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”Living in the Shadow of Mom's Death”

A Drawing by Eleven-year old Steven

P
Shadow: i "A figure projected in silhoustte on the ground or other surface by means of
interception of light: a space from which light has been intercepted; semidarkness:
semiobscurity, shelter, protection, or security afforded by someone: the merest hint,
trace. or implication. as, a shadow of doubt: a dark part of a picture;-any actuality that
seems unreal: & spirit or ghost. an imperfect and faint representation: an inseparable
companion or foliower. aremnant, as, a shadow of a former self;-a period of
unpleasantness; a dire promise or threat; an evil that impends.” (New Webster's
Dictionary, 1984, p. 884! ' '
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DN - ":,  increased sensmv\ty to parents doath -and.loss: rmsunderstandmgs md confuslons abéu‘t. o A

. . BT Abstract

Tms é(udv expiores the phanomenoh of Iuvmg wnh parenta| cancer .mth a group

pf twemy three chuoren of fnfteen can"er,panems who were n varymg stages of ttae
dnsease prooess Ten g;rrs hnd thrrtaen bOys rmgmg in age from three to fourtoan yeggs

vt

completed semn-s;trucmred tasks mvolvmg puppert plly drawmgs .and stories about

cancer The researcher dos-gned a drawing task “the tetﬂporal contmuum drawnng

Py

P -7
techmque as a means of encouragnng ghe chnldren o fb::us a‘tantnon on varnous umes

«

durmg the'r parom s nllness The tasks provxded the fOundatuon and dnrectcon for 'nt(ervnews

', ) ” AN
] . . g [

he'dmthepartxcupmts homes »’.7'- ,‘ ST B PO L e T,

10

A phenomenologncal ana!ysas of the dma 1trTunscrnbed mtervnews drawmgs and
storoas) basad on ] compulatson of suggesrrons from vanous phanomenologacal '
reswchers ravealed enghtoen themes whuch characteme the oxporwnce of ' luvmg wrth

parontal cancer.’ Desptta the rich dafferencas across pamcupants (dlffarent agos

parsonahtnes famuly background& suges of parent's dusease duratuon since dugnos:s
.4

death or relapsa etc) they expenenced many themns in common The thames mclude an

5

(RSN

dlsuse etiology and treatmqnt adapting to changes in peer school 'and famuy lwung
feehng sadnoss anger, fear and anxnety but suppres:mq itin ma presence of- others:

coping in self rohant ways but wantnng to talk to expenenced age peers. The umque ways

'mpwhlch different children expressed the same themes are highlighted by;mcludmg

quotations from the interviews, reproductions of théi?d‘rav&ings and three case studies.
' "ShadOW is one of the many metaphors’ and symbois chosen by the chnldren to L
“describe the state of semuobscmty semidarkness, and general uncertainty as to whether

or not their parent wouid die and when. There was a space in their lives from which light -

' . was-intercepted. Nevertheless, the children were abie to see beyond the shadow and

appreciatg’ some of the lightef'and brighter sides of life.
The discussion emphasizes 8 move away from a developmental-structuralist

approach in concaptualizing children’s overall experience of \cancer and death toyvards an .

existential-phenomenological approach. The ressarcher emphasizes that children's
conéerns are often the same as adult concerns and are real human issues. Further research

is recommended which focuses on a variety of issues, including the intefrelatednesé

vi-



between parents, child. and sibling when a parent has cancer. Practical work wnth individua!
chuldren should consnder the valus of atténding to symbols and images in their words and

drawings as a means of better understanding the experience of living with parental cancer.

. -
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PROLOGUE

| was terribly bewildered and confused and angry at thirteen, because | did not
know how to act 8% behave with my motncr. Dic not know. f she knew she
was dying. was cut off from her physically, and had nc one with whom | couid

“talk to about it. The immensity of iy mether s dying and her pain were thingsi. = .

needed to deal with then, but couid not do so alone. Because we children
were protected from the knowledge of what was happening until all hope was
gone and because our ‘sther \as very busy dealing with his own pain, all my
attengant feeiings had to be dealt with many years later. {Ariane Dollard.
perscnal communication, 1983) s

Arlens, now 37, related he above words 1o me twer{ty-four vaa's éfter the‘death
of her mother from lung cancer. She is still undergolng psychiatric treatment for -
depresSton which she mrlbutes to the days in whlch she heiplessly, without assnstance
- watched her mother deteriorate and then die. Her adverse childhood exporcences have
continued to affect her. Their influonco is felt in how she is motﬁar to Yher children and
how she was wife to the man from whom sheé is now separated. L

' My discussion with Ariene peaked my curiosity, my intorest, and became the basis
for the following ressarch endeavor. My background in child psychomerapy along with my
research exoerience in the area’of.childhood bereavement led me to question the nature
of the child’s experience while a parent may be dying. My practical training in a cancer
hospital helped me to rephrase this inquiry and my question became "What is it like to be a
child while a parenf has a life-threatsning. and possibly terminal, disease?" More
specifically, "What is it like to be a child of a can_ce‘r p’atient,”‘to be "Living in the Shadow of
Parental Cancer?” }

' “Shadow" is a mataphor for “living with parental cancer” generated by eleven-year
old Steven whose mother had recently died from lung cancer (see Frontispiece). éhédows
- infiltrate his drawing, a drawnng in which he portrays himself as being wrought with fear.-
He is haunted by the "shadow of mom’s death.” The shadow of cancer appears in the
bottom left hand corner. His one drawing says more than any story could, as does his'
chosen metaphor. His metaphor reflecfs the period of his life from thetlme of his |
mother 5 duagnosus until now, two months after her death. He feit threatened as avil
loomed around him. He deveioped fears of being alone and of the dark. Hs lived, like other
children in my study, in a state of semidarknaess, and semiobscurity. not knowing if his
mom was going to "live or die or what?" '

viii



The capriciousness of the disaase process with its series of rala;.:ses and’
remissions, the géneral a'gra of silence which word of cancer generateé within the home
and without, and the mutual ‘desire among parent and child to protect each other from
- disturbing pos‘sibilitnes, emerge as reasons why the\ch‘ild‘s guestion remains unanswered.
_ The child of a cancer patient lives in a state of fear, uncertainty, in 2 “shadow of doubt.”
Whether a parém 1S dying or ﬁot, 4th‘e child who learns of a parent's cancer diagnosis, lives
with a fear most children may never know--the fear that mom/ dad may bé_dying. This is
' 's0, even once a parent is "cured.” They know only part of the picture-and the'rest. through
their vivid irﬁa'gination, becomes worse than the reality. There |s a space in therr lives from
which light has been intercepted. The children can no longér do many activities with their
parsnts together as a family. !

- The children in this study whose parents have died live with the shadow of their
,' parent, with an ingeparable companion or follower who watches over them For many, the
experience seems unreal. Beyond the shadow, however. there is light. Although,thoqghts
and ¢9n¢erns about thai} parents always loom in the backs of theée chiidren’s minds, they
are able to app;eciate, sometimes more acutely than béfore, the lighter and .brig'hter sides
of life. | a

Thase children use many rﬁetaphors and symbols for cancer and their gxperience
of xt\ in the following study, we will see that cancer becomes a ‘éymbol for what is
dangerous and unknown to these children. The children communicate their experience

through their words, their drawings, and through their behaviour. .
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| INTRODUCTION - 5

A. Need for the Study V : _ » o "

Cancer has become WIdespread in recent years with almost 90,000 new cases
beung dnagnosed each year in Canada (Fme 1984) For people between twenty-four and
-fufty five years one person in seventeen will deveuop cancer before they reach fifty-five
g “years (Fine, 1984). These people have young chﬂdren Cancer is a scourge which takes a

’ heavy toll on patlents famllnes ‘and the entlre community. it remains a continuing challenge.

" . Already. some progress is being made, many patients are beung cured, and many have had

. troublesome symptoms relieved. An early dlagnosns brings a. better prognosrs Knowledge
of causes indicates that some cancers can be prevented. Once an acutely fatal condition,
cancer remains serious but may or may not be fatal. _ _‘\

3 In the last decade there has been a research explosmn focused on the role of
psychology in cancer etiology, the dls_ease process and treatment. It has been recognized
that the health of a patieht's spirit is.equally as |mportant as the health of the individual’s
body. Because the spouse is. seen as pivotal'in the adjustment of the cancer patient, recent

| research has rnvestlgated the partner s experlence Whereas, attention in the somal
science Irterature has focused on the difficulties chlldren face followung the death of a

:parent (e. g Furman 1974 Tessman 1978) clinicians and researchers are now begmnnng
to recognrze the rmportance of Iooklng at the experlences of chlldren who live with a

~parent whose illness remits, recurs and may or may ‘not recur again.

Chnldren of cancer patlents are potentially at high psychologncal risk for at least
' three reasons. Frrst the emotuonal stress of bereavement--grnef--has been well
. 'documented and one can only speculate on the amount of stress which accompanies the

] uncertannty of an antfcrpated death Prolonged.grief has been assocnated with academic

S fallure somatlc complamts fear of bemg alone, death fantasies, and unwulhngness to

initiate or maintain friendships (Bendiksen & Fulton, 1976; Bernstein, 1977; Greenberg,
1975). Childhood bereavement has been associated with higher rates of depression in
adulthood (Beck, Sethi, & Tuthill, 1963; Bendiksen & Fulton, 1976; Birtchnell, 1973;
Brown, 1961; Templer, 1976). While there has been no literature on the effects of

impending. death on young children, the effects may. in fact, be even more stressful than



\
bereavement.
X . .
Secondly, cancer unlike other catastrophlc |Ilnesses carrles wuth itan unrelenting

\

legend WhICh sometimes lmpacts the family more than the substance of the disease |tself

(Murphy \1983) lnstllled in our, soclety is the myth that cancer means death. Cancer has
‘ »assumed thls ominous posmon because whule many medlcal |mprovements have been

made there has not been a commensurate lmprovement in cancer treatnient or preventlon

.

{Dunlop. 1985). Cance ‘umed the posutuon in the publIC mmd that tuberculos:s once T

R

Lo %

~had, that cholera had b. -at, or that the black death’ had centur:es ago. Cancer has e
become the modern day leprosy ‘cancer patlents and their famnlles more often than not, o
are treated like Iepers Children in families where a parent has cancer. run the rlsk of bemg
lsolated and abandoned because of societal myths and fears ab0ut this dlsease
Thlrdly chlldren 'of cancer patients are often a neglected group sunce the healthy .
mate must devote so much tnme and energy to the severely il spouse (Kubler-Ross 1981)
Children of sick parents are forced to assume more responsublllty for tbemselves and they

often become a pseudo parent to younger s:blnngs and. confldante to the well‘but

distressed parent (Wellisch, 1979). L ‘ i ° ” _:' : v
Paralleling the lack of attention that chlldren of cancer patlents recelve from thexr

parents during the illness experience, is the relatlve neglect glven the topic by . .

researchers Studies which deal W|th families and severe iliness tend to. focus on the

"~ family as a system and on mteractnonal patterns, famuly routines, and role changes but not

on the experience of individual members (Anthony, -1976; Burnham Jones. 1979 Clarke .

1980; Kaplovitch,. 1982; Koos. 1946; Parsons & Fox, 1952; Welch, 1981) S&(me studles ‘

claim to be lookmg at the psychologlcal impact of cancer on families but focus only on the o EE

spousal dyad {Cooper. 1884; Naysmnth Hinton, Meredith, Marks & Berry 1983 Parkes
1975). Most pertinent to this study research has focused on the needs and c0ncerns of
patlents and their Spouses but not on those of their chlldren (Kogan 1979 Shlam 1979
Vettes. 1977; Wenderlein, 1978). B

There are many studies which research families of pediatric cancer» patients 'and‘ :
several researchers have focused on the perceptions of children whlle they themselves
have cancer. or on the perceptions of healthy siblings following their brother s or S|ster s

illness (llés, 1979; Carandang, Folkins, Hines, & Steward, 1879; Lavigne &-Ryan, 1979, »



| Cairns,-Clark, Smithi, & l:anskyl 1979';-Sourkes 1980} Having a‘_pare,nt with a

Infe threatemng |Ilness may have some of the same |mphcat|ons for a child that having anill |

- ,\s:blrng does The Interature however does not attempt to make such comparisons.

An exhaustnve search of the medncal and socual scnence llterature revealed only six

“

' artlcles WhICh unvestlgate the expernences of children of cancer. patients (Adams Greenly &

Moynuhan 1983 Cancer Care Inc., 1977 Grandstaff 1976; Rosenfeld et al., 1983;-

a Rosehhelm & lch;lov 1979 Wethsch 1979) None of these studies examunes the chlld s

[

RN

’_canoer and have become n

_hus death rennforced for

" 'lndlscrlmmate cancer c

vnew of hls/her world- There IS not one study to date |\Nthh attempts an in- depth

exploratnon of the Chlld $ wor|d whlle 3 parent ‘has cancer. Nor are there materials availabie

J "to children who want to prepare themselves emotionally for what they and their famlhes
N mught experlence durung the dusease process Cancer reverberates within the entlre family
. ~system not only w1th|n the ill |nd|v1dual Understandlng children's needs and concerns

. 'throughout the|r parent s dlsease ns prerequnslte to developmg therapeutlc and pedagoglc

c m,ateruals specufncal!y for such chnldren s use.

. ' A chnld s v4ew of cancer and hus or her experuences of living with'a cancer patnent

to a Iarge extent w:ll ba a reflectnon of. somocultural attltudes towards cancer "What are

>

~ some of the cUrrent events somal trends and soc:ocultural attltudes whnch may |n fact, - '

:nfluence a Chlld s experuence of cancer ina parent7 .

] -
w

N B

\Contamporary Issues S b i Ty ’ - 4

Long before hearmg ord~of a parent s cancer dlagn05as the Chlld has- already had

‘much experlence wmh cancer. Cancer recelves daaly natlonat and mternatuonal attention -

‘ jfrom the medla Chlldren are ’nevutably affected by what they’ read and hear

Terry Fox and hls su cessor Steve Fonyo have brOught natuonal attentuon to

nonal heroes. But even heroes dle Terry, |n spute of his

t

' -‘Vstruggle desplte hns attam ent of star (and subsequent |mmortal) status dued Hearlng of

any of us, chuldren and adults ahke how horrufuc and

be ‘We are remlnded of this annually as the Terry Fox campalgn

o contlnues WIth maratho s in his honour

The Canadian Jancer Society’s campaign reinforces for us the potentlal perils of

‘cancer. "Cancer can be beaten” but can't be beaten yet! This slogan, an attempt to promote



an attitude of Hope for the cure of cancer, has paradoxically become another reminder of
how many cancers still "can't be beaten.”

Almost daily we are made aware of the latest carcinogens. We are cautioned
against eatihg certain foods and living in certain indg§trial areas or in homes with certain
kinds of insulation. The role of psychological stress is a popular topic. for consideration in
terms of cgpcer initiation, promotion;,and progression. Thus, we are reminded to watch
what we eat, what we do'and th or where we do it, for fear of getting cancer.

Two contemporary changes in hospital policy-’-thé hospice movement and allowing
young children to visit parents in cancer hospitals--are ineviiably influencing the cancer
experience for children. The hospice movement has enabled people to die at home. With
~ thirty percent of all patients choosing (and able) to die at home (Bentley, 1984, and with
children spending time in cancer hqspitals, children are more and more able to participate
in their parent's last days.of living and can help to provide a natural environment for their

parent's death.

All of these contemporary issues--the Terry Fox-Steve Fonyo and Canadian Cancer -

Society campaigns. frequent warnings about cancer-causing agents, the hbspice ,
movement--are constant reminders that cancer exists and that it can be fatal. By the time a
child hears of a parent’'s cancer diagnosis, s/ he! has already had much experience with

s - .

cancer and with the cancer legend.

The Cancer Legend

Modern attitudes to cancer have developed as a garden which has be . “i\or
cultivated or neglected by man through the ages. For many years the ¢. -

" has been unattended and false ideas and concepts have grown like wec-
choked the facts and realities. What remains is a confused state ccmpc:
fear, disbelief and fantasy--the present-day attitudes to cancer--and thes
now completely wrong. This attitude must {)e changed, weeds are to he
moved and correct attitudes cultivated. (Deeley, 1979, p. 2)

Cancer, unlike other illnesses,‘c‘arries with it an unrelenting legend whict - -
impécts the patient and family more than the substance of the disease itself (iv..rp>v,
1983). Collectively, the notions that cancer is incurable, that its victims suffer unbe: ~blic
pain, that a cancer diagnosis is a stark sentence of death, constitute what Murphy {1983)

refers to as the “cancer legend.” Despite the fact that 42% of all cance'rvpatients fully

\

Throughout the dissertation "s/he” will be used to represent she/ he. pronoun.
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recover from their linesses, and many reth_n-to Iéad normal lives, popular mythology still

equates cancer with death (Gurien, 1984). While the éssumption may have been valid

i sevel-'al years ago, most experts agrée that hewer methods of detection leading to eérly

treatment invélidate this widely held belief. Five-year survival rates are ‘improving for most

cancers. For example, the five-year survival rate for patients with uterine cancer has risen
to 81%;>breas‘t, 63‘%; cervical, 64%; broétate, 63%; bladder, 6 1%; colon, 49%.; and

rectum, 45% (U.S. Department of Health and Human Services, 1982).

Many factors contribute to the fear an;:i dread cancer provokes in our minds. We

Qse the Latin term "cahcer” or its older spelling "¢anker,” to describe anything which .

erodes, sloughs, rots, corrupts, and so on (Deeley, 1979, p. 3). The word thus implies

destruction, eating away, a spreading of evil or Eorruption. Secondly, whenéver we hear
about cancer directly or through the media it is often terminal c.ancer;vcures arév rarely
considered "newsworthy.” Thirdly, the ambiguity surrounding a cancer diagnosis (that
patients who survive five years after diagnosis and treatment have an excellent chance of
living normal lifespaﬁs, but that they must Iivé with five years of uncertainty; that doctors’

' ‘cannot predict with certainty when a terminal patient will die), coupled with the podrsé of
the disease (an unpredictable serie_é of femissions and relapses), coﬁtributes to the anxiety
experienced by the patient, family members, and society. in general. Fourthly, cancer
seems to strike indiscriminately since malignant cells can be active while the victim appears
healthy; this also contributes to public fears about cancér. This'_,.fear is compounded as the
disease discretely transmits from the original site to other organs and even to the brain (a
process referred to as metastases). Finally, despite there being ébsolutelry no support for .

“such a contention, many people believe that cancer is contagious; many more peopie act
as if this were so. Each year rﬁillions of dollars are invested in cancer research, yet many
questions about cancer still abound. With so many pieces missing frorh the cancer puzzle,
there is-opportunity for people to fit in their pieces coloured with anxiety, fear, and
mythology. . A

The psychological impact of cancer upon the patient and family depends to a great
extent on each member's own set of beliefs as to the nature of cancer and what it can do
(Nathan, cited in Gurien, 1984). Cancer is perhaps the most widely misunderstood of all

diseases and yet the way one perceives cancer is instrumental in determining how one will

P
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react to it. Following is a brief definition of cancer.

B. Cancer: A Definition

It's a disease which we don’t know quite alot about. It attacks cells in the body

and it diminishes the number, that means takes away, you might say destroys,

white blood cells in your body. In your biood there's white blood cells and red

‘blood cells and the red blood cells keep the oxygen going in your body and the

cancer, they don't know how, but it gets in your body and starts destroying

red blood cells. Finally, there's no cure for most cancer. . . And well it's

surprising how many people have cancer, when you think about it. And how

little we know about it. Oh yes, without red blood cells you can’t get oxygen

to your heart and lungs and so forth and so that's how cancer kills.

(Steven, eleven years old)
As Steven asserts, our knowledge of malignant disease is at present'elementary
4 superficial. Often we are dealing with the unknown or that which is only partially

understood. What we do know is that cancer, a general term for more than one hundred
different diseases, is a disturbance in cell physiology. Some types of cancer include:
sarcomas, which originate in the connective tissuas: carcinomas, which grow in the skin or
organ linings; leukemias, which affect the blood; and lymphomas, which invade the body's
lymphatic system (Gurien, 1984).

All types of cancers share certain common characteristics. For example, all
cancers originate when healthy body cells begin to mutate in some region of the body.
Cancer cells, unlike normal cells, do not perform the normal functions such as repairing
injuries. In an adult, normal cells are born only to replace ones that have died, but cancer
cells live longer than normal celis and reproduce with no regard for the cellular death rate.
" There is a process of exponential growth. Over time, if left untreated, cancer cells begin
to compete for nutrients with the healthy cells. Ultimately, they can crowd out the physical
space of healthy cells either through starvation or by actually assuming the physical space
of normal cells. Unlike their healthy counterparts, cancer cells can spread to far areas of
the body, to repeat the process gf celiular destruction in previously unaffected tissue (a
process referred to as metastases). There are resulting devastating physical changes that

the patient may undergo as the abnormal cells:invade the body.

¢



C. Nature of the Study B : _ L e

Statement of Purpose -

N

The purpose of the following research is to explore and present from the child's

‘point of vnew the experience of living with cancer in a parent. Phenomenologlcal research
methods of data collection and analysns were deemed most appropriate to actualize this
purpose. Phenomenological research is the study of "lived experience, 'of the world as it
is immaediately experienced rather than as it is conceptualized, categorized, or theorized

. about. Thi : study aims to come to a deeper understanding of the nature and meaning of the
everyday experiences of children of cancer patients. Phenomenology: offers the
possibility of plausible insight which brings individuals in more direct contact with the
world. The purpose of phenomenological research is twofold. First, the aim is to clearly
understand the experiences of the participants (children of cancer patients), whose
intentions and perceptions are the phenomenon'’s rmeanings. Secondiy, once the

phenomenon and its meanings are understood, the aim is to make them clear to others

(Keene, 1982). The "phenomenon” being investigated in this study is living with parental
cancer while one is still a child. : = ' 3

Phenomenological research can be seen as a dynamic interplay between the
following: -

" (a) addressmg a phenomenon which “seriously interests us’ and "commits us to
the world."” It is important for the researcher to’ expernence the phenomenon
at some level;

(b)  investigating experience as it is lived rather than as itis c oncegtualized This
involves what Husser! has called returning "to the things themselves " etudying
the experience firsthand (outside of the laboratory) with those whc nave had
actual experience wnth the phenomenon

(c) reflecting on‘the essential themes which characterize the phenomenon. In

: studying the phenomenon the researcher looks for _motifs (while mterViewmd
people or while reflecting on the dialogue afterwards) which combined give a
"fgeling for” \ivhat the phenomenon, is all about; |

{d)  describing the phenomenon through writing. It is through written description



'

that the phenomenological writer disseminates his/ her “findings.”
The procedures for carrying out phénomenological,reseérch will be elaborated upon
in Chapter Three, the methodology section.
The "Writing” of Phenomenological Research

.. . -Atthis point it is important to mention sométhing about "how" this dissertation will

be written. Because the purpose of phenomenological research.is description (and not the

~discovery of facts as is true for other forms of scientific research) different techniques
or stratégies are employed in the actual writing or reporting of, the research. These
strategies are intended to bring the reader as closely as possible to the experience b‘ging
described. To meet this aim, the researcher "borrows” from the experiences and
reflections of others (Van Manen, 1984, p. 55). In my study this is done first by including
actual statements made by the participating children during the research' interviews; and
second, by including, in a few instances, the written correspondence (excerpts from
doctor's-progress notes and letters) of doctors and nurses who work directly with the
‘parents of these children.
In order to further engage the reader in a dialogue with-the research phenomenon
and witt the researcher, the writing will frequently deviate from the traditional objective °
style of research reporting: '
If it seems appropriate to you to use the pronoun “I" then use it; there's no .
reason to refer to yourself through some contortion like "the present
researcher” in service of a crazy notion of objectivity. Similarly if you believe
something to be true or false, then say so, you don't need.to write about your
research as if you ware reporting resuits of a statistical test. . . .The demands
of good language usage are difficult enough without erecting artificial barriers
to clear prose out of a misguided belief that scientific method" calls upon "~
authors to be unclear. (Baritt et al.. 1984, p. 16) _ .
‘The writing will deviate in that it wil take the form of a narrative when the phenoménoq 1S
" being described (particularly in Chaptef IV). "By evocatively, incantatively "teiling’ about a
phenomenon the reader is challenged to coniemplate it. .. .Lahguage that authentically
speaks.the world rather fhan abstractly speaking of it involves the reader in the
phenomenon so that in the words, or maybe better, in spite of the words, we find
‘memories’ which paradoxically we never thought or felt before” (Van Manen, 1984, p.

39). The writing will also deviate in that th;pronoun "1” (and other personal pronouns) will

be utilized wherever it is deemed appfopriate. By using the first person along with



personal explanations and opinion, the researcher takes respohsibility for the writing and

- by so doing emphasizes that the descriptioh is only one person'’s (his/ her) interpretation
,'\\ : !

. of the phenomenon. B : L

Research Questions
“The followmg questlons were consndered durmg the course of the study
1. . What do children of cancer patients percelve thelr experlences tc be during varuous
phases of the iliness proc:ess7 ‘ -
2. What are the common and individual concerns of these children?
3. What is the impact on children of hvmg with the knowledge and experience of the|r
parent's hfe threatemng illness? -

4. How do children adapt to and cope with their parent’s illness?

_ . The research was conducted with an "gye to the consequences for action” Baritt et E
“al., 1984, p. 15). While reviewing the transcripts of the interviews with the participating
children, recommendations will be formulated that are aimed at making their situation

better for them. ~

=



1w, LITERATURE REVIEW
At the time this review was Writteh; ther‘e was not a body of Iiteraiu}e-'which

addressed the child’s’-experiente of having a parent with cancér, or even of a barenf with
- alife-threatening illness. Correspondence with clinic~ians and'researvch'ers who work in '
cancer hospital settings in Israel, Canada, ahd ti’me United States, has ir_mdic'ated that
professionals in‘the field of psychosocial oncology {oncology being the scientific term for
the study o'lf tumours) are beginn’i'ng.to r.ecog’nize'these children’s.needs. They believe that
pr'eventive psychia£fic work cén be.done by 'attendi'ng' to chi|dr.en while their parent:s_ are ill
and especially while the parents alre—dying.b " o

Cancer has profound émotional and exberiéntial meaning.s fc;r the ill'person’s

family during the course of the iliness and potentially for the remainder of -

their lives. Resolution of the iliness as well as how the family deals with each’
_other can have important influence ranging from psychological enhancement

tg serious disruption of developmental processes for some or all family
members. (Wellisch, 1973, p. 231 ' :

.As professionals and honjprofessidnals alike, We k_n‘ov'v how great the impact of havinga
pareht with cancer can be on a child. Why have so few researchers explored the}na.ture’of
these effects? The following excerpt from é letter received from Barbara Warren, Clinical

" Nurse Specialist of the E_ancer- Control Agency of British Columb-ia,-prO\'/ides somAe insight
mto the issue: “Unfortunately, althbugh I have drafted a propqsal for a stu&y 'specifically
on «.e reaction of patients’ children in 5977, it has been in Iimbo since that time as my
clinical responsibilities _alWays seem to take priof_ity" (1985, personal .communiéat'ion). As a
résuit of my own initiation into a psychoéocial onéology departm,'ent, iunderstana thaf the

' urgen¢y 6f the clbinical work and the ,Ifmited time for researcﬁ, are indeed a reality.

There has always been a relucté]!nce to enter into a child’s world while s/he ora

| lchv’ed or;e' is crisiﬁl We as Aa,d'ults are afraid of causing children unnecessary harm which

we assume will happen if we discuss“vwith them,j study or write aboﬁtl their experiences of

having a seriously ill or dying parent. Gerda Lerner, in A Death of One's Own,? exemplifies

this view. in explaining why she did not include her ‘children’s reactions in her poi.gnanvt and

reflective narrative about how her life changed, as did her husband’s, when he develeped
‘a malignant brain tumour:

There is one deliberate orission: | have left out of this narrative everything .
essential pertaining to my children and their relationship to the event of their
father dying. | have done this because | do.not feel | know: what their

:Gerda Lerner, A Death of One's Own (New York: Harper. & Row, 1978) p. 8.
. IR . ' 10 .



experience really was like nor do | feel that | could describe my perceptions o .
of it without invading their privacy and causing them pain. This | have chosen
. not to do. (1978 p. 8)
Because professronals and parents alike are reluctant to intervene in the lives of children
by discussing serious life and death issues with them, and because chmcnans are too busy
meeting the practical needs of cancer patients and their families to conduct research,
research in the area pertment to this study is scant.’

In thls chapter seven studies, which are prellmlnary mvestlgatlons into the hves of -
chlldren of cancer patlents are revuewed These studles include one unpublished
mahuscript received from Gerald Caplan of the Hadassah Hospital in Jerusalem. The review
is followed by a content summary of the studies. Since death concerns will indubitably
. play arole in some of the participating children’s thoughts, a briefr,eviewlof how chiidren
are believed to conceptualize death is presented. Atso included is a secti'on on how these
conceptualizations are transf‘orm'ed when a child is having direct experience with death or
|IIness For amore thorough revuew of the’ ‘childrer onceptlons of and reactions to-
death" literature, the reader is referred to Berlinsky and Biller (1982) and Lonetto (1980)

In Chapter Five, other Ilterature deemed relevant for substantuatlng elaboratmg
and clarifying the findings of thls study will be presented This research will include
studies done. with cancer patlents both adult and pedlatrlc as well as research done with
the healthy members of‘thelr families.

A. Children of Cancer Patients ‘

Only seven studles focus expllcxtly on the mfluence of parental cancer on chnldren.
The four studies which l|m|t their samples to adolescents will be discussed first. vt
) Welllsch s (1979) retrospect:ve clinical study highlights the experlences of 51x adolescent

chlldren whose mothers were cancer patients. He saw these children and their families m _
psychotherapy and estlmates that their need for psychosocral intervention predated their
parent's cancer diagnosis. Wellisch interprets the behav10ural disturbances in these
adolescents (drug and alcohol abuse, rebelllous behaviour, promiscuity) as mamfestatlons : -
~of family disequilibrium-precipitated or aggr.avated by cancer in the mother. He reports: =

that most. of the children became "pseudo-parent or confldante" to the well parent ‘

(p 240) Wellisch also suggests that the parent's iliness served as aregressive force
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which interfered with the ad.olescerl}t's age-appropriate desire to individuate from his/her
parents. .

Rosenheim and Ichilov (1979). studied the effects of. a short-term preventive
psychotherapy program on twelve chlldren of termmally il cancer patients. The children,
elght boys and four girls aged ten through fourteen, were compared to an equal number
of children of termmally il cancer patients who did not receive psychotherapy Children
who received up to twelve supportlve sessions showed a decrease in their level of anxiety
and an improvement in their school functioning (as measured by teacher and parental
reports, and a structured anxiety measure aj) given pre and post-intervention) when
compared to the control group. During the ”‘sessi‘ons, the therapist and researchers found
the children to be preoccup‘led with the seriousness of the parent'’s iliness and the
possible consequences fortheir family‘syfdture. The children’s fearful preoCCUpations
interfered with learning and social adjustment.'The children converted their ahguish into
psychosomatic sy'mptoms/"when l'eftlunattehdegi by their')parents. Parents often avoided
the children and could not discuss the illness with them. The children coped by “conducting
business as usual,” or by cour ‘eracting " ~r fee|ings by "excessive tut-of-home |
involvement” (p. 69). Most of . = nildrer were ambivalent about acquiring information for
féar that talking about death might accelerate its occurrence. Rosenheim and Ichilov (1879)
also report that the children experienced "irritability,” "dysphoric mood.,” and "cognitive
difficulties” (Ibid). |

Rosenfeld, Caplan, Yaroslavsky, Jacobowitz, Yuval, ‘and LeBow (1983) pursued a

retrospective pilot investigation‘of eight adolescent daughters aged twelve through twenty

-of seven mothers who had a mastectomy two or three years previously. A two hour

standardized interview was analyzed and common themes were generated. The
researchers found that the older girls were more likely to see the iliness realistically
Twithout eXaggerating. or underestimating its seriousness). All of the girls were uncertain |
about the etiology and herltablllty of the illness. Six of the glrls saw the disease as a G
serious threat to themselves m that they feared for their own health and/ or for the demlse
of their parent. Only three glrls experienced a transnent decline in school performance in

the month followmg their mother's mastectomy while all the others continued to functlon

as per usual. Half of the glrls suffered from psychological or psychosomatnc symptoms
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durlng the acute phase of their mother s iliness or afterwards. Most of the glrls reported
dysphorlc mood dnsturbances (sadness sleepmg problems) during their parent’s

- chemotherapy. None of the giris reported evidence of severe psychopathology or acting '
out behaviours during or following the illness, o

Arnowitz, Berlowitz, Dietcher, Jacobowitz, Ronen, Stern, Winar, and-Caplan
{unpublished manuscript, 1984) used a combin;tion-of objective and projectlive»measures .
to study the psychological reactions of fifte‘en adolescerﬁ children, seven male andeight
female, aged eleven-and-a-half to twenty-one years. The mother was the patient in most
of the cases with the most freciuent diagnosis being breast cancer. In two cases, the
father suffered from testicular seminoma. In four cases, the parent was in 'remission,
while for others ;the cancer was diagnosed recently or reoccurred after a period of
remission. A cemparlison grou;) of twelve children of healthy parents was ueed. Six of the
children in the exeerimental grgup_‘did not participate in a second testing session.
‘Structured tests were used to measure cognitive performance, mental status, cor{seious )
perceptionao'f self and family, and projective tests wefe used to measure copin_g style a;\d
covert pereeptions. The'inde;( groups'(th'e nine children who completed the entire battery
of {ests) reported more symptoms of.e depressed, ankious mood than did the control
grdup. Psychosomatic symptoms V\‘(ere rare. On structured measures the adolescents
pfesented as self-confident, and viewed their families positively while on the projective *
measures their responses were predominanﬂy uncertain and pessimistic. These
researchers imply that wh:le children of cancer patients may appear to be adapting to their |
parent's situation, and even deriving more personal strength fromiit, msude they are
depressed, anxious, and insecure about their future.

Grandstaff (1976) conducted a qualitative analysis of information gained from
seventy breast cancer patients and their children over a tv'vo-yeér period (no reference is
made to the ages, sex, or number of children). She fou'n‘d that the children initially feared
that their mother would die, that the adolescent éirls in the etudy identified strongly with
their mother, supported their mother during the iliness, and were fearful that they, too,
would develop _breast cancer. 4 '

A study by Cancer Care Incorporated and the National Cancer Foundation

Incorporated (1977) is the only one which addresses children of varying ages (again, no



reference Is made to the distribution of ages and sex of the children) These two ‘agencies
sponsored a study of eighty eight children from forty famiiies in which a.parent had some
‘type of advanced cancer. Intervuews were conducted with the spouses of the patient and
not with the children. Of forty-one children who were reported to have had behaviour

| problems {poor school functioning: tearfulness. eating and 'SIeeping di‘std’rba’nces,‘ o
instances of acting out and aggressive behav'iour) prior to their parent's;,ea‘nce'r diagnosis,
seventeen had additional or more severe problems during the illness. The remaining
twenty-four were rated as having little or no change in symptoms. Of the forty seven

" children whohad no ‘behavioural symptoms before the patient s iliness, seventeen
developed-symptoms during their parent’s iIIness.

The final article to be considered is one by Adams-GreenIy and Moynihan (1983) in
which they discuss a sequence of psychosocial interventions they have developed for
working with children during the course of their parent’s cancer. These interventions were
designed to facilitate coping and long-term adaptation. Their findings are derived from
their clinical work with children. They have found (as did Wellisch) that adolescents, in the
process of separating from parents, are profoundly affected by the potential or real ioss
of a parent. Some adolescents ward off intensely sad emotions by trying to recapture
' good moods (Rosenheim and Ichilov, 1979). Adams-Greenly and Moynihan (1983) also
found that children "from school age on utilize the age appropriate defense of
intellectualization” to c'ope with their parent's iliness (p. 57). In a finding parallel to
Wellisch's, the stress of a parent’s iliness precipitates regression in the children which
affects theri‘r“ ability to _comprehend and integrate information. Additional findings by these
' auAthors_ihcld‘dé,:,vchildren becoming upset in reaction to their parent's changed physical,
emotional and"_/“.or mental functioning and children fearing that they are to blame for either

their' parent's'_iliﬁess and/ or angry outbursts.

Summary

The studies on children’s reactions to parental cancer all concur that there are
adverse changes in children’'s behaviours and experiences following the diagnosis‘of
cancer in a parent None of these studies focus on benefncnal changes, or changes of a

positive nature. Children who manifest behavioural symptoms at the time of diagnosis



" deteriorate during their parent's iliness. Most children who have been functioning
"normally” begin to develop behaviour and subjective disturbances. Only one study did not
find acting out behaviours amongst the children (Rosenfeld et al., 1983). This finding might
be attributed to the fact that the children, themselves, were questioned while in the other
studies parental reports were used. Maladaptive behaviours which either developed or l
worsened during the iliness experlence included: alcohol abuse, promuscuxty
rebelliousness, dysphoric and/ or anxious mood. irritability, psychosomatlc symptoms,
and cognitive difficulties. Children were preoccupled with thoughts of parental
disfigurement and/ or impending death of themselves or their parents from cancer. These
fears interfered with social adjustment and/or Iearnmg for many of the children.
Adolescents who had a parent with cancer viewed their famllles and themselves more
positively (than did their peers) on the surface but latently. they were uncertain and

_pessimistic. Finally, children were ambivalent about acquiring information about the
disease, adolescents saw the disease most realistically, and adolescents became

pseudo-parents or confidantes to both well and sick parents.

