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death; spouses’ focus also changed according csxwhichxtask_their

N -

~— ° hufbands or wives had to facey,, Generally, spouses’ focus did not
208 ( v . ,
ﬁ%iwidiffer, according to patient group, as much as the patients’
L - / B N

. e )
focus did. Spouses described more uncertainty even when their
A . - N

#

~ . husbands or wiyes were able to describe the inevitable outcome.

Reported in the following sei}ion are thg results of comparing

,"" N . 3
the types of work of patients.and spouses., The compgrison

~ includes a review of the objects of their work, and the
P ) 7
similarities and differences in work type and resourc or both,
f

patients and spouses. A

o . ) \ ) . -

Patient and Spoust Work : -,

Patient and ggousé:work was compared according to the object

-of the work. The work is directed toward these different Sy

objects: 'self, others, and

disease. Secondly, types of work
> = : O

- which showed key similarities and differences are reported.
'Finélly,ldifferences in how batients and spouses generally viewed
: ¢

% the future are described.
¢ . . ' B

B

\ Objects of Work. Patientéf‘wofk was mostly directed toward
| . . i , > AN :

& . . -
N . ) L
self, whereas spouses" work wasBdirected toward others.. !
, . i _ . . . v

Patients’' work of hoping,,dailyiliving; and édhtrolling were

concerned with self and a portion of maintaining work was also .
involved with self through the patients attempting to maintain .

<
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the support of}others. Surviving work was the one type of Spouse
v ’ Ik :

work which clearly focused only on self,’althbugh a portion of

other types of work would support self as‘yell'as help others.
’ : - A .
For éxamnle, taking $tock work helped the spéuses prepare
N )

_themselveS'fopﬁloss. Generally,‘howeveg,lspouse work was

directed to others. For examplé, hopihg, helping and preseérving
& . . ’

work were—directed-to the patient and family. In contrast, the

object of patients’ work was on. others only in preparing work.

The goal of,prépgfing work was to plan ahead to equip the family

to manage following the patientfswdeath. As well, a portion of
: o ; _
maintaining work was concerned with helping others through the

patients purposefully adopting a "positive" or "serene" attirude

+

which they felt served to calm the family.

Patients approached the disease directly and had a specific
\ - -
category of work dealing only with the disease. The goal of
fighting work was to do the best they could against the disease.

/

~Sp?usgs,'howeve:; could| only approach the disease indirectlf

through the provision ofi emotional and physical help to the
\ -

. < . . .
" patients and through hoping for a desirable outtome.

Work Similarities and Differences. ‘With the exception of

oné'type, work was different for patients and spouses. Hoping
work was the bnlx¢type of work which was the same for both
: , .

patients and spouses, and it also had the same goal and focus.

8
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The one area of work that predominated for'patiegss and spouses

differed for the two groups. For patients, controllinngork

} .
predominated; for spouses surviving work was ddiscussed the most.

Though the types of work differed, there were similarities in
wgat patients and spouses wished to achieve. Patients desired to

control "self" in-.the situacion‘and.gﬁouSes desired to "hang on"

or "carry-on" during the situation. ‘ Both of these areas of work

s

were directed ‘toward what the individual could do on her/his own

behalf to manage or control the emotional reactions experienced

13
“

as a result of radvanced cancer.
~

Some o% tﬁe work) although different for patienté and
spouée;,\seemed'to support éach'others work. For example,ﬂ
patients’ daily 1iY{ng work was Eﬁpported by sppusgs’ helping
work. Spouses,'by accommodating a continued role for patient;

N ~—

z D
and by being positive, allowed patients to live as normal and

~ meaningful lives as possible. 1In centrast, some of the patients’

and spouses’ work resulted in conflict. If spouses, in order to
-
‘ - : - f- - : g I3 : -

survive, must "not think about it" and patients, in order to
Y . .

prepare the family, must talk about what to expect and how to

"take down the sheers/for cleaning", tﬁ;b there are difficulties

. 4 v
for both patients and spouses. Generally, spouses were aware,
thap they must make the compromises and accommodate to patients"

needs, not their own.

{
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: : : o - o= 3
Time Perspective. A difference in how time was viewed -
~éxisted between the patients ‘and spouses. Generally, patients’
oo o SRR ST i .
descriptions of particular types of work were more future
K CE ey R ’ -

‘A oriented than were spouses?’ work descriptions. "Spouses of
patients in the uncertain group4described more future plans in

their work than did spodgés of patients in the inevitable group.

However, patiénts, régardles; of groﬁp, provided gége *
descriptions of what they plaﬁned for tbe futﬁre.' This Qé;
evident in hoping, preparing: maintaining{ and fighti;g work.
Spousés described ﬁbrzigfforts,tb manage the present and to
remember ;he past. Sp6ﬁ§es' work of preserving and taking stock

& are examples of the different time perspective that existed

[
(8

between ,patients and spouses. Patients did not describe as much
X » ‘ .

involvement in the past ekcepc'where they described the source of

-

their inner strength, and where they deécribed their childhood

and past death related experiences. ;Overall, the basic

difference in the time perspectives of patients and spoyses was
: L

that pa;fents were more oriented in theﬂpresent and future, and

spouses were more oriented in the preseﬁt.and past.

S

Patient and Spouse Resources

Both patients and spousés used .a variety of resources’ tg
help them handle the diagnosis of advanced cancer. However,

spouses used resources from a greater variety of sources than the

>
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. . [
" .
‘

patients didk Patients' main source of help was from within

s

s
, ¢

themselves; whereas, spouses relied more on outside support.
Patients’ main outside help came from their spouses; thﬁvmaiq

-4

source .of outside help for spouses came from family and ffiendsi

. = - C .
Generally, it was enough for the patients to be with their

!
spouses, hoWever, spouses expressed more need for contact with

\\
.

others ‘and to be more active socially.

r

«

Summary S o '
Patients engaged in six tjg;s of work and spouses engagéd-in
five. Each type of work had a goal and a focus, with the focus

changing according to patient group.  In addition So'a goal and

focus, patiénts’ and spouses’ work was directed toward an object.
. ' » \' - » ‘
Thrée objects were identified: self, others, and disease..

Patients’ work was predominantly directed toward self and

- i
spouses’ was predominantly direeted toward others. Patients were’
ab%e ‘to direct one type of work toward the disease;* spouses were

J ) : ‘
only able to deal with the disease indirectly by Helping the

o “

patieﬁts.
Only - hoping work'&aé the same'for Hoth pétients and spouses.
Some patients and spouses work supportéd each otﬁers’efforts‘and
some work types resulted in conflict.
Patients and spouses had difféfent bgrspectives oﬁ‘timg.

Spouses concentrated on the present and past, and patients looked



)

.:Effect of the Disease

—_—

more to the present and future.

.

.. Resources were vital to both patients and .spouses, but
spouses used resources from.a greater variety of sources than
patients did. Patients described more need to‘rely on spouses

. : \ .

than on anyone else. . .

.

Y

Couple Responses

‘
o

A‘final portion of the last interview wa§ conducted with the
co@ples together. fhe-intent of this interview Qas to elicit
their respomses tojquestions dealing with the effect of the
situagion on them‘as a codﬁle, to diécdverlwhag, froﬁ their

_%experiences, they‘might like to share with health care workers
and’Pthers facing the same situation‘and té allow them the - /
‘opporpuﬁiCy to'commeﬁf'oﬁ thei; reactions to ‘taking part in the

L . .
interviews. Their responses to sach of these aspects are

o

described in the félibwing sections.

S~
) .
-, . . . o . i . ..

|

!

Despite the'poﬁentially dreadful physical effects of a

diagnosis of cancer on individuaf%, respondents indicated there '
Y

.

were also positive effepté‘on their personal life with others and

a heightened sense of appreciation for the "small things"¢which
can otherwise be overlooked. .Fositive comments most often given

\

by both patients (6/7) and spouses (4/7)Ahad co do with their

s/

— '

£



perception that they felt closer to one another since the . __ﬂ/)'
diagnosis. In addition to feeling closer, there was ‘also a sense

of éeepenédvappreciation for their life togepher;and for life in-
. e .

]

general. Both patients and spouses.remarked on their enhanced

p i . i :
sense of what‘was valuable and important in their lives:

!

. (Spouse) .
" Mrs. G.: I could see nothing but bad at first, but T
have wdérked through that I think. It’s unfortunate that
things like this.have to happen to increase awareness so
‘much, but I would say we're more perceptive,- and express.our
love more freely and appreciate time, even though we think =
we've always done that. L

(Patient) -

Mr. G.: ' It fas heightened things. I# makes you avare of
some of the aura (of life). We take notidé\of the smaller = ~
things. : o

|
- e
v . .

Participants also reported that the effect of the diagnosis

on the family was also positive in that it served to draw’'thé !

i
v . P

children closer to one another:
&

2 .
(Patient) : . » ) .
Mrs. A.: The, chfldren have become closer.to one another. -
Without being morbid about it, they're forever laughing and
joking. . T 4
. \Nl‘ — B 'r'/

Telling -the children and watching the children’s reaction to the
situation, however, ‘was reported4a$ Being very difficult for
three of,the four couples who still had children at home. They O

discussed the trauma that their children expefienced_initially;
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. but the parénts could now see somé positive responses in the

. )
children as well: L

a " . .

(Spouse) _ : X
Mrs. G.: I mentioned to you how hard it was to talk to

the girls. One had a disastrous year scholastically ...
doing a lot of daydreaming. But right now she’s just
_sailing. We'’re doing a lot of sitting and laughing now.

