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ABSTRACT 

T M  - study investigated the effect upon survivors of the 

experi;nce of bereavemekdue to an AIDS-related death. Using a 

self -report taped interview formet twelve subjects (six males and 

six females) were Jsked to describe how their lives had changed 

following the death of a loved one. In addition, subjects were 

required to complete a questionnaire in order toaprovide personal 

data, information regarding the deceased, and insiqht into some 

aspectsjof the relationship between the subject and the deceased. 

An examination of the personal narratives revealed that the 

bereaved 'typically experienced changes in the areas of 

relationships, employment, values, and attitudes toward living ' -  

'. and dying. Themes of improved or concluded relationship& - . 

C 

increased personal self-regard, movement toward jobs which 
" 

provide a greater sense of satisfaction, a shift from material to 

spiritual values, a greater appreciation of life, and a radical 

loss of fear of dying were common. At the same time,. subjects , 

regularly indicated ayqeneral re-assessment of life priorities 
1 

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 concluding, paradoxically, that many valuable 

discoveries coula be attributed to their unprecedented loss. 
\ 

The implications of these findings are discussed for grief and 

bereavement counsellors in light of both facilitative pre-death 

counse-lling and follow-up bereavement work. 2x 



Finally, the present study suggests future aresearch be 

designed,to investigate the relationship between the be+reaved and , 

the person with AIDS prior to death, as well *as the circumstances r 
I 

of the death. The relationship profiles emexging from this 

e~loratofy work indicate that variables such as the amount of 

openness in the discussion of death and dying, the deqree of 

participation in care, the ability to express feelings, the 

length of the livinq/dyinq period, and the opportunity to be 

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

bereavement outcomes. 
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, Background % - 
< 3 

, % ?  . , * . ,  . . I 

, - I iii 

I r=cently had the pr&vileg'e qf caring for a- :dear. 
friend through the pfoq&is of his dying. ~cc&zdimg to : S t  I t  

the literature on grief and bereavement much Of .what XI.. , .  - 
experienced, 'at that time, was normal: despair, fd-tigue; 

d 

weeping, , and: sleep distu&ba&ce. Yet, in additi;on ta .. 
these emotLional'.and physfeal problems my exper k n e e .  a'lso , 

. included some-undocumented aspects. Many ~f my valqes A 

) .' 
changed. Prevtous relationships either deepened or - - 
eqded. I became very protective of my time and how* I i 

spent it. I began &to see death as a genuine friknd and . 
I felt more allve than I could ever remember. * Quite , 

, 

> unexpectedly, I reaLized that in &owing and losing this 
%speciaJ person my own life was being traqsformed; ghat #. , ' .  his dying was enriching my living. 8 .  ' 

t 

r - '  I I 

Wag my eAperience unusuql? Had angane ' eisp found , 

such gifts in their grief? Could the human heayt, in 
% fact, break - open? - 

Two months after Roy's death I organized a support 
group for other people who had 1 ~ s C  a laved one to A I D S .  

i 

p ,  

Testimony of personal gain through bereavement recurked> 
from meeting to meeting. - 

. B 

That anything of value could be associated with AIPS is almost 
1 

beyond, comprehension. Not withholding hope for futare medical 

advances, the AIDS virus has, to date, resulted 3n an epidemic of 

death. As of February 1990, 2122 of the 3509 Canadian men, 

women, and children diagnosed with AIDS are dead (Federal Centre 
, - 

for AIDS, 1990). Tragically, these many deaths represent only 

the first wave of the medical and psychological crisis that is .: 
* 

AIDS. For each life lost there is a second eme'rqency; a f ldal 

wave of survivors: partners/spouses, parents, siblings, children, 

aunts,' uncles, \nieces, nephews, grandparents, friends, c'oL 

workers, neighbours, health care professionals, anh rngre. The 4- - .' 
a. 

gnuher of people affected - b y  each death is substantial.' 

 heref fore, in its second wave, the AIDS crisis produces an 

epidemic ',of bereavement and grief. 



Grief has always been a part of chuman experience. Each 

c u l t u ~ e  has devdloped and passed -along grief ' .  lore to help its 

people cope with loss. Within the social network of family, 

fr.iends, and church bereaved individuals have traditi0nal.1~ been 

'$ -4 

supported- by way of specific expectations, rituals, and .-- 

theosophy. In most cultures, grief recovery has been seen as a 

, - 
natural process; one that time heals. 

This conventional community approach to bereavement has .. 
m .  

generally been sufficient as long as certain conditions are met. 

Social support must be available and bereaved individuals must 

avail themselves of it. As well, the grief response must be ' - -  

Unfortunately, a number of issues associated with AIDS-related - 2 , 

eereavement interfere with t&se basic conditions for unassisted 
% 

recovery. These AIDS-specific issues tend to confound and/or 
," 

compound the recovery process. The result for survivors can be 

the d l  experience of insufficient support a ~ d ,  a complicated 
- > 

grieving period. 

The AIDS-sbeci f ic issues which inter •’ere with ber$&ement 

recovery fall into four categories. Societal attitudes towards 

AIDS and the actual nature of the syndrome are both issues that 

t.end to confound the recovery process. Compounding issues a r e -  
\ # 

the problems of multiple losses and the possibility of HLV- , . 
- 

related health concerns for survivors. 

To begin, society's attitudes toward two 05 the affected 

populations, homosexu@s and- I V  drug users, 'typically fall 

between suspicion and contempt. 'When- the fear 'of contagion is 



added to this existing prejudice,tfie sfiqma of AIDS can exclude 
=3 

% - 
2" 

peop;e from regular' avenbes a& supL8r.t: A Fami 1 ies of or iqin may 
i 8 3 

be emotionally, physically, a@</orz f iaancialk; unavailahie to 
< -  3 - * ,-i 

those living with the disease and t h e i t  .c&reg"iv&s. 
A +' 

While 

certainly not universal, the withholding of customary .family 

support is one hallmark of AIDS. 

Societal attitudes also affect.access to support when people 
1 
choose not to disclose their experience of AIDS at work; school, 

i 
or church. Due to the stigma of AIDS, employers, co-workers, 

instructors, and/or clergy may be told nothinq of an individual's 

situation at home. The caring responses, special consideration, 

a~d/or compassionate leave normally extended at the time of 

serious illness and death are, therefore, often unavailable to 

th,ose caring for a person with AIDS.. At the saqe- time, the 

intolerant doctrine of some religions may &so exclude people 

with AIDS,and their caregivers from spiritual support. 
1. 

The second AIDS-related issue that can influence recovery from 
V 

bereavement, is the actual nature of the illness. According t o -  

Weiner's four po'int guide for determining the impact of a medical - 

disorder on an individual, AIDS rates,as high-negative on , all 

cbunts. The syndrome typical-ly appears abruptly; it. is only 
" I  

rrtoderately .tr,eatable but. -not curable; it' carries a special 
8 

stigha; and it requires hospitalization, special procedures and 

possible surgery (Weiner, 1982, p. 4 6 ) .  

While the disorder involves many difficult medical proble~s no 

one ever actually dies of A;DS. AIDS is a syndrome rathcr than a 

disease; a compzomised -immune system presenting as an 
- .  

idiosyncratic combination of secondary infections (See definition 
', 



of AIDS, p. 8). Patients suffer any combination of the 

following: blindness, cancer, dementia, neuropathy, pneumonia, 

and more. When the syndrome is fatal, death can be preceded by a 

rapid unexpected decline, a steady decline, a prolonged see/saw ' &  

existence or long-term uncertain survival. Just as the syndrome 
- 

presents a diverse set of medical problems, the range of 

associated bereavement issues widely. 

Choice of residence is another issue that 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 diff icuf t to manage. P$tients, therefore, tend ' 

to seek medical attention in urban centres where AIDS-specific 

expertise, 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 ,aspect of the syndrome, as it presents itself today, 

is the age-of those affected. The average -age at the time of 

death is 33 years. Death that is seen as .premature is one more 

bereavement issue for those left behind. The partners and 

friends who remain to grieve are, themselves, very often younq; 

ahother unusual bereavement situation for modera times. 

The third issue, multiplicity of loss, is another .-t 

/ 

characteristic of AIDS-related bereavement whichQis unprecedented > 
in recent times. Not only are many people being touched by an 

0 
AIDS-related death, but numerous deaths are impacting upon a few 

people. As modern urban citizens, our participation in funerals 



typfcally averages one day per decade and we can generally 

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 family 

unit may be both haemophiliac and, therefore, possibly HIV 

in•’ ected. 

The problem of multiple .loss is most pronounced in the gay 

community where it is not unusual for individuals to attend two 

AIDS-related funerals in one day (dallwood, 1988). For some this 

problem of multiple loss is a relentless one. k recent support 

group survey totalled 176 AIDS-related deaths for only seven 

members. Again AIDS presents a very difficult and unusual 

bereavement situation. 

The last issue, the possibility of health concerns for the 

survivors, distinguishes -AIDS-related bereavement from almost any 

other type of loss. Quite unique to' AIDS, those who are left 

behind may be strugqlinq with their own health worries. Unlike 

cancer, heart disease, or other medical problems that ultimately 

lead to death, a number of those who mourn an AIDS-related death 

I are, at the same time, dealing with their own HIV infection. In .. 
conjunction with the qrief they feel for the one who has died, 

survivors may be grieving about their own situation. In the case 

,of an HIV positive bereaved partner, there can be feelings of 

grief for the loss of the loved one, grief for oneself, and the 

stress of knowing that i f  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 s u c b  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 established that bereavement adversely ' affects the d 
i-rmune system (Parks, 1964). % If bereavement can suppress immune 

functioning in the gener$l population, coping with bereavement is 

a matter of life or death for those whose immune system is 

already compromised. 

-3 T h e ~ e  are many issues that make AIDS-related bereavement 

unique. Unfortunately, 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 deaths 

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 will % 

encounter people touched by AIDS in the near future. 

Statement of the Problem 

Counsellors have generally adopted a d b a m i c  model for giief 

work; either concentrating on the client's m0vemen.t through a 

series of emotions or their completion of various tagks. While 

the ordeal of unpleasant emotions and the chore of rebuilding 

one's life hre both hallmarks of the grief exoerience, recent 

invest iqat ions have indicated that there may b e a  less onerous 

component. Beneficial outcomes for survivors have been 

discovered in a variety of bereavement situations. Bereavement 



due to AIDS ,appears to be one situation where positive, life- 

- enhancing outcomes can occur. A profile for this phenomenon, 

though, does not yet exist. In light of the influx of people 

seeking help to cope with AIDS-related deaths, there is an urgent 

need to understand all aspects of this type of bereavement. By 

examining the, experience of those who have found something 

positive in their loss, counsellors may be better equipped to 

help those who are less fortunate. To that end, the present 

study asks the question "How is your life different now?" of 

people who have lost someone they loved to AIDS. 

i 

Definitions 

A )  Bereavement 

To bereave means to "rob (or 1 deprive" (Fowler & Fowler, 

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

through death. "I? r~y father, to whom I am ver-y close, 
.l 

' ": .dies, I am bereaved. I f  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 hist0r.y. 

B )  Grief 
5 b 

Grief refers to the response to any loss or separation. A 

grief response can be all-encompassinq, involvinq physical, 
/ 

emotional, and behavioural components. Historically, "qrievinq 
\ 

itself means pain and sufferingff (Kalish, 1985, p. 182). , ' I  R 

One can be bereaved and not grieve but qrief is 'always 



preceded by some form of bereavement or loss. 

C )  AIDS, PWA, and AIDS-related Bereavemnt 

AIDS (Acquired Immune Deficiency Syndrome) is caused . by a ' 

human T-cell lymphotropic 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 ?and is, 

- *. 
therefore, increasingly vulnerable to disease. Repeated severe 

and debilitating opportunistic infections and/or an aggressive 
b 

form of soft tissue cancer result (Goldstone, 1985, p. 1 3 , ) .  

There is no one profile for the syndrome. T h e  patterns of 

infection and disease associated with AIDS are individual. Each 

PWA (p$rson with AIDS) experiences a complex of health problems 

and each death is the result of individual circumstances. It is 

not the AIDS virus, per se, which kills but oGe or more secondary 

infections and/or cancer. 

All deaths attributed to AIDS are contingent upon a 

b 
compromised immune system rather than being directly caused by 

the AIDS virus. The phrase 'AIDS-related death' is, therefore, 

appropriate. For the purposes of this study, the experience of 

' losing someone to an AIDS-related' death is referred to as an 
r 

AIDS-related bereavemegt . 
3 

Dl Extraordinary Outcomes 

extraord'inary 1. adj. (-ily). Out of 
usual course,, additiqnal, qpecially employed; 
exceptional, surprisinq; unusually great. 

(Fowler & Fowler, 1964) 

The outcomes investigated in this study are outside the usual 



course of bereavement recovery discussed in the grief and 

bereavement literature. The loss of a loved one has historically 

been seen as an entirely unfortunate e v e ~ t  in one's life; one of 

the most difficult of human experiences. The unwelcome aspects 
P 

of bereavement are well documented. The ppssible existence of 

bereavement outcomes that are hiqhly valued come as more of a 

surprise. 

Organization of thesis 

This first introductory seetion has presented the background 
b 

of the present study. Chapter two reviews the death, dying, 

grief and bereavement literature, detailing the development of 

theo'ry in 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 d.ata.. Chapter four presents the findings of the study and an 

analysis of the data; it examines the emergence and prevalence of 

major sub-categories and recurring themes found in the data; 

interview excerpts illustrate the analysi; and f indinqs. Chapter 

five presents the conclusions and re~omm~endations; it begins with 

a conceptualization of the dynamics involved, and proceeds with 
-.5 
"Z, 

an exploration of the parallels found between the present 
- 

findings and those of a somewhat related phenomenon. The. chapter 

ends with several suggestions of ways to incorporate the findings 

into counselling interventions that could improve bereavement 

outcomes. 



CHAPTER I 1  
LITERATURE REVIEW 

The present review of the death, dyinq, grief, and .bereavement 

literature begins by questioning the existing attitudes toward 

the topic of human mortality. Next, an early 'worst case' 
8 

bereavement study is presented as it has selectively influenced 

our understanding of bereavement and grief. This study is 

followed by an outline of the historica-l development of 

explanatory models: first, st>ge models, then, various task 

models, and finally the most recent model; a personal growth 

model. The review also includes a discussion of the factors 

known to influence the grief process and some examples of 

bereavement outcomes. An overview of.counselling interventions 

suggested in the literature concludes the section. 

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 'badf, 'negative1, 
and 'deterioratiing4 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 
w e  are O . K .  if we are healthy (Levine, 1982, p. 2 ) .  

Principal fallacies persist in contemporary 
attitudes toward grieving . . .  that grief is a negative 
and diminshing factor in our lives, which must 
occasionally be endured and then forgotten as soon as 
possjble (Murphy, 1985, p. 3 7 9 ) .  

