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Abstract

This descriptive study examines the caregiver’s experienée
of loss of a patient, client, or parishioner by death. The ma-
jor emphasis is the various themes that have been drawn ocut of
the transcripts presented.

Between July %, 1987 and September 30, 1987 eleven respon-
dents replied to the basic interview question: "What was the
experlence for you of losing one of your clients (parishioners,
patients)? The eleven interviews produced 447 pages of verba-
tima ranging from 28 to 70 pages in length. The phenomemologi-
cal-descriptive approach necesgitatez a reducing proces; which
while reducing the number of pages of verbatim still captures
the essence aof the lived experience of the intefviewees. Chap-
taer five of the thesis represents those verhatims reduced to
manageable transcripts. The results of the analysis of the
data which are in chapter six are based on the reduced tran-
scripts in chapter five.

Chapter two deals with a very brief history of the hospice
movement. The hospice movement 1is the alternative movement
with a rationale for suggested alternatives +to the care of
those who are dying. One of the key points of the hospice
rationale 1s that the caregiver is also a significant element
in the caregiving system. Attention must bhe pald not only to
the person who is dying, but also the family unit. The.third
element is the caregivers in client system.

Chapter three iz a brief literature review of numerous

disciplines. What 1is noticed 1is the paucity of material
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dealing with the caregiver as she or he continuously deals with
death and the dying. On a continuum of greatest to least, the
greatest research effort is directed towards the person who is
dying, and the least research endeavour is paid to the care-
giver and the long term effects of dealing with the isgssuss in-
volved in dying and ultimately death.

Chapter four describes the phenomenological-descriptive
method used Iin gathering the data. The descriptive approach
geems best sulted to describe firszst-hand experiences caregivers
experience. From data gathered in this  way it woulé appear
that all other research would be firmly grounded in the care-
glver?'s reality.

Chapter six analyzes the data into a number of themes.
While the literature notes the stress caregivers experience in
dealing with death and the dying, and also suggests alterna-
tives to cope with this type of océupational stress; the data
gathered and analyzed suggests another phenomenon that occurs.
It suggests in the existen£ial encounter with death and dying =
transformation can -occur. A transformation in which a rela-
tionship occurs between the caregiver and the client. It is =a
relationship whose key ingredient iz mutuality. It is a mutual
relationship characterized by mutual care, caregiving and

learning.
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Chapter [

Introductian

While participating 1in a recent seminar ] observed many
caregivers working in the hospice field seemed to experience a
nesd to share some of thelr unresolvéd grief experiences. This
observation prompted a brief search to see whether the litera-
ture addressed the needs of caregivers who experience the loss
of a client, patient or parishioner by demath. The brief liter-
ature search provided insight into the dynamics and experience
of dying and dealing with death as experienced by the patient
aor client., [t also dealt with how one can assist and work with
the dying patient. It noted also the stressfulness of working
in this area and the research evidence on coping mechanisms and
strategiesrwith that stress. There was, howeveyr, little men-
tion of the personal or subjective experience of the caregiver.
The guestion of what it meant to lose & patient, client, or
parishioner by death was not addressed. Nor was the question
of the effect on the caregivers loss of patient, client or par-
ishioner by death addressed.

There were, however two recently published books which
dealt with the caregiver’s response to the loss of patients by
death. Written from the personal or subjective point of view,
they shared what death of patients meant for them and how it
transformed them. They alsoc mentioned how that change affected
their working with their patients.

Thig obsgervation and the resultant brief literature review

validated for me the topic or area of research. The topic
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‘'would be the meaning, the lived experience, of the loss of a
client, patient or parishioner by death.

Choosing the Parameters of the Research

Worden (198%2), who authored Grief Counseling and Grietf

Therapy was the keynote speaker at the Sixth Annual Dealing
with Grief Seminar in Calgary, Alberta, October 23 and 24,
1986. Sponsored by the Alberta Pastoral Care Assoclation and
the Alberta Funeral Service Association, day one consisted of
an overview of'loss, grief and mourning. Part of the day one
program Included a gkills enhancement segment. ‘Day two of the
program dealt with bereaving c¢children; complicated beresave-
ments; and grief therapy. It again had a skills enhancement
segment.

The geminar was a good overview of the topic and it pro-
vided information about the advances that cccurred in the area
of bereavement and grlef therapy. It was observed by the
author, however, during both small sharing group sessions and
plenary sgessions that there were a number of people who shared
their grief over a recent loss by death of & patlient, client
or parishioner. These concerns varied from permission for a
professional caregiver to grieve to open expressions of grief
over a recent loss of a client, patient or parishioner. Those
who shared their grief were comforted by the participants in
the small groups, or when this occurred in the plenary ses-
sions, people would come to the grieving person and provide

help. One woman, whom I presumed to be a nurse, told ocur small



3
group session that through this seminar she resolved her grief
over the loss of a patient that had occurred a long time before
in her professional career.

Thiz workshop experience brought into focus the occupa-
tional stress of professionals working with terminally {111
peaple,. Understandably, much of the treatment focus and cur-
rent research is attentive to the patient, client or parizhion-
er who is dying. Once death occurs there is usually a focus on
the survivors and their bereavement and grief. What 1is notice-
ably agsent are the unaddressed needs of the lay and profes-
sional caregiver.

This obsgservation generated a number of questions. .Where

do professionals go for help when they lose a client, patient

or parishioner to death? Have their respective disciplines
prepared them for such losses? How do their disciplines help
them now? Do the professions encourage and provide ongoing

training and continuing education seminars to deal with this
probiem? Can this be addressed in one’s formal education or
can it only be dealt with as ;t arises in one's professianal
career? What is the existential reality one experiences when a
client, patient, or parishioner dies? How does that experience
effect the caregiver? What are the 1initial effects and the
long term effects on caregivers?

The generation of these questions suggestgd an area of
research. The literature was investligated {n the form of =

preliminary search for a thesis proposal to see if these ques-



tions had been or were being addressed.
Wentzel (1976) describes his three month stay at St.
Christopher’s Hospice in London. He observed, as a doctor,

that only 1f one has found meaning and value in life can one

die with dignity. He saw two axioms which charascterized the
caregiver’s approach at St. Christopher’s. The first is that
dying patients need more attention not less. The second 1s to

allaow patiehts as much control over their life as possible.
This counters the major fear of every dying patient which is
the fear of dying alone. He goez on to mention that the dying
"can teach the living about their impending death. Finally, he
noted that when a person dies, the staff gives opportunity for
others in the ward to talk about it. What standz out in his
otherwise excellent descr?ptisn is the fact that the dying can
teach the living "if we are willing to listen.™® fmplied iz a
shutting off proce=szs to Insulate oneself from the dying pa-
tient. Also noted is the fact that the caregiver'’s needs are
not identified or noted.

At no time doe=z Wentzel deal with the dynamics that in-
velve the caregiver. Kubler-Ross (1869) also comments on this
avoidance process. Much, she stresées, is missed when we avoid
patients. What, however, would be foun&?

If one is interested in human behavior, in the adaptations

and defenses that human beings have to use in order to

cope with such stresses, this is the place to learn about
it. If they sit and listen, and repeat their visit, 1if
the patient does not feel like talking on the first or
second encounter, the patient will socon develop a feeling

of confidence that there 1is a person who cares, who is
avallable, who sticks around.
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When they ‘are ready to talk, they will open up and
ghare their loneliness, sometimes with words, sometimes

with .little gestures or non-verbal communications. (p.
409 .

Caregiver involvement as noted in this quotation implies learn-
ing a patient’s adaptations and defenses.

In her later work Kubler-Ross (1875) comments on the ther-
apist's cutward display of emotions:

Display of emotion on the part of a therapist is like

drugs. The right amount of medication at the right [115]

time can work wonders. Too much is unhealthy and too 1it-

tle is tragic. (pp. 114-115)

Since her approach 18 interdisciplinary in nature she cautions
against wvarious disciplines maintaining their traditional
raoles, Ministers need to care about more than the spiritual
needs and psychiatrists need to go beyond the psychlc needs,
Various aspects or concerns can be dealt with by whoever feels
comfortable with the family or the patient. The avoidance pat-
tern 12 noted and there 1g encouragement to Qvercome it. The
narrow role boundaries should be avoided. There is little fo-
cug on the caregiver and his or her needs.

In the literature the focus is on the client or the cli-
ent’s family. Even the expressions of one'’s emotionsr must
facilitate the dying patient in particular. Research continues
to revolve around the patient and his or her family. Carolyn
Cook Gotay in 1984 assessed problems, c¢oping mechanisms and
problem resolution in one hundred twelve individuals she in-

vestigated. There were two groups. Patients were either in a

early stage of <cervical cancer or precancer or in the advanced
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stage of breast or gynecological cancer. Their respective
mates were also part of the investigation. The results indi-
cated more similarities +than differences between the two
Sroups. The =imilarity was the high amount of stress in both
groups, not much change in coping mechanisms and above all 1it-
tle reduction of stress in the advanced group. The invéstiga—
tion was not expanded to include the patient’s caregliver.

Our Western society is characterized by market capitalism.
Goods and services become primary. In many ways the patlient 1is
g commodity that congsumes gservices. The focus becomes one of
serving the needs of the client. Services for the medlcal pa-
tient as consumer became primary. The intent is to facilitate
an easy death. The caregiver is expected to be proflclient in

service delivery. Becker’s (1973) The Denial of Death deals

with the most basic of human terrors -- his or her death. He
geez the fear of death as universal:
It haunts the human animal like nothing else; 1t 1s a
malnspring of human activity -- activity designed largely
to avoid the fatality of death to overcome it by denying
in some way that it 1is the final destiny for man. (p.
ix).
Dempgsey (1975) states death is interdicted because the dominant
ideology, of our Western progress oriented society, is that
#l1ife must be happy at all times.® (p. 15).
Who, then, takes care of the caregiver when he or she
logeg a patient, client, or parishioner? What is the effect of

this experience on the professional caregiver? What doss the

professional caregiver do to cope with the anxiety and the
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threat of deathé What occurs that enables the careglver to
transcend theée fears and problems and enables him or her to
respond effectively with client, patient, or parishioner facing

emlnent death?

Sol Goldstein (1986) in hisrbook Michael®*s Ship, focuses
on a young boy struggling with cancer and the feelings asso-
clated with that event, its treatment and its effect on his
life. Goldstein goes on: "As Michael’s psychiatrist and
friénd, I knew about his feelings and witneésed his struggle.”
(p. 11). Here was a plece of literature which could be char-
acterized as very subjective or personal in nature. Goldstein
shares through the medium of the printed page what transpired
betweaen he and Michael. He knew he broke a cardinal rule that
medical people must not treat the patient’s family. In his

peychiatric training that rule was extended to include friends

and acquaintances. At risk is the friendship and/or the suc-
cess of the therapy. The success of the therapy, of course,
is more important. Yet Michael’s parents refused to consider

any referral. Dr. Goldstein shares that decision process with
us. He writes:

The late William Menninger was one of my favourite
teachers. He exerted a profound influence on my life and
my way of thinking. Though Menninger had been dead almast
five years when Michael’s father came to me, he was very
much alive in my mind that evening....In a real way he
helped me, for 1 recall the occasion when he sald, "S5ol,
always remember your personal evolution. You were born a
human being, then you became a physician, and now you are
becoming a psychiatrist. When you deal with people and
their emotional turmoil, firgst be the human being, then
use your medical knowledge, and only at that time will you
be a good psychiatrisgt.” Now, I concluded, was the time



to be the human being. (Ibid., p. 31>
In a profound way Dr. Goldstein has taken us into his exper-
ience with Michael. How else can we understand what the care-
giver experiences until finally he or she shares that event
with us. In sharing the event we may learn how the caregiver
gustains himself or herself and we may get some insight about
the ingredients of a good and effective therapeutic interchange
and intervention. What did Goldstein learn?
I think of how many people in aur world look at what is
wrong and what is lacking. We complain of what we do not
have, of how we have been cheated. We fear death yet we
do not live life. Michael taught me this: death is not
to be feared; life is to be lived. I hope that my telling
af hig story might in some way similarly influence you and
that you too may learn from Michael, as 1 did. (pp. 163-
164)
Hatfield and Hatfield (1985) note also the element of the
personal in dealing with death. They note:

We could provide better terminal care by trying to come to
grips with death personally. (p. 783

They note elsewhere: "] find that by helping, in the process 1
help myself." (Ibid., p. 88) There is even the element of the
pergonal, the human Iin +the practise of medicine. They clase
their book with the following:
Practising medicine is still, and always will be, human
beings relating to human beings. In that, it's no differ-
ent that anything elgse. Life 13 marvellously rewarding if
you let it be; if you realize you’re not the only one
writing the script. (p. 141)
In order to investigate  the caregiver's experience of loss

through death of a patlient, client or parishioner it iIs surely

necessary to enter their subjective and experiential reality.
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What is that experience? What meaning does the event or events
hold for them? As we become familiar with the experience what
can we learn that may assist the caregiver in coming to terms
with the event and becoming more effective therapeutically in
working with the terminalily i117? A sample from various dis—
ciplines of individual caregivers suggested itself for examin-
ation. How would that experience be for a social worker aor
hospice program director? What is the experience of loss for a
chaplain, a parish clergyperson, a registered nursing assist-
ant, & nursing supervisor or the volunteer? Since there is
-very little literature on occupational stress as experienced by
the careglver related to work with +the terminally ill a re-
search project that focused on the subjective.meaning ot these
experiences seemed to represent a worthwhile contribution.
This data would help in delineating the parameters of a problem
for future investigation.

This seemed to imply a review section on the emergence of
the contemporary hospice movement as an alternative +to the
traditional éatterns of dealing with the dying and death. It
uses alternative methods of care which tend to be passive or
palliative in nature and increases the focus of care. Not only
the dying patient but family becomes the focus of care. In
that context the concerns of the caregivers are also noted and
dealt with and thus represents a literature that made this
praj;ét gensitive to the kind of emerging themez and concepts

that might be expected to arise from a study of caregiver
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lossesl Chapter two ocutlines the development of this movement.

Chapter three gathers information experiential from the
literature,. Here the intent is to provide a background that
is attentive to the qaregivars experience of the loss of a
patient, client or parishioner through death. Preliminary
attention is on first-hand Ilived-experiences of <caregivers
sharing their experience of loss by death. It w¥ll also focus
on problems that caregivers experience and ho@ they have dealt
with those concerns.

Chapter four outlines the methodology used in obtaining
data. It will be suggested that the open-ended single questioﬁ
interview best facilitates the gathering of phenomenological
data. Second, since the data is persaonal ar subjective in na-
ture, the rationale for the use of the phenomenological method
ié outlined as a legitimate scientific endeavour. This theo-
retical method facllitates objectivity Iin the use of the sub-
jective data.

Chapter five {{s a synopsis of the data. The verbatim
transcripts range anywhere from twenty-nine to eixty pagez. To
include the eleven transcripts verbatim would produce a thesis
of unmanageable length. Each transcript will be abbreviated
into a z2ynopsis. Each synopsié ghall try to capture the es-
sence of each interview. By essence is meant the predominant
themes, reactions and comments of each co-researcher, Co-re-
searcher 1ndicates not only the active particlipation of each

interviewee in the direction that the research proceeded, but
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also the process of insight, growth, reformulization or concep-
tualization the interviewer might experience when dealing with

the content of the event.

In chapter =21ix, the last chapter, observations and con-
clusions will be presented. A number of themes that stand out
in the transcripts will be outlined. We shall also see that

the dominant mode of educating caregivers and thelr culturally

‘acceptable practise raises some issues and concerns. The last

portion of the chapter will deal with concluslons derived from

the themes.
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Chapter 11

The Hospice Movement

Introduction

Frofegsionalism can be characterized by a number of traits
or characteristics. Professional?sm characteristically takes
on the -qualities of being objective, assessment oriented, pre-
scription giving, and a professional di;tance or manner main-
tained. In medicine skills and technology are used aggres-
sivély to maintain and prolong life. This curative ideclogy
and the profeszional stance one has to maintain is pecoming
more unacceptable. People wish to have a good death which
meang dying with the least amount of péin surrounded'by one’s
friends and relatives. Thig re-orientation to dying and desth
derives its impetus from the long standing tradition of the
hospice. It is the hospice mo&ement which provides a philo-
saphical foundation on which to build Fhis study. This chapter
will look at the hospice movement and the suggested hosplce
models as they provide assumptions and a rationale that address
the concerns about death and dying. It alzo gives guidance and
impetus to the direction current research is going.

There is a long tradition in the western world, going back
to the Crusades, of providing special places for those in need
of provisions, shelter and special care. The service may be
for pllgrims and the faithful, for the sick and maimed or for
those with incurable diseases. By the end of the nineteenth:
cen@ury a wide range of hospices had been founded by charitable

organizations associated with the Christian religion.
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A new, mode}n movement attentive to caring about those
facing death has emerged in recent years. During the last two
decades this hospice movement has been revitalized 1in caring
for a sgpecial group -~ those with terminal illness. It began
with the initiatiye of Dr. Cicely Saunders in opening St.
Christopher’s on the ocutskirtzs of London in 1967. Later, in
1971, the movement spread to the Un;ted States with the opening
of Hozsplce Connecticut. Later, the hospice movement came to
Montreal with the opening of a Palliative Care Unit at the
Royal Victoria Haospital. By 1981 the Joint Commission on Ac-
creditation of Hosplitals i1dentified over eight hundred hosz-
pice programs in operation or being developed 1in Britain,
United States, Australia and other industrialized nations.
Thase emergingrhospice programg differ from hospitals in three

ways. First, the patient and family are considered the unit of

care, while active hospital treatment focuses on the individ-
ual. Second, the focus is on a multidisciplinary team atten-
tive to the physical, psychological, social and spiritual need

of the patient. Third, while pain is'cbntrolled, no heroic at-
tempta are made to "cure® the patient. Active treatment be-
comes palliative care.

Hospice Models

While moat hosplice care for the terminally 11l is either
in-patient or at home, other models are frequently recommended
including extension of hospital and nursing homes. As = rule

in-patient care is guided by a policy, organization and struc-
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ture which will distinguish between ﬁospital and hospice care.

Butterfield-Pigard and Magno (1982) note:

Hospitals and extended-care facilities cannot simply
cordon off a wing, rename, it "the hospice"™ and include
hospice work as Just one of any number of clinlecal rota-
tions for doctors and nurses. (p. 1259)

It appears hospltal based programs are more prevalent in
Canada, There are two primary reasons for this trend. The
first is cost. Not much hard evidence is available to indlcate
that free gtanding hospices are cost effective; however, pre-
liminary evidence shows that the hbspice program 1is cost ef-
fective in a few places“in the United States where an experi-
mental program has been Initiated. Second, there 1z the pro-
blem of third party reimbursement. Primary funding sources do
not wish to consider this model as a viable medical option. An
altérnative model which is a haspital-based palliative care
unit seems to work well in the Canadian scene. In the United
Stateg the trend has been to use a visitatign based out-patient
program for as long as possible before the patient 1= brought
to an in-hospital hospice program. Sweetser’s (1979) findings
from the Royal Victoria Hospital in Montreal indlicates a pal-
liative care unit can be successfully incorporated into a hos-
pital. The palliative care unit can utilize radiation therapy
from the hospital for pain management as well as provide a
wider gspectrum of care utilizing hospital resources. It has
been noted that having both units together improved both ser-

vice areas. A comparable program to the Royal Victoria Hos-

pital 1 St. Luke’s iIn New York. It has successful programs
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in the area of in-patient management, home care, cliniecsal
treatment, bereavement counselling and single consultation with
attending éhysician. Coale (1979) states that it is cost ef-
fective to have an actlive treatment hospital offer palliative
care, It is also cost effective in time and money to share re-
sources. Slivkin (1976-77) states that another alternative to
a palliative care unit is the Psychilatric Day Hnspifal. The
advantage of this modality is the various forms of psychother-
apy that can be made available to the terminally ill. Longo
and Darr (1878) Indicateg those hospitals which have a pallia-
tive care unit or a hospice program need to emphasize the team
approach to the problem plus weekly team meetings to exchange
information and formulate fherapeutic plans.

Besideg the wvariation in hospice models other components
or aspects have been suggested. Staff in-service education
(Johnson and Smith, 1981) 13 also needed in a hospital-based
program. A psychological consultant can be retained on an
hourly basis to help staff deal with stress. Also an intra-
hospital referral team or hospice lialson nurse may be used to
aolve communication problems between the various programs in
the hospital that offers a hospice program. Nurses and social
w&rkers (Breindel and Boyle, 1979) can be used for in-house
training, education and counselling for out-patients and their
families. Adkins (1984) suggests the use of hospice programs
for terminally 111 children. Parents would be primary care-
glvers. Another advantage would be the company of brothers,

sister, friends, pets and relatives. Lister and Ward, (1985)
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describe a hospice that provided a training program to train
youth hospice volunteers. The aim was to make these people
available to peers that were grieving.

The recent emergence of the hospice movement for care of
the terminally 111 has brought into focus some important policy
and program issues. The most basic is that of funding. An-
other is the use of drugs, heroin in particular, to relleve the
pain so characteristic of many terminal illnesses. The case
for euthanasia is an extremely controversial issue. However,
the most basic issue is the dominant model of medical practice
and the insistence that medicine must attempt to overcome thea
illness. This active intervention is clearly in conflict with
the finality of terminal illness and death. Smyser (1982)
quotes s nurse at St. Joseph's Hosplital (London) who stated
this dilemma very clearly: '

«+a. all too many terminal patients are allowed or made to

endure avoidable, useless (sometimes constant) pain,

nausea and vomiting, constipation, personal indignity,
hospitalization, surgery, chemotherapy, injections, and
harnessing to tubes and other disabling impediments.

She commented: "Torture 1s alive and well {in the

Western world."™ (p. 1261)

A further {issue about care for the terminally i1l is the inap-
propriate training where the focus is always on treatment in-
tended to cure. Thus very little professiaonal training is at-
tentive to the inevitability of death for the terminailly 111. -
The conflict between active treatment model! and palliative care

model brings about enormous stress and burnout on the part of

those 1nvolved in caring for the terminally 111. Randolph
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(1982) quotes an American Senator {n introducing amendmentes to

Medicare legislation stated:
++« I have come to realize that those home health care
professionals, who acted and reacted to their jobs and
respongibilities for their patient in what appeared to bhe
a cold and unfeeling manner, very probably did not do so
because they felt no compassion or because they were un-
caring. They were simply, and regrettably untrained in
the unique care required by the terminally ill, and they
were unprepared by thelr professional training to address
and cope with their own stress -- stress born from intim-
ate daily contact with people who were dying. (p. 1250).
The range of skills and competences required to practice
within this hospice movement are exceedingly complex. A dif-
ferent approach to training seems to be required. The stress
of caring for the terminally 111 can be enormous. Death 1s
seldom dignified or beautiful. We are confronted with our own
mortality while trying to care for others. Our culture hides
death and itg finallty by a cloak of institutional mystery.
The structure of our society precludes the possibility of a
gpouse, son, daughter or friend being closely involved as a
caregiver. These trends will likely continue. Even within the
hospice movement with its emphasis on +the family as a unit
there is very little bereavement counselling. Klagsburn (1982)
identifles four 1ssues of particular concern when dealing with
the dying. First, staffing of hospice services is a major area
of concern. Second, the professional approach required is
passive rather than interventionist. This contradicts maost
professional -training. Control of pain rather than cure is the

treatment objective. Third, the movement has not been able to

recognize the family unit as the focus of care as much as the
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terminally ill patient although the intent is there. Fourth,
since death is an existential reality the spiritual needs of
the family in coping with the inevitability of mortality cannot
be ignored. It 12 this global, holistic approach to caring for
the terminally ill that presents a unique and special problenm
in staffing.

Within the hospice movement there 1is a recognition that

the spiritual, philosoﬁhical, existential domain is much more
important than in other areas of the human services. Terminal
lllness 1s obviously very stressful for the patient and the
caregiver. The goal as Klagsburn (1982) sees it is:
making a moment of fear into a more meaningful experience,
presenting a patient and the family with an opportunity to
provide a feeling of meaningfulness, historical, contin-
uity, and even possibly a future goal at the end of life
is a very special gift that only a properly trained and
knowledgeable religious and spiritual figure can offer.
(p. 1265.).
Profeszional training for palliativé care is only now re-
ceiving attention. Students in the various medical disci-
plines need to be encouraged to contemplate their own inevi-
table death and have some unde;standing of how theyimight cope
with it. This helps all health staff sd trained understand
that the primary task of a person facing death is to give mean-
Ing to thelr 1ife as they come to terms with their death. A
process of resclution and closure must be facilitated and staff?f
must be open to this process.

Schowalter (1986) documents the growth in the literature

of thantology which is the scientific study of death. He notes

the changes in the training and response of medical doctors in

.
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particular. The taboo topic of death 1is now part of the pro-
fegzional vbcabulary. He notes also that research is underway
on a broad range of topics. While technology is still dominant
there 1s a rising discourse and dialogue on the part of the
professional as well as citizen community about the limits to
the use of advanced £echnology.

Ultimately the hospice movement has a rationale of assur-
ing everyone can face the inevitability of death as a personal
experience of care and completion. This requires us to over-
come the technological imperative and accept that death is a
natural part of 1life and this process must be iInternalized
within our own existential reality. Corbet and Hai (19738)
quote Dempsey:

Man needz a sense of closure on his life. If obsession

over "staying alive"™ by all means supplants the deeper

meaning of life, man can never experignce the transcend-
ence that guides the spiritual side of his nature. It ie
only when we accept the inevitability of death that we at-
tain meaning and balance in our lives. In performing mir-
acles on the dying ... modern medicine is depriving man of

a natural vision of death. And it is this vision that

adds meaning to a life +that is more that mere biological

existence. (p. 39).

Within the rationale of the hospice movement drugs are ad-
ministered to control! pain rather than to overwhelm and con-
fuse. Paychological and spiritual death need not precede phys-
ical death. With the focus on the patient and family, all in-
terventiaon, including medical-technology, becomes holistic and
integrative. Thiz humanistic process 12 a basic hosplce prin-

ciple. The impact of the movement can be observed in hospit-

als, nursing home and home care programs. Increasingly there



20
is recognition of a holistic multi-disciplinary practice that
13z attentive to: the total patient needs, increased patient
auvtonomy, open dialogue about impending death, roie blurring of
caregiver, a focus on the family unit and integration of facil-
ity, caregivers and community.

After nearly twenty years of research some generalizations
can be made. The hospice approcach or model ie profoundly
multi-disciplinary. It is grounded in modern ideas of communi-
cation dialogue and openness. It leads in giving recognition
to the need for support and caring at both a professional and
personal level. It gives recognition of the basic need for
nourishment renewal and replenishment on the part of staff.
The movement has also given leadership 1in recognition of the
importance of the physical environment for both patient and
staff; one in which all the participants can experieﬁce a sense
of being welcome and being wanted.

Western soclety 1s a death denying culture: ™ only recent-
ly, ag part of +the hospice movement have we been able to talk
about death. : Elizabeth Kubler-Ross (1969, 1874) has been in-
gtrumental in freeing us to undertake this dialogue. In a re-
view article Schowalter (1986) documents the growth of the 1it-
erature on thantology in the last twenty yea;s. He notes doc-
tors almost never talked .about terminally {11 patients twenty
years ago. Death, now is no longer a taboco topic. There are
numerous areas of research underway 1including the costs and

congsequences of dying and death on the family.
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The purpose of the hospice movement is to make dying a
persénal experience of care and comfort. Buckingham (1982-83)
suggests:

Hosplice is a symbol of the revolt against excessive spe-

ciatization. It represents a return to humanistic medi-

cine, to care within the patient's community, to family-
centered care and the view of the patient as a person,

(p.160).

As we examine the hospice movement we can suggest four
general areas. . First of all there are suggested models; se-
cond, there are specific 1issues; third, there are special
skills and competencies. Fourth, there is the area that deals
with learning and education.

The literature recognizes the correlation between death
anxiety and the caregiver’s proficiency in dealing with term-
inal clients. ¥ death anxiety does interfere with profes-r
sional ability it must be recognized and ameliorated. DaSilva
and Schork (1984-85) indicate that there are significant dif-
ferences between males and females 1in their perception of
death. Females recall open talk about death about twice as of-
ten as males. Twice as many males as opposed to females remem-
ber such talk as painful or difficult. A larger portion of
males to females‘reported remembering no talk about death. The
gample was also broken down into Christian and non-Christian.
The above results followed the same pattern for the Christian
group. Religion played a bigger role for women than men again
at a two to one fatio. QOver half of the sample belileved in

life after death; more than a tenth were convinced there was no

life after death. The difference between female and male was
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in a ratio of two to one.

DaSilva and Schork’s findings indicate that there is sig-
:nifiéant gender differences in attitudes about death. Remedial
action would have to take these findings into account. Educa-
tional endeavours almed at a2 male population would need.to
raise consciousness about death and to be . more open to the
topic.

A model that 13 relevant to death education is the devel-
opment concepts of Erikson (1863). He postulates that the
eighth and last stage of a person’s life involves ego integrity
versus despair. In a study investigating institutionsliization
of older adults, Goebel and Boeck (1987) noted those institu-
tionalized who had less ego integrity had a greater fear of
death than those living independently. High ego integrity did
not differ in fear of death as a funcfion of type of residence.
This correlates with the finding that institutionalization had
no bearing on the concept of fear of death. Rather 1t was the
ego integrity level one was at. Low ego integrity‘was exacer-
bated by institutional experience.

Dickinson, Somner and Durand (1987) notes that the major-
ity of medical schools have programs relating t; death educa-
tion. In the U.s. ninety-six per cent of medical schools,
ninety-five per cent of nursing schools and sixty-elight per
cent of the pharmacy schools offered death education programs.
Medical schools (eighty-three per cent) and nursing schools

(elighty per cent) integrated their death education programs in
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other courses. It is suggeste@ that when students &actually
face terminally ill clients this might be the best time to ad-
dress their own anxieties about deatﬁ. Morgan (1987) also des-
cribes an Inter-disciplinary program of death education for
medical students., This approach looks at the problem from dif-
ferent points of view. The learnef then must do the inte-
gration in order to see the relationships among the varilous
points of view.

The hospice movement is based on a number of assumptions
and principles. See Appendix A for a detalled desecription.
Some of those assumptions are: (1) issues are complex and in-
volve psychological, legal, social, spifitual, economic and
1nter-pers&nal toplcs; (2) the unit of involvement goes beyond
the patient to include the family and significant others; (3)
traditional professional boundaries must be expanded; (4) the
issue of isolation must be addressed; (5) health care services
must be highly coordinated; and (6) the environment must be
conducive to the patient’s well being.

Patient oriented assumptioﬁs include: (1) an aggressive
curative orientation is inappropriate; (2) sgsymptoms can be con-
trolled; (3) needs change over time; (4) the best care involves
maintaining the patient’s life-style and philosophy of life;
(5) patients are involved in the decision process; and (86) the
greates£ fear is the fear of dying alone.

Staff orlented aszssumptions iInclude (1) there iz a growing
body of knowledge on symptom control; (2) emotional investment

occurs in good terminal! care; and (3) emotional commitment will
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result in emotional exhaustion.

These azsumptions and principles become the rationale and
impetus to pursue expanded and alternative research which em-
phasizes the personal humanistic element in treating the dying
patient and the family unit. More importantly, this perspec-
tive views the caregiver as important and therefore worthy of

the research endeavour.



25

Chapter 111

The Stress of Caregiving

Introduction

Work with the terminally 111 {is exceptionally stressful.
Therefore somewhat special coping strategies are required. The
alternative is inevitable burnout. Under the section entitled
"Fear of Death" some general information on =stress 1z provided.
Thig is followed by brief comments on how fear of death is man-
ifested in the young, middle aged and oclder populations. Next
isg an overviaw of the stress esuxperienced by caregivers az an
occupational group. A review of the llterature follows with
particular attention to occupational stress and fear of death
among specific groups of caregivers; namely medical doetors,
nursges, volunteers, clergy, social workers, occupational ther-
apists and teachers. A brief reference to suicide 1s included
gsince thlz can be the most profound loss a caregiver can exper-
ience.

The final section will look at some alternatives approach-
egs to dealing with stress caused by the fear of death and
dying.

The Fear of Death

In western culture the fear of death is quite stressful.
That stress is exacerbated when it 1is met in ones occupation.
But before we examine that occupational stress we must see how
stregs manifests itself.

Tache (1986) indicates there 1s a direct correlation be-
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tween sickness and stress. Stress managed improperly mani-
fesfs itself in disease. Stress patterns can be changed by at-
titudinal changes. This involves the "general adaptation syn-
drome?® as discovered by Hans Selye (1986). The syndrome oper-
ates in a sequential pattern. First, the stressor initlates an
alarm reaction. Regsistance to disease falls below normal. If
defensive mechanisms (in animalszs) are put into action, resist-
ance to disease increases and remain above normal. The second

stage is resistance., This is the heightened level of prepared-

nezss to the stressor. The final stage is exhaustion. Resist-
ance is lower than normal. This pattern when invoked shortens
the life span. This same pattern occurs in humans. What is

damaging to human; 1s that this 1life threatening responsze may
be elicited by non-life threatening situations. Life span
would be shortened by stressor’s which in reality do not
threaten life. Thus one must learn to control the general
adaptation syndrome so that it is evoked appropriately. Selye
(1986) links severe sustained emotional st;ess (inappropriate
general stress syndrome response) and cancer.

La Greca (1985) studied stress and survivorship. Stress
can adversely affect the central nervous system (CNS), theAcar-
diovascular gystem and the Iimmune system. Working 1in high
stress occupations results in higher cardiovascular disorders
when compared to the general population. He notes that heavy
smokers who cope well with stress do not develop lung cancer.

He speculates that poor handling of stress in AIDS virus car-
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riers may activate the syndrome.

He investigated six psycho-social factors that influence
and induce stress, They are: (1) childhood experience, (2)
personality hardiness, (3) expectations of stress, (4) compart-
mentalization of stress, (5) social support networks, and (8)
general environment. He discoveréd that early childhood con-
flicts increase one’s chances of developing cancer later on in
adult life. The loss of significant others increases +the
chances of developing cancer. Developmentally, a poor coping
atyle may take longer to develop into an effective coping
style. While there are some positive effeqts on stress (e.g.
challenges to increase coping strategies or adaptations to
stress) one can increase survivorship by realizing that life 1Is
inherently stressful. The flight syndrome of the North Ameri-
can culture tends to cover or avoid the inherent stressfulness
of life.

La Greca then lists nine stress reducing strategies. They
are: (1) learning to prioritize commitments, (2) stress avoid-
ance strategles, (3) gufficient rest and recreation, (4) exer-
cise, (5) expanding interpersonal networks, (6) proper diet,
(7) relaxation techniques, (8) biofeedback, and (89) hypnosis.

Bernardo (1985) confirms La Greca’s finding that social
relationships and networks are life-enhancing and contribute tq
longevity. Older people who lose a life spouse are susceptible
tas the YBroken %eart gyndrome. " There 1s a greater risk for

the surviving spouse to die within the first year. This risk
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is higher for males than females. The cultural component known
ag the Protestant Work Ethic 1is also significant. It teaches
us how to work hard but not how to relax properly.

When it comez to the fear of death and dying we have some
tentative indicators of that process from the literature.
Reeves (1871) studied parishioners who had children with cystic
fibrosis. Clergy can experience much stress because the par-
ents may indicate the child doesn’t know the prognosis of the
disease. However, when the clergy engage the patient, the
chlld might be fully aware of the prognosis. What was noted
was that children are very open and up front in thelr feelings
about the disease. [t was also noted there was less fear of
death in children and adolescents in comparfson to the adult
population.

Florian and Har-Evens (1983-84) studied a sample of two‘
hundred and twenty-five high school =students fear of death.
‘The resgults suggested young women fear loss of identity and
self-annihiliation while young men are concerned about conse-
queﬁces to family and friends and punishment in the hereafter.
Religious beliefs <clearly influence death fear. Those who
internalize their beliefs often find comfort.

Kuiken and Madison (1987-88) discovered from a sample of
young adults that contemplation ‘of one’s mortality apparently
causes reformulation of personal goals and cﬁmmitments. Appar-
ently, there 1s a tendency to withdraw from commitments and re-

evaluate life goals. This suggests that for this age group
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there is a greater readiness for self-exploration.

Weisman and Worden (1976-77) describe what they call the
"existential plight™ cancer patients experience. This is =&
period approximately one hundred days in length that begins
when the cancer diagnosis is positively verified. It ié a per-
iod of higﬁ emotional stress. People who exhibit this pattern
were also noted to have patterns of regret about the past, were
pessimistic, came from multi-problem families and had marital
problems.

