd, Orelativisingd® or Omaking a jokedib(®995c,p.11). In the present
study, Maurice, Michael, and Noah all relativised their diagnosis. Noah and Michael
viewed their diagnosis as quite irrelevant to their lives. Maurice relativised his HIV by
emphasising other aspects of his life and changes in his lifestyle rather than the
impact of the virus. Glen used humour to cope with the realities of his situation.
Sebastian Ouniversalised® his situation. OUniversalising the threat of death involved

highlighting the essential comparability of the HIV infected personOs existential
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condition with that of the human condition more generally® (p.11). However, Glen
first went through a process of confronting openly his situation and then seeing it as
indicative of all human existence. This does not seem like a minimising strategy. It

is less clear how Arthur minimised his HIV infection if at all.

Davies reports that the IM group have considerably lower depression ratings than the

other two groups. She suggests that this groupOs refusal to accept th threat of death

O E may be instrumental in facilitating adaptation to living with a HIV+ diagnosis. The

absence of this form of denial in the High Meaning group may, in turn, account for

their Ocloser® association with the Shattered Meaning groupO (169520).

If we value survival or adaptation, the IM group is most Osuccessful®. This concurs

with Taylor®s (1983) conclusions that the ability to look at the facts in a way that

stresses the positive and obscures the negative is correlated with adjustment. Denial

protects against crisis (Taylor,1983,p.1168). She says, O E normal cognitive
processing and behaviour may depend on a substantial degree of illusion, whereas

the ability to see things clearly can be associated with depression and inactivity.

Thus, far from impeding adjustment, illusion may be essential for adequate coping®

(p.1171).

Results from the present study seem for the most part to replicate the preceding existential
analysis. However, there are two original themes that may addhtasvgome before.

One theme concerns the process of adaptation. It is assumed that these men undergo a
process of adaptation to the traumatic event of being diagnosed positive. It is possible that
individuals go through their process at different depsending on variables such as their
depth of experiencing (EXP scores), familiarity with psychological process, amount of
support, health, age, etc. Although Schwartzberg downplays the process of adaptation in
his analysis, he does suggest that tithe galient variable in processing trauma rather

than experiencing style (1993,p.489). The present study indicates that the individualOs level
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of experience (EXP stalyés correlated with their process of adaptation (and therefore

their meaning ascript).

The second theme concerns the issue of universalising the HIV expersgeaccepts

that the HIV+ individual is in the same situation as every human except that O
Esubjectively E there is a world of difference because a HIV+ diagnosis hamtigy ca

to impose E AngstO (1995a,p.9). Martin Heidegger (1927) says that awareness of death can
bring a feeling of Angst about everyday life for any human. Davies suggest that HIV+
people usually experience Angst during the-#rsedrs after diagngsafter denial and

before adaptation (1995a,p.10). The HIV+ person experiences the world in two ways;
moving towards life and towards death. HeideggerOs descriptions of the modes of Ohuman
beingd suggest that this is not unique to the HIV+ person.piBygabeideggerOs
phenomenology, we return the HIV+ individual to the realm of general human possibilities
while reminding the Ohealthy® population of its most authentic potential. The question of

process will lead back to this theme.

" The EXP Scale is not measuring only a momentary state. It signifies more of a personal
style. Though not a trait, it indicates the individualOs generaturrent relationship to their
experience.
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Chapter 6

Process, Experiencing, and Meaning
The discussion of the process of adaptation is really a discussion of the relationship
between experiencing and meaning. We are, in GendlinOs words, O Erejecting the
infatuation with content, and refocusing upon the connection o f content to its source®
(Gendlin,1990,p.94). In the present study, we get a glimpse of the implicit source of
meaning in the Focusing sessions. It signifies the relationship between two levels of

inner activity going on simultaneously,

One level is OgmbolsO [which] E includes perceptions of the physical body, of
behaviour, of the environment, as well as cognitions, emotions [etc.] E The other
level is Oexperiencingd E Experiencing is the preerbal, pre-symbolic sentience
which flows along underneath and gives meaning to symbols (McGuire,1984,p.1).

Gendlin refers to experiencing as the Oimplicit, preontological being-in-theBworld®
(1965,p.240-3). Explicit formulations arise form this pre -thematic experiencing. But
our describing pre-supposes that the language is appropriate and that the experience
has some fully shaped pattern to describe: Oone assumes that the given awaits
attention as one, this given, rather than the reverse bthat units of givenness are first
unitised by our attention EO (ibid).

Understanding this implicit level of experiencing sheds light on the amount of
information that is accessible to us. In his most recent book, Focusing-Oriented

Psychotherapy (1996), Gendlin writes,

Each moment is a new constellation in which the past functions implicitly  and
hopes for the future, along with hopes for the future from the past, are
recontextualised E The past is newly remade in every ordinary present
experience E An imagined future is also an essential constituent of any present
experience E The implied future we imagine now is always part of the meaning of
the present (p.67).

Focusing in the present simultaneously implies giving attention to our past and future

concerns. From the point of view of experience, there is not a present, past, and
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future in linear sequence. Each moment is rather a new constellation into which
salient strands of the past and hopes and fears for the future are woven.

The Focusing transcripts record individuals Odipping® into this deeper level, to greater
and lesser degrees, and then expressing themselves from there. These sessions
suggest that individuals in different meaning groups relate to their experience at
different levels. Glen (SM group) and Sebastian (HM group) rated higher on the EXP
scale and were more deeply engaged with their feelings during the Focusing. For

both of them, this resulted in a physically felt shift.

(R31) Sometimes it helps to let it know you know itOs trying to help.
(P31) Ya. (pause) It softened.

(R32) It softened a bit when you let it know you know itOs trying to help.
(P32) 1tOs a sense of relief from it.

(R33) So it relaxes a bit when you hear that itOs trying to help you.

(P33) 1tOs changed into one big eel thatOs literally spinning with pleasure. One big
one (long pause).

(Sebastian, Focusing Session)

In this case, a blocked feeling changed when it was acknowledged as trying to help.
Such a Ofelt shift® usually follows a pregnant silence during which something sentient,
deeper than cognitive or verbal activity is going on (McGuire,1984,p.5). This implicit
bodily process works much slower than usual discourse.

Noah and Michael (IM group) were in control of their feelings, and therefore less
affectively involved in the Focusing. Research auggests that intellectual self-control
is a form of self-deception'® (Kuiken,1986-7). Arthur (SM Group) and Maurice (DM
group) remained disengaged from feelings that they sensed as threatening in some

way.

'8 This ties in with the previous interpretation of MichaelOs Focusing session.
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Focusing facilitates moments of affective insight, experienced as a shift from initial
vagueness to felt certainty regarding a new conception of personal concerns (Kuiken
et al,1986-7). These insights seem as if they had always been there without being

realised before (ibid,p.342).

E strange | havenOt tdked about it to this extent for some time, well actually not in
this way at all. 1tOs not been this deep to anybody before. It just seems like, um, a
strange feeling. 1tOs like 10ve finally admitted something, itOs like sort of being an
alcoholic and saying 1Om an alcoholic (Glen,PosFocusing Question 6,P1).

Novel imagery, such as reported in Glen and SebastianOs Focusing, seems important
in facilitating affective insight.

Another study found that reflection on personal mortality which was affective ly
engaging rather than intellectual, initiates psychological change (Kuiken and
Madison,1987-8). This can result in a re -prioritising in which some concerns may be
seen as no longer deserving of oneOs commitment and a psychological withdrawal
from these concerns occurs. The experience of withdrawal is similar to loss and can
be associated with melancholy (Klinger,1977;Kuiken and Madison,198%8,p.110).
Perhaps individuals who reflect affectively upon their situation may undergo a cycle
of disengagement from their concerns with the HM group re -committing themselves
eventually to new values. The SM group may be comprised of those individuals who
stall after disengagement and do not re-engage to new concerns. The IM group
remains distant from their affective process and hold on to their previous concerns
by denying that their situation has changed in any significant way *°. Other research
seems consistent with this interpretation (for example, McCain and Grambling,1992).
We might therefore expect that an individualOs affective engagement in their
experience is correlated somehow with the sense of meaning they have in their

diagnosis.
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For some people, their initial experience of a HIV+ diagnosis signals the need to
change certain aspects of their life and the opportunity to make deeper sense of the
way they had been living. On the subjective level, HIV can call the person to his
inner world, to create a framework to re -interpret this new view of life. T he research
of HIV+ gay men indicates that individuals in th e HM group undergo this kind of
transformation after their diagnosis. These men seem to find themselves at a point
where they are more often guided by an inner reference as opposed to social forms.
The individual who maintains an inner continuity at this deeper level is unknown to
the external culture. The dominant view has been that nothing arises from inside
that is not the result of society, social class, history and language O E But although
each one of us is socialised, what arises bodily from behind and beneath and beyond
the socialisation is more intricate, and can make more sense and be more ethical
than our cultural training® (Gendlin,1996,p.20). Society defines simplistic patterns as
reality and then defines as pathological anyone who is more complicated than these
forms. We are trained in the deep -felt belief that we ought to fit these forms and
may spend our life trying to do so. That is unless something, like the trauma of HIV,
wakes us up to this oppression by the external and reconnects us to our internal
intricacy. The inner realm is already social. The body knows the language and the
society as well as much more. However, for some reason we donOt typically live like

this, from the inside out.

What is there in us which makes us so hesitant to confront our felt meanings and
use them? What scares us so that we cling to our constructs only, that we find
comfort in limiting ourselves to grinding out implications from given constructs
only? | believe that it is our failures at living and the poor quality of the human
being which we so often feel we really are, underneath (Gendlin,1966,p.55).

19 This may explain the higher depression scores for HM and SM groups. Individuals in these
groups have both experienced the loss of disengagement from their pre-HIV lives.
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OAuthenticity becomes an issue when the individual fails to creatively respond to the
demands of his world, thus immobilising himself and denyahgléwotical relationship he

has with the worldO (Carter,1984,p.207). As one deepens the connection with bodily felt
meaning one moves through the cycle of disengaging from an eidtheingrid to a

new one. According to David Levin, OEmbodimesttascnrse, not an affliction, but the

only opportunity we shall be given to learn the poetry of mortal dwellingd (Levin,

1985,9.68).

Many of us are caught up in a web of daily life, surrounded by a bustle which does not
encourage us to pause and thimk seeply about OBeingO as such. Our ontological self
development and our existentiataetireness are intimately tied to the depth of our self
guestioning and our connection to experience. According to Martin Heidegger, this
reflection inevitably reals us as OthrownO into a world that existed before we did. We did
not make this world in which we live, but we can create a response to it which is our own,

and thereby contribute to it and change it.

Heidegger offers a twaay process of seihderstading; a critique of the inauthenticity

of the Self which is lost in everydayness ... and a meditation on the character of the true self
which emerges from concealment in the light of an appropriate existential self
understanding (Levin,1985,pp.4 AlongHeideggerian lines we could say that each

person has their own journey to make,

E the nature of this journey will be partly determined by our facticity and our
fallenness. Our orientation to our lives has a rootedness in a kind of embodied
constitution which is uniquely ours, as well as in the ways we have been formed
by our social nexus of family and culture. However, who we become as unique
individuals rests on how we take up our facticity and our fallenness (Dauvis,
1984,p.39).
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Chapter 7

HIV and he Being of Human beings

The experience of living with HIV can be understood phenomenologically as a traumatic
existential crisis. It can result in the individual confronting their life in an urgent manner.
As some of the participants in the currentyshade pointed out, living with HIV puts

universal human issues under a microscope.

And thatOs what | feel HIV does. [tOs like a magnifying glass on problems,
uncertainties and doubts, and death and everything becomes a bit more sharper
(Maurice,Interview Question 2,P7).

So identifying with the HIV+ personOs situation also teaches us about our selves. If we get
close to his experience, his response to HIV informs us about our relationship to our own

situation.

In Being and Ti(t627) Heidegger propodast tfrom our everyday understanding of our

own being we can reveal a more profound understanding of the meaning of what it is Oto
BeO. He wants to try to comprehend the Being of beings. Heidegger does not want this
inquiry into Being to be guided by ouobsiobvious or conventional ways of
understanding. To see most fully we need to leave our already existing accounts and
theories and study life in rgpecialised contexts (Mulhall,1996,p.18). We need to study
the everyday but not in an everyday ways(mces, philosophy, and research like the

present paper are imbued with this everydayness as much as any other activity is).

According to Heidegger, human being is distinctive as the being that can enquire into its
Being. He calls human being Dastiassing its distinctiveness. He does not think that
DaseinOs ordinary or usual state is the one that most fully expresses its essential possibilities

A distinguishing feature of our usual state is that we fail to grasp our own human character
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since itseems too close, unnoticed. If our everyday state is not authentic then our self

understanding in this state is equally not fully authentic.

Dasein is the being that is concerned with its continued living and its way of living. It has
some implicit undstanding of its relationship to its life. In our everyday way of being, we

can choose to conform or to accentuate our differences. Either of these is to distinguish
us with the Other as standard. It is not to distinguish ourselves in an independently

valable way.

Our relation to our own personal existence can be repressed or ignored but it cannot
be transcended. Refusing to consider the existential questions is just another
response, a decision to go on living as if they were irrelevant (the Oadaptive@M
groupOs response). Oln identifying with certain activities, character traits, lifestyles and
visions of the good and in rejecting others, we reveal our conception of what it is to
flourish as a human being, and so of what it is to be a human being, and make it

concrete in our own existence® (Mulhall,1996,p.15).

An HIV+ diagnosis presents the opportunity for awareness of certain possibilities of
Dasein. People choose their response to this opportunity. This response indicates
the personOs values tlough their concrete choices. A High Meaning response
indicates a valuing of the possibilities of Dasein. An Irrelevant Meaning response
indicates a valuing of the every day realities. A Shattered Meaning response may
indicate an in-between position; no longer convinced of the pre-HIV life yet unable to
let go and develop new values. The Defensive Meaning response may indicate a

tension between an inner SM response and a need to appear more positive to the
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Other (superficial HM responseY’. Once a positive diagnosis is known, the possibility
of confronting human being has wandered onto the field of the everyday and to

decline it may cause guilt. This raises the question of authenticity.

Authentic choices are those by which the person is most truly him or herself rather
than ones in which the person neglects an aspect of their being. However, this is not

meant as a value judgement but more a description of different modes of Dasein,

Inauthenticity is not a diminution of Being; it is no less real than authentic
existence. Nor is HeideggerOs talk of (in)authenticity intended to embody any sort
of value-judgement: it simply connotes one more distinguishing characteristic of
any entity whoOs Being is an issue for it (Mulhall,1996,p.37).

Thereby we see an opportunity to discuss the various responses to an HIV diagnosis
as different modes of DaseinOs being; authentic or inauthentic but nonetheless all
valid choices.

Authenticity is for Dasein to realise its wholeness. A basic component of authenticity
is autonomy. It can be understood as O E the tension between socialisation and
individuation, rather than a severance from society and tradition® (Hatab,1997,p.15).
Authentic resolute decision can be an individuated taking up of traditional patterns.
Each authentic existence must still be lived in the world and so is a modification, not
transcendence of the nature of social life.

Authenticity is about the way in which one relates to ones roles in life, not a rejection
of all roles. It is about how more than what. It refers to process. As human beings,
we are all capable of living authentically or inauthentically. We can become lost in
the distractions and lure of what Heidegger calls the OtheyselfO, but we still retain the
capacity for wrenching ourselves back into our individual possibilities. If we realise

the possibilities that express our real individuality, we are still vulnerable to falling

20 Speculation regarding the implicit values of a SM and DM response requires more study.
Davies chose not to use the DM category because of its speculative and judgmental
implications.
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back and losing our self (Mulhall,1996,p.131). To lose oneself is not to vanish as
Dasein but simply to adopt one other of the different kinds of Being open to humans.
Death. Sebastian most clearly represents a reorientation to his unique possibilities
and the reinvigoration of meaning that it has entailed for him. His authenticity was

awakened by his confrontation with his own death,

| have a funny feeling that meningitis was about stripping everything away. And |
just didnOt believe in anything anymore. And | thought the only reason these
people believe in reincarnation E is cause theyOre so terrified of dyng. TheyOre so
terrified of death, theyOre so terrified this might be the end. There might be nothing.
And of course thatOs why | want an afterlife. But then | stopped believing in an
afterlife, there was nothing E itOs the total annihilation of the pesonality and weOre
terrified of it E During that meningitis thing | lost everything. Literally every belief
or straw | clung on to. And | came to this conclusion, that my death is actually
none of my business (Sebastian,Interview Question 5,P1).

Heidegger points out that DaseinOs authentic possibility is spurred by the awareness
of mortality. Death presents Dasein with the potential for being more than a
fragment of itself. It is the possibility for development. Coming to terms with
finitude means acknowledging some aspects of our life will remain only possible, as
plans never realised. Without accepting our non-Being as real, we cannot realise our

Being as real,

And only when Being is interpenetrated with non-Being does Being consist of
anything at all. Everything of significance in life B our relationships, our abilities,
our work, our skills, and so on b is made significant by the ever-present fact of
death (Billington,1990,p.113).

We have our own death to die as our own life to live. Death is what most intensifies
the OminenessO of existence. Nothing else is so unremittingly close to each person,
and so ultimately related to each part of life. Death highlights that existence is an
issue for Dasein. The fact that death is threatening shows that existence matters for
human beings. It reveals life as something for which we are each responsible; that

my life, like my death, is mine.

Although others can Odie for usO, they cannot die our deaths for us. Our deaths are
something we cannot delegate to others (Tennessen,1982,p.31).

cCe
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Death does not need to be expected at every moment so that one is overwhelmed
by it. This is not about cultivating a sickly fear of dying but about openness in the
face of oneOs own potentialities. Authenticity means accepting the responsibility of
projecting oneself into the world, not passively being thrown to a pre -determined
fate. There is a sense of challenge rather than determinism. Dasein is fundamentally
phenomenologically a Beingtowards-Death. OAttention © our finitude can open up
the world in new ways; there is a fundamental connection between limit conditions
and the disclosure of meaning® (Hatab,1997,p.13).

Death is the possibility of DaseinOs impossibility. Death encroaches at every moment
and no amount of caution or timidity can make it fade from our lives. From the

outset, we are thrown into the possibility that each passing moment may be our last.