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



depressive reaction to the experience of lossn (Jansnow, 1985, p .  
* 

31) or "an indirect pathogenv (Sanders, 1982-83, p. 240). In an 

early attempt to. understand the human reaction to loss, one 

particular piece of research espoused these negative attitudes. 
2 

In 1944 E r i ~ h  Lindemann conducted an in depth study of the 

emotional, phlsical, and behavioral effects of bereavement. 

Lindemann interviewed over 100 people who had lost a family 

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

et al, 1974; ~a'lish, 1985). The experience of loss reported in 

-this unexpected,- youth-oriented, worst-case bereav~ment 

s i tuat.ion, was described by Lindema'nn as overwhelming "somatic 

distress . . . (and) mental pain" '(1944 in Kal.ish, 1985, p. 185). 

The pro~lems associated with such a difficult &bereavement 
"% , 

cixcumstance are discussed later in the section under Factors 

Known Influence the Grief Process. Here it is sufficient to 

note that the distress and pain reported by Lindemann in all 

likelihood significantly influenced our initial understanding of 

grief as an entirely negative experience. 
-. '- 

During the two post-war, gr-owth-criented, 'baby-boom decades 

that followed Lindemann's study there was little interest in any 

aspect of human mortality. But in 1969, Elisabeth Kubler-Rosst 

daring endeavour to understand death and dyinq.literally explod* 
f-- 

the topics into publicawareness. 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 



included due to their interconnectedness. 

Stage Models 

In 1965, defying opposition from the medical community, 

Elisabeth K'ubler-Ross started to observe critically ill patients. 
. . 

In order to understand the psychological component of a terminal 
. , - 

diagnosis, Kubler-Ross saw Ifthe dying 'as teacherstt 11969, p . 2 8 ) .  

In her landmark publication O n  Death a- Dyinq: What The Dyinq 

Have To Teach Doctors, Nurses, Clerqy Their Own Families 

(1969) Kubler-Ross outlined a psychological process involving 

five sequential stages. This stage model has become the 

foundation for all subsequent work in the areas of - death and 
* 

dying, as well as qrief and bereavemeqt. 

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, 

bargaining, depression, and acceptance (Kubler-Ross, 1.969). 
b h  

These five stages are more specific than the little-known, 

pre-existing three stage model (shock, despair, and recobery) 

(Averill, 1968)' or the four stage model (numbness, pining, 
A 

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 that the stages "will 

last for different periods of time and will replace each other & 

exist at times side by side" (Kubler-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, 



depression, and acceptance, .the staqes can occur many times. over, 

the course of their illness. Patients of en experience separate 

loss reactions to each phase of their de line. It is, therefore, d- 
common for the terminally ill to repeat the stages in a cyclical 

fashion; coming to accept one aspect- of their deteriorating - 

health only to repeat the process as new problems arise. 
i 

Another misunderstanding of the ~ u 6 1 e r - ~ o s s  model concerns the ' 

universality of the stages. The five stages have been 

understood, by some, as- "a rigid sequence throug'h which people 

had to pass i f  their reaction was to be deemed normal" (Speck, 

1985, p.90). In fa,ct, the stages do not represent the experiendk 

of all terminal patients. For some patients a terminal diagnosis 

is 'preferrable to continued uncertainty kegardinq the nature of 
'9 

their illness. For these people the experience of acceptance 

appears to be their first reaction. Still others, notably some 

elderly persons,-those with certain religious convictions, or the 

newly bereaved, view death as a welcomed prospect. Again, 

acceptance is not preceded by denial, anqer, barqaining, or 
- 

depression. 4 

The Kubler-Ross model is also restricted in the sense of 

presenting a limited and biased range o f "  emotions. Denial, 

anger,, barqaininq, and depress ion all represent emotions 

traditionally viewed as negative, unpleasant, and unwelcome. The 

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

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

1985. p. 1341, all of which can be part of the experience of - . . 
\ 

dying. - 



Although the Kubler-Ross five stage model is flawed and has 

been misunderstood, it is the most widely recognized and 

respected' framework for the psychology of 'dying. While the model 

was developed from ations with termina3 patients "many 
\ 2 

people have applied the fiive stages of dying to the proce$s of - 
grieving as wellt1 (Kalish, 1985, p. 183). Today, the ~ubler-ROSS 

stages are generally accepted as a model for psychological 
1 

adjustment to bereavement as well as dying. I 

Whether the five stage model is applied to dyinq or ' grief, \ 

limitations exist. The Kubler-Ross inventory of emotions 

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 experiencetf ( ~ u & h ~ ,  1985, 

p. 381). The 'funny bone1 phenomenon provides _i 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 senkations (heat, cold, pain, and pressure). 
* 

Similarily, the psychological blow of a bereavement can activate 

a range of human emotions?' 

Task Models 

The word 'task' implies a degree of volition on the part of 

the bereaved. The ,identification of tasks associated with 

grieving suggests that the survivor take actiop; participating in 

the recovery process as opposed to surrendering to it. Task 

models generally call for the wreconstructiontt (Kamrn, 1985, p. 

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

following the death of a loved one. Worden (1982) and Parks & 

1 4  
." 
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Weiss (1983) provide examples of task models for . bereavement 
. d 

recovery. 
4 * 

, * 
Four Task Necessary to Move Beyond ~r ief -A 

1) Accept the reality of the loss L I  

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) * 

The Tasks of Grievinq 

1) ~ntellectual recognition and explanation of loss 
2) Emotional acceptance (when the sur'vivoq 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) (Parks & Weiss, 
1983, p. 156-1601 

,These models evolved from research into spousal bereavement. .,, 
'< 

When Parks and Weiss (1983) indicate that the final task is / 

establishing a new identity, they refer to the transition from . 
I - . .  

wife to yidow or from husband, to widower. Task completion 

results in the freedom "to take stock and - t a  make a new start" 

(Parks, 1972, p. 94). 

Task models and stage models are not mutually exclusive. They 
9 

- 

should, perhaps, be seen .on a continuum for the process of 

bereavement recovery. The two task models outlined above each 

begin where the Kubler-Ross stages leave off; acceptance of the 
I 

loss. In defining tasks subsequent to accepting a death, these 

models suggest that recovery involves acts of re-investment and 

re-def inition. Task completion requires the bereaved to move 

beyond acceptance to rejoin the continuity of life; underskandinq 



that "with renewed courage, one picit's up the pieces of one's 
I 
existence, and life moves onu (Kamrn, 1985, p. 64). 

Growth Mo,dels 

As -with stage models, 

e 
observations of the dying. 

growth models 

Although Zinker 

have emerged from 

and Fink stated, in , h 

. 1966, that, "individuals on the brink of 'death or individu~ls who 
knew they were to die in the near future experience the greatest 

insights, the greatest joys, :.. and sometimes groww (Zinker & 

Fink, 1966, p. 1861, the word 'growtht did not appear regularly 

in the death, dying, grief and bereavement literature until the 

mid 1970s. -- 
Again, leading the fie@? in understanding death and dying, 

Elisabeth Kubler-Ross introduced the idea of Death T_' Final 

Staqe O f  Growth (1975F. she huqgested that dying can be a time 

of accelerated persanal growth and insiqht; that positive 

outcomes may be associated with bereavement-when the* death is 

anticipated ratter than unexpected. In Kubler-Rosst words "when 

you are dying, if you are fortunate enough to have some prior 

warning . . .  you get your final chance to grow, to become more 
B % 

truly who you really are, to become more-fulry humanM (Kubler- 

Ross, 1975, p. x ) .  

Steven 

and grief 

model for 

of qrowth 

"heal inqtt ; 

wellness, 

Levine, another prolific author in the field of dying 

(1979, 1982, 1984, & 19871, also maintains a qrowth 

these experiences. When he writes of the possibility 

at the end of one's life he refers to ttwel'lnessv and 

that terminally ill patien6s can "experience a qreater 

(and) . . .  (that) they (can be) healed, more whole at 

16 



the moment of their dying than at any time in their life". 

Levine sees.a potential for people to become "well . . .  durinq the 
weeks and months .~f'their dyingw (Levine, 1987 p. 5). 

Th-is prospect o f  growth exists not only for those 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-seem better able to live 

and grow because of their experience" (Kubler-Ross, 1975, p. 

117). The grbwth model redgnizes that ltqrief is both destiny 

and possibility for a$l who care. Inherent in the sadness of 

loss is the potential for emotional gain and a renewed contract 

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

While stage models for bereavement recovery imply passive 

transition from staqe to staqe and task models outline routes for 

active participat ken in the process, the qrowth model suqqests 
e3 1 

the possibility of; emotional, behavioral 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, growth, fulfillment and what, for a better 
word, I can only call liberation . . .  in the sense ot 
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 ppportunity to transcend one's pre-bereavement self 

explains why "one of the most demanding, and often one of the 

most rewarding, rela-tionships that you can enter is that of 
I) 

caring for someone you love who is'dying" (Kalish, 1985, p. 3 0 2 ) .  

Bereavement can act as a catalyst. Survivors move beyond the 

last staqe or task of grieving toward new experience; beyond 

recovery to discovery. 
P 



B 
Factors Affecting Bereavement Outcome A ., 

A complex of factors affect the outcome of a bereavement 

situatioh. Circumstances existinq both before and after the 

death can impact on the intensity and duration of the grief 

experienced by survivors. Other circumstances pertaininq to the 

death itself determine aspects of the griefs response. The . 
majority of pre-existing bereavement circumstances are fixed and 

cannot be influenced. Others, though, are subject to volition. 

The favourable inclinations of both the dyinq person and those in 

attendance contribute to improved bereavement outcomes. 

The following list, condensed from the literature on dyinq and 

grieving, outlines those circumstances shownq, to affect 

bereavement outcome. They are: who the person was (Worden, 

19821, the pre-existing relationship (Kalish, 19851, type of 

death (Kalish, 19851, the response of the family and social 

network (~alish, l985), concurrent stresses or crises (Kal lsh, 

19851, previous losses (Kalish, 19851, and sociodemoqraphic 

factors (Raphael, 1983). 

A brief description of the kind of influence each factor is 

reported to have. over bereavement outcomes follows : 

1) Who The Person Was 
i 

The pebonality of the decease:, what s/he sfood for, and what 
1 

s / h e  represented (i.e. security, identity, leadership), all 

influence the survivor's recovery process. 'Factors involving the 

character of the deceased and the natuke of the pre-death 
8 

relationship all impact bereavement outcomes. 

A profound sense of loss is not necessarily continqent 6n the 



survivor, ever having met the deceased. For example, due to his 

personality and what he stood for, thousands of 'strangers' 

suffered the death of Martin Luther Kinq. 
.k.. 

In sityations where a relationship has existed, regardless of 

the presence of an emotional bond, i f  the deceased represented 

security and/or an identity for th'e survivor then recovery will 
9 

be more difficult (Worden, 1982, p. 2 9 ) .  

2 )  The Pre-existfng ~elat'ionshi~ 

Paradoxically, the better the pre-death relationship with the 

deceased was, the better the bereavement outcome the survivor can 

expect. Survivors who have experienced amDivdient feelinqs about 

their relationship can expect a more difficult recovery (Kalish, 

1985, p. 196). 

3 )  Type of Death 

Sudden, unexpected, and untimely deaths are the most difficult 

for survivors. "It appears that those whose loss is not 

anticipated have less likelihood of regaining full cGpacity for 

fupctioning and happinessfi (Glick, 1974, p. 1 4 f .  A death which 

is foreseen, on the other hand, allows for the experience of 

anticipatory grief. 

'Anticipatory grief" (Lindemann in Kalish, 1985, p. 1 9 7 )  

enables survivors to grieve in pace with the physical 

deterioration and loss of functioning exhibited by their loved 
3 

one; piecemeal qrievinq rather than endurinq a mass of emotion at 

the time of an unexpected death. In most cases, anticipat-ory 
! 

grief is associated with qreater calm and acceptance for the 

survivors (Fulton & Fulton, 1 9 7 1 ) ,  "although death from slow 

terminal illness may . . .  lead to difficult outcomes" ( K a l i s h ,  



1985, p. 196). Lonq term illness may ?isolatte caregivers as 

"nobody is' interested in chronic" problems ('Wilber, 1988, p ,  

145). Over an extended period, careqivers often lose their 

support systems and their regular routines. Satisfactory 

bereavement loutcomes become more difficult as support dwindles 

and pre-illness life is all but torgotten. 

4) The Response of The Family and Social Network 

I 

The bereaved person fares better if the family and the social a 

network are supportive (Kalish, 19851.. Specific&Ily, "if family 

members and friends can identify parts of their own lives changed 

by their lo4ved one, qriefwork beqins with* a solid foundation" 

5) Concurrent Stress or ~ r i e d s  

4 '  
Bereavement recovery i"S 'slower i f  there are other major 

sources of stress or ;risis in the survivorls life (Kalish, .. *q 

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

years, then present losses may also be difficult to resolve. As 

well, series of losses can interfere with bereavement recovery. 

The term "bereavement over'loadl' (Kaustenbaum, 1969) refers to the 

situation where one death is not resolved before another one 

takes place. 

B 7) Sociodemoqraph,ic Factors 

The sociodemoqraphic variables of "aqe, sex, religion, 

culture, occupation, and economic positiont1 (Raphael, 1983, p .  

5 2 )  can each influence the resolution of qrief. ,An understandinq 



of these factors, though, is beyond the scope of this paper. 

As well as the seven fairly stable bereavement conditions ' 8 

discussed above, there may also be two faators of choice. When 

the death isanticipated, both the attitude of the patient and 

the attitude of the survivor influence bereavement outcomes. 

Recovery is promoted when the patient is able to accept the 

prognosis and when those in attendance are able to maintain an 

attitude of willinqness. Acceptance and willinqness; two choices 

shown to benefit bereavement recovery. 
B 

Steven Levine has worked extensively with the terminally ,ill 

and has distinguished himself as an author in theSfields of dying 

and grief (1982, 1984, 1987). His term thealing"approaches what 

has been called 'acceptancet elsewhere; Ita greater wellness (and) 

a sense of quiet completionft. While 'healinqt has typical.1~ 

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

is not confined to the physical realm. He has observed that some 

. 
patients "experience their body returninq to wholeness", while 

"others experienced the wholeness of death". The latter sroup ' 

i Levine understands to have "healed into death" (1987, p. 5 ) .  

Several other authors have noted that a patient's attitude of 

acceptance can be contagious. It may also be very beneficial to 

those attending a death and therefore, acceptance has been seen 

as a favorable factor in healthy bereavement 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 h a v i ~ q  been close to a dyinq person 

who was angry and upset was a negative factor" in subsequent .. 
# 

4 

bereavement adjustment (Kubler-Ross, 1975, p. 79). Nichols 



4 

observes that '%any pati6nts . . . 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..   his 

can be a real gift to survivors as "acceptance is (seen as) the 

net result of a healthy grief process" (Schiff, 1986, p. 212). 