B. Children’s Conceptions of Death: "Inexperienced” Childl'en

There has been an immense amount of support in the literature for a
cognitive-developmental view of children’s conceptions of death. Although Piaget hlmself
did not specifically research the question of how the understanding of death develops his
theory of cognitive development has been applied to the development of the concept of
death. Nagy (1948) conducted the initiat study in thls area with 348 Hungarian children.
Subsequently other researchers have supported her flndmgs (Kane, 1978; Koocher,
1973; Lonet‘to 1880; Stillion & Wass, 1980)

Nagy used interviews, children's wrltten stories, and drawungs to explore the
conceptualizations of death in Hungaruan children aged three to ten years. She concluded
that there are three age-related stages in children’s understandings of death WhICh
correspond with Piaget's stages of cognltlve development

The first stage lages three through five years) reflects the egocentrlc minds and
magical thinking of preschool children. At this stage, children know that they must eat,

sleep, and breathe, so they attribute life processes and consciousness to the dead person. -
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The dead continue on-livirig. Nagy (1948) cites one preschooler as saying "The dead close
their eyes because sand gets into them” (p. 7) and Lonstto (1980) r‘efers ‘to a child saying
that the' dead person "shakes the sand off and lives again” (personal communication). Death
to these children is unoerstood as separation and the deceased persoh is only temporarily
immobile (Kane, 1978 Temporal orie'ntation is "now’--death is thought of in terms of the "_
present and the irﬁknediate and does not cafry on irit_o the f_utUre. To these children. death .
is r'eversible and the dead pefson will wake up in the near future. | _

In Rochlin’s {196 1) study, one researcher asked a five-year old "But surely yau
don’t think the dead person still sees?” The child answered 'No, they can't see poor things.
It's dark in those coffins. But then at night when they come outside, they can see then. But
not so well.” Thus, while preschoolers know that the dead persons are buried
underground;' they view death as a kind of sleep or temporary state. The magical thinking
wﬁich characterizes their development is reinforced by the way dea'th is portrayed for
them in fairy tales (SnoW White and Sleeping Beaduty, for eXample), in cértoons {the coyote
in the Road F.Z'unner Who always seems to return from death), and also by their own sleep
which is temporary. _ 7

Anthony (1940} postulated an earlyydevelopmental stage (ages tHree and four)
during which time the child, restricted by limited speech, has no idea of deeth. She found
that it was not until five years of age that they developed a limited or erroneous concept
of death. Steiner (1865) reported that four and five-year olds denied thoughts of death
but did admit to piaying and dreaming about it. In a more recent research endeavor, Swein _
(1879) conducted interviews with 120 children under five years, and found that they
tended to vie‘w death as reversible and escapable and not \as ibnevitable and personally
applicable. Prior to the ege of five it appears as though children are systematically unaware
of the reality and irreversibility of death (Safier, 1964).

During the second stage, children (five tﬁrough "eight years) learn about biological
aod human reallty as they become more enmeshed in their academic and social worlds
They rely less on magical thinking and -now recognize death as final, for others but not for
themselves. Although they understand that death ends life, t_hey feel'it ends the life of the
old and only through sickness or accident and not through natural processes. There is a

tendency among children of this age group to personify death as a skeleton, monster, or
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ghost. This seems to be a way of bringing the phenomenon into an understandable
cause-énd-effect relationship (Stillion & Wass, 1980). It-also offers the children the |
opportunity to Believe that they can defeat or-escape death. Lonetto (1980) and Mai (1985).
" have found the tendency to persdnify death in gfoups of Canadian children, though Swain
{1979) did not find this tendency to any significant degree, in her group of American |
children over the age of five. During this period children are concerned. with mutilation and “
dysfunctionality of thé body after death (Kane, 1978: Koocher, 1973). Kane (1978)
supports this notion of concern with dysfunctionality and reports that children have ideas
such as' "Dead people can't move, biink their eyes, or work their mouths, they get hungry
but can’t eat because they can't move their hands, don't eat but do drink, and hear voices
 but don't answer" p. 70). |
The third stage of death understanding can begin as earlly' as nine years. Children at
this stage 'recvogr)iz‘e death as inescapable énd universal. They view it as personally
" applicable: a natural, internal destruction proceés that will happen to everyone, including
thems'e'lves. Death is seen as being determined by .internal forces such as bodily aging and
not ;)niy as peing taken away by powerful 6utside-forces'(skeletons, ﬁonsters, or ghosts). -
In a study by Childers and Wimmer (197 1), eleven percent of the four-year olds ‘ |
recognized death as universal but by the age of nine, one hundred percent of the children
did. Sixty-three percent of the ten-year olds, as compared to thirty-three percent of the
fdur-year olds, ‘recognize'd death as irrevocabie. Alexander'and Adlerstein (1858), Portz
(1965), Steiner (1965), and others all report consistent findingé which support a
developmental view of death conceptions, even though they use diverse, contrastmg

methodologxcal procedures and analyses.

Summary
There is considerable support for the notion that the child’'s conception of death
‘moves from a state of non-awareness, fhrough an intermediate stage where there is an

awareness of death as external and, appearing in many monstrous forms, to one of an

understanding of death as natural and universal.
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C. Children's Cdnceptiohs of Death and lliness: Experienced Children
Proponents of the age-graded developmental model, Nagyvand those who have
duplicated her findings, do not consider children who have had direct ekperiéhce with
.death, or at least they do not make any differentiation on the variable of death experience.
Three résearchers--Bluebond-Langnér (1978), Kane (1978), and Carandang et al.
(1979)--study populations of children who have had some type of experienceWith death, -
to fihd out their conceptions of death and/ or iliness. |
Bluebond-Langner (1978) formulated a multi-faceted model of children’s death
c?nceptions while working with terminally ill children. She four'\.d that these children came
to know that they were 'dying in terms that were thought only to be possible in children
over nine years. Their views of death and dyihg,. as indicated by their comments and
‘behaviour, were a feflectior) of their expériences, concerns, and circumstances at the
time of their illne.ss.ATo these children (regardless of their cognitive-developmen'tal stége),
death and dying weré viewed as mutilating experiences which incur separation. To them it
was a final, irreversibie fact of life. ' | .
Bluebond-Lahgner {1978} inquires:
Do children’s conéepts of death develop with age, with newer, more
'scientific’ explanations replacing ‘fantasy’ explanations? Or, are all views of
death present at all times in one's development and does the particular account
of death one gives at any one tirme reflect not so much age as social and
intellectual experiences and psychological concerns and circumstances at the
time the question is asked; and does the forum of such expression even belie
the conception? (p. 51) . 4 :
She. proposes that the particular view of death or iliness that a child presents at any one
. time reflects his or her social, cultural, psychological, and intellectual concerns. She
argues, for example, that five-year olds speék of.death as separation bec’ause most of
their years are spent in first separations (e:g.. par:ents"leaving for work; childrén leaving
home for schog).
~ Kane (1978) has found experiences with death {though she does not specify what
tybe of experienceé) to be important in terms of conc‘ept déyelopment for children six
. years of age and younger. Whén children of this age experience death, Kan‘e‘(1978)

reports that they have a conce'ptual edge on their age peers which disappears as the 6}her

children naturally mature. Children up to six years of age who have had a death experience ’

:

view death as final and irreversible but as gscapable and personally remote. instead of
. ) b & -
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viewing death as being reversible and temporary which is typical 'pf three to six-year olds.
they view death m‘.‘ore like the average seven to ten-yeaf old. She found that children aged
seven through twelve manifest t.hevsame maturity of concept whether or not they
experienced death.

_ Carandang, Carlyle, Folkings, Hines, and Steward (1979) conducted an investigation
to evaluate illness conceptualization (whether a child \}iewed illhess as happenihg due to
external or internal forces,for example) of children at different stages df cégniﬁve .
development. Their study focused on how sibling illness influenced conceptualizations
‘ ~about illness. Seventy-two children, aged six-and-a-half years to fifteen years who had’
siblings chronically ill with diabetes were matched with thirty-six control children with
healthy siblings. They found that iliness conceptualization level often fell below‘pretested
cognitive levels for‘ these children and this was especially true for adolescents. Carandang
and his colleagues conclude that a chiild's fami,ly‘exPerience with illness may contribute to
the decalage phenorhenon (a term coined by Piaget to describe the lag or siippage in
cognitive functioniqg when a child in under extreme duress for extended periods of

time)* among children with ill siblings. * -

Summary
“Bluebond-Langner' and Kane both report that experience with death gives children a

conceptual edge on their peeré. Kane, however, limits her findings to children six years of
age and younger and fognd no.such advantage for older children. Carandang et al. found
experience with chronic iliness to be an actual disadvantage for children, and this was

| especially true for adolescents. More research attention needs to be devoted towards
children’s conceptt;@lizations. of death and diness, for children who are actually |

experiencing these crises in-their families.

Since it is my intention to approach each interview free of theorstical

presuppositions and assumptioi')s, L will not use the literature review as a framework but

rather as a comparative base against which to interpret and discuss the children's

experiences.

sJean Piaget, The Child and Reality. New York: Viking Press, 1973.



I1l. METHODOLOGY

In graduate courses on research we have made much an ado about the nature
of scientific evidence and the use of statistical inference that we have blinded
‘our students to the essential issue: without fresh viable observation all the
machinations of research methodology become an empty and self-deceiving
ritual. There is no virtue in demonstrating that one can count or that one can
compute Pearsonian correlation coefficients on the items he has counted: the
trick is to know what things are worth counting in the first place. And no
course in research methodology can teach us this. The skill can be acquired
only through direct experience with the phenomenon we aré seeking to
understand, and can be matured only by deveioping within ourselves--as
human instruments--the capacity to view with unfettered perception the world
around us. ~ {Halpin. 1966, pp. 287-288)

Only ;hrbugh “fresh viable observation” of children of cancer patients can | hope to
understand their worlds, since | myself am not a child of a canceyr batientl Recogniiing this,
methods of dat.a collection and analysis have been chosen which promote qqalitat;/e
research. Viewihg the "world of children” through the eyes of children is the frame of
reference which [ have adapted from the phenomenological approach to research. This
chaptef elabératesv .on the‘phenomenolog'ical methods selected. The chapter starts withan
overview of some issues relevant to the pheﬁoménological study of the child, and as it .
unfolds, the value of the chosen methods becomes clear. A section on my personal
background and researchbiases follows. As researcher, | am the most important
“instrument” in this study and it is through me and my writing that these children’s ‘worlds
will find expression. | have also developed a few ihstruments to facilitate and direct my
research on the phenomenon under study: these a'ré discussed. The chapter concludes

with an outline of the methods of data collection and analysis utilized to meet the purposes

of this study.

A. Phenomenology and the Study of Children

Phenomenology is ‘the study of the world as we immediately experience it rather
than. as we conceptualize, categorize, or theorize about it. Traditiohal phenomenology has
aspired to be a direct study of the phenoménon as given to the phenomenologist without
any intermediaries‘ (Spiegelberg, 1975). In its strictest sense a phenomenblogist can only
describe experiences s/ he directly ex;ﬂ;éfiences. Spiegelbérg and others (Barittetal.,
1984; Colaizzi, 1979; Giorgi, 1970: Merleau Ponty, 1962; Van Manen, 1984}, however,

| 20
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address the issue of a broader phenomenology in which the researcher can study and
understand a phenomenon s/ he has not experienced. Phenomenology has become an
umbrelia term for any method which approaches a phenomenon in a subjective manner.
According to Spiegelberg (1975). “there is no 'good reason for bai-ring the road to a
genuine,phenomenology with a i/yider and richer scope” (p. 53). The approacn to
phenomenology that | have ad.opted is based on the work of phenomenologisfs who obtain
their interpretation of the phenomenon by combining their own personal experience of the
phenornenon with how it is experienced by others. Unless we rely solely on our childhood
memories, recollections, and on remnants of our past when describing a childhood
phenomenon, a phenornenoiogy of childhood must become an indirect, vicarious one, a
‘pPhenomenology through vicarious experience” (Spiegelberg, 1975, p. 53).

At:cempting to un}derstandv the phenonienon of being a child of a cancer‘ patient is a
different kind of task for the researcher who is not a child of a cancer patient. But each of
us has lii/ed with iliness in the family. As chilciren we'have, at sdme_time OF another, known
or feared the loss of a parent, and we' are all familiar with "loss.” When | think of cancer, |
think of the pain and suffering of relatives, friends, and patients whose lives | shared. My
o’wn losses are stirred as are tﬁ‘oughtsof my own mortality as | empathize--in the full
emotional sense of the word--with children of cancer patients. It is through this empathy
that | am able to gain access to,' and begin to understand, the nature of their experiences.

- Furman (1974) insightfully describes the plight of those who choose to help and
understand the children of seriously ill or deceased parents:
. . .in our direct contacts with our patients and their families, in our private
thinking and in our research discussions, we lived with the intense distress,
pain, and anguish engendered by bereavement.‘We have come to understand
that this emotional stress is an inevitable burden for all who work with '
bereaved children. It is essential in facilitating appropriate empathy and insight,

and helpful in integrating an intellectual grasp of the psychic processes within
the patient’s personalities. Only those willing and able to bear the impact with .

feeling can hope to work with bereaved children [or with children of cancer
patients] fruitfully and to understand them scientifically. (p. 9)

Experiencing the pain, anguish, and distress engendered by children of cancer patients,
makes the phenomenological study more directly phenomenological. But essentially a
phenomenology of any childhood experience introduces some difficult challenges for the

adult phenomenologist.



Alien (1876) suggests that there are two saemingly antithetical demands for any
phenomenologist who undertakes to investigate the phenomenology of the child. The first
and most difficult claim, he asserts, is that the phenomenological invéstigation must
preserve and-describe the world of tlwe child as the child does, without the observer
imposing an adult viewpoint. Traditionally, psychologists (Piaget, Kohlberg, Chomsky, for
example) view childhood consciousness as a function of adult :cénsciousness.' According
to Merleau Ponty (1962). the task of developmental psychology is to describe chilali:bod :
' cdnéciousness in a positive manner by seeing it as different in both content and |
organlzatlon from adult consciousness. Typlcally however, developmental psychologists
characterlze it as incomplete, undeveloped, or as imperfect alelt consciousness--a
negative view of child deyelopment. For example, Plagel: s classifications originate in adult
language and adUlt categories. The initial content of children’s statements are aiways
transformed, in the process of intérpretation to a more formal language ("preoperatiohal
thought, ”artufnc1allsm “animism,” "materialistic.” for example) Vﬁ’l’n all his sensntlvmes to
’chlldren it may be nevertheless said that Piaget's theoretical presupposmons lend him to
disparage the child's own self- understandmg of events. Silvers (1975) addresses the issue
of how Pnaget conceptuallzes children’s thought as progressing through transformatlonal
stages with the final stage being the stage of "true” maturity:

When the child's accounts of why things happen in the way they do--for
example, how a shadow is cast--departs from Piaget's common sense or
scientific explanations, he does not try to pursue how the world couid be
understood their way. When the child informs him that the shadow emanates
from the object, he does not inquire how it could be so, he does not pursue’
the poetic and practical understanding, but instead he uses the account to note
its difference to a later stage which he titles "The Correct Explanation is
Found.” (p. 48)
The language that he and other develqpmenfal psychologists choose is not neutral but is
biased in the direction of adult structures. (Sardello, 1974). -

The phenomenological approach attempts to articulate the formai structures of
childhood e*perience and to clarify these with specific situated descriptions (Sardelio,
1974). In this manner, Sardelio (1974) explains, a phenomenological approach to human
devalopment avoids the accusation often directed at child psychology, that of being
abstract. .

The second demand for the phenomenological psychologist who chooses to study

- children is entwined with the first. Allen (1976) cautions the phenomenologist against
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'radlcally severing the child from the human world, including the adult world, in whose
structures the chuld also partlmpates Thus, while it is important to view childhood |
consciousness and development as having unique structures and quahtles of their own-and
not merely as |ncomplete adult development itis |mportant not to exclude the child from
the adult, human world of whnch s/heis'a part "The difficulty for the phenomenologist is)

thus, grounded m_the very phenomenon of the ‘child himself.” (Alien, 1876, p. 76)

B. The Phenomenologucal Perspectlve ‘
& The result of phenomenologlcal research the phenomenologlcal description, is -
based on a fusion of the perSpectlves of the partncnpant‘ and the researcher (Colaizzi,
1879). Although the aim of the research is to elucidate the phenomenon as |t is viewed by
the experienced |nd|v|duals being studled the researcher (who'is relatively inexperienced |

with the phenomenon) inevitably mfluences the elu0|datlon foritis s/he who must

understand it and then descrlbe it for others

The Participant’s Point of V|ew _

There are a number of explanatory perspectlves that could have been adopted to
view these chlldren s worlds--cognltlve developmental behavnoural psychoanalytlcal The
chosen perspective, however, is phenomenologlcal This study is based on the premise
that ”chlldren are the best informants of their own life experiences; that they are capable

of be_lng msxghtful observers and describers of their own life- worlds" (Wood 1982

3 ,

p. 4).

While there are various types of pvhenomenological research, all share the same
goal of trying to understand the "subjects” from their own viewpoint. Bogdan and Bikien
(1982) emphasize that "point of ‘v,iew," in: itself, is a_research construct and it is the way
that phenomenological researchers approach their work. Bogdan and Biklen {1982)
explain: | | |

Looking at subjects in terms of this idea (their point of view) may,

consequently, force the subject’s experience of the world into a mode that is

foreign to them. This kind of intrusion of the researcher on the subject’s

world, however is mev;table in research. (p. 83)
“Participant” is a term used to emphasize the dynamvc involvement of the
individual in the study. The term is an attempt to avoid the use of the label
"subject” which implies one who s submitted. to an experiment Or study.
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To do research and make interpretations, the researcher must'have some kind of
- conceptual scheme. For ihe_ phenomenological researcher, "the ;ticipant's point of view”
is the cdncepfuél framework of choice whereby s/he gains access to the world of the
participants in order to understand how and what meaning they attribute to events in their
lives. Those who adopt this perspective in their research "believe that approaching people
with a goal of trying to understand their point of view, while not pe{rfe‘ct,_ distorts the
~ subject’s experienc'e the least’ (Bogdan & Biklen, 1982, p. 83).
~ The Researcher’s Point of View
While we have traditionally recognized that the.characteristics of an
experimenter may indeed influence behaviour, it is important to observe that
. we have not seriously attempted to study him as an independent variable.

Rather, we have typically regarded the experimenter as ngcessary, but

undesirable for the conducting of an experiment. Accord%gly, in experimental

psychology we provide prescriptions for controlling the extraneous variable;

but seldom do we consider the experimenter variable further, and the extent

to which we actually control it In our experimentation can be seriously

questioned. (McGuigan, 1963. p. 421)

The.objective attitude, characteristic of experimental psychology, is "a special kind
of presence” rather than the removal of the presence of the researcher (Giorgi, 1970, p. -
189). "If attempts to keep man, as researcher, out of the situation fail, then perhaps the
solution is to put him completely in it" (Ibid, p. 189). The fully engaged presence of the -
researcher is the solution of phenomenology. ' '

The question then becomes "How does the researcher suspend his/ her judgement
fo ensure the validity of results?” The major protection-against bias is for the viewp'oint'
itself to be made explicit, so that its validity may be circumscribed (Giorgi, 1970). Husser!

*(1982) called for "a suspension of judgement,” an elimination of all presuppositions from
the reé_earch approach (a process which he termed "bracketing’). By expldring beliefs and
theoretical preconceptions and biases, Husserl believed that the researcher could arrive at
the phenomenon reduced to its pure form (called the phenomenological reduction). More
realistically, however, Merleau Ponty (1973}, recognized that "the most important lesson

that the reduction teaches us is the impossibility -of a complete reduction” (p. xiv). There

are inevitably theoretical precbnceptions and personal biases which influence the study

sGiorgi (1970), in Psychology As A Human Science, explains how three ways of
~ controlling experimenter bias--minimal contact between experimenter and subject,
‘double biind procedures, and replication of the experiment by different
experimenters--do not truly solve the problem of experimenter bias. .
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and describtion of any pvhénomenon.’"Consequently, despite many ways of handling the ;

" situation, the presence of the scientist in the making of his science is a way of life in

psychology.” (GIOI’gI 1970, p. 221)

In many ways the present study will mewtably be an example of "my way of being,”
and my world-view has indubitably influenced the choice of phenomenon, and the way |
ha\)e cHos’en to study, analyze, and explore it. To increase my a\;vareness 6f the peréonal,
bias | bring to the study of children of cancer patients, | asked myself the following
questlons as recommended by Colaizzi (1979): »

1. Why am | involved with this phenomenon7 How mught my personal hustory have
!nfluenced my selection of this particular phenomenon?
How might my uniquely formed personality haQe influenced my choice?

2. Whatare my personal views on child and personality development?

3..  Why have | chosen a phenomenological approach tovrésearch?

4. How will | suspend my judgements?

1. Why Am | Involved With This Phenomenon?

Ir‘\} sponding to the first group of questions, | found myself reflecting on my
jremember hdw/sénsitive | was to sep'arations from my pareﬁts and how often
| strugglé/d with concerns about their dying. Tthgh sépération anxiéty characterizes early
chfldhood development, myll reactions, ] believe, were sometimes exaggerated because of
my experience as a child of a Holdcaust survivor. At a very young age | learned about, and
Became sensitive to, the phenomenon of loss through death as | privately mourned ft_he '
loss of rhy father's family. My selection of the phenomenon under study--the expér;énce
of cancer in a parent--comes from a deep sense of empathy | share W_ith children who are

at risk by losing a paren’f ttﬁoﬁgh death.
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2. What Are My Personal Views On Personalify and Child Development?

" My views on personality and child development are influenced by my basic

. existential thinking and by the interest | have in questioning the concepts of life, death, and

their meaning. | concur with Bettelheim (1877) that at each stage of our
_devel_opment--fromvchil_dhc_)od through to the later years of adulthood--we search for

meaning in life and wrestle with death. | believe that children carry on an existential

. search--even very young children: ". . .the quéstion of life and death is an existential

o+

. question and is an expression of the child’s basic curiosity and search for meaning.

Children, like other people, seek to understand themselves, their ré‘l'a‘”fio‘rTship with others,
and the world in which they find themsel\)es" (Schneidman, 1980, p. 253). Oaklander
(1978), a child psychotherapist, recounts her existential search as a child:

| remember very clearly what it was like being a child. It's not so much
remembering incidents and happenings, but remembering the knowings that |
had never told anyone. | knew things. | wondered about life. | philosophized.
And no one really knew this side of me. | thought about death and was in awe
of the fact that life existed before | was born. | wondered at my parents for
having lived.as long as they had, and questioned whether | would live a long
time. (p. 320) g . . .

L T

1 Believe, too, in the pc;tential self-enhghmcement‘:/alue of‘vcr‘isis, and in the vatue of
pondering our own finiteness as human being‘s. From a developmental viewpoint, the loss
or threatened loss of a key:relationship creates a crisis with heavy impact on a person’s
sense of identity, capacity to cope with change, and on feelings about others. Children afe%
particularly vulnerable because their@den,tities and coping r-neqhanisn-ﬂs are onry beginning
to develop. In fact, losseé of significant relatiohships ih chilahood can hindér the naormal

developmental processeé and can lead to fixated behaviour at, or regression to, a level .

.

that interferes with thé completion of social, psychological, and cognitive development.

However,'if the child is given guidance and support, s/he.can face and emerge
o A
psychologically strengthened from crises. | see human development from the point of -

view of conflicts, inner and outer, which the healthy personality weathers; emerging and

re-emerging with an increased sense of personal and social unity. The implications are that:

children who are experienciné the impending'..lqss of a parent through cancer, are in a '

position to develob more sophiisticated understandings -and coping devices, that do not

follow traditional developmental patterns.

T

r -~
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3. Why Have | Chosen A Phenomenological Appréach to Research?

There are four interrelated reasons which account for my having chosen a o
phenomenological approach to the study of children of cancer patients. First,
phenomenological research acknowledgeslthe special nature of human existence: that
human beings are always in relation. A phenomenological perspective, therefore, seems to
be the framework of choice for a phenomenon which threatens the very heart and nature
of the parent-child relation.

Second, "being" and "nonbeing,” two major themes in existentialism, are particularly
relevant to the topic | am studying. Other existential issues such as anxiety and human
suffering are also central to my fopic. Phenomenology has become the methodology of

choice (actually a collection of methodologies) for studying existentialism (a collection of
philosophies about "lived experiyence").6

Third, we all live with some uncertainty and ambiguity in our lives--this is the human
condition. Feelings of uncertainty and ambivalence come to the fore for cancer patients
and their families. In this study, | did not want to reduce the dynamic nature of that
uncertainty by using structured, empirical means of investigation: -

This research approach acknowledges that we will probably never know all
that can be known about humankind; there will probably always be some
mystery.to the question of being a human being. This is not a popular idea in a
computerized age of certainty, an age of seeking to measure, control and
predict all aspects of human existence. It makes some people nervous that
certainty might be an impossibie goal. . . .The mystery of being human is
addressed in the studies of education, psychology and other social science
disciplines, but it is also the ultimate question that each one of us faces in
living out our humanity. (Wood, 1882, p. 58)

-All human research, particularly psychological research, is a mode of existential
psychotherapy” (Colaizzi, 1978, p. 69). In doing phenomenological research, | can rely on
my perceptiveness. | can also reflect upon my-skills as a clinician and improve them by
disciplining myself to truly listen to and understand another person's world. As a result of

first understanding the world of the child whose parent has cancer, | am then in a position

whereby | can of fer these children the types of services they want and need.

sSee Colaizzi (1979} for further elaborataion.
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4. How Will | Suspend My Judgements? .

The research proéedures were designed so as to minimize my judgements during -
the interviews: | allowed each participant to speak about the phenomenon before asking
for clarification of what I interpreted to be essential elemehts of the cancer experience. |

"did not go in with prestructured‘ questions, but rather allowed each child to éxplore and
communicate his/her experience through drawings and storywriting. Their responses to
these tasks provided' the direction to our interview. Once themes were crystallizing, |
proceeded with direct questioning to valiciéte these themes as our spontaneous dialogue
drew to a close.

—

C. Procedures

Critical Review of Existing Studies: Implications for the Methodology of the Present

Study

As we saw in the literature review, the existing studies with children of cancer
patients are exploratory and preliminary in n‘atur‘e‘.) My study builds on their shortcomings

by considering the following:

1. Varying Ages Of Subjects

Five of the studies focus on adolescents only. The participants in my study vary in
age from three to fourteen years. This will allow th,e. researcher to search for .
- developmental patterns aé evident in the children and in literature on death. Looking for
developmental patterns is useful but. especially with small sample sizes,rcan by no means
be exclusive and definitive. Furthermofe "schematic stages. . .are at best approximations,

and at worst, obstacles for individualization” {(Weisman, 1972, p. 111

2. Child’s Perspective

-

While the existing studies, for the most part, consist of mterwews with chuldren,
their conceptual frame of reference is not chuldren That is, etther they translate the Chlld s
experience into behavioural descriptions (‘promiscuity.” rebellious behaviour,” "decline in

school performance’) or into psychological jargon ("psychosonﬁatic symptoms,”
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"dysphoric mood,” “cognitive difficulties”). Such terminology removes the “child” from the
lifeworld of the child and prevents the adult from entering. In two of the studies (Cancer
Care Inc., 1877, Grandstaff, 1976), the researchers rely on parental repérts of the
children’s behaviour. Looking at behavioural concomitants of children's behaviour as
described by parents is not an objective.measﬁre (as is assumed by empirical
methodologies). Parents’ judgements are likely to be distorted Eecause {hey, themselves,
are stressed and distlressed.,Much of their chi.ldren's behaviour would not be seen as
problematic in a more "normal” contekt. ' .

The remaining five studies ba/se their findings on data collected from children but
they do not use the chlldrerLsrchn/words to exempilify the fmdmgs In my study chlldren
are interviewed and trusted as perceptive observers of their own worlds. Their
statements are reproduced to highlight and substantiate the research findings, and to
involve the reader in the research endeavor. The reader is then able to 'duestion the

findings and may even draw some additional, personal conclusions.

3. Home Interviews

In one study (Rosénheim & Ichilov, 1879, the interviews were conducted With
children in their homes; the others were conductéd in uﬁiversity and clinical settings.
vAccording to Sartre (1968), to understand, the researcher must irﬁimer_se himself or
herself into the ’;landscape" of the subject's experience. "To divorce t‘he act, word or
gesture from its context is, for the phenomenological researcher to lose sight of
significance” (Bogdan &'Biklen, 1882). In the présent study home interviews were
conducted, except in three cases where it was rﬁoré convenient for the families to meet in

 the hospital (two cases) or in the researcher’'s home-{one case).

4. Chiidren Without Psychological Difficulties

Two researchers (Cancer Care Inc.. 1877: Wellisch. 18793) study children whose
" adjustment difficulties predate their parent’s cancer diagnosis and two use clinical

populations (Adams-Greenly & Moynihan, 1983; Grandstaff,. 18786). In the present study.

none f the children had psychological problems which predated Bir pafen \>s cancer

diagnosis. Children who were experiencing problems as ares M\ch\ﬁ:aﬁc‘ér diagnosis
' \ A

\

N,



30

were lncluded If the children were already expernencmg psychologlcal difficulties even
before they knew of their parent’s diagnosis, the answer to the research question "What .
is the experience of children who have a parent with cancer?” would be needlessly

complicated.

5. Retrospectlve Study.

Rosenfeld etal. (1983 conducted a retrospectlve mvestlgatlon to find out how
children were doing three years following their parent’s active |Ilness This idea was
. incorporated into the present study. Ten of the twenty three chlldren had parents who
were already deceased and one child's mother was consndered ‘cured.” These children’s

experiences were explored currently and retrospectively. '

6. -Heterogeneous Sample.

Attempts were made in the existing studies to make the samples of children
homogeneous on some variable, for example, age of ‘ch‘i‘ld,_cancer type, time since
parent s diagnosis. Inmy study a heterogeneous sample was used so that | could explore

'varlous examples of what it is like to be a child of a cancer patient.

7. Research Instruments.

For most of the studies reviewed, interviews Were the sole source of data
collected: except for Arnowitz and his colleagues (unpublished manuscript, 1984} who
utilized both subjective.’and objective measures. In the present study, since the subjective
experience of the child is the fo'cal point, the researcher is the r'ﬁain “instrument.” Other

subjective, projective measures (drawings, stories) are also used.

A comprehensive outline of the research procedures utilized in the present study

follows.

Participants
The participants were twenty-three children of fifteen cancer patients. The

children ranged in age from three to fourteen years. The families were referred by staff
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persons, or self-referred to the psychology ‘department of a regional cancer center in
Western Canada. The patlents were experiencing d ffnculty in adjusting to the disease
process, treatment, and/ or impending death. In sorne cases they were. seeking help for
their families. It is hospital procedure to refer families of terminally ill patients to the . e
department. Families also sought assistance in helping their children cope with the recent
death of a parent. o 7 '

" The sample of participants varied on many family and personal characteristics and
no attempt was made to obtain a ‘representative” group of children. Having rich and varied
examples of the phenomenon is characteristic of phenomenolog:cal research
(Polkmghorne 1983). The main criteria were that the parent have or had cancer, and that -
both parents and child agreed to participate. All of the children who were bereaved had a |
parent die from cancer up to five months prior to th_e first interview. One child whose
parent was cured of cervical cancer was included in the sample because he provided many‘
retrospective insights deemed useful for the purpcs:es of this study. Ten of the chndren
were female, thirteen were male. For six of the children, the ill parent was the father, and
for seventeen the ill parent was the mother. Metastatic breast disease was the cancer
most common to the group of parents (seven cases), but there were also three cases of
lung cancer and one case each of cervical cancer, sarcoma myeloma and leukemia. Seven
of the parents were recently deceased, three were in the terminal phase of their iliness,
one was considered a cure, and- the othér's (four cases) were on a low, downwardly
spiralling course, where death was not prednctable in terms of weeks or months.

" In Table 1, a summary is presented of the sex, ages, and srbllng status (number of
siblings, and birth order of child) of the participating children, and the marital status, sex,
type of cancer, and stage of illness of their parents. The names used for the purposes of

this table, and throughout the body of the dissertation, are fictitious.
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. Generating Data

The less life experience the phenomenologist has developed. the more crucial
it is that one gains the experiential understanding from extensive and time
consuming field work: interviewing, playing, talking with subjects, case
studies, participatory work, and so forth. For example, one gains real life
experiences about children not by observing them from a distance by way of
test instruments, or through a one-way. mirror, but by living with them, striving
for the kind of contact and dialogue that helps us to understand what a certain
experience is like for children. (Van Manen, 1984, pp. 50-51)

| contacted the parents by telephor{e to arrange a time in which | could have at least

one hour with the parents and one hour with each of the.children.‘Many-of the interviews
were ;Qnduct_éd on weekends so that the childvr-en would be alert rather than tiréd aftera
full day of school. The interviews were held in the homes of the participéting families for
the family's cdnvenienCe. This allowed the researcher more of an opportunity to
understand the child’'s experience of living with parental cancer. In three cases the
interviews were held oﬁtside of the parti¢ipants’ homes at the family's request (In one
instance the father wés seriously illl in hospital and in the other situations the families lived “
out of town). Two 6f these interviews wére held in the hospital and one child came with

her motrl'ner to the researcher's hobme. ’

After the details of the study were explained to all members of the family, an |

opportunity'Was given to ask questions, ana then the parents and children signed separate

consent forms (see Appendix A). The children were asked to complete a céuplmof tasks in

the privacy of their bedrooms. Children from the éame family were encouragéd to‘worl.< in

éeparate rooms, so as not to influence each other’'s responses. During the time it took the

children to finish the tasks (approximately 45 minutes) the parents were interviewed. They
" were asked to édquss their experience of living with cancer (their spouses or their own)

before structured ar‘éés of inquiry were pursued (see Appendix B for parent interview

scheduls). -

Interview Tasks

- The tasks the children were ésk'ed‘ to complete were structured in a way which
eﬁsUred that‘their responses would be a direct reflection of tl;eir experience of parental
- cancer. The tasks--puppet play, a story about cancer, drawings--were adapted to the age
and pérSonai intereéts of each child. The youngest children were encouraged to play out'

themes with puppets they chose from a collection of human and animal puppets. Typically,
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the children would include me in their play so that | was both a participant and an observer. -

Children seven years and older wrote stories about cancer, except in a few cases
where the children preferred to talk instead. The task was to write a story about
cancer--what it meant to him/ her-(the facts. their feelings, and thoughts).

| designed the temporal continuum drawing technigue to explofe the child’'s world

at various times during the parent'é iliness. Each child was instructed to draw four pictures
of himself / herself, alone or with others (parents, siblings, friends). The first picture was
to portray the time at which the child became aware of the parent's diagnosis and the
fourth picture was to portray the child's present situation, in-general. If the child was too
young at the time of the parent’s diagnosis to remember the experience s/he was asked
to draw what it might have been like. The second and third pictures were to depict any
important times in between and these could have been "good times, bad times, fun times,
sad or mad times.” "The child’s decision about what to draw and how to draw it frequent,ly
provides a clear representation of his impressions that go unexpressed on the conscious
level. . .A child records in his extemporaneous drawings his unverbalized feelings anvd
thoughts” (Firth, cited in Kubler-Ross, 1881, pp. 65-66). Some of the youngest children
had difficulty with the céncept of the temporal continuum drawing task and they were
encouraged to draw whate’ver they wanted to draw. Much of what the children drew was
a funiction of their recollastions: "Recollectionvrefers'to that function of memory which
" enables us to bring into awareness events most intimately part of our history.
Recollections have about them the quality of 'meness™ (Kuhns, 1970, p. 83). It was this

“meness” that | was trying to delve into and understand for each child.

Children's Interview

The drawings and story provided the foundation and direction for the initial
interview. In all of the home interviews | v;/as invited by the child into his/her bedroom.
Immédiately | was shown special and favoured objects. We talked about the child's
hobbies and friends and | took my cues from posters on the walls, photographs,
memorabilia, andl toys scattered through the room. After we had established a’réppor"c
(usually about 20 minutes} | asked the éhild to explain the first drawing to me. In instances

where the child could not do this, | asked him or her to "Tell me a story about the first
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picture.” Dialoguing about each of the four dr'awings, and about the child's story, kept our
conversation focused on their experience of living with parental cancer. Once the ”
drawings and story had been discussed, and conversation started straying ‘ento other
matters (what was on T.V. at 7:OQ p.m.. for example), we terminated the interview. At the
end of the interview | recapitulated our interview (privately‘with the child) and had the child
confirm whether or not | was understandmg his/her experience. | met with the first eight
chiidren for a second mtervnew In the interim. | transcribed the tape from our first
mtervuew and made a list of all the statements which were pertinent to the phenomenon. |
then interpreted what | understood thesestatements_ to mean. | reviewed the transcription,
the drawings, and the story for details which were pt'eviously unaddressed or still unclear
to me. During the seeond interview, | asked the child about how things had been for
him/her since our interview, and then | proceeded to seek clarification and validation for
my interpretations. For example, | asked eight-year-old Mark: Was the reason you were .
asking me all about Terry Fox because he had cancer, and if you could learn more about
Terry Fox you would understand more about your mom's cancer?” He responded "yes”
which validated my ir?erpfetations of his intended meaning.

By making foliow-up phone calis to parents and/or children two weeks after our
second interview, | could check on how the family was responding to my intervention in

their lives. All reports were favourable.

Interpretation :)f the Data '
| "Phenomenological research requires not only the description and reconstruction
of experiential data but also the critical and reflexive analysis of it" (Wood, 1982, p. 74).
Following now is an outline of the stages | proceeded through to critically and reflex‘ively
interpret m;; data.

in phenomenological analysis the 'esearcher searches for common themes in the
transcribed materialand then uses written language to capture the essence of these
themes. In the analysis phase itself: “the purpose is to discover the moments common to
. allindividual experiences of the same kind” (Van Kaam 1966, p. 339). As Baritt and hls
colleagues (1984) purport, there is no fixed formula for phenomenologlcal analysis, the

researcher must design methods which suit the data collected: "There is no right or wrong -
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about any of this. We are tryirmg to use our language to understand and appreciate the -
meaning of experience for other people. Some do that more in‘sightfully than others. We
claim no special powers” (p. 7). /

Data analysis is an ongoing process in phenomenological research and proceeds
throuéhout the data collection process. For example, in thev previous section on data
collection, it was demonstrated that the initial interpretations were made and validation for
them was sought during what was es‘sentially the data collection phase of the'research. it
is durlng the post-interview stage of the research however, that the researcher
concentrates most on analysis and interpretation. The formal data ana|y5|s phase is an
opportunity to create some distance between oneself as researcher and the part:cnpant in
order to see the data from a wider perspective. The process entails an effort to formally
identify themes as they are suggested by the data (children’s words, drawings, and
stories). The seven steps of data analysis used in this study are based on'a compilation of

suggestions from the work of several .phehomenolog'ical writers (Baritt et al., 1984; "

Colaizzi, 1979; Polkinghorne, 1983; Van Manen, 1984).

Stages of Data Analysis

1. | transcribed the tape recordings from all thlrty one interviews. These
transcriptions, my pérticipant observation notes from each interview, the chlldren s
drawings and stories, and my "research jog™ all compriSed my recorded experiential
data. -

2. I read ar\d reread all the childrens’ deecriptions', and the other experiential data. to
begin to make sense out of them.

| 3. - lreadthe transcriptionr line by line and | underlined phrases and sentences which

struck me as being € .. : ~ual to-the phenomenon. This procedure is known as

extracting significant statements” (Colaizzi. 1979) and as "highlighting” (Van Manen,

1984).