»

Two spouses reported negative effects of the situation were

that their freedom to interact outside the home was limited and

one spouse stated the disease "added a bit of worry". Ovefall,
however, fgsponsés indigated that some of ghe gffects of ‘the-
diagno;is we;e positive, fesulting in an expressed determinatiog
to ;enjoy life", ‘"make the most of our ciﬁé together", "be more

open. to express affection" and to " et our priorities lined up".
pe P , get P P

)

» ’ e
-
-/

All couples wanted health care workers to give them -

Recommendations to Health Care Workers

information which they called "the truth".or "the facts". In
addition, couples'appreciétéd.stéff who displayed knowledge,
patience and sensitivity iﬁ their approach to care of the patient
or familiés. Two couples expressed concern that AIDS reseaéch

not replace attention to or remove money from cancer research.

{
5

One patient expressed the need to be able to.talk to someone'"who

could face up to it" until such a time when her family and
friends "came around to thefpoint‘that they could talk because’

/"’4rbi
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they just couldn’'t in the beginning". Generally, couples looked

to,the,ﬁé 1th care worker for skilled care of fméchines" and

’
A

N - i Vs v
"1.V.s" and to provide answers to their(gueétions, Couples

'appreciated it if, in addition to meeting the practical care

’

needs, -the health care workers met ‘those needs in a friendly,

. ~ . B
concerned manner. , . In

W

‘Ré'commendations to Othér Couples
'Ovérally couples indicated that it was important to
"appreciate theltimef, "enjoy each d;;", "live day'to day" and
ndojthé\best you ?an". Two‘éouples felé they really couid not
S r
recommend anything because they felt everyone was different. One
spouse exprg;;gd a sense of helplessness in the si%uhtion and
therefore could not begin to tell anyone else how to manage.
‘Having and sharing the fac¢ts and being positiée and pétient were

also included as recommendations to other couples experiencing

similar situations. : ' .

Effect of the Interview-

%

Of the seven couples, all patients (7/7) and fivg*spouses
found the process of participating.in the study helpful.- The
response by Mrsf A..typified patient comments about the effect of

the interviews: S 3
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. . . :

Mrs. A.: If anything, it helps. You talk. You ask a
"+ question, you.bring out things you maybe hadn’t thought |
 about or were -thinking about, but-not bringing forth.

‘ <

Some patients (4/7) commented on the importance Of creating

more understanding with the hope that future patients and their

?

families would benefit. Another effect of the interview was to

give patients reassurance that health care workers were

interested in how cancer affected them and their families:

4

1t's nice to know that somehody has interest
bkes-us feel better too -.we are not caught in a
duse there'’s nothing worse than feeling like a
_number and forgotten. ‘ :

Although the effects of participating were positive for most

respondents (12/14), for two patients and one spouse the

interviews nlso had a di;turbing, as well as a positive effect.
For these éatients,.it was disturbing to rémémber the initial
diagnosis with all of Ehe evénts which were a part of tnac time,
such as-"tel}ing the children"; Facing the future was the other
disturbing issue of wnich patients were reminded during the
interviews. The spouse who néportéd a disturbingbgffect from the
qugétions Because they causéd him to think of éhe‘future loss of
hisiwife, went on to say the interview was "maybe disturbing at
tne:time but not in the results", rwo spouses reported thét-‘

taking part in the interviews had no effect on them at all; one

prefaced this remark with the statement "what can help?". DNearly

(25 4
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| | ‘ | \2

.all patients and spouses found it helpful to have the opporéﬁhityi

«

7 ) Q@ . . . '
to talk and to feel that they were contributing in some way to an

-

improved understanding of the diseéase.

>
i



CHAPTER V N o .

DISCUSSION OF RESULTS AND IMPLICATIONS 'v.' ot

v
4 ‘ }
The purpose of this study was to identify what resources the
. . P A v ’
" spouse/caregiver and the patient used to manage' the care of a

-

patient with advanced cancer in thé home. In addition to
"y N

v

identifying the type of resources used, the sources and €0
>

.usefulness of tLhese resources were also desdrihed. Results

N ‘

\ . L. N
revealei more information than whether resources were useful or

' -

not, wrich was the researcher’s original intenf. The resﬁlts

A e
describes the puryose that féégurceé served for ;:E§§nts and
Spouses; Furthermore, the concépE of patien? %ﬁd‘spouse yggg was
developed. Findings also resulted in a different'classification,
system.forziesou§ces than was originally‘developed and used aéba
basis for the sémi-structunéh interviewﬂséheduie;

e : B
This chapter includes d}écussion on:*1) major"resoufces used
by patients and épouses;_Z);résource meaning from the concept of

work, 3) implications for practice and research; and, 4)

limitations and strengths of the study. The first section on

: - :
major resources used by patients and spouses includes a

discussion of the following specific'resdurcééz physical,

informational, interpersonal,: and spiritual. Resource types are
discussed first and then sources are elaborated on for both
~ patients and spouses. "In the second portion of.:the chabtéf, the

N

93
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concept of work, as‘it,is described in this study, is compared to

other areas of work identified in literature. Also, other
[ . .

-3

concépts such as coping and anticipatory grief which are related

to work are discussed. Third and fourth sections include

discussions of the implications of the findings for practice and
M b L

research, and limitations.

/ ' Resource Types: Patients and Spouses

~

Resources used to manage chronic illness. have been .

- classified in a number of ways. Instrumental, emotional and

informational classifications were used by Unger and P?zell 2
(1980) as a way of 'conceptualizing individua’ resources. = Lazarus
and Folkman (1984) included réCOgnition_of what the‘individual)

coné%ibutes'by identifying such things as health and energy,
S _ . . ) T

- .

beliefs, and problgmfsblving‘abilitiés:as-potential resources.

»

,

The classification suggested by,EeérLin_and Schooler (1978) of

1sdéial'and pgicholbgiéﬁl'résqufces alﬁgned closest with the
internal énd egtérnal ¢la$sificati6n systém i&entified in thi§
stﬁdy.. Peariin and‘SChooler’s social fesoﬁrées included
‘intérpeysbnal networks of people who céuld’assist buf did not
%igectly identify tangible_fesources. Further.divisioﬁ, in this
-§tudyy of ek;ernal régou;ces into physical and interﬁersonél

,helg§)to identify such resources as medications, information, and

~help with daily liﬁing activities so necessary for an individual

S
///

v



95

s

with advanced cancer.
\\Internal reséurces o% character, faith; actitﬁde, and self
awareﬁess identified iﬁ this study have al;o been alluded to by
Pearlin and Schooler (1978). They identified psychélogical
. - . :
resources as including personal characteristics‘people dfaw upon
in time of need. Ipitially, the classification of physical,
emotional, informational, and réligious resources was;ﬁéed‘inl
this sﬁudy to develop the focussed interview guide. However,
when daté were énalyzed,.a.different resource classificatibn
evolved. This ié'possibly a moot point; howg§ér, it does point
-out‘thét,qualitqtive research must be~approaébed without
{préconceivéd ideés, or at least with the'recoghition that in;tial
ideas may not reflect the sﬁbjecté( ﬁerceptions of the issue.v

Findings indicated that a number of specific resources were

n

important to patients and spauses. The foliowgng secﬁion
provides elaboration ;n phyéical, inforﬁatiénal, iﬁterpersonal,
and religious resources‘used or soﬁght by paﬁients and spouses
dealing with advanced cancer at home.

v

Physical Resources

Resources to manage pain were most important to both
patients and spouses. One patient in this study questioned if
"life was worth it" when his pain was at its worst. Once pain

~was managed, at least to a degree, activities of living were once



96
\

again something to be sought. Medications wgge the most common

resources used to manage pain, although some patients also

supplemented with relaxat;on techhiques. For spouses, feér of

future pain or watching pain in their loved ones was traumatic.
T,

.In addition,;the presence of pain caused relational diffiqulties.
. . O
One spouse reported pain was largely responsible for the
patient's display of anger towardgdthe spouse. Resources next in
importance far pouses were anything which assisted with eating
and nutritioﬁ; sqdh as, vitamins:and ﬁealthy fdods. Comments of‘
"make sure she is eating".and Ytry to fix him special foods" were.
made.by‘spouse§ of pacients in the iﬁgyitéble group. Paramount
conéernﬂfor meeting physical neéds has been noted beforé (Rose,
1976; Edstrom and Millerl 1981; Wright and Dyck, 1984; Hinds,
"1985). Resources which ailow adeayate control of physical

symptoms are vital to allow patients and spduseséto enjoy the

‘time they have with eagh other. -

Informationgl Resources. Informational resources were important

for emotional adjustment in patients and spouses and for tie g
: <

e,

effective physical care of patients Types of information

received included information about the disease, how to meet the
care and comfort needs of the patient, and stories of positive

outcomes of treatment in other . Patients wanted to know "the
facts" and "the truth" about t 2ir disease and its progression.
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 For patients in the inevitable gr&up, getting the facts and the
trﬁtﬁ ﬁeant receivingkbad news. Not receiving good néws méant
these patients had to find another way to be.positive about the
situation. Patients in the inevitable group aéﬁomplished this by
ing that there were others who w;re worse éff.than they were.

