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INTRODUCTION

’

The practicum described on the following pages was conducted from
August 1976 to May 1977. The chosen area of specialiszation was the explor-
ation and implementation of an emotional support system for the cancer
patient. Working in a gerlatric hospital setting prior to the practicum
pxowided me with an understanding of the psycho-social element in illness.
This experience, coupled with illness in my family led me to explore with
nore intensity the area of psychological variables in disease, My dear
mother, a woman of valor, died October 1975 of cancer following four years
of living with this complex disease, As 1ife's events, usually its tragic
onos:'load one to meaningful experiences, such was my mother's life and |
death with cancerj a major force leading me to pursue the development of a
group at the outpatient cancer clinic at St. Boniface Hospital. The exper-
jences of a cancer patient's route from diagnosis, through surgeries, treat-
montﬁ, racurronées, and death were familiar to me. My mother's unique way
of coping with her disease, and the encouragement and support she offered to
many other cancer victims held a lesson for me. I witnessed her involvement
in cancer related issues, her new found purpose in life that gave her the
strength and will to live through some treacherous perlods, and her knowledge
an to what could ease the trauma for a person oxperioncing a 1life threatening
disease., Othors may not be as apgressive or outgoing in their reaction to
cancer. However, her experience gave me a first—hand insigat into the mean-
ing that could be found in suffering, and the personal growth that 1t held.
My concern became one of helping others in her position discover this. The
hundreds of telephone calls aﬁd letters she received from lonely people who

could not share their emotional burdens opened a whole new world to me.

These cancer patients were asking to be heard, pleading for an opovortunity




o

to Opfg themselves, and share their life events with someone who was able
to understand.

My mother divulged the intimacies of her being into a tape recorder
night after nights She needed to talk to scmeone and the tape was this
someone., Was she protecting us, her family, from her groatost fears? Sub-
sequent my contacts with cancer patients revealed a similar "protectiveness."
Was the protectivensess good, or natural or wore these victims of disease
reacting to a world which dld not know what to ask or what to say, or how
to keep contact with a cancored person? The possibility of cancer patients
sharing these intimacies with other cancer patients' without an artificial
protectiveness, appealed to me. My mother's openess was always cushloned
somehow. But need it have been? After her death, T listened to the tapes
and learned what was written between the lines, the parts that she could
not speak of person to pergon: ",.. The days I don't look into the mirror,
the days I don't think of future recurrence, I can do everything,” "e.o If
I'a not planning fo: the future I'm not happy," "e.. I need to be seen as
a normal family member, I need to feel useful." I took this package of

memories and kept it with me throughout my practicum year., This practicum

is dedlcated to the memory of my mother, [QAvie Blum,




Objectives of the Practicum

v’

The primary objectives of the practicum were to revliew the literature
pertaining to psychological vaiiablea and cancer, and develop a role for
soclal work input at an outpatient cancer e¢linic. Since there had been no
major soclal work input at St. Boniface Hospital Cancer Clinle hitherto,

I had to create a role and rational for social work as an integral part of
the treatment system., Other objectives included: establishing a credidble
working relatlonship with the medical and nursing staff to allow for recog-
nition of the important role of addressing emotional factors in cancer,
launching and leading a group for cancer patients, and scquiring advanced
skill in the practice of group worke An objective that emerged mid way
through the practicum was setting the stage for the possibility and viabil-
ity of a permanent social work position in the clinic.

The practicum was divided into several time phases. During August
and September (1976) the focus waa on negotiating a working contract with
Ste Bonlface Hospital Soclal Viork department and Dre. B. Vineiman of the 3t.
Boniface Hospital Cancer Clindc. September througﬁ November was spent in
observation. Two full days a week were devoted to making contact with
patients at the eclinic, and working towards the goal of staff system and my-
self feeling comfortable with each other. At this time a rational and
program proposal were developed. Mid November the group was launched and
conducted until the end of Marche The program was evaluated in April and
the worker terminated the practicum with a soclal action phases The social
action phase which lasted for a month involved the search for funding and

support for a permanent social work position in the clinic.




CHAPTER I

’

PSYCHOLOGICAL VARIABLES IN CANCER s LITERATURE OVERVIEW

More than two thousand years ago, the Greek philosopher Plato
advocated a "whole body medicine" approach when he wrote, "The cure of the
part should not be attempted without the treatment of the whole, and also
no attempt should be made to cure the body without the soul,"” « » « For
this, Plato continued, "is the great error of our day in the treatment of
the human body, that physicians'separate the soul from the body." Centuries
later, Dr. Caléb Parry (1755-1822) wrote, "It is much more important to know
what sort of patient has a disease, than what sort of disease he has.”
(Blythe, 1973)

The "great error" of Plato's day did not rectify itself. The techno-
# logicél revolution transformed the act of medicine into a precise, discip-

lined science. As man turned a bit of ground glass downward in the tube of
a microscope, he was a giant, and he made giant strides toward the identi-

fication of physical factors in illness. For the first time the scientist

actually saw disease: he saw changes in the diseased cell. The cellular
level became the focus of disease because of its very highly dramatic and
visual aspects. Then, and now, the thought of emotional factors or psycho-
logical variables possessing any causal relationship to 1llness, or playing
an influencing role in development and cause of illness is regarded with
skepticism and of little practical significance to the medical world. It

is unpalatable to the intellect to accept that any of us can create within

themselves a malignant (cancer) disease. It is more comfortable to believe

that the human body is invaded by an alien virus which can be studied under
b the microscope and fought by modern medical technology. So we accept that

; if this invading host should win the final battle between life and death,
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this is part of the natural law of survival. |
However, one cannot overlook or neglect consideration of the wvast
amount of literature and research that sheds light on what LeShan calls the

overall pattern of the organismic 1life situation that we call cancer.

"eoo The individual does not "get" the malignancy,
which starts on the cellular, or immunological or
biological or psychological level., The entire
organism eventuates towards it, involving all its
levels, moves in a direction leading to a total
organism=in-an—~environment situation which we term
neoplastic disease " oeeo "The different levels at
which we work are necessary divisions in terms of
our training, our intellectual limitations and our
ability to learn. ‘There are no more Renaissance
men, unfortunately, and perhaps it is impossible
today for there to be any." (Bahanson, 1969)

Dr. L. LeShan, one of the key participants in the Second Conference
of Psychophsiological Aspects of Cancer (Bahnson, 1969), asserts that these
divisions in our analysis of cancer are myths.
, The ability to link what goes on at the psychological level with
what goes on at the immunological level, the endocrine or cellular level is
where we are still in the dark. Since Galen's time men have been debating
whether psychological factors play any role in cancer, or whether cancer can
be thought of as a psychosomatically connected disease. The debate contin~
ues unabatted.

The writer believes that to divide functioning into the mental and
the physical is to make an artificial distinction. We are, in fact, one
integrated being functioning as a whole. Ivery physical state, be it comfort
or disease, has emotional components. Similarly, every mental response
whether an emotional reaction or an intellectual activity, incorporates a

physical process. Dre David Te Graham of the Uriversity of Wisconsin Medical
»b School calls mind versus body terminology "linguistic dualism." (Blythe, 1973)

Dr. Franz Alexander, (1941) states the case eloquentlys
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p, "eoe All our emotions we express through physiological
processes: sorrow by weepingj amusement by laughters
and shame by blushing, All emotions are accompanied
by physiological changess fear by palpitation of the
heart; anger by increased heart rate, elevation of
blood pressure e.."

Many physical sensations are associated with painful emotional
states = a "lump in your throat" connotes sadness, "a pain in the neck,"
connotes frustration and "butterflies in the stomach," connotes fearful
anticipations.

While few of us have trouble with the idea that the mind and body
are "one" in health, their oneness in illness is difficult to accept. Hut—

schneckar, (1953) in his book, The Will to Iive calls this theoretical incon-

sistency the "Problem Child of Medicine." Medicine continues to treat the
diseased "organ" while the "person" is lost in its midst.

If the word 'disease’ is broken down, the sufferer is one who is
'dis-eased' by symptoms. This concept of "dis-ease" entails a myriad of com-
ponents and motivated the writer to take a closer look at the literature
relating to the role of'psychological factors in neoplasia. (A mass of new
abnormal tissue)

On the premise that emotional factors play a crucial role in all
phases of illness and health, a thorough review of the literature relating
to psychological factors and cancer was conducted. The goals of this review
were, admittedly, guided by the desire to document how emotional factors
related to all phases of disease. Furthermore, it was hoped that such a
review would demonstrate their equal importance in the treatment of malig-
nancy. The highly sophlsticated surgical techniques of cancer management ,
the complex radiotherapy's (the use of radiant energy in the treatment of
symptoms), the multiple chemotherapeutic regimens (medications) and the pro-
mising immunotherapeutic (treatment by production of immunity) models all

needed to be addressed in the light of the part emotions played in illness,




trontm:?t, end cure,

(A) What was the role of psychological variables pertaining to the develop
ment of cancer? Was thers a correlation between neoplastic disease and
certain types of psychological attributes? What if any, was the effect of
personality structure on the etiology and development of neoplasms? Were
there pre-~disposing paychological factors to malignancy? Did these factors

predict a potentiality for cancer?

(B) Civen a diagnosis of cancer, was there a role that stress, attitudes
and emotions played in the gcourse, progression, and outcome of malignancy?
Did a "will to live" influence a person's responsiveness to treatment? Did
psychological factors contribute to morbidity, relapses, or to sustained
remission? Did psycho-social differences account for any variance in cancer
survival? Did the body have the power within itself to destroy the cancer?

(C) What were the psychological (defense) mechanisms in patients with
cancer? What was the meaning, impact and trauma of a life-threatening dis-
ease auch.as cancer for an individual? What were the effects of this
disease on a person's life situation? How did one learn to live and cope

with cancer?

(D) 1If such literature demonstrated and developed its own rationale for
psychological interventions, what therapsutic applications of this knowledge
existed? Was there any systematic and accepted approach which dealt speci-
fically with the emotional needs of the cancer patient? What types of sup-
port systems were available? Were there any treatment modalities based on

an assumption of mind-body relationships? What facilitated the patient's

desire to return to good health?

The review of emotionality in cancer focused on many broad questions.




’yuch of the information acquired from the review of the literature

can be generalized to other disease states, and the interested reader is
advised to draw parallels with disease states such as coronaries, colitis,
etc. However, this practicum was strictly cancer-related.

The reader should be aware that all stages of cancer are addressed
and that there was difficulty in separating the stages (describes degree of
disease progression) of disease in reviewing the literature. Although cancer
can be controlled, (no new growth or spread of abnormal cells) some believe
cured (disease is eradicated) in some instances, for many patients ultimat—
ely it is a temminal illness (describes a state in which death is approach-

ing and treatment is no longer effective) and as such this phrase is used

often in this review,

e 1 e e




(4) Tyg Role of Psychologi¢al Veriables in the Development of Cancer

This review will not attempt to give a detalled description of the
literature relating to paychological factors in the development of malignant
disease, but rather will present a general thematic overview., Most investi=-
gations of the relationship between psychological factors and cancer favor
one or more of four basic methods: anecdotal analysis interview and case
history, sociological and demographic analysis, and psychological testing.

Historical Review

The most comprehensive article available, a historical perspective on
works from as early as the 1400's to 1960 in the area of predisposing factors
to cancer, was by Dr. L. LeShan. (LeShan, 1959)

For centuries physicians have assigned a role to emotions in the
causes of physical illness. LeShan found that cancer was associated with the
hunoral theory at a very early date. In the second century A.De Galen
believed that melancholic women were more prone to cancer than those of san—
guine temperament. In 1402, a physician, Maestro Lorenzo Sassoli wrote to
a patients

".ee lot me speak to you regarding the things of which
you must most beware. To get angry and shout at times
pleases me for this will keep up your natural heatj

but what displeases me 1s your being grieved and taking
all matters to heart. For it is this, as the whole of

psychic teaches, which destroys our body more than any
other cause.” zLoShan, 1959)

As early as 1759, Gendron stressed the importance in cancer of, "¢os Disas-~
ters in Iife, as occasion much trouble and grief." (Cendron, 1701) Kowal
(1955) reviewed the elghteanth and ninetecnth century literature on emotions

as a cause of cancer. [Lven at this point physicians were impressed by the

frequency by which certain life situations tended to occur prior to the
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develOpspnt of a neoplasm. Emotions such as grief, disappointment, despair,
and hopelessness were inciting causes of malignant growth. In this country
William Parker summed up his fifty-three years of surgical experience with
cancers
"It 18 a fact that grief is especially assoclated
with the disease. If cancer patients were as a
rule cheerful before the malignant development made
its appearance, the physiological theory, no matter
how logical must failj but it is otherwise. The
fact substantiates what reason points out." (Parker, 1885)
LeShan cited E. Cutter in this historical perspective who, about the
same time as Parker noted that, "Mental depression is too often an element
in cancerous cases to be overlooked." (Cutter, 1887) Herbert Snow, working
at the London Cancer Hospital, did the first statistical study with the
available psychological tools. In his last book, written in 1893, he wrote:
"see We find that the numbers of instances in
which malignant disease of the breast and uterus
follows immediately antecedent emotion of a de-
pressing character ia too large to be set down to
chance, or to that general liability to the buffets
of 111 fortune which the cancer patients in their

passage through 1life share with most other people
not so afflicted.”

According to LeShan, the concept that severe emotional trauma con—
tributed radically to the onset and development of cancer was not regarded
as radical. The authors and physicians quoted were cancer specialists who
wrote, not from a theoretical base, but from years of careful clinical
observation. These early writers seemed likely to view the patient as a
whole. Yet debate emerged as to the value or utility of advocating emotional

factors in the development of cancer. The idea of a psychic factor in the

etiology of malignant disease vanished from the literature about 1895,




"eeo It was not useful knowledge since there were
no tools which could be used to help the patient,
advances in surgery and later the promise of
radiation seemed to be the answer. These tech- | ;
niques also helped to focus the prevailing medical

view on cancer as a "local® phenomenon. The older
organismic view was lost and the neoplasm was more h
and more considered as a problem of a specific

body area and not of the body as a whole.” (LeShan, 1959)

Notwlthstanding this caution, efforts continued to integrate psyche
and soma. With the advent of psychoanalysis and especially with edvances T
in the field of psychosomatic medicine, many authors attempted to document
11fe events and personality patterns common to those who developed cancer., i
The first of these was an intensive study by Elida Evans who reported simi- 1
larity of psychosocial histories among one hundred cancer patients. Evans
reported that:

"sss the typlcal cancer patient had lost an import-

ant emotional relationship prior to the development

of the neoplasm and was unable to secure any :
effective outlet for his psychic energy. Under the §
stress of intense renunciation, the detached energy :
had turned inward and, in expressing itself through

a primitive erotic outlet had brought the cancer

into existence." (Evans, 1926)

Along similar lines LeShan and Worthington (1956) studied the
personality and life histories of 250 patients with malignancies, they
reported that the cancer patients had four factors which differentiated
them from the control group, ' %

l. A lost relationship prior to diagnosis of cancer.

2. An inability to express hostility in their own
defense.

3. Feelings of unworthiness and self-dislike,

ho Tension over the relationship of one or both

“ parents.

In addition, a psychodynamic pattern emphasizing a traumatic event in child-

; I
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hood and including the above factors was observed for 627% of the cancer
patients and 10% of the controls,

Studies cited thus far (Evans, 1926, LeShan and Worthington, 1956)

“‘

utilized a research design that contrasted malignancy with non-malignancy H
groupss They did not differentiate between patients with different types

of cancer.

Personality Traits and Psychological Pattemns in ;
Different Mallgnancies ‘

An slternative approach was to contrast patients with specific types

of cancer, Studies in this class included those of Tarlaw and Smalleiser,
(1951), Bacon, Rennecker, and Cutter, (1952), Greene, (1954), Stephenson and
Grace, (1954), LeShan, (1957), and Kissen, (1964).

The work in this latter approach of psychological patterns of diff- |
srent types of malignancies was sketchy at best. While the work was incon-
clusive, it was most intriguing and served a sipgnificant heuristic value,

(For a thorough review, see Achterberg, 1976). Several distinguishing factors

were reported with the different diseases, In general,

"eoo patients with lung cancer have been found to 1
be psychologically more like other lung cancer I
patients than either healthy controls or other
respiratory disease patients. Breast cancer pat—
ients are more like other breast cancer patieats
than other groups and so forth." (Achterberg, 1976)

Dre Do Kissen, Past Director of the Psychosomatic Research Unit at Southern
General Hospital, Glasgow, conducted an indepth study of patients suffering
from cancer of the lung, He compared smoking and inhaling habits of lung
cancer patients and the general population., It was hypothesized that one
basic personality characteristic of the lung cancer patient was a poor outlet Eh
for emotional discharge. The results indicate that the mean neuroticism

scores on the Maudsley Personality Inventory and the scores on childhood
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behavig; disorders (CBD) were significantly lower for lung cancer patients
relative to other groups, both reflecting an inability to accomplish emot—
ional discharge. He concluded that the personality of the patients was more
important than the fact that they had been smokers, and it was their person-
ality which prevented them from releasing the tension arising through
problems in their personal life. (Kissen, 1964)

Greene studied 100 patients with leukemia and lymphoma over a 15-
yoar period and demonstrated that these cancers developed in an environ-
mental setting in which the patient had dealt with a number of losses or
separations which prompted feelings of sadness, anxiety, anger or hopeless-
ness. He hypothesized that the development of the disease was related to
the psychological state of the individual represented by despair, hopeless—
ness or discontinuity. (Creene, 1966)

Bacon and Assoclates obtained psychiatric case histories from forty
women with breast cancer and found certain consistent behavioral character—
istics. The presence of guilt feelings, delay in treatment; and a masoch-
iaticAcharacter were all suggestions of what Bacon called an "internalized
self-destructive drive." The authors proposed that cancer in some patients
may have been utilized as a form of passive suicide. The lack of a control
group raised certain objections but the study was suggestive and important.
(Bacon, 1952)

In a series of studies, Schmale and Iker (1966, 1971) were able to
predict to a significant degree which women hospitalized for cone biopsies
would have cervical cancer. A group of healthy women considered to be bio-
logically predisposed to cancer of the cervix based on suspicious Papanico-
laou smears were selected. Those having a "helplessness prone personality"
were predicted to be eventually diagnosed with malignancy, and those not

experiencing this trait would not have the disease present. The investigators




designed’a means of verifying this sense of helpless frustration via an
interview technique. OSixty-eight women have been studied with this method
and 50 of 68 have been correctlj diagnosed using the psychological infor-
mation. The authors state that the psychological experience of hopeless-
ness acts as the promotor of cancer. These findings reinforced the idea that
loss or conflict which was accompanied by feelings of hopelessness and help-
lessness predated the development of cancer by a few months. (LeShan and
Worthington, 1956)

Studies relating personality traits and psychological patterns of
different types of malignancies are recent in the study of cancer and are
usually imbedded in the literature of psychosomatic disease. These works
validate the premise that people with certain behavioral traits have weak-
nesses in specific target organs. Research on the psychological factors in
heart disease, ulcers, colitis, asthma, etc. are cases in point. In his book

The Will to Live, Hutschnecker (1953) cited a chapter titled "We select our

i1llness™ in which he says:

"ese the need for a way out, for escape, sacrifice,
self~punishment drives us to single out an organ to
destroy by 1llness, ... The decisions about illness,
aro made in the unconscious court of judgement

which sits waking and sleeping within us. They are
arrived at by way of involved and turbulent argument
without words = the language of emotions, While the
choice of illness or health i3 made emotionally it

is carried out through the physical mechanisms of the
body. "

Dre Ge Groddeck, a German physician proposed in the early 1900's that
behind every manifestation of illness there was a reason, and the afflicted
organ or limb was specifically selected by a part of the mind which he
called 'the It.' If a patient contracted an infection, the question likely

to be put to him was Why have you infected yourself? Vhat is it that drove

you to cause some of the germs around you and within you to multiply so




that you were able to use them to make yourself 111? According to Dr. |
Groddeck, all illness was a manifestation of the unconscious mind trying to

find, by a childlike logic of its own, =a answer to the problen currently
confronting it, f

Stress and the Development of Cancer i

Dre Wilheim Relch, regarded by many as one of the founders of modern |
paychosomatic medicine, believed that the body contained a "Life Force" ;
which needed to flow freely inside the body if it was to remain healthy, j
His ideas were similar to those of Groddecks. Disease crept in when the f
energy became anchored in any one part of the body. Reich showed how the
body mirrored the general tensions and general character of the patient. To
become freely functioning, the body defenses, which prevent the free flow of
energy, have initially to be broken down. The therapeutic applications of
Relch's thoughts have been translated into modern day bio-energetics. (Lowen,
1975) This has relevance in terms of whether a specific constellation of ?
peychological traits can be related to the location of cancer. When a part
of the body is submitted to unrelieved stress, or kept in a state of con- |
! stant tension, preventing the free flow of the life force, this part may
collapse and cease to function. (Groddeck, 19673 Blythe, 1973)
Recently, Simonton (1975) has renewed interest in this notion of
stress and illness. He develops and describes his own theoretical model in

the development of cancers

"Cne very large factor contributing to heart
disease is the person's response to stress. Sup-
posing this same thing is true in cancer which
seems very strongly to be so, then as surely as
the heart patient records the fact that he has
this type of personality the cancer patient re-

, sisted it even more strongly, The heart disease
peraonality is basically a much more socially
acceptable personality than the cancer personality.