4. | tried to spell out the meaning of each S|gn|f|cant statement knownas’ ormulatmg
meanings" (Colaizzi, 1 879). In cases where significant statements had not been taken
back to the children to be validated lused "creative i.nsight“ to make the jump from

I documented my perceptnons feehngs and thoughts in a diary as | reflected
on each interview. -



38

what the children said to what they meant (Colaizzi, 1979). | repeated this step with
the experiential recorded data from each child In reading and rereagding the
significant statements | begar to find clusters of these formulated meanings Wthh
formed core themes, themes that appeared to penetrate the "essence” of each
child’'s experience. Thevessence of the phe’nomenon has been reached when the
lived experience of the’ ChllQ |s revealed to us in a way that we can grasp the nature
and SIgnificance of the experience in a previously unseen way (Van Manen, 1984).

I selected out other sngnificant details from the children s drawmgs and from the
other experiential data (observations research log), that also formed or supported
.themes. o i

| described the children’s experience using the core themes as guideposts. “To take ‘
a fixed language and re-create the dyﬁamic process of human life so that a child
whom you have known and cared about 'lives’ for the reader as s/ he lives for you is -
a painstaking process’ (Wood 1983, p. 76). | constantly reflected on my writing
and on the original data so that my descrlptions became a true reflection of these
chiidren’s experience of living with parental cancer. .

In the final step | referred the descriptlons back to the: origmal data to validate them
to check if there was anything contained in the data that wasn't accounted for in the
descriptions, or anything proposed in the descriptions that was not implied in the
original protocols. The descriptions were embellished witr otations from the |
interviews w:th the children, and with samples of their drawings and stories. The
transcrlptions stories and drawings were viewed and reviewed, read and reread

‘ many times during the course of research.

"Bits of our lives surely remain open to analys:s but the totallty of a single

emerging soul ultimately defies interpretation and bégs. instead for the right t be heard"

' ‘(Cottle, 1972, p. 52). The lives of the child participants were filled with far more depth

and complexity than | could ever convey through words. To provide an understanding of

the steps of analysis and at the same time introduce the reader to three child participants,

three case presentations follow the descriptions of the themes. In this way, the reader can

grasp a little more of what the individual world of a few of these children was like.

’
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interpreting Children's Drawings

The temporal continuum drawing technique was devised as a means of providing
the children with some direction for expressnng thoughts and feelings about the .~
experience of living with cancer in a parent. The drawings were used mainly to generate
dialogue and communication. As the children spoke about each of the four drawings (most
children drew four, although some drew more or less) the meanings they intended to
express to me through them began to emerge. In this sense my mterpretatlons were based
on a kind of mutual understanding as described by Merleau-Ponty (1973) and McN‘uff.
(1976} | | |

t'sa questlon of suggestlveness “of whether (the interpretation) seems to fit

both your sense of what is going on and, of course, the sense of the person

who has made the production. If somehow that works and enables the two

people to understand the elves on paper, or between themselves as two

human beings. That's what it's all about. (p. 72) 7
in-agreement, Merleau-Ponty views drawing mterpretatlon asa process |n which the child’s
attempt at expression must be understood "precisely as the juncture between he who
perceives and the percelved (Merleau-Ponty, cited in Sardello, 1974, p. 408). in this way,
drawing mterpretaﬁon maintains the same fusnon of horizons” between researcher and
partncnpant WhICh takes place during the research interview.

Since drawings of young children are self- pro;ectlons in that they reveal feelings
* that otherwise remain _unexpressed and thoughts that go unspoken, one may detect and
| interpret deeoer levels of meaning in them. Valiid depth interpretations, however, are not

possible without knowledge of how chlldren express themselves graphically and without
training in drawing interpretatlon The mterpreta'uons | have made in this study are based on
my years of accumulated experience with children and their drawings. My background ’

cludes teaching school-aged chnldren drawing and painting, worklng in the area of art |
therapy, using drawings as dlagnost’uc aids with children in psychiatric and cllnlcal settmgs
“and tralnlng m prO)ectlve testlng with children and adults..

In the case studies,. mterpretatlons are made of the children's thoughts and feelings

based on their drawings. The rationale, and some empirical support for many of these
" kinds of interoretaﬁons, can be found in work by Buck (1948), éurns (1972), Di Leo.
(1970; 1873). Kellog (1969), Lewis and Greene (1883), Machover (1949), and in

Schildkrout,' Shenker, and Sonnenblick (1972). The interpretations| made based on what |
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know from the literature and from personal experience were synthesized withwhat | -
learned about each child, hls/her famlly and what the child expressed verbally.

We can learn froma child’s chouce of subject, preference for a particular colour
use of space and shading, the way lmages are placed on the page. the way in which llnes
are drawn, the detalls they decnde to include or prefer to leave out or exaggerate (Lewis &
Greene, 1983). Once one has learned to identify the hidden language of drawings, it '
becomes possible to better understand a child's dreams and fears. hopes and despairs,
) confllcts and confusions. | ,

Often there is no final mterpretatnon about what the child means to say or what
s/he is about: "This is a field where ambig’uityvand irony, inconsistency and perplexity, are
not only trme rule,.but ought to be desireable” (McNuff, 1976, p. 129). For the purposes of
the study, the interpretation of children’s drawings are only one parf of a' comprehensive

evaluation process, and only one person's interpretation.
: - T bl :

BT
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v, PRESENTATION OF THEMES AND CASE STUDIES

At this pointina research study one would expect a presentation of supra ordinate

categorles to organize the findings. However. categorles assigned for the purpose of

universal meaning are in the consciousness of the theorist. not part of the

self-understanding of the agents being studied’ (Sullivan, 1979, p. 92). Trwe aim of the
study was to présent tr\e children's sense of the world without making them answerable 10 |
structures‘imposed by an adult researcher. No "a priori’ structures have peen proposed,

doing so would have severed the link with the intentions and feelings of the participants

. and would be anti-phenomenological. In this chapter. as m previous chapters. an attempt

YN

has been made to resist conceptual aruculatlon

Instead.. the data presented are descriptions and interpretations of aspects of the

'chlldhood phenomenon living with parental cancer.” | was able to udentufy enghteen

commort themes in my mterpretatnons of the children s statements about parental cancer.
By “common’” | do not mean that each child gave evidence of every tﬁeme.in his / her
interviéw.‘ Rather. | was able to find common patﬁ&rgs of meaning across several of the
children s statements and these patterns made sense--to me as comments on the =
experience of "living with parental cancer.” The eighteen themes prox)ide a comprehensive,
though not exhaustive delin'eation of the p“henomenon- "A phenomenological description 1S
only one interpretation.-and no single interpretation of human_ e>.<per1ence will ever exhaust
the possibility of yet anothe,r'c‘pmplementaryv, or even potentially richer description” (Van
Manen, 1984, p. 40i. —_— . .

.

Chapter four begms with a theme .vhich .5 & statemient on how part|c1pat|ng

.children initially responded to the mte& -~ = .z the interviewer, and to the mtervie;N '

" topic, in particular (see "Responding anc /o° . onding to b '5"). | open with this
section to demonstrate. that even though these childrer . ~h, so deeply. so
eloquently: andeven though each and every one of fher_n value: experien‘ée in the end

{see "Benefitting from 'In_terviews"), at the outset, many were reluctant to participate. and a
few even averse to doing so (even after they had given their formal consent). This | believe

to be one of the more important findings with strong implications for research and

pracfice, and so | present it first. .
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The second theme. ‘Communicating Through Symbols and Metaphors. 1s a

description of the type of indirect communication that characterized the spoken and

'unspbk_en dialogue during the interviews. This theme s given primacy. for s ver;/ strong

i .

- impiications for practical work with children of cancer patients. and with children in

difficult circumétances in general. it is also important as 2 megatheme in that the chiid's
use of symbols surfaces In the discussion of many other themes.

The children s social. emotional. and conceptual worlds while a parent has cancer

., ang als& how they manage to cope and adapt are revealed through the remaining sixteen

g ) ‘ .
themes. Quotations frpm the protocols and _sampies of the children s drawings and stories

are used to vitalize and substantiate the themes. A histing of all eighteen themes 1s

presented in Table 2. Each theme titie has two components the firstis my description of

_the theme. the second is a selected quote from a child which captures the essence of the

‘theme. The section concludes with a summary description of the themes.

Children of different ages. personalities, and family backgEOL,.»eds express many of

the same experiences. and may express them in similar-or different ways. But the

i

experlenceé that are uniquely their own are still valid expressions of the phenomenon. Tc

highlight both the umique and common experiences of the participants. three cases are

individually presented. Each case includes some information on the family background of

the child. interview dialogue with interpretations. the child's drawings and or story about

cancer, along with a summary and discussion. The case presentations end with a Summafy'

which compares and contrasts the three cases.



Table 2

Presentation of Themes

1

o' "W

-1

14,
15,
" 16.
17,

i8.

Resoonamg ana Not Responding to Interviews
Communicating Through Symbols and Metaphor
Being Parenta

Feeling Different From Peer‘s ,

Sustaining the Symptgmvs '

Be"mg Confused About Caﬁcler.and lts Treatments
Obtaining Information About Cancer
Experiencing Fear and Anxiety

r-'ieelmg Angry

Enduring Deep and Painful Saaness

Mburhmg Past. Present. and Future Losses
Adapting to Changes in Daily Living

Making a Connection Between Life and C;eath ’
Looking At the Lighter and Brighter Stdes‘

Resorting to Internal Diaiogue

"

Seeking Refuge in Acﬁvnty and Fantasy

Adwvising Other Children of Cancer Pzuents

Benefitting From Interviews

43



1A, Presentation of Themes.

Theme 1. Responding And Not Responding To Interviews: "'I Have.an Earache”

The children s responses to my initial contact wuth them were reflections of how
the topic of cancer was broached in. their homes and has implications for how an
‘outsider--teacher, counsellor. family friend--would be received should s/ he attempt to
discuss the parent's cancer with the chiid. The youngest children (three 1o six-year olds)
were excited by participzﬁihg in the research ahd enjoyed. colouring. playing with puppets. '
and they especially enjoyed playmg with the pocket tape-recorder. Don went out into the
hallway of the hospital to secretly ' catch the voices” of unknowung hospital staff. These
children were keen to draw their experiences but were less enthusxastnc about dlscussmg
them. They were excited about talking to me but seemed disinterested in speakmg at any
length about their parent s iliness, impending or recent death, or were unable to do so. Form
.a couple of children their lack' of enthusiasm seemed to stem from a discomfort with the
topic as manifeeted by their overall anxiety and "silly talk” whenever the conversation was '
d:rected to elaboratmg on cancer-related lﬂues For all of the younger children. their
short attentlon spans, boredom and wnpateence with the repetition of the toplc hmuted
discussion of the phenomenon Don feigned earaches every time he was encouraged to
talk more about his mother's terminal iliness. To establish rapport wrth Don | played "X's
and O's.’ among other games, with him. He maintained total control throughout our game
play and would rarely alIoW me to put my crayon to the paper. Losing control of the game
meant giving me an opportunity to take control and to broach the dreaded topic with himl.
The oest clues to his world, and to the \{vorlds of all the three to six-year old children,

| were in the symbolic nature of his drawings and play. ' |

The older children (seven- to fourteen-year olde), too, immediate|y retreated to the
privacy of their bedrooms and eagerly got underwéy with the research tasks. Once they '
were done they took me into their private piaces and began sharing their favorite things
with me--dolls, photographs, new clothes, and. toys. Stephanie (eight years) brought out
two boxes of miscelleneous objects to show me which she had given her mother for a
"welcome home from hospital” party and-for her mother's birthday. Tina “adopted” me as

her mother for a short while showing me her fancy new dresses, wanting me to put.
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ribbons in her hair. She was initially reluctant to engage n "conversation about her mom and
cancer. By our.next meeting, however, she had a Valentine for me and her. words came
much more readily on subjects related to her mother s cancer. Darryl. who vlr.ﬂtla”y agreed
to complete the tasks, presented me with the drawings in Figure 1 and a story which read
"Cancer is a malfunction of cells. it cause‘s alot of pain.” It was uncleaf whether his sfory .
‘and drawmgs were -eflection of the quiet type of person he is, or whether ‘he was
indeed reluctant (or even resentful of having to) to talk about his mother s illness. It was
very difficult':o strike up a rapport with Darryi. The figures in his drawings are uniform
and small, his description of them short and evasive. His replies to any inquiries were

4 abrupt. | was reluctant to ferce myselfy into his p'rivate'world by questioning him. but | did.
After about an hour with Darryl it became clear that he was a quiet type of person and he
was reluctant about discussing the painful issue of his mother's iliness. Once he trusted
me. his defenses lifted, he enjoyed and sought comfort in talking about his situation.
| Steven, too, had difficulty in the initial part of our interview. His father had told him
that | was an art teacher (wHich 1s something | had communicated over the phone when his
dad told me of Steven's artistic interests). Although Steven knew the actual intent of my
visit, In his extreme anxiousness, he 'postponed any discussien of his mother by showing
me his sketchbooks of drawings and by having me draw for him. in twe other situations
the chnldren were confused about my professnonal role whnch complicated the onset of
our visit. Stephame thought that | was a nurse and would ask only medical questions and
Tom thought that | was his dad's grrifriend: "I thought y0u were my dad's girifriend and he
was éomg to introduce us and you were going to get married and that would be fun'’.

After the mi_tial confue|ons were clarified. and the children became c‘omfortable_ '
with my presence, they began to share openly and unendinglyv'thenr deep,' as yet unéh_ered,

" feelings about living with their parent's cancer. They had already eommuhicatee one
message. While some‘ were overwhelmed 'wi:ch excitement at having someone 1o talk 1o

-about thei( experience. others found that they had covered up for se long that it was

‘dif ficult to ehare, even though deep down they wanted to. Some were too frnghtened to
share and still others had been misied by thelr parents about my intentions; their parents

too, were afraid for me to have their children speak about their painfyl experience.



Figure 1. Darryl s drawings.

a.
b.
c.
d.

"Me with my friends--happy.”
"Me with my friends--still happy.
“Me and my family--happy.”:

“Mom telling me that she has cancer--happy.
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Theme 2. . Communicating Through Symbols .and Metaphors: “Acid Eats Through
Things” ' / '
By attending to what the chlldren were communlcatlng through therr symbolnc and
metaphorical words and images. a wealth of mformatlon was collected which could be :

integrated with information communicated through more direct mean%

/

Symbols

in reviewing some contemporary issues related to cancer in Chapter t. | focused on .‘
the cancer legendi a collection of ‘myths” and misunderstandxngs that characterize adult
views about ¢ancer. When there is anything beyond the range of our
understanding--anomalies of nature, unexplored realms--or something which is '
emotionally overwhelmlng our naive perceptions.take over. When somethung is unknown
to us and it does not fit into our structured perceptions of the world, symbollsm begins to
operate. A symbol is the best possible expression of what 1S unknown to us (Jung. 196 1).
Adults and chlldren alike employ symbollc language when attemptlng to artlculate what they
know and do-not know about cancer. Because there are mnumerable things beyond the
range of a young child’s understanding, and because s/he is ;ust begmnlng to master
conventional language with its many nuances s/he employs symbols with more regularnty
than adults The word “cancer’ itself has become a symbol for the chlldren in this study like |
it has for their parents The deflnltuon of symbol makes this point very clear: "an lmage
Wthh embodies a web of mterrelated meanings or which evokes a complex of
emotions™. To the children, in this study for example. cancer 1S a symbol of danger.
destruction paln and suffermg the end of the happiness of everyday life. uncertannty and
ambngunty all of which evoke sadness ‘anger, guilt, fear and anxlety

in the world of symbols, development proceeds backwards the adult regresses. in
Jungian psychology the analysands (adult patients) attempt to recover-the adult s original
ways of perceiving the world as a child. In symbolism it is the very simple elements that
have the greatest nmpact and as we learn conventional ways of seeing and labelllng the -
world we lose our naive, irnmediate perceptions. The symboils adults use are often -

v . . .

_New Woebster's chtlonary Deluxe Encyclopeduc Edition. New York: Delar
Publlshlng Co., Inc., 1984, p 9394. '
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unconsoiOUS symbols®, while the verbal symbols children use are often conscious vl/ith
manifestly intended meaning. | |
| Symbology is the art o'f lnterpreting symbols. To interpret children's symbols
(those used' in speech or’ draw1ngs) one needs: an undefr‘standing of the child whose
language or drawing'ls being interpreted. knowledge g’/Jf how children present themselve\s
~hinguistically. graphlcally, and projectively; and‘an intuitive sense based on both a natural
skill and one which is derived frorn having accumulated experience with children. Jung
11964) SUpp'or'ts these notions: "Intumon 1s most mdnspénsnble in the interpretation-of
symbols. . When we attempt to understand symbols, we are not only confronted with the
symbol itself, but we are brought up against the wholeness

When lntervuewung a child with the intent of understandlng his/her symbol, | ask,
what does this {(symboi) mean to you?" | then-ask myself, “what could the symbol mean to
him or her?" Finally | ask "What has the symbol meant historically for others (archetypivcally)
and what has thi.s symbol meant for other child'ren?_” The general, archetypal _symbolic
nterpretations become usefulvin enriching the-interpretation when they fit with what |
know of the. child, and with what the child himself/h_erself has expressed. There were few
common symbols for cancer amongst the children. Each child had their own individual
symbol or metaphor to express cancer, or to articulate othe'r»_elements of the parental
cancer experneno_e.

Anexamg'l Since communication through symbol is basic to"each drawing and to
many of the verbal statements of each child, examples are replete throughout the
' presentation of themes. An exampie will be given now of how one Chlld s symbols were
identified and interpreted in his drawing. One-of Don’s first session drawings appears in
Figure 2. It is very unusual for young children to avoid d‘rawing figures in their picture (Di
Leo, 1973} and this is a oue:to the fact that six-Year old Don is struggling with difficulty in
his personal relationships. his mother is dylng. He has emphasized heaven in the top of his
drawing with dots, dots often bemg repres{ma)lve of anx;ety The four penguins!® seem
to represent he and his siblings. the reindeer and hlS dog, his parents. They are surrounded

’Meanlngs which lie at deeper levels of understandlng of Wthh they themselves
are not consciously aware.

His choice of penguins are interesting since they are animals that can live in
two environments and he has been struggling with his own concerns of mother
hving in heaven -and  on earth. §
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by a cliffi! (a symbol of danger) beyond which there is water and he, the youngest, is
closest to the edge. They are all walking towards the hole in the ice--dangerous and
unknown territory. The farnin is walking on "thin ice” and they could fall through at any
moment. There is a bird, a splrltual symbol flymg above them.:

The blrd as a symbol mcorporates sirpple elements of splrltuallty like * ‘up hngh and
airiness; proximity to the sun, a source of light; and freedom from earth. The bird escapes
the limits of the human body as does the spirit; the bird is an archetype of transcendence
in Jungnan psychology (Jung. 1964) Etymologically symbol means thrown together.”? All
the descrlptors above are not splrltuallty but” thrown together” they’ gnve us a sense of
what splrcstuallty iS. .

Don was very much ccﬁdcerﬁed with the spiritual life after death and constantly
qeestioned his parents abou; heaven. Including a bird in his drawing is one more reflection

~of his concern. He drew a picture for mom to take to God. He would see them both-’leter,

. or.so he hoped. o
Metaghor

A metaphor is defined as a "figure of speech in whlch a name, action, or -

A descriptive term character'istic of one object is applied to another to suggest a likeness
between them." Metaphors are important because of their ability to provide alternative or
new ways of "seeing.” Many metaphors were used by the children in their dialogue and that -

. is why one of these metaphors, shadow, has been given preeeeence in the title of the

dissertation. The children did not directly say "cancer is like acid” or ‘my life is like a

windstorm,” but rather their metaphors emerged in the course of our conversation. For

example, two children used flowers as metaphors for what was happenino to their
parents. Chrisﬁne (four years) spoke of a "flower growing and kind of dying but it's not”

(see Case #1 for the complete dialogue). If became clear as our discussion unfolded that

she was indeed speaking of her father who may appear extremely ill (wilted) one day and

heaithy (fresh) another but whose death was nonetheless approach‘ing. She was ielling me
that he was "kind of dying.” Dawn was obviously speaking of her bereft father when she

nWater, is also reminiscent of birth and the intrauterine environment, which is
one 01{ many references to 'birth” made by the youngest children. See Theme
~13: "Making a Connection Between Birth and Death.”

From the root syn. "together” and ballein "to throw". Funk & Wagnall's Standard

College Dictionary. New York: : '
BScribner-Bantam English Dictionary. New York: Bantam Books, 1978, p. 568.
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SRR ‘vz

Figure 2. Dor s first session arawing ‘ )
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remarked "the flower is crying ‘cause the house blew down..” Her father was crying and
for-him. like for her, it fel* like the whole house blew down after his wife's death. A
couple.of children spoke of Terry Fox (eight year olds l\/lark and Stephanie).
metaphorically representing their understanding about cancer and its fatal |mplicafions for
each of their sick parents. Terry Fox had cancer and he died. sO would their mothers (see .
Case #2). ” _
| Nine-year old’ Sam used the metaphor of Windstorrn for how he was feeling about
his mother's prolonged disease process and impending death. | Wish the windstorm would
go away and it would' be anice day he said in response to his drawnng of a tornado. Other
children ga,ve‘ metaphors for cancer itself. Christine (four years) spoke of “acid”in a way
which made'i* ~us that she was expressing her understanding of cancer: "Acid eats

through thing . .2 z so spoke of "poison garbage"” voicing her view that cancer was both

dangerous anc useless’ (see Case #1). Steven (eleven years), knowledgeable about the

' . cancer disease process 'spoke of ’ bugs creeping through his food just as cancerous

cells crept. through his mother's body Elizabeth {ten years) drew a picture of cancer and
described it as a ,"birthmark"' A birth mark is a mark of birth, while cancer, in her view, was
a mark of death. The metaphors the children developed to describe cancer. and their
experience of it reflected their knowledge of its dangerous. destructive, and-potentially
:‘f,atal properties. | | | .
‘The most potent metaphor for me in that it both communicated and embodied so
‘much of the phenomenon (what all the children describe~ as their experience of parental
cander) was the metaphor of ' shadow offered by eleven-year old Steven. “Living in the
" shadow of mom s death’ says so much in so few words (refer back to “Prologue’.
Listening to and dialogumg spontaneously with the children were iniportant things
o212 l—_in_g the mtervnew However, in reading and rereading the transcripts foliowing the
 view, It was important to attend to symbolic and less direct means by Wthh the
children were communicating Many of the intended meanings of the metaphors and
bsymbols could be under stood during our dialogue some could not. The method of
understanding Fhe recc ded gxperiential data was indeed a refiexive interpretive

process. | had to read and rereac < »nd review the children's words and draWings

over and over again. Furthermore, wnat pecame obvious in retrospect was often olzfscure

- .
’
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in the immediacy of the situation. The implications for the way in which the child
communicates about the parental cancér experience (that is, through symbal and metéphor

in addition to more direct means) will be addressed in the next chapter.

N

The first two themes ("hespondih'g ahd Not Responding To Being Interviewed' and
h "’Communicating Thi ough Symbols and Métaphors") are essentially “'megathemes"'in'that
they have intimations for the sixteen remaining themes. For example, the children albl
eventually responded openly and uninhibitedly to the interview and so it can be assumed
that the themes which emerged are representative of the phenomenon Had the chlldren

" felt reserved and constrained throughout the interviews. much less of the phenomenon
would have been av;ilable to me. Similarly, had | not considered each child"s use of symbol
and metaphor, much vof the parental cancer experience woold ha'vAe been left untapped.
Secondly, since the child's symbohc and metaphorical commumcatlon characteruzes much
of their communlcatlon about the phenomenon the.discussion of the remaining themes

c_on&ams many references to symbohq communucatIOn.

Theme 3. Being Parental: “It's Okay To See You Crying. We Cry, Too"v‘

The children became "parental” in varying degrees during their parent s iliness. They
became what some researchers call fyseudoparents,” a term which refers to the tendency
for children to become caregivers when a family member has cancer. |

' There are..mavny aspécts of the theme "Being Parental” which emerged dUrihg the
interviews. First the childrer demonstrated a deep compassion for, and unoerstanding of,
their parents. When parents were 'unablelto cater to-their needs, the children vunderstood

_that it was because the il parent nee-ded‘ caro and attention. Instead of being nurtured and

taken care of. the children tried to nurture their ili or dnstressed parent

She just Slts there and cries. | sort of cuddle up to her "-’ n&‘help her

_along. . comfort her. (Jerry, thirteen)!

' 'vWell, after my mom got sick | kind of feel | have to be here to help her. . .so |
----- oo e . - ~ .
4the age of the child, to' the nearest year

Vi
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stay home. (Stan, fourteen)

. Elizabeth's (age ten) story exemplifies the intense desire all of these children had to help

their parents (the significant statements are underlined):

I think cancer is a big sad thing | do! | have been good to my mom. | hope it will
be like that all the time. | do think it will help: | do get sad in bed thinking | am all
. well and my momiis sick in bed. | do hope my mom will not be dead. | am sad,
too sad, | think sometimes. | have hope for my mom and all the time Wil And
trv to help. And | am scared and sorry. | am trying to be helpful and 1 am trying.
Ticve my mom. And she loves me. And | hope | can heip. And | think Tam. |
oge so. | hate cancer and | hope ) don't getitldo.

The low frustration tolerance and moodiness of each par‘ent was accepted by the

- children. They recognized that mom's crying, yelling, and demanding behaviour were a

- result of her pain and that dad's was vbecause'he missed rnorn while she was in hospital and .
. especially once she was gone forever. They were extremely understanding- - \ '

And then there's the 'mad days” when it hurts so much she yells at us for the
little things we do.  (Darryl, twelve) . .

I understand wHen she gets mad. I can tell that it hurts her a lot'and that she has
to let it'out somehow. So usually it's us that she lets lf'out on. (Jerry,
thirteen) e,

Vé‘tf '

The next closest person to them’'s feelings and ten'1pe”r changes Well like she
gets edgy fastnow. . .Like every little thing she yell§ at me.  (Cindy, thirteen)

But | say he's (his father) mad ’cause mom passed avyay (Tbm thirteen)
.l saw'mom crying and she said she dldn tknow why she was crying. | said {to

. her mother) "’ maybe you were thinking about cancer w1thout knownng you were
thinking about it.” (Karen, nine) .

)

'I just said (to'his mother) "it's okay to see you crymgg\rve cry tdo.”  (Sam,
elght) : .

A state of mutual protection existed between the paren‘ts and children. The adults
were l)t sure of what to say for fear of disturbing their children so they said ncthing. The
children modelled their parents’ protective behaviour t_or they, too, were afraid of
burdening their already grief*'stricken"parents. The children were aware ov‘f their parents’

-attempts at protecting them and they also recognized their parents’ attempts at minimizing

the severity of the situation: ‘ : ~
Then they went ir.their rooms cause they didn't want us to see them cry. o,
" (Karen, nine) ; : . * ;

Like | told her "l thmk you maght die.” and she sald that she won't but | don’t
know if she won't.  (Elizabeth, ten)

But she seems to be getting okay. But you know | don t think she would really
tell me 'cause she wc;uldn t want me to worry. (Stephame eight)

M-‘

%]
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She said” lt s okay I'm not going to die, I'm Just gonna’ get real sick.” That's not - .
true. (Mark., seven) o i
Knowing hov’\}‘much emotional distress their'parents were already undergomg

because of the illness the children would hide their sadness from their parents S0 as not
: . T
to disturb them further: - T ‘ N S

I never usually sitin the room. | always wanna fget out-‘cause if.l do sit there
I'd Just break out and that would make him feel worse. (Jeremy eleven)

-

| left the room cause | thought | was gonna cry and | didn't want dad to see
me. He d worry about me and he s already got enough to worry about
lRicky nine) e

1 . . .

The children refrained'from questioning their parents about the details of cancer.

\

and the details"of their illness in particular for fear of irritating them:

- I didn't- want to ask her about her cancer cause she was really sick and | would
Just aggravate her ~{Stan, fourteen) c vy

lf we talked about .cancer it wou'd just make her sicker -~ (Sam, eight)

The tendency for childrep to psei idoparent With all that being parental

l“entails"nurturing giving unconditional understanding and caregiVing“'peing protective

being perceptive in identifying the o’thers concerns and feelings, being helpful in meeting -

- needs--was an attempt to gain. control in a situation where; in"fact they had very Iittle

G

’ \

control. They were trying to create some predictability for themselves while experiencmg

-

as will be demonstrated in futul'e themes so much. ambigwty uncertainty and

l‘ s

unpredictability The next“theme déécribes the nature of the child peer relationship during

Theme 4, Feeling Differeht Frém Peers "I Felt Like I Was a Freak or Something
; J}The children did not discuss their predicament and attendant feelings With their

,e,érs for three reasons First they could sense that open discussion of cancer was

aSicaIIy taboo s 'J - i-; ) : o ""* ;

People try to keep cancer quiet and just ignore it hoping it will go away
. Keeping. it'qUiet doesn't help anybody but those who keep it quiet (Cindy
- thirteenl ol y . B .

ft s d bad thing cancer and people:don t want to hear it. (Sam seven)

[ ~y,

,. You re-not supposed/ tc_ alk about cancer it upsets people when you bring it
up in from of ‘thém, - Jéremy eleven)

Re " K
v ""‘.. . . YN e TR P Z




B wnth“thear own mrsunder‘s andrnqs and fears of cancer _did not know how to react—-so

R
o
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Second. they feared lnsensxtrve responses from therr peers SO they dld not even broach

“nd thrrdjp?a'ymg thh peers was a welccmed reprieve from thenr

Y

the subject with th;qm.

B A 3

stressful home hJ* . SF' ie chl‘fdr%‘n felt that. belng secretive wouldj}enablewnem ro maintain
1T G o e

Ju .

a sense of normahcym at’)eas* one arez of ther I:ves co S e

For the chrldr”é“f&steven years of agé and- o1det choé{@ing not to shar‘gthe famlly

secret tended 0. es*éﬂat‘eahem from tne:r peers

At first thought that | was the only. i that had. thénr father n hospltal | felt
Jike | was a freak or sc;methlng - tundy thlrtee@ 4 :

The chrldren tended to become more eriéotnonally matur‘e and sensmve through

the:r» expernence and were,aiarmed by the nnsehsm\ﬂty of therr peers The chrldren s peers

s

elther they ‘did not, or they d|d SO mapproprlately Nothlng was more hurtful than some.of

the msensntlve rumodrs and comments Pity and specna! favours made the chuldren feel

,even moreaseparate and dlfferent‘

Most kids nowadays are pretty dumb. They say what |s that7 {he 1s referrrng
to cancer) They act like a bunch of dopes. Ever the smart ones. You have 10
: experience 1t first. Most people | know“thiey don t really care they just care\
, about themselves. I'm the way I am and they re the way they are. (Stan S
fGUrteen)

'And then | sometlmes get mad cauSe they tease me at school They say |
probably killed my moin and all that. . .Because I m different from them.

Cause | don't have a mom and they do (Tom, thirteen: - .
,. . . . "‘ };r‘

Kathy she said my mom was dead!" and she drdn t even know Mina, seven)

They ‘treat me special ‘cause my mom had cancer They ?hls friendsi would say
"Oh you can-have this, you can.have that.” Cause they re all teeling sorry for
. me. .. .Well they always want 10 buy me stuff and that. | sa¥ "l got money |
. can buy myself stuff” and they always like berng nice to méégt Kind of made
.me mad. Everybady was pitying me. They re friendsthey re not supposedto
pity me and all that stuff. . . .| prefer good friends. .. .To tell jokes. make.me , -
Iaugh and all that.  (Tom, thirteen) : :

When encouraged to explann therr situation “to therr peers foliowing the initial

|nterV|ew they did, and were surprlsed to fnnd out how lnterested and caring their friends

43

were. Ste phan:e (esght years) rallned the€§upport of ner fr»ends té*make & weicome home

S o - B B ag .. ! e Q' - .
party for her mothers s ~ff . ' s

) I,,he chddren trusted or thought they, could trust. peers vx?no had endured srmrlar
/" “ v .

experiences:

~Tonly t talk ta one friend. He sa real good frrend He had the same thing. . .And

"
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me and him would talk. . .And we ju.
" things people say. (Sam nine

iunk about the positive and nege

‘Maybe if | knew someoneé whose parent had cancer but | couldn t find out. But
| m shy so | wouldn't really ask. (Stan. fourteen)

Not many peopie really know how serious it is unless they, themselves. have
dealt with it or know someone who had it or died fromit. Clndy thlrteenl

Jason understood. His auntie died from cancer.. {Stephanie, elght

The children had to contend with ch

anges In the parent-chlld relationship. changes

in therr relationships with peers and were also subjected to societal taboos which changed

how they interacted with,members of society. in general.

¥

b
1

" Theme 5. Sustammg the Symptoms “it's the Same Mom It's Just She Has No Hair!”

Pain was the disease characterlst1c that had the strongest and most pervasive

lmpact on all of the chnldren Physlcal paln and sufferlng were thnngs they, themselves

, could relate to from personal experience.

"I know what 1t's like to get needles.” Elizabeth

remarked. Chlldren could not remain in the p 2sence of their ill parent while his or her pan

Wwas. intense:

“

Y

: When | went to the hospital to visit my dad l always had to go somewheres . N
' else pecause | didn't le to see my dad suffer (Ricky, nme) B - o

A few weeks before he dled he was

really yelllng and screamlng in pain and

Cindy and | harl to close the door. (Jeremy, eleven)

- sPain and suffering were things they themse

ives feared most about dying.

et

Fatl"gue and immobility, éxperienced increasingly by their parents as the disease

progressed SIgnlflcantly affected the child- parent r;elat'-i“on’shlp; Activities and -

LN B .

conversations with the ill parent were mlnlmlzed untll there were none atall:

\ye couldn't do anything ' causé she was sleepung all the time and in paln

(Jeremy, eleven)

v

| remember when my mom walked me to kmdergarten then she couldn't do it
‘cause she was sick. (Marianne, eight)

- B ‘«T . ._‘, B
I could talk to her but she couidn't talk to nte ‘cause the cancer spread to her.

._,vonce box. (Steven, eleven)

[}

The chlldren would closely monltor

[o-0 \ . »
the daily progress of their parents durlng

relapses. Thelr mood w0uld very much depend upon whether or not there was any

"noticeable s'lgn of Jmprovement in their par

ent's health Small s:gns--father smiling, mother
. ' b

M
t
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getung gressec in the Morming or eating more temporary cessation of back pain--were

« Al

e

interpreted as indicagtions that the parent woula get well-again

She ate gu'te a bit. She ate a whole vwatermelion. Then | felt petter. "'Tina

thirteen : . ,
: ; 'He‘f back hurts only 'rngm now. I'm happy. She was always in h’e.r ho.usécoat; '
AL N::M%§he gets dressec. | feel better.  (Stephanie eight! - -
_“ : ' JJ-?‘:%T“’J vea;‘s;?:'v'és happy whenever ner mother vellea 'a"t.hér a sugn‘ that she was
,,'geff‘:%« )‘:"i,e? 't\fe)rr B ' T F
,/‘ While discussing their parent s symptoms during t'ﬁe interviews . the children would
e , ’/) me‘nuoﬁ their own physical complémts vx.:h"uch ncluded sunburn stomach pain colds. and

/f recent injuries lconcusspn, for example). They seemed to want to understand and
empathize with thelr. parents. Three children had symptoms which paralleled those therr -
Lo pareni-vas experiencing. Three-yéér old Patricia would hrﬁp around the house when she
.was fwo, Tina feared that she had cancer because she was iosing some hair, and Stan Had
stomach pains. The youngest children created their own symptoms'. They represented
cancer by drawing dots all over the faces and bodies in the drawings ‘6f their sick parent
(see Figures 3a~’“a'nd 3hi and Christine put round stickers all over a puppet shé was playing

.with. Measlés and chicken pox are symptoms they were familiar with from personal
- ] } B * e . o’;
experience.

Even though individual children mentioned, in passing. many of the .¥:!§|ble aspects

- of the duseasé (e.g.. hair and weight loss, mastectomies. laryngitis, ;aunduce, physical alds;

' mclpd'mg canes. wheelchars, and prbstheses) it seemed.as though these were things they
temporarily wrestled with and then passed off as having little. if any. significance in the

parent-child relationship:

Well | really didn’s mind‘ cause she had a kerchief on moéi ‘of the time. Well | )
. said to myself "It’s the same mom it s just that she s got no hair.” | said "She s
got the same thing for caring for us and that.” So Ireally didn't mind. {Tom.

thirteen) v “

'

"In the time from when my mother s cancer was detected to now |'ve noticed a

change in my mother's physical appearance. . . .In the last two years my
mother has physically changed. She has slimmed down and doesn't have the

strength she used to. - (Stan, fourteen) -
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F;g.m;e 3. “Dawn s drawings.

First drawing: Second drawing: -

a. Mommy with dots on her cp.ee.ks and arms €. Mommy's birthday .
b. Dressing up for playschoot  *. f. Daddy crying Cause mommy . died
c. Mommy and arainbow ¢ g Fiower crying 'cause the house blew down

d. "The mom s angry at the little girt.” h. Mommy with dots all over,
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Theme 6. Being Confused About Cancer and Its Treatments: “Medicine is Supposed
To Make You Better”

The children offered their own views of disease etiology even when they had

of the'diseasé. Some children thought they. themselves. were responsible. some thought

God was responsible while others thought the cancer was caught from someone eise |

[ thought mom got cancer) by somebody else who had it. . . .1 thought it was
spreading the cancer. . .and it would be spreading through the whole family.
(Mark, eight) :

It's rhy fault like when | play with him | could have played too rough and hit him
in a spot that could have hurt him. could have caused cancer. | could have
moved the cancer cells to anothér part of the body. (Jeremy, eleven)

| thought that every time | made her mad it like kinda’ got on her nerves and
made it worse. (Tom, thirteen)

[ kndw‘GQd meant her to have cancer. He hﬂight want her to die.  (Marianne.
eight}) = . : . . _»

Other children thought somefhjng_ that their mother or father did as a child was"
responsible, and a few thought a virus or bacteria caused their parent s disease’

| always thought that ther_e: s always a seed in your bddy when you re 8 kid and
sometimes something you do will make it break when you grow up. and that s
how cancer starts. (Ricky. nine) ’ Y _ ’

How does cancer develop? Is it because you ate sofmething? Or is 1t because’
you got a cut when you were little and all sorts of bacterta got in.  (Cindy.
thirteen) , : , . e

Cancer is a degenerative disease in which a.virus attacks a human cell.