Two patients who wereltold that their cancer was terminal, chose

<

to make up their oﬁn,m nds about the outcome. One, when told his .

cancer was terminal, responded by saying "to hell with you, I'm

—

'going to live until I can’t stand no more". The second pati#nt
. . ’ :

stated he did not find being -t81d his cancer was terminal very

~helpful at all and concentrated instead on "when I will get

better". -
r N

For patients in't..e uncertain group, good news was that the

treatment was working or that the cancer was under control.
s 4 : *
These patients were most satisfied with the type of information

they received. about their disease. The amount of disease
~ ;

patients have may influence their ne=d for and reaction to

. ® ! “.
information. Derdiarian (1986) in her study of 60 recently,

diagnosed cancer patients’ informétion needs. found that ﬁ%tients
with'lodai disease tended to need more information thén'tpose
with Aisseminated diseasé. In ‘addition, the serioﬁsness of the
disease may also have_an';ﬁfluence in how a;tivéiy patients

pursue information. In their study of 74 cancer patients

receiving treatment for life-thrgatening illness and 72 patients
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wi;h non-life:thre;tening'illneSses, Feifel, Strack, and Nag?
t1987)-f5uhd that p&tienfé with life-threateqing illnesses used
more confrontation;l and active information seeking behav;ors
than did patients with a.noﬁ—life-thtéépening illness.

In the present study, one patient in the inevitable group
was.angr?‘about not being informed about the extent of His
disease at some point in his'experience with physicians involved
in his care. He felt his decigiop making had been severely
hampered. D;gner and Beatoﬁ (1987) also reported this ongoing
prob%gm thatvpatients and families\have of obtaining information
from;health care professiphals. initheir qualitative study which
ﬁtilized participant obser&ation, interviews aﬁd document }eview.
in 14 health centefs, Degner and Beaton repbrted that "lack of
informaFion sharing yith patienps and families represent a majof
problem in‘the field of health care" (7. 137). They gé-on to say

’ * : ’

that the information receivgd by patients and families was what

thelhealth cafe pfofes§ionals éhose to shﬁre, not necessarily

what was asked by patients and famjilies. Another pégignt‘in the

ﬁresent study, who was a}membeflof the inevitable group,

indicated "if you don't ask nothing is going to be volunteered":.

Qﬁestions arise as ;o'whecher health care professi&%als
: (=

consciously or unconsciously share information more ébenly if it

is good news than if it is bad news, and whether patients do not

accept bad news and then feef as if they have nﬁt been told.

\

o
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1

All spouses of patiepts in the inevitable group reported
: _ ‘ | _
frustration in meeting their own informational needs.. They were
not told by their husbands or wives even though in two cases

spouses felt that the patients knew. One sppuse found out during

the inﬁerview-that she had not been kept informed by .her husband.

All spouses in the uncertain groﬁﬁ reported going with patients

¥

. to see the doctor and were satisfied with the type and amount of

"information received. The factors which may contribie to this

-
3

lack of information: sharing by patients in the inevitable group
were not looked at in this study. A longitudinal stud: would be
required to explore whether information sharing behaviors changed

® ’
as a result of worseni. ; disease or whether personality factors

or the patients’ desire vo protect‘spbuses played a Fole.
Infdrmation supplgmeﬁtal to the medical approach to'care
include&:~ vitamin therapy, holistic medicine techniques, and
referrals to otheFf pliysicians. One s‘[->ouse had received a numbe;
of book suggestions-from friends déaling with how to cope. Not
all of these‘suggestions had pésitive.results.  After‘readiﬁg one
of the réﬁommeﬁded books, the spouse was di§tressed to read that.
stress and diet caused cancer and she.felt ﬁhat this indicated
she had in some way contributed to her husband’s illnes; by ﬁot
giving him a healthy environment. This waéia direct gttack on

“her attempﬁs to provide a healthy diet and a good environment for

her family; as a result she was discouraged rather than helped by

-
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the information. On the other hand, positive stories about how
' L4

othe# people lived with cancer were an encouragement to two

‘ [ . ’ E [
couples. One spouse reported, that hearing from an acqualntance

about how he managed cancer! in his famjdy was helpful. - Hinds

(1985) noted as well that most of the help with patient care and

’

support to families came from their relatives and friends.
¥
Informational resources used by patients and spouses were

¢
o 0

related to disease, care and psychological comfort. The amount

and type of medical information was .not always as the patient
would have liked. Two patients in particular were fot satisfied

with the amount of information provided. However, the rest of

‘the patients felt the information given was adequate and

complete. However, being told that his disease was terminal was
reported as not being very helpful for one patient leading to the

question of h@w and when to tell people bad news. Spouses were

not always kept informed by pétients, but it was not clear from
| -

thirs study if this was an established way of relating in those

cases or if setriousness of the illness influenced the amount of ™
IS b

'inforﬁation given to spouses by patients.

i s

!

Intefgersonal Resources
Relationships between spouses a d patients comprisea %g
important. interpersonal raso’urce.;‘i/yl

The supportive influence

patients’ responses can have on family caregivers has been noted
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in writings d@éling with care of the elderly. The reéults_of
H.:schfeld’'s (1983)‘study-of'30 family caregivers of demented

e’ derly patieﬁts, showed that caregivers continued to live with
and care for their elderly felativé wheﬁ ;aregivers found
s;tisfagpion in their relationship with the patient. The results'
of a study of cancer patients also shéwed that confident and |
cooperative patients w;re among the factors which allowqd home
caré for the terminallyvill (Parkes,’197&). The results of this
presentrs;udybshowed thét in situations where patients were

depressed or angry, spouses reported difficulty in trying to help

them. One spouse went on to say "I have to get away from this

.

illness". Patients-acknowledged the role they played in their

family’s adjustment. Four patients elaborated on the attitude
they assumed to help their families be around them and accept the
illness. A positive attitude on the part of the spouses toward-

the situation was also an important interpersonal resource. for

‘patients. One patient feported that‘alﬁhough she did not know*if

her husband was really as positive as he pbrtrayed himself to be,

I3

it was very supportive fo feel he was positive about her disease
outcome. Thorne (1985) found in her study of eight families made
up of patients, six spouses, three.adult children and three other

kinfolk, that strategies which support normalcy were valued by
N » .
families and one aspect of normalcy was a positive attitude.

. N N y -

For spouses, another aspect ef interpersonal resources dealt
. - .
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with their need ﬁo Be abl; to discuss the situation with sdmeone
other than  the patientl Talklng it out wit " r-iends was
espec1ally important for four of the spouses. Tn Hill's (1984)
study of 50 family caregivers of elderly rglatives, participants
also described thevnééd to h&vé someone to talk to who was

.objective.

Religion

The role of rellglon splrltuallty or faith was not explored
lﬁ‘ﬁepth in this study, but some information was obtained which
warrants further investigation. uSpouses volunteered that there
had been a changé in their approach to religipn; "One chawge was
to, become more philo;ophical: "I think more gbogt life and death
issues". OthérS'reported an increase in.religious activities
such as praying and going to church. Patients, unLike‘ ses,
did not discuss their use of religious resources as ‘nuch;
however, two patiepts réported that religiéus activities were not
used, but then ‘stated that "faith was something else".  Aspects
of "something else"” were not investigatéd in this study. A N
spirifuai sense of éonnection with the universe was reported By
two ogher patients as supportive because it allowed a wa& to make
sense of.the situation. One patient'’s universe héd God in the

center; the other patient’s universe had nature in.that pobsition.

One patient felt that she would grow in spiritual depth and
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undefstanding as a result of her illnesé. She féported that she -
"had not as.of yet, but.she Qas seeking this growth. She reported
'~ she had observed spiritual se;enity in a dying North American
Indian lady whom she hé& méf prior co her illness and she would
like to achieve this serenity herself now thgt she was dying.
Although, in this study, spouses reported using more
religious resources than patients, other researchers report an
increase in the uses of religious resources by patients whe; they
are awa?e of a terminal illness (Reed, 1986; Sodestrom and
M;rtinson, 1987). These researchers, however, did not study
family membe;s. Reed (1586) used the Réligious Perspective Scale \
a  an Index of Wellaﬁeing with 57 peopie who were terminally 111 ‘\\
<and with 57 heaithy ;dults,matched by age, gendef, education, and )

religious affiliation. The results of her study showed that

terminally ill patients reported significantly greater

-

. ’ . ) .
religiousness but this increased religiousness did not show the

expected positive correlation with well being. Sodestrom and
Martinson (1987), in their stu?y of the perspective of nurses and
/) ‘
patients on a patient’s spiritual coping strategies, reported
that patients who knew they were terminally ill used more
religious resources such as prayer, reading the bible, and
watching or listening to reliéious‘programs than did patients who
were not aware of their prognosis. The aspects of religion,

spirituality, and faith as resources warrant further study.
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However, these are not resources which can be "packagéd" aﬁd
giveﬁ to patients and their families. If they are fessurces that
patients find helpful, then professionals should at least do no \
harm, by either discrediting the resource or by forcing the
spiritusl resourqe %?to unwilling patients and spouses: In this
presenf studyu,for example, one spouse was uncsmfortable with
questions dealing with.religion as a resource and stated a
preferencs mot to answer the queStioﬁs.‘ In contrast, two other
spouses stated that Fheir faith in God was a'strengtﬂ for them
and allowed them to be hopeful for a cure or spiritual reuniting
~following death. Even thbugﬁ Bell‘(l985) notes that spirituality
is a mystery and suggests "it is the energy within each person
ﬁhat strugglés for measing and purpose in life", perhaps study“of
this aspest of life wodid'lead to better understanding of how \
health care workers canlﬁest help pat;ents and families in this

:
personal part of their lives.

Sources: Patients and Spouses

Sources of -external resq?rces-for both patients and spouses
ﬁ‘&ere professionals:'fsmily, and friénds. The spurce of interﬁal
resources for patients was their cﬁaracter, upbringing and past
death related eiperiences. Degner and Beaton (1987) also noted

in their study that the knowledge families took to a cancer

situation was what they had obtained from previous -health care
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and life experiences.