The budding AIDS-related bereavement 1 iierature provides 

evidence of this type of communication between people with AIDS 

and their caregivers. Psychotherapist Lu Chaikin writes of her 

colleague and close friend, Gary Walsh: " .  . . he was transformed 

and he transformed. other 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 in, is that 

those friends and attendants closest were healing as well" 

(Levine, 1987, p. 128). I f  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 also a crucial factor in post-death recovery. 
L 

Independent of any external influences, the survivor's personal 
@: 

thoughts about' the situation can affect bereavement outcome. An J 

.-- attitude of willingness, expressed throughout the dying period, 

appears to promote adjustment to the death. Specifical'ly, the 



following types of willingness are believed to improve 

bereavement outcome: 

1) willingness to risk the unknown (Kubler-Ross, 1975) 

2 )  willingness to let go of control (ievine, 1987) 

3 )  willingness,to become vulnerable (McCarroll, 1988) 

4 ) >  willingness to experience fully (Zinker 6 Hallenbeck, 1965) 

5 )  willingness to be overwhelmed (~evi'ne, 1987) 

6 )  willingness tro trust the process (Levine, 1987) 

7) willingness to learn (Tatelbaum, 1985) 

Although these suggestions o$ willinqness have come from a 

variety of sources, a pattern emerges. First, Kubler-Ross 

suggests that caregivers find the "willinqness to risk t h e  

unknown, to venture forth into unfamiliar territoryft (Kublre- 

Ross, 1975, p. 145). A willinqness to risk the unknown can 

combat feelings of inexperience, uncertainty, and fear. The 

decision to risk moving beyond the familiar requires a 

willinqness 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- 
% 

wetre going to dct' (in ~of•’att, 1988, p. 149). With little idea 

of what will happen and no plan for what to do, what remains i,s a 

"moment to momenc way of livinq" (Geary in Moffat, 1988, p. 721. 

By living in the moment, "everyone seems to bteak free of 

normal, self-centered preoccupation and become voluntarily 

vulnerable to one another (McCarroll, 1988, p. 63). The 

willingness to be vulnerable enables everyone to participate more 

fully. As Zinker and Hallenbeck report in Notes 9 Loss, Crisis. 

and Growth: 



.+ 
G- 

While chanqe and growth are continuous in human 
experience, there are certain events that stand out as 
b e i e  especially "important in challenqinq the 
possibility of-<: change or growth. When a man allows 
himself to experience fully an important event, he takes 
the risk of 'becomingt., 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 i f  people 

are not willing to fully 5xperience their pain they will always 

be in pain (19873. He suggests that everyone concerned "just let 

the pain intt (Levine, 1987, p. 125). Tatelbaum, author of 

Couraqe t o  Grieve, agrees: "Open mourners are a select qroup, 

willing to journey into-pain and sorrow and anqer in order to 

heaJ? and recovertt (Tatelbaum, 1985, p. 9). 

<There is a "tendency to want to shut down and run awaytt but 

' d e w '  only has victory over you if it causes you to shut down" L 
according to Marianne Williamson, pastoral care 'person workinq 

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 be 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 processn (Levine. 1987). Nurse 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" 
tin Moffatt, 1988, p .  5 2 ) .  

In addstion to trusting the process, a willingness to learn 



from the experience can also affect the eventual bereavement 

outcome. "Since pain is unavoidable, Qe can learn to make pain 

our teacher instead of our enemytt (~atelbaum, 1985, p. 10). In 

fact, "we strive to. find meaning in the.fact that someone so dear 

(has) left us. We search for lessons to learn" (Taylor in 

A healthy, healing dyinq/bereavement experience appears to 

rely, in part, on the choices made by those involved. Deborah 

Duda, author of Cominq Home: A Guide t o  Hcmg Care Lor- t-he 

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

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

into this often most painful experience of our livestt (Duda, 

1984, p. 16). 
\ 

the choices that exist in a painful 

situation enables one to change the perception of a threat into 

one of a challenge. "We can either give up nr grow from the 

experience. We can succumb to adversity or, use adversity to 
\ 

transform our lives . . .  From our pain we can learn and 

grow" (xatelbaum, 1980, p. 1 3 8 ) .  .Bereavement recovery, then, is 

partly a matter of choice. 

Bereavement Outcomes 

The grief and bereav.ement literature has only recently bequn 

to acknowledge any features of grief resolution beyond 

acceptance (KubLer-Ross, 19691, new relationships (Worden, 1982), 
I 

and a new identity (Parks & Weiss, 1983). Neither staqe theory 
- 

nor task theory identify specific bereavement outcomes. Some 
B 
\ 

early studies of widowhood did note that the experience "brouqht 

most widows close to their families" and "chanqe(d) the intensity 



of friendshipst: (Glick et al, 1974, p. 185 6 200) but most often, 

only vague references to chanqe and growth have been reported. 

For example: !'Having weathered a crisis, expect to discover: a 

stronger you,. a different you, a more evolved youtt (Colqrove et 

al, 1981, p. 112). 

Over the last five years spegific referencts to the results or 

outcomes of bereavement have become more common. Most reports of 

personal change have been unorqanized; usually anecdotal segments 

embedded in first person accounts of a bereavement experience. 

Only .one study, in Beyond Endurance 1 When A Child Dies (Knapp, 

19861, - systematically presents a number of bereavement outcomes 

for parents who have suffered the loss. of a child. Knappts six 

findings follow. 

Findinqs Associated With The Death Of A Child 
3 

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

2) The wish to d.ie. 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 in the reality of life and the 
finality. of death, after suffering for a period of 
time were unable to sustain these attitudes. 

4 )  A change of values.  his was particularily true fbr 
those who strugqled through a lonq terminal illness 
with the child. The death itself, coupled with 
months of heroic effort in ministerinq 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 tendeds to 
become more concerned with cultivating and 

. strengthening family relationships. Time became more 



precious. 
5) More tolerance. The event of losing a child tended 

to make a parent more tolerant of other people and 
more sensitive to and understanding of the problems 
and suffering of others. 

6 )  Shadow grief. This refers to the fact that parental 
griex may never be resolved. Shadow grief does not 
manifest itself overtly; it does not debilitate; no 
effort is required to cope with it. Shadow grief 
reveals itself more in 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) 

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

case,' interview, or personal story evidence of the consequences 

of an AIDS-related death for survivors. For example, When 

Someone You Know a s  AIDS (Martelli .et al, 1987) : 

Inexorably, wtfether you noti~\e it or not, your 
interests will change, your needs and wants' will chanqe, 
even your values will change. Soon'you will wonder, 
'What is happening to me? Why do so many of my 
conversations seem silly to me? Why is my job less 
interesting? Why am I so restless? Why do I always seem 
to want to leave 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 life 
certainly richer and more rewarding (Mar'telli et al, 
1987, p. 21) P 

This review notes a n ber of such examples from a variety of 

AIDS specific sources: Epidemic of Couraqe - Facinq AIDS j p  

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

(Ruskin, 197g), and Morninq Glory Babies - Children with AIDS 2nd 

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

accounts of change are'presented, here, under the nine headinqs 

used by Moffaft in Gifts for the Livinq r Coversations with 

Careqivers on peath and Dyinq ( 1 9 8 8 ) .  Moffatt's work offers the 

-first attempt to structure the phenomenon of AIDS-related 
a 



bereavement outcomes. She presents a collection of personal 

narratives under nine chapter titles; each,announcing 'a gift' 

for caregivers. The nine chapter headings are: 

Chapter 
Chapter 
Chapter 
Chapter 
Chapter 
Chapter 
Chapter 
Chapter 
Chapter 

One - The Gift. of Adventure 
Two - The Gift of Generations 
Three - The Gift of Honesty 
Four - The Gif.t of Healing 
Five - The Gift of Underst~nding 
Six - The Gift of Guidance* 
Seven - The Gift of Caring 
Eight - The Gift of unconditional Love 
Nine - The Gift of Transformation 

(Moffatt, 1988, p. xiii) . 

Due to the similarity between the idea of a gift and a 

posifive bereavement outcome, Moffatt's nine headings are used 

here to structure the following examples of personal' change , 

attributed to AIDS-related bereavement. Examples of bereavement 

outcomes associated with AIDS are: 

1) The Gift of Adventure 

A theme of adventure or venturing into the unexpected has been 

part of McCarrollts experience of caring for babies with AIDS. 

He states that "those with AIDS and those caring for them must 

learn to float on random waves of misfortune and blessing" 

(McCarroll, 1988, p. 2). Another example of adaption to 

uncertainty credited to AIDS, is reported in the experience b f  

"learning to be a good follower i.n a dance where the- music 

changes rapidly" (Nungesser, 1986, p.228). 

2) The Gift of Generations .+ 

This particular set of outcomes has to do with first seeing 

oneself clearly, then developing a sensitivity to others, and 

finally viewing oneself as part of the larger context of 

2 8  



humanity, Examples of this pattern are: 

When you are close to death, it makes you look at 
your own life,(Chaikin in Nunqesser, 1986, p. l!i)). 

. When yau have suffered,. it qives you an x-ray vision 
into other people's suffering (Williamson in Moffatt, 
1988, p. 214). 

We are entering . a  new level of consciousness in 
recognizing the bonds within the human family 
(McCarroll, 1988, p. 7q). 

4 )  The Gift of Honesty 

New found honesty associated with AIDS losses involves beinq 
f ' j  

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

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

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

And- from a submission to the quilt book: "I don't 
spend energy on peopl-e or activities I dislike" (Ruskin, 
1988, p. 131). 

4) The Gift of Healing 

One example of healing within a family follows th6 death of a 

baby due to AIDS. * 

it seems that in death Aaron had brouGht about . a 
healing with his family. People who had been estranqed 
were now reaching out to one another in compassion 
(McCarroll, 1988, p. 146). A <  - 

5) The Gift of Understanding 

An understanding 'that "the dying do teach the livintg - aboit 

lifev (in Nungesser, 1986, p. 229) is commm, A survivor's 

understanding of life can be a multi-faceted experie'e. - 
Time is so much more precious to me. .The- dying do 

teach the living about life, Ibthink. And I'm more 
congruent. I mean, I don't do many thinqs I don't want 
to do . . . it makes us look at all1 the isgues that 
everybody puts off till they're seventy or eighty years 
old . . .  I've grown spiritually, I've grown emotionally 

w 



. . . my values are different (Ctiaikin in Nugesser, 19'86', 
p. 228-229). 

The survivor cannot always describe the obtained 

/ via an AIDS-related death. The experience may be ineT able. For 

. - '  example: 3 1 
1 have no words to explain what I do not 

understand (McCarroll, 1988, p .  132). 

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

6) The Gift of Guidance 

Moffatt used this headinq for an interview with a, nurse who 

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

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

the other souces. 

7 )  The Gift of- Caring 
2 

Examples of caring involve caring about life, oneself, loved 

ones, and all people involved with AIDS as well as "recoqnizing 

the donds within the human family1* ( ~ c ~ a r r o l l ,  1988, p. 70). 

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

From the quilt: "It (AIDS) has forced us into a 
realization that we must cherish every moment of the 
glorious experience of this thing we call life. We are 
lbarninq 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). 

8) The Gift of Unconditional ~ o v e  

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 love for 
myself (Ruskin, 1988, p.27). 



An example from Epidemic of Couraqe: Facinq AIDS in  
America : "our relationship provided mc with the 
experience closest to unconditional love that I'll 
probably ever have in my lifew (Chaikin in Nunqesser, 
1986, p. 179). 

'Love really is the answer' Gary wasn't sure what- 
the question was but he was sure that as simple as it 

, sounded, love was the solution (Jim Geary - Executive 
Director, Shanti Project, San Francisco in -Moffatt, 
1988, p. 76). , 

9) The Gift of Transformation (Moffatt, 1988, p. xiii) 

Moffatt has used this title to introduce spiritual matters. 

Therefore, examples of spiritual changes are presented here. 

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

The presence of AIDS' chanqes people's spiritual . lives (McCarroll, 1988, p. 2 ) .  - ' - 
I must stumble alonq with only the awareness, that 

there are experiences that transcend time and space i 

(McCarroll, 1988, p. 1321.. 

Counsellinq Interventions 

The use of cbunselling interventions specifically targeted at 

grief is a fairly new enterprise. - Initial'ly, counsellinq 

strategies were developed to facilitate coping in the post- 

bereavement period. More recently, pre-death counsellinq ha-s 

been proposed as a means of improving the quality of the dyinq 
I) 

C 
experience for everyone involved, as well as enhancinq 

IL 

bereavement outcomes for survivors. At present, AIDS-specific 

.cpunselling interventions are in a develo~mental stage. 
1 

Counsellinq for grie'f recovery has typically been a post- 
- - 

. , 
bereavemen-t ,endeavour. Whether counsellors were staqe-oriented 

or task-oriented, the goals of counsellinq were "qenerally .to 

encourage the expression of qrievinq affects and promote the 



mourning process" (Raphael, 1983, p. 368). A framework for the 

objectives of post-death counselli-nq is offered by Worden in 

Grief Counsellinq Grief Therapy: A Handbo* for the Me.nta_L 

Health Practitioner. Worden's ten counsellinq objectives- are as 

follows: 

Help the survivor actualize the loss 
Help the survivor identify and express feelinqs 
Assist living without the deceased 
Facilitate emotional withdrawal from the deceased 
Provide time to grieve 
Interpret 'normal' behavior 
Allow for individual differences . 
Provide continuing support 
Examine defenses and coping styles 
Identify pathology and refer (Worden, 1982, p .  3 9 )  

Where possible, this /.ad hoc approach to the problem of 

bereavement is b e i n d p l a c e d  by a pre-death approach. "When 

there is knowledge beforehand of the terminal nature of illness 
/O 

and the impendinq death,' psychotherapy, couhseJlinq, and 

d gnticipatory guidance can help the family's adjustment, both 

during the illness and subsequent to it" (Raphael, 1983, p .  3 9 5 , ) .  
5 \ 

Anticipated de$hh_&i-s provide the best opportunity for e". 
counsellors.to influence bereavement outcomes. One proposal for 

pre-death counselling requires the counsellor to: 

1 )  facilitate anticipatory qrief,, 
2) provide optimal care and ccntrol o•’ symptoms for 

the dyinq, and 
3 )  encourage the survivor to be present at the tide 

of death and to view the body subsequently 
(Cammeron and Parks, 1983, in Speck, 1985, p. 92). 

Another approach involves the use of time proqession 
f 

'techniques as "it may be possible to develob strateqies which 

effect the quality of the experience of. d ~ i n q  by preexperiencinq 
& 

dyinq" (Gamble & Brown, 1980-81, p. 354). 

Regardless o f  the type o f  pre-death counsellinq intervention 



adopted, "it can not be emphdsized enouqh how very siqnificant 

for bereavement outcome are the events and interactions with 

people during the time leading up to the deathff (Stroebe & 

Stroebe, 1987, p. 2 4 0 ) .  

Counsellors who deal with problems associated with AIDS- 

related bereavement are usinq existing qrief theory and 

interventions, modifyinq these with experience. Very little 

AIDS-specific grief information is available. 