T (Steven, eleven)

_The nature of the disease process was confusing for the children. They could not

understand the history of relapses and remissions and why their parent could be disease

free for a long period, seemingly cured, and then the disease would reappear. The pattern-
. ? N . p" ) .
of relapses and r:“e_aqtissmn_s lead to-expectancy of recovery following i'étapses; therefore
. I h . ' £ v L. ’
death came as a shock even though the possibility had been considared. i .

We thought she d get better 1n a month or so and then 1t will be back the same.
After a couple of months, then we thought she might be sick for a little bit
long. Then after a year we knew she was really, really sick and we just helped
her and everything 'till she d get better, but she didn't. '(Tom. thirteen)

Well actually ! d like to know what kind of cancer my mom has? Do you knew
why | want to know 'why"? Because she s always getting sick. right? First day
she's sick next day she’s not. First day she s sick. and it goes on. Thenits
strange that when | was three-and-a-half and she had cancer. then until | was

~ received the medical facts by the time of the firstinterview. They searched for the cause

\

\




elght—years olg it stopped.  {Stephanie. eight'

| d ike a muracie to happen. It goened ke when henad Ilver cancer. once
they had a X-ray then there was iiver cancer and then a fev. weeks later or so
they had another X-ray and it was completely gone Then 1t started again.
Jererny eleveni

The capr:ctous nature of the disease process left the chlldren llwng in llmbo

Mom sn hospnta' and you don t know 1f she s gonna die or what - 'you know I
couldn t nandle it Stan. fourteen: , _ . )

| ¢ think 's daddy gonna live is daddy gonna die?  ijeremy. eleven -

Is mom gonna live or die or-what?  (Elizabeth. ten

L Co A B
The doctor said there was 3 smalf'chance she would hive. Sc we didn tknow
what would happen ti she died. (Mickey. six}

The chlldren also questloned the natuge ofmthe treatment and 00uld not understand
!g :

5
why meducatlon and procedures desxgned to restore health WOuld cause s much unhealth

e

v

in the short term. wnth no cure n the long term

Ard then | d hke to know why they have to use radiation because it makes a
person s hair fall out and then 1t comes: back anyways the cancer. (Tom,- >
thlrteen‘

| thought medicine was supposed to make you better. Why' is mom always sick
" after she has her chemotherapy7 (Stephanle eightt =

| thought pills make you better but my mom s hair feli out after she took
them. (Mlckey S|xl L .

‘ Theme 7. Obtaining lnformation,’Abou’t Cancer: “"Terry Fox Hac Cancer and He Died”

The children each knew of someone who had cancer and “this formed the basis for
how they vnewed thelr parent s situation and how they reacted to it. Tlpse people served
as ‘cancer models.’ Most of these models were people who had died of cancer. The

~

youngest chlldren spoke of aunts. uncles grandparents and other close relatlves who

»they knew had cancer. The school-aged Chlldl en had an.extended network of cancer

models which included peers | Marlanne and Karen each had a friend who dled of leukermia)

and relatives of peers. characters on television programs, and, the most rehowned model.

_ Terry Fox. Inquiring about Ter'ry Fox. for Stephanie and Mark. was a way of mdirectly

obtalnlng +nformation about their parent's sxtuatlon Durlng our interviews they would ask

about the type of cancer he had. his symptoms and w0uld compare the ans vers w1th what :

they knew of their parent's |Ilness

¢
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Terry Fox had cancer and he died. What kind of cancer did he have? Why did
they cut off his leg? . (Tina, eight)- ‘

well my friend in myA class, his auntie had cancer and shé died in her sleep and .
that s why I'm scared. ' +(Stephanie. eight , : :

Yeah |'ve got an uncle that died and he ha&?cancer. | think he had a tumour and
he went to lift something and it just blew open. (Ricky. nine}

3 Lo
I only know one person and he uskd to be my classmate and died of cancer.
His name is Marcel. . .Well | just felt sorry for him. Well | was sad about it
cause he was a very good student and has funny jokes to tell the class. And
. one thing he always talked with a smile. Even though he has pain. . . .Every time
{.say a prayer in school 1 always think of him. ...l just'say that | wish he didn t
die. That he could still be living. (Marianne/ninel ‘

Cause | saw this show that a little’boy he got to go to his mom s funeral. His
mom had cancer. Well he started to cry. That made me think that my mom
might die.'cause she's got cancer. . . ‘But then the father told the little boy that’
she's very, very sick. My dad said-my mom is very, very sick. That's why I'm
really scared. (Stephanie, eight) ‘ -

The oldest children extended their reference sources. They learned about the

 reality of their parent’s situation from documentaries and news specials in addition to

learning from relatives and, friends: !

I'd have to say that most of the stuff I've learned about cancer |'ve learned on
T.V. .. .the good.parts‘and the bad parts. Like they show cures and new
-drugs. They tell'you what they think of the disease. So it's almost like reading a
book. Better. really} {Stan, fourteen). :

Well T.V. informs you ‘cause | always watch these medical shows and
everybody's talking about how bad cancer is. | think the way | perceived it was
by what they say on T.V." (Cindy, thirteen) , o

" The children were ambivalent about wanting information about cancef and about

P)

wanting to know their sick parent’s feelings:

Sometimes if | was really upset and | wanted to know if my mom was going to
get better and | was wondering but | was scared to ask. {(Sam, eight

“lwas afraid to ask 'cause | didn't know if the answer was going to be good or
‘bad. (Tina, seven) R , :

| don't know how my mom's feeling but I'm afraid to know. What if she's
sad? (Stephanie, seven) ‘

. Stephanie reluctantly asked for information through notes:

| wrote her notes. . .| only wrote two. The first one said gl hope you
understand that | don't understand about cancer.” The second note said "Please
. come see me.’ o ‘ B

As long as the children did not know the facts of their parent's situation they could hope

~

for the best; more freduent\y than not, however, they feared the worst--death.

-
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The younger children understood cancer in terms of its symptomatology. To them
cancer was a sickness. mom s sore breast” or :Iumps‘ and 'a sickness which makes dad
need canes. Many of the children reported learning about the state of their parent’s health

- .. . . <’ ) . i

through overhearing conversations between their parents and doctors or family friends. In
some instances parents made attempts to share the “facts,”.though they did not share the
fatal implications until death was mminent in terms of days or weeks. . .
. . - . H

The oldest children had the most knowledge of cancer which they obtained from
therr experience with others who had cancer. from parents. and from documentaries.
| ‘ \
Their defimions about cancer reflected therr understanding of many of the physical
aspécts of the disease and its treatment, and they stressed how rampant the disease Is
(“Hundreds of people die from.cancer each year”) and how serious. Steven's definition of
cancer has already been presented (see “Cancer: A Definition, Chapter . Here are Stan
and Cindy s definitions, which are excerpts from their stories:

Cancer is a degenerative disease in which a virus attacks a human cell and then

the cell spreads the virus to other cells in a specific area such as: lung. breast.

. etcetera. If this disease is found in its early stages it can be drastically
 decimated. If that was to-{¥ppen the person would be in remission. That does

not mean the personis cu but that the disease has been decimated but it

can build up again. Some of the kinds of cancers are lung. breast, skin. cervix..

uterus, bone (Leukema), rectum. (Stan, fourteen) S

Cancer is an uncontroilable disease that takes thoysands of lives each year. it

s a disease that most of the time is fatal. It destroys different organs in the

human body. There are all sorts of treatments sust as Kobolt, Kemotherapy.

and radiation. These treatments do not cure it, but try and slow down the fast -
growing dipaase and get it under control. -(Cindy. thirteen) o
. X ¢ '.:.\". .~ )

"
*

The older children (nine to fourteen years) had an understanding of many of the physical
aspects of the disease and its treatment, and In their stories they stressed how rampant

the disease 1s {"Hundreds of people die from cancer each year’) and how serious.

Theme 8. Expériencing Fear and Anxiety: I’m| Afraid to Have Cancer”
~ Fear and anx’;ef'ty, both latent and manifest. Wvere expressed by all of the children.
- The children spoke of fears ¢f the dark. belna‘"élone while parents went out and being

v

alone permanently‘after parent died. They also feared relapse of cancer in their parent,

xyeloping cancer themselves, and death--their own. their sick.or remaining parent s.
o

Physical des_cpnptions of feeling afraid included feeling shakey, cold,” "nauseous.” and
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.stomach pains .’ Some of the older children were overwhelmed with anxiety during .

% they would be alone thinking of their sick parent and described themselves as
"being in a stupor,” 'unable to move," and "feeling numb. These feeiings were most intense

v

following diagnosis. after hearing word of a relapse or of death. Steven gxperienced an

. acute phobic reaction during the terminal phase of his mother s illness. He would not eat

because there were “bugs” In his food. While discussing these symptoms with me, he

exclaimed: "l was chan’nellnng all of my fears and anxieties about my mom s dying into
' ' ®
seeing bugs!

Their anxiety was chronic--becoming stronge@t at night and being suppressed to a
'w'orry” during the day. Ricky {age nine) commented: '| worry ab‘odt dad mostly all the time.
I'worry pretty alots.” The children would worry”most about their parent after diagnosis,
after a reiapse, and eseecially during the terminal phase. Even once a remission lasted for
a number of months, the children would become fearful with any signs of iliness. The
children putona brave front and sought comfort from their parents only when the .
feelings became overwhelming. Following‘ are some of the reports of th‘eir fears«and
concerns:

y

My mom said her other breast is starting to hurt and | get worried that it might
whave cancer in it, too. (Elizabeth, ten)

I'm afraid to have cancer 'cause I'm afraid of suffering and I m afrald of
dying. (Jeremy eleven)

! think what.am | going to do if my mom dizs?  (Karen, nine)

)
I can t sleep 'cause | have bad dreams that mom is dancing with me.
(Marianne, nine)

| couldn’t be by myself here at home you know. | was good up until a little bit
before she died staymg here alone but | couldn’t after.that. . .My dad couldn’t
-'stand it any fonger ‘causel’ d be terrified and all that. (Steven eleven)

The fear expernenced by these children is most poignantly’ illustrated in Steven s
drawings (see F|gure 4). He chose to draw four fearful situations. Fear is manifested in the
sketchy line quality of his drawing, in the facial features he draws on his self portralts and
by the fact that he.drew himself “alone” in aII four drawings. He explained the fnrst in his
series of drawings with the followmg description (see Fs%@:

There’'s this family called the Rimby's and | guess y can say they take care of
- me until dad came.home from work and this is the irst time | went and | was

scared. | didn't know what was going to happen. Thls the first time this has
‘ever happened The first time |'ve gone somewhere after school.*



Figure 4. = Steven s drawings.

a.
b.
c.
d.

First day at the Rimby's
Being hit by a snowball .
Schultz and " a little guy’ barking at Steven

© Living in the shadow of mom's death’

64
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His explanatnon about the second drawmg was (see figure 4b).
And this one. again s at the Rimby s. Across their neighbors have this big dog
Schultz this one. And a Iittle guy. . . .And the first time they just--and he can

bark so loud. Schultz. the big one and t just was walking by and all of a sudden

he went "Woof! Woof! .

+ i
i!t‘ . et

And his remarks about the third drawmg were (see Figure 4c)

And this one here. 1t s just this kid from this hockey club. He threw a snowball

at me. .-.Because he's bigger and I'm a smaller. fat kid and he just wants to

have dommance over smaller kids.

2

An s fourth, drawnng (see Figure 4d. a larger version appears at the beginning of the
dissertations he depicted himself as being overwheimed while "living in the shadow of
mom s death.” His hands are pushing back the cancer--the word haunts him. His body is
leaning back as though he is trying to avoid the experience of his mom s iliness and
supsequent death. There is attentnon to g’qadows everywhere, shadows seemingly a
symboi of fear (he s terrmed of the dark). His fear is associated wuth his unfammarlty with
the whole experience and he emphasizes that man, first” experiences were happening for_
him. His fear was also associated with feelings of vulnerab:llty {as represented by his belng

attacked-Ry dogs. snowballs, and cancer) and with the isolation that he feit.

R

Theme 9. Fééling Angry: “Why Couidn’t It Be Someone Else?”
The children Were-angry that it had to be therr parent who had to have cancer. They

~

became anory avt school and with friends when work or conversation would inter fere with
therr need to think and da‘ydream about their sick or deceased parent: Peter and Chr:snne
isiblings. ages four an.d seven) would shoplift and Joey threw temper tantrums. The older
~children admltted to drsplacmg therr anger onto teachers. peers, and extended famlly
members. Some of the older chlldren v01ced thelr rage indirectly by speaking angrily about
the neglect of the doctors durmg their parent s treatment and Stan (fourteen) spoke about -
how everything happened to' his famlly because they were poor. Often their anger was
directed inwardly in the form of depression as the children sought refuge in their |
bedrooms, Here are some of theirr remarks: | v
| was mad cause it was my dad who had to have-'lt (Steven, eleven)‘ ‘ E:

v

Then at night | got mad. | thought why couldn 't it be, someone etse7 (Tom,
thirteen) A d



5
Why me? | always ask the question but | never get any answers. (Cindy.

thirteen)
‘ I

N got {o) mad I got in a fight with my cousin. And | hit him over the head with a

- wrench. Cause | was mad. He wasn t even bothering me. | was just really mad.

| d think why did they invent dumb ol cugarettes7 Why dldn tthey just Ieave
what it is--a plant?  (Tom, thirteen}

Usually | take it out on the teacher. (Jeremy, eleven)

But | was angry. too. ‘Cause 1t seems like people who have a ot of things in '

iife. stuff never happens to them. . . .It just seems that the rich are all right and

the poor everythnng always happens to them (Stan, fourteen; -«

" The children mamfested the human tendency to search for a sc'apegoat, It was easter for

P
&

“them to blame other s rather than to accept that life 1s unpredictable.and their own future

uncertain. - - R '

Theme 10 Enduring Deep and P:ainful Sadness: "When 'm Sad | Feel Pain"

The children were unders@mdably sad- about their parent s dmgnosns suffermg
changed famnly sntuatuon and impagsing or recent death. Their sadness was manifested by

the tears which they drew (see Figures 3. 5 and 9) but managed 'th contain (sometimes

with difficulty) during the interviewts). Without exception all of the children related
. 5. ’ _ :

feelings of 3adness:

My first thoughts were sad when | heard my dad had cancer. | thought I' d
never see him again. ~ (Jeremy. eleven)

£
| always had dreams about my mom suffering and I'd always want tocry. ld
wake up and cry. (Marianne, eight)

| think about daddy in the night and then | couldn‘t sieep. | cried. (Patricia.
“three) .

When | feel sad | don't want,to speak to anybody you wanna’ get away from p

the world.  (Ricky, nine)

That's me and the gray represents sadness.  (Cindy, thnrteen; see Figure 5)

>hildren related what they' felt physically while they were experiencing the

v body feels slow and | don't want to move my feet. . (Jeremy, eleven)

When I'm sad | get a funny feeling. . .pain. Up here in my heart. Kind of feels .
like you can't talk. (Tom thirteen)

>

When I'm sae,i feel pain. . . .It's kind of a sickening feeling. It's somethmg like
if youput on a parka and maybe for three hours you stay ina hot room. It’ sa
horrible feeling. really.  (Steven, eleven)

5

oy
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Figure 5. Cind.y’s drawings.

Hearing about dad’'s diagnosis _ ; =
The hospital '
Dad's funeral

Mixed feelings at Christmas

aoow
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Chlldren would repress their sadness not only out of fear of dlsturblng their .

P

to R
parents but out of a concern for how others would concelve of them The chlldren were

u

‘ mfluenced by socuetal ’and cultural norms Wthh dlscourage any publlc display of weakness

s

vulnerablllt’y especnally amongst males '

. engl@

Because I'm a@ guy 'm not.supposed to cry. | trued to keep itin at the funeral,

~

but I Just couldn’t.

“
>

| crled,lnswe‘. .
: ven) .

Tl'ieme 12l

3

Durlng the course of thelr parent S lllness the chlldren seet,e\d Lo?become sensmve

e

“.’)

PR

27

W b

Mournhg Past, Present, agd Fut)ure Losses "I m Kmpa Scared That Qad

(Tom, thjl'teenl

{,

kY

"V Happen The Same Thing”

83

.

"l was embarassed for people to see me c_ry',

(Jeremyse

1 was afrald to cry at school ‘cause the kids would call me crybaby

W

,/(2

(a0

s

to the phenomenon of loss, |n general They would recount past losses-

-

relative For f@nd‘ .moving, ;parents separatuon or uhvorce _their oV@ near- death

experlences--and anticipate future ones--death Q,f a sick parent well parent, their own

e

: leé, ’

“d@ath of a pet

9

i2

g

g

death marrlage of family members special times with SICk parent‘ ‘Sometimes plnung past '

*

losses vyas a safer way for the Chlld to deal wrth the anger guilt, ar lonellness the* . '

present loss mcurred When past losses were unresolved the |n~lpendmg loss provnded

‘b

A

the |mpetus to brmg these to the fore. Promlses left unfulfilled by the ill or deceased

parent were also mounned Here are some of the chlldren s descrlptlons ‘of past present

and fufure losses

O

'

‘ When [ was ten months lnearly died..

. Lasth

gomg

“I'miss when we llved in Nova Scotla and w used to goto the beach
thirteen) - :

I think of Peppy and how angry | was when daddy gave him awly without even -

» -telllng us (Nlarxanne elghtgsee Flgure 6a)

)
4 .

a0 Ny,
IR

lJeremy elevenl

?4

~
.

gek | got a concussion and had to go to hospltal I was afrald l was

dle (Rlcky mne)

I3

te

2.

a

s

1‘.‘

iy

(TOm

L

| Femember when Gmger ran away | saw a cat lying. dead on the road and |
think it was her. | miss her .

that.

4 (Tom thirteen)

(Stephame eight)

v

. -

o -

‘Me and Tina talk and | ask her ”When are you gomg to get marrled7" and all +

ot l‘ﬁ."'

I3

E2
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Flgure 6

poow

®

" Mom and Peppy
.The whole-family Jumpmg together

5 5 e

’Marnanne s drawings.
. G

2

Mom ln@ospxzal

. Playmg W|th Heather' .

.
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I fett angry with rny dad a few times. When he promlsed me he d that when
.. I meleven or twelve that-he d take me to those go karts and didn t because€ he -
B was snck and he. went to hospital. Now we tan never go.. (Jeremy, eleven* :

| mi klnda scared that dad will happen the same thing. S@rn enght) “‘ o

”

AH of'the ch|ldren knew of the possnbmty of. thesr parentvs death and nh a;,;bses

tC comprenend even < f yqu know xt-s‘ ;
P - .o . . “ [PPSR N
Stev@r* @levén er -year old Don whose mother was in the !errnlnai phase of her xlloess ‘

ER
r’_‘

knew Hie r‘#‘»other was dyung bu* dldﬂhOT want tgﬁg“nfnk about 1t, I o ’@b
' iy AN %3
M wDo you know why ,our m0 and dad come here [ Lo
+ D Cause my'mom s sick. %" ':’xr - T ~ e S
w M TWhat s wrgng with your mom7 R SN ¢ SR R
ST D Shesayng BT T T T S
M. She s dying? ‘ o o ot o
D  No.!meanshe s Iosmrg welght and stutf B e
M *How come do you-know W o N ' .
' D No. - . 2 Co R s
M Do you think about that a Iot7 : B o - o
D7 Yeah sometimgs. . . - T ' :
M So tell me about your mom. Why did you séy she S dylng7 I
D She wasn ! dyrng {he changes the sub;ect ' : T -

- - &

—; Its not surprlsmg to Iearn tho. chﬂdren

|

parent dymgffrequently after dlagnosus and durlng remussnons The prospect of the

. ’

parent s death. whether drstant-or ummxnent was omnnpresent N these cnnldren Thoughts
fw

of their own death from cancer and thoughts about their remam:ng parent s death, also
\preoccupued thern L . ' '

. When- the f‘h|ldren spoke of therr, parent s death, vmpendlng or recent, to them it
meant separatnon Wthh entalled the cessatnon of special tlmes wnth the parent Reflectmg

on this separatxon the chﬁldren spoke about what would be missed or what would change

after death of the pare%hey recogmzed the- unnqueness of each of their parents a‘
thought about what would be lrreplaceable once the suck parent dled o

It'd be hard for my dad cause he doesn't know how to brush my hair, like he j
doesn t even know how to get my barettes in. (Stephanie; eight) ‘

There wouldn t be any more fun. Mom plays with me lots. She takes me to the
park. (Mark, seven)

: ;It would be h'ard ’cauSe we wouldn'tlearn how to cook . (Karen; nine)

t'li be hard if my dad gets another wufe cause we won't Iearn as many thlngs

. ‘-‘7‘1 @ : e e
.._--‘LJ e |
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He d be 100 upset to teach us to do thungs sam ninej

These children.associated the canrer expenence ~Uh encxng thetr dally happmes

Before she got sick we had lots of fun. But when she got sick . we dian t have‘ -
' very much fun and hardly ever .dose anything.,, (Tina eight}

.

The diséase ends Ihe happmess of everyday hfe (Jerry. th|rfeen)

.h Just wourdn t be very happy. (Darryl twelveI

-

v The chiidren were experuencang many Iosses and expernenced many more as thexr '

S|ck pa’ ant became termxnally 11‘ and died. Their parent s |llness and - or subsequent deatr‘

w

B

incurred mgny changes n the chndren S hfestyles Every cnange nnvolved a loss. of sortsa

'Rﬂ . . -I l" \:‘:7» B . . ,. ‘:\), . 0 ‘-:‘
PRE ‘ .L.L'.-'j’ I L L - - . S '
y - g ", . e
ey i . !} i - . . _», . _ — - . . Ty
aﬁéme 12 Aﬁapxmg anges in Daily L;i}i/ing’: “] Have No One To Hug and Kiss - '
SN Goodb el U Ry *" o . e
- e”,j Y! 2 . i SR @
- In theur draw: g and lnterwews thwh:ldren expressed Ionglngs to return to the
good ol days (see Fugure 74 before the utness or during remtssnons The important times -
3
.in between d:agnosus and the pres ent were occasmns when the famiy was ogether on '
é vacatuon or at home The chlldren felt'hke pleces of ‘broken’ famnhes trylng 10 be whole
S ; ) Ny _ i
., . ) \1;.‘4 5
v . . ﬁ M ' . . g
'F'amily ruies. roles and'routines were flux and the children were constantly In
- \‘ e . . .
o -
. the process of agapting and cQangmg : |
. - ‘ .
When 1 came home mom wa< home and | cogld telt her what s happenmg-
(Marianne. nnne} -' - , .
N ¢ o . - : \
. A ) .
N | have no one to hug and kISS goodbye (Mlckey slxr I -," o _
. , o
When | get home dad s sull at work and I have to plgk Tina up from across the ,
- street (Tom, «thnrteen) @ o . ~ oo
+ g . y

-. . lgotothe leby s unnl dad comes home from work (Stevenf'eleven, seg '
' ' F|gure 4a) : T ' .

Like we used to sit at the’ table and now we just sit at the counter and eat. No
usk dirtying up the table.  (Tina, eight) .

Sometimes we have to stop doing things like she m:ght be hurting and we
won't go uptown.  (Jerry, thirteen) - : '

My aunt or grandmother would go shopplng It works okay but it's a change o
s (Stephanie, eight) , ) _ ’ -

Before she had cancer we had supper. Now sometimes we have suppers, but‘ :
not really We all do our own thing and make what we want.’ (Jerry thn’teen)v

iy
. N i
g 4 . Yo ‘. "
- ’ L2 N, o
L . AP -
R L.
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Tomsdrawmgs ‘ s oo LN L

. . je P u,u\‘ .
A ‘»‘-’ffﬁwdmg out abgut mom s‘d»agncrsas «, ey T T e
Hiking with mom and dad back in NEW érunswrok ST .
. Mom'teachihg Toni how to-cook™ " t ' DN
Rememberlng the ' good ol days” (hlklng and mom’s cooknng Iessons) -
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&7

~ Tom found 1t difficult at umes to keeg pace with the changes ni
: P 5.

, ‘ %
Because one or a couple g% times | d forget and say ™Mom are‘you home?’
because I wasn t used to it. She was always home. Now when lcome init's

- kind of strange 1t s SO sient

JDe}y’etlon of famuly fmancnal resources paralleled erotional depletion in the

of acuvities they c0uld ne longer ao together as a famlly--not only because the famrly w.aS

nc ionger together but because. of iack of finances SRR - e

Chilgren’ antlcnpated other famlly changes such Qg@:helr parent S remarrla{gg leven

among chlldren whose parent was 'SU“ allvev[’@or some. thoughts of bema.rrdage br,pught &

fear Maybe hlsr new wnfe won t Ilke kids? ' and for others‘ excnement fl thought yOu

‘

were my: dad s glrlfrlend and he gvas go»ng to lntroduce us and Y

Q 'wefe goung to get N

Co- [oe . : B b N St .
marrled and that would be’ fun' 0 L - Lw
Elther chlldren became so preoccupled with thelr parent s 1llness that they W_-Lj-’ -
i Y 2

not concentrate on thelr school and homework. orthey would immerse themselves n.
thelr work as an escape For some, homework was Just an added stress to th=r ~|ready
’ burdened homelife whlle for others it provided temporary relief from therr current reallty

I know everything. | Just don tapply myself. |'d be an- hOnour student. I'm klnd
of bad since my mom got sick. | have lots of stress_ Stan fourteen)

3 ~When | got homework I'hate it. | can't do it. L’got lots of stuff to do.
(Jeremy, eleven)
‘Cause the teacher even tetd me before | was good and when he was
- suffering my marks went down and Just after he died. they came up slowly.
. (Tom, thirteen)

e l d do things wrong cause I'd be thlnklng of cancer (Rncky mnel N

Fpr these children, school Whlch was usually the central focus of their everyday llfe was
vnewed as mterfermg with thelr new foeus therr homellfe and thelr sick parent lt-was by

no means as enJoyable as |t was when tpelrallie was not compllcated by parent a@cer

v - 2 g

"y InJoey's drawrngs (Flgure 8l he deplcts how thlngs were before mom got asore
' 7
breast” and how thlngs have changed He drew mom in the- krtchen makmg supper {Figure

~8al, mom pushlng him on the swing in the park (Flgureﬁb) and hls whole family together
(Flgure 8c). His fourth drawing (Flgure 8d) reflects the current reallty-- 'Mommy's all by.

r

herself in her room. Mommy's sad.” Morﬁmy no longer cooks supper, she does not take

Joey to the park, and each member of tl}e family keeps to himsslf or herself.

aftermath of regular hospital and clinic vrsnts over prolonged perlods The chlldren spoke . .



a

)

“Figure & Joey s begdinning of session drawings. - _
+ . . . -
a. Mom in the kitchen making supper . . 7
b. Mom and Joey at the park ) R "
c. Joey s family all together : . i . -
d. Mom all by herself in her bedroom ‘ T ‘ o
‘ o Y . , ‘ . . ,
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: 0‘ : /‘I -
akmg a Connectnon Between Life and Death: "There Are Two. Bables

Il

ommy'’s Tummy ) .

Although. the youngest chuldren spoke about thelr parent s oymg or death. they

.

communicated only fragments of information about therr understandrng of it. Chrustnne s

AR

onfused response body up up. and 50u| down do 'vn and Melanve s monotonal

SE

Stereotypuc Maoem s never gomg back agam seemed to be a parrottmg of what they heard

from others. Dawn tf:ve vears) acknowledged that she did not understand what it meant to

’ .

cdie

D  Daddy was crying.
M Why?. -
, D . Gause mommy died.
4 M Why viould he cry about 1t7 :
c:.:D  Because daddy wants her to be alive.

o M And how about you7

.- D lwasn't crymg
M You wersgn't crymg7 . , ; A
| don't uriderstand. ' B - i'_-’ .

!\ﬁ What don t you understand?.. ., ‘
D When daddy was talking about m&,mmy wac.dead ] don t underst.and
\, t

| became mtent on obtammg an “answer - as to what her th0ughts about death were.

Eventually she put things in perspective for me ) o _‘_;] -
' M 2 You must think something. You have to have somethmg on your mind.
D. %don't have it on my mind. S
. M So where s mommy now7
D “lnheaven.
M. What's she doing up there7
. D 'Idon tknow.
M:  What happens, you don't knov:?
D: Doyou? .
SMT m~not sure - " . K . .

t

ﬂcontmued In a much ‘more Humble fashnon,for the remamder of our tlme together and in

L
s

future lntervvews “with the other éhuldren Cot S .

’

The youngest chlldren (three- to six- year olds) all drew flowers. They have

o

~ watched flowers grow, bloom, and die. Their subject choice, therefore may represent

-

attempts at understanding the life cycle. As prevnou_s]y dlscussed, both Dawn and Christine '

= *,used flowers.as metaphors for what was happenirig with their parents ("The flower's
growing and kind of dymg butit's not " "Daddy’s crylng ‘cause the house blew down”).

The theme of bnrth surfaced in numerous S|tuatlons W|th these chlldren Melanle

and Mncky suggested that maybe their mother would come back as their baby. Dawn drew

o

s
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N

apicture of mommy s birthday and of mommy s ‘birtnmarks (Figure-3a. 3e;. and the dots

} . R R Y )
in Melanie s drawings were bellybuttons, Three-year old Patricia drew a picture of "two

Co . . : . . A
babies inside of mommyv s tummy’ and Don said to me My mom s dying.’She s sickgeMy
. . ' ., ) < -
sister s sick. She s going to have a baby. Mark teight years), asked "What if babieg.get .
them lcancer] as soon as they re born? Elizabeth (ten years) drew a plcture of what she

thought cancer looked ke and.explained it as a blrthmark that grows At some level

' these children seemed'to be attemptlng to make a connectlon between birth and death and

perhaps evenrebirth. . o

T From s:x»years_of age the children spoke of the bur:al of the body and children of o

N
v

“all ages:mentioned the cotitept of heaven. It was the older children iten years and up). |

e %, ‘ : : X

however Who were really challenged»to thtnk about death-related lssues/”Thelr reflections

) 4
ﬂabout nuclear war the origin of fan and God ~what happens to thé body after death. were

B ot R \n sq

B ".‘generated by thoughts about thelr parent s impending death The lnformatlon they ’

: pondered came from &seussnons they had with their parents. lnformatlon they read n

books and from television specrals Excerpts from my dlalogues with Jeremy (eleven v

S ' L

yearsj and Eljzabeth (ten years 'have_ibeen selected to illustrate the-variety -of topics the

g

older chiidren thought about

'S
J “Well my add told me that when you dle you'll- know all the answers; you'll
know the answer for cancer. . . :The very second you die you'll know |t»al|

M:  How do you feel about that?

J Well a iittle relief that I'll know everyghing lf t dle before I m-old. Before f ma
teenager or something, Iike if something happens in a car accident. 1l know
what will happen in a nuclear war if there.is going.to be one.

-

M Do you think- about nuclear war? g i :

J Yeah. . .| don't want to die. We re iiving‘in the most dangerous target. ‘Cause
we got ail the oil tanks. = N .

M-, ‘ What part about dyﬁg/scares you7 ' ' - ‘

J Like.Lwant to live on the.earth for a long fime. | don't even want to grow old I

want to stay as a.kid. | want to get to be an adult but | don't want to grow old.

Over fifty. All the skigg.Cause |'ve seen unwrapped mummies in our Eghpt
. @ book and they look wfiird and that's how you'll look in over a hundred -

' .. years. After I 'die J41 watch after my, suster and my mom and make sure they

dontdle , s ,
. . r ST . : R . [

-~

Elizabeth had fearful ruminations. about what her mother told her® (l

L Yep, and that bad people go to hell. 7 Well, mom was really making me scared.
" She said that in the Bibie it says seven souls of the devil go in your body and ,
now you know I'm thlnklng abaut the devﬂ and everythlng and | ean’t get it out -

¥ of mind. . ‘ ,

She questioned the evolution of man and the origin of God:

L Sometimes | think these are questions | think nobody knows, unless they came
back from heaven, five years later. .

)



» What kind of questions? . - - v
Like, God just didn t come from nowhere | don t believe that. Maybé€ he comes
from a different world'or something. Flew up our something. Like maybe he
was lonesome: But | d@f: t know what to believe. that he made monkey and
"then human. or dig he make Adam and Eve? But how can people say that we re
made from monkey? . . . | believe both of them. | believe therg was an Adam
and Eve and | believe we came from monkey. . . .But anyways. you know. he
- came from a different world. and he was lonesome. and he made people and |
- wonder if God's so powerful. why didn t he just get rid of the dew!?

. . .{%l e . . 7
~ After viewing a television special. Elizabeth considered the possibility of coming back to

" life and she wondered about what the quality of the njey_y ‘|‘Ivf'¢ would be ke

@ . I'mnot sure. | don t know what to belneve,‘:éause on the show they. had
’ people that died and then they came back again. you know They interviewed
people that died. . . they would go up in this black tunnel and they would see

lights like“in New York, New York. or Hollywood. . . . . But | think about fife in a !
world like that. It wouldn't be fun without T.V. .. ihey sad that animals won t )
9o to heaven. : ‘ . .
qﬁé‘ ) : £

i

Theme . 14. Looking At the Lighter and Brighter Sides: "lI've Maguredﬁ%{ﬁi&nf@e_Laét -
. o ~ el . . ., R Vo k,»;gj& 3
%

o o

Two Years” . ' el

B

The children were able to look at some bosutive elements of their current
experience. whlsh facilitated ther adjustment to it. Although they were enduring a
constellation of stressful life circumstances, there were facets they could make light of.

and the older children voiced benefits' that ensued, from the ongoing challenges.

‘ . . ,' ' . ) . . ) . . v; .
Many of their drawings had humorous details in them. For example. in one of I S P

Jeremy’s lage eleven) drawings he'deglcted the limousine chauffeur en royte to his

)

father. s fUneral, s#ﬂiling ar';d honking the horn (see figure Sc). When asked about %y he
' /‘ . . i A . s

includeJd this amusing detail, he explained that he enjoyed the limousine ride. In Tom s (age
. S , e

thirteen) drawing of a hiking excursion he portrays himsélf waving to the viewer (see

f‘n'gu‘re 7b). D@‘wn’s:.(éée five) attempt at humour is nﬁani,festéf&:??l a drawing ofba little gir!
o Co . g “

vyhofs »Iaughing'at\hiet" angry mo’the_r'\( ee figure 3d). Dawn remarked, in referenceto the .-
B . . (A ~ . . ) ) 5 '.
drawing. "the mother thinks the girl m d® the muddy footprints all over the floor but it was,,

really the cat who runned away!" A fourth example is Steven's (age elevep) portrayal of his
reaction to being frightened by neighborhood dogs (see figure 4c). He drew himself :

: . , .
throwing his schoolbags up into the air. He explained that he did not actually react this way,

but that. he wanted to add humour to his depiction of a scary situation.

©
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Some of the childrer were'able tO articulate positive changes which resulted from
[ . <@ .

e

m=eting dlfflcult chalienges

I think | ve changed. too. Before | couldn t handle stress but in the last two
years | ve seen my mother almost die and that really affected my outiook on
hfe and made me think that life can be taken away so easily. So I’ ve matured
somewhat in the Iast two yéars. {Stan. fourteen) - -y
| don tﬁl{e my life for granted hke I once dld | appreCIate my health.” (Cindy.
thlrtee 3 P Y

! gue. f’dad cares a'lot more. He looks after us. He makes sure everyth»ng sall -
A right: -‘m’r}j all of that. He says make sure you eat all your vegetables. He used -
1o n ""’hmnd if you didn t eat a couple of vegetables. Now he says Imlrnrnlcks

A}

Tﬁ-’%&“thlrteenl

Wé& now dad really- Jlistens to’ what we say. Like before he iistened but I dhdn t
. nofice it then. He would-say “Yeah.' And now he kind of discusses with us.
vIKanen ninel : 4 .
-\9.4,.
There were some posmve changes whlch resulted frorn the experlence of I|V|ng
with parental cancer. . _ , ‘n .

<, : e .
S B
v . ! . . " N

o MR

.a

- Theme’15. Resorting to Internal'Diangue""I'd Talk to My Teddy Bear"

A web of SIIence enmeshed their social relatlons S0 the chlldren resorted 1o
lmaglned relatlonshlps and unternal dialogue to problem solve about therr experlence

especially about disturbing aspects of it. Since they felt their friends would not ' o

\

] understand and since they wanted to shield thelr parents they turned lnstead to invisible
' playmates. stuffed anumals and dolls They also spoke to God deceased parents or. -
dlalogued with themselves For some of the chlldren the self talk wis a habltual way e*

coplng which Increased from the tlme of thelr parent s dlagnOSIs..t‘For others, it began ol
von - j 4 w
response to a need 1o talk about cancer but not knowrng who to talk to about it.

I d talk Jomy teddy bears. Oh I d tell»them whiat happened to my dad and what |
think is gonna happen. They say something back . 1 say to Him "Do you know
--that dadhas wércer and he s going to die very soon7 He,sald "Oh, | hope he

~ _doesn t.die. fast' I'said "I'hope not, t0o.” (Jerefmy, eleven) : .- _

LY T

It's Sort of Ilke talking to myself except I don't like talking to myself because
then tivere s kingd of, nobo.dy to-answer to so | pretend there's an imaginary - >

hls~ 3 Make sure you eat those vegetables they re really good for y0u o

nfl’ o

"ty

-

friend¥And | kind of thihk "is my mom going-totive or die-of wnat”‘ -
lEIlzabeth ten) . -, , CL L

LI

| talk to myself in my head. | just ask "Why? Why her7 (Steven, el'e_venl_

lusually talk to myself about it.  (Ricky, nine) ' " | o
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And | say to myself 'Tom‘ don't cry now" lTom thlrteenl ‘,.
i | have a problem | just go through it In my head. | ve always done that But
Jjust found 1t more often Iately (Cindy . thirteen) . : :

‘ When{ m alone and it's nlght time’ | say "Look mom I got 100% on my test’
‘l'om thirteen) )

& T ‘ : ‘

LT . . _ R

Theme 16. ‘Seeking Refuge in Actiyity and Fantasy" "They Call It Escape Fantasy

orSomething", A S ",,, - v'(':,

, , The chlldren were a‘:lple ro selﬁ‘regulate HB’%w‘nuch of. the present reallty they could

. : f
E] ~

wn,
face by seeklng refuge in daydreams pJay tefevision- v‘lewmg n0vels and homework w
* * .’ ",." W S, ‘ R . Coee
when they felt bverwhelmed . $ v, A T :
‘ L OL)’ N . .;,1 L ~) ) » w -(: ) . )
lwould Just thmk about hggpy thlngs : (Marlanne nlnel L 'f ! A AT

e

N fbad storles and get S0 caught up in.the storles ! don t remember anythmg R
They, call 1t escape fantasy or somethmg like that. lSteven eleven) .
5 @ o _ .
f he was S|tt|ng there m.pan 5 wou -
, thlrteen)

.:! .

i and do my homework (Cindy,

-.:‘-' When I got real down l d fust grab atoy and lay~ W|th |t -(Jeremy, eleven)

The youngest chlldren created myths or: llberatedmnvsctloos e about a futg}#e reunion
. i
: wnth~the dylng or dead parent Wthh helped them cope with losmg or havmg lost a parent

]
!