(Simonton, 1975)




elaewhes, he states,

"eeo clinical malignancy occurs then not from a
single causal factor, but from the duality of
the disease in host resistance and an increase
in abnormal cell production. Both of these
factors can be traced to the psychologically
stressful events We do not assume that all mal-
ignancies follow this course, nor do we assume
that the events flow solely in the described
direction." (Achterberg, 1976)

Simonton adheres to the surﬁeillance theory of tumor develop&ont in
which 1t is believed that the body continuously develops cancer cells that
do not po on to develop into clinical malignancy because the body's own de-
fense mechanism destroy the cancer cells prior to tumor development. It
follows from this view that psychic factors indirectly offset carcinogen-

esie via the immune systems

"eeos The work on psychological or physical stress
indicates that when subjected to prolonged or
intense stress there is a docrease in the immune
response as well as related changes in hormonal
balance. DBoth the onset and severity of a wide
variety of diseases including cancer have been
assoclated statistically with a previous in-
crease in 1ife stresses, However it appears that
it is not the stressful situations, per se that
are uniformly detrimental to health, but rather
the physical response depends upon the resources
that an individual has for discharging or dissi-
pating emotional response," (Achterberg, 1976)

Simonton (1976) annotates a collection of readings based on the
premise of stress and host rosistance in cancer. (Prehn, 1969, Soloman,
1969, Labarba, 1970, Holmes, 1973, and Riley, 1975)s Simonton concludes
that by the 1960's, "... the evidence was conclusive that prolonged or
intense stress predisposed an animal to the development of malignancy and
significantly influenced the cause of disease."

In his own experience, LeShan wrote that marked changes in psycho-

logldal stresses have frequently been associated with sudden changes ia the
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growth fyto of tumors (LeShan and Gassman, 1958). To quote LeShans

", .o If we can determine that certaln changes in
body chemistry follow certain types of emotional
change, and that there is also a correlation with
neoplastic development, we may have new ways to
attempt therapeutic intervention at different
levels of biological function. It 1s probable
that the greatest pragmatic value of research in
this field will come from greater understanding
of psychophysiological interactions rather than
from purely psychological therapies."

Most of the works cited in LeShan's review were retrospective. It
was not until Thomas (1974) recently published her longitudinal findings on
the identification of personality characteristics in a population prior to
any development of disease that LeShan's retrospective studies have received
support. Thomas studied the development of five diseases. She found that
years prior to the diagnosis of cancer, those individuals perceived less
closeness to parents than did any other disease group studied,

In summary, the research and clinical observations of 3now, 1895,
Evans, 1926, Kowal, 1955, LeShan and Worthington, 1956, Green; 1966 and

Schmale and Iker, 1966, combine to suggest the followings

(1) There seems to be a correlation between neoplastic disease and
certain types of psychological situations, This has been widely reported as
a result of clinical observations, experimental studies and statistical
investigations,

(2) The most consistently reported psychological factor has been the
loss of a major emotional relationship prior to the first-noted symptoms of
the neoplasm. It seems to be established that this has occurred more often
in cancer patients than in various groups who were used to controls.

(3) Many authors highlight the role of a severe emotional trauma

accompanied by feelings of sadness and hopelessness preceding the development

of a mallgnancye
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J (4) There is recognition by many authors that the hopelessness
reaction may play an important facilatory role in the appearance of many
forms of cancer.

(5) The recent work on stress and cancer (Simonton, 1976) reinforces
previous studies on the role of increased life stresses and the development
of disease. This work goes one step further in maintaining that the physi-
cal response is dependent uponvtha resources an individual has for discharg-
ing this psychic stress, For the first time, emphasis is placed on the
importance of dealing with these emotions,
| (6) The works cited presuppose the mind-body phenomenon as a single

reality.




(B) The Role of Psyghological Variables in the Course and Outcome of Cancer
7

The idea that the growth rate of cancer may be influenced by psycho-
logical phenomena has received some attention and study. (Bacon, 1952,
Renneker, 1952, Trunnell, 1952, and West, 1952) A thorough consideration
of this was reported by physicians at a symposium on the psychological vari-
ables in human cancer (Gengerelli and Kirkner, 1954). West, Cutter, and
Ellis, (West, 1954) were impressed with the accuracy of intuitive predict-
ions as to how well a patient would respond to treatment. These predictions
were based on psychological and/or emotional aspects of the patient and not
on the characteristics of the disease, per se.
| A major studybroported at the symposium, by Blumberg, West and Ellis
(1952), compared "fast" and "slow" growing neoplasms with respect to psycho-
loglical characteristics as measured by a series of psychological tests.
Their psychological research had its origin in daily clinical observatiom

of large numbers of cancer patients.

"We were impressed by the polite, apologetic,
almost painful acquiescence of the patients with
rapidly progressing disease, as contrasted with
the more expressive and sometimes bisarre person-
alities of those who responded brilliantly to
therapy with long remissions and long survival."
(Blumborg et alo' 19510)

Results of this study, using the Minnesota Multiphasic Personality
Inventory and the Rorschach, indicated that patients with fast growing
tunors were more defensive, had a greater motivatién to appear good and
less disturbed than they really were. They experienced more tension as a
result of emotional conflict and an inability to adequately defend them—
selves against anxiety. They cbuld not successfully reduce their tensions
through action.s During the second phase of the study these criteria were

used to predict tumor growth rates. The prediction proved to be correct
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in 78%,0! the 25 subjects evaluateds The slow growing tumor group evidenced
a more pronounced ability to reduce excossive emotional stress by motor
discharge. TIn contrast, those with rapid growth were; “e.. consistently
serious, overcooperative, overnice, over anxious, painfully sensitive, pass-
ive, apologetic personalities."... (Blumberg et al., 1954)

The authors concluded that psychological factors were operative in
relation to the cancer activity of the patients. The data suggestod that
long~standing and intense emotional stress, and an inability to discharge
stress may exert a profoundly stimulating affect on the growth of an estab~

lished cancer.

“eeo If the validity of the findings reported in
this paper is supported by the results of our own
further work and by independent investigations,

one might begin to think of explaining host
resistance in the cancer patient in terms of abil~
ity to reduce or adapt effectively to stresses
induced by environmental and emotional conflicts,
Such a concept seeks to explain why for example, of
two radiologists who develop the same type of
leukemia following similar exposure to X-rays, one
lives out his normal live span with little incon-
venience and the other dies of leukemia in a matter
of months." (Blumberg et al., 1954)

In a Canadisn study Stavraky, (1968) compared the survival rates of
cancer patients, matching those with the most favourable outcome with stage-
matchod controls defined as average outcome. The group with the most
favourable outcome, differed strikingly from all others. They showed a
greater ability to express hostile or angry feelings without loss of emot-
ional control. It was noteworthy that the emerging picture of the patient
with a favourable outcome was the antithesis of the 'hopelessness® or giving-
up reaction described by iEngel (1965) as an antecedent of disease in general
and by Schmale (1971) as a predictor of early cervical cancer.

In a recent study, Weisman and Worden (1975) used information from




psycholog;cal autopsies of cancer deaths, and correlated observed survival

(measured in months beyond expected survival) with psychosocial factors.

"see Patients who lived significantly longer
tended to maintain co-operative and mutuvally
responsive relationships especially towards
the end of thelr lives, Patients with death
wishes, depression, apathy, and long-standing
mutually destructive relationships survived
for shorter periods than expectable. Why long-
etivity occurs in some patients but not in
others may be related to different traits which
create alienation in personal life and care-
taking staff as life draws to a close. MNore
assertive patients ask for and get better
attention and services and as a result may live
longer."

“‘A more recent study by Achtenberg, Simonton and Simonton, (1976)

which used an unusual approach to treatment of cancer (which will be discussed

in det§41 in another chapter) observed twelve cancer patients who lived in

excess of two years past incurable diagnosis. They were compared with a control

group who died within one year following an incurable diagnosis.
The findings eche other studies,

- "eee To date wa have served trends in several
factors under study as well as statistically
significant differences in the psychological
characteristics of the two groups and have
reached the conclusion that there is a relat-
lonship between certain psychological factors
and the course of disease."

In summary the studies quoted above all suggest that there was a

relationship between personality organization and the time from the first-

noted symptoms of a neoplasm until the patient died. Certain psychological

characteristics, such as acquiescence, passivity, hopelessness, and apathy,

kept appearing in the discussion of "premature" cancer deaths. Simonton's

(1976) work has attempted to follow up Blumberg's (1954) early thoughts that

perhaps host resistance in the cancer patient can be explained by an ability




to redgpo or adapt effectively to stresses induced by environmental and
emotional conflictse

Some of the studies reported are subject to methodological eriticism
(Perrin, 1959) in terms of:

(1) The selection of cancer patients (location, extent, or approxi-
mate duration of the cancer in patients studied is neglected,

(2) The lack of control groups.

(3) The nature of measuring instruments (either no systematic form
of measurement, or interviews conducted without detailed information as to
the interview method employed or methods used to classify the results,

(4) Treatment of data (serious lack of stastical tests in many of
the studies,

However their combined effect leave little doubt that practitioners dealing
with the cancered patient may well find valuable and usable information in
the realm of emotional factors. Questions continue to emerge as to the
degree of importance of emotional variables and how to incorporate this know-
ledge in treatment and prevention. One direction, nonetheless, seems clear.
Paychotherapeutic support systems for the cancer patient should be designed
which attempt the therapesutic explanation of emotional variables, an insight
originating over one hundred years ago!
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(C) living With Cancer : The Emotional Impact
”

The research and literature on the emotional aspects of cancer rein-
forced the writer's personal experience and echoed statements made by cancer
patients themselves. The letters and telephone calls received by my late
mother from cancer patients were similar to those described by the author of
Make Today Count (Kelly, 1975) = a cancer patient himself,

"One thing is clear to me from the thousands
of letters and telephone calls I have received
since Make Today Count was founded. And that is
that the emotional problems caused by cancer are
as devastating if not more devastating as the
physical problems caused by the disease. Very
few of those letters and phone calls refer to
physical suffering. They deal with mental ang-
uish insteade."

The Meaning of Cancer

To many patients cancer means extreme pain, to some disrigurement;
and to almost all a serious threat to survival. Changes in body function,
possible mutilation, and changes in body image (skin lesions, scars, loss
of limbs, paralysis) may represent the violation of one's self-image. Such
changes are many times accompanied by a loss of self-esteem and fear of
unacceptability. Feeling unacceptable one may also feel isolated and re-
Jected, and if threatened by the inability to fulfill an important role,
the person may fear loss of affectionf (Sveinson, 1974, Kelly, 1975, Rosen-
baum, 1975)

Cancer terrifies people. It is thought of as the prototype of fatal
illness conjuring up thoughts of a hopeless, painful and debilitating
disease. (Feder, 1966; Shands, 1966, Waxenberg, 1966) Few other illnesses

combine the wearing qualities of a long illness with the tearing qualities

of an acute one. A person facing a life threatening disease is concerned




with d%gruptiona to his patterns of living, This concern can be so intense
and distressing that the person, "... faces an obstacle to important life
goals that is for a time insurmountable through the utilizatiod of éustomaxy
methods of problem solving." (Caplan, 1964) The threat of prolonged depriv-
ation, body dysfunction, and mobility restrictions may cause such intense
anxiety, that a person may withdraw into a déep depression, too bewildered
and frightened to function in any area of his life. (LeShan, 1961)

In crisis terminology there is an upset in the state of equilibrium.

A Sense of Helplessness

The diagnosis of cancer spells catastrophic suffering and pain, a
deatructiv§ force over which the person has no power. Fears of helplessness,
dependency, isolation and abandonment are written about extensively in the
literature (Feder, 1966, Schmale, 1971, Abrams, 197, Sveinson, 197,, Kelly,
1975, Rosenbaum, 1975). As Abrams (1974) points out, cancer is one of the
few diseases an individual feels he cannot control. Undergoing diagnostic
tests and therapeutic procedures can reinforce the feeling that you are no
longer in control of what happens to yous The person's feeling that the
outcome is uncertain is usually the paramount factor influencing his behav-
ioral response. As Keleman (1974) points out, helplessness is the basic
pain of 1life, Much pain and anxiety derive from that.

"eeo Dying is having to face the unknown in a
world controlled so thoroughly that unknowns
are only fearful experiences. Our soclety is
the on-going result of a history of working
hard to control unknowns, In our lifetime
there are tremendous studies toward such con-
trol.,"

Many cancer patients have a sense of helplessness that may lead to with-

drawal, depression and hopelessness. As Seligman, (1975) who has done much




paycho}931c31 research on helplessness, claims, depression is really the

belief in one's own helplessness, His work points to the importance of
vcontrol” in one's 1life, and the lethal consequences of helplessness. In
terms of Blumberg's (1954) work on fast and slow growing neoplasm, Stav-
raky's (1968) work on psychologlical factors in the outcome of cancer sur-
vival, and Schmale's (1971) study on the prediction of early cervical
cancer, the emergent picture of the patient with a favourable outcome is one
who does not feel hopeless and/or passive regarding his disease, Thus, the
emotional response of helplessness would certainly not facilitate reduction
in psychic stressj a factor‘vhich Simonton (1976) suggested as a key influ-

encing variables in the body's response to disease.

The Crisis Potential of Cancer

The word crisis is derived from the Greek, meaning "turning point".

As S. Keleman describes, (1974) discovering our dying is a turning point.

",oe Each turning point i3 the resolution of
loss and an encounter with the unknown. The
unknown consists of that which we find unpre-
dictable, and of our feeling helpless in the
face of it."

" For the newly diagnosed, the "unknown" may be his response to discovery,
often creating dramatic changes in his self-view. Discovery is the first
crisis for the cancer patient. What crisis could be more devastating than
the threat to 1ife? Regardless of the possibility of an optimistic prog-
nosis, death is always a possible outcome and anticipatory grief is present
from the time of diagnosis. On hearing he had contacted leukemia, (a
malignant disease of the tissues in the bone marrow, spleen, and lymph nodes)

an (ntario reporter wrote:s 'My world seemed to collapse., I felt as if I

had just been sentenced to death." (Dempson, 1977) Similarly, an Iowa man
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"ees ALl of us were silent during the trip
home, I was losing my life and my family
and I didn't know what to do or say ees
Cancer meant death. It meant my death.”

(Kelly, 1975)

The cancer patient is suddenly and powerfully afflicted by the destruction
of a predictable future. The person must contend with the potential of non-
existence. The aemotional impact has been described as a sudden amputation
of the future. Most patients féce an extended pericd of uncertainty with

respect to the outcome of their disease.

"see I know that I'm not a whole humen being
any longer., From the time my disease was
first diagnosed, it was evident that the
cancer was pretty widespreade...Now I live
from day to day on the basis of my various
body counts - the counts that indicate how
I'm getting along,...the drugs are {ighting
the cancer, the cancer is fighting to grow
again, my body is fighting to regain its
natural balances, the chemotherapy drugs are
killing the healthy cells as well as the can-
carous ones., The battle goes on and every
day I wonder just how many more days I can
count."” (Kelly, 1975)

Colan's (1969) components of an emotional crisis can be applied to
the stages a cancer patient passes throughe She describes the state of
active crisis ést "eee The stage of disequilibrium when tension and anxiety
have risen to a peak and the individual's built in homeostatic defences no

longer operate." Kelly, (1975) in his book, Make Today Count confirms

this astate.

"eeo I needed, and did not really have the will

to go on living. T needed to be able to talk
- honestly and openly to my wife and children.

and T could note I needed to think of myself

as a human being. Gravely ill, yes. Under a
death sentence. But a human being nevertheless,”




Dealing With Cancer : Defense Mechanisms
’

Many writers have spoken of the changes in attitude involved in
facing a life-threatening disease such as cancer. As Shands (1951) writes,
for most people it is an impossible integrative effort and they resort to

substitutive compensatory mechanisms,

A cancer patient writing to fellow cancer patients remarks:

"eeo They will experience the same stages of
fear, disbelief, and acceptance that I did.
They will be devastated at first, but they
will find that as they cope successfully with
each stage of fright and denial, they will
slowly build the emotional strength that will
see them through their ordeal. After a while
the feelings of devastation and nakedness will
be eased. And they will be grateful as I am,
to be alive."” (Rosenbaum, 1975)

These compensatory or defense mechanisms vary from person to person. i

Some experience guilt, some denial, others anger.

"eee Fear and anger are the basic defense
reactions in life, Fear is a self-collect-
ing response, anger a self-extending one.
Fear and anger - retreat and attack. One
uses either of these reactions to try to
hold their boundaries together and to pre-
vent change or loss....They are responses
necessary to the person's integrity, their
wholeness, and to avoid or correct the broken |
boundary." (Keleman, 197.)

Denial can act as a reprieve from painful consideration of impending death ﬁ
especlally where there is no response from treatment. It is regarded by
some as an important adaptive mechanism, Denial, like all other mental
mechanlsms, defends the conscious self and preventing its use may result
» in vulnerability and more pathological expression, According to S. Freud,
p every denial is an affirmationy According to other theorists denial is a

poor avenue for emotional discharge and often provides none at all. (LeShan ;
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and Gegsman, 1958) To completely deny a stressful situation probably

results in the damming up of a considerable amount of psychological and

physiological tension.

The Growth Potential in Crisis

The classical reaction to crisis, as outlined by Iindemann, (1944)
as a state of disorganization and tension with disruption to bodily and
thought processes, and a decrease in constructive behavior and mounting
frustration with feelings of helplessness and defeat, is dependent upon the

~degree to which one must change (or perceive it as a must) his accustomed
ways of relating, how well he feels he will be able to make the adjustment
and at the same time be accepted by others. Thus a crisis has within it
both danger and opportunity. It can move the individual to regression and
disintegration of personality or to resolution, learning, and growth.
Rapaport, (1972) maintains that a crisis can be a call to new action, a
challenge bringing forth new coping mechanisms which serve to strengthen

the individual's adaptive capacity.

"eoo Having cancer was the most terrible thing

that ever happened to her. Tt was also the

most interesting. In superb understatement she

sald it was never boring....I used to think that

if something ghastly should happen to me I would
die. Now I know I can be a survivor. It's good

to find out you can get through something tough.

I feel better about myself because I know thatjeeeeI'm
more interested in having fun, I'm also a little less
driven about work so I can enjoy other things more
than I did before." (Winnipeg Free Press, 1976)

This person discovered a new meaning in life. Her words fulfilled
the central theme of existentialism -~ to live i3 to suffer and to survive
is to find meaning in suffering - a theme having great relevance for many

facing a 1life~threatening disease. A basic tenet of this philosophy is

that if there is purpose in life at all, there must be purpose in suffering




and dying.
o

"see Whenever one is confronted with an
unavoidable situation, whenever one has to
face a fate which cannot be changed, just

 then one is given a last chance to actualize
the highest value to fulfill the deepest
meaning -~ the meaning of suffering. For what
matters above all is the attitude we take to-
ward suffering." (Frankl, 1963)

*‘ vf' Frankl's analyaiﬁ, in his book Man's Search for Meaning, of the
experience of prisoners in concentration camps, has significant parallels
with the experience of the cancer patient. Both prisoners and cancer vic-
tims have the, "... last of human freedoms -~ the ability to choose one's
attitude in a given set of circumstances." . (Frankl, 1963)

Kelly, a cancer patient, in his book, Make Today Count, writes,

"eoo it 18 this very awareness of our limited
life span that gives us the courage to fight,
, the strength to carry on, the wisdom to use
{ each day as a gift, and the ability to say "I
& love you" before it is too late."

Rosenbaum (1975), in his book Idving With Cancer quotes from one of

his patients,

"ese Dlsease rearranges your values and you
cast off things....There is nothing to be
afrald of anymore when you know you are going
to die. Tt is liberating, very liberating.
All the lies are dropped and it cleans your
life. Then everything becomes more poignant,
more vivid, the people you love and the people
you do not. Everything is heightened, and the
avareness 1s just incredible." «..