Kasterbaum (1978) while not dealing with the fear of dying
- in an older population lists seven myths whicﬁ people hold
which supposedly indicate that the old have no fear of death.
They are:

(1) old people are "ready" and "long" for death;

(2) death is "natural" and "timely" for the old person;

(3 1t 13 1inappropriate to extend 1ife because of the

"indignity™ that may result or it is not "cost-ef-
fective;

(4) The "ﬁocial lossg®™ of an old person is minimal and is

not a factor to be taken seriocusly;

(5) memorializations and rituals are not important, they

may prolong morbidity;

(6) little can be done to extend the life of the sick;

(7) limited social and medical resources should be given

to the young who have much'to live for.

Lockwood (1978) suggest a concept of dying that involves a
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process and a continuum. Thisg enables one to see death as part
of life. Stage one, represented by an upward curve, covers
birth to adolescence. Stage two, is a plateau curve repre-

genting young adulthood to adulthood.w Stage three, with a
downward curve represents adulthood to death. The second curve
represents "inner-growth." It almost parallels stage one, how-
ever in stage two and three it moves upward. :This would repre-
sent a "living patient in the process of dying" (p. 83). This
concept or model would counter a patient’s fear of rejection,
guffering and isolation when death occurs.

Momeyer (1985-86) writing from the existent}al pocint of
view suggeasts that the fear of death is natural for it is part
of our being. It is an ontological component. He differen-
tiates fear of death and denial of death. Fear of death is a
normal part of iife; it is part of the human condition. Fail-
ure to cope with this fear may lead to denial of death. When
this occurs how we deal with the dying and death may be less
than satisfactory.

The Stress of the Caregivers

This section will look at the stress carégivers experience
when they work with death and the dying. A brief summary af
the literature i1s provided to see what has been studied and the
findings contained in the literature pertaining to the topic.
Finally an overview of occupational stress is provided.

Hatfield et al (1983-84) notes that attitudes effect care

and treatment. The reality of the inevitability of the care-
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givers own death is a source of stress a caregiver experisnces.
Unusual openness and honesty are needed to establish meaningful
relationships between caregivers and patient.

Aday (1984-85) when correlatigg religious faith and death
anxiety found a significant inverse relationship. The results
of his study indicate that belief in afterlife is a function
of religion and not fear of death. The variable of church =t-
tendance correlated with death anxiety. Those actively and
regularly participating.in the religious life had léss anxliety
about death. It was noted also that women had a higher degree
of death anxiety. |

Mor and Lalilberte (1984) noted that burnout among hospice
staff wasn’t higher than other éreas examined. However @& high-
er average measure of burnout was noted among employees with
higher educational levéls, long tenure, and full time status.
Pald staff in free-gstanding hospices experienced a significant-
ly lower rate of burnout and also reported a greater sense of
accomplishment than in other forms of hospices.

Lamers (1986) draws attention to the gurrogate careglver
bereavement phenomenon. Friends and relatives not closely in-
volved or gradually withdrawing from the dying patient abandon
the dying person. 0ften the caregiver becomes over-involved.
When the patient dies the surrogate caregiver exhibits grief
patterns normally found in family members. Over-involvement
may also occur with the survivﬁrs (Arnold, 1983) or when the

patient is a child.
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Barton (1977) notes the following list of feelings a care-
giver might exhibit at the death of their patient:
Confusion, grief, helplessness, fear, anger, drain-
ing, loneliness, inadequacy, ambivalence, nameless feel-
ings, intimacy, love, pity, needing appreciation, gullt,
increased commitment, entrapment, needing release, super-
iority, lacking knowledge, intrusiveness, threatening,
disintegration, wanting the person to live, wanting the
person to die, protectiveness, abandonment, avoidance,
alienation, lacking authenticity, intolerance, distance,
vulnerability. (p. 723).
While these feelings may be noted in any caregiving setting
the& appear to exhibit a special type of intensity in the con-
text of death. Becauzse of the intensity, defensive maneuvers
may result. Proximity to the dying elicit another set of feel-
ings. They are often "nameless." Barton defines these as
"feelings which are <c¢closely related to the subjective experi-
ence of the personal confrontation with death.”™ {(p. 74).
These feelings are: a sense of fleetingness, transience, fu-
tillity and estrangement. They may be experienced as fragmen-
tation, disintegration, coming apart or not being whole. This
basic constellation has been referred to as death awareness.
This is the issue that the patient must re=solve or is resolv-
ing. It is also evoked 1in the caregiver who is now confronted
with his or her own mortality. If this is not resolved in the
careglver Lifton's concept M"psychic numbing®™ may occur as a
counter-measure to the stress.

If this process 1s not resolved in the caregiver, Barton

notes that avoidance behaviour may occur. It may wvary from

actual physical distancing to emotional distancing via routin-
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ized physical caregiving. Thé caregiver may choose the cogni-
tive-technical rather than the emotional-experiential modality.
Appropriate caregiving would imply the judiciogs use of both as
mpdufated by the patient’s agenda.

This unresolved stressful process may épill over into
staff conflict, anger, conflict directed at team leaders, curt-
ness with the patient or patient’s family. Or it may Ee inter-
nalized as depression, fatigue, a general lack of interest in
life and/or excessive acting out in sccial activities, alcohol-
lam or other forms of escapism. Munley (1983) observes that
the caregiver needs to know the potential sources of stress af-
ter his or hér patient has died. There are four sources.
First is the patient death. The second source is the deceas-
ed’s family grieving. The third is intrapsychic with the pe-
ople involved. The fourth 1is those present in or affecting
tﬁeir (medical) professiongl competencies such as co-staff,
supervisors, hospital policy and other cultural and environ-
mental factors.

The literature also suggésts gome solutions to the occu-
pational stress that results from working with death and the
dying. Barton (1977) has given a number of suggestions. He
suggests the use of the "buddy" system. Experilenced caregivefa
are matched or paired with the inexperienced. Thus the inex-
perienced may receive peer support. An alternative to pairing
ig a team approach to caregiving. Thg team approach uses team

meetings to not only plan therapeutic strategies but also to
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air grievances and problems. Self-awareness 1s also a process
the caregiver can practise. The focus is on the emotions the
stress produces. Finally one begins to address the concern and
develop bétter, alternative, or stronger coping strategies.

Kasterbaum (1877) suggests that caregivers be given ade-
quate time to form and maintain personal relationships with
patients, He suggests the use of primary caregivers who would
be assigned to specific patients and would be with them through
their journey to the end. Kasterbaum's (1987-88) recent book
review pointaz out that in becoming =sensitive to interpersonal
interactions caregivers can negotiate the relational rules be-
tween themselves and their patients. This can facilitate ef-
fective communications. Being consistent Iin one'’'s approach and
openness to negotiate relational rules also helps enhance com-
munication. Caregivers ought to maintain either a‘high or low
relational intimacy being elither a stranger or a friend but
never an acquaintance. Patients should set the agenda for non-
death and death-related issues. These techniques c¢an enhance
the communication process which may result in the patlent ex-
periencing a "good" death and facilitate caregiver mental
health.

Pasnau and Hollingsworth (1877) notes that after the pa-
tient dies the process of mourning occurs in various degrees in
the health care team. This needs to be recognized and permit-

ted.
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Medical Doctors

Jacobstein (1982) discovered that profession, gender, mat-

urity and length of practise seem to account for much of the

variance In attitudes towards death. Maie physicians tend to
inform, explain and reassure. Nurses, largely female, are more
likely to explore and reflect feelings. Stress was more ap-

parent in those thirty-three years and older given that the pa-
tient population was a group of fatally ill children..

Moore (1983-84) in an English study discovered that phy-
glciang rating of pain severity in terminal illness tend to ge
considerably 'lower than that of the family.

Kirkley-Best, Kellner and Ladue (1984-85) studied the at-
titudes towards stillbirth of seventy obstetricians and obstet-
rical residents. Most respondents felt a mother should see/
hold the infant or be offered that option. This was seen as a
glgnificant attitudinal change. {t wag also suggested that
this practise be continued because of its humanistic value.

Kane (1985-86) studied seventy-seven male physicians found
an inverse relationship between repression and overt reports of
death anxiety.' What was significant was age, experience and
death anxiety. The older a physician ig the less death anxiety
he exhibits. Kane also observed through this study that young-
er doctors were interested in the result and commeqted on their
lack of training in this area.

Field and Howells (1886) gstudied medlcal studente and

their fears of dying. While not concerned about their own mor-
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tality they were concerned about the patient’sz pain. They
feared losing someone close to them. They also expressed con-
cern over communicating with their patients.

Liberman et al (1983) examined behavioural and psycho-
physiological responses to patient death. The sample was
twenty-five pediatric house officers. Reported reactions were
similar to the loss of loved ones. Males seemed more likely to
remain unaffected while with females it was the opposite. Fe-
males also tended to seek professional help to cope with death.

Eggerman and Dustin (19885-86) examined physician’s atti-
tude towards openness in communicating the prognosis of termi-
nal illness. All felt the terminal prognosis should be shared
if asked. While some felt uncomfortable with sharing the prog-
nosis all felt the Iinformation should be given. A smali group
felt someone else could be delegated to share the information.

Klenow and Young (1987). in a review article concerning
physician’s willingness to share a terminal prognosigs showed a
gignificant shift compared to the 1950’s. The shift was from a
basic reticence to one of openness.

In summary we find a shift in attitudes and behaviours.
Terminal prognosis information 1is openly shared. Problems in
communication abound but the 1issue is recognized as a concern
and is being addressed. Age and experience lessened the stress
of dealing with the dying and also contribute to open commun-
ication styles. There seems to be slignificant differences be-

tween male and female physicians in how they deal with their
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patients and how they cope.
| Nurses

Four studies on attitudes were discovered in the liter-
ature review. Eakes (1885) examined nurses from nursing homes
and their attitude towards their patients. Nurses with high
death anxlety had significantly more negative attitudes towards
the elderly. Thrush, Stewar£ and Paulus (1985) studied student
nurses attitudes toward eutﬁanasia. It was found that warm and
perﬁissive parental socialization significantly related to an
attitude of acceptance of active euthanasia. It was also indi-
cated that active euthanasié is acceptable so long as the re-
spondents did not have to become actively involved in the ter-
mination of life. Active euthanasia was only acceptable when
parents requested it of their physicians or when gross physical
or mental deformities were involved with the newborn. Kurman
(1884) studied nurses attitudes towards passive euthanasia for
the severely handicapped. The results of the study were incon-
clusive, Nurses who had experience with passive euthanasia or
had nursed a severely handicapped c¢hild were favourably in-
clined toward passive euthanasia. Campbell, Abernathy and
Waterhouse (1983-84) in his sfudy comparing nurses' and phy-
glclang? attitudes observed that roles rather than gender ac-
count for observed differences. Physicians tend to intellec-
tualize their feelings and tﬁus need minimal support. Nurses
however, act as patients’ comforters, patient-doctor inter-

mediaries and doctor’s assistants. The results indicated that
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nurses see death as rebirth, tranquility and viectory. Houege
officers saw death negatively described as unsafe, alone, for-
gotten and cold. Gender did not significantly predict +the
nature of respondents? attitudes: When clustered the responses
of house officers revolved around the theme of "one who iz re-
gponsible™ while the nursing group clustered around the theme
of "one who cares."

Schowalter (19715 lists a number of role dilemmas pedi-
atric nurses face. The first is the problem of discussing the
prognoslis with patient and family who are in constant contact
with the nurse. Second, there is the professional-personal
conflict. How personal does a pediatric nurse become? Young
professionals often are ashamed of thelr grief. The third role
conflict the nurse experiences in that of providing for the
patient’s needs and the psychosocial needs of both patient and
parents. The fourth role conflict may be nurse-doctor, especi-
ally in a system heavily hierarchical in nature.

Schowalter (1975) noting the strong mutuality tha£ devel-
ops between nurse and patient 'suggests gome coplng strategles
for dealing with the doctor-nurse conflict. He suggests doc-
tors listen +to nurse’s feedback aﬁd also incorporate nurses’
suggestions into their treatment plan. Nurses should do self-
care in their group times.

Drotar (1976-77) reiterates the point that group meetings
can facilitate stress reduction. The stress of a pediatric

intensive care nursery can be very intense. The nursing staff
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bears the brunt of "permitting®” the child to die but are also
the first oges involved in comforting the family. The nurses
felt inadequately trained to deal effectively with the family
dynamice and the crisis of pediatric mortality. It was also
observed that intensive care units can become a subculture unto
themselves due to the nature of the care that is giQen.

Bader (1872) examining the personal aspect in the nurse-
patient relationship notes that the personalization process
contributes to excellence of care. A case exaﬁple provides the
data. A cancer patient was taught to self-monitor and self-
. admfnister part of her drug prescriptions and the staff made
arrangements ' for her to receive her injections from another
hospital. "Thiz self-care enabled the patient to visit her
daughter which was the key ingredient to the "good"™ death she
experienced. Davidson (1976) shows how this personalization
helped manage a patient effectively. The patient was treated
with respect and each staff person would talk with the client
about his anger. His anger soon dissipated and he became quite
manageable. Breuer (1976) however documents the reverse. PFPhy-
sician and staff were happy at the impending birth. After com-
plications and a stillbirth physician and staff left the mother
and escorted the father to the waiting room. The patient re-
sponded: "No one seemed to want to come near me. How I longed
for someone to just hold my hand and be with me while I cried.™
(p. 758).

Bryant (1985) investigated nurses’ religious faith as a
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coping device. All 'nurses interviewed indicated their bellef
system was important in developing an effective coping strat-
egy .in dealing with patients dying. Two images of God pre-
dominated; one of a distant God and the other of a close im-
minent person. Jesus' life, death and resﬁrrection was largely
absent as the core of faith from the sample interviewed.

The literature 1is replete with methods for relaxation as
a coping strategy +to handle occupational stress. White,
Gilner, Handal and Napoli (1883-84) studied groups using sys-
tematlec desensitization and relaxation training. Groups re-
ceiving the above treatments showed significant reduction in
death anxiety. Donavan (1978) wused relaxation and guided
imagery. Those whose scores indlicated a pauclty of coping
skills bénefitted from the two techniques. Babcock (1876) sug-
gests nurses use Transactional Analysis to study the trans-
actions between patients and nurses. They can also apply it to
self~analysis. Stewart (1976) suggests relaxation and rhythmic
breathing exercises. The breathing technique is the one de-
veloped forty-five years ago for dellvery of bables. Cady
(1976) suggests the use of journal! writing and letter writing.

Volunteers

Patchner and Finn (1987-88) describe the general charac-
teristics of volunteers, The average age was thirty-nine and
preddminantly female. They are Caucasian and married. A maj-
ority are Protestant and considered themselves moderately or

fairly religious. Most had completed college. Reasons for
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volunteering given were to be of service and programs worthy of
support. Most felt their services were appreciated. Working
with the dying and the bereaved seemed to be the most impor-
tant reason for vglunteering. Most belleved in life after
death and recognized the importgncé of grief and mourning ritu-
als.

Chng and Ramsey (1984-85) note that the role of the vol-
unteer is that of companion, friend, advocate and educator.
Volunteers step in unhesitantly when families abandon the dying
person, ‘As advocates they may share with staff what the pa-
tient is wunablie to share. The volunteer must be "watched" so
that "death saturation™ does not occur. This is the volun-
tesr’es verslion of burnout. Suggested coping strategies are
debriefing, relaxation techniques, limitations on time volun-
teers may volunteer, and change of duties.

Hayslip and Walling (1985) using s szample of volunteers
gstudied focus of control and death anxiety. After eight weeks
of training the group showed both less overt and covert fear.
Fear of deaths of o£hers roze. The group transcended its fears
about the temporariness of life. However, fear over the loss
of control over one’s own death was heightened.

Clergy
Neale (1978) challenged Lockwood’s (1978) definition of
dying which implies that living and dying are on a continuum.
He challenges this broad spectrum definition by stating the

body c¢an be aware of the impending physiological tragedy and
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patients are aware of the fatal consequences. Second, the
broad definition says nothing about hope; hope which shapes the
reality of how one faces death. Third, he notes that theo-
rigt?’a like Erik Erickson and C.G. Jung deal significantly with
the last part or stage of life. This deales with coming to
terme with one's mortality. In essence impending death is the
core of religion which, by nature, deals with the‘existential
problems of life. |

Lucan (1978) proposes a practise model for student clergy
learning which may be used to engage the parishioner and a=zsi=st
in arriving at the "good" death. It revolves around the meta-
phor of drama. The six stages are: (1) the drama of shock:
denlal versus panic; (2) the drama of emotion: catharsis versus
depression; ‘(3) the drama of negotiation: bargaining versus
desgpair; (4) the drama of cognition: realistic hope versus des-
pair; (5) the drama of commitment: acceptance versgug resign-
ation; and (8) the drama of completion: fulfillment versus for-
lornness. This model recognizes the negativity of death and
enables one to recognize that not all may achieve "good" death
however it be defined.

Kushner (1985), famed author of When Bad Things Happen to

Good People (1981), deals with the religlious-lidecloglical prob-

lem of why children get sick and die. He notes that often
clergy fall into the t}ap of giving theological explanation
rather than consolation when the tragedy of death occurs. He

writes:
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a person who is suffering does not want explanation, the

person wants consolation. Not reasons, but reassurance.
You help the person by helping that person to ocry.
(p. 72).

He goes on to note how children often are not afraid to die.
He shares this fact because it counters caregiver burnout.

Sklar and Humeke (1987-88) addresses the issue of bereave-
ment counselling and the church. They note the growing trend
that this is being provided by sources other than the church.
In his sample of clergy less than one tenth offered bhereavement
counselling on a one to one basis. Older clergy'who often had
ne training in bereavement counselling strongly felt the need
for bereavement groups while younger clergy who had seminary
training in bereavement hesitated to initiate any programs. A
possible reason for this is the exacerbation of the work load.
Clergy have a tendency +to taskJoverload. Organized rellgious
groups were encouraged to face the need for bereavement coun-
selling.

Social Work

Pilsecker (1879) notes the role of the social worker in
the health care setting. Socia] workers by the nature of their
training are involved with patients and their family'sz communi-
cations skills. Social workers can address the psychosocial
needs of the patient thus relieving the pressure often placed
on nurses, The social worker’s role is also expanded in that
they may assist staff in dealing with their death anxiety con-
cerns. The key role however, is to assist the patient with

communications 1in order to facilitate coming to terms with
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their impending death.

Tull }1975) noted three patterns of coping with the stres-
ses of clinical social work. The first pattern identified was
constricted defensivenecss. Respondents were unwilling or un-
able to share feelings. They responded to questiéns agked but
volunteered no further information. They inhibited positive
feelings towards client and avoided the patient’s family after
the death of a patient. They also involved themselves with
other clients immediately and intellectualized feelings.

~ Feelings were often displaced on staff. The second pattern was

active struggling. Struggling with the issuss of death and
dying were obvious. Their chief concern was how to maintain
the appropriate emotional distance with their c¢clients. They

.recagnized countertransference reactions but were unable to
resolve them. They openly owned their grief reactions. The
third pattern was integrated coping. They showed openness to-
ward the Issues of death and dying and were able to form appro-
priate relationships. They dealt with <clients as persons and
resolved countertransference problems. They tended to talk
with admiration about their clients’ growth and felt gratitude
for being allowed to enter the patient’s life. They perceived
that their.own integration enabled them to function as effec-
tive caregivers. Thelr philosophy of life was one of glving
and taking; sadness and joy; birth and death.

Parry (18983) researched communication style. Three set-

tings were examined. The hospice had the most open communi-
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cation style reflecting the hospice principle of open communi-
cation. The hospital setting and nursing home had the least
open communication.

Lui (1983) in a Canadian study of social workers attitudes
towards fear of death found three patterns. Pattern one was
detachment from death and dying; pattern two was the challenge
of death and the dying process; and pattern three personaliz-
ation of death and dying. The méjority of workers exhibited
pattern two. They did not deny death and grappled with the
anxiety death produces. Pattern one social worker’'s work style
was characterized by withdrawal and disengagement. The work
style of patterns two and three was interventionist. When pat-
tern one is noticed 1in social workers it needs to be addressed
immediately with professional consultation and supervision both
ot of concern for the patient but also for the worker.

Moore (1984) notes the two- greatest fears dying patients

exhibit. They are the fears of isclation and abandonment. He
notes also eight areas of social workers intervention. They
are: (1) family communication patterns; (2) patient?’s poten-

tial for suilcide; (3) alcohol abuse by patient or primary care-
giver; (4) persistent anxiety; (5) care of patient’s children;
(6) sexuality; (7) consultations with other health care pro-
fessionals; and (8) racial, cultﬁral, and ethnic issues. Em-
phasized also was the complexity of the family dynamics of the
patient’s surviving relatives.

Lusk (1983) also notes the importance of the dying pa-
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tient’s family and +the dynamics involved. Special attention
needs to be paid to the primary family and its coping abili-
ties. Also the phyéical resources need in some cases to be
addregsed. Caution is urged in dealing with defense mechanism.
They may be the only appropriate coping mechanisms avallable to
the patieht and client.

Occupational Therapists

The discipline of occcupational therapy 1g becoming aware
of 1ts involvement with death and dying. Like the medical pro-
fession its ideology is basically a cure perspective. It also
must change 1ts ldeology and procedures of active treatment to
facilitate the terminally ill. Geizhals (1975) noted that
nursing students had a greater death anxiety that any grouping
of occupational therapists.

Teachers

Santiago (1987) reports on teachers working with children
who are terminally il1. Two observations were noted. First
there was no support from professional colleagues. Second the
home didn’t offer the security of the hospital environment.
One can be sick in a hospital. The educational goal 1s also
changed from one of achievement (e.g. passing to the next
grade) to one of overall developmental growth and fulfillment
of human potential.

Carter (1987) shares her experience ;bout Barbara, an ad-
olescent dying of cancer. Barbara wished to be treated as =a

pergon and not aszs a student who was dying of cancer. When
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Carter began to treat her as person she became a resource
Bafbara used in‘moments of sadness.

Pratt, Hare and Wright (1985) studied the comfort level of
early c¢childhood educators discussing the topic of death with
pre-school children. Most felt it was important to discuss
desath with ehildren. Only a ver? small portion followed
through on the discussion. Teachers who had training in death
and_dying issues had higher levels of anxiety. Paradoxically
teachers with high rates of death anxiety were most comfortable
in dealing with death issues in the classrocom.

éhekryn’s, Degan'’s and 'Reid’s (1987 regearch verlfied
Santiago’s (1987) findiﬁgs that children terminally ill with
cancer wished to be treated in a normal fashion both academ-
ically by teachers and by theilr peers. Teachers experienced
the dilemma of what 1is apﬁropriate academic achievements for

the dying student. There was a dilemma noted and that was with

parents. The teachers needed information about the illness but
felt cultural pressure not to ask the parent. This cultural
pressure sees the illness as a family matter. There was also

the classroom dilemma of determining appropriate discipline.
Intrapsychically, teachérs faced the dilemma of how much and
what kinds of emotional support should be given especially
since children are very reticent about thelir feellings and
illIness. _It was also noted that the school nurse was not a
rescurce for information and suﬁport nor was there any lilalson

work going on between school and health care institutions.
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Su;cide

Two recent studiesrare provided in the literature. Swain
and Domino (1985) noted the complex nature of attitudes towards
sulclde. Second, clergy attitude 1is significantly different
than any other group. There is a strong disagrsement that gui-
cide was an acceptable act. Third, physicians often see sui-
cide as a form of manipulation. Fourth, psychiatric nurses and
aidez emphagize less the intrapsychic causes than other help-
ers. Fifth, professionals who have personal acquaintance with
suicide are more likely to accept the concept of self-destruc-
tive drive. Last of all clergy were least empathic towards
people who contemplated suicide. In the second study Limbacher
and Domino (1985-86) examined the attitudes of attempters, con-
£emplators and noncontemplators of suicide. It was found that
attempters and contemplators were more accepting of suiclde
than nonattempters. Attempters see their attempt as a serious
wish to die while nonattempters see 1t as manipulation. At-
tempters would be most understanding if used as therapeutic re-
source. Subjects least familiar with suicide felt that attemp-
tera loat self-contrel or were mentally ill.' Attempters saw
their suicidal behaviours as serious but impulsive. This study
also noted suicide was more acéeptable by males than females.

Neuringer (1987) studied professional ablility to recognize
cuicide lethality. The order from highest to lowest was as
follows: (&) psydhiatrists, (2) psychologists, (3) crisis in-

terventionists, (4) physicians, (5) =go0cial workers, (8) psych-
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iatric nurses, (7) counselors, and (8) clergy.

Neuringer goes on to deal with the philosophical-theoreti-
cal component in suicide. Suicide of a caregiver’s client, pa-
tient or parishioner is probably the highest form of stress one
can experience,. Suicide 1is an existential paradox. It runs
counter to the homeostatic survival principles underlying all
biological and psychological theories of human life. Suicide

doas not conform to any theory of evolution which postulates

the survival of the fittest. It challenges many cultural
myths. The myth of harsh life circumstances is challenged by

those who have overcome and not succumbed. The inheritance
myth is also challenged yet suicide does run in families and is
imitative in nature. Nor is the natural causes myth (e.g.
weather, moon) guztained. There are higher rates of suicide
around Christmas time and spring. The greatest myth that needs
dispe}ling is that those who talk about suicide won’t do it.
Those who don’t talk about it also attempt it. Usually there
ig a psychological blindness to telltale signs. To call sui-
cide a "coward’s way out™ is the ultimate trivialization.

Mecintosh (1985-86) contains an excellent, current compre-
hensive bibliography on suicide that is also annotated.

Helping the Professional Caregiver

This brief review of the literature 1is meant to be atten-
tive to the existential reality of working within the hospice
movement working with terminally i1l people; while alsoc accept-

ing the 1inevitability of personal death. While caregivers
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need to help themselves they also need to learn how to express
thelr need for help. Epstein (1875) captures this notion
well.

In learning to help the dying patient and his family we
must be careful not to overlook the fact that the nurse
also needs help. If the inevitability of our own deaths
is not so easy to deal with, neither is the possibility
that we may one day have the illness we happen to be
treating. And each dying patient becomeg a reminder that
we too, one day will be dying. (p. 181),

The'literature reviewed suggests some helpful alternativas"

Epstein (1975) notes that caregivers may need to help
themselves since no formal structure may be available that ad-
dregsges the caregivers needs. Caregiveré will. need to learn
how to express that need for help and to identify their mo-
dality preference of the help they want. Epstein (p. 183)
suggests categories of help:

Categories of Help

Non-Verbal Verbal Activities : Just being
left alone
-bodily contact -explanations ~entertainment
-~ligtening -reassurances -help with the
-kinestetic -—advice dying patient
respond with- and/or his
out contact family
(body language) -accompany to
eating, walking,
etc.

Muniey (1983) suggests the use of informal caring groups often
wlth membere derived from one’s peers. The idea is to expand
your exposure to the world in order to counter the feelings of

anger, gulilt and despair one experiences when working with
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death and the dying. Avail yourself of in-service training and
continuing education courses. Strengthen ties with family,
friends and those people who do not present problems. Pursuer
aesthetic, creative and spiritual options. Use intrapsychic
techniques such as tafkihg it out. Meditation and professional
soungelling are alszo optlons. Finally, there i; the whole area
of physical activities. Poss (1981) reminds us that confllct
or anxiety over death and dying issues need not be dysfunc-
tional. Success will lead the caregiver to become highly ef-
fective In this stressful occupation.

Religious belief 1s also a factor which can assist the
cafegiver in this stressful area. . It may also help the pa-
tient. The goals arrived at with an active religiocus faith is
firagt the awareness and asgsurance of benign supernatural force
Vor chance. Second, religious faith can give meaning to life
and death and can also make the relationship clear between life
and death. Belief in an afterlife may facilitate the death
process. Finally, Harper (1977) proposes the following model
professional social workers can use to address the anxiety of
death caregivers face. As aone progresges through these stages
one begins to develop adequate coping abilities and strategies.
It igs suggested this model could have general application to

all hospice occupations.



Harper’'s Model

Stage 1 Stage 2 Stage 3 Stage 4 Stage S
Profes- Increas~ Deepening Accept- Refining of
sional ing Pro- of pro- ance of Professional
Knowledge fessional fessional profes- Knowledge

Knowledge knowledge sional

Knowledge.

Intellec- Less In- Decreas- Normal Refining In-
tualiza- tellec- ing In- Intelliec- tellectual
tion tualiza~- tellec~ tualiza- Base

tion tualiza- tion

tion

Anxiety Emotional Depres- Emotional Deep

Survival. sion. Arrival. Compassion.
Some Un- Increas- Decreas- Increas- Increased
comfort- 1Ing Un- ing Un- ing Com- Comfortable-
ableness comfort- comfort- fortable- ness

ableness ableness ness
Agree- Guilt Pain Modera- Self-realiza-
ableness tion tion
Withdraw- Frustra- Mourning Mitiga- Self-Awareness
al tion tion
Superfi- Sadness Grieving Accommo- Self-Actual-
cial Ac- dation ization
ceptance
Provid- Initial More Emo- Ego Mas- Professional
ing Tan- Emotional tional tery Satisfaction
gible Involve- Involve-
Services ment ment
Utiliza- Increas- Over-I- Coping Acceptance
tion of ing Emo- dentifi- With Loss of Death and
Emotional tional cation of Loss
Energy On Involve- With the Relation-
Under- ment Patient ship
standing
the Set-
ting.
Familiar- Initial Explora- Freedom Rewarding
izing Under- tion of From Con- Professional
Self With =2tanding Own Feel- cern A- Growth and
Policies of the ings A- bout Own Development
and Pro- Magnitude bout Death
cedures of the Death
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Area of
Practice
Working Over-1- Facing Develop- Development
with Fam- dentifi- QOwn Death ing Ability to
ilies cation Strong Give of One's '
Rather .With the Ties With Self
Than Pa- Patient’s Dying Pa-
tients Situation tients
and Fam-
ilies.
Coming to Develop- Human and
_Grips ment of Professional
With Ability " Assessment
Feelings to Work
About With, On
Death Behalf of
and for
the Dying
Patient
Develop- Constructive
ment of and Appro-
Profes- priate Act-
sional ivities
Compet-
ence.
Produc- Development
tivity of Feelings
and Ac- of Dignity
complish- and Self-
ments Respect
- Healthy Ability to Give
© Inter- Dignity and
action Self-Respect

(pp.

to Dying Patient.
Feelings of Com-
fortableness

in Relation

tec Self, Pat-
ient, Family

and the Job

30-31).,
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Conclugion

In this brief:;eview of the literature it will be noted
that much of the material available does not directly give in-
formation on the meaning and experience of the loss of a cli-
ent, patient or parishioner by death. The literature recog-
nizes and deals with death and dying as a notable occupational
stress. There is also some suggestion in the literature on how
to manage stress. Little, however, pertains to the personal or
subjective meaning and experience of the event for the care-
glver. Field and Howells, (1886) noted that when studying the
" fear of dying of medical .students they feared losing someone
close to them. Kuiken and Madison (1987-88) noted that when
young adults contemplate one’é mortality they spend time re-
formulating personal goals and commitments. In the section en-
titled "Teachers™ Carter shares her experience witﬁ Barbara an
adolescent dying of cancer. She describes briefly the change
that occurred in her that facilitated the teacher-student rela-
tionship. Thus the literature rather than being a foundation
for this stuay, indicates thisg area of study has not been cov-

ered and 1s worthy of being studied.
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Chapter 1V

Methodological Approach

The approach to data collection in this thesis is grounded
in the existential, phenomenclogical and humanistic tradition
within psychology. The emphasis is on qualitative rather‘than
quantitative approaches to documentation.

In part this humanistic tradition arose a= a reaction to
the perceived 1limits of both the psychoanalytic and behaviour-
ist models as well as an alternative explanatory frame work to
that grounded in the natural =sciences. Thus the general mean-
ing of humanistic psychology includes both the existential and
phenomenological orientations which have an European back-
ground. Humanistic psychology originates in the United States.

Humanigstic psychology challenges the assumption that psy-
chology should emulate the philosophy and procedures of the
natural sclences. In addition it challenges the predominant
view that humans respond primarily to, or are shaped‘by various
external or internal determining influences (Shaffer, 1978).
Some however, see it not as a school or discipline but an ori-
entation towards.psychology as a whole. It respects the worth
of the person; it respects different approaches and is open to
new methods. Humanigtic psychology examines topics not caovered
in other areas of psychology or unable to fit into existing
theorles, e.g. creativity, self-worth, self-growth, self-actu-
alization, being, becoming, creativity, spontanelty, transcen-

dental experience, peak experiences and courage.
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Schaffer (1978) identifies five principles that underlie

humanistic psychology. The first point is that humanistic psy-

chology is strongly phenomencolegical or existential. Second,
it zeeks as its starting point conscious experience. Third, it
investigates the subjective experience. Fourth, it's philo=zo-

phical underpinnings come from the phenomenological philosophy
of Edmund Husserl. Any phenomenon can be analysed. Fifth, it
is not limited by prevailing logical positivism which does not
take seriocusly that which cannot be precisely and consistently
measured, under standardized conditions in a felative number of
people. Consciousness can be examined in its own right without
further explanation or analysis. Humanistic psychology claims
to avoid the error of reductionism. Reductionism seeks to ex-
plain complex phenomenon reduced to some all-pervasive subcom-
ponents such as defenses or drives; it requires the observer to
break down the whole intoc parts.

}n the existential analysis of Binswanger and Boss
(Rychlak, 1973) wh{ch is also known as Daseinanalysis not only
the person but the person’s world is also considered. Three
worlds (German: Welt). are described. The first is Eigenwelt or
the self world of inner feelings. These are all the things we
experience within ourselves. Umwelt (world around us) is ev-
e;ything, animate and inanimate, we experience. Mitwelt (mid-
world) is our social world or society. All these aspects con-
stitute our present reality. Thus man’s existence constitutes

Iintrinsic and extrinsic factors.
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Humanistic psychology insists on humanity's egssential
wholeness and integrity. It has learned from Gestalt psycho-
logy that the whole 1is greater than it’s parts. Rather than
gtudy eyeblinks or physioclogical reactions larger units or
concepts are studied such as the self or self-actualization.
This puts the person at the center of the investigation and
recognizes the active component in personality. It i not that
people cannot respond to given stimuli but that they can also
shaﬁe their responses. Rychlak (1979) writes:

The reader may rest assured that there is absolutely
no sound evidence proving that human nature is machine-
like, or that people can be covertly controlled by purely
psychological means to do the bidding of some Big Brother
at the master controls. Quite the reverse is true. Human
beings are manipulated more through personal convictions,
conformities, and perceived advantages in the hoped-for
future than they are by the blind needs in the present or
environmental meditations from ocut of the past. Although
these are still powerful sources of control they are telic
in nature, final-cause determinations which cast an alto-

gether different light on what it means +to be a person.
(p. 128) :
Howard (1986) writes that he believes it is not the past or the

present that shapes human behaviour but the future as imagined
by the individual.

Emphasizing the concept of self, self-actualization and
the person being in charge of their life; humanistic psychology
tends to avold traditional dichotomies such as mind-body; fact-
value; conscious-unconscious; inner-outer; and thoughts-feel-
ings.

The humanigtic point of view, while acknowledging limita-

tions inherent in human existence, insists that human beings
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.retain an essential freedom and autonomy. Humans have the
ability to actualize themselves, that is to maximize their
potential. The Freudian model which implies behaviour deter-
mined by unconsclous impulses or the behaviouristic model which
implies responses generated by external stimuli are basically
reductiaonistic-~deterministic models. In such models behaviour
is predictable. Predictability stems from Newtonian physiecs
which is a causal model. All behaviour 1is determined and re-
sults in patterned behaviour. "Reductioﬁistic models can be
applied to humankind but they produce only manipulated re-
sults.™ (Quden, 1979, p. 156).

Existentialism is a reaction to this deterministic idea of
behaviour. It stresses the human'’s potential to actualize him-
self or herself to various levels of being and the ability to
relate beyond one’s present state. It was the crucible of the
Nazl occupation that probably popularized the exisgtentialist
point of view,. In the midst of cruelty of the Nazil regime and
{t?’s brutality, humans needed to make sense out of the absurd-
ity, contingency, anxiety and.despair war can cause. Humans
are by nature creatures that live by meaning. Where hope is
lost, despair reigns. Existentialism reverses a historic phil-
ozophy that deals wilth essence. "What are humans?® or "What is
it to be human?™ are questions that involves ocur essence. Ex-
istentialism’s famous maxim is that existence precedes essence.
To know what it means to ‘be human is to study people as they

live their life or express their existence. It is only within
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this context that "human nature®" can be studied or observed.
The classical example in psychology would be Viktor Frankl's
(1963) concentration camp experience. Those who éhose to re-
main alive took their rations of food while those who accepted
their "fate" chose rations of cigarettes. Greening (1871) con-
cludes:

Responsibility, involvement, and action, plus a be-
lief that man is capable of choosing and growing: these
tenets link existentialism and modern humanism. (p. 8)

As previously noted humanistic psychology stems from the three
broad areas of phenomenclogy, existentialism and the humanistic
" psychological approach of American psychologists. There is a
point of disagreement between existentialism and the American
point of view. As Weckowicz (n.d.) notes there 1s a kind of
"Polyannaish optimism®™ about the goodness of human nature as
propounded by the humanistic point of view. Existentialisms
concept of dread, anxlety, and absurdity point to the complex-
ities of life and the existential situation humans can find
themselves in. Maslow in the humanistic tradition postulates
a hierarchy of needs which need to be fulfilled. Primary needs
are food, water and shelter. Until and unless these are met,
humans cannoct move up the hierarchy to fulfill higher-order
needg. The experlence of Viktor Frankl (1963) and Eugene
Heimler (1959, 1966) would contradict this hierarchicél postu-
late. .