For example, counsellors are aware of AIDS-related bereavement 

ovezload: that Itit is not uncommon for people to be qrieving or 

anticipating the loss of more than one person to AIDSn but, "as 

of yet, there are no simple guidelines on how to cope in these 

,circumstances . . .  We do not yet know what 'normal' qrief 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 B3reavement: Diagnosis/ 

Treatment/Prevention (Schoen & ~chindelman, 1983). ~ h 6  author2 

suggest that counsellors: 

1) provide information, as information helps to normalize the 

experience and qives the person permission to qrieve, 

2 )  encourage talk about feelings and, 

3 )  encourage peer support (Schoen & Schindelman, 1983, p .  3). 



Sample 

CHAPTER I 1 1  
UETHOD 

Twelve subjects, \self -selected from a population of 

individuals bereaved by S, were interviewed for this study. 

The six men and six women -J anged twenty years in age, while the 

range in age for the people with AIDS they had known was thirty 

years. The sample was also diverse in the .nature of each I 

subje:tfs relationship with the deceased, the lenqth of time 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 orlqinated 

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 q m u p  and subsequently volunteered for this 

The balance of six subjects came forward from various 

o .it* h e m  arenas. These individuals became aware of the study 

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

with AIDS Vancouver (e.9. providing care for a PWA, or . 

participating in an AIDS Vancouver volunteer training program). 

These last six subjects offered to be interviewed on learninq the 

\ 
natuie 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; range 0.f 25 to 55 years of age. 

The relationship between each subject and their PWA was 



catagorized by one of four terms; partner ( 4 ) ,  friend- ( 4 1 ,  

sibling (2), or buddy f 2) (otherwise known as an AIDS Vancouver 

emotional support volunteer). Of the four partners, 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 duratQon of the relationship between subject and PWA 

ranged from s i x  months for one of the emotional support 

volunteers to an entire lifetime for bqth of the siblinqs. The 

time from the PWA's diagnosis of AIDS until his death averaqed 

thirteen months with a range from three weeks to two and a half 

yeaGs. An average of thirteen months also represented the lenqth 

of time from the AIDS-related death to the interview with the 

survivor/subject. 

The subject's personal reference to AIDS also varied in reqard 

to the number of deaths each subject had experienced, as well as 

personal HIV status. Subjects ranged from knowing only one PWA 

to having known 36t people who had died as a result of AIDS. The 

average number of AIDS-related deaths known to members of this 

sample was 12t. 

Three quarters of the twelve subjects reported themselves as 

antibody negative or unizfected with the AIDS virus. The 

rehaining three subjects reported testinq antibody positive or 

HIV infected. Of those individuals who were infected, one 

subject had been diagnosed with ARC (AIDS-Related Complex, a pre- 

AIDS condition). 

Subjects provided the above data via their individual 



4, 

completion of a Subject Information Sheet (Appendix A ) .  This 

information has been condensed on the Summary of Subject 
P 

Information Sheet (Appendix B )  . A brief bioqraphical sketch o,f 
0 

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

When her brother's health began to deteriorate, Subject 9 1  I 

left her job in Eastern Canada to come and stay with him. She 

had been aware of his diagnosis for a year and a half. He had 
- 

known of it for three years. 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 

cbmmunication of their emotions, during that time, with totally 

open discussions of death and dying. She also stated that they 

did not experience bargaining in their otherwise full ranqe of 

emotions. F1 was in her mid--twenties at the t-ime o; the death. 

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

A I ~ S ,  was slightly alder. 

SUBJECT F2 

Subject F2 became a member of a ca?e team following her 

assignment as an AIDS Vancouver Emotional Support Volqnteer. 
I .  

She was in her late forties and he was in his early twenties. 

Their relationship lasted two years until his death, at home, 

one year before the interview. F 2  indicated that they 

experienced a complete two-way communication of their emotions 

which included Nlove, sadness, and joy" in addition to the list 

of emotions provided on the questionnaire. They had also 
. . 

3 6 



discussed death and dying openly. F2 reported having known 
P 

more than twenty people who had died of AIDS. 

, . 
+i . SUBJECT F3 
*-. h 

Subject F3 was in her mid-twenties when her brother, who was 

one year older, died. He 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 procedures mad.e any k,ind of verbal or 

physical communication for her brother impossible. He was not 

expected to die, as he did, after only three weeks in hospital. 

- The subject indicated that she experienced "devastationtt as 

well as the other listed emotions. The interview took place 

five months after the death. 

- I  

SUBJECT F4 

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

primary care giver for a friend with AIDS. She lived with him 

during his last six months. They had complete two-way 

communication of their emotions.' He expressed "fear, rase . . .  
and hopelessnesstt and he was "frequently suicidal". She " u 

remembered 'feeling "quilt". Durinq their time together, they 
'" a8 

O e 

discussed death and dying openly. F4 reported knowing more 

than thirty people who have died of AIDS. 

SUBJECT F5 

Subject F5 married her long time friend after he was 

diagnosed with A T D S .  She cared for him, by herself, durinq the 



2 2  months  of h i s  l i f e .  She  t h e n  r e t u r n e d  t o  h e r  f a m i l y  

o v e r s e a s .  She  r e s p o n d e d  t o  t h e  i n t e r v i e w  q u e s t i o n s ,  by  m a i l ,  

f o u r  months  a f t e r  h i s  d e a t h .  FS i n d i c a t e d  t h a t  t h e i r  

communica t ion  w a s  o p e n  and  two-way and  t h a t  it w a s  " w i t h  R ' s  . 

h e l p  I g o t  o v e r  a l l  t h a t  I was f e e l i n q  a b o u t  h i s  l e a v i n g  m e " . -  

I n  r e s p o n d i n g  t o  t h e  q u e s t i o n  a b o u t  t h e  number of p e o p l e  o n e  

h a s  known t o  have  d i e d  of 'AIDS,  F5 r e p o r t e d  knowinq " 3  d o z e n ,  

a t  l e a s t " .  Both s h e  a n d  h e r  husband  w e r e  i n  t h e i r  e a r l y  

t h i r t i e s .  

SUBJECT F6 
k 

S u b j e c t , F 6  was a l s o  i n  h e r - e a r l y  t h i r t i e s ,  a s  was h e r  f r i e n d  

when h e  d i e d .  They  met s i x  y e a r s  e a r l i e r , .  a t  work,  a l t h o u q h  
'c 

t h e y .  d i d n ' t  p a r t i c u l a r i l y  c a r e  f o r  o n e  a n o t h e r ,  a t  t h a t  t i m e .  

A f t e r  s e v e r a l  y e a r s  o f  'no c o n t a c t  t h e y  met  a q a i n  by c h a n c e .  

Where h i s  good l o o k s  had o n c e  b r o u g h t  him f a s h i o n - r e l a t e d  work 

on t h r e e  c o n t i n e n t s ,  h e  now a p p e a r e d  t o  b e  twice h i s  a q e .  H i s  

p e r s o n a l i t y  seemed t o  h a v e  c 'hanqed f o r  t h e  b e t t e r ,  thought j  and  
J 

t h e  s u b j e c t  began  t o  v i s i t  h im.  H e  had t h e  h e l p  h e  n e  
1 

d i e  a t  home s o  s h e  d i d  n o t  p a r t i c i p a t e  i n  h i s  c a r e .  F6 s t a t e d  

t h a t  t h e y  d i d  n o t  t a l k  a b o u t  d e a t h  and d y i n q ,  t h a t  h e  " m o s t l y  

h e l p e d  me w i t h  my f e e l i n g s " .  She  w a s  w i t h  him when h e  d i e d  and  
I '  

h e  w a s  t h e  o n l y  p e r s o n  s h e  had known t o  h a v e  AIDS. The 

i n t e r v i e w  t o o k  p l a c e  f o u r  mon ths  a f t e r  h i s  d e a t h .  

SUBJECT M 1  

S u b j e c t  M 1  had known t w e n t y  p e o p l e - t o  d i e  o f  AIDS. H e  w a s  

i n  h i s  e a r l y  t h i r t i e s  when he  became a n  AIDS Vancobver  

E m o t i o n a l  S u p p o r t  V o l u n t e e r  f o r  a , m a n  i n  h i s  m i d - f i f t i e s .  The 
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relationship lasted •’or a year until the buddy died. They 

developed' complete tbo-way commuication of their feelinqs with 
-2 

a .moderate degree of discussion of death and dyinq. The man 

was very angry and depressed. The subject experienced 

"sympathetic pain and turmoilH as he provided "emotional and 

practical supportw for his buddy and the buddy's friends. The 

death occured one year before the interview took place. 

SUBJECT 'M2 1 

Subject M2 had known his friend for 12 years before he 

- -  - 

became his primary care giver. He maintained his-. full-t-fme --job 
. - 

and. his long term, live-in relationship durinq the eiqhteen 

months he cared for.his friend. They talked openly about death 

and dying. Their communication of feelinqs, thouqh, was 

basic'ally one-way; the patient shared his feelinqs but the 

subject could not. The 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 A I D S .  

SUBJECT M 3  

Subject M3 had known twelve people who died of A I D S .  He 

left his job to become the p;imary care giver for his partner 

of ten years. T h e '  subject was in his mid-thirties, his partner 

was in his mid-forties. The death took place, at home, 

nineteen months after the diagnosis. They experienced a 

complete, two-way communication of emotions and totally open 

discussions of death and dyinq. The interview took place nine 

months after the death. 



SUBJECT M4 

Subject M4's partner died fourteen months before the 

interview. They had been together for? ten years and the 

subject was primary care qiver for the five months his partner 

was ill. The symptoms of the illness did not fit any of the 

typical patterns associated with AIDS. An AIDS diagnosis was, 

therefore, not made until just a month and a half before the 

death. The subject reported that they experienced complete 
i - - 

two-way communication_ of emotlons with a s o m e w h a t  Zimitea- 

discussion of death and dying. In addition to their own 

personal set of emotions, M4 noted that they both experienced 

"lovett during the illness. He had already known ten people who 

had died of AIDS. 

SUBJECT M5 

Subject M5 and .h is  partner of six years were both in their 
- I* - r 

& 5 

<mid-thirties. They shafed their emotions completely over the 

year and a half from diagnosis to death. They also discussed 

death and dying openly. The subject was the primary care qiver 

and his partner died at home, "eleven months and one daytt . 

before the Interview. MS had known six other people who died 

of AIDS. 

SUBJECT M6 

Subject M6 was in his mid-twenties, as was his friend of ten 
I 

years at the' time of his death. The subject was primary care 

qiver for the nine month period between di'aqnokis and death. 

. G 
M6 reported acceptinq,the situation only on the "last daytt of 



his friend's life. Thedeathoccured at home. .They had 
- 

discussed death and dying before the diagnosis but + 

communication of their feelings and thouqhts later became 

'lptnited. M6 had known three other people who had died of AIDS. 

Setting Tz- 

The twelve individual interviews were conducted independently 

between December 14th 1988 and ~ e b r u a r ~  11th 1989. Two thirds or." 

eight of the twelve interviews were audiotaped in the subject's- _ - - _  

own home. , Three audiotaping sessions took place at the 

researcher's office and the one remaining intervi.ew was received 

in written form. The subject who replied in writing had moved 

from Vancouver to Australia following the death. In each 
- r  

situation steps were taken to ensure a quiet and undisturbed 

enviroment. All interviews were carried out in private. 

Every interview began with the subject reading andl siqnins a 

Consent and Release Fbrm (Appendix C). Subjects were %hen 

n 
reassured verbally, or, in the case •’0 the overseas respondent, 

b 

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 event of a subject's withdrawal 

from the study, the destruction of all recorded material 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 the Subject 

Information Sheet (Appendix A). 

After these pen and paper tasks had been completed, subjects 

4 1  - 



were asked if the'y had any questions. These questions were 

answered and then the audio taped portion of the interview began. 

Taping. lasted from one hour to one and a half. hours depending 

upon the lenqthaof each subject's response to the interview 

questions. . At the 45 minute point, signaled by the end of one 

side of audiotape, subjects were given an opportunity to take a 
0 4 

short break. 

~ t t h e  end of each- interview, after the tape recorder had been 

turned off, subjects dere asked to evaluate their experience. 

They 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 their experience. It also 
cs 

provided closure for their participation in the project. 

The day following each iderview the subject was telephoned 

and thanked for his/her co-operation. This call provided a 

second opportunity for subjects to talk about any concerns 

resulting from their participation. A carh of thanks was ' also 

mailed to each su ject. !? 

Data Collection 

The .format far the data collecting interviewswas derived from A 

information presented by qualitative research authors Glaser 6 

Hammersley & Atkinseon (1983). The research method drafted from 

these sources considered the suitability of a ,.qualitative 
-. _ - 

approach, the recognition and inclusion of the researcher's 

experience, and the formulation of the research questions.., 

In support of a qualitative approach, it was noted that theory 

4 2  
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limiting the scope of the study to a revisitation of the 
2 

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

the researcher may, via his/her reaction to the subjecttqs 
itL 

responses; unintentionally direct the collection process; 

communicating tha$ one type of information is, preferable to - 
anbther. ~ 0 t h  of these errors a_re selective in nature and both. - 

$ would- have the capacity to restrict and contaminate the f-indings. 

The existence of these potential problems was acknowledged and 
-. 

measures were employed in the design of the reiearch' questions ' 

and the interview procedure to counteract their effect;' Throuqh 
. , 

the use of open questions and the neutrality of tAe researcher's 

reaction, the potential effect of the researcher's experience was' 

minimized, All questions were open questions as "a question 

which sharply defines a particular area for discussion is far 
a 

more likely to result in omis3ion of some vital data which . . .  

the interviewer (has) nit even thought of" (Hammersley & 

B 
Atkinseon, 1983, p. 113). The researcher was also aware of the 

fact that dthere arg no 'right answers'; that every piece of 

. information, is as valuable as any other. Therefore, the 

researcher made no judgmental comments during the procedure. 

Regardless of the content of their replies, respondents were only 

encouraged to continue. As well, the consciously 

remained as neutral as possible in body non-verbal 
+ 

cues.  

O n  the other hand, a researcher's sensitivity to the research 

problem can also serve as an asset to the irrvestiqa.tion. As 

~ a m m e r s l e ~  and Atkinseon indicate, researchers need "not decide 

before hand t k  questions they want to ask, though they may enter 



the interaiew with a list of issues to be coveredM (Hamrnersley 6 
- 

Atkinseon, 1983, p- 113). The experience of the researcher was 

included in the forming bf interview questions; the inti,al , 

question being a general open question and the source *of the . - 
I I 

, remaining 'questions being issues or iqinatimq from the 

researcher's own experience. . 9 @ 

L 

Each interview began with the general question., "How did the 
e 

death of affect your, life?" (Appendix Subjects 

- were requested to take all the time they needed this 
J '  , 

. . 
gues't.ion as Glaser and Strauss advise initially allowinq 

respondents "to talk with no imposed limitation of time" (Glaser 

& Strauss, 1967, p. 759. This beqinninq question was designed to 
1 

d generate information completely uninfluenced by researcher 

partiality. 