For some people this new state of belng, living with cancer,
represents a transition in life that brings forth personal growthe Trans—

itions in life may, "«.o. produce a vitality and immediacy in one's life.

They are now and real; they release and lead to unplanned learnings and

l experiences." (Kuypers, 1977)
|
|
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In summary, research and literature on the emotional aspects of
cancer reveal the potential for both crisis and opportunity. Those inti-
mately experiencing the disease disclose the paradoxical meanings in their
reactions to cancer. Feelings of fear, isolation, unacceptability, help-
lessness, and resulting depression are most frequently reported in the
literature. Amidst these feelings, lies an unforeseen strength that can
be gained from learning to live with cancer. Where and how can that

strength be developed?
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(D) Poythological Intervention s Application of Theory

Dre E. Pendergrass, (1959) past president of the American Cancer

Soclety, spoke of the curative power of the mind:

"eso There is solid evidence that the course
of disease in general is affected by emot-
ional distress....Thus, we as doctors may
begin to emphasize a treatment of the patient
as a whole as well as the disease from which
the patient is suffering. We may learn how
to experience general body systems and through
them modify the neoplasm which resides within
the body."

His hope was that practitioners would realize that within one's mind is a
power capable of exerting forces which can either enhance or inhibit the
progress of this disease.

According to Dr. C. Simonton however, there is no systematic or '
widely accepted approach to deal specifically with the fears and emotional }ﬂ
needs of cancer patients (Achterberg, 1976). Simonton cautions, that :

despite repeated studies correlating cancer growth rates with psychological

factors, no apparent change in the emotional care of the cancer patient has

transpireds This omission may relate to the drastic alteration of cancer

treatment if emotional factors are seriously considered.

"eee In reviewing the articles that cite the
paychological factors that predispose the
development of cancer, we see that these are
common psychological characteristics that

are dealt with normally in a psychotherapeu-
tic practice. DProblems of intense situational
depression, anxiety, inability to express
emotion, sexual maladjustment -~ all these are 4
readily addressable through existing paycho—

therapeutic approaches,” (Achterberg, 1976)
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Simonton's Approach ﬂ

Dre Simonton, an American radiologist discouraged with the negative

attitude many cancer patients had, suspected that patients who felt their




Fljurc I

Psychophysiological Model of Cancer Growth

Psychological Stress

Depression, despair

Limbic System

Hypothalamic Pituitary
Activity Activity

Endocrine

Decrease in Increase in
Immune Activity Abnormal Cellg

——

Cancer Growth




/

Fljur”"‘d 2

Psychophysiological Model of Cancer Regression

Psychological
Intervention

Hope, anticipation

Limbic System

Hypothalamic
Activity

Immune
System

Pituitary
Activity

Increase in
Immune Activity

Endocrine
System

Decrease in
Abnormal Cells

Cancer Regression




£
k
&

4
£
2
)
i

1

diseas?,uas beyond control simply gave up and succumbed to their disease

unnecessarily, a self-fulfilling prophecy related to hopelessness.

"We try to convey the idea to the patient
that it's just as if you were to deny your body
food for too long; we know that you would event-
ually die. The same is true emotionally. We have
emotional needs that are very real and very con-
crete and if these are denied 1life loses its mean—
inge We will begin to seek the end of our life."
(Simonton, 1975)

Simonton's Theory and Treatment

;  Simonton (Achterberg, Simonton & 3imonton, 1976) considers psycho-
logigal intervention as "... any activity that elicits a positive emotional
respénéo on a systematic basis including attitude change, a pleasant physical
eveﬁ%, regular relaxation and visual imagery." iis theory holds that
posilive emotional responses are accompanied by a decrease in depression,
Iearéand anxiety and a re-establishment of hormonal equilibrium. His theory
is bésed on the premise that malignancy occurs from the duality of the
decrgase in host resistence (the immune system is inefficiently recognizing
and destroying cancer cells) and an increase in abnormal cell production.

A positive attitude, or the will to live, he maintains can enhance the
effectiveness of traditional(treatment in a quite un-mysterious fashion, by
releasing inhibition of the immune system. This idea is illustrated in
chart form in Fig. 1 and 2 (Achterberg, 1976).

Underlying the specific psychological treatment proposed by Simonton
is the idea that in order for a patient to believe in thelr ability to
extend and improve life in the face of cancer, two factors are important:

1) full recognition of the extent of malignancy and 2) the belief that the
body has a bullt-in mechanism to fight disecase and to return to a homeo-

static condition of health. The person's belief about cancer and illness




in general are crucial. Does he feel that the illness is being forced upon
him by an uncontrollable external world? Does he feel personally respons-
ible for his illness? If you believe you are a victim of the disease,
Simonton maintains that the patient cannot actively participate in the
emotional aspects of treatment. The feeling of helplessness, (observed by
Seligman (1975) in his extensive psychological research) makes people more
susceptible to pathogens in their environment. Simonton's treatment moves
the person out of the role of victim into the role of participant, who
accepts responsibility in influencing his own future. The person, not the
disease, is in charge.

Much of Simonton's thought is based upon past studies ignored by
most present day clinicians. These studies quoted in earlier sections all
attempt to research the psycho-social component in cancer development,
course, and outcome. Simonton's work demonstrates a resurgence of interest
in a total organism-in-an-environment situation which we term neoplastic
disease, rather than a focus strictly on a cellular level.

Cancer patients who work with the Simonton's (Dr. and Mrs. Simonton)
are screened on the basis of their stated willingness to accept an active
role in their medical treatment and in assuming responsibility for their own
retum to health. Simonton's emphasis on personal responsibility is central

to his approach.

"ess In order to really grasp the concept that

" they can mentally influence their body's immune
mechanisms, they must eventually realize that
their mood and emotions and body act as a unit
and can't be separated.” (Simonton, 1975)

The treatment combines standard medical procedures (patient must
continue chemotherapy, radiation etc.) with psychotherapy and a relaxation

visual imagery technique designed to counteract the stress response,
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Relaxa?}on and visual imagery provides a self-help tool to deal with anxiet-
jes and fears. Psychotherapy provides insight into behavior patterns and
attitudes that are maladaptive in responding to cancer.

The'person practices the relaxation visual imagery six weeks prior
to coming to Simonton's clinic. The visualization and relaxation are task
oriented activities to help reduce depression, and allow the person to bagin
to participate in his disease.

Specific instructions have the person meditate three times a day
during this six week period. The person visualizes the cancer as it appears
to him, then pictures his treatment and its effect on shrinking the tumor,
and finally visualizes his own white blood cells fighting the disease.
Finally, the person pictures himself getting up and carrying on his day's
activities, as he projects himself into the future thinking about what he
wants to do years from now, This future anticipation activity is derived
from the theory on expectancy.

The expectation of improvement noted in crisis intervention, the
therapists expressed expectation that the present crisis can be resolved and
that the patient will feel better, is a powerful force for producing exactly
such change. The expectation "... elevates the self-esteem of the individual
and employs the positive transference to create an optimism that in turn
influences mood, allays anxiety, and thereby improves cognition." (5mall,
1971) The utilization of imagery helps the person to create a future for
himself, by imagining what it would be like to feel healthy. Although the
person is still aware of his disease, he shifts the focus away from it.

Following the six week period, the patient participates in one week
of intensive group sessions where they are further exposed to Simonton‘'s

concept of how the mind interacts with the body and how attitude plays a
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major ;yle. In the group sessions, patients begin to look at their life
situation when cancer developed. They are encouraged to ask how they
allowed their body defense mechanisms to break down and influence the course
of the diﬁease. This bears striking similarity to Groddeck's work and later
Reichian thought. Both maintained that a reason existed behind every mani-
festation of illness, and that the afflicted organ was specifically selected
by the patient as an answer to a problem currently confronting ite The
patient is helped to find a meaning for his disease. The person is directed
to look at his life today to determine whether the disease holds a creative
message that will hold a positive potential for him/her in the future. Here,
a parallel can be drawn with existential thought referred to earlier in this
paper. Simonton demonstrates recognition in the value of providing the
patient with a sense of meaning and purpose in his suffering,

Throughout this process, the group serves many functions: 1) height-
ening awareness, 2) acting as a community of support during the resolution
of crisis, and 3) working in a conscious way to modify people's visual
image of their disease to the point where it will be more meaningful in his
body's ability to fight it. Members meet other patients who have succeeded
in coping with their cancer to help heighten the feeling that they too can
copes Group goals aim to strengthen the feeling that there is a future to
live for and that mental activity, imagery involvement, and sharing, can

effact treatment

l’i
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i1) Indiyidual and Group Interventions

Others besides Simonton have developed a philosophy and orientation
towards facilitating adjustment to cancer.

LeShan (1961, 1969) adopts a more traditional psychotherapeutic
approach in his work, and proposes that psychological interventions be

directed toward greater self-understanding and inner growth. The goal is

to realize the new meaning and validity life can have when living with cancers

This bears striking similarity both to the attitudes of cancer patients

i quoted earlier on, and existential thought. A further goal in therapy is g

i
ﬁ< increasing the degree of independence and inner strength in the patilent.

Gains in self-understanding, self-respect and personal enrichment that come

from self-exploration are important and worthwhile whatever life expectancy

may be.

"eoe In this process it has often proved useful
‘ to help the patient emotionally accept the con-
¥ cept that the universe offers no one any

i guarantees and that no human being has assuran-—
ces about the future. If we waste today
worrying about tomorrow we have lost both., Ve
can only attempt to live fully in the present
while attempting to arrange things so that the
future will offer the same or more opportunit—
ies, but no one has a guarantee that he will
have a future. This is the human condition."
(LeShan and Gassman, 1958)

Self-Help Groups

LeShan's philosophy is strikingly similar to that behind lMake Today
Count, a self-help organization launched by O. Kelly in 1974, that has

f%j' since spread throughout the United States. Kelly's first group of eighteen \

;4; cancer patients and members of their families developed what today has

become a series of on-going, self-support groups, loosely linked together

as an organization. The basic thrust of Make Today Count is implied in its




title, 1#%ing each day fully, so that the quality of life is improved for

people to whom terminal illness is a real and personal matter.

"eeo If Make Today Count is to accomplish its
purpose - to become a gateway back into the
mainstream of 1life for those whose lives have
been shattered by illness - its members must
be willing to be open in discussing their
problems and their experiences."

Similar groups are conducted at the Michael Reese Hospital in Chicago.
The groups run there are conducted by social workers, whereas many in the

communities throughout the United States are strictly self-help.

".ee I had a lung removed because of cancer five
years ago and was told I had a year to live.
Physically I had great care but emotionally I
had nothing. I didn't have anyone to talk to
about my fear. Then I met other cancer patients.
We shared common ground. Getting together with
other cancer patients in Make Today Count Group
has been my therapy." (Chicago Sun = Times,
October, 1976)

Others in such groups comment "..s It is reassuring to know others
have the same fears you have." The probability of recurrence is the most
common fear according to one of the social workers leading the sessions.

To try to overcome that fear patients are advised to live for the present
and not to dwell on what the future might bring « thus "making today count."

Sveinson, (1974) a cancer patient, supports Kelly's claim for self-
help groups.

".es Through my contacts with other cancer patients
I have seen a need for patients new and old, to
gain from their similar experiences through shar-

ing them. Most if not all these experiences will
be in non-medical areas."

With regards to groups Sveinson writes, "... your fellow patients will give
you moral support merely by being there as living testimonies of courage."

Sveinson describes his low periods in which he would try and talk




38

himself gut of his depressions

"eso but sometimes my logical thinking would go
out of the window and that was when I would
look for a punching bage I needed a verbal
release rather than a physical one. I needed
someone to sit and listen while T punched them
around with my tale of woe."

Staff-Patient Groups

Rosenbaum, (1975) a cancer specialist, describes a staff-patient
discussion group started in 1972 being conducted at the Claire Zeller Bach
Saroni Tumor Institute, at the Mount Zion Hospital, in San Francisco. The
group is composed of 50% patients in remission (abatement of disease symp-
toms) and 50% with progressive disease. The group includes patients with
different diagnosis, ages, stages of disease and family situations, usually
eight to fourteen patients plus two or three staff members per session,
meeting once a week for two hours. The focus is helping patients to develop
a way of life rather than an approach to death. Dr. Rosenbaum questions
the social workers conducting these sessions as to how the group 1s success~
ful in helping patients to think through their problems., He asks what steps

are involved in accomplishing this,

"eso They began, as I sald by telling their
medical stories and talking about their
unhappy feelings. Then they began to talk
about their personal problems. They got a lot
of support from the other members of the group
and they soon began to take more responsibility
for directing their lives in areas over which
they had some control....I've discovered that
people who are willing to talk and use talk as
~a way of relating to others and solving problems,
get the most out of this kind of therapy."

The attitude of the group members is "First you mourn and grieve

your condition and then you figure out what you can do to improve your life,"
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(Rosenbggm, 1975) Evaluating the program, the social worker comments,

"ese I learned from the questionnaires that
patients slept better, were less depressed,
and were able to talk about their illness with
greater comfort as a result of being in the
group for several months. The group is there-
fore one of several possible means by which
patients can become more comfortable with what
is essentially a stress situation."
(Rosenbaum, 1975)

Up to this point, most support systems which have been discussed
were~iimdted to those in the United States. Here in Canada, (Toronto) Mary
Vachoh, has been conducting groups, and has been engaged in evaluatioa
research to test the hypothesis that participating in such groups will
improve the patients adaptation to cancer. (Vachon, 1976) Veekly group
meetings are run at Princess Margaret Hospital Lodge, a unit for outpatients
from outside Toronto who are receiving radiotherapy treatments at the
hospltale Groups are co-led by the head nurse of the lodge along with Vachon
(ReNyMiA,) The groups are attended by newly diagnosed patients and those
receiving active treatment for recurrence., Family members are encouraged to
attends As an outgrowth of the Lodge groups, a similar program was initiated
on two in~-patient units, as well as for parents of children with cancer. A
fow group members have gone on to develop similar programs in their home

comnunities upon discharge from hospital.

The extent of the group meetings at the lodpe 1s to provide additional

emotional support for patients undergoing radiotherapy. (Vachon and Lyall,
1976) The focus is on living with the disease and effectively coping with
some of the problems it entails, The purpose of the group is fourfold
(Vachon et al, 1976)

(1) To give an opportunity to meet with other cancer patients to
give and receive mutual support.
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2;; To clarify misconceptions about cancer and its treatment.
3) To meet more "experienced" patients who have lived with the
disease for an extended period of time and who, therefore serve as role

modelss () 7o improve communication with family, friends, physicians
and hospital staff. ‘

The establishment of such groups grew out of an observation by Vachon
(1976). that frequently, by the time a patient is diagnosed as terminal, his
relatiénships with family, friends, and physicians have deteriorated consid-
erably. The patient maybe stripped of his sense of control over his destiny
and may respond with tremendous depression, fear and anger. (Vachon, Lyall,
and Pollack, 1974) Here again, there is an underlying premise that this
sense of loss of control or helplessness is detrimental. The question be-

came of one the possibility of effectively intervening sooner with patients

3

and families in the early stages of their illness to alleviate some of the

2 4dty «

:ﬁi- later problems. The group meetings are not conceived of as "therapy" but
k. } rather as discussion and support sessions where patients and families can
talk openly about some of the crucial and transitional periods in living with
cancers According to the authors, the patients' realization that there are
potential solutions to some of their problems decreases their sense of help-

lessness and passivity.

"eee Through the groups patients are encouraged

to express thelr feelings of fear, isolation,
depression and anger. They gain understanding,
acceptance and support of these feelings from
other group members. In addition, the more exper-
ienced cancer patients are able to offer suggest-
ions for living with the stigma of cancer, over-
coming the fears of family and friends, and
coping with the panic so frequently associated
with a diagnosis of cancer." (Vachon et al, 1976)

The research involves a study of women with breast cancer, a group

g« ! living in the lodge, participating in the group sessions matched with a group

of outpatients on stage of disease, surgical procedure, and radiotherapy

ez
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treatment, (Vachon et al, 1976) Preliminary results demonstrate the Lodge

patients were under more stress at the beginning of treatment than out-
patients. By the end of treatment however, Lodge patients were seen to be
experiencing significantly less stress. Lodge patients were significantly
more apt to talk frankly about their illness and received significantly more
help from other patients. In addition, Lodge patients consistently reported
higher satisfaction with treatment, medical personnel and other hospital staff.
In summary the groups discussed in this paper vary considerably as to

leadership, membership, physical setting, and central thrust, but they all

share the common ground of

él; recognition of the need for verbal release.

2) recognition of the value of discussion and sharing of
common experiences,

(3) focus on living in the present and developing a suitable
way of life rather than an approach to death.

(4) reassurance gained from knowing others have similar
fears and concerns,

(5) recognition and provision of emtional support.




The Will/to Live $ Thematic Underpinning of Group Intervention

LeShan, (1969) Sveinson, (1974) Rosenbaum, (1975) Vachon, (1976)
and Simonton, (1976) all emphasize the importance of the patients® "Will

to Iive." As he lived with his own cancer, Kelly (1975) wrote:

"ees Although there is certainly no way of
verifying scientifically what I am about to
say, I believe that a good part of the reason
I've lived as long as I have since my cancer
was dlagnosed is that I've wanted to live."

Hutschnecker, (1953) in his book The 411 to live describes this

phenomenons a

"eoo Deep within every human being there

exists the will to live, that inborn dynamic

principle whose purpose is to preserve the

individual as well as the race. This bio- |
logical will to live seems not enough to '
support us through the complexities of life

in a civilized world. Ve need a moral and

emotional force to make the struggle endur-

able. As long as we have something to live

for the will to live carries us through the

noments of crisis which are inevitable in

every life."

Sveinson, (1974) concurs with this thought. His message to fellow
cancer patients iss

"I{ you have a goal that is important to
you, one that excites you and keeps you
enthusiastic, you have more to live for.  HNo
matter whether the goal is big or little, it
is something to shoot for,"

Frankl, (1963) writes that those who survived Nazi concentration

camps of lorld War II were those who were interested in survival, those who

had goals in the outside world,

"eee Those who know how close the connection
between the state of mind of man - his courage
and hope or lack of them, and the state of
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immunity of his body will understand that the
sudden loss of hope and courage can have a
deadly effect."

Hutschnecker, (1953) claims that if we truly have something to live

for - this no matter how sick we may be, if we have not exhausted the last

of our physical resources, we do not die. But the incentive has to be one

in which we inwardly, utterly believe.

Rosenbaum, (1975) in discussion with ocne of his patients, whose
approach to his disease was one of personal responsibility for both its 3

development and its eradication writes,

Dre Ret '"You and I have been talking about the
desire to live that is in all of us. Our
philosophies about how to accomplish a cure are
different, but we both know the will to live
makes a difference and that patients who have !
the desire to survive fight harder and do better
medically than those who lack the drive, It is ,
E an intangible, unmeasurable force that makes a
R ] differences I believe it makes all the differ- ’
‘ 4 ence, "

Anthony replied: "If you have the faith that

you are going to make it, if you have the will
to win, you'll make it. And if you introduce

any doubts, you've had it."

Dre Res 'But we know of no specific effect on
cancer cells that is caused by a positive state
of mind."

Anthonyt ... "You convince yourself., You know
you have something and you say, Well, I'm going
to have something else instead, something that's
healthy. VWhat would it be like to feel healthy
right now even though I'm sick. In that way you
begin to create a future for yourself. You
shift your focus, your concentration away from
the disease, even though you still are aware |
of it."

In summary, the experiences of these cancer patients and specialists F

suggest much in the way of psychological intervention. The thread that ties

together the interventions and philosophies the writer has highlighted in




cancer thnselling, is the emphasis on 1life and importance of living in
the present. All éonfirm the benefit in eliciting a positive emotional
response, The writing's combine to suggest that to prolong life one ought
to rggard the whole person, his interest in living, and his adjustment to
psychic stresses imposed by his disease, Attending exclusively to the
physical body is not enough! An attempt should be made to stimulate the
difficult to conceptualiie "will to live." This approach implies a philos-
ophy of health and disease that attitude can and does affect the outcome
of illness, It implies also that a passive helpless attitude may interfere
with treatment and reduce the potential period of 1life,

s s e e




p CHAPTER II

OBSERVATION AND EXPLORATION IN THE CANCER OUTPATIENT CLINIC

A) How a Program is Established s Entering and Attaining System Support
and Acceptance

The process of "entrance" as a stage in program development is

rarely discussed in social work literature, nor does the literature speak
of the unique aspect of entry into an established medical system., The

system addressed in this paper is the cancer chemotherapy outpatient clinic

S at St. Boniface Hospital.

