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The purpose,:f study was.t6 examlne the

‘relatlonshlps between formal andflnformal soc1a1 support and

e

the fdnctlonal status and self-esteem aspects of the

. i

' well belng of advanced cancer patlents whlle paylng sp‘c1flc

'ﬂ attentlon to selected soc1odemograph1c and contextuaL f‘

~..'- /,{,»..
A

.‘\ ‘

factorSwwhlch may affect these re C ' ShlpS.t The f‘ndlngs

LW

~

suggest that varlat;ons 1n the soc1a1 _upport-ﬂwell belng

1 relatlonshlps are?a”functlon of several factors lncludlng
« ¢ , : L é‘ . X\‘
(1) the type'of .come measure f' (2) bhe effects of

e

fﬁ‘soclodemographlc
: A

_“nd contextual varlablesq (3) the

;_ measurement«of d;fferent aspects of“soc13} support and (4); “
S v L

i
the method of scorxng soclal support measures.‘ QVerall _;t

was found that both formal and 1nformal types of support

"were SLgnlflcantly related to functlonal status and
. ‘ . “ H "'."7
| j self esteem, however, some ahpects of formal support were

v-""'_ (.'

found to be negat1velf7’flated to both funptlonai status and

Klf estéem.. "‘ 3 .
. VAl L .
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. The purpose of this study was to-examlne the v B
trelatlonshlps between formal and 1nformal soc1al support.andflg‘]
|

the funétlonal status and self- esteem aSpECtS of the 1];ﬁ_ﬁ

. 1 .
well belng of advancedacancer patlents whlle paylng specxf§:>

aﬁtentlon to selected factors whlch mﬂy affect these jﬂf‘_ff

' .
wo- .

Qrelatlonshlps._ Justlflcatlon for the study derryed from two;:f

fséparate 1ssues._ Flrst whlle much of the emplrlcal A?R.,UJQ;Q

ﬂllterature supports the predomlnant theoreﬁlcal assumptlon
that soc1al support enhances well belng, there'ls also ;g_*
\ev1dence whlch suggests that soc1a1 sQ\port may have llttle, { .p

_lf any, or even a negatlve effect on well belng varlously

T

v 1ndexed, gartlcularly w1thln the context of severe 1llness.:_‘}f

’it 1s suggested that these contradlctory flndlngs may be a

.. , -

functlon of (1) dlfferences ln outcome m!asures of g;;,ﬁ;j:

well belng'}kd/or (2) fallure to sydﬂematlcally'
. ‘g\g‘
B account for the effects of factors such,as//ender, age,
04
marltal status, 5001oeconom1c statdsj t#me s1nce 1n1t1§1

\~'

dlagnosls and 1nd1v1dual d'fferences 1n level of«rellgious

' commltment, 1llness s

 se erlty and Support need ‘each ‘of whlch”jnT

may serve to st;e/gthen or suppress the SOCLaI’

support--well belng relatlonshlp ;.ff_; _,ﬁy,;?faj“'V'""
a The second justlflcatlo: for the study derlved from a’
paucm%y of research examlnln the effects of formal support ;fp
;;y/v 3l{mn‘ LA L '}p : cot .
T o . ‘ in \ .l?Yi -
Ve



suppo;t now assumes azmajcr role 1n the llves andtcare‘of
: L - - .j.‘ t .

SRR P _ T
5f51multaneous examlnatlon of the eﬁfects of both formal and L
o ' “_./:'_ e ah .

’, ,_,l‘ '_4.,

.

'.\well—belng.nnf

‘ffﬂl;:”;whatfrstthe’nature.o‘ the:relatlcnshlps betweehzfpdmal

- fand lnfcrmal soc1ar.suppcrt'and'the funct-onal statfé' ‘ “l[fﬁ

DR ' ‘0" . i ._-" "

.2:

matata statdﬁ and.
R - :- : ‘

Lia‘ﬁ'fofdlagnOSLS ’(3) level of re‘lg;cus commitﬁent, (4,

- . - ‘ ,;[;_ .,‘_ ,.: . S

T ,contradlctory flndlngs and a pauc1ty of reﬂ

f(l) the nature of the relatlonshlps between bgth formalyand;

..J

’glnformal social support and advanced cancer patlent
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7:? these two separate but related aréas of the llterature lt

"q

relevant to the stu&y of social.support and 1ts relationshlp

. 0.
BEE ™ T | . ,e/-,,

:f‘ to 1nd1v1dua1 wq&l belng E;lor to examlnlng the 11terature~

IR g

- speciflc to 5001a1 support aﬂ@ cancer, an OVerVLe% of the

v:

general SOClal support\llterature I? prov1ded in
hlghllght major lssues and trends Whldh'are‘expe'“

..-"."v,

e lnfluence future nesearch dlrectlons.and enhancev.}‘vff‘ _'ﬂ;,f}

__-\ . .

ugderstandlng of thls complex SOClal phenomenon. Wlthln

b

w1lr be shown that (1) lntegratfon 6f flndlngs 1s dlfflcult

S

approaches used to study soc1a' support (Z) flndlngs on the

.*\‘I*—"‘-v -

5nature and strengtn.of the soc;al support-—well belng

A‘ B ' \'. .

relatlonshrp are 1ncon51stent, (3) few studles have examaned

The concept of soc1fl support emerged as a popular

/’ .’

focus of 1nqu1ry lnatpef1970 s w1th the recognltlon of 1ts o

The purpose of thlS chapter rs to revmewﬁthe llterature L

et

[

N

e e
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. potentlal slgnlflcance as a mediatlng factor in the

R 1Y . . . .
— IS o ST - » o Lo Lo S SN
T PRI - . : : PERNEI

stress-lllness relatlonshlp and gen.nal w1despread

acknowledgement of the 1mportant role played by the soclal,

env1ronment ln human health and well belng.f Slnce that

R R

tlme, ‘a 51zeable body of llterature, comprlsed of :7ﬂ; 3.

A

: contrlbutlons from many soc1al sclence and health related e

dlsc1p11nes, has developed to d0cument theoretlcal

rmulatlons and emplrlcal ev1dence of the beneflts of

‘-

'1al support and the detrlments of 1ts absence. Wlth few
S N

ufth.S, the ev1dence suggests that persons encounter1ng!

stressful llfe c1rcumstances are protected from potentlal

"tdecllnes 1n thelr phy51cal and emotlonal well belng by the

-:yi1981) , Support systems are often V1ewed as actlng as a

fprqsence of supportlve relatlonshlps (for example Cassel

1976~-Cobb 1976 Dean and Lln, 1977 leatteo and Hayes,.‘

o

*_preven lve (precedlng) factor whlch contrlbutes to better

ﬂ:mental health (Andrews et al., 1978 Henderson et l., 1980

A |

| ;f1974 Wallston et al., 1983) and decreased rlsk of mortallty

(Berkman and Syme, 1979) ' Support systems are also v1ewed

Lo

o ' b
'*.Warhelt 1979),.lower 1nc1dence of phy51cal 1llness (Cassel

las a buffer (lntervenlng factor) Wthh moderates the effects'

of stressful llfe c1rcumstances\ The bufferlng model ‘has .

&

emerged as a prom;nent theoretlcalﬁgglentatlon and has been-

o -

_':~\ : 2

~ \ ‘/", o

}undeSLrable llfe events such as unemployment (Gore, 1978)

»r-’~

: . . . w L €

"broadly applled across a varlety of stressful phenomena fffﬂl”'

¢ S :,

'~3rang1ng from normal llfe tran51tlons (Cobb 1979), to_y



Tew’d
o

and occUpational stress (House, i§81),,and to crlslsmevents

0

| such as rape (Bﬁfoess‘and Hblmstrom, 978), natural %Af‘i

dlsasters (Baum.et al., 1983 Murphx 1987),‘bereavement

\.- .

(Walker et al., 1977), serléui lllness (FLOre et al., 1983

’ ! DR : [ S st . A P
TR T PO - RPN
AR ! o [ e CaN N P

- .
2y

Welsman, 1979) and term1na1 1Llness (Carey, 1974),-; ﬁ,fjf 1Vf?JAA

;falmost all instances, soc1a1 support has been shown to be a:ﬁp
':.s1gn1f1cant factor 1n successful adaptatlon or coplng and
for generalvhealth and well-belng varlousﬂy 1nde39d
Desplte the 1npres%1ve accrual of ev1dence demonstratrng a
p051t1ve 11nk betweEn sdcxai support and well belng,

8 findlngs have not gone\unchallenged A number of crltlcal
‘rev1ews suggest”th?t 1ssues surroundlng the :

conceptuallzatlon and measuremént of\soc1al upport as well

Ti‘as theoretlcal clarlfloatlon of the soc1a

\

belng relatlonshlp are yet to/be resolVed (Barreraeand "

Alnlay, 1983 Depner et al., 1984, Gore, 1984 Shumaker and
Brownell 1984 Th01ts, 1982 Turner, 1981 19&3 wOrtman,,.

1984) Thls rev1ew w1Il focus prlmarlly on emerglng 1ssues

.

surroundlng'the w1de varlatlons found 1n the nature and ff}

strength od%the relatlonshlp between soc1al support and

]

well belng. The spec1f1c 1ssues dlscussed lnclude (1) the
4

conce tualizatron and measurement of soc1al support, (2) the

S effects of soc1odemograph1c, qontextual and personal

i_Support——well-’F:';

resource fabtors and (3) varlation 1n outcome measures of R

\_‘_-.".‘.

’ ';wellabelng;

PR




‘f]aff‘*”*ffgwf"*x”f'l'w,,f ,Ai,,ﬁ“fx{if’\ﬁ.rg;
Conceptuallzatlons of soc1al support although dlverse'.,'g,lyg
'and lacklng ln consensual agreement, commonly focus,on the

s )

'uvhelplng elements and processes of‘the soc1al relatlonal

“;:systems ln whrph 1nd1v1duals are locatéd (Eckenrode and ,}

'Eque, 1951 Gore, L980) One of the most 1mportant trends

toward clarlflcation of the nature and measurement of soclal
..p“_»

' support 1s the movement away from consmderlng 1t as:a: IR

: unltary or global concept._ Recognltion of-the u""{}}J‘“:;., . '

. multld1men51onal nature and functlons of soc1al support 1§\

‘3_reflected ln several recent deflnltlons., For example\» ffh.?);‘fff

- Kaplan et al (1977) descrlbe support as the degree to whlch ~Q*»f};
. an 1nd1v1dua1!s needs for affectlon, approval belonglng and f
«securlty -are. met by SLgnlflcant others.' These needs may be Sl E
' ) .

met by E'i‘prov151on of socro emotlonal a;d such as
-affectlon, sympathy, understandlng, acceptance and pralse or’
'through 1nstrumental ald ln the form of adv1ce,'or “
'ﬂllnformatlon, flnanc1al or practlcal task a551stance,“j.ffuﬂwf’f"
Slmllarly, House (1981) recognlzes four dlStlnCt categorles
f 50c1a1 support lncludlng (1) emotlonal anOlVlng empathy,

e -

love and trust (2) 1nstrumental whlch encompasses behaV1ors

-

that dlrectly ald the person 1n need (3) lnformatlonal .l "fv~‘fi

al

comprlsed of knowledge or adv1ce useful in coplng w1th R
personal and env1ronmental problems and flnally, ?4) SO
"appralsal support 1nvolv1ng lnformatlon releVant to l»r;t
self evaluabaon or soc1al comparlson.. Other frequentlyv
c1tedgdef1n1tlons such as those of Walker et al (1977) and
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' Weiss\(1974) 51m11arly reflect the mult1d1mensronal nature

\

o o~ e T
aof soc1al support.- ﬁ_.', :m13 L -j’ ~<";ﬂﬁﬂ“

K

‘ The ba51s for\the’trend toward recbgnltlon of the
multldlmenSLQnallty of\soc1a1 support 1s Justlfled by
K ev1dence that not all sources\or types of soc1al support are j 5cf;

‘Qf equally effectlve in® ach1ev1ngf\\§&rable outcomes (Eaton, ;,ﬂt

1978» House, 1981 Walker et al., 1977) and as Wellman

\4\

(1981) has argued ot all soclal tles possessgd by JJ?

‘; lndlv;duals are necessarlly supp" tlve and rn fact, soms ﬂggjrgffuf
hff may be sources of stress ratheﬁdthan support (see studles.by d:f}l-?
Flore et al., 1983 Rook 1984 Tllden and Galyen, 1987) #\-,v'*

51m11arly, Broadhead et al., (1983) have p01nted out that

studles examlnlng the dynamlcs of soc1a1 support wlthrn the 5”“?‘fﬁ

..

.

N context of person-env1ronment fit theory, suggest that the,‘ '

effect1ven&ss of support varles accordlng to the extent to

// .._.. . a
Wthh lt fac111tates the match hetween 1nd1v1dua; needs and
\. .
the resources avallable to satlsfy those needs..-ﬂf
Observatlons of the dlfferentlal effectlvedéss of * A

soc1al support has prompted researchers not only to con51der

\

the amount of support avallable but also the type and
. source,

nd perhap§ most 1mportantly, thegextent to whlch ﬁ,;
‘“T;the recxplent percelves or experlences 1t as helpfu1~ﬁ5.§fﬁ'f¥f'

;iiLCbe (1976) and House.(1981) have Suggested soc1a1 suppbrt

‘5,perce1ved to exlst.. Thus, 1t is advocated that the *Ttﬁ[ffff?fff

-hj5cogn1tive appralsal of soc1a1 support become the central L




Y

: ltarget of support measurement (Barrera, 1981 Barrera and

-Alnlay, 1983)

An lmportant 1mpllcatlon of. thls trend 1s that .
currently, at least two major dlmen51ons of socral support—
‘fare 1mp11ed by the deflnltlons and correspondlng measures |

-employed }stru&tural or network and functlonal or‘_:ﬁf-»’f
ffperceptual._ Structural propertles are typlcally examlned

"_u51ng soc1al networks measures Wthh focus on 1nd1¢aters

-11,‘,"‘"

_-such as 51ze, densrty, access, stablllty, etc.‘of the_g »
'v7asupport system (Gottlleb 1981” Heller and Mansbach 1984
‘*Tolsdorf 1976 Walker et al., 1977) : Examlnatlon of the
functlonal propertles focuses on the perceptual
(qualltatlve) aspects of the support system ‘such as
Jpercelved adequacy, quallty, and need satlsfactlon (Andrews
Mot al.,_1978 Dean and Ensel 1982 Husalnl et” al., 1982 |
1Norbeck et al., 1981 Prpc1dano and Hellen 1983 Sarason et
f"al.,‘f983) ,Most studles, however have focused on one;;y

ﬁ,%d;menSLOD or the other and” only occaslonally have comblned

.

fvboth 1n a 51ngle summary lndex (for example,_Lln et al

&

ki1979 Schaefer et al. 1981) - When'both types of measures jé‘

-;have been compared studles have generally found that

-

B percelvgd support 1s a stronger predlctor of health outcome f:

h}(Funch et al., 1986 SChaefer et al., 1981)

Desp;tevthe tendency to more adequately capture the

<’mult1d1men51onallty o? soc1a1 support by examlnlng ltS

» & ‘ y

"afstructural and functlonai dlmen51ons, researchers contlnue



o support..

X

»to employ a wrde range of measures tg'represent soc1al

"‘support thhln these dlmen51ons.‘ Thls and other problems

/
such as w1despread fallure to report rellablllty and

valldlty or tb repllcate measures have resulted ln
relatlvely few attempts to develop standardlzed measuq.s of"v
soc1al support. Present day researchers are, therefore,

facedbw1th a myrlad of soc1al support measures and the gLsMPe‘

’of strlk;ng a balance between pre0151on and generallzablllty

'1n order to account for the unlque dynamlcs of the

- partlcular 51tuatlon under 1nvest1gatlon and at the same

tlme, contrlbute to a more generallzed theory of soc1al

-

Anothem lssue ralsed by observatlons of theff”

" dlfferential effectlveness of soc1a support is the

lmportance of cons1der1ng contextual factors which may’"

lnfluence the condltlons under whlch support 1s effectlve or

ineffectlve.//;ckenrode and Gore (1981), who;have elaborateda

s

'-<on the lmportance of con51der1ng contextual factors for'pr5~

PN

o e ' S

adequate explanatlon of the soc1al support~—well belng

.f\

relatlonshlp, suggest that 51tuatlonal factors may strd&gly{;
’affect the provlslon as well as acceptance and effectlvenessd
of 5001al support.. For example, studles have suggested that:
soc1al support may be more benef1c1al to those Ln poor '“

health (Berkman and Syme, 1974) and that cerl_ln groups of”“

patients w1th certaln illnesses and condltlons_mtght be h?jg




to .
i

al. 1983) Contextual factors may assume partlcular

1mportance 1n the case of severe lllness as lS dlscussed N

later 1n the rev1ew of llterature spec1f1c to support and
cancer. | :\bﬁ S '»Ekiv e | ”
:Closely related to the dlfferentlal effectlveness SE
nsoc1al support observed w1th1n context spe01f1c 51tuatlons ‘"f;
-are sugges';ons that varlatlons 1n the’soc1al supporta—well—
belng relatlonshlp may be a functlon.of soc1odemograph1c .
characterlstlcs such as gender, age, marltal status,
'soc1oeconom1c status and_ethn1c1ty., Whlle many squdles have
focused on spec1f1c groups, few. have actually compared .
1 support levels and effects across subgroups w1th1n these

s

populatlons.' Based on a’ relatlvely comprehen51ve rev1ew of
‘ N

studles Wthh have examlned varlatlons in. support assoc1ated
with gender, age and ethn1c1ty, Vaux (1985) notes that more ’f
stud1es~areaava11able on gender than any other soc1al status
dlmenSLQn.f Although flndlngs are dlsparate and may- be due,,-i

1n part to methodologlcal varlatlons, partlcularly 1n the o

measurement d! soc1al support Vagx does draw some tentatlve

- conclus10ns.5 Accordlng to Has analy51s, gender dlfferen_,
are most llkely to emerge (1) when emotlonal rathér than

other types of support are measured (2) among adolescentsf:5

’ -and college students ramher than adults, (3) when focu51ng

on support from frlends rather than family,. and (4) durrng _
stressful experlences more than at other tlmes.' Flnally,

many researchers have found that even though ‘Women - report T
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rece1V1ng more support than men, they do not necessarlly S

SN
-

. may be due to greater exposure to stress (Burke and Welr,
1978), less effec\lye suppbrt (Cauce et al.” 1982), hlgher

‘;expectatlons of support or some other undetermlned
4 “\

vulnerablllty factor (Stokes and\W1lson, 1984)

B I
Few studles have examlned varlations 1n support

assocrated w1th age although 1t has been reported\that‘some

,aspects of support, such as network resources and)support

S 4
N from frlends, decrease across the adult llfe cycle (Heller

e and Mansbach 1984 Zautra, 1983) In addltlon, a person s.

report less dlstress. It has been hypothesrzed that thls. )

REA
A

~

~“;}oles, needs and c1rcumstances change w1th age and j’ft"”'

~experlence, as. does the cumulatlve effect of experlence on .

.‘one s skllls or abllltles to moblllze support. Hence, the.

Adlstrlbutlon and effects of soc131 support mlght ‘be: expected

';to vary w1th age (Broadhead et al., 1983) : Some studles,,

,however,_have found that the assocratéon between support and

.

f'wéll belng does not vary w1th age (Caube et alr,,l982 ' 1/,]{

Zautra, 1983)

Studles whlch have compared support characterlstlcs

o Ca

ﬂifacross ethnlc groups report some dlfferences 1n sources and .

;'types of support but 1nterpretatlon of these flndlngs 1s Lh

'Mcomplex 51nce dlfferences may also vary w1th age, gender and

vy

Many studles have documented;hlfferentlal levels of

- dlstress =me'ta”

o - “ ‘

.

lllness and general morbldlty and mortallty

soc1oeconom1c status. _ffogum.,~_ W_,“' o _?f C .
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of the llnk between soelal class an well belng aré

T 2

‘ﬁfthat sdélal support‘ls a srgnlflcant medlating factqr srnce'"“

’1c0ntrad1ctory .and. ComPlex::m
-, e

P

Increasrngly, lg 1s suggested :

low and hlgh soc1oeconom1c status groupsgbut explanatldhsﬁft

- greater dlstress an lowﬂsoc10econom1c status‘groups 15 only-hm

e v et
partlally explalned by dlfferences 1n exposure tb stre§513~;

(Kessle:v 1983 Llem and Llemy 1978"1Turner and Noh 1983)

The lssue of whether support has dlrect Or bufferlng effectSQn

v Q

remalns unresolvg@rbut most*ev1dence suggests that 1% has‘

dlrect effects on d1stress ?mong the m;ddle class and

]

f stress buffeglng effects among the lower class.f'_l,f§}7~

The separate orm}nteractlon effectS“of.other soclal
»

'Zrecelved llttle attentlon although marltal status has

'_ frequently been used as azgroxqueasure of soc1al support.i'

' €

Two stud;es whlch have examlned varratlon in the

5

dlstrlbutlon of soc1al support by marltal status,ireport a fw

©.

g[ gradlent of avallable support w1th the marrled rece1v1ng the

s

-

2,
oy
.

mo§% followed by the never marrled, the w1dowed and then

L

//the dlvbrced (McFarlane et al .1981"Stephens et al., f}

19'8) : Broadhead et 31 (1983) suggest that educatlon may

' 1nteracth.

.
L

receive th ygreatest beneflt., Explanatlons of~why the

,.-‘a

:elatlve beneflt;fff‘lnformal°support are reduced for the

e e T
nulllfled by greaterllnterpersonal skllls and abllltles ‘-:

' el . - ‘w E
. ‘& Lo N ‘_ * G . . . Kl [ ; . . . Y . R
PR Lo B e - L. R B .. .. o .
e voo - . ) AN O e e . e
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1th sbc1al support so that the least educated ;07

-

status varlables such as marltal status andaeducatlon have"ef

1



"WVN(Sandler and Barrera,

LW .

-

v"Vof necessary assrstance and support.

'”?h0weverw

4:ﬁ earnlng power of;theseJlnd1v1d&aishmay'result 1n the buyang

& . T T ...

coe
3 . » B ..

A flnal set of varlables,p051ted as potentlally

. o . - .
. »_'\ n.

.-*x

between 1001&1 support and well belng ls varlously referred h

,

A to as vuln;rablllty, risk or 1ntrapersonal resource factors.;s

._..¢ i

A wlde range of these factors includlng sense of contnoi

”:studled prrmarlly as medlators 1n the stresswlllness and/or

‘fsoclal support——well—be;ng relationsh;p.t Flndlngs regardlng

R

a" ‘ "

?’ff varlance 1n outcome measures and hypotheses are ofteﬂ onlyo;j

m

R g

‘f;:;ﬁrﬂo Soclal support has been theoretlcally and emplrl'ally

soc;al aspects of well-belng';fAmong these, psychologiqal ?

_i«_,

'”’: aspects have been the most commonly usedﬁoutcome measurés ogi

well belng“ Flnalngs of the strength of the assocra!ion n‘}i

",‘.o' 10

inconSLStentvan& a_pear_t'

~



“ixvarlous aspects of psychologlcal status (r = 0 to 0 20)

e e ‘ T R S , Lk .
: t:stuq%es u51ng elabbrate measures of percelved support report

e

"fZero order negat&ve correlatlons of O 20 to 0 45 between
“f;support and 1evels of anxlety or depre551on (Flore ex al.,;~ |

. ‘1983 Funcn and Metlln,,,1982 Lln et a1., 1979) whereas

e “h T
F_network measures of support are only weakly related to wathl

""L'

e W

.Qﬁh(Funch and Metlln,il982 WllCOX, 1981) No con51stent

"7~assoc1atlon between varlous support measurf“land phy51cal

.o

j.;status has been documented _ Whlle some stuf'es have found a,

”L_~p051tﬂve relatlonshrg between Support and measures of

'?thSlcal health or decreased mortallty (Berkman and Syme ‘f;f

5'ﬁ1979 Gore, 1978 Wallston et al., 1983) others have falled

lakﬁto flnd any a atlon (Funch and Metlln, 1982)

bQ:SLmllarly, no consxstent assoc1atlon between support and

”soclal aspects of well belng has been documented Clearly,.

*%ﬂgthere is a need for further clarlflcatlon of the 1mpact of

fVﬂ'soc1al support on varlous aspects of health and well belng. o

he 1ssues and trends dlscussed thus far;@ave -

:con51derably broadened our understandlng of the complex1ty

. -
_and dlfferentlal effects of soc1al support however,_the :

-tfaffectlve/emotlonal component whlch formed the basxs of the

: \
‘orlglnal conceptuallzatlons of SOClal support contlnues to

';be v1ewed as the most lmportant., Thls would seem to Justlfy
. the emphasrs 1n the llterature on the natural or 1nformal

[

_qupport system s1nce 1t presumably performs the most .

','. »




: ,c-;‘--,‘."

\‘

9

%? affectlve support. The notion of the prlmacy of the 9‘5
v_lnformal support system to. 1nd1v1dual well-helng 1s rooted

ln long standlng socrologlcal and soc1al psychologlcal
y'theorles and concepts. For example, Durkhelmlan anomié-g, e
m;ytheory p:stulates that psychologlcal well belng 1s BRI
.a[malntalned bY soc1al lntegratlon, a‘process whereby the B

N

uatradltlons and rules of conduct bf soc1ally cohe51ve groups T
L 'glve members a. sepae'of securlty, certalnty and purpose 1n
Izy”life\(Durkhelm, 1951) Thus, soplal support whlch 1g an 'Q gY

'yaspect offsoc1al 1ntegratlon,_protects agalnst uncertalnty

o and despalr 1n the face of dlfflcult llfe c1rcumstanées»“

In the symbollc Lnteractionlst tradltlont‘self

'fevaluatlons and soc1al 1dent1t1es are believed to orlglnate
'yln soc1al lnteractaon (Mead 1934). Slnce soc1al ldentlty
"and self evaluatlon are 1mportant aspects of well belng and

'bderlve from soc1al relatlonshlps, these relatlonshlps 5

1>,perform a supportlve functlon by helplng to malntaln ,f[aH"

aflnd1v1dual self esteem and soc1al ldentlty.‘

Prlmary group theory Wthh also speaks to theleﬁfiA"

1mportance of human relatlonshlps and soc1al bonds,-suggests
i th’t morale and a sense of well belng are sustalned by /F\\

membershlp 1n prlmary‘grbups.'- lthdrawal from these
,;contacts, whlch prov1de a supportlve mllleu, lS v1ewed<;s

'f,*potentlally harmful to ;na*v;dual cognltlve and emotlonal

‘.dstates (Weiss, 1974) &qnoh (1977) provxdes somevev1dence

'&’f:of thls harmful effect in the case of physloal lllness ”nd




-_ln 345 men recoverlng from a my_f

%..‘.v

concludes that there 1; a blologlcal’baSms for'our need to

' abundance of emplrlcal ev1den,e to support the assumpt;on

wthat the lnformal-support system is of prlme lmportance to’"’
r_human well belng,wthere are;also goodméeasons why one should

.'lgcon51der the rg%g of formal support systems ln contemporary

soc1et1es;” Accordlng to édme promlnent theorlsts,. nder

”~093d1t?°ﬁs of urbanlzatlon and 1ndustr1allzatlon, klnshlp

e P2

Q'unitS'haVe become hlghly Spec1allzed and other 1nstltutlonal :

./’

structures have taken over functlons commonly performed by

A

ffamlly members in nonlndustrlallzed soc1et1es (Ogburn, 1934

h*Parsons, 1943) Others, however, contend that the extended
'*famlly remalns a v1able*resource and prov1de some ev1dencef~~

_that 1n tlmes of cr151s, 1nd1v1duals Stlll turn to famlly

‘

and frlends (thwak 1960 Sussman and Burchlnal 1962)

Studles whlch have examlned the patterns and relatlvedf}J
»contrlbutldhs of formal and lnformag?support systems are

y_extremely rare and dlfflcult to com§a£§; Croog et al

(;972) examlned tke Qupport role of' the kln network

non famlly such as frlends .and (elghbors,_and 1nst1tutlons'

AR

;frdlal 1nfarct10n.“ They

‘ report that 1n the case of severe lllness,<

‘

"(ljb 1nd1v1duals have avallable to them and utlllze a‘"r

‘h .

"larger c1rcle of resources than the famlly alone,
. B e S : : R

. »
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"g'"(Z)fisupport prov1ded by nelghbors and frlends was
”'ﬁiffff"r“v1ewed as of equally or greater beneflt than that.m‘

-~prov1ded by the klnshlp group, and -»;ﬁl U

s@(})ﬂ,support serv1ces prov1ded by formal 1nst1tutlons R
fand agencles was percelved as helpfuﬂ durlng the A

.”Tfacute phase of lllness but of llmlted 1mportance Q-f
ndurlng the recovery phase.' |
fﬁOther studles have focused‘on patlents and amlles'asF

E

".petceptlons of support from health care profeSSLOnals.' Theyfl

.j.lndlcate that although most support 1s obtalned from

dd’.that more support from professlonals would be benef1c1a1
‘ff(Bullough 1982 Morrow et al., 1982 leolalsen and

»'”a;wllllams, 1980) Irv1n and Meler (1973), in studylng

"lfamllles and frlends, most patlents and thelr famllles feel .

?perceptlons of profe551onal supportlve behav10rs among

”'VJrelatlves of the teIMlDally 111 found that the most

",-supportlve behav1ors were lnformatLOn g1v1ng, encouragement,
phy51cal a551stance,-p05lt1ve attltudes and belng avallable.r

A pauc1ty of research on the role and'effectlveness of
_,formal soc;al support prohlblts the maklng of any general {f

conclus1ons._ It would appear that studles of thls
'frpartlcular source of support may serve to prov1de a mqse

;gratlonal basas for the de51gn of support systems to serve

'_the support needs of those for whom they are 1ntended




Socral Suppo t and Cancer B A

Soc1al support has not been extens1Vely studled wathln

| _fthe specxflc context of the cancer experlence, however,‘two

ihflmportant obServatlons are. ev1dent in’ the relevant -'f?f/‘l[*f

ffllterature.¢ The flrst 1s that ev1dence of the benef1c1a1

veffects of soc1al support 1s equlvocal.f Whlle some studles

w

'gdo prov1de ev1dence of a pos1t1ve llnk between support and

B

'rVarlous lndlcators of well belng throughout the cancer

‘3_exper1ence, others suggest that some tyghs of soc1al support
s - -
'”fare 1neffeot1ve, and ln some cases, even detrlmental ‘

V'Secondly, examlnatlon of the role of formal support systems B
‘ls consplcuously absent desplte thelr 1ncrea51ng promlnence

and assumed sallence in cancer patlent well belng.h‘Each of
these observatlons and thelr lmpllcatlons are examlned
) ' :
Interest 1n the development of soc1al support systems?"

"for cancer v1q;1ms has evolved prlmarlly as - result of :
wmdely documented ev1dence of the severe 1mpact of cancer on,

\the llves of those 1t touches, thelr famllles and
R ' _ L
'{;_communltles, and soc1ety 1n general However, whlle cancer

has be ome the most w1dely researched dlsease entlty from
W\

the perspectlves of el 1ology, therapeutlcs, ‘and psyeh05001al s
l71mpact refhtlvely few studles have focused on -the role of

e,soc1al support. Con51stent w1th flndlngs ln the general

F A

: llterature, some of the avallable research suggests that
I

. 50c1al support may play a role ln the etlology (Fox, 1978 f'

_f Cox and Mackay, 1982), surv1vaL.t1me (Funch and Marshall

,m.



1983 Marshall and Funch 1983),‘recovery (Funch and Metlln,i"

- l

1982) and Varlous psychosoc1a1 outcomes of cancer under the.977

general rubrlcs of adaptatron, coplng and well belng (Mlshel
et al., 1984 ertman, 1984) Of partlcular lnterest here ;””'
hpvls the siflal supporﬁx- psychosocxal outcome relatlonshlp J/"
wt A common theme ln the psychosoc1al research on cancer._jfﬁ
:¥~popu1atlons has been the search for predlctors or correlates
of successful psychosoc1al adaptatlon.jrilthough
psychologlcal factors have been the prrmary focus Qf '~¢f_if?f}
. 1nvest1gatlon (for example, Derogatls et al 1979 Hlntongl:i
,1975, Holland-and Mastrovrto, 1980 Rogentlne et al., 1979
Stavraky, 1968), some attentlon has been glven to the rale f
of socral support.‘, 5v':"ﬁ‘ _{g“' » u'f N 3
Mages et al.,.(1981), ln ex 1n1ng a large number of
varlables (70), presumed to be related to psychosocral |
v functlonlng, found three sets of varlables,-namely, degreeji‘
of physrcal 1llnéss angjﬁmpalrment prev1ous psycholochal

. ’a&
',stablllty and soc1al Qupport to be the strongest predlctors;'

: of ‘a w1de range of outcomes related to psychosoc1al stagus

and functlonlng.j Of parthular lnterest was thé flndl f' '

e

that soC1al support was s1gn1f1cantly lmportant durlng he-s"
1n1t1a1 crlsls of the dlsease but became nonSLgnlflcant 1n
'fsubsequent follow up assessments as the dlsease progressed

over a one year perlod At that tlme phy51ca1 faqfors
became the Strongest predlctors of outcomg In a- ssmllar 5(:
//2,/comprehensrve study, Welsman (1979) provmdes convrncang ?h‘V

y



. outcomes such as hlgh anx1ety, depressr

NG

a.\strength. Supportlng the 1mportance o“

".

- psychologlcal and soclal support varlable

'Some lnvestlgators suggest that sugpart

',varlance‘an emotlonal dlstress cah h‘

'durlng the inltlal cr151s phase fqh%;ﬂ

ev1dence that those who experrence Eittlef;

AR

have severe phy51cal dlsablllty have P %_NL

’A;"

<

S : R : e
these fnvestlgators estlmate that ha £ they €} s

»~

. q‘ . f}
vadence regardlng the effldacy oﬁ socl
" 'ag ‘o-*‘. .

<

‘:'(Sllberfarb et al.; 1980), adyanced dlsease (Hobland 1977)

-

‘Uior termlnality (Carey, 1974) constltute the stages at whlch

”’i soc1al support w1ll have the most pOSltlve and 51gn1f1cant

ylmpact on psychosoc1al well belng._ ’Nn"_w-'h "_ _ﬁ _ o,f‘

: Many studles of the r61e of soc1al‘support ln cancer

:patlent outcomes have used relatlvely global, nonspec1f1c or'

. . 1

_proxy measures of soc1al support Wthh may, 1n part 'account

for the dlver51ty 1n flndlngs. Some prellmlﬁary attempts to

0

_more pr601sely deflne sources and types of support and thelr

fheffects are,.however, beglnnlng to emerge. For example,‘

Holland (1977) found that among advanced cancer patlents,vf’

“emotlonal support and reassurance were more effectlve than

L



\

SR o , g e : : T
medicatlon ln deallng W1th anxiety and depre551on.. Among

'b

. he tErmlnally 111,\Carey (1974) found that T

1gher quallty

4‘,1nterpersonal relatlonshlps, 1nterpreted as concern shown by ﬁ?

P‘Lfnearest next of klnrand one s clergyman, was.related ‘to- hlgh
b;emotlonal adjustment.' At the same tlme perce1Ved_quallty
?’%Zof lnterpersonal relatlonshlps w1th other kln and physic1ans~

-showed low correletlons wlth adjustment._ﬁ'?“fﬁ;;,}37iffﬁl“‘“

:"f;vgi The trend toward measurl%g multlple dlmenSLOns 6f Qv\
R U .
‘w,soc1al support 1s ev1dent 1n a study by Bloom (1982) Who

'Qi,examlned the relatlonshlp of four type of support and

R SN &

_.adjustment tp breast cancer.? These 1nclude8 a measure of%.r
Sy _

.emotlonal support specrfled as perceptlon of famlly

¥ 'w-'.‘;

,cohe51veness, two mea ures of soclal afflllatlon éncludlng
# 150c1a1 contacts and 1n0b1vement ln soc1al act1v1t1es and a .
; =

5 measure of soc1al ceedback operatlonallzed as avallablllty\
ST ¢
a;_“of a c0nf1dant.i Each measure was relatetho khree measures

'”'of adjustment, self coﬁbept sensefof power and

' bpsychoIoglcal dlstress whlle controlllng for marltal status,

ﬂage aemployment, soc10econom1c status and recen
RS BN

__stressors. All soc1al support measures wer_

v

"oncurrent

strjtg‘
o predlctors of adjustment but explalned llttle of the T
',fvarlance in self concept or sense of power.2580c1al status

_1and employment were the strongest predlctors of these‘“"

“u,outcomes. A p0551b1e explanatlon for thls flndlng is,th t
g , | ‘ >
W‘beth hlgher soc1a1 status and employmen Qmay be important [k

L o
RO

NG ”,.-, ~-tsf,v:ﬂx* o hu- o w"'ﬁ g *1,,:-‘«Jl.ayu




v e : o . coal T g . . R

N opportunlty for soclal contacts and a broader network of f&ff
,:.potentlal supporters.- ngher soc10econom1c status may also

affect the'qualltatlve features of 1nteractlon between the

. r

patlent and health care provrders. -The hlgher soc1oeconom1cf'

”{ status gfoup may beneflt most from 1nformatlonal support

o srnce there is some 1nd1rect ev1denoe that those who areiﬂA

;j Perceryed to be more lntelllgent and educated are glqgntmore |
. andlc&earer 1nformatlon‘relazlve to dlagn051s, treatmént andj .
progn051s (Bloom, 1981) N | Zzﬂ | B

In a more(r;hent study, Bloom and Splegel (1984)

focused on the relat\Onshlp of . two dlmen51ons of soc1al ‘

) -

5. support and the psychologlcaliyell belng and soc1al

L]

functlonlng of 86 women w1th advanced breast cancer. They“*'”
. found some ev1dence that the emotlonal damensron of suppprt
-prlmarlly affected psychologlcal functlonjng whereas the-v

e

soc1al act1v1ty dlmenSLOn was preﬂ}ctlve of level of soc1al

s
oA .
4 -

-

P

functlonlng.» Famlly support normally assumed to prov1de.: o
ryemdtlonal support was found not to be positlvely related toi
socral ﬁunctlohang but was positlvely correlated w1th o
psychologlcal well belng._ French and Metlln (1982) examlned

three somewhat dlfferent support forms, soc1al profes51onal :

and flnanc1al and thelr relatlonshlps to phy51cal recovery |
M’and psychologlcal adjustﬂent in a sample of 151 breast

cagcer patlents.k A 51gn1f1cant p051t1ve relatlonshap wasl

found between soc1al support lnterpreted as - percelved

' degree to whlch network members (spouse, chlldren, relatrves

v



YN

!-‘anq'frlends) could be relled upon and talked to, and
psychologlcal adjustment, conceptuallzed as. p051t1ve affect \_/

However, the relatlonshlp between profess1on‘l support
1nterpreted as satlsfactlon w1th carer ablllty to talk to-

physxcran and extent of lnformatlon recelved and pOSlthe S

affect was found ta be equally p051t1ve and 51gn1f1cant.“;'”

Flnanc1al support megsured accordlng to soc1oeconom1c

s lndzcators, was the only support form found to be

Q5051t1ve~y related to phy51cal recovery These flndlngs_‘

: S
prov1de somexsupport for the assertlon that dxfferent forms

;effects on: spec1f1c aspects of

.of support have &11qu

S

well-be;ng and therefore, con51deratlon of varlous support
forms and sources may contrlbute to a better,understandlng

' .of the varlatlon in cancer patlent outcomes. _‘“”"1?fj~”,ﬁ~”§

i

Whlle these studles do prov1de ev1dence 5f’é[§§sf%¥Qev

~

11nk between soc1al support and phy51cal and psychdsOCialf3"
- Y T

- well be;hg, lt may be that some flndlngs are an artifgct of
several factprs such as tns conceptuallzatlon and o

g measurement of soc1al support the outcome measures used”

o and 1ack of cons1deratlon of contextual varlables such as

demographlc and dlsease related characterlstlcs whlch have

been shown to confound the support—-well belng relatlonshlp.j

Certalnly, the ev1dence suggests that the llnk 1s not as

:.g Smellstic as assumed in. tﬁa'early socmal support

llterature. - ZF;rfL o } - h:nf_ hV-fo“pﬁw_ Z; f,ﬁf;ff
Recent theoretlcal formulatlons and emplrlcal evrdence:

" o
'have ralsed some crltlcal questlons relatlve tb the nature,:3

~



fffunctlons and effects of soc1al support w1th1n the context

P ,v..

'=llof the cancer experlence._ Observers have long suggested

:”2that cancer 1s surrounded by unusual soc1al phenomena and

'_.,paradoxes but the 1mp11catlons of these factors for soclal

‘\.

support are only beglnnlng to be con51dered It 1s wldely

*“fassumed that a llfe threatenlng 111ness such as cancer

;e11c1ts a unlquely desperate need for soc1al support-‘

r‘:however, lt also often e11c1ts -an’ equally desperate need on.»'

the part of. others to av01d the patlent. Several theorlsts .

.‘1nclud1ng Cobb and Erbe (1978), Dunkel Schetter (1984), f

\

,Dunkel SChetter and wortman (1982), Welsman and wOrden

ot

f(1976) and wOrtman and Dunkel Schetter (1979), attrlbute J;:n
”thls phenomenon,to the stlgma of cancer whlch is assoc1ated'ff
"w1th both m;;hs and_palnful realltles. THﬂ% suggest that

cancer is surrounded by 1ntense fea ‘assumptlons of

palnful wretched death and mutllatlon and the 1mages of

~L

contamlnatlon ahd uncleanllness all of Wthh evoke phy51cal

-,

"maVer51onnand dlsgust 1n others leadlng to av01dance behav1or ‘

: and w1thdraQ\$\9f supp t

vos

Peters Golden\(IQ ) has recently prov1ded emplrlcal

'evidence which supports he theory that a dlagn051s of

: L. .
cancer leads to support w1‘_”rawal and/or the -

non- materlallzatlon of expectedqsupport.' Perceptlons of N
soc1al support relatlve to the 1llness experlence of breast
’cancer werggexamlned among 100 cancer patlents “and . 100 ’

dlsease fregiénd1v1duals. W1th1n the dlsease free group,,

Al



;'someone they knew had caricer. When asked on whom they wouldﬁ

;',L.t..“ .

"grely for support lf they had cancer, 42% cited a comblnatlon ’}

R . . : BN SO
.“_ S . I< - .

'h561% admltted that they probably would aVOld contact W1th e

f;of famlly, frlends and profe551onals, 29% felt;they would

;-

| rely prlmarlly on themselves, 13% en thelr spouse and 13%’on'fx

*vthelr doctor. Nelther o}her patlents nor self hé&p or

‘communlty agencres were clted. An overwhelmlngama]orlty

<

%(67%) belleved that the physrcal aspects of tbe dlsease_~pf‘

g -wouldnbe of greater concern than the soc1al aspects. Aﬁong o

¢

;the patlent sample, 72% reported that they wege treated

'.dlfferently after people knew they‘had cancer.. Of these,

‘~ -

72% sald they were mlsunderstood as eV1denced by

1»1nappropr1ate behav1or and comments, partléularly‘those

':thelr spouse, 186 on a comblnatlon of famlly and

=
whlch empha51zed the loss of a breast 1nstead of the

,_llfe—threatenlng potentlal of the cancer. Flfty—two percentg'

felt they were av01ded by others, 14% felt they were pfgred -

'and 3% thought pegple were nlcer tg;them. The maJOrlty felti-

Athat soc1al 1nteractlons and relat ShlpS were stralned dueﬂ'

».

to av01dance behavror, false cheerf

—_—

'ss and optlmlsm and
general dlscomfort w1th how to re

or what to say to ‘
-cancer v1ct1m.~ Thrrty three.percent of the patlents st ted

. cthatfthey relled on, no one' for support 22% depended on

v .'"

"“.profe551onals, 10% on rellglon, 81 on themselves, 5% on

other cancer patlents and 4% on thelr doctors.‘ Only half

r

fuassessed the support they recelved as adequate to meet their

R

R ,I'_'} -



thhThese‘w;th recuxtent dlsease amdﬂcurrently u%dergoing

chemotherapy fe‘ﬁ‘least-adequately supported. a’Clearly theseﬂF
’.51 ' » ,
ﬁundlngs have 1mportant lmpllcations relatlve to the%nature ];

e

» l‘ .

‘ ' ahdeefflcacy of 50c1al support for cancer~v1ct1ms.e'"

'Tffif Social'mlsconceptlons and fears'aboup Qance£ lead tq am,’
R 0 Lr I :
lack of flt between lnteractlve'and supﬁbrt needs as,;¢

;;1dent1f1ed by patlents and the quality of support prOV1ded =
g o -
y the soc1&l network.? Cemmunlcatlon barnlers-and avcldadceii

.-

1.?

'r~\,cancer'v1ctim (Pete:s Golden 1982).«eﬂfi‘ e.@rﬁ
iéer'ﬁﬂ Other explapations have been offered‘to aCCOunt}-br

PSRN
. = . . W
L . .,

v

veller{(lg79) has suggesteg that peépleowho

"’*«5

Flnally, lt 15'%questédttﬁﬁt thehhe?§ 111 or pooi%y

.

'adjusted may lack soc1al comgeténgéﬁwhlch may resulmgln_the :



Sllver and Wortman, 1980).,

('are unabl tq"rec;ﬁtocate the,help glven to them, arqusxng

l

.3feelrhgs.of lnadequagy, gullt and‘helplessness Thus,élt lS

PR | . . B

‘,

hsuggested Ehat Qoqual suppdrt 1tself may GOhStltute a source

- ’ n

of stness»whlch ultlmately renders supgprt 1neffect1ve or

%0
St
t . e . P . RS . - srt g

5? 3 .Y;”¢4:fb' < *;~-% JAu*» o ,f“,.f~3«"¢'
' harmful , M.“:*g-‘.~ »,a- T ﬁ_m oo e - .@'ﬁ,ayéf

Seme emplrlcal support fbr the hypothe81s that sOc1al

’ support may have harmful eﬁfects 1s offered by Revenson et
ﬂ'.

al.,(1983).» They examﬁned the relatlonshlps of 51x spec1f1c-
supportlve behav1ors commonly prov1ded by famlly and frlends

nd smxAmeasures of psYcholog;cal adjustment, ln a sample of

;abreast_cencer-patlents,‘ The relatlonshlps were examlned



-_":,

e

whlle controlllng for the partlcular contextual condltlons
of treatment type and degree of functlonal dlsablllty. 'Eor =
those not undergorng any spec1al cancer treatment the

recelpt ‘of support was found to be srgnlflcantly related to.

"increased negatlve affect lowered self esteem and mastery,
Q

and greater dlfflculty 1n acceptanéé of. death whlle hot j'

srgnlf;cantiy related-to decreased acceptance of the patlent

role.f In contrast ‘for those undergolng spec1al cancer.
treatments, supportlve behavrors lost thelr negatlve lmpact

but remalned generally unrelated to adjustment.> Whlle

%l‘ controlllng for degree of phy51cal dlsablllty, suppcrtlve _.g

g

| behaviors were agaln faund to be related to poorer'f“

adjustment but only for the hlghly dlsabled Among those

[N

’mlnlmally dlsabled support was not srgnlflcantly assocrated

._-‘.(

w1th adjustment. Soc1al support has also begn fOund to be
B ’detrlmental 1n other 1llness condltlons*,such as myocardlal
rnfarctlon (Garrlty, 1973), chronlc dlsablllty (Hyman, 1971)«
e and congestlve heart fallure (Lew1s, 1966)

Although flndlngs of the. detrlmental effects of soc;al

E )n,
Tl
ki

support are relatlvely’few and should beJlnterpreted ii

cautlously due to the relatlvely small sample srzes on whlch

& .

flndlngs are based, ”__16"‘ crltlcal '”;";jf

questlons about the nature and effects of socral support
-.(w1th1n ‘the srtuatlonal context of the cancer experlence.s'
Whlle much of the llterature empha51zes the lmportance

of 1nformal support to 1nd1v1dual health and well belng, it



B DU

lS suggested that under partlcular circumstances, such“as d e

A o
4lhe cancer experlence, these systems may not fulfxll thelr

Yl

“'normal helplng functlons._ Altﬁough research lags behlnd'“:“'ﬂ
theorlzlnj Jn thls area,.there LS some eV1dence to support

the- notlon thaq cancer dlsrupts soc1a1 relatlonshrps and

__/

env1ronments resultlng ln dlmlnlShEd avallablllty and

-

‘effectlveness of support (Dunkel Schetter and wOrtman,

1982) These observatlons, along w1th substantlai knowledgeii

_'f the 1mpact of cancer 1n ail llfe dlmen51ons (Fre1denbergs~
. ,m;, 1980), have prompted lnstltutlons, communlty serV1ce

ubllc to mount massxve support efforts

Q' agen les and the lay,

:v1ct1m, These efforts have assumed

t;on behalf of the canc“

L

many forms ranglng from psychotherapy, counSellng, educatlongf

"end 1nformatlon dlssemlnagign to fhe prov151on of f!,tiff;dnz

;lnstrumental ald ln such forms as ggansportatlon, houSLng,
equlpment and ﬁAalsv and peer SuPPbrt and lnteractlon.,;,;w‘°

,‘ Geneﬁhlly,:the objectlve of these programs and servxces lS

to enhanCe, supplement or, ln cases of aﬁSence, repl e the

'hese formal

-cancer care -

j.}' thelr effec°1veness has rarely been questlonj' 'r‘assessed.'_

'ﬁafn In summary, thls rev1ew has provrd@d:%v
'*(,‘.;: 8



o exam:.natlon o)

of'lssues surroundlng

Wiwell-belng.” f

WVfand personal resdurce'

.'%E ing relatlonshlp, (3
%

‘~the role of soc1al support 1n 1nd1v1dual well belng

'lTherefore, for the purposes of this studyg‘two“

/{,;\ . '. : : e

rlatlon 1n the nature and strepgth of

»_lthe assoc1atlon between soc1al support and 1nd1v1dual

al : .
fls suggested that (1) 1ncreased prec1s1on in

P

ofthe conceptua»lzatlon and measurement of soc1al support, (2)

o . PN RO
' he effects of soc10demograph1c contextual \y

.~

_ctors on ‘the soc1al support—-well-ﬁ n)

4 further tud; of the relatlonshl
. Y g

betWeen soc1al support and dlfferent outcome measures of

¢

R

'5‘_well belng, and (4) 1ncreased study of the effects of formal

. . < ,.

v,.sources of soc1al‘support as well as acknowledgement 3f the .

j

_junlque support dynamlcs 1n partlcular s1tuatlons such as

cancer w1ll enhance future knowledge and understandlng of

T -

g

Whlle the flndlngs ln the llterature strongly suggest e

4
o«

that soc1al support plays a role 1n the etlologlcal

treatment and recovery aspects of dlsease and 1llness as‘

gwell as the malntenance of health and well belng, the

.

ﬂprec1se nature,'extent and dynamics of that role are Stlll

' ,relatlvely poorly understood This. state of knowledge is -

due prlmarlly;to varlous unresolVed theoretlcal and.

methodologlcal 1ssues whlch contlnue to. surround the study

kof soc1al supportr Clearly the dlvers1ty and scope of these

issues prohlblts addre551ng them ln a 31ngle study _

cifio

P

‘_.research questlons reflectlng the 1ssues of the nature of



the relatlonshlp between soc1al support and dlfferent
aspects«of well-belng, and varlatlons rh that relatlonshlp

‘ due to soc10demograph1c and contextual factors were

formulated and correspondlng hypotheses der1Ved and tested
LN » C :

Agaln, the research questlons were'

° 1Y

w,,."" 0

'3l'ii What 1s'the nature of the relatlonshlps between formal

[

*/and%tnformal soc1al support and the functlonal status ,{"

3

: gsand self esteem aspects of advanced cancer patleni/

BN
N

b;2}_‘lUnder what c1rcumstances do these relatlonqplps vary?

,Thégals, how are the soc1al support--well belng

"relatlonshlps 1nfluenced by (1) soc1odemograph1c R

-

"‘Ipfactors such as gender, age, marltal stat s and

fsoc1oeconom¢c §tatus,,(2) length of tlme' 'nce 1n1t1al

vdlagnos15,.&")flevel\of rellgrous commltment, (djujﬁﬁf

'severlty of lllness'a

nd (5) relatlve need for soc1al

lsupport°>- .

_ The follow1ng three hypotheses'relatlng to the flrst

I

research questlon were tested

HypOthESlS 1 - Controlllng forvgender, age marltal sta aé,]l
soc1oeconom1c status, tlme 51nce 1n1t1al dlagn051s,
level of rellglous-cohmltment severlty of 1llness and
Asupport need 1nd1v1duals w1th hlgh levels of formal
support w1ll report hlgher levels of functlonal status
and self esteem,than those w1th 1ow levels of formal g

s .

support..,ﬁy"




L1

-

4

Hypothe51s 2'—-Cdﬂ€;\111ng for gender, age, marltal status,.

'"Fsoc1oeconom1c status, tlme 51nce 1n1t1al d1agnos;s, f'\j

"'level of rellglous commltment, severlty of 1llness and

ussupport need 1nd1v1duals w1th hlgh levels of 1nformal

,t,support w1ll report hlgher levels of functlonal statuséq
'57dand self esteem than those w1th low levels of - 1nformal

.

'”support,‘g

-

HypotheSLS 3 - Formal and 1nformal levels of 5001al.sup§ort

; .f.w1ll comblne (elther addltlvely or 1nteract1vely) to"
predlct levels of functlonal status and self esteem.ifd"

Turnlng to the second 'esearch questlon, the-{lnaﬂ -

hypothesls was-'

e

Hypothe51s 4 - The soc1al support--well beln ”latlonshiﬁs‘E
/1'w1ll vary w1th1n the subgroups of (l) gil:s and |

! 'ifemales, {2) young and old (3) marrLed and nonmarrled

o (4) hlgh and low soc1oeconom1c status, (5) 1onger and

1shorter tlmes 51nce dlagn051s,'(6) hlgh and low v;.'

“rellglous codmltment (7) more and less serlously 111

“and (8) hlgh and low s ppdrt need
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S CHAPTER III R

A’”"‘ METHODOLOGY

R
Overv1ew of Chapter

The alm of thls study was to examlne the‘relatlonshlps

between both formal and 1nformal sources of soc1a1 support ”"

: patlent well b 1ng--functlonal status and self esteem.r'ingn

-,
.

addltlon, elgh' selected control

ar;ables lncludlng gender,“f

age marltal séatus, soc1oeconom*c status, tlme 51nce

1n1t1al dlagnq51s, level of rellglous commltment 1llness

_ severlty and 1nd1v1dual dlfferences 1n support need were :'

assessed to determlne thelr 1nd1v1dual effects ‘on the 5001alC

support—-well belng relatlonshlpsf ‘i-.
_ Y s

The purpose of thls chapter 1s to descrlbe the

: methodologlcal and analytlcal procedures used in. the study.e:

:hMore spec1f1cally, the purpose 1s to;descrlbe (l) the

-_patlents selected for 1nclu51ondan the Studyl.(z) the’ -

’ama1procedures used for subject recrultment and lnteerEWlng (3)”

'7{,the measures used to assess the fun&tlonal status and

y

-f_self esteem of 1nd1v1dual patlents (the dependent

1nd1v1dual-levelf

‘ﬁlndependent var'

’

'Q}rlables), (4) the conceptuallzatlon and measurement of

of formal and 1nforma1 soc1al supPQrt (the;

vbles), (5) the scorlng method used for the d

,;,lndependent varlable measures, (6) the procedures by whlch

- the soc10demograph1c characterlstlcs (gender, age, marrtal




;.and soc1oeconomlc status) and 1nd1v1dual dlfferences in tlme.

-
o A

AQQfSane lnltlal dlagn051s, level of rellglous commltment, af”!j

"lseverlty of 1llness and support need were measured (the
e ntrol varlables), (7) the 1nstrument valldatlgn

7tprocedures, and (8) the methods of analysls.

Descrlptlon of Respondents ‘].lt‘f .

. The two hundred cancer patJ.entsl selected for 1nclu51on
.ﬁln the: study met the followrno crlterla whlch were g@t 1n
.r~order to control for potentlal sources of blas. ‘

| "(1)' All had advanced stage dlsease whlch was deflned
| as locally advanced or metastatlc dlsease being
~treated for palllatlve rather than curatlve

._purposes.‘_' ;[V. t_ : f‘. 'ti» ,_;_

'(Z)R All had any type of cancer w1th the exceptlon of
| sex spec1f1c cancers (breast ovarlan, uterlne, T
prostate or testlcular) and braln tumors. . |
- _'Sex SpelelC types were ellmlnated due to “ |

'uconcentrtfﬁﬂh.of one sex ot the other" and the'

‘ p0551b1e unlque psychologlcal 1mpaji of"these
dr’ ‘ cancers Ind1v1duals w1th braln tumors werelJ

gllmlnated due to 1ncreased rlsk of mental ““u f

lThe sample 51ze of 200 represents approxlmately 229 of -
-the estlmated 900 .patients meeting the ellglblllty o
_ ,requlrements of the study-and. 11v1ng in Edmonton at anx
. given. period in time': (Mortallty ﬁy Age at Death and Sex, :
,[Alberta Cancer Board 1985) i _ o

v
3



-_.Awégjfacilltate respondent acgess and to cont 'l for

. . Y
PR -
L el ’ - S

S p0551b1e dlfferences due toqgeographlc locatfo‘.
f(ﬁ)i:All were Cauca51an, Engllsh speaklng, of Europ.an
":extractron and of "malnstream" Protestant
Cathpllc or Jewxsh rellglon.ﬁ Inasmuch as other:h"”
groups would ‘be 1nfrequent1y represented ln the,ii'

L . »

: 'study populatlon, patlents of these rarer gtro@
ud

' were not studled and no attempt-was made to s &j

' ,1ndepth the effects oﬁ§race1 ethn1c1ty ora'ﬂ1”°
rellglous tYpe.a‘ | | | ‘ -

Toa

Respondents were referred for partlclpatlon 1n the-

'fstudy on’ the basls of the above mentloneatellglblllty

'fregulrements.. However,'ellglblllty was conflrmed u51ng a

'_serles of screenlng ltems dﬁ the 1nterv1ew questlonnalre.;“'”

'(See ltems G H I and P of the Background Informatlon sectlon

_case

"EOf the SOClal Support Questlonnarre APPendlx 1) ‘since :.&,

kndents may not have been able to accurately reportyy.:'“

dlsease stage for varlous reasons such as lack of

) cknow edgemor denlal medlcal records were checked 1n the

f questlonable cases. Otherw1se the word of the

7 phys1c1ans and n&%ses who acted as referral sources was



. . . . AR S SRR
N ) _ o ) . LT T
N o TN

SN N S as T = :

: 'v’ .
R o v , ‘
_ Re&rultment and Interv1ew1ng Progedures o
:g'-" Due to the unavallablllty of an adequate sampllng frame

. ¥

: llstlng cancer patlents accordlng to ;!age of dlsease;w

.

————

‘y'ellglble respondents were 'ﬁentifled and accessed through

-t

gthree separate referral sources These 1nc1uded phy51c1ans
: R
::pract1c1ng out of the (1) Royal Alexandra Hospltal a 950

bed acute care fac111ty, (2) the Cross Cancer Instltute, al“{f

o S L
”specrallzed oncology treatment center and (3) nurses'lj/\\\‘j
v’employed by the Edmonton Palllatlve Home Care Program, a
<Serv1ce prov1ded by the Edenton Board of Health for

,

1nd1v1duals sufferlng from any form- of termlnal 1llness,j't

yincludlng-cancer.: These three referral sources were Y
’ ) !d Lo _{, . . »
fselected 1n order to-"- . : =

N (1)» generate an adequate number of respondents over: a-
four month tlme perlod beglnnlng November 15 1986
Yand endlng March 150 1987 g lofs{ﬂf |

(2) :access patlents who were. representatl’e of a

. 8 .

varlety of levels of . support partlcularly formal ,

'ysupport and;._:vlf' "f_' 5

{ ~

(3) "'reduce the poss1blllty &f self selectlon blés.-.

Follow1ng ethlcal and 501ent1f1c approval of the Study

by the respectlve 1nst1tutlons an@,organlzatlons lnvolvep,;
'y NV"' T '
'epproprlate phy51c1ans and nurses were lnformed of the..

f B
nature and purpose of the study ‘and cooperatron ln prov1d1ng

;‘ﬂ,the names of potentlally ellglble subjects ‘was sought

T”iAppendlx II) Each‘subject referred was approached .

f“ﬁﬁ;nd1V1dually 1n person,‘or by telephone, and 1nv1ted to

. A - - e e o . .
LA . 1\..:2 . e
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in

f“part1c1pate in the study All part1c1pants wdﬂb person\}ly o

'lnterv1ewed at. thelr convenlence by the author or one. of two E

other profe551onal 1nterv1ewers carefully selected on the

,“ba51s of . preV1ous experlence Wlth med1ca1 subfécts personal

hrapport and stabllity The majorlty of 1nterv1ews (85%) R

.}”were conducted 1n the patlent ‘s homes and the remalnder 1n‘
hosp1tal or out patlent departments.‘f | |

\

In accordance w1th ethlcal clearance procedures, all'

':lnterV1ew ln-order to ensure as much as pOSSlble, the

N _
subjects were requlred to SLgn‘a consent form prlor to the

'~ _
subject s (l) understandlng of the nature and purpose of the
__,study (2) voluntary part1c1pat10ﬁ’and (3) understandlng of
-how confldentlallty and anonymlty would be malntalned |

3
‘.(Appendlx 3) In addltlon, all part1C1pants reﬁplved the

Patlent Informatlon Form outllnlng the nature and purpose of

-vthe study (Appendlx 4)

-

.?_ Although an zh;tlal attempt was made to systematlca11Y5

o e g

v:select every nth person, followlng a andom start from the-

N N
'n

fllsts prOV1dedﬁpy the referral sou@ces, thlS procedure had L

".‘to be abandonﬁd\due tb the slow accrual of adequate numbers -

";:fOf subjects and'the rapld ‘loss of subjects due to death.

tThe sampllng procedure, thé’éfore,-was to approach all

A

subjects referred who met the ellglblllty requlrements.-;Inf

Ji@ther words, the study group constltutes a convenlence A
a'(sample and may not necessarlly be representatlve of the

cancer populatlon of 1nterest

. . ’J
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'QE? o Assessment of Functlonal Status ;

xquesilons.” The score. range for the 1ndex 13,22 154 w1th 22/

G

ST ST AR
Description of Dependent Vardiable Measures
Q'.

For the purposes of thlS study, two dlstlnct aspects of

j{,advanced cancer patrent well belng ‘were. assessed jThei

~

»ihLlVlng Index - Cancer (FLIC) developed by Sc pper et al.,

(1984), (Appendlx 5)/ The 1ndex 1s cancer spepaflc,_that

£ spec1f1c enough to the cancer populatlon to detect

‘JEunctlonal dlfferences among patlents w1th dlagnoses of >

N cancer. It was desrgned to measure overall functlonal ‘.

+

quallty of the cancer patlent S day to-day llfe and is

suff1c1ently sen51t1ve to detect degrees of dysfunctlon“

v

' between patlents w1th varying extents of dlsease and\

lnten51t1es of therapeutlc lntervéntlon The 22 item
questlonnarre 1s ‘a multldlmen51onal ‘scale’ represen g

phy51cal psychologlcal and,soc1al components of llfe
' \

..functlonlng Part1c1pants are requlred to rate thelr

present level” of functlonlng on a 7 p01nt scale for eachfaf';

/‘

1tem. The overall score 1s derlved by summlng scores on all

atlng a- very low level of functlonal status

3

The questlonnalre has been tested on over 1000 cancer

lndl

- patlents representlng dlverse cancer populatlons and 1s
.reported to’ be rellable and valld . Rellablllty estlmates

: usrng Cronbach s alpha coeff1c1ent vary from .90 to .94 on’

each of the subscales across dlfferent\data ‘sets’

:1f1rst functlonal status was assessed usxng the Functlonal

PN




Relatlvely v1gorous valldlty testlng has shown adequate
-‘levels of content concurrent and construct valldlty..v
jEVldence of con&urrent valldlty 1s reportedJés relatlvely. '
."hlgh correlatlons between the phy51cal and psychologlcal
_?dlmenSLQns of the scale and other establlshed measures. 'Fora
_._'example, the phy’l suhscale ofrthe FLIC correlates hlghly
‘w1th the Karnéfsky Scale ( 76) and the psycholog1cal
;”subscale correlates hlghly w1th the Beck DeprESSth Scale
;( 77), the psychologlcal subscales of the Goldberg General
"Health Questlonnalre ( 72) and the Splelberger State Anx1ety.

’fScale ( 63) Ev1dence of construct valldlty 1s reported as'
'hfactor analytlc stablllty across several data sets (Schlpper
C et al., 1984), |

Assessment of Self—Esteem

4

The second outcome measure of well belng used for thls
N status, lS v1ewed as an analytlcally dlstlnct or contrastlng
"‘measure._ Whereas the psychologlcal functlonlng subscale of
the FLIC.lS largely a measure of mood dlsturbance, ' !F‘
self—estéem taps a measure of self appralsal The latter
was assessed u51ng the Rosenberg Self Esteem Scale (Appehdlx
3 6), a 10 ltem unldlmen51onal scale that measures the . i

elf-acceptance (llklng or’ approval) component of

Lself esteem (Rosenberg, 1965). Each ltem lS rated on a four'

“

-jp01n§ scale ranglng from strongly agree to strongly dlsagree

e

. _‘l . ‘i.‘a-
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each 1tem are summed for the total scale score whlch ranges
4

from 10 to 40 thh 10 lndlcatlng a very low level of ' ?fflﬁf»
self esteem The scale has been w1dely used w1th reported
rellablllty estlmates comparable to those orlglnally | o
reported by Rosenberg u51ng a sample of 5 024 hlgh school ;f\
;students (reproducrblllty coeff1c1ent =' 92) Rosenberg J“ ‘
(1965) and others have also prov1ded ev1dence of construct

valldlty by adequately demonstratlng that self esteem |

represents a dlstlnct aspect of psychologlcal well belng.r-
For example,'lt has been shown to be analytlcally dlStlnCt

from measures of mood dlsturbance such as fear, anx1ety andva _1
zj.depresslon.“li . d _h. o :', l_‘;;.. d;&f;fl‘.
.‘“ . Cp

Descrlptlon of Independent ?arlable Measures

Conceptuallzatlon and Measurement of Soc1a1 Support o

’f It has been preV1ously noted that desplte the fact
that social support has been. w1dely studled 'major
dlscrepanc1es in the conceptuallzatlon and measurement S%
this complex phenqmenon contlnue to ex1st. Slnce no w1dely

accepted deflnltlon or measures of the concept have emerged

>

1nstruments de51gned to measure 1nd1v1dual levels of both

/
formal and 1nformal soc1al support were. developed for the

populatlon oﬁ,lnteresusln thlS st&dy.
\% .
. Follow1ng Kaplan et al. ‘(1977), soc1al support is

» deflned as,the degree'to unlch an 1nd1v1dual s needs for

affectlon, approval belonglng and securlty are met by

51gn1f1cant others. Conceptually, in order for formal

-



te

el

,and/or 1nformal support systems to fulflll thelr functlons,-VA. ,

f-

'that 1s to meet the 1nd1v1dual's needs as llsted above, lt

-

,was determlned that there must be ev1dence of (l) support
'resource avallablllty, (2)'support utlllzatlon and (3) the

fperceptlon or experlence of belng supported.. Therefore, for

9 .

f-the purposes of thlS study and 1n accordance w1th recent

,‘,“

(trends Ln the conceptuallzatlon and measurement of soc1a1

support, soc1a1 support 1s v1ewed as a multldlmenslonal ' jﬂﬁ;fiﬁ
- construct W1th at least three measurable facets. avallable if3f5'};

'1resources, utlllzatlonubehav1ors and subjectlve appralsal of

soc1al support. 3._,,v.aff
-7-’ Avallable suppcrt resources refer to relatlonshlps or

’flnteractlons w1th others WHb are percelved b? the 1nd1v1dua1

..

ﬁ-as potentlally avallable sources of support 1n tlme of need

-

Typlcally, support resources are measured byffocu51ng on LRI
. “ ! \ w N
Varlables whlch deflne ghe propertlesu_rystructure of the '

e N

,1nd1v1dual s.soc1al enV1ronment (Funch et\al., 1986 Heller

" &nd Mansbach 1984 Tolsdorf 1976 Vaux and Harrlson,"l

T -t L

. 1985) j» .-3;;J'ﬁ.ft;-tfj o qai».;:j":pprgf-

:_°- ) S
Support utlllzatlon behav10rs 1nvolves the measurement

'of spec1f1c acts or attltudes presumed to prov1de ev1dence

'dthat the 1ndlg}dual actually recelves or utlllzes support .“g;ffi
7ﬂdfrom others.?;Typlcally measured behav1ors 1nclude llStenlng

. to, comfortlng, helplng w1th chores and seeklng out or belng Sm t

T;i_prOV1ded w1th advice, 1nformatlon, materlals or coﬁﬁ;ct wrth

thers (Barrera and Aln}ay, 1983 _aorbeck et al., 1981

oA . o IR * -
.. (. . E . . o . v e

S, o KRN PRI




shumaker and Brownell 1984 Stokes and wllson, l984)a‘-1*7

.<l

Flnally, subjectlve appralsal of soc1al support re-ffgzg'

lnvolves evaluatlon of the‘a:ount content or quallty of
/

support recelved from certal]_relatlonshlps or 1nteractlon

5'w1th others._ Appra&sal measures of soc1al support are the
most varlable and range from the evaluatlon of speclflc j'f"

ﬁ"attltudes or behavxors whlch lead‘the 1ndlvldual to

<

‘experience, or f-11 to experlence, love, belonglng,

,.(Norbeck et al., 1981 POrrltt 1979) to more'

C\ .
efflcacyAbf supportlve 1nteractlons or behaV1ors (Brandt and

Welnart 1981 Proc1dano and Heller, 1983 Sarason et al.

1983)

-;In thls study, both formal and 1nformal support Ievels
were conceptuallzed and measured accordlng to (l) resource )
L Ly
avadlablllty, (2) support utlllzatlon behav10rs and (3)

‘ & : .

u"

subjectlve appralsal of ﬂocr;' support A serles gi
2 ,')_‘. ) {. | .
’p' questidnnalre 1tems or. correspondlng»lndlb 's. . of - hese*
l:‘; L ’%i

‘three aspects of soc1al support were deve

ped separately

for the Formal (Appendlx ?% and Informal §pc1al Support

R

Indexes (Append;xuS)s& jﬂi

;niiFof al Soc1aljSupp¢rtA1ndeX - "'g";',f‘ . o

- -/; ‘,-f {pportﬁiesource avallablllty, whlch.lé an ;

e SN t#ﬁété 6f the number and type of persons ln the _
heéﬁth care system percelved by the respondent as'

..,",

potentlally avallable to prOV1de support in time

-




R
B I 2 A

“fSupport utlllzatlon was measured By 1t"ms 2

S o

df;and 6 Wthh ask the respondent td 1ndrpate the
v"extent to Wthh they actually utlllZEd and/Or

. (-‘A

- ‘gnoblllzed the support'of‘ﬁhose percelved as T_Aigf* E

B fﬂpotentlally avallable to them 1n tlme of need~ vrf@"”{

*'addltlon, 1tem B (subltems 1A bhrough 14A)

.

732]requ1res respondents to 1nd1cate wh\thef’or not

'fthey have q&é%ntly,for are currently\\tLILZLng a

C
erles of social or health care serv1ces and/or Q

~‘.‘

Efprograms avallable to cancer patlents. Lf ﬁ”'”'

o8 -

’:thhe subjectlve appralsal of soc1a1 support was ”5rgﬂ'f-

f‘tapped by 1tems 7/and 8 whlch requlre a general

_dappralsal of the adequacy of the amount %s support fvif

'iand the apprOprgateness of support respectlvely,

recelved from persons in the health care system.,'_df

w

Whereas ltem 7. is. an*appraisal measure of the .”:“J"j}f

)

' adequacy of the amount of support recelved 1tem 8 Tih

.1s a meaSure of'the extent to Wthh support 1s

a.

“percelved as the rlght type or approprlate to the',;7

_\spec1f1p needs_f'y

‘1tem 9 (subltems lB through 14B) requlres

.\ Je
9 o

f nlnd%VLdual In addltlon,g

;appralsal o£ whether or not spec1f1c programs or rT“”

Tjserv1ces 1nd;cated as used 1n subltemsalA tﬁrough

‘ll4A have been helpful m:ifi55},;fﬁf7ff;ihg{.;ff;Awﬂ




2 utlllzatlon of support as: well as suppo

E The Formal Soc1al Support Index contarns a total of 36

'aigltems lncludlng the subltems of que tlon 9 : Items 1 throughvfff
’8 are rated on a. four polnt scale wuth l lndlcatlng a Very j;v5f
ﬁ*low level of.support., When ltems 2 1 5 and 6 were V'J}g o
",ilnappllcable due tofthe response on a prev1ous questlon, ar,;%

”,3score of 0 was glven. The 14 A and B subltems of questlon 9;Eﬁ

-

’awereﬂdlchotomously scored .as 1 or 0 (Part A Serv1ces"
Utlllzed Yes ;Ql;'No:évO Part B, Serv1ces Helpful Yes
:51 No O)%f If a seru1Ce was not utlllzed (Part A), then
I’che correspondlng Part B was con51dered 1nappllcable and an‘

‘automatlc score of 0 was glven . For ltems 3 4 and 6

_ actual numbers were recoded accordlng to a four p01nt scale._

‘A score of 1 was glven lf the actual number was: 0 or 1, ai.'
;_ score of 2 lf the number was 2 or 3 a score of 3. 1f the“
'rnumber was 4 or 5 and a score of 4 1f the actual number was
6 or greater.. When 1tems 3 and 6 were orlglnally recorded
"das 1napp11cable, they were scored as 0._

-

'Informal Soc1al Support Index ,";ﬁ'L'

The Informal Soc131 Support Index.was constructed in- a\

,way SImllar to that of the Formal Soc1al Support Index u51ng '

'lndlcators correspondlng to the resource avallablllty,..
”utlllzatlon and subjectlve appralsal dlmenSIOns of soc1al
" _
‘:support. Items ‘1, 3{ 5 and 9 (Appendlx 8) were deSIgned to

'estlmate ‘the number and type of potentlally avallable

easure actual

:supporters, ltems 2, 4; 7, 11 and 12 t
've behav10rs L
: exhlblted by supportlve persons and lt .sl14rand'15-to'

' fobtaln an appralsal of the adequac? and approprlateness,- R



2 respectlvely,'of‘recelved support. An.addltlonal four 1temsV

_j(G; 8 10 and 13) were added to thls partlcular 1ndex to

_ Pt SR
estlmate changes 1n support 51nce the onset of lllness._uu. '

hereas formal support lS llkely to lncrease w1th dlsease

.

chronlq}ty and sd$er1ty, lt has been iound that 1nformal
suppo t may'decrease generally among the chronlcally 111 andf“?
parﬂiqglarly W1th1n the context of cancer where !fhm;;'mfﬁgf:‘

nterpersonal relatlonshlps are stralned and dlsrupted

-2
s

| (Dunkel Schetter, 1982) T L Lt

o Each 1ndex ltem was rated odDa four p01nt scale w1th v
‘ AN

the exceptlon of subltems A t%?G of 1tem 5. wh ch are each

R scored on ‘a: scale from 0 tdfz The actual number responsestl'

for the feven subltems of thls queStlon.were collapsed
h;’accordlng to the three p01nt scale (O to 2) as follows. txiﬁl_ﬂt*
- SCore of O was glven lf the actual number was 0 a score of.?;f?
D/ 1 1f the actual number was 1 and a: score of 2 lf the actual_;;?f
number was 2 or more\ For ltems 3,;7; 9 11 and 12 actualft?~“
numbbrs were collapsed to a four p01nt scale ln the same 2
manner descrlbed for the Formal 5001al Support Index.:~"‘

Slnce the soc1al support 1ndexes are multldlmenSLOnal
S

o and thefgcorlng method 1nvolved some arbltrary welghtlng of ;;;1

' the 1né%§&dual items, several methods oi operatlonallz1ng the

lndexes were examlned 1n order to select a scorlng method

whlch maX1m1zed the predlctlve power of %ach :Lndex. .. e

‘

Varlatlons observed ln the predlctlve power Qf the soc1al T
e support 1ndexes usxng alternate methods of scorlng are v}f;ﬂf-.'
: | N . . . _ : L i
l

. dlscussed ‘in. the next sectlon.



W ‘ 3
"gf? The__agqr‘:tng oA .
Soc1a1 Suppor&'lndexeg i%g%derlved through a serles of

alytlcal procedures»whlch‘COmpared ghe predlctlve power of

1_7the lndexes u51ng four alternate methods of scorlng. These'}gff

”'lncluded l) a. summatlve gomp051te scqre usrv'

yf'questlonnarre 1tems, 2)§a-scale dlsaggregated by dlmen51ons .s};
a#@n ?bg )

‘and derlved by Sumﬁihg 1tems§bspec1f1c to the respectlve f~“.

dlmen51ons of each scale,~3) a summatlve composrte lndex of

L S
9. A\ " v

_ff51gn1f1cant predlctor 1tems only,_and 4) a nonsummed 1ndex

o 51ng 1nd1v1dual sxgnlflcant predlctor 1tems. These four\wffh
'Jalternate scorlng methods were examlned due to poss1ble SR
welghtlng problems lnher?nt 1n the scorlng method used for

each lndex (that 1s, not. all 1tems were 51m11arly scored nor

were there an equal number of 1tems representlng the,:
respectlve support dlmen51ons lncluded ln each 1ndex) ftlﬁp»”
::was p0551ble, therefore, that elther ove;welghtlng or .
:1: nderwelghtlngvof certaln 1tems and/or dlmen51ons

j(subscales) may have resulted 1n a comp051te summatlve score-

L lSlgnlflcant pr dlctor Ltems refers to those 1tems
which explained a si nlflcant ‘proportion of the variance’
the dependent'varlable after cohtrolllng for the effects of-'
all other -items (1ndependent varlables) “ The. crlterla for
signjficance was based on the t test which determines the

_ signifjcance of the- unstandardlzed regre551on coefficients. .

.only those ltems,w1th b values with.a probablllty of O 5 orf

less were retalned as srgnlflcant predlctorse “ B i

w _,Z,h, . .)l_ S o



- Whlch reduced the overall predlctlve or explanatory power oftff7}~f

fthe soc1al support 1ndexes. tﬂ:ff‘“” jf;’:uh;—_

Tag}es l and 2fprovide a comparatlve summary of the

L regress1on CO

: C1ents and the amount of varlance explalned:‘}

»

in functlonal status and self esteem, respectlvely,;u51ng

\

:the four ilternat methods oﬂ‘%corlng\for the Formal Soc1al f:t‘lf

l*Support IndexﬂF

ile contro;ili_n‘g-_'f_}or'. the. éf;féc_;t_'s”of | 'th‘e; .eigh‘t»

. .control varlabl's studled (that 1s, gender,_age marltal el
" g ‘ : : B
'jstatus, tlme- nce dlagn051s, soc1oeconom1F status,

'*rellglous commltment severlty of 1llness and support need)

& -

:Focu51ng on the coeff1c1ents of determlnatlo (R ) 1n each ',;i~“-
table, 1t is ev1dent that the sum;natlve coﬁs.lte scor1 ' |
methods (l and 3) con51derably reduce mhe amount of vfrlanc‘efﬁf
explalned 1n the dependent varlables as compared to tle ’:'},ffJK@

‘-dlsaggregated by dlmen51on (2) and nonsummed (4) met’ dslof |
.sfscorlng E The same pattern lS observed Jn Tables 3 an 4 _;;/’~\s

Ar.iwhen functlonal status an lf esteem are respectlvely

. % FRENERE
’regressed on alternate methods of scorlng the Infor__,j

:_USoc1al Suppdrt Index._wAgaln the amdhnt of varlance

texplalned 1n the dependent varlables is’ conSLderably reduced

r

'b'u51ng the summatlve comp051te (scales 1 and 3) methods of ”"

“scorlng. Innthree of the four tables (1 3 and 4 but not 2)

\

',the nonsummed methods u81ng only 1nd1v1dual ernlflcant'-'w
. L . ‘ d
.ﬁvpredlctor 1tems (p = OSH for each dependent vAriable

tfexplalns the largest amount of varlance after Lontrolllng ,;5 B
]ffor the effects of gender, age, marltal status,”f'

4 .

'yf» T
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soc1oeconomlc status, tlme 51nce dlagnosrs, rellglous

,‘commltment, severlty of 1llness and support need The only
p h N
'exceptlon 1s in Table 2 where the dlsaggregated by dJ.mensJ.onv_‘.‘»"‘-"‘~

.

2ial” Support Index 3;’1
q \\ R

’exﬂlalns sllghtly.more of the varlanC‘ (R # 33) 1n

'self esteem than the nonsummed method _=_.31)

‘W leen that overall the summatlve »omp051te methods of

scorlng con51derably reduced the predlct ve power of the

~

w-soc1al support measures and that the AelLablllty of the-G»

'.subscales in. the dlsaggregated by d1mens10n (see Table 10 ln
Chapter IV) method was low or of borderllne acCeptablllty,
the nonsummed mé@hod u51ng onlymi*gnlflcant predlctor ltems

was selected as. the method of ch01ce for all subsequent

. . \
-\, »
"

;correlatlon andimultlple regress1on analyses

. The procedures ﬁor selectlng the best formal and t"fii—f{ :1
:1nformal support predlctor 1tems of functloaal status and
self esteem lncluded 1) examlnatlon of frequenc1es to
' ellmlnate items: w1th low varlablllty 2) examlnation gr

- }blvarlate correlatlons to ellmlnate redundant 1tems &nd

"flnally 3) stepw1se regress1on of the remalnlng 1tems of f_'fhf"

QW ¥h respect to the Formal Soc1al Support Index
’(Appendlx 7), 1tems l 9 (3A 4A, SA 6A 9A llA 12A 13A

' pand 14A) ang all 9B ltems, with the exceptlon of 7B were o
voselectiwﬂlyyellmlnated on the baSIS of low varlablllty No;“i

. ‘ e 5 - .-

ﬁyz W’@fm ;

n B



G e e e T 54

. .9
[3 .

(4]
I

o further 1tems were ellmlnated due to redundancmes observed L .
1n the blvarlate correlatlons among the remalnlng 1tems.'

Flnally, stepw1se regre551o?s/of the retalned formal support

1tems were performed to select those Ltems whlch best f_f

a ‘-

explalned the varlance 1n functlonal status (Table 5) and fj*
Self esteem (Table 6) Table 5 shows that flve 1tems

}: emerged as s1gn1f1cant predlctors (p = 05 gr less) and
% B .

' accounted for 54% of the explalned varlance ln functlonal L
o L v
ﬂ&_status of those ltems, thre% (2, 3 and 9(2A) are measures

»”

' of support utlllzatlon and two (7 and 8) are measures of
- g W

support appralsal Table 6 shows that three 1tems emerged B

E-3

as 51gn1f1cant predlctors accountlng for 31% of the
explalned varlance in: self esteem One item (2) ls a‘,.?fff;iE.l

- measure of support utllrzatlon and the remalnlng two (7 and

~-
.

8) are.measures of support appralsal."rf 'f} :jjfgg;j:

Repeatlng the same procedurss to select the srgnlf;cant

<

'-f/lnformal socral support predlctors of functlonal status and

self esteem, ltem 1 was,ellmlnated<due to low varlablllty

and 1tem Sw(subltems A to G)§were addltlvely comblned due toii;fg

v

redundancy 1n the blvarlate correlatlons w1th all other ;;@ﬂhf :

o,

e :
1tems (Informal Soc1al Support Index, Appendlx 8) Flnally,

e g .l .

stepw1se rggress10ns of the remalnlng 1tems were performed Tk?'*'

to select those whlch were sagnlflcant predlctors (p 05)

-

". .

'nh of functlonal status and self—esteeva Table 7 shows that

flve 1tems emerged as SLgnlflcant pred1ctdrs and accounted

4 ’ . S . , DU =~

for 42% of the explalned varlance ln functlonal ;T":;*_f_}_

.o _.5" . L .. PR . e
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elowli
A

' status. Among the 51gn1flcant predlctor 1tems, there lS one#v,

‘1tem measurlng each of the support avallablllty (9),
.

'_futlllzatlon (2), and appralsal (15) dlmen51ons and two 1temsv

4 )

"(8'and 13) méasurlng the suppOrt change dlmen51on of
"'1nforma1 soc1a14§t§port..nWhen stepw1se regfe)SLOn of the'
ussame ltems*&gs performed tb select the best predlctor ltems
'.of self esteem, Table 8 lndlcates that four SLgnlflcant

!

Lpredlctorsvemerged (p =" 05 or less) accountlng for 33% of
. g

the explalned varlance 1n self esteem. Among these 1tems,hf}'” N

i

'one lS a measure of support u%xllzatlon (7), two arefz
‘ measures of support appralsal (14 and 15) and one (13) a "
measure of support changes._ﬁﬁ L o | |
leen the above flndlngs, 1t 1s suggested that the
ftsummatlve méthoda\of scorlng the soc1al support lndexes
'Vreduced the lmportance or effects oi 1nd1v1dual ltems 1n the

- ad

o explanatlon of functlonal status and self—esteem-”*

Further,_@

the dlsaggregated by dlmenSLOn suﬁméd*xethod resulted ln

A} 0

1nadequate levels of rellablllty“of the gubscales (see Table p'

eaged predlctiVe power..

10 1n ,Chapter,.IV) as 4well "as dec :

'The scorxng methodﬂbf ch01ce; therefore, was a nonsummed
. ,\q y R

,ver51on of each‘soc1al suppbrt lndex,u51ng only 51gn1f1cant

prqelctor ltems of eabh dependent varlable.:f

# SN T, :‘.,

gl T e
. . e ta. L e = . o . . o

3

. B . )
'10-:' . 'l'a rp 4_'_

Descrlptlon of Cdntrol Varlable Measures ,gf"
It has been\prev;ously suggested that varlations foumd.

' in the soc1al‘§uppor€--well belng reﬂatlonshlp may be due to ;
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f”the fallure of resparchers to SYStematlcallY examlne or'
i;account for the effeéts of certa‘r factors Wthh may,; -

R . o -

_theoretlcally_4enhance or suppress the relatlonshlp ' nr -

rder to

L——-'

dress thls 1ssue, the separate effects of (1)

(2) age. (3) marltal status, (4) soc1oeconom1c .'& :

’

*rellglous commltment,n(7) severlty"of'lllness and (8)

'frrelatlve need fdr soc1al'support on the soc1al

‘support--well belng relat“

ShlpS of 1nterest herebwere

hlexamlned The prlmary 1nterest was 1n determlnlng wheth;r

_s;these relatlonshlps varled Wlthln the subgroups of (1) males
:7and fema}es,‘(z) young*and old (3) marrled andrnonmarrled
3L(4) hlgh and 1ow 5001oeconom1c status,J(S) 1onger and

1 shorter tlmes 51nce lnltlal dlagnos1s, (6) hlgh and low f\&;

ﬂuserlously 111 and

‘ﬂ:rrellglous commltment (7) more and les%
f%¥(8) hlgh and low support needh ‘ _ . | '
o The 1tems used to measure these varlablesxare found on‘
"‘the Background.Informatlon questlonnalre Ln Appendlx 1. Thef

gsoc1odemographlc factors of gender,1 age marltal

/

T 1Slnce gender 1s a nomlnal'varlable lt was coded Male
0, Female - 1. and entere as’.a; 'y:varf%ble 1nﬁregre5510n
‘ . i"- RRETRE S

analys1s.

» nl, N



' - “employed professionals. and. (7) -self- employed professronals R

']status1 and soc1oeconom1c status were measured by 1tems A
‘B C D E and F respectlvely.; SOC1oeconom1c st}tus was‘
'vmeasured u51ng a comp051te 1ndex (summed‘standardlzed scale
ll‘scores) of Y rs of educatlon, annual household lncome and ‘JV”‘
occupatlonal status rated on a seven category, Canadlan'i

*cenSus based scale 2‘ Whlle thls occupatlonal sﬁatus scale”: N

is not an occupatlonal prestlge 5cale,,1t was 51milarly
e o E

derlved us1ng a rank order method néflectlng soCloeconomlcﬁ~;{gf[

_‘p051tlon-$1th1n the structure of’the l&bﬁr ﬁorbe ;n ganadajt;_
i’s. N, i

',(Plneo, 1985) Although thése 5ca1e cgtego%&e& &net at

g

»»»»»

'least ordlnal in. nature they can be treared @grdnﬁerval

s TR R g R

w1thout undu2 rlsk to der1Ve standardlzed sooreséiBohrngéédﬁ
. " T "s i 37 - L '.).‘
and Knoke, 82).f Female respondents who dld not worf ;U%HA > 5

~‘out51de the home were categorlzed accordlng to the husband'

i - ‘..'l' o

'occupatlon whlch was assumed to more adeq&ately reflect

_lr soc1ab tatus.h‘“"

3 The effect of t:Lm s:.nce 1n1t1al dlagnos1s WAS assessed

‘,due to prev1ous1y mentloned 1ssues such as wanlng of support
l - \,_/
Marital status was coded Marrled —»1 Nonmarrled 0 o
and also, eptered as a dummy varlable 1n regre551on analyses ;."

0

: 2The seven categorles pf (l) unskllled (2)
seml -skilled, (3} skilled crafts and trade, (4)" mlddle y
- management,; (5) semi- profe551onals and technicians (6) -~ = = - /

jfweretderlved by collap51ng the 16 major soc1oeconom1c R
__categorles of the revised Standard Occupatlonal } L o
jCka581flcatlon used for the Canadlan census (Plneo 1985) i

e, Vs




Ty o : ) - . . T

\

l..'

ﬁfrover the course of lengthy.o’ hronlc 1llness agﬁ/or -h.
'Tadaptatlon to chronlc or llfe threatenlngilllness. ThlS
f{ltem (G) was scored on a sca from 0’ to 10 representlng
ctual number of years that*hadipassed‘between the 1n1t1a1
‘:dlagnos15 of cancer and the tlme of the study

f Desplte the fact that by most objectlve standards, thp

»-populatlon of 1nterest would be, consrdered véty serlously »‘45‘h

' 111 ‘a comp051te 1ndex of four qpmmonly used 1nd1cators (}/{

presumed to. be suff1c1ently sensrtlve enough to detect

‘dlfferences in. levels of 1llness severlty was developed

'-These 1ncluded (l) amount of paln experlenced (1tem Q),_( )

*‘frequency of pa1n meﬁlcatlon (1tem R), (3) amount of
ass1stance requlred to manage dally personal care (item S)
jand (4) amount of day bed conflnement (ltem T) B Each ltem

"was scored on a four p01nt scale w1th 0 1nd1cat1ng less and

f.;43 1nd1cat1ng greater 1llness severlty : A comp051te score

5Tf3was derlved by summlng the 1nd1v1dual-1tem scores resultlng _{

= ln a poss1ble score range of 0 gp 12

EVLdence regardlng the effects of ellglOSli’ on both

‘fisoc1a1 support and levels of well belng are 1nconclu51ve.‘

0

"tEQHoweVer,.ln the case of a llfe threatenlng 1llness such%as

‘"1§}cancer,?1t has been suggested that level of rellglous

RIS 4

”fa;commftment may serve to dlrectly or lndlrectly affect the

”t;;soc1alfsupport-—wel‘—belng relatlonshlp prlmarlly by -

affe tlng perceptlons of levels of soc1al support or.

In order to assess the effects of

~




;.

“n level of rellglous commltment the soc1al support-ﬁ
well belng relatlonshlps were examlned for dlfferences
between subgrdups w1th hlgh and low levels of rell‘lousaf,

. commltment. Level of rellglous@commltment was measured
v v *\ ]

°

u51ng ‘a comp051te &ndex & _E}wltems assumed to tap the _,Vfbk_
( .,*, gl . ;ﬂ ' .
bellef system (ltems J and K)ﬁ feellngs of closeness to god SR A

1

:tem L), rellglous behav1ons %ncludlng praY&ng g;tem/M) and_x
’ j .

contact Wlth a clergyman (ltem N), and the 1mportance«of ,/”

,elrglon 1nldea11ng Wrth lllness (1tem O) Dependlng on the*_7
numbef of response cateébrles, 1nd1v1dual ltems were scored
’on elther a 3/or~Z:p01nt scale w1th 0 rndLCatlng a low 1evel
of rellglous commltment 5 Indlv1dua& 1tem scores/were .
[standardlzed)and'then summed for the compo51te score used lnd~'
subsequent analysrs.jﬂ . ‘"J'.fh)‘)f "f?:' h_ - :
The flnal var;able assessed for pogslble effects on the:j._ '
socxalfsupport—-wéll be;ng‘k;latlonshlpsjwas 1nd1vrdual need;;ﬂ

3
LM

for éoc1al support Although 1t has been acknowledged 1n

’u.the}llterature (for example, DlMatteo and Hayes,.l98l) that

rééhere 1s llkely w1de Varlatlon 1n 1nd1v1dual support need

,fw ho emplrlcal ev1dence ofythrs aépect of sbc1al support can'”
be found In thls study, dafferences ln 1nd1v1dual need for’:f xf
59c1al support were/measured by items U and V whlch requrre"’y

u' i

the respondent to rank on ‘a seven p01nt\scale how llkely ";f’ ;ta

they are,_ln genergl to seek Tut and use support from (l\awy'
s N

famlly, frlendf or . nelghbors and éﬁ) th% health care system

¥
42

lwhen they have a problem. General wllllngness to seek ou S

/ . . 5 . AN :'.;\i.' )
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"‘and use support is assumed to tap dlfferences 1n support
/ o
need 51nce those Wlth a low score (that 1s, very unllkely to
eek out and use support) are also more llkely to exhlblt

g acterlstlcs such as 1ndependence and self rellance and

R,

i -

//

-

Prlor to the data collectlon phase of the study, all '7-"h

questlonnalres were submltted to a panel of experts and

P Y
.‘ul

pretested on a sample of 20vadvanced cancer patlents to

‘ The panel of expertsff'

‘whlch lncluded a hurSe, phys1c1an, psychologlst soc1olog1st

"‘\‘s..

and cancer'phtlent Were§1nstructed to examlne the
Questlonnalres for clarlty, lnterpretablllty and fq"ﬁ fF;
ﬁf,representatlveness of the selected measures.7 Thls procedure

g
resulted ln (l) the addltloh of three ltems to‘measur%k

;f:rellglous commltment (2) the addltlon of the list ofhf‘

.‘_. °

servxces avallable to cancer patlents (ltem 9 of the Formal
Soc1al Support Questlonnaire)=and (3) the 1nclu51on of
length of tlme 51nce 1n1t1al dlagn051s as a control

4. .-'A -

uw,varlable.’“eﬁng‘_ _,yj»._ _,:;7]gJy.[‘;vv“f:j_-ﬁﬁgffﬁi_fg,-”

ST



The pretestlng procedure was conducted prlmarlly toi y'
'tassess the (1) clarlty of questlonnalre/ttems (2)

s 51t1vtty of 1tems 1n detectlng 1nd1v1dual dlfferences (3ff

//

t
.aease‘of admlnlsterlng the structured 1nterv1ew format (4).

[

B length and fea51b111ty of admlnlstratlon tlme and (5)

ablllty of respondents to complete the 1nterv1ew w1thout
*undue phy51cal or emotlonal stress. ‘It was found that the
’average completlon tlme for 'thé 1nterv1ew was 25 mlnutes and
that respondents were w1111ng part1c1pants, able to tolergte:jky

‘the 1nterv1ew well and had no dlfflcult3 ;

nderstandlng the

questlons. The only exceptlon was respo .ents who were 1n -
the yery tegglnal'stage of cancer‘and ol ‘ntinuous'
1ntravenous paln medlcatlon , Since thehr ntal alertness‘of .
’these 1nd1v1duals was questlonable, they were subsequently
' gadded to the llSt of lnellglble part1c1pants to av01d ' ( %,‘T
.collectlng unrellable data. ' | ' N
| -The pretestlng procedure also resulted in- three
‘_questlonnalre ltem changes. The annual household 1ncome‘
-categorles were changed s0 that the upper llmlt of the f »PK\;:%j

'lowest category (that 1s, under $12,000 per year) more

adequately reflected the 1ncope<of those llVlng solely on

1

soc1al securlty beneflts. Orlglnal items measurlng lllness

S

1See ReV1sed Schedule of Social Securlty Beneflts
_Government of Alberta Socmal Serv1ces, September, 1986



- severlty and support need were replaced due to lnSuffLCLent'

i‘sen51t1v1ty ln detectlng dlfferences w1th1n the sample..

Followrng admlnlstratlon of the qnéstlonnalres to a
"{sample of 200 patlents, further estlmates of rellablllty and ;f‘
.',valldlty were made. Rella lllty estlmates usrn@ Cronbach' o

'valpha coeff1c1ent as. a m‘asure of 1nternal conSLStency were-ﬁr

‘calculated for the For al and Informal Soc1al Support

s

lendexes;-the Functro‘

'l L1v1ng Index = Cancer and. the

Self- Esteem Scale.v Orrglnal 1ntentlons to estlmate '_hk;3‘ilw_
test retest and i ter rater rellabillty had to be - abandoned
in order to comply w1th the requests of ethlcs rev1ew -
‘commlttees who reasoned that the 501ent1flc gains’ dld not.
‘warrant the extra burden placed on respondents by theseir‘
procedures. 1t_was also found . that the test retest.

Aprocedure was not fea51ble due to the rapld loss of subjects:'
'from death.ﬂ The hlghly structured format of the 1nterv1ew
dlmlnlshed the concern for 1nterﬁrater dlscrepanc1es Thls

;fwas, at least partlally, conflrmed durlng the 1nterv1ewer‘ ;jf fi
Stralnlng sessrons where 1dent1cal ratlngs were obtalned by

//two 1nterv1ewers on- ten dlfferent suijects. Based on thls
ev1dence and the strﬁctured 1nterv1”w 'ormat, 1t 1s

- suggest d that hlgh lnter-rater rellabllrty would have
occurred for the remalnlng subjects. o _f, A

Beyond the'content valldatron procedures descrlbed

| 'earller, the construct alldltY of the Formal and Informal

28 8001al Support Indexes was. estlmated usrng factor analytlc SR



e status and self esteem.' Flnally, muLtlple regress1on

'A\’.

'technlques to examlne the underlylng structure of these

1; '\

'-”measures._ Slnce the valldlty of the Functlonal LlVlng Indexhj':

4 -

LY

..p— Cancer and the Rosenberg Self Esteem Scale has been
~}iadequately establlshed ln the llterature, no further

: valldlty estumates were calculated for these measures

oy

CoA 1'“‘:u7"'-' Methods of Ana1y515 o “‘
Flrst the means, stindard dev1atlons and frequenCLes,

. were calculated for all varlables used 1n~the study.'

%
e Second blvarlate correlatlons were used to 1dent1fy
"51gn1f1cant relatlonshlps between (l) levels of formal and

1nformal support ‘and well—belng (functlonal status and

.Y

self esteem), (2) levels of form l and 1nformal support and

‘.

the control varlables. gender,.age marltal status,

soc1oeconom1c status, tlme s1nce 1n1t1al dlagn051s,

rellglous commltment severlty of 1llpess and sqpport need

-and (3) the control varlables and. patlents functlonal

K . t . .

! B
analyses wene used to test the four hypotheses stated in:

vChapter I.

LR

Hypotheses 1 and 2 whlch predlcted that 1nd1v1dua&s

with hlgher levels of (l) formal and (2) 1nformal support

-

\ .
would report hlgher levels of functlonal status and '7"."}

- self- esteem, controlllng for sefected varlableSf were tested.'

'

rby’examining'the unstandardized regress;on_cdeff1c1ent (br)

-«



_ o , - e el
"fdr the.socialesupport‘variablewin'each of'theffolioﬁibgj e
regress1on runs "j T L :ﬂi“‘_ . | 2
g _ L L v e T -
ER S Regres51on of functlonal status On,formal‘supportw‘
1 B . ’ -/‘, C

" 'i' 'and the control varlables
ol ' 2. 'hRegre551on of self esteem on formal support and
S ,“control varlables o ’

0

3} ~Regress1on ‘of. functlonal status on. 1nformal

asupport and control varlables. S o ‘ vthh'

:vd[4,- gRegre551on of self- esteem on 1nformal support and

v

hcontrol varlables.-‘
?‘ - To test for the 51gn1f1cance of b1 in each equatlon

(that isy to detérmlne whether bl differed s1gn1f1cantly _
< fa

lbfrom zé%o) a t value was computed 2 }f the observed t value
ﬁwas larger than the crltlcal value requlred wrth k degrees f B

"of freedom and alpha set at .01, then the null hypothesrs

that b —O was’ rejected. % jﬂ
| For hypothe51s 3, whlch suggests that 1nteractlon )
: s
‘effects may be operatlng in the explanatlon of functlonal

«-’57‘ 1The control varlables gender and marltal status were
fentered as: dummy varlables in all regression dnalysis,

/' {Female = 1, Male =0, Married = 1, Nonmarried = 0).

- : 2The t test. StatlSth is automatlcally computed in
ﬁrﬁ multiple regre551on analyses u51ng the SPSS X statlstlcal
package. o S S :




e
. _'.' L o ’.'j ) . ,

fljdetermlne the s1gnif1cance o

< ..«\\ .
. ~

gdetermlnatlon (xv) To determlne whether formal and
flnformal sgpport comblne elther add1t1veay’or 1nteract1ve1y

4

”selected varlablesh the R2 of the regre551on equatlon w1th
' Q-

‘jthe rnteractaon/term (formal support X 1nformal suppc;t)

e the 1nteract10n term omltted (R1 ) The F test was used tO‘f

"'deterQ1ne whether Rzz was smgnlflcantly larger than R12 I
the null hypothe51§/H 1 Rzz-— Rlz-s o lS rejected then 1t-~~f
can be concluded that there are 1nteractlon effects, ' B

C el o

. Slmllarly, hypothe51s 4 whlch predlcts that .
o .

of the elght control Varlables may be operatlng 1n the

of functlonal status and self esteem,‘was tested

>

s e
by B
(4

R lF tests for determlnlng the s1gn1f1cance assoc1ated
w1th the coef,f1c1ent of determlnatlon w‘ de!lved/by B
P )
S : P Rv ﬁ /(K - &1).
,F(Kz,—,Kl), (Nf—mgz'e»l),
A : ,AJ.. (1 - R2 )/(N “Ké'—.l)

%,

'2\- :

:ﬁwhere;;xéf—'The4number of 1ndependent vaﬁlables ln the o
« . °7 ‘equation used .to. ‘estimdge R| ) .
1 -

equatibn used t& estlmate R1

O

1ncluded (R2 ) was bompared w1th the R2 of the equaé?on w1thhv

*jstatus (Y ) and self esteem &Yz), F testsl'were'computed'tcf“f"

changes 1n theﬁcoeff1c1ent of'f;‘

" to predac* ‘unCtlonal status and self esteem controlllng for_}hj

‘\lnteractlcn effects between formal/lnformal support and eachjff

<

-'fK~' The nu$ber of lndependent Firables 1n4the -QI”**"

ey WLl (Bdhrnstedt and Knoke,.1982 391)
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‘ff-u51ng F tests to determlne whether the coeff1c1ent of ,ff_iﬂ
:,determlnatlon dlfferedxéﬁgnlflcantly in equatlons w1th

' 1nteractlon terms from those w1thout 1nteractlon terms., For

. e
. . @ -
PO i *

each control‘yarlable, regreSSLons w1th and w1thout the r.,w.71“
“rlnteractlon teﬁms were calculated and coApared. ;5;[;;",
'proeedure was repeated for each dependent varlable w1th eachfﬂh;
dlndependent varlable. In each regre551on, the order of
fdentry was the 1ndependent varlable flrst (that lS, e1therh7ﬂt'

”formal or 1nformal support) foyapwed by the partlcularf'

FENE 0 ' (23 ‘ 8 o
;control varlable under lnvestlgatlon and flnally, the_3~F.-5
_1nteractlon term derlved by multlplylng the partlcularff:' s
' ‘e ) N

"flndependent and control varlable under cons;deratlon'ﬂfor ;ff7

.hexample' f°rmal~suPP°rt X gender)»r,V' '}ff]f”g'?rh&:*a:jjff
| In the abdve example, 1f the coeff1c1ent of RO

~
e 3

determlnatlon 1s 51gn1f1cantly dlfferent Wlth the addltlon

%;lof the interactlon term as determlned by tlé F test then ffﬂii
“one can conclude that genger dlfferences ' ewoperasing lnu,--

"githe explanatlon gf the relatlonshlp between formal s Pport
,and functlonal status or self esteem.?j'*ffuf.Jf;,ff‘f"f*“u

: MlSSlng vthes were handled u51ng the llstWLSe deletlon‘

:,n.

o procedure Wthh removes all Caseslthat have mLSSLng values

| ,ﬂion any of the qarlables Thts option was selected bECause

i:i_,"there Qlere ’few m':.ss:.ng va,lues and rn brder to'avo:.d the

problem of changes 1n the 51ze of N due~to Varlatl‘

LR S

number of cases avarlable from correlatlon to correlation.f



?thls study were, for the most part phy51cally and/or
"femotlonally dlstressed the lnstruments used to measure the

'_1ndependent and dependent varlables had to be carefully

.

leltatlons_pf the Study

Recogn121ng that the partlcular subjects selected for

>

'stelected to obtaln adequate 1nformatlon wlthout oveitaxing

?the patlent. One llmltatlon of spe study, therefore,;fsfih

e o

_ﬁthat the 1nstruments chosen may -not. have-been s ;flfientlva"

;sen51t1ve or comprehen51ve enough to assess le_els of soc1al

.ﬁsupport and/or well belng While the 1nstruments chosen to S

”7ex15t. A w1de range of measures have been utlllzed to

- measure functlonaJ status and self esteem (the dependent

‘fvarlables) have been shown 1n prev1ous research to be'_f'

“ ’,. l.

- rellableﬁgnd valld across several general and cancer

7-_spec1f1c populatlons,‘no such‘%easures of soc1al Support iifhi

'S iy

- represent soc1al support but llttle lnformatlon on thelr

’ 1

v

‘»u

:lf’valldlty

‘ et al% (1986), however, have recently prov1ded some ev1dence ;i@

A
rellablllty and valldlty lS avallable.#. he same measures

have seldom been 1mp1emented more than once and those whlch i'

appear to\be reasonably valrd contaln large numbers or

. 4

questLOns requlrlng con51derable admlnlstratlon tlme Funchlﬁt‘
e v

that short multldlmens1qnal scales, such°as those developed o

for thls-study, offer greater ease of admlnlstratlon than,if~-#

«.

more elaborate scales wlthout comprom131ng rellabillty and

e K
"\ N W
R Lo N U INRPE ,\, _;&"v R ?_. SOLARY
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iﬁnother llmltatlon of the study 1s that only two il;f{ab:
.,‘ . e . o . 4 . B .
outcome measures of patlent well belng were used Indlvidual“-- )

well belng ;i a complex, multldlmen51onal phenomenon
¥ el
5 comprlsed of phy51cal, psychologlcal socxal and splrrtual

A -

factors.’ It ls p0551b1e,1therefore, that the soc1al
support--well belng relatlonshlps observed ln thls study mayfa_dﬁ
| not be valld for other aspects of well being . " . ) |
L Closely related to the llmltatlons posed by utlllzlng'a”; N

llmlted number of outcome measures 1s the number and type of}f};f

'control varlables studled for pOSSlble effects on the soc1al}v5;
support~hwell belng relatlonshlp., Absent are psycgologlcal
and personallty related factors Wthh have been prev1ously

'?E 1mp11cated as vulnerablllty or bufferlng factors 1n studles"}“
g “the stre s- lllness relatlonshlp. HoweVer, sxnce the |

T n . Ly

ED se factbrs whlchglnclude for example, negatxve

e

%alienatlon, ange , depre551on), personallty—based

hardlness (Kobasa, 1982), 'ocus of control (Rotter, 1966)

and sense Of coherence (AntOUOVSky, 1987), remaln 57"

"he study of,manageable v

l |

e

‘{f stage cancer patlents re51d1ngt_n one urban center 1no;”7::g;g;

e

. . \ . . < .o
e T T



| 'dff'_'iif S .Jp.‘r(.d : ,_,‘__T o
hu\sample used may not necessa lly be pepresentatlve of ‘the

studled

In//ummary, the purpose of thlS study was to examlne L

"the relatlonshlps between formal and 1nformal soc1al support

o t..

' and the functlonal status and self esteem of advanced canCer

»ffpatlents Whlle paylng SPeC1f1c attentlon to selected factors-7h
Sy L

-Ft<wh1ch may affect these relatlonshlps. Thls sectlon ‘¢T'jxﬁfn3;

”descrlbed (1) the study de81gn, (2) the conceptuallzatlon,
.,‘V

.
tals

L measurement and scorlng methods of soclal support (the

llndependent varlables), (3) the methods by whlch the ?; h

dependent and control varlables were measured and (4) the'

o .
o

methods of data analy51s.iyf:y 75§;';,ﬂ L

L



T.’and valldlty estlmates pf the lndependent and dependent

a~;purpose of descrlblng the (l) quantltatlve and (2)

ﬁhqualltatlve results of the data analy51s.‘ In thef$“3 o

. ﬂlndepth v1ew of the major rssues a

'-famon‘*the ln'epe“

| R | FINDINGS
0_ .
Overv1ew of Chapter 'jf” t,g'

O‘A

ThlS chapter 1stlv1ded lnto two marn parts for the

&

-Lquantltatlve sectlon, flndlngs relevaﬁt to the rellabillty

l;

hifvarlable measures are presented»first.g Second, descrlpx"ve

o ‘».

‘ determlnedﬁby multlple regressxon ana1251s are dlscussed

;The purpose of the qualltatlve sectron lS prlmarlly to

-, e N

-4

d;cohcerns surroundlng

‘. '<.'..1

"Qadvanced cancer Ratlents.n The qualltat1VE flndlngs are

~

fpresented 1n two parts 1n order to dlstlngulsh between (1)

if[diseussed Frnal . he resuLts of the hypotheses tests as pqﬁf

L 3 » _ N
.efsupplement'gbe.quantltatlve f1nd1ngswby prOV1d1ng a more.?'*



Quantlfatlve Flndlngs

Rellablllt' and Val dlt. Estlmates of the

| - §-
. Ind;pggdent and Dependent Var1 le Measures :,_f ¢

Table 9 presents a summary of the rEIlablllty

estlmates, as determlned by Cronbach's alpha,l of the

dependent varlable measures used in the study In addltlon S
L R

o the Functlbnal lelng Index -~Cancer (FLIC) and the AN
. : ' f
Self Esteem Scale, rellablllty estlmates were calculated for

the phy51cal (FLICA) and psychosoc1al (FLICB) fsubscales of

the FLIC leen the magnltude of the alpha coefflcients,;f”” :
L4

the measures are Judged to be suff1c1ently rellable.; Table‘

't,.v,

v/ao prov1des’a comparatlve summary of the rellablllty L
‘est;mates for the Formal and Informal Soc1al Support Scales.ﬁ
\\ usxng alternate scorlng methods Whlle the alpha -
‘ficoeff1c1ents of the comp051te scares derlved by summlng all
1tems on each scale are of suff1c1ent magnltude,lthe ' |
r'gcoeff1c1ents for the partlcular dlmenSLOns (subscales) of

7TfeacQ3scale drop to below acceptable levels w1th the

urexceptlon of the support appralsal dlmen51on of the Informal

“1 . N :

o

: lCronbach S alpha 1s a méasure of the 1nternal ,
‘,*conslstency of a set’ g§ items - and is based .on:the. average
'-ﬂTlntercorrelation -among " the 1tems and the number of ltéms

f'that COmprlse the 1ndex. _L~g”¢_ ”A.3¢;_,. ,li“i‘
wv“,.. 2The phys;cal functzonlng subscale lS comprlsed of‘ %#.*«*
ol tems l 3 6 8 10 12, l3 17 and 18 : ‘

ffhng 3The psychosoc1al fungtlonlng Subscale lS comprlsed od
'-;Altems 2 4, 5,07, 9 11 lf'*l 19 21.and 22 ' "‘Y
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éocral Support Scale. Slmilarly,.the alpha coéff1c1ents for #;,ll

the composmte scales u51ng only 51gn1f1cant predlctor items

‘for each scaleasuggest that theSe scales are 1nsuff1

’e. ~ELYI=""' -.'.

\;?A -

l rellable.» These flndlngs as well as others presenteh later

t .1n the precedlng chapter/ were used to determlne thé optlmal

scorlng method ﬁor' e'5001a1 suppdrt scales.;

measures (fun ional status and self esteem) has been

adequately ;stabllshed {h the llterature,  op

to the lndependent~var1able measures (formal and.d,;;ﬁ(gr

P
%

x 1nf rmal s”cr;l support): valldlty estlmates beyond the face _f]

L

o
to the developmental state of the construct of soc1al

*-. »- Cet U . . -

support._ It was not possrble,wfor example, to establlsh the

t//and content procedures described earller were dlfflcult due

» .

concurrent valldlty of these*measures srnce no establlshed ff'

‘.

f. :
or crlterlbn measu.

e
RN

of soclal upport ex1st to date. d{r‘,;
_ o

. n

However, factpr a: 1ys£s whxch can be c0ncelved aS/{

‘i construct valldlty toof,1 was used to determlne the

N JgKerIL ger (1973), in 3ustify1ng factgr analysis as a .
. construct. Valldlty ‘tool; ‘makes. the.pdint - that, since: thecg;
,marn preOcCupatlon of factor: analysrs is common—iactor '
.variance and; by deftnltion, ‘validity ‘is’ ‘common=-factor . i uv
vafiancef, ‘then factor” analysts —is-firmly- tied-to- meas&remenb
- theory.: Further . he- notes. that construct validity seeks. t
'-"meaning“ -of .co structs.through their: relations with - che
constructs whic ‘essentially,” ‘{'s ‘what. factor- analysis\doe&
““That:is, it con tJ.tutes a constitutive-meaning: ‘method by ",
. enabling the: researcHer, to. study the consti t;u’cive meaning
G of const‘ructs-: ‘?d thus their construct vald;‘ 11 1 :
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ﬂ; underlylng structure or patternlng of th: Jarrables
Aﬁfaccordlng to hypothetlcal factors for eac# socxal support

‘umeasure., - ,,_'- ‘ o S Jmﬁ% R

Factor analy51s was performed u51ng the SS X

.(Statlstlcal Package for the 50c1al Sc1ences) ﬁ%ogramh :The;f’

.‘l

: best summary of llnear relatllhshlps exhlblted 1n the data

\gFactors w1th elgenva/ues greater than one were retalned and

. rotated to a flnal solutlon uslng the varlmax (orthogonal)

L method Table 11 shows the varlmax rotated factor loadlngs

fc of the Formal Social Support Index 1tems. Four factors w1th

"rthe magnltude of the factor loadlngs, a 51gn1f1cant

'-i.dlmen51ons of the 1ndex 1s ev1dent. Items 4,_

h'elgenvalues greater than one emerged and as-lndlcated;by '

proportlon .of. the varlance ln each varlable (ltem) was R

P U
a . R

“.ﬁ_accounted for by. the respectlve factors.g A dlstlnct o x:l' ‘

7pattern1ng of the varlables along the four factors or.

o relate to the avallable number, the frequency ‘E rellancexon,’
rf-and number of contacts w1th persons 1n the health care

'j5system other than one pa tlcular person ldentlfled as the

e v a 4

.
~ prlmary care glver, load sxgnlflcantly on Factor 1. FaCtor

f_‘2 accounts for é 51gnrf1cant amount of the varlance observed

"'J.n tlfe t:wo varlables pert’rning to the utlllzation and/
‘*;fpgycelveT helpfulness of support services and programs.ﬂff;;{;g_

: R R <
A b
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.spouse or one partlcular person to prov1de support the

'vfrequency of ri

h;Factor 3 is comprlsed of the two ltems relatlng to the_:f
!iggnltive appralsal of the overa!&)adequateness and
'approprlateness of formal support. Flnally, factor 4'”

'taccounts for a 51gn1flcant proportlon of the varlance SR
observed 1n 1tems 1, 2} and 3 whlch relate to the >\\

,ﬁgavallablllty, rellance on and number of contacts'w1th one
'pgrtlcular person ln the health care system., On the . ba51s

:of the relatlvely large factor elgenvalues 1lsté@ J.n Table

¥ ]
‘Il, the 51gn1flcant loadlngs of the ltems on thélr‘

respectlve factors and the clear clusterlng of. varlables, 1t

‘ 1s concluded that the Formal Soc1al Support Index 1s

1, 2y and 4 can be 1abelled accordlng to dlstlnct sources of

-

[?':;suppfrtWand factor 3 as the overall appralsal of formal

‘soc1al support"ﬂ' f ‘L: . ;,.'K’ )

Table 12 shows the varlmax rotated factor loadlngs of

’:pme Informal 50c1al Support Index ;tems. Agaln, four'

~

"not as clearly lnterpretable as\that for the formal soc{al
'support measure. The strongest factor Was ccmprlsed of

1tems 1 2 14 and 15 whlch represent the avallablllty of a'

‘{ance on thls person and an overall

_comprlsed of four dlstlnct underlylng dlmen51ons Factors.. :

'zsfacﬁors w1th elgenvalues grehter than one emerqed ‘ Hoqfver;.u
S m
e hey Fccougted for a sméller proportlon of the varlanceggp :

"dtherr respectlve ltems and the resultlng factor solution was

DR

appnﬁlsal of lnformal support adequacy and approprlateness..‘
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ﬁthe number of‘famlly v1s;ts over the prev1ous two week

K /

5ﬂ{?}perlod.- Factor 3 1s cOmprlsed of flve 1tems all of whlch

_._,‘..

S e w'

Jifhrelate to lndlcators of support from frlends. Flnallyh f;Ve [i

,v;‘%‘

euw:ltems 1nc1ud1ng the number of persons other than a spouse“%r

N ‘\‘
> \

'*7ﬁ151gnrflcant other perso avallable to prov1de support the
| ”1

‘:vf.11v1ng nearb

Q;frequency ofgiellance on these persons, paren s or 51b11ngs-fi

and changes ln famlly contacts 51nce the f'”ifféf

A

hilllness loaded most hiahiy on factor 4 CWItem 6 whlch asked

'nuiwhether the number of relatlves 11v1ng nearby was more,gless

'or the same as before the 1llness dld not loadﬁs;g_lflcantly ?

‘,ji'on any factor 1nd1cat1ng that the varlance observed for thlS

f:fvarlable could notfbe accounted for by any'of the four,V

'- I

L

""xjretalned factors.t“ff"j’;-;V fif"xgﬁ?f"

Slmllar to the formal support measure, some patternlng

u'lof the varlables accordlng to dlstlnct sources of support t7ﬂ7b

T7lsuch aa spousal other famlly members and frlends is 1ﬁ."ggg;;
"-ev1dent.: However,-the modest 51ze of the 1tem loadlngs on

5”feach.factor may 1nd1cate that many of the 1tems are ‘Tt'ﬁﬁf:

—_—

- i .
'factoglally complex.' That 1s, they ‘are pervaded by other

“factorlally pure partlcularly 1n

‘?, ~ : o S

the case of - 1tems 3 Xy—and 8 whlch load on ‘two or more S
‘ )'\ . . ) L H‘.. -, \ B 9 h s \ * - . s . ‘

factors e e o .,W', B ,_.__. e e

»
\

In conclu51on, 1t can be sald that the Formal and




'hffof soc1a1 support. The four 1dent1f1ed factors'or'

'jobserved varjances 1n the ktems on the formal,and lnformal

‘'’

"'”'fSupport 1ndexes lndlcatlng that they are SUfflCIentlY Valld

,f¢j4measures of the soc1al”support construct.A

vrdual Patlent Characterlstlcs

'fff?f' Descrlptlon of Ipdis

:1v1dual patlent characterlstlcs are-y

Q.

5i*;‘ﬁ' In thls sectlon, ﬂ

'vdescrlbed accordlng to the socrodemographlc and contextual
(control) varlables measured ln the study.;ffgjfli\f*

ﬁf‘gf‘i Table 13 1nd1cates that the majorlty of patlents were
" k_ referred,fhr part1c1patlon 1n the study by phy51clans from i:ﬂ
the Cross Cancer Instltute (58 5%),.folloWed by Royal o

Alexandra Hospltal phy51c1ans (38%) and only a small

percentage (3 5%) by nurses from the Edmopzén Palllatlve

Home Care Program The major reason for the low number of A

f7.referrals from thls latter source waé a lack of el;g*ble/
/

respondents in. the program at the tlme ofufhe study 1 "Aj
f“ total of 209 at}»nts were referred from all three sources _
?, ‘ . f - '» . . !}',“‘} :‘ \ 4 . ) .U:‘f". l_."/_,_‘v . g .
e :"ff‘ﬁ - ”4;3"‘4. HwA7; T S I vdﬁé“n=a ‘*
?_h e 1The Palllatlve Home Care Program is utllized by ol

1nd1v1duals w1th any type of termlnal 1llness, therefore, T

the: number of cancer: patlents in the- ‘program varies at any 'W~”
" rgiven. tlme. AE ‘at the time of the study, many ‘of the v

R clrents;were [ fferlng from breast cancer and were RO

lneldglble subjects.
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"D1V1d1ng the standardlzed’socaoeconomlc status scale scores

-

-r) : .
1nto equal th;rds, Taqﬁe Lg)shfws that 47% were 1n the gsgﬁf,#

ﬂmlddle, 30% in’ the low\agd 23% 1n the hlgh soc1oeconom1c

" status group._5”;;”ﬁljf'fg;"5fZ/
5

TﬂAt the- tlme of the study,l 8%'of the patlents had

LA

L RS 3 ' S
“-lnltlally been dlagnosed w1th cancer\two Qr less years ago,igg

(L-\k‘v
. . v S Ap.

28% three to flve years earller and only 4% had %een

dlagnosed 51x or more years ago (Table 18)\ Table 19 _Qaif

i

ﬁd5; 1ndrcates that 19% had a low level most patlents (47 5%)

had a moderate level and 33% a ﬁ;qh level of re&rg1ous

.°‘<
3

commltment i Wlth respect to thE{lnleldual 1nd1cators of
5 rellglous commltmeht (data not shown), 83% sald theyL :

;f;;? beileved ln God whlle/only 32% belleved 1n a form of llfe L

ﬁﬁ?l'after death Only 13 5% felt\extremely close to God 41%

felt somewhat close and 39.5% reported feeling not Very flf;j‘




Lot por s mﬂmsmm,

n ~

mﬁmz__




mumm.m mw ou o‘N. _ mmcmm.__.
vm YT c0auma>mn vumvamum”.:
e m\m = bpy UBHW . -
.19, eby am%mza.

Eo

R e

A




T o R L R I R SR 33 cossoo
R o.o.H . g ON Uw.muumz Hm>\®~2\0.mm£.nm.:
S SV SRR (At 4 AT EREER 7 A SR vmuﬁmmmm\umogoﬁom
A NS I SRR B RSP @;:&mm\@;q_;w,wﬂm.; : . .
N e grge Tt e (o paraen

‘l.. e

N ) .

m:umum Hmuaums ,mm mucmaumm wo coausnﬂuuwan

. P L T - L v S Rl
e . IR A - . . . ua

T O T o1 wﬂnma e T e e



v ouca mmcmn muoow amuou mnu mn_meJv_mn vwbaumv mumz mmdoum w:umum anocovooAOOMT

| .Hm=0ﬂumm=ooo vnm "o DUT: vHosmmsow Hm::cm kumamsoo Hoozom JO- saesk 103 S9100S

.muudauw

(S ummm.hmw.:m.wmaummumﬁ

mamom Umuavumwamuw mcavvm hn vmaaumv xmvca anmomEoo B ST m:umuw\an0ﬂooooaoom_

ANm m ou mN

 vzrg o3 gg° H-uw 
mmcmu maowmv 0H©vazg

w_mm; nm,aw_w @uwwwHuw__ “;.,wmcmn muoowv zmwmﬂ

.‘mw. ; msonwAm:umum

kuoa o QUIRN ot e
e e Ly g ﬁrw:.wq .mHEocoumoaoom

wo‘ﬁGOUHUN s

e

; u....' )




2ok (T 03 SYIUOW 9 = STSOUBETQ TETITUI SOUTS s1eax -Jo obury:

"y

= sset0 7

Hmuoa
uo w:moumm

N7 stsoubefq rerartur

- 90UTS .- sI1ed}

IS s1

./W.Wawoammaa Hmaaa:H :
m, »m mucmaumm mo cOauwnauuwaa

wH mﬁnma muﬂ . m, -

1



. : R . o R T ___u&%,;.h____.mEQUa w uo: mwuoomw; -
Hmsva>avca mcavvv mn vm>anmv muoam mvawomEou mama ucmEuHEEoo w:Oamuﬁmu uo Hm>oq_wx.du»

B ‘_,M:;.mqpqa,;»;,w\..@.

..\.

mm MWww wmumumwmw_mwﬁw.m_amwmmm»m_Mwammwwmw__meWw

B O L 2

< qeaor’ . U ln ol zequing
. 3o quesad - T it e

ucmEquEoo m:oamaamm uo,
>m muawaumm wo zoausnauumaa

B Hm>qu

SO LR . s

mmm%m,.ﬂm_;me&mwm Mﬁwn mm_ m_ﬂxw_._r,f.w wv mH mHnt




~in}?.h,“h“f“hf&r;:guk94n‘:;”

that they prayed very often,.13 5% never pqayed and the'f

remalnlng 63 5% prayed rarely or so.e%lmes.. Almost half
e!lb

(45 5%) reported no contact,\39% had o?ca51onal and 15 5% f’
'W* a ’ o . K - -
frequent contact w1th*a clergyman.ﬁLThlrty-nlne percent of f:ir%

f the respondents 1ndlcated that rellgloh was not an 1mportant }ji

"‘factor in deallng w1th thelr 1llness, 405 sald 1t was ,j

L.

somewhat meortant and 21% said 1t was very lmportant.,;7‘${;§?*"
: ~ » : e
Scores on the lllness severlty scale were dlstrlbuted

over the full.range of the %cale (0 to 12) w1th a mean of 'gf o
5 2 and a standard dev1atlon of 3. 4 (9ee Table 20) ' These
data suggest that the hlghest §cores occurréd for the ij{“:

TN e
frequency of paln medlcatlon and amount of - paln 1nd1cators. f{v;ﬂ

‘; When actual scores are dlvlded at the mldp01nt of the. o

ﬁﬂ; lllness severlty scale (6 5), 60 of the respondents were

B cla551f1ed as less severely and 40% as more severely lll.lfp,‘

LR

Table 2} 1nd1cates that the respondents repbrted theyfy9f4”

7'were more llkely, ln general to seek\out and utlllze help:;“
‘ from formal sources w1th1n the health care systém than from fﬁif:
famlly and rrlends.- Thls, however, may be a reflectlon ‘of. .
.Jthelr health status rather than an lndlcatlon of general
jirelatlve overall support need. When the two 1nd1v1dual
1ndicators were addltlvely comblned the mean. support need
"was 9 3 on a. scale range of 2 to 14 If the support need
”i:scale is d1v1ded at the mldp01nt (8), 47a have al relatlvely
”e?;low and 53% ‘a relatlvely hlgh support need o

" .
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Description of Independent Varlable easures L

o Levels of formal and lnformal soc1al support were the

[2 °.

":1ndependent varlables used Ain- the study USlng tﬁé

[
-

_summatlve composlte scallng method’for descrlptive purposes,

,1 overall the respondents reported relatlvely low levels of

-

‘formal support and moderate levels of 1nﬁormal support as f]-"

Vflndlcated 1n Table 22 Upon closer exa Lna lon,‘the:f’

o

-

drelatlvely low levels of formal support are prlmarlly due to

the small percentage of patlehts who actually utlllzed the

[y ot

'Qvarlous programs and serv1ces llsted as- avallable to canCer

‘patlentsa‘ﬁTable 23 lndlcates that the most frequently used

3 serV}ces were dletary counsellng (52 5%), followed by ALds-

e

ﬁito Dally LlVlng (38 5%) and counselang from a’ clergym r;~f“

7fﬁ1nfrequéhtly used but were generally found to be helpful

when used Although d1€tary counsellng was the ‘most «;

7pastoral care worker (34 5%) ' The femalnlng serv1ces _ere‘”

M?requently used serv;ce, 1t was also reportedpas the least
DO o R B . . ’ e ol . ‘“
helpful '; V "\; '

et
r.’. .

71”,7_ W1th respect to levels of 1nformal support (data not

"shown), most 3at1ents reported hav1ng an adequate number of

P

. 1 ¥ -e

w

: .‘ . . '. . - ﬁ:' ) .

L Slnce nutrltlon is currently empha51zed,1n cancer care fr
. and itreatment, dletary counsellng 1s fairly. routlnely '
'prov;ded_,u A e o ,.«;a-_.-‘v L tﬂ :

ZEhe AldS to’ DﬁllY‘LlVIDg Program is a support serv1ce

hhadmlnlstered by the Local®Board of Health for the purpose of

- providing a. varlety -of ‘physical: a1ds/dev1ces~wh1ch assist ,
dlsa g 1nd1v1duals to functlon Ln the home env1ronment.vh_+;;

el L
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‘ﬂfamlly members who were avallable and prov1ded support 1ngtfjf7

< ' “ .

-”tlme of need Howe:?r,.the majorlty reporte relatlvely low_rﬂ

IVIejelﬂ of support f
uy”number of contacts. Whlle 64% reported haylng the ame.szik_s

om-* frlends 1n terms of availablllty and

N

Ti;humber of close frlends llVlng nearby at present gom ared to G
::ybefore thelr lllness, 52% reported seelng thelr frlends lessi:_
*ng 79% reported hav1ng two or fewer—v151ts from frlends ]::é{‘

'over the preVrous two week perlod.alfxagy'j“p:cp ”'j ff“?}'fa:L;

Table 24 compares perceptlons of‘the overall adequacy f 7
(amount) an@ approprlateness of support recelved from formal
and lnformalﬂs;urces., Whlle the ma}orlty of respondents',“'

—reported both formal and 1nformal support as frequently or | ;jf

AN )

'of lnformal ‘upport were con51stently hlgher.; For example,

"

;llnformal support ‘was’ reported as always adequate by,f53ﬁ
bhlle OﬂlY 35% reported formal sppport as always adequate..*“
Slmll rly, whlle 41% of the subJects reported lnformal t”ﬁ;N

support as alway% approprlate, only 28% reported formal

o support as always approprlate, For both types of support

, appralsals of support amount Were hlgher than appralsals of
A\ _ ;_r'L
support approprlateness 1nd1cat1ng that although most L

T patleqts felt they recelged enough support ‘1t was not
necessarlly percelved as the rlght type of support for thelr

a Lo - L e

Partlcular needs.‘. e "(_’”17"“} P T
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Description of Dependent Varlable Measures

vv “

.{;’ Funatlonal status and self-esteem whlch were percelved

kP A

7fto bé‘two dlstlnct aspects of well belng, were the dependent

a:variaﬁles 1n thenstudy., Table .shows that moderate.leve&s'}n

=

“'7Tof both functlonal status and self esteem were reported by

\ f*the respondents w1th the. greatest varlablllty found 1n the

\functlonal status outcome measure.a In order to more closely '

Q.

i e;amlne functlonal status, mean levels of functlonlng were :

calculatzp for 1nd1v1dual rtems contalned 1n thé phy51cal

» e i

and psyc osoc1al functlonlnd\subscales of the FLIC.,;
o Wlth respect to‘phys1eal functlonal status, Table 26 S
ST 0% N
_d1c'tes that the lowest mean scores or lowest levels of

~ . .\ A

‘ phy51cal functlonlng were reported for amount of paln (mean

ES

2 6),,extent to whlch paln 1nterfered w1th dally

Tvpact1v1t1es (mean 3. 4),'satlsfactlon w1th work (mean'_‘= 3.5)
: =2 SRS

‘s;and ablllty to complete household tasks (mean 3 8)
| For the 12 1tems on'the psychosoc1al functlonlng'cffwfﬁ=“'

'“subscale, Table 27 1nd1cates that the owest areas offf”'W”
- Vo I
f_gfunctlonlng were frequency of feellng depressed (mean,=.i;:‘

: -— ’

f3 0), extent to whlch\cancer was a‘hardshlp personally as

... .

' weIl as 'to. 51gn1f1cant others and tlme spent thlnklng about

the 111ness, all of Whlch had a mean of 3 8 nghest levels 'f

e '5

Sof functlonlng were reported for w1lllngness to seeﬁgnd
spend tlme w1th Sng\flCant others (mean = 6 0),:_

satlsfactlon w1th treatment (mean'= 5 2) and ablllty to cope gf
. . Ny
: w1th everyday stress (mean 4 7) 0verall the means for

. . . . . . ‘_.é L. . X .
B St e . . " P ( PECE
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the two subscales were almost Ldentlcal Wlth 4 16 for

physrcal and 4 20 for psyphosoc1al functlonlng.;; 7ff7';f*hﬁ%‘~

sl” 1f1cant COrrelatlons Amon Dgﬁgndent .
» ent-and'COnt 1 variables 5 .

o . L
In thls sectlon,;Pearson correlatlon coeff1c1ents among
g _

g the (1) lndependent and dependent (2) 1ndependent and .

' level) w1th functlonal status.? Wlth respect to self esteem,&*f

':control and (3) dependent andtcontrol varlables are

.

presented., Flrst Pearson correlatlon coeff1c1ents among
I

the 51gn1f1cant formal and lnformal support predlctor 1tems

(1ndependent varlables) and the two dependent-varlables are .fﬂ

shown rn Tables 28 and 29 Table 28 shows that all formal
support varlables are 51gn1f1cantly correlated (at the 001

\

two formal support varlables (32 and 33) are 51gn1f1cantly
- .

: correlated at the .001 level one'(varlable 28) at the_.Ol?;'t

'level and two (varlables 27 and 35A) at the 05 level ' Theff*:

?L negatlve correlatlons between three of the formal gﬁpport

varlables (27 28 and 35A) and functlonal status 1nd1cate

that lower levels of functlonal status are assoc1ated w1th

‘*f'lncreased r/r:ance on as well as 1ncreased number of

v

,.\,, -,,

contacts w1th a partlcular health care person and
utlllzatlon of spec1al serv1ces.' Thls 1s to be expected
SLﬁce, ordlnarlly, formal support 1s 1ncreased as functional

’étatus deterlorates Wlth dlsease progre551on.. It is also

noted that the same formal support varlables are negatlvely

o correlated w1th self~esteem suggestlng that lncreased l"

fo
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R TR . TR

b utlllzatlon of formal support is assoclated w1th lower Ld

}’levels of self esteem,_whlch 1s agaln, pefhaps more a :fihf
J?function of dlsease progressibn than an 1ndlcatlon of the.;;"u
* fallure\of e formal support system._‘ [ ] o

Table 29 thows that most qf the 1nformal support

:'7var1ables are 'lso sxgnlflcantly correlated w1th both

<

:.:dépende ' vhriables w1th the exceptlon of varlable 54

;i(number of . famlly V151ts over past two weeks) whleh lS not
*sslgnlflcantly assoc1ated w1th elther functlonal status or;h_L“
hself esteem, varlable 55 whlch 1s not 51gn1f1cantly r%lated
| to. self esteem andi%hrlable 49 Wthh 1s not 51gn1f1cantly |
‘frelated to funcé!bnal status. The 51gn1f1cant p051t1ve
1relatlonsh1ps (other: than the above;noted exceptlons)
_ffbetween the lnformal support varlables and the dependent
.varlables suggests that hrgher levels of 1nforma1 support

o

gare assoc1ated~w1th hlgher levels of functlonal status and

'l’self esteem._:

_ Although there are 51gn1f1cant relatlonshsps between

: several of the 1nd1v1dua1 formal and lnformal support'
_Varrables (see ?ables 28 and,29, respectlvely) they are not.~

ofgsufficient'magnitudefto oause cpncerns about
/ . . _" .- . . - - ) B :v,.ﬁ' .
'gmulticollinearity.<°With respect to. the two dependent
R ¥ )
=varia A s (functlonal status and self esteem), the?*

"moderately hlgh ‘cor ( 59) was expected Sane both

3

',were presumed to be a measure of ths«ugll belng‘construct' -

uiHowever, rnoe the correlatlon was only moderately strong,_

- L . o L . . _ N
. e . . . .
LW '
e
0 . -



CEr S ‘,: (“

filt can be sard that they are not redundant measures of
l eexactly the same thlng.ﬁ lfﬁ@u 7j_f,?-'t_’¢' “;1:vh'.n?_tWTt -

Second, Tables 30 and 31 show the-@earson correlatlon

“coefflclents bet een the 1ndependent varlables (formal and

if.lnformal support _fgnlflcant predlctor ltems, respectlvely)ﬂn

V_and the control varlables.a Table 30 1nd1cates that there‘h-.

S T

f‘are several s1gn1f1cant correlatlons between the 1nd1v1dualp“

S
R

‘tfjormal support ltems and the control varlables., The most

!' b

con51stent correlatlons are between the 1nd1v1dual formal

Ta

f;;support Varlables and 1llness sevenlty where all
.afcorrelatlons are 51gn1f1cant at the 001 leVel The ojly

-hfcontrol varlable whlch 1s not s1gn1f1cantly assoc1ated w1th;
”{éhy of the formal support Varlables 1s tlme 51nce 1n1t1al
_dlagn051s. Table 31 shows.that overall the lnd1v1dual
1f1nformal support varlables are 51gn1f1cantly correlated w1th
ﬁmore of the control varlables than are the formal support
:fdvarlables (Table 30) All lndlwldual.lnformal support J”'
;“jvarlables are SLgnlflcantly correlated w1th marltal status
:Tf(w1th the exceptlon of varlable 55) and 1llness severlty.v
-:TOnly one 1nformal support varlable (V54) ‘is 51gn1flcantly

,5»correlated w1th the tlme 51nce d1agnosrs control varlable.,;ﬁ;

_Although there are several SLgnlflcant correlatlons between

‘,the 1nd1v1dual formal and 1nformal suppurt varlables and the

ﬁficontrol varlables, none are of suff1c1ent magnltude to cause kS

‘ concerns assoc1ated w1tn multlcolllnearlty.
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Table 32 shows the correlatlons between the dependent ff;lffﬁF”’

R ' k.
and control varlables.” wath the exceptlon of severlty of

-flllness and suppprt need none of the control varlables are ;xj;:;f;f

ISLgnlflcantly correléﬁad w1th the functional status

M:dependent varlable.* The hlgh negatlve correlatlon (-*73)

fbetween severlty of 1llness and functlonal status was not

"unexpected 51nce as severlty of 1llness ﬂncreases,

SN

’functlonal status normally decreases._ By contrast many of

the control varlables were’ 51gn1f1cantly correlated w1t5 the

V .

'self esteem dependent varlable.u Slgnlflcant ccrrelatlons

,g:-., . ‘ e

”are observed between self esteem and severlty of 1llness

~ilS slgnlflcant at the 05 l:vel Sf

,

(— 30), rellglous commltment ( 27) and 1ncome (. 23)'wh1ch :‘f°‘
_ ( -

'ldare all SLgnlflcant at the 001 level occupatlon ( 20),‘
| jcverall soc1oecon?m1c status ( 19) and marltal status ( 19)

, - [
whlch are 51gn1f1cant at the 01 level and age ( 15) whlch

These flndlngs suggest that Self esteem was more llkely yf'

“a . ‘v~:~' ) - . -

than functlonal status tc be related tm“§;e selected controlo'

varlables. Further, the large number of observed

f\, .

51gn1f1cant correlatlons underllne the lmportance of the

A \‘A

analy51s used to test each of the four hypotheses arefi

need to control for selected factors when examlnlng the

Aa-relaﬁis;shlps between soc1al suppg;EQand weil belng.

';¢" -5 gé_ \ Results of Hypothe51§ Tests

In thls sectlon, results cf the multlple regre551on

AT o -
presented._ Hypotheses 1 and 2. state ﬁhat- ' .

e
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'fﬂ,;ﬂtotal gf four runs/ These were~~

WL ‘\ ’ : [P
v Indrvrduals w1th hlgher levels ‘of (1) fo al and
..(2) informal. Support will report higher ‘levels of »
L functlonal status ‘and. self-esteem controlllng for' A
i *gender, ‘dge, marital -status, socioeconomic . status,/
“time since-diagnosis, teligious: commltment B

1llnessesever1ty -and support need. . ;3’@"3”Fif7',7pts.
- L S L '7:5.‘?a”f%15?rj'5f‘gf'ﬂ AN

'.VQFor each hypothe51s, sep&rate regres51ons were run for each

-

'Nvdependent Varlable w1th each 1ndepend;Et varlable1 for a SRR

—
K

a(l)j Regre551on of functlonal status on formal support and” ff
Wht";the control variables (hypothe51s 1) ‘ ‘. fg
,;g;f(é};»Regre551on of self- este?ﬁ*on formal Suppoft and the .%
contrOl varlables (hypbtiesls 1) l | / :
i‘ffij??iRGQIESSlQn of functlonal status on lnformal support.and
= 7the control varlables (hypothesrs 2) siV;efmffiﬁb7tft'fhkuﬁ

f(;)f:Regre551on of self esteem on Lnformal support an&Dthe
. icontrol varlables (hypothe51s 2) | m‘tw_ __
: ﬁﬁﬂFor.each equatlon, the lndependent varlable (that 1s, formal vlf
[lfﬁor 1nformal support) was forced to enter on the flrst step .:wh
' _.Il_;‘~followed by the block entry of the elght contro? varlables _.{ '.

vfon the second step. The unstandardlzed multlple regre551on

'w“;coeff1c1ent for the ;ndependent varlable (b ) was then

:_jexamlned and tested for 51gn1f1cance 1n each run.f'

B L. AR

S 1Forgthls and all subsequent multlple regressron . :,1;_.~

:*anaIYSlS the ‘scoring. ‘method. for -the lndependent variables - .
(formal and informal social’ suppart) is the nonsummed method
usrng 1nd1V1dual srgnlflcant predlctor 1tems.f\\ i




oo L N " R P
IRURRER .,Tables 33£and 34 show thegresults of regre§ﬁiff,g.w

-’_/ . } . . }

'\regre551on coeff1c1ents for the formalt
reach table, 1t is: noted that the corresp-=~}

i.,

b" .' '%-,-‘: . ,.A

pof varlable 3SA ln Table 33._ Where the observed t :fl_f4'lp: f‘;;g

1.

= statlstlcs exceed the requlred cr1t1ca1 values, the null

2fhypothe51s that b O 1s rejected However, hypothe51s l

1 _
p,whlch predlcts that the hlgher the formal support 1evel the frfﬂr

'hlgher the functronal status and self esteem 1s only partly ‘°”fkfv

o~

¢supported 51nce for both functlonal status and self esteem,~'ipal<

".support utlllzatlon (1tems l*and 2 Table 33 and ltem 1

e,
~ R T R Lo .

'5Table 34) has negatlve effects but support appralsal (ltems

'7*.3 and 4 Table 33 and ;tems 2 and 3, Table-34):has po51t1veyur;”"

;f*effects ~‘f3b '} ’fﬂji“;_; -i-.f ';'”f e "u-fh'?’-f.r -ﬁhfvT
ooy g A s g

i When functlonal status Was regressed on lnformal

s support and the control varlables, Table 35 1nd1cates that
o N o C
the unstandardlzed regressron coeff1c1ents for the 1nformal .

&

‘support varlables are 51gn1f1cant for~two of the flve

predlctor varlables. 56 Tnumber of frlends 11v1ng nearby)fip_f”

éhand 62 (approprlateness of support from famlly and frlends)

. \

& dwhléh are both 51gn1f1cant at the' Ol-level These flndlngs"df

'suggest that when 1nformal sapport avallablllty (varlable_ -}urgﬁt

”~_56) .and. support appralsal (varlable 62) aspects of 1nformal

. © [ ! . i .. ~ R .
R R % ; , -WH‘E}zﬂ: o
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|

hf“ soc1al support are measured then hypothe51s 2 whlch

'v';ipredlcts that 1nd1v1duals w1th hlgher levels of lnformal

4

ahsupport w1ll have hlgher levels of functlonal status ‘is-

'fsupported Howeger, when utlllzatlon (varlable 49) or

'::'support change (varlables 55 and 60) aspects of informal

‘d?ﬂsupport are measured.controlllng for support avallablllty

fland appralsal then the same hypothe51s l$ rejected.ugVT»
. &

v

”‘ig In Table 36 1t 1s observed that when self esteem is

1ﬂ!brmal support and the control varlables,;‘h 2u5

;h;support‘varlables are all 51gn1f1cant wlth the eXCeption of ‘i,
'ﬁfvarlable 62 (approprlateness of support from famlly and

JTfrlends) However, agaln,‘the hypothe51s that 1nd1v1duals
fHW1th hlgher levels of 1nformal support w1ll have hlgﬁéi,]h

f"levels of self esteem lS only partlally supported s1nce,;

i:.Whlle support changes and appralsal have a- pos1t1ve effect

h‘on self esteem, support utlllzatlon has a negatlve effect

It should be noted that 1n Tables 33 34 '35 and 36

'fthe reported levels of statlstlcal 51gn1f1cance may be

sllghtly blased 51nce there lS some‘correlatlon among the:‘ o
xlndependent Varlables (formal support 1nformal support and
['cqntrols) and therefore, the t ratlos.used to test for }Zf'
tSLgnlflcance are not 1ndependent of each other Also, the- fff

‘_Hstandard errors of the regress1on coeff1c1ents are affected

'by the degree of 1ntercorrelatlon among the Lndependent ‘_

"varlables. Therefore,:ln order to\determlne (1) whether the

L : : .¢{j¢,_s' A R R

B | U
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repoﬁ&ed levels of statlstlcal SLgnlflcance were'd

suff1c1 tly blased to cause practlcal concern and (2) 1f

-~

'”mdltlcolll earlty ex1sted the lntercorreﬁaglong among all o

Vlndependent varlables used 1n the regre551on equatlons were
4
examlned.» PreVLously, Table 30 and 31 1nd1cated that none
o / U _._Q - ‘

:r.of the correlation coeff1c1ents among the formal/lnformal

~support and the codtrol varlables were suff1c1ently large

enough to cause concern regardlng blased levels of

“u51gn1f1cance or multlcolllnearlty.l_ Slmllarly, Table BW-LY’Q“‘

‘1nd1cates that the correlatlons among the control varlables‘gﬂﬁ‘

i

uSed as 1ndependent varlables ln the multlple regressxon
-.:analyses were not of suff1c1ent magnltude to cause ancern..

Hypothe51s 3 whlch states that formal and 1nformal

.‘ T

;support w111 comblne (elther addltlvely or lnteractlvely) to,

*;predlct functlonal status and self esteem was aiso tested

Vlus1ng multlple regres51on analy51s.. TO test for 1nteractlonf’m

:effects,z

- Y
-/

lThe risk of multlcolllnearlty eXlStS 1f correlatlons

’; of 0 80 or higher are obser¥ed among. the lndependent o
F*varlables GBohrnstedt and Kndke, ‘1982, 384). »_” : ‘~“v (oo

‘ﬂAn 1nteractlon effect is present if the effectzof Xl

‘-on Y depends on’ the level of X2 (whlch 1mplles,_‘u’ '

ymgqtrlcally that the effect of X2 on Y depends
1 of X, ) j&;fo_ o ;:_*, & '

a product term for formal and lnformal support was“”'
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‘-p~_whera Yl = functlonal status, Y2 = self esteem, Xi{='forma:'”

‘ added to’ the llnear multlple regre581on equatlon for each

rffdependent varlable as follows."‘ ?5m

Yl or Y2 = a + b1 1 + b2X2-+ b3XlX2

'~support and X 1nforma :support.: For each regre551on 7quff'
2. \ ‘. _ ,

fequation,_the 1ndependent varlables were entered flrst

. followed by the 1nteractlon terms. Table 38 shows thei’

L 3

' ”coeffrblents of determlnatlon (R ) and the R square changes ghf

»observed when functlonal status was regressed on formal

~;1support, 1nforma1 support and the 1nteract1ve terms.

)

Slmllarly, Table 39 shows the result of regre551ng

L

hfself esteem on formal support 1nformal support and the '
Q_lnteractlve terms.. For each regre551on equatlon, 1t lS

”noted that the addltlon of the lnteractlve terms does not :

-

"JSLgnlflcantly change the amount of varlan[e»explalned 1n the -
. T

t of

. %ependent varlable as determlned by the F

ISLgnlflcance. Therefore, it is concluded that<formal and
ae

1nformal support comblne addltlvely,,but not 1nteract1vely,

‘ fto predlct functlonal status and self- esteem.ifx'ggltf

.-

In order to determlne whether the soc1al support——well—

'belng relatlonshlp varled among certaln subgroups 1n the"

Apopulatlon (hypothe51s 4), multlple,regression analyses were,

'performed)to test for 1nteractlon effects between the

v
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:T“ﬁthe order of entry 1nto the regre551on equat;on was - the twog~f

.sdpport--well b 1ng relatlonshlp w1ll not vary for (1) male ¥y;=.

’.and female, (2) ung and old (3) marrled and nonmarrled

f:‘3(4) hlgh and low soc1oeconomlc status 1nd1v1duals or persons S
»;w1th (5) 1onger and shorter tlmes 51nce~an1t1al dlagn051s,

(6) hlgh and low levels of rellgloud commltment (7) lesser

and greater lllness severlty and (Si low support\

”need Separate regre551ons were run for each _ontnol*

_0. e
i_varlable representlng the elght palrs%of subgrou

';above w1th each dependent varlable.‘ ih each run. the ’fa”

dependent varlable was regressed on the formal a 1nfo'mal

(%
'support 51gnlflcant predlctor 1tems the control va_lable

s

'under 1nvest1gatlon and the 1nteractlon terms represented by
' .

“'the productSaof each 1ndependent varlable ltem and the
fl;partloular control varlable undei_lnvestlgatlon (for ‘,_5a'h .
t

"iexample, 1nd;v1dual fhrmal supp items X gender,_f;.-T-“

1nd1v1dual 1nformal support i:ems x gender) In each case,_ S
b o

;wlndependent Varlables, foh%owed by éhe control varlable and]
flna'.y, the 1nteract1ve @erms,,‘jéfE‘T ' '

’ e \

To test for 1nteractlon effects, that 1s, to determlne-

, hether dlfferences were operatlng w1tth the subgroups in-
'_the predlctlon of functlonal status and’self esteem, the

coeff1c1ent of determlnatlon for the equatlon w1th the
boo

?'1nteract1ve terms 1ncluded (R2 ) was compared w1th the 5‘{’tuﬂf

‘“;Tcoeff1c1ent of determlnatlon for the equatlon w1th the,ﬁ'5
o €. :

fff';nteractlve terms omlttedA(Rl ) Lf R 2 was signlflcantly e

‘q" L



v

1arger than Rlva_l etermlned by the F statlstlc,~then 1t

yas concluded that ddvferences were operatlng and the null

A\

ifhypothe51s was reJected Table 40 1nd1cates that in the
.fpredlctlon of functlonal status, all ‘null hypd%heses*were ;fj[Q

- reta&ned w1th the exceptlon of that relatlng to marltal B
I{status._ In thlS case the F statlstlc 1s 51gn1flcant at: thefly

05 level suggestlng that the relatlonshlp betWeen lnformal
o)

-support and functlonal status varles for the mérrled andil
nonmarrled Slmllarly, 1n the pr;dlctlon of self esteem, B

';Table 4r\shows that the relatlonshlp between 1nformal
Isupport and self esteem varles s1gn1f1cantly (at the ;62\&;ﬁ-'

3
jlevel) only accordlng to. marltal statusw Based on these

-

"'»,\. S

Iflndlngs 1t can be- concluded that the soc1al _ »
' ;support—-wall belng relatlonshlps do not uérflfpr (l) males
: and females, (2) young and old (3) hlgh and low '
'sooloeconomlc status 1nd1v1duals or persons w1th (4) longer

Aand shorter tlmes 51nce dlagn081s (5) hlgh and low levels of

f_rellglous commltment (6) lesser. and greater lllness “‘,

. :-r'”
\ i

| severlty, or (7) hlgh and low support need. It can also be

h.concluded that the effects of 1nformal support on both ‘; X o

'_functlonal statusfand self esteem vary for the marrled and

: 'onmarrled although the effects of formal support Wefe not
'2-affected by marltal status.‘, én_ , I;Jl | 7; ;,“-.fff'

In order to. more closeiy examlne the lnteractlon
. r ‘I‘.j/‘

7. .
_effects between lnformal support and marltal status, furt&er

>

eregress10n analyses were performed to determlne (l) which

T
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- ‘ . N X X . L » ': “: : ,‘,‘ ;
x;speclflc 1nd1v1dual 1nformal support varxsble(s) WEre

i

fz':lnteractlng 31gn1f1cantly w1th marltal status in the

"-'predlctlon of functlonal status and self esteem and also to

'determlne (2) the nature of the effect of marltal status on
;~the 1nforma1 sepport--well—belng relataonshlp : Flrst lt
fshould be noted that ‘in Tables 40 and 41 the Rl s (addltlve
»’equatlon) for both formal and 1nformal support and the','

respectlve control varlables represent the total st of all
: -

R

_‘1nd1V1dual formal and 1nforma1 support SLgnlflcant predlctor,

'"fltems,plus the control varlable under 1nvest1gatlon At the

5. +

: same tlme the R 2S (1nteract1ve equatlon) represent the ‘;

»,block ehtry of all poss ble lnteractlon terms represented by

;'the 1nd1v1dual formal or 1nformal support 1tems and the"'

“”partlcular control varlable under 1nvest1gatlon. Therefore

Jru

-:fthe'interaction?effect. Tabie 42- shows the‘results of the

.ftests for 1nteractlon effects between the 1nd1v1dual 77*__ B

"-lnformal support items and marltal status It 1s observed
that when the lnteractlon q.l‘its are examlned separately :

}for eadh lnformal support f"& and marltal status (marrled),
v ) .

_each 1nformal support varlable and;functlonal status varles,d

between the married and nonmarrled groups.
: N R .

»

“.all are 51gn1f1cant suggestlng that the relatlonshlp between :

o THer

> u

iy
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SR, L

To deteJQLne whlch 1nd1v1dual 1nformal support ltem(s)

ﬁwere lnteractlng w1th marltal status 1n the predlctlon of

‘12['self esteem the same procedure was repeated Table 43

'{frsupport were hlgher among the marrléd than the nonmarrled

1nd1cates that among the four 1nteractlon terms,‘only onei ;:ll;*
t(see»frlends more,‘less or same as before 1llness) was

'Tl51gnlflcant at the - .05 level. |

In order to enamlne the nature of the effect of marltal tﬁVr

' status on the 1nformal support--well belng relatlonshlp, the;f

:rmean well belng scores for the marrled and nonmarrled |
:subgroups w1th hlgh and low levels of lnformal soc;al &g

ffsupport were examlned.. For the functlonal status measure of N

. - o RN
"well-ﬁelng, Table 44 1nd1cates that the mean functlonal ‘fﬁkvf;;

’”“status scores for both hlgh and low levels of 1nfo

' Slmllarly, Table 45 shows that the mean self esteem scores

'f;;'were hlgher among the marrled than«the nonmarrled for both

.6

:5f;h1gh and low levels of 1nformal support.l These flndlngs

'jsuggest that whlle the effects of 1nformal support\on \.3,'3;/'

'ffunctlonal status and self esteem were p051t1ve for both the

.

-:'marrled and nonmarrled the)effects were stronger among the -
e v i .
-marrled subgroup o o
leen that 1nteractlon effects between soc1al support ffﬂ

-fand the selected control varlables were largely undetected

”~51n the predlctlon of functlonal status or éelf esteem‘(W1;‘9f

=3

‘marltal status), each subscale of the fdﬂctronal statuS;ff”

-

§ P L S DR

'g;_ﬂ'<=:5'
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."quamrnlng the phys1ca1 and psychosoc1al subscales of the

”"};*1nforma1 suppOrt‘and (1) ge

4._,,.,. .

"f}measlre (FLIC) wi? dlso examlned for 1nteractlon effects._fgﬁ-

”'tg;Based(on prev1dis*xeseardh flndlhgs that soc1al suppdrt lS: ?_
3~::usually unrelated tq/phyﬁtcal well belng but p051t1vely ;dﬁ;};
_‘related to psychosoc1a1 well belng, 1t was reasoned that az]77;-
dlfferent patter; of 1nteractlon effectsnmay emerge by

EhfFLIC ThlS reé%onlng was supportedsby the study (data not}

VShown) NO Slgnlflcant 1nteractlon effects were found L
t‘ibetween formal or lnformal support and the control varlablesffa
f.';n'the predlctlon Of PhYSlcal functlonal status (subscale |
"fffA)v By € (%htraSt Slgnlflcant 1nteractlon effects (at the_%}f*;f

]‘.01 level) between formal support and gender and between :“ﬁ'h '

2

,er (srgnlf;canﬁkat the:iQikf;»*'ﬂ'

f'*.:level) ‘as well as (2) supﬁbrt need (51gn1flcant at the‘ 05_,~‘
level)\occurred 1n the predlctlon of psychosoc1al functlonalj"'
, _ PN -

.;status (subscale Bg_ ?Wlth respect to the 1nteractlon effecthd“'
,ligftween formal SUPP§%% and gender, 1t was found that the two'f.
’fsupport appralsal ltems (enough and approprlate support fromff-
'-ithe health care sxftem) 1nteracted 51gn1f1cantly w1th gender"

”f‘ln thangredlctlon of: psychosoc1al functlonal status._ Thls

'tflndlng suggests that the effects of formal support fg"f;&”

:. q ﬂ l'_ -’
,-appralsal on psych05001al functlonal status vary accordlng i
Pi?ftO gender. The 51gn1f1cant lnteractlon effect between '_3U§%f.r
- ’ Y -  ',-1-

'ﬁlnformal upport and gender also occurred for the support
ﬁ

”Japappralsal ltems (enough and approprlate help from famiiy and

Artfr;ends).; Slmllarly, the SLgnlflcantGEnteractlon effect uf L

BN



,_p}psychosoc1al functlonal status relatlonshlp w1th1n the SN

f[total of 126 1ntefact1on terms examlned, pnly threexgﬁre

.tvsuPPort need (avﬂcore less thag the mean)

e L WL

e
:"‘ Y-
<
n

'/“‘A"

'fbetween lnformal support and supporg,neéglalso occurred

Q

jbetween the two suppo%t appra;sa& rtemﬁgéhd support need 7

S |
:where the lnteractlon effects were 51gn1f1cant between those

,,
a\, - d

1

©

4

Wlth respect to dlfferences un the soc1al support-—’?*"'
T '

S

e

,subgroups\described above, no\further analyses of these'

-

\:

'"foound to be s1gn1f1cant. Slnce a few mlght be expected to

- A

n;be 51gn1f1cant by chance the flndlng of three s1gn1f1canx/

BE

'valnteractlon terms should be 1nterpreted cautlously. Second

S~

-

ghs amount of addltLOnal varlance explalned by the o
o -

:'51gn1f1cant 1nteractlon terms was relatlvely small (the

"7largest R2 1ncrease was 36) suggestlng that the addltlve

’ soc1al support—-psychosoc1al functlonal status relatlonshlp..]f

\-

'model was the most par51monlous 1n the explanatlon of the

1

,SM-»'

fﬁ The quantltatlve flndlngs of” the study are summarlzed

"accordlnq'to the central queﬁtlons and purpbses of the

'D .

;research Fl st the nature of the relatlonshlps between

_both formal and 1nformal sounie f soc1al support and‘the

'rgfunctlonal status and self esteem aspects of cancer patlent

N2

4 *5:wel; belng were examlned due to (1) contradlctory flndlngs

5

“,"mean of 6. S on the support need scale) and those w1th low b

'F”l.w1th hlgh support need (a score equal to or greater than the'“ﬂpf

'Vdafferences were undertaken for two reasons. Flrst of a

1
. \: e B
. .



1n the 11terature whlch have suggested that soclal support

'has pOSlthe, nukl and even negatlve effects on varlous B

"-;:aspects of well belng and (2) a pauc1ty gf\research on the:h

4“frwell belng.v
E contradlctory flndlngs regardlng the effects of soc1al

7.‘Asupport

'_effects Of formal soc1al supp0rt on cancgr patlent

4 : =

“f

Fur er, 1t was suggested thah the

. -". .
i 'dual well belng\may be a functlon of l)

”f dlfferen,es 1n utcome measures of well belng and 2) the

'5_'fa11ure of re earchers to systematlcally examrne ﬁhe effects‘!“‘ﬁ

N of varlous soc

: .
»ﬂenhance=or sﬁppress the soc1al support

‘.

" _demographlc and contexg factors whlch may
3 R

ll belng

"”jrelatlonshlp

¢

" Wlth respect ‘to: the nature of the 1elatlonsh1p between':::tf

"]:SOc1al support and cancer patlent well belng, the hypothesﬁiggfﬁ”

'P,status, soc1oeconom1c status, tlme srnce lnltlal dlagn051s_‘¢‘"'“

_,that,.controlllng for the effects of gender, age, marltal

ulevel of rellglous commltment 1llness severlty and support gp:

'fjneed 1nd1v1duals wlth hlgher levels of (1) formal and (2)

"'“jflnformal support would experlence hlgher levels of

;Etfunctlonal status and self esteem were only partlally :

"';supported.' The nature of the relaflonshlp (that 1s, O

’_p051t1ve, negatlve or null) between levels of soc1al supportih::L

]

77jand le"els of functlonal status or self esteem was found to

:ﬁ,vary accordlng to (l) whlch aspect of soc1al support was f‘"

”?ffmeasxred (that lS, avallablllty, utlllzatlongor appralsal of ;u=.




N
ST

fof soc%é% supportr Al
4&_}» o

':h.gound that whlle-ﬂ;gher levels of support appralsal were f'

‘b “assoc1ated w&th hlfher levels of both,f nctlonal status and
l_self esteem” support avallablllty and utlllzatlon were :;fgf ’
,lassoc1ated/w1tthower levels of functlonal/status and " h:gh,:-.

'fself esteem;_.Thus, whlle support appralsal“wa; p051t1vely'

related to the outcome measures, support avallablllty and

'vgg'utillzatlon were negatlvely related to the same outcomq,r

5’

'~5'measures."Tn the case of the relatlonshlps between 1nformal

ifsupport and the two outcome measures,_hlgher levels of

Mlnformal support appralsal and avallablllty'Were assoc1ated

with hl'ml levels of functlonal status but hlgher support

_n

"Vf’utlll'at'on was assoclated w1th lower levels and support

B ﬂs- . .

.not assoc1ated w1th functyonal status.' W1th respect

-

1';¢;tne1 lf esteem outcome measure, hlgher leVels of support

'iippraisalr

ere assoc1ated w1th hlgher levels of se’f esteem

-

but hlgher 1e Gupport utlllzatlon were assoc1ated w1th

.lower levels of self esteem.; Levels of support avallablllty

and Support changes were unrelated to self-esteem. - f_’.f
!

5;fﬁ w2 eThese flndlngs support'bbfh theoretlcal formulatlons and

,other emplrlcal flndlngs that the perceptlon or experlence of

~fee11ng supported (that ls‘ p051 1ve appralsal) 1s the most “yQ

.___

'1mportant predlctor of well- elng."Further; they support'

R



4'aspect of soc1al support is’ measured._

‘;the contentlon that d1$‘repanc1es found ln the naﬂhre of the "f

-+

:7ppsoc1al support-—well belng are, at least 1n part a functlon

o

. of the type of well belngﬁoutcome measure used and also‘what

-1

Some supﬁbrt for the contentlon thathlscrepanc1e5'*f-" “

.ifound 1n the nature of the soc1al support--yell belng may be S

'rT;a functlon of the fallure to systematlcally account for

- e -

';°varlous soc10demogrpah1c and contextual factors was found

’*_For example, age and 1llnes§ severlty were found to be‘l
f’5s1gn1f1cant factors ln the eﬁglanatlon of the varlancevf

l~observed 1n functlonal status. Slmllarly, age, sev r1ty of h
| | 5

-

“Alllness and soc1oeconom1c status were 51gn1flcant predrEtors".ﬁ

of self esteem.h Based on these flndlngs, 1t lS suggested

ihfthat fallure to account for the effects of these factors may

.result 1£ overestlmatlon of the relatlve effects of 5001al

'fsupport on varlous aspects of well bel ';1} Tﬁa f*

The second major questlon addressed in the study was e

whether or uot the soc1al support-—well belng relatlonshlp

ﬁvarled among certaln sub groups 1n the populatlon. The

. 1‘».

\

,3.

T

z hlgh%and low levels of/rellglous commltment (7) greater and

f;ndlngs 1nd1cate that the effects of formal support on

functlonal status and self esteem dld not vary for (l) males

(

and females, (2) marrled and nonmarrled (3) young and old

(%) hlgh and low soc1oeconom1c status or among those w1th
7 3 v

(59 longer and shorter tlmes Sane 1nit1al dlagn051s, (6)
}‘M.\!'-u R

s }N;L . ‘_."
less severyéy of 1llness or (8) hlgh and low support need



:status and self-esteem were not found to vary among any of

"*nonmarrled "c‘hj

f}suff1c1ently rellable and valld Of con51derable 1mportance Tf;
'lto future social support research was the flndlnq that :

’~v7alternate methods of scorlnq/thé\sgg%al support 1ndexes

S'predlotor 1tems (nonsummed) resulted 1n a- substantlal

xulncrease in the predlctlve poWér of the 1ndexes as comparedhx
‘ _ . N f@ﬁ:"

”.examlne the soc1al support--well belng relatlonshlp ambng

‘53 advaﬂfed cancer patlents u51ng quantltatlve methods

-1 derived malnly from the elaboratlon of responses to - v5;,,

-measures used in the study were determ

to summed scorlng methods.qxf

G “lr,.l :

dthese subgroups with the exceptlon of the marrled and
! r . v .

v

N

Overall the dependent and 1ndependent varlable"

to be*

iproduced con51derable varlatlon 1n thelr predlctlve power.m,»G

'fSpec1f1cally lt was foﬂhd that u51ng 1nd1v1dual sxgnlflcahtz'

,,,‘.‘, L
vy o k

“ftf"'ffti Qualltatlve Elndlngs

Although the prlmary empha51s of thls study was to

coﬁsqdeﬁ:ble amount of data beyond that obtalned from the

fstr’btured 1nterv1ew format were also 1h01dentally

coélected These data, whlch were - largely unsollq1ted

-fquestlons contalned ln the structured 1nterv1ew or, ln most'

cases, from an apparent need of the subjects to "unburden"'

e ,ﬂ’

';.themselves to somedne they poss1bky percelved to'be an ‘,3

A

TN T R T T e T
:“-_ﬂslmllarly, the effects of 1nformal support on functlonal

DT
o,

R "f;“.“iﬁ*ff.f,,'g-"57



' For the most part these themes center on 1ssues relatlng tof-""

o consrdbrable gratltude a;?

experlenced from the health care system._

was the w1de

““l?

but51de, objettlve observer. Th%?flndlngs presented ln thlS

e

sectlon are, therefore based on’ a content assessment of
thls qualltatmve data and should be v1ewed as a- secondary or

supplementary form of analys1s., The prlmary emphasxs ls on
1ssues and concerns r;Lsed by the subject in relatlon to
varlous aspects of (1) formal and (2) lnformal soc1al .
support *".zﬁ,jf' .,}.fdfffff“iv-f-vfffffbpjiizfﬁi%ar

FormaliSoclal Support

Ig thlS sectlon,_flndlngs relevant to the sub)ects' ]

3

o experlences w1th the formal soc1al upport system are

‘ ‘-. .
presented accordlng to selected major themes that emerged

:' the percelved adequacy of the amount and type of support
,.,a\ . : S

‘bverall, perhaps the most strlklng‘flnding 1n'thls data:

'varlﬁﬁiﬁb-obserVed in’ both t;etsubjects'

expectatlons and actual recelpt of ;ormal/suppordj'
a,“ . L oy N

: ,bjects expresseo '

é%lled that thelr*support expectatloss had been fully met

RN

v

.satlsfactlon with thelr care “and

o

The remalnlng two éh{fds, however,,expressed Varylng degreesffpﬂ

*f of dlssatlsfactlon, dlsapp01ntment and hﬁﬂulfllled
“f:vexpectatlons. Those who were most satlsfled tended to be

patlents who were (l) hospltallzed or in the palllatlve homef

care program as opposed to those on self care 1n the home

-_sett;ng, (2) older than the average age of partrcxpants and‘c



program typlcally expressed satlsfactlon 1n terms of thef;

150
(3) male versus fema . W1th respect to the care settlng,,

those who were hospltallzed or in- the pallu‘.gve home care

9

P
: N
petceptlon that thelrvneeds were ‘more fully met than when ]ﬁ

i
they remalned in the home settlng. The most frequently
c1ted example of satlsfactlon by these partlcular subjegts -

was the achlevement of pain control 1 Mahy subjectspstated

-
[

that adequate paln control could not be achleved 1n the home'

hisettlngtdue to the reluctance of phy5101ans to prescrlbe

f»paln is under control 1t 1s p0551ble to put all other

E:4

"i_

soon as- p0351ble. -[- e

medlcatlon of sufflc1ent strength or amount for use wrthout
\

superv131on or monltorlng. The 1mportanc% of

flly ill cancer patlents 1s'perhaps»

‘"when the

-

1r proper perspectlve "[ An extreme example of

'nfthe'inaﬂﬂﬁi hAthputqthlngs 1nto proPer perspectlve whené’// o

e

'paln lsuseVere and”uncontrolled was the offer of money to

RERR: S0 S, cn- 2 :
ey 2 &N, Y
u;the 1ntervjiwer to obtaln and admlnlster a- lethal dose of

O
medlcatfon by three dlfferent subjects. Another frequently

\

heard statement reflectlng the despalr assocrated w1th -

LF1

uncontrolled paln was '"All I want is for thls td end as

B e s
x

&
'

)
S L7 :
L The observatlon that older than average subjects tended:

Ay} to more readlly express satrsfactlon wrth care than thelr

I

younger counterparts appeared\ﬁo derive prlmarlly from an |

acceptance of thelr dylng state.r Fon example many of these

L ._.



“subjects talked at length about thelr past "good tlmes"'”nd";"

'vaccompllshments Indlcat;ng that thelr llves had been rlch

i"ff'and full and they were now w1111ng to accept that the end

. was near. W1th thls acceptance also came acceptance as well

o 5

'._as 1ncreased apprec1atlon or gratltude for the type of care

"=they were rece1v1ng.? By contrast the con;:derable yl?

-

lffﬁddlfflculty of younger subjects 1n acceptlng thelr rmpendlng o

f_death was reflected ln ccmmon remarks such .as, "There_mustffvf
& 5 : .
 be. somethlng more that could be done for me" "Why are the

'-"fﬁdoctors so - slow 1n startlng my treatmentO" "If I had;been

ftreated earller, f}wouhqp t be 1n thlS srtuatlon” and "Whyf-'.17
: '1s€zhls happenlng to me9" l‘ o BT

The tendency of males to moré &eadlly express

o

‘4lsatlsfactlon w1th care appeared to derlve prlmarlly from a

:3fd1fferences ln male and female expectatlons of the type and

"tamount of care prov1ded by health care profeSSLQnals - For

'*"_example, typlcal statements of dlssatlsfactlon by female

subjects 1ncluded "I have to walt days for the doctog to :

return ny phone calls." ’"I thlnk it is unreasonable to

v

expect patlents 1n my condltlon to walt hours to see the
T

doctor in hlS offlce or 1n the outpatlent departments" A"The

nurses take forever to answer my call light change my

':p&dreSSLngs take merto the bathroom, etc'",and "I need to see L

"the doctor more often than every two weeks." Male subjects,
;on the other hand were more llkely to express satlsfactlon

t5_'w1th thelr care by statements such as;'"I am: confldent that *nkf



et e L gy

'_the uoctors/nurses are competent and are d01ng everythlng

_‘they can" or hThe doctors and nurses work Very hard and

K R

._'under very stressful dlfflcult c1rcumstances " _:Lff

By far the most frequently expressed area of E

':dlssatlsfactlon in terms of tvpe of expected support from "

e profe551onals,-was the lack of 1nformatlon
o

'”d{fproVLded At least 80ﬁ of those who felt dlssatlsfled

ﬂ\—fﬁ,‘pfﬁ:‘i” o

”,qmalntalnlng a degree of self care for as long as- pos51ble.

turn CO

:mentloned that lack of 1nformatlon regardlng varlous aspectsov

of tnelr dlsease created anx1ety, fear, frustratlon and ah'”

':general feellng of 1neptness ln handllng thelr dally care..‘

o -

The most needed types of 1nforﬁatlon 01ted were related

i.‘t? a better understandlng of (1) the nature and progress1onj

of-the dlsease (2) the 51de effects and eXpected outcomes»

elof varlous treatments lncludlng radlatloh, chemotherapy and
’Jpaln medlcatlon, (3) the phy51cal llmltatlons imposed by ther'u
-‘dlsease and part;cularly, (4) the management of day to day'

iTm,problems such as paln control nausea and dlsrupted dletary,;:"}

-

e ‘
ellmlnatlon and sleeplng hablts. Many patlents emphasrzed

"that more knowledae in these specrflo areas was 1mportant in

oy

A

The rssue of self—' re was v1ewed as an 1mportant means.

of malntalnyng a sense of 1ndependence and control‘whlch in’

buted to" an 1mproved sense of emotlonal
o .

bﬂwell belng.ﬂ Thls type of 1nformation was also frequently ;
hmentloned as 1mportant to the prlmary care glver (usually a.

'3dspouse, son daughter or close frlend)° whom the patlents

.' K .
e




‘ - 5

. - ) . C - 5

_“,sensed felt overwhelmed .anxious and J.nept at handllng%he

l
R T

7urespons1b111t1es of carlng for a cancer,v1ct1m., DistreﬁﬁWp '

o

;! H t

"the prlmary care g;yer was percelved tq derlve from both a
o def1c1ency of 1nformatlon and a lack of reassurgnce that
they were d01ng all that was p0551b1e under the P

c1rcumstances.~‘7“

'," ‘

Anothegwtype of needed 1nformat1on, c1ted prlmarlly by'”
. 'I l.(l

“lthe Young adults 1n the study, ‘was' related to new treatmentﬁvh;'

'f,advances. Many ln thls partlcular group, aged 20 45 feltm*”"

ithat thelr phy51c1ans were too reluctant to dlscuss “fﬂﬁgﬂﬁm

'u'i

“'leadlng edge theraples avallable 1n other parts oﬂ%the’_'f
: world : As a result many spent con51derable tlme, energy
and money searghlng -on’ thelr own for new hopes and chances f

;of curea. Although most understood phy51c1an skept1c1sm o

e
Cel

iabqut unproven or unconVentlonal theraples, they nonetheless'-”
felt they had the rlght to make thelr own dec1s1ons and k

fch01ces and even felt compell d to try any form of treatment

regardless of 1ts sclentlflc‘stétus.

Whlle no statlstlc:

.i

}nonconventlonal theraples, 1tuls suspected that the practlce

b ne
)

-are: _vallable on the use of

]

' may be r 'h 1very w1despread‘ A total of 20 persons or 10%

tof those 1nterv1ewed for thlS study admltted that they had

" or were currently, u51ng some nonconventlonal form of




-'._treatment such as v1tam1n or herbal therapy c:'endentbal"_"_ :

';medltaﬂéga)dnd ac7flncture,. leen that mosy.;_;lents"do‘not
N N T N : q . . .
to- the use of these theraples, 1t 1s suspected

readlly adml
4that the 10% c1tedvhere is a conservatlve estlmate oﬁ actual:t”m

Hﬂ Slmllar to other research flndlngs (for example,,‘ -
:Dunkel Schetter,‘1984 Gardner and Wheeler, 1367), many of ;
{the subjects expressed dlsappolntment ln the fallure of |

health care profe551onals to provide emotlonal su 'ort

;lpartlcularly 1n the form of understandlng, empathy,

‘ureassurance and avallabqllty Whlle expectatlons of.
‘receiv1ng thls type of support wexe lower tha‘

1nformatlonal support, most felt:j> would be b
s

Reasons c1ted for the general unavalla i

ethlonal support were ;nsens1t&v1ty and la'k of tlme due to

'7heavY work loads, or, reluctance of the patlents themselves

7ito burden heélth care profe551onals w1th problers other)thangf’

those dlrectly related to- medlcal or physlcal aspects of thed
vdlsease Reluctance to raise personal problems stemmed fromf
faperceptlons of health care profeSSLOnals as hurrled
dlstracted dlstadt and dlSlnterested and the need of many‘“
patlents to present themselves ln the best p0551ble llght

Fcr example many felt that they dldn t want phys1c1ans or,v
_nurses to know they were fearful or anx1ous or, 1n general

,yglve the. lmpre551on they were unable to handle thelr own

E

"ﬁpersonal problems. B v;'

b b



'-fcare profes51o?als whlch maae them reluctant to dlsclose v’fj W

'”ffthelr fears and
n'pleased w1th your progress, thlS lS a common
. 4
'~vthese types of comments, 1t would appear that the exposure

“[*-of Jeronal problems and fears evoked 1ncreased feellngs of

A"uvulneraballty, loss of control and fallure..;'i'

vexperlenced by cancer patlents along w1th the reluctaﬁce to

Many of the subjects c1tedﬁqulcal comments of health B
A

‘e

cerns._ These 1ncluded <"Don t worry

"_about 1t you re d01ng very well you look great I‘mgveryin'l”“

CoNe

:njproblem/compllcatlon and 1s to be expected\gdven your

‘l condltlon;ﬂ' Judglng from the conversatlons surroundlng S

Some ev1dence of the w1despread emotlonal dlffrgultles ?;

4

L C ﬁ
o expose these types of problems to doctors and nurses,A '

‘i'fﬂfthe large number who commented that psychologlcal counseling;gfj

bgcounsellng from a psychologlst was the'most

9.

L 1] . ] .
,\

would be helprl When subjects wereLquestLonedﬂabout the

” :
[ ‘b M
N 2k . .

. .
- o ‘\\ ..

"

'actually recelved thlS servrce.’vFutther, patlents clearly

s
. ‘\

‘stated that although they thought a psychologlst would be_'ﬁ

'helpful they would not con51der seelng a psychlatrlst

‘Upon further questlonlng, the ba51s for thls>comment was not:

:'due to. the perceptlon that problems were of 1nsuff1c1ent

‘lv'l‘

i

'zmagnltude to warrant the help of a psychlatrlst but rather;f

P

ithe stlgma or fear attached to belng labelled "crazy"

Generally eatlents were found to be unaware of and

..

-:*nfjexpressed surprlse at the actual number and varlety of



ifsupport serv1ces and programs avallable to cancer v1ct1ms.:-.ﬂ'

.

;Among those who were kno edgeable or had actually utlllzed

‘~jserv1ces,_some had very posmtlve experlences whlle others

'_.expressed frustratlon w1th long waltlng tlmes, ellglblllty :.Q
;reQulrements and thgf oo'd&natlon of varlous serv1c o

,7Obv1ously dlfferegh_pa ] ns of serv1ce utlllzatlon were

(A8

I i s _ ._i“~:;.
. apparent for those who were hospltallzed and/or in the ;'H[l'
:j“tpalllat1v3\hdme care program and those/,_si\P w@re not. 'Those

who were hospltallzed or ln a’ home care.p ogram recelved %ﬁﬁ

more serV1ces and experlenced hlgher le els of satlsfactlon
’ {

' A1
: than those who were not In'many case_ those who obv1ously

vcould have beneflted from varlous support programs 51mply

[

lacked the knowledge, energy or,_ln some cases, the extra

flnanc1al resources requ' d/to obtaln them.~

. ¥ ‘ _ _ .
;n thls sé%tlon, §1n J.Nas related to the major lssues_.f

3and concerns surroundln' fgrmal soc1al support are

'gdlscussed Generally, 1t was found that patlents more

-

fucon51stently and readlly dlscussed 1ssues related to formal
lsupport than lnformal support ' It was also found apwever,‘h
’;)that 1nformal support proylems were percelved to be of ”
ﬂ'greater 1nten51ty and 1mpact. . " | |

] Most of the concerns ralsed about 1nformal soc1al
‘».support centered on the phenomenon of stralned or dlsrupted
'elnterpersonal relatlonshlps whlch were dlrectly attrlbutable
- to’ the cancer experlence._ Approxlmately SO of the patlents'ﬁet

L e



. 4‘-'..

;f' lnablllty to rec1procate the help extended by frlends,_'n__,.mﬂ

" 'and ther%§51re not to: burden, upset or evoke feellngs of -

: stralned due to the reactlons and unsup'

k.4

e severed relatlonshlps w1th frlends due to a 1ack of physlcaldpt

."Hav1ng cancer certalnly weeds Out thosae’h.g;_

1nterv1ewed reported some degree of straln 1n thelr personaltv‘

‘ R
relatlonshlps partlcularly w1theclose loved ones and to a.

lesser degree w1th frlends._ The most 'fjon reason c1ted

for stralned relatlonshlps w1th loved ones‘was the 1nab111ty‘g :

togdlscuss lnnermost fears and the 1ssue of 1mp ndlng death.

Some blamed themselVes for stralned relatlonshf s resultlng

from av01dance behav1ors, uncertalnty of q;hers' reactlons

i. =

plty 1n{others.. Others felt that'relatl ”s lps were

l

T 1ve behavrors of

loved ones._'df‘“

’”'?h Behav1ors c1ted as unsupportlve and/or cau51ng stralned
0 _
relatlonshlps re false cheerfulness, glVlng unsolrcxted

.

adv1ce, 01t1ng the,p051t1ve experlences of other cancer

1 /

These same unsupportlve behav1ors were reported for frlends,'”h

s

however patlents generally found that frlen's Were most DR

LT ‘
llkely to av01d contact.. Expectatlons of Q

e .
n

weathe‘-’ frlends " gome patlengs also suggeste: that they, .

themselves, were partlally responsrble for stralned or

'V_and emotlonal energy to dlvert to malntalnlng or 1mprov1ng

soc1al relatlonshlps and/or gullt‘feellngs about thelr

c Ce
Tag

ll{1$7dﬂi

':%vj

patlents,,belng overly emotlonal and av01d1ng contact ‘ff;dV



7,'1nterpersonal relatlonshlps and nonmaterlallzatlon‘of erﬁT

- situatlons an'

-

3 L\._.gf’”‘—'*

ba51s of soc1al support %re not alwayj free benevolent*
benef1c1al and 1n some cases, resultkln mBre cost Eh&n1 g-%. g
: v B

beneflt ln terms of confllct disapp01ntmeﬁt and unfulff;ledgggﬁ
& -

expectatlons. Perhaps the most dramatic examples of falled vvz

,-A?

expected support were the 1nc1dents of phy51cal and yjf~;?él

emotlonal abuse reported by thehstudy subjectstjf@

A total

Four of the nlne reported cases 1nvol relatlvely young

adults who llved at home 1n a blended famlly 51tuation.ﬂ;lnjfﬁf%

\
each case, the spouse of;the natural parent was reported to

be resentful of the burden and dlsruptlons created by havlng

.rlx

to care for a cancer v1ct1m.1 Th}s resentment was manlfest

v '}prlmarlly by emotlonal and 1n one case phy51ca1 abuse.

'The remalnlng flve cases 1nvolved older persons two of whlch

'f'wexe abused by‘an alcohollc spouse, and three by a son or"
daughter who had assumed prlmary respon51bllltyafor thelr

,care.. The most SeVQre case’ anolved a femalé patlent 1n her fh"

‘*..

1f 70s who had been effectlvely 1solated from all out51de il'4!

-contacts by her daughter and left to dle from starVatlon ln j

&

squalld llVlng condltlons.\ Although most abused patlents

. vdld not proV1de a deﬁalled account of the hlstory or

'dynamlcs of thelr lnterpersonal relatlonshlps w1th the fﬁf“f



'ﬁﬂ?Sltuatlons..g-‘f?
z;.‘-fyoung to. mlddle &ged adults who

%cw1th the tragedy of younger chlldren watchlng a parent

I
ol
,v?

;abuser, lt was suspected that in most cases, cancer served

B e
_.| Eiv,

efto exacerbate already potentlally prob ematlc famlly

Another group of patlents who were ghly dlstressed

”about the quallty of famlly 1nterpérsona

!

relatlonsﬁlps was
oung chlldren and |
.“adolescents l}Vlng at home.' Generally these patients

efexpressedﬁbverwhelmlng feellngs of helplessness 1n deallng

oe

'hHIn descrlblng thear chlldrens ‘reactlons,ga;"

*typlcal.pattern of withdraWal and pulllng away from ‘the

parent w1th cancer was observed Although thls behavroral

¥

DR

;‘pattern lakely constltutes a defense or coplng mechanlsm or'

;-even a fOrm of bereavement that 0ccurs w1th the ant1c1pated 1,¢"

3

ﬁ death of a loved one most patlents v1ewed 1t as a personalf7

,.‘,, . ' ‘
:§’fallure., Acknowledggwent of thelr own lnabllrty to deal

w1th the 51tuat1on led many to suggest the urgent need for g'

v

-~

professronal counsellng or support groups for thlS BE

.'-, Yo

‘thls type of support (Table 23) Whlle self help groups aretﬂ'

founded on the assumptlon‘that exposure to others 1n a




"

-Qpartlcular need ,ir c1rcumstances. Mpst felt that they

4 o _ K IR 2

.'. ’

[could not dlscuss emotlonal feellngs openly and freely w1th

‘assessment of the qugiltatlve data @btalned

hfallure of.health care profe551onals ;o cons;stentby prov1de ;”

/gpuld communlcate openly wrthout fear of rejectlon or "3-

.1nd1v1duals.<, SRR ;if"'.ﬁ,[a;,¢< f"‘z wr“ff

strangers other than profess1onals who were knowledgeable, rgff?

: . . g : : ‘ ' / ‘ . '-'l‘ . m “

o ) . y y

. v. : i : . ' p - ‘ : AR

*hv:'.‘“ﬁr) Summaryv "ﬁ _1.5;,5 i g,‘j

: : ! : v
In summary, it 1s 9oneluded that the fgregOLng conﬁent

LA
’4

1n the study has

X o

fserved to prov1de a somewhat dlfferqpt perspectlve of the

» '

)r‘v,

'vnature and dynamlcs of soc1al support wat 1n th 'context of

N 4’».-»

'fadvanced canoér. Wlth respect to formaI soc1al support the

1 _f./ A ’-: , )'l |

adequate "and approprlate lnformatlod wgs v1ewed as the major

; 1 . ) /"‘.,“”"',“

,vunfulfllled support expectatlon., W1th1n thé&r context Of

Fra o

lnformal soc1al support, whlle spme patients had g
.~,, ; o "\.

"exceptlonally senSLtlve famlgles and,frlends w1th whom t%ey
: Ty

[ .aL..

]

’u,oav01dance most experleHCed some communlcatlon barrlers,b
i ,-" . /, . b . .
stralned lnterpersonal relatlonshlps and dlfflcult;es 1n
h” L

-/

rece1v1ng or acceptﬁhg soc1al support - o gij; I

“



Overv1ew of Chapter
liu In thls chapter, flndlngs relevant to the centraltlj‘*
7'research questlons of the study are dlscussed These ”f
flnclude, (1) the nature of the relatlonshlps between formaf

'« /

fand 1nformal 5001a1 support and the functlonal-status and
-»self esteegfof advanced cancer patlents gnd (2) the

‘f;fc1rcumstances under whlch these relatlonshlps vary fInj{h_

huaddltlon, the theoretlcal and practlcal 1mpllcatlons of the

' study flndlngs are explored

D1scus51on of Flndlngs ff j%ﬁ_v‘

‘In llght of contradlctory flndlngs reported in the
llterature regardlng the effects of soc1al support on
'fﬁ_ivarlous aspects of 1nd1v;dual well belng and a pauc1ty of

ol

h@ research on the effects -of formal s001al support the t-f
central purposeﬂof thls study was to examlne the effects of
‘both formal and lnformal soc1al support on‘two ana&ytically
dlstlnct aspects of advanced cancer patlent we;{/belng._

Wlth respect to 1nformal soc;al supporx the data

support the predomlnant flndlng that socf,l support is
.p051t1vely and 51gn1f1cantly related to psychosoclal aspects
';fand to a- lesser degree, phy51cal aspe ts of well belng

5 The flndlngs also suggest however, t at the nature and
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®

n-fstrength of the relationshlp between 1nformal support_

w'well belng varles as a functlon of (1) the type of

‘fdwell belng outcome measurggysed (2) the effects of AL

'soc1odemographlc and contextual factors, (3) the aspect of
_socr;bfsupport measured and (4) the. method of scorlng 3001al.

’dsupport measungs.f Each of these varlatlons are dlscussed 1n
fthe follow1ng paragraphs. _ . | o

| Flndlngs from both the correlatlon and multlple

‘rgre351on analyses 1nd1cate that consrstent w1th other'

indings, 1nformal support is more strongly relaeed to

ychosoc1al than physrcal aspects of well belng.‘ The

ro- order correlatlons between the 1nd1v1dual informal
vort variables ‘apd functlonal status which is, 1n part -a
phy51cal status measure, rangeg from 10 to .49 which is
'_ hlgherlthan the- generally reported range of 0 to QZSJ The.

hlgher correlatlons found here are, ln part a functlon of-

theyscorlng method used When a summatlve compos1te ratée

.vthan an - 1nd1v1dual 51gn1f1cant predlctor ltem scorlng method

fhwas used the correlatlon between formal support and
functlonal status was 22 whlch falls w1tﬁin the generally
: reported range.' The zero order correlatlons between the
“1nformal support 1tems and self esteem ranged from .20 to
49 which is only sllghtly/h§;her than the range. of 20 to
45 reported by other 1nvest1gators (Funch et al. 1986)

‘When the effects of lnformal support on functlonal~status

and self esteem were . examlned u51ng multlple regressro;A




o

analy51s,.1t was found that the effects of 1nforma1 support

remalned more 51gnrf1cant in the predlctlon of self esteemf"

(a psychosoc1al measure of well belng) than functlonal
| status after controlllng for varlous soc1odemograph1c and
contextual factors.:}.t DR | |

o Overall these data support the observatlon that
reported varlatlons 1n the effects of 1nformaf soc1al
support are, 1n part a fun;tlon of the type of outcome
measure used Explanatlons of the dlfferentlal effects of
soc1a1 support on psych05001al and phy51cal aspects of
'svwell belng derlve from both methodploglcal and theoretlcalm
observatlons._ | o e

From a methodologlcal perspectlve, SOme"investigators:

| have noted that many studles whlch have reported hlgher
correlatlons between soc1a; support and phy51cal.status have
used phys1cal status measures whlch 1nclude ff-;f-pf;_ jf'ﬂ
psychophy51%loglcal symptoms or somatlc complalnts whlch'may
.overlap w1th psychologlcal functlonlng produc1ng ‘an 1nf1ated
estlmate of the effects of support on phy51cal status
(Broadhead et al., 1983- Funch et alu, 1986) However,
51nce the phy51cal status measure used here (that 1s,ithe.
phy51cal functlonlng subscale of\th>>FLIc) does not appear

to be contamlnated w1th %hese types of 1tems, an alternate

methodologlcal explanatlon of varlatlon 1n soc1al support B

effects seems more plau51b1e. It lS suggested that -among'Tg-

111 populatloms, physrcal status is largely a functlon of
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the nature and severlty of the 1llness.' Slnce {

dlsease related factors such as degree of phy51cal
{ K

;—1 ; llmitatlon, amount of paln, chron1c1ty, llkellhood of

recovery and threat to surv1val ha been gonclu51vely_-*'

llnkEd to phy51cal status, they are llkely to be the L s

®

strongest predlctors of physrcal status., Fallure to account

for these factors may, therefore, also result ln ' ifv'.
overestlmatlon of the effects of soc1al support Qn. ahy51cal
'status.‘ Thus, reported varlatlons 1n the assoc1atlon
between soc1al support and phys1cal status,'ln partlcular,f.ﬁ_
‘are llkely a functlon of methodoioglcal weaknesses.r

_ From a theoretlcal perspectlve,'a p0551b1e reason for’w
‘the ofserved dlfferentlal effects of soc1al support on-
psychosoclal and,phys1cal aspect;’of well belng lS that
unllke phy51cal status‘ the llnk between soelal support and

\gifYChOSOClal status 1s strongly rooted 1n soc1al support |

v theory. ,Whereas it: 1s the essentlal component of sdblal :
support (that 1s, the presence of s1gn1flcant emotlonally

s & .
supportlve relatlonshlps) that 1s respon51ble for most of ';”

4

‘the documented relatlonshlps between social support and
_varlous lndicators of,psYchologlcal and soc1al well belng,
.1t lS blologlcal and’ phy51olog1cal factors that largely '
‘determlne phy51cal aspects of well- belng partlcularly in- the"-n
case of documented llfe threatenlng dlsease.- |
| Data from thls study prov1de ev1dence that varlatlons

4

found in the effects of soc1al support are not only a:



s

functlon of the type of outcome measure used but also, of

varlous soc1odemograpﬂic and contextual factors Wthh have

. not been systematlcally or comprehen51vely examlned ln

/funct101 of the type of soc1al support measure

prev1ous research » Data frompthls study prov1de ev1dence -
that several of these factors haVe a. 51gnif1cant effect gn.'
both functlonal status and self esteem.ﬁ For example, Table
35 showed that age and 1llness severlty were 51gn1f1cant

factors ln the explanatlo?f'”

j'observed varlance 1n

functlonal status. Howeveﬁ glness severlty predlcted

"

lower 1evels of well beln{;__ ed age was not assocrgtedﬂ

'w1th'lower-revels of wellrb”‘nJ: Slmllarly, Table 36 showedV'
that age, soc1oeconom1c status and 1llness severlty were
SLgnlflcaﬁt factors in the explanatlon -of self esteem.- In o

thls case,_whl e 1llness severlty predlcted less self e&"

L 7 .. |
1ncreased age and soc1oeconom1c status predlcted more

/!

| self esteem. These flndlngs underscore the 1mportance o.jf-'

e S -

examinlng the effects of varlous soc1odemographlc and R
N

contextual factors in order to more: accurately document th
.\

relatlve effects of lnformal support on various aspects of

P

well belng. Fallure to do so lS llkely to result 1n blased ,,_f

e

estlmates of the relatlve effects of 5001al support._
Data from thls study prov1de some ev1dence to support
the contentlon of other researchers that varlatlons found 1nf

P - \ e
the soc1al support—-well belng relat;onshlp ar 'also-a -

\ Sedi‘;



'f_imeasurlnﬁbsuppqﬁt changes (2), ppe ‘§ aﬂpralsal (1) support

s

"’utlllzat-o’i \J.) and suppét avallablllty (1) Thus, l:t‘l‘S‘

1n the soc1a1 support--well belng relatlonshlp resultlng

‘;}n power of soc1al support., Clearly lt 1s 1mportant that

ibfjresearchers carefully examlne the effects of a1ternate o

166"

14 b v

ﬂjdlfferent aspects of soc1a1 support such as avallablllty,

“Tdutlllzatlon and cognltlve appralsal may result 11

‘4.

_g;dlfferentlal effects on the varLous outcome measu s;plFor“ '

':v.!.A

Vuexample,_wlthln the context of lnformal support the most

1t;51gn1f1cant4pred1ctors of functlonal status were 1tems

v

L

: concluded that varlous aspects Qf soc1al supnprt are

"

1mportant 1n the expianatlon of functlonal status but that
measures of support change are llkely to account for the

greatest prpportlon df explalned varlance.' On the other ”“Jg;
..~ - vih.- ' R
hand the most 51gnlflcant lnformal suppdrt predlctors of

v

Self-esteem were ltems measurlng support appralsal (2),-=f'

support changes (l), and*su"ort utlllzatlon (l) w1th the f'

support 1tems.i

To date 11ttle attentlon has been pald to varlatgon

<. o

from dlfferences ln the scorlng methods for soc1al support

measures. Data from thls study suggest that aggregatedv;ﬁ

.-‘
H B . .

scorlng methods may severely underestlmate the‘§red1ctlve ’,i”

X vl ot

0.,

~

.

scorlng methods\for soc1al support measures._@



‘(Turnlng to flndlngs relatlve to the relatlonshlps ::?; s :

':f}between formal soclal support and the functlonal status and
‘f”fself esteem of advanc&? cancer patlents,‘a somewhat

'_dlfferent pattern of results emergede; Flrst unllke

3

1nformal support _several of the formal Zupport va 1ables
Afwere 51gn1f1cant1y but n gatlvely rela e to both f nctionaldp’
e status and self esteem (s.e &able 28) Second ’ il\ﬂthéi-hdpu

'ieffects of the lnformal support varlables on.functlonv

'af:status were largely nonSLgnlflcant the effects of the xf' he
3;tformal support varlables remalned s1gn1f1cant after h o

re 51gn1f1cant as were the effects of lnformal vf~f;
f;support.; The farlure to flnd uncondltlonal Support for the“;?f

i & B RN
_hypothe51s that ind1v1duals wlth hlgher levels of 1nformal e

._~}support w1ll experlence hlgher 1evels of functlonal statusjgi“

g»rwas unexpected s1nce 1t 1s commonly assumed that hlgher

llﬂflevels of lnformal support effectJvely enhance most aspectsfl”
"}?{jof welldberng.3 The flndlng of negatlve reLatiomghlps amongf":

'”several of the»formal sugport Varlables and functional

X e
l ", "

‘;status Mas also unexpected 51nce 1t,1s,commonly assumed that .

£ A : ~
v, .

L
_;gfl) Sane lnformai or natural 5001a1 support enhances o

';ﬁ} well belng, then support aehieved«through formal supportlve.;d
:f'fwdnterventlons w111 have a SLmllar pos1t1ve'effect and (2)
= r ‘
s1nce formal support 1nterventlons are purposefully des;gﬁed

to meet the unlque support needs of Specrflc populatlons,w"
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A

—-then those 1nterventlons will enhance well belng.l vaenfthe'."
iemplrlcal evidence of" thls study and theoretlcal

’formulatlons of other researchers, lt would appear that

i

-these common%y held assumotlons cannot remaln unchgglenged

.,,L‘i “«.

There are several'reasons why formal support may not-

"‘parallel the p051t1ve effects of lnformal support.r Inhaﬂ”.

';theoretloal analySLs of soc1al support Gottlleb (1983) hasf'f

-":-‘A::';reasoned that natu]’al (lnforma.l) Support dlffers

-9 .

:'fundapentally from profe551onalefformal) suppo»t by v1rtue vgh

.jof (1) ltS natural acceSSLblllty. (2) its qpng rgnce w1th

"_local norms about when and'how support ought to'be '“_,pj.jp ?

"expressed (3L 1ts rootedness ‘in. longstandlng peer ﬂJ,'f” :

N R ¢~

'frela'lonshlps, (4) 1ts variablllty,:ranglnq from the

»cprov1_lon of’! tanglble goods to S1mple companlonshlp, and (5)

ktats fidﬁdom from flnan01al and psycholog1¢al (st1gmat1z1ng5

v\_._.“

"costs lncurred when professmonal resourqes are used

l"Ev1vence that these features detract from, or suppress the

. ‘l.

o~ \ J [

quallt tlve data obtalned 1nwthls stUdy.‘ Patlents clearly ;”
\ - : 13 ,‘-

.)v""- N 0

emotlonal stress due to lack of 1nformatlon, communlcatlon ;T%f
. oy S ’
barrlers and env1ronments nonconduc1ve to the dlscu5510n of
s _' . B . Q: - g o . .
personal problems._f:.f' :

‘Q

o

]gf" Other p0551ble explanatlons for the negatlve effects of

7]? formal soc1al support as observed ln thlS study 1nc1ude (1) [yi



o

_ A ‘ 4‘ BV _“:.51:.;;,: gy.‘s,, o SRR
the fact that' over_ll the subjects reported relatively 1ow,'f

levels of support and (2) the formal support measure may v;”;
| not have been sufflclentif sen51t1ve to detect dlfferences
ﬁ“hlln levels of support resultlng 1n a- lower bound estlmate of e
g the eﬁfeq‘s of support:, In llght of these theoretlcal and f
L;)ﬂ; emplrlcal explanatlons, the flndlng that several formal -
,'.. socral support varlables were negatively related to the
\ functlonal status and self esteem status of cancer patlents
.‘should be 1nterpreted cautlously.l Wh;le there are both

L.
v

-theoretlcal reasons and emplrlcal evrdence to support the

o ,\ functlonal status.; Supportlng eVrdence of thls.;j;f
>l ) L NSNS
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St

functz&nal status may be even lower w1thout formal support

however, the desrgn of the study precludes the testlng
A

th1§'p0551b111ty.3_ ;{ B »“-hu o ﬁzéd;v‘f;

The flndlng that no lnteract on effectsh_ ?een formal and

Lo ;1nformal soc1al suppoff were , eratlng 1n the explanatlon of :
ftfffunctlonal status or self esteem was somewhat unexpected.,-"'

f{The eXpectatlon of lnteractlon effects was based on the

. m-\xv-—’ T

purpose of formal

"ffcommonlykheld assumptlon that the prlma"'

‘i?fsupportl”e 1nterventlons 1s to enhance _
h}well-,éing by enhancrng or supplementlng.the 1nformal system
v-ln_51tuatrbns of 1nadequacy or absence What,was actually *
_ v"*found was that therabsence of'both formal‘and 1nformal ;;Tf}%

support is problematlc whlle the presence of both 1s most

benef1c1al more so than one would expect by 51mply addlng

; up the separate effects of each.: Why, then,.were formal and

_;t*;vlnformal support found to comblne addltively rather than f :
'fftzzlnteracﬁlvely }n the explanatlon of fupctlonal status and B
- 5:.' L . ‘ . - . A et NETR
iif;”th Whlle therejare no- other known studles avadlable for a *fﬁ
;f; comparative ana;yhis ,;5
'/';a effects of formal and‘lnformai support, flndlngs from other

Aistudles whlch have examlned th& 1nteract1ve effects of

_ ff)soc1al support 1n general do prov1de s' e}lnsxghts,vefromwahfff
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4-statlst1cal perspectlve, several’investlgators 1nclud1ng ﬁ_g;g

lfffHouse (1981),_Tholts (1982), and Turner (1983), have argued

'?that fallure to detect lnteractlon effects may be a functlon .
“; _ small sample 51ze, (2) cross sectlonal study de51gn,f'
. . ‘é'-' . B

:1n51gn1f1cant effect of soc1ai support on the

‘ used-or, (4) lnvalldlty of the soc1a7/

“;sign, (2) the

——-

.Ifﬁfdependent effects on the outcome measures and (3) the ;"“;igﬁf
-9 .

'Qﬂobservatlon that low levels o jnformal support dld not'

“y

.‘ ,,._,\'- 3

,;emalned'

K
P e

;ﬁ upport%lévels.cijfffrf*ﬁ {f§;“*f"‘“'"

The next sectlon

'socﬂo@e§ograp 1c and';:“"

- o t .'_.

Tg_#ﬁ’contextual factors., The primary 1 i?rest was“

“ngdetermlnlng .




among subgroups represenﬂed by the varlous control varlables ?

selected for study.l %h;fhi]f:;, ij;fj;j[e;' ffﬂh»@p.“;f»"“

Wlth respect to the functlonal status outcome measure,ﬁiff
the f1nd1ng that the effects of soelal support dld‘not varyfffﬂ
K for any of the subgroups, w1th the exceptlon of the marrledeﬁ,;

"and nonmarrled was somewhat unexpected (see Table 40)
' .
Whlle the effects of 5001al support on functlonal status

. would not necessarlly be expected to vary accordlng to
0

factors such as gender; soc1oeconom1c status,frellgxous

commitment, support need or even tlme slnce dlagn951s, theyfl“’
) »"’" .\I_’ R ‘.

,/f- mlght be expected to vary accordlng to.factors such as age
‘ T
and partxdularly seve;%ty of 111ness. 81nce severlty of

- 'x’ .

a”“lllness 1s generally found to be the strongest predlctor ofa,
Ké. functlonal status among populatlons who are already 111 1td75

ﬁ’; Was expected ghat the effects of sotlal SuPROIt °n?§f' S

functlonal status would dlffer among the more and leSS""

Severely ;
IR I L i3 }
a}supportPo_,}unctlonal status varled accordlng to marltal

The findlng that the“efﬁects of 1nformal

AR

» '7”;status was not surprlslng 51nce there 1s a la;ge llterature

LS

Whldh supports the argument that belng marrled enh ces f'ktfff

< %
v 3

’”'y well belng._ THls lSwllkelY due to the gpct that marrled

_ lThese flndlngs are based on the analy51s of oA
1nteractlon terms- whlch demonstrate qnly that the . effects of
support and/or the.: control varrable are. condltlonal on each
.other. - ‘They: do‘t ot indicate: the- prec1se nature of the '
condit;onal rel 1onsh1p;*w,w.. T

.\~

e . - B 'A . »




appra;sal of the amount and approprlateness of support alr j;“

v

EL‘?. of whlch may enhance the effects of 1nformal support on 3;qff

'upport. A possxble explanatlon 1s that

s1nce one of thetlmpbrtant observed functlons of soc1al

N

_; zsupport 1s self ldentlty malntengrcqmﬁnd enhancement and
support exchanges serve to validate a person s sense of own. E

_lf:l value and adequacy (self esteem) then, 1t would follow thatg~

) . . ‘

married and nonmarrled persons are l;hely to vary 1n terms ff:'

' ﬁ of avallable resouroes and exchanges relevant to the

| enhancement of self esteem.‘ For example marrled persons-:ﬁ

! A' “ o L S f w
are more llkely to have access to supportlve resources

”i_;“ relevant to\the enhancé’éﬂt of selaeesteem such as5

afflrmatlon of worth approval pralse and expresszon ef g_%

- /

7f;ﬂ: respect for-the rec1p1ent.; c ~;~ ,;sz_ynj ‘
The flndlng that the effects of formal support on

functlonal status and self'esteem dld not. vary among any of"£¢

the subgroups studled wl_

i’omgwhat unexpected 51nce, as Was“f.’

- the case w1th 1nformal support, varlatlons were expected

partlcularly among the more and less severely 111 HOWever,a N



N
'

’J

suffic1ent varlaballty It ys also pos“fble that the fact

Y J -7"'

"'ﬂ{ of death as the 1nevrtab1e outcome for

termlnally 111 1nd1v1duals, served as’ a‘l?"ogen1z1ng or

), o , N

I

overrld&ng factor whlch suppressed the detectlon of

varlatlons among the varlous subgroups studled

functlonlng and psychosoc1al functionlng subscales of the }?f;f

P .
-

vzf' FLIC. No 51gn1f1cant lntqﬁactlon effects between the formal:fﬁ

e or lnformal support varlables and the cont;ol varlables wereff”

Y o . - T

found for phy51ca1 functlonlng‘;‘However,‘1nteractlon ‘
‘~.effects not prev1ously detected were found when psychosoc1alr'
functlonlng was used as the dependent varlable measure.J As :
was prevmousiy noted these partlcular’lnteractlon effects

were not further examlned*51nce they were comparatrvely few wf“

;f; ? 1n number (3 out of a:p 351ble 126) and therefore may have'

-

,f?ocburred’ly

:chance._ Also,,the amount of addltlonal varlance‘;f



7fadvanced cancer patlents.~ Ev1d

[

}'.;Qﬁ; Summary and ImplLCFtlcnS*

" In summary, the study data prOVLdEd ev”dence, which“ﬁgf
L :, e S o
-hsu‘ ortive of. the predomlnant flndlnq 1n the llterature that o

N N

Lcant 1nfluence oq the

QN

'001a1 suppért has é sugnlf

I

‘g‘i"self esteem but llttle effect O} the functlonal status of

nc also suggested that the.,fp

~Jrelat1ve effects of 1nforma1 support vary as a functlon of
’_(1) the type of well belng outcome measure used, (2)

SR oA o
’“.-controlllng for the effects of factors such as gender, -

. "
L)

hjimarltal status;.support need and severlty of 111ness, (3)‘rpr
ihrthe aspects of soc1a1 support measured a?d (4) the scorlng.
method for the support measure.u Further there was some
ev1dence of varlatlon 1n the effects of 1nformar‘support on
‘?Effunctlonal status and‘self esteem among,marrled and
N'f;nonmarrled subgroups 1n the populat;on. o S

The examlnatlon of formal soc1al support prov1ded

| 'glfev1dence that thlS type of support dlffers somewhat from

’31f;;1nformal social support 1n terms of 1ts nature and effects

;*~[on cancer patient well belng.

Y

\

..A.'
= ) r [P AT AN N :

‘ ﬁnllke 1nformal support some f{
mlaspects of formal support were found to be negatlvely iffflk

"related to the functlonal status and self esteem of~the

ancer pat;enta,studled':hlt was also found that these



accordlng to gender. g L
| The effects of formal and 1nformal support on the -
';d outcome measures were found to vary accordlng to the '
) measurement of dlfferent aspects of soc1al support., Severalf
aspects of support 1nclud1ng utlllzatlon, appralsal and

é
R support changes were found to be SLgnlflcant predlctors of

ﬂunctlonal status.. Formal and 1nformal support appralsal

1tems were found to be the strongest predlctors of o

_mjself esteem followed by support utlllzatlon in. the case of
| formal support and by support changes in the case of |
*;? 1nformal support. 'ny | | . ;
:_ Whlle there is’ con51derable confldence 1n the valldlty
- of the flndlngs of the study, ‘ 1t shoulﬁ also be noted that
| due to certaln 1nherent llmltatlons,lthe flndlngs should be'

.

. 1nterpreted cautlously._ Flrst 51nce some of the total ft
_..-J . A ‘ .3 e

varlance observej 1n functlonal status and self esteem,‘-77

remalned unaccounted f_'

.\--

by the lndependent varlables,_there .
~f"@<are obv1ously other u

feasured factors 1nfluenc1ng the

;-

-{¢f odtcome measures.__lf'“s suggested}that foremost*gmbng

these factors, are t OSe relatlng #o personallty
gj ,* characterlstlcs of the subjects whlch 1ave been prev1ously
ot
id&icussed 1n terms of thelr potentlal influence on both

ﬁsoci,éksupport and well belng (see page 72) A further,}; f;'

oM

- -

closeig related llmltatlon lS that only two outcome ;j_f2*5””

' &
measureSAOf well belng were examlned 'Clearly, the relatlve

‘A
- ._"' AR R oee T S e './ T i . : KR “




tvfprohlblts any'j

377e A flnal llmltatlon of the study lS the relatlvely

A{ﬁvalldlty estlmates reported‘here would remaln constant‘for'

we

.-t
-~

y ffeCts of soc1a1 support vary as a functlon of the type of
outcom;%measure used.n Therefore, flndlngs of the effects of

' soclal support as reported here, may vary accordlng to

'~mfiyother measures of well belng

Thlrd t4 lcross sectlonal des1gn of the study

v e

nclu51on of the dlrectlon of causallty

_However whlle tﬁere 1s no 51ngle study whlch persua51vely

-

f&xdocuments causal directlon, the total body of avallable;y,
o™

'ev1dence suggests that much of the causal flow lS between ‘_'”

-,

"1981 51) It mlgHt be argued,fhoweVer, that thls partlcular
?jdlréctldh of causallty is. most llkely when psychosoc1a1

hrather than phy51cal measures of well-belng are examlned

-

. .' ’(‘F".\.‘- Rt ’
.support—-functlonal status relatlonshlp, the dlrectlon oi.

’Eﬂcausallty may be reversed 51nce the 1llness moblllzes formal

. »,_nv .

funproven rellablllty and valldlty of the SOClal support

= measures used Slnce the measures were Spec1f1cally

k4

“ﬂfdébbloped to assess the support levels of a spec1flc e

ﬁ'prulatlon, lt lS unknown whether the rellablllty and

ﬁjother populatlons.~,

To conclu"ﬂﬂhls chapter, some of the 1mportant

cheoret;cal as well as practlcal 1mpllcatlons of the study

,

-ﬁsoc1al support and well belng ;ather than v1ce versa (House,,f?

TfData from thls study suggest,that in the case of the formal Jf
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>;.f1nd1ngs are explored.‘ Flrst from a theoretlcal

fa_;perspectlve, the flndlngs further enhance the observatlon

‘Lthat social support lsja multldlmen51onal condltlonal and

f" I

h; desplte many years of relatlvely

; changlng phenomenon whlq',

'*1ntense study,.stlll é%qulres further theoretlcal
'hi-elaboratlon and methodologlcal reflnement.' The focus of
‘ithls dlscu551on w1&l therefore, be on lssues requlrlng\\
‘y_szurther clarlflcatlon and suggested dlrectlons of future
, byaresearoh _ﬂfj]”fo - ;fﬂi& ',J:f “1,f'ff:;-} fk*f”
‘,ihﬂhmn WH%ie“@here is general theoretlcal consensus and

.

A

supportlng emplrlcal ev1dence that soc1al support 1s aIb}

ﬂL51gn1f1cant factor 1n malntalnlng health and reduc1ng the

' {:consequences of lllness,.there are Stlll many unanswered

o Crltycal questlons about soc1al support., For example,vlt ls:ff
not éonclu51vely knoWn Gl) what the essentlal or potent .

tfingredlents of soc1al support are, (2) why 1t is

dlfferentlally\effectlve (3) undér what circumstancesf..
ﬁ-effectlveness 1s llkely to vary or (4) how 1t should be
"’,F;structured to: obtaln optlmal effectlveness._ The flndlngs of
'fthls study have prov1ded tentatlve answers to some of these
iquestlons, however, more ba51c research 1s requlred for
"’fﬂfurther clarlflcatlon.f More spec1f1cally,'1t ls suggested.
.that'future research should focus on. the follow1ng.,":*
_i}lbv“be development of standardlzed measures of SOClal 'hﬁ:*

'1;w.fjrljfsupport w1th well deflned psychometrlc propertles and

.’_‘L

”5Tffwh1ch 51multaneously measure both structural and Tf;ff;~i¥



penceptual aspects of suppo;t 1s crltrcally needed not _
only to facilitate 1nteq;atlon of research flndlngs but ;h
also more adequately doqument the relatlonshlps between'>“
é;gc1f1c types of support and specrflc aspects of

well belng

P - Y TR K )
It 1s 1ncreas1ngly advocated that measures of soc1al
support should&anclude negatlve aspects of support 1n
order to account for observed anomalles ln support

ffects and partlcularly, the apparent paradox.that p:.:”

Tsoc1al t1es are both SOurces of suppcrt and

4

e '}(Tllden and Galyen, 1987) f The tradltlonal

v‘on the pOSltlve aspects of soc1al support has,.ﬁh

\- B
i 1

; contrlbuted to the fallure to adequately

‘ththe condltlons under whlch séClal support f-d"”

ectlveness 1s enhanced or suppressed Con51deratlon.‘w
of the negatlve aspects of soc1al support 1s expected
to galn 1mportance 1n future research ln llght of
recent ev1dence that problematlc aspects of support
have more potent effects on well belng than poSLtlve
h aspects {hook and Dooley, 1985) Although negatrve‘
Aaspects of soc1al support were not expllc1tly measured
1n this study, the qualltatlve analysvs prov1ded
fev1dence that cancer patlents eXper;ence costs and
'iconfllcts w1th1n thelr support systems.: An 1nterest1ng

.“and frultful area of future research would be an

.jexamlnatlon of the relatlve 1mPaCt °f POSltlve and



bﬁ( Y T?sf";:;c1> "~Y"3’ ' t,f,{:;;“ihff"diiabta-
3' negatl\e aspgcts of social support on J.ndlvn.dualt AR

’ well belng. An equally 1mportant area‘of future';é{f5~‘
'fyresea ch would be 1dent1f1catlon of the negatlve '

l:iaspects of SOClal suppért amongfvarlous 111 as well as
N o
ﬁgjwell populatlons For example to what extent do‘";

~ \..."

'5lstra1ned and dlsrupted relatlonshlps occur among other

,flll populatlons or ls thls phenomenon cancer spec1f1c
"or\éxacerbated by llfe threatenlng 1llnesses? _

. »\ "
resent research models és required

1llﬂhe elaboratlon o }'
'ffto further clarlfy‘t e c1rcumstances under whlch
f:support levels and\ef ects are expected to Vary. -
':Spec1f1cally, models :h\uld account for the lnfluence

‘nof varlous demographlc; personal and env1ronmental
3 2

’ factors whlch have been .mellcate for thelr effects on
both soc1al support'and well belng.; The relatlve as L
well as comblned effects of these factors are largelyhk}
a'vunknown and may serve to clarlfy confllctlng ev1dence
of the posftive, negatlve and null effects of soc1al
-..‘Support B TS I A

Clearly the dearth of studles on formal support:y‘
i‘ nece551tates the need for more research 1n thls area
The flndlngs of thlS study sugqest that whlle formal
{vsupportohas a 51gn1f1cant effect on the well-belng of

cancer patlents, that effect may not necessarlly be

p051t1ve.ﬁ Wh1le tth flndlng may challenge some of the;‘
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'ﬂ'of formal sUpport 1t should also be noted th&leore i
. ‘ .

“T;research regardlng the absence of_formal support lS.

"i:;well—belng may be affected even morefnegatlvely

practlcal 1mp11cptlons of the study flndlngs.z At the outsetfﬁ?

of this d&scuSSLOn, 1t 1s suggested that whlle formal

.

lfneeded 51nce, wlﬂhout any formal support, leVels of o

BRI

R . S
”7fThe f1nal>sectlon oﬁ thls chapter w1ll focﬁs pn the

\\

support 1nterventlons have conSLGerable potent1a1 to enﬁancef+f

the well belﬁg of the 111 two underlylng, 1nherent problemsl[f

should be acknowledged Th% flrst 'whlch lS not unlque to'ly

».__.A —

soc1al support,,lsmthe problem,of 1ntegrat1ng the ana}ythal e

and applled research tradltlons. Formal supportlve ﬁ\P?j;‘""

\
.~

A 1nterventlons have often proceeded w1thout the beneflt'of

1

adequate sc1ent1f1c based knowledge.' In thelr efforts to

r

ehhance well:belng and allev1ate humanasufferlng,vhealth

care profe551onals may have been toogw1111ng ln thelr jf: :fgi

: -'uncrltlcal acceptance of 5001al s\pport as the new pan_gea

N _
for merov1ng human well belng. In addltion,,they may have

underestlmated the complex1ty of soc1al support by V1ew1ng

;1t as a natural exten51on of the type of help provided by

. serv1ce profe551onals.

the flrst ‘relates to the essentlally unchallenged

~
.o N - h ",

»T”'.*f'fﬁﬂﬁk. ';j”ﬁf?}ﬂ\“wffﬂ'h~wﬂ‘:,ﬁg_f
\ N R
" The - second“major underlylnghproblem, whlch follows from .

o

l‘ assumptxons surroundlng formal Suﬁportlve 1nterventlons as -

\

- well as the, perhaps,_unreallstlc expectatlons of the

~ benefits ofjthese,Lnterventlons;lfThe:fact that formalh-‘\

- P 0'

~ e Coa
. e

i



L suppért 1s fundamentally dlfferent fromllnforma_‘.upport 1n éﬁ
=.}that 1t doe3 not occur spontaneously and ls esqpntlally

,'» . 4 .

ffiart1f1c1al Support grafted on to natural support,

Efﬂuor negatlve effect.‘3"

Further, there 1s also the crltlcal questlon of how ;
G - "
'jfmuchonatural support systems can be altered or. supplementei!

'Q;,by formal or profess1onal 1ntervention. Ind1v1duals,'5!lﬁjl*:

ﬂ;themselves,‘must be w1111ng to accept the need for change as
i“fwell as help from~outsrders.‘ However,'lt may not be
':p9551ble to easrly g_shape the bellefs and values nece amy

I Tra

b achleve these changes.- A flnal word about supportlve ?" |

lﬂfslnterventlons 1n eneral 1s that they are often shaped by

' fsocral and polltlcal foqpes rather than sc1ent1f1c resea;chazﬁ

maklng modlflcatlons and changesdﬁifflcult, niiﬁﬁfxg F\13j@fi

Keeplng the caveats 1mposed by the above mentloned
thproblems 1n mlnd some spec%flc suggestlons regardlng
1:support1ve 1nterventlons w1th1n the cohtext of the canﬁerlgpﬂ:

dfiexper ence. are made.y Flrst 51nce the p051t1ve and\

;“}SLgnlflcant effects of informal socxal support on 1nd1y1dual e

q_well belng a:F well*documented the prlmary focus of formaL

.

prlnterVentlons should be té enhance or;supplement rather than~”
'*asupplant the natural helplnﬁ‘system.. The patlents rn thif

xstudy clearly 1nd1cated they could not only 1dentr

C

spec1f1c areas’where profes51onaifpnterventlon was requrred

-

but also a general w1lllngness to accept help 1f ”.‘ittjf;'

« . ’ & Let

RN
TN

profe551og;is\expressed Xn 1nterest Ln them as lndlviduals;




ATherefore, lt 1s suQQESted that 'u';fﬁ

'"-wprofeSS}onals use thelr advantageous posrtlon of haV1ng a 8
. FANES . ._ A____’_ . ..
ugr captlve audlence td more carefully assess the support néeds f
L . __,EVQLA~:.a}gg-;1 ok “'_y-;¥,:vui r.:ﬂl
ijw" of therr cllents. ;,g*““, PR ‘1"i<;ivﬁ.Qd;f if’?“~g,_;xmj}

) isecond recommendatlon dei}ved from the flndlngs of

- AR N 14 w ST

thls and other studles 1s that‘ rofe551on£ls should more

—'——' '

~¢‘~vcon51stent1y prov1de 1nformatlonal support Th's 1s the

:‘Q'type of support de51red most but recelved the ieast{r{lthis'tt
1q; also llkely thege§51est and most cost effectl e type of. |
\\a‘supportlve 1nterventlon to admlnlster. The w1de varlations“\.
: dbserved 1n the amountﬁand~type qf 1nformat*on prov1ded by
» %ndlv1dual professronals mlght best be addressed by "hv j
‘developlng standard comprehen51véJlnformatlon pamphlets S

i

spec1f1cally‘;or advanced cancer patlents. ThlS may~Qg¢p to

L -
ensure that g1v1ng adequate and approprlate lnformatlon ls.,fV

e

’ﬁ, not condltlonal butJ rather,‘h matter of standagz procedure.u
Of partlcufar lnterest was the flndlngs th the cancer

patlents studled lacked knowledge and were generally unaware

A

of most“ ﬁ the support serv1ces and programs presumed to be
avallable to cancer patrents Thls suggests that although

; a suff1c1ent number and varlety of support serv1ces may be
.v : . A . » > T
fln place, they are generaIly unknown and;are, therefOre,

-

probably not reaching those who need them most.f Clearly the

",javallablllty of these programs must be made more w1dely p A
LW ',nl'_

known for optlmal utlllzatlon.. A related flndlng of

rnterest was that those serv1ces most W1dely used Were also

’.