:Myth 1s defined as ".". any mvented story. A fable or legend embodylng the convuctlons of

a people as to ,.thel rrdiving personagesﬂ‘thelr own Grigin, or the orvgln of the .

L .
[N ’

world ¥ Sli-year o o v '
My mom Wllrél o aven After that there I be’@nosaurs and then the, .
“5 dinosaurs will dle ARG the“mthere Il be Indians and then they ll dne And then .~ | PO

" - T there'llbe people and then méra will comé back.. §

Knowmg that mom or dad was m heaven dld not make everythlng okay:
Are you saq‘when,you talk about mommy7 I asked slx year old Mlckey who - P
.. ind®med looked very. sad. a/ R o
o glo' ‘he yélled. "She’s in‘heafen and she’ shappy' k". oL e
’ 0 are you happy ‘cause she's happy?”| inquired. N L FIE
"Yeah and I'd#ather have her here anyway' he pronounced :,n' N
For the young and older children ahke the concept of heave dld not prowde them wuth
i ‘ J — ",' 2' AS . “ * ‘
16Plaget (1‘972) refers to a child's creation as a- Ilberated conviction” ‘when s/he i
replies,* after reflection, drawing the answer from the store of hlS own mind k
without suggestions from others. . ‘t
-« '"New Webster Dictiohary. Deluxe Encyclopedlc Edltlon New York Delar . ' ’
. Publishing Co., Inc., 1984 p' 632. 4 X : -

I




i

total comfort. Many had uncertainties, questlons and doubts “about heaven Ellzabeth was

concerned that because she was bad sometimes that she mlght go to hell amd would not

see her mom agam because her mom would go to heaven: lon had snmllar concerns. He

asked his ﬁn&r

zf Wﬁ?l meet momJln heaverf? "
"Yes you will.” his father assured him.
"Will she still'be my mom in heaven? " he asked.
"Yes.” his dad answered. . :
"Will Istill be her son?” N N .
"Yes.” B B S ’, S

s

.-

l\/lost od the. chlldren lall agesl spoke about belng reunited with their parents in heaven
Nllckey and Melame spontaneously developed a myth together . " R

What happens rtO people ‘when they die?" | asked VR
"They never go-Back again.” she replied. - > '
thckey stlpulated ‘Unless they wind up to be som ody else s baby.” - - '

. "Sometimes *"“ey end up belng somebody’s babjdi' I asked. . o
"Then sHe'll'b2 obr baby| lVlelanle exclaumed”. 6 Coe *

»

" This fantasy seemed to please them and grant them temporary solace. ' "Myths. . .canbe
v

lnterpreted as a sort of mental therapy for the sufferlngs of manklnd in general--dlsease

-
-t

tf.

- death, old age;“war and hunger” (Jung, 1964 p. 68) '

The older children pondered dlfferent ;ic%mbllltles of what heaven mlght be like.
Of the famllles mtemﬁewed none were regular church attenders so although there were |
reffrences made to God and/ or heaven the chlldren dld not make any. detalled co?nments
about their rellglous bellefs Stan was cynlcal about the usefulness of rellglon S

"Réftgion is to help people Some people don t have the w11lpowel{ so if you
read the Bible they believe what it 'says.in the Bible! If you believg in God you'll
go ‘to'heaven and stuff like that. | seem to think that people wigo are really
religious are with no will. ‘They re kind of mental ones, they're not very strong

* and they have to depend on something else..They have a falge belief in
religion, . . . believe in ‘God but not to the point‘where | go to chureh

"everydaf?f Well, people who go to church are just:rhot all of themz~but | have
to say a fair amount of thefmare people who really don:t have the will to

" believe in themselves. Jhey have to hear it from someone else Rellglon is

their. crutch Stag’ fourteen) Lo 5 . S

(2.‘ o

: Stan belleyed i God and thought that he would go to heaveg but rehgﬁbn was not his

' crutch n helplng hlm cope ‘with parental cancer Y 4

@ .
v .. . ¢ )

)

__________________

1EThelr myth is remlnlscent of the eastern-philosophy concept of Karma, the
transmigration of the souls, where the soul appears :and reappears generation
after . generatlon in different badies. _ R _

.‘.‘
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- Theme 17. Advnsmg Other Chlldren of Cancer Patlents "Make the. Best Out of

s

Tlmes That They re There .-
-~ The chlldren were. asked for suggestlons of what might help other chlldren who
are undergomg the same- experlence based on what helped them.’Some children offered
suggestlons spontaneously which gave me the. ldea for pursuing this line of inquiry. They -
suggested that it w0uld be useful t8 get “practice ‘at it” at COplnngﬁh their situation) either
by talking to an experienced age peer or'by readlng about what happens in families whena
parent has E:an,c'je,r.__(:hildren-who knew their parent' s illness was rerminal emphasized that it
‘ ronld be important ro\takead'\‘!antage of the time‘ that remained with the parent by visiting
frequently kissing and cuddllng them, and by doing the things the family always wanted to
do. The chlldren cautloned age peers nbt to’panic’ as things would never. be as bad as one
.mlght |magme them to be. The children realized that sometlmes nothlng helped and that
only tlme would heal Also mentioned wa\s that certain memories would, fade with time,
§ ihat thls was normal and helped with adjustment A few children mentloned that it is’
' lmportant to always have hope. and to pray. Here are the chlldren s own'words:

Well I d tell him what happened to me, how I went through it, so he could have
some practlce atit. - (Jeremy, eleven) '

"To not worry about it and when it comes not to'panic.  (Tina, eight)
I'd tell him about the funeral and how it went. (Jeremy, elgven)

. Just hope. That s the only thing you can do. There's nOthlng else you can'do.
“Just have hope There s hothing else. Hope and pray- (Ricky, nine)

Well the best thlng to do is just go on and alf that and gradually it won't hurt so -
much after awhile. (Steven, eleven)

" Ahd then one thmg not to be alarmed is that well whoever it is that you've lost
well, you won’'t remember them so well. (Steven, eleven)

Well | think there should be a book like for kids like "how to prepare or
- spmething” or try to prepare youself and get a feeling what it's like.  (Cindy,
.thlrteenl ‘

When you're gone, then they're gone, you know, thére's no more. You're
‘never gonna’ see them again Yes, so you gotta' make the best out of the times
~ " that they're there. It's hot that terrible, you know. It's not that terribie as it
g seems.'Let's say you've always wanted to go to a rodeo or something. don't
‘put it of f any longer go now. 'Cause there might no¥'be a next time. ~ (Cindy,
thlrteenl - ’

" Visit them as much as you can 'cause they won't be around ever again except
maybe when after you die. (Steven, eleven)
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The advice offered by'the children seemed to be more practical and reality-bouhd

than the advice offered to them by well-meaning aduits. In a few situations children spoke
' NG . . . N - .

with disdain of adults who talked abou&m:pacul_ous cures or about God choosing only the

¥

best people to h?vé cancer or to die." - .
The older cHiIdren were asked if peer support kﬁeetings would be useful for them.
Most of them agreed thét the 1dea was a good one. Ricky (’ﬁine years) rescinded his
decision to participate and remarked The other kids might not want me cause my father
might die." It seemed that it was not sufficient in his view to be v{xith other children of
cancer patients--he wanted to be V\;Ith others whose parents were also dying. Not only do
children fear ridicule from inexperienced aée peers, but they also fear reprisal from
experienced peers whose situation is not as grave as théir own. Two of the adolescents
preferred to meet one-to-one with an experienced age peer but the remaining adbiescents
" liked the idea of an ongoing group situation. Steven (eleven years) remarked that he liked
seeing the hospital psychologist because she:v"speaks the truth.” He qualified his 'sbtatement,
however, by saying: - '
| liked talking to her (.thevpsychologist) at first whén my dad went into hospital
and stuff and when he died. . . .1 didn't like talking to her in between 'cause
she talks about what I'd feel if he survived and all that. . .what I'd feel after he

died. | didn't like saying and talking about the future. 'cause nobody knows
what’s going to happen. » B i

- Speaking to a p'sychologist ’after his father's diagn“osis, and after his father's death. was
helpful for Steven, but in between. he wanted to hope for the best. Speaking about the
fatal possibility Was an unpleasant reminder. ' 7

Cindy (thirteen) and Stan (fourteen) offered criticisms of the hospital environment
and then gave suggestions for how it might be improved: '
You know in hospitals the rooms ook so bland. Peopie like doctors say like
~ when you're having a baby you want to have it/in a homey environment
because it's good, you know. It's supposed to help. So why don’t they make
the rooms nice if it's.supposed to make people happier. They just seemed
cald and that. Colours would make it warmer. (Stan) ,

If they' Would have books or games or Something.‘ . .Yeah, like cards. They had
cards but they were hard to come by. You had to scavenge for them. (Cindy) Y

The hospital environment was appreciated by the younger children who could play with ¢
whéelchairs, who enjoyed eating off hospital trays and playing with syringes. But the older
children needed something more. They wanted a more comfbrtable environment for their

-parents and for themselves..
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. Theme 18. Benefitting from Interviews: “I'm Kind of Happy To Get it All Out”

Having the opportunity to openly communicate w.th an adult, non-family member.
had instant value for the children. They spoke about feeling happy following the . .
interviews--once they talked about it “it wasn't a"s bad as it seemed.” The children
explained:

I'm kind of happy to get it all out, tell you how | feel. | like that. | think it's

better to get it all out into the open. Then once you realize it, it's not as bad as .

you think itis.  (Tom, thirteen) ‘

| feel happy when | talk to you about my things ‘cause it-makes me forget :

about them. . : .Then you know that some of the bad things you think won't

happen.  (Peter, seven) :

During the second interview or in the follow-up phone call, children and parents related
experiences that happened in the interim which indicated improved indivigiual'adjustment, _
and openness in discussing their situation with siblings and friends:

I'talked to some of my friends. | didn't know that most of the kids in school

were pretty interested. it was pretty fun to talk about it. Now they treat me

the same. (Tom, thirteen) ' :

. I'm getting along better with my friends. | got an award for doing any kind of
. work, no complaining and being friendly to the kids. It's a big one and I'm
.getting it frameq. I'm better now 'cause you talked to me. (Jeremy, eleven)
:It’,s good to know that Alan (sibling who did not participate in interview) feels
- like me. He gets sad and cries by himself in his room. We never talked about

how we felt before. (Marianne, eight) -

Mothers of younger children reported fewer observed behaviour problems. During our
follow-up phone conversation,. Joey's mother insisted that | had performed "miracles” with
him. The day after my visit, his fears of the dark and of beihg alone subsided, and he '
became toilet traihed. i -

- Second session and end of session drawings were good reflections of the
children’s improved emotional wellbeing. A couple of drawings (Figures 10 and 1 1) appear
in the following two pages (refer to Figures 2 and 8 for a comparison with first session -
and beginning of session draw‘ings by these same children). Initially, Don (six years) chose
cold colours to depict his arctic scenes (Figure 2). In the second session he began to draw
colourful spring and summer scenes and a lively fairgrounds picture (Figure 10). Before

our interview, Joey drew small drawings of himself and others (Figure 8). At the end of

the interview, he drew a full page drawing of himself smiling {Figure 11). Mark's drawings
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Figure 11. Joey's end of session drawing.

Y

.
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(Figures 13, 14, 15) depicted figures which were separate from each other and unhappy.
: , ‘ R AN

while his second session drawing was of his whole family. together and happy (Figure 171.

~

Parents and children alike cor nented on the value of the interviews.

- . . . . . o . ‘ " y ¥ 7.'.- b
lmprovements in behaviour and overall emotional wellbeing were demonstrated by the end

. of the mterwews Chlldren who were lnmally reluctant to partacnpate eagerly awalted the

second mtervsew The children’s drawings and words were symbohc reflectlons of llvmg
with parental cancer and several |mportant themes were revealed through them

’ The children became extremely sensitive to their parent s needs and concerns by
being nurturant, tolerant and protective of them. The chitdren became isolated from their

social network--parents peers, and societal taboos promoted a context of closed

~ communication about cancer. They did not questlon theur parents about cancer for fear of

further burdenmg them and did not talk to peers about it for fear of being ostracnzed by.

- them. They did not talk to sugnuflcant others in their social milieu because they were aware

of soc:etal dlctates whnch duscouraged open emotional expressmn and dlscussson about
cancer

The chnldren waere greatly affected by the pain, suffenng and fatugue thelr parents
endured; the v:suble disease charactenstncs were not sagnuflcant concerns for them. They
would closely monitor their parent s physical progress and felt better when thelr parent
was better. Some of the chlldren had adopted. their parent s physucal symptoms others
felt physmally ill from the chronnc stress of the sntuat:on Ch:ldren spoke of their fear
anger, sadness and anxuety Major fears were of gettmg cancer themselves of relapse or’
death in thelr parent. These fears became fears of the dark and of being alone Their anger'
became directed against teachers doctors God, and relatnves | .

Losung thelr parent slowly to cancer meant a gradual decrease in shared actlvmes

and conversatnon and a general lessening of famnly togethernesa. Famlly roles rules, and.

_routines changed and chtldren longed for the-"good ol’ days and the ' good ol' ways." Their -

: current—losses reminded them of past losses and triggered thoughts of future losses.

Chlldren understood some af the med:cal facts about cancer but in seeking the

cause of cancer, substltuted their own. They blamed’ themselves others God, and some

B
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thought it w_as caused by something the parent did, 'o_r by a virus or bacteria. The series o'f
relapses 2and remiseions, and the ineffectivengss of treatment"in\prevéntmg fu_tdre,
| reoccurrences, led t'o a general state of confusion about the nature of the iliness. The
children lived with‘.a'mbivalence'v_vhic_:h led them to question the certainty Of their pafent’s ’
: future as well as their own future. Although they l_cnew about th‘fe'fatal Iikelihood of their
parent S |Ilhess each remnssnon brought renewed hope and thoughts of msracmous cures.
The children learned about cancer, even before the parent became ill, from cancer
models -Cancer models mcluded other family relatives, peers who had cancer. medla
personalmes, and television characters.. The models they chose were people who had died
from cancer, and not people who had eurvived. The children were uncertain,abo:.xt
whe_thv‘er or not they wanted to confirm their beliefs by a.s‘king parents about the illness.
-They would suspect that things were not going-wall, but as long as they did not hear this
. directly from their parents, they could maintain hope for their parent’s survival.
‘ _The youngest’ children had an understandung of the cyclical nature of life and death.
They made many references to birth, rebirth, and life after déath They created myths
about afterhfe The older chuldren pondered details about what heaven might be like, as

-

\. well as other death related issues such as nuclear war, what happensato the body after
death and the origin of God and human benngs '

' Being left alone to cope with theur concerns and fears enabled the children to
capitalize on inner resources which would have 'otherwise remained dormant. Participating
in..parental care brought out their nurturant qualities which was one means of coping. They
used self-talk to comfort themselves and to dialogue about their situation. When they

'becarne overwhelmed they souqht refdge im fantasy and play. The youngest chiidren .
created myths about afterlife which granted them temporary solace. All of the children
‘vvaIUed'beng ) involved in the hospital expe—rience, though the older children felt that the
hospital environment c'ou,ld have been more comfortable for them and their parents. The
children made suggestions of what would be helpful for other ’vchildren goingth'r,ougha
similar experience and these included: making optimal use of remaining time: talking with

experienced age peers, realizing that fading memories and time would help in the

. emotional healing process. :
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\ Finally, thevchlldren could find some bosutl\}e eléments to therr difflciult--life
experience. Thelr sense of hum0ur came through in drawings. They were able tcg enjoy
everyday out-of- -home actnvmes Some of tne older chuldren were able to artlculate how
their experience matured-them and resulted-in quality changes in themselves and in their
well or surviving parents. ) . ' | |
B. Presentation of Case Studiaé,“

The case studies of three participants have lb‘een chosen for presentation. The
children are: four-year old Christine Albertson; eught-yéaf'old Mark Sanderman, and
fourteen-year old Jerry Siavens. Each »f these children had a preferred mode of _
communicatthg (through puppefé, writing, drawing, and/ or speaking) about the experience
ofliving with parental cancer. The three cases combined provide a good cross section of
various themes, and the children each demonstrate unique ways o.f expressing the same
themes. A

Each case study commences with some information on family background of th e
participant. Next, a table is provided which presents an abridged version of our |
Interview(s). Also included are reproductions of the child’s drawings and/or story, and a
commentary on the oQtstanding and unique features of the case, with implications for

understanding and working with chilgren of cancer patients, in general.

Case #1. Christine Albertson: “Flower is Growing and It's Kind of Dying But It's

Not”

The Albertson Family

When | met Daniel Albertson, a thirty-four year old corﬁputer programmer, and his
yvif'e, Darlene, | had difficulty believfng that he was enduring a terminal disease. On the day
of our meeting he iooked slightly tired but otherwise well. When Daniel went for a routine
medical examination two years ago because of a feeling of fatigue and &% vague back pain,
he was diagnosed with multlple myeloma, a disease which i |s rare for men under fifty. To
date, no one has ever been cured of muitiple myeloma: 'They, all ultimately relapse and
become refractory to further fherapy. The current overall figures for duration of life span

for all patients with this illness is approximately three months.” (Doctor's progress notes)
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SlnCe his dsagnoms Danlel has been. hospltahzed twuce for one-month peruods ‘and
in between has had pain-free per:ods and has returned to work qu tlme Spontaneous
" bone fractures characteristic of myeloma necessxtates his wearing of a corset and he -
walks with canes. Daniel was referred by his doctor to the psychology department for
self- hypnosus in stress management In talkmg to the psychologist, it became evident that
the Albertson; had some concerns centermg oh their two y0ung chlldren--Chrlstlne four
" years, and Peter, seven years Durang their dad's most recent hosputalnzataon mom
dlscovered that the two chuldren were shophftmg various stationery articles whule
shoppmg with her in a local department store. When the Albertsons heard ab0ut my study, ‘
they dec:ded it would be valuable to take the opportunity to find out about their chlldren s ‘
experuences and gain some unsnght into what the shopluftmg may have been about
Durlng my mtervuew wuth Christines mother and father, they voiced concerns -
‘about their parentmg technnques and wanted advice on child management. The Albertsons
shared with me that they adopted both of their children as infants. Managlng the chlldren
had become a mounting concern with Dannel s frequent absences from home (multiple
myeloma patients require regular medical check-ups and tests even while they are in

y

First | met with Peter who spoke about his involvement in peewee hockey and

i

remnssnon)

showed me a photograph of his baseball team. He excitedly reported on his hospltal visits
where he enjoyed everythlng from riding around in wheelchairs to eating off dad's food °
tray. He defined cancer as an nllness that made dad tired and made him need canes to walk.
Chrrstlne was very eager to have her turn to meet with me, so. much so that she’
would check up on my progress during my interviews with her parents-and brother. She
took an immediate liking to the fluffy dog puppet I brought with me and named him "Ruff
Ruff.” By the end of our interview | was behmd Christine's bed with her while we both put
ona puppet show. She was anxious throughout our discussion of her drawings. She "
would repetitively carve circles in the carpet and added ' 'scribbly dibbly” to HRer completed
drawings. She spoke "baby talk and used "Ruff Ruff” as her mtermednary lnmally lt \ ]

became clear that she wanted to speak to me but that the themes of lllness danger toss,

and death which she herself generated, were dlsturbmg to her.
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At the end of our visit the two children skipped with me to the nearby bus stop and

- there was a &eep sense of connaciion betweenus. ) o L7

Following row, in Table 3, is an abrudged version of my mterv:ew with Chrlstme

Dlalogue whuch was considered.directly related to’ hvmg with parental cancer” {the |- B
) s;gmfucant statements) is presented on the left, and my mterpretatnons (formulated

- meanings) appear on the right. Accompanyvng the formulated meanlngs in parentheses

~ are the corresponding themes Following the table is a commentary on special features of
| Christine's experience with some implications for working wnth young chuldren of cancer

patlents t
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. Abridged Version of interview with Christine Albertson Significant Statemerits,

Formulated Meanings, and Themes

s

Significant Statements

(M: Michelle: C: Christine)

nzog

O ZOZo 2

g 20Z0g

g0

O 20Z0zoz

Who do you play with?

My invisible friend. . .Timmy.

What do you talk to Timmy about?
Dangerous things. (She begins to talk
‘baby talk” and continues to do so -
throughout most of the inté*view.)
Dangerous things? Like what?

“Acid.

What does acid do?

Eats through things.

How did you find out about acid?
My friend Timmy toid me. '
What other dangerous things

do you talk about?

' Poisonous garbage.

Now.this is you {referring to her first
drawing, see Figure 12a). Who is that?
Scott. My friend Scott, . . .he's three.
And what's happening in that picture?
I’'m smiling. ‘ :
Is there anything else you want to tell
me about that picture?

Yeah, blue sky., -

How about this picture? (Figure 12b)

That's a flower.
And tell me about the flower.
Little flower growing.
That's a pretty flower. -
Do you want to tell me more about the
flower?. o
Flower is growing and it's "
kind of dying but it's not,
It's kind of dying. . .What does it mean
to die?
Fi

You're very, very sick.
You're very sick, and what happens?

Formulated_ Meanings and Themes

She has an imaginary playmate, Timmy.
[Theme 15: Resorting to | nternal -
Dialogue) ;

Acid has some cancer-like qualities:
it's dangerous and eats through
things. ? Theme 2: Communicating
Through Symbols and Metaphors)

Christine dialogues with Timmy
about dangerous things like acid.

She has angry feelings about cancer. It
is harmful like poison and useless like
garbage. (Theme 2 : Communicating
through Symbols,; Theme 9: Feel ing
Angry) :

She has fun and is happy when she
plays with her friend Scott.

[Theme 4: Feeling Different

From Peers} [The theme title "Feeling
Different From Peers” is incongruent
with what Christine is trying to express.
However, the idea of playing with
friends as areprieve is discussed under
this theme. Similar discrepancies occur
in a few other instances].

She knows that although dad

continues to live, he is also
deteriorating and slowly dying. (7heme
2:.Communicating Through Symbols
and Metaphors; Theme 13: Making
the Connection Between Life and
Death; and Theme 11: Mourning Past,
Present, and Future Losses) v

People die when they're very sick.
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Like you broke your bran all up.

You broke your bram all up7

. Flowers don 't have brans..
- .So do people die? . '

Yes.
When do people die?

When they re very. very sick and they :

break their brain all up.

Do you know people who are very -
sick ?

Daddy.{she screams a few times).
What's wrong-with daddy7

Cancer.

Vs
g

What's cancer? (she shrugs her
shoulders). .

83

People can't think any more and then
they die. They die because their brain
doesn't work. (Theme 13: Making the
Connection Between Life and Death)

‘-

She has been telling me that it is

daddy that's growing and kind of

dying. She knows that dad has cancer
but does not know wWhat cancer is’
except that it is harmful and makes dad "
sick. [Theme 6: Being Confused About
Cancer and Its Treatments)

cancer but does not know what cancer
is except that it is harmful and makes
dad sick.

So you were telling me about daddy and 7

cancer. How do you know that he has
cancer?

‘Cause he toid me. And | have sunburn :

on my shoulders.
Does it hurt?
Yeah. ]
What happens to daddy when he has
cancer?

. .He needs canes.
You went to visit him in hospital didn't
you? Do you want to tell me about
that? -
| forget all about, all | know is a little

bit. . .T.V.

Do you ever worry about daddy?
Only when he hurts himself badly

Do you know anybody who died?
Yeah. Abba. Mommy's daddy ‘

Did you kKnow-him?

No mommy told us.

Mr. Colby. . .he died.

Do you miss him? N

Lots and lots and lots and iots.

What do you think happened to him -

‘after he died? :
His soul down, down, and his body up,

up.

How about this picture?

(referring to figure 12c)

That's daddy. . . .He has his canes.
Why doesn't he have his canes now?

She relates dad's sickness to

"~ her own physucal symptom--a

sunburn. (Theme 5: SUSta/n/ng
the Symptoms/

Cancer makes dad need 'canes
1Theme 7: Obtaining / n/ormat/on

About Cancer)

i
i
]

She worries about her dad when he has
his spontaneous bone fractures.
{Themne &: Exper/encmg Fear and
AnX/ety/ - .

-

She remembers Mr. Colby's death
and she misses him very much.’
(Theme 11: Mourning Past,
Present, and Future Losses)

She is confused about what she has .
been taught about afterlife. (Theme 73:
Making the Connection Between Life
and Death) '

Canes are the prominent part
of dad's illness to her.
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‘Cause he doesn't need them.

. He walks, without them.

What's this you re drawing |n7 (She S
adding something to her picture).
Grass. .

What's this here?

" Scribbly dibbly. (She's scrubblung on top

of her drawing).

Daddy's happy:
He's laughing.
What's he laughing about?

He's Iaughvng about me being funny.
What does cancer make you think

~ about? ‘ ;

Danger. . .pgison.

-

What happens to people when they
can't think anymore?

Their brains blow up and they die.

Dunng the rest of the interview she
gives me a ‘puppet to play with which
is one which she has covered with
big round stickers as though it has
the measles. The stickers come off
before we start playing. During our
play session the puppet cannot come
out to play because he is very ill.

k3
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‘ She monitors how he is domg on the

bag}ns of whether of not he s usm\g hns
canes. (Theme'5: Susta/wng the
Symptoms)

‘/ v

\

* She appears extremely anxious while
. talking about her dad's iliness with me.

(Theme 8: Experiencing-Fear and
Anxiety,; Theme 17: Mourning -
Present, and Future Losses/ ,

She likes to cheer dad up. /Theme 3:
Being Parental)

I want to validate my earlier-hypothesis
that she believes cancer is dangerous
and poisonous. She confirms,it.

I want to validate a second hypothesis,
that Christine believes people die when
they can't think anymore.

She validates |t

llness is-a theme she is very
preoccupied with and she enacts this
theme with her puppets. One of the
puppets has measles which is anillness
with overt symptoms which she is
familiar with. (Theme 5: Sustaining the
Symptoms)



'Figur_e:12.‘ Chrlstmesdrawmgs .

a. Chrlstme and Scott
b: . Flower which is growing and kind of dymg
c. Dad W|th canes. He | is smlhng at Christine.

95
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Commentary"
Slgnnfncant features of Christine's interview include the acute symbols and

| metaphors she uses to represent cancer. and the fact that' she was able to discern that her
. father's iliness is terminal. "Fiower is growing and it's kind of dymg but it's not” penetrates
the core of her father's situation. His series of relapses and remissions give a sense of
'kind of dying.” though not dymg yet. The fact that she was able to determine her father's
prognosis, even though her parents had not discussed it with her,reflects how adept
children are at reading messages and picking up signats from those around them. They are
able to perceive what is hapoening at a feeling level. Christine could tell whenever her
father "hurt badly” and when her pare‘nts were reacting to bad nnews (e.g., negative
prognosis, relapse, the need for more‘treatment, complications, etc.).
As children begin 'to learn language, they rely heavily on symbols and metaphors.

: ‘Chrustnne S chosen metaphor of ’ acnd succinctly represents the cancer process. Similarly,
"poisonous garbage tersely depicts her strong, aversive reaction towards the disease.
When Chrlstme mentioned "acid,” ponsonous garbage,” and’ ‘flower. . . kind of dying but

lt s not” it was 1n|t|ally difficult for me to mterpret confidently whether she was referring
to cancer. However as we dialogued together and played for awhule I began to '
‘understand the sngnnfncance of her words. During ogr play she used round stlckers on her
puppet who was sick ard who could not come out to play. Through her play, she was
c,ommunicating to me that she was preoccupied with themes of illness. | could also
interpret that mentionino her sunburn was her way of empathizing with her father’s pain.
When we want to learn about the'experience of young children in crisis, we must listen to

what they communicate symbolically through their words and images.
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Case #2: Mark Sanderman: “It's Spreading Through The Whole Family!”

>

The Sanderman Family

What is a family?

It's a father's strength and wisdom
It s a mother's tender love ,

And the innocence of childhood
Saft and fragile as a dove..

It's a source of joy and laughtar
Joke s and secret smiles and tears
And a wealth of treasured memories
That grow dearer with the.years. =~ . N
It s a constant lifestyle that guides us
And when anything s amiss

There's comfort in its steady glow ¢
But, more than all of this

It's a warm and special feeling

Binding heart to heart forever.

In a spirit of helonging

Neither time nor miles can sever!

The abqve poem, carved in a wooden plaque, adorns the wall of fhe front hall
entrance in the Sanderman d_uplex..$herry, twenty-three, answers the door sportiné a
kerchief to cdver the hair she ha's_ begun to lose and enthusiastically ushers me into her
home. Her three childrer;”':') Mark. eight years, Billy, three years, and Cory, one and a half
‘years are nestled side by side in,fgront of the television. undisturbed by my entrance. Three

‘pairs of angelic eyes stare out from their porfraits which hang carefully above themin the |
living room. When meeting the young couple--Sherry, and Keith, twenty-five yearls--there
Is an instant attraction, a "warm and special feeling.” As their dog scoots off to the
basement-and their cat snuggles into my lap. | sit dow'n to speak with the Sanderman

_ couplé. .

Sherry had a lump on her left thigh which she thought was a m'uscle she developed
fr'om d§ing the "Jane Fonda Workout.” When Mark accidentally kicked Sherry, it started
bleeding and she was in unbearabie pain. She was admitted to hospital in October of 1983
- as a day case and had the mass removed. Her diagnosis was Alveolar ‘Sbft Part Sarcoma
. whichis an extremely rare tumour of the cells which form the connective tissues/. Her
doctor reports “only 90 cases have been reported in the worlid literature up to 1981." He
also gave a poor prognosis stating that "the course is stow and indolent but invarjably has

ended in death from metasteses, mostly to the lungs.” There is a 50 percent survival rate

after five years. In September of 1984 multiple metastatic lesions were found in her
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lungs. She has received three of six chemotherapy treatments over the past three months.
She.is nauseous the entire day following her injection. Ower the past year she has
experienced low energy and malaise. After her most recent treatmerit she developed
anxiety attacks and wanted to terminate all subsequent treatments: What s the use of
sufferlng through all this if I'm going to die anyway"

"All males die of heart attacks in my famxly and all the females die of cancer!” she
responded to my inquiry regarding the family history of severe iliness. Both of her
grandmothers died of cancer. Her family--three sieters one brother motheér and father
who are dlvorced--all live in Winnipeg where Sherry and Karl grew up. Karl's family--his
parents and one S|ster--hve in Edmonton. All family members reacted hysterically when
Sherry told them of her cancer dlagnOS|s and her mother and mother-in-law cried
mcessantly.over the phone. Karl was frightened initially but claims "it's a part of our life
now!” Between visits Sherry and Karl started reading up on her illness and they now.
understand that it is a rare type and that it is likely to be fatal. ‘ .

Karl's work in alumnnum siding is slow during the winter mon?ﬁs which allows him
to spend much of his time wnth Sherry and the chiidren. Sherry works two nights a week
as a waitress part-time at a local restaurant. "Living without my kids is like cutting off my
right arm!" claims Sherry who adores her chlldren The couple rarely go anywhere without
taking the children.

Mark was born when the Sandermans were very young, before they were married.
and they feel he is an extremely nervous child as a resuft of all of their arguments during
his early yeras. He has a visual impairment in one eye and wears corrective lenses, and has
an auditory impairment which has recently flared up again in one ear. He plays hockey on a
league and has always been one of the top pupils in class. He is obviously his parents’
pride and joy. The three items on the wall of his bedroom clearly indicate that Mark is very
‘much a child with contemporary interests. A poster of Michae! Jackson hangs ad jacent to
a pendant reading ° O:Iers--1984 Staniey Cup Champions.” He beams from ear to ear-as he
shows me the classroom chart of "Math Superstars” where beside his name only, there are’
three stars. Mark is very fond of his younger brothers and plays beadtifully with them and
takes responsihility for them. Mike has accompanied Sherry on one of her-clinic visits and

watched while she received her treatment.
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The Sandermans had m:tually decnded not to tell Mark about Sherry s cancer, but

reVersed this decision once they noticed a raducal change in his behavnour He became

absent- munded physuclly assaultnve wnth hns brothers and became mcreasmgly defensive -

and sensutlve He would cry readlly and was gettmg into frequent flghts with fruends
Sherry asked him "Mark, are you upset with mommy ‘cause mommy s sick ?" His lack of
‘response indicated to her that she had zeroed i on the right issue. After hstenmg to
Sherry's explanation of her |Ilness he replied’ Mommy that s what Terry Fox had and he

died. Ar~ -~ gonna’ die?" She answered "No." with a nervous Iaughter as she rec0unted

\\this e 5> me. He was so visibly upset with the possubmty of her dying that she

rephed 1...My’s Not going to die of cancer. Mommy's gomg to be very sick and
mommy s gomg to lose all her havr You're gonna laugh at me having no hair!” Mark could
not appreciate his mother's attermpt at humouring hnm After this discussion, Mark was
temporarnly angry but then “he turned out to be a different kid after that.” He would
constantly approach his mother and-embrace her. "Now he-'s back to normal.”

Sherry had been meeting with a psychologist at the hospital under Karl's insistence.
He felt she was responding ' "too cooly and unemotionally” to her dl39h0$|s She mentooned
to the psychologlst that she would like some assistance in dealmg with Mark ‘s inquiries, so
the psychologist asked permission.for Mark's participation in the study

During our two visits together, Mark was eager to share his experience with me.

When he was encouraged to ask questnons he could not get the words out fast enough

~and listened attentively to each of my rephes

His story about cancer was brief:

Five weeks ago my mom talked to me--she had cancer. We\talked about how
we were feeling. | was sad and | didn't know how mom was I was playing
football and I thought she might die.

'\ -
He elaborates on his story during our interview (and so the formulated meanings and

related themes are presented there) which follows in Tabie 4. Table 4 contains segments

- of our dlalogue which were consudered slgmﬂcant to the parental cancer experience.

Included is one lengthy excerpt in which | answer some of Mark's questions about cancer.
This was incorporated to illustrate Mark's curiosity with disease-related information, and
equally important, to demonstrate some ways of answering children’'s concerns about

cancer, at their level. | also inciude a section to demonstrate the typical manner in which |

‘A
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would validate interpretations.

Folloiwing Table 4 are Mark's drawings along with a summary of my interpretations
of them. At the end of his case study | providé a commentary in which | 'discuss some
features of our dialogue which have implications for parents, teachers, and others who

are in a position to help children of cancer patients.
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Abridged Version of. Interview Witﬁ Mark Sandérman: Significant Statements, Formulated

‘ “Meanings, and Themes

MA:

MA: "

Mil:
MA:
MI:
MA:

MA:

MA:

Mi:

Mi:
MA:
MI:

-

First interview

Significant Statements

(MA: Mark; MI: Michelle)

{Referring to drawing in Figure 13 and
to his story) She said she wanted to
talk to me and | thought she was going
to ask if | wanted to go somewhere,
and then she said "l have cancer.”

What did you first think when she said
that?

I thought she was gonna’ like die.

Do you still worry about that? -

Just a bit.

| think they get put in a thing and then
they get put in a graveyard dug
underground then if they're bad they
go to the devil and if they're good they
go up to heaven.

Yeah, when | was over here {in mom's
bedroom)

I asked her (if she'was going to die) but
she said "'no."

Do you believe her?

No. She might die.

How do you know?

'Cause like Terry Fox has cancer, he
died.

(Referring to his second drawing,
Figure 14) It's at school time. We were
having a little soccer game and we
were playing against a different team
of school kids. | got some goals and
so did. . . One of the kids who kicks,
fights, and trips.

{in referring to his story) We talk(ed)
about how we were feeling. | was sad;
I don’t know how mom was.

You don't know how mom was feeling.
No.

Do you wonder how she’s feeling7
Yeah.

What did you think she mlght say if you‘

asked her.

Formulated Meanings and Themes

The news of his mother's cancer was
totally unexpected. °

First thoughts after hearing about
mother’s diaghosis were about

her dying. He is still concerned

about mom dying. (Theme 17
Mourning Past, Present, and Future
Losses) .
Knows about burial and traditional
Christian view of afterlife. (Theme 713:
Making the Connection Between Life

and Death) /s

Disbelieves mom’s assurance
that she won't die (Theme 3:
Being Parental

. Compares mcther's fate to that of

Terry Fox. (Therme 7. Obtaining

! nformation Av reer)

~ After hearing of 1. N's cancer
diagnosis he .scar. 3 sensitive to
kids fighting. [FHe in. s this
interpretation la*~r ¢
Felt sad about mor., wise . i

,.vn;e 3
Leep end

hear about mom’'s sadness .
Being Parental ; Theme "
Painful Sadness)
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MA:

'MI:

MA:
MA:
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MA:

Mi:

Sad.v

When de you think about.mom?
When I'm at school and stuff. And
when we're having the Terry Fox Run.

She gets drugs put in, it's not kind
people smoke. It's a dif ferent kind and
it's taking her hair away and | don’t
know how--her hair's falling out.
What do you think about that?

| just think it's the cancer.

What if you get cancer all over?

And then there's no more good or
healthy cells you mean?

Yeah.

Waell then the person dies.

Is that the kind, did Terry Fox have it all
over?

in the following section | answer
Mark’s questions about cancer.

Do you have any questions about
cancer?

How do people get cancer?

Um hmm. And what other questions?
That's all.