As a system, the clinic may be described as a set of interrelated
elements with a capacity for certain kinds of performance, Its most signi-
ficant component, the oncologist (tumor specialist) was viewed as the kﬂ
ultimate expert in defining illness. His most significant task was the

( " delineation of pathology and the treatment of malignancy. Value was placed ”

£ both by himself and others, on his ability and knowledge regarding the chemo-

therapeutic treatment of cancer. The nursing staff functioned interdepend-~
ently with the oncologist, prepared the patient for examination, and followed
examination with the necessary treatment. They perceived themselves in a

secondary role to the physiclan, in many cases simply following his orders,

Several nurses saw themselves as providing emotional support for patients

by offering cémfort and reassurance to those in distress.

The clinic, the large system, contained sub-systems of staff and

B . i

b patients, both surrounded by an even larger and more complex hospital system,
which in turn, was surrounded by the suprasystem, consisting of the system

in 1ts environment. All parts of this clinic worked together with a suffic-

lent degree of hammony to maintain the system in a steady state.

e




A,system in such a steady state according to Chin (1969) rgacta to
outside impingements by resisting the influence of the disturbance, refusing
to achnowledge its existence, or by building a protective wall against the
intrusions A contract between the oncologist and myself permitting me to
observe the clinic for tuo.months created such an outside "impingement." H
The s;stem's boundaries, the region separating it from other systems were

such, that the clinic's treatment regime historically paid little formal

attention to the emotional factors in illness, The great error of Plato's

day that of separating the soul from the body in treatment had not rectified

itself, The worker was faced with the task of permeating that boundary, of

helping new information filter through thus creating a change in the outputs

from the system. Could the worker influence established values and attitudes,

intervene with the system's functions, so that tasks might change? Would

the system recognize in time that it was important to know what sort of a

patient had a disease as well as knowing what sort of disease he had.
Permission to observe, gave the worker a starting point, However,

was this sufficient in attaining program implementation? While initially

encouraged, I was aware that "working with the system" contained many dangers,

which advised one to move slowly and cautiously, The worker had the dual
task of selling both herself and later the program. The interventive steps
in this process are worth noting.

Each component in the system had a particular function and a fixed
familiar roles One of the first major tasks facing the worker was establish-
ing such a role and function for herself, One of the potential dangers of
entering a medically dominated system was the tendency to see and use non-

medical people as "allied" to the doctor or nurse. As an outsider, I had no

); central quarters or space, Further, as part of my efforts to know and be




known by,all elements of the system, a great deal of time was spent with the

physiclian, following his white coat around in and out of examination rooms.
The worker was beginning to lose her perspective as a social worker. The
staff was familiar with the social work assistant role of assisting people
with cheques, applications, referrals and the like. Could I establish a
credible social work role for myself that moved beyond that? Would I succeed
in presenting myself as a vital component of this elinic with a clearly diff-
erentiated task? Intervention and the resulting system®s reaction to change
would no doubt lead to varying degrees of stresses and strains on the cliniec
and its significant components. The issue of territoriality concerned the
writer. Uould I be viewed as an intruder, invading and encrocaching on well-
established territory. Since several nurses percelved themselves as provid-
ing emotional support, perhaps my presence would be rejected becauss of a
collision of tasks. The system operated hitherto strictly with medical and
nursing staff. Would a social worker be viewed as interfering or sabotaging
existing staff-patient relationships? Thus, concerns of inter-profsssional

rivalry emerged in my mdnde All of these issues meant establishing trust

with the staff, trust in me, trust in my ways of thinking, and in my capacity -

to do proresaional worke

The worker's introduction to the clinic and its stalf was through a
memo written by the oncologist. A first mistake in interventive stratogy!
kithout the ability to dialogue personally, untold questions went unanswered,
feeding the natural skepticism and resistance of the system. The first mis—
take required correction in the form of time spent with nursing staff explain-
ing the many aspects of my role in the clinic. The process of developlng
trust was slow, complex, yet essential and I learned that building trust takes

time. The initial steps of system entry should guarantee time to become known,
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to dialggua informally without the expectation of committment and to establish
a level of personal confidence and trust.

Two months of the practicum time were directed toward "entering." O(ne
basic learning derived from this stage related to the issue of timing; when
one should introduce a new idea and how to create optimal conditions for this
introduction so that it becomes accepted. 'Working with the system" meant

keeping staff informed at all times, clarifylng the observer role, soliciting
suggestions, and observations of my interaction with patients, involving

stalf In thinking through the value of an emotional support system, envision- i
ing with them what that might look liko; and sharing perceptions of "the way 1

it was for patients" as it was conveyed to mes, Thus the clinmic system was
gaining information from the worker about how it was functioning, and feading
that back into the system to affect succeeding outputs or future operations.
This:proceas of feedback was occurring as well for the worker,

These activities required both formal and informal meetings with the

staff prior to the launching of the group. The worker's introduction of the

group'idea was presented to staff one month following her first visit., This

time element made 1t easlior for the system to incorporate such a change.

The formal meetingé wore a first in the clinic's history of staff moeting
together, in relation to a specific topic. Thus my bringlng them together
constituted a change in their patterned way of interactings These contacts
were invaluable in terms of attalning solid backing from staff at a later
date. Staff approval, especially that of the physiclan, in turn lnfluenced
patients willingness to participate in a new venture.

These activities also showed tho layering of systems and their sub-

partse An intervention on the worker's part in one sub-system held impli-

cationa for another sub-system. For example, patient's attraction or




repulsign towards the worker created an immediate curiosity in the clinic.
This input in one sub-system generated response and required that worker
energy be directed in the other,

Since the patient system was so intimately linked with the clinic
system, the worker had a dual focus directed at the interface of these two
systems, The transaction or exchange between the cancer patient and his
situation (organism) and the cancer clinic in the hospital (environment)
called forth a matching offort focusing on the coping behavior of the organ-
ism and the qualities of the impingeing environment. The worker's hope was
that an encounter between the organism and the environment would leave both
changed.,

"This point is of special importance because it
raises the crucial question of how we judge the out~-
come of an exchange? Gordon's answer is that the
best transactions are those which promote the growth
and development of the organism while at the same
time are ameliorative to the environment, that is
making it a better place for all systems depending

upon that environment for their sustenances,"
(Hearn, 1971)

During this observation and exploratory phase the worker's goal was
to understand the patlients' coping behavior, and as well to become familiar
with the qualitles of the impingeing clinic environment. Only then could
the worker attempt to structure a more meaningful exchange between the two.
Staff accepted this raison d'etre and allowed the worker a supportive role

through which the realization of these goals was possible.

Worker's Uncertainties

Introducing a new program into an established setting posed many
questions for the worker., I and/br the programs engaged in would conse-

quently be seen as a demonstration project and perhaps set precedence for




future ag;ial work activity. Thus, any ambivalence in the system's compon-
ents towards the worker's proposal was initially threatening.

The effort to establish a defined task for myself was slowed down
during the process of observation. The doctors® room's were medical and
his language was medical. Due to sheer physical proximity and amount of
time spent with the physician, he treated me 1like a medical student. I felt
the doctor was converting me., Was I also trying to convert him? Apparently
80, since an attempt was made to convince him of the link between psycho-
logical factors and cancer. His expressed skepticism of many of the liter-
ature articles was distressing, Was the skepticism related to me and my
role in the clinic? Was the research literature used to establish my per-
sonal credibility? I was cautious and critical of his "medical model," just
as he was cautious of my "social work" model. Yet, I began to see clearly
that while I represented a model of analysis and intervention, we shared the
common ground of valuing, the quality of 1life without strict adherence to a
"model" of influence., When this common ground was mutually respected, issues
of trust and credibility began to resolve themselves, Shared values and
attitudes towards patients once expressed allowed considerable leeway in
independent decision making and activity. With system support and acceptance,
the worker could proceed more confidently in contacting patients.

In summary, the key concern at this point was gaining acquaintance
with the system's significant components, learning what their tasks were
comprised of, how they perceived these tasks, and understanding the nature

of their value orientation. Only then, could the worker gain entrance into

the system and attempt to promote a change in the operation.




B) Udderetandiqg the VWorld of the Cancer Patient : A Phenomenological
Approdch

The worker's intervention was based on a phenomenological approach,
a practlce gulded by a desire to understand the subjective experience of
clinic participation. People's perceptions of their situation were the
guiding social facts.

"eso an understanding developing between the two
persons and the perceptive 'insight' of the worker
into the behavior of the client, is perhaps useful
only when it is grasped by the client as an express~
ion of his being 'understood' in the same way he
understands himself." (Leighton, 1973)

The phenomenological approach concerns itself with the meaning people give
to the world they live in, and to their self within that world.

What Type of Social Work Activity?

Worker activity was based on an interactionist perspective. Leigh-
ton (1973) defines this asi

"eee all activities of intervening in the pattern
of interactions between individuals and the world in
which they live which are carried out in such a way
as to consider and attempt to reduce, the destructive
elements of the intervention,"

Leightqn argues that insofar as social work is concerned with change of
situations and change of response to situations, then it is necessarily con-
cerned with changes in perceptions of situations. The literature reviewed
earlier in relation to coping with cancer (Sveinson, 197., Kelly, 1975, and
Rosenbaum, 1975), suggest much of what Leighton (1973) delineates as common
presumptions of social work practice. Included in Leighton's list ares

(1) Perceptions of situations can be changed by the exercise of a
choice of the person's relationship to that situation.

(2) A person's relationship to the situation depends upon what they
p
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believe Bpssible for them in that situation.

(3) The basis of change lies in the positive use of new experiences
and the constructive responses to those experiences. These responses may
modify the image of what is possible for the self.

Thus, the worker's first task was becoming aware of the patients' per-
ception of their situation, and the intervention whatever form it took would
be directed towards facilitating new responses to that situation. The theory
on helplessness, the literature relating to the 'will to live', and the
literature and studies devoted to the influence of psycho-social variables on
the course of disease shared this phenomenological underpinning of changed
perceptionss The last of human freedoms -~ the ability to choose one's attit—
ude in any given set of circumstances that Frankl (1963) wrote about meant
there were alternatives to a passive helpless acceptance of cancer as a killer
disease. The positive use of new experiences and the constructive responses
to those experiences meant adopting a positive attitude towards the disease.
Thus, adjustment to cancer in the writer's terms meant recognition on the
part of the patient of the full extent of his malignancy, along with the real-
ization that choices existed in dealing with the disease.

The cancer chemotherapy outpatient clinic operated in a strict medical
sensej patients come to the laboratory for bloocd tests, were examined by the
oncologist, and then proceeded to the treatment room to be injected with a
powerful chemotherapeutic agent. The patient was then on his/her owﬁ until
the following visit when this procedure was repeated. The worker became
concerned with, 1) the experience and meaning of having to attend a cancer
clinic with such regularity and to such length, (see *) 2) what transpired

* Treatment schedules varled according to type and stage of disease. A
common treatment procedure involved five days on treatment (attending daily for
an I.V,) and five weeks off, Many patients were scheduled for a two year
period of treatment.




while an jndividual spent two to four hours at the clinic usually waiting

to see the doctor, and usually in a waiting room sourrounded by "strangers"
vith similar distress, 3) what emotional strain the individual experienced
as a function of his/her clinic contact, and 4) what events transpired at
home in-between treatments, What effect did these circumstances have on a
person's attitude toward hds disease? Were these circumstances amenable to
ghange?

During the observation period the worker developed a role which
included being present while patients were examined, watching their treatment
procedure, sitting in the walting room, and making as much contact with
patients as possible. This period of telescopic viewing provided the worker
with a glimpse of the cancer patient's world at the clinic, what was talked
about and what was not talked about, whether patients interacted, on what
level and under what circumstance, whether patients shared emotional concerns
with staff, and what types of behaviors they displayed.

As observational information was gained, the worker began to question
the patients informally: 1) were their needs presently fulfilled, 2) what
(1if anything) was missing in their treatment, 3) were there situations in
which they had difficulty with, and 4) were there concerns they were unable
to share with medical and nursing staff., These questions served as openers,
and offered an opportunity for ventilation around a whole range of issues, The
intent was to determine whether the patients, if given the opportunity, would

share their experiences and seek additional ways to gain emotional support.

Contacting Patients

While the worker's role as an observer created new strains on the
established doctor-patient and nurse-patient routines, subsequent attempts

to talk with patients presented a series of unforeseen problems as well,

i
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However, in order to facilitate innovation and chango in the system, the
possibility of increasing tensions existed. The following issues were en-
countered while the worker attempt to establish a relationship with the
patients,

A) Issue of Trust. Patients had never seen the worker before. She had no

office or space of her own., What did she do? Mystery and mystique surrounded
her presences Patients might well have asked: Why should I disclose personal
matters to a stranger? Did she care? Would she return? Why was she approache
ing me? Did T have a special problem with my disease?

B) Avkwardness of My Being Present in the fxamination Room. Patients histories

were rovieved openly as the worker sat in the examing room. Was I further
invading their already invaded privacy? Their physical privacy was also tres—
passed with my presence.

C) Constraints of Engapging Patients in Meaningful Discussions. Patients

rarely initiated conversation with the worker. A balance had to be struck
between probing too deeply thus preventing further meaningful discussion, yet
eliciting enough information to help the worker assess the need for an cmot-
fonal support group. Furthermore, patients often waited one to three hours
for the doctor. I felt awkward detaining them further for discussion.
Patients often felt ill and anxious at the clinic. Certainly, ths setting
and circumstances of their visits were not conducive to open discussions.

In meny cases they had heen given enough information to cope with, without
the worker introducing more. To make matters worse, rarely was there an empty
room for discussion. Interviews, therefore, were conducted in close proximity
with other staff or patients.

D) Unreslistic Expectations of Disclosure. It took many contacts for patients

to share their feelings. I learned that there were degrees of display; that

the private matters were very private. Should the worker have been protecting
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each stage of disclosure?

The question for the worker was, under what conditions does the infor-
mation carried on the feedback loop promote change and under what conditions
does it inhibit change? VWould the worker's contact with patients and staff
create new conditions for both? Notwithstanding the difficulties mentioned,
patients did talk openly, speaking of their urgent need to talk with someone
who was concemed with the non-medical aspects of their experience. The
worker proceeded to understand the world of these patients from their eyes,

and to walk in their shoes for a short distance.

What did I Observe?

"It oee 18 my belief that any group of persons,
prisoners, primitives, pilots, or patients - develop
a 1life of their own - that becomes meaningful,
reasonable, and normal once you get close to it, and
that a good way to learn about anyone of these worlds
is to submit oneself in the company of the members to
the daily round of petty contingencies to which they
are subject." (Goffman, 1961)

Many hours spent observing both patient and physiclan revealed that
the majority of patients confined their questions and comments to medical
matters, There was much discussion around reactionb to treatments, new symp-
toms detected, discomforts, uncertainties, and comments by the physiclan as
to patients' overall progress, Many patients sought clarification in relation
to symptoms they had discovered or side-effects of the treatment. There was
fear expressed and reassurance sought as to the significance of new symptoms.
People seemed to be asking, whether this was a routine side effect or whether
it was the disease creeping up again? Very few displayed any emotion. Rarely
did the worker observe patients discussing their feelings, fears, doubts,
appréhemaiom, consequent life disruptions, or difficulties at home. Neither

the physician nor the patient perceived the doctor's task as a counsellor.




If the pagtient did discuss his fears, the physician responded in an effort
to allay anxieties. However; in the treatment room there was a greater
tendency to display emotione Here people were observed crying and openly
expressing fears Usually, conversations were restricted to topics unrelated
to the emotional impact of disease. In time, the worker learned that
patients felt the doctor did not have time to, "hear those kinds of things,"
since his "time was so precious." A tremendous amount of trust was invested
in the doctor and a comment frequently heard was, "he is taking care of me."
Very few patients credited themselves for their part in this disease process,
or considered that they were playing an active role. Their task was to act
as a recipient in this process. This attitude was specifically what Simon—
ton's (1976) treatment approach attempts to eliminate. If the patient feels
the illness is being forced upon him by an uncontrollable external agent,
there is 1little personally that he can do to change those circumstances.
This feeling of helplessness places the disease, not the person in charge
The cancer clinic was overcrowded and patients were rushed in and
out of examination rooms. Many walted long hours to complete the time con—
suning routine of blood taking, examination and treatment. The one chemo~
therapy nurse ran three I.V.'s (administration of fluids through a vein) at
one time in order to accommodate everyone. Following treatment patients had
to leave the clinic to allow space for others. There was little time for
discussions. At any given time there were a group of people sitting in the
waiting room, waiting for blood results. This was anxiety producing in it-
self, not only due to the walt but due to the fact that the blood count
result may have been such that patients would not be able to have an inject-
ion, thus setting treatment back further. The worker observed; generally,

excellent rapport, open communication, empathy and insight into the impact

of cancer on people's lives on the part of medical and nursing staff. Staff
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related on”a personal level with many of the patients. However, this did W

not erase the market-place like atmosphere nor the tendency for patients to
keep their intimate concerns to themselves. {
Hopefulness was a theme which characterized one mood in the clinic. ‘
In most cases, patients were encouraged to believe that chemotherapy would ﬁ;_;
hold the disease in check. Sometimes remission was highly probable. Vas |
this the incentive for tolerating the horrendous side effects of these treat-
ments? The worker heard many patients express the desire to live at all
costs. The worker recognized the importance of conveylng hope as demonstrated #
by many of the research studies. (Engel, 1965, Stavraky, 1968, Schmale, 1971) N
The worker became acquainted with a diverse group of patients. Ages
ranged from early twenties to late seventles, single and married, c;ployed
and unemployed, urban and rurals Some came with family, others came alone.
Some were on their first course of chemotherapy, others were back due to
recurrence, and still others were given only palliative (relieving symptoms
without curing the disease) treatment, Many had experienced cancer in their
families, cared for and lost a spouse or parent from cancer. The display of
emoticn varied from total stoicism, to composure, to one particular patient
who vordted every time he approached the treatment roome AMthough not always
verbally expressed, much tenseness, visible distress, despair and an inabil-
ity to use the word "cancer" was observeds These reactions to e¢linic partici-
pation bore striking similarity to those reported by Svelnson, (1974), Kelly
(1975), and Losenbaum, (1975) in literature on the emotional impact of cancers
The worker felt uneasy observing patients at their first appointment. Vany il
of them were told then, that the next two years of their lives were charted
out for treatments. A de facto plan for them was presented. Vithin a brief _3

moment the course of their lives was drastically changed. Usually there

were few questions asked.
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ggcasionally a person spoke about dying, recent deterioration, and
the feeling that their situation would not improve. A few more discussed
problems they were experiencing in communicating with family, Often patients
reported that family members did not want to talk about the cancer.

A commaraderie amongst patients was observed especially in the treat-—
ment room where several were undergoing treatment at one time. This rein-
forced what Sveinson (1975) wrote about cancer patients needing to share exper-
iences in non-medical areas. Others sat quietly by themselves, After the
worker introduced one man to another and witnessed their immediate "contact"
and sharing of experiences, the conviction was that this informal unstructured
commaraderie was worth developing,

| After several contacts with the same individual were made, they began
to express what really troubled theme Patlents spoke about the disruptions in
their lives caused by cancer, at home, at work, and in social spheres. Express-—
ions of isolation and fear were released. Bitterness and anger were expressed
over past relationships with medical staff; that important matters were not
explained leaving them confused and bewlldered. Several people reported suffer—
ing intense depression, and many expressed a desire to find meaning in life,
hoping to make up for lost opportunities. These revelations further emphasized
Kelly's (1975) statement "... that the emotional problems caused by cancer
are as devastating as the physical problems caused by the disease." A few
people identified their need for some type of emotional support. Many expressed
a need to protect their families. These people, consequently, kept much of
their distress to themselves. There were a few, however, who sought more com-
passion and understanding from family, and wanted to share the truths of their
feelings with thems These people were in the minority.

The discontent patients expressed with the manner in which they dealt
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with their disease was potentially ereating a disturbance both for the
patient and clinic systemse The worker did not wish to minimize these reports,
as she understood that a system can establish another steady state if and
when the disturbing external condition is prolongeds The process of self-
regulation would balance any initial disturbance caused by the worker's inter-
vention,

Time spent observing and communicating with patients confirmed much

of what the literature suggested. The worker's most important observations

were!

(1) Although hopeful, many patients assumed a passive role in

the disease process.