Physical Resogrces

Generally the source of physical resources were health care
ﬁrofeséfonals, such as physicians, nurses, and phyéiotherapists.
These findings have also béén reported by others in their review
éf home care (Zaiaé, 1985; Gotay, 1984). The source of
medications as a physical resource was physicians. Othe. /
physical resour;es, such as cénes and bath tub helps, carge from

the local cancer institute.

Informational Sources

.

Doctors were the source of information related to the .
.isease, its treatment, and!prognosis. Cartwright, Hockey and
Anderson (1973) also ﬁognd that the family doctor or'ﬁhe hospital
doctor were the sourcés of disease rélated information. Couples, -
in the current study, reported that nurses were their
inforpational source for specific care techniques, such as
infusion déviceg; Other fgséarcheés‘have((;dicated that nurses.
wére not seen as a source‘éf infdrmation by patients (Dodd, 1984;
Mitchell and Glicksman, 1977). Dodd’'s study however dealt with
patients undergoing radfation therapy and possibly nﬁrses were
not éeen as being responsible for rédiotherapy, and therefore,.

patients would not expect’information 'related to this
s
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teéhnologicélly Lomplex theréﬁy from ng;ses. On the o6ther hand,
the patients in Mitchell a;d Glicksman’s study were outpatients
and pétient; in their study repor;ed seeing the nurée as someone
who "ran thé\exaﬁining rooms and helped the physicians”. 1In

. | N i
contrast, results of the present study shewed that nurses werse
loéked upon for specific care teéhnique information. In
addition, one patient stated that she talked to nurses about her.
disea;e and its seriousness until her family could "catch up" to
where sheiwas in dealing with the sitqation.

Supplemgntal infofmation concerning care approaches other
than those given ﬁo couples by the ﬁospital personnel came from
friends, acqudintances, and family. 1In this study, friends.aﬁd
,acquaintanées were>reported as conéribﬁting nearly all
information on paramedical care approaches, for example,
information on vitamins, holistﬁgtmedicine, and positive thinking
techniques. A similar finding'was also reported by Grobe,
Elstrﬁp'énd Ahmanné (1981) who. reported that Vééy few families
learned from ﬁealth care brofessionals. In this current s;;éy,
acquaéntances Qere usually people who were experiencing or had
experiencéd cancer in fheir own fgmilies. Their infqrmation
dealt mostly with stories of how they managed and the positive

wcesults of treatment. This type and source of support was also

noted by Thorne (1985).
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Interpersonal Resources

Patients looked mainly to their spouses as their source of
support. Others have also reported that spouses play a pivotal
rale for patients with cancer (Northhouse, 22843 Wethingtra and
Kessler, 1956). The patiehts in the present study, esﬁecially
those in the inevitable group, wished to be with their spouses

and-immediate families more than with anyone else. 1In contrast,

spouses of _atZents in the inevitable group reported need for

greater numbers of people interactions and elaborated on the role

frlends and family played in thelr support. Both pacients-and

spouses reported that the illness caused them to change their

4

prlorltles for how and with whot they would spend their g;me

e
members.of the uncertain group. The result was that they took
. I~
N 'f"( /\'. Y
more time for vacatlons together and as one spouse put it) "cut

Thls was‘espec1ally true for the patients and spouses Who

“

out any extracurricular activity", which woqld take him away from
his wife. Reports in the literature of isolation and lack: of

help from friends and family when someone” is terminally ill
3 . :

(Giacquinta, 1977; Parkes, 198Q) may ha&e been a pattern
established prior to the time when the illness became

debilitatingl Friends_may have felt left out earlier in the
illness trajectory and did not know how to assist when the

1

N :
illness worsened.'»%}thdrawal of family members was not reported

by the subjects of this study. If anything, the immediate family
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. ’ . . \
(children) were closer since the illness, that is they visited

more often and were reported as being mofe consideréte to the
patient. Others‘have.aisd written that familieS'repbrtvfeeiing
closeé.(Siaby and Glicksman, 1985). ‘

In the present study, only two examples of‘friendsf,
Qithdfawa{ were_d?;cusséd by patients.,‘Oné patient féit'th;t |
some of his ffignds;no'longer ﬁiéited~as often due to tﬁéif-
concern for:his fatigue level and for the fdct that any noise
theyAﬁay’ma§e would éaﬁse him more:pain. A second patient
discussed ;n interaction which she had with two friends shortly
after she’had been diagnosed with cancer. She reportéd_that ﬁer
friends attempted\to avoid hgr when ‘they met‘in‘a shopping
cente;. The friends were visibly uncomfoftable and were relieved
when she terminated the interaction. Subjggts of théipregéﬁf;;
sﬁudy indicated that,- there wés»some Qithdra&al'of ffiendsi buf
acquaintances with past cancer experiences either personally or
in their families soughE out patients and spodses to see if Qhat\\\\Jf

théy had learned from their‘experiences could’be of help.

Couples inithe unpertéin group changed their activities in or;;r
to spend more time together énd'ﬁhis factor may lead to»isolation
l?tet as the disease progfesses. A secoﬁd explanati%nifor
isolation later in the disease process may have to do with the

lack of’ability to get out of the home due to increased debility

of the patfent. An element of social restriction was noted by
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three spouses, two in the inevitable group and oné in the
uncertain group. This was due to patients’ lack of =" lity and
reluctahcg to be left alone. Getting out was an important issue
for all .spouses ana patients in those situations where the _

disease had progressed to a point where it was limiting mpbiIity.

‘Religious Resources

Sourcés:of religious resources reported wefe clergy, ﬁriest,
friends, feligious icons in the hbme, and an internal belief
system. . Sqdest;om and Martinson (1987) reported that the
majority of 25 cancer patients identified family memBers as their

g N

spiritual source. Patients.and spouses in this current study did
not report thattfamily members weré a sdurce of religious help;

however, this aspect was not investigated in deptﬂf

) FIRM‘Results | -
An interesting finding from the results of FIRM was the fact
that only 6pe couple scored low ' » ﬁa;tery and health scale, even
though four patients were troubled with pain, weight loss, and )
d§C¢eased MObility.‘ However, of these four-patients, all were
- able to be up.and about to some degree. It has been noted ih‘a
previous study that mobility may’play a:majbr,rple in patient’s
sense of well being. Reédi(l986).found in her study of

4

religiousness in terminally i1l and healthy adults, that reported

.
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well being was related less to the medical model of health and
more to6 being able to get around. The importance of being able
to be up, get out, move gbout, and be useﬂyl was repeatedly
commented on by the moéé debilitated patients in the present
stédy. The results of FIRM's mastery and héaith“sca%?, and
results of Reed’s study support the view thét mobility is used by

patients as a judge of their well being more thanvthe medical

\ :
diagnosi§\ : -

Resource Méaning: The Concept of Work

One OL the most important findings'of this séﬁdy is the
notion that patients and spouses engage in several types of work
in order to manage the major task they are facing, and that they
utilize energy and }ésoﬁrces in ordef to aécomplish their work

goals. The concept of work evolved as a result of thg

_realization that patients and spouses were expending energy to

manage their situation. Also, they used words and phrases such
as, "it’s hard", "it’s difficul ", "do as well as ybu cén", which

are usually associated with work, to describe their reactions.

"In addition, they identified resources which they used to help

t‘em manage. Energy expenditure, descriptive words, and resource
use completed the requirements necessary to permit the view that
patients and spouses were working.

The overall concept of work is presented first with
3

-1
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reference to how patient and spouse work relates to existing

ideas of work in society. Work is also discussed as a way of

providing .a context for coping and coping behaviors. Secondly,
a5

other types of4patient and spouse work identified in~the
‘literature are described with discussion on how this current

inyestigatien contrifutes to this quy‘of knowledge. Finally,
.(fpe fit between ﬁatienc a?d spouse work, as previously described

in chapter four, is discussed with Fegard to the object of their

"work, similarities and differences in their work and the

) B
perspective of time:

i

The Concept of Work !

s

The idea of work is not fo:-eign to North Americans. The
phfase "protestant work ethic" deee;ibes a belief Fhat being busy
at a'werthyhile endeavor fdi most of the day is to be valued.
Work is usually thought about in relation to en occupation with
financial or othervtypes d;~22Eurn. However, in-addition to
being used to describe an occupation, work is also.used to

'explain efforts required.to build interpersonal relationships;
) children’svplay is often called work. - Work is considered an
appropriate'aay to.descgibe what a person does to deal w.'h
grief. The notion that patients and spouses work on their own
behalf to deal with advanted cancer is an expensidn of the
concept of work.r Pfevieusl , work has been narrowly defined and

&
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used. to describe behaviors dedling with a limited part of the
human experience; The resﬁltsvof this study support a broader
view that includes a variety of types of work applied toward
dealin with a diagnosfé of advanced c;pcer in the family. Work,
as it is described in this investigation, provides‘Ehe context
. . . (-

for behaviors used by patients and spouses ;s they deal with
advanced cancen. There is perhaps leﬁs tendency to view people
as passive recipients of professional ca;e_when their actiyities.

. .
are viewed as work.

It seems to be helpful to view behaviors such as "keeping
buéy"~and "not dwelling on it" as attempts to control oneself
within a bad situation, survive a situation, or get on with daily
living, than to have these behaviors as part ;f a list labclled
aé denial or distraction teghniques. Although it is true that at
times people use denial or distraction, this study points out
that these techniques are helpfﬁl in confronting the disease and
in oxder to continue to live as normal>a life as possible. The

4
concept of coping and coping strategies also benefit when viewed

. . &
within a concept of work.