The remaining nine questions attempted to qenerate 

supplemental information with a minimum amount of quidance. 
rC 

These open questions invited additional responses using four 

determinants: who, what, when, and why, in conjunction with 

significant issues *,the researcher had identified as being 
'ia ,. 

associated with the phenomenon. 

a) who - relationships 

b) what - what you value 

- what you do for a living- 

- your attitude about dyinq 

- your bellef in an after-life 

- philosophy of life/meaning or purpose of life 

c )  when - how you spend your 'time 

4 5 



d )  why - what makes this experience. different 
- t.0 what do you attribute the changes 

In cases of vague, undefined reports of chanqe, subjects were 

asked to provide c'oncrete examples of the chanqe they had 

experienced. 

All interview tapes were transcribed in full. 

Data Analysis 

The anal-ysis of the interview tapes involved the examination 
> 

of only those seqments reporting subject chanqe. One at a time, 

as the transcribed interviews were read, seven specific areas of 

chanqe became apparent. AS' these areas or categories of change 

emerged they were each assigned a colour. A system of coding was 

employed, highlighting ' the transcribed seqments with the 

appropriate colour. Next, these coloured seqments were examined 

for cornkton propertiest or sub-cateqories. Only those sub- 

- categories mentioned by at least half of the subjects were 

included in th'is analysis. 

Althbucjh the research quest ions. specifically asked for reports 

of chanqe, subjects also provided a qreat deal of material . 

inconsequential t o  this study. Subjects related a range of 

information about their 2xperience; for example, how they met the 

PWA, 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 activiti-es the interview evoked an emotional - 



catharsis for every subject. 

In order as an aspect of personal change, a 

segment was either qualified as such: 

The change in me has just been . . .  (Sub. F3) 
I have become . . .  (Sub. F5) 

or included 9 suffix indicating change: 

. . .  my relationships are generally healthier (Sub. M I )  
I started seeinq . (Sub. F4) 

or included a chanqe-related modifier: 
L 

I'm not afraid' any more (Sub. F 1 )  
I now think . . .  (Sub. F6) *, 
I appreciate more (Sub. M6) 

Once identified, the segments report ing change were 

colour coded according to category. Cateqor~es wer*e created, one 

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

The six emerging categories were: values (blue), relationships 
& 

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

f purple 1 , and chanqe f green f . These seven cateqories 

accommodated .all of the reported aspects of chanqe and were 

degkned as follows: 

I 1 )  Yellow Category - )~ime 

Any r F n c e  t / time was includedbin this cateqory; spendini 

time, planning, being busy, here and now, past/present/future. 

As well, this category covered responses to interview question 

2) Pink Gategory - Relationships 

* 
.This category covered responses associated with 

zelationships. Reports of a change in relation to one's self, 

friends, family, intimates, the people wh were involved with the 

4 7 
Y 



d e a t h ,  a n d  p e o p l e  i n  g e n e r a l  were i n c l u d e d  u n d e r  t h i s  c a t e s o r y .  

A n s w e r s  t o  i n t e r v i e w  q u e s t i o n  # 4 a l s o  w e r e  r e c o r d e d  h e r e .  
8 

3 )  B l u e  C a t e g o r y  - v a l u e s  Y I 

T h i s  c a t e g o r y  c o v e r e d  s t a t e m e n t s  c o n t a i n i n g  w o r d s  l i k e  
a 

' i m p o r t a n t '  a n d  ' v a l u a b l e f .  I t  a l s o  i n c l u d e d  s e g p e n t s  r e f e r r i n g  

t o  m a t e r i a l i s m ' a n d  t h e  r e s p o n s e s  t o  i n t e r v i e w  q u e s t i o n  # 5 .  

4 )  P u r p l e  C a t e g o r y  - Employment  

T h e  f o u r t h  c a t e g o r y  c o v e r e d  a n y  r e s p o n s e s  p e r t a i n i n g  t o  t h e  

s u b j e c t ' s  j o b  o r  c a r e e r .  A n s w e r s  t o  i n t e r v i e w  q u e s t i o n  # 6  were 

r e g F r e d  i n  t h i s  c a t e g o r y .  I 
L\ 

5 )  O r a n g e  C a t e g o r y  - D e a t h  I s s u e s  

T h i s  c a t e g o r y  i n c l u d e d  a l l  comments  o n  d e a t h ,  d y i n g ,  q r i e f  a n d  

b e r e a v e m e n t .  T h o u g h t s  o n  o n e ' s  own d e a t h ,  f e a r  o f  d y i n q ,  remarks 

a b o u t  a n  a f t e r l i f e ,  a n d  a l l  r e f e r e n c e s  t o  q r i e f  were n o t e d  h e r e .  

1% 
A s  w e l l ,  t h e  a n s w e r s  t o  q u e s t i o n s  # 7 a n d  # 8  were r e c o r d e d  i n  

t h i s  c a t e q o r y .  

6 )  G r e e n  c a t e g o r y  - C h a n g e  

T h i s  l a s t  c a t e g o r y  s e r v e d  as  a r e p o s i t o r y  f o r  a l l  r e p o r t s  4 6 f  
rj: 
.sr 

c h a n g e  d e s c r i b e d  by s u b j e c t s  t h a t  d i d  n o t  f a l l  u n d e r  t h e  f i v e  

e s t a b l i s h e d  h e a d i n g s .  R e s p o n s e s  r e f e r r i n g  t o  t h e  d e g r e e  o r  

i m p o r t a n c e  o f  c h a n g e  were f i l e d  i n  t h i s  c , a t e q o r y ,  a s  were 

d e s c r i p t i o n s  o f  t h e  e x p e r i e n c e  a n d  t h e  p r e - d e a t h  r e l a t i o n s h i p  

b e t w e e n  t h e  s u b j e c t  a n d  t h e  d e c e a s e d .  

F o l l o w i n g  t h e  a s s i g n m e n t  o f  e a c h  a c c o u n t  o f  c h a n g e  t o  t h e  

a p p r o p r i a t e  c a t e g o r y ,  c l u s t e r  o f  s i m i l a r  r e s p o n s e s  w i t h i n  

c a t e g o r i e s  w e r e  i d e n t i f i e d .  T h e s e  common g r o u p i n g s  w i t h i n  e a c h  

c a t e g o r y  w e r e  d e s i q n a t e d  a s  s u b - c a t e g o r i e s  i f  t h e y  c o n t a i n e d  

4 8 



reports from six or more subjects; that is, at least fifty 

percent " • ’ t h e  s a 3  Sub-categories were, then, scrutinized 

for discernible patt rns. Predominant themes emerqinq from the 

data were noted and a metaphor was chosen to represent the 

overall picture drawn from the findinqs. 



CHAPTER IV - 
FINDINGS 

' .  

The six categories for subject responses were divided into a 

number of sub-cateqories as a result of the data analysis 

described in,Chapter 11. 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 concise representation of the findinqs. An 

inventory of these predominant sub-cateqories follows as the 

majority of subjects reported: spending more time alone, beinq 

more concerned about wasted time, improved relationships with 

self and family, beinq more selective about friendships, and 

having an increased sensitivity to others. They also said they 

were less materialistic or money-oriented, appreciated life and 

nature more, and placed a greater emphasis on love. Re- 

evaluations of social expectations and reliqious beliefs were 

described, as well as changes in employment. Subjects expressed 

less or no fear of death and a'new or stronqer belief in a n -  

afterlife. They believed that they would see the deceased again 

and that their experienceBof losing a loved one had been a very 

important one. Respondents also provided statements summarizing 
t 

the event, naming it, and indicating the type and deqree of 

importance it had for them. Descriptions of the nature of the 

pre-death relationship were also supplied. 

The interview excerpts that established these twenty-one sub- 



categories are presented, here, under the six data collection 

categories (Time, Relationships, Values, Employment, Death/Grief 

Issues, and Change . , , 
- 

Yelloh Category - Time 

Two sub-categories were found in the responses referring to 

time; spending more time alone and an 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. F1) 

I have quiet 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) 4 

I've not gone out mucv. Once I'm in my apartment I . . .  
enjoy my comfortable surroundings. . . .  I've Seen takinq 
some real time out. (Sub. M3) - 

'@ 

.1. 
I spend a lot more time alone by myself. . . .  Some people 
say that I have become a social recluse and in a certain 
way I have. I have moved away from crowds. (Sub. M 5 )  

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

? 
i i )  Mare Concern About Wasting Time ( 6  reports) 

Why am I- wastinq so much time with anqer? (Sub. F 2 )  

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 qet 
done* in a rnongh. (Sub. F 4 )  

I don't like my time wasted. (Sub. M1) 
4 

4 

I find I don't waste my time. . . .  I spend less time 
with trivia. (Sub. ~ 5 7  

C 

postponinqi (Sub..~5) 
Now! There are no more delays. There is 



Pink Category - Relationships 

Statements referring to relationships established four sub- 

categories. These sub-categories are: improved relationships 

with self and family, becoming more selective about friendships, 
,- 

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 thving 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 feelinqs 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. F6) 

I'm learning to value myself more. I had to be hit over 
the *head with the fact that other people did before I 
could begin to do it myself. I realized with C that 
there wasn't anything wrong with me. . . .  It's getting 
easier to love myself and qive myself a break. . . .  My 
self-esteem has changed a great deal. j.. 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. M I )  

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

I'm taking better care of myself than I ever did before. .a 
(Sub. M3 1 

Accepting the way I look and feeling good about it. " 



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

There is 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"deadenedt - through certain living 
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; lovinq myself. . . .  
I'm determined to bloom like those six cherry trees by 
the beach that bloom in the wintertime and I am qoinq to 
be the best that I can be. (Sub. M 5 )  7 

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) 1 

ii) More Selective About Friendship~(7 reports) 

I've weeded a lot of people out of my life. -(Sub. F1) 

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. . . .  I'm 
selective who I spend time with. (S b. F4) P 
I have let a-lot of people in my life qo. . . .  Since I 
have done this I have attracted so'many special people. 
People who are at peace with themselves. (Sub. F5) 

My relationships are generally healthier. . . .  I have 
very much less patience for bullshit from people. I 
don't feel the need to waste my time on people who 
mistreat me. (Sub. MI) 

I just have a handful of people (now) that I call and 
s e e .  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. M 6 )  

i i i )  Improved Relationships With Family Members ( 7  rep-d'rts) 

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). 1 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 survivinq brother) 



... 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 ideas around family are starting to shift. I 'm 
starting to want to re-establish relationships with 
fdmily. (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. . . .  I'm 
starting to discover thinqs about my younger sisters F 

that I didn't know before. . . .  We're kind of qrowinq 
together. There's a real healing bond there. (sub. M3) 

€a 

The urge to go back there (to family of oriqin) is a lot 
stronger and it's qot them pulli-ng 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. M4) 

I purposely isolated myself from my family. I'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 I love them. (Sub. M6) 

iv) Increased Sensitivity To Others (6 reports) 

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

I started seeing that we're all the same. ... The people 
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 - . . .  
(Sub. F4) 

. . .  understanding and love for our fellow man. (Sub. F51 

And by feeling more connected to people I am more 
connected to people. (Sub. M 1 )  

It's made me more aware. I can appreciate what the; 
(the patients at work) are thinking and f&elinq. Its 
made me more sensitive and given what I went throcgh 
with J I can understand now what it must be like to b e  
in pain const&ly or be sick constantly; to have your 
body react in a way that's not normal. ... I've got 
another AIDS patient right now. ... I know where he's 
coming from. . . .  God, I eeally feel for him! (Sub. H3) 

A mother on T.V. was telling about her dauqhter who had 



- 
0 

* - 

been raped and murdered. She was tryinq-to keep control 
and I was telling the T.V. "ltls okay. ' ~ e t  it out'. - 
When she broke I broke. I know the pain. [Sub. M 6 )  

Blue Category - Values 
' d 

Four sub-categories were found In the data referring to 
. . 

values. Subjects reported becoming -less mat.&riali.st.ic or money- 
- ' 

oriented, having a greater appr&,ciation a - ,for life and nature, 
r 

placing more emphasis on love, and re-evaluating social 
' 4 .  - ; 3 

expectations andtreliqious beliefs. 
i - .  

2 )  Less Materialistic or ~ o n ~ y ~ b r i e n t e d  ( 8  reports1 
" I  

Plot to value materialistic s t u f f .  . . .  *There's more to 
life than money. . . .  I have no money but I ha*, buite 
enouqh money. (Sub. F3) * -  

- ed 
k 

Z used to value the material pore than anythinq .else. 
... If I had the job, the house, the Car, the toys; '-. . .  
and I looked okay, people would loak at me -and ' say .. 
(she's) really got it together. I had to have lots of 
money. I had to have mega-holidays,. . . .  Its ihe inside 
stuff now, rather than the outside stuff. [Sub. F4) v 

(The deceased) and I were very materialistic. (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,q,ood; dress - 

good. ... I used to think you had to get aa900d job. . . .  
I mean I'm still working along those lines because I 
want to be self-sufficient%ut I think, now, that 
there's a deeper purpose. (Sub. F 6 )  

- 
+ 

My idea 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. 
M1) .. 

Instead of coming from the pocket book, coming from the 
heart. And it means so much more. (Sub.aM3) 

You can, have all the' money 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 material thinqs. For 
example, if my car falls apart I just laugh. . . .  I don't 
get caught up in those thinqs any more. (Sub. M 5 )  

f 



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

-' I look at flowers different ,and it sounds so smarmy and 
corny buc it's true. ... Freesia is so important to me. 
Its one 'of my favourite things in fhe world. ... But 

w that will change. I go through flower-of-the-month. ... 
rts just so amazing to me to be around; to be surrounded 
b,y so much beauty. And if I would have been here two 
years ago I never would have, seen it. ' 'That 's_. a nice 
plantf and keep walking. ;t just fills me - ev$rything 
just fills me. Wh'at I value in life is life! (sub. F1) 

- ,  

We're not going 60 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 lie. ... Not just be, but live. (Sub. 
F4 

In every life there is beauty to appte'ciate; 5rom the 
greatest mountain to the smallest flower. . . .  I try to 
absorb life inc;&lfety way. . . . I a.pprecfate the finest 
"t%ings in life and donf t take life for qranted as I used 
to. . . .  I take time to ... appreciate whatever it may be 
fr-om the scent :of a flower to the, sounds of nature. 

' (Sub. F 5 )  
F 4 .  