(2) Many patients were experiencing difficulty dealing with the
disruptions in their lives caused by cancer.
Given these two conditions, the possibilities for establishing some type of

support system was the next logical step in this process.
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¢) Introduction of a New Program i Prepatory Work in Pre-Launching
of Group

1) Rationale. The observation period built the raticnale for the activity
the worker engaged in during the following four months, Patients at the
clinic defined the real problems in cancer as emotional or mental, and
remarked that the emotional cancer can be more crippling than the original
cancer., The worker ventured with greater clarity and committment into dis-

seminating the idea of starting up a group, in an attempt to combat much

of this emotional suffering. If, as the literature suggested physical response

may be dependent upon the resources an individual had for discharging or
reducing psychic stress imposed by emotional conflicts, could the group facil-
itate this process? Could the group elicit a 'positive emotional respnse,"
Simonton (1976) viewed as necessary in enhancing the effectiveness of tradit—
ional treatment,

Psychothefapy is typically defined as forms of treatment in which
"eoe certain types of therapy rely primarily on the healer®s ability to mobil-
ize healing forces in the sufferer by psychological means." (Frank, 1973)
My attempt differed slightly. The group and its members would become the
healers. This system would create not one, but many helping relationships.
According to a noted author, the helping relationship as we know it, is one
in which the client possesses the only real and lasting means to his own ends.
(Schwartz, 1961) The worker is but one resource in a life situation which
oncompassas many significant relationships. TPeople with similar concerns
help each other in ways that are significantly different from the ways in
which a worker can help them in a one-to-one relationship. Concerns rcleted
to tho stigma of cancer, difficulties oxperienced at work and at home are

held in common. This sharing noted in the discussion themes (explored in

Chapter 3) has a differont texture than the sharing betveen worker and eclient.

b




Members‘jmve the feeling that they are understood in the same way they under-

stand themselves fulfilling one of the basic tenets of the phenomenological

approach. (Tropp, 1969) Members in a group take help from one another. This

is what makes the group experience both meaningful and useful. For these

reasons the group was chosen as the preferred method of intervention.

11) Humanistic View of Social Group Work. The worker's model for intervening

on a group level held tensts of the humanistic view of social group work.
(Tropp, 1969) Such a philisophical base found commonalities with the self-
help cancer groups that were familiar through reading and contacts. For the
worker, the humanistic thesis in group work meant that she shared the common
human condition, the potential for misfortune, crisis, and mortality, with
members of the group. Thus, the worker had a natural ability to feel and be
with a part of the member's experience as it connected with‘her own humanity,
For the group, it meant that people would gather around a common 1ife situ~
ation, bringing them together. This commonality would serve as the prime
move for whatever gains might be forthcoming for its members.

T1lich (1976) in limits to Medicine comments;

"ees soclety that can reduce professional inter-
vention to the minimum will provide the best conditions
for health. The greater the potential for autonomous
adaptation to self, to others, and to the environment,
the less management of adaptation will be neseded or
tolerated."

The purpose of the group was to tap this natural healing resource,

The worker foresaw the group as an enterprise in mutual aid; the
thread that could potentially tie people together to work on certain common
problems, This basic element was common to all the groups referred to earlier
in the literature review. This need for each other would be embodied in

certain common tasks for the group to pursue. The worker envisioned a group
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where spegtaneity could occur, where people would have the opportunity to
be authentically themselves, There would be 1little room for the medical or
analytical models based on study, diagnosis and treatment. Rather, the
worker's vital role was clearly that of helping the group use its natural
qualities of mutual aid to help its members. Many forms of primitive heal-
ing required that the patient do something for others. Frank, (1973) main-
tains that "eee Altruism combats morbid self-centeredness, enhances the in-
dividual's feelings of kinship with others, and strengthens his personal worth
and power." The group was envisioned as a place where people might gain the
incentive and opportunity to help one another. Perhaps, the meaning in the
suffering could be discovered in the sense of helping each other. Both
Frankl's (1963) focus on existential thought and Leighton's (1973) theory on
the basis of change, address the positive use and constructive response to
new experiences, cancer or otherwise.

The emphsis on mutual aid, sponteneity, and authenticity was the
writer's translation of the humanistic framework. The writer was hOpeful that
members could laugh, that the group would be a place where members could enjoy
themselves amidst the seriousness - where members could be genuinely "humane"

It was the worker's hope that the group would provide a vehicle in
which members could find the courage and support to express feelings and
thoughts otherwise suppressed in usual social situations., Benefit and value
was seen in providing the cancer patient with an opportunity to ventilate his/
her anxieties and not left alone to speculate on the emotional and biological
causes and effects of cancer in dreadful solitude. This condition might lead
to the "painful acquiescence" noted by Blumberg (1954) in those patients with

rapidly progressing disease. Rather than allowing fears and frustrations to

fester until they became too frightening to mention, or forcing the person
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into irrg;rievable iso}ation; the group would be the place where such .
matters could be aired, and where support could be offered to people during
what Parks (1971) termed the difficult "psychosocial transition of adjusting
to a life~threatening illness,"

111) Identifying Purposes and Goals of the Croup s Worker, Staff, and Patients.

The purposes of the group as the soclal worker identified prior to
its launching weres

A) The group could provide satisfaction of the most fundamental of human
needs - belonging.

B) The group could provide the feeling that one is not alone. Members
might learn that others in the group have similar feelings, thus potentially
helping them overcome a sense of alienation from others,

C) The group could provide the readiness for members to take help from
one another rather than from the worker. Members can learn from observing
how others handle difficulties. Information from others in the group can aid
in self-understanding and provide a powerful incentive for change. Seeing
other group members improve physically and emotionally may inspire emulation
and raise hope.

D) Opportunities for self-expression and release of pent—=up feelings may-
be provided under circumstances in which others can appreciate it. Keleman
(1974) writes that, "Mourning is the freedom to express feelings that weren't
or couldn't be expressed under normal 1life circumstances, It is also a ritual
for the expression of some of the deepest and most intimate feelings of our
existence." Members® acceptance of each other's trials and tribulations will
agsist in th much needed feeling that one is understood, a strong antidote to

feelings of alienation,

i) The group could provide opportunities to glve as well as roceive help,

A




Members gan help each other by comparing experiences or giving useful in-
sights or advices This capacity to glve may be a great aid to regaining or
supporting one's sense of self-worth,

F) The group could provide a place for "healing"; a place where we might
all benefit thus arousing tho members expectation of help.

"ess The very fact of the group's existence and
task at hand creates expectations for coping. This
expectation of coping is a built-in dynamic that
calls forth the strengths in the members, In this
medium, oes the member becomes truly the source of
his own growth and takes his 1life in his own hands
gaining strength from others who also share a port-
ion for hs life challenge." (Tropp, 1969)

G) The group could provide and maintain a temporary refuge from the
demands and distractions of daily life.

H) The group could aaaiat members to identify a "meaning" in suffering
by exploring the creative, growth producing messages that could be derived
from the experience of cancer.

The medical and nursing staff identified purposes of the group as
"emotional support," "an advantage to those who have no one to relate to or
are alone," as a medium in which, "open discussion with others” would be
possible, and a medium in which, "understanding, compassion and encouragement
would be available to those patients who were not in a position to receive it
Lrom close friends or family." Several of the nurses, placed themselves in
the patient's role in determining for themselves whether they would partici-
pate in such a groups They concluded it was an individual experience; some
wvould reach out for this, others felt it would intensify their depression.

During the interview period, thirteen patients identified different

purposes for their participation in the group. The most frequent response was,

"I feel I can help others in neode" Some of the other responses weret I
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need a n%ght out on my owng" "a place where T can share things that T would
rather not discuss with my familys" "I think it will be of comfort to hear
that others have similar problems;" "the group can act in making changes for
the new patient in the elinic{” "perhaps the group can offer me courage and
support§" "an Opportunit& to wnloads" ™o share information about treatment
reactions and hear éther peoples! storiesi” "desire to feel needed." Thus
patients identified several purposes depending on how they perceived their
needs, JSeveral of these matched closely with those identified by the worker.

Several specific goals followed from the general purposes identified,
Many of these goals sound grandiose, however it was the hope of all involved
that we might approach the fulfillment of some of them. Several of these
goals were measurable to different degrees and will be discussed in the sect~
ion on evaluation,

A) To decrease the stress response, (See *) associated with experiencing
a life threatening disease with the goal of helping patients become more
comfortable with a stressful experience, and malntaining equilibrium in the
presence of emotional and physical disruption,

B) To de-mystify the oxperience of living with cancer by assisting members
to make sense out ol inchoate foelings; thereby heightening thelr sense of
masgtery and control over them.

To de-sensitize the trauma associated with cancer by naming and confronting
frightening issues, thereby making sense out of them and keaping them in checke.

C) To overcome the demoralizing sense of alienation, isolation and

aloneness,

* The stress response is defined here as the concommitant human reactions
to living with cancer - feelings of fear, anger, anxiety and depression.

oy
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D) T9 arouse hope and bolster morale in relation to members ability to
adjust to the disease and live as normal a life as possible with cancer. To
gain hope from meeting other cancer patients who are coping well with the
disease.

E) To nurture and support this "will to live" expressed by members by
developing a sense that their attitude can effect the outcome of their ill-
ness at least to some degree so that they do not assume a passive helpless
attitude toward their disease.

F) To improve coping mechanisms through an exchange of practical
suggestions and insights.

G) To bolstor self-esteem, self-worth, and feelings of purposefulnaess
through discovery of the ability to help each other and those outside the
group. |

H) To improve patienté communication with family, and friends, so that
all are able to share intimate feelings.

1) To improve communication with the cancer clinic staff, and facili-
tate a more open interaction with the oncologist.

J) To stir and arouse members emotionally, a prerequisite for any
attitudinal or behavioral change aimed for in the group.

K) To modify the clinic environment so that it can support the group
members in thelr effort toward growth and change. To create a nurturing
atmosphere in the clinic in support of members' goals in the group.

The above goals were developed out of a framework of mutual assess-—
ment of many of the cancer patients' current 1ife situation, and the obstac-
les it presented,

Very few of the group members were specific as to their goals prior
to coming to the group meetings; this evolved during the course of the group.

However, some of the stated goals prior to its launching weres
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"Resolving to give what I could and accept from the
+#  group their views of our situation with cancer."

"I felt some benefit might be gained through the
meetings by all members including myself. '

"To be able to help others and others to help me
cope with cancer,"

"I knew I could get some help if needed,"

"To help someone over a difficult time maybe by some
experiences I'd hade To talk to someone in the same
position as myself."

"Comfort to know I wasn't alone. To find some friends
with the same ailment to whom I could talk,"

"To meet fellow patients and to learn about our disease
especially as it affects different people."

In instances where several group members were ambivalent snd appre—
hensive about the process and outcome of this new experience, their goals
were stated in negative terms, and a hope expressed that the group would not
create this,

"Was a little apprehensive that I would subssquently
feel like someone handicapped, apart from the rest of
the world, who is going to try to learn to live as g

handicapped person in the world where I might feel part
aliene" .

The clinic staff did not identify goals for the group prior to its
launching. Being an experimental venture they had nothing to compare it to.
Rather, they observed and noted patients' reactions carefully throughout the
course of the sessions, and consequently aligned themselves with the goals
the worker had identified prior to group formation.

Many of the purposes and goals the worker identified were developed
from conclusions reached in the literature and research on psychological
variables in cancer. As an example, decreasing the stress response viewed

as crucial in influencing the course and outcome of illness was a recurrent

theme in the studies reviewed. (Simonton, 1976) Although my data was limited




7. ; ,upP?fung this premise, decreasing stress in an effort to facilitate a
" o,,forbable level of living with cancer, justified addressing this factor
’.dously in the group. Several of the purposes and goals were similar to
¢ hose identified by other groups reported in the literature review. (Kelly,
19751 Rosenbaum, 1975, Vachon, 1976)

1v Selection and Interviewing of Group Members
—

L an

In retrospect the worker learned that careful selection of group

l: ~ members was paramount to a well functioning group. She was faced with the
gask of selecting ten to fifteen people out of a potential pool of over one
hundreds Many questions aroses Who would most benefit? Who should be mixed
with whom in a group? Which stage of disease should be focused on? Should
there be concentration on one particular form of cancer? The literature
pmidod few answers to these questions. Intuition coupled with several guid-
ing principles facilitated the selection process. Although staff made
suggestions as to who they felt would be interested in the group and the
worker consulted with them throughout this process, the ultimate decision in
selection was hers, The worker pursued the group idea with those who expressed
a willingness to discuss this type of service even if their refusal to partici-
pate was anticipateds Those from rural areas and those who refused immediat~-
ely were eliminated. 3Some expressed negativism, fear, and apprehension related
to the idea of group involvement.

"It would further depress me to talk about cancer,
and T want to avoid the subject and avoid mixing with
sick people.”

"I want to live as nommal a 1life as possible."

"I do not want to share a personal experience with
strangers. I do not want to hear other peoples'®
problems, "

"I couldn't cope with a death in the group or some-
one becoming very 1ll.,"
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Some o{,these people refused to participate and thus were ruled out in
selection.

After meeting many patients two frequent patterns were observed,
1) Initially, some people saw thedr role in the group strictly as givers,
helpers, or "minitherapists" to others, 2) A few people saw themselves in
a receiver tole, expressing a need to learn and take courage from others,
Thus in the selection process the worker was looking for a balance of:

A) Givers and Receivers, from the patients' perspective.
B) Patients Who Used "Talk" a8 a Method of Problem Solving, There were

of course degrees of this "talk" but the worker drifted towards those who

demonstrated a willingness to open themselves and share their concerns.

C) Voluntary Participation, especially where the motivation was strong
on thedr part. While no one was refused entrance, since not all patients
had equal access, once fourteen people for the group were selected the worker
left the clinic and terminated this period of interviewing,

D) Balance of New Patients (First Course of Chemotherapy) and Cancer.

"Veterans." Since the stages of disease and types of cancer were so
varied, it was decided to include representation of each, rather than con-
centrating on any one particular group. The‘recently diagnosed group were
included because at this stage the worker felt that the crisis was most acute,
Following surgery or mere identification of the diseaae; the program of chemo-
therapy reinforced and intensified the reality of the diagnosis, At this
stage when the patient was most uncertain and unfamiliar with his/her future,
when he faced major obstacles to important 1ife goals, depression and feel-
ings of isolation were likely to set in, Those new patients who identified
their state of confusion and disruption, and were reaching out; would likely
be open to directions and support from others in the group. The approach to

them was that the group could offer the opportunity to talk to people who




@0

26

had yoazs of experience with cancer and who could understand what they were
going through, Caution was exercised in approaching the new patients so as
not to further bewilder or frighten them with more information overload.

The "cancer veterans" (those who had lived with cancer from one to ten years)
were selected for their potential to act as role models for the recently
diagnosed group members, These veterans, by their very existence could act
as a source of courage for the new patient. Veterans in remission, as well as
those in a state of decline, were included, The deterioration represented
the iminence of death, a reality factor to be reconciled in the adjustment

to cancer, and an issue expected to emerge in the group. Some of those in
decline saw the group as a place where they could receive moral support and
courage. The worker anticipated that these cancer veterans would be able to
offer suggestions for living with the stigma of cancer, overcoming fears, and
coping with the panic frequently associated with the diagnosis of cancer,
(they expressed this during the initial interviewing). In sum, they had much
to offer from the experiences in 1living with cancer. Vachon's (1976) groups
included cancer veterans and her work confirmed the value of their partici-
pation,

New members were not selected once the group sessions began, It was
felt that if the group experienced constant changes in membership it would
perpetually be in the formative phase, The development of a climate of trust
would be slowed and other issues of intimacy, power, and authority in the
group would take more time to resolve.

nce the selection process was completed, an intensive interview was
conducted with each person, either at the hospital or in their home., The
most productive interviews were conducted in their own milieu away from the

clinic where the worker had a glimpse of "the person" not "the patient,"

This was the most valuable stage in the planning for the group. Many purposes
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A) The patient and worker became more comfortable and trusting of each
other prior to the group meeting,

B) The interview allowed for some wnloading and ventilation regarding
apprehensions related to the group.

C) The interview identified individual purposes, expectations and goals
for Joining the groups The interview allowed the worker to point out the
common ground between group members in an effort to bring them together "spirit-
ually" before the first meeting. An attempt was made to relate genceral purpose
of the group to their individual goals.

D) The interview lent material for future content in group meetings.

E) The interview involved patients in planning for the group.

F) The interview provided an opportunity for setting a "contract" between
c¢linic, worker and members as to the task in the group. This served to
clarify what we would be "working on" in the groupe The pufpoae of the group
was stated with sufficient breadth to allow members to formulate their own
purposes.

G) The interview assisted in gaining committment from the members as to
their particlpation in the group. Here, space was allowed for reservations
to be expressedj so that members' degree of involvement was not beyond their
readiness,

"eeeo In a social work group the struggle with
accopting the stated purpose is tied in with the

decision about future close assoclations with the
people." (Frey and Meyer, 1973)

During the interview phase, hints were casually dropped from two or
three people as to the possibility of dropping out of the group. Responses
such as, "During the winter I might not come to every maeeting," "I'm now

involved with the senior citizen centre and the group might conflict,” "My
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Family‘gre worried that this might depress me,” were prepared exits some

patients were creating for themselves. Rather than pursuing these statements,
the worker allowed these ambivalences to be aired. The importance of these
clues was not minimized, yet a worker should be aware that clues from many
people might create a large number of future drop-outs., Thus there may be
reason to discourage many of these people from joining the group.

The worker realized that the person in the group is not the same
person pre-groupe Only one interview was held so that there was no "figuring
out" or "planning for" an individual member before his entrance into the group.

"The fact of knowing so much about the individual, |
rather than being helpful will very likely interfere \
with the relationship by creating a constant strain
on the possibilities for a real and spontaneous
relationship, When the worker brings with him con-
siderable data, this tends to add up to an awareness
of problem or inadequacy. Instead of structuring

for strength, for capacity, for expectation, the stage
(@ is set for weakness," (Tropp, 1969)

Initial Skepticism. The worker experienced some frustration and ambivalence

during this stage of selection and interviewing. There was constant question-
ing on her part as to whether a real need was identified. I experienced
discomfort with the fact that the group idea, although it created much enthus—
iasm, did not come from the patients. If the idea had originated with me, |
did that make it any less worthy? Even before selection was completed the
worker had an obsession with beginning the group as soon as possible., Diffi- |
culty was experienced observing, floating around, without giving service, as
the latter was more in line with what we social workers are "supposed" to do.
There were several factors related to this urgency.

1) VWould group idea lose its energy?

"@ 2) Vould patients foel abandoned or let down, sensing that the group would
not materialize.




3) Tha‘jdme element was crucial especially in cases where patients were
deteriorating.

Thus the worker tried to maintain regular contact with group members until
the firat group meeting.

Throughout the interview phase the worker struggled with several

~doubts, VWould the group increase tension, anxiety and intensify depression

as a result of,

“A) concentration on cancer related issues - perhaps people need a
release from this?

B) discussion of sad fearful experiences.

C) possibility of rapid deterioration or death during course of group.

D) potential problem area of patients comparing their symptoms and course
of illness too closely.

As deep as my conviction was of the need for such an emotional support
system, the worker still had apprehension and doubts related to treading on
such intimate grounds. How could we make this a growth producing experience?

I realized how flexible the worker would have to be to cope with the
rapid and sporadic changes experienced by these people, the unpredictability
of their disease and treatment effects. FReviewing their medical charts I was
shocked at the intensity of horrendous experiences these people had undergones
several surgeries, several courses of radiotherapy and chemotherapy, and the
tremendous changes in their disease pattern. Their susceptibility to viruses,
colds, flu, and complications due to lowered resistance was enough in itself,
The worker quickly realized just how intense their experiences were.

The worker had developed a rational for the group based on literature
reviewed and contacts made with patients at the clinic. Purposes and goals
were identified, members selected and interviewed, and doubts openly shared

with the medical and nursing staff. In summary the scene was now set for the
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J CHAPTER TIII

THE GROUP

Introduction

The writer wishes to capture the meaning of the group experience for

both worker and members in the following chapter. The content of discussion,

the intensity with which certain subjects were addressed and others neglected,
the roles members subscribed to, the leaders interventions, and the movement

of the group through several stages of development, is portrayed both by the

worker's impressions and the members reporting of their experience,




actual group happening despite ambivalence expressed by everyons involved.
Only time would tell if meaning lied in this new venture.