- Coping, & a general concept, can be applied to both patient
and épouse respohses to advanced cancer. Lazarus and Folkman ‘
(1984) noteg that the process of coping must be examined in a

specific context. They state that to be able to study and

evaluite coping, one must understand what the pérson is coping
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with, and that the more narrowly defined the context is the
easier it is to link a particular coping thought or action to the
contextual demand (p. £42). Viewing actions and thoughts of
patients and spouses dealing with advanced caneer in the home as
contributing to the accomplishment of sﬁecific types of work

y - . - .‘-
provides that contextual view. Coping functions defined within

specific contexts are less general and m?re situation specific

3

(Lazarus and Folkman, p. 149).

Viewing patiegt and spous; behavior in the context of work
to be done shows that although some of their bebaviors are 5Ee?
same, what they hope to accomplish is different. Some of the :

ly work which identified that patients go through stages as
jthey'face death (Kubler-Rdss, 1972) has been taken to mean that
each person moves iﬁ a set sequence through set steges, and’that
ideally each person should go through to a stage of acceptance.
Clinical di<cussions have been overheard that include the family
in these - 25 as well, even though, Kubler-Ross identified

N
stages from talking with dying patients not families. Nor was it
her intent to have sequencing occur as a result of thesé stages.
Ut11121ng the view that patlents\fnd families work and that, they
ihave different work—to do helps to prevent this tendency to
sequenceipatlents through stages (Gullo, Cherlco and Shadlck

1974). The concept of work also provides some additional

information about the~cop1ng strategies suggested by Weisman
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In
(1979). Weisman looked at newly diagnosed cancer patients and

listed 15 strategies he observed in patients trying to manage

this¥situation. Viewing these stratregies from the point of view

of resourcef used in ordér to accomplish certain work provides
additional information about Qhat is happening to patients 'and
spouses in a cancer situation.’ For example, understanding that
the distraction technique of "doing things" helps patients carry
on with daily living and assists them to keep their spirits up,
which in turn supports their families, allows a more complete
view of not just a éoping strategy, but what patients hope to

accomplish by using a particular strategy.

Patiént Work

| The. fact ;hat patients have work to do(was first noted by
Janis (1958) who described certain behavidrs He had observed in
surgical patients a; they anticipated surgery. He called this
anticipation process "worry work" and stated that patients used
mental activities to prepare themselves fornthe crisis of surgery
(p. 375). Janis felt Eégk.thngyp:ry work enabled individuals to
adjust better to a painful situagipﬁ and if the work was ﬁot done
ingividuals were at a disadvantage ﬁost surgery. Janis did not’
prcvide elabpraﬁion on what these mental activities.were or how
' they helﬁed patients to prepare. * However, he did note that

‘ , . o .

information from the physician was essential if patients wgre to

4
.
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complete their worry work. A similar type of work was noted from
. the results of the current study. Preparing work in this study
included behaviors pa?ients engaged in to prepare their families,
5 :
as well as themselves, for an inevitable or uncertain outcome.
.The mental and physical activities which were a part of preparing
work differed for the two groups of patients. Patients who were
memberg of the uncertain group, like Janis’ (1958) p;tients,
worried about preparing their families. On the other hand,
patients who were members of the inevitable group gave specifics
about'hqw they were preparing their families and themselves. One
patienﬁj who was a member of the inevitable group, described his
funeral plans; two other gatients, who.were also members of the
‘inevitable group, oﬁclinéd how they were to be looked after once
they were not able to be up and about. The stage. of illness had
an impact on the degree patients had progressed from worry to
action. For pafientswin the current investigation,‘like Janis’
.patients, information Qas essential in order to make specific
plans. The importance of information fér family and_Patieng,'
decision méking has also been noted by others (Hinej 1980;
Derdiariaﬁ, 1986;'Degner and Beaton,‘l987).
fPortions of‘other patient work, idéntified in this present

'stﬁdy“ cbdld be a part of what Janis (1958) identified as mental

activities that the patients utilized prior to surgery. Patients

in this study described the use of mental relaxation techniques
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and other mentai Activities, such as purposefully not dwelling on
the situation by thinking or doing something else in order to
qontrol themselves. Fighting work, which involved doing the best
they could against th? disease, may also have been a part of what
Janis observed in patients présurgery. The notion of p;tienté
working was #ot picked up by other writers uritil recently.

Specific work patients engage in while hospitalized has been
noted in‘th;ee publications (Stepter, 1981, Strauss, Fag;rhaugh,
Suczek, and Wiener, 1981; Fagerhaugh, Strauss, Suczek and Wiener,
1987).. Strausg-~et al. (1981) discuss a numbef types of work
engaged in by hosﬁitalized patients. Aithough the setting Qas
different and the authors do not provide information on patient
diagnosis, some of the work described by Strauss et al. islthe
same as patient work .found in the current study. For example,
Straﬁss et al. described patients’ "body work" as expenditﬁre of
energy aﬁd time along with courage and will to maintain
’composure, control. their bodies for tests, and look to their own
comfort needs. In this present study, the efforts of daily
living work for patients also involves using energy to attempt to

live as normal a life as possible. Hospitalized patients would

not av& had the same demands for normal living as patients at

home. efore, certain work and goals may be different for

pétients at home vis a vis patients in the hospital.

Fagerhaugh et 'al. (1987) describe patient safety work in a

+
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technologicalized hospital; The authors identifyisuch behaviors
as monitoring IV's and selecting which staff ;hey would Pféger do
éertain proéedures as examples of patieAt safety work in .a
hospital. They éllude to the fact that families aré also
involved but do not give an: details of family work whi; may be:
‘
different thaﬁ patients’ work Their findings are based o tw
years'of field work and interviews in six.hospitalg with over 100
staff and patients. Details about diagnosis, stage of disease o?\\\_/
treatment are not provided. Work focus, as noted in the current

investigation, changes by disease stage and spouses engage in

different types of work than do patients.

Spouse Work

Although very little has been written about‘patienﬁ work,
even less h;s been publishea about the possigility that spouses
engage in work when their husbands or wives are seriously il1.
Fagerhaugﬁ gé al. (1987) mentioned that families have safety Qork
to do when a loved one_is hospitalized; they imply however that <,
the work is the same for both patients.and families. The results
of this current étudy show that although some of patient and
spouse wofk'requires similar behavioig‘only one area of work is

the same for both patients and spousés. An element of safety

work as described by Fagerhaugh et al. was reported by spouses in

the current study and categorized under helping work. One spouse
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outlined her concern while her husband was hospitalized that the
nursing staff were not caring for his Port-A-Cath the way in
which shé and her husband had been taught to care for it at home
and she was worried thaf the staff would plug it.” The same
spouse described her efforts to have her husband moved Qhen_hé

. "
was admitted two the same room as a smoker. Helping work
activiti®s, which involved cgncern fo?ipatients' safety at home,.
were such things as "watching that hg;doesn’t get dizzy and fall"
and "ensuring that she is not left alone".

Although references“io the fact that families have work to.
do dufihg a loved one’s illness have not been included in
published reports, the idea that families work post death has
been reported in the grief litegature. Lindemann (194§) in his
.class description of grief response;, uséd the term "grief work"
to encompass all.behaviors individuals display in order éo become
separated from the deceased and readjusted to life/without their
loved one. If it is appropriate to thiqk of an individual as
engaging in work after thé'death of a loved 6ne}‘then it .would
also seem to be appropriéte to think of an individual engaging in
work prior to the loss as weli. The goal; focus and object of
the work would be different. For exaﬁple, part of grief work for
an individual }s to separate from the deceased. Resulté of this

current study show that spouses are mainly concerned with doing

all they can for their husbands and wives and consciously try to
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‘spend as much time as possiblq‘with them. This finding was also

reported by Silverman (1974) in her study.of 39 women whose
husbands éhd suffered long term illness. Silverman’s study

- . ] 1

involved &bing follow up interviews with the widows three weeks
R _‘
after their husbands’ death. - Although there is lack of agreement
in the literature concerning the labelling of some predeath-
. . »

reactions in survivors as anticipatory giief, some parallels
exist between what writers have identified as anticipatory grief
—~ .
reactions and what has béen identified as spouse work in the

present study. These parallels will be discussed later in the

chapter.

Fit Between %atient and Spouse Work

Findingé from the present study, in w?ich‘patient and spouse
behaviors were identified as work they do in order to deal with
advanced cancer in the home, are similar to behavgors'described'
by others in related research. M;ges and M%ndelsohn (1979)
de;cribe a variéty of tasks p;tient have to do depending on stage
.of disease. The concept of anticipatory grief,:és'ouclined by
Rando (1986) also contains elements of patient and family
behaviorfféimilar to those noted in' the present study. This
section presents discussion of the relation of these concepts to.

the findings of patient and spouse work as outlined in the

present study. The object of patient and spouse work is
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discussed first, followed by a review of wark similarities and

differences, and lastly the perspective of time as wiewed by

4
-t

patients and spouses is discussed. E

Object of Work _ ) ’ 7

The image ok patients and spouses working to manage a
diagnosis of cancer has not been directly discussed in any
published.infdrmation. Research on patients in different disease
stages by Mages and Mendelsohn (1979) howevef, has provided
information on patient bghaviors ;nd tasks which agree with the
findings of the current ;fudy. Mages and Mendelsohn carried out

. T

semi-structured interviews with two retrospective samples; one
Sampled(NZI) was 6 to 12 months’post treatﬁent and the secona
(¥35) +as 3 to 6 years post treatment. They also interviewéd a
thivd group of patients (N31) who were receiving or had jﬁst
received treatment. From their study, Mages and Mendelsohn
identifiec seveﬁ issues that patients must deal with depending on
disease stage. These issues include managing the discovery of
cance; gnd its primary'treatment, dealing with recurrent disease,
and manaéing terminal illness. Each issue required an adaptive
task. For example, the adaptive task for terminal illness was to
prepare to leave family and friends, provide for loved ones,

-~ 1
learn to use medical assistance and internal resources to

.

minimize pain, and so on (p. 26%). Although, Mages and
v‘g .
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"Mendelsohrt call this one task, if\would seem t6 be a number of

~J

tasks of which many agree with the findings of the present study.