You want to know how they get it?
{Yeah) Well sometimes cancer. they're
not really sure how people get cancer,
where it comes from. But what
happens is that it's a small cell, and

" then it becomes two cells, then three,

and more and more. And they take up
the room of the healthy cells. Do you

know what a cell is? The cell is a little -

teeny weeny thing and a whole bunch
of them, millions and millions, make up
the whole body. And if doctors find a
special cell in the body that doesn't
look like the normal cells,(Yeah) it's
probably a cancer cell. And it starts
eating the food of the other ceils and

. then there becomes more and more of

them. . . you know what I mean? (Yeah)

. They take up all the food and there's

no room for the other celis. They're
like little wee, wee, things, you can't
see them without a microscope.

Waell right now mom'’s getting drugs
right? You know the drugs you were
telling me about? (Yeah) And what
happens is sometimes it kills some of
the heaithy cells, too.
Why? -
Because it's very strong medicine.

-

~
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Terry Fox Run is a reminder to him of
mom’s iliness. (Theme 7: Obtaining’
/nformation About Cancer)

Mom's hair loss doesn't bother him. He
understands it is caused by anti-cancer
drugs but doesn’t know how this
happens. (Theme 5: Sustaining the

- Symptoms) ’

Is curious about 'terminality of mom's
disease (Theme 11: Mourning Past,
Present, and Future Losses/

Uses Terry Fox as an index or
metaphor through which to talk about
mom’s cancer and to judge her
prognosis. (Theme 7.: Obtaining

/ nformation About Cancer)

He was confused about why mom'’s
hair was falling out. (Theme 6: Being
Confused About Cancer and /ts
Treatments)
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M.
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MI:
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Mi:
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MA:

MI:

MA:
Mi:.

MA:

Ml:

MA:

Mi:

MA:

Ml

MA:

Mt

MA: .

Mt

What if it doesn't kill any and it just
kills the cancer. .*. .What if it kills
cancer though.

What if it kills all the cancer. That's
good. Then there’'s no more cancer.

I it only kills some, then'there’s some
more, right?

Yep. That sometimes happens, too.

... what if you get cancer all over?-
And then there's no more good celis?
Healthy cells, you mean? (Yeah) Well
then the person dies.

Is that the kind, did Terry Fox have it all
over?

Um humm.

Where was his leg? (can’t get the
question out fast enough, he's very
involved in conversation)

What do you mean?

Like his leg. . .

Came off--how?

How? '
Well what happens is sometimes the
cancer gets all over and it gets into the
leg. (yeah) and some parts of the body
get worse than other parts of the .
body. You know when you're sick
sometimes you feel sick more in one
place than in another place? When you
have a headache or a stomach ache?
Well when people have cancer there's
usually one part of the body that's
worse than the other parts. And with

. Terry Fox his leg was bad. It had a lot

of cancer init. They wanted to stop
the cancer from spreading to other
parts of his body.

Did they cut it aboug right here?

Yes.

How come they cut the bone?

What should they have done? What do
you think they shouid have done?

| don’'t know why they cut off the
bone here.

You mean they think that they. should

"~ have taken off the skin and everything

without the bone? -

No 'cause it would be bloodg. But how
come they cut off this bone? It had
cancer, too? Was it hard to cut it?
They have special tools to cut it.

Yet but how do they cut it.

With almost.like a saw.

Do they use one of those big saws that
they go shhh shh (demonstrates use of
a manual saw)

No they use an electric saw and it
would go through the bone easier so it
wouldn't be that hard for the person.
What if it was a real saw?

It would probabiy hurt more. It would

take longer, too.
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Is curious about Terry Fox. (Theme 7:
Obtaining I nformation
About Cancer)

He is particularly curious about

-the amputation of Terry Fox's leg.

This is partly due to his

fascination with the amputation
process, and partly because the

first symptom of cancer in his mom
was a tumour in her leg. (Theme 7:
Obtaining I nformation About Cancer)



MA:

Mi:
Ml:

MA:

Ml

-MA: ..

MiI:

MA.:

Ml

MA:
MA:

Mil:

MA:
Ml -

Ml:

MA:
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MA:
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He's sleeping. . ,

That's true the guy's sleeping so he
wouldn't feel it.

No they use a better saw than the saws -
people use to saw wood,

Do they break it?--(again he
demonstrates)

No, no the doctors cut it right through.

-How do they get the other leg?

( misunderstand him) It didn't go to the-
other leg.

No, that sort of steel thing that was on
him,

Oh what they do is it has something to
hold it. Like it clips on the leg, here. So
it'll stay on. He kind of puts his knee
into it. Stand up for a minute, I'll show
you. Pretend my hand was his leg. Put -
your knee right up. (I demonstrate how

- an artificial leg works by having him

gut his knee in my hands). Oniy it would
e a smaller one so you'd be
comfortabie and then you would get
used to it. So now you have an idea of
how it might feel like for him. Do you
understand?

Yep.

-What about, | don‘t know. . .what are

the drugs like?

What do you mean? The drugs that
take away the hair, in the needie?

Yeah. What's it for and what's it look
like?

It looks like liquid. t's a liquid. It's just
like when you get a needle only they
put a different kind of stuff in. -

- . .what else do you want to ask ?

Why do they have to put the drugs in?
Well what do the drugs do? .
They kill cancer.

Um humm.

And then why do they take away hair,
too? x
‘Cause sometimes they kill heaithy cells
too. Remember | said that. They can't
always recognize, they don't always
know when there's cancer and not
cancer. Usually they kill cancer but -

- sometimes they kill other things.

That's why the hair goes.

Um hmm. it'll grow back though. it
doesn't kill it forever and ever, it
grows back when you're finished
taking the medicine. Did you know
that? (shakes head no) Did you think
that your mom was going to be bald ,
forever and ever. (Yeah) it grows back.

What would happen if mom died.

He is telling me that a person is
under anaesthetic so s/he would not
feel the pain of the procedure.



MA:

Mi-

MA

There wouildn't be any more fun. Mom

plays with me. lots. She takes me out
to the park sometimes. ’

Why would kids be afraid to talk to
therr mom sometimes?

If they re laying in bed and they re
really sick and they got cancer, | think
that it would be too much noise and
she wouid get more sicker.

Equates mom's death with no more

- pleasure. (Theme 11 Mourning Past,

Present, and Future Losses)

Afraid to talk to mom about cancer if

~ she was ill for fear that the noise

would disturb her and make her
condition deteriorate. (Theme 3.
Being Parental) '

Ml

MA

Mt

MA:

Mt

MA

Mt

MA.:

Mmi:

MA-

“ M

MA:

Ml

MA:

Ml

MA:

Mi:

MA:

Mt

MA.

Ml

Second Interview

How did you feel after my visit, last
time? '

| felt happy.

Can you explain "why" you felt happy?
Because it was hurting me inside and
now it’'s not hurting me inside.

It’s not hurting you inside, now you
feel happy. What changed? Why -
before did you feel sad and hurt, and
now you feel happy? v
Because of the talk we had.

Why did you choose to draw a picture

. like this where your family's all happy ?

‘Cause we're all very happy now.
The whole family’s happy now. And
how was the family before?

I was sad and Billy and Cory were.

. How could you tell that Billy and Cory

were sad?

‘Cause when they were playing before
they weren’t playing before as they
usedto. .

What kinds of things were they doing
differently?

Before they were running, then (after

‘mom got sick) they were walking. They

were throwing the ball siowly. ,
That's interesting. What else were the
doing differently? '
Like even on the bed they were
Jumping just like this (motions slowly
with his hand).

So everything is slow kind of ? Is that
what you're saying that everyone
moved a ot slower? '

Yeah. ’

How did you think your mom got
cancer, before | explained it to you?
I thought it was spreading the cancer.

" You thought it was spreading? How did

you think she got it?

Having opportunity to talk about mom
made Mark happy. The discussion
relieved his inner pain.

[Theme 17: Benefitting from
Interviews)

He and his family are happy subsequent
to the interview.

Noticed family changes from the onset
of mom's iliness: especially in
behaviour of siblings. (Theme 12
Adapting to Changes in Daily

Living) ‘

He noticed that his siblings were
moving slowly and he interprets this as
a manifestation of their sadness

- about mom. (Theme 10: Deep and

Painful Sadness/ .

Aty

Saw cancer as contagious up until our
interview. (Theme 6 Being
Confused About Cancer

and /ts Treatments)
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By somebody else who had it. . . .If |
had cancer and me and my mom, |

would be very sad. And it would be -
spreading through the whole family.

3

You mean you thought that everybody
could get it, in your whole family? You
thought that people could just catch it?
And how would they catch it?

By being close to them and it's just
coming-right to them.

Touching them.

You also said that you didn’t tell any of
your friends about your mom's
cancer. Is there a reason why you
don't taik to your friends about it?
‘Cause they might tell their other
friends.

What's wrong with that?

Because they'll go to lots of people
and they'll be telling jokes about it.

Do you want to tell me more about
that?

Like they'd be saying "His m&'s
gonna’ die.” (He mimicks in a nasty,

. teasing voice.) And tease me and stuff.

Did someone do that?.

No.

What makes you think that they would
say that?

'‘Cause it's not a very hice thing cancer.

So you think that they’ll start telling
jokes, what kind of things would they
say? (He snuggles up in my lap.)

"My mom’s gonna’ die” and it's nothing
very funny.

{l explain to him why chlldren ‘tease like
that, ?nd give him suggestlons of what
to do

(I begin to validate my
interpretations from our previous
visit, one week ago.)

| am going to ask you th;ngs and you
tell me if that's the way you feel or
not. These are from our last talk.
When your mom told you that she had
cancer you were really surprised. You
were kind of shocked. You weren’t
$xpect|ng her to say that. Is that true?
ep

And when you first heard it you
thought she was going to die. And the
reason you thought that was 'cause

/| you knew Terry Fox had cancer and he

' died fromit, right?

106

He believed that his mom got cancer
from someone else. He thought that
mom's cancer would spread

throughout the whole family. (T herne

6. Being Confused About Cancer and

/ts Treatments/

He believed that one could get cancer
through close physical contact.

He is afraid to discuss his mom's -
illness with peers for fear of them
teasing him (Theme 4. Feeling
Different From Peers).

No one actually teased hlm
but he fears that they would

- He is aware that society discourages

open discussion of cancer.



MA:

MI:

MA:
Mi: °

MA:

M-

‘Mi:

MA:

MI:

ivIA

MI:

MA:

MA:

Mi:

MA:

ML:

MA:

Mt

MA:'

Mt

MA.:
M

MA:

Right.

Yeah.

If you think that what I'm saying isn't
true and you want to correct it, please
do,.okay?. .. .When you asked your
mom if she was going to die and she
said no, you didn't believe her. Why?
Didn't'you think she was telling you the
truth?

'Cause Terry Fox had cancer and he
died. ’ ,

When you were fighting with your
friends, was part of the reason you
were fighting 'cause you were angry

" about your mom having cancer?

No. 'cause they were kicking and -
shoving and hitting.

So it had nothing to do with you. -
Right. ' ‘

You were talking to your mom about

" your feelings about her having cancer

and you were telling her that you were
sad?

Yeah.' v v

But you didn’t know how she was
feeling, right? Now, were you afraid
to ask her 'cause she might say she
was)sad and you didn’t want her to be
sad: .

s

And you also think about mom at
school alot when you're-away from

her. :

Yeah. B

And you are reminded about your momi

having-cancer when you have the Terry
Fox Run or whenever you hear Terry
Fox's name you think about mom
cause she has cancer too.

| think about her all the time.

You think about her all the time,
because she has cancer?

Yeah. » o
Why didn't you tell your teacher about

" your mom?. .. .For the same reason

that you don't want the kids to know?
Yeah. B

Did it bother you that mom’s hair was
falling out?

No.

What did you think when you first saw
it coming out? ‘ ‘

| thought "why was it coming ouy?”
Was the reason that you were asking

‘me about Terry Fox because he had

cancer and you.felt that if you could
learn more about Terry you would
understand more about mom's
cancer? , -
Yeah.
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Uses Terry Fox as a cancer model.
(Theme 7: Obtaining I nformation

About Cancer)

Worries about his mom having cancer.
(Theme 8. Experiencing Fear and
Anxiety) . : o

Mom's hair loss didn’t upset him;

_he only wondered "why" it was

coming out. :
(Theme 7: Obtaining | nformation

.about Cancer)
He was using Terry Fox as means

through which to obtain more
information about his mom.
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And are you afraid to talk to your mom

. about cancer because you're afraid

‘that it would make her more sick ?
Jt won't make her more sick but | thin
it's scary to me. :

Why? ‘
‘Cause I'm nervous to talk about it. ]
Would you like to all of us to get\..’
together, now, to talk about your
mom?-
I"d rather hot.

-

- 108

He is not afraid to talk to his mom
about cancer because it will make her
condition worse, but rather because .
he is afraid to discuss it with her.
(Theme 8: Experiencing Fear and
Anxiety) . .

As our interview is drawing to a close,
I thought'it would help to relieve some
of his fears by having the Sandermans
meet together as a family. Mark,
however, was not ready to do this.



~ Figure 13.  Mom talking to Mark about cancer.
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Figure 14. Mark playing soccer.
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Figure 15.

Mark, Cory, and Billy in the park.
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Figure ‘Ié. Mark playing football with Ted.
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‘Figure 17.. Mark's family. ..
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“Interpretation of Mark 's drawings

°

Overall, Mark's drawings reflect his res.er\'/ed, hesitant, nervous nature in that his .
figures are mostly stick figures and he chooses to use pencil &nd not colours. In his first
drawing (Figure 13) Mark draws hirrxself with his hand in his mouth which can be
interpreted as either his pensivenesé.(as his mother speaks to him about her cancer) or the
regression which his mother had commented upon. The doors leading-from his room to
his mother’s room are f_inally open and the issue of mom's illness is open for discutssior\.
His feet appear large and strong while his mother's appear small and weak. He is facing her
"head on” while mom is facing sideways-;shé is not facing her feelings (nor is she facing -
Mark)'directly. Mark's dresser drawers are showing in his bgdroom, possibly indicating
that there are still some family secrets and withheld feelings ("closed away”). ‘

In his secohd drawing (Figure 14) Mark draws himself in gqai secluded in a box and
isolated from his peers. His house has no foundétion--he feels insecure. He'has chosen to
draw himself invoived in a géme of soccer, an éggressive sport-which réquires "kicking”
and a sport where the ball is "out of his hands.” The ball is away from him as his peers play.
Mark commumcates through this drawmg that he feels isolated from his peers and angry
about what is happening to his mother.

Mark's drawing of the playground (Figure 15) ise/xtr_grjaely chaovtic. There are
barriers separating him from his brothers and each of them (he has two brother‘s, three
years and one and é half years) is Similarly §eparated from their surroundings. They are in
the park alone and away from their parents. ‘

During our second session together Mark did two more drawings (Figures 16 and .
17). In the first of these drawings (Figure 16) he is separated from his friend, Ted, by a
barrier. He is able to be with his friend but he feels different from him because of his
mother's lllness The two of them are throwmg a football mdlcatlng that thlngs are more
under Mark s control (as opposed to what is indicated in anure 14 where the ball is being
kicked, and is "out of Mark’'s hands"). He is partiqipating in the "game” and he is happy. Even
the sun is smiling. ' '

In his last drawing (Flgure 17), the whole family is together and they are happy:
There has been more openness to the issue of mom's cancer between interviews and

Mark has benefitted from being able to share his thoughts and concerns.
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Commentary

Of particular interest in Mark's interviews are: his voracious curicsity about the
details of cancer and its treatment; the way in which he uses Terry Fox as a cancer hodel;'
and, the secrecy he maintains about cancer with friends and family and the peer ridicule he
anticipates such discussion would incur. Mark wants to know all kinds of specifics about
| cancer.. He is curious about the kind of dru‘gs thét are used and how théy are admiﬁis{ered
and why they cause hair to fall out. He is inquisitive about where cancer comes from and
what exactly it is. He is intrigued by Terry Fox"s illness partly because he wants,tb :
compare it to what he know\s {and does not know) of his mother's cancer type; and partly
because of vhi_s pure intrigue with the amputation process, He knows that his mother’s
cancer started in her leg; it was after he accidently kicked her that she discovered'hér
tumour. Hisvunv\oirc':e‘d question is "Will mom need to have her leg cut off, too?"

His belief that his mother caught cancer from someone else, and that it would be
spreading throughout the family, is not such a gross misconception when one thinks of the
many adults who believe (or act as though) cancéf'is cvo'ntagious. The nature of the
metastatic proceés contributes to the notion of cancer ”spreadi.r'mg" from one person to
another (like i"c does through the body). To think, however, that he held this belief and lived
secfetly with the fear, is indicative of what happens when d.iscussion abéut cancer is not
open, and when facts are withheld. |

MarkAwas afraid of discussing cancer with his parehts and with his‘pxe‘ers. Hé
anticipated the sadness he would feel in hearing of his mother's sadness, and in thinking he
had precipitated it. At the end of our seconq visit together, Mark joined his parents in the
living room to watch his favorite teievision program.'l sét down with his parents and
showed theh Mark'$ drawings and story Mith his permission). His parents cried quietly as
they read his words. They had no idea, until that'mofnent, of exactly what he was
experiencing. When Mark glénced up and saw his parents’ tears, he retreated to his
bedroom to watch his program. He wés sad, as were,his parents; each was afraid to see
or hear about the other’'s sadness. . '

Mark. anticipated that sharing his experience with his friends would give them cause
to ridicule him. His fear was rooted in the knowledge that cancer is not a désirable topic

for discussion. He picks up this message from his interactions with his family, his own
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feelings, and from his general perception of societal taboos about cancer.
What came as“a surprise to me was, that even though'the school staff organized an _

annual Terry Fox run, and Terry Fox héd been a topic of classroom discussion, the details
of his iliness were not discussed inot even something as crucial to the run as his artificial
leg!). His teacher did not know about-his mother's cancer. If the classroom teacher had

—inq'uired unto whether any of the children knew of others (besides Terry Fox) who had
cancer, perhaps this would have encouraged Mark to mention his mother S situation.

lTe’achers are in a position to provide a forum for ‘children to learn about cancér and its

“ impac‘t'on the families and, in doing so, can dispe! contemporary myths about cancer. They
can also teach children how they can be supportive to peers who ar _ living with cancer in
the family. | '

The indications are that cancer needs to be more of an open issue even though it is

a difficult one, especially when tHere is /an afflicted mémber in the family. As‘
demonstrated with the Sanderman family, each individual family member suffers
-aqywéy--alone. Misconceptions were being developed and entrenched in Mark's mind in
the absence of facts, from school! or from his parents. He felt isolated from his social

* milieu and thi's was reflected in his words and in his drawing;. He welcomed the
opportunity to talk about his experiences wifh me; he hesitated to broach the matter with
significant. othérs.' Families need help to discuss such an emotional topic with their loved
ones. The benefits of discussing cancer-related issues honestly and openTy were evident

in Mark's words and in the words of the other participants.
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Case #3: Jerry Slavens: | Help Her Get Along”

The Siavens Family

Lena Slavens was diagnosed with cancer of the left breast which was biopsied in
December of 1983. She commenced radiation treatment in January 1984 ‘followed by
four weeks of radical'radiotherapy to ;the breasts and surrounding areas. She was then
referred for chemotherapy and radiotherapy. She E:ontghues to have an open infected area
in her breast from the radiotherapy. Healing has been slow because Leea is diabstic. Joey,
her youngest child, would bang her over the breast which helped induce an area of
infection. Lena was referred to Support Services at the cancer center to get a letter of
support for financial aid from Social Services. A psychologist referred Lena to this study
to obtain an assessment of the situation between Lena and her children. “

When Lena heard that she had cancer she "couldn’t cope with the word” even
though she claims she had no thoughts related to the possibility of dying. Her maternal ;

- grandfather died of throat cancer, her father who had cancer died in an accident, her
maternal aunt died of breast cancer, and her mother had bone cancer but is still alive and
staying with the Slavens family. Lena, thirty-three years old, has been a single parent for
the past three years. The family has had ho communication with her husband since their
separation. Sometimes Joey (Lena's youngest child) asks about him but the older two

. boys=-Jerry. fourteen years, and Darryl twelve years--do not inquire about their father.

Lena describes Jerry as a "good child” who wnll probably settle into a clean job."
He currently works part-time for a fast food chain. Darryl, Lena predicts, will be a
mechanic. Five-year ’old Joey is a very "nervous child” who has vfrequent temper tantrums
and has never been toilet trained. He was of toilet training age when his parents were
‘going through the process of separation'’. Joey enjoys grade one but Lena reports that
.the "boom hits” when he comes home. Joey sleeps in bed W|th Lena. Lena’s mother has
always lived with the family but she did not join us at any point during my visit.

Lena explained to the children that she had cancer and that she was going for
radiation therapy. The children did not seem to react when she told them, and they "were

never concerned if I'd die from it or anything like that.” She knows that the children are

¥

YThe day after | visited the Slavens in their home | made a follow-up phone
call. Lena claimed that | performed miracles with Joey.. He: became toilet trained.
He was the first one-up in the morning and made himself breakfast. Prior to

. my visit he would spend all his time by his mother’'s . side.

J



worried and confused when she sits and cries and Joey. will hug and try to comfort her.
She is regularly fatigued from the pain madication she was taking for her breast infection.

Her disease is in remission.

. She has graae nine édu'cation and has raised the boys on her 6wn. She believeslthat
"if you believe there is a God, He's going to hélp you" but has never introduced’ her boys to
the Roman Catholié rel‘igion éhe,’ hérsel.f, was raised with. Lena was extremely receptive to
my visit. She is a welfare recipient and has no involvements, work or otherwise. outside
of the home. o ' Sl

The following passage has been excerpted from Mrs. Slavens’ medicalk file with the
permission of her doctor. itis included here to provide the context within which Jerry

Slavens is experiencing his mother's illness. It becomés apparent in this passage why’
‘doctors cannot commit themse'lves‘ to a definite prognosis: when théy do and it is dismal,
the patient becomes depressed; when they do not, the patient becomes extremely anxious
because 6F the uncertainty with which s/he must live. Mrs. Slavens lives with the |
expectancy and fear of reoccurrénce with an uﬁcertaih future and the resulting '

depression:

Lena Slavens is becoming extremely depressed and it has not been helped by
the fact that when she went one night to the Pinewood's hospital at the height
of her reaction some well-meaning doctor told her that she should inform her
children that she has five years to live! | explained to Sonia (Lena’s sister) that
unlike my colleague | have no idea how long Mrs. Slavens has to live. She might
develop metastases in her vital organs within the next three months and not

_survive even five months never mind five years. On the other hand, | have seen
patients like Mrs. Slavens who have gone on living surprisingly and gone on
living for ten and fifteen years.

She also states that Dr. M.-on occasion told her that she had disease
behind the breast bong and she is convinced there is something there that we
have not treated which is going to kill her. She (Sonia) says that on occasion
Lena spends her whole week in bed acutely depressed. | have spent a lot of
time talking to her and | hope that she will convey some of this to her sister
because, in my opinion, the depressed patient is the very oneé that gets ‘
metastatic disease. Every effort should be made to keep up the morale of this
patient as none of us in all honesty knows how long she has to gd. With
encouragement (which | feel is the most important part of her treatment) she
should at least be able to spend her time happily rather than in morbid
depression. (Doctor’s progress notes, August 17, 1984)

.| walked down to the basement and entered Jerry“s abode, posters of heavy metal
rock groups and abutton collection plastering his four walls in this rétreat separate from
the bedroom quarters of the rest of the family. His hair combed neatly, prepared at any
moment for a call from his girlfriend who, sure enough, :;ings during our interviéw. Jerry

isan easy-going adolescent, a grade nine student having failed his grade seven year. He is
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- "outgrowing his childhood interests of collecting--stamps, cémic books, coins and paper
money. He wa§ friendly, enthusiastic and invited me into his domain. He did not know | was
a psychologist (nor did he know what a psychologist was until | explained it to him) vet he .
gdve me a complete 'psychos‘ocial description when | asked him to write a story about

cancer.
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Jerry's Story About Cancer With Formulated Meanings and Themes

Story

Cancer is one of the most devastating diseases in
the world today. Cancer kills thousands upon
thousandé of people each year. But we have to
remvember’ that it doesn't kill you just liké that. There
isa "before‘part," that is, you have to go thrdugh a
lot before your days are over or before it is healed.
-The disea_se ends the' happinéss of eve;‘yday life.
When the disease strfkes a person it not only strikes
them but it alsvo strikes the members of%that family.
They. your family, have to live with your'p_aiqs too. o
Some days may be good and nothing goes Wrong,
‘but other days are térrible when the person with the
disease starts feeling the pain. The pain wants to
cl:me out, but i_t can't so the person with the disease
takes it out on you (as in getting mad). The diseased
person has to go tﬁrough hell each day. | don't know
what the pain is like, .but fcan téll you one thing that it
;des hurt a h“ell of alot because I have to go through
each day watching one person in my family going
through that hell. | hope that some day they will find .
a cure for this devastating disease so that ali people
with it can stop feeling the pain and start living

normal lives.

Formulated Meanings and
Themes . -

He realizes how destructive
cancer is. {Theme 7: .
Obtaining I nformation About
Cancer) ‘

Is aware that cancer is
rampant and often terminal.

Knows about chronicity of
disease. '

Cancer has an impact on the
entire family.

There are good and bad days
for patient and family. (T heme
5: Sustaining the Symptomns)

He understands that his

Mother displaces anger onto
he and his brothers.
Understands severity of
emotional and physical pain
mom endures./Theme 3:
Being Parental |

He suffers, too.
Lives in hope of a cure.
Longs for normaicy.
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Abridged Version of interview with Jerry Slavens: Significant Statements, Formulated

Meanings. and Themes

g
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Significant Statements

(J; Jerry,-M:_Michellé)

It s a little different for me. | think | .
might understand it a bit more. | have a
good idea of what's going on.

. Okay."how about if we start by looking

at your pictures. Which is the first

‘one? Do you want to tell me about it.

Well like you said this is a picture when

‘we first found out and this would

probably be after she told me and she
was crying and stuff like that. Around
then | didn't have nothing. It just came,
just like that. \
What was your reaction?

ltwasn't. . . It was just like someone
saying something. it was just there. |
never felt anything.

It didn't have an effect on you either

way. You put here that you were sad.
Or was it your mom who was sad? (I
am referring to how he has labelled his
first drawung )

Well | wasn't happy of course. It was
just littie feelings like it's there that's
too bad.

Do you want to show me the next one
(his second drawing, Figure 18b).
Okay. This is happier days, a usual day,
still with cancer. She's not hurting at all,
she’'s just watching TV. That's about it.
And this one hereit's one of the -
Saturdays when she's crying in bed
which she usually does.

How's that for you when it happens?
Uh. Doesn’t make you feel great. She
just sits there and cries. v

What do you do when she cries?

I sort of just cuddie up to her you

.know.

That's gopd. ‘
And I'll help her along.

This cne ‘s just a normal day again. See
there's happy days and there's bad
days. It kind of switches on and off.
How often does it switch? '

~ Maybe a week. A week’ll be good And

usually there'll be one day that'll be bad.
And then there's the nad days when it

_hurts so much that she yells at us for

Ilttle things that we do.

Formulated Meanings and Themes

Because he is older, feels he has a

. better understanding of how his mom is

reacting to cancer, than his siblings do.

He didn’t have any feelmgs initially,
when he first was told by mom about
her cancer. :

He felt mildly sorry for his mom. It
didn’t register for him right away.

There are good days and bad days.
Sometimes mom is feeling okay and on
those days things are happy for Jerry;
unhappy days are when mom spends
the day crying in bed. (Theme 5:
Sustaining the Symptoms)

It hurts him-to see mom cry.

He cuddles up to her to comfort her
and help her along.
(Theme 3: Being Parental )

Mom's heaith and mood fluctuates and
as aresult so does the family.

He understands that when'mom is
extremely ill she has less tolerance for
him and his brothers; for the Ilttle

. things that thay do.

(Theme 3: Being Parent€/ J
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How easy is it for you to show your
feelings?. :

You mean towards my mom and my
family ? It's like we're the kind of family
where we don't really let it out to each
other. It's kind of inside of you and it
stays inside and you work it out by
yourself. | talk things out in my head.
Do you prefer that? o

Yeah it's worked. For me anyways.

Do you ever talk to your friends about
it? '

It comes up once in awhile. "My mom
has cancer and | have to babysit, | have
to do this.-She has to go for
treatments.” Otherwise they don't like
to hear about it.

How has it changed your life? Has .
anything changed in your family since
your mom got cancer?

Usually every day was. . . .It's still not
the same. You can tell now that it's not
madness 'cause we're doing this
wrong. It's 'cause she's sick.

And how do you respond to that?

I get angry but not really. | understand
when she does get miad. | can tell that it
hurts her alot and that she has.to let it
out somehow so it's usually us she lets

~itout on, It's not heavy, you know, just

little stuff, | can understand why she
woulid do that.

(He has told me that he thinks there ,
should be a book about the pain, "stuff
sick parents can handle, the stuff they
can't do”, to “tell children how they can
go about helping’). Is that something
you still wonder about? How you can
be helpful to your mom?

What can 1 do?. . . .Just comfort her
and that's about it. ™~

B

(advice for other kids)

I'd tell them that it's not easy going
through this with your mom or
whoever in your family has cancer. I'd
tell them the sorts of things | went
through, what | did. Depends on the
person | guess. I'd give them some
ideas of what they could do to help to"
make her feel better. :
Was there any point at which you
thought about her dying? Or thoughts
about her death? : -
Yeah my mind touched upon it. | thought
about it. That it wouldn't be that nice.

.What would we do if she died?

122

In their family they cope with their
feelings individually. Jerry uses self-talk
to-help him problem solve about his
predicament. (Theme 15 Resorting to
I nternal Dialogue)

He realizes that this may not work for
everyone but it-works for him.

He only mentions his mom's iliness to -
friends when it inter feres with his
plans. (Theme 4: Feeling Different
From Peers) _

Recognizes mom is angry that she is
sick. ’

He gets angry at mom but is very
understanding about what is happening
to her. He interprets her anger as
releasing the pain. (Theme 9: Feeling
Angry) ,

Feels a book which tells children: how
they might better help their parents,
about the pain their parents are
experiencing and about their parents
limitations while they are ill. ([Theme 718:
Advising Other Children of Cancer
Patients)

< .

Would tell a peer going through a

- similar experience that: it won't be

easy, he'd relate his own experiences
and how he handled them. (Theme 18
Advising Other Children of Cancer
Patients)

Thought about the possibility of mom's
death and what their future would be
like without her. (Theme 11: Mourning
Past, Present, and Future Losses)

.
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What do you see in terms of the future
of your mom’s iliness, the progress of
it?

I hope they can. Right now what they
do to her and what they give to her to
try and stop the pain doesn’t work that
good. It'l maybe stop the pain a little bit

. not that much 'cause you can tell that it

hurts her an extreme amount. | hope
that in the future that they'll have
something better.

Most of us are sad. While she's going
through that pain we have to live
through it, too. We have to take the
pain that she’s taking--mentally, you
know. Sometimes we have to stop

doing things like she may be hurting and -

won't go up town. Our aunt or
grandmother would go shopping. It
works out okay but it's a change.

How else has your family changed since
your mom's been sick?

We usually cook our own meals. We
don't really have a supper around here.
Anymore we used ta. Before she had
cancer we had suppers, we made them.
Now sometimes we have. suppers but
not really.

How do you cope with the pressure?

It works out okay. It's not really. It
doesn’t really affect that much. Still in

my mind it doesn’'t hit me real hard. It's

not a thmg that bothers me that much

but it's always there. Itg just like you're
too young to understand what s going 7
: n

on.

123

Sees painkillers as ineffective; hopes
they'll develop something better.’
{Theme 6: Being Confused About
Cancer and !ts Treatments)

~

They, too, are living thrbugh mom’s
pain and that makes them sad. (Theme
5: Sustaining the Symptoms) - :

It restricts family activities and changes
their routine. (Theme 12: Adapting to
Changes in Daily Living)

He does not feel the full |mpact of his
situation.

Although he has a better understanding
tharvhis brothers, he still does not
completely understand what.is
happening. (Theme 6: Being Confused
About Cancer-and Its Treatments)
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Figure 18. Jerry's drangs.

Mom telling Jerry about her diagnosis. Both are sad.

It's a usual day and mom 1s watching T.V. Things are happy.
Mom s lying In bed crying: 1t s a sad day.

Mom is in the kitchen. another-happy day.

Qoo
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Commentary

Outstanding features of Jerry's story and intert/iew are the contradiction between
how he writes about cancer and how he speaks about it, and his extreme understanding
of,-and caring for his mother.

in his story he speaks very powerfully about cancer using strong words ( ‘hell” and
_"devastating,” for ‘example) to communicate a forceful message: Cancer ends the

happiness of everyday life” for both patient and family. During the course of our

interview, however, Jerry understated the severlty of his mother's illness (in terms of
prognosis) and the impact it had on him. When | asked him whether or nNot he thought of his
mom.dying, he replied "My"mind touched upon it” yet he wrote in his s'tory that “Cancer kills
thousands upon thousands: of people each year” and "it doesn't kill you just like that.” In
conversing with me he used expresstons ("It's not 'heavy' you know.” "It doesn’t really
effect that much” and “It's not a thing that bothers me that much”) which made it seem as
though he was downplaymg the impact to maintain an air of ’ ‘bravado.’ Adolescents
especially adolescent boys. seem to deemphasize how they are affected by gancer for the
sal‘<e of maintaining a brave facade. Jerry does acknowledge that the family suffers
"mentally” but at the same time reassures me that 'it's not that bad.”

His onderstandingness towards his mother and his caring for her come across very
clearly. He understands that she displaces her anger about her iliness and that she
duscharges her pain by yetling at him and his brothers He empathizes With the ‘'extreme
ahwount of pain she endures and physically comforts her. When | inquired mto what would
help hlm through his experience, he responded that-he woulid like to kn0w what he could
do to hélp his mom (as weli as wanting to know about what "stuff sick parents can handle”
and’ what stuff they can't do.”) He would advise other children in his same: situation by «
giving them ideas on what they’ could do to help their sick parent. Ne continually
emphasized his concern for his mom and his desire to learn more about how he could help
her. Although most of the children became more sohc:tous and caring of their sick parent
during the |llness for Jerry this seemed particularly so. Belng the oldest son in a

. father-absent home seemed to result in his being extremely close 1o his mom. Elizabeth .
(ten years) and Stan (fourteen years) were both only children of single parents and they

" reacted similarly though more intensely than Jerry (They had moreg symbiotic ties with their -

-
’



126

mothers). To Jerry, losing a parent meant being left without parents; to Stan and Elizabeth,
losing their mothers meant losing their family.

The implications from Jerry’s interview are that for those who want to understand
older children’'s experience of living with cancer, it is helpful to have them write about it
and compare it with what they express verbal[y. We can also learn from his,interview that
itis useful to consider-a child s position ir; the family constellation and the size of the
family (number of siblings, and whetherl or not it ne a single p'arent. family) when anticipating

the amount of responsibility a child may feel for a parent. and how intensely s/he feels it.

Summary of Case Studies

The case studies demonstrated that children of cancer patients, regardless of age
individual temperament, fam:ly background and constellation: past and current hfe
adventures, share common-as well as unuque meanings of living with their parent’s iilness.
Chrlstme Mark, and Jerry were all very attuned to their parent s physical and emotional
’ reahty. Despite the secretiveness (and denial) their parents maintained about the
implications of cancer. the children sensed the fatal inevitability and had thoughts about

death. Christine with her weli developed repertoire of symbols and metaphors for cancer.
Mark with his voracious curiosity for facts and his fascination with Terry Fox, and Jerry -
with his brave facade, revealed that different children have different ways of expressing

" their experience.



V. DISCUSSION AND CONCLUSIONS

After completing Chapter IV, | realized that the uniqueness of the present study did
not lie in the number of discrete "facts” that the phenomenological methodology | had used-
enab‘@d me to uncover, or the number of "facts” reported in the literature which | had been
able to corroborate or confirm. | realize now that my findings are not discoveries but ‘
@coverings of what we intuitively know about children of sick parents, if only we allow
ourselves to stop. look. and listen to them.

Beyond this. itis necessary to reflect not only on the differences between children
of cancer patients and other children and adults in crises, but also on the similarities. My
findings. thus, are not always different from those in the iiterature, they are only more
compreheneive. The more important contribution of this study arises from shifting the
focus away from the question "What is dif ferent about children of cancer patients” to
"How are these children the same as other children, and indeed the same as adults?” To this
end, the first part of the discussion is a comparison of my findings with findings of |
research previously reviewed (studies on children of cancer patients and on children's
conceptions of death). Some comparisons are also made with the literature on children and
adults who are cancer patients, and on siblings of pediatric cancer patients. In the second
part of the discussion some comments are made on the nature of our society as revealed
through the children in my study. In the third section some Iimitations‘of the study are
outlined followed by sections on research and practical implications. The final section of
the discussion is my personal reflection on the research process. The chapter and
dissertation end with conclusions about the experience of being a child while a parent ‘has

w
cancer.

A. Discussion

1. Comparison With Existing Literature

Chiidren of Cancer Patients, Adult Cancer Patients. Pediatric Cancer Patients and their

Siblings
The findings of the present study confirm reports of other researchers who have.

found similar themes in their studies of children of cancer patients, and the patients

127, +
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themselves, child cancer patients, and their siblings. Following, now, are some
comparisons with the literature, and a discussion which elaborates on the themes.
The tendency for children to become a "pseudoparent” during phé illness
experiehce, a central theme in my study. was also found by Grandstaff (1976) énq .
Wellisch (197.9) with ‘other children of cancer patients, by Kubler-Ros’s (1984) with

children who have terminal cancer, and by Lindsay-and McKarthy (1974) and.Cain et al.

- (1964) with siblings of cancer patients. By becoming a '‘parent.” children can attempt to

keep things in tow by caring for their parents and by protecting them. By keeping

questions and emotional reactions to themselves for fear of disturbing and burdening

parents, the children proteét not only t_hefr parents, but themselves. Szasz (1959) explains:
“. . .this has its basis in the bio-social'fact th‘at the child is dependent on.the parent’'s
integrated behaviour for his own survival and comfort. Hen'ce, he has a pragmatic motive
for keeping mother and father in good shape, so to speak” (p. 164{.

The inclination children have to take responsibility by blaming themselves for a

_.parent’s illness has also been found by Grandstaff (1876), Adams-Greenly and Moynihan

{1983}, Rosenfeid et al. (1983) with their samples. Kubler-Ross (1984) and Sourkes (1980)
have-found children who are dying and their siblings to manifest this same theme. The
readiness to assume responsibility for the other's distress might be explained by Piaget as .
being due to the basically egocentric logic of the child. But this same tendency. however.,
has been found among adult cancer patients and their spouses (Duniop, 1985). ‘Children,
like adults, seek causes for cancer. Duniop (1985) explains:

Man is persuaded that to every effect there is a cause, so if cancer develops

usually someone. or usually something must be blamed and these include

. habits, pastimes, previous ilinesses or injuries. The family doctor is at times

accused of missing symptoms or of delaying the consultant, of

‘procrastination, or. of inadequate or inappropriate treatment. Occasionally the -

family may be blamed. frequently God. Much of this is a search for a _

scapegoat. . . .lt is often less disturbing to find someone to blame even

themseives, than to accept the realization that life is uncertain and reasons for

disease inexplicable. (p. 56) .
Adults as well as children blame themselves for the cancer initiation and development.
Children who are cancer patients and even adults feel they are receiving punishment for
past wrongdoings. Siblings or children of cancer patients may have wished something bad
upon their relatives durihg moments of anger and feel that the cancer is an answer to their

plea.
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Both the tendency for children of cancer patients to "pseudoparent” and their
tendency for "self-blame” appear to be attempts to gain oontrol in a situation where in
fact they have very little control. They are makmg an attempt to make predactable the
caprnmous nature of que with cancer.

Aithough the literature does not reflect a‘concentration on positive elements of the
child's experience while Irving with cancer in the family, lles (197‘9) Sourkes (1980}, and
Fine (1984) glve a few examples. lles (1979), in her pnlot study w1th fnve snblmgs of
pedlatrlc cancer patlents found them to be compassionate. tolerant, empathic towards
parents and apprecxatlve of their own health. Positive carlng between patient and- -siblings ‘
was found by Sourkes (1980} and between parent and child by Fme (1984) In addition to
being caring, empathic, and tolerant of their parents the participants in my study were
able to look at some of the "lighter and brighter” sides of their exper:ence They
expressed humour and noticed growthful changes in themselves and/ or their parents
Their resilience and ablhty to resort to inner resources for coping were remarkable.

' Some other findings in the Ivterature which were supported by the present study
include chrldren fearing their own iliness vulnerablhty (Adams-Greenly & Moynihan, 1983
McGuire, 1984 Sourkes, 1980) and death (Binger, 1973; Cain et al., 1964; McGuire,

1984, developmg symptoms of the’ m famlly member (Binger, 1973; Sourkes 1980;
Tessman, 1878); belng ostrasnzed for havmg cancer or for having it in their family (lles,
1879, Isenberg, 1981; Krell & Rabkin, 1979: Lavigne & Ryan, 1979); experiencing a
decline in school performance (Rosenfeld et etal., 1983; Rosenheim and Ichilov, 1978;
Welhsch 1979): havmg dysphornc mood and anxiety disturbances (Rosenfeld et al., 1983;
Rosenheim and lchnlov, 1979; Arnowntz et al., unpublished manuscr’ipt, 1983) and
experiencing improved overall functioning after being given the opportunity to talk about
fconcerns related to cancer in the famlly (Adams-Greenly & Moynxhan 1983 Rosenheim &

Ichilov, 1 979)

Children’s Conceptions of Death

Developmentalists who espouse Piaget's theory and apply it to research on
children’s death conceptions, propose that concepts of death proceed in an orderly

se'quence from ‘ignorance” (death is reversible: temporary state) to “limited understanding”
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. (death is irreversible but not personally appllcablel to’ accurate comprehension” (death is a
| universal, natural process) The language of these psychologlsts Is biased in the direction
of aduit structures las 0utl|ned prevuously in the methodoloc Gy sectlon Chlldren and
Phenomenology ). Thelr pPresuppositions are that chlldhood conscrousness is mcomplete
or faulty aduit understanding. In the tradition of "rationalism” (Chomsky, 1972} and Kantian,
categornc:sm Piaget is lnterested in intelligence as defmed by its purported

endpount intellectual maturlty as demonstrated by formal operatlonal thought. The loglcal
thrust of his "structuralist” formulations i Is the articulation of universal. abstract, formal
structures ll e., ideas) whnch are said to be underlying generatlve structures for the order
of events (Sullivan, 1980)

What happens to young children who articulate very llttle about death at the level
of words? We know so little about the extent to which statements made by young
chiidren are adequate representations of their thoughts and thlnklng processes The
’ |mpl|cat|ons of the present study are that the child's thoughts about death and cancer are

far rlcher and more extensive than we estimate, as manifested by their symbols,
metaphors, and perceptions. We can only “interpret” their intended meaning and check
back with them whether or not our perceptlons are accurate. But our mterpretatlons need
not be limited to a cognmve developmental structure v

Wass and Corr (1984}, based on their cogmtlve developmental presuppositions
about death conceptions, make the follownng statement "The cognitively advanced
adolescents who have reached formal operations [ 12 years and up] fully comprehend

- death” (p 13). The comments of two.of the partlcnpants in my study challenge the
assumptlons of the above statement. Ten- year old Ehzabeth remarked: “Sometimes | think
there are questions nobody knows unless they come back from heaven, five years later.”
In response to my question’ What happens to people after they die?" five- year old Dawn
replied: "I don't know. Do y_7' '

The point is that none of us knows for sure what happens after death. No one
knows better than : anyone else whether "Mom will coiﬁe back after the lndlans die” or
whether she will be reincarnated. We are dealing with an unknown phenomenon jUSt like -
cancer, and we can create theological explanations, but how advanced really, are these

from a child's maglcal-mythlcal " (what Piaget calls ' Pprelogical’) explanations ? Three-year
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old Melanie's reference to her mom's death "Maybe she'll come back as someone's -
baby. . .maybe she'll be our baby" is parallel to a nine-year old girl’s statement cited by
Wass (1984): "I believe your soul goes into the next baby born.” These statements are both
equivalent to the Eastern philosophy of transmigration of souls. In Piagetian terminology,
the first child, only three years of age, is organizing her thought according to
;preoperatlonal structures The second child, who is eight years old, should be functioning
g the stage of concrete operatlons and the abstract Buddhist phnlosophy would be
refflectlve of formal operational thought. What value is there in categorlzmg children’s
/déath conceptions in cognitive’-developmental terms when there is the potential for so
‘much overlap across stages? All of the children in my study, regardless of age, believed in
the permanence and irreversibility of death. The youngest children, too, knew that mommy
would not come back and that they would see her again in heaven or after she was born
again. They knew of their parent's impending death and mourned the threatened separation
(and the actual separation once it happened). l
in two studies by Wass and her associates, with 250 children ages nine through
twelve (Wass, (3~uenther, & Towry, 1979; Wass & Towry, 1980), concrete operational
- children {9-12 year olds) gave "egocentric-affective” definitions of death inclutging:.,"death
is a scary-thing,” "something | don't like,” "very sad "something that hurts and | wish never
happened.” They also give religious definitions such as "'mommy went to be with God." The
‘researchers imply that "egocentric-affective” resp‘onses are limited to nine to twelve-year
old .children. |.'r’nu'stia_drnit that these haye been my personal reactions to death: thoughts of
my own -and d'ea'th‘s;"otC those | have loved. It seems from the discussion so far that each
of us |nc.‘0rp'orate‘s gragrnents from all levels of cognitive functioning (preoperational,
concrete oberatbnal, formal operational) thought when attempting to understand death.
v Ten to eleven-year olds, in the above-mentioned studies, provided explanations
that fell into the category of "general law and nature explanations” such as "death is a part
“of the life cycle.” It has been my experience that children as young as three are able to
conceive of death zin this way. In my study‘children attempted to make connections
between birth and death (Theme 13: Making the Connection Between Life and Death). They

drew flowers and spoke of these flowers as metaphorical representations of their

parents who were dying.
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Wass_ and Corr (1984) claim that young children‘have no answer to the question
‘what is death?” and that they usually respond with "l don't know" or parrot answers given
to them by adults. TH’e ybung children in my study responded similarly. Melanie's
stereotypic and monotonal "Mommy's never going back again” and Christine's'confuséd
"The body up up and the sou} down déwn’f were reflections of this. However, Iéter on,
during the course of our spontaneous conversation, they communicated fragments of
their knowledge through images and words. Cognitive-developmentalists th adhere to
Piagetian formulations assume that at the preoperational stage of inteliectual development
childrgn'have erroneous or incomplete understandings of death. Perhaps it is our
understanding of children’s death conceptions which are incomplete, and, u‘
assumptions andblthe way in which we inquire about these understandings, erroneous
(through direct quéstioning instead of spontaneous conversation)?! Furthermore, how can
researchers refer to "incomplete” understandings of death, when our own understanding
of the subject can never be complete? |

Bluebond-Langner (1978), Kane (1978}, and Carandang and associates (1979)
report instances of cognitive advancement or deterioration as a result of‘chi‘fdren’s
experience with chrgrgic iliness or death (their own or a family member's).-The younger
children in my étudy :id manifest ihinking which, according to the ?ognitive developn’iental
model, would typically not surface until the stage of concrete operations. | did not
systematically study this phénomenon so | can only suggest that the generalizations of
these researchers (Piaget's guidelines and the fifdings of Bluebond-Langner. Kane, and
Carandang et al.} be used only as a frame of reference to guide our understanding. The
various characteristics at the differ;ent stages should be viewed as themes, aspects of
which can appear at any phagg of devélopment. | |

Generalizations about children should be complemented with sensitivity and
responsiveness to the vihdividﬂual child with whom one interacts. A particular child may have
many qualities and circumstances in common with other children but there are always

characteristics which make him/her unique. This uniqueness applies to all aspects of

growth and development, including conceptions of death.
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~
2. The Nature of Society
| Crmcal reflection and dialectical knowledge require that one move beyond a
search for themes within the internal structure and search for themes in the
external structure to an anthropologlcal statement about the nature of
macro-society. (Suransky, cited in Wood, 1882, p. 77
The discussion will move beyond the twenty-three partlcxpants to relate what
"social-cultural arrangements in Canadian society are revealed through them (Wood
1982, p. 76). | was mterested in analyzlng how fmdnngs obtained from this study could be
hnked to more global issues. Three themes emerged as comments about society, in
general The first'comment is the aduit fear of speaking to children about serious issues
hke death and the second, the existence of cultural taboos WhICh mhnbnt free expression
of emotions and which alienate “cancer families.” The third comment relates to the
decrease in the size of the average Canadian family and the limited extended family
‘network, which calls for more support from professionals for families deahng with
serious illness. ‘

Aduits in our society have difficulty talking with children about the truths in their
lives. In an age of impending nuclear war and global annihilation, mass starvation and
murders depicted explicitly and regularly on the television, we are still fearful of broaching

. the subject of death with our children. In the present study children as young as three had
thoughts about death The prospect of parental death. whether distant or imminent, is
present in the minds of children and omnlpresent in the minds of children of cancer
patients. Some parents were able to discuss death in abstract terms with thetr children but
otherwise the topic of impending death from cancer was not mentioned until the last

- possible moment. In general, adults --e- . serious issues in a cursory or incomplete manner
or ignore them altogether. We are so afraid bf saying the wrong thing. or burdenung
children unnecessarily, that we say nothing at all. We can communicate openly and
honestly with children about the painful, ominous,l and frightening feelings that serious
iliness and the inevitability of death summons in all of us. The children in my study
demonstrated_the value of open discussion of serious issues by their improved emotional
. wellbeing. More than answers, these children wanted an opportunity to talk with a
concerned adult; all they needed was someone who would actively listen.

. With the transience and mobility of Albertans, and with the large influx of

immuigrants and Canadians from other provinces, there are many families that have limited

> -
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tocal support in times of crisis. With-the demise of the family as we once knew it, many
families are now separated and many‘mothers and/or fathers are left alon-e to cope.
Parents nom%vé féwef options for care of their children when in the midst of family -
crisis. When relatives travel to be with sick fahily members this places an added stress,
especially when the prognosis is vind_eterminate. There are smaller families, s‘ingle’a-parent,
single child families (Elizabeth, Stan, and their mothers, for example), and'in thes'}e familie;
the emotional stress is intense with fewer m_em'bers to share phyéical and erﬁot‘lonal
support. A child in this situation not only sfar;ds'to lose a parent, but his or her entire
family. Professional caregivers and othgr adults can pléy_surrogate family roles in tamilies
which are small and isolated from extended family members. Children step in and assume |
parental roles when grandpar;ents are not available to do so. _

’Cancér is still very much a cultural taboo in Canadian society. Terry Fox an? Steve
Fonyo have run a long Way to bring canéer out of the wards; th we still treat the issue in -
such a secretive manner. The "cancer famﬂy" learns to be secreti\;e about Cancer as a |
means of avoiding conf!ict with well-meaning and "not so well-meaning” friends. The sociél
isolation and‘rejection,.and fear thereof, is as common amongst cancer patients as it is
amongst their children. Isenberg (198 1) found the following six d‘ilemmas('go be
characteristic of the éxperi,gnce of the adult crancérvpatient:

1. If I'talk about what's oﬁ my mind friends will withdraw;

2 I want communion from friends but receive platitudes;

3 I fage irritating incidents when | disclose | have cancer, or | feel isolated when |
4. ﬁolntetl'l friends | have cancer | face rejection; )
5 I would like to b~ alued in relationships while | am a cancer victim: and
6 | feel isolated .  _iscriminated at work, yet | want to be a part of social

-situations and . - ~ve my ambitions. (p. 98) o
These six dilemmas paraliel those-,experie‘nced by children. It becomes clear that "mutual
protection” and being secretive about’ cancer inside and outside of the f;mily;, is the
family's way of adapting to a society where having cancer (or living in a family where a
member has cancer) means being alienated from the mainstream of society. That is, to
continue to be accepted, participants in society, the members of thé family have to ”keep
quiet about the cancer.”
Also taboo is allowing ourselves and our children open expression of emotions,

Sadness is hidden in the privacy of bedrooms, fear and anxiety find physical outlets, and

anger is displaced onto unwitting targets. Rarely do we allow ourselves to feel,



‘ ' , : 135
écknoWledge, and share these gendinely human and acceptable feelings. By denying
ourselves this opportunity, we are also denying our children. v '

-

" 3. Limitations of the Study | ' , T
Althodgh several inferesting and complementalry themes have e_me"r'ged in this
. analyﬁis, no clear cumuiative structure has evo’lved';- | have»develloped a pérsqnal sense of
what it is Ifke to h.avve a pa'fent_ sfoer and die fro}'n ca;'wce‘r, while gne is still a child. |
én\courage others to share my‘journ’ey -by reading through the descr-iptions,-bggt the
journey will stop short of an); final destmati\ci;i:? There are a number of Iimitati_ohs to the
~ study. First, this is a study of my e?'xperierlxc':és with twenty-thrée children of cancer
patic;nts. In many \z;/ays what | have found, or chosen toksee, is a factor, 6f who | am. My
description of their experience is only -one possible Aint.erpretah‘tion of-the phenomenon
“living with parental cancer.” Seéond, my intéraqtions with these children were fimfted to
one or two méétings,‘enOugh_ time to gain an a&eqbate slice,'bu’t-not enough time to grasp
.t‘h'e totality Qf their 'W__or.lds. ,Thir‘_d is the fi;nit imposed by our separateness: Can we ever
truly understandlanofher human béihg’;_s'exp_erience? Cn:ah we truly ervvnathif.é with an
experience we ourselves have not experienced? Cottie (1972) acc... ‘,1ely.describes this
dilemma: ‘ o \
'Throughout the work, | have tried to hold to the ﬁo.tions that | coiﬁld never fully
know these young people | would “stlidy”; that | could never totally articulate
the impressions born from our contacts together. And yet, just as we learn
- that no one can speak wholly for us, so do we also realize that others’ .
impressions, theories, words spéak for substantial parts of us. And because
they help to sort out the convergence of *feelings and events that comprise
our involvements, intellectual arid social, they assist us in taking a stepin *
. overcoming error. (p. 26) ’ '
Fourth, although | interviewed the parents, | did not incorporate their experiences into the
© study. Interpreting the parents’ experiences, (ihcluding their view of the éhild’s
- experience), and then compafing theée with the child’s view, would have prOVided a riche:r
,"contex‘t for my findings. Not havipg‘ done so, | have, in a sense, separafed the child and |
overlooked his/ her "relatedness” to the family. Similérly, although | inter\}iewed mére than
one child in each family, | did not explore the interrelationships between siblings. | have
neglected to emphaéize the reciprocal natureof the child's relationship to th_e' world (or at
‘Iea;st the ”immec?iate enQironment) which is central in existential-phenomenolbgical

approaches to the study of being human.
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4. |Implications for Research

Studles with controlled objective measures of children’'s behaviour throughout the
iliness experience must eventually be attempted. The effects of various independent
measures such as sex ol ili parent, stage of iliness, ty’pe of cancer, length of illness,
number of remissions and relapses, age and birth order of child, and numerous other
" variables, need to be studied.

This study has shown how creative investigative techniques are useful in helping
children tell us what we want to know. It is unrealistic for a researcher to expect to obtain
valid data about such an affect-laden situation using only objective technigues. Further
development of the temporal continuum drawing technique as a research and d'iagnostic
.tool‘ wouild be one way of bridging the gap between measures which are too subjective ,
and "unscientific” and those which are too objective.vA group of standardized questions,
for example, could accompany each of the four drawings.

| Research which explores the reciprocal nature of the child’'s relationship to the
. family (between child and parent, child and sibling) could strengthen research \;vhich
focuses only on themes generated from interl/iews with children. Interviews would be
conducted where parents are asked about the child's experience and the siblings are asked
about each other. Children in the present study did not spontaneously generate-
conversation related to their siblings. )

Included in Appendux Cis the draft of a booklet which | have written and illustrated
entitled "When A Parent Has Cancer." Presented in Appendix D is a draft of a second
booklet entitled "Helping Your Children” and has been designed for cancer patients.?® Pilot
testing va these two‘ booklets (both of Which are based on the findin'gs of the current
studyl with other children of cancer patients, would be another avenue for future

research. | |

‘ Bluebond-Langner (1 978} provides a n'_lodel for how dying children acquire
disease-related information. The ‘mod'el consists of five stages which carrespond to five
stages; m the child’s disease process: child knows "it’ is a serious'illness (diagnosis); child

'knows names of drugs and side effects (first remission): child knows purposes of

WA special acknoWledgement to Dr. Ronna Jevne, who originally proposed the
idea of a "cope kit for children of cancer patients, of which these booklets
will eventually become a part
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treatment and procedures (first relapse); child knows that there will continue to be a series
of relapses and remissions, without death (series of relapses and remissions); and, child
knows of terminal prognosis (peer death). Bluebond-Langner’'s model can be extended to,

and tested with, children who have a parent with cancer. Such a model would have

.'irnplications for when hospit’a_l personnel and parents can and should share certain

disease-related information, to fit in with the child's natural acquisition of such
information. v |

The themes that. emerge from the present study. and from the studies rewewed in”
Chapter Il can be translated into a questlonnalre and used by researchers in Iongltudlnal
studies with these children. For example, we know from the study that children are
pre‘oocupied‘ ~\/(/ith thoughts of death. Do such qpre0ccupatio'ns remain With the child with
equal intensity throughout the parent’s iliness? By asklng the same questions of children
repeatedly at‘different stages of their parent’s illness or of different children l/vhose

parents are in various stages of cancer, more specific information can be gained. Another

‘area worthy of inyestigation would be c'omparing parental (both the patient and spouse)

and child views of the cancer experience. ¢

In the follownng sectuon the implications for practical work w:th chlldren of cancer

patients Wl|| be discussed.

5. Implications for Practical Work

Several suggest:ons for practice and clinical work with-children of cancer patients

can be gleaned from tha results of the present study. Firstly, these children rarer make

N

their needs known directly, nor do they ask spontaneous questions. Parents need to know

thelr children’s thoughts and concerns, many. of which reflect or parallel their own. The
pamphletsl in Appendlces C and D have been designed as exploratory pro;ects to be used

with patients and their chnldren and offers them somethmg to act upon and/ or respond

/ ) R
k]

The value of observing children’s drawings, and attending to both verbal and.

-+ pictorial symbols depicted in them, has been demonstrated. To use drawings as a

‘communication tool does not require professional expertise. Parents and teachers alike

c"h make some initial hypotheses about children’s experience based on their drawings and

~

a
2



then dISCUSS these supposmons with them R
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A support group for school-aged children would be useful throughout the parent s

iliness experience. A peer network can be established in which 'experienced children

. meet the'needs of adolescents and others who prefer meeting an experienced peer on a

one-to-one basis. Children in outlying areas can correspond with each other. Included

- below is Jeremy's correspondence with an age peer. The father of the child he was

writing to, died in the interim, so Jeremy did not complete his letter:
" Dear Jefifrey

Hi my namie is Jeremy Donahue. | had a father who died already. But |

am unlucky because God take my father away from me. My dad died April 23,

. .1983. How are you? How are you taking it? How is your dad? | really miss my
dad? Do you go to the hospital-and visit your father? When I went to the
hospital to visit my dad | always go sobmewheres because | didn't like'to see
my dad suffer. Have you talked to the psychoiogist. She talks the truth. |
would like to meet you if you don't mind. | am eleven years old. How old are
you? | heard that you have an older sister. | have an older sister named Cindy
and she is thirteen years old. How old is your sister ? What is your sister's
name?

‘In his letter Je}emy comrnunicafes ;chat meeting witn another child, who is still yoing
through what he has alreaay experienced would be beneficial for him, tco

. Going into schools and speaking to children a%aoux cancer and how it affects
chiidren when someone in their family has it, would help to alleviaté some of the ridicule’
and isolation children of cancer patients must endure. An experiential account of my first
classroom visit is presented in Appendix E. Such a program could be‘given on the day of
the Terry Fox run {which mo.st schools participate in) or when a child in the school is
affected by cancer in his or her fé?nily. Allowing children to bring a best friend to hospital

wiin them or to the support group would also imprnve the child's support system.

Hospltals could become more Chlld cen*red. or zt least prowde a children’'s corner

where children can read--about cancer or ™ [ l:: - .rz--Tiay games and just socialize with
'_cther children who are having similar experier.cr-‘ ~oorg particip “rities by the
children on behalf of the parent with cancer who is in hospitai . =" cethechid's

self-concept. and would respond to his/her need to be helpful and . - . oritribute.

" become teachers and confidantes for the children of newly diagnosed patients; this would

.



6. A Personal Fleflection on the Research Process

"One couldn t as | realized along my route. have hoped to reflect uRON these
palnful interviews or write about them without touching the most defended. vuinerabie.
hurtful, hidden parts of one s own inner self (Scarf . 1980 p. 198). There were many
dlfflCU{Y-tlmeS formeasa parth|pat|ng observer In the lives of these families. There was
the,time when Ellzabeth s morher soontane0usly and unexpectedly showed me her recem
mastectomy scar. There were the times when Iread Dawn and Marianne s mother s
- obituary notice and rnc:dentally came across photographs of her radiation scarred body in-
hospltal files. | watched twenty-three year oid Sherry Sangerman lose her hair and
tl'urty~§lx year old Danie! Albertson walk with canes like a man twice his age. There was
the hospltal visit with Stephanie s mother when she had to summon up her energy to
apologlze for vornmng n rny presence. All of this was important for me to experience
although it was a very small part of what the patiénts themselves. and therr chlldren had to
. endure. Yes. they were Iiving with cancer. but this Iiving entailed so much more than
anyone c0uld imagine. or would ever want to.

As the children snuggled into my lap. as they excitedly ran to greet me at the door
for our second visit. as they presented me with handmade cards. and as they hugged me
goodbye or kissed me goodnight. | reallzed that our worlds had joined. | wondered about.
how things would be for them after | Ief*-—l knew in many ways thing would be better but!
. could not help but wonder how they would experience yet another loss

The listening. the learning. and the writing were very difficult. often E)alnful_ but .
one thing was certain--it was worth every minute' These chiidren taught me about ,

childhood pain and suffering. but they also‘taught me-ac out human compassion and

* resilience.

B. Conclusion

The overrldlng theme of.the present research is how children live and cope each
day w;th the anxieties and uncertainties surrounding parental cancer. Therr day to day fives
have been dramatically changed. their understandlng of life and loss and therr meaning
deepened and their compassion for and understanding of for others increased. Their

Bl

; llves have been aitered by a disease which is overlaid with mystification and charged with
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the fear of inescapable fatality. , ,
The themes which have been generated by these children's own words are human
themes. The tendency to be angry when faced with tragedy and loss. the tendency for
self-reproach when a loved one is suffering. the tendency to ponder life and death, the
tendency to love another. regardless of how changed physically or emotionally--these .
tendencies are not only chlldren $ tendencies, they are human tendencies. The |mportance
of not severlng these chlldren from the adult world has been highlighted. These children s

concerns are not only children's concerns. They are adult concerns and they are real

" human issues.

The tendency for adults to seek refuge in fantasy or religion, to deny the reality of
their |mpendlng death to themselves and their chlldren the tendency to blame themselves
for causung cancer. are not only aduit concerns Nor are they a regressaon to chlldhood
tendencaes ‘They, too. are human issues. '

Children who are living with parental cancer are llvmg with so much more than a
sernous dlsease They are living with ' dlseased attltudes and beliefs which separate them
from others, even from other children. Cancer is stull a modern day leprosy Chlldren of
cancer patients are not only living in a, stralned famity atmosphere, they are living in a
stressful social situation. Children who are living with life- threatenmg illness in a parent

need to be shown that they are part of alacge. ll\nng social network for their own

- lnterpersonal network. as they once knew it is dying. "Living while a parent may be dying”

' means continuing on with life in the face o7 death. Children have numerous personal

- resources for helprng them five with the ambivalence and stress induced by living wuth

parental cancer. They can be understanding and tolerant of their parents. they can iook at
the hghter and brlghter sides of llfe even while thelr family 1s suffering. But they are human
ahd nééd .owe ln relatlon to other humans when their most significant relationship is l
being. threatened ‘We can learn so much from children of cancer patients. This study s

only the beglnnlng
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INFORMED CONSENT FORM
This research project to be conducted by MICHELLE GOODMAN of ‘the
UNIVERS. © OF ALBERTA'S DEPARTMENT OF EDUCATIONAL PSYCHOLOGY has been

explained to me and my child. As the parent of ' N agree to let

him/her participate in this research stu‘dy. I understand that by participating in this study,

.my child and | will participate in tape recorded interviews and that my child will be asked

to complete drawings. write stories, and answer questions about his/her experience With
cancer. | understand that the purpose of these procedures is to discover what it means to

children to have a parent with cancer. | understand that this research may result in my

child's increased thinking about, discussion of and discomf-oi‘t with cancer and

b

.cancer- related activities. | understand that my child may benefi’t rom this research study

Al

by participating in these structured and emotionaliy supportive actiVities in‘which s/he will

be able to express and clarify his /her thoughts and feelings about cancer. | understand
that | may benefit and my relationship with my son/daughter may benefit from this study
through Michelle’s sharing with me-'information on my child s feelings, thoughts and
concerns related to cancer and its effect upon him/her. Michelie has explained to me that

all information is confidential, and that .my child's arid my identity will not be revealed

- unless fi:(ther permission is~sought. I understand that interViews, drawings, stories, and

anythingshat | or my child might contribute, wijl be used in the development of written

materials which will compile a "cope kit for kids” of cancer patients Any questions that |
have about the proiect s procedures will be answered by Michelle. | am free to withdraw
my consent and to discontinue my child s DaI"TLCipatlon in this project at any time. '

- On the basis of the above statements, l'agree to participate and to allow my child,

. to participate in this study.. o S ,
Date: -
(parent’s signature) = . .
~Date:

(Michelle’s signature]  ~ .~ :
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( - | | L m
S INFORMED CONSENT FORM FOR CHILDREN s
Michelle has expléined to me what we will be doing together during her visits. |

agree to let her use our taped interview, my drawings and stories in Hek research. If my ‘

drawings and stories are used in materials which will be publlshed she will mclude my

name. Otherwise,. no one Except Mlchelle wnl know what ) said and did durmg our tlme

A

together. ,
' &
NAME -
I ! . . :
. . T . DATE:
L MICHELLE'S SIGNATURE.
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PARENT INTERVIEW SCHEDULE
wwhere applicable topic areas will be discussed n terms of first pre-and th=n post-, wes;sf

R .
il Demograph.fg«nformatlon --name ag 2x of each family member anag . Jers

of houséhold. marital status. socioeconomic status (farhuly income before taxes.
‘ oo
employment history of parents.

(2) Family member personality profiles -- describe each child. spouse. self

31 Family activities and relationships -- boundaries coaitions R

b
<

47 Support systems -- friends. extended family social network

gol Rehgnous backgroung -- past and current beliefs. including views on death and
afteriife o _ |

o, Change history -- frequency of family moves. change of echools family separations
gue to marital dlscord work, hospltallzatuon ot any family membéﬁ durlng childiren)'s

Iifetme famiy routines and roles

71 Previous experiences with chronic iliness and - or death -- circumstances. reactions

of individual famully members, mvolvement of children. coping behaviours

81 Chndlrem s school performante and peer relatronshnps
R ;
'S Slb‘lnq relatnonshlps -- supportlve7 typice

10+ Detalls of iiness -- d:agnos:s treatment n1>tory current treatment protocol,

relapses and remissions. prognosis. death v

N Reacuons to iliness -- emotions which characterlze reactions, fears reachons to

geath where apphcable

12 ercumstances 3 .Jund dlaqn05|s -- who old chlldren7 when7 where7 how? what

- T

sere they told about ;Jfognoss7 about cancer? how did they react7

(3 Children:s: involvement in diness.-- hospntai climic vusuts cororespondence
b*.
_invoivement in. care of il parent, funeral attendance
. ﬁ»‘:A .
i 14! iImpact of disease characteristics on children - NS

15~ Changes in life. in general since dnagnOSIs -- persbna,l, famity. children (positive?

~
12

negative? f:nancnai‘wduffxcumes%
i@ Parents understanqu of cancer and its treatment ¢
< : K

Health of family members .

w18 What would have helped you and/or your spouse to cope better?  Your children

L
-
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to cope better?

19" What sudqeshons would you have for others in your situation?

(20°  What materials would you hketo see for your chuldren

{21 Would you be interested in having your chlldren anend a dlSCuSSIOh aroup wuth

o peers who are also children of cancer patnents7

22y - Wl&t was most dif ficult for YOu to communicate 1o your children i the various

. E§Band s wife s iliness?

What dld you)vq or ché‘bse to avoid doung teling them . tl g
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A Booklet for Children of
Caner Patients

By Michelle Goodman

4

[ ’ .

You nave just ‘ounc'ier tnat vour patent nas cance-

37C /Ou "€ "7 rea . fuTe wmE maving cancer means Den
Samc Firct ot alivow ame n2tacne Tnere are aeoaw-e wno
©O7Tx 1 ImE NCSPiai that e 1 Melp chugren They car
ans.ve" a7y GUeSUOAS L Ou Aave after Cu Teac tris bookiet
The. car a'sc ﬂ'r‘.'c SCmecns eise wic Hes ¢ Derent with

. zancer for vou te ‘soear\../..t'h sc’.;v‘a.. can sngre vour
‘eenngs.ancyt vwnat s napoening | | ,

Yy T C .

£DeQNTTE L Cor Carentls may o€ SuTtDrisec 1naT e TEVE -TEncersERhn

49}

~
-

€ U582 12 Ne 1gea Afler a seee Fassesrt, oor the av-

0N

€C & "evs. Zav

o

~hateve” vou wart By asking them guestiors voo ca- hes tnem tc ungerstang

e thinking anc ‘eeiing ¥ your parent has give~ you this boon'et 1t meanrs that
. . . !

tney nave reac t first Tney agree that asking gquestions. even very.-sericus Juestions anout
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Ceath. is very /mporiant. Usuallv what happens 1s parents are afraid to upset their chiidren
by talkmg about wnat - s happening to the  and chiidren are afraid to upsét their parents.

So both chilg-en and oarems keep qute: about wnat 1s bothermg them. Eacn of them s

=set anc might even crv by ’hem eives in therr bedrpomys_ri/nstaad of together
. [ -

/

(1), WILL MY MOM/DAD LIVE O'R'DIE‘ OR WHAT?
Tris 1s usually the first question many
“niGrer nave wher they fing out that a v
:a.’eﬁt has cance! .'..).‘o;mngm be wondering if *
tNe cances vour parent nas is tne sahe as
Terr, Ry gee  : 'S Mexing of cancer that
«ibs Cancer is irig-nam;e of nunareas of
different cel ~iseases some gre more
ser}o;s tnan othef" some cause death some
ofolalie Many cancers ¢ thev are found early
enougn car pe treatec anc cLJre:_. Ever i
tmev Cannol be cureg oeafr ~.§on‘.41 népben
"*o” & ong t:'ﬁe So ceances are that ¥ your
—C™ CT cac nas :a'*.:e'. vOu have a‘ly::'. of

LTme 1T spent wilh them ang te talk 1c theim
o

,?mo.J your fears ana worries.

Ry

ah

(2 VYHY DOES MEDICINE WHICH IS SUPPQOSED TO MAKE YOU BETTER MAKE
MOM: DAD SO SICK’ | e S

1o m:é"i D.G £ 073ering anout the king c; megicine the auslars are giving 1o vo'u.'
~o™ or 23T 1C siop the cancer from screacng The crugs are very strong and they might
™ar€e vCuT Datert 00k even sicker than they were before they startec havmg treatment

YC. 'might ever wonger Now somethmg that makes them ‘hrow up. lose their hair or

maxes e~ fee trec al :he ume could be makmg them better. The drugs affect nealthy
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célls, 100. and they are sc.strong that they affect others parts of the body as well. After
awnile the body recovers and your parent will not be so tufed They w:.H have their appeme
back again and their haur Wl|| grow In. Just rdfalember nc matter how drfferent thev look .

they are still the same person msnde and they w:ll stnll love you the same Moms and dads }}
are our favourite peopie in the whol€ayorid and we will stil Io‘ve'them even when they

ook and feel dufferen_t" :

v

(30 HOW wiLL l FEEL 'AND ACT NOW THAT MY PARENT HAS CANCER?
*You may notlce that you will start havmg trouble

concentrating because vou are worrying about your siCk-

parent. Well. this 1s normai and if 1t 1s causing you to have‘
problems in school. et onr teacher k;ﬂojw. Tell your teach'er
why you are having trouble paying attention or doing your
nomework, YQu mnghgd'ec_lde".to tell 'ijUr special frnendsv

. about what 15 nabpemng in your family and about how you
are feeling. Sometimes other children.are mean and make

fun of things they don t understand. happening tc them that

they don t.understand. THey do this because they are afraid. K/

If you explain to them that your parent is very sick with
cancer, and that you are wbrrne&about them, these.cvhaldren
will want 1o help instead of teasing you. They wili probably
want tc know more about cancer and how 1t makes you
feel. , |

You will start to have all kinds of feelings while your parent is sick. Of course you '
feel very sad that thns 1s happening and you are sad to watch your parent suffer. But most

chiidren start to feel angry too. We all get angry when we can't have samethmg that we

© o want.. You want cancer to go away you wish that it never happened to y0ur fam:ly You

wish that yc "ould do thnngs wcth your famnly like you used to. You wish that your sick
parent would be home to make supper. to take you to hockey practlce. or to go on

holidays with you. After awhile, you will get very. very angry beacuse there are a lot of

L
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‘\hmgs'vou want that you can t have. You might start fighting with friends -- even with good
friends! You might destroy some of your toys or yell at your brother or sister. You might
fael Iike.t‘akn_.jg something that'doesn 't belo_ng to ydu, .fro.m your parents or from é storé.
All of ‘these are things kids do when they.can't have somethmg they really want You
might do these .thmgs when you are angry and are afraid to
show your anger. So 1t builds up until you‘can:t control how

-1t comes out and then you explode' The pressure will gét to
“a point where you can t stand it any more. There are things
you can as to get rid of these angry feelings each time they
‘come up. Here are some tnings otner kids who nave had
these feelings \do to help them

‘v Go for a jog.

21 Punch your piliow or teddy bear.

(3] Write a letter to a friend or to an imaginary

© friend telhné them abou}t&w angry you are.
You don't have to méil it. }stt writing it helps.

14, Buy something special for youself.

s ay,

(5 Talk about how you feel with a friend. coach= . - =~

teacher or with your parent who isn't sick.

© Bake sgqﬁév"mmgor do something spéc:al for
on énd Q’our family . '

i7 Draw a picture about how you are feeling. Do

" .you hav.e—e" any other ideas of-what you can do? If

you do write them down below

00 . o .
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(4) WI.LL?SlsE‘VER BE ABLE TO GET "CANCER OFF MY MIND? WlLL I BE ABLE TO
HAVE FUN, AGAIN?

Itis aitficult te feei sad ¢ angry all the time so you will probably try to forget
about what i1s happening for awhie This 1s a very good 1dea. Think about how hard 1t 1s t&
100k at the sun for a long time. You- eyes start to hurt and you get a headache. so you turn
aw~ay. It s kind of the same thing when you have a pal;er\t that 1s syck for a I'ong tme. When
you worry about your parent all the Time you might get a headache and you mught start
faeling sick to your stomach. When tnr’s happens try to té(i;“\e abreak by playﬁwg with friends |
D7 by reading a book. By taking care of yourself you are also nelping vour pa;ents They
of course gon t want you to be sick. Don t feél badly tha‘. you are naving fun while ybur
parent iz sick. It s imporiant 1o have fun éspecxally whnen v our parent s Hiness lasts for

‘Bavs ard davs ana days.

-

{5) WHAT WILL HELP ME TO FEEL BETTER WHEN | AM SAD AND SCARED? {3
You can fee! a Iittle bit beter if you and your fam:’ly car: ali talk about your feelings
toget‘nér Not everyone' can do this. If you thmk that this 1s-hard fo‘r vou\'to talk apout with
vour family talk about It with other peopne that you like ana tryetaTalk about it wuth your
teamer with an oider cousin or with a priest ‘rabb:. or mlmst% are people at the
nespital you can talk with toc. Remember your mom or dad Gave you this booklet to read
tc help you. They know that you might be interested in talking to someone at',t'he hospital.

4

So, just ask your parents and they will make an appointment for you.



161

{6) HOW DID MY PARENT GET CANCER? WILL | GET IT, TOO?

" Do you ever think about how your parent got cancer? There are many things we

strH do not know about cancer but one thlng we know for sure. It IS impossible to give

30meone else cancer. You cannot ane your parent cancer by making them -mad at you or

by hitting them £ - accident or by wishing bad things about them. _Cancer happens hecause
omethlng truggers the cancer cells in the body and they keep multiplying until there are

more and more. Soon they start t—o use up the space and the food of the healthy cells

VIY'ou know that smoking heips to cause some;E\ypes' of cancer. Some.kind‘s of
foods and some kinds of buildings have materials in 'th\em that may help to ‘cause'cancer_r.