Even on a drive a;raound Stanl'ey Park before he qot sick 
',ok+y. That's great. Let's qet  it done and over with.' 
- and then all throughowt his illnes's; everytime we &did 

??- - (go to Stanley Paxk) it was just wonderful because we 
slowed down and took in everything .,.... And I still 
en joy going down and sitting by second b e a d  . . . in the 
grove where squirrels seem to gather.- Feeding the 
ducks. . . .  I still enjoy walkibg the seawall. MoLe into 
it than I ever was. (Sub. M3) - -  * 

I .  . * 
I think that in a very simple summary kind of way . . .  I 
value the opportunity. to be here; #of life itself. . . .  To 
be able to see different beauties in different things 
and appreciate them. . .-. It's opened my eyes ts beauty. 
(Sub. M5) I i, 

I appreciate more (that) I am one hell of a lucky 
person. . . .  I still have life. 1 can-walk; smell the 
roses. (Sub. M 6 k  - . 

L 

i i i )  More Emphasis On Love ( 6  reports) - 

1 
! ,  Two days before he died he said he was really happy and 

he . . .  said 'I loveyou. Be happy for me'. And I said. 
'J I love you so much'. He said 'It's too bad we didn't 
know this before1. And it is- ... I'd L i h  to do it 
better, I really would. I'd like to -tell him every day 
that we're together or show him just how much I love 



- , -  . , , # 

him.  S o  what  I * m ' d o i n g  t h i s  t ime, is t o  mike sure . t h a t  
t h e  p e o p l e  t h a t  are  s t i l l  - h e r e  ' w i t h  m e  know, know d e e p  
dotm i n  t h e i r  d e e p e s t  b e i n g ,  t h a t  I l o v e  them a n d  t h e y  

,, 'are impor . t an t  t o  m e .  i S u b .  PI)' 
> -  x * 

* . - ' F o r -  m e  i t ' s  a  matter o f  a l w a y s  . b e i n g  aware o f  w h a t ' s  h .  - 
1 - -* g o i n g  on i n  h e r e  ( p o i n t s  t o  h e a r t  r e q i o n )  and -when .  its- 

n o t  l o v i n g ,  b e g i n  t o  ' d e a l  w i th .  i t .  ( S u b ,  F2) . - '  
" ,  

I l o v e d  thee iguy .  T h a 4 n t t  eyen ,known 'h im t h a t  l o n g .  . . . ..,, 

I was 27 .. . s a i d  t o  a n y b o d y  ' I  l o v e  
o  s c a r y .  The f irs5 t i G e  ' I  d i d  i t<  I 

- ,  * 

c k s .  And now m o s t  ,of' my ( t e l e p h o n e )  , ; 
a y  - ' I  l o v e  Y o u 1 :  . . . . C o m p l e t e l y  

1 
5 

The i n c r e d i b l e  1 v e  w e  s h a r e d .  ...- T h i s  g r o w i n g  l o v e ,  is 
w i t h  m e  t o d a y .  . . The e f f q c t  m:my l i f e  t h r o u q h  R ' s  1 

d e a t h  is t o  c o n t ' n u e  . . . s o  s t h e r < . m a y  u n d e r s t a n d  more 
a b o u t  t h e  g i f t  o f  l o v e .  ( S u b .  F5)' 

I was a b l e  t o  l e a r n  % h a t  j u s t  by l i s t e n i n g ,  b y  b e i n g  . 
m i n d f u l ,  we b o t h  l e a r n e d  t h i n g s  a b o u t  l o v e  pand a b o u t  
c a r i n g  t h a t  w e  w o u l d n ' t  h a v e  l e a r n e d  o t h e r w i s e .  ( S u b .  
MI) 

* -  

1 t  was l i k e  mak ing  l o v e  t o  him'  . : . b W  ~ $ a l l ~  i n t e n s e  
and  f o r  a  l o n g  l o n g  t i m e  .-. . yp u n t i l  t h e  e n d .  . . .,- W e  
a l l  l e a r n e d  s o m e t h i n g  r e a l l y  i m p o r t a n t  t h e r e .  ( S u b .  M 4 )  

. i 

v i )  R e - e v a l u a t i o n  o f  s o c i a l  E x p e c t a t i o n s  ( 6 -  ?!&ports) @ 

I s p e n d  my t i m e  d o i n g  what  I want  t o  d o  more t h a n  what  I  
t h i n k  p e o p l e  w a n t  m e  t o  d o  o r  what  I s h o u l d  -'be d o i n q .  
Where, b e f o r e ,  I was 'You h a v e  t ' o . do  t h i s .  You h a f t a ,  
h a f t a ,  s h o u l d ,  s h o u l d ,  s h o u l d t .  . ; .  I u s e d  t o  h a v e  t o  b e  
what  p e o p l e  w a n t e d  m e  t o  b e .  ( S u b .  F 1 )  

I ' m  d e a d  when I ' m  c a u q h t  i n  what I ' v e  b e e n  t a u q h t  I  a m  
a s  opposed  t o  who I  a m  i n  k h e  moment. ( S u b .  F 2 )  - y $ 

B 

Do b e ,  d o  b e ,  d o .  ( S u b .  F 4 )  

~e w a s n ' t  c a u g h t  u p  i n  s o c i a l  p r e s s u r e  . . . what  you 
s h o u l d  d o  and  what  you s h o u l d n ' t ' d o .  I t  f e e l s  good 
b e c a u s e  ... I ' v e  a l w a y s  d o n e  what  1 t h o u g h t  I s h o u l d  d o ,  
a l w a y s .  ( S u b .  F 3 )  *. 

1 w a s n ' t  ' t o o  t h r i l l e d  a b o u t - h a v i n g  t o  wear  ' w h i t e s '  
( u n i f o r m s  - back  a t  work a f t e r  t h e  d e a t h ) .  ( S o )  I t ook  
a c o u p l e  of weeks  o f f t  . . .  ( N o w ) ,  ' w h i t e s '  a r e  o u t .  
C a s u a l  b u t  n i c e  d r e s s .  They . i t h e  p a t i e n t s )  a r e  
r e s p o n d i n g  s o  much b e t t e r .  ( S u b .  M3). 

Working i n  t h e  moment. R e a l l y  t h e r e  now. ( S u b .  M 6 )  
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v i i )  Re-evaluation of Religious Beliefs (6 reports) 
l;' 

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 know 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 hnowing what I believed - to 
not even believing but knowing. (Sub. F1) 

Shame and guilt. Shame and guilt. I was raised on 
shame and guilt. What can I say? I should have been 
Jewish. I'm Catholik; it's close enouqh. . . .  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 Christign upbringing that I've been 
exposed to . . .  (in) analyzing my feelings on it I was 
able to realize that 311 the rules on personal conduct 
and ethics were not absolutes. That just because 
someone is breaking the ten commmandments doesn't mean 
they are doing something wrong. . . .  That narrow 
perspective wasn't binding me anymore. (Sub. MI) 

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 brouqht up that way 
- I 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, - $ 

.n what if they were- right? R was brouqht up more on ,a 
spiritual level with no organized church and I watched 
him die. He didn't have any uptight thinqs like heaven 
and hell to deal with. ... Yet he died peacefully. Like 
he wasn't scared that he was goinq to hell. He didn't 
seem to care if he was going to heaven. He just 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 qet to wherever you 
are going on the other side. (Sub. M2) 

I think a closer relationship to God. Definitely. 
Living a spiritual life. I'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 if we 

i 



choose to. It's not by going down on your knees to 
repent. It's how you live your life. (Sub. M6) 

Purple Category - Employment 

One quarter or four of the twelve respondents returned to a 

their pre-bermvement employment. Of these, three returned .to 

health care positions and reported improved performance. The 

fourth returnee indicated a new determination to evolve and find 

more satisfaction i'n the workplace. Five subjects chanqed jobs. 

In four cases the newflosition involved less remuneration but 

more personal fulfillment. The remaining three subjects went 

back to school; one return was planned before the death; the 

other two decisions to return to school were influenced by the 

i) Change in the Workplace (12 reports) 

Now that it's over let's qo on. . . .  So I what I looked 
for was something that I already knew how to do. I 
started applying there and I got a j& really fast. . . .  
It's working out great. (Sub. F1) 

I'm a better therapist. (Sub F2) 

' I do want to do my Masters. Not just for my parents. 
And this is what I want to dc~ it in. I 've struqqled 
more on why I'fn goinq 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 goinq 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 qoinq 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. F 5 )  

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

(Subject began work for an AIDS orqanization) (Sub. M I )  



(Subject found a less stressful, lower payinq job in the 
same field) (Sub. M2) 

- (Subject re-opened a closed ward and is now working with 
.the terminally ill) (Sub. M 3 )  

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

..- 9e 

I just want(ed) a job to do. Yet a job to do in the 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 acconplishment. (Sub. M6) 

Orange Caiegory - Death And Grief Issues. 

There are four sub-categories associated with death and grief 

issues. Subjects reported less or no fear of dyinq and a new or 

stronger belief in an afterlife. Respondents were also confident 

that they would see their loved one aqain 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 like '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. 
F4! 

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) 



Basically the acceptance of death and not really fearing 
it. A lot of fear is diminished. . . .  I guess more t h ~ n  
anything it's made me really not afraid to die. (Sub. 
FS 1 

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

P 

Watching R die 4 really came to the concl.lsion that 
death is not th& 'big a deal ' . . . The d y i ~ ~ g  process 
bothered me becauge I was losing someone but the death - 
like one minute he was here and the next he was qone. 

' And I didn't freak out and I didn't cry. There was no 
change other than the sense that it wasn't thak 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. M 4 ) r  

I value my understanding of death. That it makes nte 
absolutely fearless. When I'm in a plane and somebody 
says 'What if we crash?' (laughinq) I say 'Hallelujah!'. 
(Sub. M5) 5 

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

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

There was just this shell of this person that I just 
loved so much. He wasn't there anymore! That was the 
biggest realization in cominq to teZms with death; that 
what was lying there on the bed wasnf t my brother 
any more. He was qone. He was somewheke else . . .  and I 
believe in reincarnation. I used to have no thouqhts. 
There was no afterlife. (Sub. F1) 

-'\-Re's reinforced my experience and my learninq over the 
years that we are first and foremost spirit. (Sub. F2) 

There is 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 is. 
(Sub. F3) 

My belief in life after death is so much stronger. (Sub. 
F5 

But with proof that B was actually qoinq somewhere. You 



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 just go 
with me and whatever I have learned. (Sub. F6) 

I have always, since I was a little boy, said 'There 
must be more than what I see; what' meets the eyes. 
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 chanqed and I'd say 
that toward J's death the picture totally turned arouhd. 

+ 
' That 95% of my belief is that there is more than we can 

see; 5% is our reality. (Sub. M5) 

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

i i i )  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. F1) 

I know I'll see him again. (Sub. F6) 

Now I know that when I die I'm going to bave someone 
waiting for me . . .  there's qoinq to be someone on the 
other side waiting for me. (Sub. M 2 )  

F. 

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

b 

I look forward to the meeting again. ... If I weie qoing 
to die that would be m e  % the thinqs to look forward 
to; that I was going tq see- J again. (Sub. M5) 

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

e 

iv) The Importance of Experiencing the Grief (6 reports) 
I 

I just wish everybody could understand that, everybody b; 

that's experienced a -?loss. . I  wish they could just 
understand and do the work andYee1 the feelings. . . .  I 
may have to go through it again-. I may have to'qo 
through it with people I lov= becauge some of th-e people 
that I love are HIV positive. But It-q-~ prepared and 41 , a 



know t h e  way.  As l o n g  a s  I c a n  k e e p  t h o s e  f e e l i n g s  o u t  
a n d  n o t  b o t t l e  a n y t h i n g  u p .  ( S u b .  F 1 )  

I f e l t  l i k e  I w a s  d y i n g  i n  l o t s  o f  w a y s .  . . . And t h i s  
l a y e r  a c c e p t s  a n d  t h e n  t h i s  l a y e r  a c c e p t s  a n d  t h e n  t h i s  
o n e .  ( S u b .  F 2 )  

I t s  was  t h e  f i r s t  t i m e  I w e n t  t h r o u g h  , t h e  w h o l e  p r o c e s s  
b e c a u s e  I d i d n ' t  l i k e  t o  f e e l  b e f o r e .  . . .  I  j u s t  s t a y e d  
i n  d e n i a l .  ... I d i d n ' t  u n d e r s t a n d  t h a t  i t  - get on with 
your l i f e  - m e a n t  t h e r e  w a s  work t o  d o  a r o u n d  h e a l i n g .  I 
j u s t  chose t o  i g n o r e  i t .  . . .  I w e n t  t h r o u g h  a n g e r ,  
d e n i a l ,  r e s e n t m e n t ,  r a g e ,  t h e  w h o l e  n i n e  y a r d s ;  a l l  
t h o s e  s t a g e s  w i t h  L-b. P 4 )  

T h r o u g h  t h e  a w a r n e s s  o f  R ' s  c o n d i t i o n  we w e r e  a b l e  t o  
t a l k  o p e n l y  a n d  f r e e l y  o n  l i f e  a n d  d e a t h .  ( S u b .  F 5 )  

T h i s  was t h e  o n l y  d e a t h  w h e r e  I was e m o t i o n a l .  . . .  I was 
, . c r y i n g  a n d  I w a s  s a d  a n d  I was u p s e t .  I c o u l d n ' t  

.. c o n t r o l  my e m o t i o n s .  . . .  A l o t  of e m o t i o n s  came  o u t  when 
5 

R was  d y i n g .  T h o e e  k i n d  o f  e m o t i o n s  t h a t  n o r m a l l y  d o n ' t  
come o u t  i n  m e .  I d i d n ' t ' h a v e  a n y  s a y  i n  i t . .  ( S u b .  M 2 )  

D u r i n g  t h e  g r i e f  p r o c e s s  w a s  t h e  w i l l i n g n e s s  t o  t o t a l l y  
l e t  g o .  To r e a l l y  u n d e r s t a n d  t h a t  t h e  o n l y  c o n t r o l  is 
l e t t i n g  g o .  S o  I l e t  g o ,  I  l e t  g o  a n d  I s t a r t e d  
f a l l i n g  i n  m y d r i f t i n g  p r o c e s s .  And f a l l i n q  l i k e  a _ 
l e a f .  J u s t  d r i f t i n g  i n  t h e  a i r .  F a l l .  F a l l .  F a l l .  
And h i t  t h e  b o t t o m .  H i t a j u s t  t h e  d a r k n e s s  o f  t h e  
d a r k n e s s .  H i t  b o t t o m  a n d  s t a y  t h e r e .  And t h e n  t h a t  i s  
when t h e  m a g i c  h a p p e n e d .  When I h i t  b o t t o m  a t r a p  a o o r  
o p e n e d  a n d  I f e l l  i n t o  t h e  l i g h t .  ( S u b .  M 5 )  

G r e e n  C a t e g o r y  - C h a n g e  
4' 

T h e  C h a n g e  c a t e g o r y  h e a d s  f i v e  s u b - c a t p e g o r i e s  t h a t *  r e p r e s e n t  

common r e s p o n s e s  n o t  i n c l u d e d  u n d e r  a n y  f t h e  - o t h e r  m a j o r  
. , 

c a t e g o r  i e s  . T h e s e  f i v e  s u b - c a t e q o r i e s  - c o n t a i n :  s , t a t e m e n t s  

s u m m a r i z i n g  t h e  e x p e r i e n c e ,  n a m i n g  i t ,  i n d i c a t i n q  t h e  t y p e .  a n d  .<, 
' d, 

.. g. 
d e g r e e  o f  , i m p o r t a n c e  i t  r e p r e s e n t e d ,  a n d  d e s c r i b i n q  t h e  n a t u r e  a f  ' . "  . . 
t h e  p r e - d e q t h  r e l a t i o n s h i p .  

i )  Summing The  E x p e r i e n c e  (11 r e p o r t s )  

He s t a r t e d  m e  o n  a r o a d  t o  a  h a p p i e r  l i f e .  . . .  F e b  1 3 t h  
my l i f e  s t o p p e d  a n d  t h e  w o r l d  w e n t  o n .  N o t h i n g  a b o @  -- 
t h e  w o r l d  c h a n g e d  b u t  e v e r y t h i n g  a b o u t  m e  c h a n q e d .  ( S u b .  
F1) 



One of the gifts of all of this . . .  has been that ever-y 
death ... mirrors for me the parts of me that ar6 not 
living . . .  and' each time I become more alive. (Sub F2) 
The change in me has just been- to take life ,more 
seriously but less seriously . . .  You've qat to cptioff a 
finger before you appreciate the four you've q u t *  -left. 
(Sub. F3) 

9 
Living with someone with AIDS changed my liie. ( S u Q . + , F 4 )  

I was+' honored that I helped his spirit move to another 
place Bnd that I witnessed part of it. (Sub.lF6) 

* 

The whole experience of AIDS in my. life has .caused me ta 
view the world quite a bit diffez,ehtly a* caused me to 
change my priorities. (Sub. MI) 

* 
The experience has brought only good changes. . . .  I 
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 d o ~ b l e ~ e d q e d  
sword. (Sub. M2) 

Instead of being a negative experience it was a=- very 
quiet positiye experience. (Sub. M3) 

Some things you just can't change or control. So you 
let those things happen. There's no reason why you 
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 somethinq. 
(.Sub. M 4 )  

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

I lost my best friend but that was the only negative 
thing . . .  so many positive aspects. '(Sub. M6) 

i i )  Naming. The Experience As Gift or Lesson (10 reports) 

The word- gift was mentioned five times in this sub-category. 