.

The work of preparigk familiess as identified in the present

Y

study, parallels well with the adaptive task related to terminal
.illness. However, patients in this current study engaged in much
more work than prepafing to leave théir families or providing for
their families. They also used energy and rgsources ‘to maintain
the suppdrt of others, carry on with daily living, fight the
disease and so on. In fact, patieﬁts in the' current study had
work to do which was siﬁilar to tasks identified by Mages and
Mendelsohn as occurring inrpatients who were experiencing tHe
possibility of recurrence. The QQSkélidentified by Mages and
Mendelsohn were listed as being épecificv§o a particular‘disease
étage without overlap! 1In.the pr;;E%t study, patien%s in both

groups had the same work but the focus of the work. was more

specific for patients in the inevitable group. The stage of
- N . . ' L]
N ;

disease did have an influence on patient work but not to the
\ T C / , _ .
/1/point of the work being different as:noted by Mages and

~Mendelsohn.

The main object of spouse work in the current study was the
. , N . B
patient. Spouses were more concerned about patients than they

" were about' themselves as wag%evident by the fact that out of five

categories of work only-one was directed toward spouses

‘ - e . . . '
themselves. Others have also noted that Spous€s are more

v

¥
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concerned about patients than themselves (Wright and Dyck, 1984;

: . ‘ : ~
Howell, 1986). However, spouses in the current-—study were also

a afe that patient%' well being depended on tgem remaining
ealthy and in good sﬁifits;'therefore, a large amount of Ehgir
energy and resources Werevused to survive. The results 6?
. 8 ’

Howell’s‘(l986) descriptive study of 30 spouses of canéer

patients also sﬁéwed tﬁat spouses had to mangge'unplea;;nt
| thogghts,’fiﬁd someone to share tﬁeir feelings with, and deal
7 with tﬁe effect the disease was having on the children. Spéuses_
éianowell’s étudy aiso gad a; their object of éoncern others,
including‘patients and children, and lastly the%selves, without
bdiscussion of possibleveffé;ts on their part towards the disease.

As 'in the current study, patients were the only ones who could

directly work on.the disease.

Work Similarities and Differences ‘

Only one'type of work, hoping work, was the same for both
patients agg'spouses. The éxtent that patient aﬁd spouse work
‘differs may contribute tb the'isoiation and communication
difficulties in famil;es often reporged’in theiliﬁerature
(éiaéqﬁiﬁta, 1977; Kraﬁt and Johnston, 1978; Rgilly and Pglten,
1981). If there are times when patients, in order to fight the

disease, use their anger as ‘an energy sourcé, spouses may -

experience discomfort in their relationship. There will also be
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times when the work of one group compliments’ the wqu of the
other. This can be seen in tge area of daily living work fpr
patients and helping Qofk for spouses. ' Patients wish to.gq on
with life as g&rmal and. do nor;;l things and spouses work to
maintain a roée for the patients and give them something to do.
" Others haye also noﬁed the_importancé of‘maintaining.normal life
activities'for p;tients (Chalmefs; 1984; Thorne, 1985); .In her
study of eight fad'lies, Thorne reported the importaﬁce of living

)nofmally in spite of the .disruptions caused by cancer. To her

suqucts,_normal,megnt being able to "go fishihg" and "do

' , < ) . .
things". Chalmers discusses similar findings in patients with
chrpnic'airflow ébstruction. gﬁsfnosed that patients attempt to

place their illness into a framework of normality.

" Another area of dif?erence for patients and dehses was in’
ﬁhéydegree of uncertaiﬁty displéyed by individuals, especially
aﬁong patients'and spousesvin’the inevitable group. Patients in
the inevitable gggdp*were ablé>to adkdowledge the fact‘of their
impending death. Spouses;von the other Bénd, had difficulty with

the fact that their husbands and wives wereigoing to die. They

2

reacted by "not thinking about it" and determining to "cross that

bridge later". Perhaps only patients can view their:own death as

inevitable, leaving spouses to perceive patients’ death as ,

-

uncertain regardless of whether patients themselves view it as”

B F

fﬂ\}k? inevitable or uncertain. Spouses, at the time of the iﬁteqﬁjews,
. . - S b - .
* s A -
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may not have begn able to acknowledge that the patiett’'s death
~was inevitable. - Dofng so would have communicated‘a sense of
giving up and in the spouses’ view it was important for the well
being of the patient to be positive. Silvermann (l?7&) noted 4
‘similar reaction in the wives of term;nally‘&ll husbands in her
study on anticipatofy g;ieff In the present study, the strain of
this ambiguity shéwed in the interviews. Generally, the spouses’
reactions were more emotionally intense, that is, they displayed
more sadness than patients did during thé'ipterviews. Four of
the seven spouses cfied ar some'timé‘during the interviews: only
one of the seven patiegts cried.

-The concept of anticipatory grief, as presented by Réﬁdo
(1976) shows similarities to somélgf ﬁhe types of patienﬁ'and
spouse work found in the present study. In her work, Rando
identified certain ;aské of a dfzgg éatient as examples gﬁ
anticipatory grief. For example, these task;"inclﬁéed arranging
wills, coping with loss, planning the fugufe through allocation
of time and gn;ggyJHQéaling-with‘numerous.psychosocial problems,
and so on. * Many of thése ﬁasks‘parallel the fincings of the
present study and are merely given different terms and placed.
within the context of w?;k rather than grief. Anticipatory
grief, asra way of looking at patieﬁt'reactions, does not allow
as broad a view of oﬁher patient .tasks which involve such things

as ‘hoping, maintaining support, getting on with daily living, and
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fighting the disease. ‘ X
' ¢

Better agreement_exists betwee anticipatory'grief and some
s, dsal work. This is especially notable in the work of taking
stock and preserving. In these are%s of‘wofkf spouses review the
patients’ character and_their\life togethér and‘create-or review
memories."Rando’(l§86) deﬁigiéés these same features: as examples
of a family’s anticipatory-grief reacﬁion through striving to
take in the loved ogg and putting imagesiinto'the mind so thét

-

these pictures wi’' remain after the patienc’s‘death., Bétfer
~agreément seéms to exist‘between the findings of this r,udy‘and
what has been labelled by ochersigs anticipatory gfief.  However,
the resulfs of the present study show that although the dying
,patiént is the most impartant individuai to spouses, théy also
are very much involved with their own survival and that of their
children. |

N

Time Perspective

‘ )
Spouses were not as involved with the future as were

patignté. Rando (1986) also reported many of the patient tasks
were future oriented. Howéver, she noted that families were also
involved in making plans for the future which did not involve the
dying person. Tﬁe'resulté of the present study do not support
.that spouses are involved in removing their husbands and’ wives

from their future plans. In fact, spouses were not 1ooking at

&
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the future at this point. They were more concerned with enjoying

each day and making he best of the time they had left as a

couple. It may be that because patients in this study were up M

and about and involved Qith the family, in spite of their pain

. %
and debility, spou;és were not forced to look at the future
without their husbanﬁs and wives. Rando.(l986) does not.iﬁdicate
degree of debility of the patients in her work and it may be that

d#s patients become increasingly bedridden, spouses are forced to

view the future as it will be without their loved one.

- . ’
.o '
=
\ .

Impliéations for Practice and Research

The purpose of this study was to identify what resources
. ‘ v
patlents.and spouses used to manage care of someone with advanced

cancer in the home. The concept of work that evolved from the
conceptual analysis requires' additional investigation with more
individuals in different life stages and settings to ensure its

validity before it can be assumed as a guide for nursing practice

/”"Qithxpatients and families experiencing advanced cancer.

!
|

' ’ e
\\\However, even prior to further validation of the concept, t
///‘ . . ) .
Jdea that patients and spouses are actively working on their own

{
~

behalf does have implications for the practice of nursing in
! :

caring for these individuals.
“

)

"Implications for Nursing Practice
‘ \
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The notion of patients and spouses as workers removes any
sense that they are passive recipients of prqfession care.

This fact alone may change_previous reluctance on the part of_
health care professionals to share information with patients and
families. The difficulty patients and families have in agquiring
information is repeatedly noted invstuaies (Wright and;Déik,
1984; Degner and Beaton, 1987). Patients and spouses, in this
sfudy, wanted information on the disease, its prognosis, and
treatﬁent, and they wanted this information given in
understandabié terms with a compassionate manner. An information
role forvnu;ses was identified by patients and spouses to allow
them to deal with physical care needs for specialized infusion
devices and equipment.