The literature and studies on the psychological component in cancer
clearly indicated the need for the development of support systems to fulfill
needs neglected by standard medical treatment. Patients at the clinic rein-

forced and confirmed this as they spoke openly with the writer, and related

their need to talk with someone who was concerned with the non-medical aspects
of their experiences. Clinic staff recognized the vacuum that existed in this
area and supported both worker and members in this new venture, The writer
was aware that if the emotional component in illness was seriously addressed,
treatment would be drastically altered. Perhaps the group was a start in
this direction,
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P, A) Content Highliphts

i) Discussion Themes

What does a group of this nature focus on for four months? Important
and recurrent topics of conversation throughout the group's life history,
(See *) will be highlighted in this section,

1. Members Exchanged Cancer Histories. Most group members desired to know

what the others had experienced in terms of surgeries and treatments. This
sharing began with an identification of each other's particular cancer, and
progressed to indepth discussions of the types of treatments, their side
effects, and an exchange of practical hints as to how to manage these effects.
The realization that potential solutions existed to some of the management
problems was noted by Vachon (1976) as decreasing the members sense of help-
lessness and passivity. Perhaps comparing their cancers afforded several
members relief with the fact that others were more seriously ill,

These discussions led the group into the more difficult areas. The
1ssues of "uncertainty" in cancer, and fear of recﬁrrance, were frequently
discussed especially when members faced these issues directly. The probabil-
ity of recurrence was the most frequent fear noted by the social worker con-
ducting groups at the Michael Reese Hospital in Chicago. (Chicago Sun~Times,
October, (1976)

"soe The curiosity will more often than not tie
you in knotse The unknown = you're always appre-—

hensive about it. We never know if its pgoing to
strike again eee"

Ambivalence and fear felt toward the treatments due to the limitations it
imposed was openly expressed. Any resentments felt around having to be "chemo-

therapized" were given free expression. The issue of exercising personal

* Most of the quotes in this chapter unless otherwise specified are taken
from group members.




cholce ip one's treatment was discussed.

2+ Member's Relationship with the Medical and Nursing Staff, specifically
the Oncologist; was addressed. . These discussions covered the range of exper-
iences members had had; both past and present, with their doctorsj and how
they would have preferred these relationships to have been.

1) Members discussed what kinds of questions to ask the doctor and how to ask
them. They explored the kinds of responses they wanted to hear; and the
manner in which these responses were communicated to them. (both medical

information and questions pertaining to emotional difficulties)

"I undress, he pokes there, you don't know if

you're dyinge He says okay everything is fine.
Am I supposed to ask him anything? You have so
many questions but the moment you see him you

freeze." .

11) Members discussed the manner in which a doctor conveyed a diagnosis.
Bitterness was expressed over linsensitivity demonstrated to several of the
members, yet a recognition of the difficulties inherent in conveying a dia-

gnosis of cancer was also evident.

nT was told by a surgeon and never saw him again.
T had no one to turn to."

v, .., Put yourself in their position. How do they
come to a decision. Well yours is terminal. Perhaps
he feels I wouldn't be strong enough to accept it.

In many instances we've heard where they avoid. I
wonder if this is the reason why."

This plece of discussion was similar to that reported by Vachon (1976) in her
groups, Learning how to "negotiate™ the medical system wés one of the purposes
of the groups developed at the Princess Margaret Lodge in Toronto. The goal
was to improve patients' communication with hospital staff so that greater
satisfaction with treatment and medical personnel would be achieved. As noted

earlioer, Weisman and worden (1975) discovered in their studies that cancer




patiengg who lived significantly longer tended to maintain co—operative

and mutually responsive relationships especially towards the end of their
lives. They concluded that more assertive patients asked for and received

better attention and services and as a result may have lived longer.

3+ The Cancer Clinic, and its routines were discussed. Members constantly
remarked about how busy the clinic was, how long the wait was, and how
staff attitude could and did at times change these inconveniences for the

better. Anger in relation to the constant waiting was openly aired.

he Difficulties Experienced in the Family, as a result of living with cancer
were discusseds Members spoke about family members “protecting" each other,

and thelr hiding the progression of the disease from their family, which

also caused strain on them.

"I wonder how many of us really sit down with
our families and discuss it or do we keep them
in the dark."

"ess I do completely because my wife scares so
easye I try to hide it. I don't know if its
the right thing."

"We've been very close (sister). This (my
cancerg hurts her very much so I have to be up.
(See *) She can hardly phone me or come overe
I don't think I've heard her mention the word
cancer yet. She can't see how I go to these
groups, "

o+ Members Discussed the Changes in their Social Iife. (1) The tendency to
use‘cgncer as a prop, or as an excuse for removing oneself from certain
obligations was spoken about,

ll) Discussion around the stigma of cancer underlined on how people felt

and were made to feel isolated from soclety.

111) Members discussed how now was so different than before. The reluctance

* "up" meaning cheerful,




to par%}cipate in customary social activities because of embarrassment due
to loss of hair was discussed. Members spoke about thelr friends withdrawing
and social circle shrinking,

6o Difficulties Experienced at Vork were Discusseds 1) Members frequently

mentioned hdding the fact of cancer to avold being discriminated against.

"I never told anyone at work. I wanted to be treated as an equal; I lied for
seven years,"

ii) Discussions revolved around the inconveniences of chemotherapy forcing
gome gbsenteeism and conscquent reactions by fellow workers.

iii) Vembers related how compandles refused to hire cancer patients, "I've got
to stay with my present company until I retire or can't worke TIiven though

1 have the training, know how, and experience, T.B.M. wouldn't loock at me
because I'm a cancer patlient. I'm nailed."”

7« Members Discussed how thelr Attitude to 1ife had Chanped since the diagnosis

of cancer, as a rosult of a growing appreciation of things unnoticed in the
paste "You understand what's important and what isn't." "Iife is dearer
because there is a price tag on it." Thess discussions were similar to remarks
made by cancer patients in the literature, that evarything became more podgnant
and vivide The discussions reinforced the idea of meaning in suffering and
gave members a sense of the valldity life can have when living with cancer.

The realization of this new meaning was stated by LeShan (19469) as a goal in
paychological intervention.

6, Members Discussed Death.

i) They spoke about the clergy's assumption of their "being ready for ths box,"
(grave) and how they were confronted with this in the hospital.

11) Discussions began with members relating stories of how "others" they knew

had died of cancer in the past. Towards the last few meetings, members shared




deaths yecently experienced with friends and family,
111) Awbivalence related to conflicting feelings of fighting for 1ife and

wanting death, was expressed.

"If I get to the point where life wasn't
worth living I hope I go fast.

"When its time for your treatment wouldn't you reach out?"
"eee I ask myself lots of times, if T had only

two months to live would I really want to know.
Some days I can't come up with an answer,"

iv) Members discussed how the end should be, some strongly expressed their
desire to die when their time was up and not to be hooked up to life-prolong-
ing machinery,

9+ "Terminal" Illness was Discussed. Members had to grapple with one persons

rapid physical decline and approaching death in the group,

Se "eoe Right now'I'd like to ask the doctor how
much time I have, but I can't get it out of my
mouth ¢ee"

Mo "I don't think he could tell you."

L. "Do your fear its that close?"

Se "Yese I've already gone past my time according
to the first doctor."

Since most of the members did not consider themselves terminal; this issue
may nét have been raised if it were not for this one person in the group.
The discussions about death were more intense following this person's dis-
closure of her terminal condition. Prior to that, it was a topic addressed
only in passing.

Members introduced their own discussion material. Both the content
and intensity of discussion changed as the group became more cohesive., The

group, with time, explored these issues in depth until a comfortable level

was discovered. One is struck with the wide range of issues discussed and




with t§9 fact that they each, in their own way, relate to the real practical
and emotional consequences of living with cancer. Indeed, it is important
to remember that very few, if any, of the group members felt that the world
of friends, work, and family, encouraged open discussion of these "life

with cancer" realities. The group helped take the difficulties far beyon
the 1§vel of inner, private monologue. On this basis alone, the group served

a useful function.




11) Recyrrent Messages

There were several underlying messages throughout the discussions,

strongly felt and strongly expressed. These messages gave one an indication
of how the members utilized the group experience,

The most pervasive and intense theme was that of "optimism." The
leader viewed this not as a denial of cancer but rather as a need to futurize.

"ese The projection of ourselves into the future
extends our existence and guarantees the continuity
of our on goingness, GCenerally whatever inhibits
our thrust to the future causes fear, Ve cannot
imagine a space in which there is no longer a per-
sonal identity. Ve fear not existing whether we know
it or not. We simply have no form of reference to it."
(Keleman, 1974)

Optimism. In the beginning stages of the group, members offered sach other
reasons for optimism such as, "es. I have a friend who had a breast removed
twenty-two years ago and has been fine." Stories such as this were repeatedly
told._ Members were constantly reassuring each other of their improvement and
expectation to beat the disease. "If I 1lick this thing and I have every
reason to think I willeee" "I'm positive I'm going to be alright." Early on
in the 1life of the group the norm of optimism was set clearly. One member
remarked, in response to a discussion about a slide presentation on death,
"ove i don't think the purposs of our group is to depress anyones Wo ara all
looking for something positive.” This was confirmed at the end of tho group

in the members evaluation.

"ees I don't think we've simply unloaded ourselves
and released all the tensions, We have developed an
attitude of not just handling cancer but an attitude
toward life from here on c.."

There was a clear demonstration of the nced to be hopeful and offer hope to

one enothers This positive attitude was noted by Simonton (1976) as import-

ant in enhancing the effectlveness of traditional treatment. The expectation




to "begj the disease" was one of the goals of his treatment procedure -~ the

person's belief in his/her ability to extend and improve life in the face
of cancer.

At times, optimism coincided with a realistic improvement in one's
condition but often it was there regardless of one's physical status. Some-
times this optimism bordered on denial, but perhaps this too was a struggle
to stay alive and reflected a feeling that one's state of mind would assist
in this process,

"eso It doesn't bother me to say I'm terminal
(she pounded her chest three times and said I'm
terminal, terminal, terminal). I'm going tomorrow
to buy spring clothes. I'm not going to die before

I wear them outs I'm not going to give upe I keep
cheating. I say G-d don't take me now ..."

As thres members in the group went off treatment and were in a state of re-
mission, the state of optimism in the group grew. There was a feeling
expressed that perhaps this could happen to all of them., There was also a
clear minimization of each one's condition in relation to his/her fellow

group member. Was this a way of comforting oneself? Members comforted them—

‘selves and felt optimistic with the thought that advances in cancer treatment

provided them with more hope than ten years ago. Many of them had observed
family members dylng of cancer many years ago when there was no chemotherapy.
One member in the group rocognized and really believed the potential optimism

held for prolonging one's life. He remarked:

"I believe that we can kill our cancer ourselves
without any chemotherapy just by looking in the
right direction and saying I got you licked fellow.
To a great extent we can help ourselves this way
and the group is an ideal tool for the job,"

Other group members recognized the important part that attitude played in the

course of illness. In one discussion with the chemotherapy nurse the members

told her that, "e.. attitude can have a lot to do although it can't be proven.
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If you gan somehow find strength to change your attitude and 8ay - I'm going
to beat it, its got to help." This attitude, the antithesis of a helpless

giving-up reaction noted in the literature reviewed, as having lethal conse-~

quences, was the natural outcome of discussions the group engaged in prior
to the nurse's visit. Here again, the future anticipation activity, part of ;
Simonton's treatment, was recognized as important by the members of the groups
There was a forced optimism in the group when this norm began dic- %
tating people's responses to one another. When the death of one member was
staring the group in the face there was refusal to accept this "eiving upe" ;
Several members did not want to hear her or blocked out much of what she was
saying. Did this positive, optimistic attitude interfere with the members
preparation for this event?
Courage. Paralleling the optimism adopted by the group; was the message of

courage members gave each others The leader perceived an inherent paradox

in this message, since in one breath people gave ecach other permission to
sharé thelr "down times," yet expected each other to behave courageously,
This norm demonstrated itself in the expectation to come to meetings even if
members weren't feeling well. Constant reference was made to this attendance

issue. Absence from meetings triggered a fear reaction that perhaps members

were deteriorating.

é § Members gave each other positive reinforcement for any effort shown
;jbi towards "feeling well." Comments such as, "I'm glad to see you up and around,"

- were frequent, A dialogue between two members i1llustrated this,

Se "When you first came you were scared and nervous
I was shocked when I saw you a few times after.
You're not like that now."

Ry F.  "I'm better in this group than I am in any other
3 groupe "

(ne session the leader brought a few books written by cancer patients, ‘




This tr%ggered an expression of sadness in some, while the others felt these

books were uplifting, One member remarked that the book, Make Today Count,

"gives you a 1ift because he is so courageous about it." Was this an expect-
ation she had of herself and others? Another member repeatedly mentioned
that because "... we have cancer we become stronger than other people, and
can cope with 80 much more because what is there to lose." Statements such
as, "you never know you might be around in another three years," placed
heavy demands on her. When she was finally admitted to hospital the group
was forced to face the reality. Her hospitalization provided the group with
the opportunity to confront their own fears. "... We should all face this
realitys We are all at various stages of cancer. At some time in the future
someon§ in the group will not progress but will regress." Thus, although an
optimistic courageous attitude fulfilled a useful function in the group and
was nurtured and encouraged by the leader, it also held an inherent danger -
that of not always permitting weakness or fearful thoughts to emerge.
Honesty. Honesty and openess, an objective expressed by the members in the
first meeting, soon became a norm that members were expected to respect. "If
we can't be honest here than what is the value of cominge "

The message in the group quickly became, this is a place where we can feel
free to disclose our most fearful feelings, Members expressed annoyance with
having to wear a fadade in usual social situations and a desire to "drop that
face" in the group. Each member's disclosure gave the other permission to do
80. For several members this new found liberty of sharing was rewarding.
This sharing of common ground and the reassurance of knowing others had simi-
lar fears was noted by members of similar groups reviewed in the literature
(Sveinson, 1974, Chicago Sun Times, 1976). The humanistic framework was

clearly given additional meaning by the sharing of a common life situation,

that brought the members together and served as a prime force in the gains




members,made in the group. Co Rodgers (1970) wrote that the risk of being
one's inner self is one of the steps toward relieving the loneliness that
exists in each one of us and putting us in genuine touch with other human
beings. One member in response to another's tale of pain sald, "... I feel
a great deal of pain is acgentuated by loneliness, When you feel there is
no one to share your paln it makes it that much worse., This may be what is
needed here,"” For those who weren't as open or ready to listen or be heard,
this honesty held a crisis potential. Several minor confrontations revolved
around this issue beginning with the first meeting. S. to G, "You can't
tell me you don't have inner fears, You're just kidding yourself,” The
more "open" members pressured the quieter members at times into disclosing
personal matters without respecting their neced for privacy. The major
crisis in the group which resulted in one member terminating prematurely,

, may have been due in part (will be discussed in other sections) to the
#@ thrsatening nature of this openess and honesty in the group. There was a
gtruggle between respecting this norm of honesty and spontancity; and show-
ing consideration for others feelings and degrees of acceptance of their
disease. One of the comments that triggered the conflict in the group be-
tween two women held a threatening potential for the woman who wasn't as

open and defenseless as the other.

Se "eeo I had a girl friend and it finally went to
her head, Once it gets to your brain it doesn't
last long."

Ce "I don't like to hear you say what you just did,

once it hits the brain that's it, because it hit
my brain two years ago."

While one woman accepted her own terminality, the other was just coming to
Oh terms with such a likelihood for herself and this comment heightened what

she may have tried to avoid.

|
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’ "ees They zeroed in on just what's frightening
me. I have been wanting to ask the doctor about
my prognosis but am too afraid of what he'll say.
I want to ask him 4f he doesn't know, or just
doesn't want to tell me."

Resolving this “erisis" allowed the group to explore this concept of honesty
further until a comfortable level was reached for the remainder of the sessions.
Healing. Many authors have written about the power to heal (1ike the power

to create illness) residing in the patient. (Rodgers, 19703 VWeil, 1972; Frank,
1974) According to Veil, (1972) an outside healer, may it be the physician

or a group leader (if healing be her goal) can, do no more than two thingss

he can remove any obstacles to healing that are present, and he can motivate
the patient to get well., The message in the group was that these two con-
ditions were possible accomplishments between members.

(2nd meeting) G. to We "I Jump to the conclusion that you're
sharing with us brought your spirits up,"

¥, "Yes 1t did very much, I felt so much better.
There are people who care."

This message of healing began within the group and carried over in-between
sessions, in extra group developments. After a month of being togethar members
drove each other home, and telephoned each other regularly in-between sessions,
especlally when someone was ill, troubled, or had good news to share. When a
member was hospitalized th@ group saw its purpose as glving her support.

There were again elements of a forced optimism in the following comment.

"ess Now is the time we show the strength in the
groupe Lets not leave it at this. ‘lets all of us
get up there and give her the gears, get her think-
ing that she can't give up,"

This is exactly what happened, Until this woman died the group visited and

offered her comfort until no longer possible. Throughout the sessions members

identified the purpose of the group as a place where support, encouragement ,
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and couyage, could be gleanede (ne member stated this succintly: "... We've
each glven each other strength perhaps not knowing it." The purpose of the
group prior to its formation was identified as a "mutual aid system." The
leader conveyed the belief that an incredible gift of healing was possessed
by many persons, if they felt free to glve ite This translated itself in
several forms, Several members felt that by helping others they were helping

themselves,

"eeo I think this is another plus of the group.
Instead of thinking of cneself so much, we're play-
ing down our own role by thinking of others and
trying to help them."

This feeling of self-worth created a positive emotional response, noted by
Simonton as crucial in decreasing depression, fear, and anxiety,

Friendship. Another recurrent message in the group was that a certain type

of friendship evolved, one that was difficult to find anywhere elsc, This
related to the feeling that only in the group could cortain topies be exnlored,
or that they wers shared here with greater case. One member interpreted the

meaning of the group in just this sense,

"eeo I think this group is more of having a friend-
ship group and sense of commaraderie rather than dis-
cussing cancer. 3ome are able to feel uninhibited and
relaxed where they can't elsewhere. Its worth its
weight in gold 4f that alone is accomplished,"

kvaluating the group, one member gave ".,, a testimonial to the gift we have
all given each other, the gift of love, showing that we can all feel for each
other and give of ourselves."” Several social events that the g}oup enjoyed
together clarified for everyone just how strong the bonds were, and that members
enjoyed each other's company in varied situations.

After a few group sessions, members remarked how different the contact

at the clinic was with other group members, They marvelled at the eloseness




15

and fr:l,ndsh:lp people showed each other outside the group, during treatments,
Humore The first meeting the leader voiced hops in the possibility of the
group bedng a place where we could have fun amidst the seriousness. From
then on there was an injection of humor, sometimes balancing the seriousness
gracefully, other times distracting us from our central purpose, There was
a clear demonstration of the need to laugh and joke even when things weren't
so funny,

In summary, there were commonly accepted expectations of how the
members should behave and reacts BEach message held within it a paradoxieal
message) or was it just the polarity existing in most human emotions? Opti-
nism allowed members to be hopeful and lent comfort in distressing situations.
It also set up an avoidance pattern in the face of reality. Courage and
strength wers gained from the meetings, but weakness was acceptable only to
a linmited degree. lonesty permitted a sharing of pent-up feelings, but in
1ts extreme form proved threatening to some. Humor kept the group from falle

ing on its face with despair, yet at times provented us from deeper exploration
of frightening issues,
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” B) Roles

1) The Role of the Family
Were families shut off from member's innermost feelings? Was the

burden lightened for families? Did communication with families improve as
the group progressed? Did families feel a sense of rejection or isolation?
What role did the group play in response to these and many more questions?
Since there was no quantitative measurement of how this group experience
affected families, these impressions are derived from what families told the
leader, and what members spoke of at the meetings.

Several families involved themselves by encouraging their loved one
to attend meetings, thus maximizing the experience for them. One daughter
planned a surprise birthday party for her mother at the meeting. One husband
(meeting at member's home) remarked that he could never understand why his
wife had joined such a group until he observed the group himself, listened
from his bedroom to the "energy" and "exuberance,” and then joined us towards
the end during a celebration we were having, Several families remarked to
me on the phone that this was the only socializing this person engaged in and
thanked me for providing such an opportunity, Others expressed their initial
skepticism about the group and then realized how helpful the meetings were;
especially in making it easier for the patients to come to the cancer clinic.

Several members experienced initial problems with their families when
they decided to join the group. Since th@ leader made no contact with famil~
ies prior to group formation, the patients were responsible for explaining

the purpose of the group to thems This comment was typical of most in the

£T0Upe

B « Group "I'm sure from everyone in here there is one
of your families that must have told you - 1f its
going to get you down don't go. My husband told
me that in the beginning."
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Supporﬁﬂtrom families in this new venture was important for most in the groups

Some members expressed an inability to share personal matters with
the family and could not see this changing. This choice was respected. When
the leader asked the group if they wished to invite family to a meeting the

response was surprisingly negative.