Another point Schaffer (1978) makes is that humanistic

psychology is antireductionistic in its orientation. Existen-
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tialists would consider themselves radical empiricists. The
unconsciogs, for example, is not denied. The unconscious
is, however, dealt with differently. First of all, it is a

concept not especially helpful or relevant since by its nature
cannot directly be known. Second, the concept of unconscious
can be wused to deny one’s autonomy and to rationalize away
one's responsibility. It would be easy to "blame" the uncon-
sclous rather than oneself for one’s behaviour. Finally, the
concept of the unconscious would make the huﬁan model a frag-
mented model. Existentialism prefers the concept of the irre-
ducible wholeness of human beings. May (1958) notes two
things. The existential-humanists are against splitting beings
into parts. What is called unconscious is part of the per=zon.
Being in its core is iﬁdivisible. What he rejects of the un-
conscious is the "cellar view." The cellar view of the uncon-
gaious 13 "a convenlent blank check on which any causal explan-
ation can be written or as a reservoir from which any determin-
istic theory can be drawn.™" (p. S1). The unconscious should
be seen as an enlargement of the depth that personality 1s.
Beyond the voluntarism and rationalism of personality is also
the irrational which include the repressed, hostile, unaccep-
table urges and forgotten experiences. May (p. 91) concludes:
"The symbol for this vast enlarging of the domain of the per-
sonality was the unconscious.™

In thelr treatment of the unconscious we see the stress on

the hollistic aspect and redefining the concept so that existen-



61
tialists recognize that things c¢an be hidden yet humans are
still responsible for the depth of their personality. It would
be from the unconscious that the existentialist would see the
feeling of dread arilse; dread of the unkﬁown, the meaningless-
ness one experiences and the fear of death come forth. Barrett
(1958) notes that Freudianism and Existentialism arose in
the same time pericd in history and in the same place.

The last point that Schaffer (1978) makes is that human-
istic psychology, with its strong grounding in existentialism,
bellieves human nature can never be fully defined. Existential-
ism differentiates between being and becoming. This is cap-
tured in the famous phrase they use +to summarize their posi-
tion: existence precedes essence. A mere catalogue of human
capabiiities cannot capture the essence of humans. This des-
cription may not capture the fullest capacities of humans nor
conversgely their limitations. A more accu;ate picture develops
as humans act and do. It is this continuous process of choos-
ing that humans use to express themselves authentically. Au-
thenticity is that process of becoming; of facing reality and
making decisions. This is acting responsibility. This final
point of view takes note of the possibilities of expanding and
trangcending the self. This challenges the Freudian notion
that humans are just a regression-oriented and tension-reducing
organism. It is oriented towards the developmental point of
view, represented by Erikson (1963), Jung (1833), Gleeson

(1975) and Stokes (1983), which postulates an ongoing develop-
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ment until one faces death.

Purists would differentiate between the phenomenclogical
movement and existentialism. Phenomenology'in psychology stems
out of the philosophical movement attributed to Edmund Husserl.
Phenomenoclogy studies any phenomenon from the first person des-
eription of an experience. It is a method of studying subjec-
tivity. This method of analysis {3 used by exigtentialism.
Husser! was Heidigger’s -teacher. Existentialism used phenomen-
ological analysis in its study of motivation and personality.
Thug all exigtentiallists use phenomenclogy, but not all phen-
omenologists are existentialists (Schaffer, 1978, p. 21).

The choice of the methodology used in the research thesis
is based on humanistic principles especlally on the existential
point of view. The existentialist emphasizes man or woman as a
unique individual who is known in the reality of his or her
daily life who is becoming a2 centered being. He or she is both
free and resﬁonsible for his or her actions. He creates him-
self, she creates herself through courageous decisions, made in
encounter with the world and in dialogue with others. In the
process, he or she learns to live constructively with anxiety,
to find meaning in life, and to become a moral being. The ex-
istential approach meets the criteria for a psychological point
of view which sees humans as: (1) a wholg and unique person;
(2) finding integrity and authenticity 1in his or her life; (3)
legitimating the meaning he or she dilscovers in reality; and

(4) he or she is able to function as a hopeful and responsibile
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person.

Pass (1987) argues cogently for the use of these qualita-
tive research methods in child health care. Health care pro-
fezslonals mastering technological competencies and complex
technologies may find themselves decreasing the number of sup-
portive exchanges between themselves and their pediatric cli-
ents. Thus they might find themselves applying a° technology
which ocauses a violent reaction in some clients and not in
othérs. Whatlis the world view of the child that would cause
either a favourable or unfavourable reaction? In order to ad-
dress the needs of their pediatric clients the 1illness and
health world of the child would need to be known. This could
not be discovered by investigating the professionale who are
involved with +the pediatric client. Ultimately the world of
the pediatric client must be broached. How else can thaose ex-
periences be understood?

fwo concerns are expressed concerning quantitative re-
sults. First of all the information comes from.predetermined
gtimull (e.g. gquestionnaires or checklists). Secondly the re-
sults may be biased in the sense that the findings are based on
adult perspectives rather than on the pediatric clients. The
qualitative method enables one to remove the above hiasges. The
pediatric client can speak for himself or herself. This type
of personal, subjective data could not be elicited from stand-
ardized or researcher constructed, structured questionnaire or

checklists.
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In the literature dealing with qualitative and quantita-
tive approaches four areas‘of differences and concerns about
those differences can be no£ed (Bernheimer, p. 224). The four
areas are! (1) subjectivity and objectivity; (2) particular-
istic and holistic orientation; (8) reliability and validity;
and (4) hypothesis testing and hypothesis generating.

(1) Subjectivity and Objectivity

Quantitative research séarches for facts and causes of be-
haviour by examining objective, observable, quantifiable data.
In the process wvarious wvariables are manipulated in arder to
_ find which variables enhance or cause change. The effect can
be measured or counted out is know és the etic approach
(Bernheimer, 1986).  The success ot a parental éupport group
might be evaluated on the frequency count of attendees.

The qualitative methodology values subjectivity for it
deale with +the internal world of the person. This Bernheimer
(1986) calls the emic approach. In researching the above ex-
amp{e the participants would be interviewed to find out what
the expectations of the parents are and how the group met their
needs. It could broaden its investigation and talk with par-
ents who didn’t wuse the support group énd why it failed fheir
needs.

In qualitative research, the researcher’s subjectivity is
controlled by recognizing and making allowances for pre-deter-
mined gtimull. The researcher is cognizant of his or her bias

and endeavours to bracket or suspend his or her biases or pre-
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conceptions. Howevér, since the researcher 1s aware of his
or hey point of view, he or she may not succumb to the point
of view or views of the group being studied. This prevents
the subjectivity of the researcher contaminating the results.

Existential psychologists (van Kaam, 1966) note four areas
of subjectivity that may effect the researcher. The first is
that the researcher may use methods exélusively used from the
physical sciences. Second, only intuitive methods may be ex-
clusively used. Third, only a few methods considered valid
might be used. And finally, subjectivism in the form of dog-
matic assertion that positive science 1is capable of providing
all possible insights to human behaviour. Basically these four
possibilities are subjectivistliec because of their prior asaump-
tions. Existential psychology demands that data be observed as
they exis£ before analysis or interpretation proceeds.

This existential attitude when exercised will prevent the
danger of'subjectivism from occurring. This subjectivism is
the constant danger of investigation into the human subject.
One .is aware of subjectivism when one limits the field of in-
vestigation into acceptable/non-acceptable territories. Thus
phenomenology investigates any phenomenon. Nor doces the ex-
istentialist restrict himself or herself to established theo-
retical constructs. Traditional science also attempts to dis-
cover "particular validities by examining universal ones." (van
Kaam, 1966, p. 314). Thig ig the deductive method. What one

digcovers is assumed to be contained within some general uni-
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versal law. Often researchers may have a prior model or phil-
osophy which when held may influence +the explanation of the
data.

Existential analysis uses the inductive method which goes
from the specific to the general. It starts frcm the various
data and then formulates a wvalid description from the data
collected from the sample. Experience then becomes the primary
data that in and of itself cannot be proven. Science from the
existential point of view wuses a process of explication. By
this 13 meant that "implicit awareness of a complex phenoménon
becomes explicit™ (lbid, p. 316). In this process there i3 a
faithfulness to the things as they appear. By definition phen-
omenon means "that which appears." Some would charge this ex-
istential process with introspectionism.

In forming hypothesis, phenomenal psychology tends to
start from an overall analysis of the human situation in
its immediate giveness; whereas Introspectionizsm started
from "objects™ which were supposed to be inside the mind,
isolated from the total existential situation; and behav-
iorism starts from the external aspects of behavior, iso-

lated from their experiential content. (Ilbid, p. 340).

(2) Particularlistic and Holistic Orientation

Quantitative research identifies and isolates variables
for examination. This is usually done through the use of stan-
dardized tests, questionnaires and mpredesigned obgervational
instruments. Causes and consequences of these variables are
investigated.

Qualitative methods measure the interaction and processes

which occur. The meaning of the data c¢an only be inferred in
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qqantitative analysis. Qualitative analysis has no need to in-
fef for it examines directly. It seeks to examine the context.
It seeks the var{ous forms the phenomenon takes and what vari-
ationg occur. A frequency count may indicate which programs
might be successful while the qualitative approach could pro-
vide the process that distinguish ;uccessful programs from non-
successful ones. Van Manen (1984), for example, notes the
large number of books on how to be successful parents. These
"how-to" books avoid the topic of parenting. They shy away
from describing the "whatness™ or "isness"™ (essence) of par-
enting. When various accounts that express parenting are des-
cribed one notices that his or her unique experience is recog-
nized by others. Other become aware of the similarity of the
experience.

As Gestalt psychology discovered that the whole is greater
than its parts other are suggesting a systems point of view as
an alternative paradigm for psychology. The systems point of
view enables numerous interchanging variables and also levels
of stratification to be studied. Manicas and Secord (1983)
note:

The écts of persons in life settings are open systemic

events that involve an enormous range of codetermining

structures and systems. (p. 407).

(3) Reliability and Validity

Quantitative methodology is more concerned about reli-
ability than qualitative methodology which is concerned about

validity. Reliability is concern about the researcher’s abil-
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ity to‘replicate or reproduce findings. Quantitative method-
ologists maintain that their findings can be repeatedly inves-
tigated and can be investigated separately to insure reliabil-
1ty. The 1ntensity or the range of an experience is much like
the range of scores.

Validity is the prime concern of the qualitative research-
er. This is assured by the large amount of time spent in the
_setting with the person. Continuous data analysis also en-
hances the validity. Validity concerns itself with the meaning
and meaningfulness of the data and instrument used (Patton,
1975). Time plus the assumptions of the pheﬁomeho\ogical ap-
proach take seriously the data collected from the interviewee.
The data is also M"respected"™ 1iIn the sense that the researcher
is cognizant of his or her bias or subjectivity. He or she
uses the technique of bracketing to assure that the meaning or
experience as perceived by the participants 1is brought out as
clearly as possible.

(4) Hypothesis Testing and Hypothesis Generating

Quantitative methodology 'starts out with a hypothesis or
predetermined notion of what will or will not be found. These
are based on a thecoretical framework. The danger as always 1s
that predefined question and measure may inhibit the partici-
pant from sharing fully or even missing what the experience is
actually like.

Qualitative pesearch‘ shies away from testing prevfous

theories. The aim is to discover new concepts and theories.

<
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This may be necessitated by the fact that some phenomencn may
have been investigated on an atomistic level and the experience
may need to be examined more holistically. The qualitative
does not ignore previous research. Previous research may well
contain insight which spurs furtﬁer investigation.

Ellenberger writing about psychiatric phenomenology and
existential analysis (May, 1958) illustrates the point whereby
previous theory and knowledge was subjected to fgrther analysis
in order to better understand a phenomenon. Noting how thg
descriptione of certain pathological conditions at the turn of
. the century didn’t facilitate diagnosié and treatment the phen-
omenologist used certain categories to agalyze psychological
states. Two categories in pgrticula} that were found to be
fruitful were time and space. People with pathological condi-
tions perceived time and space in a different manner than the
ordinary persan. Thelir descriptions were often convoluted or
extremely restricted. Thus the concepts of time and space
aided in differentiating pathological conditions. This was a
result of letting the experience speak for itself. In the pro-
cess of describing that experience as best one possibly can,
insight would be developed. This insight would generate its
own hypothesias which could be tested. This process would have a
higher probability of producing something that would be rele-

vant and functional.
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Application of Qualitative Method

The focus of the research is the experience of selected
caregivers working within the hospice movement, in particular
the meaning of the losz of a patient, client or parishioner by
death. The chus was on thé caregiver and in order to maximize

the interviewer’s freedom to share that experience an open-

ended, semi-structured questionnaire was used. Miles (1972)
points out two limitations of qualitative methodology. First
of all the method is highly labour intensive. From the sheer

range of the phenomenon to the volumes of notes, recordings and
transcripts can overwhelm a researcher. Secondly, methods af
analysis are not well formulated and need to be improved. Not-
ing the date of this observation (Miles, 1979) much work has
been done on methods of analysis. However, since the caregiver
appears least addressed in the literature a philoesophical point
of view and a methodology =s illustrated above was chosen to
discover as best as possible the nature of the phenomenon.

The Research Design

As indicated 1in Chapter I the area of research suggested
the focus be on caregivers. While there is much research on

death and dying involving the patient and his or her family not

much research 1z directed at the caregivers. Dealing with dy-
ing and finally death of a patient, client, or parishioner is
quite stressful as indicated 1in chapter three.r The hospice

movement notes alsgso that quality care involves emotional com-

mitment and emotional energy on the part of +the caregiver.
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This process must be recognized and dealt with. Fallure to
recognize and address this results in professional burnout.
’The prgliminary literature search did not indicate that this
1sgue was addressed in prdfessional education.

The question asked was: "What had the experience of the
loss through death of a patient, client,. or parishioner meant
for you?" A sampie of one was suggested from the following
categories of professional caregivers:

(a) chaplain

‘{b) parish clergy

- (c) social worker

(d) counselor

(e) medical doctor (resident)

(f) medical doctor (practising)

(g) hospice worker/director

(h) registered nursing assistant

(i) volunteer

(j) nursing instructor

One category (soclal worker) was chosen far the pre—-test.
The interview (code named Joy Season) is a result of the pre-
test. Tﬁe pre-test interview was wused to gage whether the
question asked would facilitate the interview process. It was
judged that the question was valid in the sense that it did in-
itiate the interview process and people would share their per-
caelved experliences. The pre-test interview did suggest a

slight modification of the question. Rather than the longer
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version which included the pbrase "patlient, client of parish-
ioner"” one of the three words was chosen and used with the ap-
propriate profession. Although volunteer is not a professional
category that subgroup was chosen for two reasons. First of
all since there are now significant fiscal restraintz the use
of volunteers has taken on a new significance. Secondly, many
agencies rely on volunteers to do a significant amount of their
mandate. In that process they have initiated training sessions
and also use professions to coordinate and supervise vélun—
tezrsa, | The volunteer for this research had the appropriate
volunteer training and worked under a duly appointed chaplailn
supervisor.

The sample was eytended to include a social worker working
in a children’s hospital, a police officer that lost a partner,
a nursing attendant and a nursing supervisor. There was only
one refusal and that was the category of social worker Iin a2
hospital setting. Efforts were made to contact a police of-
ficer who had lost a partner, however no volunteers came for-
ward. Both a nurging attendant and a2 nursing supervisor were
ocbtained for interview purposes.“ Most of the people sampled
were acquainted with the. researcher and readily volunteered to
be interviewed. The hospice director at the Bethany Care Cen-
tre assisted the researcher in contacting three persons for the
research.

Appendlix B contains the package every person contacted re-

ceived. While a majority of people did not hesitate to pafti-
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cipate, all were giYen the package and were asked to read it.
No interviews were oondﬁcted until the historical data sheet
and consent form was signed. All participants did neot hesitate
to sign the congent form. Some indicated a high sense of trust
that the researcher would not abuse their verbatims, however,
the researcher insisted that consent forms were needed since
the ethics committee had the right to request these forms.

Appendix C contains the letters sent to the Bethany Care
Centre. Four participants from that institution participated
in the research. The last page from that institution indicates
its approval and co-operation with the research endeavour. Be-
fore each interview was conducted each interviewee was asked to
choose a code name which would be used when guoting thelr mat-
erial in the body of the thesis. It was also suggested that
when they shared personal stories that real names not be given.
Many attempted to use falsgse names "when referring to their pa-
tients, clients or parishioners. 1t was noted, however, that
segments of the verbatim that was highly significant, personal
and existential often the real ﬁames were used. In order not
to interrupt the Interview process this was not pointed out nor
checked. All real names, .places and other personal data that
might possibly identify a person has been changed. This is to
maximize the confidentiality of ' the material and the people

involved.
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Chapter V

Synopsis of Data

Introduction

The total pages of verbatim number 447 pages. To repro-
duce this would make this thesis unmanageable. Nor would the
phenomenological-exploritory method suggest this of the sample
size of eleven case studies. Therefore, a reduction process
has been applied to the verbatims. Two factors have been used
to reduce the materials. First of all, the material included
revolves around identifiable themes as they occurred. When
" that recurred or was elaborated or clarified, portions of the
verbatims were included so that the theme was <clearly expli-
cated. Second, other quotations from the verbatimsg are retain-
ed which gives biographical material. This material enables
one to grasp the event and pertinent circumstances which enable
the flow of the story or event to occur. Thus, it is hoped
that in the reduction process a pértrait of sufficient worth is
produced in order to capitalize the phenomencn. Fisher (1978)
provides aﬁ example of this phenomenologlical reduction proce=zs.
It is from these reductions entitled transcripts that valida-
tion quétations in chapter VI have been taken.

Code Name: Val

Age: 56

Profession: parish clergy person, male
Years practising: 32

Approximate time involived with parishioner: 4 years
Total pages of transcript: 29



Val:

Geo:
Val:

Geo:
Val:

75

Transcript No. 1

I’11 try to focus in on one death where I dealt with the
patient from the month of April through the summer to
September when the person died. ... She was dying of
cancer. I found out she wanted this German for her
mother's sake. She felt that at her funeral she needed
to have her mother cared for in the language which she
knew as ... as her mother language which was German. 1

had never met this person before and she was very curt,
polite and kept me at an arms length until she determined
that I could speak German well enough. My difficulty
with this funeral or this death was that the patient
didn’t have a faith which could be verbalized. She had
almost a negative attitude toward God at the point. And
the question of God and her death was invoked by the fact
that a well meaning person working at the hospital said
to her, on one occasion, God must be very angry with you
about something otherwise you wouldn’t be suffering the
way you are. I felt this was very judgemental and I had
somehow helped her past that point. So we struggled with
that and the whole relationship with God in her life dur-
ing the visits....S0 this person who sort of started out
as angry with God got to the place where she was willing
to accept. Now the difficulty lay 1in the fact that her
family also did not wunderstand this. And her need was
quite intense to have her family relate to the same God.
So she put me with her brother and her mother wilth whom 1
would have to deal after the funeral. These were not
parishioners now. All this happened because of the
Lutheran Hospital service involved here.... Anyway the
family has since then become closer and c¢loser to the
church. The brother ultimately allowed his two children
to be baptized here, though he hasn’t espoused any falth
or any relationship to God in Christ....

Uh huh

Now that describes the person and sort of the circum-
stances with which I had to deal. I guess the biggest
difficulty I had with the whole thing was to work with
her at the same time as +to try to become a friend and

trusted person for her family. There was some tension --
not grief but there was a lot of tension in my relation-
gships between her family and me. They accepted me in the

end and I believe trust me quite implicitly.

...1'"m wondering what was the meaning behind that.

I guess 1 felt the same tension with the family that 1
felt with her and the difficulty in getting to the place
where God mattered and God matters for them 1in their
lives and ... my feeling was that the dying person wanted
me so much to get the message across that she left me
with a burden which was difficult for me to completely
unload....
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Yes, because | felt she had laid a burden on me about

looking after her family after she died. I think the
first question, the first reason for contact, was not for
her sake but for her family'’s sake. She was caring for

the people who were going to be left behind.
uh huh

and so the tension of that burden became how can I reach
the people who don’t want to be reached
uh huh

and did not initiate a reaching to me for help

uh huh

but were assigned to me almost by the dying person

uh huh ’

and that was the tension | had to live with., And the fear
that anything that I said or did might be misconstrued
and a wedge would be driven or a gap would be created
which meant [ could not fulfill this dying person’s wish.
Uh huh

And so the whole process of care for the family became
the burden rather than the care for the dying which was
the initial contact

Uh huh .

and the 1initial concern but it wasn’t the final concern.
So that here 1is this dying person who was calling in
somebody whom she would trust

uh huh
to see if that person could care for the family in the
way she wanted that done. I felt that this was becsause

in most of the other cases of death that 1’ve had it has
just you know | am dying and make sure that my loved ones
are cared for on the day of the funeral and that's about
it. You know but this one had a longer agenda in mind,
one that was not easy because the family alsc had trouble
with God.

Uh huh

and there were many other problems related to it, through
the family’s understanding of God. I think that those
were the difficult things for me. I think that made that

particular _one significant for me. She asked for her
family in such a way that [ could be inveolved for a long
time to come. As a matter of fact it is now four years

since then and [ still feel the burden of the family al-
though in many instances in funerals like that 1 wouldn't
feel the burden of family for more than a week or so af-
ter the funeral....

She waz asking me to look after her family and in those
four years the mother also died so ['ve been able to care
for her during that period of time and in fact needed to
in German after she became more senile....

Uh huh so there was a profound expectation placed on you.
Yah

She was giving you her work to do.
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She was giving me her work to do and it was very inter-
esting because she was also the same age as | and she
literally gave me a mother and a younger brother. In her

own way she said ... build that kind of a bridge, she
didn’t say it in words but she said [I'’m leaving and they
will need someone who cares for them and | have been

their caretaker. She didn’t say I'm leaving you that re-
sponsibility but that’s how it’s worked out. .o So you
know the interesting thing 1is my relationship with her
though uvuh it was extensive and difficult for those months
of April till September. That was the beginning of some-
thing whieh has lasted and continued. (pause) I guess
the most interesting aspect of that was the mother whom !
had toc care for, in the end in her senility related to me
as if | were her husband.

Uh huh

She used to call me papa which was the family name for
her husband and I talked to the son about that and he
gaid, "well there’s a resemblance™ and he brought a pic-
ture out of his father who had died when he was quite
young and he also was sort of a biggish man with loss of
hair and a big nose...

I guess I don’t have any feelings anymore of tension in
dealing with the family. The tension is gone the burden
is stil]l there in the sense that I feel that responsibil-
ity that was given to me is still going to continue for
yvyears to come; that | will never be able to say that this
is purely a pastor-parishioner relationship. I think
that this particular death put me into a brother-brother
relationship with the man and his family. And that’s one
of the most difficult relationships to build when there
is no blood tie. (pause)...

Could you elaborate on that statement?

Well ... brothers who are sgiblings you know have a blood
tie and therefore you know, you did not choose them nor
did they choose you it was something that happened. In
this case now you have a brother relationship which is
imposed by an older sister. She let you into the family
to be the brother and son to her mother and she wants
that to continue.’ Now if you feel like you have a bur-
den to continue this then it is because you have allowed
that relationship to be there although you don’t have any
kinghilp....

s Initially my contact with this lady in the hospital
was purely clinical and then it became something in which
she tied me to her family. Now the family and ! have a
deep relationship being that has been built over the
years. If something should happen to that family now
there would be real grief where with the initial patlent
it was purely a clinical relationship. So one thing led
to a deeper involvement. That’s where | think the deep-
est relationship 1is, not with the person that died but



Geo:

Val:

Geo:
Val:

Val:

Geo:
Val:

Val:

Val:

Geo:
Val:

78

with the person that she gave to me as a brother and his
family.

It sounds like you might have been surprised that this
would happen.

[ didn’t believe that it could...initially. I felt that
I was making a promise like so many promises about look-
ing after my family which [ would try to fulfill but
would not be allowed to fulfill because there were no
kinship ties....

You still sound surprized that this happened. :
Yes, because | don’t believe he wanted it to happen. I
think 1t happened in spite of him. As a matter of fact
we had a very deep ildeclogical difference at one point...
So that’s why that’s part of the surprize. It has promp-
ted me to do some research also so that, you know, what
is a cliche and a glib answer in religlous circles is
never enough. It needs to be something which has more
quality of research in it than Jjust sort of the casual
anzwer whieh | would give to another person. But it’s
become a good solid relationship. The problem 1is that
now you know if either one of us were lost to the other
there would be equal grief in that family or 1f I died
there would be grief and the same thing would be true the
other way....

.».] have had many cases where the trust level has grown
between me and the other people and the relationship has
been more family than a clinical relationship. So I've
had that experience before. I've never had somebody who
has that close a relationship with me die. | do not know
how | would handle that grief.

I wonder if you could elaborate on that

[ don’t really know yet other than you know what kind of
grief 1 would experience with the death of somebody who
was very c¢lose to me....l don't know that you =see I
haven’t really experienced grief in death. I have ex-
perienced grief in loss a lot because I build close re-
lationships....and the parishioners that have died I have
been able to handle those deaths very well because they
were all clinical relationships...

..+And this is why this instance is significant for me
because it is so very really the one death that estab-
lished the kinship relationship in this family for me ...
I don’t know but I think 1t would be different. In my
mind grief and my position in life are really determined
by the intensity of persocnal relationships and not by the
clinical or the parishional relationship....

uh huh

Then [ think the pastdr or the professional person would
experience a whole lot of grief but it would have to be
not on the basis of his position. It would be on the
basis of his relationship with that particular person in-
volved....
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~You know George I'm almost surprized that I did that be-

cause I don't try ever to make that distinction between
people and yet as we talk about this ! realize that
that’s one of the things that has happened

and it has happened 1in other relationships with other
people

and | have tried in my care for all the people not to
distinguish one from another.

And yet what I have done now is to say that there is a
difference 1in my feelings between quite a number of the
people in my parish...

['ve never talked sbout 1t with anyhody until now....

Now the most interesting thing about this is that family
bond, that closer more intimate relationship,

uh huh

was built with somebody outside the church.

uh huh

[ think that’s significant and that’s the first time in
my life that that’s happened. And 1it's also peculiar
that it should have happened by the design by a person
who was dying.... .

Yes. S0 there were many surprizes there which I don’t
have an answer for you know. I don't feel bad about it.
[ feel good about the relationship that has grown between
me and that family. 1 feel good about that. I think 1t
has been good for them and it has been goocd for me.

uh huh

And in that s=ense you know something very therapeutic
took place for them and also you know it gave me an addi-
tional source of help for my life.

Uh huh

And that young man and [ go skiing together for instance
and we enjoy each other’s company .

uh huh :

we're very, very, very much alike in many ways. Maybe
that’s one of the things that the sister saw as she got
to know me

uh huh
and that made it possible for her to sort of lay the bur-
den on. And maybe that’s one of the reasons why the

mother called me "papa".

Uh huh, uh huh....

I feel you know that the relationship is one that is most
helpful, ..., both ways, I find also that he is very help-
ful to me in dealing with people who have had very exten-
gsive surgery because he works at the local hospital...

I think that this is about where the story ends. I don’t
want to experience that loss. Maybe that’'s why 1 keep it
very much alive and | guess there’s significance in want-
ing to keep that once it’s established.
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ok, alright, and you want me toc zero in on one because |
have known many deaths

Well, if there is one that stands out.

Yes, oK, there is. Alright, This was a man who had a
germ cell tumor in his chest. He was about 37 years old
when it was diagnosed. When I took over [ started coun-
gelliing him and his wife, not together, they never chose
to come together, they always came to see me separately.
So I saw him once a week and I saw her once a week on a
different day up to his death in October. Really 1t was
a very c¢close relationship in terms of death and dying
issués and that kind of thing and I was really fond of
him....

He was open, there wasn’t a thing that he couldn’t dis-
cuss and it was really a nice relationship. His wife was
the same way. There were times that she waould say, [
wish he'd die, I wish he’d die I’'m just so fed up with 1t
and so on and she’d share that with the girls and so on
and so forth. She and I have remained friends even to
this day ’

...you know we were very close with one another, 1°d give
him a hug and I1'd tell him that I loved him and thosze
kinds of things and how much I’'d learned from him.
(Pause) That’s almost two years ago (voice breaks, some
tears)....! have a feeling in death and dying that if the
parents are doing a good Jjob with the kids then you
should leave that with them. I think it’s very stigma-
tizing for kids to go for counselling for anybody to go
for counselling but kids don’t have the cognitive process
to work that through. So I simply let them work through
the things with the kids and she continued +to doc so and
they are very well adjusted, very well indeed and she
came to a hbhereavement group after and I meet with her
individually and | meet with the group from time to time.
We have lunch and have become sort of friends as opposed
to a counselor and so on.

It gseemsgs like i1’s a very significant story.

Yes. [’ve probably not had anybody that I was claser to
or that | learned more from than him....from him the
learning was deeper, you know, because he was so open and
so was his wife that I learned so much from them but par-
ticularly from him because there wasn’t anything that was
gacred anymore In terms of sharing so | missed him after
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he died and uh then you know still his death is signifi-
cant to me obviously. I could talk about most of my pa-
tients or clients or whatever you want to call them. I
don't know of anybody else who would invoke tears in me
now because generally speaking it has been. a csad kind of
thing. Now what do I want to say. You know really when
you’re working with cancer patients by the time they dle
I can feel some joy, because they’re out of their suffer-
ing and I can see how they’ve grown....! can certainly

- gay that about this man’s death. But still | miss him

sort of on a personal basis where | don'’t with the others
I felt a little more detached from them somehow

Do you mean it was a personal relatlionship?

Yes, | still think of him very fondly too, and the others
I do in a sense but not in the same way. Our relation-
ship was on a little different plane and so it was inter-
esting seeing his wife at the same time; the parallel
things they went through and sometimes they would be on a
slightly different plane and then they would reverse
thoge. L Just a very interesting case all around in terms
of learning. _

I'"m wandering what you mean by learning?

Well, I guess learning about the feelings about dying.
Women are pretty good about talking about feelings about
dying, men are not so good. This man was very good, and
he gave me insight into the male feelings about dying,
that 1 really haven’t had from most men. They tend to
express that on a very cognitive level.

...How has that experience affected you, your work and
your learning?

How has it affected my work? Well, I think I have more
expectations of the men 1 work with now. I don't know 1f
it’s more expectations but I guess I think in my own mind
that men had that depth before this man now 1 seek that
out a little bhit more in men where | might not have be-
fore. I simply would have allowed them to operate at the
cognitive level, now I dig a 1little bit more for the
feeling level...just in terms of helping me to understand
the feelings that men can have. I don’t know that I
should be generalizing to all men based on him. He was a
bit of a rare bird, and | haven’t found too many men
since him even when you dig for feelings....Men are more
capable of a whole lot deeper feeling than I think most
counselors give them credit for but I guess the secret is
to unlock whatever it is +that is going to allow them to
open up those feelings.

Are you any closer to that secret?

No I think just basic trust and openness and that sort of
thing. Men are very soclalized to keep those locked up
so ! think we have a responsibility you know to try and
dig for those kinds of things....It has just led me to
remain in this area, in the area of death and dying which
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I consider to be a very significant area of bereavement.
It was confirming in two ways for me. For me personally
that was good work for me it also confirmed all the read-
ing you do in death and dying and they say this is what
happened and go through this phase and that phase. I
went through all the phases with him and so it confirmed
all the thinge in the literature =0 when I go to the 1it-
erature now, I read through and that’s like him. I re-
member that from him, you know, a lot of that was true
for me. Another thing was, I realized how people use the
workers in a system. These people used us very well in-
deed. They knew how to use us, they knew what we were
there for. I"’'m including my student in this because they
started with her. Right away when he was diagnosed they
said, "We want some help, we want some psychosocial help.
Now they didn't know the system and he was a businessman,
he wasn’t a counselor of any kind. He didn't know neces-
garily but they said "We need help.™ So we were called in
right at the beginning of the thing and there was an op-
portunity to work through every one of the phases and
they hung in there and they used us. She said "When he
goeg far surgery, I want you there and I want you there
for the whole day so I just put aside the whole day which
was appropriate because she was a bit of a wreck over
that surgery....

Uk huh, uh huh

So that was good. So confirming in many respects. Af-
firming or confirming, whatever. (Pause)...Yes, | wasn't
frightened it was always a very professional relation-
ship. It wasn't a case where he was in a love relation-
ship, I mean other than a humanistic kind of love, there
was never any confusion ~ about that although [ told him
that | loved him and he said the same thing to me. It
was always a very good relationship. FPeople are loathed
to say that, he never would have said that to me nor ! to
him if he hadn’t been dying but it was a very pure kind
of nice thing and some real warmth between us and between
he and his wife and between his wife and me. It was Jjust
a very different kind of thing and it is a shame that we
hook all that up with sexuality somehow and are nervous
and frightened of it and that kind-of thing and there are
very few people with whom you can have that kind of rela-
tionship and he happened to be one of them and it was
great....It never stepped into a sexual realm or any
thing like that. Just a super relationship....

Sure | think about him from time to time and of course
whenever he and his wife, I mean his wife and | get to-
gether. .

He was at peace when he died. We sat with him, his wife
and I, in the coma, and talked with him and each of us,
each of the family members and myself was given an oppor-
tunity to be alone with him in his coma and that was
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really significant, that was really nice. So I know how
important that is. The kinds of things that affected
him, affected my work in that way because now if I°'m
working with someone who is dying | sort of suggest that
each of the family members have time alone. In my posi-
tion I have no right to it, it's a privilege that | ask
for so in that sense it’s different

Uh huh and yet for it to work it almost has to be, uh you
almost have to be part of the family

You have to be close to the family.

There’s that element of closeness that is key to the re-~
lationship.

Yes, that’s right

That’s something we talked about before. It’s almost
like there’'s a barrier you have to cross. You have to be
invited In as a social worker to help, but for that help
to be working, there’s an intensity/relationship there
which is not there in the same everyday life of normal
circumstances. (Pause) Am [ catching 'your drift.

Yes, 1 think so, that’s right, you’re invited in and I
think the things you do help you to reflect directly on
whether or not the relatlionship becomes intense or not
and now I don’t know what, exactly what you can do to
make it more intense because relationships between cli-
ents and workers are the same as persconal relationships,
sometimes you click and sometimes you don’t, I’m not sure
it can’t click with everyone....

Sometimes [ get a little surprized as | was surprized to-
day uh at the intensity of the feelings I still have for
that relationship. So that’s another thing [’ve learned,
that I would rather work with yocunger people, who are dy-
ing, - for whom the 1issues are very intense and signifi-~
cant, that for me is more meaningful work for me....and
there are many, many more issues when you’re young so the
intensity of the relationship 1is going to be better and
it is thereby going +to be more satisfying for the work-
er....

But I think 1in psychology they are told that they can
only go so far and 1[I don’t think that a psychologist
would have gotten into as intense a relationship as I did
with this gentleman. They would have seen it as com-
pletely unprofessional some of the things that [ did be-
cause they are told you can go this far and no farther,
you don’t cross over the line. But I don’t believe that
there’s an arbitrary line. I think that what you can do
12 you can have a professional relationship that is deep-
ly intense and you can say the kinds of things that you
want. There’s something else that divides the profes-
sionalism from, +that keeps it professional there’s =zome-
thing else and I’m not sure I know what that is....

There was never any question of that, never. And yet the
intensity was there. And yet any psychologist looking at
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that would have said, "No, you were meshed, or this, or
that, or the other thing or whatever."

++.1 had a client commit suicide. And when [ start tell-
ing that story [ can get into some emotional parts.
There’s always that 1little element of surprize when that
when the emotion comes and you think "0Ch my God, I
thought 1 could tell that story, I thought | was beyond
that."

One of the things | thought you might ask about was

whether or not my training prepared me for that. Was
that one of the things we talked about or did I think
about it myself? My training somehow allowed me to

realize that people can feel deeply so in that sense 1

guess it did. [ think training in death and dying is

good but it can only help you on a cognitive level.

Uh huh.

I don’t +think people can describe to you, it’s like try-

ing to describe laboer pains, you know what I mean you

Just have to experience +them before really or describe

dying or describe being ... I think every experience has

to be felt, has to be known in order to accurately des-

cribe the feelings that accompany it....:

I think you can only train people cognitively.

and that helps and there'’'s no question about that, that

helps. .