Methods of providing emotional -support to patients and
families have always been a challenge for nurses in oncology.
Nurses are consistently referred to as providers of emotional
support; however, what that means is rarely adﬁ%?§§ed. The
notion that patients and spouses‘work and tﬁatﬁaf times their
work may be different, leading £o.conflicts within relatiéﬁships,

-

-can assist nurses in their support role by allowing them to
interpret reasons for possible conflicts to patients and spouses
thus helping them to understand interpersonal dynamics which may

be occéurring within the family. In addition, the knowledge that

spouses need to review their lives with patients and to discuss

b
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their husbands and wives’ character, caﬁ assist nurses to
identify a method of providing further emotiqnal support through
listening to these life reviews. It was also clear froﬁ this
study that patients need to discuss the seriousness of the-
disease with outsiders and ﬁhat nurses can fulfill this role as
well.

.The realization that spouses have helping work, which
involves mainﬁaining a role for the patient and protecting the
patient, can help nurses understand protective behaviors which
are often notéd when patients are hospitalized and may assist in
preventing misunderstanding on the part of hospital s;aff and
families. E » >

Community nurses may be able to communicate the needs of
families, in which a member has a serious illness, for their
friénds to providé‘short frequent visits rather than long
infreqﬁent ones. Spouses may need assistance to realize that
they require divefsion from the illness, especially as the:
Aisease progresses. The realization that spouses play a very
important role in supporting the patient and carry most of the-
noncern for patients$s and any children, make them a vulnerable
group which nurses must observe for signé of fétigue. Spouses’
devotion to Eheir husbands and wives may not allow them to take

time for their own health and nurses m§§\§ZZEJio reinforce that

spouses care for themselves, as well as the patient, without
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feeling guilty about needing to be away from the situation

occasionally.

Nurses must recognize the painful experience of telling

bchildren, as was noted in the study, and assist families to

I
transmit information/{n'a hopeful manner.

Further Research Needs

From the results of this study, work has been identified as

an'important'concept by which to understand the behaviors and

mental reactions of patients with advanced cancer and their

spouse/caregivers. Further investigation with larger numbers of

individuals in different settings and at different stages of

disease and qu life cycle is required in order’ to kslidate and

%

further develop the concept of work. Questions which remain to

P

be answered are:

1)

2)
3)
4)

5)

6)

Do different categories of work oceur in families ghich are

at different points ih the life cycle?

& .
~What work do other family members become involved in?

What specific types of work are children involved in?

How does.,work differ for hospitalized patients and families?
How does professionalvhealth care work and patient spouse
work differ?

How aré work categories influenced by type and stagéfof‘ .G;

diseage?
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No attempts were made to delve into the unconscious through
drawings or dream reports; it may be important to identify
possible unconscious work of patients and spouses.

Certain resources identified in this study as impofﬁant
require additional'investig;tion. The role of religion,
spirituality, and faith wés not invesﬁigated in depth, but
appeared to play an important role for some patients and spouses.
What is meant by faith, feligion,,and spirituality and;how these ’
resources cén or cannot be supported by health care professionals
requires further study by qualitative methods in order to
ideﬁtify the components of spirituality and faith and their
differences or similarities to religion.

It was noted by couples who had children still at home that
this was a vefy difficulﬁ time fof everyone. What effect a
parent’s diagnos%s of cancer has on children needs exploration,
not just from the E?iﬁt of view of work but also with a view to
identify the concerns,‘problems, and impact of the disease, ras
well as what children do to manage Ehe situation.

Results of this study showed that some difficulties were

7

encountered by spouses of patients in the inevitable group when
they attempted to get information from their husbands and wives.

These same difficulties were not reported by spouses whose

husbands and wivé;\were in the uncertain group. A longitudinal
i
study would be needed to investigate where and .to what degree

A\

7
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information sharing changed as the disease progressed. An
‘aréicle published in 1966 is still b;ing<quoted‘as a source for
the fact that patient communication is minimal in areas. dealing
‘wi;h death ard dying (Abrams, 1965)1 A more recent publication
reported that patienfs and carégivers (family and friends) did
not speak openly about termiﬁal ill?ess.(Reilly and Patten,
1981). In contrast, all couples in/this study spoke openly about
‘}he,éisease and its prognosis during the inter&iew involving both
of them. Some patients in-the uncertain group, in speaking about
the emotional aspécts of the disease, indicated that talking to
their spouses constantly about their feelings would not be
; helpful, but that they did talk about the disease and its
treatment. A specific stgdy dealing with the patterns of
communication such as what types of .communication help, what
hinders, and who talks to who about what requires further
investigation. The agony of patients who. feel ﬁhey héve been
deceived or have had infofmation withheld is‘something families
carry with them into evefy ensuing relationship with health care
personnel. Just what it is ;hat prevents patients and spouses
from obtaining the information they need clearly requires further -
study.

VAR Limitations and S=-rengths

This was a descriptive study mean: to irvestigate what
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resources pa@ients and spousés used to manage advanced cancer at
home. The intént of the study was to identify concepts ana
themes of resource use in the home by the patient with advanced
cancer and the spouse caregiver. The descriptive in-depth nature
of tﬁe study, and the financial and time restraints of the
researcher prevented a study with large numbers of individuals.
Therefore, the small sample size precludes any generalizable
results. However, asindj.cate&i the fntent of the study was not
té provide quantitative information which could be applied to
similar populations, but to identify information which could be 1
used to further‘develop theory dealing with patients and
spouse/caregivers resource‘use in the home. Further studies are
required in order to investiga&e the concept of work with other
subjects in different age groups and dealing with other *Iseases.

The study could have been strengthened if.the same gubjeFts

™
wafe followed through the disease stages to discover such- things
as changing communication pattern and information sharing
. -7

behaviors. DiffeFent work categories may alsglhave evolved as
patients and spouses encodntered different disease stages. Time
was limited however and a longitudinal sﬁudy was not possible.

It was decided not to include patients wﬁo had unresolved
physical or emotibnal problems and this decision. may have.

eliminated a population which could have contributed important

information. In .addition, 13 couples were approached in order to
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recruit 7 couples. Therefore, it would be important to know the
differences between couples who agreéd and those who did not.
Reasons voiunteered fof not participating were as f&llows: one
~male patient did not wish to discuss his cancer; another male
patient felt it would be of no help to him; three female patients
agreed but their spousgs refused; and oﬁe couple agreed but a
mutually acceptable time cQuld not be agreed upon. It is

interesting to note that most of the refusals were male initiated

;

L,
and even in the seven couples who participated, one. male spouse

was_oniy-participating "because my wife wants to do this". The
apparent difficulty in getting men to participate in this‘type L
research waﬁrants further thought on the part of researchers.
Perhaps the interview metﬁodology is not comfortaEle for men or
it may be that they are not comfortable with.femalé interviewers.

A

Whatever the case, one must question how representative the men

1. Y
who participated in this study are of the larger male population '
o ) .

who.are spouses of cancer patienté or cancér patients cheﬁselves.
The.question of helpfuiness of each resource .was not
explored in depth as initially intended. As the interviews
progressed and subjects were given the-fregdom_ﬁo expand on their
answers, many times the question of helpfulness of a particular
resource was not appropriate or sensitive‘of the milieu of the
‘interaction. ‘ L

A strength of the study was that it looked at both patients

4

W
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and spousés at the same time for the same reason. The resulting
informa;kon allowed.a comparisbn of whét was hanening for each
member of the couple. A serendipitous strength resulted when
patients were obtained at slightly different stages of theigju
disease, resulting in the idendéification of two groups of
p@tients and the findings of different tasks and work focuses for
the two groups.:
Although study limitations must be taken into consideration,
the findings of this study resulted in identification of
importaﬁt resources for patients and spouses and showed how
active thesg couples are in>déaling with the disease. These.are
‘important issues for nurses to understand who work with patients
with advanced cancer and their families. The study also
identified further questions for research and revealed that
~
information obtainiﬁf and sharing continues to be a problem.
Conceptual énalysis of the'interview‘data revealed that‘patients
and spouses "work" to manage advanced cancer in the home. T
Patients and spouses described several types of work, each with a
different goaquﬁd focus.  The concept of work adds to the
understanding of other concepts; such as copiﬁg. work‘provides
the éontext in which coping occurs.' Viewing patients and spouses

as workers helps to prevent viewing individuals with cancer and

their families as passive recipients of the™wark of health care

professionals.
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z The facﬁ tpat there are different ﬁypes of work for patients
and spouses 1is information that is useful for practitioners as
they support families during this very difficuic time. The
understanding that at times patieﬁts and spouses may be engaged
in work which conflicts will be helpful for practitioners as they
attempt to‘aésist patients and spouses to understand the evénts

: : .
. - . . .o 14
which are unfolding in their lives. A
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FAMILY INVENTORY OF RESOURCES FOR MANAGEMENT

: ) p )
Pages 145 to 147 inclusive hagi been removed due to (;

o
copyright r,,e':s'trictions; These pages c@talnecﬁhe esource %’ L
_nA % '
measurement instrument FIRM - Famlly %hventory of R
e ’ ‘
Management by Hamllton I. McCubbin Jo@@ K. Comeau, apd Jo A

Harkins. Informatlon concernlng FIRM may be obtained from the 7

Family Stress, Coplng and Health Project
School of Family Resources and Consmmer Sciences
University of Wisconsin Madison ;ﬁy -
1300 Linden Rrive .
.. Madison, Wisconsin 53706
' Phone: 608-262-5712 o
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APPENDIX B

FOCUSED INTERVIEW SCHEDULE

INTRODUCTION

“\Iyher
i

-1 am interested in learning what resources are being.used by
people with cancer and their spouses in the home situation. By
resource, I mean both the tangible and the intangible things

.. which you have used or are using to manage :2re at home. An
example of tangible items might be things like medical devices,
- such as canes, dressings and so on, or havi:.g someone give you
help with your care or housework, An example of intangible
resources might be talking to someone about your feelings, or
thinking positive thoughts.