"ees We (group) have a certain feeling towards
cancer. This is all new to family. If we start
talking about terminal illness, they'll all be in
shock."

"eeo Maybe we're just being chicken and taking
the cowards way out. Its a little safer not having
them around," ‘

"eoo I'm afraid my wife would get depressed listen-

ing to you ladies, my cancer came as a terrible shock
to her."

Upon termination members recognized that their families needed help in coping
with cancer and even saw the potential for family groups. They felt, however,
'that these two groups should mix only when they each felt ready to really
hear each other,

Questions remain as to how to best integrate families into the exper-
ience, so that both group member and family benefit during this time. Both
Kelly (1975) and Simonton (1976) encourage family members to join the group,
however their writings do not elaborate on the specifics of family member-
ship. The writer's key concern is whether this group created additional
strains on the family; or whether in fact families found it easier to deal
with cancer in their midst as a result of this groupe. Future studies might

explore this area so that families are incorporated in the treatment inter—

vention,
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11) Rolg Behavior in the Group
A frequent theme in the literature on groups focuses on the concept

of roles, Roles are defined as functions members take on in a group because
of the capabilities they bring, which interact with the pre-group capabilities
of other nomberé and the task inputs accepted by the system. (Berrien, 1968)
Some roles were ascribed by others, some roles were self-chosen, and other
roles became entrenched, as members grew to expect certain patterns of be-
havior from certain people.

As identified earlier in this paper, prior to group fonmation; people
saw themselves as helpers, others as receivers. These two roles unfolded in
the group, with some members subscribing or being ascribed one particular
role, and other members blending the two. The "helper" role carried elements

of a "consoler", "reassurer", "comforter", a kind of "mini-therapist."

: 3
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Several people acted as advisers in the group offering advice and
suggestions when difficulties arose, Those that saw themselves in a helping
role, felt that they had adjusted well to their disease and could offer from
the strength of their experience. One man became the "sensitivity" expert
due to his attendance at different workshops and the group looked to him in
time of conflict., His contribution laid in his ability to sensitize the
group to peoples' emotions. "..o If someone in the group feels bad, we accept
that rather than try to change that becavse thats their feeling."

One woman played the "hero role", and focused a lot of attention on herself

from a position of strength. She repeated time and time again, "I've had

%f  cancer for ten years", and then made it known how well she carried on in spite

ﬁ of being told she was terminal, This commanded much attention, This same
woman, toock on another woman "under her wing", always speaking on har behalf
and behaving in a maternalistic manner towards her, This was easily accomp-

lished as the second woman identified herself as being in a receiver role,
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"oee I think its a 1little too early for her
to go up and see somebody who is very 111,
because its very hard for her."

Since the group was identified by worker and members as a mutual aid system,
roles that may have been assumed by the leader in other groups, were assumed
by the members. Rather than identifying the leader as "the helper", the
members found these qualities in each other.
The receivers, identified themselves as such. "I'm asking for help
to cope with the uncertainty of the unknown," One person who came was a
"helper", and was very vocal, offering suggestions to the others, became more
passive towards the end and commented that she felt she could receive more
from the group than give. Most of the members eventually saw themselves in
both roles,
"eseo I approached this group with the idea that

I didn't need anybody and no one can help me but

1f£ I can help I'1l feel good about it. I feel much

humbler now because I've received and given help.

I've changed just by virtue of being here, I am a
converte I was on both ends."

Several people adopted the role of humorist and were relied on to
lighten matters with jokes and stories,.

(ne man in the group played the role of "issue-focuser." As we
drifted from our purpose, he tried to bring the group back. He was concerned
that the group maximize the experience of each meeting and that no time be
wasted in side conversations. This member played task roles of initiating
activity, seeking and glving information and opinions, and elaborating and
summarizing for the group. He also served the function, along with several
others, of group building and maintenance by expressing group feelings and

making constant references to the value, purpose, and benefit of the group.

"eeoo I had a call from a lady on the next street
who lost her son from cancer. She wanted to know if

139
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P she could join the group. I never knew her, She
talked to me for two hours., My goodness how far
we've reached,

Me-F "ses You can honestly say that talking as much as
you do in the group here doesn't depress you, It is
helping yous That is the way I felt all along,"

MeDr. "soo You can see how we gain from our discussions
heree "

Several men in the group shared in the leadership. This became more
pronounced around the time of tlﬁ confrontation in the group between two
women, The three men acted as "stabilizers”, "balancers”, assisting the
leader in conveying to the group the natural element in this confrontation.

"eoo It was a healthy thing (confrontation). It
indicates we are close, There couldn't be 111 feel-
ings unless there was an atmosphere of intimacy."

Two people in the group acted as "gate-keepers" trying to elicit a response
from the quieter members, and assisted me in drawing them out. Several members
acted as rule-setters or standard-setters in the group. This role revolved
around three or four people; each taking their turn,

(ne woman (who eventually dropped out in February after ten of the
seventeen sessions) became the scapegoat for the group. This most likely
occurred when the group felt threatened and vulnerable in the face of her demon-
stration of what they perceived as weakness. Three major incidents surrounded
this final scapegoating. In reaction to several books the leader brought to a
meeting, she crlod; ran out of the room, and then refused to discuss her feel-
ings with the group. The second incident was already mentioned -~ her reaction
to a comment made about cancer "going to the heads" In the third instance,
she ran out of the room in a fit of rage when another member expressed impat-
lence with her repetition of the same story and said, "e.. we've heard that

story before and we'll hear it again." These three incidents were blown out
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of propgrtion both in and out of meetings by both this person and several
other group members until a erisis erupted and she dropped out.

Two women in the group commanded the most attention, however one did
it from a position of strength the other from a position of weakness. Was
it easier for the group to respond to strength? In effect this was the nomm
in the group. Interestingly enough both women were ten year cancer veterans
and had experienced equally trying circumstances., Was it a case of others
wanting to break down, elicit sympathy and command attention and did they
therefore resent her performance? Was it that this weakness aroused a basic
fear and anxdety in the others projected onto her as their defense mechanism.
Her behavior may have activated similar feelings in several group members

which they probably preforred to suppress, but felt easier to project it onto
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ons person. Or was it a case that as long as she was the weak one, they could

be strong? The women accused her of child-like immature behavior. Her
running out of the room in a fit of rage triggered resentment and she was
accused of avolding issues, including not being able to accept the rsality of
her condition. The group unknowingly possessed its own rites, and strictly
subjected ita members to them. Each member was expected to acknowledge the
full extent of their disease,

One meeting, a few weeks following her running out, several members
hed final comments to make, (she was not present) clearly demonstrating the
scapegoating,.

"seo There 418 nothing you can do for her. She
doesn't want to be helped. She doesn't want to hear
anything that will upset her. We're here to open

ourselves up. She doesn't want to face it. She up-
sot the whole group,

Nany of the roles that evolved related to norms established 1n the

group. ‘The "reecelvers' were responding to the expectotion members had that
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they cog}d disclose their most fearful feelings in an honest manner, and
receive support during this process, The "helpers" were responding to the
norm of optimism, reassuring those in distress, that their situation would
improves The humorists were responding to the leader's signal that yes people
could have fun in the group.

It is not the purpose of this review to do an indepth analysis of role
behavior, rather to highlight what the writer found interesting and sipgnifi-
cants For the most part, the roles members took on wers acceptable to others
and allowed the group to move relatively smoothly in its development. The
basic leaming for the leader derived from observing role behavior, was the
groups' need to scapegoat and outcast one of its members, perhaps to alleviate

some of its own anxietiecs The worker questions whether this phenomenon could

have been avoided had the leader been able to forecast its route,
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¢) Leadgr Looks at Leader

Although the leader's and members' roles and functions differed, we
were both subject to the same strengths and weaknesses, pains and joys, both
soarching for meaning in life, Thus we both shared this comnon human eon-—
dition. Through the entlre process of the practicum I realized that I eould
only find a better way to help others, if I allowed the group to teach me
their needs and aspirations. I saw myself as a single element in the total-
ity of the member's experience, one, among many in the group, all involved
in a common undertaking.

Initially I struggled to find a comfortable role for myself, How
directive should T be? T was searching for a balance between structure and
spontaneity. As I became more comfortable and allowed the unpredictable to
unfold, I realized herein lay the real meaning of group process. My planned
agendas remained in my pocket (most of the time) as members introduced enough
matcrial to deal with. My occasional mechanical techniques met with resist-
ance and thwarted any productive worke My attempts at imposing structure in
the beginning probably for my own security were resisted. Spontanelty was
the spice of group life. It took time for both leader and member to accept
this format. Some structuring might be helpful to a leader but not at the
expense of spontaneity.

T struggled with the process of divoreing myself from the "success or
failure" of the groups As I had so much investment in this "demonstration”
project, I was blind to the reality that I could not assume total responsibil-
ity for the workings of the group. The first month the attendance issue
plagued me. If only five out of ten people showed, I convinced myself the
group was doomed to failure. Members missed meetings due to the unpredictable

nature of their diseasse yet, I had a hard time accepting and adjusting to this

reality. Members expressed both annoyance and concern with those absent, This




may in E?rt have been due to the leaders anxieties spilling over into the
groupe  We resolved this in time, when both leader and members felt the group
venture had taken flight. When initial ambivalence towards the value of the
group was strongly expressed by one of the members during the second meeting,
T felt threatened.s Rather than allowing the sores to be opened and using
this as an opportunity for the other group members to explore their ambival-
encos; the discussion became a dialogue between leader and one member. This
also derived from my equation of group survival and leader,

Throughout the sessions the leader had difficulty coming to terms with
how she felt the group should be progressing, versus what faced her in practice.
Specifically with regard to "temmination" difficulty was experienced with the
group's reslstance to this and thelr focus on continuation. After all, was
not the leader supposed to help them work through and accept the groups' term-
ination as stated in the contract? The group quickly tuned into this artifi-
ciality. I discovered that as soon as the worker decided the way it ought to
be, she was through, because the members did not always respond to the leader's
aspirations in this particular group. This most likely related to the manner
in which the leader presented herself from the start, as non-directive and
spontaneous,

The more I befriended these people and experienced their pain with them,
the more difficult it was for me not to intellectualize, I expressed the hope
that members would not hide under the veil of intellectualizing, but T too,
at times, succumbed to this defence.

The literature on groups specific to cancer patients did not address
ltself to the role of the leader. Thus, there were few guidelines as to how
I mdght function in such a situation. The literature (Kelly, 1975, Simonton,
1976, Vachon, 1976) focused on the group, not its leader.

In retrospect the role of the leader in the group was:
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A) The }pador identified and reinforced the common ground of experiences,
facilitated the emergence of affect between members, helped the group place
its concerns on the agenda, reviewed the purpose of the group, and began the }
working relationship of the group with a clear "contract" and common under- |
atanding of the issue.
B) Tﬁe leader reinforced the group as the medium and focal point of inter-
actién between iorker and members, Selective handling of individual members
was iimited, and any and all conflicts were brought to the group for their
resolution, This avoided any accusations by members that the worker was
showing favouritism or aligning herself with sub-groupings (this function
developed only after the leader learned from her mistake of allowing conflicts ﬂ
to be resolved outside the group, by meeting with one member in between sess—
ions, much to the dismay of the group members.

| g) Tﬁe leader reinforced the mutual aid capacity of the members by limiting :
* her role in the group meetings and encouraging members to seek help from each
other in between sessions, The leader followed—up in between sessions if
special need dictated, however this was done with caution. A few outside
sessions with one member created accusations by members of my showing favour—
itism,
D) The leader assisted the group in staying with and exploring emotionally
charged issues, helped members to sink deeper into fearful feelings when the
tendency existed to avold expression of those feelings. The worker's role
vas to call attention to the existing obstacles and impediments in the group
such as recognition of the possibility of deterioration and death and pro-
vided members the opportunity to confront that fear.
! L) The leader facilitated a mutual understanding between the patient and
‘h staff systems. As suggested by Schwartz (1961) she "mediated the individual

-~ social transaction." Staff were present in several sessions, and listened
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solect%pn of tapes, so that both systems gained a more complete understanding
of each other's altuation, and were brought "closer" together, in an effort

to make improvements where possible.

(Patient) "It is something for them to see us sitting
in a chair without a sleeve rolled up. They
recognize us as people outside that elinic.”

(Staff Nurse) "Maybe we're doing enough socializing new

patients, introducing them to other peopls
who have been on treatment for a while."

F) The leader maintained the focus on the purpose and task functions of the
group lest it be lost in the preocccupation of confrontatioha and interpersonal
conflictss Any group development crisis was normalized as being a natural
group process and its message was utilized to help the group move on,

G) The leader reinforced her bélief and conviction in the group's purpose and
accomplishments, the productive capacities of its members, its self-help and
mutual aid value,

H) The leader functioned in a variety of roles depending upon the need: as
clarifier, as interpreter, recognized the feeling beneath the words, lent a
vision in terms of "speaking about the unspeakable,” helped members make
connections, and talk to each other, identified blocks, opened up this "inter-
nal dialogus", lent structure, assisted the group in review and evaluation of
its experience, and withdrew this role of conductor near termination.

The leader also had work to do in the group and shared in the expect—
ations she had of others of disclosure and openness, This involved feedback
to the group as to how she saw them operating, how she observed herself, her
discomforts as a leader, and an invitation for feedback from the group on
"how they saw her." The demand the leader placed on herself to share a part
of herself with the group, was far more challenging than acting on professional

skill alone from a removed one-up position. Most of the leader's functions
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described were not specific to this particular group, but common to most

social work groups indentified in the social work literature. (Schwarts,
1961, Tropp, 1969)

In summary, I .would like to be remembered by the group in two ways:
1) as a friend who assisted them in facing and living more comfortably with
many of the inherent miseries of cancer 2) as someone who was able to help
them derlive meaning in this suffering and utilize thelr condition in a
positive growth producing manners

A plece of sound advice to any and all health professionals working
with cancer patients, It may be your living but its their life!
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D) Procgss of Group Development,

Birth 'l’he group was bormn out of a joining of ten strangers., Each came
into the group focusing on himself; his/her problems were the most serious.
This phenomenon of "ego-centrism" demonstrated itself in the difficulty people
had listening to each other, the restlessness displayed in the group and the
inability to give each other time to explore fully their individual feelings.
The finiteness of life was heightened, and the selfish drive to focus on "only
me" was its natural derivative. Thus, the first major process to work through
was recognition that one's time had to be shared with others. This period
carrled with it the experience of anxiety about becoming involved in the groupe
Membqrs approached involvement because of the potential gratifications it
promised avoided it due to the potential frustrations and pains.

Just who.wero these people? Members spent a great deal of time ident-—
ifying their commonalities., They needed the common base of cancer to atart,
but then moved on to identification of their common humanity.

Mutual Aid From a state of "aloneness" members gradually moved towards

sach other and were ready to engage in this mutual aid process, Members be-
came interested in each others accomplishments and adjustments. They followed
each other's developments closely both in and out of the group. Concern was
expressed when members were absent, The morale and cohesion in the group
intensified and members viewed themselves as a system and took pride in their
accomplishments. "e.e It shows you what can happen in a group of this kind.
The whole room was with her." They now had an investment in the group's con~
tinuation, With growing trust several members were able to ventilate bitter—
ness and anger toward the clinic and receive relief from the release of these

feelings. They reached the stage as well of being able to share their feel-

ings openly about the clinic directly with the staff.
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Patient .- Dre (in mesting) "Do you realize how important the emotional
side 18 = that a patient needs a friend, some-
one to talk to about problems with family, at
work, sex problems. This is just as important
as treatment. I think it 4s the Dr.'s obligat-
jon to help the patient with that side of it.”

Interpersonal Conflicts. The closeness and intimacy which developed

in the group was not without its problems. As members became increasingly
open:with each other, the possibility for interpersonal conflicts, power and
control issues, clique formation and finally the unveiling of scapegoatism
existed, This period cast a doubt on the group's survival, as two members
threatened to leave. This stage was frequently noted in the literature on
grouﬁs. (Bernstein, 1973) Here again, the need for several members to com-
mand group attention for themselves, some more successfully than others, was
evidents The resolution of one of the major interpersonal conflicts in the
group portrayed inner struggles that other individuals not directly involved
were experiencing, Thus, it was worth exploring, However, several members
made it clear to the leader that there were more important things to talk
about, and that the group was not a forum for arguments. The resolution of
this crisis was an uncomfortable area. The members weren't energized to work
on cleaning up process difficulties.

Interpersonal Involvement.. Following this episode, after one woman

left the group, the members fortified their walls once again and there-was an
intensification of parsonal involvement, During this period the group sup-
ported one member during a very difficult process of rapid physical decline.
Her disclosure to them of her "terminal" diagnosis led the group into explor-
ing this most difficult area. When she was hospitalized the meﬁbers grappled
with the reality of her death.

Termination. Termination became a glant issue for both leader and

member. The doctor was concerned from the start that the group end
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when'thg worker leaves in Aprile This {requent expression was related to

his uneasiness with the group meeting on its ovn without professional laadar-
shipe Yhat 4f a problem arose? low would he know? Yho would tho membara
turn to? Thess fears exerted some preasurs on tha leader, sinco shoe horsolf
was not certain as to the heat outcome of this programs Cn tho ono hand,
continuation would bs a testimonial to the wvalue and need for such a group,
and to the members ability to function without a leader. Tha client raaching
a stata of autonomy was a practice valus rocognlzed by the leader. Cn tho
other hand, the group may not function well on its own and its very existenco
may create new additional problems for its members. This debate continued be-
tween the leader and clinlc staff throughout the entire program.

The symbolism of the word, "terminal" associating the life of the
group with thelr own lives made it difficult for members to accept the "death"
of the groups The group had to "live" on, cven in a modified forme VWnile
the leader was urging the accentance of temmination, the members were urging

for the group's continuvation.

"eeo People avoid endings. The feelings are
too permanent. “e resist leave-taking because
it seems 30 much like being abandoned. Parting,
ending seems like a loss of orientation, or of
control. Znding reinforces the image that life
is a finite linear connection, and that to break
the connection is to lose the life." (Keleman, 1974)

Their greatest concern was with breaking the bonds and losing contact
with people. This most 1likely related to their fears of sudden discovery of
each other's decline., Maintaining close contact in meetings had a way of
easing this shock. As one member said, "we'rs interested more in one another's

progreass and continued progress week to week,

"ess Our group could keep on in a way. Ve could
all boost each other's morale as we go down. Maybe
we could branch out and help others,"
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Thus tergination was an important issue and should be addressed in the early
stages of the group. Initially the group felt comfortable about mesting

occagsionally following my leave. During the last group meeting, they were

%
3

far more fervent about setting of a schedule for future meetings, and caleadar
dateé were selected for the next few meetings. '

My concerns related to helping the members make the traasition from
the group to outside situations, assisting them with the movement back into
their own 1life spaces since one time or other this ending would arise. I
identified the resistance to ending, and the group responded to me with some
annoyances. "... Ve feel we have a common ground. Do you (leader) see that
as a aign of weakness?"

The leader and members finally met on the common ground of accepting
that one phase of the group had terminated - my contract with them. With that

recognition we utilized the termination proceés to review and evaluate the

exporience, discussed to what extent we had accomplished our objectives, and
whether the learning could be transferred and become a frame of refecrence for
approaching new social, group, and familial situations. There was recognition
that the need for frequent meetings (once a week) was now not as pressing; a
recognition that following four months of group sessions they felt more "calm"
and needed less to unload. The group utilized the last few meetings to dis-
cuss the manner of continuation. TFollowing my leave, the group continued to

moet twice a month in each other's homes (except one member who stopped attending).