Yah .

I think that because one takes a lot of courses in Death
and Dying, one still doesn’t know what it?’s like to work

with the dying....Nor does one know what it’s 1like to
have someone in your family diagnosed with something you
know, I work with families that have been bereaved by
suicide and they used to say to me, you don’t know what
it?s like, and it was absolutely true, ! didn’t know what
it was like, thank God.

Uh huh

I would acknowledge that to them and I would say "yes 1

know, but you can help me to understand® =0 [ can at
least affirm for other people what their feelings are
Uh huh

and that was how | share with other people, I never said
to people "I know just how you’re feeling."™ because they
would cut me off at the ankles 1if I ever said that to
them. That’s not an appropriate thing for a sgecial work-
er to say unless indeed they’ve had the experience.

Uh huh

If you’ve had a husband that's been diagnosed with cancer
then you know what that feels like but if you haven'’t
then you can only say "Well, I have another patient that
tells me this.®

I[t’s sort of a personal learning that everyone has to
experience in their own way. and on their own time table.

Well, I think you can be helpful if you haven’t exper-
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ienced it directly by Jjust, as [ said, picking up the
feelings from clients.

Geo: Uh huh
Cag: And then passing them on as their experiences not your’s

but their’s. I think that’s crucial.

Geo: Uh huh, uh huh. People are open to that?

Cag: Yes, very open to that and then you don’t misrepresent
yourself and they don’t lose trust in you.
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...she had M.S. and of course it has 1its ups and downs at
the beginning but they seldom die of M.S. as such

uh huh

they usually die of a complication of some sort.

Uh. huh

But she was a beautiful woman and she was so apprecia-
tive of everything we did for her although she was sev-
erely handicapped she couldn’t do a thing for herself,.
She still really -always showed her appreciation and she
would have eplsodes of going into a coma Just 1like that
suddenly you would be feeding her or doing something for
her and she would just go right unconscious...

But we’'d send her off to the Foothills to glive her anti-
biotics and Iin a day or two they would send her back. It
always frightened her so very much because she was not
really frightened of dying but the process of dying.

Uh huh, uh huh.

and what would happen to her and how she would die and I
got quite close to her and could talk to her very easily
and tell her about you know how maybe possible ways that
she might die that she would likely go unconsciocus and
this is likely the way she would die and uh ...

To keep her here. This was one thing she didn’t like was
whenever she had to go to the other hospital...

Uh huh

And so anyway she went through this gquite a lot during
the eight years | looked after her and we all looked
after her of course, but she went through several of
those episodes and we always knew there would be, ahe
would ask this too, if there would ever be a time when
she wouldn’t come out of 1it.

Uh huh

And I said yes there probably would be and that likely.
I tried to be as honest as | could with her. Her family
were not too supportive of her and it didn’t bother her a
lot because she understocod that she had been sick at home
for quite a while before she became institutionalized so
it didn’t bother her a lot that her family... She worried
more about them and their conditions than they worried
about her for some reason. I think they worried but they
didn’t know how to react to her and uh so um when her
sister would get sick and always had this ritual of phon-
ing every Sunday. They phoned each other. Either she
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phoned them or they phoned her....
... myself really picked her as a favorite and spent a
lot of time with her when | could and even off my duty
hours...
Uh huh
because she was so alone and she had trouble with her
speech so not everyone could understand so | spent quite
a bit of time with her....
+..] tried to tell her that yes the chances were that she
may not come back. We would look at it we tried to look
at i1t in a positive way that she was going to get some
help and that um, =she would come back and uh...
...and just as she got sort of a spurt of energy and she
said "take the basket" and I said "0.K."™ So once she got
over to the Foothills and [ was off duty at three | went
aover to see her....
...50 | went out to the desk and asked if we could take
it off and the nurse said no that her blood gases were
very low and the Dr. wanted her to have the mask on. And

I really felt bad because 1 felt that A----- in all her
stress she never asked for anything much

Uh huh .

and this was one thing that she was wanting you know not
to have this mask oan. I could see that she had deter-

lorated a2 lot and chances were not good that she would be
recovering even at that point....And she was on my mind,
I couldn’t get her off my mind you know I just thought
about her all the time, I came back to work the next day

plus everybody was asking about her. And [ went back
again after work and um [ noticed a real big difference
In her and so | took the 02 mask off. I thought this is

very much against the rules but even if its for a few
minutes it’s not going to make a big difference because
that’s what she was saying that that's what she...

And so | got those things hooked up for her and | had =a
hard time convincing those nurses that she could hear and
that she understood completely what they were saying to
her at all times. She may not be able to talk but she
understood....

But it came right down knowing her so well to the last
instance she didn’t want it. She wanted me to take it
away and take out the intravenous out of her hand and do
all these things for her. She trusted me a lot...

and [ wasn’t with her when she died. I feel kind of bad
about that but on the other hand maybe it was just as
well | think | always have feelings yet that maybe it was
just as well that I wasn’t with her and on the other hand
I would have liked to have been

Uh huh

but I don’t have any deep set regrets about it,...

I feel that death is very special and it happens to spe-
cial people. [t?s not everyone that can die and die



Wil:

Wil:

Wil:

Geo:
Wils

Geo:
Wil:

Wil:

Wil:

Wil:

88

easily and are at peace with themselves and their sur-
roundings....

-How would | say what | mean, I think it’s a part of tiv-

ing in a way because...! think vyou die the way you live.
You live peacefully and I say a fulfillment time of life
you feel satisfied with how things in your life have
gone. ..

...Gad has chosen her. That is how | feel in a way too.
I’m not a church going person, I’'m not a religious type
of person but [ feel that God does have a special thing
for us to do. He’s called us at that time....

...the younger people we had a lady of about forty-two
who died of kidney failure and she was very frightened
because they weren’t honest with her about her condition
and the prognosis of her condition and uh the Dr. told
her 1t wasn?’t good but then he didn't elaborate enough on
it to satisfy her need and uh so therefore she died very
frightened. She was very, very frightened when she died
she um her she hadn’t done aill the things she wanted to
do....

you kind of have to get to know her a lot. And I think
that’s where staff tralining needs to come in all areasg is
to zero in on that person where they’re at and go with
them from there and tell them it’s 0.K. to die. It’s a
real blinder with people that it’s not 0.K. to die

Uh huh

and I put myself and 1’ve been to many workshops on Death
and Dying. And one we went to in Banff that was, 1 Just
forget .what the moderator’s name was now but. he was ex-
cellent and put us through exercises of your expected
date of death and your life from the day you remember:
until you die. Go right past where you are now until the

day you die. It was an excellent exercise because it
really makes you think of you dying; your own self. So 1
went to that in the spring and while [ was-with A---,

her attitudes and the talks we had tocgether before dying
helped me [ mean yes 1t helped me and then it also help-
ed me to help her

uh huh

because she was not frightened, she just didn’t, wasn’t
sure of what was going to happen to her and uh the abil-
ity for me to talk to her...

...] would want to know that somebody  was going to be
there for support for me while this was happening to
me....

..But I think it’s 0.K. because | think that if it was
0.K. with him, it was 0.K. with me and that’s how |
often look at it. You have no control over how the other
person feels or thinks and I don't think you should take
it on yourself....

...l always wait for that clue...you wait for that clue
and I think to pick up the clues is important because I
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think the majority of people do want te talk about it
sometime. They are the one’s that have to open the door
and they are the ones that have to choose who. Like it’s
not everybody that will talk to them they have to have
your confidence and your sensitivity to all that....

Most times they will ask right out. The majority of peo-
ple will say am | going to die, How long do you think it
will be before I die?...

um How will 1 die? Some of them will say, ! hate my con-
dition so much | hate the way I am that I would like to
go and jump over that balcony

uh huh

and it’s a clue that they are troubled about this

Uh huh )
They are very troubled about it and they have come to the
stage of being almost suicidal

Uh huh

before they will within themselves +they are at that
state before the will actually say it....

But they’ve come to that state and um also they will say
um [ may as well be dead ...

You were saying I may as well be dead *cause that’s the
way I am or scmething like that.

Yes | may as well be dead as the way | am because they
are very handicapped or they are very 111 very distraught
about their own condition so they want to be out of it.
Uh huh

They say 1isn't there something you could give me that
would just put me out of this misery

Uh huh, uh huh

I say well I can’t do that how do you think I would feel
if | were to give you something or what do you think the
consequences would be,. (laugh)...

...but the pecople ! think that are really in trouble are
the ones that say 1 would rather be dead as the way [ am
and | feel like jumping over the balcony. They are sort
of at a desperate gituation and I am not altogether sure
always of how to cope with because they want to kill
themselves as far as | am concerned and perhaps that is a
way some people would like to do it....

You know the loss of their functions is very devastating
to most people....

I sometimes think that nurses should all be patients in
hospital before they ever look after patients and this
really makes you think and once you’re in the place of
looking after pecple In this state and I think you should
have to know that the acceptance of a change in your that
other people accept you the way you are no matter what
state you're in... ) )
you know if you go in to them with a nasty attitude this
is all they need, 1it's another added thing to what'’s al-
ready happening to them....
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.«..But I think the concept of treating others like you’d
like to be treated....

You know she’s still special to me to this day, my
memories of her, she’s a special person. I think that
goes to show you (laugh) that there was a special
re'lationship and | think you get special rela-tionships
when you look after people for long periocds of time....
...l don’t ever envision leaving level four because they
are like my second family.... )

Can you elaborate more on what special means, what does
the word special mean to you.

(pause) let me see, well, she was like | say, she was so
dependant on you and she was so appreciative for all that
you did for her and like she was always concerned about
you too like did you get away on your coffee break on
time or did you have good days off...

she was so understanding

uh huh

of everything that happened and it made you want to go to
her '

uh huh

you know her personality

uh huh :

as a whole was such that you wanted +to spend time with
her, you liked her as a whole person...

It Jjust makes me feel good that | was able +to be a part
of A----'s life. ‘

Uh huh

You know, to be ablé to take care of her, to know her as

a person and just that || was one of the lucky ones that
got to know he so well...

...l think of her in that way you know, how lucky [ was.
Uh huh, uh huh

And someday I would like somebody to say that about me
(laugh)...

...] would like to think that others could learn what I
learned from her, you know. I learned a lot from her, a
process is, 1is maybe very special, or | keep saying the
word special, but ! guess | do mean that it's, I would
llke others to experience the same thing and be able to
have the feeling that I have about it because it’s such a
scarey situation to most people, like they don’t want to
talk about it at all....

...But going back to A----, it is special for me and I
would like for everybody to have the same feeling if it
was at all possible,

uh huh

About dying. It’s 0.K. to die.

Uh huh

I think this is important...
...A lot of these things help like the book you read on
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death and dying and it all helps but these, the actusl
thing...

...That?’s for sure and the exercises, the workshops and
the sessions [’ve been through too, there’s nothing like
the experience. [t does not replace it maybe gives you
ideas and coping mechanisms to a certain extent.

uh huh

but the actual happenings that’s where you get the exper-
ience...

+..because ['"m very much into listening...

and I never really did have a problem with it although
there were times when you know it was iffy whether I
could deal or not but I always managed by Jjust being hon-
est and straight forward with the person....

...1 learned from him much about it being 0.K. to die he
sald because | was so young and I was young, I had all
the skills to look after him but not those skills and he
told me that it was alright. That he was ready to die...
+++80 1 think your young experiences do sort of mold the
foundation for how you feel in the future and 1 think
I’ve seen a lot of cultural differences like some cul-
turez have very strange attitudes to death like rit-
uals...

Yes, they sort of have an idea that they should stay in
bed and they shouldn’t get up in the c¢hair and I say "“why
not?" Well because he’s dying. Well I don’t see,
there’s no reason to be kept in bed because you’re dying.
If a person wants to get up, I mean, and he's able to
talk and he wants to see all the people he’s been with,
why not....

And the young girls are especially very kind of fright-
ened of the dying person, I think this needs +to be 1
don’t know the training or just the experience, your ex-
perience there is no replacement for that you know, we
will notice a great change in time and people telling
them it’s 0.K....

Bh yes, more acceptable, you know this has always been
such a big myth of the past, it’s not acceptable to die.
[t's a natural living process, 1 think. It?s natural to
die, my own death, I’'m not frightened a bit about my own
death. I don’t want to die yet, but I'm not a bit
frightened about it....

... like to look after them and care for their needs and
support them, I enjoy working in that, I enjoy working in
any capacity but that is a favourite spot of mine and our
supervisor 18 good, if there 1s a person dying on our
unit then | have the opportunity to work with them. Say
if T haven’t had that group for a long periocd of time...
[f you should ask me If any one thing that I missed about
the death, A-~-~--- 's death, 1 kind of would like to have
been there when she died
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...my experience of loss through deaths of patients I
visit is very different from patient to patient, de-
pending on the kind of relationship [ have had with the
patient. Also depending on the relationship that the
patient has had with other volunteers and staff. And
depending very much on the kind of relationship the pa-
tient has had with the community of faith.

Uh huh

I find that the people who have had little or no rela-
tionship with the community of falth are not very de-
manding, the patient himself, not demanding of other
people not demanding of me in terms of any kind of sup-
port, religlous, what ever. They appreciate us visit-
ing and so forth but the demands aren’t great for the
most part, but their families are. And I think this
has something to do with the idea of guilt, atoning for
the guilt of the person who has not had a relationship
with the faithful....

For those people | don’t become emotiocnally attached
as such when they die, it doesn’t make a lasting im-
pression upon me, it doesn’t effect me emotionally, it
doesn’t cause me to go into a grief process....

When I worked with these people active in a real faith
over a period of time then in the moment of death, or
in the process of death, in the times after death, it
makes an indelible impression upon me and it does have
affect on me.... .

You vigited them on Wednesday, you go back to the hos-
pital Friday, and they’re gone. What's happened, you
don’t even know. Have they been discharged, have they
died so there’s this feeling of being held in suspen-
sion. I guess if you get enough of those suspensions
it kind of causes some stress, especially if you have a
group of them over a period of time within a couple of
weeks. I began to feel some tension, not having things

~resolved, not knowing with the ones that I come to know

very well through on going pastoral care for a long
period of time, who may have gone through a conversion
experience or who [ become involved with up to the
point of burial. I'"ll be doing the funeral and so
forth, I’m deeply touched by these people, especially
if they are young, children, young people, young
adults, Some how that touches me very deeply, and I
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become emotionally involved in their lives, when they
die. I too need caring....
... AIDS. And that’s a whole new ball game. There you

see death walking, literally. For me the first time |1
visited a person that had AIDS, that I knew he had
AIDS, it was quite a frightening experience. You know

the person’s dying, the person knows they're dying,
it’s literally death walking.

...1”ve had to talk to people about that, I needed
gsomebody to talk to immediately as soon as [ got fin-
ished making my visit....

Yezs, a part aof it had to do with my own vulnerability.
I have done some reading on AIDS, listened to some of
the things being done on radio and T.V. and so forth
and yet it is still very scarey.

Uh huh

I was quite well assured afterwards or during the pro-
cess that | was visiting that there wasn’t any chance
of me catching this diseasze....

«...because you’re handled so differently by the hos-
pital staff, they're very protective of anyone vis-
iting there...

And yet, my sense of mission and calling said, You’ve
got to do this. This patient is also a c¢hild of God
and called himself a Lutheran, though had no connection
with the church for a long time, but had been baptized
a Lutheran, grown up as a Lutheran and even that person
is a child of God and was in a position that he needed
to have the assurance of God’s grace, in spite of his
life style which neither I nor the church approved.
This person has a need of God’s grace. So I had to
struggle a little bit about my sense of calling. I of-
ten get called into situations there where through ac-
cidents, dead on arrivals, suicides, things like that
where you don’t know the patient +they may have noc re-
ligious connection what so ever but because it an hos-
pital policy that the call the chaplain in on the time
of death or imminent death that your there

Uh huh

and those cases it's sometimes really frustrating ex-
periences to try and offer some sort of consultation
and a caring to people who had distained the church
...this is our prophetic part where we call out of peoc-
ple the questions on what’s going on in their life but
with others you just never know and it’s the ones you
don’t know that you have a kind of a sense something
being unfinished. I guess I need to finish things up a
bit and when I feel that things are unfinished it’s a
bit uncomfortable...

...l see death you know as the gate to eternity rather
than as an empty pit or darkness or no exit. )
Uh huh
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So I'm able -‘to celebrate that conclusion with them or
with the family and all it’s unfinishedness I think
that troubles me the most is not knowing, if something
isn't finished....

There was a child abuse case and when I went to the
hospital it was late, late at night it was almost mid-
night. [ had the baptism and then the life support was
withdrawn and the child died in just a few minutes but
I was already gone....

+..] called the hospital chaplain 1 =said, you know,
what’s the status of this c¢hild? Well he said, "]
don’t know anything about it." I said, "well 1 was not
on call but the on call chaplain called me,... "Well, "
I said, "would you get it,"™ and he said, Tuell I'11
check on it." Two days later 1 saw him, he said, "No, 1
don’t have anything,"™ And I said ®"would you check on
item...

+s o "What kind of support is being offered to the fam-
ily?" And he said, "That's all taken care of.*®" I =sald,
"Well, share with me."”

Uh huh i

"Well what?’s going on [ need to know."™ "Yell," he
said,...

...Just to go to the hospital and find the persons name
is no longer listed on the Lutheran list I don?’t think
is enough and [I've heard others say the same thing. I
follow the newspapers and many times that’s the only
way I know what has happened {if the person died if
they’re local, [I'1]l see the name in the paper....

What about this nurse who was there for one day?

I raised that question at the hearing you know and they
said the hearing is about the patient not the staff....
"if the chaplain had been notified it would of been the
chaplaling duty to immediately go to the unit and offer
consolation and care for the people who were involved
in that child’s death and life and the caring. That'’s
what I would of done as chaplain...

...well there’s some need for improvement there per-
haps in the service but I know from talking with staff
in various hospitals, in various situations that they
just don’t want +to go to anybody who is part of the
system....

The unfortunate thing 1s I see change being negative
and it falls right in +the lap of Marvin Moore, I'm
afraid, and the department of hospitals where pastoral
care 1s officially recognized but in actuality, not
recognized. In the province each hospital receives one
dollar a year for pastoral care from the provincial
gaovernment and the provincial government will not even
dialog with anybody about the importance of pastoral
care...

I think {f we work on people’s life styles and thing
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like that we could probably clear out about 60% of
people in the hospital and save the government a lot of
money and taxpayers as well and the people would be a
lot happler,...

Yes, I think my satisfaction comes not that | have had
the relationship with the person but that through my
relationship with the person they now had 2 new rela-
tionship with their church or their Lord or have come
into contact with their faith again....

...yet I do find many young people, they’re brave, they
die well so to speak, they’re much more able to cope
with and handle death than adults. I find that among
children what becomes inevitable they accept and they
work it through. | guess that’s basically it especial--
ly in suicides and things like that. Very often you’ll
find those people back in the hospital the parent and
family of those who committed suicide...

Uh huh, Back in the hospital

As a patient suffering from I would say some suicide
related disease. Medically speaking there probably
isn’t such a thing but | see people coming in later
with cancer and things like that...so I find that
people who have unresolved guilt or unresclved problems
and so forth they will develop a particular disease now
that may have been dormant there the whole time or just
needed something to stimulate it. Maybe the endocrines
are out of wack or whatever because of the stress
they'’re going through and as the result of that they
develop a disease.... “

I know the one thing we do have available to us in
Calgary,...we have every year a fantastic grief seminar
that’s on going...but one thing that really concerns
me. [t?’s evident in the kind of people who don’t at-
tend, -:the medical doctors avoid this kind of seminar
and opportunity for skill development and I think
probably medical doctors are the worst ones for hand-
ling death of any of the caring people. Doctors ought
to be there we have like 150 to 160 people attending
the last meeting and only two doctors...!t’s hard to
break into the medical community, very hard

That medical community, are you limiting it to just
doctors? .

Yes, I found in hospitals where | work the nurses are
just thirsting for opportunities +to talk with pastoral
care. We rate the same in Myers-Brigs and so forth we
have an understanding to one ancther...and to be a care
person for the caregiver...
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...Probably the ones that I can relate to and have more
experience with are the long ones, ones like the cancer
patients that we deal with at Tom Baker you get more
depth because there is a longer time frame there. But
also ['ve had my father who went through heart surgery
and never really came out of it. That took about four
months and [’ve had an uncle just recently who also went
the cancer route...They’re all the same and they’re all
different...

Um I think you get into a relationship where normally if
it was just you and I visiting we would be threatened
probably. But because one of us is dying we have thrown
all these guards aside and we have nothing to lose and we
must get on with this and the death and the dying is
foremost...and what I[’m thinking as a dying patient, I
want to know those answers and I'm going to skip all
formality to get at them and now we feel safe with one
another... )

They have to give you permission and-it has to be done
with dignity and they have to feel that this won’t make
them any legs a person. Most times they just want a
sounding board. They really aren’t too interested in
your opinion on things...but they need to talk. I don’t
think they need guidance because | think they sort 1t out
as you go along and they go along...and towards the end
they give you the gift saying hey when your turn comes
it's O0.K....don't be afraid. So in the end the gift you
have given them by just being there they are returning to
you. Many times over...

to you also

...one thing I observed from these people probably in the
latter stages, I don’t know 1f you've noticed this also,
they llke & light on at all times. I don’t really know
what the significance is in that but they feel comfor-
table having a light on day and night...

...from the volunteer’s point of view a lot of times you
are forced to deal with feelings you thought you had re-
solved but really hadn”t. Each person as they'’re dying
will give you +the same story but a different story.
We're all alike but we're all different and as you walk
down the path with them they will touch on something that
maybe you hadn’t thought about before and you thought iIn
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your grief yoh had covered all the bases and yet this
opens up a new door and sometimes it’s.a pretty big door
and sometimes it’s  just something you can yah, you c¢an
acknowledge and say this is certainly true...maybe one of
the significant ones is how when 1 was dealing with a
patient | thought back on how I had walked down this
road with my father and also with my neighbor and things
we had talked about and thought that we had talked about
everything when in fact you know really we hadn’t maybe
to the full measure that I could have with someone else
or some one else chose to do with me....my father's sit-
uation was different in...we went from mid July until he
passed away at Halloween...so it was very long and very
drawn out. It was more one sided as, it was us by the
bedside trying to deal with our feelings and neoct much of
his because he couldn’t give us anything

Uh huh )

but with my mneighbor and with my uncle it was two sided,
you know, hopping in and out. So you're getting differ-
ent agpects [ felt 1 was holding an empty plate after
they died you know, like we had been celebrating together
and they got the reward and here | stood after they died.
Like they had been able to go on and 1it’s pretty empty
and that surprized me so dealing with patients from that
time on I think the first 1ittle while | probably held
back...but with the dying you get wvery at least I get
very involved and when they are able to die I feel a
tremendous loss, ['m very happy for them

Uh huh

but on my own 1 feel like I’'m standing there with the“
empty platter

What did you lose?

It’s what I haven’t gained. I have not died and they
have...l have to continue on and they’ve been able to
step through to the other side or what ever terminology
you want to use. Yes this has definitely happened. Af-
ter going back into life again or into routine again you
get so you can wuse this gift that this last person has
given you for others and that’s where you get your ful-
tfillment. You must be very careful with this gift be-
cause  if you give it too soon you’ll ruin it. It has to
be given at the right time and in the right way. But
these people also teach you that

0.K. Can you elaborate by what you mean by this gift?

A gift of them letting you walk with them as they go
through all thelr frustrations and all thelr feelings of
saying Hey I'm dying and what does that mean....

«+«.1f you can spend time with them they will allow you to
gpend with them wiill walk through the various stages and
I'"'m sure you know the stages, some not all and some go
through them several times

Uh huh
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but it’s a basic pattern and they'll allow you in on
their feelings: Where they are, what today’s problems
are...and there’s a gradual releasing of the world around
them and thelr world is their room. Sometimes their fam-
ily will wvisit with them and they object to the family
telling them what’s going on at home because they've al-
ready blotted that . out of thelr minds and this iz their

here and now and they’ve decided scomehow, I’m not going
to be a part of that anymore, I can’t worry about that
anymore and this is my here and now they tell you how

glad they are +to see you, something generally trivial
about how the nurses don’t have enocugh time for them or
something and then they zero 1in on their thoughts where
they are. Most times they don’t have any formal requests
for you, physical things, you can do for them, it's just
the belng there. The family again is something different
like what

particularly with men. Men are very shy and awkward with
their mothers and their fatherz and sometimes with thelr
wives but particularly with their parents as +to where
they might step in because in stepping in they’re afrald
to acknowledge for fear that that’s not what the patient
wants....men especially are very timid about it, maybe
because they have to show their feelings...some men for
some reason our society has said you must never cry,
which 1is perfectly natural for us at a time like that...
...these people are dying. They don’t have time to play
around with the formalities and sacial games we play
sometimes...lt doesn’t seem to be all that important, the
age of the patient either....

...1t?’s 0LK. they’ve probably built up some sort of
screen or blockage which eventually somewhere down the
line they take down...

They will be dying and this will be happening and some
people it seems that until they grab a hold of one thing
they cannot let go of the other and in letting go they
are saying yes ' I’m dying...

Absolutely, they don’t easily let you cross the thresh-
old. One to one but when you walk into the group in =a
room they don’t. This is their club and they feel that
you don’t know how they feel about a situation and until
you can build up to a point where yocu can say to them,
Yah you know I really don’t. They know that you don’t
know how they feel, then they will share their feelings
with you how this actually felt, but it’s a very tight
little, 1t'’s a club

One to one they’l!l let you, but you must be a very quiet
visitor. You get to know the technique. This course
that we take is excellent. 1t teaches you how to be an
active listener, it teaches you how to encourage people
and I don’t know if they realize how little you have said
and how much they have said, I don't think they realize
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this. And life teaches you, each patient teaches you
something in addition...

...you learn never to make inquiries. You may start out
and you must go with their agenda and they will...they?ll
let you know what their agenda is. You must also not

leave the patient with the feeling that you’re just a
nosy old bag, you’re there for each nitty, gritty little
detail. You must assure them that you’re there to help
them and that you’re feeling these things with them
...Another thing they want to know is that they’re not
speaking to their family members....They want exclusive
righte to you. [t's almost a possescsion...! think they
are on an altogether different level with us than they
are with their family members a lot of them along the way
will verbalize that they are helping you, they’re teach-
ing you how to die and it’s not uncommon for them to tell
you that, which gives the relationship a new aspect for
them as well,...

...t sounds like you enjoy this work, it’s right for you
to do this. ’

It’2 a very humbling experience because people will let
you into their lives you must, you must make yourself
trustworthy

Uh huh

.».When I first started it was frightening because you’re
walking in to a stranger. This is their house and you're
invading their territory. It was quite threatening and
frightening but as you became more comfortable with it -
and realize that they are just as frightened as you are
it puts you kind of on an even keel, as the patients
teach you more and you can help that patient but more
than that they help you, a lot of time they are minister-
ing to you and somehow you must keep that even...At times
when 1 go, when ['ve had a busy week and something has
happened and I think I don’t want to visit today. Those
are generally my most rewarding days, the days that I am
ministered to...and I come out thinking, Thank you.

Not many people in the critical situation can have the
other attitude you know hey, God is aware that this has
happened he was aware before 1t happened and he already
knows the outcome...we are the winners no matter what but
sometimes it’s hard to see the situation

Is there a difference in the people who have no religious
faith :

Sometimes it’s a hindrance if you have a religion because
you're having these feelings and as a Christian you don't
think you should be having these feelings. Sometimes
it’s easier to come as the non-Christian...and most times
the patient 1g far ahead in the process than the family.
Like we talked about before, they’ve had more time to get
into it and you really don’t have time to walk through
each step with each individual family member.
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Your prime concern is the person who'’s dying because as
far as we | know they have less time than the rest of
us...they need someone to walk with them. And if the
family is not ready, it’s not only that the family is not
ready um but they are doing their own walk so they have
two things to do, their own walk plus that of the pa-
tient. It makes it pretty complex for the family....

Uh huh. Are you suggesting that maybe another part of
the program could be for a volunteer to visit with the
family

I daoan’t know, that would certainly be a lot of quality
for it if it was just a spiritual need. Probably a per-
son could but if there were other things that have to be
worked out, | don’t know that we would ever be qualified.
You know if there is a whole life and problems to resolve
before you can get to any of this, [ don’t think we would
be qualified

Are you saying then that the relationship between you and
the patient that the territory you cover ig more spirit-
ual

most times, most times it’s about 90% spiritual

Whether that person is a practising Christian or an un-
believer it ends up on spiritual

Because when we leave this life that’s what we’re going
ta, we're going to the 1ife beyond and this is what
they’re working through. What is that life beyond going
to be, do I qualify for that life beyond, What does Jesus
expect of me, Did he really die for me, How can this be =
free gift, I must have to qualify. And if they have
enough time they want to give this gift back to their
family and let theilr family in on this Good News....
...the patient generally tends to be very truthful with
you, scometimes the family will lead you to believe things
that later on you find out they were doubting and are
doubting,...



Joy:

Joy:

Geo:
Joy:

Joy:

101

Code Name: Joy Season

Age: 38, female

Profession: social worker

Years practising: 18

Approximate time involved with client: 15 years
Total pages of transcript: 30

Transcript No. 6

...! have had a lot of clients, a lot of losses of cli-
ents. I don’t find it to be that traumatic or difficult,

but I'm not u=cually sad when someone died at ---. I see
so much suffering and what not that they have, that I'm
usually feel more, thankfulness, and concern for the

family but alsc thankfulness 'cause | know they’re ambi-
valent, they'’ve got the sadness and the grieving but they .
also let out a sigh of relief and say, "it’s been a long
hard road."” My clients are more often the family, my
clients aren’t as much the actual patient...So I1'm cne
step removed from the death although um that sometimes,
[’ve had people that have been counselling on individual
matters....But usually it seems like its a release and a
relief for the most part. The pecple don’t want to move
here, if they had their drothers. They, ! mean it’s the
lagt place they'd be coming +to If they didn’t have to
come, so for them it?s just a very difficult ordeal and
there’s the ones that I <can be counselliing individual-
ly...

You know they’re waiting, they?’re- asking, you know,
please make me I’'’m ready, why, why, why are young people
being killed and I'm still living, you know, let me die
I’'m ready....And they wanted to go they were ready. So 1
go te the many funerals and that feels good. And [’ve
shed a few tears, but I probably am more concerned about
how the family 1is going to do, especially if there’s a
spouse still living, how are they going to go on, when so
much of their life has been tied up with coming and vis-
iting, their purpose in life is suddenly no longer there.
It’s a shame for them, some very devoted spouses, it’s a
release for them as well, *cause then they can know they
did everything they could and they can get on with their
life now.

Right

And they?’?ll never be the same and they are sad and but
they can get on with things, it’s very draining for them
to come to the hospital every day or every second day or
whatever they’ve been doing....it’s sad watching someone
go downhill, for me that’s more difficult, than to actu-
ally have them die....

... 1 guess I don’t see my role as doing psychoanalysis.
I take my cue from them in terms of whether they want to
talk about it, and if they want to open those doors, if
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they don’t, [ don't push...

... want and need someone that | can do some interac-
tional kind of work with, and that can be done with some-
one who has some cognitive deficits, but as they get more
and more,. the amount that they can transfer from one ses-
sion to another or they can put into practise gets less
and less....So it gets to be more working with the system
and working with families...

...the systems work is working with staff....The systenm
makes the quality of life for the patients, enhance it or
detract from it, so that’s the work that’s done there and
it’s maybe through education, or helping the staff under-
stand the c¢lient’s particular situation seo they can be
more supportive of the person, so that’s the work there.
A lot of it’s on that level....I’d say expectations and
the gullt are probably a really common theme....

We’d previewed some films of Sexuality in Aging. Sex-
uality within an Institution, How do we as an organiza-
tion and staff, confine that, and 1imit it?...

+..We have a lovely group here that the social work de-
partment originated and that ! have responsibility for.
Myself and Pastoral Care Worker, run it jointly, it's a
spouse group called Family ldea Exchange, F.Il.E. group,
they developed the title for themselves and 1it’s been

running for six or seven years. It*s almost become =
self help group now. Our leadership 1is very minimal,
we're a resource. It’s a long term group initiated as

more of a therapeutic group, looking at their own issues
and their own commonalties and discussion around those;
so they are connected very closely with each other over
the first few years....

[t’s better than family contact, the church, the social
work; it’s someone who’s either been through, it very
recently or not so recently or is about te go through it,
they are in the same boat....a sub group even got togeth-
er for Christmas Dinner instead of with their families,
who had made other plans for Christmas dinner...

I think the lack of judgement is there they really feel
understocod

Uh huh

++.] guess it'’s with any situation; another family member
just doesn’t know what it’s like, and these are all very
committed spouses for the most part many of them with
spouses whose diagnosis 1is Alzheimer’s or some other
dementia. It’s the younger group of spouses too, it’s
not the spouses who are in their 80’s, like the average
age at ---

When people are expecting it, I think people are ready
for it, you know, at some point the pecple I come 1in
contact are ready. They’re frightened and everything as
well but their also ready for it. It depends on what
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kind of person they’ve been probably all through life....
+..»1 think our challenge 1is to touch that part of themn,
that isn’t just their reactions like there’s more to that
person than just their external behaviaors and I think we
as a staff, care givers, we tend to pigeon hole people,
expect that and treat that and where as that person, if
approached in a very different way, can gurprise us
too....

Joy: Usually 1it’s the institutionalization not a freeing aspect
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though. People don’t see moving in here as a liberating,
opening experience. [t’s restrictions, they’re being
canstricted.

But in the adapting process is there an accepting process
or a freeing

No, I don't think so myself there’s .an adapting process
for most but not even for all. Adapting is probably a
good word because [ don’t think it’'s really accepting. I
think people, who are cognitively aware, realize the
realities of their body; their needs why they need to be
here and what they need to put up with.

And so they adapt but to me that’s usually a sad process
because there'’s real grief around that and there's anger
around that, I don’t think many people ever resolve that
one if it is resolvable. Just by nature being in an in-
gtitution, the privacy’s limited, they’re usually sharing
a room, they can’t bring 1in their own special mementos,
the things that are significant to them, there are inde-
cencies too. Some people may call them Dear or Granny
and maybe to someone that’s just a slap in the face. So
for most people it’s a very difficult, pill to swallow:
intitutionalization and that’s usually how it is. I
don’t see many people going through that period and the
flourishing. There’s a few but not very many, most peo-
ple it’s a resolution, adapting continually, trying to
conform to the norms of an institution and depression is
very common. I've heard that close to 1 in 3 extended
Care Resldents are <c¢linically depressed so to me that’s
not an acceptance, they are trying to adapt, and not
adapting all that well....

'Tt’s something we start thinking about; I'"m thinking

about now as I would rather think about death than insti-
tutionalization, I can’t avoid death. Death is something
['m golng to face but I might be able to avoid institu-
tionalization. I’'m going to form my own, co-op housing
or what ever. ['m going to have some friends and we will
beat the system but | won’t beat death so I might as well
start thinking about that one and examining that whole
concept. But I refuse to accept that I in forty years,
would be In an institution.

Has that happened since -you’re here, since you've seen
what’s going on?

...maybe it'’s altered my views of death as well....
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So my work will be with families and the system, the
team, but I think I will feel the loss of the patients a
bit more, ' I’m not sure, it will be interesting to see....
... In terms of staff, again our formal mandate isn’t to
work with staff on grief issues related to patients, hos-
pice program would have more a mandate in that area....
But how do professionals 1In this inztitution deal with
that whole process? It sounds like there’s no formal way
of handling it.

No formal way, no. Is that the best, you know, is that
the optimum way. . I’m not an expert on Hospice, is hav-
ing a formal way better than an informal ways?...It’s an
interesting question, what happens to all the grief? ...
I don't like to think of myself...

I guess it’s been good for me to review again to see how
truly comfortable [ feel with death in an aging popula-
tion and that there’s no boogy men there that [’ve been
kind of putting a 1id on, it feels fine and 1it’s been
good confirmation for myself....

...l wish there were ways we could be of more help to
after death as a social work department we’re not very
involved unless we choose to call them up, someone that
we've been seeing,...

...What more could we be doing for the families, to me
that more the question of for the staff, it*s for the
families, +the sons and daughters cause some things you
know with the F.I.E group | guess there’s some support
but most of the families don’t know each other, so how
are they, you know, I'm not sure....

I’d be curious. I think it’'s something our society as a
whole. You know we do as much for the family and patient
as we can up to the point of death, what do you do after,
do you acknowledge the grief, the feelings or what not, 1
would hunch 1{t’s an area that needs addressing....You’re
not going to get that family going for family counsel-
ling. We're talking about extended family, who are 0.K.
and doing quite well in life but 1f things get stirred up
with death sometimes quite volatile issues around fin-
ances, around dynamics in the family, it could be any-
thing from family origin stuff, to current stuff that all
gets stirred wup again then it’s just dropped. I think
that they had more that way than staff, staff can have a
different perspective, the families, their whole life as
a family is right there in that instance. I think that
to me would be my major concern.