PART I

Initial Cuestions to Aid in Establishing Rapport and to Obtain

General Information Regarding the Part1c1pant S Interpret&Elon of

- the Term "Resources"

To be completed with each indivic :il.

1. What has it been like for you managlng the care of
at home?

‘What has it been like for you being cared for at home?
5D

2. What' does the word "resource" mean to you?
3. 'What kinds of resources are you using to manage this
situation?:

a) How did you learn of the resource?

b) Where have you obtained these resources (what has been
the source of the resources noted above)?

<« How helpful/not heipful have the resources been?



~ N
B

150

PART TT

s
/s

Specific questions will:be used if probing is reqﬁired due to an

unclear understanding of resources or a failure on the part of

" the participants to recall what exact resources are being used. i

A. Physical Resources

1. What kind of medical equip%entfare you using?
a) How did you obtain it/hear about it?

b) How helpful/not helpful has this.equipment been?

2. What physical help have you had to give care at hbme/what
physical help have you had in order to stay at home?

a) Who provides this help?
: 3
b) How helpful or not helpful has it been?
3. What community resources have you used (examples if required
‘are such things as meals on wheels, support groups, yard
work help, homemakers, transportation help)?

a) How did you- hear about these resources?

b) How helpful/not helpful have they been?

4. What financial resources have you used?

a) Whgt'wag the‘sburcé of the help?

-

b) How helpfuf/not helpful has it been?

1

e

.13

LR - - . :
5. What health caregyesgurces have you used in the home

(examples. are pHysiotherapy, nurses, orderlies)?
P P! Py

7) How q4id you hear about these re$fiurces? !

’

b) How helpful/mot helpfu1+h@ﬁg they been?

u

.
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Emotional Resources

What resources do you use for recreation (example if
required: fun time such as games, T.V. watching, reading,
social evenings, or going out)?

a) If appropriate, the source will be explored with the
participants?

b) How helpful/not helpful have these things been?

What resources do you use to manage your feelings about this
situation of caring for your spouse/of being cated for by
your spouse (example, talk to someone, read, get out and
keep busy)? : & ) . ~

a) What or who has been the source of this help?

b) How helpful/not helpful have these things been?

L

What ‘people/person do you want to be with during this time_
(who is closest to you)? . 3

a) What do they provide for you?

-

b) How helpful/not helpful has this help been?

What helps you when you feel afrald worried, angry, guilty,
sad?

®

a) What isﬂphe source of that help?

What helps you feéithbpeful, happy, peacefiil?
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Spiritual Resources

What inner resources are you using to manage this situation?

What mental activities have you used (example: meditation,
prayer, yoga)? .

What formal religious resources do you use (for example,
attend church/synagogue or see your clergy)?

Informational Resources

What have you read or been told which you have used to
manage care at home/to manage being cared for at home
(probing questions which will be ‘used to seek out exact type
of information, will include such things as disease related
information, prognosis information, what can be expected,
care approaches, use of .equipment or drug information)?

a) What has been the source of that information?
b) How helpful has this information been? . °
c) Have you received any information which you consider to

be not helpful? B Lo

What information have you used to help you make your
decisions in this situation (probing if necessary to
investigate coordinating efforts like legal issues,
treatments and arranging ‘care)?

7

a) What has been the source of this information?

b) How helpful/not helpful has thi$ information been?
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PART TIT

Final general questions to be asked at ther end of the final
interview w1th each individual and each codple at the closing.

sinterview.
»
1. Situations like this one have some effect on all who are

involved - though some experience greater effects than
others. How has this situatior affected you as a couple,
your family? :

2. What recommendations would you have for other couples in
this situation? . A

3. What recommendations would you have for nurses and others
who may be respon51b e for making resources available to
you?.

4. What effect, if any, do you feel taking part in these

interviews has had on you?
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APPENDIX C

GUIDE fORvREVIEW OF FOCUSED INTERVIEW SCHEDULE

~——

As you review the Interview Schedule, please apply the questions
outllned below to each interview question Each time you answer
"no please provide me with your reasons; for answering ‘that way.

You maw/make your comments directly on :H; Interview Schedule.
©

1. Is the question appropriate given the research?
2. Is the wording clear and understandable?
T
. - . .
ra ) . B N
G
3. Haye the questions included sufficient kinds of resources to

cover the scope of resources you have encountered/used in
the community? -

4. What additional questions would you suggest be included?

Thank you for your assistznce in this research. I hope- it will
lead to better understanding of how patients and families manage
care. at home.

v

N
s,
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LETTER OF EXPLANATION

Dear

- I am a graduate student in the Masters of Nursing program at the
University of Alberta and I am also the Education Coordinator,
Department of Nursing, Cross Cancer Institute , on Educational
Leave. I am presently doing a study on the resources which people
use to care for someone with cancer at home. It is often much
better for people :to,be cared for at home rather than in a
hospital setting,'bdﬁﬁﬁm iding care at home can be demanding for
both the people with'¢ane 4 °as well as for their spouses. I feel
we, as health c¥re pro¥iders, could be much more helpful to
people in similar situyatiéns, if we knew more about what, peéople
. do on their own behalf to manage care at home. For that reasén,
I would like to set up an appointment with you and your spouse £o
discuss my study with you and to invite you both to participaté

in the study. If you agree, T will be asking for three -
additional meetings. The first meeting would be with both you@@ﬁ
and your spouse to explain the sﬁhdy and obtain your consent. I

would then ask for 2 one-hour interviews separately with each of
you. 1If you have any questions, please call me at 439-5445 .

I hope that this study will provide important information _for
further understanding of hdme care for people with cancer and I
look forwaed to discussing this project with you.

(iﬁ\Sincerely, \

(

* . Nola Williams, R.N., B.Sc.N.
:  Graduate Student
Masters Program
Faculty of Nursing 3
University of Alberta

Education Coordinator
(On Leave)
Cross Cancer Institute
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APPENDIX E

CONSENT TO STUDY FORM
4

'RESOURCE USE IN THE HOME BY THE PATIENT WITH
ADVANCED CANCER AND THE SPOUSE CAREGIVER

Principal Investigator: Nola Williams, R.N., B.Sc.N.
- Graduate Student, Masters Program
- Faculty of Nursing,
UnlverSLCy of Alberta
43945445

Faculty Advisor: ’ Dr. E. Davies
Associate Professor
Faculty of Nursing'
University of Alberta
432-6253 '

The intent of this study is to discover what resources the’

. spouse/caregiver and the patient use to manage the cancer
situation in the home Through two one-hour interviews held
. separately w1thzvq¢ﬁ”of you, I hope o be able to seek out

patterns of resdkiﬁ&\use sources, of ‘help and helpfulness of the

resources used. Also, you will each be asked to complete a
pencil ‘and paper check list inventory of family (meaning the two
of you) resources developed for use with families who are caring
for a chronically ill member. You will be given an opportunity
to look at the interview questions and the inventory prior to
agreeing, to participate,

I, ' , have had the above study explained to
me’ and I.understand that the purpose of the study is to identify
the resources patients and spouses use to manage care at home. I
understand that:
<~ there may be no benefit to me personally,
- some of the questions may be of a disturbing nature
- 1 may withdraw at any time without negative effect on my
.care;’
- I may refuse to comment or answer any question at -any
time without withdrawing totally from the study;
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- I will be able to stop the interview at any time;

- it is not the researcher'’s intent to provide health‘gare;
however, in the event of a serious concern, refer
will be made to a nurse in the Cross -Pain and Symptom
Control Clinic/

I expect that:
- I will be interviewed in my home two times for one hour
each time over a period of 10-14 days;
- the researcher will be observing me during the
interviews;
- the interviews will be taped and transcrlbed ‘but any
- identifying information will be removed and only the
researcher will be aware of my identity;
- the tapes will be listened to and analyzed by che
~researcher and her faculty advisor;
- upon completion of the study, the tapes will be erased;
- confidentiality will be maintained throughout;
- publications resulting from this investigation will not
contain any identifying information or names.

I have been given the opportunlty to ask questions and realize
that T can ask for additional information at any time. I will be
given.an opportunity to see a summary of the final report.

I underSCaﬁd what is require&»of me and 1 freely consent to be a
part of this study.
S =

£

(

PATIENT : WITNESS

SPOUSE, . - DATE

1 agree to participate %n this study.

ATTENDING PHYSICIAN . - DATE
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Date

Patient ‘DOB

Spouse DOB

Patient’s Gender M F

/Length of Time of Spouse in Caretaking Role

;/ Number and Age of Children (M)

Number of People in the Household

Length of Marriage

Dyad Code
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Patient Code

Spouse Code

Diagnosis

Stage

Date of Diaénosis

(F)

Education: Number of years of school completed

Patient: - Grade School
Junior High
High School
College
University

Spouse: Grade School
+  Junior High
High School
College
University

Ethnic Background:

1

o e

e

Patient
Spouse
P
Religion:
Patient: Protestant
Snouse: Protestant

NN

N NN

3 4 5 6
3

W W W
=~

W wwww
~

[

Catholic Jewish Muslim
Catholic Jewish Muslim

Other
Other



APPENDIX G

FILE CARD INFORMATION

163



Name :

Patient

"~ APPENDIX G-

FILE CARD INFORMATION:

Dyad Code

WA
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Patient Code

Spouse

Spouse Code

Address

Phone Number

Number and Length of Visits:




