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ABSTRACT

Th%g study 1investigated the effeét upon survivors of the
experiéhce of bereavement due to an AIDS-related death. Using a
self-report taped interview format twelve subjects (six males'and
six females) were géked to describe how their lives had chaﬁged
following the death of a loved one. In addition, subjects were
required to complete a questionnaire in order to  provide pérsonal
data, information regarding the deceased, and insight into some
aspectss of the relationéhip between the subject and the deceased.

VAn examination of £he personal nariatives revealed that the
bereaﬁed’ ftypically experienced changes in ‘the ' areas of
relationships, émployment, values, énd attitudes towa;d liviné‘
and dying. Themés of improved or concluded relationshipéy'
increased personal self-regard, moCement toward Jjobs which
provide a greater sense of §;£isfaction, a shift from material to
spiritual vaiues, a gréater appreciatioh of life, and a radical
loss of fear of dying were common. \At thg éame time, subjects -
regqularly indicated awqeneral re—as§esshent of 1life priorities
and a critical re-evaluation of traditional 'shoulds' originating
from either religious doctrine or . social expectations. All
subjects attached a great deal of importance to their experience
of bereavement conéluding, paradoxically, thét many valuable
discoveries could be attributed to their unprecedented {Sss.

The implications of these findings are discussed for grief and
bereavement counsellors in light of both facilitative pre-death
counsedling and follow-up bereavement work. 2
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ey
e



,»_AEinally,vbthe present study 'suggests fﬁturé ;reseafch» be
 désigﬁéd,to investigate the relatidnship between the bereaved and
tﬁe péison wigh AIDS prior to death, as weillasrthéwcir;umsténces
.‘of the death. The relationship profiles emeiédng from -this
exbloratory work indicate that variables sth'ésbthe'_gmount> of
openness in the discussion of death and dying;f,thé 'deqrgé‘ of
participation in care,~rthe ability to ;xpreéshqféeiings,ﬁ _the
length of the living/dying period, and the opporturiity to bg

present at the time of death may all be associateéd with positive

bereavement outcomes.
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And yet the compensations of calamity are made
apparent to the understanding ... The death of a dear
friend, wife, brother, lover, which seemed nothing but
privation, somewhat later assumes that aspect of a guide
or genius; for it commonly operates revolutions in our
way of life, terminates an epoch of infancy or of youth
waiting to be closed, breaks up a wonted occupatlon, or
a household, or a style of living.

&

Ralph Waldo Emerson
From an essay on Compensation
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. CHAPTER I
u; BACKGROUND & STATEMENT OF THE PROBLEM

BEEY

&7

Background

LI recently had the pr£v1lege of caring fo,
frlend through the proceéss of his dying. Accord

- the" llterature on grief and bereavement much of what :
Zexperlehced, at that time; was hormal: desparr, fatigue,
weeping, and*nsleep d1sturbance Yet, in . addltion Cte
-these emotional and physieal problems my experienCe also§
-included some ‘undocumented aspects. Many of ‘my ~values - - 7 .
‘changed. Previous relationships either deepened. or . .

' ended. I became very protective of my time and  how- I_;{T,f
- spent it. I Began ito see death as-a genuine frlend “and i
‘1. felt more alive than I could ever remember. . -Quike . '

unexpectedly, I realized that in loving and losing this -
.special person my bwn life was being transformed that -
his dying was enriching my living. . 7 Tl

wWas my exXperience unusual? Had anyone else found . ST
such gifts in their gr1ef7 Could the human heart inyfg.;";
fact, break - open? =L S

Two months after Roy's death 1 organlzed a supporty}"‘,
group- for other people who had lo¢st a loved one to AIDS. -l )
Testlmony of personal gain through bereaVement recurredf""f
from meeting to meeting. ‘

That anything of value could be" assoclated with- AIDS is . almost’s'
beyond comprehen51on Not w1thhold1nq hope for futare medicalﬂw
%advances} the AIDS virus has, to date, resulted in an epidemic of
death. As of February 1990, 2122’0r the 3509 Cenadjan, men,d
women, and'chiidren diagnosed with AIDé?ere dead (Federal Centre
for AIDS, 19?0)'¢ Tragically, these mén? deaths repreSent_ onlyad

the first wave of the medical and psychologicalﬁqusls? that i

AIDS. For 'each life lost there is a second emergeﬁby; a tidaleiﬁﬁ
wave of survivors: partners/spouses,,parents, 31blin§s;Vchildrendrflgfffl
aunts,” uncles, wnieces, nephews, grandparents;f friends, fiébfv
f:workers; héighbodrs, health care professionals,and 'ﬁgrerhit?he ,lrirrﬁ
mumber Of people affected by each death is ’substggtigl;v of“"
Therefore, in its second wave, the AIDS crisis prOdueesleh,e

. B -
epidemic of bereavement and grief.

al



G;ief has always been a4pért rof ;humaﬁ ‘experience} ~ Each
culfu;e has devéloped and passed'along giief lore to help its
people cope with losg. Within the sociél .netﬁork of fémily,
friends, and church bereaved‘individuaISvhave traditionaliy been
supgorteq by way of specific expectations, .“fituals, and
theosobhy. In most cultures, grief recovery has been seen as a

natural process; one that time heals.

This conventional community approach to bereévement.~ has -

generally been sufficient as long as certain conditibns are met,.
Social support must be available and bereaved individuals must
avail themselves of it. 'As well, the grief _response must _be

uncomplidéted.

Unfortunately, a number of issues asSociated‘with ALDS4reIated-

Bereavement interfere with these basic coggitions,fori'una551sted
.recovery. These AIDS-Specific issues»ténd‘to confpund -and/or

P

compound the recovery process. The result for survivors can be

the dual experiehée of inshffiéient_support and a complicatéd
gfieving period. ¥
The Alﬁé—specific issues which interfere with bergﬁ&ement

recovery fall into four categqries;"sbcietal attitudes towards

AIDS and the actual nature of'thé;syndrome are both issues that

4

Py

tend to confound the recovery piocess; Compounding 1issues are . .

N
the problems of multiple losses- and the possibility of "HI1IV-
related health concerns fbr survivors. o N A
To begin, society's 'éttitudés'tOWaId twoifof’ the affected

populations, homosexuals andtfiV' drug users, f%ypicaily fall

between suspicion and contempt. 'Whenlthe fear of contagion is

-



. added to this existing prejhdiqgffﬁe stigma of AIDS can exc;ude

. N
w

ﬁFahilies‘of origin  may

: . . - froy
people from regular avenugs of suppdrt.
BN .JAg & >

be emotionally, physically, aQEVofffig%ngialiy uﬁaggilaﬁﬁe to
. B . = s b 3

@

those 1living with the diéeése and their *€§re§{véis. While
certainly not 'ﬁniversal, the withholdi;g of customary family
support is ong7halimark of AIDS,

Societal attitudes also affect access to support when people
‘choose %ot'to disclbse/their experieﬁ&e of AIDS at work, school,
or church. Due to the stigma of AIDS, employers, co—Qorkers,
instructors; and/or clergy may be told nothing of an individual's
situation at home. The caring responses, special considerafion,
and/or c&mpassionate leave normally extended at ‘the time of
serious illness and death are, @hefefore, often unavailable to
those car}ng for a person with AIDS. At the same- time, the
intolerént doctrine of some religionsrmu/épgo exclude ‘people
with AIDSéand their caregivers from spiritual support.

L The second AIDS-related issue that can influence recovery from
\s;reavement!'is the actual natﬁré of'the illness. According to
Weiner's four point guide for determiningvthe impact of a medical
disorder on an individual, AIDS rates. as high:neqative on all
counts. The syndrome typically appeérs’abruptly} it isi only

. E
moderately treatable- bdt~ not curable; it carries a special

"stigma; and iﬁ requires hospitalization, speciaﬁ procedures and
possible surgery (Weiner, 1982, p. 46).

While the disorder involves many difficult medical problems no
one ever actually dies of AIDS. AIDS is a syndrome rather than a
disease; a compzomised _—immune system presenting as an

idiosyncratic combination of secondary infections (See definition
AN

¥
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of AIDS, p. é). Patients suffer any coﬁbination of the
following: blindness, cancer, dementia, neuropathy; pneumonia,
and ﬁore. When the syndrome is fatal, death can be preceded by a
rapid unexpected decline, a steady decline, a prolonged see/sawv
exlistence or long-term uncertain survival. Just as the syndrome
presents a diverse set of medical problems, the range of
associated bereavement issues algé/:;ry widely.

Chéice of residence is another issue éhat is often dictated,
in part, by the nature of AIDS. Due to the newness of the
syndrome and the range of associated medical problems, the
disorder is very difficult to manage. Rgtients, therefore, tend
to seek medical attention in urban centres where AIDS-specific
vexpertise; diagnostic testing, and treatments exist. In deciding
‘to live near these specialized professionals and health care
facilities patients from outlying areas often do so at the
expense of family and community support.

Another ,a5pe¢t of the syndrome, as it presents itself today,

is the age-of those affected. The average -age at the time of
death 1is 33 years. Death that is seen as -premature is one more
bereavement 1issue for those left behind. The partners and

friends who remain to grieve are, themselves, very ofteﬁ young;
another unusual bereavement situation for moderQTtimes;

The third issue, :‘multiplicity of loss, is another
characteristié of 2IDS-related bereavement which'is unprecedented
in recent times. Nqé only are many peop%e being touched byr an
AIDS-related death, but numerous deaths é%e impacting upon a few’

people. As modern urban citizens, our participation in funerals



" . T
typically averages one day per decade and wev can generélly

expect five or six major deaths in our lifetime (Kalish, 1985, p.

9 & 79). But, now, due to AIDS some people are experiencing far
more loss. For example, eighty percent of Canadian haemophiliacs
test HIV positive (Archibald, 1990). Their families are prone to

multiple losses as several male members of one extended tamily
unit may be both Aaemophiliac and, therefore, possibly HIV
infected.

The problem of mgltiple loss is most pronounced in the gay
community where it is not unusual for individuals to attend two
AIDS-related funerals in one day (Callwood} 1988). For some this
problem of multiple loss is a relentless one. & recent support
grdup survey totalled 176 AIDS-related deaths .for only seven
members. Again AIDS presents a very difficult and unusual
bereavement situation.

The last 1issue, the poésibility of health concerné for the‘
survivors, distinguishes -AIDS-related bereavement from almost any
other type of loss. Quite unigue to AIDS, those who are left
behind may_be struggling with their own health worrie;. Unlike
cancer, heart disease, or other medical problems that ultimately
lead to death, 5 number of those who mourn an AIDS-related death
are, at the same time, dealing with the;; own HIV infection. In
‘conjUA;tion with the érief they feel for the one who has died,
survivors may be grieving about their own situation. In the case
‘0of an HIV positive bereaved pértner, there can bé feelings of
grief for the loss of the loved 6ne, grief for oneself, and the
stress of knowing that if one's own health deteriorates that

special person will not be present. The bereaved partner, in



this situation} is acutely aware of the loss of such an important
source of support, having provided it so recently‘him/herself.

To compound the{problem f the HiV positive survivor, it has
long been establishedvthat bereavement adversely ' affects the
immune System (Parks, 1964). ' 1f bereavement can suppress immune
functiéning in the generéi population, coﬁinq with bereavement is
a matter of 1life or death for those whose immune system is
already compromised.

Theze are many issues that make AIDS-related bereavement
uniéue. Unfortﬁnétely, most of these‘issues serve to compound
the grief of those who are left behind and confound their process
of.recovery. In the wake of the many problems specific to AIDS,
conventional community based bereavement interventions may not be
sufficient. The number of people affected by AIDS-related déaths
is increasing astronomically and more and more of them are
'seeking professional help. It is likely that every counsellor,
teacher, therapist, pastoral care perscn, and social worker willi\

" encounter people touched by AIDS in the near future.

Statement Qf the Problem

Cqunsellors have g;nerally adopted a d)namic model for giief
work;. either concentrating on the client's movement through é
series of emotions or their completion of various tagks. ‘ While
the ordeal of unpleasant emotions and the chore of rebuilding
one's 1life are both hallmérks of the grief Vexoerience, recent
investigations have indicated that there may be a less onerous
component. Beqeficial outcomes for survivors have been

discovered 1in a variety of bereavement situations. Bereavement
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due to AIDS ,appears to be one situation where‘ positiQé,i 1i£ef
enhancing outcomes can occur. A profile for ‘this -phepgménon,yi
though, does not yet exist. 1In light of the influx of ﬁedplé
seeking help to cope with AIDS-related deaths,’the:e is an urgent
need to understand all aspecté of this type of bereavement. By
examining ’the_'éxpe;ience of those who have found something
positive in their loss, counsellors may be better equipped to
help those whofa;e less fortunate. To that end, the present
stud§ asks the question "How is your life different now?" of

people who have lost someone they loved to AIDS.

Definitions

A) Bereavement

To bereave means to "rob (or) deprive” (Fowler & Foyler,

1964). Bereavement refers to an event; the loss of‘a significant

pergbn through death. "Ifymy father, to whom I am‘veby close,
ﬁ”ﬁ-dies, I am bereaved. If my mother, who has been both emotionally

and psychologically absent from my life for 15 years, dies, I am
also bereaved" (Kalish, 1985, p. 182). While implying nothing

of the quality or duration of emotion associated with the event,

the term signifies a date within a personal history. ’

Il

{

B) Grief

-
A}

Grief refers to the résponse to any loss or separation. A
grief response can be all-encompassing, 1involving physical,
emotional, and behavioural components. Historically, "grieviﬂi
itself means pain and suffering" (Kalish, 1985, p. 182).

One can be Dbereaved and not grieve but griet is ‘always



preceded by some form of bereavement or loss.

C) AIDS, PWA, and AIDS-related Berea?emnt

AIDS (Acquired Immune Deficiency Syndrome) is caused - by a
human T-cell Jlymphotropic virus. This virus preferentially
infects and destroys certain white blood cells which control
immune functioning in the body. Subsequently, the body becomes
unable to respond normally to infectious agents'ﬁaﬁq, is,
therefore, increasingly vulnerable to disease. Repeatééx gévefé
and debi}itating opportunistic infections and/or an aggressi?e
form of soft tissue cancer result (Goldstone, 1985, p. 13). |

There 1is no one profile for the syndrome. The patterns of
infection and disease associated with AIDS are individual. . Each‘a
PWA (pgrson with aips) experiénces a complex of health problemsr
and each death is the result of individual circumstances. It Iis
not the AIDS virus, per se, which kills but one or more secondary
infections aﬂd/or cancer.

All deaths attributed to AIDS are contingent ‘upon a
compromised immune system rather than being directly caused by
the AIDS virus. The phrase 'AlIDS-related deathf,is, therefore,
appropriate. For the purposes of this study, the experience of

" losing someone to an AIDS-related death is referred to as an

alDS-related bereavemegt.

D) Extraordinary Outcomes

extraord'inary 1. adj. (-ily). Out of
usual course, additicnal, sgpecially employed;
exceptional, surprising; unusually great.
' (Fowler & Fowler, 1964)

The outcomes investigated in this study are outside the usual



course of bereavement récdvery discussed in the grief and
bereavement literature. The loss of a loved oné has historically
been seen as an entirely unfortunate event in one's life; one of
the most difficuit of human experiénces. The unwelcome aspeCts
of bereavement are well dfcumented. The possible existence of

bereavement outcomes that are highly valued come as more of a

surprise.

Organization of thesis

vThis first introductory section has p;esented the background.
of the present study. Chapter two reviews the death, dying,
grief and bereavement literature, detailing the development of
theory 1in these fields. Chapter three describes the method of
the thesis; it introduces the subject population, the setting,
the exploratory method, and the rationale behind the analysis of
the data.. Chapter four presehzs the findiﬁgs of the study and an
analysis of the data;'it4examines the emergence and prevalence of
major sub-categories and recurring themes found in the data;
interview excerpts illustrate the analysfs and findings. Chapter
five presents the conclusions and recommpndations; it begins with
a conceptualization of the dynamics involved, and broceeds Nrith
an -expioration of the parallels found between the pré;ent
findings and those of a somewhat related phenomenon. The‘cﬁapter
ends with several suggestions of ways to incorporate the findings
into counselling interventions that could 1improve bereavement

ocutcomes.
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CHAPTER 11
LITERATURE REVIEW

The present review of the death, dying, grief,réndﬂbefeavément
literature begins by questioning the existing attitudes toward
the topic of human mortality. Next, an early 'worst case'
bereavement study is presented as it has selectivel§ influenced
our understanding of bereavement and grief. This study is
follo@ed by' an outline of‘ the historical dgvelopment of
explanatory mddels: first, stage models, then, various task:
models{ and ;inally the most recent model; ia personal groQ£h~'
moéel. The review also includes a discusSién of the factors
known to 1influence the grief proCess' and some examples of
bereavement outcomes. An overview offcoUnsellihq interventions
suggested in the literature concludes the section5

The existing attitudes toward the universal human experiences
of death and loss are typically not positive - attitudes. For
example:

The attitude of the researchers seems to be that
dying and death are psychologically 'bad', '‘negative?,
and 'deterioraQinq‘ experiences in the existence of
humanity (Zinker & Fink, 1966, p. 185).

But whereas birth is cause for celebration, death
has become-a dreaded and unspeakable issue to be avoided
by every means possible in our modern society (Kubler-
Ross, 1975, p. 5).

Illness is considered bad fortune. ... We only think
we are 0.K. if we are healthy (Levine, 1982, p. 2).

Principal tallacies persist in contemporary
attitudes toward grieving ... that grief is a negative
and diminshing factor in our 1lives, which must

occasionally be endured and then forgotten as soon as
possible (Murphy, 1985, p. 379).

This one-sided, negative bias interprets ‘"grief as a

10
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depressive reaction to the exberience.of lpss" (Jansnow, 1985, p.
31) orx "an indirect pathogen" (Sanders, l9§é—83; b. 240). In an
early attempt to. understand the human reaction to loss, one
particular piece of research espoused these negative attitudes.

In 1944. Erich Lindemann conducted an in depth study . of .theé
vemotionél,f physical, and behaviorél effects of bereavement.

Lindemann interviewed over 100 people who had 1lost a family

\ member  in Boston's infamous Coconut Grove nightclub fire (Glick

et al, 1974; KaiiSh, 13985). The experience of loss' reported 1in
. -this unexpeéted,’ youth-oriented, worst-case bereavement
situation, was described by Lindemann as overwhelming "somatic

distress ... (and) mental pain" (1944 in Kalish, 1985, p. 185).

The proplems associated with such a difficult . bereavement
?%‘,,
cixrcumstance are discussed later in the section under Factors

Known o Influence the Grief Process. Here it is sufficient to

note that the distress and pain reported by Lindemann 1in all
likelihooa significantly influenced our initial understanding of
grief as an entirely negative experience. ’

During the two post-war, growth-criented, 'Séby-bagm decades
that followed Lindemann's study there was little‘interest in any
’aspéct of human mértality; .But/in 1969, Elisabeth Kubler-Ross'
daring endeavour to understand death and dying-literally exploded
the topics into public/;;areness. Her work indicated that the
emotional aspects of grief parallel the emotional experience. of
dying; that an understanding of the psychology of one situation

illuminates the other. Although the focus of this review |is

grief, the topics of bereavement, death, :and dying are also
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included due to their interconnectedness.
Stage‘Models

In 1965, def}ing opposition from the medical communit?,
Elisabeth Kubler-Ross started to observe criticallyAill patients.
Ip order to‘understand the psychological compoﬁeht of a terminal

diagnosis, Kubler-Ross saw "the dying as teachers" (1969, p.28).

" In her landmark publication On Death and Dying: What - The Dying

Have To Teach Doctors, Nurses, Clergy and Their ‘Own Families

(1969) YKuBIer—Rogs outiined a psychological process involving
EEVQ. ;equential staées. This stage model has become the
foundation for all subsequent work in the areas Sf: death and
dying, as well as grief and bereavement.

The five stages identified by Kubler-Ross as being "defense"
or "coping mechanisms to deal with  extremely difficult
situations" (1969, p. 138) are: denial (and isolation), anger,
bargaininq, depression, and acceptance (Kubler-Ross, 1969).

These five stages are moré specific than the 1little-known,
pre-existing three stage model (shock, despair, and recbkéry)
(Averill, 1968} or the four stage‘ mode1> (nqmbnessg’ pining,
depression, and recovery) later suggested by Parks (Kalish, 1985,
p. 184). Of these three stage models,"only the Kubler-Ross
stages of coping have been widely recognized."

- Even though Kubler-Ross clearly states_tﬁat the stages "will
last for different periods of time and will replace each otﬁer oT
exist at times side by side" (Kﬁbler—Ross; 1969, p. 138) a.
general misunderstanding persists. A terminal diagnosis is not

necessarily worked through to acceptance for one time only. For

those patients who do experience denial, anger, bargaining,

12



depression, and acceptance, -the stages can occur many times over,
the course of their illness;n Patients often experience separate
loss reactions to each phase of their degline. It is, therefore,
common for the terminally i{l to repeat the stages in a cyclical'
fashion; coming to accept one asbectp of their deteriorating
health only to repeat the brpcess ag new prbblems érise.
Anotherlmisunderstanding df'the'KuSléf;Ross model concerns the
universality of the stages. The five stages have been
underétood, by some, as "a rigid seguence through which people
had to pass if their reaction was to be deemed normal" (Speck,
1985, p.90). 1In fact, the stages do not represent the experiencte
of all términal patients. For some patients a terminal diégnosis
is preferrable to continued uncertainty tegarding the nature of
their 1illness. For these people the experiegce of acceptance
appears to be their first reaction. 8till others, notably some
elderly pergons,~those with certain Ieliqiqus convictions, or the
newly bereaved, view death as a welcomed prospect. Again, .
ac;eptance is not preceded by denial, anqer; bargaining, - or

depression.

The Kubler-Ross model is also restricted‘inv'the sense of
presenting a limited and biased range of emdtions. Denial,
anger, bargaining, and depression all represent emotions

traditionally viéwed as negative, unpleasant,vand unwelcome. The

stage model specifically excludes emotions such as "hope, fear,

curiosity, envy, apathy, relief, and even anticipatioﬁ" (Kalish,

1885. p. 134), all of which can be part of the experience of
o ' AN

dying.
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Although the Kubler-Ross five %tégéfmodéi is flawed and has

been misunderstood, it is  the"mo§t  wjdely recognized and

respected framework for the psychology df'ﬁyinq:‘1While the model
was developed from convedsations with terminal pafienfs;g-"mahy
\ a . C ¢ :

people have applied the fiye stages of dying to thé“aérddéSs of

grieving as well" (Kalish, 1985, p. 183). Today, the Kubler-Ross

stages are generally accepted as a model for psybhblogical

adjustment to beréavement as well as dying.
Whether the five stage model is applied to dying p:"qrief,

limitations exist. The Kubler-Ross 1inventory of émoﬁigns

associated with grief is restricted to only five emotions while

"grief is impossible to pin down. ... It is an amalgam, a mixture
of all the emotions a human being can expéfiéh;e" (Muﬂphy, 1985,
p. 381). The 'funny bone' phenomenon ’broVides a unlikely
analogy: nerve bundles are semi-exposed at,the"elbow and an

unexpected physical blow to the area results in an experience  of

all possible sen'sations (heat, cold, pain, and pressure)+ﬂ 

Similariﬁy, the psychological blow of a bereavement can activété‘

a range of human emotions,

Task Models
The word 'task' implies & degree of volition on the part of

the bereaved. The |identification of tasks associatedlvwith

grieving suggests that the survivor take action; participating in-

the recovery process as opposed to surrendering to it.i " Task-

models generally call for the "reconstruction" (Kamm, 1985, p.

64) or ‘"rebuild(ing)" (Potash, 1985, p. 83) of one's 1life

following the death of a loved one. Worden (1982) and Parks &
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Weiss (1983) provide examples of task models »fpf

recovery.

-
&«

Four Tasks Necessary to Move Beyond Grief

1) Accept the reality of the loss

2) Accept that grief is painful

3) Adjust to an enviroment that no longer includes the
person-who has died

4) Withdraw much of the emotional energy once invested

in the dead person and begin to reinvest it in other

relationships (Worden, 1982) L

The Tasks of Grieving

1) Intellectual recognition and explanation'deloss

2) Emotional acceptance (when the. survivor no longer
feels the need to avoid reminders of loss for fear
of being flooded by grief, pain or remorse)

3) New identity (a reasonably —consistent set of
assumptions about one's own self)mlaarks & Weiss,
1983, p. 156-160) : '

= These models evblved from research into spousal bereavement. .
4 - .‘ {)&l . V‘
Ao

When Parks and Weiss (19&3}findiCate that the final task  $$3

bereavement

establishing a new identity, they refer to the transition from“:Q;?f

wife to widow or from husbahd!fo widower. Task completion_f»c'

results in the freedom "to take stock and7foiﬁake a new start”
(Parks, 1972, p. 94).

Task models and stage models are not mutdafiygéxclqgive. They
should, perhaps, be seen on a continuum for the process of
bereavement recovery. The two task models outliﬁédl above each

begin where the Kubler-Ross stages leave off;uaéceﬁﬁanqé of the

4

loss. In defining tasks subseguent to acceptiné a death, these
models suggest that reéovéry involves acts of rééinvésfment and
re-definition. Task cohpletion reguires thé]bereaved to move
beyond acceptance to refoin thé continuity of life} uhderstandinq

15



that "with renewed courage, one picks dp the pieces of one's

Y
existence, and life moves on" (Kamm, 1985, p. 64).

Growth Models,_,'

AS-_withf”stage*;hodels, growth models have emerged £rom  _,¢

obser&atiéns of the dying. Although Zinker and Fink stated, in
1966, théf;"indfvidﬁals on the brink of death or individugls who
knew they‘werq to;die in the ﬁeaf/future expérience the dgreatest
insigﬁts,: {hé'gregteSE joyé; g.ﬁrand sometimes grow" (Zinker &
ﬁink, 1966, 91-156), theryofd.!growth' did not appear regqularly
in the death,_d?ing, gfiéf.and beréavementAlitexature until the

mid 1970s. p _— -

Again, 1leading the fiegﬁfin understanding death and dying,

Elisabeth Kubler-Ross introduced the idea of Qeath Ag The Finalw
Stage Of Growth‘(l975§i;,éhé>§uqées£éd that dying can be a time
of accelerated personali;grthﬁ> and insight; Ehat positiVe
outcomes may be’assocgated wi£ﬂfberéavemeﬁt;ﬁhen the. death is
anticipated rathr than uﬁe%éeéfgd,' In”Kubler;Roés' words. then
you are dvying, if you é£e £o;tunate énough/fbrhaQe some prior
warning ..; you get your final chance to gréwf to- pecome more
‘truly who you really are, to Secome mora‘fully‘ humaﬁ“ (Kubler-
Ross, 1975, p. x). |

Steyen‘ Levine, apother prbiific author in thé:field of dying
and grief (1979, 1982,'1954{ & 1987), also maintains a ‘qrowthA
model for these experienéés. When hef&iites of>tﬂe‘tpossibility
of growth at the end of one's life he refers to '"wellness" and
"healing}; that terminally ill patients can "experience a greater

wellness, (and) ... (that) they (can be) healed, more whole at
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the moment of their dying than at any time in their 1life"“.
Levine sees,é.potential for people to become "well ... during the
w;eks and,months_qf'their dying" (Levine, 1987 p. 5).

This prospgct "of growth exists not only for thosé who are
dying but their careqivers as well. Kubler-Ross notes that those
"individuals who have been fortunate enough to share in the death

of someone who understood its meaning sSeem better able to 1live

and grow because of their experience"™ (Kubler-Ross, 1975, p.
117). The growth model regéqnizes that "grief is both destiny
and possibility for akl who care. 1Inherent in the sadness of

‘loss is the potential for emotional gain and a renewed contract

with 1life" (Stern, 1985, p. 1).

| . While stage models for bereavement recovery imply passive

trénsition from stage to stage and task models outline routes for

active participation in Ehe process, the growth model suggests
s .

the possibility of; emotional, behaviora; and spiritual

transformation.

In the grieving process acceptance is not the final

stage. There has to be more. There has to be, or there
should be, qgrowth, fulfillment and what, for <a better
word, I can only call liberation ... in the sense of

being freed, of finding self-direction and autonomy, of
coming to rely on and to trust one's own resources, of
coming to value oneself (Murphy, 1985 p. 381-2).

This o¢opportunity to transcend one's pre—beréavement self
explains why '"one of the most demanding, and often one of the
most rewarding, relationships that you can enter is that of

8
caring for someone you 1love who is"dying" (Kalish, 1985, p. 302).
Bereavement can act as a catalyst. Survivors move beyond the

last stage or task of grieving toward new experience; beyond

recovery to discovery.
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Factars Affecting Bereavement Qutcome
A complex of factors affect the outcome of a bereavement
situation. Circumstances existing both before ahd after the
death can impact on the intensity and duration of the grief
experienced by survivors. Other circumstances pertaining to the
death itself determine aspects of the grief< response. The
majority of pre-existing bereavement circumstances are fixed and
cannot be influenced. Others, though, are subject to wvolition.
The favourable inclinations of both the dying person and those in
attendance contribute to improved bereavement outcomes.

The following list, condensed from the literature on dying and
Vgrieving, outlines those circumsfances shown~ to affect
.bereavement outcome. They are: who the person was (Worden,
1982), the pre-existing relationship (Kalish, 1985), type of
déath (Kalish, 1985), the response oﬁlthe family and social
network (Kalish, 1985), concurrent stresses or crises (Kalish,
1985), previous 1losses (Kaiish, 1985), and sociodemoqraphic
factors (Raphael,‘l983). |

A brief description of the kind of influence each factor |is
reported to have.over bereavement outcomes follows:

1) &ho The Person Was ..

The peégonality of the deceaséa, what s/he stood for, and what
s/he represented (i.e. security, identity, 1leadership}), all
influence the survivor's recovery process. Factors involving the
character of the deceased and the n;tuie if the pre-death
relationship all impact bereavement outcomes.

A profound sense of loss is not necessarily contingent on the
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survivor ever having iet the deceased. For example, due to his
personality and what he stood for, thousands of 'strangers’
§uff§red the death of Martin Luther King.

b In sitpations where a relationship has existed, regardless of
the presence of an emotional bond, if the deceased represented
security and/or an identity fof tHg survivor then recovéiy :gll
be more difficult (Worden, 1982, p.v29).

2) The Pre-existing Relafionship

Paradoxically, the better the pre-death relationship with the
deceased was, the better the bereavement outcome the survivor can
expect. Survivors wha have experienced ambivalent feelings about
their relationship can expect a more difficult recovery (Kalish,
1985, p. 196). |
3) Type ot Death

Sudden, unexpected, and untimely deaths are the most difficult
for survivors. "It appears that those whose 1loss 1is not
anticipated have less likelihood of regaining full capacity for
functioning and happineés" (Glick, 1974, p. l4f7 A death which
is foreseeﬂ, on the other hand, allows for the experience of
anticipatory grief.

"Anticipatory grief” (Lindemann in Kaliéh, 1985, p. 197)
enables survivors to grieve 1in pace with | the - physical
deterioration and loss of functioning exhibited by their 1loved
one; piecemea; grieving rather than enduriné a mass of emotion at
the time of an unexpected death. In most cases, anticipatory
grief is a;sociated with greater calm and acceptance for the

survivors ({Fulton & Fulton, 1971), "although death from slow

terminal illness may ... lead to difficult outcomes" (Kalish,

A 19



1985, p. 196). Long term illness may ~isolate caregivers as

"nobody 1is ' interested in chronic" problems (Wilber, 1988, p.
145). Over an extended period, caregivers often 1lose their
support systems and their regular routines. Satisfactory

bereavement outcomes become more difficult as support dwihdlés
and pre-illness life is all but forgotten.
4) The Response of The Family and Social Network

The bereaved person fares better if the family and the social
network are supportive (Kalish, 1985). Specifically, "if family
members and friends can identify parts of their own lives changed
by their loved one, griefwork begins with a solid foundation"
(Gaffney; 1988, p. 149).‘*1 ‘
5) Concurrent Stress or Ciiéis

g . E .
Bereavement recovery ' is “slower if there are other major

sources of stress or éki%%s in the survivor's 1life (Kalish,

1985).
6) Previous LOSSESf:}

1f past losses were not well resolved, especially in the early

>

years, then present losses mayvalso be difficult to resolve. As
well, series of losses can interfere with bereavement recovery.
The term "bereavement overload" (Kaustenbaum, 1969) refers to the
situation wheré one death is‘not resolved before another one
takes place. |
7) Sociodemographic Factors

The sociodemographic wvariables of "age, seX, reliqion,

culture, occupation, and economic position" (Raphael, 1383, p.

62) can each influence the resolution of grief. )An understanding
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of these factors, though, is'beydnd the scope of this‘paper.

As well as therseven ftairly stable bereavement conditions
discussed above, there may also be two factors of choice. When
the death is anticipated, both the attitude of the patient aﬁd
the attitude of the survivor influence bereavement gutcomes.
Recovery 1is promoted when ﬁhe patient is. able to accept the
prognosis and when those in attendance &re able to maintain an
attitude of willingness. Acceptance and willingness; two choices
shown to benefit bereavement recovery.

Steven Levine has worked extensively with the terminally ﬁill
and has distinguished himself as an author in the“fields.of dying
and grief (1982, 1984,>1987). His term 'héaling'kapproachés what
has been called 'acceptance' elsewhere; "a greater wellness (and)

a sense of quiet completion". While ‘healing' has typically

referred to a restoration of physical health, Levine's definition

is not confined to the physical realm. He has observed that some
patients ‘Yexperience their body returning to wholenesg", while
"others experienced the wholeness of death". The 1latter qroup
Levine understands to have "healed into death" (1987, p. 5).

Several other authors have noted that a patiené's attitude of
acceptance can be contaqiéus. It may also be very benefiéial to
those attending a death and therefore, acceptance has been seen
as a favorable factor in healthy béreavement recovery. As
Kubler-Ross has found, "having been close to a person who
accepted death with inner peace was a positive factor in
emotional adjustment, while having been close to a dying person

who was angry and upset was a negative factor" in subseqguent

: A
bereavement adjustment (Kubler-Ross, 1975, p. 79) . Nichols
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observes that &many patients ... arrive at a sense of dignity and
a state of composure or acceptance, (And)  such patients are
often great help to others" (Nichols, 1983, p. 103). It appears

that the patient who is reconciled to the reality of the
situation may model acceptance for those who are closest. This
can be a realggift to survivors as "acceptance is (seen as) the
net result o%_a healthy grief process" (Schiff, 1986, p. 212).
The budding AIDS-related bezeavemenf 1i%erature provides
evidence of this type of communication between people with AIDS
and their carégivers. Psychotherapist Lu Chaikin writes of her
colleaque and close friend, Gary Walsh: "... he was transformed

and he transformed bther people”™ (Chaikin in Nungesser, 1986, p.

180). Jim Geary, Executive Director of Shanti Project, San
Francisco remembers a friend, Paul, who "died healing. Healing
himself and others ..." (in Moffatt, 1988, p. 73). And, sharing

these two experiences, Steven Levine recalls, "a sign of Bill's
healing, and many of the healings we have shared 1in, is that
those friends and attendants closest were healing as well”
(Levine, 1987, p. 128). If people with AIDS can find peace of
mind and acceptance at the end of their lives, then those who are
with them appear to benefit.

While the patient's attitude is important, the survivor's own
attitude is aiso a crucial factor 1in post-death recovery.
Independent of any external influences, the survivo;'s personal
thoughts about the situation can affect bereavement outcome. An
attitude of willingness, expressed throughout the dying periéd,

appears to promote adjustment to the death. Specifically, the
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following types of willingness are Dbelieved to improve

bereavement outcome:
1) willingness to risk the unknown (Kubler-Ross, 1975)
2) willingness to let go of controi (ﬂeviné; 1987)
3). willingness to become vulnerable (McCafroll, 1988)
4) willingness to experience fully (Zinker & Hallenbeck, 1965)
5) wiliingness'to be overwhelmed (Levine, 1987)
6) w;llingness to trﬁst the process (Levine, 1987)
7) willingness to learn (Tatelbaum, 1985)

Although these suggestions of willingness have come from a

variety of sources, a pattern eherges. First, Kubler-Ross
suggests that caregivers find the "willingness to risk the
unknown, ‘to venture forth into unfamiliar territory" (Kublre-
éoss, 1975, p. 145). A willingness to risk the unknown can
combat feelings of inexperience, uncertainty, and fear. The
decision to risk moving beyond the familiar 4 requires a

willingneés to "let go of control" (Levine, 1987, p. 110).

Speaking‘about AIDS nurse Cassandra Christenson states that "when

we're there, ... (it is important) to not have any idea of what"
.
we're going to do" (in Moffatt, 1988, p. 141). With little 1idea

of what will happer and no plan for what to do, what remains is a
"moment to moment way Qf living" (Geary in Moffat, 1988, p. 72).
By living in the moment, ?everyong seems to break free of
normal, self-centered preocéqpation and become voluntarily
yulnerable to one another (HcCarrbll, 1988, P. 63). The
wiliingness to be vulnerable enables everyone to participate more

fully. As Zinker and Hallenbeck report in Notes on Loss, Crisis

and Growth: ' N
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While change and growth are continuous in human
experience, there are certain events that stand out as
being especially “important in challenging the
possibility of# change or growth. When a  man allows
himself to experience fully an important event, he takes

the risk of 'becoming'.. If the event fully permeates
his being, his entire inner life, it aids him ¢to
restructure or revise his experiencing (Zinker &

Hallenbeck, 1965, p. 248).

The willingness to experience fully and not "shy away from

@

experiences, emotions, (and) situations" (Hodgson, in Moffa;t,
1988, p. 66) leads to recovery. Levine believes that if people
are not willing to fully experience their pain they will always
be in pain (1987). He suggests that everyone concerned "just let
the pain in" (Levine, 1987, p. 125). Tatelbagm, author:- of
Courage to Grieve, agrees: "Open mourners are a select group,
willing to Jjourney into-pain and sorrow and anger in order to
heg})and recover" (Tatelbaum: 1985, p. 9).

There 1is a "tendency to want to shut down and run away" but
tdeathr only has victdry over you if it causes you to shut down"
according to Marianne Williamson, pastorél care ‘person yorkinq
With people with AIDS (in Moffatt, 1988, p. 203 & 211).
Therefore, along with the willingness to experience fully one
must also be willing to "allow (oneself) to pe overwhelmed"
(Levine, 1987, p. 110). In order to surrender control
voluntarily and allow oneself to be overwhelmed, one must also be
willing to "trust the process" (Levine, 1987). HNurse Christenson
holds that "the process that occurs is a process that I think
needs to occur in order to facilitate ... a healthy way of dying"

{in Moffatt, 1988, p. £2).

In addition to trusting the process, a willingness to 1learn
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from the experience can also affect the eventual bereavement
outcome. "Since pain 15 unavoidable, we can learn fo make pain
our teacher instead of ocur enemy" (Tatelbéem, 1985, p. 10). In'
fact, "“we stri&e to' £ind meaning in the .fact that someone so dear
(has) 1left us. We search for lessons to learn" (Tavlor in
Rusxin, 1988, p; 7).

A healthy, healing dying/bereavement experience appears to
rely, in part, on the choices made by those involved. Deborah

Duda, author of Coming Home: A Guide to Home Care for the

Terminally Ill1, remarks that "when someone is dying, we tend to

-

focus on sadness, not joy. But it's a choice. We can allow Jjoy

into this often most painful experience of our 1lives" (Duda,
1584, p. 16). SeeinF the choices that exist in a painful‘
situatie% enables one fo change the perception of a threat into
one o0f a challenge. "We can either give up nr grow from the
experience, We can suceumb to adversity or, use adversity to
transform our lives ce e From our pain we can 1learn and

grow" (ggtelbaum, 1980, p. 138). .Bereavement recovery, then, is

partly a matter of choice.

Bereavement Outcomes | '

The grief and bereavement literature has only recently begun
to acknowledge any‘ features of grief resolution beyond
acceptance (Kubler-Ross, 1969), new relationships (Worden, 1982),
and a new identity (Parks & Weiss, 1333). Neither ;taqe theory
nor task theory identify specific bereavement outcomes. Some

early studies of widowhood did note that the experience ‘“brought

most widows close to their families" and "change(d) the intensity
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of friendships"_ (Glick et al, 1974, p. 185 & 200) but most often,
only vaque references to change and growth have been reported;
For.'example: "Having weathered a crisis, expect to discover: a
stronger you, a different you, a more evolved you" (Colgrove eé
al, 1981, p. 112). | |

Over the last five years specific references to the results or
outcomes of bereavement have become more common. Most reports of
personal change have been unorganized; usualiy anecdotal segments

2

embedded 1in first person accounts of a bereavement experience.

Only .one study, in Beyond Endurance - When A Child Dies (Knapp,
1986), systematically presents a number of bereavement outcomes
for parents who have suffered the loss of a child. Knapp's six

findings foliow.

Findings Associated With The Death 0f A Child
-2

1) To never forget. Parents express the need or desire
never to forget.

2) The wish to die. Following the death of an older
child, particulary a sudden death, parents
contemplate their own death. Knapp also notes his
belief that living with no fear of death or dying may
become a permanent charcteristic for a majority of
parent survivors.

3) A religious experience. All surviving parents
seemed to have a need to fit death into some kind of
recognizable context. Even those bereaved parents
who before the loss rejected the idea of a heavenly
God, who rejected belief 'in an afterlife, who
believed firmly 1in the reality of 1life and the
finality of death, after suffering for a- period of
time were unable to sustain these attitudes. .

4) A change of values. This was particularily true for

thoser who struggled through a long terminal illness
with the child. The death itself, coupled with
months of heroic effort in ministering to the needs
of a dying child, tended to shake attachments to
traditional values and goals of success and personal
achievement. New commitments to more intangible
values were brought into play. Parents tended  to
become more concerned with cultivating and
_strengthening family relationships. Time became more

.
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precious. . ’

5) More tolerance. The event of losing a child tended
to .make a parent more tolerant of other people and
more Ssensitive to and understanding of the problems
and suffering of others.

6) Shadow grief. This refers to the fact that parental
grief, may never be resolved. Shadow grief does not
manifest . itself overtly; it does not debilitate; no
effort 1is required to cope with it. Shadow grief
reveals itself more 1in the form of an emotional
‘dullness', where the person is unable to respond
fully and completely to outer stimulation and where
normal activity is moderately inhibited (Knapp, 1986,
p. 28-40)

X
At this point in time, the AIDS literature offers only single

case, interview, or personal story evidence of the consequences

When

'Qf an AIDS-related death»for survivors. For example,

Someone You Know Has AIDS (Martelli et al, 1987):

Inexorably, wgether you notice it or not, your

interests will change, your needs and wants will change,
even your values will change. Soon you will wonder,
‘What 1is happening to me? Why do so many of my
conversations seem silly to me? Why is my Jjob 1less
interesting? Why am I so restless? Why do I always seem
to want to 1leave where I am to go somewhere else,
usually to where my friend with AIDS 'is just then?
You will have begun to live a . life probably more intense
and painful than anything you know before, but a 1life
certainly richer and more rewarding (Martelli et al,
1987, p. 21) F ¢

This review notes a nt§ber of such examples from a variety of

AIDS specific sources: Epidemic of Courage - Facing AIDS in

America (Nungesser, 1986), Quilt Stories from the NAMES Project

(Ruskin, 1988), and Morning Glory Babies - Children with AIDS and

The Celebration of Life (McCarroll, 1988). These first person

accounts of chénge are presented, here, under the nine headings

used by Moffatt in Gifts for the Living - Copversations with

Caregivers on Death and Dying (1988). Hoffatt's work offers the

-first attempt to structure the phenomenon of AIDS-related
27
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bereavement outcomes. She presents a collection of personal
narratives under nine chapter titles; each announcing 'a gift’
for careqgivers. The nine chapter\headinqs are:

Chapter One - The Gift of Adventure
. Chapter Two - The Gift of Generations
Chapter Three - The Gift of Honesty
Chapter Four - The Gift of Healing
Chapter Five - The Gift of Understanding
Chapter Six - The Gift of Guidance’ .
Chapter Seven - The Gift of Caring . . N
Chapter Eight - The Gift of Unconditional Love
Chapter Nine - The Gift of Transformation
(Moffatt, 1988, p. xiii)

Due to the similarity between the idea of a ~giftt and _aH '»"

posifive bereavement outcome, Moffatt's nine headinqu/éfé ﬁSea"_

here to structure the following examples of personal’ changé'

attributed to AIDS-related bereavement. Examples of bereavement S

outcomes associated with AIDS are:
1) The Gift of Adventure

.A theme of adventure or venturing into tﬁe‘ﬁnexpected has7been
paft of HcCarroll‘s experience of caring for 5abies with: §IDS.
He states that "those with AIDS and those caring for them’aﬁﬁét
learn to float on random waves of misfortune‘rapd bleséihéﬂi
(McCarroll, 1988, p. 2). Another example of 'adaptiOn f to 
uncertainty creditgd to AIDé, is reported in the exbegience‘ bfA
"learning to be a good follower in a dance whéié “the’ muéic
changes rapidly" (Nungesser, 1986, p.228).
2) The Gift of Generations ._4 'j R

This particular set of outéomes has to do with first seeing

oneself clearly, then developing a sensitivity to others, and

finally viewing oneself as part of the 1larger context of
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'ihumanity, Examples of this pattern are: '

: When you— are close to death, it makes you .look at
your own life (Chaik1n in Nungesser, 1986, p. 177).

When you have suffered, it gives you an x-ray vision’
1nto ~other people s suffering (Williamson 'in Moffatt,
1988, p. 214)

We are»,enteringgVafnew level of consciousness in
recognizing - the bonds within the human family .
(McCarroll, 1988, p. 70). -
3) The Gift of Honesty o | f2g7>
New found honesty associated with AIDS losses involves being ({

honest with oneself. Examples of this type of honesty are:

The presence of AIDS in so many of our 1lives helped
us to be ourselves {McCarroll, 1988, p. 52).

I am now "very impatient with superficialities and
superficial people" (Williamson in Moffatt, 1988, p.
215}, o o . '

. And-- frdh a subm1s51on to the quilt book: "I don't
spend energy-.on people or activities I dislike" (Ruskin,
'1988 pP- 131) '

4) The Glft of Healing

Onegexample of,healing“Withinja family follows thé death of a
baby due to AIDS. v

1t seems that in death Aaron had brought about " a
healing with his family. : People who had been estranged . '
were now reaching out-to one another in compassion .
(McCarroll, 1988, p. 1456). = , N A S

5) The Gift of Understand1ng o
An understanding, that "the dying do teach the liVinquabbuta
life" (in Nungesser, 1986 p. 229) is common f*gA survivor's
understanding of life can be a multi- faceted exper1€nce -
Time 1is so much more precious to me. The; dy1nq do
teach the 1living about life, I®think. And. I'm more
congruent. I mean, I don't do many things I don't want
to do ... it makes us look at all* the 1issues that

everybody puts off till they're seventy or eighty years
old ... I've grown spiritually, I've grown emotionally
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... my values are differént (Chaikin in. Nugesser, l§8€;
p. 228-229). =

The survivor cannot élways describe the undet tanding obtained

via an AIDS-related death. The experiencé may be inefXable. For

~

example: ’ ¥

I have no words to explain what I do  not
understand- (McCarroll, 1988, p. 132). !

% 1 don't know how to explain it (Nunqessgr, 1986, p.
228) ' ‘

'6) The Gift of Guidance

Moffatt wused this heading for an interview with aJ(nurse. who

works with people who have AIDS and their families. No other

examples of this service-oriented outcome were founa in any of

the other souces.

7) The Gift ovaaring

—

Examples of caring ihvolve caring abéut life, onéself; "loved
ones, and all people involved with AIDS as well as '"recognizing
the Sonds within the human family"<(McCérroll, 1988, p. 70).

The tension in which we lived awakened in usl an
appreciation of the preciousness of life, We grew up.
fast (McCarroll, 1988, p. 18).

From the guilt: "It (AIDS) has forced us 1into a
realization that we must cherish every moment of the -
glorious experience of this thing we call life. We are
léarning to value our own lives and the lives of our
loved ones as if any moment may be the last" (in Ruskin,
1988, p. 7).

The feeling of community is strong among all people
involved with AIDS (McCarroll, 1988, p. 88). i

8) The Gift of Unconditional Love
These passages need no further explanation.
He made me confront my values, my motives, and my
desires. As my love for him grew, so did my 1love for

myself (Rugkin, 1988, p.27).
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An example from Epidemic of Courage: Facing AIDS 'in
America: "our relationship provided me with the
experience <closest to unconditional 1love that 1'1l1
probably ever have in my life" (Chaikin .in Nungesser,
1986, p. 179). :

'Love really 1is the answer' Gary wasn't sure what:-
the question was but he was sure that as simple as it
sounded, 1love was the solution (Jim Geary - Executive
Director, Shanti Project, San Francisco 1in -Moffatt,
1988, p. 76). . ' ' '

9) The Gift of Transformation (Moffatt, 1988, p. xiii)
Moffatt has used this title to introduce spiritual matters.
Thereforé, examples of spiritual changes are presented here.

I've grown spiritually, I've grown emotionally
(Nungesser, 1986, p.228).

The presence of AIDS changes people's spiritual
. lives (McCarroll, 1988, p. 2).

e

I must stumble along with only the awarene§S' that
there are experiences that transcend time and space
(McCarroll, 1988, p. 132). ‘

Counselling Interventions

The use of counselling interventions specificallyitargeted at
grief 1is a fairly new eﬁterprise. _lInitialiy, counselling
strategies were developed to facilitate coping in the post-
bereavement perioa. More recently, pre-death counselling has
been proposed as a meaqs of improving the quality of the dying

¥

£xperience for everyone involved, as well as enhancing
bereavement outcomes for survivors. At present, AfDS—spécific
.counselling interventions are in a developmental stage.
Counselling  for qgri€f recovery has typically been a post-
beréavemenf\cendeavoup. Whether counsellors were staqe-oriented

or task-oriented, the goals of counselling were "generally .to

'éncourage the"expression of grieving affects and promote the
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mourning process" (Raphael, 1983, p. 368). A framework for  the
objecti&es of post-death counselling is offered by Worden in

GCrief Counselling and Grief Therapy: A Hgggggég for the Mental

Health Practitioner. Worden's ten counselling objectives'are as

follows:

1) Help the survivor actualize the loss

2) Help the survivor jdentify and express feellnqs

3) Assist living without the deceased

4) Facilitate emotional withdrawal from the deceased
5) Provide time to grieve

6) Interpret 'normal' behavior

7) Allow for individual differences

8) Provide continuing support

9) Examine defenses and coping styles
10) Identify pathology and refer (Worden, 1982, p. 39)

Where ‘possible, this//ad hoc approach to the p:oblemv of
bereavement is beinq?fgglaced by a pre-death approach. "When
there 1is knowledge beforehand of the terminal nature of illness

3 /»
and the 1impending death, psychotherapy, couhselling, and
anticipatory gquidance can help the family's adjustment, both
during the illness and subsegquent to it" (Raphael, 1983, p. 3995).

Anticipated death si idghs provide the best opportunity for
counsellors. to influence bereavement outcomes. One proposal for
pre-death counselling requires the counsellor to:

1) facilitate antfcipatory‘qrief,

2) provide optimal care and centrol of symptoms for
the dying, and

3) encourage the survivor to be present at the tire
of death and to view the body subsequently
(Cammeron and Parks, 1983, in Speck, 1985, p. 92).

Another appfoach involves the wuse of time progession
fechniques as "it may be possible to develop strategies which
effect the quality of the experience of dying by preexperiencing

dying" (Gamble g Brown, l980f81, p. 354).

Regardless of the type of pre-death counselling intervention
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adopted, "it can not be emphdsized enough how very siqnificént
for bereavem;nt outcome are the\events and interactions with
people during the time leading up to the death" (Stroebe &
Stroebe, 1987, p. 240).

Counsellors who deal ’with problems associated with AIDS-
related bereavement are using existing grief theory and
interventiqns, modifying these with experience. Very little
AIDS—spécific grief information is available. |

For example, counsellors are aware of AIDS-related bereavement
overload: that "it is not uncommon for people to be grieving or
anticipating the loss of more than one person to AIDS" but, "as
gf yet, there are no simple guidelines on how té cope in these
Circumstances ... We do not yét know what 'normal' grief is under
these circumstances" (Schoen & Schindelman, 1983, p. 3).

General guidelines for AIDS bereavement support have been put
forward: in an article called AIDS and Bereavement: Diagnosis/

Treatmené/?revention (Schoen & Schihde;man, 1983). Thé authors

suggest that counseliors:
1) provide infgrmation,.as information helps to normalize the
experience and gives the person permission to grieve,
2) encourage talk about‘feelinqs and,

3) encourage peer suppo}t (Schoen & Schindelman, 1983, p. 3).
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CHAPTER I1l
METHOD

Sample

Twelve subjects, self-selected from a population of

ihdividuals bereaved by AIDS, were interviewed for this _study.,

The six men and six women fanged twenty years in age, while the
_range in age for the people with AIDS the? had known was ‘thirty
years. The sample was also diverse in the _nature of each
subje-t's relationship with the deceased, the length of t;me each
subject had known the PWA, and -the subject's own personal
reference to the AIDS virus.

The individuals who participated in this study volunteered
from a variety of sources. One half of the sample originated
from the AIDS Vancouver Coping With Logs and Grief Support Group.
These subjects were twice self-selected; in that they first chose
tc attend a support group and subsequeﬁtly volunteered for this
pregs€ct. The balance of six subjects came forward from various
okherd arenas. These individuais became aware of the study

through some form of AIDS-related involvement and/or association

with AIDS Vancouver (e.qg. providing care for a PWa, or .

participating in an AIDS Vancouver volunteer training program).
These last six subjects offered to be‘interviewed on learning the
nature of the proposed study.

The subjects, six men and six women, ranqed in age from 27 to
47 years. The average age for subjects was 33 years. All of the
PWA's referred to in this study were adult males; average age 36
years; randge of 25 to 55 years of age.

The relationship between each subject and their PWA was
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catagorized by one of four terms; partner (4), friend (4),
sibling (2), or buddy (2) (otherwise kno&n as an AIDS Vancouver‘
emotional support wvolunteer). 0t the four partne}s, three
subjects were male and one female. The subjects who had been a
friend of the PWA were divided equally; two males and two
females. Both of the siblings were sisters, and the two
emotional support volunteers were one male and one female.

The duratipn of the relationship between subject and PWA
ranéed from six months for one o0of the emotional support
volunteers to an entire lifetime foi bqoth of the siblings. The
time from the PWA's diagnosis of AIDS until his deaﬁh averaged
thirteen months with a range from three weeks to two and a half
vears. An average of thirteen months also represented the length
of time from the AIDS-related death to the interview with the
survivor/subject.

The subject's personal reference to AIDS alsovvaried in regard
to the number ofrdeaths each subject had experienced, as welll as
personal HIV status. Subjects ranged fgom knowing only one PWA
to having known 36+ people who had died as a result of AIDS. The
average number of AIDS-related deaths known to members of this
sample was 12+,

Three quarters of the twelve subjects reported themselves as
antibody negative or uninfected with the AIDS viru;. The
rehaining three subjects repottéd testing antibody positive or
HIV infected. 0Of those individuals who were infected, one
subject had been diagnosed with %RC (AIDS-Related C;mplex, a pre-
AIDS condition).

Subjects provided the above data via their individual
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completion of a Subject Information Sheet (Appendix A). This

information has been condensed on the Summary of Subiject
4

Information Sheet (Appendix B). A brief biographical sketch qof

3

each subject, drawn from the Subject Information Sheets, follows.

SUBJECT F1 .

When her brother's health began to deteriorate, Subject F1

left her job in Eastern Canada to come and stay with him. She
fad been aware of his diagnosis for a year and a half. He had
known of it for three year;. F1 and her brother's partner

cared for him, at home, until his death ten months before the
interview. She noted that there had been complete .two-way
communication of their emotions, during that time, with totally
open discussions of death and dying. éShe also stated that they

did not experience bargaining in their otherwise full range of

emotions. Fl1 was in her mid-twenties at the time of the death.

Her brother, who was the second person she had known to die of

AIDS, was slightly older.

SUBJECT F2
Subject F2 became a member of a care -team following her
assignment as an AIDS Vancouver Emotional Support Volunteer.
"+ She was in her late forties and hé was in his early twéntieé.
Their relationship lasted two years until his death, at home,
cne year before the 1interview. 'F2 indicated that they
experienced a complete two-way communication of their emotions
which included "love, sadness, and joy" in addition to the 1list

of emotions provided on the guestionnaire. They had also
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discuSSgd death and dying openly. F2 reported having known

more than twenty people who haé died of AIDS.

SUBJECT F3

Subject F3 was in her mid-twenties when her brother, who was
bne year older, died. Hé was the only person she had known to
have AIDS. . He was diagnosed at the time of his admittance to
hospital. There was little opportunity to assist in his care
as he spent his entire stay in an intensive care unit. From
the beginning, medical proceaures made any kind of verbal or
physical communication for her brother impossible. He was not
expected to die, as he 4didqd, after only three weeks in hospital.
The subject indicated that she experienced "devastation”" as
well as the other 1istea emotions. The interview took place

five months after the death.

SUBJECT F4

Two and a half yeafs ago Subject F4 became the room-mate and

primary care giver for a friend with AIDS. She lived Qith him
during  his last six months. They had complete two-way
communication of their emotions. He expressed "fear, rage

and h&pelessness" and he was "frequently’ suicidal". She
remembered " feeling "gquilt". During their time together, they
discussed death and dying openly. F4 reported knowing -H more.

than thirty people who have died of AIDS.

SUBJECT F5
Subject F5 married her 1long time friend after he was

diagnoséd with ATDS.E%She cared for him, by herself, during the
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last 22 months of his life. She then returned to her family

overseas. She responded to the interview guestions, by mail,
four months after his death. F5 indicated that their
communication was open and two-way and that it was "with R's

help I got over all that I was feeling about his leaving me". "
In responding to the guestion about the qumber of people one

‘has known to have died of AIDS, F5 reported knowing "3 dozen,

at least". Both she and her husband were in their early
thirties. . g//
SUBJECT F6

Subject F6 was also in her early thirties, as was her friend
when he died. They met six years earlier,;at work, althouqh
‘they didn't particularily care for one anotﬁé: at that time.
After severai years of no cohtaét they‘Qet again by cgance.
Where his good looks had once btouqht him fashion-related work
on three continents, he now appeared to be twice his age. His
personality seemed to have dhanqed for the better, thouqﬁ% and
the ;subjeck began to visit him. He had the help he ne%éed to
die at home so she did not‘participate in his care. F6 stated
that they did not talk about death and dying, that he "mostly<
helped me with my feelings". She was with him when he died and

he was the only person she had known to have AIDS. The

interview took place four months after his death.

SUBJECT Ml
Subject M1 had known twenty people to die of AIDS. He was
in his wearly thirties when he became an AIDS Vancouver

Emotional Support Volunteer for a man in his mid-fifties. The

38



relationship 1lasted for a year until the buddy died. They

developedlcohplete t&o—way commuication of their feelings with

a -‘moderate degrée of discussion of death and dying. The man
was very angry and depressed. The subject experienced
"sympathetic pain and turmoil" as he provided "emotional and

practical support" for his bdddy and the buddy's friends. The

. ‘dedth occured one year before the interview took place.

SUBJECT "M2 :

Subject M2 had known his friend for 12 years before he

- became his primary care giver. He maintained his“fullftfme’job -

and - his 1ng term, live-in relationship during the eighteen
.monlhs he cared for his friend. They talked‘openiy about death
and dying. Their communication of feelings, ﬁhouqh, was
basically one-wéy; the patient shared his feelings but the
subject could not. Thg subject was with his friend, in his own
apartment, when he died. This was a year and a half before the

interview. M2 had known three other people to die of AIDS.

SUBJECT M3
Subject M3 had known twelve people who died of AIDS. He

left his job to become the pfimary care giver for his partner

of ten years. Thve subject was in his mid-thirties, his partner’
was in his mid-forties. The death - took plagf, at home,
nineteen monthé after the diagnosis. They experienced a

complete, two-way communication of emotions ‘and totally open
discussions of death and dying. The interview took place nine

months after the death.
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SUBJECT M1
Subject M4's partner died fourteen months befpre' the
interview. They had been fogether for” ten years and the
subject was primary care giver for the five months his péitner
was 1l1l1. The symptoms of. the 111nesé did not fit any of 'the
typical patterns associated with AIDS. An AIDS diagnosié was,
therefore, not made until just a month and a half before the
death. The subject reﬁorped that they éxperienced complete
two-way communicatign: of emotions with . a. somewhat - 1limited
vdiécussidh ofw death and dying. In addition to their own
personal set of emotions, M4 noted that they both experienced

"love" during the illness. He pad already known ten people who

had died of AIDS.

SUBJECT M5

Subject M5 and his partner of six years were both in their
b - r

mid-thirties. They sﬂgréd fheir emotions completely over the
year and a half from diégﬁosis to death. They also discussed
death and dying openly. The subject was the primary care giver
and his partner died at home, "eleven months and one Qay".
béfore the interview. M5 had known six other people who died

of AIDS.

SUBJECT M6
Subject M6 was in his mid-twenties, as was his friend of ten
Years at the time of his death. The subject was primary care

giver for the nine month period between diagnosis and death.

M6 ”?eported accepting.the situation only on the "last day" of
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his friend's 1life, The death occured at home. . They had
discussed death and dying before the diagnosis but
communication' of their feelings and thoughts later becamé

‘limited. M6 had known three other people who had died of AIDS.

‘Setting ™

The twelve individual interviews were conducted independently
between December 14th 1988 and Febrﬁary‘llth 1989; Two thirds or--
eight of the fwelve intervigws were audiotaged_;n‘tbgf subject's_ = ____._ .
6wgﬂ ﬁomé;>- Th;ee audiotaping sessions took place at: the
researcher's office and the one remaining intervLew was received
in written form. The subject who replied in writing had merd
from Vancouver to Australia following the death. In each
situation steps were taken to ensure a quiet ;;q undisturbed
enviroment. All interviews were carried out-in private. |

Every 1interview began with the subject reading-andfsiqninq -a
Consent and Reléase ‘Fbrm (Appendix C). Subjects were %heﬁ
reassured verbally, or, in the case fo the overseas respondént,

5

in written form, of the guarantee of anonymity, as well as each
subject's right to withdraw their co-operation at any point.. It
was also restated, that in the eveht of a subjectls withdrawal
from the study, the destruction of all recorded matérial would be
automatic.

Following the subject's signing the Consent and Release Form
and the researcher's verbal statement of commitment to the
document, each subject was requested to fill in ;he Subject

Information Sheet (Appendix A).

After these pen and paper tasks had been completed, -subjects
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were asked |if they had any questions. These questions weré
answered and then the audio taped portidn of the interview began.
Tapingv'lasted from one hour to one and alhalf_ hours depending
upon the 1length “of each subject's response to the interview
questions..' At the 45 minute point, signaled by the end of one
fide of audiotape, subjects were given an opportunityato take a
short break.

" At the énd”of”eaéhyinfefQieW; af%éf Ehe;té§e>réééraef7h56 béenh
turned off, subjects Jere asked to evaluate their experience.
rThey were asked "How has it been for you to do this interview?".
This} debriefing segment of the interview was designed to give

subjects an occasion to talk about'theirgexperience. It also
provided cloéure for their participatio:;in the project.

The day following each infeiﬁiew Ehe subject was telephoned
and cthanked for his/her co-operatiqn. This call provided a
second opportunity for subjects‘toj talk about any concerns

. ¢ : <
resulting from their participation. A card of thanks was\ also

mailed to each sugject.

Data Collection

The format for the data collecting interviews was derived from -
inforﬁation presented by qualitative research'aﬁthors Glaser &
Strauss (lSG?),iHiles (1984), Strauss (1987), andi:etﬁnogiaqhers
Hammeréley & Atkinseon (1983). The research method drafted from
these sources considered the‘ suitability of a<r,q&alitative )
gpproa;h, the recogﬁition and inclusion of the ’?ésearcher'sAh

experience, and the formulation of the research questions. .

In sqpport of a qualitative approach, it was noted that theory
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building '"requiré(sl' first of all that they (theories) be
'conceived,l thenhxelaborated, then checked ;out;;iix‘ induction,
deduction, and veriflCation" (Glaser & Strauss;g1987 p. 11 &
17).  The _idea of"positive outcomesr belng assoc1ated with
bereavement -~ and grief ~ﬁs,only alluded tot$ld?{theﬂ litefatu#e.
lThere’ is no theory. Before the process of - induct1on or init1al

theory Abuilding can be undertaken, some' knowledge oﬁ theg

fundamental \characterlst1cs of the phenomenon must be: obta1nedf‘ﬁv

These "crucial elements of .o theory ‘are often found best w1th aj;j
gualitative method that 1s, from data on structural condltions,;ha\>

conseqgquences, deviances; norms, proceSS, patterns, and . systems"

(Glaser & Strauss, 1967 p;1351. A qualltatlve approachx Qas,

n et

‘therefore, adopted to determrne the cruc1al elements‘fofifthe‘

consequences of an’ AIDS related death for surv1vors

The next aspect of concern 1n the constructlon “of 'thér,dafa' -

collection instrument i1nvolved the: poss1ble ;effect of‘ the

kS

researcher s bereavement ’experience - thlS :study, ~ the

researcher had prior personal exper1ence of the phenomenon under.

inVest&gatlon, But it 1s‘understood'that "any researcher

comes ‘to fieldwork‘with someggrientinq_ideas, foci, and tools"

3

ﬂHiles; 1984, p. 27) .

The. researcher s background was recognlzed in this case, as

" both a llablllty and anjkasset,m Prev1ous ‘experience is ‘a
. L e . -

r'liabflity for researchers;‘;n that.‘their expectations may

Vlnfluence the comp051tlon oﬁ 1nterv1ew quest1ons, as well as, the

direction of the resgonses.f A gualitative research method is

'susceptible» to the tgrloring of interview questfons, in effect
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1imitiﬁg theﬂ scope.- of the study to a revisitatibn' of the

researcher's original experience. There is also a concern that

the researcher may, via his/her reaction to the subject's

responses; unintentionally direct . the collection précess;
communicating that ‘one type of information is, preferable"to
another. Both of these errors a;e'selective in nature and both.

would- have the capacity to restrict and contaminate the findings.

The existence of these potential problems was acknowledged and

N

'meés;res were éméloyeq in the desiqn of thé research guestions
réhd the interviewApchedure to counteract their effect. ‘Throuqh
ﬁthe usg;of'open quéstioné and thg'ﬁeutrality of tﬁe -researqherfs
Y'vrééctidn, the pétential efféct of the researcher's e#perience was®

minimized._ All queStions Wwere open questions as "a qguestion

which sharply deﬁines;alparticularvaréq_foi discussion 1is far
more likely to result inAOmissioﬁVdf sohe vital data which

the inteiviewer (has) not even thought of"  (Hammersley &
4

’Atkinseoh, 1983, p. 113). The researcher was also aware of the

fact that _there aré no 'right answers'; that every piece of

information ;sl as valuable as any other,. Therefore, the

researcher made norjudgmental comments during the procedure.

vRegardless'of the"contentvof their replies, respondents were only

encouraged -to continue.- - As well, the rqéii;cher consciously

remained as neutral as possible in body positiyn and. non-verbal
- )

cues.

On the other hand, a researcher's sensitivityvtb the research
problem can also serve as an asset to the investigation. As
Qammersley and Atkinseon indicate, researchers need "not decide

before hand the gquestions they want to ask, though they may enter
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4
the 1ntergiew with a list of issues to be covered" (Hahﬁersle? &
Atkinseon; 1983, p,-ll3). The é*pe;iénce.of the researcher was
included in the forming of interview quéstions; the intial
question being -a general opén question and the source -of the

i t

. remaining ‘questions =~ being issues originatinmg from the
researcher's own experience. . . !
Each interview began with the general question, "How did the

death of affect your 1life?" (Appendix . Subjects

Wére' requested to take all the time they needed g:\\ﬁnswe; this
gﬁgStioﬁ as .Glaéér and Strauss advise 1initially allowing
resébndents'ﬁto talk with no'imposed limitation of time" (Glaser
Fy Strauss, 1367, pP. 751. This beginning guestion was designed to
’generate information completely uninfluenced by researcher
partiality.

‘The remaining Aine questibns attempted to. generate

supplemental information with a minimum amount of guidance.

"’ >
These open questions invited additional responses using four

determinants: who, what,' when, and why, in conjunction with
significant 1issues : the résearcher had 1identified as being
associated with the ;henomenon.
a) who - relationships
b) what - what you value
- what you do for a living-
- your attitude about dying
- your belief in an after-1life
- philosophy of life/meaning or purpose of life
c) when - how you spend your time

45

A



d) why - what makes this experiencé’different

- to what do ycu attribute the cﬁanges
In cases of vaque, un@gefined reports of change, subjects were
asked to provide concrete examples of the change they had

experienced.

All interview tapes were transcribed in full.

Data Analysis

The analysis of the interview tapes involved the examination

>

-

of only those segments reporting subject change. One at a time,
as the transcribed interviews were read, seven specific areas of
change became apparent. As these areas or categories of change
emerged they wereveach assigned a colour. A system of coding was
employed, highlighting " the transcribed segments with the
appropriate colour. Next, these coloured segments were examined
for common properties or sub—cateqoriés. Only those sub-
categories mentioned by at least half of the subjects were
included in this analysis.

Althbugh the research questions. specifically asked for reports
of change, subjects also provided a great deal of material
.inconsequential to- this study. Subjects related a range of
information about their experience; for example, how they met the
PwWa, what they missed most about the deceased, and descriptions
of their experience of grief. Many subjects showed the

researcher photos of the PWA taken at a time of health; one

subject produced a photo taken shortly after the death. Most

subjects recounted the death scene in detail. As a result of

these extra activities the interview evoked an emotional
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catharsis for v vally every subject.
In order to be included as an aspect of personal Chaﬁge, a
segment was either gualified as such:
The change in me has just been ... (Sub. F3)
I have become ... (Sub. F5)
or included a suffix indicating change:

. my relationships are generally healthier (Sub. M1l)
I started se€ing ... (Sub. F4)

or included a change-related modifier:
I'm not afraid any more (Sub. Fl)
I now think ... (Sub. F6) *
I appreciate more (Sub. M6)
Once identified, the segments reporting change were

colour coded according to category. Categori.es were created, one

by one, until no new categories were needed to fit the material.

The six emerging categories Qere: values (blue), relationships
. EY

(pink), time (yellow), death issues (orange), employment

{purple), and change {green). These seven categories

accommodated .all of the reported aspects of change and were

deflined as follows:

1) Yellow Category%;}?ime

Any iﬁiefénce to” time was included.in this category; spendind
- time, planning, being busy, here and now, past/present/future.
As well,; this category cove;ed responses to interview question
# 3.’
2) Pink Category - Relationships

-This category covered ~ responses assoclated with

relationships. Reports of a change innreiation to one's self,
triends, family, intimates, the people wﬁf were involved Qith the
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death, and people in general were included under this cateqgory.

Answers to interview qguestion # 4 also were recorded here.

: ¢
3) Blue Category - Values °,
This category covered statements containing words like
]
"important' and 'valuable'. It also included segpents referring

to materialism and the responses to interview question # 5.

4) Purple Category - Employment

The fourth category covered any responses pertaining to the

subjeét's job or career. Answers to interview question #6 were
reg ered in this category. L\
5) Orange Category - Death Issues

This category inclUdeé all comments on death, 8ying, gqrief and
bereavement. Thoughts on one's own death, fear of dying, remarks
about an afterlife, and all references to qrief were noted here.
As well,k‘the answers to guestions # 7 and #8 were recorded in
this cateqgory.

6) Green Category - Change

This 1last category served as a repository for all repogfs gbf
change described by subjects that did not fall under the fﬁve
established headings. Responses referring to the deqree or
importancé of change were filed in this category, as were

descriptions of the experience and the pre-death ,relationship

between the subject and the deceased.

Following the aséignment of each account of change to the
appropriate category, <cluster of similar responses within
categories were identified. These common groupings within each

category were designated as sub-cateqgories if they contained
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reports from six or more subjects; that is, at leastr fifty
perxrcent of the sample. Sub-categories were, then,l scrutinized
for discernible patterns. Predominant themes‘emerqind from the
data were noted and a metaphor was chosen to represent the

overall picture drawn from the findings.
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CHAPTER 1V -
FINDINGS

The six categories for subject responses were divided into a
number of sub-categories as a result of the data analysis
described in,Chapter II. Each of these twenty-one sub-categories
were substantiated by at least half of the sample. Four
discernible themes emerged from these popular responses. The
themes running through the data were understood in terms of ‘one
all-encompassing metaphor.

The twenty-one sub-categories that delineate the most common
responses provide a conciée representation of the findings. An
inventory of these predominant sub-categories follows as the
majority of subjects reported: spending more time alone, being
more concerned about wasted time, improved relationships with
self and family, being more selective about friendships, and
having an increased sensitivity to others. The} aléo said they
were less materialistic or money-oriented, appreciated life and
nature more, and placed a dqgreater. emphasis on 1love. Re-
evaluations of social expectations and religious beligfs were
described, as well as changes in employment. Subjects expressed
less or no fear of deatﬁ and)é’new or stronger belief in an
aéterlife. They believed that they would see the deceased aqgain
and that their experienéegof losing a loved one had been a vgr?
important one. Respondents also prov%ded statements summarizing
the event, naming it, and indicating the type and degree of
importance it had for them. Descriptions of the nature of the
pre-death relationship were also supplied..

‘ The interview excerpts that estabiished these twenty-one' sub-
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categories are presented, here, under the six data collection
categories (Time, Relationships, Values, Employment, Death/Grief
. Issues, and Change).
Yellow Category - ;ime

Two sub-categories were found in the responses referring to
time; spending more time alone andban increased concern about
wasting time. |
i) More Time Spent Alone (6 reports)

I can spend time alone now and be really happy ... which
is something I never thought I'd say. (Sub. F1l)

I have guiet times. (Sub. 4)
I'm trying to have more time to myself ... because if I
don't do it I won't be happy. ... The experience

taught me to have time by myself. (Sub. M2) 3

I've not gone out mucQﬁ Once 1'm in my apartment 1
enjoy my comfortable surroundings. ... I've been taking
some real time out. (Sub. M3)

‘gz
I spend & lot more time alone by myself. ... Some people
say that I have become a social recluse and in a certain
"way I have. 1 :have moved away from crowds. (Sub. M5) .

I now spend time alone. Before I always had to be with
somebody. (Sub. M¢6) ﬁﬁ

ii) Moxe Conéern About Wasting Time (6 reports)
"Why am I" wasting so much time with anger? (Sub. F2)

I don't waste it (time). If I want to do something I do
it. (Sub. F3) -

(laughing) I get more done in a day than I used to get
done. in a month. (Sub. F4)

I don't like my time wasted. (Sub. M1l)

¥ s
I find I don't waste my time. ... I spend less time
with trivia. (Sub. MSY

Now! There: are no more delays. There 1is ngﬂ\pore
postponingi (Sub. M5)
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Pink Category - Relatiénshibs

Statements referring to relationships established four

sub-

categorie;. These sub-categories are: improved relationships

with self and family, becoming more selective about

and an increased sensitivity to others.

i)

Improved Relationship With Self (12 reports)

I've stopped apologizing for myself. ... I was such a
sad person. There were no goals. There was no real
ambition. There was no real happiness and I wasn't
looking forward to ever being happy. ... I'm able to
take care of myself which I wasn't able to do before.

(Sub. F1)

I <claimed or reclaimed parts of me that were dead.
That allowed me to see more of my strengths. (Sub. F2)

The other thing that it's done is it's made me decide to

live happier; to not be concerned with things that are
mundane. (Sub. F3)

He was the guy that taught me that I didn't have to
explain myself to other people. I didn't have to
justify my existence. I didn't have that ability before
because I wasn't comfortable around feelings and I
wasn't comfortable around me. ... I don't beat myself
up; put myself down. (Sub. F4)

I have become very in-touch with mydelf and grown

through R's death. ... I try to be good to myself. (Sub.
F5)

I try to treat myself better. (Sub. Fé6)

I'm learning to value myself more. I had to be hit over
the #head with the fact that other people did before 1
could begin to do it myself. 1 realized with C that
there wasn't anything wrong with me. ... 1It's getting
easier to love myself and give myself a break. e My
self-esteem has changed a great deal. /.. Coming face to
face with death and coming to terms with my own
mortality has given me greater appreciation for me with
all my weaknessess. (Sub. M1)

I try to make more time for myself. (Sub. M2)

I'm taking better care of‘myself than I ever did before.
{Sub. M3)

Accepting the way I look and feeling good about it.
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ii)

\

(Before) 1 was the last person I would think of. (Sub.
M4)

There 1is a part of me that died with him. ' There has
also been parts of me that have been dead - put away or
maybe the word is 'deadened' - through certain 1living
experiences. ... But you drag it out and you better deal
with it now if you are going to live. ... Basically, (I)
really, really take care of myself; loving myself.

I'm determined to bloom like those six cherry trees by
the beach that bloom in the wintertime and I am going to
be the best that I can be. (Sub. M5)

It's no longer okay to have a drink or a joint. I am
learning to value my body. Like a car I have to keep it
tuned. I used to abuse my body. ... I learned about who

I really am. (Sub. M6) ,
More Selective About Friendships (7 reports)
I've weeded a lot of people out of my life. (Sub. F1l)

Having 1,000 friends is not important. ... I guess I
choose the people that I hang out with. (Sub. F3)

Its important to maintain those relationships (friends)
. I need people to know me well and I need to know
them well. I need that kind of closeness. ce. I'm
selective who I spend time with. (%yb. F4)

I have let a-lot of people in my life go. ... Since I
have done this I have attracted so many special people.
People who are at peace with themselves. (Sub. F$5)

My relationships are generally healthier. ... I have
very much 1less patience for bullshit from people. I

don't feel the need to waste my time on people who
mistreat me. (Sub. Ml)

I Just have a handful of people (now) that I call and

see, I stay away from a lot of people actually. I
don't have an address and telephone book anymore. (Sub.
M5) ‘

More selective as to who friends are. (Sub. M6)

iii) Improved Relationships With Family Members (7 zegdrts)

It's amazing to me because it wasn't a good relationship
(daughter/mother) but it's a wonderful relationship now.
. I love them (parents). I like to spend time with
them. ... It's been a healing experience for my entire
family. (Sub. F1)

It's helped my relationship with (my surviving brother)
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'iv)

"(Sub. F4)

... Now we do things together. ... I make sure that I
tell my parents that I love them. That's one thing
that's changed. (Sub. F3)

My 1ideas around family are starting to shift,. I'm
starting to want to re-establish relationships -with

family. (Sub. F4)

I have a much closer relationship with my family. (Sub.
F5)

My dad and I have a profound understanding and a better
relationship; much better than it ever was. e I'm
starting to discover things about my younger .sisters
that I didn't know before. ... We're kind of qrowing

together. There's a real healing bond there. (Sub. M3)
L.

The urge to go back there (to family of origin) is a lot

stronger and it's not them pulling me there. It's —me
wanting to live with them; to . have them in my life a lot
more and being in their lives. (Sub. M%)

I purposely 1solated‘myse1f from my family. 1I've been-

abusive to my family and I truly love them. I'm going

to let them be there. I don't want to hide the fact
that L love them. (Sub. M6)

Increased Sensitivity To Others (6 reports)

I have more understanding and tolerance than I ever -did
before. ... I even like street people now. I understand
them. Maybe they don't want to. live in a house. 1 “can
let. them do whatever they want to do. 1Instead of giving
them some money (I) give them fruit. (Sub. F1) . -

1 started seeing that we're all the same. ... The peoplef?f.”

in my life are part of me and I'm part of them. And I
have this - I don't like to call it sensitivity.. ...~

understanding and love for our fellow man.-(Sub. F5)

And by feeling ‘more connected to people I am more
connected to people. (Sub. Ml) ‘

It's made me more aware. I can appreciate what they °
(the patients at work) are thinking and féelind. - . Its -
made me more sensitive and given 'what I went through
with J I can understand now what it must be like to. be
in pain constamtly or be sick constantly; to have your

body react 1in a way that's not normal. ... I've got
another AIDS patient right now. ... I know where he's
coming from. ... God, 1 ®eally feel for him! (Sub. M3)

A mother on T.V. was telling about her daughter who had
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been raped and murdered. She.was_tryinq;tofkeep control-
and ‘I was telling the T.V. 'It's okay. ' Let it out'. .
When she broke I broke. I know the pain.. (Sub. Mé6) ‘

Blue Category - Values ,d—'_ f;;y;j rr ‘f fw;"f;;
Four sub-categories Qere f0und:inﬂttne"dataﬁ*referring'#to

‘values. Subjects reported becomlng less materiallstic or monef—

P

' oriented, having a greater appre61ation for llfe "and nature,

placing. more . emphasis on love,pfandhn,re evaluating social

expectations and - rellglous bellefs.f**

e

‘:1) Less Materialistic or Moneyforiented (B'report51§;

Not to value materialistic stuff ..‘Tnere 's more to

'life than money. ... I have no money but I haﬁ%s‘éuite

enough money. (Sub. F3) Lol L » ,’M

I used to value the material ‘more than anything .else.
....1f I had the job, the house, the car, the toys,

.and I looked okay, people would loock at me -and "say -
(she's) really got it together. I had to have lots of
money. I. had to have mega-holidays. ... Its the inside
stuff now, rather than the outside stuff..(Sub. F4) ¥

(The deceased) and I were very,ﬁaterialistic; (Sub. F5)

I don't think it's so you can buy a house and a car
anymore. .... I used to think you had to . look..good; dress
‘good. ... I used to think you had to get a good job.

I, mean 1I'm still working along those lines because I
want to be self-sufficientbut I think, now, that
there's a deeper purpose. (Sub. F 6)

My 1idea of success has changed. As much as I resented
it, I felt success was shown by financial stability, by
"external recognition and, most importantly, it was
something that happened in the future, if at all. (Sub.
M1l) ‘ -

~ Instead of coming from the pocket book, coming from the
“heart. And it means so much more. (Sub.~ M3)

You can have all thelmoney or the nicest place in the
~world but if you have no one to share with I think
you're really poor then. (Sub. M4) ’

It has (changed) in the way of materiai things. For

example, if my car falls apart I just laugh. ... I don't
get caught up in those things any more. (Sub. M 5)



-

i) Greater Appreciation of Life/Nature-(7 reports)

=5

iii) More Emphasis On Love (6 repoits)

I look at flowers dlfferent and it sounds so smarmy and
corny . but it's true. ... ‘Freesia is so important to me.
Its one ‘of my favourite things in the world. ... But

.-that will change. I go through flower-of-the-month.

I'ts just so amazing to me to be around;. to be surrounded
by so much beauty. And if I would have been . here two
years ago I never would have, seen it.” 'That's. a nice
plant' and keep walking. ‘It just fills me - evérythlng
just fills me. What I value ‘in 11fe is 11fe"(Sub_ Fl)

We're not going to be around for a lonq time 'so - why
aren't we going for-a walk in-the park. (Sub F3) = ¢

it :‘doesn't matter how many days, weeks,,or years I live.
It matters how I do it. ... Not Just be, but live. (Sub.
F4) ‘ . | :

In every life there 1is beauty to apprec1ate, from the
greatest mountain to the smallest flower. ... LYtry to
absorb 1life 1n'evety way. ... I appreciate the.. finest
“things in life and don't take life for granted as T used

to. ... I take time to ... appreciate whatever it may be
from the scent of a flower to the -~sounds of ‘nature.
(Sub. F 5) . . . : BRI

Even on a drive around Stanley Park before he qotlSitk'?
‘Okay That's great. Let's get it done and over w1th
- and then all throughont his 111ness, everytime we- -did

i (go to Stanley Park) it was just wonderful because’ -we

slowed down - and took in everything..... And -I -still
enjoy going down and sitting by second beach ... in- “the
grove where squirrels seem to gather . Feeding - the
ducks. ... I still enjoy walkihg the seawall. 'More into

1t than I ever was. (Sub M3)

-

I thlnk that in a very “simple summary klnd of way AP

value the opportunity to be here; .of 1life itself. ... To

be able to see different beauties ‘in dlfferent things-

and appreciate them. ... It's opened my eyes to beauty.
(Sub. M5) : : e

I appreciate mdre {that) I am one:ghell of 'a  lucky

person. ... I still have life. I can-walk; smell the
roses. {Sub. MG)V‘7~—, S L

Two days before he died_he said he was really happy and

he ... said 'I love you. Be happy for me'. AaAnd I said-
'J 1 love you so much'. He said 'It's too bad we didn't
know this before'. And it is. ... I['d like to do it

better, I really would. 1I'd like to tell him every day
that we're together or show him just how much I 1love
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" was shittin

vi)

s &

him.- So what I'm’ doing this time, is to make sure that"

“the people that are still -here with me know, . know deep S
~down in-their deepest being, that I love them and they -~ ¢
~’'are important to me. (Sub. Fl) o - ; - :

r

<

.‘7Fdr= me it's a matter of always,being aware”hof what' .
- going on in here (points to heart region) and when: 1tsfi.'

nOt loving, begin t0-deal with it. (Subv F2)

I loved the. guy I hadn‘t even known h1m that ‘long. ...
1'd never - untll I was 27 ...-said to anybody T love
you' ang %

,, bricks. ' And now most 6f my (telephone)
messages wi say - '1 love you” ... Completely
different! (Sub. ' a :

The incredible love we shared. ... This growing love_ is
with me today. The effect on_my life through R's
death 1is to contfnue ... so others may understand ‘more
about the gift of love " (Sub. FS) : )

I was abie to learn that Just by llstenlng, by being .-

mindful, we both learned things about love sand about’
caring that we wouldn't have learned otherwise. (Sub.
M1) C - ’

It was like making love to h1m.¢3, but. réally intense’
and for a long long time: ... .up until the end. ....- We
ali learned something really 1mportant there. (Sub. M4) -

Re- eValuatlon of Soc1al Expectatlons (6-réports)

I spend my time doing’what 1 want;to do mere than what 1
think people want me to do or what I should -be doing.
Where, before, I was 'You have to do this. You hafta,
hafta, should, should, should'. . ‘I used to have to be
what people wanted me to be. (Sub Fl)

I'm dead when I'm caught in whatgr've been taught -I° am
as opposed to who I am in the moment. (Sub. F2) S

Do be, do be, do. (Sub. F4)

He wasn't caught up in social pressure ... what vyou

should do and what you shouldn't ‘do. It feels good
because ... I've always done what I thouqht I should do,
‘always. (Sub. F3) : : .

I wasn't 'too thrilled aboutphaving to wear 'whites'
(uniforms - back at work ‘after the death).” (So) I took
a couple of weeks off, ... (Now)  'whites' are out.
Casual but nice dress. They .. (the patients) are

responding so much better. (Sub. M3}
Working in the moment. Really there now. (Sub. M6)
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.
‘vii) Re-evaluation of Religious Beliefs (6 reports)

There was always this God thing that didn't make sense:’
. I couldn't buy it. It had no basis in reality for
, me. ... '"It's a plague from God' Excuse me! No:God I

know. ... And _my dad.looked at me and said 'You khow I °

don't think any more that you have to die to go to hell.

I think sometimes you have to die to get out of it.' and

that just made so much sense. ... And now, from before -

kinda floundering and not knowing what I believed - to
not even believing but knowing. (Sub. F1)

Shame and guilt. Shame and guilt. I was raised on
shame and gquilt. What can I say? I should have been
Jewish. I'm Catholit; it's close enough. ... God isn't
the God that the Catholic church gave me. ... God |is
love. ... and people are - they're God. They're part of.
"God. ... The guys with AIDS were the ones that helped me
the most to understand that it was inside me. (Sub. F4)

The effect of the Christian upbringing that 1I've been

"exposed to ... (in) analyzing my feelings on it I was
able to realize that 3ll the rules on personal conduct
and ethics were not absolutes. That Jjust because
someone 1is breaking the ten commmandments doesn't mean
they are doing something wrong. ... That narrow
perspective wasn't binding me anymore. (Sub. M1)

There was another fairly big change on religion. ... I
was never into organized religion of any kind but I
always had this - seeing as you were brought up that way

- 1 always had this little thing in the back of my mind.
Well, maybe, just maybe, you do have to believe in God a
certain way. ... I always had this little thing. Well,
what 1if they were-right? R was brought up more on a
spiritual 1level with no orgdnized church and I watched
him die. He didn't have any uptight things like heaven
and hell to deal with. ... Yet he died peacefully. Like
he wasn't scared that he was going to hell. He didn't
seem to care if he was going to heaven. He Jjust knew
that he was going somewhere that would be nice and he
died extremely peacefully. ... So that cleared up
everything in my mind about dying and worrying about
heaven and hell. ... I'm comfortable now knowing that
you don't really need a religion to get to wherever you

are going on the other side. (Sub. M2) '

I think a <closer relationship to God. Definitely.
Living a spiritual life. 1I'm not religious or anything.
I don't go to church. (Sub. M5) ’

More value on spirituality ... more of it happening.

I think heaven and hell are what we live now. Death is
going beyond that. We can all live in heaven 1if we
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choose to. It's not by going down on your knees to
repent. It's how you live your life. (Sub. Mé6)
Purpie Category - Employment
One quarter or four of the twelve . respondents returned to
their pre-bereavement employment. Of these, three returned . to
health care positions and reported improved performance. The
fourth returnee indicated a new determination to evolve and f£find
more satisfaction in the workplace. Five subjects changed jobs.
In four «cases the new_ position involved less remuneration but
« more personal fulfillment. The remaining three subjects Qent
back to school; one return was planned before the death; the
other two decisions to return to school were influenced by the
degth.
i) Change in the Workplace (12 reports)
Now that it's over let's go on. ... So I what I looked
for was something that I already knew how to do. 1
started applying there and I got a job really fast.
It's working out great. (Sub. F1)
I'm a better therapist. (Sub F2)
I dd want to do my Masters. Not Jjust for my parents.
and this is what I want to do it in. I've struggled
more on why I'fa going to school but I think of D too
because he would have wanted me to do this. He was
always one of my big supports when I went through
university. (Subject returned to school) (Sub. F3)
I wasn't going back to work in a hospital with all that

lifting because I had reached the point where I loved
myself enough that if I was going to work, it only had

to be something that I enjoyed. ... It had to be healthy
for me in all other areas. (Subject went back to school)
(Sub. F4)

(Subject returned to health care position) (Sub. F5)

(Subject went back to school as she had planned to do
before R's death) (Sub. F6)

(Subject began work for an AIDS organization) (Sub. M1l)
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(Subject found a less stressful, lower paying job in the
same field) (Sub. M2) ' :

- (Subject re-opened a closed ward and is now working with
-the terminally il1ll) (Sub. M3)

I would like to f£ind out if there's anything else I can
do with this company. ... I want to move ahead 1in the
sense of evolution and satisfaction. (Sub. M4)

I just want(ed) a job to do. Yet a job to do invthe way
of a physical sense but also connected with the heart; a

simple expression of lovingkindness. And that's exactly
what I do. ... Complete change of .career; income
bracket. Total complete change. Fifty percent .income

loss but I'm not any less wealthy. (Sub. M5)

Now I'm doing something I enjoy a lot more at one third

the wage ... I'm doing what I really want to do. I
don't have to bring it home. ... Feeling a sense of
personal accomplishment. (Sub. Mé6)

Orange Cacegory - Death And Grief Issues -

There are four sub-categories associated with death and grief
issues. Subjects reported less or no fear of dying and a new or
stronger belief in an afterlife. Respondents were also confident
that they would see their loved one again and they valued their
experience of bereavement. | '
i) Loss of Fear of Dying (9 reports)

I was always scared of death. ... And then to get on the

bed beside what used to be my brother and just hold him
and talk to him. He wasn't anything to be afraid of

when he died because it was so much like a birth. It
was 1like 'God. He's gone! Its so great!'. ... I'm not
afraid anymore. (Sub. F1)

When I was in my nursing days (and) ‘people started
talking about dying I'd cut them off. I didn't want to

hear it. ... Before I'd run even if I didn't leave the
room. ... (Now) I'm not really afraid of dying. (Sub.
Fq)

I don't "have any fear of death ... R's death was so

peaceful and to experience it with him, how can one have
fear? (Sub. F5) ' :
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ii)

Basically the acceptance of death and not really fearing
it. A lot of fear is diminished. ... I guess more than
anything it's made me really not afraid to die. (Sub.
F&) . B}

I still have fear about losing my mind or losing control
of my body but the actual idea of dying 1is not
overwhelming. ...'Death has lost its sting' is &about the
best way I can put it. (Sub. M1l)

Watching R die [ really came to the conclision that
death is not thd# 'big a deal' ... The dying process
bothered me because I was losing someone but the death -
like one minute he was here and the next he was gone.

‘And I didn't freak out and I didn't cry. There was no

change other than the sense that it wasn't that bad.
You know, dying. isn't that bad. (Sub. M2)

Not being afraid of it. ... I was very surprised at how,
in this case, his death was very peaceful. (Sub. M4Lfv

I value my understanding of death. That it makes ne
absolutely fearless. When I'm in a plane and somebody
says 'What if we crash?' (laughing) I say 'Hallelujah!"'.
(Sub. M5) .

My attitude to death has become more positive. I was
always afraid before. I now realize its part of 1life.
(Sub. M6)

A New or Stronger Belief in.an Afterlife (7 reports)

There was Jjust this shell of this person that I just
loved so much. He wasn't there anymore! That was the
biggest realization in coming to terms with death; that
what was 1lying there on the bed wasn't my brother
any more. He was gone. He was somewhere else ... and I
believe in reincarnation. I used to have no thoughts.
There was no afterlife. (Sub. F1)

~It's reinforced my experience and my learning over the

years that we are first and foremost spirit. (Sub. F2)

There 1is a definitely a soul. I don't know whether it
leaves . a person. Because when I saw him dead he was
there but he wasn't in that body and I knew that. That
body «could have been this kleenex box. That's all it
was. It was just matter. So there is more. There |is
something that makes you up but I don't know what it 1is.
(Sub. F3) -

My belief in life after death is so much stronger. (Sub.
F5)
But with proof that B was actually going somewhere. You

61



iii)

iv)

could see when he was laying there that he was looking
at something that we couldn't see. Yet he was aware of-
us. But he was looking off somewhere even though his
eyes were glassy and watery. He was looking at
something. I mean his eyes were open and I don't think
you go blind when you die. ... When I go I Jjust go

with me and whatever I have learmed. (Sub. F6)

I have always, since I was a little boy, said 'There
must be more than what I see; what ' meets the evyes.
There must be another reality'. However this might

constitute only 5% of my belief system and 95% is the
reality we live in. And that slowly changed and I'd say
that toward J's death the picture totally turned around.
That 95% of my belief is that there is more than we can
see; 5% 1is our reality. (Sub. M5)

I'm positive there is an afterlife. ... You go and live
elsewhere when you die. (Sub. M6)

Seeing The Deceased Again (6 reports)
It brings me a lot of pleasure to know that at some

point in my life ... I'm going to meet him again.
Oh, I know he'll be there laughing because that's what J

did best. (Sub. F1l)
I know I1'll see him again. (Sub. F6)

Now I know that when I die I'm going to have someone

waiting for me ... there's going to be someone on the
other side waiting for me. (Sub. M2)
<.

Or 1little birds. When a_ little bird lands near me and
they kind of stare attme I can't help but think 'Is that
you?'. (Sub. M4)

L
I look forward to the meeting again. ... If I were going
to die that would be ocne oi the things to look forward
to; that I was going to see J again. (Sub. M5)

;
3

I'm not afraid because I have someone on the othér side
waiting for me. Whenever I die he's goifig to be there
waiting for me. ~ One big bonus in dying. He'll be
there! ... If I live 'till I'm 90 he's going to wait for
me. (Sub. M6) - .

The Importance of Experiencing the Grief (6 reports)
2

I Jjust wish everybody could understand that, everybody
that's experienced a -loss. ,I wish they could 3Jjust
understand and do the work and**feel the feelings. ... I
may have to go through it again._ I may have to =go
through it with people I love because some of the people
that I love are HIV positive. But Itm prepared and :I
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know the way. As long as I can keep those feelings out
and not bottle anything up. (Sub. F1)

I felt like I was dying in lots of ways. ... And this
layer accepts and then this layer accepts and then this
one. (Sub. F2)

Its was the first time I went through the whole process
because I didn't like to feel before. ... I just stayed
in denial. ... I didn't understand that it - get on with
your life - meant there was work to do around healing. I
just chose to ignore it. ... I went through anger,
denial, resentment, rage, the whole nine vyards; all
those stages with %é_;gpb. F4)

Through the awarness of R's condition we were able to
talk openly and freely on life and death. (Sub. F5)

This was the only death where I was emotional. ... I was
crying and I was sad and I was upset. I couldn't
control my emotions. ... A lot of emotions came out when
R was dying. Those kind of emotions that normally don't
come out in me. I didn't have any say in it.. (Sub. M2)

During the grief process was the willingness to totally
let go. To really understand that the only control is

letting go. So I let go. I let go and 1 started
falling in. my drifting process. And falling 1like a _
leaf. Just drifting in the air. Fall. Fall. Fall.

And hit the bottom. Hit:'just the darkness of the
darkness. Hit bottom and stay there. Aand then that |is
when the magic happened. When I hit bottom a trap @door
opened and I fell into the light. (Sub. M5)

Green Category - Change o

The Change category heads five sub-categories that represent
common 4responses not included unde; any'gnf the .other majdr
categories. These five sub-catquries - contain: statements
summarizing the experience, naming it, indicatinq the typg and
degree of ,importance it repreéented, and describing Ene ﬂature of

~ the pre-death relationship.

i) Summing The Experience (11 reports)

He started me on a road to a happier life. ... Feb 13th
my 1life stopped and the world went on. Nothing about
the world changed but everything about me changed. (Sub.
Fl)
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One of the gifts of all of this ... has been that every
death ... mirrors for me the parts of me that aré not
living ... and each time I become more alive. (sSub F2)

The change in me% has just been to take life .,more

seriously but less seriously ... You've qot to cut “off a
finger before you appreciate the four you've gct -left.
(Sub. F3) .

. ) - . N
Living with someone with AIDS changed my life. (SUQ‘WF4)

I was’ honored that I helped his spirit move to = another
place and that I witnessed part of it. (Sub. F6) '
The whole experience of AIDS in my.life has céuSed me to
view the world qguite a bit differently and caused me to
change my priorities. (Sub. Ml1l)

The experience has brought only good changes. A
can't think of anything negative other than losing him.
And then if I wouldn't have lost him I wouldn't have all
these positive experiences; sort of like a double-edged’
sword. (Sub. M2) )

Instead of being a negative experience it was a- very

quiet positive experience. (Sub. M3)

Some things you just can't change or control. So you
let those things happen. There's no reason why vyou
¢can't transform; rearrange. It's like an interior. You .
start with something awful. . You can't control the shape .
of your walls but you can tranform; do something: You
are still with the same thing but you've done something.
(Sub. M4)

The world didn't die that day. It blossomed., (Sub. M5)

I 1lost my best friend but that was the oniy fiegative
thing ... so many positive aspects. (Sub. M6)

ii) Naming The Experience As Gift or Lesson (10 reports)
The word- gift was mentioned five times in this sub—categofy.
Terms referring to'leaininq were also mentioned five times.

There was something to be learned and it was your job to
learn it. ... It was a gift. (Sub. F1)

J provided many mirrors. ... I regard him as a ;gacheg.gﬁ
So for me it was such a gift. (Sub. F2)

He was sort of like my mentor. (Sub. F4)

It was just a learning experience to learn that if . love
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isn%,; unconditional, it probably isn'g there at ali.
GSuUn?ML)\ 5 :

~

" It's been a very intense learning experience. (Sub. M4)
& .

“égis mis%ion was to give me this gift. (Sub. M5)
Thaﬁ% you for giving me the gift of innq on me! (Sub.
M6)
", %W v . .
o ‘iii) Degree of Importanceyof the Experience (8 reports)
“{5 ' ' N

. I'm toté}ly different.. ... It's an experience that I
wouldn't give up; ... fhe time that I spent with J and
th@’factithat I was there when he died. ... The biggest

most important event in my life. (Sub. F1)

B .

My wholg 1i£e is diffterent. (Sub. F3) 4

"#'m not the same person. ... Everythinq's"diffefent.
You wouldn't ., have wanted to know me three years ago.
(Sub. F4)
- , ‘
The whole thing is really important to me - being with

y B. (Sub. F6)

~ The most anything's chgnbed in my life since I've been
- born. (Sub. M2)

His dying would mean a new chanqé for mé;'a new lease
on life. Thank you kiddo! (Sub. M3)

? I was appreciating it as it ‘was-happening and even right
after. And I can appreciate it a lot more now. (Sub.
M4) :

I think it has effected my life and changed my 1life

completely; ... a dramatic, absolute <change happened.
) I think it's profoundly changed how I~ live! {Sub.
* M5) ~ ' '

Learrning (6 reports)

£

iv) Reports of Growing Up or Acceleréted
I'm light Years away from where I was before. {(Sub. F1)

This was like: uéiﬁg rocket fuel instead of using
unleaded gas. (Sub. F4)

I've grown so much. (Sub. F6)
It's been a time to grow up'in lots of ways. (Sub. M2)

like this evolution or this trajection. (Sub. M4)

This made me grow up. (Sub. M6)
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v) Type of Pre-death Relationship With The Deceased (6 reports)-

He was my favorite person in this world. I can't think
of anyone I loved more than J. (Sub. F1) *

I loved that man. ... We were closer than family. (Sub.
F4) - : A

You know, he really did understand me. (Sub. F6)

All this thing about best friends. ... There has to be a
better word for it. 1It's some hookups. (Sub. M2)

I was his ‘best friend. I think when you are a lover and
can be your lover's best friend you've got something
pretty good there. (Sub. M4) _

It's someone I chose to love. That says it all. (Sub.
M6)

The sub-categories above have condensed the range of subﬁect
information into twenty—one common responses. The data |is
further . reduced as four predominant themes emerge. Themes of
locomotion, contradiqtion, inconsistency, and paradox were found
to connect various sub-categories. ‘

The first theme, locomotlgn, refers to the experience of ~a
shfft from external sources of influence to an internal séurce.
Subjects typically reported a relocation of the 1locus of
aughority in their lives. They re-evaluated previous externala
motivatiohs and became more inclined to look 1inside themselves
for guidance. ‘

External motivations such as money, material goods, and
popularity gave way to job satisfactibn, caring for others, and
selective socializing; allfinternally:motivated. As one subject
Stated. "It's thgrinside stuff now rathér than the outside stuff"?
(Sub. F4).

Subjects noted improved relationships with themselves; the
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reclaiming of lost parts, acknowledging their strengths, valuing
~and accepting themselves. They reborted that they got in touch
with who they really were and began to treat themselves better.
In conjunction with this new hospitality to&ard themselvgs,
subjects began to question traditional sources of authority.
They came to respect their own judgement and relied on it‘more.
Evidence of internally-driven decision-making was demonstrated-
-iﬁ the area of employment as the majority of subjects changed
their career focus following. the death. A full two-thirds or
eight of the sample of twelve either assuméa a new position or
returhéd to school.i Of the fiye,who chose a different 1line of

work, four accepted placemeﬁté}that paid less but afforded a

reduction - in stress and a greater sense  of personal
accomplishment. The three* subjects who returned to school
apparently égoose to 1invest in themselves following fhéi;
bereavement.

A shift away from materialism toward caring for others was"
also reported by two-thirds of the subjectS}”"instead of coming

from the pocketbook, coming from the heart" (Sub. M3). Most of
§
the subjects who returned to.their previous jobs; (three out of

3

‘the four) worked in the health care field. This 1is consistent
with the trend of increased caring for others. . Other evidence of

a movement toward caring is seen in the reports of improved
\ v
relationships with family members and a heightened emphasis on

=3

love.

Another example of the shift from external to internal

motivation was seen in reference to social activities. A

diminished need to be popular resulted in subjects spending more
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time by themselves and becoming mdre Sé}eétive in the 'social
interacéions they did have. "It pulls aﬁefpercent' closér and
pushes the rest further (away)" (Sub. M5).

Subjects also reéorted a re-evaluation of social expectations

and religious beliefs. Half the sample described a move away

from external centers of authority to a personal decision-making.

P q
Social

pressure became less effective as 'éhoulds' internalized
over time were replaced by a personal "tuning in" process (Sub.
Fl). As'onelsubject reported; "I spend my time doing what I wanﬁ
to do more than what I think people want me té do or what I
'should' be doing" (Sub. Fl). |

The external authority of eariy religious instruction was
challenged énd a more personalized concept of God was adopted..
Subjects tended to internalfze their telféigu; beliefs, coming'to

s -

-*understand that it was inside" theméélves (Sub. F4).
Traditional' éoncepts such as heaven and hell wére redefined in
terms ‘ of preéént;conditions and possibilities. And "living a
spiritual 1ife" (Sub. M5) became a goallhéving little to do witﬁ:;
established religion.

The second "theme to emerge frohﬁ'the data, a thgme of
contradiction, involved human relationships. Subjects réégrtedv
an increased sensebof connection to all humanity, and ‘yet ;they -

spent more time alone. Inéreased levels of empathy, caring, and

love for one's fellow man and seeing "that other people were just -

the same as me" (Sub. F4) coincided with an increased screghian»‘—

of actualvsocial contacts. While family relationships improvéd,

following the bereavement, subjects frequently curtailed Tother
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:sp¢ial -activity. Many,relétiqnghips ended and new friendships .| .

b

'wefg carefully selected.

L:4

.The third themefnto appear in 'the data was one of -,

iaéonsistency;v a gréa£e# particibation in life Was reported at
the same time as death became accepted as a welcomed prospect.
Subjects acknowledged a new appreciation for themselves, others,
nature, and 1life 1in general,' yet they also expérienced a
diminished fear of dying. Reports of a neW'paésion fo%l'life,

"doing, seeing, and being _the best" (Sub. Fl) seem to be

inconsistent with "welcom(ihg)' death" (Sub. F6). Subjects
commonly valuegd both 1life and death simultaneously, two
apgarently diametric and mutually exclusive states. . An

y

appreciation of one state did not seemAto ééprﬁbiéte the other.
The final theme involved paradox. Subjects indicated that

they had an exceptionally close ;elationship'with the person who

died. PgradoxiCalLy, they alsb éa@ the-;oss éf lfhis;,bi&mary
per;on ,;; .a valued expegiggcg,l rgithouqh %fhg; degeésed‘ were
portraféd in terms of "Sest friéhé:éﬁaﬁd5';léJer";vaub. M4),
 "favpu;ite person iﬁ this ;orlé“‘(sdb.-FIY; ana.“sdméqﬂe’l chose
to love"™ (Sub. M6),}Zbree[gh§rters or ninelof‘the;fwgivé éﬁbjects

described the death’ag*a gift or 1éarﬂin§- e3pérjénc§I Sevgrai
gubjects suggested their experience had'been £he 5552'&alued ’one
of their 1lives. They used phrases .iiké:;iﬁaﬁf.éxpérience I
wouldn't give up" (Sub? F1), "a new ',iea;;;é on-life" (Sub. M3), and

."thé most 1loving gift dnyone will évéi give me" (Sub. - M5).

Péradoxical}y;lthe loss of a p:eé;ous relatidnshiprwas seen as a

highly valued experience. ; *

- L T

In an attempt to define the dynamics. ipVolvéd in these
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‘positive bereavementtsituations;;the“fduijfﬁéﬁé% noted abové)ﬁévé
bee&:draWn'together intd a singié metaphdf:L %ﬁ;.1ife cycle-of a.
flower was chosen as réfereﬁces to fiower&hé;ﬁléhts weie 'common
in the data. For examsae: "weeded a lqgfgfgfgbut", "flowers",
"freesia" (Sub. Fl1), "smallest flower",‘"éééhEROEAa flower" (Sub.
FS5), *bloom", "blossom", ”ieaf", "cherry:ﬁieééé (Sub. MS), and
"smell the roses" (Sub. M6). The followfﬁg~m;£aphor is offered
to represént the phenomenon of personal q;dQ§E €ﬁ:ouqh loss.
Plants live best outdoors, connected to éﬁé éégth. In most
gardens they gr¥w and blogm in clusters, appreciated, at a
glance, for their collective effect. But when Qe bfing a single
flower home, its unique beauty is ours uﬁtil.ié‘dfes. There is a

P

trade-off though.. By bringing one flower close; Qg enjoy it more

“r
a

but for é'shorter time.

The beauty of Qﬁé\special,floéer can initiafefan interest in
gardening. - We learnithat bléngs all have the séme baéic needs:
soil, watér, and Suniﬁ As wé-bééin, we come to ‘appreciate the
,,Varietyléf épeciesléhat ex;st.-,!et, to protect the health of an
individual*® sprout we weed out cértain types;l :We learn that
plants need room to grow. They need spage from}éyen their own
sort. And if their needs are met, theirisimple.mission is to
live and blossom and die. «Theig seasoﬁ; dﬁﬁe,flwe findiiour

favourites are perennial. And this p1eases us;
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»

There are anmany ways~tofo0pe'with5the turmoll ofﬂ losing a.
loved’gone as there - are”people~ Ieft behindf‘ A bereavement

" permanently shatters some 11ves . Other times, people come to
)discover? a life they never dreamed possible x The majority ,of'\

béreaved 1nd1v1duals, however,rexperlence some degree .of eagh;a

;both fallihg apart angd f1nding a better way

Inorder to d1scover how to a551st people fac1ng bereavement; '7;';'

this study has examlned ‘those 1nd1v1duals who not only survivedjf

their CIlSlS, but -“who also, reportedly, thr1ved as a result f7

- : : ¢ ‘
it. The sample was selected with -a phllosophy promoted byﬁ

<

: Abraham Maslow (1971) study healthy psycholog1ca1 funct1on1ng as

‘oppqsed, toﬂ pathology Maslow Qhose "the use o?. selected .qood
spec1mens A,.;_ for studylng the best capabllity that the hunan~~
specles; has" (Maslow, 1971, p. 5). Just ; s Bern1e~ Slegle sj
(1986, 1989) recent interest in ECaPs, exceptlonal oancerﬁ
tpatlents, has furthered our understandlnq of optlmal ‘functlonind?‘

[

in dire medical - 51tuations,} thls work featured ;exoeptional'”

bereavement survivors ': better understand_rﬂhe Jbereavementl
recoyery‘process;”’ | ‘ } ‘ ' " | -

Thei? present exploratory study ,establlshed that‘ ualued‘
bereavement outcomes‘,do rexxst 4nd’d that they ’are. found‘ iny
recognizable patterns. These f1nd1nqs are dlscuSSed in- relat1on

to parallel results draWn from research in a related‘fleld. The
findings of " the present study are also;discussed"in rregard to
their power and limitations. Implications foré’counselling are

noted and a number of pre- and postrbereavement counselling
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‘surviyedf to describe their experience. Moody found that near-

strafeéies are suggested. Recommendations for future research
are provided and these are followed by a brief\ciosing comment .

The interﬁiew data, from the present study, revealed two
pbian{ .First, some peopleq do  ex@gerience very positive
bereaﬁement outcomes. And second, there appear té be patterns to
the phenemenon.

While positive bereavement outcomes are cerfainly,an enigma,
the present study shows that they are also a realitff ‘The fact

that some people find anything of value in the death of a leved

2

.ones is an importaht finding 1in 1itself. Subjects reported

beneficial changes in the areas of; time, relationShips, values,

>

enploymenr,eand death/grfeﬁ issues,v They a156 used terms such as
tgrowth', 'learning‘, and 'gift' to descrlbe thelr experience
The twenty one positi&e'changes, descrlbed by}at least half

B

the sample, cork

ond with the reported afterefferts of a near-

death expefience (NDE) Raymond ' Moody (1975) surveyed“ﬁ‘

L4
q o

individuals ﬁho, having‘been’clinically dead, were revived?'and

-8 oL

/
/

deatn , eiperiencers (NDEers) undergo-~ substantial ‘yalue
transformations and:a,decreaeed:fear“ofrdeath. In s%ort, "their;'
lives'havejbeen totally, completely, and permanently transformed"-
(Moody in flynn,_l986 p. xiv). T ,
Kenneth Ring further 1nvest1gated the phenomenon ‘0f NDEs and_
classified his ﬁindlngs under fhe" fullowingp headinqs

KX

Aftereffects i - Personallty and Value changes and Afferefects II

- _Attitudes Toward Rellglons and Death (Rlng 1980, "',‘ 138 .
N Yoy , ,
159). Ring's more,recent work, the Omega Study (1984),‘eont1nued:
72
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to survey NDEers, this time focusing on the meaning of éheir
experience. |

The findings of this last study provide a detailed inventory
of NDE aftereffects. In the area of Personality and Value Change
the findings were: A Greater App}eciation of Lifé (appreéiation
of ordinary things and nature), A Greater Concern for Others
(heiping others, compassion, paﬁience, tolérance, love for
bthers,‘ insight into others, undetstanding and acceptance of
others), 'Less Concern with Impressing Others (éood impression, -
well—kndwn,‘ whét others think), Less Materialism  (material
things, 'living thé good life!', high standard of living, material
success) and, A Qﬁest for Meaning (higher consciousness, "what
life 1is all about', purpose, inn?i meaning, self—understgnding,
personal meaning) (Rinq>\1?84,_p. 300 - 311).

Attitute changes towards religion and death founq in Rinq;s
Omeggﬁstudy_were: a‘tendency to characterize oneself as Spiritual'

rathex than religious per se, a feeling of being inwardly close.‘

to God, a deemphasis of the formal aspects df reliqgious life and

worship, a conviction that theré is life aftef-death;ianropenness
to the doctrine of réinc;rnéfion, a belief in the essential
underlying unity of all religions and, a desire for a universal
religion embracing all humanity (Ring, 1984, p. 146). - g
More recently, Charles Flynn (1986) examined the emotional
transformation experienced by NDEers. Flyﬁn added two moré
experiences to the known aftereffects of NDEs. First, NDEers
tend to experience a "deep sensitivity to tHe su%ferihg\of others
and their empathy for all forms of 1life reflect a profound

reverence of life" (Flynn, 1986, p.39). Flynn's subjects also
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camé to beligve that "love is the central meaning of life"
(Flynn, 1986, p. 50).

Thev integrated . findings of these three résearchers,prqvide \é
detailed account gf common NDE aftereffects. These results

closely parallel the present findings: a transfer from an

external to an internal orientation, greater appreciation of both

life and death, greater connection to humanity with’:ihcreased,

Selectivity for social contacts, and the over-all valuing of a
very %;ave éxperience.

A research 1link exists ‘-between NDEs and the‘kpresent AIDS-
related findings. A study of survivors who had "come clgse to
death" revealed that a life threatening experience can also

produce changes similar to those of a NDEs (Noyes (1982).

Evidently, one does not have to actually die and be resuscitated

to experience the aftereffects. AIDS authoriBettyClare agf%es.

She observes that "we are never the Same again after ...the péss
3 . , ) S
through . to the mystery of death, whether it is a near death,

experience or holding the hand of a dying patient" (Moffattyv

1988, p. xii). wAIDS caregivers apparently expetiénce a close
encounter with death as opposed to the personal encounter of the
NDEer, yet the consequences are similar.

While the interview responses in the present study were quite

consistent, there is no evidence to suggest that the findings oﬁ;

this study are restricted to AIDS-related bereavements. Positive

bereavement outcomes are not necessarily an AIDS-related

phenomenon. Nor are the outcomes discussed here to be

generalized to all AIDS survivors. ' The sample was twice éelf—
74
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selected; most subjecté volunteering from a support group they
chose to attend. Therefore, for generalizatioﬁ purposes, the
sample represents only itself.

The study realizes strength through the nature of ~the

interview (questions. The similarity of the subject's responses
to nonspecific open questions generates confidence in the
findings. ‘'In addition, the fifty percent report «criteria per

;'Sub—category serves to further increase the power of the study.
The present research indicates that there are similarities
between some bereavements and near death experiences. One of the

main differénces between the two situations is that individuals

Psd

can often prepare themselves for a.bereavement. NDEs, on the

other hand, are wusually quite unexpected. 1Individuals facing

e

the death of a 1loved one can benefit from pre-bereavement

“4

strategies that facilitate communication, as well as follow-up
integrative work.
"Why 1is it so difficult to console?,-The quickeét answer is

ﬁ"tﬂét we have no language of the heart to express our -deepest

feelings" (Roth, 1987, p. 111). Counsellors can help su:vivors
develop 'a language of the heart'. By seeding such words as
'gift?', 'lesson', and 'teacher', counsellors offer a ‘positivé

framework for survivors to 'shape meaning around their exp%%ience.

Another means of providing influential language to those
coping with a terminal diagnosis involves fha use of metaphors.
Counsellors can collect wvaluable information ‘about how
individuals perceive their situation by asking them for a
metaphor. Then, replacing fearful images of approching death
such as a 'headless horseman' and 'night of the 1living dead'
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charactqgﬁ, counsellors can suggest natural, process-oriented
metaphorsiélike the winding down of a clock, assunset a% the ehd‘
of a beautiful day, anditﬁe gradual withering of a flohé;. ‘
Another valuable strateqgy counsellors-can oifér during the
pre-bereavement period is modelinq.'ﬂActually planning to work
without an agenda, attempting to be in the moment, letting go bf
expectations and control, and*expressing'qenuihe feelings may be
more useful than a discussion of the same ideas.! Similarily, the
possibility of a situation beiné seen as a learniﬁq experience 1is
realized when the caunsellor d;scloses what s/he has personally
learned from the client.
The present findings suggest that post—beréavement‘recovery 1is
\a "resocialization" period (Flynn, l986).v Just as NDEers have
shown that "the -experience itself becohes a part ot the
individual and becomes part of his of her live" (Clarke in. Flyyn,
1986,' p. 19), the newly bereaved often find re-entry  int§‘ the
world difficult since "nothing about the world changed and
everything about me changed" (Sub. Fl). As NDE researchers have
obserJed, *. .. you cannot expect NDEers to take up life as usual
after an NDE; their outside circumstances may have to be. changed
to meet their internal- changes" (Greyson & Harris in Grof & Grof,
1989,p. 210).
» .
Bereavement recovery involves more than learning to 1live in
the ébsence' of the deceésed. - Survivors may find it easier to
adjust to the loss of their loved one fhan to re—entgégthe world

with the changes they have experienced. Post-bereavement work

involves helping survivors learn "how to incorporate newfound
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values, belﬁefs, attitudes, and behavior pattérns that have
suddenly replaced old familiar ones™ (Flynn, 1986, pjr 27). As

crisis researchers Stanislav and Christina Grof suggest:

The most important task is to give people in crisis
a positive context for their experience gnd sufficient
information about the process they are going through.
It is essential that they move away from the concept of
disease and recognize the healing nature of their
crisis (Grof & Grof, 1989, p. 192).

Future research suggestions in the area of bereavemefit

outcomes: Do positive outcomes extinguish over time? Do locus of

control measures change from pre- to post-bereavement? What is

the effect of cultural differences? Valued outcomes - who's

values? What is the effect of the degree of participation ,in'

care? What is the effect of the degree of openness ‘,Q£
expression: thoughts and feelings? What are the effects o
counselling, specific readings, peer support groups, and .

mulitiple losses on bereavement outcomes?

More than any other factors, good bereavement recovery seems. .

to depend on the attitudes of acéeptance and willingness, The

adoption of these attitudes involves personal choice.

You decide you are going .to plan your life and vyou
plan on taking this trip. And you're going to go to

France. And you get off the plane and you're not in
France. You are in Holland but you didn't want to go
there. That's not where you planned on going. And
that's not where I wanted to be. But then you realize
there are things about Holland that you don't know. And
its a beautiful place to be. 1Its the same as a 1loss.

Its not what I planned and its not what I wanted to
happen but there are some really beautiful things about

it. ... Before J died, if-1 would have landed in Holland
I,would have been right pissed off. Take me to France!
I want to see the Eiffel Tower! (Sub. F1)

77

:&J,



e

“ "There is nothing good about this plague, but there's alot of
good in the way people respond to it" (Jones in Ruskin,:lgee, D.
18)l This paper does not aim to romanticize AIDS or death. The

death of a loved one an@ the subsequent bereavement égpégienced

by survivors are never beautifwl, but, in some situations, the . .-

experience Ean be a’ vehiclé for pezsonalu 'growth and"
transformation. |
Bereavement 1is a E?me of yetting go.. While survivors étrive
Oto release the person Qho has died, the experieqce ot bereavement
may also include lettinyg go of previoeusly held judgements,vfears;
self—criticisms, and feelingé of separation. These acts of
letting go do-nof diminish the survivor for, as this study has
éhown, a new sense of confidence, compassion, and communion can
appear.

Perhaps, love is the most contaqious aspect of AIDS, love of

self, love of others,‘and love of .all that is. Even death may be
thought of with affection és one survivor proclaimed: "Death- has .
lost its sting" (Sub. M1l). Of courée it has! The bee is love

making for a plant!
It was iike making love to him ... those déys together
were like an intense session of lovemaking ... up until
the end. (Sub. M4) :

And in the end, a lgssonsto be learned by heért: The human
heart can, indeed, break open. Something of value can be fopgd
the processes of dying and grieving. And to underé?and that "an
open heart is a much gzeater blessing than dgathiis _é tragedy"
(Bill, Person With AIDS, in Levine, 1987, p. 127E_—‘6né_graduates
to life. |

The world didn't die that day. 1t blossomed. (Sub. M6)
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APPENDIX A B
° SUBJECT INFORMATION SHEET

Subject: (Ident. Code) Age ?f* . Sex
Person sho.died off AIDS Age o . Sex

w

1) What was your me{ationship to the deceased?

| 2) How long ago did he/she die?

3) How long had you known the deceased?

4) What was the length of time from diagnosis ‘(AIDS) until Qeétﬁ?

5) Length of time from disclosure of AIDS diagnosis (to you.
" .personally) until death . ‘ : . .

6) What was the degree of your part1c1pat10n 1n patlent's care:
o { 1 no participation in care
[ ] limited participation {(i.e. patient‘in,hospital)
[ ] member of a care team
. [ 1 primary caregiver
‘[ ] other

R

7). How did the two of you communicate the emotions you were
- experiencing-to each other? ~
[ 1] complete two-way communication

% [ ] one-way communication (explain: ;
(] limited communication (explain: ' . )

8) To what degree did the two of you discuss death and dying?
" {(circle one number) ‘

No,talg L Open talk
01 7 12) {31 - (4] (5] [6] (7] (8] (91 {10]

9) Mark the emotions that . . Mark the emotions that
you believe the PWA . you yourself experienced
experienced during the S during the course of the
course of his/her illness. illness.

- [ "1 denial ‘t | denial
[ 1 anger ' [ 1 anger
[* 1 bargaining . 4 [ 1 bargaining
[ 1 depression { ] depression
[ ] hope - » [ I hope )
"{. ] acceptance : ’ [} acceptance
{ ] other [ } other

10) Total number of people you have known to d1e of RIDS

\
11) What is ‘'your HIV status? | J_antlbody neqg. [ ] ‘antibody pos
' [ ] untested [ ] ARC { T a1ps ('] do not wish to answer

Ed
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APPENDIX B , : ‘
¢ SUMMARY OF SUBJECT INFORMATION SHEET

Subject: (Ident. Code) Age __33 ' . .‘Sex _6M/6F
Person sho died of AIDS Age 36 - Sex ' _12M

1) What was ybur relafionship to the deceased?

2) How long ago did he/she die? 13 months

3) How long had you known the deceased? _ range: 6 mon - 29 yrs

'4) What was the length of time from diagnosis (AIDS) until death?

>

5) Lengtﬂ of time from disclosure of AIDS*‘Qiagnosis (to vyou
personally) until death oL ‘ .

6) What was the degree of your part1c1pat1on in patient's care
[1] no participation in care
[1} limited participation (i.e. patient in hospital)
(2] member of a care team o
[8] primary caregiver : ,
(] other .e,g o

7) How did the two of you communicate the emot1ons you were
experiencing to each other?
[7) complete two-way communication
(1] one-way communication (explain: _-° g 3 ).
[4] limited communication :(explain: __ - )

8) To what degree did the two of you dlscuss death and dying?
(circle one number)

.No talk : N : Open talk
(1] (2] (3] (4] (5] (6] (71t . 18] (9] [10]
2 ’ 1 1 . 1 - 1 6
9) Mark the emotions that =« Y Mark the emotions that
you believe the PWA . you. yourself experienced
experienced during the during the course of the
course of his/her illness. illness. -
[ ] denial - , [ ] denial
( anger » f 1 anger
{ 1 bargaining { 1 bargaining
[ ] depression [ ] depression
[ 1 hope [ } hope
{ ) acceptance Zq [ 1] acceptance
£ ] other ’ [ ] other

)

10):Tota1 number of people you heQe known to die.of AIDS 712+

11) What is your HIV status? (9] antibody neg. [2) antibody 'pos.

[ 1 untested (1] ARC ( 1 AIDS [ 1 do not wish to answer 1,u‘4;

=

80



Appendix C
‘ CONSENT AND RELEASE FORM
SIMON FRASER UNIVERSITY o .
'FACULITY OF EDUCATION S e
BURNABY B. C. VSA 1S6 B
(604) 291-3395

I, the undersigned, agree to take part in a study sanctioned
by the Univeristy Research Ethics Review Committee of Simon
Fraser University. My participation has been explalned to me as:

a) the completion of a gquestionaire and

b) one audiotaped interview of approximately an hour

and a half in length.

I understand that:

1) the recollection of my experience of losing a loved one A'

to AIDS may cause me emotional distress and that I have
the right to discontinue my co-operation at any time.
By doing so all material recorded to that date w111 be
destroyed.

2) all questions regarding the study will be answered by
the researcher following my participation. The
researcher will make a follow-up call to discuss any
effect this study has had on me. And the researcher
will remain accessible to me after I have made my
contribution.

3) my personal anonymity and the anonymity of any person(s)
I may refer to shall be protected by the changing of
names and circumstances in the text of the completed
document(s). ’

4) the audiotape of my interview will be destroyed at the
end of the project.

5) I will have access to the completed document(s)

6) I may register any e€omplaint I might have about this
study with the chief researcher named below or with Dr.
Adam Horvath, Chairman of the Counselling Psychology
Department, Simon Fraser University.

 $, also, give my consent for written portions of my interview
to be published in whatever form(s) the researcher sees- fit.

IRAEE ; . : Slgnature of sub3ect/part1c1path

. L .‘Thankyouﬂfor your participation!
“"‘ia . .0 Lo Joy Moon B.A. (Honors Psychology)
I B Researcher/ M.A. Candidate

Simon Fraser University

= g1
= .



APPENDIX D 7 S -
INTERVIEW GUIDELINES SN

PRIMARY OPEN QUESTION

1) How has the death of affected yan life?

- ADDITIONAL AREAS OF INTEREST ~

2) How has the death affected your philosophx,gﬁilife or your
understanding of the meaning or purpose of 1i§e?e

3) How do you spend your time differently since the death?

AN

4) How has the death affected your relationships with others?

5) How has the death affected your values? T

6) How has the death affeeted“wnat you do for a living?

~7) How has the death affected iéﬁigattitude about dying?

8) How has the death affected yout be11ef in an afterlife?
What experience formed these bellefs? '

9) What makes this experience different from\theudeaths of
‘ other people in your life? - -

iﬁ)‘To what do you attribute the positlve consequences this
death has had for, you’ o :.

82 . R



REFERENCES

‘Archibald,  P. .(1990) B.C. Haemophilia Society, ' private
conversation. . e SO :

" Averill, J.. R. (1968). Grief: Its nafurei'aﬁd°5éiqﬁiﬁiéénce.
Psychological Bulletin, 70, 721-748. R C

Bell, J. P:-(1988). AIDS and the hidden epidemic of -grief: A
- personal experience. The American Journal of Hospice Care,
’ May/Jume, 25-31. :

Bloom-Feshbach; J., Boom-Feschbach, S., & Associates. (1987). The
psychology, - ‘of separation and " 1loss: Perspectives on
development,  life transitions & clinical practice. _San
Francisco: ‘-Jossey-Bass Publishers. PR o

Callwood,- J;;f(1988). Jim: A life with Aibéf-fToronto: Lésfef &
‘Orphen Dennys. L S

Cameron, J., g}Parks, C. M. (1983). Terminal care: Evaluation of
effects on surviving family of care before and after
bereavement. Postgraduate Medical Journal, 59, 73-78.

Colgrove, M.;"(1976). How  to survive the loss of a?%iéve: A
different kind of guide to overcoming all your emotional
hurts. Toronto: Bantam Books.

Dass, R., &"Géiman, P. (1985). How can 1 help? _StOriéé and

reflections on service. New York: Alfred A. Knopf.. =

Dickens, C. (1949). Tale of two cities. London: Oxford University
Press. : N

s

Dietz, S}tb;f& Hicks, M. J. (1989). Take these broken wings and
-learn to f£fly - The support book for patients, family, and

- friends. Tucson, Arizona: Harginger House. -

Duda, _D. (1984). Coming home. A g&ide to home care for the
terﬁinally 111. New York: John Muir Publications.

Flynn, C. P. (1986). After the beyond: Human transformation and
the. near-death experience. Englewood Cliffs, New " Jersey:
Prentice-Hall. . ) e

Gaffney D.A. (1988). The seasons of griefirHelpinq your -<children
grow through loss. Scarborough, Ontaric: New American Library.

L

Gamble, J. W. & Brown, E. C. (1980-81). Self-actualization and
' personal mortality. Omega,” 11(4), 341-353. - .

Glaser,. B.G. &" Strauss;_.‘”fL;.*#1965).ﬁ§hwéteness "of dying.
Chicago: Aldine Publishers. . .
.- . \&‘f%w'“??wm

83



-

Glaser, B. G., & Strauss, A. L. (1967) The discovery of grounded

theory: Strategies for qualitative research Qh;cago Ald1ne“_,g}

Publishing Company.

Glaser, B. G. (1978). Theoretical sensitiﬁity:ﬁwﬁdvanCes in - the
methodology of grounder theory Mill . Valley,- Californla The
Sociology Press. STl -?e' o

Glick, 1. 0., Weiss, R. S., & Parkes, C, M. (1974). The first
year of bereavement. New Xdrk John Wlley & Sons.

Goldstone, I. (1985). AIDS - What is it? RNABC News, Nov-Dec, 13-
. 14, ’ : '

T s

Grollman, E. A. (1977. Living when-a loved one had died. Boston:
Beacon Press. : : _ ‘

Grollman,A E. A. (1980). When your loved one is dying: A
compassionate and comprehensive guide for the living Boston:
Beacon Press. . :

Grollman, E.  A. (Ed.)(1981). What helped me when my loved ong
died. Boston: Beacon Press. ‘ . S

Grollman, E. A. (1987). Time remembered. A journal for survivors,
Boston: Beacon Press. : ) ’ o , :

Jensen, A. H. (1980). Healing grief. Redmond, washington: Medic
Publishing. )

Juneau, B. F. (1988). Sad but o.k. my daddy died today: A child's
view of death. Grass Valley, Califgqrnia: Blue Dolphin’

Publishing.

Kalish, R. A. (1985). Death, grief, and caring relationships.
Monterey, California: Brooks/Cole Publishing.

Knapp, R. J. (1986). Beyond endurance:4,When5a“child dies. New
York: Schocken Books. - , :

Kubler-Ross, E. (1969). On death and dying: What the dying  have
to teach doctors, nyrses, clergy and their own families New
York: MacMillan Publishing.

Kubler-Ross, E. (1974). Questions and answers on death and c'lying_.eJ
New York: Macmillan. ;

Kubler-Ross, E. (1975). Death the final stage ' of growth.
Englewood Cliffs, New Jersey: Prentice-Hall. : R

Kubler-Ross, E. (1987). AIDS: the ultimate challenge. New York:
Macmillan Publishing. . . s

Kushner, H. S. (1981). When bad things happen to good people New
.York: Schocken Books.

84



a_-Leviné,ﬁ S. '(1982). Who dies? An investigation of conscious

= -living and conscious dying. Garden City, New York: Anchor-

Boqks.

" Levine, 's. (1984). Meetings at the edge:  Dialogues with the

grieving and thé dying, the healing and the healed. Garden '

City: Anchor Press.

N VLevine, S.“(1987) Healing into life and death. New York: Anchor
o Press., _ o

Lindelmann, E. (1944). Symptomatology and‘manageﬁentv of acute

grief. American Journal of‘Psychiatry. 101, 141-148)

McCarroll, T. (1988). Morning glory babieSiAChildren with AIDS

and the celebration of life. New York: St. Martin's Press.

McCarthy, 7(1988). A death in the'family' Abself-help guide tot )

coping with grief. North Vancouver, B.C.: Self-Counsel Press.

Martelli, J. L., Peltz, F. D., & Messina, W. (1987). When someone
you know has AIDS - A practical guide. New York: Crown. ’
Maslow, A. H. (1971). The further reaches of’ human )naturen New

York: Penguin Books. .

Miles, M. B., & Huberman, A. M. (1984). Qualitative data

analysis: A sourcebook of new methods. Beverly Hills: Sage
;?blicationsf,

Moody, R. A. (1975). Life after 1life. <Covington, Georgia:
Mockingbird Books. T S

Moody, R. A. (1977). Reflections on life after life. Covington,
Georgia: Mockingbird Books. , , L

Moody, J. Jr. (1988). The light beyona: Neﬁ' explorations. HNew
York: Bantam. 7 e o ' N

- Moffat, M. J. (1982). In the midst of winter: Selections from the

literature of mourning. New York: Random House.

Moffatt, B. C., (1986). When someone you love has AIDS: A book Of

" hope for family and friends. Santa Monica, California: IBS
Press. .

Moffatt, B. C. (1988). Gifts for ‘the 11v1ng.‘ Conversatignsiwith
caregivers on death .and dying Santa Monlca ACalggorn;aa e\‘LBS
Press. ) ) L i

Murphy, M. (13985). Grief prdcéss and becomiﬁg oné‘51;own “self.
Journal of Ongoing Formation, VI, 379-385, o

85

&



Nichols, S. E. (1983). Psychiatric aspects of AIDS. Perspective,
24, 1083-1089. | L |

Noyes, R. (1982- -83). The human experience of death or, what can
° we learn from near- death exper1ences’ °0mega, 13(3), 251-259.

Nungesser, L. &G. (1986) Epidemic of courage. Facing AIDS in
America.. New York: St. Martin” s Press ’

Parkes, C. M. (1972). Bereavement:'studiés of grief in adult
life. New York: International Universities Press.

Paikes, C. M., & wéias; K. 8. (1983)ﬂaReCOvery from bereavement.
New York: Basic Books. -

Peabody, B. . (1986). The screaming room. A, mother's journal of her
son's . sruggle with AIDS - A true story of 1love, dedication,
-and courage. New York: Avon ‘Books. i ‘

Raphael B.. 41983).-The anatomy of bereavement. New York: Basic
" Books: = - - ' ” e

_ Rieder, I. & Ruppelt, P: (1988). AIDS: The women. San Francisco:
Cleis Press. - : . .

!

Ring,vko (1982). Life at death: A scientific investigation of:-the
near-death experienc New York: Quill.

Ring.- K. (1984). Head1ng toward omega: In search of the meaniﬁg
of the near-death experience. New York: Quill.

Roth, D. (Ed;5(1987), The promise of green in the season of
grief. Piermont, .New York: Riverrun Press.

Ruskin, C. (1988). The quilt stories from the NAMES Project. New
York: Pocket Books.

Sanders, 'D. M. (1982-83). Effects of sudden vs. Qhroﬁic illness
death on bereavement outcome. Omega, 13(3), 227-241.

Schiff, H. S. (1986). Living through mourning: Finding comfort
and hope when a loved one has died. Harrisonburg, Virginia:
Viking Press.’ '

Schneiderman, G. -(1985). Coping’ with death 1in the family.
Toronto: NC Press. .

£ "3.17\: [

Schoen, K. & Schendelman, E. (19687. AIDS .and bereavement:

Diagnosis/treatment/preyention. Focus, June, 2-3.
Siegle, B. S. (1986). Loﬁé, medicine & miricales -~ Lessons

learned about self-healing from a surgeon's experience with
exceptional patients. :New York: Harper & Row. )

86



o

Siegle, B. S. (1989). Peace, love'.gnd healing - Mindbody

communication and the path to self-healing: An Exploration.
.New York: Harper & Row. iy .

Speck, P. (1985). Counsellipg—on death and dying. British Journal
of Guidance and Coung: ing, ;3, 89-97.
Staudacher, C. (1987). Beyond Grief: A guide r recovery from

the death of a loved one. New Harbinger Publication: 0Oaklandg
California. P

N

Stearns, - A. K. (1988). Coming'back: Rebuilding 1lives after
crisis and loss. New York: Random House.

Stern, E. M. (Ed.). (1985). Psychotherapy and the grieving
patient. New York: Harrington Park Press.

Strauss, A. L. (1987). Qualitative - analysis for social
scientists. New York: Cambridge University Press.

Stroebe,. W., & Stroebe, M. S. (1987). Bereavement and health: The
psychological and physical consequences of partner loss. New -
York: Cambridge University Press.

Tatelbaum, J. (1980). The courage to grieve: Creative 1living,
recovery, and .growth through grief. New York: Perennial
Library. - : ‘

Walker, L. A. (1987). What comforts AIDS familiesj The New York
Times Magazine, June 21, 16-22, 63-78.

Weiner, H. (1982). Psychobiological factors in bodily disease.
In Millon, T., Green, C., & Meagher, R. (Eds.). Handbook of
clinical health gsychology. New York: Plenum PRess. ‘

White, (1988). A practical guide to death and dying. Wheaton,
Il1linois: The Theosophical Publishing House,

Wilbexr, K. (1988). On. being a support person. Journal of
‘Transpersonal Psychology. Vel. 20, p. 141-159. ’

Worden, J. W. (1982). Grief counseling and grief therapy: 2a
handbook for the mental health practitioner. New York:
Springer Publishing. : .

Zinker, J. C. & Hallenbeck, C. E. (1965). Notes on loss, crisis,
and growth. -The Journal of General Psychology, 73, 347-354.
Zinder, J. C. & PFink, S. L. (1966). The possibility for
psychological growth in a dying person. The Journal of General

Psychology, 74, 185-199,