[’m very aware that there’s some very heavy duty dynamics
going on, that the family 1is in extreme c¢crisis at that
point both with the death and their own family situation
and there is no help. No help given other than a kind of
supportive help which when you’re talking about that kind
of active family difficulties it needs more than just
support.
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Well George, I read over your stuff and it’s hard, it’s
hard to pick out one person whose death has meant. more or
legz than anyone else, partly because of my position cer-
tainly during my clerkship I didn’t get close enough to
anyone who was dying to make an 'impact. I" was able to
keep my distance and worry about learning stuff full
time; that’s my last year of medical school, They brought
me in and showed me how to pronounce someone dead and
make sure they weren’t alive (laugh)

My first month on the wards | was awakened twice on two
consecutive nights on call, to pronocunce babies dead, one
was 3 months and one was 8 months, I had known they were
a no code that i1s they were expected to die and weren’t
to be resuscitated. It wasn’t a big deal for me, I
wasn'’t taking care of them on a day to day basis, 1 was
just told they were expected to die, neither were ex-
pected to die on the nights that they died but the died
ANYWAY . s s »

My first Iintimate experience with a death was a baby that
was born at 26 weeks gestation. I was the junior resi-
dent in ICU and...it was one of my first nights on in ICN
my first nights covering life and death =ituations. I
went there and didn’t know the first damn thing to do.
(laugh) Luckily, the nurses up there are very well train-
ed and covered me until my senior resident got there and
he took over and kept the kid alive until the  attending
physician got there, the neonatologist. The baby died
subsequently but it was all a downhill course and it was
clear that the kid didn't have the lungs to survive in
the real world. I was quite upset after that death and
R-=--- came over to ‘console me but the thing | was upset
about was not knowing what to do | had no idea what [ was
doing when this happened and the fact that the kid died
was no big thing, he was obviously not meant to make
it....

...Essentially [ got kicked out by the dad, didn’t you
know, don’t poke at him if you don’t have to...we came
out of his room and sat down at my desk and the atmos-
phere was very charged especially since the nurses had
known thig kid for a year and a half now...They were all
in tears and this is my first time with him and 1 think
the thing that struck me was writing, "Do not resusci-

tate."” This kid is going to die and T----, the unit
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clerk, (the unit secretary) came by and gave me a hug.
The oncology unit is a very warm, touchy, feely place to
work...and um for a matter of a few minutes I was quite
choked up. I really choked on that one and um darn near
in tears over a kid I didn’t know....

I was mad at the beginning because all of a sudden this,
the doc disappeared, where did he go? I could look a-
cross the courtyard of the hosgpital and see into the DAT
centre, here he was getting his coat on and tearing out
the door. What he was trying te do was to get to the
liquor store before it closed, this kid liked screw-
drivers and he wanted to let +the kid have his last
drink....Well the mother said she had some Vodka at hame
and she would go home and get it for him. And so that
night, the big emotional things there was the switch from
full code to no code status, that from now on we were
treating this boy to make his death comfortable instead
of prolonging his life. So we so we got him a screw-
driver, had the pharmacist to come in and prepared and
oral liquid <c¢alled a Brompton’s cocktail...frem then on

my job became quite clear, to make sure the kid didn’t
hurt.... .

.+.0nce we decided that he was to be allowed to die he
was much more calm with things. The father was much

quieter and the mother was very easy to get along with,
in my point of view and they were all quite supportive of
this boy. .

But the third guy that made a big impression on me was a
boy named J----- ....Here again was a boy that [ had
known over the course of about two and a half months, met

~him in January, and he died in March and um I had been

there when he came in in relapse um saw him when therapy
was withdrawn....Here was a very nice boy, and a terrific
family, ! really liked that boy. )

There was a fourth boy that ] really 1liked,...He was a
terrific guy, just a terrific kid. Everyone liked him:
a friendly guy, very bright, musical, had everything go-
ing for him except cancer....My feelings were kind of
screwy there, One was why the hell did this have tc hap-
pen to this kid. Two, was that tumor there when [ was
covering him, should I have felt it two or three months
earlier. Needless to say | ran and checked them, we had
done an ultrasound and the ultrasound was clear at that
time....But here was a kid that was everyone’s favorite,
everyone really liked him and he died....

the fifth kid I want to tell you about was a little baby
that was born while I was in the nursery...

...they have a little grieving outfit that they dress the
babies in when they’re going to die, or when they’re dy-
ing or when they're letting them die, so here is a kid
and I was really surprized at my reaction; that 1 would
find 1t very sad and tragic because the parents were
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holding him for the first time and this kid was two or
three weeks old. They were finally getting to hold him
and see him with <clothes on and all this and he died
within a couple of hours. That was a very touching for
me for some five minutes or so felt that’s really sad you
know. Those are probably the five kids whose death has
meant the most to me, or gotten the most reaction out of
me.

['ve worked on oncology now for three months and you get
to know some of the kids really well,...in two cases kids
I have followed over the course of three months or so and
none of their deaths have kept me awake at night....For
the first part of the year it was, how did I do my job as

a doctor...! haven’t seen kids in my practise die so it’s
been more or less "That’s the way it goes, he was a real-
ly nice kid, you know, I really liked J--~--, ar D----, or
+ C---- or whoever it was..." I know other residents, like

some of the women who were much more openly emotional...]l
remember a friend of mine saying, watching a TV show,
some guy had died and gone into this bit, you know, gave

all his last, last words and then died and slumped over
and someone had just died that afternoon and she was
still having a lot of tension. "Damn, why doesn’t some-

one tell those writers that they don’t turn their heads
when they die." My approach has been to keep myself in-
sulated a little bit....

.«.0ccasionally you see your own children in them....
...but I also spent three of the last six months on on-
cology where the kids are basically normal kids, they
just happen.to have cancer that's all... .

...20 those kids touched me more, | see kids the same age
as my own children dying... .

and you know there’s this one little girl, I laugh, she’s
the second cutest three year old in the entire world af-
ter my own daughter M---, she acts just like M--- and
laughs a lot and I can play the same jokes on her... .

I said, Yah, she’s the second cutest girl in the entire
universe and my staff looked at me and said, "Don't say
that about her (laugh). You know, (laugh) don’t get too
personal with her. He's a guy that you always see cry-
ing, he always come in with his eyes full of tears, he’s

" either very emotional or he has allergies,...

++.I'm satisfied with my approach right now a mixture of
getting personal and getting to know the kids and getting
to like them but excepting their death as once [’ve done
my best, something 1 can't control...

... would expect to go to the funerals of the kids,...
but I think I'm as detached as [’d want to be and I
think it would be, I think it would be dangerous to get’
any closer....you’re just going to see sc many die. It
you’re going to allow the assault to go on your psyche
everyday, [ think it would be hard to come to work every
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day....You see, I don't want to portray myself as someone
who is stifling feeling or someone who is repressing
feelings of grief, I think that so far my approach has
been to say, "that’s really too bad...*" and en the two
occasions | had to choke back a tear,...and interestingly
they were the one’s | knew the least...

...but for these kids I liked a loct I haven’t had =
chance to go through the actual dying of the child in the
same room, although | would avoid that anyway because
1tz not my place, the parents are in there and they know
he’s dying and they don’t want an extra jerk like me
hanging around...! don't think | could have cried for
those guys. .

Why not I don’t understand?

[ don’t think [ could have had a more emotional response
I guezz not long ago reading Kubler-Ross stuff about
death and the stages of death, you know it’s usually
clear to the physician involved that the death is immin-
ent before we go over with the parents and so having to
go through any anger or denial of the death or what ever
the other stages four

[ don’t understand at this point, who?’s going through
these stages

Well, if I as their resident involved with them, those
stages aren’t part of it because most of the time [ got
them and the death has been imminent and there’s nothing
to do but accept it. You know, if we’ve done the medical
things and well the parents will be angry with you and
angry with everyone or they’ll be denying or even accep-
ting you know, [’ve seen it all the thing to do with them
is to be patient. If they’re angry with you, I haven't
felt any mneed to come back at them or anything except to
say "well, you know, I'm sorry..." They’re the ones that
have to go through all that stuff I haven't

That stuff?

That stuff, the five stages, the Kubler-Ross stuff

Uh huh

By the time 1[’ve got a kid he’s already in relapse, they
have already failed their therapies or whatever.

What does D.K. go through, What stages does D.K. go
through?

All I've seen in myself associated with these deaths is
the feeling at the time of death or the no code pro-
nouncements is just a feeling of sorrow or something not,
a bad feeling, it has never lasted more than a few min-
utes and generally feeling that, if | may put it simplis-
ticly, it’s really crummy that this had to happen to this
kid, this nice kid, and in a in a few cases I’ve had like
I said the one kid that looks 1like M--- and when that
baby died and the parents finally got to hold it. ['ve
entertained the thoughts of how would I feel if it was my
own child but ['ve had to explore that feeling more es-
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pecially with the oncology kids more...

I don’t know if I could watch it. I do entertain these
things, my identification goes more to that aspect of it.
You know, if my child had to go through the bone marrows
and the spinal taps...but it gets to be a fear, could
this be cancer, could this be cystic fibrosis, could this
be any number of bad things, that we see and so my fears
are more towards getting a bad diagnosis on one of my
children or my wife and when [ meet a child say in the
oncology unit where they all have life threatening dis-
eases. Some of the ones that have really touched me and
the ones where ['ve los=t the most sleep over have been
the ones who have been in for diagnosis not the ones who
have died....

Well getting into the question of how emotionally at-
tached I want to be to my patients um the emotional at-
tachment for me has come either because [’ve gotten to
know the kids or because they remind me of my own child-
ren. When they remind me of my own children I1’ve had the
most fears, the most disturbing thoughts to deal with
every time I ever look over the history of a kid with
that. The kid has had a history of a week or so of things
that my kids complain about all the time but that’s the
thing that’s been tougher on me than the actual deaths of
the patients, is the worry that a disease like this might
happen. Perhaps [’ve been lucky because the kids ['ve
seen die have had things that we’ve been able to predict
it or at least be known that death {sg imminent for a
while...it?’s generally quite clear to the people who are
working on the case that this kid is going to die and you
might as well accept 1t.

Who is You?

Me, the residents that are working on the case and in
here it’s the nurses that grieve a lot more that we do.
You know they show a lot more sadness than we do.

I wonder why?

Well, in most of the kids that did die like I said, 1
haven’t been involved in any sudden deaths, accidents or
anything. The oncology patients we have, the oncology
unit, the nurses take care of them...

...and the nurses there are specialized in cystic fi-
brosis and they know the kids, they know the parents and
they've known them for ten, fifteen years...Some of these
cases, so the nurses are almost without faill clearly sad,
and more attached than the residents are

It still sounds like it?’s not 0.K.

What?
to be sad, to grieve, to be involved
Well I don’t agree with that | don’t know how the other

guys handle it but I think I'm as involved as 1 could be
given the time I’ve known the kids and the longest [’ve
known any of these kids is five months but, [’d seen that
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kid for two weekend trips...He’s got pain in his should-
ers, it hurts so much for him to roll over so that he
doesn’t roll over at night so that his shoulders ache in
the morning. So all he wants to hear about is the mor-
phine. So he's a nice guy, how involved can you get. I
think there’s only so much you can get invoelved, you know
him as a nice kid and you have some nice memoriss of him
and you see him as a sense a normal kid he seems a nice
kid but when he’s your patient you take good care of him
and try to make sure he's not vomiting too much, you want
to make sure he’s satisfied with his control. You con-
trol the vomiting or the pain or what ever.

He's a nice kid with a fatal problem

Yes, so you take good care of him and how emotional a
base can you have to a relationship like that I guess
I try to think of who I know who would really make me
grieve, like Kubler-Ross writes about. Who would make me
grieve or who in my life, if they came up to me and told
me that they had a terminal illness, would cause me to go
through with them stages of death. I don’t think ocutside
of my family, cutside of the seven people who live in
this house and my parents would cause that. Maybe 1f 1
was to try to summarize how [ feel about it. The tragedy
ig their’s not mine and | can try to be compassionate
about it and I think I'm successful at 1it, I've had good
responses from my patients when they’ve talked to me
about that or other things later on, they seem to like me
as a person and as a doctor and ! try to be compassionate
and sensitive but...

It would blow you apart if you would have to treat them
like you would treat M---

Oh heck yes, I try and think that, you know [ see guys
coming in and out of the place, they go to work and you
know they drop their kid off for chemotherapy. They go
to work and they come in after work and sit there till
bedtime and the kid goes to bed and they take off. You
know if one of my children were in that unit and I had to
work in the same hospital, I don’t know how [ could func-
tion...or if they were dying, I don’t know how I could
passibly do my Job with the next kid you know. Another
kid’s problems would seem so trivial that 1t Just
wouldn’t be worth the effort to get involved or else it
would remind you so much of your own kid’s problems that
it would be difficult to stay involved. I don’t know how
they do it,. You got to get a balance between that job
and your life...

I’'m stiil more haunted or nagged by my roll as a physi-
cian and doing a good job as a physician than by anyone
who had died...

+2».wWe all think about our mortality, and how we’re going
to handle it and we think about our family’s mortality
and stuff now what would happen if K----or L----showed up
with peticii all over, that’s little small bleeds,...s0 I



Geo:

3

.

111

think about stuff like that and in most of those fantas-

ies or day dreams and times when we try and rehearsse

things that might happen there is a lot of sorrow and al-

most a feeling of paralysis with it. But those fantasies

have not come at +the deaths of the patients, they have

come at other stages of the course of the diseases....

Is it a matter of relief when you see the patient reach

the point where death is imminent?

Yes, there has definitely been relief there and I defin-

itely see relief in the parents and in the staff working

with them, there’s certainly a lot of relief when the pa-

tient that we’ve whispered about Code status for a couple

of days has gone to that status and finally gets it over

with and you know when you see an acceptance type of

thing in someone else who’s going through it and is act-

ually dying or the parents of someone who is dying...

It’s been a difficult interview

['ve played over the interview in my mind a couple of

times since 1 first heard about it, largely because 1

didn’t think ! had anything solid to offer you, I didn't

see any solid stories of grieving. I've talked over all

this stuff with S---- on occasionsg, not related to this

interview. She’s heard all this stuff before except re-

lief. The residents get together informally quite often
especially when someone hasg died, and talk it =all over...

...you’ve got to have some approach to death. Now, we’ve
all been involved with the staff guys who aren’t good
with death. The case In point 1s this kid 1 mentioned a
couple of times the child abuse thing and the resident
involved there, said she just, she just felt like she was
alone the whole time, the attending physician, who Jjust
happened to be the one on the roster that day and the kid-
came in through emergency to the ICU so he didn’t really
have anything to do with him. The ICU physician, and the
child, and in this case the c¢child abuse team, wasn’t in-
volved yet and there was no one there to, to help her

talk to the parents... ’
and uh I'm please you came up with the concept of relief
that is new, is something that [ hadn’t conceptualized.
That =zort of surprized you, the concept of relief

Well it was there, we’'ve talked about it in terms of
other people, that relief occurs but you know, it’s a
bitter/sweet concept, the relief that comes up when you
decide that you are only going to aggressively treat pain
and other things and then ends when a patient dies. All
the deaths [’ve seen this year have been of that, that
category, and that sort of justifies ©ones feeling of not
having a lot of sorrow with the death doesn’t it. You’ve
already gone through your sorrow, you're right, you're
absolutely right there.... '
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0.K., now we’'re going to talk about 5---- who is a pa-
tient at ----- and I had known her for five years as a
patient, she was a Jewish lady, and she had one son who
didn’t pay much attention to her because she was a very
lonely lady. And at times she was confused. But she was
really unique because you know when she was confused she
seemed to make sense.

Uh huh

S---- was very special she was a lady not just a lady,
but she was a fine lady had her manners and she was a
really superb person. Spiritually I always felt a great
concern for S----because | was trying to make sure ghe
knew Christianity and she was trying to teach me to he a
good Jewess and like | said before she somehow in her
mind got confused that [ was her son’s wife there was no
way of showing her differently...1t didn’t matter because
I was her son’s wife and that was it. My name is Myrna
but to her I was Merva which is a Jewish name and she was
alwayzs planning trips for her son and | and herself to
fly back to England to visit the relatives because it is
time the relatives knew me and all the rest of this crazy

thing...
...Up until the time that she died ! think she became ex-
tended family. I know this is something you’re not sup-

posed to do with patients, you’re supposed to put up a
barrier, and not let patients c¢ross that but | don't
think there are many nurses who work in a place like the
~--- that don't have a special patient

«..you know the girls always ‘promised me that I wouldn't
have to be with S---- when she died but S---- did die in
my arms. It was the first that | ever ran out of a room
where | was to look after a patient but for some reason
I could not remain in there. It seemed so cold and dis-
tant. In fact it took me a long while to go back into
that room even after the rabbi came and took the body
away. I really don’t know why | reacted that way but ...
it was like losing a loved one a member of your family, a
good friend, a close friend, I really wonder now when I
look back whether it’s because being a Christian I wanted
to make sure S-~--knew the Lord, knew Christ and I didn't
know that and she just wasn’t having any part of that,
she knew her Jewish faith and that’s where she was at and
I think basically it’s far easier when somebody 1is a
Christian and you know they’re going to a better place,
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it'’s far easier to let them go. But if they'’re not a

Christian and you know they’re not going home...

And I really believe that if a nurse is solid in her
faith and really believes | don’t think there is anything
wrong with saying to a patient coulid | pray with you, es-
pecially if they are dying.

I guess that’s where my whole hangup with S---- was and
I think that really bothered me....

this was not a patient but this was a person

My friend, yes, she was more like a mom to me. There'’s
lots of things that bother me, about not only S----but
older people, ... when they're dying, they?’re lonely ...
and somehow [ think it’s great the care they get, but I
think there should be more care on the spiritual level
the older they get. Bodily and healthwise their just a-
bout finished. There’s great care in the world to make
sure they can move their arms and have all their, you
know freedoms but there’s not much emphasis on the spir-
itual. I’'m not saying there’s none...

I knew she was a fine Christian lady and solid and she
died. But all the night before she died she would say
#"Sing to me Myrna, sing to me.™ And | sound like a frog,
I have no voice, but | sang every hymn | could think of

and B---- was with me. And B---- was so touched, she
said: "Wouldn’t it be great 1f all patients could go that
way. And | really think this would be. Basically |1

think every nurse wants their patient to be comfortable
and at peace and you know by looking at your patients you
know if they’re uncomfortable, if they’'re in pain and you
know if they’re afraid. - ! mean you can look at patients
and see naked fear and over the years you try to find
ways to calm them. In the last few years like 1’ve only
been a Christian 12, 14 years it’s really been impressed
upon me that everybody +tries +to do so much for them
bodily and emotionally but there 1isn’t an awful lot of
emphasis on the spiritual and that’s the only thing that

will take away the fear. You know S-~--- isn't the only
patient I have had that I have sensed this fear, that I
could do nothing about. But she was the one, I guess,

because we were very close, that it bothered me the most.
That somehow I failed to reach her ...

Wasn't it a mutual affair. She also chose not to

Oh definitely, I guess what I'm saying, is there are a
lot of people that die but nobody really cares whether
spiritually they’re headed in the right direction, it’s
gsomething that isn’t cause for worry in the medical pro-
fession because you’re not supposed to bring up prayer or
anything, the patient 1is supposed to. If the patient’
asks you to read the Bible, that's fine but you’re not
supposed to be the one to-instigate it...

«.+. Where §8---- had that cold naked fear and you just
wanted +to hold her like a child and try to comfort her
and yet there was no comfort for her. Do you know what I
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mean? It didn't matter that you held her tight because
there was nothing else you could do, her faith blocked
out the peace

You mentioned a couple of times about the naked fear, the

cold naked fear. I’'m wondering if you could elaborated
on that or make it clear?
0.K. Just cold naked fear um ... have you ever seen

somebody who 1is out walking and they come upon an object
that terrifies them like a snake or a woman who is terri-
fied of =a mouse. Well that’s about it, her esyes were
big, you know just naked fear.

...5he was calmer with me than with any of the other
girls. As long as | was with her, she was a little calm-
er but | couldn’t get her to relax. I couldn’t get at
that fear. ‘

sa.Like | say =she isn’t the only patient that | felt this
but because she was close 1it’s bothered me because it's
your last thing on earth you’re going to do for a pa-
tient...

[?ve had a lot of surgery before | was a Christian, I’ve
had major surgery since | was a Christian and I could not
bellieve the difference....l had major bowel surgery for
diverticulitis, I was a Christian then and that was the
one | should have been afraid of. I think that this is
the thing that I really wanted to give S----, #Don’t be
afraid,™ you know and basically I felt like I had really
let S---- down. I had not completed what | had wanted to
do, 1 knew | could if | could make her understand.

As a nurse you’d like to give not only your best but all
which includes the spiritual aspect

Right, that as a nurse, you have a walk with the Lord,
you should be able when you see patients struggling or
even if the patient isn't struggling to spealk openly that
there is a loving and a caring Father. [ feel really
strongly on that but I don’t think you should be dicta-
torial on that and say "Hey do you know the Lord get to
know him now."

You know there are ways you can share. There are many
things you can share with people, show them through love
and your everyday living 'and you know I[’ve had patients
say to me why are you so different or how can you be so
happy when you’re working nights all the time and where
do you get your strength from and regardless | have sald
"From the Lord"™ it’s past time, ! think the spiritual as-
pect should be taught or as well as, well I shouldn’t
say 1t’s taught but accepted 1if you’re going to try to
help heal the whole man then spiritually that’s part of
the whole man. But where is emotional support without
spiritual support. If you have a sound spiritual mind
you're not going to have any problems emotionally really
if you’ve got it all where it should be. I'm not saying
hey become a Christian and everything will be rosey, that
isn’t what I'm saying but 1'm saying you can face things
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because you will never face it alone at least that’s how
I’'m finding it in my own life,...

...with Mrs. S-—-----=, | can say what I want hecause 1'm
no longer her nurse but with S---- she was my patient and
there was a code of ethics to follow and I had tried to
follow that one but this one is my friend and I will
share Christ with her every chance | get, if I can get
her calm that way because [ think it’s really important
and I think not only is it important for the patient but
for the nurse too because then you’ve done you work well,.
I1f you can have someone cailm then you know you’ve done
your woark well...and 1 can’t see why people in higher
places cannot see it, why can’t administration see that
it is really one area that is lacking. Surely there are
many middle age and older people in the churches right
across Calgary who would be willing to go in on a one to
one basis; retired clergy, retired missionaries, but even
Just letting a free hand on putting the spiritual in
there as well as emotional. I think it would do wonders.
Maybe [’m becoming radical, I don’t know |1 feel that
there should be a lot of emphasis on the spiritual when
you 're working with dying people. If families are a-
round you should be able to speak out in comfort to them
and to me when you’re trying to comfort somebody who is
losing a loved one you speak in a word from the Bible you
don’t use your words because they’re no good, they’re
empty, they’re hollow, but God’s word isn’t empty so if
you can do that then you’ve served the purpose....

" v..] remember when I had my bowel surgery | was on a can-

cer ward, just 20 of us there and everybody had cancer.
Talk about praising the Lord. I was the only person out
of 20 who came back without cancer and there was a Men-
nonite lady across the hall from me and she was dying and
you know George, 300 people took turns, she was never a-
lone but they prayed around the clock with her and when
she died, my bed was in this room across here and | could
look and see her in her bed, she Just ralsed up her hands
like this-and said "Jesus™ and she died with the biggest
smile on her face. I thought the peace that woman had
and 1f you really believe you know that you have that
peace and so why are we not allowed. What | am saying 1is
you know the Lord and you know the peace and the Bible is
the oldest book ever, Christianity isn’t new...

Maybe people would say that 1 am becoming really radical,
I don’t know, but I think that spiritually we have neg-
lected our patients. I really feel it’s a neglect and 1
believe more nurses ‘would share if it was an open thing
and [ believe that through that sharing you would be able
to give vyour patient peace and hope...it’s a hard eitu-
ation to get 1into because there are so many faiths, so
many beliefs and unbeliefs. It?’s my right now and it's
in the Canadian Constitution "[ don’t have to listen to
you. ..
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You’d have the satisfaction that you knew that you had
done all that was possible, mentally physically and spir-
itually, and I think there are a lot of people, nurses,
doctors, who really wonder if they have failed spiritu-
ally, and all we have to do is look around at our world
and know that this is what’s lacking in every facet of
life it gets worse and it gets worse and here 1 go agaln,
#1f my people will humble themselves and pray" and |1
think this is the thing you have to get back to whether
it's in the hospital aor not,: it doesn’t matter where you
work, I firmly believe that especially dealing with
people you have to look to the spiritual as well as the
emotional and the physical... :

... thought my dad was just a shell and he thought ! was
blotting out death and so he insisted I go and see my
father but my father had a smile on his face, just a
beaming smile, I said you knew he met the Lord, it was
there, that peace, you know big smile on his face, you
knew there wasz peace and I compare his face to S----'g
rigid fear that's what | would like +to blot out. If
there is one thing I can do in my earthly walk I would
like to blot out that fear to be able to if I'm ever able
to go back nursing this is one aspect | would like to be
free to...

Iz there anything you feel you should say or want to say
or could say?

No, I think I’ve said it over and over again, the thing
that bothered me most as well as losing a friend, I
thought | had let her down...

.+«.! think there’s a low key movement where they try but
it to me ! think you should put thelir spiritual problems
up there with their emotional and physical and maybe if
they got the gpiritual sorted out first the other two
would be far easier...
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Transcript No. 9

I think that varies to some degree with +the kind of re-
sponsibility that one has and the degree of responsibil-
ity that one has with the individual patient, and [°11
speak about patients because that's the relationship in
which I'm involved with palliative care and with death.
Because 1if you in fact are writing +the orders then I
could see that one might have a somewhat different re-
sponse than to some other professional who in fact felt
no or very little sense of responsibility as to the act-
ual death itself...

straddling the patient pushing down on the chest and
mouth to mouth breathing and I did this for I don’t know
for fifteen to twenty minutes and there was no response
what so ever, so that I found myself not sleeping well
that night in fact | stayed awake that night and ! remem-
ber seeing the dawn and I had a lot of gquestions, could
someone with more skills have actually saved that young
man, because if we had gotten him through the initial in-
gult he would have survived =almost certainly. But the
fact was that | was the doctor on call and on service, at
least he had me and I did "the best that I knew"...

++.f can think of two people where we stopped respirators
and 1 quickly developed the policy that if | wrote the
order [ also had to stay around and implement it. It was
not appropriate, I would even say ethical for me to write
the order and then for me to walk off and expect a third
year nursing student or even the charge nurse to have to
go pull the plug, knowing full well that death was going
to ensue within a matter of minutes....

...Another one that’s again particularly in the final an-
alysis a doctor-patient one 1is the decision +to zbandon
treatment, the cancer patient who had been getting chemo-
therapy. And you finally say let’s stop chemotherapy
we're not getting response and 1it’s making sure that the
patient is totally informed. So that I think the impact
there iz a great deal different without having been in
the experience of say a social worker who 1ig dealing
with emotional problems, with inter-family problems but
who in fact is not writing any order that is significant-
ly altering when the death will occcur but is dealing with
things around that death. The answer to that question
has toc be qualified a great deal, how it affects me de-
pends again in part on all of the other features, 1z this
somebody that ['ve never known until two days before
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death, they’re in coma when I first meet them,...so that
I could support the family physician who had the major
contact with the family...

She was & brand new unit clerk on who said well we
haven’t got anybody by that name. And I said "well that
suggests to me that she died over night"...

ee e 1 subsequently worked with this oncologlist several
times with situations where she in essence said ! can’t
handle this and you seem to be able to handle that scen-
ario better than me eventhough you’re not primarily a
cancer specialist, would you take over and she solved
those situations on her own level for her own needs by
getting out. Superb young woman who did excellent work
but when =she reached that point she was undone and she
couldn’t deal with it. -
++:5he had three brothers, she was the only girl in the
family and I think had sort of become the apple of

. father’s eye....the malignancy appeared and this brought

out sort of the latent "Well [ don’t give a damn anywayt
.».and so now it had become a convenient way to escape
everything, I will die....

+..5he and | became pretty good friends.

We stopped, C---- and I making the decision alone without
mother’s input although mother and I had become pretty
good friends by now and I kept Insisting with mother, now
look C~--- must have absolute trust in me that what ever
she want’s to be kept confidential 'will be and that if 1
tallk with you it's with her permigsion. And we as | say
we established pretty good relationships. Well, when
C-~—-- and I finally said 0.K. let’s quit, we could give
you twelve cycles but we don’t really know {f twelve is
any better +than six and we better just stop now, a de-
lightful period ensued. This was about March. By sum-
mertime she -really felt better,...

...then she began complaining of a little soreness in her
neck and her speech wasn't quite as good. All within a
matter of a couple of days we realized she’s got bumps...
++.1 sat down with C---- and said, "C----, this is the
way it is."™ And in essence the two of us looked at each
other and 1 =zaid, "I can’t in good conscience urge that
you start chemotherapy again because ! don't think it’s
going to do a darn."™ She said, "I don’t want to."...
.«.50 in essence we sat down with the staff and had a
quick cram course on "Reactions to Dying™...

..+ felt very badly because I had almost become a sur-
rogate father to C~--- and 1 just felt badly that 1
should have been more perceptive and stayed and been with
her at her death....several of +the young adults, here’s
the Flatsome and Jetsome of teenage, they took turns
gtaying with her, they didn’t do anything but they stay-
ed, they comforted C----'s mother and she's talked to me
many times about this....The resident, one of the resi-
dents, who was a medical resident not a psychiatric resi-
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dent and had treated C----through some of her medical ad-
missions was not on the floor and C---- seemed to be get-
ting worse and the psych. fldor needed a doctor who knew
C---- to give them some help. They had to do something
to make it easier,. So they put out an overhead page in
the building, Dr. So and So Unit 22 stat. C---- through
her cancer had made friends with several other people,
young people, who had other cancers,...The stepfather of
one of those young men, is a personal friend of mine and
a patient, was up on one of the other medical units. He
recognized the name over the intercom. So he just got up
and came down to, because [ had kept him appraised and
through his step son he knew a little bit about Cindy as
a person, He came down to the unit, the resident arrived
on the unit, and she quickly said, "Well let’s give her a
little intravenous morphine, it should help take the pain
and maybe ease her breathing slightly. Well it did, and

in fact in a matter of minutes she died. So this chain
of people collected. And the mother was tremendously im-
pressed by this chain. . They phoned me, I felt badly, so

I found out where mom was staying with another relative.
After work | drove up there and sat down with her and we
talked a little about the afternoon and some of her feel-
ings and then [ started probing gently, "Well what are
you going to do.® f"Well, it’s been so long and dragged
out, I think we’ll have a quiet little service we won’t
have a funeral®™ and I didn’t hit the roof but got very
directive which don’'t | often do, and I =aid "Look you’'re

having a funeral." ...So she said, "Well 1711 cry. " 1
gaid. "that’s fine that's part of it and if I may make a
bold suggestion, Dad had died before C---- died and 1 had

learned this through practical experience,...and you’ll
experience a sense of physical support eventhough nobody
will lay a hand on you during the service and ['’ve gone
through it and experienced it

and sure I ecried but I also had an easier time with my
tears than 1 would have if I had been clustered off in a
gide room and there had been just me and my wife and a
few family members and we’d have been no great help to
each other because we’d all have been in the same sad
state to the same degree at the same time. So I'm urging
you do that way.*" Well, reluctantly they had a funeral.
I phoned her because they were about =a hundred and some
miles away, I didn’t drive down, 1 just felt jeepers, my
contribution has in a sense been made and yes [I've got my
aown grieving needs but in a sense I'm working them out by
being useful to the family. So | phoned her that night,
I said, "How are you?" She said, "It was triumphant.”
Those were her openling words. [ said "Hey, you weren!t
going to have a funeral.?" She said, "0Oh ! can’t help
it."” She said, "Can you imagine, there were six hundred
people there, the place was jammed." And she said, "Qh,
yes and it was the right thing to do." And I said "Well I



Jim:

Jim:

Geo:
Jim:

120

am so pleased because you almost denied yourself thoge
feelings 1if you hadn’t had that service and you make me
feel better because vicariously through you words [ can
appreciate what went on and I sort of knew it would."™...
...and then pursued a few maore  questions with her after
she had viewed the tape with me and with the class. And
quite intriguing, after we finlshed that and in front of

the people, gshe turned to me and she said, "] won’t be
back next year, I don’t need it anymore." ...our grieving
hase reached & state where we’re comfortable."...] firmly

believe the truth of the teaching probably Kubler-Ross
more than anybody about identifiable phases of response.
And that the caregiver in this instance myself as =2 phy-
sician/caregiver, we all become part of every dying per-
son whom we contact and we 1in saying we become part, we
become part to those reactions and with some patients it
will be to a great degree and depth as with C---- mine
were quite obviously. And with other people as with the
lady I mentioned the last couple of days and whose death
I could comfortably confirm by a phone call only, to a
very minimal degree, but we’re part of it. And so at any
glven time I am Involved 1In literally dozens of impending
deaths and grievings to varying degrees. But I'm also
receiving strength and support for each of those from
number of other people who are part of each scene....
Could you elaborate on that the number of people...?
Well, this will be a strange answer to that but I became
a grandfather today,...l missed the birth, the nurse who
was helping my daughter was superb. She was the kind of
nurse giving not terminal care. In this case it was
brand new life care not end of life care, but it's the
same principles. She touched people, she and 1 hugged
each other, we stood several times at the foot of the bed
and put an arm around each other and she did this with
other members of our family in a very natural, unaffected
and yet in an unembarrassed way. She did her job effi-
ciently. She looked for little things 1ike there was
some blood on a sheet made sure that that got tucked
under especially when she knew that our first little
granddaughter who 1s two and a half was coming in to see
mom and the new baby sister. . The same kind of nurse do-
ing the same kind of things with me as a collaborative
team with someone dying help each other, the resident who

came on a gquick emergency call was comfortable to make
the decision, "Sure 1'1] order some morphine, she didn’t
wait, and say "Oh | can’t do that [I'd Better phone Dr.
Jim or somebody else,™ no, she just did it. She and |

have become good friends and she is now a practising phy-
sician in Calgary in this hospital and we still .every now
and again sort of update with this particular family be-
cause she's interested. Well she helped carry me with my
grief and I helped carry her as we both watched C----get
closer to death and then she took over and carried me
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totally. The afternocon of the death itself, a social
worker and a chaplain and physiotherapist, a2 nurse, all
of us do that with and for each other. Soc if [’'ve got
people like that and maybe I'm involved with a dozen po-
tential deaths at any one time but I’ve got all sorts of
support coming back to me to help me with those,...So
that’s what 1 mean by helping each other, carrying each
other. Oh Lordy if it didn’t happen then of course a
professional would in fact put on what in the old days
was called the Professional Attitude, you don’t get in-
volved, you don’t show emotion, it's just your role to be

efficient, capable, and no tears and no undue emotion,
don’t get involved. Well to me the whole emphasis is
just the other way around, it is be human, be natural, be
involved, which will mean at some time being sad, and

maybe wondering off and having a quiet cry,...and maybe
not having a quiet one, having a cry and one of the other
professionals, not necessarily your own rank or kind will
come along and say "Hey you've really gotten a lot of
emotional involvement with this patient haven’t you, go
ahead, let it out. I hope that makes sense.

...Does 1t ever happen that way between you and the pa-
tient, do you get something from the patient?

Absolutely, and often unexpected things one of the
things I was thinking about for reasons that escape me
now, the other day was the recurring but not common ex-
perience where a patient will make some sort of connec-
tion by which they feel! their death 1is useful. Let me
explain. A gentleman who was actually a couple of years
younger than me and again | can’t help identify in those
scenes saying, "jeepers how would I he feeling if my lifte
would knowingly going to end in a matter of days."...And
I was feeling pretty sad for him, what a waste, cancer of
the gtomach....l was <caying how are you feeling, Mell
not too bad."™ "How do you feel about the whole thing,
about the cancer and about the fact that we have reached
a point that we are literally saying we can't do anything
to hold it back...and I don’t know if the words, "You are
dying" were used that day or not, certainly we were very
clear that that?'s what we were talking about, sort of
searching about how he was getting his support, I sald
"um you’re married, your wife, she’s holding up.™ "0Oh
ves, she's a real help to me."™ | said, "do you have chil-
dren?" He said, "No, no children.™ And then he stopped
and said "You know that’s ..." And 1 was immediately
thinking, "Ah, too bad", because children can be so help-
ful to the surviving parent let alone to each other and
as a father of five | sort of feel very rich, and ! think
of somebody wlth none as Impoverished (laugh). And he
wag saying "No, I'm very pleased about that.™ And | said,
"I, I don’t understand." He said "Well, my father died of
cancer of the stomach, and now I'm dying of cancer of the
stomach, but we don’t have any kids."™ And I twigged and
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said, "There’s no worry that somehow through dad, through
you, someone else has been fated to die of cancer of the
stomach, you’ve sort of snuffed that out with you having
it and you keeping it and no one else in the family.™ He
said, "Yes."...

I said, "Well, yes | can see how that would be almost a
comforting thought to you." He =aid, ®Yeg, it i=.%" S0
here he was as he faced death gaining a comfort out of a
connection that I frankly, I don’t think would have
made., ...

['ve really appreciated that you’ve been my doctor and my
friend. Well hey, what higher praise is there than to be
called a friend,...sad that this friendship physically
had to end very shortly because of the death, but that's,
well to me that is extremely significant, strengthening,
but I guess it’s whatever you want to make it, to someone
else it might be well, thanks very much, well big deal
somebody called me a friend that’s what I'm supposed to
be a good doctor. They have galned nothing out of that,
I doubt that however, | honestly doubt that, I think that
almost any professional gains a great deal when any human
being takes the time to say thank you, whether 1t’z a
life-death situation or Jjust an illness recovery situa-
tion. So we get a lot of things back

...does it take a special person to deal with these sit-
uations. Is it something that grows over time?...
...most people can probably develop a degree of comfort
so that they can function well encugh to extend that kind
of help but it’s a growing thing...and then getting all
those experiences for instance the one about sitting in
the church and feeling strong enough to start telling
people I really urge you to do that I wasn't doing that
the first five years of my practise. No. And then
study, starting some years ago with .and [I'm not really
quite sure why I did it but going to a conference called
the International Symposium on Death and Dying sponsored
by th Royal Victoria Hospital Palliative Care Unit. And
I went their third such international conference, they
hold them every two years, and that really stimulated a
great deal of interest, aware that there was more than
just anecdotal kind of experience to tap into but that
people like especially Kubler-Ross and Cicily Saunders,
Dame Clcily Saunders of England. Well as one starts to
look at material you then start to get a little analyti-
cal about the situations. oneself is in, I found myself
doing that, and then I found myself as 1t were almost
testing some of the ideas...l think that one of the other
things in my own instance that helped has been my own
gtrong 1involvement In my church community so that I
haven't been shall | say scared off by the thought that
some of this is well less medical and perhaps pastoral
let alone even theological...but | just adopted the at-
titude that doctors aren’t the only ones who as it were
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treat people medically, and pastors aren’t the only one’s

that dispense pastoral care and nurses aren’t the only
ones that nurse, we all transgress professional lines if
you will all the time....good palliative care is to deal
with the whole person, and the person’s relationships,

the person’s state of health meaning the person’s rela-
tionship with God, their theological and belief system
with fellow man, other humans, family, caregivers, com-
munity, and to deal with their knowledge, their intel-
lect, their brain, their being, and their emotions. Well
there it is Luke 2:52,...based on Jesus but we're all
little Jesus’...

.«.then the second thing is that openly one can quickly

recognize, hey it’s the way everybody wants to be treat-
ed,...whether they’re sick or healthy, whether they’re in
hospital or in their home, whether they’'re at work or

play, and with specifically sick people that’s the way we
should be treating everybody whether they’ve got an eas-
1ly curable pneumonia or whether they’ve got a totally
incurable amyotrophic lateral sclerosis and we know that
we're dealing with impending death. It becomes more
poignant with the dying patient because we don’t have
much time left and surely to goodness we can make an
extra effort and can try and gear other people to make an
extra effort to at least gilve that person in their last
few days on earth the kind of wholescme, whole, healthy,
spiritually based concern that ideally we all would love
to have every day of our lives....

So a calling, no, a reminder that +this is the ideal of
life and then the uniqueness that I have as a doctor of
being able to be involved in the last days of life of
many more people...it’s a natural ocutgrowth of a life
long teaching and philosophy and the whole Christian mes-
sage. 1've long subscribed to the idea that people are
no different iIin their work than they are in their play
than they are in their home and "non-working®" situations.
Now many people try hard to put on a facade or a face or
an attitude and that’s their professional or their work-
ing demeancr and then they’re gonna be totally different
they're going to be real at home, I venture the observa-
vation that what they really wind up being is the same
way in both places.

...1 want to be useful, and in fact | want to have the
satisfaction of knowing that at least one human being
will say at some time, "Hey am | ever glad that you came
into my life."™ Not that another human being turned up or
that a doctor was available to give me the right antibio-

tic but that you uniquely, Jim, turned up, because you
uniquely =22 a person and with your +training and your
interest and whatever. And even for a fleeting instant

that I'm that useful...l have been uniquely useful to an-
other human being.... ‘
...Can this be taught to the young doctors...
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I think it can, yes, and 1'!l go further, it desperately
needs to be taught to young doctors and young preofession-
als of all kinds...what’s important is the doctor as per-
celved by the doctor and the doctor being encouraged from
day one to stay human, because without planning it be-
cause of the tremendous complexity, the exploding tech-
nolagy, we take these very highly motivated intelligent
young people, eager to learn, it’s fascinating to see
them on day two. And we start pouring information into
them, oh man do we pour it in and by the time they hit
the ward as a clinical c¢lerk, which is just two and a
quarter years later in our faculty, they’re talking about
the gall bladder in room 563 not Mrs. Thompson, and
they’re getting hardened and hardened and it’s sad to see
because again on day two they'’re just really wanting to
be human and be doctors and help...we keep looking for
ways to reinforce that these young doctors hang on to
their own personal feelings and humanity that they have
teaching about concepts and they're getting come like
communication skill and interviewing skills which I never
had...But I think an attempt is being made and it’s par-
ticularly coming out now in a totally different fashion
that is because of the technological abilities to delay
death, because of the exciting potential for things like
transplanting more and more organs and thug shall we say
bigger and better bandaids for things that used to be
universally lethal for example like end stage kidney dis-
ease, We are being more and more forced into ethical
considerations and this business of medical bloethics de-
cision making and you can’t get more raw and personal and
challenged than when you are forced into this kind of

bioethical concerns. Ch yes, we can teach it, the same
way we can teach logic. ] think our students are getting
much more exposed to social sciences, | didn’t....

...and because we are being pushed so much now with ra-
tioning of money, rationing of rescurces, the life/death
issues are pushed aside.

Uh huh

We're rediscovering the humanity of medicine, +the art of
medicine, and we're talking about it, one of the things
too that is difficult for the student is that even though
some people may be talking about it, they don’t very of-
ten see too many models and a lot of medicine 1s stitl
almost the old apprentice, I won’t say method as much as
influence. For instance I can quickly identify three
major influences in my medical life, they happen to all
be men, and I have deliberately taken on some aspects of
each of those three men because they were such powerful
models to me and yet Iin no way was sort of apprenticed to
any one of them anymore than a whole bunch of other peo-
ple, and certainly none of them lectured to me. They
were people with whom I did ward work, stood at the bed-
gide, watched them deal with parents, spouses, watched
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them go through their own decision making processes and
investigative techniques and that sort of things and as I
think it self evident | strongly believe in this fact
that we can teach the young students of the health care
professions and 1| try to devote a little of my time and
we can teach the community and that’s why I'm into this
"Living/Dying" course which includes a mix of profession-
al and community people, non-professionals, that’s inter-
esting each year who comes, a fascinating mix and very
few men | might add. Very few the most we have had is
about three out of thirty and some years we've had
none. ..

and 1711 just treat men and women as it were the same
then I tend to feel that I get the same responses back,
the other +thing though is to funny I harken back to a

teaching of a psychiatrist preceptor of mine back thirty
years ago who said, "People don’t use Iron bars to cage
mice."...if I encounter a man who really just won’t lose
the stereo-typing that to me is an iron bar or a cage of
iron bars and that means that man has a lot of lions in-
side not mice...He's being the stereotypic quiet tough
guy because for whatever he is it’s an absolute necessity
that he stay the quiet tough guy...and I may just have to
say, 0.K. I may just have to leave vyou this way you'’re
doing it for personal needs and although it’s awkward for

‘me to deal with you that way because that?’s not me. I

can let you know that there’s other ways to be, male or
female, like being a little more vulnerable, open, and
warm, and risky but if you can’t take that I'm not going
to spend a whole bunch of time trying to change you. You
need to be the way you are, | need to keep being the way
I am we’ll just have to keep on and uh I can’t solve, I
can't take everybody’s monkey on my back,...

.+.1 think palliative care, or to change the setting
slightly, being privileged to be part of an experience
when a person is in their last few day or months of life,
ls a precious time 1in that it’s a time where most often
pecple can in fact let down somewhat and be normal, be,
be more human. Poor term, be normal, be more human. The
same way that many people do in old age, they may be re-
tired, they don't have to dance to company tunes,...
...s50me people become more like themselves to use a pecu-
liar phrase, under those circumstances. Then if an ill-
ness comes along that confirms it, they can even be more
free, I almost said loose, loose is not the word, and
they can be more open, they can have a conversation with
someone that they's never dare have before because it
sounded kind of schmaltzy and mushy.

Iz there something that needs to be built into the sys-
tem in a formal way to help deal with the problem of peo-
ple dying, your problem of grief, or is the best method
an informal networking amongst the other people?

I think there’s a value in a formal mechanism, the imple-
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mentation of that will vary from place to place, hospital

to hospital, community to community, depending not just

on dollars available, but on the cultures, the availabil-~

ity of people with special interest. By identifying a

formal mechanism be it a team or a unit or designated

beds or whatever, it makes it possible that the rest of

let’s say the hospital to ignore good palliative care.

"Oh well we’ve got a tough patient get him off to the

specialists and we don't have to deal with it." Which'
does nothing to enhance the everyday care of everybody or

to confront some people who have +trouble with this to

possibly grow in their own wisdom and maturity with re-

gard to dealing with death to being confronted by their

own mortality, to perhaps being made aware that they have

some unfinished grief that they haven’t resolved, many of

ug dao....In fact there are some intriguing articles in

the medical literature coming out of late suggesting that

a significant percentage of people in hospitals are there

primarily because of illness and distress resulting from
unresolved grief....These then are some of the valid re-

asons for having some sort of formal mechanism, but not

letting the formal mechanism be it a team, a person, a
library, rescurce, a educational program, or a whole unit

or ward take away from the value of increasing the aware-

ness about reactions to dying, . grilef responses, patho-

logical grief, grief and illness connections throughout
the whole build-ing...But putting it another way, you're

not going to get +that kind of awareness developing
throughout the institution unliess somebody is given that
responsibility to develop it or can model it, and there
become part of the major model of having the pecple or
the place or both to serve those many roles.

Yah .

And then that allows the community alsc to tap into that
resource, community people, not necessarily a sick pa-
tient, it allows educational ventures to come out of the
hospltal to the community, and raise public awareness,...

probably no more than a quarter to a third of the deaths
in that community will have a great deal of need of the
specialized services of the team....theose resources that
the teaching would be available for the young profession-
als, the student professionals, nursing, social work,

pastors, pastoral education, physicians, medical stud-
ents, to get teaching right at the beginning of the pro-
fession and that way you get everybody in the profession
and if you get everybody, you gradually over a decade or
two you cut down the need for the highly specialized ser-

vices. 'Cause you’re getting good solid compassionate
whole care for virtually everybody. That’s the perfect
world. (laugh)

Uh huh

I think we're as a soclety and in particular now as
Calgary, the rest of the world can look after itself at
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the moment, we're moving and we're trying to come to .
grips with the needs that people have as they reach this
stage of life, the final stage of the physical life as we
know it and this heartens me when ! think back toc when 1
first started practise in 1959, boy it's a totally dif-~-
ferent world and for the most part it’s a better world,
medical world, no question and that’s not reflecting on
the technology part. I’m impressed with the willingness
and openness of the young professionals and with many
people in the community who become the volunteers in this
whole system of caring one for another and I'm just hope-
ful that we <can respond to that willingness and that
openness of these large groups of people and that we can
better integrate everybody so that we can get away from
any concept of trying +to give better health care it must
always be by professionals because what we really empha-
sized is that the humanness of the c¢are is what counts,
well you get humanness from humans not from "profession-

alism." The second last comment would be...as we talk
about death and dying, as we look at terminal care, pal-
liative care, the more we can look at that and the more

we can define what it is that that constitutes that qual-
ity of care, what we're really talking about is living,
and fullness and richness of life,...and so the emphasis
is not death it’s life. And of course the more we cap-
ture that and believe it then we don’t have to wait for a
terminal illness to help us all get living and that’s one
of the Jjoys that comes to people who'’ve risked getting

involved. Sometimes they’'re challenged saying isn't this
terribly, terribly draining on you to deal with dying pa-
tients and grieving families. And the answer is no, be-

cause it constantly 1is making you focus on what’s life.
WOW, I'm thinking of living not necessarily dying."™ That
takes a little while to get to that but that’s really
what it’s all about and you’re back to the old cliches
like "Well, I’ve learned. to live one day at a time,"™ and
oh how often have we heard that, we want to choke some-
body who says it to us, or "remember today is the first
day of the rest of your life.™ And we say "Ahh tell me
another one,t but the plain fact 1s that there’s a tre-
mendous truth in that and sc that to me has become the
richness of being invelved 1in this, is helping people
really look at living....
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Code Name: Sandra
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Profession: Professor of Nursing

Years practising: 30 years (1 year professor)
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Transcript No. 10

...Now when [ was thinking about who ! would talk about,
and the person that comes intoc mind most often thraough .
out the years, was a young man who died very suddenly.
He was not specifically a client he was actually in a
class | had....but in a sense he was the person who real-
ly helped me develop my career interests in this area so0
he'e2 a gzpeclal person....his name could be deleted in
you’re transcript but it’s more natural if I call him by
his name.... .

A=z I cay he was when | went to do my Master’s work, it
was during that spring that he died very suddenly and he
was a very important person to me and it was just at that
time that I was trying to think what direction to tzke my
warlk and he has become really an important theme through-

out, so I think he’s a good person to talk about.
uh huh, sure
He was a kindred spirit. He was much younger than I at

the time and full of vim and vigor and was risk taker.
And very athletic and very able in many ways but he did
tend to live on the edge. And, he was so full of life,
that this is | think again why he keeps staying with me,
it was Just so unexpectsd, it waz like he =zhould live
forever kind of thing because he had so much vitality
so it came as a real shock when I found out that he had
died In a 2cuba diving accident and of course | was
just absolutely stunned and 1t actually affected our
whole family so it very much brought the fact that death
could happen to the young into our whole family =itua-
tion.... :

I don’t think it’s off topic altogether, I was talking
with a colleague last night who is a professional in the
area as well and most of his practise has been in the
area of bereavement. And his own grandmother died, just
yesterday, weéll the night before, and he was saying, "I
almost get hung up now on what’s appropriate like because
I'"m so quick to label my different stages and am | doing
them appropriately or whatever.®® And it'szs really getting
in the way so perhaps the non-professional is in some
sense better off because they’re not strung out on that.
«..my family all dealt with 1t differentiy, 1 went to the
kitchen and made lasagne...So we all .handled it in
glightly different ways,...first of all, I was amazed
that it could happen to someone so young, [ still]l believe
that even after lots of practise....It still seems more
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difficult %o put that together in my thinking...The in-

teregting thing about this is that although 1 do work-
shops and talk about this a lot, the experience is really
reflective of 1L, like sometimes theory and practice and

what you say tends not to necessarily fit so well with
what you actually do. The thing that has been helpful to
me and has even been helpful to his folks a little bit is
that = lot aof the work I've done ever since has really
been because of that death that hit me so suddenly at a
turning point time of my own life...So 1 tell his story
in a lot of workshops when it seems appropriate or what-
ever, so he still lives on in that regard and has had an
influence on whatever work lI’ve done and the way I['ve
beern in that work. So there 1g that positive side al-
ways, there’s something to salvage...It has most often
been the situation when I[’ve been with someone who is
dying or with a bereaved person that although 1 feel as
if I sort of go into some awful place with .them that may-
be those memories have given me a lifeline out to the
surface you know. I can sort of go down with them with

“that feeling that although 1it'’s awful sometimes there is

that other side. The positive kinds of things that can
come from the intensity of that experience ! see time and
time and time again and it's that that I pull and salvage
and hold somewhere when I go back into a situation again
with a per=zon. I suppose 1it’s Victor Frankl’s notion in
a sense that there is good in suffering it keepsz one go-
ing.

But this experience is still special is iIt?

ves

It helped you focus

yes

in an area that you pursued

Yes. It doesn’t quite capture it though, I 'know that’s
what | said but it doesn’t quite capture it. [’m sure
that’s true on one level, but there's a different level

where {t?’s truer. (pause) [t goes beyond career actually,
It was deeper than a career choice or a master's project
or thesis or anything like that it was fundamentally =a
turning point for me, I think in the way, I view my
falth, my belief in good and bad, my ability to salvage
some sense out of something that seems senseless,...

+e. ] mean it was all just part of being two human beings
together. The professional role sometimes dissoclves in
the situations that ! may have had in other situations
working with different people through different experi-
ences. This is a different kind of experience for me as

a nurse and part of it is very nice and human....

...1 would say they’re not just dissolved or blurred,
perhaps they go in stages, they dissolve, they blur, and
then they’re not there, they become irrelevant, if indeed
they are there.

Uh huh
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There’s something that comes from working with a person
in a hands on way that can at a certain stage turn death

into a friend....the loss 1is assimilated through touch
even if it isn’t spoken about, one feels the change in
the person’s body, one feels the disease is going to be

the winner, and then one comes to the place where aone
feels that yes this is O0.K. then one hecomes morse the
comforter in a physical sense like the back rub, it can
be comforting in some situations, but very confusing when
it’s sudden and takes a young person. Yes, it’s differ-
ent

uh huh

Now I agree, that was a harder one to put together, and

to come to some sort of place where one could see the
good in it or that there might be some good that could
come from that...

Well, ['’m finding it difficult to keep J---- in my
thoughts because that triggers off so many different ex-
periences with other people from the past who died in,
like oddly enough things that are coming to mind &re
nursing context rather than psychology context,...The
hardest ones do definitely seem to be the younger ones, .
the children and | do have real trouble putting that in
place so I can live with it. It takes more time and more
experience to pull those together. All those experiences
are helpful to add together to give some depth to pull
from. I think it wvery much too depends on what you do
with it because | would say before, as a beginning nurse,
ag a student, ! handled it in quite a different way from
how I do now that I am older and have more life experi-
ence to put it Into a different kind of context. . 1've
been doing more reading, more thinking more experiencing
actually, where ['ve let it come into myself, where 1
actually felt it as opposed to being able to keep it out
there as a professional, as was my initial way of manag-
ing. So I think, and I'm not guite sure where that turn-
ing point came, or whether J~---- was that turning point,
I don’t know. But I do know that the last few years 1've
been, in one way, paradoxically taking it in more deeply
and in another way being able to move away from it more
quickly. Not away from it but put it together, and get
some peace around it....

. +s.The main qualility is being a good listener, to be able

to talk these things out with and piece them together in
the telling of the story there’s healing and there’s a
way through that comes.

| spend a fair bit of time each day in well, | guess it’s
accurate, in reflection and in thinking about rather deep
sorts of questions about how I fit into the scheme of
things, sort of a probing, reflective time each morning.
And [ think that’s helpful as well. I read a lot, often
times in the area of philosaophy, and that kind of thing
as opposed to things that are directly related to that
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even. I try to associate with those great thinkers in
that way, which is helpful. It kind of gives a context
that way or a broader picture, so 1 don't get bogged down
maybe as much as | would otherwise. I’m really a sound-
ing board rather than an advice giver. It’s more impor-
tant to have someone there who is attentively listening
so that I can tell the story and understand in the tell-
ing of 1t. As opposed to somebody patching me wup or
whatever in thisg really stressful time...

Understanding what? Can you clarify that?

The understanding, there are two levels really, one be-
comes immersed in the theory and you know that people,
including caregivers, will feel certain things if one has
experienced losgs. That’s fine. On ancther level, there
is a need to make that personal and make it real, because
it 12 real 20 one needs to change from the one ocut there
to being less me, 1 am and I think it comes from that ...
.+..And they need to resolve it both professionally and

_personally, probably the personal being the more import-

ant...

...and so we did become very familiar with handling the
body but very little was said about how we might be feel-
ing as young people.

Uh huh
It waes =0 poorly done in those days in terms of what
might be going on with us. So I think that definitely

there has been some movement to the good.

Uh huh, yah.

In those areas but we didn’t know what we were lacking or
missing at that point of time which 1 would say | do now
after many years of experience

0.K. What was missing, what was lacking?

Well, the significance of death and the implications for
the family and the implications for ourselves as well.
And not so much the negative implications but the posi-
tive like attaching 1 think it would have been quite
good to have to attached it to 1ife in a more important
way, to my mind that would have been helpful and maybe
would have speeded up the process of having to discover
it myseif.

[ gsuppose the most important writers or thought invokers
would be people like Maether Theresa, and Victor Frankl
and people who are able to work with who are surrounded
by death and dying and are able to see it in the cantext
of life a natural process without trivializing it;
...it’s a personal encounter. .

Oh yes, oh yes...

Maybe that'’s what happened with J----, that this personal
encounter was now broken, when you do something, maybe
that's when you begin to understand it...

...l think 1 can go either way. I think it can go so you
never want to enter a relationship again because it’s too
painful to have the break or if it can be understood,
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understood is not quite the right word, it sounde cogni-
tive and it's not quite cognitive, it has that component,
as part of my life and my purpose, and my work, my devel-
opment as a person, all those things, then | can not be
afraid to enter potential loss...

Does it become easier all the time, maybe that’s not the
word, not easier but willing to risk, to risk ...

I much prefer willing to risk than easy. Easy doesn’t go
down, and 1 know you recognized that right away too.
Willing to «risk I think for me is the wrang connotation
too, it’s more like, because that scunds like one chooses
in a <ense and ! suppose that one does at a certain
level. But on the other hand it hecome more uh like that
person is on your path

but until you’ve experienced that loss then the searching
baegins and the answering of the question the feeling of
the emotions and all that.

[ agree with you I think that's one of the things I was
getting at in termeg of the faddishness, and ‘the...you
know =a lot i=s written a lot is talked about and maybe
some of that does some good, I'"'m quite sure it does I'm
gqulte sure that it cracked open something that needed
cracking open back whenever it was but then it zort of
steamrollered on. A lot of that has been helpful but
there’s something more and [{'m not sure how that some-
thing more is taught it’s a real conundrum to me | really
don’t know ’cause one has to be open to it and the timing
and how do you approach that in a curriculum is beyond
me, I don’t know. ’

Uh huh, I think you’re pointing to something that I have
a suspicion about too the text books don’t match up to
the reality

No....

...] think Kubler-Rose herself, I’ve heard her speak and
she has said that those stages were only theory and were
meant to be helpful and noct to be so rigidly adhered to

as of course is what always happens. The disciples are
always more rigid than thé master and I think she’s fall-
en into that trap, not she but we have fallen into that

trap of taking it more seriocusly than she herself had
taken it so that’s just my tipping of the hat to Kubler-
Ross because I think she had done some very important
work. And it is helpful to have labels if they are not
used slavishly...

I sometimes think that stories, maybe novels do the best
job that describe the experience as opposed to ...
Yah uh the literature, the poetry, the sacred scriptures

of many different religions, philosophy books, biograph-
ies, autobiographies those kinds of things, they seem to
be a real slice of life. And you can ldentify with them
either yes or no, I’ve had 2 similar experience or mine’s
the exact opposite I did this, I did that.

I have a feeling that that may be the textbook or this
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curriculum that we were talking about or at least a good
piece of 1t or at least not devalued as we do about just
a person’s story. This whole work is made up cf stories.
And then the other half of the curriculum is the actual
event of that encounter, the significant encounter

And how we can make that real is a real! conundrum for me
too and it can’t really be gquite phoneyed up. We can do
scenarios, case studies which is maybe the best shot be-
cause somehow those significant deaths make wus do our
hamework the stuff that we need to do for ourselves, that
triggers that, there is no way you can schedule that in a
gemacter. The part of that I bring to them is the im-
portance of bheing open with the patient to the place
where they do have some feeling about what is happening
and that they hang in there through the tough patient

and that they can be helpful at the same time. I have
this theory of reciprocity
Uh huh

I believe that one receives and one gives and that’s very
much part of this work too...
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Well maybe we should set a... set the stage for this be-
cause I'm not sure I'm not the typical subjsct you're
going to have....I[I'm somewhat different that way. But |

also suspect somewhat different because [ received the
majority of my training working with suicides in the
States; just the fact that first of all 1 received any
training I suspect that makes me different than most of
the professionals you’ve talked to...

...part of that training was what happens when your cli-
ent or little brother commits suicide and also 1 recelv-
ed training from the suicide hotline in ----....

There was a lot of, a lot of gang activity and as a re-
sult having to deal with gang warfare, lots of abuse and
subsequently lost of suicide attempts for lots of rea-
sons. Well as at that time if you’ll think back, 1970
that was right in the midst of lots of drugs,...so we
really had to learn and know how to deal really well
with overdoses which is just another way to suicide....
and you are going to have teo be ready for that eventual-
ity because the more you see the more likely you are to
have somebody who's going to follow through

Right. Did that happen?

It did but not for a long time but it finally happened

to me in 1980, a good six years ago, almost seven years
ago actually.
Uh huh

I had a very bright individual, a lot of fun to work
with but had some definite psychoses along with a lot of
depression and suicidal ideas, and a family history of
suicide,...perhaps in a way unfortunately was referred
to me kind of at the height of depression and suicidal

behaviour. It’s too had I wasn’t involved with hinm
previous to that, however that’s sort of retrospective
thinking...

+..1t surprized me from the standpoint that we had set
up everything really well, or maybe I should say I

thought we had...we really reached the point prior to
the suicide where quite a bit of progress had occurred
however and | think this is important in terms of how it
affected me. It had occurred over a long period of
time, a lot of real tough sledding....

.o.50 1 suppose in a way one could say | had a little
bit of personal reputation at stake....

...1t’s a bad area for anybody to get into who dossn’t
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have the confidence there to work with someone who is
suicidal....

...his attitude through out was being very mistrustful
at first which we worked on and again it was lind of
tooth and nail and the trust really developed and at
first my attempts to develop it for him that he was
really 0.K. and really as a reality based individual it
was met with a lot of personal scepticiem....But he es-
tablished a good relationship and a gaod friend...that’s
not so much part of what you want to hear but my person-
al reaction, but I think that it’s important that you
know that....because something <that [ had learned in
developing skills in working with suicide when somebody
does successfully commit suicide as quickly as possible
you get everybody together which I did and it was a good
thing in that - the family was able to get together, in a
sense | suppose the family was quite concerned about me
and vocalized that. They were worried about what affect
this would have on me because they were quite aware of
how much effort I had put into it, and on a regular

basgis | called his mom and dad who lived back east...
...and it was quite c¢lear he had full ‘intent to kill
himself there was no question about it, he used a piano

wire and he used a special knot that tightened, it was
cself tightening so there were no options...so as he was
choking to death there was no way for him to zay “hey
walt a minute no [ don’t want to do it and pull it
apart...

.. .that week there was an unusually high number of sui-
cides, there were nine altogether in that weelk, the
majority of them by hanging. But it's rather interest-
ing that nine people in a week like it’s an incredibly
high number, here in Calgary

Here in Calgary

Yah,

Incredible as to what, what would be the

You mean the average (laugh) | suppose the expectation
would be more like one or two .
..My own immediate reaction was of course sadness, [
felt very badly. I don'’t like not helping somebody
(laugh)

I"m not sure | understand what you mean by that.

Well, it’s part of the way 1 looked at 1t, it wasn't
like a big defeat but it was somewhat like a defeat. I
realized that there was no way for me to control every-

‘body every minute. And I1'1l]1 be honest too it was a lit-

tle bit of perhaps resignation too to the fact that well
for as many years and as many clients as [’ve worked
with who were suicidal and well it finally happened, and
I was sorry to see it especially in this particular cli-
ent because everything else | told you about. I think
it's really important for anyone to understand is that
there was perhaps a lot of inclusion because as | went
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through things in my own mind I went back thinking well
0.K. now did | miss =something and what could it have
been, and in fact I probably did far more than most but
then that was in terms of what | was trained to do. In
retrospect even at that time I think | was good with my-
self as far as also acknowledging the fact that [ had
everything in place so besides the sadness and perhaps a
little bit of self doubt, | came back and said, "gee did
I miss anything,"® it was also the kind of the interest
in seeing, "hmmm, now how could he have done that under
the circumstances," the wanting to know so | was very
gsimilar to the family in that way, that desire to under-
stand to know why he would do a suicide to himself...but
gtill we're in a situation where part of the need to
know leads us to start to speculate. That same day that
I found out the he had suicide that he had successfully
committed suicide I had gone to the office, I shortened
the day and set up a time within this case with ----
because that was also part of my training that when this
occurs don’t isolate yourself. It’s too easy to blame
yourself...

I got together with --- and went over the case, "now
what do you think did I in fact miss anything® and

.that’s that very first evening when B---- and I talked

about it, that’s when he gave me the feedback very
quickly that in his opinion I had probably done more
than most....

there were different feelings, sadness and loss

Uh huh ‘ :

I like this one he was a fun client to work with. He
was interesting having the kind of background he had, =o
yah there was a feeling of loss

Uh huh
I'm sure 1it’s not the same loss that his family might
feel but maybe in other ways too I was, and 1 think that

this is important for professionals +too to realize, 1
may have been closer to him too than the family....
where he might not do that with his family. I had a lot
of concern for his parents as part of the family session
I called back to their home town in Ontarioc and got them
in contact with a support group of families...

and like 1 said, they were highly supportive of me
(laugh) the reason | chuckle is that they were that sup-
portive and quite concerned both his mom and dad and
sister called me back on a couple of occasions over a
long period of time to find out how | was doing (laugh)
I think part of that might have been perhaps even stim-
ulated by: first of all obviously they were concerned,
felt concern about how I was doing right away and some
of that was Just reciprocity, they really did appreciate
the fact that I had been very informative with them all
the way through and never held anything back...

So, well for sure I knew a fair amount of disappointment
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Later on, a fair amount of znger toward him because of
what we were just talking about heé was appearing to make
steady progress it was kind of like, why would he do
that.... used my professional friends as my support
system. Like I said, I knew from my training that you
don’ t isolate yourself. One of the first things you
want to do is sort that out, how would you call it,
what?’s the word, post-..., I can’t think of the right
terminology, B---- came wup with a real good term but

it’s kind of like, definitely after the suicide sitting
down with a fellow professional that knows about suicide

and going through the case, making sure you get some
validation and that sort of thing and that helped a lot.
Tallking to --- on a regular ongoing basis for a little
while...

...that it was a case o0of me saying well "vou can’t be
perfect forever.™ You know sooner or later it had to

happen it’s unfortunate that it happened this way, it’s
unfortunate that it was thies individual but it’'’s kind of
like me being my own coach, "come on guy you know you’re
in a high risk area the fact that in all this time and
all the sulcidal clients you dealt with still you’ve
only had one client successfully commit suicide, that's
a pretty enviable record.” So one could say, you know
there is a little bit of professional ego at stake.
ft?’s kind of like =saying God damn it I didn’t fix
him....

ag part of the training it was really emphasized, it
you’re going to get into this area and stay in 1t, don’t
try to be perfect because the first time somebody suc-
ceeds you're going to be all over yourself...

.+.You mentioned a couple of times that you were really
appreciative of that initial training

Oh yah, 1 don't think there is any question,; that set me
up to succeed if the eventuality which | finally exper-
ienced did occur...no question in my mind that there
should be training, the kind of training, of coursze I'm
biased because it was the kind of training I received
but yah a very similar training

Uh huh, do you think it should be put into the curricu-
lum? Can you teach that kind of thing in a cource?

Ch yah, that’s the way | learned it, however it’s in a
context of additional training I sought ocut....

...0h I failed to mention too +that was part of what I
did, I didn’t allow myself +to be isclated 1in that I
didn’t allow him to see me as his sole professional
resource, [ set up other identifiable resources with
him, -and that again is part of the training | received,
don’t isolate yourself with a suicidal client because
you can end up in a sense being, from their perspective,
the cause because after all if he felt sulcidal when he
called you and your spouse answered the phone and you in
the bathroom and because you weren’t avallable they
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decided "well fuck you and killed themsslves.™...

...the interesting thing is that there’s still not a
training component even with the suicide resource sduca-
tion centre, there’s still is not a specific kind of
course or workshop for the professional to deal with
themselves in terms of the suicide... :

...we are forgetting something here and that’s esventu-
ally when you work with suicidal people somebody will
succeed and what are you going to do when that happens
not so much with them but what are you going to do with
yourself...

recognize in the case of the telephone you have distinct
limitations and you can only do what you can under the

circumstances. Ultimately 1 think that’s one aof the
most significant messages anybody can have working with
sulcidal people, you can only do the best you can under

the circumstances and if you have a client whose really
convinced themselves if they choose to disregard your
advice, homework, or whatever you ask them to do,
there’s your limitations. There’s no way to sort of
following somebody around for twenty-four hours, there
i1z no way to make somebody do something and besides that
you’re not creating, and helping a person create a good
healthy attitude of being able to be their own thera-
pist.

right, right

'Cause somewhere you need to be teaching them to do
something where they’'re not depending on you which is nco
matter what concern I think you’re dealing with in any
human being I think that’s probably anybody’s goal who
iz in the business of helping people to learn to help
themselves...And there’s no way to isolate yourself from
it on a client like that, that’s not good for either of
you and 1 think that’s part of my ideclogy. The bottom
line is somebody can make a choice and set up circum-~
stances where there’s no way to intervene. Some people
do really mean to die.
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Chapter VI

Cbservations and Conclusions

The data that was collected 1in the eleven interviews all
revaolves around the open ended question: "What was the meaning
of the experience of the loss of a patient, client, or parish-
ioner by death for you?" The phenomenological method is an in-
tensive exploratory and descriptive method. 1t seeks to deg-
cribe as accurately as possible the lived experience of the
person. The open-ended question facilitates the interviewees
reaponse,. He or ghe i3 glven the widest possible parameters to
explore and describe his or her personal experience. This pro-

cess generates much descriptive data which translates inteo an

extengive amount of pages of verbatims. Once the verbatims
have bheen transcribed the process of analysis occurs. Various
themes, concepts or processes described are noted. . One hegins

ia notice #hat these‘recur or are elaborated or clarified dur-
ing the interview. Then ocne notes not only the frequency of
these themes, but also an intensity or depth of a theme.
Finally, one begins to see that these themes begin to recur in
other verbatims., This leads us then, to list the general over-
all themes fqund in the data. These themes in variousz depth
and intensity supposedly would occur in another sample if con-
ducted along the same parameters. |

Each transcript which ig8 an abbreviated form taken from
the verbatim accounts glves a sample of the predominant -

themes, comments and reactions of the interviewees. Some-
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times themes or concepté included many }ines of verbatim. A
gample of lines has been chosen to illustrate that point or
theme. Sometimes larger samples of lines from the verbatim are
chosen to illustrate a process that is being shared. Scome top-
ics or comments that had already been noted in other verbatims
were left out to reduce redundancy. In a few instances some
issﬁes touched upon would need clarificétion and eléboraiion
firat before they might become a major theme or concept.

This illustrates the nature of the phenomenological or
dezgcriptive approach. Two processes occur. As the interviews
progress and the number of interviews growe the interviewer be-
gins to modify the guestion or ask additional questions which
clarify and elaborate the iInterviewee’s response. As the in-
tarviewee reflects on the incident new meaning and clarifi-
cation take place. Two examples will 1illustrate thisz pheno-
manon. Val talks of retlationghip really having no distine-
tion for him. However, as he reflects on the incident he notes
the distinction between clinical relationships or acquaintances
and the personal relationship that evolved with the incident he
shared. What made this event so meaningful was that a very
personal relationship evolved, a relationship that had the
qualities of kinship or blood ties. (See Val, transcript no.
i, p. 77, lines 25-32.) D.K., the(young regsident describing
the logs of his young patients discovered the meaningfulneés of
the concept of relief. Concerned over using his newly acquired

skills to preserve life when the stage is reached where these
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skills cannot preserve or enhance life rellef sets in. Death
is ensuing and inevitable. The change to "no code" symbolizes
the acceptance of the inevitable. There is now no heroic ef-

fort to gave life, but now the effort 1s made to facilitate
death so that the patient can experience a "good" death ~-- 1in-
terpreted as issues having been feso]ved and maximum effort
given +to reduce pain. Thig definition we gee embodies the
rationale of palliative care. (See D.K. transcript no. 7, p.
107, lines 20-22).