' Cancer 1s not ‘catchy” Some kunds of cancers happen to more-than one pe‘rson n a family.
Thiss because\\sometames Just sometnmes the same kinds of thu@s go wrong In thenr

" bodies. Th:s .; something that onty very few people have to worry about because not all
cancers happen in families. But if your parent has breast cancer or another type of cancer
that happens in families. this means that when you get older you will have to go for
regular medical check-ups to make sure that you f|nd the cancer very early before it gets

serious. If the doctor finds the cancer early. chances are |t can be cured.

\

- ™

(7} ISIT NORMAL TO THINK ABOUT DEATH? . A |

Even if your parent isn’t going to die, serious iliness still makes us worry about
death. Most chtldren worry about their parents dying even if their parents don’t have
cancer. If you are thinking a lot about death you might want to reag about it. First go to the

» library-and ask if they have books which can heip children learn about death and about .what :

might happen after death. One good book about death is called "The Fall of Freddie the - .
Leaf" and 1t rs written by a man named Leo Buscaglia. This is a story. which helps us in
under standing why vye hive andiﬂuyyhy we must die. At the end of this booklet is a list of
other books that you might be interested in reading.
No one knows for sure what happens after we die. There :sja 'make-beheve story
. about twins who are in their mother s womb and they are talklng to each other Whlle they
‘are waiting to be born They know that they are going to be born soonJarJtd they are very L

sad. They are happy and comfortable in their mother's womb. They can eat ‘and sieep

whenever they like and the way they get their foodus fun {through a long tube called an .
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umbilical cord). They know that once they leave theg won't have the long tubi_eanymore.
They are frightened. They don't even know if they & héve each other. They are very.
very scared, because they don't kno_w what will happen to them. Then they are born. They- -
sée bright.. beaut'ifu.l iights. nice colours. and they see therr smiling mother. She s holding
them and they feel co;y-and warm. She is feeding them from something that is evén more
- funto drink from than a tube. And they are stil together. . i .
Birth is beautiful ;nd fér all we know, death might
be beautiful, t00. We are afraid of death because we are
afraid of pain and suffering. But today there are drugs
which can make people feel comfortable while they are
dying. Mostly, we.are afraid to die becaucse we just
donr 1 know what it will be iike after. Some ;;eople ‘
beleve there is life after death and we call this afterlife.’
They believe in heaven and think that the’y will Imeet therr
families there. Nobody knows for sure. If m'ight be even
better than we imagine. but nobody knows for sure. The
best thuhg to do is to ask other people what they think.

You can ask your parents, your friends, and your

- teachers, too.

| Everybody tplnks about-death. It 1s one of a few things that happens to absolutely
evéryone.»lt s something we all have in common. It s something we all worry about, too.
~ The good thing about that fact that Wé*mds@é‘oh%’e day die is that it makes us do as much as
we can, the best we can, while wé are alive. So if your parent is dying, make the best of
the time you have. Do thiry_gs and tell your parent t’ljlngs\thét you have always wanted to tell
“ . him or her. Don't' delay. Tell lyoLJr parents that you'lpye the‘m, _kué'é them when you feel like
it. Write them/é‘letter téllgﬁé them all the nice things they did for you that you liked, and all .
the times yo'L: had together that you enjoyed. Write aboutv the funny things and the sad |
things. Death 1s a ve‘ryl sad sad th']r‘ig. You can t help but feel sad when someone you love

is dying. , » ;o " w o
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HERE IS A LIST OF BOOKS THAT YOU MIGHT BE INTERESTED IN READING: -

MAMA'S GHOSTS by C.L.Lorenzo.

A dying crancmother helps a young g»rr understand that sornetrmes we must say goodbye

)

to those we iove even though it hurts,

Y

Ay
L

THE FINAL MYSTERY by S. Kiein. AR - X

This book has sections on death. ancient belie¢s. deatn ang rehgion, and medical progress.

A DAY NO PIGS WOULD DIE by R. N Peck - |

This 1s about a boy s struggle to acceifi

v

SADAKO AND THE THOUSAND PAPER CRANES - by E. Coerr.

.".'
H

lnvrhrs book the author explains that we are Dla'oed on earth not to fear. death but to make

the most out of life. To die a hittle Iater -- alrttle sooner -- does not matter. What matters
1S 10 lrve

)

THE BOYS AND GIRLS BOOK ABQUT 'ONE-PARENT FAMILIES by R. A. Gardner.

Thxs boox has sections canled ‘S me mportant things y0u should know about dying.’

' Thoughts and feehngs you have about the geath of aparent and othe's

A TAS™ - 8L ACKBERRIES oy D Smith

Littl- 'orn a bee sting. Hns best frlend IS shocked by this. How he gets used to -

“the 'S gescribed.

‘CHARLOTTE’S WEB b» E B White

-

When CRrarlotte, the soigers 1:95 at ’nc fairgrounds her frlends manage to take her eggs |

Dacr. 1o 'wc ‘af’n whre ’hey sou c safely natch. The fruends understand that no one can '

) - -
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“u i b
THE MOTHER TREE by R Whltehead l

Thls is the story of a ten-year old glrl whose mother dies suddenly She-now is requured to

’ help with the household chores as well as take care of her four-year old sister who asks
"When will mother be home again?” The story is about the summer the girls spend with

their grandmother. R

WITH DAD ALONE by J. Beim. - ‘ N

A mother dies and her oldest boy takes over household duties |and care of his ybunger

brothers. _ ‘ ‘ - -

TELL ME ABOUT DE’ATH‘. TELL ME ABOUT FUNERALS - by E. A. Corley.

A child Iearns”firsthand about‘ the details of what happens when his grandfather dies. What

is a funeral home an embalmer casket, pallbearers hearse, nlausoleum7 HIS parents
"comfort hnm "You rjﬁ%s him very much but you can still thmk 'Lbout him and you gar - still

Iovehlm S P . l

LIFE AND L . byH. S Zlm and S. Bleeker

The authors discuss the physncal facts, customs an&agtltudes surroundmg death Funeral

and burial procedures are compared with those of other cultures

v

THANK YOU JACKIE ROBINSON by B. Cohen

Twelve year old Sam and the elderly black cook, Davy, both share an interest in sports
especually in the late  Jackie Robinson. When Davy dies from a heart attack, Jackie

expresses his sadness and other feelings.

.
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HELPING YOUR CHILDREN: A BQOKLET FOR
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Asa parent your main Con"ern IS the weltare of 'your children. However, wnen you

- . > -

.er your spouser.id. ‘diagnosed. wrth cancer your worlg changes xnto’?on’e n wmch“much of .

-
{

VOuUr time ang en-—rbu rnus be devoted tc self-care anc ‘reatment The tvme yOou do have
e

it your Shiigren tnerefore 3 valuable Thrs hookie*. as been written wrth the ' .

.
. ] “ i
PR « w

understandrng of hovx drff:cult itis to hve thh cancer and how hard it can be og?share thts :

B

expem n};:e wrth chndren Your nnndren rely on you for takung ca?é el them phySncalIy but*’

) JUS]\ as rm‘portant they rely on yOu for thenr emotnonal health A chﬂdﬁs osycholoc *al
‘ au}u‘S ment 1s }eoparoiecwvhen tney ar,e not tr{eated thn an opeh *nonest asgproach té}:ﬂ

what 1s happenung to their parent. You are not alone rndfearmg tnat«lﬁy talkmg to yOur i
: ,'cnnor‘g‘h about® 2ah‘£:er ianc espec:iaﬂ'y abouta fatal prognosns that you vxu» harm them

iy

-Many aduts have this umpress»on Studaes ‘\axe snown .ﬁ@wevet that chudren are H&me@”’

- > o

m,ostéhen tne are protectec *rom ser " ous cr %m tne\’amn\ : ./ner th.E'y aremot grver‘. z
B W R < , )
' cxptanauons‘c‘a‘nc when. tney **e hat aﬂoweo to ask Questnons M
T Aty - . .
¥ 0
Speaklng about Cancer 10 chnoren ;s du“m:ult and so*the follbmno gunoehnes have a

. "&5’4 S Cot
been prepared to help you: w:th this- enormous task tf after readrng gese gundehnes ,you »

stnll fee! uncomfostable about broa&hlng the sub;ect wvth vour chllcren %ee) free to

S

contac’ the hospntar supportfserv:ces and a psycholog:st mh nelp yOu L .
:.',;y . e ] \f) . . P l‘/ s - PN t .-
S . . $ ’ fa?, .
c cp e -5“; " )

. ‘h FIND OUT WHAT YOUR- CHILDREN ALREADY KNOW. ~ \Nhat chuldren understand
- about.cancer and about death depends upon thelr age and upon the:r prewous _
’experlences Chlldren as young as three can sense when a parent 1S senouaty il nbt '
only by what they See; but from what they overhear Chlldren wnll pick up bits and '
preces of tnformatron from conversatrons they ve overheard and.put them together
in ways that are confusmg and frnghtenlng to them Children and teenagers alike
“often make up their own lmggmed causes of cancer ’Generally they have two ' S, "
. mlstaken |mpressnons abo@ncer one, they thtnk that they in some way caused it ‘
or two they beheve that 1t lS contaglous They mlght think that they aggravated you \
- 80O much that they made you sick. They may belneve that whlle play- frghtmg with you, A
they caused the cancer to growo,\Some children even belleve that they brought

_ germs home after benng ina house where someone else had cancer. Very young

s -
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o

chnldren are confus%d about an ullness they cannot se- :nd might start conjuring up

their own symptoms. o A

°

-

There ts so much still to be dlsco\/ered ac cancer though there are ne

; duscovernes all of the time. We as adults. have Ma. 1y confcunons abOut cancer ho
. children, who have had so few expernences wnh que ,can be confused. T
. o To f!nd out what chnldren aIready know abopt cancer and its implications, try

watching for themes that arise‘in their'play. in thenr’drawmgs orn therr -
i

*;tconversanons wnh ‘r:endc snbhngs or with you. You m;ght even suggest the
v Subj°C' d:rectly or mdmectly by mtrodUc:ng a doH or puppet that 1s "sick.” Askmg

Ghddrer o draw puctures of ypour famnly is also usef'ul After they have drawn a few

S

M "
|ctu'es as them to teli you about them or have thern create stornes about them ‘
p Y _ o

R . ' i y 3 \J : - . >
S .o Domg this will lead into 3 conversanon about cancer and will gwe you an idea ot
\ : L - R
‘ %‘ . . what yOur crz;uldn.s think ingj geelmg abou* it Understandlng what y0ur chuldren CLote

N EY - S .

] WII her you to Knowve where y0u can start your
: R E - e )

2 e &=
SN ] ;
5 " & N v
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{21 FIND OUT WHAT THEY WANT TO KNOW? CLARIFY WHAT THEY ARE CONFUSED

¥,

ABOUT AND HOW THEY FEEL; les THEM SOME IDEA OF WHAT wu&%}tAPPEN
IN THE DAYS AHEAD N

e 'S lmportant not'n maKe as=ump’|ons about wwnat your chiid mignt be as> iNg you
. - v:o&.)'
I For example it.a chnd asks How did you get ancer7 you might assume that he or

she |s interested in the envuronrnenta! factors whv‘h are mvolved (smokmg insulation®
A .

@ 2m_ 0 anyour home certaln foods) while furtner ‘questioning uncovers that the chuld 1S,

trynng to clear hus her own sense of gunt ang respons:bshty tor your IHHESS Or : ”
‘v underlying thss quest»on may be a fear o,‘" .,catchnn%k cancer.. &e& your child. what :‘,’fi'
‘\. N b il "
s «r
‘na: she thlnks tne, an.,werus and th|s wm reveal what the real concern 15.

X Y 4 [ A . '

Clarnfy any congusmns they have and stress that 1t 1s not thenr fault “that you

[

e cancer Eyrplaln that cancer’ i8 caused Dy sornethnng ‘?nat goes "

p wlth calls
Bt ,‘— 1.0
the body and emphasuze that they w»H not- catch cance' If yodr caMser. s of a
type that tends to oceur rnore frequently in famihes. stress that 1t w.xli‘be lmportant

... toryour chuldren to have reguLar rnedacal checkups when they get older SO that the '
'*a"“ dlsease can be diagnosed and treated before it becomes serious. Assure them that
i " they do not have to worry about thls for many years

Consnder your child s age ‘at all txmes when giving exp_gatnons Very young

' children have vivid lmaglnations and require explicit, snmpJe explanatnons of

everything from chemotherapy to death and afteriife Seven- through eleven- year

mm—"
olds have -areal fascination with how things work and will want to know about cell
LY
growth the disease ‘process irelapses and remissions), treatment procedures and
RN o CT M ok i \
‘-fvt;lzi?ﬁ_stde effects Some common questlons include. - .
o  ( s U . \
R Wlll | get cancer? .
'.,. ] . o :& ,.'.““" . » "-;» k :A.,"‘-
- SR Do you have the same type of cancer th‘ér‘t Eerry Fox had7 R %f

-

T Why do you get sick, tlred and lose your halr after takung medlcme that is

supposed to make you better7

- - Will you live, die, or what? R v A

- Why did the cancer come back after‘you-were feeling okay for so long?’
. 4 . ’ n .
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' ' o TS 'Z‘gg} . ) . . 3 . . B P
%3.‘5& lf y:)u know tatf your e»sease nas ahigh cire: rate s mportant for you to
L N 8 :
stress tc eNig cmlc'e%&nat you ml: be sice for awhne unth you' body gets used to
"' ,’-;:\,'_ 2

the treatment and then vou vl be pack no'rna ik vou are elapS!Wg and you
& nhov, that there s 2 possibiity tha' you rmgh' adie sna'e this with y{)ur Chlldf’&ﬂ;., -'1,-; o

Qpey 'toc have their wavs of coprng and Nu& %tmue to hope for your restoreciL

ey L:-

nea#th 1f ou are dynn 1t s m ant for your chrld'en to hear this from you, Most
y g9 P

4;,

@Chlldren thmk about death 4mmed:ately upon hearn‘&g the word canCer Recent

(3)

stume., rsave ‘ound tnat aparents death 1S the number one worry for three quartersa

of Canadnar* §ghool c”h:;@irer* \Goldberq,Coﬁaboratnve Study - 1984) It 1s especrally

%“Z@be someone there to take care of
i) P N

8m and’ acknowlnge any uosertarﬁy you f' f-'

"’f"'."-oortant to assure children th
tnem Share y ouf beligts rn"

' yOU self nave Nhen guvmbgmem : 'l-e/planatnons make sure the chndren 'Q N

| 'understand all o‘ the concepts .&hlch are often too abstract tor then‘i Chndren c_an

.-,y

detect when you are ‘giving them explanatiohs. f—or the sake of@acufy?ng them .- v
explanat:ons Wthh are nnconsestent wuth your own behefs o Ty

e,
»
. v

lncnuded at the back of this booklet are a itst of books for yOu to read and

o
for. your chiidren to read whidh will help you w,;th the dif ficult task of ta!klng atout

oof. e . A RS "‘
d,t!ath.‘ - "

\',(‘J'ﬁ,
. ‘MODEL FREE EXPRESSION OF EMOTIONS AND GIVE THEM PERMISSION TO CRY

AND TO BE ANGRY in our sotiety. free ‘expression of emotlons is frowned upon

o~

wWery often happens is that whnle you are alone in hospxtal or at home crymg

your children are doing the same. They might fear that the|r crying would further
_ disturb you. Even adolescents have magical thOughts about needing to be strong in

front of you to keep'you healthy and alive. As parents it is important:to show your (7

-

chlldren your humanness. A very important part of thns is to show them your
vulnerabrllty as weH as your strength. Sharrng your motnons with your chnldren will

not burden: them but.rather wrll unburden them. mg you cry g|ves them

~_

. permnssnon to, cry Boys needo be&ught that crymg cary be a’ macho thrng to do.

e P - : EE . o . . ¢
N 9 .
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anger they have at ou for leavmg them and their anger that "it had to be you that
got cancer. Thenr behav:o might start 10 chanae and you wili find that they are

ﬁghtmg wuth friends, throwmg tantrums and maybe even steahng 'Some childrer.

-will blame doctors or even your weﬁ- spouse for not restormg your health. Assure

your chnldren that angry feelmgs are natural and share your own feehngs of anger

i,




?‘ v

' o . . -
CHILDREN USVUALLY KNOW‘THAT YOU ARE SERIOUSLY H‘aL,

.BUT KEEP THE INFORMATION TO THEMSELVES FOR FEAR

OF DiSTURBlNG YOU.

=

I
{
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a%out your ilness and related feelings Chilgren feel very alone when they are

excluded from: sharfng thoughts and. feellngs with the family Chlldren are often
\/

1solated from their peers when a ‘amlly member has cancer and are rlduculed by
echoolmateS'Who nave thewr own fears and ml_sunderetandlngs about cancer If you
nja;ye an open attitude about cancer—;‘ahd explain dln_ééswela’te‘d_ facts and concerns_
~}vrth chiidren tney wil feel free to speak with friends about 1t. instead of belng )
exciuded they will become local cancer experts and W|H be of fered support anda

encouragemﬂr}t from thelr comrades.

B

lncludlng children in l‘?ospltal visits is also important. \thldren three (}')&ars of
?ﬂ”
N o
‘? W

=

age and up are fascnnated by th»hospltal experlence especially when they,t

_,never been to hospltal themselves They hke bringing therr drawnngs to you nﬁl(

you smile when you are sick. riding in wheelchairs, eating off hospital trays. visiting
the hospital cafeteria. and walking with canes. It i1s useful to explain the reasons for
the machln‘e'ry and)ntravenous tubmg around you: Chlldren are also interested In

accompanying parents on chnic visits and staying for the chemotherapy treatments

Allow your chlldaen to miss .aday of school to accompany or visit you. A hosprtal

r tour is also a good idea. If'yolr physucal appearance Is drastlcally changlng its

|mportant to let your/chuldren know why Explain that you aretstlll the same persoryl
who Ioves them evert though you look dif ferent. If, as parents, you decide that you = &

are too ifl for your chlldren to visit, allow them to communlcate by. telephone, or ¥

through Ietters Adolescents are old enough to make. a'émsnong:ﬁbout vnsmng $olet

“them or they will harbour resentment later They are llvmg thrd‘tﬁgh a perlod in whlch

they are struggling for their 1ndepend REE and it IS lmportant to allow them their

freedom. Some teenagers, and older chjidren as well, may start talmng over
childcare anid household responsnbllmes Thls is okay-as long as it does not mterfere«

with their regglar activities. At a time when %utines in the family are changlng and

when so much is uncertain, it is extremely important that children have the structure

of their usual after-school involvements. They can sacrifice some of their activities,

but they must maintain some. When their caretaking assistance is no longer needed.

)
¢
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but would ke to do-so. seek help from.she. psychologlsts at the hospital. Dd‘-
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they Il need somethmé to r\\efurn to. There is a tondency for adults to treat

uhder;tondmg intelligent ohnldrén as péer‘sland oonfldantes when a spouse is ill. This

places too muck of a burden on the@ 15 important to find a friend or relative ’to‘full‘A

thisTole. v L . . . ‘
Copmg with your iiness s stressful copmg with your children s reactlons

adds to this .,tress @?ances are that uf yours |s a family that typlcally commumcates
?

N an open’ and honegt manner you er continue to do.this in times of sickness as

you have in tames of health Living with cancer |s not easy nor 1s helping your farrnly

.

" to five with it But if you continue 16 be open. honest and carmg everyth»ng willbe a

lot easter. If you find that you are unable to speak to _your children about your |I|ness

v‘ oy

A
hesitate to reach outs Services are available. oL
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BOOKS FOR #AREBHTS:

a

h " + /,f’rj ' . ) R :
L CoowS S, ed ‘Children and Dying. 'Nev.'York Heaith Scuences Publishing Corp.

,1974. The book s dfvidec INto two sections how chuldren feel and react 1 #th,
and How' ‘adults react 1@ the sick. dyurfg or bereaved ch|ld Chlldrer( can “

> B ../~ v .
N 4,) -
v m:sunderStand their mother s" snemce apd thunk that tne» mother does not mlss’thenr

- "1

Y T .'.~,- . ) : 3
fatner " »e, o . - O e

. ) : » “ . ' r g o
: t

Eargues M. The Chiid and the Myster?‘?’&’f Death G!en Rock. New Jers.ey*éDev.?rié L

T4

A

Books 1966 Written under the auspnces of the Daulnsts in France Madame Fargues .
7

Baok is a blendmg of modern psychology.and Cathohc education concerning the

oo ~

chuld s understandnng of the mystery of dea

o

tluded are discussion questions for .

te@;. Er" "and cle\'gy » S

Grollman B A ed.. Explammg Death 1} Chlldren Bos.ton’f"Beacon ‘Pr‘es‘s 1967*

I

)

" volume by outstandmg writers . frOm all of Amernca s ma;or rehg:ous falths pluithe o
N

fleilds of anthropology bioiogy. chnldren s hterature psychxatry psy,chology *and -

“o

e somology The authors stress tf:\at itis not harsh reallty ;\,at undermlnes a’ chlld S-

emotlonal stabmty b

. o
wi

) S adults; responsnblef

TS

~'_- splrltual emotuonal and physmal well bemg L

I ; ) -
e . Jackson, E% Tellmg thlldfen About &aath ) New York Channelgress 1965 Dr

. "2,
"1'*‘. ¥ . Jackson writes with a raré comblnatlon of honesty sunphc»ty and a profound
R S respect for humah d|gn|ty in tellmg a chlld about death He covers such questnons as’

[N

vvhen and h’éw to talk about. death anc;j/vhat to say to chlldren of dnfferent ages

' EY
Jewett C L., Helpmg Chlldren Cope Wlth Separatlon and Loss. Har\yard Mass The

w

o ) ) Harvard Common Press 1982. Claudia Jewett a famlly ‘therapxstpro\ides a fine
. b[end of explanat:ons and strateg:es for ardlng chlldr,en who haveexperlenced -
[ Y 5 . }’_

" death, d|vorce or some other change in family structure.

Nhtchell M E., The Child’s Attitude to Death . New York' Schocken Books, 1'967.

-

When a Chlld becomes aware of death “his/her emotlonal reactions may be
: expressed in two snmple sentences-— T don'’ 't want to die” and I don t want you to-

die." The wrlter attempts to understand chlldren s emot:ons from rehgxous
A — :
~ scientific, and sociological points of view.' : o ‘ -

i

4
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Wolf, A’ V. &;o He%ing Your Child to Understand Death.” New York: Child Study Press
» 1973 A revised edition of thls classnc brlngs new materlal on the effects on the
young of/mass-medla wolence televnsed war, and upheavals in tradmonal religious

and moral values As the former senior staff member of the Chlld Study Association

L E ]
- of Amerlcan she wrrtes with understandlng and compassnon
v . o ,.'.‘l' ’ M 9 ' o R . ".. . . ;
g » % C S I ';,;; . , "
BOOKS FOR CHILDREN . ~" . - EJ‘@ o L

_‘?’ou

. A}'( . . v )
Anderson P M Mr Red Ears Rhlladelphia': YUnited. Church;'w1960.The.sto_r'y of the
B . :)‘ = ‘1:!

- death of a pet turtle.

LD

-2 “Bartoli, J., - ‘Nonna. New York: Harvey House 1975. After Nonna's funeral; famlly

0
bakes cookles from one of her recnpes. There.areégughter and tears while they -
a o i o ’

share memorles of her

\“\.

l3rown M The Dead Bird.’ Read»ng ,Mass Addlson Wesley 1958 thtle chlldren find

.a d'eadfblrd and bury it. Much later they brlng it flowers and smg

Buscaglia, L. h& Fall of Freddle the Leaf: A Story For All Ages New Jersey

Ny

Carrlck C. he Accggent New York: Seabury 1976 Chrlstopher s dog is hlt by a’

—
“

. Charles B. Slack Inc 1982 This is mdeed a story for all ages about the%reflectlons

4

of a leaf on life and its meanlng and on death . IR ;' S

- | ' R u

truck HlS grlef is QUICK and strong Baautlful |llustrat|ons ! i

ny 4‘

De Paoloa T A : Nana Upstalrs\%lana downstalrs New York wPutnam,. 1973 Parents v ‘

- v
47~‘

share a lovnnga-expertence wlth thelr llttle boy about,hls two grandmothers\?\ thelr '

' nlnetues Beautiful and compelllng lllustratlons f

Dobrln A Scatl - New York Scholastlc Book-s 1971 S’cott who Ilves in
turn of- the century New Orleans, is a Jazz musucsan This angers hlS grandmothers
When she dies.; Scott heeds her final advnce to llsten to what your heart says, not
-your head.” So he chooses hIS own way to say goodbye At her funeral he plays the

" blues on-his harmonlca . ' -

Fassler J.. My Grandpa"Dled Today. l\lew York' Human Services Press, 1971

Grandpa told David that he could not live forever but he was not afrald to dle One

~day he dld die. Davnd s loss is great but thls mother emphasmes the rlchness of the



B o 78

relatio‘nship, and that gives him happy memories of gran‘doa.. o

Harris, A.  Why Did-He Die? Minneapolis- Lerner Publications Co.. 1965. A smail Chlld

4

wrestles wnth the concept-of his grandfather's death. Is he dead for good7 Why

y

can't he live forever? What is a cemetary7 Finally he understands: He won't forge‘

~-,

..,

his granddad, but now it's time to play.”

"l ar\d the Others erter S Collectlve It's Scary Sometimes. ’ New York: Human

Science Press 1978. llustrated by children themselves. A dellghtful and :nsnghtful

e

descrlptlon of the how's and why's of children’s fears. Helps young children

»
-

recognize those situations m which it is perfectly reasonable or even useful to feel-

S i

afraid and those where fears are really unnecessary : \

~ Kantrowutz M. When Vlolet Died. The death of a pet blrd is softened with the .

reahzatlon that living things “last a long, long time" through the birth of new animals.

Mellonie, B.. & Ingpen, R. Lifetimes: A Beautiful Way to EXplain Death to Children.
. This beautifully illustrated book diséi:s\ses the beginning and endings of all life--fish, -

birds, the tiniest insects, and people.

Miles, M.- Annie and the Old One. Boston: Little Brown 1971. An eleven-year old
A girl's experlence with her grandmother. A beaL)tbfuI story of an Indian giri who is
given a weaving by her dying grandmother. To postpone her grandmother's death,
the girl undoes the w'eaving. The Old One explains that one cannot ¢hange the order
of nature. The story ends with grandch:ld taknng her place at the loom Death occurs

and hfe goes on.

vViorst, J. The Tenth Good Thing About Barney. New York: Antheneum, 1975. When

Barney the cat dies, his young owner tries to think about ten good things to say at
the funeral. He can only think of nine. While helping his father in the garden, he

discovers the tenth good thing--Barney will now help tHings grow.

Middle-Aged Children (seven through ten ye{rs', approximately)

Carison, N. The Half Sisters. New York: Harper & Row, 1970. A girl copes with the

death of her sister. :

Coerr, E. Sadako and the Thousand Paper Craners_._ New York: Putnam, 19'77.‘

Japanese philosophy is explained: one is placed on earth not to fear death.but to
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make the most out of life. "To live in the presence of death makes us brave and

strong. . .to die a little later--a little sooner--does not matter. What matters is to

live.” s T . _ Ty

Erdman. L. A Bluebird Will Do. New York. Dodd, Méad. 1973. About the death of a

parent. - .

Gardner, R. The des and Girls Book About One-Parent-Families. This book has

éxcellent sections on "Some importam things you should know about dyihg” and
Thoughts and feelings you have about the death of a parent

Kennedy R. Oliver Hyde’ leshclotrLConcart Boston: Little, 1977 When Ohver s

A\
wife died, he could only sitin a conner with a dlshcloth over his head. Later he is able

to play his fiddle at a wedding. The p|ctures clearly depnct his loss and anger.

~

Klein, S. The Final Mystery. New York: Doubleday 1974. Good sections on death,

ancient beliefs, death and religion, and medical progrd&s.

Lee, V. T:he Magic Moth. ‘New York: Seabury, 1972. Maryann.e is ill and dying from

heart disease. A caring family share openly, the parents one way the siblings \

another. - . ’ - " N o

Lichtman, W. Blew and the Death of the M;;g. Berkeley: Greestone PublicationlCc\n.\

1975. A sensitive and informative book about a young girl’s ex‘perienée with the

death of an imaginative friend. Biew asks good qustions, and her feelings come up in

a movmg and inspiring way.

\

Paterson, K. Bngge to Terabithia, 1977 A fifth grade boy rﬁeetslhis new neighbor, a

girt who becqmes his close friend and opens up new worlds of imagination and.
. learning to him. The fhought’s they. share during thei} time together help them to cgbe
" with her sudden death. Winner of the 1978 Newbury Medal.
Peck, R.N. A Day No Pigs Wouid Die. New York: Dell, 1974. Novel of a Shaker

family in New Engl'and. Narrates a boy's struggle to accept death and how his father
influenced him. "~ o o . T

Smith, D. B. - A Taste of Blackberries. New York: Thomas Y. Crowell; 1973. Jamie

fooled érour_\d‘a lot. \_Nhen he rolied on the ground after a bee sting, his friend
. thougnht that he wés‘jc.)king.' But Jamie died and the friend felt guilty. in this Child

- Study Association Award-winning book, the friend finally accepts this terrible”
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tragedy.
Stein, S. B, Aboet Dying: An Open'Fami'Iy Book for Parents and Chiidren Together

New York. Walker and Co 1974 A children’s book about the deaths of a%urd

and grandfather with a ruhning commentary for parents - S

Stevens, C. _Stories from a Snowy Meadow, 1976. A gent'le story with animal ~
characters, whuch centers on close friendships. and the loss of a loved frnend

Watts R Strelght Talk About Death With Young People Phlladelphla: Westminster,

1975, M : R

white. E.B." Charlotte’'s Web. New York: Harper & Row, 1952 An ammal fantasy

When Charlotte, the spnder dies at the faurgrounds her friends manage to take her.
. eggs back to the farm where they could safely hatch. The friends understand that n‘o

one can ever replace Charlotte's special quality of friendship. A warm, honest,

*sensitive approach to the death of a pet. o

Whitehead, R. . The Mother Tree. New York: The Seabury Press 1971 The story of a

ten-year old girl whose mother dles suddenly. She now is required t_o help with the

household chores as well as take care of her clinging'four-year old sister, who

continually asks "When will Mother be home again?" A'moving experience of how !
. , S

the girls spend their summer with grandmother S e

York, C. G.. Remember Me When I'm Deed New York: Bantam Books 1982 Two

’ girls react to the sudden death of their mother.

Zim, H.S., &Bleeker, S. Life and Death. -New York: William Morrow and Co., 1970
ina stralghtforward manner the writers discuss the physncal facts, customs, and
attltudes surroundnng death. The various rites that constitute funeral and-burla‘l
procedures are described and compared with those of’ other cultures. o

Zolotow, C. My Grandson Lew. New York Harper & Row, 1974 Lew, age srx

" shares his recollections of his grandfather with his mother. Wonderful illustrations. .- .
.Grandpa whose beard scratched when he kissed and who would comfort Lew

after a bad dream.

" Adolescents .

Agee, J. A Death in the Family. New York: Avon, 1858. The Pulitzer Prize winner
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describes death as an inseparable part of human experuence. A novel of
overwheiming sensiti,v'ty and compassion

-Armstrong. W. Sour Land. New York Harper & Row, 1971. The boy in “Sounder”
now old. helps three white children-to understand death injustice, and mdngnnty

Benchiey. N Only Earth and Sky Last Forever. New York Harper and Row, 1972. A

young Cherokee whose beloved dies loses hope for survuval of the’ lndnan nation.

Brown, J. M. Mormng Faces. New York: McGraw-Hill, 1949 In the chapter "The Long

" Shadow” the author reveals’ the depth of understandnr;g of an eleven year OId boy
who asserts Tdon't lnke God anymore. . .Why should I7 Now that he has done thus to
my father." The conclusron is that although death is final, memories have life of their
own. ) ] - , C ,

Crawford, C. A Three-Legged Race. New York: Harper & Row, 1974. Three children

in a hospital become friends and become separated by both reeovery‘and death.

Farley, C. The Garden is boing Fine. ~ New York: Atheneum, 1975. A high school girl

‘rnakes an effort to lead a normal lifewhile her father is dying of cancer. The living ‘
garden is the children of dead parents The agony of- slow s:ckness gullt and the
happ:ness in between is presented.

Fine. J. Afraid to Ask: A Book About Cancer. Toronto:'kid__s Can Press, 1984. A

book which explains the possible causes of cancer as well as the different types,

treatment procedures, and side effects.

George, J. Julia of the Wolves. New York':'Harper and Row, 1972. Eskimo girl's life

is saved by a wolf pack. Her sadness at the death'of the pack's Ieader makes her
aware of the disintegration of her Eskimo herltage as well. »

Hunter, M. A Sound of Chariots. New York: Harper & Row, 1972. A novel about a

N girl dealing with the death of her father, with a good lnterpretatnon -of the sights and

sounds of death.

Irish, J. A Boy thirteen: Reflections on Death. _ Philadelphia: Westminster Press,
1975, | R

. F-:ienaldo, C.l. ' Dark VDreams.‘“ New York: Harper & Row, 1974. The preadolescent
search for self‘acoeptance, viewed through aboy who is haunted by dreams of his

dead mother.
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MY GAIN WAS THEIR LOSS

L]
)
«

i must admit to being sonﬂiewl*'"at apprehensive when I'was asked to speak to a
grade six clacs in which one class member eleven year old Heather, had Just lost her )
mom--her mom dlec of cancer Two weeks prior to my v:s:t an oncology nurse spoke to /
the class about cancer: Heather was not back at school yet. | knew, however ‘that she
.would be there for my presentation.

I decided to unlversallze Heather's current axperience by speaking not’ only about
losing a parent through de;th but about "loss in general. | would further extend the
discussion to include feelings and behaviours in general. First we would talk about "PICK
ME UPS" and then we would talk about "BRING ME DOWNS Then | would shift the tone by
rnentioni'ng that some of the most difficult "BRING ME DOWl\lS" to handle are losses. |
would read out an lnductlon which would allow the chlldren to think of "losses” that were
pertinent to them. Included would be: Iosnng a highly valued object; leavung a parent for'
klndergarden being left with a babysutter moving; changlng schools (especually pertinent
to agrade 6 class); having a family pet die: havmg a parent/ grandparent leave on a long
trip and rnaybe never returning. After the induction all the children had something to
_ contribute--losing a necklace, moving four times, having a hamster die, an uncle die, and a
grandfather die--little Annette began to cry as she spoke of her grandfather’s death. |
" asked the class how many of them felt that it was okay to cry in front of others--they all
raised their hands and Annette continued crying She spoke of hovv her grandpa couldn’t
cry in front of others, but he assured her that he cried when alone. The other.children
squlrmed in their desks, some glggled softly and we spoke about how very sad; hurtful
. feellngs sometimes make us uncomfortable and we disguise them with laughter. Amanda,
who had been phyeically fighting with others before class, continued to be disruptive: |
during class; she was obviously uncomfortable. Her opposoiong force meant | had to try
harder to capture the class, but that didn't take Iong. After awhile Amanda remarked
flippantly: "My parents are gstting a divorce and | think that’é"great!“ Her classmates were

surprised--her voice cut the melancholic’air. | responded "That's firie" and went on to talk
about how we may act one way but deep down inside we may have very painful feelings )

that we don't know what to do with. From that moment on Amanda sat still and joined the

rest of us in our reflective, sombre moods.
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Little Heather was flghtlng back her tears Her eyes were watermg and her face
was brlght red. Her classmates stole glances at her and then quuckly back at me as though '
wondering if | knew what they knew about Heather ltreated Heather hke the others--her : (
stare told me that she dld not want to be selected out-she wasn't ready. Every once m '
awhile.. though we exchanged glances all- knowmg glances caring. lovrng glances and this
seemed to comfort her. SO much was happenlng on so many dlfferent Iévels“ but l was ' R
too entranced wnth what was happening for me and these children to notice at the tlme .
I gave a metaphor for healing--| spoke of a wound whlch is really painful and ra
- to start with, but with time it beglns to heal and once in awhile it gets dusturbed lrrltated
when you brush it against an object, and agaln starts to bleed. But with more time it
becomes tougher stronger and soonitis justa llttle bit sensitive. It will never be as’it was;
there will always be a little scar, a reminder. The chlldren mterpreted thls metaphor
concretely most of them anyway. They started talking about broken arms.and legs. | sald
that breaklng an armor Ieg was a form of loss, too One little boy Greg. spoke of how his’
foot still hurt when he ran., The children generated so much information that | didn’t need
to. | could-focus, mstead on the emotional reactions to what was'being sald in the
classroom. The teacher, 5|ttlng at his desk in the corner unobtrﬁsnvely seermed very much

. affected by what was happening--he sat quietly, flghtlng back his own emotion. '

We.spoke about the unusual ways people might behave when someone they love
dies--the guilt they feel, the fears they have. Heather and several others nodded th_eir’
heads, they knew what | was talking about. | suggested that we can only feel the pain that
accompanies loss when we have felt iove for vypat we are Iosmg
| then went on to ask the children what they do to "pick themselves up” when they

feel down. Their responses included: eating, listening to music, goang to sleep. going for a
‘Iong bike rld\ll?mg 1o friends, and just going on with things as usual. We spoke about

’ how we could recognlze when others were down and what we could do for them when

~ they were like that. The school pruncnpal had ;onned us by now. | didn’t exchange any words

_with him but | found out later that he was mterested in attending because his father
recently died. ' ' .

........ S el

1| found out just before class that the teacher was bereaved as a Chlld The
principal, who ;omed the class later\ was recently bereaved

3



As we spoke of what we could do for others | mentioned hugs (as | squeezed
Anhette) and k«sses~-chocolate kisses, too. | handed out two chocolate knsses to each child
(prmc:pal and teacher mcluded) | asked them to keep one for. themselves for after school - A
and to glve the other to someone they felt needed a "plck me up ! Annette got up and
approached Heather She‘gave Heather a "kiss.” The emot»on peaked when Heather gave
herstoAnnette o ' . T ) -
R Later on that day | spoke to the teacher. ‘He sald he had overhearcione of the kids

say "You know, Annette got FOURTEEN kisses.” She needed them I think the ch:dlren will

be able to glve Heather what she needs too

-~
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