Social Actilon. The members of this group travelled through several
passage#. They started alone in their battle with cancer, moved on to sharing
and caring for others within the confines of the group, and finally moved out
of the group into a phase of social action reaching out to other cancer patients

and helping we "professionals, become aware of what its all about. Quite a

trip!
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“?his latter process is what the worker had hoped to accomplish,
(although the social action phase was not planned) that these people would
have the opportunity to achieve something through their suffering. My quest-
ion prior to group formation was = Could they make a victory out of their
experiences, tuming 1ife into an inner triumph and challenge? The answer was
yes. 'Many of the members found opportunity and meaning in their suffering.
This process began with members accompanying the leader to conferences
on cancere During the group sessions we were approached to do nursing inser-
vice workshopss These patients suddenly found themselves in a teaching role
and loved ite As one member so aptly said, "just shows you *patients® is a
virtue," and proceeded to ask if there were more inservices coming up. They
woro valued as the source of learning for health professionals. Towards the
oend of the group, members participated in a letter writing campaign to hospital
and agency administrators in an effort to pressure for the ecreation of a social
~viork position in the cancer clinic so that more groups could be established,
Members realized the power and impact that lay within their hands, "Now we're
becoming a voice" and many decided to become a3 involved as possible in staff
education at the hospital, in lobbying for the establishment of more groups,
and in reaching out to new patients distress, The leader as well participated
in this phase of social action soliciting support for future groups in the |

clinic. Commenting on their lstters, several members said:

"eeeo Why should we just settle for healing (treatments)
He're entitled to a full 1life. Just because we have
cancer doesn't mean nothing."”

"eoeo I think we're getting the point across. Ve need
hclp. n

Vere these people really saying, I may have a disease but I'm not a

discase? Towards the end of thoe group, members were redefining and reconstitut-

ing group purpose according to their new capabilities and opportunities. Thay




felt'the%,had accomplished their purpose of overcoming their own fears and
adjusting to the disease, and were ready to accept a more advanced notion as

their purpose. They had become authorities on "Living with Cancere"

"eoo I started off sick and now I'm pretty well back
on my feete I figure it could help others besides us
heres I'd like to see that what we have gleaned from
this group be passed on to someone else."

Following my leave, members have been actively involved in education
sessions both in hospitals and University. They have made new contacts with
patients at St. Boniface Hospital and Misericordia Hospital, and have made

themselves readily.available to interested parties.

Fe "eee I hope we have received enough, to help
gomeone else, It isn't just the group now. Ve
have reached out to others,"

Be "eoo This group inspired this kind of thing.
I don't want ever not to be a part of some pro-

gram that is going to be of help to cancer patients
whether its this group or not."

The question remains as to when and how the group will disband, Will
members differentiate self from group to the extent of no longer needing this

comnunity of support? Had the worker urged more discussion on termination,
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rather than continuation, perhaps the group would have ended with the worker's

leave.
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E) Cautipns - Traps

The following are cautions and potential traps worth noting in a group
of this nature. '

As experienced in this group members may overidentify with each others
symptoms, thus increasing their sense of fear. People in a group must be
aware of and be reminded that each individual cancer is different, and that
disease patterns gnd responses to treatment are quite unique. GCroup members
vant to share their disease histories, yet these comparisons can serve a des-
tructive function,

For this reason the writer now questions the advantages of placing
people in different stages of cancer together in one group. Including patients
in physical decline with recently diagnosed patients increases the probabllity
that members will be observing and participating in each other's dying and
deaths. With the potential of several people in the group dying (either during
the life of the group or shortly following the termination) the question 1s
ralsed as to whether this is subjecting people to additional burdens. Since
the leader terminated with the\group two women have died. Both were admitted
to the same terminal care unit prior to their death. The group was involved
with both right up until the deaths., Members visited the two women contacted
each other in between visits to check on latest developments, and attended
their funerals (two group members did not attend either funeral and were subject
to some criticism by the others). The group kept the worker well informed even
though she was no longer leading meetings. Here again subtle pressure was
exerted to keep their leader involved. Following these events the group began
focusing far more on death than they did in the sessions with the leader.,

(They reported this to the leader) One member commented to the leader, "Well

I wonder whose next? Tooks like we're all going to that unit." This causes me
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to quesﬁ}on the value of selecting members for the group who are close to
death. But who ever knows who is close? This is a key issue that should be
examined more closely in setting up future groups.

Members express different degrees of acceptance of their disease.
Caution should be exercised so that members do not pressure or threaten each
other.into "the acceptance of cancer," or into using the "right words" such
as "terminale" Bach member has certain needs, and deals with £hese in his
own special waye. Respecting these differences is crucial to the smooth function-
ing of the groupe |

The leader should be careful not to become trapped by avoidance patterns
used by members as a problem-solving mechanism. If an important issue is rele—
vant to the groups survival, it must be handled within the group whether members
give or withhold permission to do so. Interpersonal conflicts must be solved
by those concerned within the group, rather than the leader attempting to solve
them in-between sessions.

The writer questions how termination should be dealt with in such a
groups Does the leader have some responsibility to provide the group or any
of its members with a person or place to turn to following termination? Should
a group such as this be created if there is no follow-up>provided? Perhaps a
phase should be added to the group process to explore with members the process
of functioning without a leader, when it becomes clear that the group chooses
not to terminate? These concerns require further thinking for the establish-
ment of future groups.

Finally, the leader should qonsider that the group can not be expected
to deal with difficulties that go beyond the illness. There is only so much

a group can deal with or tolerate. In this case, one member behaved in such a

way that increased the likelihood of others rejecting her and resulted in this




very rejﬁgtion. The group should not be held responsible, in total, for her

dropping out, as in many ways she was the contributing factors




F) Goali;and Purposes Revisited

Prior to the group's launching the writer identified several purposes
and goals derived from contact with patients at the clinic. Yere these object~
ives accomplished? Did the goals and purposes identified during the sessions
differ from those originally stated? The evaluation as to the degree of goal
accomplishment is directly related to how members perceived the group's puiw
pose, and how they identified the accomplishment of goals. Here the writer is
citiné both personal goal accomplishments and group goal accomplishments as
constructed in the minds of group members prior to temmination, The following
were the goals and purposes more frequently referred to in the group.

Purposes
A) Confirmation by members that their emotional needs called for attention,

was frequently mentioned thus lending rationale to the purpose of the group.

"eoo Basically it is an emotional illness we're

fightings It upset me more to lose my hair than

it did to know I had cancer., To lose it terrified

mes I had never worn a wig before in my life."
The experience of the group restated the plea made in the literature - that
the emotional component in disease must be addressed as seriously as the
physical treatment,
B) Confirmation of the common experience of cancer that meabers shared and

the value of the liason potential was noted as a basic rationale for estab-

lishing such a group.

"eeo We feesl we have a common ground., Here we can
discuss our problems and understand cne another, I
think this is where the need arises.”

This reinforced the humanistic framework envisioned by the worker in the
group's original inception,

C) Confirmation of the value in self-expression and release of pent—up feelings
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under cigpumstances in which others appreciated it, was noted several times.

"We can talk easier amongst ourselves in the group
than among friends,

"Thats the purpose of our meeting, where there has
been a regression we can talk about it frankly., This
is the whole strength of our deal."

This gave further meaning to what Kelly (1975) wrote about not being able to
talk honestly and openly with his wife and children at the point of crisis in
his life. The writer is now curious as to whether fearful feelings once explored
in the group, may facilitate this same process later in the family.

D) Confirmation of the readiness of people to take help from one another was

noteds
"eoe We discuss how we feel towards our sickness
We're here to try and help each other as best as we
cane Whenever there is a problem we hope we can
find a way to make it lighter."
This highlighted what the writer meant by her earlier statement that people

with similar concerns can help each other in ways that are significantly diff-
erent from the ways in which a worker can help them in a one-to-—one relation-
shipe

A) Members recognized their ability to give each other hope and bolster morale.

"esoo We've given each other hope and a different
approach. We're looking forward."

"eso Just talking amongst ourselves has glven me
a great 1ift."

B) Members realized that the trauma assoclated with cancer, was de-sensitized
and they gained a sense of control over their fears and doubts by confronting

them,

“ M « B "You probably gave vent to your anger and that
il b helped you. Thats really what this group is all
about., Once we talk about our problems it is not
as great."
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"eeo It has also been proven that because of our |
s’ group and talking as frankly as wo have my attitude {
has changed from first off. I was scared to death
when I found out I had cancer and now my attitude
has changed for the better."

C) Members recognized that a positive attitude or "will to live" can effect |
the outcome of disease at least to some extent so that they did not assume a ’
passive helpless attitude.

"eeeo I read a book about a man with leukemia. H
He had so much to do that this actually prolonged !
his 1life. VWhen all these things were done he died."

D) The discovery of members' ability to help each other, as well as those out- |
side the group bolstered their self-esteem and feelings of purposefulness. |
They discovered a sense of meaning or new found purpose derived from the group
experience.

"see May be those that have been quiet have done
OX@ a lot of talking outside the group. I have with a

friend who had the same operation as me one month
ago. Through her I've had other contacts."

E) Patients' communication with the cancer clinic and nursing staff was improved |

and a greater understanding of the holistic approach to treatment was facilitated. |

"seeo The staff sympathize with us and we're more ’
than guinea pigs to them. Although chemotherapy is
still developing we are not to being used as guinea i
pigse They think of us as people and they talk to |
us as friends," |

Cancer for these people was so unpredictable, unfinished, that one could
never reach a sense of completion or wholeness until one dieds A general hypo-
thesis related to purpose worth exploring in future work, is whether the sense
of being able to complete smaller and more manageable situations gave these
J people a feeling of wholeness. In the group this opportunity was presented
‘@ with the realization that there were potential solutions to practical problems.

(ne of the group’s major accomplishments lay in fulfilling what Spinoza




40

proclaimeg in his Bthics: "Emotion which is suffering ceases to be suffering
as soon as we form a clear and precise picture of it." |

The purposes and goals of the group identified by members' remarks
were similar to those proposed by the worker prior to group development. Their
comments regarding attitude, hopefulness, sense of control and meaning in their
lives, were one and the same as those noted in the literature reviewed.

In summary, it was the writer's intent to portray the significance of
the group by identifying common themes the group explored. Certainly these
themes covered a wide range and were followed in varying degrees of depth. 1In
many ways, however, the important element was not what was talked about, but
the simple fact that these people were talking at all, and the quality of per-
sonal sharing and bonding which developed. Through the course of the group
evaluation, a new "family" of experience was born wherein individual members
moved far beyond viewing the group as a time-limited treatment programe They
became friends and confidants, supports and allies, The group had a personal
vividness and vitality based on the personal committment of each member. To
a degree, the group displayed a striking similarity to the literature on the
emotional growth potential in living with cancer. Tt seemed, at times, that
these people had studied the 11teraturevand knew that unforeseen strength
could be a consequence of cancer, or that a life-threatening disease could

lead to transformation of meaning wherein "life to Idve" took on a spacial

urgencye.




CHAPTER 1V

EVALUATION

A) Introduction

The writer was interested in the group's effect on its members in
terms of the stated goals, as well as its effect on the cancer cliniclsystem.
The medical staff was concerned that an objective evaluation of program
effectiveness be conducteds Data documenting the value of this intervention
would be vital if this program were ever to become established. The writer's
evaluative efforts were process-oriented and designed primarily as monitor-
ing devices to contribute information to the group members, to medical and
nursing staff, and later on to key administrators.

Much of this evaluation examined subjective components of patient
and staff impressions of the group. Group members were engaged in reporting
their moods; feelings and attitudes throughout the four months. The group
was an experimental project, viewed by patients and staff as a demonstration
project. As such, evaluation of the program offered information designed to

guide future changes and to elicit a clearer definition of the character of

this program, its purposes, and goals.




B) Evalqgtion Design

Three evaluation tools utilized were field-based techniques; a
psychodiagnostic measure was also used, the Goldberg General Health Quest—
ionnaire (Goldberg, 1972)., The following techniques will be discusseds:

(1) Tape Recordings Each meeting was recorded from beginning to end for

the purpose of monitoring group development.,

(11) Autoblographi.es Dﬁring the interview, group members were asked to

write or tape a short history of their lives including material on their
present physical and emotional condition. The autobiography was requested
for the first or second group meeting, This assignment was open ended giving
them opportunity to discuss whatever they felt important to relate to the
worker, so that she might understand their life experience.

(111) Bvaluation Forms Forms designed by the writer were distributed to

both group members and clinic staff one week prior to the group's termination
in order to obtain information about their impressions of this experience.

(1V) The Coldberg General Health Questionnaire The G.H.Q. was designed by

Goldberg (1972) to provide normative data about the symptoms and signs that
defined non-psychotic illness in an English population. The test items were
designed to stress the here and now situation, The emphasis was on how the
individual's present state differed from his usual state.

Test~retest reliabllity and split-half reliability studies were con—
ducted. (Goldberg (1972), for results see P. 71) Content and concurrent
validity were demonstrated. (Coldberg (1972), for results see P, 72)

The ordginal long form questionnaire of one hundred and forty items
was shortened to thirty, twenty, and twelve items respectively. All these
selections were 'balanced' for overall agreement set. The reliability and

valldity co-efficients show gradual fall with progressively shorter versions,

but do not greatly alter the accuracy of results.




#?he version that correlates most highly with the one hundred and
twenty item scale was the sixty item questionnaire. The thirty item scale
was selected for this study, as this version is now widely used in Ontario,
in researching the effects of psychological intervention with cancer patients
(Vachon, 1976)s The writer thus had some means of comparison with the study
conducted there.

The G.H.Q. was administered five times (four during the course of
the group, one following its termination) in accordance with the time-series
design discussed by Campbell and Stanley (1963)e This was used as the sole

quantitative measurement of emotional distress. The worker's primary purpose

in selecting this measurement was due to its wide use in Ontarioc.
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C) Discussion and Results
=

(1) Tape Recordings  All meetings were recorded in an attempt to lend in-

sight into just how change was actually produced (or not) over time. The
worker was interested in monitoring changes in group development and inter-
action, changes in the nature and intensity of discussion themes; changes

in members' attitude toward their disease, as well as monitoring changes in
the leader's intervention. When exerpts from meetings were played for the
clinic staff, they were able to hear directly from patients, rather than from
myself just how these sessions were helpful to members. Thus, this technique
fulfilled the purpose of sharing with staff the content, purpose, benefits,
and limitations of the groupe As a learning device for the worker, the tape
recordings were useful in supervision and ongoing evaluation of myself and
the group by my committee of advisers. This tool proved helpful then in
learning, evaluation, and communication with the clinic staff, patients, and
committee of advisers.

(11) Autobiographies The purpose of this tool, prior to the initiation of

the group was to encourage members to speak for themselves about their lives
and present attitudes toward their situation. Most group members, however,
felt uneasy about this task and saw it as a chore. The idea was eventually 1
discarded by the fourth meeting. The writer had hoped, that along with this
autobiography members would keep personal logs, so that these would have a
basis for comparison of ﬁheir gself-perceptions. Perhaps there could have been
another approach to explaining this technique to the group. Had the group ;
been interpreted more as a research project perhaps the response would have |
been different. Their resistance to this activity may have reflected a fear
of revealing self to others, or looking at oneself closely. Ispecially in the
early life of the group, members were not motivated to become involved in this

technique.
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(111) Evgluation Forms (see Appendix B and C). Two different questionnaires
were Qistributed, one to clinic staff, and one to group members. ZEach
questionnaire contained nine open-ended questions, including a section in
whdchtthey could respond with general comments.

Patient Bvaluation DRight out of ten group members (one member died, one

member dropped out and did not want to £111 out the form) returned their
evaluation forms. The following comments are highlights from several of the
questions asked. Many of these responses can be related to the statement of
worker's goals prior to group formation.

(1) Was the group helpful to you in any way through working through any
difficulties you may have had?

Four out of eight members responded similarly: that the sense of

alienation or aloneness was overcome.

"Just knowing others were going through the same
crisis and, made me realize that I was not alone
and that I was a real person,"

"The group's main lesson for me was that someone
cares."

"iore than anything I became less introspective,

came to realize that there are many other people
with troubles and that I care about people."

The other four, placed the value on honesty and openness in sharing, as help-
ing them. This related back to the originally stated purpose of creating an
opportunity for self-expression and release of pent-up feelings through the
gToup processe

"The honesty with which most of the group presented
their case about cancer and their concern gbout mina,"

"Opening myself to others, not afraid to talk about
my condition as well as family problems."”

"To view cancer realistically and still find happl-
nessg, "




"Any difficulties I have had have been worked
out as a result of talking to one another,"

(2) Has the group been responsible for any changes in your attitude or
belief about your disease?

Three people responded similarly, supporting the original goal that
the group would assist people in improving coping mechanisms so that members' |

were better able to master 1life experiences related to cancer.

"If it does come back I can cope with it."

"It has helped me in a way that I would be able
to accept better if I should have to get any
other operation in the future."

"I am more able to cope now with minor problems
as well as home problems,"

One person's response related to the goal of confronting fears in the group

as a means of keeping them in check.

‘@ "Yery definitely so. I no longer have the fear
first experienced.s To see the courage displayed
by the other members has been a real revelation
and inspiration to me."

(3) At this very moment, what do you think about your situation? Is it
different than before?

Six respondents commented on a positive change. These responses cor-
related with the writer's overall goal of helping people become more comfort-—

able with a stressful experience.

"I feel I am able to cope much better than six
months ago."

"I am more involved now in hours of happiness
whereas before this group I foresaw only days
of depression."

"I think I am very fortunate to have been en-

‘ lightened,
I am not worried about the future and I hope I
“ am going to make the present worthwhile. This
is somehat different than before."

"I feel very well and things look very much
brighter than before. I was not alonel"
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(%) Gene§§l Comments  The responses under "general comments" tended to

w /’@ support the idea of the usefulness of a mutual aid group for cancer patients,

"This sort of group is important for all people

but certainly someone who 18 faced with a life- i
threatening disease is in urgent need of adjust- |
ment and reconciliation with the situation.” !

"I would like to see many more groups of this
nature started, where cancer patients get the
opportunity to talk honestly about their i
feelings with others whose circumstances are
similar,"

staff Bvaluation

Nine forms were distributed, four were completeds (1 Doctor, 3 nurses)
Four out of the five incompleted were those distributed to ward clerks whose
involvement in this venture was limited to informal observing of my inter—
action with patients during the first two months in the clinice. They were
not present during meetings nor were they consulted as were other clinic staff.
However, the writer was curious as to whether they wished to note their own
observations or wished to provide information that they may have received from
group members. When approached, they told me they did not know enough about
the group to fill out the evaluation form. Some staff members in addition to
£111ling out the evaluation form provided informal evaluative information about
the group program throughout its life. On—going formal evaluative sessions
took place within seven staff meetings. Staff reported changes in patient be-
havior, patients' comments on the group experience, as well as thelr own
reaction to this venture.

(1) What implications did the group have with your relationship with the
patients?  All answered similarly to the following response. i

. "The patients belonging to the group seemed
‘0 to feel free to ask more questions.™

one added "I became quite involved with the patients because of the group."




This re%gted directly to thé worker's goals of improving patient communi-
cation with staff, and facilitating a more open interaction between patients
and staff so that patients could receive whatever information about their
diseaée and treatment that they wanted,

(2) pid you observe any changes in group members'® attitudes, moods or

approach to their disease during the time of the group? Would you feel
comfortable attributing this to the group process?

All responses related to a sense of acceptance and openness about cancer that

patients displayed, and all attributed this to the group.

"Patients in the group were more positive and
open in discussing their disease."

"Group as a whole all seemed to come to 'terms!®
with their disease,"

This related to the goal of bolstering morale in relation to patients' ability
to adjust to cancer as live as normal a 1life as possible.

(3) Are groups of this nature an advantage to the clinic?

"Yes, the patients involved were not as frightened,
From their experiences they are able to help other
non—-group members,"

"Patients become more at ease with treatments."
"Patients appeared more relaxed during their visiss,"

This related to the goal of de-sensitizing the trauma and decrecasing the sense
of fear felt by many cancer patients.

(4) To what extent did you feel involved in the events of Lhe group and
to what extent would you have liked to be involved?

All of the staff saw themselves "peripherally" involved and preferred to
remain as such. They all felt too much involvement by staff would have been

"detrimental." Other comments were:

"Frequent references to the group were made by
patients during treatment."”

(5) Do_you feel there were any negative effects of the group?
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"There might be with an unpicked group."

“There can be. It can be destructive to some
patients - especially if the group is not
supervised.," -

"Yes, threatening feeling and personality clashes."

General Comments

"T was really pleased to be asked to the meetings,
It seems I understood the patients so much better,"

"I think it was a positive experience for the clinic
and generally for the patients.

Summary

On the whole, both patient and staff evaluation of the group corres—
ponded with the writer's initial statement of goals and purposes. This leﬁds
some validity to the effectiveness and benefits derived by participation in
this experience.
Letters

The desire by group members to write letters to key administrators
(to convince them of the need for such groups) acted as a testimonial in it-
self as to how members valued this experience. This activity was not part of
the planned evaluation design. There was recognition that such groups should
be led by professionals, and thus an appeal made to allocate funds towards
such an important endeavour. The letters were responsible for a lot of future
"talk" held by administrators on this su<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>