To maximlize thia process one ocught to interview a number
of residents or parish clergy, or whatever caregiver group one
wlighea to investigate in order to reach a satu£ation point.
One interviews enough people 2o that no new dimension of the
themez can be obsgserved. This is the saturation point or method
that Might be used in phenomenclogical or descriptive studies.
My sample consisted of caregliverz and samplezs of one were used.
This process enables the selection of representative themes
- rather than describing as fully as possible a particular theme.
Some themes occur over and over again in the various inter-
views. Thia method 1indicates saome common themes noc matter
what disciplines sampled. While this method is not exhaustive
i1t dies gupply themes, themes that are the concern of the
interviewees. While the characteristic of exaustiveness |is
migsing in this method, it does give a sample of themes to be
expected and givea sufficient grounds to "~ pursue further re-

gsearch that has the characteristic of being grounded in lived
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experience.

Initially, as the interviews were conducted a richness of
content was observed. As each interview was conducted this
vast array of content gparked panic in the researcher. The

element of commonness or themes seemed to be totally absent.
This researcher entertained the notion of redesigning the whole
research project. After the fifth interview was conducted some
time waa taken to rgflect on the data and whether the remaining
scheduled interviews would be conducted. A period of serious
reflections began. While the diversity of content seemed in-
itially to predominate, slowly the concept of relationship be-
gan to oaccur. Over and over again the diversified content re-
bounded with the umbrella theme of relationship. Usually ex-
perlience of an iIntense relationship was the response to the
question: "What was the meaning for you of the experience gf
the losz of a client, patient or parishioner by death?® The
following transcripts identified by their code names revolve
around a predominant and significant person. They are Val,
Cag, Willie, Bettie An, Myrna, Jim, and Sandra. In thelr pro-
fessional life there stands out one client, patient or parish-
ioner whose death was significant and transformational. Al-
though Jim sees significance in a number of losses his experi-
ence in one portion of his transcript revolves aréund a recent
episode that appears significant. The other four refer to
multiple incidents which also appear significant and transform-

ational; although the apparent intense personal aspect seems to
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be missing.

The Theme of Relationship

The first broéd theme and perhaps the most important is
that of relationship. While all the incidences fall within the
professional purview, except possibly the volunteer, the pro-
fegsional and ‘volunteer parameters seem to be transcended and
develop an intensity described in terms of being special, or in
termg of friendship or in familial termé.

Val, as a parish pastor, given a faﬁily to take care of as
8 request‘ by the dying person, describes the relationship in

.non-clinical or pastoral-parishioner terms:
Val: 1 feel the responsibility that was given to me is still

going to continue for years to come; that | will never he
able to sgay that thils 1s purely pastor-parishioner rela-

tionship. I think that this particular death put me into
a brother-brother relationship with the man and his fam-
ily. And that’s one of the most difficult relationzhips

to build when there is no blood tie. (pause) '(Val, tran-
script No. 1, p. 77, lineg 25-32.)

Val continués and tells us the implication of that relation-
ship :

Val: Initially my contact with this lady in the hospital was
purely c¢linical and then it became samething iIn which she
tied me to her family. New the family and I have a deep
relationship being that has been bullt over the years. It
something should happen to that family now there would be
real grief where with the initial patient was purely a
clinical relationship. So one thing led to a deeper in-
valvement. That’s where I think the deepest relationsghip

1s, not with the person that died but with the person that
she gave to me asg a brother and his family. (p. 77, line
43 - p. 78, line 2.)

Cag describes her relationship with her client 1in personal
terms.

Cag: Really 1t was a very close relationship in terms of death



144

and dying issues and that kind of thing and | was really
fond of him. (Cag, transcript No. 2, p. 80, line 10-13.)
...1t was really a nice relationship. His wife was the
same way. (p. 80, lines 15-16.)

+..we were very close with one another, you know 1'd give
him a hug and 1'd tel! him that I loved him... (p. 80,
lines 21-22.)

Willie describes her relationship with her patient in these

words.

Wil: ...1 myself really picked her as a favourite and spent a
lot of time with her when I could and even off my duty
hourg... (Willle, transcript No. 3, p. 87, lines 2-4.)

Willie continues and describes the intensity of that gelation—
ship:

You know she's still gspecial to me to this day, my mem-
ories of her, she’s a special person. I think that goes
to show you (laugh) that there was a special relationship
and 1 think you get special relationships then you laook
after people for long periods of time. (p. 90, lines 3-
8.) ;

»+«,you liked her as a whole person... (p. 80, line 26.)
It just makes me feel good that | was able to be a part of
A----~ s life....You know to be able to take care of her,
to know her as a person and just that [ was ane of the
lucky onezs that got to know her so well. (p. 80, lines 27-
32.)

Jim describes the personal relationship between himgelf and his

patient.

She and I became pretty good friends. (Jim, Transcript
No. 9, p. 118, lines 22.)

...l had almost become a surrogate father to C---... (p.
118, lines 45-46.)

Sandra describes her special person as a "kindred spirit.":
.++ he has hecome a really lmportant theme throughout....

He was a kindred spirit.... (Sandra, transcript No. 10,
P. 128, lines 14-17.)
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Myrna describes the relationship this way.

. .But she was really unique because you know when she was

confused she seemed to make sense....S85---- was very ape-
cial...gshe was a'fine lady...it didn’t matter because I
was her son’s wife and that was it.... (Myrna, . transecript

No. 8, p. 112, lines 5-17).

sosup until the time that she died I think she became
like, you know, extended family....but I don’t think there

are many nurses who work in a place like the ---- that
don’t have a gpecial patient...it was like losing a loved
one, & member of your family, &a good friend, =a clasze
friend... (p. 112, lines 23-38.)

My friend, yes, she was more like a mom to me. (p. 113,
line 10.) '

«..838 well as losing a friend... (p. 116, line 28)

As we closely examine the above sample of quotations we

see three broad frameworks used. We see words which describe
the relationship in terms of personhood. This patient or
client wag a person or a lady or was special to me. Then,

there are those terms which accentuate the personal relation-

shib ag a frlendship. ®She" became my friend or "we" were
friends. Probably the strongest relationship terms are terms
ugsed to describe the familial. She was like a "mom"™ to me and
I became her daughtef. I became a "father" to her.

While we note that the caregiver relationship broadens and
expands into the personal or relational the professional aspect
ig still there. From a purely professional relationship the
relationship is expan&ed into the personal with no loss of the
professional and its érofessional obligations. Val addresses
the religious needs in that relationship.

«:« My feeling was that the dying person wanted me so much
to get the message acrass that she left me with a burden
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which was difficult for me to completely unload. (Val
p. 75, line 47-50.)

Cag notes this also

.«.Another thing wag, I realized how people use the work-
ers in a system. These people used us very well Indeed.
They knew how to use us,...Right away when he was diagnos-
ed they said, "We want some help, we want some psycho-

social help. (Cag, p. 82, line 10-15).

++..1t was always a very professional relationship...
(Cag, p. 82, lines 29-30).

It would appear that when the professional relationship is
expanded into the person this process enhances the professional
relationship also. It would appear that the role of the volun-
teer 13 one 1Iin which certaln needs that can’t or won't be met
by the dying patient’s family will be met in the volunteer re-
lationsgship. One could postulate that this phenomenon, the
phenomenon cf the family’s reticence In dealing with the family
member?’s impending death, that results in the dying person be-
coming very intimate and personal with the caregiver. Neces-
glty to resolve 1lmportant personal issues around the impending
death causes one to reach to these who are near. In this case
the nearness 1z the caregiver. We note Bettie An’s comments:

..they need someone to walk with them. And if the family

i3 not ready, it’s not only that the family is not ready

um but they are doing their own walk so they have two
things to do, their own walk plus that of the patient. It
makes 1t pretty complex for the family. {Bettle An,

transcript No. 5, p. 100, line 4-8).

Jim makes his professional Judgements and obligations in the
framework of a personal relationship. As mentioned above, the

professional relationship is expended to include the personal.

Now, profesglional decisionzs are made jointly under the guise of
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the personal relationship.

We stopped, C---- and | making the decisions-aloné without
mother’s input... (Jim, transcript No. 9. page 118, lines
23-24.)

This personalizing, humaniziné or relational aspect comes
out in how we use our technical abilities and skillse. Jim
describes the nurse who was conscious of the blood on the
bedsheet. The nurse folded the sheet to cover up the blood-
gtain because a two and a half year granddaughter wés coming to
see her baby sister. (See Jim, transcript No. 9 p. 120, lines
32-41). This process, as Jim notes, brings humanity back into
medicine (p. 124).

Young doctors are encouraged to hang onto their humanity
and personal feelings (p. 124). There is more emphasis on
communlication skills, There are options uch as philosophy,
ethics and the social sciences which address the personal, the
relational aspect In the caregiver-patient relationship (p.
124).

Two other things which contribute to the openness of a
personal or relational style are modelling anﬁ the complexity
of medical technology. One can learp by modelling peers or
mentors. These were professionals with various years of exper-
lence who were able to deal with their patients in a humanizing
relational manner (p. 124). Secaond, he profound technologlcal
capabllities often require assessment and Judgement whether
treatment is used to merely prolong life 6r the complex proée-

dures are gtopped since death 13 inevitable (p. 124). When
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that decision is made it must be made with the patient,_ family
and significant others. This necessitates and facilitates com-
‘munication. In the context of dying and impending death we are
entering the personal. As someone has said death is the most
individualizing process we meet in life. No one can die on our
behalf. We do it alone.

This would suggest fruitful areas of research. One area
would be what characterizes good and effective communication
between patient and caregiver. What makes for good communica-
tion? Phenomenologically we would need to describe the essence
ot the encounter. Another area of research i3 how does the
professional learn to use his or her craft in the face aof the
logzs of a patient or client by death? As we have noted; the
skills of medicine #re based on the rationale of preserving or
enhancing life. While palliative care doesn't suggest a dimin-
ished wuse or the absence of the use of these 3gkills, i1t*s
rationale says that thesgse game gkills can be used to minimize
the pain of death. It may mean the diminishing use of certain
"gkills such as those that prolong life minimally when death is
inevitable, but rather a wider rationale which makes possible
the enhancement of life or the facilitation of death. This
double emphasis needs to become prevalent as Jim describes his
firat death (page 117). Was there anyone who could have taken
time to show him that he did what he could, that death 13 in-
evitable and overpowers even our best efforts? D.K. describes

how residents use peer networking to deal with the lossez they



149
experience. This indﬁcates the need to deal with inevitability
of death when one’s professional skills training is only or the
predominant emphasis is on enhancing or saQing life. The use
of peer groups is an effective coping strategy, however, it in-
dicates also that there are an area for further research. What
copling strategles are available or are currently bheing uzed by
young professionals. (page 111), Willie describes her initial
expaerience of the logs of a patient. It began a process where-
by she overcame her féar of death and dealing with the dying.
She was able to work in this area effectively. She says:

«s.] learned from him much about it being 0.K. to dle, he

g2ald because | was so young and ! was young; I had all the-

skills to look after him but not those skills and he told
me that 1t was alright. That he was ready to die...

(p. 91, lines 15-18).

280 I think your young experiences do sort of mold the

foundation for how you feel in the future... (p. 91, line

20-21).

While the literature suggests that there is a large amount
of occupational stresgs involved with deaih and dealing with the
dying, this data suggestas that there are caregivers who have
.bridged the gap and have .become successful in dealing with
thelr patients, clienta or parishioners. While the literature
may suggest a discrepancy we might conclude that the data sgug-
gest the possibility off a successful resolve of the stress of
working with death and the dying because we have examined the
care-giver-client relationship. Caregivers would be the best

source of information whether caregivers eventually become

immobilized or they are able to transcend the loss of patient,
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client, or parishioner and therefore, maintain effective
caregiving.

The Theme of Loss

As we have seen above, the professional relationship can
be transcended intc a intense and personal relationship. But
what happens when the patient, client or parishioner dies?
When death occurs there is a sense of loss. A sense of losing
a friend or a member of the family. Val, referring to the in-
tenge relationship between himself and the sister’s brother
states:

Val: ...1 don’t want to experience that loss. Maybe that’s why
I keep it very much alive. (p. 79, line 47-49).

Cag expressges it this way the personal loss also:
Cag: ...But still I miss him sort of on a personal basiz where
I don't with the others I felt a little more detached from
them somehow (p. 81, line 10-12)
Myrna as we Indlcated above lost a friend. More profound then
the loss of dying person is the fact that a losszs 1a experienced
1f the caregiver cannot be there for the deathwatch. Willie
regrets not heing with her gspecial person (p. 81). Jim regret-
ted not being at the death of his patient whom he describes
himself as being her surrogate father. A Team describes what
he experiences when he burlies one of his chaplaincy parishion-
er:
++..1”11 be doing the funeral and so forth, I1’m deeply
touched by these people, especially 1{f they’re young,
children, young people, young adults. Somehow that
touches me very deeply, and I became emotionally involved

in their lives, when they die I too need caring.... (page
82, line 40 to page 93, line 2).
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While death of a friend, who was a patient, client or par-
1shioner, would engender feelings of loss, sadness, regret
there are other things that come under +the banner of loss.
Bettie An outlines what z2he describes as the empty plate.

.+».] felt | was holding an empty plate after they died you

know, like we had been celebrating together and they got

the reward and here [ stood after they died. Like they
had been able to go on and it’s pretty empty and that sur-

prized me... Page 87, line 20-24.

She goes Iinto greater detall explaining what the "empty plate"®

means to her.

Bat: ...but with the dying you get very, at least | get very
involved and when +they are able to die I'm happy for
them...but on my own | feel like I'm standing there with

the empty platter

Geo: What did you Ilose?

Bet: It’s what I haven't gained. I have not died and they
have...l have to continue on and they've been able to step
through to the other =side or what ever terminology you
want to use.... (page 87, line 26-36).

Jim desceribes a patient a few years younger than himself
and the impending loss.

Jim: ...A gentleman who was actually a couple of years younger
than me and again I can’t help identifying Iin those scenes
gaying, "Jjeepers how would | be feeling if my life would
knowingly going to end in a matter of days."...And | was
feeling sad for him, what a waste, cancer of the stomach.
...l was saying, "how are you feeling," "Well not too
bad." "How do you feel about the whole thing, about the
cancer and about the fact that we have reached a point
that we are literally saying we can’t do anything to hold

- it back." I don’t know if the word, "You are dying" were
used that day or not, certainly we were very clear that
that’s what we were talking about, sort of searching about
how he was getting his support, 1 said "Um You’re married,
your wife, she she'’s holding up."™ "0Oh yes, she'’s a real
help to me." I said, "Do you have children?" He said,
"No, no children.” And then he stopped and said "You know
that’s ..." And 1 immediately thinking, "Ah, too bad",
because children can be helpful to the surviving parent
let alone to each other and as a father of five I sort of
feel wvery rich, and I +think of somebody with none as
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impoverished (laugh). And he was saying "No, I'm very
pleased about that.® And [ said, "] don’t understand.?®
He said "Well, my father died of cancer of the stomach,
and now I'm dying of cancer of the stomach, but we don’t
have any kids."™ And 1 twigged and said, "There’s no woarry
that somehow through dad, through you someone else has

been fated to die of cancer of the stomach, you’ve sort of

snuffed that out with you having it and you keeping it and

no one else in the family."® He said, "Yes." (Page 121

lines 28 - page 122 line 5).
Behind the loss of the person at his or~her death is the pos-
sibility of the tragedy of meaninglessness. A person’s life
cut short may be meaningless if there is no sense of accom-
plishment. There are, no doubt, regrets over leaving famiiy
members alone to fend for themselves. However, to find meaning
In one's own death 1z rather significant but somewhat paradoxi-
cal. This would appear a significant area of research. How do
people make meaning out of their own deaths? What do care-
givers experience when they are confronted with this meaning-
making procesgs? After one transcends the Kubler-Ross stage of
‘aéceptance does one enter into a stage of reconcillation and
meaning making? [t would appear that caregivers might experi-
ence this meaning-making process. 1

As Sandra experiences the loss of her clients she also
experiences a salvaging of something, a process of making or

recelving meaning, some good out of suffering.

San: The positive kinds of -things that can come from the inten-

sity of that experience | see time and time and time again
and it's that that I pull and salvage and hold some-
where... (page 128, line 22-25)

San: ...my abllity to =salvage s=some =sense out of zomething
that seems senseless,... (page 129, lines 40-41)

Loss however, brings about fear. b.K., the reslident
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shares this:

D.K.: All ['ve geen iIn myself associated ith these deaths is
the feeling at the time of the death or the no code pro-
nouncements is just a feeling of sorrow or scmething not,
a bad feelling, 1t has never lazted more than a few min-
utes and generally feeling that if | may put it sim-
plisticly, it’s really crummy that this had to happen to
this kid, this nice kid, and iIn a few cases I[’ve had like

I said the one kid that looks like M---- and when that
baby died and the parents finally got +to hold it. [*ve
entertained the thoughts of how would I feel if it was my
own child... (page 108, line 42-52).

While one regrets the logs of a patient especilally 1f 1t 1s a
baby, c¢hild or adolescent, +the experience translates itself

into specific fears. The ultimate fear being that what is this

were to happen to one of the members of my family. This would
suggest an area for further research. Does this identifilcation
process with one's patient client or parishioner occur? How

often does it occur? How does one deal with 1t?

l.og2 may also mean tha£ professionally we may not help our
patient completely and fully. One’s professional skills and
professionalism may come ‘under question. In Myrna’s case she
was unable to help her patient with the spiritual dimension.
Myr: ...Bagically I think every nurse wants their patient to be

comfortable and at peace and you know that looking at your
patients you know if they’re uncomfortable, it they’re in

pain and you know if they're afraid. | mean you can look
at patients and see naked fear and over the years you try
to find ways to calm them. In the last few years llke

I’ve only been a Christian 12, 14 years it’s really been
impressed upon me that everybody tries to do so much for
them bodily and emotionally but there isn’t an awful lot
emphasized on the spiritual and that’s the only thing that
will take away the fear. You know uh S---- isn’t the only
patient I have had that I sensed this fear that ! could do
nothing about. But she was the one, ! guess, because we
were very close that it bothered me the most. That you
know somehow [ failed to reach her... (page 113, line 26-
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42) .

Myrna continues:

Myr: ...Where S---- had that cold naked fear and you just
wanted to hold her like a child and try to comfort her and
vyet there was no comfort for her... (page 113, line 51-53)

Myr: ...basically I felt like | had really let S---- down....
(page 114, line 26-27).

Myr: ...I[If you can have someone calm then you know you've done
your work well..., (p. 115, line 11-12).

We can see Myrna's consternation stemming not from role con-
flict but from a wide spectrum definition of caregiving. The
traditional roles would be that chaplains deal with spiritual
care and nurses deal with physical care. Psychosomatic medi-
cine has shown that often, behind the physical needs in medi-
clne 1le gsome very important psychosocial components. Also
there is a trend to view medicine and the patient holigtically

As Kubler-Ross (1875) indica@es roles are c¢rossed and expanded.

Nurses are front line caregivers who see their patlients real-

iatically and holigtically. Thus we can see why the sgspiritual

concern is just a portion of a whole or total person’s concern.

Myr: Maybe people would say that | am becoming really radical,
I don’t know, but | think that spiritually we have neg-
lected the spiritual in our patients.... (page 115, lines
44-46) .

Myr: You'’d have the satisfaction that you knew that you had
done all that was possible, mentally, physically and spir-
itually. And I think there are a lot of people, nurses,
doctors, who really wonder if they have failed spiritu-
ally,... (page 116, line 1-5).

When Myrna lost her patient she not only experienced fallure asg

a professional caregiver,mshe also lost a friend.

Myr: No, I think [’'ve said 1t over and over again the thing
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that bothered me most as well as losing a friend, I
thought | had let her down... (page 116, line 27-29).

The ultimate loss a caregiver can experience 1s when a pa-
tient commits suicide. The suicide J.J. experienced didn’t occ-
curred at a low point in therapy.

J.J.t ...1t surprized me from the standpoint that we had set up
everything really well, or maybe I should say | though we
had. .. (J.J. transcript No. 11, page 134, lines 34-36).

J.J.: ...we really reached the point prior to the suicide where
quite a bit of progress had occurred however and 1 think
thls is important in terms of how it affected me. It had
occurred over a long period of time, a lot of real tough
sledding. (page 134, line 37-42).

The trauma of the event cqll may call into question one's pro-

fessional competency.

J.J.: ...80 I suppoge in a way one could say | had a little bit
of personal reputation at stake. (page 134, line 43-44).

One feelz not only the loss of a person but also the nagging
possibility of professional failure. This is different from
Myrna's experience because the concerns occurred simultaneous-
ly.

J.J.: ...My own immediate reaction was of course sadness, I
felt very badly. I don't 1like not helping somebody
(laugh). (Page 135, line 39-41).

By it's nature, sulcide 13 very devastating and even {f profes-

glonally trained for that eventuality one still asks: "Did 1

go wrong?"

JeJ.: ..."now what do you think did I miss anything”™ and that’s
that very first evening when B---- and | talked about it,
that’s when he gave me the feedback very quickly that in

his opinion I had probably done more than most. (page
136, line 22-27),.

It would appear crucial that training would be vital for
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suicide crisis workers, social workers, psychologists and other
prafessionals who work in this area. How do «c¢risis workers
deal with the tragedy of successful suicide? More importantly,
are careglivers being cared for elither by training or through
support after the event occurs? Is this the only kind of sui-
cide that occurs -~ in therapy or a c¢risis event? Are there
suicide crisis that may stem from terminal prognosis or as a
gslde effect from long term illnesses? Or is the suicide of a
patient, client or parishioner qualitatively different from
loga that occurs naturally over a long perliod of time?

Theme of Active Participation

We have seen how the caregiver-patient, client, parish-
ioner relationghip transcenda professlional role boundaries and
enters the personal or humanistic relationship area. When this
occurs it 1is only mnatural when death occurs that one exper-
lences a profound personal loss.

There seems to be a process that occurs when the care-
'giver—client relationship expands into the personal area. It
is a process that 1s initliated by the patient, client or par-
ishianer. The caregiver however, also participates in this
process. The caregiver begins the process by noting clues that
the patient wishes to deal with the issues of death and dying.
The client appears to test the receptivity of the careglver.
Wil! he or she 1listened to the <c¢client’s concerns? The care-
giver while remaining passive becomes an active listener. He

or she lets the client bring up the topic and set the ground
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rules for engagement. Then the caregiver proceeds. From act-
ive listening the process grows until the caregiver-patient,
client or parishioner . relationship expresses joint empathy.
The relationgship intensifiez to the point where there is mutual
empathy with his or her client and deals with the concerns of
the client. The c¢lient however, also empathizes with the care-
giver and is concerned about the caregiver. The client not
only recelvea but alsc gilves +to the caregiver. The client
shares with the c¢aregiver how it feels to go through the pro-
cegs of dylng and shares the issues that concern the dying pa-
tient. The client alsoc teaches the caregilver about death and
enables the caregiver to face his or her own mortality.

Willie describes how the proéess begins.

Wils ...1 always walt for that clue... you wait for that clue
and I think to pick wup the clues 12 Iimportant because |
think the majority of people do want to talk about it
sometime. They are the ones that have to open the door
and they are the ones that have to choose who.... (Willie,
p. 88, line 51 - p. 89, line 3).

It 12 the patient, client or parishioner that initiates the

process. But the caregiver also has'qualities that help initi-

ate and maintain the relationship. The initial quality is one
of active listening. Willle notesg:

Wil: ...because I'm very much into listening...

Wil: and I never really did have a problem with 1t although
there were times when you know it was iffy whether | could
deal or not but I always managed by Jjust being honest and
straight forward with the person.... (Willie, p. 91, lines
9_13)0

Cag describes how for her relationships begin. It does not be-

gin automatically. There 1s always the possibility it may not
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come to fruition.

Cag: ...you’re invited in and I think the things you do help
you to reflect directly on whether or not the relationship
becomes intense or not and now ! don’t know what, exactly
what you can do to make it more intense because relation-
ahips between clients and workers are the same as personal
relationships, sometimes you <c¢lick and sometimes you
don't, I'm not zure it can’t click with everyone. (Cag,
page 83, lines 20-27).

Yet our cultural mores and professional training remind us that
the professional ought not to become too personal.

Cag: But I think in psychology they are told that they can only
go so far and [ don’t think that a psychologist would have
gotten 1Into as Intense a relationship as I did with this
gentleman. They would have seen it as completely unpro-
fesgional gome of the things that 1 did because they are
told you can go this far and no farther, you don't cross
aver the line. But | don't believe that there’s an arbi-
trary line. I think that what you can do is you can have
a professional relationship that is deeply intense and you
can gay the kinds of things that you want. There's =zome-
thing else that divides the professionalism from, that
keeps it professional there ’s something else and I'm not

gure [ know what that 1g....And yet the intensity was
there. And yet any psychologist looking at that would
have salid, "No, you were meshed, or this, or that, or the

other thing or whatever."™ (Cag. page 83, line 38 - p.
84, line 2).

Another key Ingredient i1s that one also avoids any hint or com-
ment of knowing how it feels or what the client i3 experienc-
ing. As Cag explains:

Cag: and that was how | share with other people, I never said
to people "1 know just how you’re feeling." Because they
would cut me off at the ankles 1If I ever gsaid that to
them. That’s not an appropriate thing for the =zocial
worker to say unless indeed they’ve had the experience.

Geo: Uh huh

Cag: If you’ve had a husband that’s been diagnosed with cancer
then you know what that feels like but {f you haven’t then
you can only say %"Well, I have another patient that tells
me this." (Cag, page 84, lines 40-49).

Bettie An notes also that the seriousness of death removes
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boundaries that normally would inhibilt communication. Boundar-
les which are culturally or professionally produced. She says:
Bet: but because one of us 1is dying we have thrown all these
guards aside and we have nothing to lose and we must get
on with this and the death and the dying is foremost...and
what I'm thinking as a dying patient, I want to know those
ansvers and 1'm going to skip all formality to get at them
and now we feel safe with one another... (Bettie An, page
86, lines 12-18).

The patient, client or parishioner has their own agenda that

needs to be worked out. They choose who they want to assist

them. They need someone to listen to.

Bet: They have to give you permission and it has +to be done
with dignity and they have to feel that this won’t make

them any less a person. Most times they Just want a
gounding board. They really aren’t too interested in your
opinion on things...but they need to talk. I don’t think

they need guldance because I think they sort it out as you
go along and they go along... (Bettie An, page 96, lines
19-25),

The listener doesan't remain passive. One comes into contact

with one’s own feelings. The mutuality 18 expressed on the

common ground of dying. For the caregiver it is the inevitab-

ility of his or her mortality. For the patient it 1ie the im--

pending death that is to occur.

Bet: ...you are forced to deal with feelings you thought you
had resolved but really hadn’t... (Bettie An, page 96,
lines 36-38).

The common element is that both parties are dealing with grief.

The grief may be over different people but they are a mutual

procesg. That enables the Jjoint personal venture to occur.

Bet: Each person as they’re dying will give you the same atory

but a different story. We're all alike but we're all
different and as you walk down the path with them they
will touch on something that maybe you hadn’t thought

about before and you thought in your grief you had caovered
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all the bases and yet this opens up a new door and some-
times 1t’s a pretty big door and sometimes it’s just scme-

thing you c¢an yah, you can acknowledge and say this is
certainly true... (Bettie, 'An, page 96, line 38 - p. 87,
line 4).

The dying also form strong relationships with those who are

suffering from the same malady. It takes on the characteris-
tics of an A.A. group. Entry is not permitted. The patient
will only admit you to a personal relationship. This one to

one basis seems to be characteristic of the caregiver-patient

relationship.

Bat: Absolutely, they don’'t eaglly let you cross the threshold.
One to one you can but when you walk into the group in =a
room they don’t. Thisg 1s their club and they feel that
you don’t know how they feel about a situation and until
you can build up to a point where you can say to them, Yah
you know | really don’t and they know that you don’t know
how they feel, +then they will cghare their feelings with
you how this actually felt, but it’s a very tight little,
it*’s a club. (Bettie An page 88, line 38-46).

Bettie An gives details of this process of the caregiver which
would be worthy of any textbook illustration.

Bet: One to one they'll let you, but you must be a very gulet
visitor. You get to know the technique. This course that
we take is excellent. It teaches you how to be an active
listener, it teaches you how to encourage people and I
don’t know if +they realize how 1ittle you have said and
how much they have said, I don”t think they realize this.
And life teaches you, each patient teaches you something
in addition...you learn never to make inquiries. You may
start out and you must go with their agenda and they will
«s..they’ll let you know what their agenda is... (Bettie
An, page 98, line 47 - p. 99, line 5).

Yet realistically to achieve thisg depth in communication there
can be hinderances. These seem to stem from the professional
obligations and purview. As a profession chaplains and clergy

deal with the spiritual realm. Val’s intense relationship
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with the son started with the sister who had a negative at-
titude toward God. (See Val, transcript no. 1, page 75,
lines 12-13). A Team, a chaplain notes also that people who
have little or no relationship with the community of faith make
little demands. (See A Team, transcript No. 4, page 92, lines
9~15). Being on call and ready to assist but because people
are distanced from the church the relationship just on a pro-
fegzional basis cannot begin. (See page 93 lines 32-42). Jay
observes that her clients are the family for many of her pa-
tients have profound cognitive deficits. Thus the client is
. unable to initiate the patient-caregiver relationship. (See
Joy, transcript No. 6, page 101, lines 9-10). Jim notes this
also. A lady who hasg dementla or the patient who iz comatose
leaves l1ittle room for relationship to begin. However, there
may be a relationship generated as préfessional peer zact in
congultation. The apecialist may support his or her conferee
to deal with the 1issues of death or dying. It appears that
what can happen in the caregiver-patient relationship can hap-
pen in a peer relationship. The one peer becomes the careglver
to the other peer. This would be an area for further invesfi—
gation. (See Jim transcript No.9, page 118, lines 1-3). D.K.
notea how relationship cannot occur or is retarded by the phy-
sical symptoms of intense pain or constant wvomiting preclude
any kind of verbal relationship.
D.K.: He's got pain Iin his shoulders, it hurts so much for him
to roll over so that he doesn’t roll over at night so

that his shoulders ache in the morning. So all he wants
to hear about i1s the morphine. So he’s a nice guy, how
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involved can you get. I think there's only so much you
can get involved, you know him as a nice kid and you have
some nice memories of him you see him as a sense a normal
kid he seems a nice kid but when he’s your patient you
take good care of him and try to make sure he’s not

vomiting too much, you want to make sure he’s satisfied
with is control. You control the vamiting or the pain or
whatever.

Geo: He'’s a nice kid with a fatal problem
(D.K., page 110, lines 1-13).

While we have examined how one begins the relationship
that may end up profoundly personal and alsc noted barriers
which inhibit or minimize it, there are other events which are
germane to this theme of actively engaging the patient, client
or parishioner.

One such gsuh-theme 13 the malez inability to share feel-
ings. There is some indications of this in the literature in
the area of attitudes of medical students to their patients.

Cag had observed this.

Cag: How has it affected my work? Well, I think | have more
expectations of the men [ work with now. I don't know 1f
it?’s more expectations but [ guess I think in my own mind

that men had that depth before I worked with this man now
I geek that out a little bit more in nmen where [ might not
have before. I simply would have allowed them to operate
at the c¢ognitive level, now I dig a little bit more for
the feeling level... (Cag, page 81, line 31-38).
However, Cag didn’t want to generalize whether all males seem
to be emotionally secretive or can achieve the emotional depth
and ablility to share as her client did. (See page 81, lines
38-42). Jim notes men do not often attend a course that ad-
dresses the issues of death and dying. (See Jim transcript No.

9, page 125, lines 6-9). Jim meets people where they are and

doesn’t initiate his agenda.



163

Jim: and 1’11 just treat men and women as 1t were the same then
I tend to feel that I get the same responses back, the
other thing though is to funny I harken back to a teaching
of a psychiatrist preceptor of mine um back thirty years
ago who said um, "People don't use Iron bars to cage

mice."...1if I encounter a man who really just won’t lose
the stereotyping that to me is an iron bar or a cage of
iron bars and that means that man has a lot of lions

inside not mice...He’s being the stereoctypic quiet tough

guy for whatever he is 1t'’s an absolute necessity that he

stay the quiet tough guy... (Jim, page 125, line 13-23).
Yaet he can model for that person the possibility of openness
and vulnerability, characteristics of the persaonal encounter
which essentially is mutual in nature.

Jim: ...and I may Just have to say, O0.K. I may Just have to
leave you this way you’re doing it for personal needs and
although it’s awkward for me to deal with you that way be-
cauge that’s not me. 1 can let you know that there’s
other ways to be, male or female. like being a little more
vulnerable, open, and warm, and risky but if you can’t
take that I'm not goling to spend a whole bunch of time
trying to change you. You need to be the way you are, I
need to keep being the way I am we'll just have to keep on
and uh I can’'t solve, I can’t take everybody’s monkey on
my back,...(Jim, page 125, line 23-33).

Thig sgsuggests a fruitful area for further research. Is the

stereotype '"macho" male purely cultural bound or are there

other factors which generate and maintain this stereotype?

What is the process that might remove or modify thia modality

of presenting the gelf?

The next 1issue stems not so much from the nature of per-
sonal relationship, how one enters it, and the losas experienced
from the death of a patient or client but from the parameter of
the relationship. The focus of the data so far has been on the

caregiver and his or her patient, client or parishioner. How-

ever, it was noted in chapter two of this thesis that the hos-



184

pice movement has some presuppositions which challenge current
service delivery. It sees the dying patient in a larger con-
text. The context is one of family. Most often the dying per-
gon has a family. Older adults placed in institutions often
experience family disengagement. (See Willie, trénscript No.
3, page 86, lines 34-35). Myrna élso notes this. (See tran-
script No.'8, page 112, lines 3-4), There 1s however another
form of familial disengagement which occurs, It occurs when
the  person dies. The family now has no formal connection to an

inastitution or gervices. Joy notes this.

‘Joy: ...1 wish there were ways we could be of more help to the
family after death as a soclal work department we'’re not
very 1involved unless we choose to call them up, someone
that we've been seeing,... (Joy, page 104, lines 20-23).

Her institution has an informal spouse group that has the char-
acteristicas of a zelf-help group. Joy delineates some of the
issues that the death may generate.

Joy: Yah. You know not going to get that family going for fam-
ily counselling, you know, ! mean, we're talking about and
extended familly who are 0.K. and doing quite well 1If life
but if all things get stirred wup with death sometimes
quite volatile issues around finances, around dynamics in
the family of, you know, <could be anything from family
origin stuff, to current stuff so yah, that all gets
stirred up again then it'’s just dropped....(Joy, page 104,
line 34-40).

Cag notes another posgsibility. The wife of her client has be-

come a friend and they meet for lunch. Personal relationship

endure aver time. (See Cag transcript No. 2, p. 82, lines 46-.

48) . Jim transcended his profesgssional obligations and helped

his client’s mother have an open funeral. He says:

Jim: ..."I think we’ll have a quiet little service we won't
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have a funeral" and I didn’t hit the roof but got very
directive which | don’t often do, and 1 said "Look you’re
having a funeral."... (Jim, page 119, 26-29).

The mother followed Jim’s advice and was very appreciative of
it because ghe followed though with the advice.

Jim: Se I phoned her that night, I said, "How are you." She
said, "It was triumphant.® Those were her opening words.
] said, Hey, you weren’t going to have a funeral.™ She
said, "Oh I can’t help 1t." She said, "Can you imagine,
there were gix hundred people there, the place was jam-
med. " (Jim, p. 119, line 47-52).

Jim continues:

Jim: And 2she said, "Oh yes and it was the right thing to do."
And [ said "Well | am so pleased because you almost denied
yourself those feelings if you hadn’t had that service and
you make me feel better because vicariously through your
words | can appreciate what went on and I sort of knew it
would." (Jim, page 119, line 52 - p. 120, line 4).

He continued that relationship until the mother's grieving
needs were met. Here professionalism and the personal meld to
meet a human being’s need.

Thiz procesz can be reversed. The family of J.J.'2 client
who committed suicide was concerned about the careglver and his
reaction to this tragedy.

J.J.: ...because gomething that [ had learned in developing
skills in working with suicide when somebody does suc-
cegafully commit suicide as quickly as possible you get
everybody together which I did and it was a good thing in
that the family was able to get together, in a sense 1
suppose the family was quite concerned about me and
vocalized that. They were worried about what affect this
would have on me because they were quite aware of how
much effort | had put into it and on a regular basis I
called his mom and dad who 1lived back east... (J.J.,
page 135, lines 12-21),.

There was the common concern of all involved.

J.J.: ...the wanting to know soc | was very gimilar to the
family in that way, that desire to understand to know why
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he would do a 'suicide to himself... (J.J. page 136,
lines 11-13).

This also suggests areas to be researched. What happens
to families after the death of the significant person? What
should be or can be changed iIn the system to address these
needs? But if, as the data suggests, some families which need
help no longer meet the requirements of the system, how does
the family engage the professional caregiver? Who assists
them?

Mozt ingtitutions do not have any formal structure to
assist the caregiver. Like families mentloned above they be-
' come lost Iin the sys=stem. The data suggests at timezs this hap-
pens informally. Joy notes:

Joy: ...In terms of staff, again ﬁur formal mandate 1isn’t to
work with staff on grief 1issues related to patients, hos-
plce program would have more a mandate in that area....
(Joy, page 104, lines 4-6). .

D.K. notez haow often the residents get together to deal with

their grief. (See D.K. transcript No. 7, page 111, lines 24-

25).

Should there be formal structures or programs which ad-
dresses the caregliver’s needs? What would be the best format?
What would be it’s goals? What is the need for this? We have
seen how the data gathered strongly suggests +the attention
needs to be paid the caregiver’s needs.

The Theme of Learning

Another theme suggested by the data 1s that of learning on

the part of caregivers in the process of engagement with the
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terminally il1l,. It.seems it is the dying person who teaches
the caregivers something significant about death as universal
human experience. In the process the caregiver learns how to
handle his or her death in the future.

Cag learned this:

Cag: ...from him the learning was deeper, you know, because he
was so open and so was his wife that I Jlearned so much
from them but particularly from him because there wasn’t
anything that was sacred anymore in terms of sharing...
(Cag, page 80, lines 39-43).

Willie learned about the feelings that occur between the care-

giver and the patient.

Wil: 1 would like to think that others could learn what 1

learned from her, you know. 1 learned a 1ot from her, =a
process is, is maybe very special, or | keep saying the
word special, but I guess I do mean that 1t’s, I would

like others to experience the same thing and be able to
have the feeling that I have about it because it’s such a
scarey sltuations to most people, like they don’t want to
talk about it at all.: (Willie, pages 90, line=s 37-44).

And she learned that it was alright to die.

Wil: ...1 learned from him much about it being 0.K. to die he
gsald because | was so young and 1 was young, | had all the
skills to look after him but not those skills and he told
me that {t was alright. That he was ready to die...
(Willie, pp. 91, lines 15-18).

Willie suggests that role-reversal as a teaching technique
might be a good method to use to learn what the patient 1z ex-
periencing.

Wil: I sometimes think that nurses should all be patients in
the hospital before they ever look after patients and this
really makes you think and once you’re in the place of
looking after people in this state and ! think you should
have to know that the acceptance of a change in your, that
other people accept you the way you are no matter what
gtate you're in... (Willie, page 89, lines 40-46).

Bettle An learned to be an active ligtener.
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Bet: One to one they let you, but you must be a very quiet
visitor. You get to know the technique. This course that
we take is excellent. It teaches you how to be an active
listener, it teaches you how to encourage people and I
don't know if they realize how little you have said and
how much they have said, 1 don’t think they realize this.

And life teaches you, each patient teaches you something
in addition...
Bet: ...yocu learn mnever to make 1inquiries. You start out and

you must go with their agenda and they will...they’ll let
you know what their agenda "is... (Bettie An, page 98,
lines 47 - p. 99, line 2).

Agalin they are teaching you how to die.

Bet: a lot of them along the way will verbalize that they are
helping you, they’re teaching you how to die and it’'s not
uncommon for them to tell you that, which gives the rela-
tionship a new aspect for them as well,... (Bettie An,
page 99, lines 14-18). ’

Initially, as one begins to be involved with the aying one is

frightened. They are afraid =nd after that is noted mutual

learning occurs.

Bet: ...It was quite threatening and frightening but as you be-
came more comfortable with it and realize that they are
Just as frightened as you are it putz you kind of on an
even keel,... (Bettie An, page 99, lines 27-30).
Ultimately one can ralse the question whether what is

learned in these intense personal relationships can be repro-
duced in the <c¢lassroom for the benefit of young professional
being trained. While some of the data suggests an affirmative
angwer there 13 a caution. This learning has an experiential
aspect which suggests some of the learning must occur in the
actual relationship and after death has occurred. Willfe ob-
served this process in herself,

Wil: ...A lot of these things help like the book you read on

death and dying and it all helps but these, the actual
thing...
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Wil: ...That’s for sure and the exercises, the workshops and
the sessions [’ve been through too, there’s nothing like
the experience. It does not replace it maybe gives you
ideas and coping to a certain extent mechanisms

Geo: uh huh

Wil: but the actual happenings that’s where you get the exper-
lence... (Willie, p. 90, line 51 - p. 91, line 9).

There is a developmental aspect to this learning.

Wil: ...s0 I think your young experiences do sort of molid the
foundation for how you feel in the future and 1 think [’ve
seen a lot of cultural differences like some cultures have
very strange attitudes to death like rituals... (Willie,
p. 91, lines 19-23).

and-

Wil: And the young girls are especially very kind of frightened
of the dying person, ! think this needs to be 1 don’t knaw
the training or Just the experience, your experience there
is no replacement for that you know, we will notice a
great change in time and pecple telling them it’s 0.K....
(Willie, p. 91, lines 31-36).

Cag notes the cognitive-experiential continuum and the role

that experience plays in it.

Cag: I don’t think people can describe to you, it’s like trying
to describe labor paling, you know what | mean you just
have to experience them before really or describe dying or
describe being...l think every experlence has to be felt,
has to be known in order to accurately describe the feel-
ings that accompany it. (Cag, page 84, line 17-22).

Jim’s learning occurred over a period of time. It Involved

models who displayed medicine with a human face. It involved

what was being said in the literature and the hospice or pal-

liative care movement. (See Jinm, transcript No. 9, p. 122,

lines 29-43). In this learning process professional lines are

crossed and one is in the area of the personal again. (See Jim

p. 123 line 1-12). Sandra describes {t this way.

San: ...] mean 1t was all Just part of being two human bheings
together. The professional role sometimes dissolves in
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the situations that I may have had in other situations
working with different people through different experi-
ences. This is a different kind of experiences. This is
a different kind of experience for me as a nurse and part
of it is very nice and human....

San: ...l would say they’re not just dissolved or blurred, per-
haps they go in stages, they dissolve, they blur, and then
they’re not there they become irrelevant. (Sandra, page

129, line 43-51).

But there are memories about the way things used to be done but
were painful. For in the past the professional stance was used
to deal with issues of death and dying. While the dying were
placed throughout the ward there were breaks then which amelio-
rated the gtress. Today the stress is constant when dying pa-
tients are grouped in certain wards.

San: | think very much too depends on what you do with it be-
cause | would say before, as a beginning nurse, as a stu-
dent, I handled it in quite a different way from how I do
now that I am older and have more life experiences to put
it into a different kind of context. [I’ve been doing more
reading, more thinking, more experlencing actually, where

['ve let it come into myself, where | actually felt it as
opposed to being able to keep 1t out there azs a profeg-

glonal, as was my initial way of managing. So 1 think,
and I'm not quite sure where that turning point came, or
‘whetheyr J---- was that turning point, | don’t know. But I

do know that the last few years I been, in one way, para-
doxically taking it in more deeply and in another way be-
ing able to move away from it more quickly. Not away from
it but put it together, and get some peace around it....
(Sandra. page 130, lines 27-42).

Even in thigs intense personal learning process the aloof or

stoic professional stance and manners makeg itself conscious.

Professionalism requires some distancing.

Cag: There was never any question of that, never. And yet the
intensity was there. And yet any psychologist looking at -
that would have said, "No, you were meshed, or this, or

that, or the other. thing or whatever."™ (Cag, page 83,
line 51 - page 84, line 2).
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The stressful work with gsuicide - necessitates training.
Probably no other sapect or concern.about the caregiver is as
important as this item. However, as we examine the literature

this too zeems to be a neglected aspect of concern about the

caregiver'’s needs. J.J. notes this.
J.J.: I'm somewhat different that way. But I also suspect
somewhat different because | received the majority of my

training working with suicides 1in the States; just the
fact that first of all | received any training 1| suspect
that makes me different than most of the professionals
you've talked to... (J.J., page 134, lines 3-8).

Can this area be dealt with and be taught in the class-

room? Sandra states:

Gea: but until you've experienced that loss then the searching
begins and the answering of the question the feeling of
the emotions and all that.

San: | agree wlth you 1[I think that's one of the things | was
getting at in terms of the faddishness, and the...you know
a lot is written a 1ot is talked about and maybe some af
that does some good, I'm quite sure it does I'm quite sure
that it cracked open something that needed cracking open
back whenever it was but then it sort of steamrollered on.
A lot 1f that has been helpful but there’s zomething more
and I’'m not sure how that something more is taught it’s a
real conundrum to me ! really don’t know *cause one has to
be open to it and the timing and how do you approach that
in a curriculum is beyond me, 1 don’t know.

Geo: Uh huh. I think you’re pointing +to something that I have
a susplcion about too the text books don’t mateh up to the
reality

San: No.... (Sandra, page 132, lines 15-33).

She continues to struggle in explaining that learning process.

San: | aometimezs think that storles, maybe novels do the best
job... (Sandra, page 132, lines 45-48).

Still there i3 an experiential component that is emphasized.

San: ...because somehow those significant deaths make us do our
homework the stuff that we need to do for ourselves, that
triggers that, there is no way you can schedule that in a
gsemester. (Sandra, page 133, lines 8-12).

While learning takes place in the actual experience of
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losing clients, pa£ients or parishioners through death it is
obvious that thisg learning or part of it needs to be put into
the caregivers educa£ional requirements. This then becomes a
relevant research area. If these relationships can be shared
through literature or first hand accounts the initial encount-
ers of death and dying might be mollified for student nursing
and medical personnel.

The Theme of Personal Transformation

The final theme to be examined is that of personal trans-
formation. As we delineate the themes above we note that while
they szeem separate and distinet they alsoc blend into each
octher. That blending indicates that we are dealing with a pro-
cess. We saw how in the relationship between caregiver and pa-
tieﬁt, client or parighioner learning occurred. Yet we saw as-
sociated with that some of this learning could oceur in one's
professional training. It probably is a learning that begins
in one’s professional preparation and continues throughqut
.one's professional career. As the Qata suggests, when the

caregiver relationship transcends into the personal there is a

tranaformation that occurs. One aspect of that transformation
is confirmatory in nature. One begins to become aware that it
iz alright to work with death and dying. Individuals learn in

which areas they wish to express thelr professional skills.
There i1s gsomething reciprocal in the experience.
Cag observes this in herself.

Cag: It has just led me to remalin in this area, in the area of
death and dying which I consider to be a very significant
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area of bereavement. (Cag, paée 81, line 51 - page 82,
line 1).
This confirming aspect parallels some of the literature when
read.
Cag: ...1t also confirmed all the reading you do in death and

dying and they say this 13 what happened and go through
thizs phase and that phase. I went through all the phases
with him and so it confirmed all the things in the liter-
ature 20 when I go to the literature now, I read through
and that’z like him. I remember that from him, you know.
a lot of that was true for me. (Cag, page 82, line 3-11).

This confirming aspect helped Cag determine which areas she

prefers to work in.

Cag: So that’s another thing 1’ve learned, that 1 would rather
work with younger people, who are dying, for whom the is-

gues are very Intense and significant, that for me |is
more meaningful work for me.... (Cag, page 83, line 30-
33).

Willie also had-this confirming experience.

Wil: ...1 like to look after them and care for thelr needs and
gupport them, I enjoy working in that, | enjoy working in
any capacity but that is a favourite spot of mine and our
gupervisor iz good, 1If there i3 a person dying on our unit
then | have the ©opportunity to work with them. Say if 1
haven't had that group for a long .period of time...
(Willie, page 91, lines 43-48).

Bettie An observes thig also:

Geo: ...lt sounds like you enjoy this work, it’s right for you

to do this.
Bet: It's2 a very humbling experience because people will let
you into their lives you must, you must make yourself

trustworthy (Bettie An, page 99, line 19-23).
And she receives as she gives. While the process is confirm-
atory in nature there also the aspect of reward or satisfac-
tion. The intense personal relationships are not one sided but
there {is the element of mutuality. It is not only the ﬁatient,

client or parishioner that recelvez something but alsgo the
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caregiver. This suggests that the concept of synergism might
deseribe what occurs in the «caregiver-client relationship.
Both people are enhanced in the process. This would indicate

another area frultful for research.

Bet: At times when | go, when I've had a busy week and some-
thing has happened and | think I don’t want to visit to-
day. Those are generally my most rewarding days, the days
that | am ministered to...and I come ocut thinking, Thank

you. (Bettie An, page 99, line 33-37).
Transformational processes seem to enable one’s personal ex;
pression of one’'s humanity through the professional skills.
For in transformation one wishes to use the personal or human-

istic modality. Jim says:

Jim: ...1 want to be useful, and in fact I want to have the
satisfaction of knowing that at least one human being will
zay at some time, #"Hey am I ever glad that you came into

my life."” Not that another human being turned up or that
a doctor was avallable to give me the right antibiotic but
that you uniquely, Jim, turned up, because you uniguely as
a person and with your training and your interest and
whatever. And even for a fleeting instant that 1'm that
useful... (Jim, page 123, lines 43-51).

Death can be profoundly transforming. Sandra’s experience
led her into the area of death and dying as a career change.
San: ...but in a sense he was the person who really helped me

develop my career interests in this area so he’s a special

person.... (Sandra, page 128, lines 5-7).

She continues:

San: The thing that has been helpful to me and has been helpful
to his folks a little bit is that a 1ot of the work ['ve
done ever gince has really been "because of that death...
(Sandra, page 129, lines 6-9).

That +transformation enables one to go into the suffering but

also enables one to come back. It not only enables one to be

pergonalistic or humanistic in approach, it also enables a per-
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son to suffer and to come'back ag a "wounded healer.™ (Nouwen,

1972).

San: It has most often been the situation when 1’ve been work-
ing with someone who is dying or with a bereaved person
that although [ feel as if I sort of go into some awful
place with them that maybe those memories have given me a
lifeline out to the surface you know. I can sort of go
down with them with that feeling that although it*'s awful
sometimes there 1is always that other side. (Sandra,
page 1298, lines 15-22).

While 1t confirms one’s area of vocation it has more depth be-
cause 1t deals with the meaning of life. Death's agenda is
called us to make it meaningful.

Geo: But this experience is still special is it?

San: Yes

Geo: It helped you focus

San: yes
Geo: in an area that you pursued

San: Yes. It doesn’t quite capture it though, I know that’s
what I said but it doesn’t quite capture it. I'm sure
that’s true on one level, but there’s a different level

where it’s truer. (pause) It goes beyond career actually,
It was deeper than a career choice or a master’s project
or thesis or anything 1like that it was fundamentally a
turning point for me, ! think in the way, I view my faith,
my belief in good and bad, my ability to salvage some
senge out of something that seems senseless,... (Sandra,
page 129, lineg 28-42).

Death paradoxically can become a friend once we let it begin to
transform us and we begin to experience growth.

San: There’s something that comes from working with a person in
a hands on way that at a certain stage turns death into a
friend....the loss is assimilated through touch even if it
isn*t spoken about, one feels that change in the person’'s
body, one feels the disease is going to be the winner, and
then one comes to the place where one feels that yes this
is 0.K. then one becomes more the comforter in a physical
sense like the back rub, (Sandra, page 130, line 1-8).

Sandra describes that process of personal transformation.
San: ...l think it very much too depends on what you deo with it

because | would say before, as a beginning nurse, as a
student, I handled it in quite a different way from how I
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do now that I am older and have more life experlence to
put it into a different kind of context. I’ve been doing
more reading, more thinking more experiencing actually,
where ['ve let it come into myself, where | actually felt
it as opposed to being able to keep it out there as a pro-

fessional, as was my initial way of managing. So I think,
and I'm not quite sure where that turning point came, or
whether J---- wasz that turning point, I don’t know. But I
do know that the last few years [ been, in one way, para-
doxically taking it 1in more deeply and in another way
being able to move away from it more quickly. Not away
from it but put it together, and get some peace around
it.... (Sandra, page 130, line 27-42).

Tranzgformation is ultimately a personal growth experience.

Understanding what? Can you clarify that?

The wunderstanding, there are two levels really, one
becomes immersed 1in the theory and you know that peaple,
including caregivers, will feel certain things if one has
experienced loss. That’s fine. On another level, there
{12 a need to make that personal and make it real, because
it is real so one needs to change from the one out there
to being less me, I think it comes from that ...

...And they need to resolve 1t both professionally . and
personally, probably the personal being the more impor-
tant... (Sandra, page 131, lines 10-21).

Jim suggests this also. A key aspect of the personal trans-

formation is personal.

Jim:

.+.Good palliative care is to deal with the whole person,
and the person's relationships, the person’s astate of
health meaning the person’s relationship with fellow man,
other humans, family, caregivers, community to deal with
thelir knowledge, their intellect, +their brain, their be-
ing, and their emotions. Well there 1t is Luke 2:52,
baged on Jesus but we’re all little Jesus’.... (Jim, page
123, lines 2-12).

Conclusion

This thesis is basically an exploratory piece of research.

Qualitative methodology gives recognition to both the objective

and subjective perception of the respondeﬁts as well as the re-

searcher. For this researcher this tended to be a research ex-

ercise fllled with surprises at what occurred. The depth of
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personal relationship that can develop between caregliver and
the dying person as well as the family was not expected. A
second surprise was the conscious understanding that the pain
and suffering often result in significant learning on the part
of the caregiver. Clearly the death of a person can bring deep
meaning about death and dying to others including caregivers.
While the literature suggests death i3 agsociated with terror
in western soclety, it is quite c¢clear there can Se a profound
transformational process of deep meaning to those who continue
to live.

Thizs exploratory research suggests an important place for
phenomenologfcal inquiry as a method to legitimate and give
meaning to lived experience. Much more needs to be undertaken
so we can all more clearly understand the experience of working
in the hogpice movement, the desirable training for it and the
support structurea needed to genuinely helb the dyilng person as
well as thoze who choose to offer their services in this envir-

onment.
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Appendix A

GENERAL ASSUMPTIONS AND PRINCIPLES

Assumptions

1. The care of the dy-
ing 12 a process invaolv-
ing the needs of the
patient, family, and
care-givers

2. The problems of the
patient and family fac-
ing terminal illness in-
clude a wide variety of
isgues--psychological,
legal, social, spirit-
ual, economic, and inter-
personal.

3. Dying tends to pro-
duce a feeling of iso-
lation.

4, It has been the trad-’
ition to trailn care-givers
not to become emotionally
involved but in terminal
the patient and family
need to experience the
personal concern of those
taking care of them.

5. Health care services
customarily lack coor-
dination.

6. A supportive phy-
sical environment con-
tributes to the sense
of well-being of pat-
ients, of families, and
of care-givers.

Principles

1. The interaction of these
three groups of individuals
must constantly be assessed
with the aim being the best
possible care of the patient.
This cannot be accomplished if
the needs of family and/or
care~giver are negated.

2. Care requires collabora-
tion of many disciplines work-
ing as an integrated clinical
team, meeting for frequent
discussion with a common
purpose.

3. All that counteracts un-
wanted isclation should be en-
couraged. Social events and
shared work that include all
involved should be arranged so
that meaningful relations can
be sustained and developed.

4, Profound involvement
without loss of objectiv-[1251
ity should be allowed and fos-
tered, with the realization
that this may present certain
risk to the care-giver,.

5. The organizational struc-
ture must provide links with
health care professionals in
the community.

6. The environment should
provide adequate space, furn-
ishings that put people at
eage, the reassuring preszence
of personal belongings, and
symbols of life cycles.



178

PATIENT-ORIENTED ASSUMPTIONS
AND PRINCIPLES

Assumptions

1. There are patients for
whom aggressive curative
treatment becomes increas-
ingly inappropriate.

. 2. The symptoms of term-
inal disease can be con-
trolled.

3. Patients’ needs may
change over time.

4. Care is most effec-
tive when the patient’s
life-zgtyle iz maintained

and philosophy of life is
respected.
5. Patients are often

treated as if incapable
of understanding or of
making decisions.

6. Dying patients often
suffer from helplessness,
weakness, 1solation, and
loneliness.

7. The varied problems
and anxieties associated
with terminal illness can
occur at any time of day
or night.

Principles

1. These patients need high-
ly competent professionals,
gkilled in terminal care.

2. The patient should be kept
as symptom free as possible.
Pain should be controlled in
all its aspects. The patlient
must remain alert and comfort-
able.

3. Staff must recognize that
other services may have to be
involved but that continuity
of care should be provided.

4. The terminally ill pat-
ient’s own framework of wval-
ues, preferences, and outlook
on life must be taken into ac-
count in planning and conduc-
ting treatment. [126]

5. Patients? wishes for in-
formation about their con-
dition should be respected.
They should be allowed full
participation in their care
and a continuing sense of
self-determination and self-
control.

6. The patient should have a
sense of securlty and protec-
tion. Involvement of family
and friends should be encour-
aged.

7. Twenty-four-hour care must
be available seven days a

week for the patient and fam-

ily where and when it is need-
ed.
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FAMILY-ORIENTED ASSUMPTIONS
AND PRINCIPLES

Assumptions

1. Care is usually direc-
ted toward the patient.

In terminal illness the
family must be the unit

of care.

2. The course of the
terminal iliness invol-
veg a geries of clinical
and personal decisions.

3. Many people do not
know what the procesgs of
involves.

4, The patient and fam-
ily need the opportunity
for privacy and together.

5. Complexity of treat-
ment and time-consuming
procedures can cause dis-
ruption for the patient
and family.

6. Patlients and familles
faclng death frequently
experience a search for
the meaning of their life,
making the provision of
gspiritua’l support essen-
tial.

7. Survivors are at risk
emotionally and physically
during bereavement.

Principles

1. Help should be available
to all those involved--whether
patient, relation, or friend
--to sustain communication and
involvement.

2. Interchange between the
patient and family and the
clinical team is essential to
enable an informed decision to
be made.

3. The family should be given
time and opportunity to dig-
cuss all aapectz af dying and
death and related emotional
needs with the staff.

4., The patient and fam- [1271
ily should have privacy and
time alone, both while the
patient is living and after
death occurs. A special space
may have to be provided.

5. Procedures must be ar-
ranged so ag not to interfere
with adequate time for pa-
tient, family, and friends to
be together.

6. The religlious, philoscphi-
cal, and emotional components
of care are as essential as
the medical, nursing, and
soclal components, and must be
available as part of the team
approach.

7. The provision of appropri-
ate care for survivors is the
responsibility of the team who
gave care and support to the
deceased.
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STAFF-ORIENTED ASSUMPTIONS
AND PRINCIPLES

Assumptions

1. The growing body of
knowledge in symptom con-
trol, patient- and family-
centered care, and other
aspects of the care of the
terminally i1l is now
readily available.

2. Good terminal care
presupposes emotional in-
vestment on the part of
the staff.

3. Emotional commitment
to good terminal care will
often produce emotional
exhaustion.

Taken from Foster, Zelda (1879).

Assumptlions and Principles.
4, No. 1, 124-128,

Principles

1. Institutions and organiza-
tions providing terminal care
must orient and educate new
staff and keep all staff in-
formed about developments as
they occur.

2. Staff needs time and en-
couragement to develop and
maintain relationships with
patlients and relatives.

3. Effective staff support
gystems must be readily avail-
able.

Standards for Hospice Care:
Health and Social Work, Vol.
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George W. Wagner
8624 - 47 Ave. N.W.
Calgary, AB.

T3B 2A2

Dear

As you know I am in the Masters program at the University of Calgary
in the Faculty of Social Welfare. I am now completing my research
for the thesis. The topic I have chosen to investigate is the topic
of loss. Professional caregivers lose their clients to death either
naturally or deliberately. While the literature and research abounds
in information how to deal with death and dying and how to .help the
survivors little has been done to deal with professionals who loose
their clients, patients or parishoners. This area seems to me an area
for fruitful investigation.

As a professional in your area I would like you to assist me in
my research endeavours. Please find enclosed a copy of my procedure
and also the questionaire I shall be using. Please read the material
which includes a historical data sheet and consent form. If my en-
deavour is acceptable please let us arrange an initial appointment
so that we may formally begin our work.

I thank you for .your time and attention. I also thank you for
your willingness to consider and participation in my thesis research.
If you have any questions please call me at my home number which is
247-1963. We will then set up an appointment to meet.

Yours truly,

George W. Wagner
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Thesis
Research
Procedure
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Area of Research

The topic or area of research is the loss through death (accidental
or deliberate) of a client, patient or parishioner that a professional
may experience. This experience will be investigated by the openended
interview. This interview will last one and a half to two hours.

After the interview,rwhich will be taped, it will be transcribed
verbatim. It will be returned for correction, clarification, mod-
ification, elaboration or any other revision the interviewee wishes
to make. This corrected version shall be the data used in the writing
of the thesis.

Data Use

Obviously the data from the interview will be used in the thesis.
Concepts from the interviews and quotations from that data will be
utilized. Your consent will be asked for that use. Secondly, copies
of your verbatims will be kept on file for fwo years in case it may
be used for publications or journal articles. Your free and voluntary
consent will be required.

To assure your privacy, a code name will be chosen to identify your
material in the thesis and in any possible publication. |

Audio tapes will be erased once the thesis has been completed

Arrangement for'a copy of your audio tape and transcript can be made.
Procedure |

Your consent to act as a subject whall be obtained before any interview
appointment is scheduled. However, if at any time before the inter-

view or during the interview you wish to stop proceeding and withdraw
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your involvement yéu may without any consequences to you.

If there are any indications of possible enduring grief or un-
resolved problems from the event you're describing, arrangements will
be made to refer you to competent counsellors that can deal with grief
and loss through death.

Upon completion of the thesis all participants will have the op-
portunity to privately read the thesis or will be invited to a public
presentation of the results obtained.

The interviewer shall be open to and deal with all concerns you
may have not only at the initial appointment but during the inter-
view process.

Copsent will be asked also for a typist to hear and transcribe
audio tapes if not transcribed by the interviewer.

Transcripts for possible future use will be kept safe and secure
from the public. If in the event that material will be used in pub-
lication, the interviewee will be informed about thé same. Also inter-
viewees may request their verbatim transcripts to be forwarded to them
so that they can destroy them.

No appointment for the interview will be made until interviewees
feel they can give free and voluntary consent and that the data ob-

tained and its use will assure their confidentiality and anonymity.
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Name Age

Code Name (to be used in this thesis)

Mailing Address

City Postal Code
Telephone: Home Work

Profession

Years practising: Years Months

Approximate length of time that you knew the subject as a client, patient
or parishioner.

Years Months
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I, hereby voluntarily
and freely covenant with George W. Wagner, a Masters student in the
Faculty of Social Welfare at the University of Calgary the following:

(1) I of my own choice and volition aggree to participate in the thesis
research project. After the initial appointment to sign the consent
form and set appointment date there will be two appointments.

The first interview shall last approximately 1% hours and the
final appointment approximately % hour. If more time is needed
it shall be my responsibility to extend the time committment as
I choose.

(2) The cost to me shall be the time involved. Due to the nature
of the research, no monitary reward can be expected. It is as-
sumed that my committment to scientific research and the scienti-
fic endeavour shall be sufficient reward.

(3) I hereby give consent to have the sessions audio-taped.

(4) I hereby agree to permit quotations from my sessions to be put
into the body of the thesis.

(5) I may borrow the tapes to make personal copies.

(6) A copy of the verbatim will be corrected by me. All changes will
be initialled.

(7) I will be provided with a copy of the final verbatim.

(8) I understand that audio-tapes will be kept in a secure place,
confidentiality and anonymity respected, and finally erased upon
completion of thesis.

(9) The verbatims can be kept for up to two years and may be quoted
in journal articles or related research materials. After two
years they will be destroyed.

(10) It is incumbent upon me to keep my sources used as example con-
fidential,

(11) I shall indicate a code name to be used in the thesis when'quotine
my material.

(12) I consent also to permit any people working on the thesis (e.g.
typist, thesis committee) to look at the material.
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(13) I understand that if there are any problems of unresolved grief
that George W. Wagner will assist -me in obtaining the
professional help necessary to resolve the problem.

(14) I shall be permitted to examine the results of the research and
read the completed thesis.

(15) While voluntarily and freely consenting to participating in the
research project I have the right to terminate proceedings at
any time without consequence to me.

(16) Mr. George W. Wagner will explain all unclear items in the con-
sent form and/or in the research procedures to my fullest sat-
isfaction before any interview(s) be scheduled. I will endeavour
to ask for that clarification. ’

Date ' Print Name

Signature

George W. Wagner
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Thesis
Research

Questionaire
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Introduction

My name is George W. Wagner.and I am currently in the Masteré of
Social Work program in the Faculty of Social Welfare at the University
of Calgary. I am also an ordained clergyman of The Lutheran Church ——
Missouri Synod. After five years of parish ministry I entered the
Faculty of Social Welfare to pursue further studies for the parish
ministry I graduated in 1983 with my Bachelor of Social Work. The
research for this thesis will fulfill all the requirements for the

Masters program with the view of completion for graduation in 1988.

Area of Research

The area of research interest is dying, death and the grieving‘
process. This area has ‘received much research impetus in the last
few years. Much insight has been gained to assist people in facing
their own death and to assist the living in their grieving-process.
There is, however, one area that seems to need more resea;ch. That
is the area of the loss of a client, parishoner or patient. How do
we as professionals, viz., pastors, social workers, chaplains, doctors,
nurses, nursing assistants and even volunteers deal with the loss of

a person in our professional care? What is that experience for us?

Qualitative Analysis

As I ponder my area of interest there are a number of hypothesis

that I could generate. One such hypothesis is that the loss of a client
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(parishoner, patient) has a transforming aspect upon a person. Initially
it may have a numbing effect. As the numbness or shock wears off one
confronts one's own mortality. In the process of confronting the death
of one's client (parishoner, patient) one formulates one's ownAphilos—
ophy or ideology of life. This enables one to deal with future losses
and eventually one's own mortality. An alternative hypothesis is that
wﬂen this event is not dealt with it may lead to inéffectiveness, stress
or even burn out.

Another area of concern is what portion of one's professional
education has been directed to this concern. As a professional has
your profession devoted any amount of its formal training to' dealing
with loss? Is it now addressing the issue? What have you done through
informal learning or continuing education to help yourself deal with -
this professional problem? What would you like to see happén in your
professional eduction to address this problem?

Also another area for possible exploration is the network of friends,
relatives and other profesisonals we use to help us deal with the griev-
ing process. My hypothesis is that in lieu of any formal education
or fellow professional caregivers one develops a personal informal
system to déal with the losses one experiences.

There are numerous other hypothesis one could generate. Along
with the above mentioned ones one could develop a definite and precise
questionaire and interview schedule. One could verify the various

hypothesis one generates. There is, however, an alternative method
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of investigation. That is the qualitative or naturalistic approach
to generating data. This procedure maximizes input from the person
being interviewed. They share their experience to the fullest. In
essence the interviewer and interviewee become co-researchers. Verifying
hypothesis in new areas of research may limit the area of investigation
and future research may take longer to uncover significant data and
insights.

Qualitative research emphasizes the experiences or the event.
In order to understand the loss of one client (patient, parishoner)
one needs to explore it in its fullest depth. Once that depth has
been shared it can be studied.' It is best studied in an open ended
fashion. Rather than looking at it piece meal it is researched in
a wholistic fashion. Comparison then of a number of these shared ex-
periences will indicate commonalities and themes. These caﬁ at a future
date be verified by other methodologies. As the experience is shared,
hypotheses are generated from the data. These in effect would be more
profitable to persue that verifying the hypothesis of the reseacher.

The question then, to be investigated is this: What was the

experience for you of loosing one of your clients (parishoners, patients)?

Interview Procedure

The interview procedure will be as follows. After the initial
appointment in which the research project will be explained, any questions

of clarification answered and a consent form signed; a date, time and
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place shall be selected for the interview.

At that time the interview shall revolve around the question in-
dicated above. The interviewee shall choose the experience of a loss
of a client (natural, accidental, homocide, undetermined or suicide) most
significant to him or her. The interview shall deal with that event and
its meaning.

Upon completion of the interview a verbatim transcript will be made.
The person interviewed will be asked to read it and make any corrections,
omissions or addendums as he or she feels necessary. Alternatively, if
the interviewee would prefer to hear and study the audio tapes that al-
ternative will be exercised. ‘

At a future date the result of the thesis research will be shared

with all those who participated in my research.
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July 1, 1987

George W. Wagner
8624 - 47 Ave. N.W.
Calgary, AB.

T3B 2A2

Mr. Werner Pauls
Administrator
Bethany Care Centre
916-18A St. N.W.
Calgary, AB.

Dear Mr. Pauls: -

First of all let me introduce myself. My name is George W. Wagner.
I am a clergyman in The Lutheran Church-Missouri Synod. I am currently
on a sabbatical and am completing my Masters degree in Social Work at
the University of Calgary. My area of research is in the area of death
and its effects on professional caregivers. My thesis is dealing with
professionals, e.g. social workers, front line nursing staff and vol-
unteers who experience the loss of their clients, patients or parish-
oners through death. That death may be natural, accidental or deliber-
ate.

What I hope to do in my thesis is to get as accurate a picture
as possible of the event and the meaning of the event to the caregiver.
Also related to this is how the caregiver coped with the experience
of the death in their professional capacity of a caregiver.

The methodology is qualitative (descriptive or naturalistic)
in nature. It shall revolve around two unstructured interviews.
The first interview shall last approximately 13 - 2 hours and the
concluding interview 3 - 1 hour in length. The content of the inter-
views will form the data I will work with in my thesis. There are
a number of professionals I wish to interview. They are (1) social
worker, (2) parish clergyman, (3) chaplain, (4) nursing supervisor,
(5) registered nursing assistant, (6) nursing attendant, (7) medical
doctor, (8) medical docter - resident, (9) hospice director, (10)
nursing instructor, (11) volunteer, (12) police officer (loss of
fellow officer), and (13) counsellor.

I have shared my thesis research with Ms. Judith Blythe. She
has consented to help me arrange contacts at Bethany that would be
interested in participating in my resaerch. She also suggested that
I get your permission to conduct my research at Bethany Care Centre
with Judith Blythe as the official contact person. She has indicated
that she would act in this capacity.

Two other items of note. I am looking for three of four persons
from Bethany Care Centre to be involved in my research. Secondly,
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due to the nature of my research anyone involved in the interviews
would do them on a mutually acceptable time on off hours or days off.

Also when the research is completed and thesis accepted I would
be willing to avail myself to Bethany to give an in-service seminar
on my findings.

I thank you for your time and attention. If there are any ques-
tions or if you wish to arrange an appointment please call me at
247-1963. Please find enclosed two items. The first is entitled
"Thesis Research Procedure" and the second "Thesis Research Question-
aire." Everyone who participates in my research will receive both
items. Please note also that the last two pages of the Research
Procedure are consent form to be signed by anyone who wish to parti-
cipate in my research,

Yours truly,

George W. Wagner

cc Ms. Judith Blythe
File copy
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July 1, 1987

George W. Wagner
8624-47 Ave. N.W.
Calgary, AB.

T3B 2A2

Mrs. Judith Blythe
Hospice Director
Bethany Care Centre
916-18A St. N.W,
Calgary, AB.

Dear Mrs. Blythe:

Enclosed find a copy of a letter to Mr. Werner Pauls. I've also
sent you a copy of the two items each prospective interviewee will
receive. It is hoped that I will be able to have all my interveiws
done by the end of July.

I would be looking for people-in the following areas: Social
Worker, Hospice director, Nursing supervisor and nursing assistant.
Possibilities for social worker is Joyce Elliot, and Mrs. McKinnon
or Mrs. Brack for Nursing Supervisor. I haven't discussed your invol-
vement yet. It would be contingent upon whether you've experienced
the loss of a client through death.

I think it would be expedient for us to get together after you've
pervued the enclosed materials and we could formalize some strate-
gies.

Again thank you for your time and attention in assisting me in
my thesis research.

Ymmstnﬂm

George W. Wagner
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July 9, 1987

Mr. George Wagner,
Faculty of Social Welfare,
University of Calgary,
2500 University Drive,
Calgary, Alberta. T2N 3Y9

Dear Mr. Wagner;

Re: Research

.Thank you for the very complete submission you prepared.
The research topic you have identified, and the method of
handling it looks most interesting. The information learned
from your research project will undoubtedly be of considerable
interest to organizations such as Bethany Care Centre.

We will be pleased to work with you in yéur preparation for
the Thesis. Our Hospice Co-ordinator, Judith Blythe, has agreed
to work on our behalf as your contact person within Bethany Care
Centre.

In any research projects involving our organization, we are
always concerned about confidentiality of information, consent
processes, workload and time involvement for staff, and
appropriateness of the subject matter. In this case as well, we
ask that you work closely with Judith Blythe in identifying the
three or four individuals that you will be interviewing. We
further ask that a clear time frame be established for the
duration of the interview times, and an overall time frame be
set for the interview portion of the research project.

I would like to wish you success in your preparation for
your Master's Thesis. Upon its completion we will look forward
to further discussing its applicability to our caregivers.

T
Yours trul;//

PN

Wwp/dfm W. Pauls,
cc: J. Blythe, Executive Director.
Hospice Co~ordinator.
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