E an anxious awareness of its mortality will inflect DaseinOs attitude to the choices
it must make in four central ways. For a mortal being is one whose existence is
contingent (its present modes of life no more than the result of past choices),
whose non-existence is an omnipresent possibility (so that each of its choices
might be its last), a being with a life to lead (its individual existential choices
contributing to, and so contextualised by, the life of which they are a part), and
one whose life is its own to lead (so that its choices should be its own rather than
that of determinate or indeterminate others) (Mulhall,1996,p.120).

In fleeing from the authentic, in Ofallingf), a veil is drawn over death. Individual
personal death is dissolved in the OTheyOsO deBtthe death of no one in particular.
Death generalised and made impotent. We turn from death and are told not to be
troubled by it. OThe They does not permit us the courage of anxiety in the face of
death® (Tennesson,1982,p.33). Through a lofty indifference to the fact of personal

death, we are alienated from the potential for Being whic h is most ours,

We all know we will die; but precisely the fact that this is general knowledge
reveals that death is grasped as the death of others, as an occurrence, and that

the knowledge in question in no way involves the laying bare of phenomena, in no
way involves the truth. It is Odas man®, Othe theyO who says that we know we shall
die. Itis idle talk (Tennesson,1982,p.33).
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We therefore usually live in inauthentic modes of OBeingtowards-death. We repress,
deny, or avoid our own death by emphasising the proposition that everyone dies.

This is the adaptive response of the IM group;

Death is, | mean itOs inevitable anyway. | mean this is how | view it, that itOs
inevitable anyway, in a weekOs time, a yearOs time or twenty yearOs time. 1tOs
inevitable to all of us. Um, [HIV] hasnOt really concentrated my mind. It doesnOt
actually have any fear for me death, because everyone dies E (Michael,Interview
Question 5,P1).

Death has never been a problem for me anyway. Um, |, basically once you go
you go and thatOs it. I1tOs never really bothered me so itOs not changed much
(Noah,Interview Question 5,P1).

Death discloses our servitude to OThe TheyO. This revelation allows the relationship to
be changed. Each of us becomes responsible for losing ourselves in the

circumstances that surround us.

The They. This refers to a O fredloating, impersonal construct, a sort of consensual
hallucination to which each of us gives up the capacity for genuine self-reflection and
the leading of an authentically individual life® (Mulhall,1996,p.69). This is the
inauthentic everyday mode that Dasein usually inhabits. If a person misplaces the
responsibility for life onto this Oeveryone who is no one®, s/he then also becomes no
one, leaving human life neutered.

The they is concerned to preserve its averageness. It glosses over anything out of
the ordinary as being something long familiar (Heidegger,1927,p.126-7). It
encourages a listlessness and insensitivity to differences. It makes the everyday

comfortable and easy.

If Dasein loses itself in Othe theyO it will begin to interpret its nature in terms of popular
everyday culture and daily realities. These embody the inauthentic impulse to grind
down into the conventional, avoid the unusual, and abdicate everything unique to the
prevailing opinion. An ontological understanding will conversely Osubvert obvious and

self-evident truths, overturn common-sense and violate ordinary language®
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(Mulhall,1996,p.70). A re-orientation form Othe theyd to authenticity is suggesi by

certain themes in the interviews;

E thatOs another thing that HIV has done, itOs about coming out. By that | mean
get real, you know. Get honest. This is what it is actually, IOm gay, IOm me. And
so IOm out to everybody... There is nobody that desnOt know both that IOm gay and
that IOm HIV E in the end the person | had to come out to was me. In a sense by
telling all these other people | had to reach a point in a sense of telling me and
then defining that for myself. And that was me coming to me. Not that IOm gay but
that IOm me (Sebastian, Interview Question 7,P2).

And so over time |Ove started to let go of this idea that | should have a fantastic
career. | didnOt choose that, my grandparents, my culture, where | come from says
this is what | should do. And | found things IOm good at. And itOs not being a
senior partner at Eits helping people out when they feel like shit E HIV has
helped a lot to make these questions happen, be asked sooner, and answered
sooner (Maurice,Interview Question 2,P11-2).

Dasein discovers its individual way to the world, to its authentic wholeness, by the
clearing away of concealments and obscurities. It breaks up the disguises and
camouflage with which Dasein hides itself from itself (see Heidegger,1927,p.129).
OThe they® is an aspect of DaseinOs constitution as a primordial phenomenon.
Absorption in the OtheyselfO is DaseinOs default position. From this original lostness it

may find and recover itself. Authenticity involves overcoming inauthenticity.

By its confrontation with finitude, an HIV+ diagnosis offers a call to authenticity, from
the inauthentic default position to realisation of the individualOs wholeness. A genuine
self-understanding may be gained of which possibilities in life are their own rather
than oneOs generally. Beingoward-death clarifies the average, vague, and
ambiguous forms so Dasein can find a path to take as its own. OFallennessO is the

refuge from confronting finitude.

Fallenness. DaseinOs restless absorption in the inauthatic world is referred to as
fallenness. It is accomplished through idle talk, curiosity, and ambiguity. Idle Talk is
speech in which speaker and listener do not stand in any genuine relation to what
they are talking about. Curiosity is the seeking for novelty without any genuine desire

to understand it. Ambiguity comes form an absent-mindedness that obscures what is

cCo
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genuine or false and the desire to know one from the other. To be capable of falling

is an existential feature of Dasein B only Dasein can fall. And we all fall.

Idle Talk refers to average intelligibility as itOs manifest in everyday communication.
In it, we lose touch with the object of communication and our talk becomes

OgroundlessO. Right when we fail to understand we think we understdnall. In its

conclusiveness, idle talk is the closing off of phenomena rather than disclosing. It is

the closing of future investigations and contemplation.

In its dissatisfaction, Dasein seeks stimulation. Maurice describes this mode of being

in his response to his diagnhosis and his general lifestyle,

E since | split up with my boyfriend my lifeOs been so out of control. | was going to
the gym, working, taking vitamins. When we split up | completely rebelled against
that good way of living and | started smoking cigarettes, taking drugs, smoking
dope, fucking everything that moves which comes my way and says yes E (Post -
Focusing Discussion,R1).

Fallenness is as evident in what Maurice describes as the Ogood way of livingd as in
the latter. Dasein becomes curious, easily distracted, it flies everywhere and dwells
nowhere. It can no longer differentiate genuine comprehension from superficial
explanation. The surface is proclaimed as deep while the genuine looks increasingly
bizarre and eccentric. This public world dominated by idle talk and curiosity
permeates the understanding Dasein has inherited from its fellows and culture.

The term OfallennessO is not meant to convey any negative evaluation. It is an aspect
of each individualOs legitimate inheritace as a human being. HeideggerOs concern is

to describe our Being, not to prescribe our ways of being.

[Fallenness] is used to signify that Dasein is proximally and for the most part
alongside the Oworld® of its concern. This Oabsorption in® has mak#ycharacter
of Being-lost in the publicness of the they. Dasein has, in the first instance, fallen
away from itself as an authentic potentiality for Being its Self, and has fallen into
the world (Heidegger, 1927,p.220).

Anxiety. Anxiety (angst, dread) can rescue Dasein from its fallen state in the Othey

world®. It shows Dasein that it has been 'Othrown'd into a world of choice. The single

N
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unifying force for Dasein as it confronts the inauthentic everyday, is anxiety. It
Oemphasises that Dasein is alway in the midst of the objects and events of daily life,
but that typically it buries itself in them b in flight from acknowledging that its
existenceE is always more or other than its present actualisationEO

(Mulhall,1996,p.110).

When anxious the world completely lacks significance. That which threatens me is
so close that Oit is oppressive and stifles oneOs breath, and yet it is nowhere®
(Heidegger,1927,p.186). As all entities shrink into nothing, anxiety allows the

individual to be lead to self-understanding. The world has nothing more to give one.

In anxiety, falling into the world and superficial understanding of oneself from the
standpoint of the average are not possible. The natural Being-at-home in average
everydayness is gone. [Anxiety] E brin gs Dasein back from its absorption in the
Oworld® E It brings a beingot-at-home, an uncanniness, it lets us hover in
ourselves (Tennessen,1982,p.27).

Mindless distraction can only temporarily eclipse anxiety. Awareness of the
fundamental lack of substance and security that is a core of human life breaks

through, one is again exposed to the bare reality that provokes anxiety,

E those people who choose to live in awareness of their fundamental ability to
decide E are acutely aware that life is based in de ath E When life is not taken for
granted existential anxiety is experienced (van Deurzen-Smith,1988,p.39).

It is not thinking about death and its accompanying fear (SM), courage (HM), or
indifference (IM), which belongs to authentic being. It is the positive possibilities
revealed by the anxiety of death, the revelation of activities and abilities and choice
(see Heidegger,1927,p.310). It is the urgency of our concerns in the world, the fact
that we Ocare®, which bears us in our awareness of finitude. urhan norms are
understandable as modes of OshelterO for beings that are continually subjected to

death, loss, pain and feelings of failure (Hatab,1997,p.4).

Care. This refers to the fact that as a Being-in-thebworld, Dasein must deal with that

world and finds itself caring about its dealings. Dasein is concerned about entities
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(objects) and solicitous about other Daseins. It is engaged. Authentic Being does not

demand detachment from others; rather it involves a distinctive form of Being-with.

Dasein is not always caring, concerned, and sympathetic. Claiming that our authentic
being with others is solicitude does not deny that Dasein can often be indifferent and
hostile to others. However, care is the ontological basis of all these ontic variations.
Deficient forms of it can be seen simply as renunciations of this basis. Our solicitude
for others signifies an involvement not with things of use but with others like

ourselves who are needy.

A good deal of greed, anger, and violence can be traced to the OfallennessO of self
absorption as a refuge from the losses or the threat of losses (which losses can be
material, psychological, social, ideological, etc.). Even moderation and self-
control can connect with courage, in that the person who indulges appetites at the
expense of himself or others is cowardly in the sense of not being able to
withstand the Opain® of an unfulfilled desire E (Hatab,1997,p.14).

Our own suffering can open us to noticing and feeling the suffering of others. Our
experience of limits and loss can not only illuminate the urgency of our own concerns
and vulnerability, it may also bring us to care for others (Hatab,1997,p.13). If there

is a common human sense of finitude, there may be a shared sense of compassion in
the face of death, pain, and loss. Compassion requires the courage to endure the
pain of giving real attention to fellow humans in their suffering. The AIDS epidemic
has seen a whole community mobilised to act on the compassion of caring for others
even while the carer himself may be the next to suffer.

The six participants in this study all reveal complex aspects of Osolicitude®. The
Focusing sessions of Arthur, Michael, and Noah all concentrated on their relationships
with others. Arthur continues to mourn an ex -lover, while Michael and Glen find it
difficult to assert their own needs in the presence of the needs of others. In his
interview, Maurice idealises caring for someone who is very ill as Qunconditional love®

and Othe highest spiritual plane® (Question 5,P1). Hawer, the ambiguity that

(a3}
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characterises his interview is shown when Michael says he couldnOt deal with his ex
boyfriend becoming really sick.
Glen represents the clearest example of solicitude and compassion based upon

awareness of finitude,

E a lot of peo ple shy away when someone falls ill E | never have E | didnOt see it
was right that anyone should die alone. It just seemed like cruel, to me. In society,
people who claim to be friends will abandon you as you were dying and when you
need them the most, | think that®s wrong. And that®s why | got involved and was
involved with so many of them | mean all together Greg 1Ove organised eleven
funerals, including my own (Post-Focusing Discussion,P3).

Although Glen is aware of the needs of others, he has not lost sight of his own

needs, which have remained unfulfilled,

E from the day 10Ove been diagnosed, IOve gone through this completely alone.
Completely. Not once have | been examined or have | attended my clinic or have |
been, have | had needles inserted into me that anyone has held my hand, and
said 1Om there for you E It would have been a very reassuring feeling (Interview
Question 3,P2).

Heidegger distinguishes between dominating a personOs concerns, fostering
dependence, and helping the other to become transparent in their care and to freely
choose it (Hatab,1997,p.13). The latter liberates rather than dominates. This clearly
demonstrates a way in which authenticity includes attention to the authentic

possibility of others.

Our average everyday way of understanding our relations with others is based upon
our differences from those with whom we share the world. Our usual sense of who
we are is a function of our sense of how we differ from others. Others appear in their
social roles. Their identity is given by their occupations. Who they are to us is a
matter of what they do. Which individual human occupies each role is irrelevant and
we are in the same position in their eyes. OSince the environment closest to them is
the work-world, the identity closest to them is their identity as workers, as people
performing socially defined and culturally inherited tasks whose nature is given prior

to and independently of their own individuality EOQ (Mulhall,1996,p.72). None of the
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men in the current study is working. Some had to leave very successful careers but
over the years, they have redefined themselves without reference to these social

identities,

E now that dreadful question you get asked at parties Oand what do you do?0. |
mean | know IOm guilty of it mygelf, but now when | realise that, how little

significance it is, why are peopleOs merits judged on their achievements career
wise. (Glen,Interview Question4,P1).

It is often during the experience of crisis that a person can become aware of an
emptiness and lack of meaning in their life. This can instigate a drive to understand
life and find a sense of meaning amidst the confusion. The diagnosis of HIV can
provide the crisis to instigate such a search. It can mean challenging social
definitions in order to discover oneQs seldentity.

The Call. It gives no assertions, no information about world events, no blueprints for
living, no moral restrictions, it merely summons Dasein to face every aspect of its
life, to compare it to its authentic capability ( Mulhall,1996,p.125-6). OThe call® does
not dictate what DaseinOs possibilities or choices should be, for any prescription
further dilutes DaseinOs concentration on reclaiming its life as its own.

OThe call® is a voice that Dasein hears within itself. €haspect of Dasein which
remains true to its full potentials calls to the aspect of Dasein which is lost in the
they, O E the call comes from me and yet from beyond me® (Heidegger,1927,p.320).
This experience is often described in Focusing sessions. Glendescribed finally
admitting something to himself b a call to the truth that is known within. Perhaps it

is no accident that Sebastian, the one participant clearly High Meaning, is the one
who already knew a way to access the inner call to authenticity?’. The voice of

conscience calls Dasein back to its wholeness.

L After the Focusing Sebastian says, OlOve been taken back E to a technique that | had done,
that 1Od not forgotten about, but perhps need to return toO (PosFocusing,Question 6,P1).
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The self-disclosure of conscience returns Dasein to its place in the world, to its
specific concernful relations with entities and solicitous relations with other Daseins.
In this way it can disc over what its possibilities in this situation really are and can
seize upon them in a way which is genuinely its own. One way of encountering Othe
call® is to be in the presence of another who is genuine. This disrupts DaseinOs
lostness by awakening OOtirnessO in itsel®it thus O E induces an anxious realisation
of itself as a separate, self-responsible being with a life that it must leadd
(Mulhall,1996,p.133).

DaviesO research indicated that twentysix percent of the HIV+ gay men she
interviewed were identified as having a HM response to their diagnosis (1995c,p.6).
Some of these men have been thrown into a confrontation with the limit conditions

of their human life. Some have realised their previous lostness, heard the call to
authenticity, and gr own towards realising their potential as Dasein, their possibility of
human being. As a society, our challenge is to receive these OothersO in a way that

can awaken our own possibility of wholeness.
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Chapter 8
Concluding Remarks

The task of this dissertation was in part to investigate the process of adapting to a
HIV+ diagnosis, and to add some detail to the previous existential studies.
Emphasising process and general modes of being diminishes judgements regarding
who is Osuccessful® or who has Ofailmj@dapt to HIV. Rather than high, shattered,
irrelevant, or defensive meaning groups, the participants can be seen in terms of
different modes of human being, each person remaining capable of falling back or
realising other modes which comprise the wholeness of Dasein®’. By stressing the
universal human issues in the impact of HIV, we have the opportunity to heighten our
own existential awareness. This discussion also attempts to bring the person of the
researcher into closer identification with the person of the participant.

An authentic confrontation with death facilitates living a life that is genuinely
individual and whole, a life of integrity. It reveals that life had previously been lost.
This is an inherent quality of Dasein to see its lostness and call itself to attain its
potential for selfhood. OThe lost theme is not death®, according to Robert J. Lifton, but
Othe psychological relationship between the phenomenon of death and the flow of
life® (Lifton,1979,p.4). The experiences of these men an add a tone that expresses
some acceptance of Othe slow sad truths of life and nature E the sadness of change,
loss, and death EO (ibid,p.28).

By describing our modes of Being, Heidegger reminds us that we are each rooted to
a specific place and time, to specific facts, through a body, which we are born as and

will die as. HeideggerOs thought is not oriented towards the here and now of specific

2 Combination therapy may invalidate interpretations of HIV adaptation based upon a model
of trauma (Davies) and make SchwartzbergOs meaning groups outdated. However, these
advances will not affect the application of HeideggerOs ontology.

[ad as
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human lives. Nor is it intended to make an HIV+ manOs life more meaningful for
him. Itis a general description of human being, a phenomenology of life.

Part of the impact of the HIV+ diagnosis is that it is not chosen. It is not through
guiet contemplation that Sebastian has reached his insights. It is by being thrown
into the storm of his own mortal awarene ss and his response to that awareness.
This response is a choice. We are not compelled to seek authenticity. OIf
existentialist Being is freedom from phantoms [the past], it is also freedom for
personal choice and growth (It is also freedom to go to the dogs, commit suicide, or
be a murderer, depending on the values we choose)O (Billington,1990,p.109).

The group of individuals who have responded to HIV with existential awareness may
embody Dasein®s memory of its potential. Authenticity is not impossibg; it is a rare

and fragile possibility from which we continually fall back.

And no community of beings to whom an understanding of their own Being
necessarily belongs, could utterly lose a sense of themselves as capable of
authenticity. Whether in disregarded texts, moribund institutions or marginalised
individualsE some vestiges of that self -interpretation will survive for as long as
human beings do (Mulhall,1996,p.181).

All six of the men in this study have been unemployed since the onset of their HIV.
They have lived with the potent combination of being diagnosed with a disease
thought to be fatal and uninterrupted time to contemplate this. For some, this has
lead to insight and a significant rejection of their previous way of live B our way of life.

Many have come to value the freedom and time they have as unemployed men.

| was able to reflect upon my existence, my life, and to adapt to living for now

instead of grasping for the future which was never going to come. Which was what

| was doing before | was diagnosed. You never live for the present when youOre in
the rat race. But IOm only sorry it took something like this for me to realise it but |
wouldn®t like that lifestyle back again for anything nowE (Glen,Interview Question

1,P9).

| donOt wdk, so | don(~)t~have the demands of other people on my day, so yes | do
live differently. | havenOt worked for six years. | really resent it when people, you
know its given me a tremendous freedom E (Sebastian,Interview Question 4,P3).
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The advent of the new combination therapies has been a wonderful advance in HIV
treatment. Many men who were waiting for death are now thinking of returning to
work. For men like Michael, Noah, maybe Arthur and Maurice, this is very
encouraging. However, for Sebastian and Glen, and perhaps for many who have
had a deep experiential response to living with HIV, there is no desire to return to the
everydayness their adaptation has lead them to reject. How will the Othey world®
receive these men who will reluctantly return to the workplace, with an increased
realisation of their authentic potential? And how will these men maintain their
insights into being against the pressure to Ofall® back into DaseinOs default position?

The urgency of these questions is becoming apparent.

| recently received a leaflet from an HIV agency describing a new OBack to work
Project®. 1tOs for HIV+ gay men who have begun combination therapy and are now
contemplating returning to their careers. The Terrence Higgins Trust has just
circulated a leaflet describing a massive review of Disability Living Allowance that will
investigate the level of benefits for HIV+ claimants. ODoes anyone else feel more and
more pressured into returning to societyOs concept of a justifiable existence i.e. a nine
to five job and all that goes with it©® writes Drew Colverd in this monthO&xiom??
(1997,p.46). He also writes about overcoming the stigma of receiving benefits,
OEIOve learned that there are many more ways to make a valid contribution to society
than being able to say | work in an office all weekd. In the same edition ofAxiom

Sean Strub writes,

With the relative return of health, | and others have returned to a land of

judgement, blame, demonisation and even greater marginalisation. 1tOs better than
the alternative, death, but it does make me wonder why the compassion,

understanding, and acceptance we grant the dying canOt be part of all our lives,
every day (1997,p.19).

BA magazine for HIV+ gay men.
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The question is occurring now whether society, Othe theyO, will make a place to learn
from these individuals, OBecause they in fact have a lot to learn from us about truth,

intimacy, passion and finding the validity of one®s own soul® (Strub,1997,p.19).

We can choose to see the AIDS pandemic as a grim crisis for humanity, and given
its appalling and relentless toll on precious human lives, of course we are entitled
to do so. But equally we can choose to see it as an extraordinary opportunity,
individually and collectively, to move forward. We can choose to be stirred out of
our complacency to insist on and fight for a response focused on fundamental and
far reaching change E (Spence,1994,p.19 -20).

[adg)
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Essential Description of Participant 1

OAurthur®

Arthur is 53 years old and has been HIV for over 10 years. When he
was tested he didnOt know a lot about HIV and he tried to reassure himself,
but something deep inside knew heOd be positive. He was devastated by the
news. He was also unemployed at the time and then his casual lover of 5
years left when Arthur insisted they start using condoms. The only thing that
saved him was Body Positive. They provded support and Arthur became one
of their counsellors although he was still devastated.

ArthurOs family reacted badly to the news. Although his brother was
initially sympathetic he quickly turned hostile and told the rest of the family
against ArthurOswill. The family were rejecting, they never discuss HIV and
Arthur is not welcome at home. His brother apologised for his lack of support
just before he died and this made a big difference to Arthur but things have
become even more difficult with his par ents.

The passage of years, being exposed to supportive people and
information, and staying in good health have improved things a bit now. But
itOs taken years to want to socialise again. Arthur gets very emotional when he
hears music that reminds him of his pre-diagnosis days or when he goes out
and notices all the men who are missing. ItOs difficult to cope with.

Arthur was not well supported by friends during his adjustment to HIV.
He also had to decide whether to tell new people that heOs HIV or tojust
socialise with other positive men. He temporarily lost his connection with
himself and for a while could not enjoy his own body sexually. Knowledge
and time helped Arthur accept his body again.

Because he has seen how the virus has killed his friends, the worst fear
for Arthur is how it will kill him. He is afraid of going blind or ending up in a
wheelchair. He worries about this when he remembers how his friends
deteriorated or when he sees incapacitated men at the drop-in centre. His
faith in God and having a drink helps him cope with these times.

Because he has not been able to continue working, ArthurOs future has
altered drastically. This is due to the HIV and to being old enough that it is
difficult to find work in the current employment m arket. Now he doesnOt plan
as far ahead as a year and really takes things one day at a time. He doesnOt
experience time differently but somehow he lives daily in a way that feels
different. HeOs quite happy to stay at home or to go out occasionally. He
doesnOt believe he controls his longerm future; this is pre -determined.

HIV has made Arthur look to his faith for strength. He was urged to
leave the Church of Scotland when he accepted being gay and it took a long
time for him to return. He does accep t other religionOs versions of God.

Arthur always knew he was gay and is quite happy with this. He
accepted being gay when he was about 20 but continued to say he was
heterosexual for years. He has gradually come out over the years and leaves
it for pe ople to figure out themselves. Arthur considers himself lucky to have
had only a few bad experiences regarding his sexuality. He feels he could
have conformed to a heterosexual life if there was also a man in the

72



Greg Madison, PhD unpublished MA dissertation, 1997, University of Sheffield

background. HeOs envious of married merwatching their children grow up
but feels it would be heartbreaking when they develop independence. HeOs
glad not to experience that or the financial pressures of raising a family.

MEANINGFUL THEMES
Question 1

How | felt first

1. Before the test something deep inside said | might be positive, but at the
same time | reassured myself. Little was known so | developed my own
theories.

2. | was devastated.

3. My life circumstances at the time made it worse. | was unemployed and
involved in a 5 year casual relationship which ended when | insisted on using
condoms. Refused to acknowledge Christmas card from him 2 years ago.
(abandoned)

4. The only thing that saved me was Body Positive. | began going to Sunday
meetings and then the weekend workshop. This was fantastic and | became
a counsellor but was still devastated.

5. My younger brother (who had role of older brother) promised not to inform
my parents. He was sympathetic then a week later he was hostile and
rejecting.

6. Brother told family who wer e also rejecting, offered me no support, told me
not to come home for Christmas.

7. A woman friend was very supportive and intervened to get me invited
home the next Christmas. | felt lucky to have this friend

8. HIV still never discussed at home.

| feel differently now

1. 10ve come much more to terms with HIV(after 10 years).

2. My brother, as he was dying, apologised for not supporting me. That
made a big difference to me.

3. My parents still reject me. | am completely excluded from family news or
events (brotherOs funeral, momOs birthday). | am not welcome at home.

4. Things have improved in some ways, but are worse with parents.

What changed my feelings?

1. Length of time.

2. Meeting people, doctors, media over the years.

3. Staying in good health during this time.

Question 2

How has HIV affected me the most?
1. 1tOs taken years to want to socialise again.
2. | couldnOt listen to music that would remind me of how things were before
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(going to bars etc.). (loss)

3. | can listen to some m usic again (opera, symphony, dance). But music
from the 70s and 80s brings very emotional flashbacks. It brings it all back.
4. Going out now makes me aware of all the men who are gone. [tOs very
hard at times, | cope with it.

1tOs affected relationshipswith others

1. At first | had no interest in sex. CouldnOt get an erection for 6 months.
2. Knowing IOm HIV makes it complicated when | meet someone. | had to
decide if | told people or if | just met other positive people.

3. People either said get on with things, or they quit ringing.

It affected my relationship with myself

1. At first | lost my connection with myself then | found it again.

It affected my feelings about my own body

1. At first | couldnOt even masturbate. If you donOt love your own body yu
canOt love anotherOs. This changed back so | could enjoy my body again (and
anotherQs).

2. Knowledge and time facilitated accepting my body again. | know a man

who after 11 years still doesnOt want to be touched, to have sex.

Question 3

My worst fears

1. My worst fears are about what the virus will do to me because of seeing it
kill wonderful friends all in different ways. IOm afraid of becoming blind or
ending up in a wheelchair. I0Om afraid of HOW it will make me deteriorate.
These fears are triggered by

1. Remembering friendOs last few years of life.

2. Seeing incapacitated men at the drop-in centre and thinking that will
happen to you (here he corrects his pronoun to Ome0O, Oto me)).

How | cope

1. By faith in god.

2. alcohol (was drinking during th e interview).

Question 4

HIV has drastically affected my future plans

1. HIV, plus ageing, plus the employment market, add up to a drastic change
in my future plans.

2. Now | just take one day at a time, month by month short -term, | donOt
even plan for next year.

It hasnOt made me experience time differently

| live daily in a way that feels different now

1. 1tOs difficult to answer but my outlook is different now. Now IOm quite
happy to be at home or go out once and a while, not every night or all ni ght.
| donOt like the pushing crowds.

| donOt believe | can control my own future

1. In the long -term things are pre -determined.
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Question 5

HIV hasnOt affected my thoughts or feelings about death
1. Except it has affected my expectations about the way | might die.

Question 6

My religious beliefs

1. I was brought up in the Church of Scotland and my faith remains.

2. | left the church when | accepted being gay because others in the church
said | should if | was going to lead a homosexual life.

3. It t ook me a long time to return to the church and being HIV has made me
look more to my faith for strength.

4. | accept other faithOs concepts of god but was so disturbed by what | was
taking in from the Koran that | stopped reading it.

Question 7

My feelings about being gay

1. | always knew, but | might have conformed to a heterosexual lifestyle if
things had been a bit different as | grew up. But there would have always
been a man in the background.

2. IOm envious of married men seeing their own childrengrow up. But when
they are 3-4 and become their own individuals they can break your heart. So
IOm glad not to experience that.

3. Being unemployed | can understand the financial pressures of trying to
maintain a familyOs standard of living.

4. In summary 1Om quite happy being gay.

My coming out

1. | accepted | was gay when | was 19 -20. | didnOt let anyone in the office
know.

2. 1 worked 10 years at the same office and tried to maintain | was
heterosexual. | did my job well so my sexuality was the Achille s heel.

3. | accepted myself in the early 60s and then came out gradually . | was not
prepared to come out to all and sundry.

4. 10m out now but | donOt tell people IOm gay. People find out gradually, they
are intelligent enough to put two and two toge ther, and their reaction is good
thank god.

5. IOve been lucky | think, only a few bad experiences and usually in business
not private life. (nothing about family here).

Focusing Session

Themes

1. 1 know IOm living with HIV more easily now.

2. The feeling comes from my legs. They felt like lead and | wanted to
scream. This is a recurring feeling and then it eases. | think itOs about losing
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the use of my legs in the future. 1tOs about living daily with HIV, it never goes
away.

3. Heaviness around my tummy but my head says itOs NOT OK to be with it.
My head is staying in control, to feel safe. 1tOs easy to feel both these parts.
4. These feelings are connected to memories of the love of my life. The
heaviness needs to know the truth about his death - why | wasnOt contacted
so | could say goodbye. | need to just accept that his friend will never let me
know why.

5. It was H. who actually decided and told his friend not to tell me. I should
have been more assertive, | was too easy then. 1tOs too late now.

6. It would be wonderful to see HOs brother and clear up a few questions.

PostFocusing Questions

1. Focusing brought back the memory of living in the flat with the love of my
life.

2. 1 was able to find and stay with a feeling in my stomach.

3. This wasnOt new, IOve done it many times.

4. Something new came, it was H who was in control, not his friend, H
decided | shouldnOt know. This became clear to me.

5. This was helpful.

6. | now know | have to try to contact HOs friend and his brother. Feels good
to come out with this realisation. This time of year is poignant for this
memory and a piece of music goes along with this memory.

Impressions

The participant spoke slowly, measured. His voice was quite
monotone, his mood seemed a bit flat. He smoked and drank during the
session. He used nontimmediate language a bit and corrected himself at one
point. He stayed quite in his head during the Focusing but was able to feel his
body and that it was not safe to stay with these feelings. Something
unresolved about a very important relationship. A new insight and an action
step came from the session. On the experiencing scale (EXP) | would say he
remained quite low, level 1-2 during the interview and 2 -3 during the
Focusing. He did seem close to tears andchewing lip when he acknowledged
his need to know, whether he would or not, about his ex -loverOs death. This
seemed the point at which he was most deeply engaged with his present
experience.
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Question 1

P1 Before | went for the test, something deep inside was telling me because of
my lifestyle there was a very good chance it would be positive. But at the same time

| was saying to myself but we havenOt engaged in this and we havenOt engaged in
that, because all those years ago so little was known | had my own theories about
how you could catch it. So when | was told | was positive, | was devastated.

R1 Right.

P2 And it didnOt help at that time | was also unemployed, and | had been in a
relationship for 5 coming on 6 years, a casual relationship but it was a relationship
because | saw him at least once a week, and when he came here that night to get

the results his attitude was Owell | told you not to have it, weOve both been around,
weOll just get on with whatOs been happening and we still wan@e condomsO and |
said Osorry, from now on condoms®. And his attitude was Ono, | wish you well® and he
walked out. And | havenOt seen him since, | had a Christmas card 2 years ago which
| refused to acknowledge.

R2 Right. So when you first found out for you the news was quite devastating ...
P3 Absolutely devastating.

R3 And there was also that you were unemployed, and the response of your
partner. The whole thing all together was a lot.

P4 Yup ... the only thing that saved me was that Body Positive was up and
running, and at that time there was no helpline number, it was a private number | was
given for that night and the following night. And when my friend left | phoned that
number and spoke to a fellow Scot. And he was very sympathetic because he let me
know he was in the same boat, and he said if you want to phone tomorrow night,
don®t use the second , IOm at home, you can call me, which | did. And on the second
night he advised me to go along to their Sunday meetings and by going to the
Sunday meetings within a month | had done the BP weekend which was quite
fantastic, bloody hard, because it dealt with issues from to be tested or not to be
tested, and then positive results and going through the stages and it finished up on a
Sunday afternoon with coping with death from an HIV iliness. At the same time |
knew that | had got a great deal from it and because of that | also became a
telephone counsellor because | felt | could also perhaps help somebody else in the
same position. But at the same time | was still devastated.

R4 Yeah.

P5 And also my brother and | were never close; he was always taken as big
brother although he was younger. He was always taller, bigger, and weOd made an
agreement that whatever the result he would not inform my parents. When | told him
that night | was positive, he was very sympathetic, he was very easy but within a
week on a Saturday night he®d phoned me and he was shouting down the telephone
that | was, what was the expression, a leper, never to return to Scotland, he didnOt
want to know me. | immediately put the telephone down and phoned my mother and
it had already been agreed 10d be going home for Christmas as usual, and the first
thing she said was, OYour father and | have been talking, wouldnOt it be better iby
stayed in London with your friends this year?d And | said, OMother, the arrangements
are made 1Om coming home,d and she persisted and | said has brother been out to the
village and she said yes, and | have enough to do coping with your father, but there

is nothing we can do for you and she put the telephone down. So brother did the

dirty. It was a difficult time.

R5 Yeah it sounds like it. Not only your reaction, but other peopleOs reaction.

P6 Especially family. And yet the other side of the coin is, a woman who | worked
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with since | was 20, and she was much older than myself, when | told her, it was no
problem. And when | told her about the telephone conversation with my mother,
because she had met my mother on one occasion many years before, she
immediately said, give me your motherOs address, | shall write to her. And the next
Christmas | was invited home, although it was still difficult. They didn®t want to
discuss HIV or what it meant. And that woman is still standing by me. But over the
years of course IOve found that she herself has lost men friends to HIV and sheOs an
intelligent woman, sheOs an aware woman, so | was very lucky then.

R6 So if you think back to how you felt when you first found out do you feel
differently than that now?

pP7 Oh yes. yes.

R7 Can you say in what way itOs different now?

P8 IOve come much more to terms with HIV, at the same time, my brother had a
heart attack 2 years ago. It was a second heart attack. He knew that he wasnOt
improving because he was looking older and going through the same therapies
himself and | think he knew he was dying, or going to die, and he apologised for not
standing by me. So that made a big difference, but my parents on the other hand still
have not changed. If anything, itOs an even worse situdbn because brother did die a
year ago, | wasnOt welcome at his funeral, my parents let me know that. | went home
to Scotland last October after 6 years for my motherOs 80th birthday. She didnOt want
me to go to Scotland. | turned up on the doorstep on her birthday and within an hour
my father was lying to me about winding up my brotherOs estate and throwing me out
of the house. And then, 3 weeks after that, | found out my mother had fallen down the
stairs and broken her hip, when | phoned my father he put down the telephone.
Within a week | packed my cases and went back to Scotland and then was told by
the sister in the hospital, your father has great influence, your mother doesnOt want to
see you, and within a week, | was told to return to London. And | still donOt know
whatOs going on at home.

In some ways, things have really improved. On the other hand, when it comes to
parents, itOs even worse. [tOs a worse situation today.

R8 So, in terms of your feelings, thatOs improved. The relationship with your
brotherOs improved.

P9 Well heOs dead now. But with my parents itOs even worse. That hasnOt
improved.

R9 | think youOve answered at least some of this, but the next question is, what do
you think has brought about the change in how you feel?

P10 Um, | think the length of time IOve lived with HIV, the number of people 1Ove
met, doctors, programmes on television, newspapers, | think just living with HIV for
just over 10 years.

R9 So just the length of time.

P11 The length of time. And | think also being fortunate in the fact that IOve never
developed anything, any serious illness, and IOm still here.

R10  So itOs the length of time and that youOve had good health.

P12  Uh huh.

Question 2

P1 Well when | first found out, | didnOt want to go out, | didn®t wato socialise.
And itOs taken many years to break out of that. At the same time all those years ago |
found | could not listen to an opera, a piece of symphony music, a piece of dance, |
couldn®t listen to the disco music that | used to dance to or herin bars, it was just

too too much. Over the years thank god thatOs changed | can now listen to music but
| still find, itOs because 1Om going out now socially in bars that when they play the
music from the 70s and 80s, which seems to be more and more | get flashbacks to
where was | then, what was | doing, who was | running around town with, and | think
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music has this effect. 1tOs very emotional.

R1 Ya, it can bring it all back.

P2 It brings it all back. And when youOre standing in your favourite bar ad
youOre conscious and youOre always aware of the number of men who have gone, itOs
very hard at times... | cope with it.

R2  YouOve touched on this a bit, IOm wondering if itOs affected your relationships
with other people.

P3 Oh yes. Um, to begin with um, | had no interest in sex. | think for the first six
months of being told | was HIV, | couldnOt even get aroused. It took a long time to
want sex again. And then of course you had the complication of knowing youOre HIV,
do you tell the other person, do you keep your mouth shut, do you only mix at Body
Positive and try to meet somebody within Body Positive who is positive, it was
difficult.

R3 OK. So itOs certainly affected your sexual relationships, and social ...

P4 And social, oh yeah the number of people who was either, you know put it
behind you and get out there and forget about it or there was no reaction and no

more telephone calls.

R4 Yeah. Has it affected your relationship with yourself?

P5 To begin with yes. But then when | came to terms | found me again.

R5 OK. So at first it was like you kind of lost the connection with yourself and
then you found it again.

P6 Uh huh. Yes, very much so. Yes.

R6 And the last part of this question is, has it affected your feelings about or
relationship to your own body?

P7  To begin with yes, of course. | didnOt want to, as | say | couldn®t, | couldnOt get
aroused. So | couldnOt even masturbate, because my attitude to sex has always
been if you dondt know your own body, if you canOt love your awbody or enjoy your
own body how can you enjoy somebody else®s? And once | got rid of the old feelings,
| was back to what | used to feel. And I still feel that unless | can enjoy my own body

| canOt appreciate another manOs body.

R7 So at first it somehow interfered with enjoying your own body and then that
changed backed again.

P8 It changed back.

R8 Do you have any idea, was there anything that helped facilitate that change
back?

P9 | think it was knowledge. And time. But then again thatOs how Idel, but | was
talking to a man last night whoOs the same age and known longer than myself heOs
HIV and heDs never had sex in 11 years. HeOs slept with other men. But thatOs all
heOs done. He just couldn®t touch, he didnOt want them to touch him. Arttihk
thatOs very sad.

R9 So for you time has, through time youOve kind of worked through something
and gotten back to ...

P10 ...where | was at the beginning.

R10  Where you were before. It doesnOt happen with everyone, but for you it has.
P11 Uh huh, ya.

Question 3

P1 My worst fears, oh dear ... IOve watched so many wonderful friends die of HIV
related illnesses and theyOve all died differently. So my worst fears are what is the
virus eventually going to do to me? 10m frightened that | might beome blind, or finish
up in a wheel chair.

R1 So your worst fears are about how your health might deteriorate.

P2 Uh huh, and not knowing how.

R2 The next part of the question is what triggers these fears, or when do you find

on
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yourself thinking about the worst?

P3 When | remember friends over the last 2 - 3 years of life. And at the same
time because | still go, um, to a drop-in centre here in Camden, and meet other men
who | know are ill, who are incapacitated, you never get away from thinking that
eventually something®s going to happen to you or to me, to me.

R3 So remembering friends or seeing other people who are ill makes you think
about what will happen to you.

P4 Uh huh.

R4 OK. And just the last part of this is what do you do to cope during these
times?

P5 My own faith in god. And um the alcohol helps. (laughter)

R5 Your faith in god and a drink or two.

P6 Ya (laughter).

Question 4

P1 Drastically. Not just HIV, um, getting older, and the employment market, that
even 5 years ago | was told by a top accounting agency Osorry weOre not going to
send your details out again because nobody is asking for you to come for interviews,
the fact is youOre too oldO. So before HIV came along | had a sort of plan for the
future but thatOs gone and lake each day as it comes. | donOt plan for next year or
the next year. | take it day by day, month by month.

R1 OK, so itOs really drastically affected your plans for the future in that now you
don®t plan long term, you plan much much more in the shorterm.

P2 Ya, in the short term.

R2 And how if at all has it made you experience time differently?

P3 | don®t think it has. No, no difference.

R3 And do you live daily in a way that somehow just feels different now?

P4 Yes. Yes. ItOs a difficult one t@nswer.

R4 Ya, OK, you just know you live in a way now that just feels different, though
you might not be able to say what that is, it just feels different.

P5 It feels different ... and it is different because | have a totally different outlook
to the outlook | used to have. Like socially, um, | might go to the bar and in the old
days it wouldnOt be enough just going to the bar on a Friday or Saturday night, |
would then have to go on to a night-club. Now if | do go to the bar on a Friday or
Saturday night | want to come home. And also at the same time once upon a time |
would go out every Saturday night whereas now the majority of Saturday nights IOm
at home. 1Om quite happy to be at home. | canOt put up with the pushing the shoving
the crowds.

R5 And do you believe you can control your own future?

P6 No.

R6 1tOs out of your control.

pP7 To an extent yes. | think long term, perhaps itOs my outlook on life but um itOs
written in the stars or written in the cards or whatever. | think when Prince Charles
once said when he was asked about the assassin, he said well if your nameOs on the
bullet there®s nothing you can do.

R7 So thereOs almost an element of it being predetermined or ...

P8 Yes.

Question 5

P1 It hasnOt, the only way itOs affectaiem is, the way | might die. ThatOs the
only change. My feelings are just the same.

R1 YouOve answered the next part of this question, which is about your own
death, so we®ll move on ...
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Question 6

P1 Hmmm, yes, | was brought up in the Church of Scotland from an early age, |
dropped out of the church when | first accepted my sexuality, not so much because
of what | thought, it was the pressure of peers, men | respected who | mixed with who
were so called evangelical who told me in no uncertain terms if | was gong to lead a
homosexual lifestyle | should have nothing to do with the church. My faith remained,
I didnOt go to church, it took me a long time to return. And | think being told | was HIV
made me look more to my faith and it does give me strength ... today.

R1 OK, So you would describe your beliefs as Christian - the same Christian
beliefs you were brought up with.

P2 Ya, Christian, to an extent, um, at the same time um, I®m one of those men
who | donOt believe that my god is a god just fothe Presbyterians or the Church of
England. | believe god is called many names, so IOm quite happy, | mean I did try to
read the Koran once and | was so disturbed at what | was taking in | had to put it
down it was just too close for comfort. So IOm veneasy with other faiths.

Question 7

P1 Well to begin with | think | always knew | was attracted to my own sex. At the
same time | think that if things had been a bit different as | grew up there is probably
every chance | would have conformed to society and would have married and
probably had one or two children but at the same time | have to be honest to myself
that in spite of that there would always have been a man in the background. 1Om
envious of married men, having children, | think watching children grow up knowing
that theyOre yours, on the other hand | also watched them over the years that you can
watch them till the age of 3 or 4, they then become their own individuals and then
they can break your heart. So in some ways IOm quite glad | don@ave them. And at
the same time being unemployed | can well understand the the hell that some
parents must go through when they realise they donOt have a salary, they donOt have,
theyOre not going to maintain a standard of living and how itOs going to efft the
family, | can well understand that.

R1 So if you were to just sum up your feelings about being gay ...

P2 IOm quite happy being gay.

R2 And could you say a little about your coming out, if you have ...

P3 When | first accepted that | was gay and that was when | was 19, 20, although
| had one sexual experience before that with another man, | kept it | kept it very very
quiet. | did not let anybody in the office know. Although because | worked for the
same company for 10 years between 20 and 30, the staff of course suspected
because of company dinners, dances, parties, | never brought a girl along. And
because | held down my job well | noticed that the Achilles heal as far as they were
concerned when they had a few drinks they moved in on the gay side of my
character, or the possibility | was gay and at the same time | still tried to give the
impression that no, IOm heterosexual but | havenOt met the right girl, yet. Then it was
a gradual process, of coming out. But then of course | came out in the early 60s, or |
accepted myself in the early 60s. Although certain people were prepared to come
out to all and sundry | was not.

R3 So for you it was like around the age of 19 or 20 you accepted it yourself and
then for a while you didnOt come outo other people, and then you just started
gradually to come out. And would you say that youOre Ooutd® now?

P4 Yes. | donOt tell people IOm gay, but | know even within this estate since |
moved in here December O78, that a number of the neighbours who hae lived here
since then they have gradually realised over the years that | am gay. Nobody ever
says anything but there is a reaction, a nice reaction thank god.

o
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R4 So you don®t have to tell people but they gradually find out and thatOs OK.
P5 | think people are intelligent enough. The fact you live on your own, the fact
that youOre quite happy to buy flowers in the local market stall, that you keep a cat,
um | think they put all these things together, and thatOs it.

R5 Is there anything else youOd likeo say about what their gradual process of
coming out was like for you?

P6 Well of course you always have the bad experiences, um, and | found them
more in business than in private life. Otherwise IOve been lucky | think.

R6 So itOs been a positive expgence?

pP7 Uh huh. Yup.

Focusing Session

R1 ... s0 with your attention down there, 10d like you to just kind of say gently
inside yourself, where your attention is, Owhat does it really feel like for me to be living
with HIV right nowO and just see if some place inside there might be a feeling that
begins to come, it might be slight or vague ... (pause) ... does something come inside
when you ask yourself that?

P1 Ya, because um, | know, | know IOm living with it muchmore easily.

R2 OK, and does a kind of a physical feeling come some place in your body
when you ask yourself OwhatOs this all just feel like for me?0. It might be a feeling like
a little tightness in your chest or a little heaviness in your stomach, or a lightness, it
could be anything like a physical feeling that comes down inside the middle part of
your body when you ask Ojust whatOs it all feel like for meO.

P2 It doesnOt really come from the middle part of my body. It comes from my
legs.

R3 OK, so the first thing you notice in your body is your legs. And does it feel OK
to have your attention there in your legs where you feel that?

P3 Uhhuh, yup.

R4 And could you say anything just about how it feels there in your legs?

P4 Well now they feel easy but when | came up, when | went out to do some
shopping before you arrived, um, coming up the two flights of stairs they felt as usual
like lead and | wanted to scream.

R5 OK, yeah. So they felt like lead and you wanted to scream and now they feel
a bit easier than that.

P5 They feel much easier, that always happens.

R6 It always happens that it goes from the lead feeling to this easier feeling.
P6 Yup.
R7 I®&m wondering if you stay with that easier feeling in your legs if there might be

a sense of what that might mean for you. There might be some meaning to that. It
might be that if you ask yourself down inside, not in your head but down inside,
OwhatOs this about for me this whole feeling in my legs?® Some feeling might come
inside if you ask yourself that.

pP7 (pause) | think itOs losing the fear of ... having problems with my legs at some
time in the future.

R8 Losing that fear.

P8 Ya.

R9 Almost like thereOs a part of you thatOs afraid you might have problems in the
future with your legs.

P9 Yes, ya. Everytime.

R10  Everytime you have this problem with your legs, itOs about that ...

P10  You know I think itOs just um, itOs just living daily with HIV, it never goes away.
R11 OK, yeah, itDs always there.

P11  1tOs always there.

R12 And is there a sense of how that feels inside for you? Just to say that itOs
really always there?

o2
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P12  1tOs always there and at the same time | know | am so so lucky, so far.

R13  So thereOs a sense that living with it is always there and another sense that so
far youOve been really lucky.

P13 Yes.

R14 10m just wondering if you pay attention to the middle part of your body is there
any physical sensation there that might somehow be related even though we
wouldn®t know how to what weOre talking about? Any tightness beaviness or
anything ...

P14 Only a bit of heaviness.

R15 Uh huh, can you get a sense of where that slight kind of heaviness comes in
your body?

P15 Around the tummy.

R16 Maybe just take a minute to check if it would be OK to let your attention go
right down inside to where that kind of slight heaviness in your tummy is. Just to
check and see if it would feel alright to be down there with it.

P16 (pause) ahh, no, not really.

R17 No itOs not, OK. And IOm then wondering if it would be OK to be with the pa
of you wherever that might be that says itOs not ok to be down here.

P17  Ya, thatOs in my head.

R18 So thereOs something in your head that says itOs not OK to be down with the
slight heaviness in your tummy. OK. Would it be OK to be with the part of you in
your head?

P18 Yes.

R19 Maybe just to acknowledge it, to say Ol know thereOs that place in my tummy
but | have to be with my head here firstO or something.

P19 Yes.

R20 Maybe by being with the place in your head that says donOt go right to your
tummy, um you can begin to get some sense of what that place is feeling from itOs
point of view, almost like it might have an attitude or something to say from its side.
P20 | guess | could say itOs feeling like itOs staying in control.

R21 Like the place in your head is staying in control. Did | get that right?

P21 VYes, ya. 1tOs wanting to stay in control.

R22 Ya. And | wonder if just by staying with the part that wants to stay in control if
you might get some sense of kind of how itOs feeling or whatOs purtant about this
control, or what it©s about for you.

P22  Well | think it comes down to feeling safer, feeling safe.

R23 | wonder if thereOs a way to check with that place inside that wants to keep
control, to check with it Ois it like this is more sa somehow?0

P23  Uh huh, itOs about feeling safe, keeping safe.

R24  So itOs the head part keeping you safe and the place that was or is in your
tummy. Is it OK to kind of have both parts, like acknowledging that theyOre both
there?

P24  Uh huh, thatOs easy

R25 10m wondering if you could spend some time not figuring out or anything but
just staying with the place in your head thatOs keeping you safe and the slight
heaviness in your tummy whatever thatOs about and just kind of settling down and
having your attention in both places, just seeing if anything comes from that, it might
be a memory, a word that describes what it all feels like for you right now, or maybe
what itOs connected to in your life having those two places.

P25 (pause) ... Well | think itOgust memories. (pause)

R26  Something about memories has you feeling like this right now.

P26 Ya.

R27  And is that OK.

P27  Ya, itOs fine.

R28 And just by staying with it for another minute or so | wondering if you can get
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some sense of what it is about those memories, whatever they are, that has you
feeling like this right now, kind of slight heaviness and this place that wants to be
safe, like there might be something about all those memories that just brings this kind
of feeling right now.

P28 OH! ... thatOs an easy one ... itOs the love of my life who came here for 2 years.
Sexually it was a disaster, mentally there was nothing like it. Ya.

R29 And is there a sense inside that ya, thatOs what it is.

P29 Ya, thereis.

R30 | wonder if thereOs anythinghat the heaviness might need to feel just a little
less heavy now?

P30 (pause) ... | think to know the truth about his death. To know the truth why his
friend at that time did not contact me, made no effort to contact me, so | wasnOt there
to say goodbye.

R31 So thereOs a sense there in your tummy that the feeling is really about needing
to know the truth and something about not getting to say goodbye.

P31 Ohya. And I doubt if | ever will know the truth as to why his friend at that time
did not contact me. | donOt think heOll ever let me know. But then | think he was
jealous of the fact that although he was HenryOs lover for many years, Henry and |
still had a very very deep special bond. And | basically have to just accept it.

R32  So thereOs a ralisation that you may never know the truth. Would it be OK to
kind of send a message down to the part of you that needs to know almost saying Ol
know you need to know®. Accepting that part that needs to know this, even if it never
will. Letting it know you hear what it needs.

P32 Ya, ...ya.

R33 And just to see if you can make an accepting space to welcome any feelings
that come inside then.

P33 Ya, ... (participant seems emotional, chewing mouth, verge of tears maybe).
R34  With your attention still down inside | wonder if thereOs any sense that
something more may need to happen, to be said, or heard, anything that might still
need to come right now. Or if it feels like this is kind of OK.

P34  Ya, itOs OK because | have to acknowledge that Henry decidedand told his
friend what he wanted. And | think mistakenly he thought it was a bad time when in
actual fact it would have been fine.

R35 Like he was trying to help but it didnOt turn out that way... (pause) ... and you
might want to just acknowledge that all those feelings are there, so the part of you
holding it all knows youOre with it.

P35 Yes, it always will ... (pause) ... all those years ago, 5 years ago, | should
have been more assertive and gone to Wales, and seen both of them. | was too
easy then.

R36 Knowing what you know now, the way it worked out, if you could do it again
you would have been more assertive.

P36  Uh huh, yes. ItOs too late now... (pause) ...uh huh.

R37 Is there anything else that feels a little unfinished with this now?

P37  Well it would be so wonderful to bump into HenryOs brother. He might be able
to answer the questions the friend wouldnOt answer.

R38 Could you get a physical sense of how wonderful it would really feel just to
run into him?

P38 | would be elated.

R39 And can you feel a bit of that now if you just imagine that happening?

P39 Yes. Yes. Uh huh.

(we gently finish off the Focusing session by slowly moving away from the feelings)

Post-Focusing Questions

Question 1
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P1 Remembering him here. The fact that he was, he had to study every
weekend because he was becoming a chartered accountant. So the flat was always
very quiet ... (pause) ... it was a very easy relationship. Yes, remembering those
times.

R1 Is there anything else youOd like to sayabout what happened for you during
that self-reflection?

P2 Oh yes, and the first time | met his big brother who was the same age as
myself. Big brother didnOt know but could only wonder if his younger brother had told
me the truth that he used to interfere with him as a smaller boy, | wasnOt very happy
with his big brother at that time.

Question 2
P1 Yup ..(pause) ...

R1 Was that the feeling in your stomach, or ...
P2 Ya.

Question 3
P1 Not really, no.

R1 This is something youOve done before or
P2 Many times.
R2 OK

Question 4

P1 Yup. Ya, | suppose Henry was being Henry and he didnOt want me to worry or
be down, and his friend had to do what he asked.
R1 OK, almost like something new in realising that Henry was -

P2 In control. yes, the friend was only doing what he was told.
R2 And that became a bit clearer here?

P3 Yes.

Question 5

P1 It was helpful, hmm.

R1 OK, in some way helpful.

Question 6

P1 | think it makes it clear to me that IOve got to try and get in touch with HenryOs
friend. It will be hard to get in touch, | mean heOs probably sold up packed up and
gone elsewhere.

R1 It might be difficult to actually locate him. But from this time it seems thereOs
an action that seems right.

P2 Uh huh. Ya, and the same is true of HenryOs brother although it might be
easier to locate him.

R2 And out of this experience now it seems it would be the right thing for you to
try to make those two contacts.

P3 Yes.

R3 Does it feel OK to come out of it with those two action steps?

P4 Oh definitely.

(further discussion)

P5 It was a good reflection, good time of the year to do it. Because um, the two
years that Henry came and went here he always went home for the holidays and
when the relationship, although the so-called affair came to an end after two years
and we were still the best of friends, and we used to laugh, he found it amusing that |
had a tradition Easter morning of playing (an opera) and the second Easter before he
went home | made him sit and listen and understand why | listened to it. And from
then on | think that he also listened to it. But then he liked music too.

o
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R5 So this time of year is especially relevant.
P6 For this particular piece of music.

R6 Ya. And for this memory.

pP7 And for this whole memory, ya.