Terms referring to learninq 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) 
9 provided many mirrors. . . .  I reqard him as a teacher. 
. . .  So f o r  me it was such a qift.. (Sub. F2) 

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

I t  w a s  just a learninq experience to learn that if love 



isnf7%- unc~ndi~tional, it probably isn'f there at all. - 
(;sub-.-%l ) .  

* 6 , $  . 
It'ls been a very intense learninq experience. (sub. % 4 )  

+Y 

<,His mis ion was to give me this sift.. (Sub. M5) 
' % I 

Tha you for giving me the gift of dying on me! (Sub. 
t46 1 

*. F 
iii) Degree of lmportance*.of the Experience (8 reports) 
-& 

I'm totally different.. . . .  It's. an experience that I 
wopldn't a give up; . . .  fhe time that I spent with J and 
th*  l a c e  that I was there yhen he died. . . . The biqqest - 

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

My w h o U  life is digferent. (Sub. F3) 
% , . 2 k 

@'m not the same person. ..: Everythinq's 'difierent. 
Yo+. wouldn't, have wanted to know me three years ago. 
(Sub. F4) 

The whole'thing is really important to me - being with % 

B. (Sub. F6) 

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

. < 

His dying would mean a new chanqe for me; a new, lease 
on life. Thank you kiddo! (Sub. M 3 )  

I wa-s appreciating it as it 'was:-happening and even right 
after. And I ca,n appreciate it a lot more now. (Sub. 
M4 

I think it has effefcted 'm; life and chanqed my life 
completely; . . .  a dramatic, absolute chanqe happened. 
... . I think it's pr.ofoundly changed how I " live! (Sub. 

" 5  1 > 

iv) Reports of Growing Up or Accelerated ~earrninq (6 reports) 
* w 

I'm light years away from where I was,before. 1Sub. F1) 
, . 

\ r 

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

I've grown so much. (sub. F6) 

It's been a time to growl uptin lots of ways. (Sub. M2) 
i 

. . .  like this evolution or this trajection. (Sub. M4) 
This made me grow up. (Sub. M6) 



v )  Type of Pre-death Relationship With The Deceasec 3 (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 ) - 

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

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

I was his best friend. I think when you are a lover and 
can be your lover's b e ~ t ~ f r i e n d  you've got something 
pretty good there. (Sub. M 4 )  - 

It's someone I chose to love. That says it all. (Sub. 
M6 1 

The sub-cateqories above have condensed the range of subject 

information into twenty-one common responses. The data is 

further reduced as four predominant themes emerge. Themes of 

locomotion, contradiction, inconsistency, and paradox were found 

to connect various sub-categories. 
d 

The first theme, locomotion, refers to the experience of --a 

shift from external sources of influence to an internal source. 

Subjects typically reported a relocation of the locus of 
d 

authority in their lives. They re-evaluated previous external 
A 

motivations and-became more ,inclined to look inside themselves 

for guidance. 

External motivations such as money, material goods, and 

popularity gave way to job satisfaction, caring for others, and 

selective social izing; all) internally 'motivated. As one subject 

- stated. "It's the inside stuff now rather than the outside stuff" 

(Sub. F4). > 

Subjects noted improved relationships with themselves; the y 



reclaiming of lost parts, acknowledging their strengths, valuinq 

and accepting themselves. They reported that they got in touch 

with who they really were and began to treat themselves better. 
, . 

In conjunction with this new hospitality toward themselves, 

subjects began to question traditional sources of authority. . 

They came to respect their own judgement and relied on it more. 

Evidence oaf internally-driven decision-making was demonstrated* 

- .  
in the area of employment as the majority of subjects chanqed 

their career focus followinq the death. A'full two-thirds or 

eight of the sample of twelve either assumed a new position or 

returned to school. Of the five who chose a different line of 

work, four accepted placemehts that paid less but afforded a 

reductione in stress and a greater sense of personal 

accomplishment. The three subjects who returned to school 
- 

apparently choose to invest in themselves followinq the-ir 

bereavement. 

A shift away from.materialism toward caring for others was' 
. . 

also reported by two-thirds of the subjects;' "instead of cominq 

from the pocketbook, cominq from the heartv (Sub. M3). Most of 
a 

the subjects who returned to-their previous job% (three out of 

the four) worked in the health care field. This is consistent 

ith the trend of increased,caring for others. ., Other evidence of 
+P- 

mov'ement toward caring is seen in the rePoits of improved 
\ s( 

relationships with family members and a heightened emphasis 'on 
9 2 

love. . 
Another example of the shift from externa'l to internal 

motivation was seen in reference to social activities. A 

diminished need to be p~pular resulted in subjects spending more 



timk by themselves and becoming more selective in the sodial 

interactions they did have. "It pulls one-percent closer and 
d 

pushes the rest further (.away)" (Sub. M5). . .  

Subjects also reported 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. 
u 

social pressure became less effective as ';houldsl internalized 

over time were replaced by a personal "tuning intt process (Sub. 

F1) . As 'one subject reported, "I spend my t'ime doing what I want, 
6 

to do more than what I think people want me to do. or what I 

'should' be doing" (Sub. Fl). 

The external authority of early reliqious instruction was 
I 

challenged and a more personalized concept of God was adopted. 

Su-bjects +kended to internalize their reliqious beliefs, coming to 
1 

"understand that it was insidett themselves (Sub. F4). 

Traditional concepts such as heaven and hell were redefined in 

terms' of present'conditions and possibilities. And ''living a 

spiritual life" (Sub. M5) became a goal having little to do with ' 

established religion. 

The second theme to emerge from the data, a theme of 
, - 

contradiction, involved human relationships. Subjects reported 

an increased sense of connection to all humanity, and -yet they 

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

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

the same as met1 (Sub. F4) coincided with an increased screenins - .  

of actual social contacts. While family relationships improved, - -.. 

following the bereavement, subjects frequently curtailed other , ' 



social activity. Many relationships ended'and new friendships_:,, 
a .  - .- 

were carefully selected. 

The third theme'-to -pear in ekhe data was one o f - - , +  

- inconsistency; a greater participation in life was reported at 

the same time as death became accepted as a welcomed prospect. 
, , 

Subjects acknowledged a new appreciation •’0; themselves, others, 

nature, and life in general, yet they also experienced a 

. L diminished fear of dying. Reports of a new passiod •’0;' life, 

tfdoing, seeing, and beinq .the bestt' (Sub. F1) seem to be 
r b  

inconsistent with "welcom( inq) deathtt (Sub. F6 1 .  Subjects 

common2.y valueq both life and death simultaneously, two 

apearently diametric and mutually exclusive states. . An 
? , 

appreciation of one state did not seem to 4epeciate the other. 

The final theme involved paradox. Subjects Indicated that 

- they had an exce~tional-ly A close relationship with the person who 
3 

I _ 

died. Paradoxically, they also saw the1 .loss of this . p r i m a r y  
: * -. 

person as a valued experience. Although 'the deceased were 
L .  9 - 1 

portrayed in t e r w  of "best frien* t . l a n d )  loverrf "- (Sub. M 4 ) ,  

ttfavour'ite perspn in this worldtt (Sub. ~11,. and %omeone I chose 
: ? .  -- 

to lovetf (Sub. M 6 ) ,  three quarters or nine of the twelve subjects 

described the death' as -a gift or learning expekienoe. seve~a'l" 

s'ubjects suggested their exp'erience had been the mast .valued one 

of their lives. They +used phrases like: '"an experience I 

wouldn t g i v e  up" i sub? Ff 1, "a new iea.pe on- l i+•’eft (Sub .' M 3  1 ,  and 

14 .. "the most loving gift anyone will ever qive .merf. (Sub. M5). 

Paradoxically; the loss of a precious relationship was seen as a 
. < 

highly valued experience. k 

/ - ,  

In an attempt to define the dynamics- ipvolved in these 

6 9 . * 



positive bereavement situations, ,the four ,themes noted above have 
- ,  

bee* drawn together into a single metaphof.   he life cycle-of a 

A flower was chosen as references to flower\ng plants were common 

R 
5n the data. For example: "weeded a lot - . . . ' out", "f lowersft, 

fifreesiav (Sub. Fl), "smallest f lowertt, "s~en*~ of a f lowertf (Sub. 

F5), "bloomH, "blossom", "leaf ", "cherry trees" (Sub. M5), and 

"smell the roses" (Sub. M6). The followi'nq metaphor is offered 
I I 

to represent the phenomenon of.persona1 growth through loss. 

Plants live best outdoors, connected to the earth. In most 

gardens they q B w  and bloom in clusters, appreciated, at a 

glance, for their collective effect. But when we bring a single 

flower hpme, its unique beauty is ours until it di-es.  here is a 
c- t 

trade-off though. By bringing one flower close, we enjoy it more 
- ,* 

- .  
but for a* shorter time. 

The beauty of one special flower can initiate an interest in 

gardening. We learn that plants all have the same basic needs: 

soil, water, and sun. As we begin, we come to 'appreciate the 

variety-of species that exist. Yet ,  to protect the health of an 

individual' sprout we weed out certain types. We learn that 

plants need room to qrow. They need space from even their pwn 

sort. And if their needs are met, their simple mission is to 

live and blossom and die. Their season* done, we find 'our 

favoo;ites are perennial. And this us. 
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b 
F 

There are as many ways -tc2cope with:the turmoil o ,. losing a 
P 

. * 
'% 

loved' one as t.hire areS'peo.ple left hehind. A be'reavement . 
. , 

' - permanently shatters some lives. ~ther'times, people come to 

discovdp a life they never dreamed possiblq.~ The 'majority o f .  
* > 

&eaved individuals, however, experience some deAgree, of each: 
< .  

apart an$ findingpa better way. , . , - 
9 .  

/ 

to 'discover how to assist People f=cing . bereavernegt, ' ' 

this study has examined those individuals who.not only survived .. 
_ . I  

their crisis, but -who also, reportedly, thrived as a resuitr,of ' 
e 

it. The sample was selected with - a  philosophy ' 'promoted -by 
, 

Abraham Maslow (1971): study healthy psychological funct,ioning as 
4; ' 

opposed to pathology. Maslow chose "the use df selected qood 

specimens . for studying the best capability that the humdn. 
. 

species has1' (Maslow, 1971, p. 5). Just as Bernie , Sieglets . . -  ' -  . . 
,+ 

'(1986, 1989) recent interest in ECaPs, or,-'exceptional. cancer 
. / 

patients, has furthered our understanding of opti-mdl functioning 
I 

in dire medical situation;,- this work :featured exception<i A . 
bereavement survivors to bhtter urideirstand ', the b'eieavement 

recovery process. 
i 

The present exploratory study established that valued 
1 

bereavement outcomes do exist- and' that they are found in 
, I 

recognizable patterns. These findings are discussed i n  relation 

to parallel results d r a m  from research in a related field. The 
+ 

findings of the present study are also,discussed in fregard to' 
. . 

. , 

their power and limitations. Implications for - counselling are 

noted and a number of pre- and post-bereavement counselling - -  



s t r a t e g i e s  a r e  s u g g e s t e d .  Recommendat ions  f o r  f u t u r e  r e s e a r c h  

a r e  p r o v i d e d  a n d  t h e s e  a r e  f o l l o w e d  b y  a  b r i e f  c , l o s i n g  comment. - 
The i n t e r v i e w  d a t a ,  f r o m  t h e  p r e s e n t  s t u d y ,  r e v e a l e d  two 

p o i n t s .  F i r s t ,  some p e o p l e  d o  e x e r i e n c e  v e r y  p o s i t i v e  

b e r e a v e m e n t  ou tcomes .  And s e c o n d ,  t h e r e  a p p e a r  t o  b e  p a t t e r n s  to .  

t h e  phenomenon. 

Whi le  p o s i t i v e  b e r e a v e m e n t  ou tcomes  a re  c e r t a i n l y  a n  en-igma, 

t h e  p r e s e n t  s t u d y  shows t h a t  t h e y  a r e  a l s o  a  ; e a l i t y .  The f a c t  

*: t h a t  some p e o p l e  f i n d ' a n y t h i n g  of  v a l u e  i n  t h e  d e a t h  of  a  l o v e d  
* 

E 

.ones  i q  a n  i m p o r t d h t  f i n d i n g  i n  i t s e l f .  s u b j e c t s  r e p o r t e g  

b e n e f i c i a l  c h a n g e s  i n  t h e  a r e a s  o f ;  t i m e ,  r e l a t i o n s h i p s ,  v a l u e s ,  
* 

e i p l o y m e n t , i  and  d e a t h / q r i . e f  i s s u e s .  They a l s b  u s e d  terms s u c h  as 

' g r o w t h ' ,  ' l e a r n i n g ' ,  and  ' g i f t f  t o  d e s c r i b e _ , t h e i r  . e x p e r i e n c e .  
r- 

, ,  
The t w e n t y  one  p o s i t i v e  c h a n g e s ,  d e s c r i b e d  b y  a t  l e a s t  h a l f  

1 

t h e  s a m p l e ,  c o r r  6irc9 w i t h  the r e p o r t e d  a f t e r e f f e c t s  of  'a n e a r -  

/-- 1 d e a t h  e x p e  i e n c e  (NDE) . ~ a ~ m o n d  Moody ( 1 9 7 5 )  s u r v e y e d '  ,' 

D 

i n d i v i d u a l s  dho ,  h a v i n g  been  c l . i n i c a l l y  d e a d ,  'were r e v i v e d '  'and ' 

s u r v i v e d  t o  d e s c x i b e  t h e i r  e x p e r i e n c e .  Moody fou.nd t h a t  $ear- 

d e a t h  e x p e r  i e n c e r s  ( NDEers ) undexgo s u b s t a n t i a l  v a l u e  

t r a n s f o r m a t i o n s  and  a d e c r e a s e d  f e a r '  of d e a t h .  I n  s h o r t ,  " t h e i r  

l i v e s  ' h a v e  been  t o t a l l y ,  c o m p l e t e l y ,  and  p e r m a n e n t l y  t r a n s f o r m e d ~ ~  

(Moody i n  F l y n n ,  1986 ,  p .  x i v ) .  

a K e n n e t h  R i n g  f u r t h e r  i n v e s t i g a t e d  t h e  phenomenon o f  N D E s  and  

c l a s s i f i e d  h i s  ' t i n d i n g s  u n d e r  t h e  F o l l o w i n g  h e a d i n g s : '  
I +  

A f t e r e f f e c t s  I - P e r s o n a l i t y  and V a l u e 5 & a n g e s  and  Af f e r e f  ec t s  11 

- A t t i t u d e s  Toward R e l i g i o n s  and  Death. ( R i n g .  1 9 8 0 ,  p .  138. & w . "2 
1 5 9 ) .  R i n g ' s  more r e c e n t  work,  t h e  omegah S t u d y  (198-41, c o n t i n u e d  . 



4 

to survey NDEers, this time focusing on the meaning of their 

experience. 

The findings of this last study provide a detailed inventory 

+of NDE aftereffects. In the area of Personaqity and Value Chanqe 

the findings were: A Greater Appreciation of Life (appreciation 

of ordinary things and nature), A ~reater Concern for Others 

(helping others, compassion, patience, tolerance, love for 
0 

.others, insight into others, understanding and acceptance of 

others), Less Concern with Impressing Others (good impression, 
... 

.~ well-known, what others think), Less Materialism (material 

things, 'living the good li•’el, high standar? of living, material * 

succes*~) and, A Quest for Meaning (higher consciousness, 'what 

life is all about', purpose, i n n y  meaning, self-understanding, 
- C 

personal meaning) ( ~ i n g k 9 8 4 , .  p. 300 - 311 1 .  

Attitute changes towards'reliqion .and death found in Ring's 
----- 

Omega Study were: a tendency to characterize oneself as spiritual 
A 

I , ,  ratheg than religious per se, a feeling of being inwardly close 

to God, a deemphasis of the formal aspects of reliqious llfe and 
--- --- 

worship, a conviction that there is life after death, an openness 

to the doctrine of reincarnation, a belief in the essential 

underlying unity of all reliqions and, a desire for a universal 
i 

religion embracing all humanity (Ring, 1984, p. 146). b 

More recently, Charles Flynn (1986) examined the emotional 

transformation experienced by NDEers. Flynn added two more 

experiences to the known aftereffects of NDEs. First, NDEers P 

tend to/ experience a ''deep sensitivity to the sufferinq of others 

and their empathy for all forms of life reflect a profound 

reverence of life" (Flynn, 1986, p. 39). Flynn's subjects also 



came to believe that "love is the central meaning of life" 

(Flynn, 1986, p. 50). 

The integrated findinqs of these three researchers#provide a 

detailed account of common NDE aftereffects. These results 

c.losely parallel the present findings:. a transfer from an 

external to an internal orientation, greater appreciation of both 

life and death, greater connection to humanit'y with 'increased 

selectivity for social contacts, and the over-all valuing of a 

very erave experience. 

A research link exists between NDEs and the present AIDS- 

related findings. A study of survivors who had "come close to 

deathw 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, 

B 
to experience the aftereffects. AIDS author-BettyClare agrees. - 

She observes that "we are never the same again after . . .  the pass 
4 * 
through to the mystery of death, whether it is a near death 

experience or holding the hand of a dying patient" (Moffatt, 

*- 
1988, p. xii). AIDS caregivers apparently exper'ience a clpse 

encountgr 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 of , 

this study are p-estricted to AIDS-related bereavements, Positive 

C 
c - 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 self- 



f 

selected; most subjects volunteering from a support group they 

chose to attend. Therefore, for generalizatioff purposes, the 

sample represents only itself. 

The study realizes strength through the nature of the 

interview questions. The similarity of the subject's responses 

t-Q nonspecific open questions generates confidence in the . 
•’indings. In addition, the fifty percent report criteria per 

sub-category serves to further increase the power of the study. 

d 
The present research indicates that there are similarities 

between some bereavements and near death experiences. One of the 

main differ$nces between the two situations is that individuals 

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

other hand, are usually quite unexpected. Individuals facing 
2 

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

strategies that facilitate communication, as well as follow-up 

intecjrat ive work. 

"Why is it so difficult to console? The quickest answer is 
w 

that we have no language of the heart to express our deepest 
3 

feelings" (Roth, 1987, p. 111). Counsellors can help survivors 

develop 'a language of the heart'. By seeding such words as 

'gift , ' lesson1, and 'teacher counsellors offer a ,posit iv; 

framework for survivors toeshape meaninq around their expg~ience. 

Another means of providing influential lanquaqe to tpose 

coping with a terminal diagnosis involves the use of metaphors. 

Counsellors can collect valuable informat ion about how 

individuals perceive their situation by asking them for a 

metaphor. Then, replacing fearful images of approching death 

such as a 'headless horsemant and 'night of the living dead' 

e 7 5 



characters, counsellor's can sugqest natural, process-oriented 
, - 

metaphors :like the winding down of a clock, awsunsqt a$ the end 

of a beautiful day, and the gradual witherinq of a flower. 

Another valuable strategy counselJors can offer during the 

pre-bereavement period is modeling. Actually planning to work 

without an agenda, attempting to be in the moment, letting go of 

expectations and control, and expressing- genuine feelings may be 

more useful than a discussion of the same ideas.(' Sim&larily, the 

possibility of a situation being seen as a learning experience is 
, 

realized when the counsellor discloses what s/ke has personally 

learned from the client. 

The present finqings suggest that pos t -b . e r eavemen t . r e cove ry  is 

\ a  "resocializationff period (Flynn, 1986). Just as NDEers have 
\ 

shown that "the experience itself becomes a part of the 

4 
individual and becomes part of his or her live" (Clarke in, Flyyn, 

- .  

1986, p. 19), the newly bereaved often find re-entry into the 

world difficult since "nothing about the world chanqed and 

everything about me changedn (Sub. Fl). As NDE researchers have 

observed, " .  . .  you cannot expect NDEers to take up life as usual 

after an NDE; their outside circumstances may have to be, chanqed 

t~ meet their, internal-changes" (Greyson & Harris in Grof & Grof, 

-2 1989,~. 210). 
@ 

Bereavement recovery involves more than learning to live in 

the absence of the deceased. Survivors may find it easier to 

adjust to the loss of their loved one than to re-ente*%?the world 

with the changes they Rave experienced. Post-bereavement work 

involves helping survivors learn "how to incorporate newfound 



values, beliefs, attitudes, and behavior patterns that hake 

suddenly replaced old familiar ones" (Flynn, 1986, p. 2 7 ) .  As 

crisis researchers Stanislav and Christina Grof suggest: 
B 

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

Future research suggestions in the area of bereavemefit 

outcomes: Do positive outc.omes 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 of 

expression: thoughts and feelings? What are the effects of 

counselling, Specific readings, peer support groups, and 

mulitiple losses on bereavement outcomes? 
c .  

More than any other factors, good bereavement recovery seems 
0 

to depend o,n the attitudes of acceptance and willingness, The 

adoption of these attitudes involves personal choice. 

You decide you are going .to plan your life and you 
plan on taking this trip. And you're going to go to 
France. And you get off the plane and you're not in 
Franc?. You are in Holland but you didn't want to go 
there. That's not where you planned on goinq. 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. Its the same as a loss. 
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 - I would have landed in Holland 
Ivwould have been right pissed off. Taka me to France! 
I want to see the Eiffel Tower! '(Sub. F1) 



9, 
"There is nothinq good about this plaque, but there's alot of 

good in the way people respond to it" (Jones in Ruskin, 1988, p. 

1 8 ) .  ,This paper does not aim to romanticize AIDS or death. The 

death of a loved one an$, the subsequent bereavedent experienced 

by survivors are never beautiful, but, in some situations, the . 
? r 

5 6 

experience ; can be a'vehicle for personal growth anq 

transformation.' 

"B 
Bereavement is a time of letting go.. While survivors strive ' to release the person who has 'died, the experience of bereavement 

may also include lettin9 go of previously held judgements, fears, 

self-criticisms, and feelings of separation. These acts of 
. . 

letting go do-not diminish the survivor for, as this study has 

shown, 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 as one survivor proclaimed: "Death. has 

lost its sting" (Sub. M l ) .  Of course it has! The bee is love 

making for a plant! 

It' was like making love to him . . .  those days together 
were like an intense session of lovemaking . . .  up until 
the end. (Sub. M4) 

And in the end, a lesson~to be learned by heart: The human 

heart can, indeed, break open. Something of value can be fo&d 

the processes of dying and grieving. And t~ understand that "an 

open heart is a much qxeater blessing than death is a kragedy" 

(Bill, Person With AIDS, in Levine, L987 ,  p. 1 2 7 5  - bfie graduates 

to life. 

The world didn't die that day. It blossomed. (Sub. M6) 



Subject: (Ident. p d e )  Age Sex 
Person sh6,died o/•’ AIDS Age Sex C. 

/ 
~ h a t  was your d a t i o n s h i p  to the deceased? 

. 

How long ago did he/she die? - 

How long had you known the deceased? 

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

--- - 4- 

Length of time from disclosure of AIDS diagnosis (to you 
personally) until death 

What was the degree of your participation in patient's care: 
[ I no participation in care 
[ I limited participation (i.e. patient in hospital) 
[ I member of a care team 

t' 

[ I primary caregiver 

7 )  How did the two of you communicate the emotions you were 
experiencing-to each other? 

[ I complete two-way communicat*ion 
- [ I one-way communication (explain: ) 

i I limited communication (explain: ' -- 1 

8 1  To what degree did the two of you discuss death and dyinq? 
- (circle one number) 

No talk Open talk 
, L11 [ 2 1  [31 - [ 4 1  [ 5 1  1 6 1  [ 7 1  [ 8 1 1 9 1  [ 10 1 

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

f I denial 
[ I anger 
I I bargaining 
E I depression 
I I hope 
I I acceptant> 
f I other 

Mark the emotions that 
you yourself exper ienced 
during the course of the 
illness. 

' [  f denial 
[ I anqer 
[ I bargaining 
[ I depression 
[ 1 ,  hope 
[ I acceptance 
[ 1. other 

- 
10) ~otal'number of people you have known to die of BIDS 

i 
11) What is your HIV status? [ 1 antibody neq. [ I antibody pos. 

I untested [ I ARC [ 1 AIDS [ ' I do not wish to answer 



APPENDIX B 
W S ~ H A R Y  OF SUBJECT INFORMATION SHEET 

Subject: (Ident. Code) Age 33 Sex 6W6F 
Person sho died of AIDS Age 36 Sex 12H 

1) What was -/bur relationship to the deceased? . .  

2 )  How long ago did he/she die? 13 months 
i5t" 

3 )  How long had you known the deceased? zanqe: 6 mon - 29 ~ r s  
* . . , * 

4 )  What was the length of time from diagnosis (AIDS) until death? , 
=. 

*r. 

* =  5 )  Length of time from disclosure of AIDS-L$Iiagnosis d (to you 
I persgnally) until death . - 

What was "the degree of your participation in patient's care': 3 
&' 

111 no participation in care C 

[11 limited participation (i.e. patient in hospital) 
[21 member of a care team 
[ 8 1 primary caregiver LI- ' , + + : 

[ I other -- - - -- - - - 

How did the two of you communicate the emo.tions you were 
experiencing to each other? 

- t71 complete two-way communication 
111 one-way communication (explain: I ) 
[41 limited communication .(explain: ' - 1 

, " d  

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

Ho talk ,- Opentalk 
[ 11 [21 [ 3 I [41 [51 [ 6 1  r7l: r 8 l  [91 [lo1 
2 1 1 1 I -  1 6 

9) Mark the emotions that I 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. 

[ I denial [ I denial 
[ I anger * f I anger 8' 

[ I bargaining [ I bargaining 
[ I depression [ I depression 
[ I hope [ 1 hope 
[ I acceptance .J [ 1 acceptance 
t I other [ I other -- 

. . 

10) T e a l  number of people you &Ge known to die of AIDS 1 2 +  
4 

11) what is your HIV status? 191 antibody neg. [21 antibody-pos. 
[ I untested ARC [ I AIDS [ I do not wish to answer 

, 

P 

8 0 
3 

t 



Appendix C 
CONSENT AND RELEASE FORM 
SIMON FRASER UNIVERSITY 
FACULITY OF EDUCATION 
BURNABY B. C. V5A 1S6 

(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 explained to'me as: 

a) the completion of a questionaire and 
b) one audiotaped interview of approximately an hour 

and a half in length. 

I understand that: 
B 

1) the recollection of my experience of losing a loved one 
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 will 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 destroyee at the 
end of the project. 

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

6 )  I may register any eomplaint 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. 

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

Signature of subject/participant 

Thankyou,,for yoyr participation! 
i 

JOY Moon B.A. (HQnOrS Psy~~hology) 
Researcher'/ M. A .  Candidate 
Simon Fraser University 

. - 
a 1 



APPENDIX D 
INTERVIEW GUIDELINES 

PRIMARY OPEN QUESTION 

1) How has the death of affected yodr life? 

ADDITIONAL AREAS OF INTEREST -3 

2 )  How has the death affected your philosophy oslife or your . 
understanding of the meaning or purpose of life? 

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

. " 

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

5 )  How has the death affected your values? 

6 )  How has the death affected'what you do for a livinq? 
. . .  

7 )  How has the death affected your. attitude about dyinq? 

8 )  How has the death affected :your belief in an afterlife? 
What experience formed these beliefs?. t > '  .,. 

r. ' 

9 )  What makes this experience different from the deaths of 
other people in your life? - 

- 
i d )  To what do you attribute the positive cbnsequences this , .  

death has had for'->you? 
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