'jnroutlnely recelved dletary~counse11ng but reported recerv1ng

'-*flrttle benefltrfrom 1t.. gpls may’be a functlon of the often

Qzlnherent problems assoclated w!th cancer such as lack of

A r

-~

ﬁappetlté nausea and dlgestlve upset, or, lt may be a

l

| »
'thnctlon of the type of 1nformat;on glven and p0551bly, the

f; téitude that dietary concerns are of llttle relevance Emong

'dqthe dylng.‘ Another frequently prov1ded but not necessarlly qf

fyapprec1ated or helpful serV1ce was pastoral care. Many f ,/a

3

,f”patlents resented the lmp051tlon of thls type of suppgft and_}

Vexpressedlthe desbre to make thelr own choxces about certalnf:

'serv1ces.‘ f SRR
' ‘ . _ . PR PE LR |
. Overall the patlents ln thls study reported generalby

'f'low levels of formal support resultlng from a combinatlon ofwf

,;lack of essentlal 1nformatlon to a551st them 1n managlng the~5

'¥ffphy51cal and emotlonal aspects of Rhélr dlsease and

‘d7;underutlllzatlon of support serV1ces due to 1ack of- af\\

. *knowledge.: The general 1mpre551gn was that supportlve "ﬁﬂ”,'d

M

1nterVentlons were lacking 1n certaln baslc forms

(1nformatlon) and coordlnatlon.r_;‘;*..'.f;* Qwvwfﬁ,." o

Certalnly there 1s con51derable potentlal for formal

= support systems to enhance varlous aspects of 1nd1v1dual gff*

- well-belng._ However, 1§ lS tlme to crltlcally evaluate fﬂ:d

. ba51s and purposes of formal support lf optlmal

ha'effectlveness 1s to be. ach1eved..~,sfr~dfigf5pﬂ r*<j:;{V

. these systems and to challenge certaln underlylng
<

N

. -

assumptlons that presently prov1de the ratlonale for the
. o R
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2) T Female T

”p;ttjf

. '-2.,). —
3y : TR N
~4) _g 0 32 - 41,999 o S

xé Pf-‘-” “Marrled SRR
2)

Pjéseht Annual ¢ - " F. Occupatlon
u

IR L el T e e

nype -w-';.'.- g 'When?-Mohth. B =~'Year :

. What is your ethnic origin or origins?,

‘pﬁi}"tff' t:Llwtgxff]“ps,;gzmlgjlt4ﬁf

< SOCIAI. SUBPORT QWSTIOMNRE

PART I - BAchRouuﬁ, INFORMATION R

‘K\;':;"{fiff'

sex _' _' E R 1_3.; Age v

Marltal Status :-p*, v>:” e D.'Years7of/Scﬁooi§5»;_-',;

' Completed

 Divorced/ Y . Years *
"Separated- DR e ST
Single, R . :

- (Never- Marrledf : \;' T
Widowed. . RN ey

5.) Common Law/L1v1ng Together -

~

sehold Income o ot 3(when employed) :
1) e vander 12 000 ST T If housew1fe, what is
" 22 - 31,999

5) ... 42,000 or’ more S N

';Refuse&

jWith what type of cance§ ‘were you flrst dlagnosed and?
3} when‘> S Y . . 'f‘*‘

. PR

12 - 21, 999 Do R thusband's oCcupat10n° }.

W

N SR

. To which-reiigicﬁsfgroup,~if any,‘db-you'belong?p

e L P

comfort partlcularly during dlfflcult times. . The next

PR

:“Some people f1nd rellglon to be' a’ source of help or'v"

few questions are. to .determine. the’ .'extént " to- which, S
‘ rellglon is a source of support to you personally -



j J Do you belleve 1n the ex1stence of a <u§reme belng?

%o

~ﬁfgés‘r,u o 1ffn€ L Not Sure
Ce ' L '3'\6_?, . C -

V_K._Do you: belleve in form of llfe after death?

‘AQQYes B ‘ffi,Nof!f&&V‘ Not Sure :

"n; If you belleve in dpd how close db you’ feel to Hlm ‘most "3v=ﬂ
”";of the time? = Wew T e //qfi«ﬁim o
ﬁ‘”7Extreme1y; "., Somewhat ' ,5'Nothery";?i“ ; >
- aclose:“.x- 15? Close Lo . Close *, _. .. At All;
,nM;fAbout how often do you pray? }f~%
t>;'Very Often o Sometlmes .5"fRarely?"»o3fNeVer:}Tﬁ >
\ N. About how often 'do you usually have eontact w1th‘
‘clergyman9 »-_» S e o T .4

‘fFrequently -fﬂ,SometiMesf 7 Never .
: e A e
eligion in- helping you -to-deal with

0. How - 1mportant is .
: your lllness9~ S

Somewhat i Net.

Very . - N ot. v RS
| . Important __ . ~ Important. . - - ',

: Impottantf*v"

P, Race '.'('Ob$.ér§e'd')‘;‘ e : g e

‘”Q;_GVQr"EthefhpaSth two?“weeks,z{hOW'_muéh’ipainffha?eafyouf o
’iModerate',' Very .

. A Great = ry SR
nount . Little Ty

'Deal-'

ﬁfRﬁ.0ver the pas‘ two weeks how frequently have you taken o
. :paln med1cat1_n° .;s - Y IR C , ,

fz;fDally Fiequently 'TTQQCaSionaliyffhf'"Neﬁéﬁv"f;'ﬂ:"3;

o



J

J

" Very Unlikely - .. . . .+ ' Very Likely

. f. o PO . . . .'4

U People dlffEr 1n thelr w1111ngness to seek out

s

.

. At the present time woukd you say you are able to: managefh;“
your ~daily personal\\‘ﬁfe (that 1s bathlng,, dresslng,lg :

tolletkng,'eatlng)

PR W1th Mlnlmal With Moderate Deal of -

. b .
. Do N Lo . "

s

* At the present tlme, how much of the day are you conflned

to bed° R : A,-A _ - ~;, L RERRE
All Day‘ Most of ?-Jgt. Part’of o Very thtle or None
i the Day /the Day of the Day Sy

Yy o

Ad use.
- help or support ‘from.others, when they -have problems._ On -
‘a scale from one - to- seVen, "how 11kely ‘are ‘you, in’

general to seek out and use the’ support available to youﬂf".
_from famlly and frlends when you have a perfonal problem°

S n, e

Rl .
. e

_-_ve'r'.y- Unli'kely O . very Likely

;U51ng the same scaIe from .one- to seven _in general ‘how =
" likely ‘are you to- seek out and use . help from the health:*.

care. system when you have a medlcal problem°" e

W1th a- Great7‘

Una551sted . A551stance : A551stance - ASSlstance-'"'"

’i;;;j#f;;;



N




= ;942 Rlce Road

' o :",~'Phone _,430*6128 AP RC A
- \".-‘ R o .. ) - R ~
' o N Noyember 18;._1986-- oo
o .Dear VLT Sl o : —_ - _g : 5 : @. -

I am wrmng to. mform you of a research Study I arn conduetmg on -
- "advanced .cancer pauents -and to" -appeal -for your help in 1dellt1fy1ng
: ‘;.,ehglble sub]ects who nught be " approached for participation. - The:
' ‘purpose of the study-.which is being conducted for @y doctoral ,thes1s,; ‘
- is to. determine whether the formal. (health care) and mfomnal (famlly

Cand. frlends) support levels of cancer ‘patients - has any relatlonshlp to’
* their-leve ‘well- bemg._ The ‘rationale_for the ‘st¥dy deriveS from 1)

. the. fact" tHat findings in . this ared. of . study. are\extI-{m ly contTadictory
‘and '2) a _paucity of research on the effects of formal suppol‘t desplte
‘the " fact that formal suppont serwces have assumed a. ma]0P ‘role in
,cancer care.. YL oo e ,‘. i

§ Omgmally T had mtendedr to optam lists of ehgible subJths from

g ‘the ‘medical .records of approprlate 1nst1tutlons such as the KOYal Alex -

- Hosp1ta1 and’ the” Cross . Cancer Institute. Although . the Ethics Review

_Comnuttees have épproved the study, I have been advlsed tllat due to“’
~legal implicatiofs, a list of names’ ‘cannot be obtained from this §ource.
It has been suggested -therefore, . that. the only - alteThative is to ask _
i 1nd1v1dua1 physwmns to contmbute to. a hSt of pOtentlaLly ehg'lble
" ‘rypondents e - A :
5 ' For the purposes of the study, ehglble respondénts are defmed
. asy e . o B SRS
. - C ‘;‘ - B . st . _. ih v. . :._ _.‘,. i r. : »
- 1:“.' . adults w1th advanced cancer ( locally advarlced or mstastatlc
. disease'and. bemg treated for palhatlve versus curatlve
'_'_._.f-purposes L S el : et - '
AR AP havmg any type of cancer W1th ‘the _ex e uon of sex‘specalflc
B - types -(breast;" ovary, fllterus, pr, te) and brain. tumours'
/. which have .. resulted -in- menital 1mpa1rment (dlsot‘lentatlon,
decreased alertness, etc ) o : , .

3., wh1te, Enghsh-speakmg and res1dmg in Edmonton - |



LU s T 02

: A total\of 200 _patlents w111 be ,1nterv1ewed once using a structured‘- .
,-'quesﬁbnnau-e The types ;of quest10ns asked the.. extent ~of..
" participation ar pat1ent rlghts are’ o outlined in the Pat1ent Iriformatuong‘ co

.Form .enclos In addition, each art1c1pant wﬂl s1g'n an appmved' e
. consent form. .. = o e . , .

N
N

ST regret th1s 1mposmo but f1nd I have no alternauve for obtamm RN
'a ‘list - of sub]ects ‘which s, - of course, cmt1cal to- the study ' f 7
'ass1stance is.. most snic' rely apprecmted and it ‘you. have - furth

: questlons or., concerns, ‘ ease ‘contact. me Please .be assured that
. all subjects . w111 be apprc 'ched and 1nterv1ewed w1th utmost sens1t1vity
- If you have even one ehg'lb sub]ect please contact me by telephone or, .

K if ; You prefer, a. hst of nanlx’es and telephone numbers could be malled to '
me.‘v R AR a LT ) ‘

: . *
T e

" Thank you -‘f_qirﬁyogr cooperation. . .o o oLl et

‘Sincerely, &

| TorettaHallgren ..
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Thls is - to 1nd1cate that I have agreed to part1c1pate"§t

'"f}ln a study’ conducted by Loretta Hallgren “who is a Doctorale

*;[understandlng that-i

candidate in the Facultles-of Soc1ology and- Health Se ices

“[i;Admlnlstratlon at the UanerSlty of Alberta.. I have been77<

~informed the - nature of tge study and :f s my

1) . The purpose of the Study ls‘f -.determine whether .
the help recelved hY cancer patients from family,;-
'frlends and: health care. workers has ‘any effect on.
thelr phy51cal and emOtlonal well-belng 7 y ‘

'lQZ)ffAn 1ntervfewer w111 ask me a serles of questlons

relating ‘to “a) . aCkground information, ' -b) the .

ﬁ3ﬂ-support or. help I yeCeive from family, frrEnds and’
g‘health care wWorkers and’ c) my present state of‘U
' _physwal and" emotlonal health SRR ,?’

.
-~

‘13)vdMy part1c1patlon lﬂ the study 1s voluntary and T

~ have ‘the “"right to' a) refuse part1c1patlon, b)%*

“fL'fifuou:termfhate the lnteleew at any time and ¢) ¥ use;/
... “to - answer “any questions .. conS1dered to be too j
: “-<J-;Qpersonal w1th0ut any Qonsequences.,,g*v : ’
‘:?Av;;Anyt_ lnformatlon T glve ) w1ll _bew*;strictly,jé
AR ,confldentlal and anonyrnous., ) o SRR e Rt
fS)';I may ﬁontact Mrs Hallgren at’ 4%0 6128 lf I have
:any qu stlons or concerns related to the study

°Lﬂhsighgtﬁfé;“f5”'

| Witness







' : T~ <
: | PATIENT INFORMATION FORM = =~ S = © O
ﬁ&ar Patlent ,v,";fl} ;;iu:}ﬂ s‘J_l;:v_j‘

A ,

i "

i I WOuld lrke to 1nV1te you to part1c1pate 4n’ a research

_ study whlch attempts to determine . ‘'how -the support or ‘help

. you” rece;ve from " famlly, ‘friends ‘and health ‘care’ workers .-
‘%'é:arfects ‘your phy51cal and emotional health The results of

, lethe study Wlll be - used to .help- health Care glvers better

jff;_understand ‘how they\mlght maX1mlze the beneflts of suppor; o
... systems :to ‘assist cancer patlents to cope more effectlvely

aw1th thelr 1llness. ‘ O L : ~2/,;3v: ‘f
If you agree ta part1c1pate in.¢“the 'study, .an. .
"1nterv1ewerﬁwlll ask you questlons related to.‘fi; _,}*j~f *5“5*“*

,{l) your background Wthh 1ncludbs questlons such as
M ‘your age, educatlon, occupation,‘rellglon, etc.

'2) -the number and type of persons who are avallable to
'.r.prov1de you w1th “help: and ‘an. appralsal of the
-?'amount and type of help you recelve, and; B 9
3 f3),'your present state o' ;phy51cal-;and :emotional§,, -
» f‘health y .__;‘ ilqj”.' ;: 'e.' ST
L The extent of your part1c1patlon w;ll be one 1nterv1ew SE
f‘jwhlch'takes approxlmately 20 mlnutes. You ‘have ;he rlght to~:v"f
_refuse to" participate; to. ‘terminate - “the lnterV}ew at ‘any . . .
- .time “and. to .refuse  to - ansWer any.- questlons you' feel are”;;.
f'__napproprlate. Althou h. T, cannot sure you . of - -any" dlrectlf
.~ benéfit ¢ from’ your part1c1patlon, £ is ;hoped ‘that the',v.
"flnformatlon you prov1de w1ll help to'lmprove cancer : patlent,fxf.
' care in: the future.lz Any lnformatlon ‘you glve w1ll ~be
Vconfldentlar and. your name w1ll not appear on. any - documentﬁ?m
related to. Cthis study.‘ "If- you have  any-. questlons or'?22_~
.~concerns regardlng ‘the study pleaserfeel free - ‘to - COntactf_ S
_ Loretta Hallgren, the . directot. of - the. study at.- 430 6128-f7b
’ Your 'valuable - aSSLStance as ‘a study partlclpant would"
be apprec1ated L T . o







FUNCTIONAL LIVING INDEX -vCANCER
'On a scale of one to seven,,how would you rate each of the
follow1ng » A

| INTERVIEWER: Define meaning of oné ‘and- s'e',yven,ﬁfo"r feac':'_h' item
1. How well would yon say you look’today? . = ..
1. -..2} \ 3 e s e T

f?Z;T'Réte your sati factlon w1th the treatmehtIiYChfri
w i currently recelv g A T

- a

very 2 L R e . Very
: Unsatlsfled S S T R S —1§atlsf i

- SN -\._,,_v‘

" weeks was" elated to your cancer°-:“

,33;1sH6anmeh 3{ your paln or d;scomfort over the past 2 B

- — ,'1"f — ¥L“':'“T? — \¥d'”

. X ; A R L .
cW . AU | Lo . ,_v-.

{“4.; Rate how w1lllng youvwere to ‘see and spend tlme w1th f

' frlends, 1n the past 2-weeks.- : - ‘

Unwilling L T e T T R Very
TR e L e ‘ W1111ng

_ 5 Rate the degree to. whlch you are frlghtened of the
future. : _ - o _ .

-l ". ‘\ -4..‘ 'l .. b.‘ - '4 .' .. .. - N -. . . r. . vv,
~ . Constantly co SR e T T © ...« - Not -/
- Terrified - o T .,‘;_n-ﬁ' Afrald'

L.
-
b




’

)

L
0
ﬁ%

€ Deal.:
7 Rate how w1111ng you were to see and spend tJ.me w1th

: those closest to you, An: the past 2. weeks“ e
Umdlfeg e e vew.w,illins. ;

,'\"8.“." Hod“‘much of your'uSual household tasks are you ablé to '_'
vcomplete° SR

:,11; ..i:.;z_‘;.Q.“;{3;ng .ﬁIJ41:v.{ ! “.'v:‘ 6if 5. .;7“t\
9 Rate the degree ~to whlch your cancer has lmposed a .‘
' hardshlp on you (personally) in the past 2 weeks. :

I 1o o200 0 3 5 _'6' T

Tremendous S : AT S R . No .

10_ ‘How much is pain or dlscomfort 1nterfer1ng w1th your

dally act1v1t1es° o

=
2

Not At A1l . . O oo A Gre'at._Deal'_ ¥

'11. Rate Mn’ your oplnlon, ‘how - dlsruptlve your: . cancer has
been to those. closest to you 1n the past 2 weeks. T

. : . | »f \ . o - . . g ~» § l'-'f‘ . ‘l : ‘ . |
ST 2 o3 . - 4 5. 6- ST
A ToFall_Y‘.;- : o : N U e Not
Qisr%pt,ive - . : : R Dlsruptlve




f1 :

Jj_ 1
._Alw'ays.*

12 How uncomfortabletdo you feel today?

-,

No-ﬁ

Dlscomfort

.\,.;'

1_

A_i3 Rate your satlsfactlon w1th

A Great:Deal
.. of Discomfort ..

Not At All

Satlsfled

. \

Y

14 Rate hoq often you feel dlscouraged about

Satisfledgy-

_".-.,-

y“ﬁfwlifeqﬁ ?fxy,

Sy

%

oA

54f5},[u';3””;f35<v77
S | Never.

{15. Rate the degree to whlch your cancer has imposed a.f'

'”.
1

hardshlp on those closest to you 1n ‘the past 2 weeks.y

.u‘_ "-7;rh .“f:-iff

“No e
Hardshlp

R '7'5‘3
///_/ -

L —

16 Do you feel well enough tof
household repalrs today° N

'x~,;}4

. ' fl

~

SR O

4

h-'5,.

P 'LJ'G”f,y"fljf,
7. Tremendous -
“Hardship

make ‘a meal or 4o  mihor

very -

. Aplg;jf'ﬁ

PN

17 How well do you feel to&&y"-.
S o o

N" '

1
Not At

All Well L

2 .

".|A .:.'l_."



ST el e e e Sl
18, Has ‘nausea affected your daily functioning?
T ey e e
'“°.t7 AT ALLG LT e AGreat Deal.:

e R SRR R : , o
'g19 Rate your ablllty to\@alntaln your usual recreatlon or L
lelsure act1v1tles..j, L . :

v 20 3 Ve s e T
‘Able .. .o o Unable
FABLe Lt et e e o Unable

X

L e . - . R S K . ® X

;ZOajHéwjmﬁéﬁﬁtimequfyéﬁfSQQndfthinkiﬂg[abaut'yéu;fill@ésé?{3  

R TR WIS FLI B S IR SR

! 1 . - 2 E 3 . PR - 4 »' .u. 'S . ) . 6 PR ' .7

Constantly <. . T . L= Never
,421:fHdw.we11fare you_éépiﬂgjwith,YOuriéverydéy'St#éSS?I

3 A

1 . K i : N e 1 1 1 : . |

L o2 3 a5 6 T
Not Well . ... " " o T .. 'Very Well

N
2

22. How often do "‘ycsu,'_f"é‘él'.geprejsseci?.;_

1 o2 L o3 4 e 6 T
- Never - . . . L o . +iv“Continually - ..
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':efFor each statement below,_“

i SELE¥ESfEEMZs¢ALE e

" 'place a‘check'in the .- - - Strongly "3",-C-» o Strongly
column that best descrlbes 'Agree Agree Dlsagree Dlsagree-"

:if.your feellng or oplnlon.;.j_jﬁ;l'd ;._:Zriﬁ( ,_m3a;g53 4-0 L7

l On the whole, I am - N --— ‘ ” ‘ ] ‘ e
satlsfled w1th myselﬂ\ o CL ST o

ﬂ At times I thlnk I.
am no good at all

3. 1 feel that I. have f_"_i::”'l"f'_ﬂ\;” e
ooa number of. good S e R
S qualltles.. ' ‘ DTS Ll
ﬂhg4 I am able to do thlngs,lf f‘:ix;f__ - ~
as well as most other S :
people.,_ . _ i : .'.
5 1 feel I do not have h' R e e
o much to be’ proud of.; RIS o S

H.6 I certalnly feel ?,, ‘l'f | P h\\-:

“\ useless at, tlmes. o PR, ‘ 2
I ﬁeel that I am a J.J i | :
pev‘on of: worth,’ S T
least on an equal e B
baSis.‘lth others. . I .

8 T wish I could have more '
' resﬁ“ct fdp myself i '

A
)
.Q‘

9 All ir all I am’ R R R
‘lncl ned to feel that .aﬁ‘ . SN
T am a fallure.. ' - Do

"-lo I take a '051t1ve el e T hf:hl7f, .°f["‘“:=
|, attitudé toward myself AR . o :







‘Do you have a partlcular person§1n';he
~ ‘health gare system such as a docton o
. nurse,’ psychologlst o) volunteer.worker
whom you:'feel you can gount on. tdsheIp

QYOU'when you are experlenclng prqpﬁemg

;'leen your’ present state of.heaa:‘
“ how - requently would you say you.: e
~on this person for help w1thﬂprob~‘>
-,you are . exper1enc1ng7 p o

*f for help at the present tlme°» - Number .f:p'(1—4)‘*

'_How frequently do you relY’on these." Constantl
'persons for help? .= . e ' Frequent y

Overall how. often would(you say that"- . Always
 the help prov1ded by persons in the Frequently,
_health .care system. 1s enoug for your Sometimes
_partlcular needs‘> -\

How often would you say\that the help'-"."hlways‘

_exper1enc1ng? e o ‘i-;- ‘ Rarely

Sl

: L s;rh i

_onstantly ;o
'requently AR
. ,SSometlmes T2 '.g
ST ﬁﬁ Barely _4. ‘1 -

. e

--‘ ETRLEN
K R

How many contacts have you had w1th jfbn:'ﬂ - Qf_f'fj A
thlS person over the past tﬁo weeks° - Number . (1-4)

Not Appllcable :feo e

5fHow.many other persons 1n the health ,f.

care' system would you say 'you rely qn ’ ; L e

N

~ow 7 Rarely

—_—
“

4

_ 3

; g-ﬂg" ‘ v ‘ “'Sometimes ~’-‘]2
: S e — 1
\\yot Appllcable 0

How many contacts have you had o *‘-'j”'“ i~ RS

with these- persons over. the past . Number (1-4) =
,two weeks9 ‘ﬁ, . . ._._ e Not Appllcable' -0

i
a-.

PFowas L

PR :3 . Rarely

1l |}1| ‘ _ll

Hb&u)@'

you .receive- is approprlate for the Frequentlyl .
particular problems you are ‘dj;' f Sometlmes,-




216

”,S;JLFollowing is a list “of serv1¢es"Wh1ch some. “cancer '

N Q_*,]patlents\-have, used Please lndlcate which. of these L
' services you have recently (wi the past- month), ‘a,u
“"3-'f»are currently uslng and 1f tQFY Ve been helpful.,,ﬁ '

LN
1 L

R e .,-,fv;;: A g?fk’ T
Lo oservice: ool v Used ' Helpful;'
A, 1{ '-f';Affj :{,q}¢[$ff Yes *No= ;_Yes‘ NOQ;?

"-/;I; Edmdnton Home Care Program

:,1;Q2;,A1des to Dal;y LlVlng 'ffrifiﬁejgneeéfsp.'?ifhﬂ RN

‘3;>Homewéker38ervlges“ 

(44, Meals>@n-Wheels . - o - B R,
—ry—
5. Self-Help or Muytual Aid Groups | . |\ .

‘-6, Visits from a Trained Volunteer| . . - |i.

ffdbﬁhselIiné‘frdm7arbietic1aa IR |

E c1ergyman or aPastoral . /_,\ : N } . 0 : \

%rs_jQIfPsychlatrlst Psyéhologlst
Lo~ v»vor,Mental Health Nurse '

"_10.eNurse or Soc1al wOrker

- rligrLegal or E;nancral Counsellor

'}‘123_Reiaxatlon or Stress Managementi‘ef]f
K <Program '

P::IS.aPaln cOntrol Program

sﬂfia.?Others Not Llsted MHffn*:f}i.f;gfﬁ";, g
e ERRRRIRIT | T SR
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3y

- 4.

fé'

~ Others such ‘ds aunts,‘
. uncles or cousins.to -

e s

Do you have\a spouse ior: one partlcular ;h ; f Yes
-person ‘whom yogegeel you can: count on R  No*
for help when need 1t° T DR .

If answer to number 1 lS yes,.i':”i] ”i-jr;';;‘,\.jj;.""

How frequently would you say you rely Constantly
-on this person for .emotional- or

practlcal help with. problems ‘you: are L Sometlmes
exper1enc1ng°? AU ‘ rely
o - R R ’ Not Appllcable

“How many other persons such as: famlly
members,. frlends or nelghbors would
- you say\you can rely on for help when

youheed it? - - o -Number
. \ ' .v':} _:. b_ ..‘5 . W s

- How frequently do you rely on these : Constantly
persons for help w1th problems? . Frequently’
A T ~ Sométlmes
SR ‘Rarely
T o Not Appllcable
S U -
How many of the follow1ng relatlves : g s
- reside in the Edmonton area at the N L
present tlme° T ey . '
5pousea,...ij ... -Yes - (1) .. No. (
‘Parents .~ | -:Number __ .. - (
Children - .~~~ Number _ . " .
Brother/Srsters . Number .~ .. " s . -
In-Laws = o AR
(Mother, Father, : PR

ocococo .

4
- Frequently . vjrlgi

?’?

'(1-4),

'Son,; ‘Daughter) - Number;p S NI'E(QtZ);;-.
Grandchlldren . Number-f; ; "~"f;'f7'-f'V(Q?21*””

whom you feel '~ -

partlcularly close. Number o '1»i*',l' . (0€21l1“:

Cormuwa



:“ffﬁ}zléf_h

N .

6. Is the number of relatlves 11v1ng in S Moré“f (4)
" the Edmonton ‘area now. more, less or - Less “4'_v(l) L
about’ the. 'same 4&s ‘before your 1llness7 f.Same'_t, (2 5)*;
‘,7Lp,How,many v1srts;from.famllytmembers_a"ﬂ LY :
.. baveayOu had‘over:the‘pastﬂtyo,weeks?gzq Number (l 4);

{83‘ wQuld you Say you see your famlly more, -Mafgﬁfh (4
' ‘lTess.or about the. same amount now-as" =~ Less: ~ (
compared to before your 111ness7 od - Same N

,_9, How many good close frlends do you f*.f‘-x LT

- have ‘1living~“in the Edmonton-area at "lgprb‘f L
the presentntlme°"‘ L e R ber (1-4)

? 10; wOuld you”® say you have more, less or .. More . (4)-

. ._about the same number of close friends Less_ _ _ (1) -
llVlng here now as’ compared to before ... Same o, (2.5)
Your 1llness° S o .

S N . . . .
. . \”. - . y . . . . X -

'11, How many vrs1ts have you had from ° x*‘iv . :" fl :
"rfrclose fr;ends\qyer the past two weeks° Number - (1-4) =

n'lé;fHow many telephone-calls-haye_you,had' A
%, from friends over the past two weeks? . Number __ (1-4)

o

¥
Lo

13. wOuld you say you see close Fri nds — Moré7. Co(ay. o
__ moré, less or about the same as¥before: Less__ (1) .
YOUIrlllHBSS’ o i R 'Same~ﬁ’-'i(2.5)[
',‘a , ,;gx,- e e Tt - Lo =

14.\Overall
= receive e
family. me

often would you say you Always -d f4‘
gh help from you spouse, - Frequently 23
frlends and ne1ghbors°‘ Sometlmes t’ 2

| : Rarely 1

15 " How often would you say. the help LS Always 4
,recelved from these persons:is - ‘Frequentlyd) 3
“‘appropriate ‘for the type of problem 4',‘Sometimes"@”# 2
-you are exper1enc1ng° o @& Rarely -1

1

SN L

G
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e

e

c1230 0 ver

a7 oz

. 7 | V04

8,9  twos

w0 wes

11 - 0 vor

“

s Varlable_f

" CODE’BOOK FOR ALL DATA

Description | ¢
subject I.D. Number .

 sex .

Lieta
Sk

' ;Marltal StatuS'fx’

Al

.Occupatlon I

ot

[

Tmale -9 T
Female -1 _rj,'

ﬁge (Years) ‘
' Not Reported - 99

' Married -"1° . v
f;‘Dlvorced/Separated - 2

Single (Never Marrled):

Widowed -~ 4 .

'“Common Law (LlVlng Together),f,iffﬂ

- Not Reported -9

- (2=5 recoded as 0 [dummy varlable]
@ for: regre551on analy51s)

2Years-of.School Completed

ZPNotVReported.-~99

g:*Present Annual Household Income j'

Under 112,000 -1 ;;’u
12 = 21,999 - 2
722 -31,999 -3
32 -741, 999 - 4
-42,000 or more - =5
"Refused'- 9 .
Don! t Know = 8 s

See

"Seml skllled
' 'skilled Crafi
. Middle Maha
~ Semi- Profess1onals,,
. Technicidfs - 5 =
'-Employeaﬁﬁ

-tNot Repq;ted --9

- S
Pyl

Tfﬁdes - 3f
: ,en% Skilled
,AClerlcal, Sales, Serv1ce - 4

__ rofe551onals - 6~ ,
- ~Self- empkoyed Profe551onals/—'7

221



Columns - ~ Variable - Description
12,13 ovag Cancer Type DURRE B P
Lo SefL .o - Buccal Cav1ty, Pharynx - 01
. . -, - Oesophagus = 02 ‘
... Stomach - 03 -fﬂ
- Intestine - 04 L
v Rectum - 05 Q_ _
L . .. . Pancreas ~:06 el
AL ."g'Gallbladder-- 07 - P R
e = ' Larynx = 08 . . :
Lo . e - -Trachea, Bronchus, Lung - O9~'“
3 I );.;,Melanoma'- o - .
LA | Bladder --11 ;1; _;]ﬁ_ e
. Kidney - 12. ' Py :
PN T - Hodgk1ns;-'l3 L : :
f;_TZ g S ..o .., Non-Hodgkins Lymphoma - 14 3
j}//g“'é oL T Multiple Myeloma =~ ‘15¢ F.
el T *.Prlmary Site. Unknown - 16
e Taro 0 “Liver =117 o
R, T e ,'”Leukemla-- 18 o
_.7Bone, Connect1Ve Tlssue -‘19
. Not’ Repdrted - 99 S

14,715 - v09 Month of Dlagn051s o A
SRR . . .January - 01 AR
Ve DS i e o' February --02
s "L .o Mdrchi- 03
, v et orapril - 04
© S +=——=_  May - 05 S
& o June o~ 06 . ot w Ll
o guly =07
.. .4 .. August -08 . |
s L , "NSeptember - 09 S S
= . ' . 'October = 10 A
. 'November = 11
December -..12° e
Not Reported - 99\ SR

'15"17" vio - Year of DlagnOSLS"f g -
. S - 'Not Reported - 99 o

&



e

u;édlumnse.,ﬂvariable“e"Description‘;

‘

.18, 19 - VIlA ‘_Ethnlc Orlgyn (1st)
e e ‘English - 01 '
ERREE - Irish - 827
Lo ‘Scottish = 03 e
5,_German:-=04-> R
karanldn - 05 S
‘POllSh -*06 ' Co
'~Dutch --07
Welsh - 08
‘Scahdinavian - 09 s
LCanadlan - lO '
Italian - 11 : _
“French-- 12" = = °
... .. . - ‘Austrian - 13 ' . .
... .- Jewish - 14 . o
"  Romanian .- 15 . o
Russian -16 = . . -
‘a‘"Not Repor%ed - 99 ';Uf'. e

20, 21 ¢ v11B Second Reported Ethnlc Orkgln" RN
SR B : : Code Same as. VllA T

22 . w12 Rellglon( <{_ ,.y
S - None "= O '
e AT . -Protestant - 1
v st - catholic -2
R | " Anglican -3

RTEE T \ Baptist - 4 . . o,
AL IR, Lutheran - 5 SR

'Presbyterlan -6 S
‘Jewish - 7 t R

. _Unitedi- 8 - CETIAE E R
'ﬁNot Reported 1,3,e/// I

\

23 V13 " Do vou belleve in the - ex1stence of a
A - : supreme be1ng° T e
o Yes ~ 2 RN o
L NO - 0 - S .
~.Not Sure -1 . = ¢
-"Not Reported - 9




"7rColumﬁs"orVariabIe.

VRN

e

Desoribtion;

: A

25 vis

N\ 26 V16

28 vis -

/ "'1"‘

jDo you belleve in

”"_No -0

S ¢ 3 you belleve ‘in. God;
©you feel to. h1m most of the ‘time?"

.‘;t;Sometlmes --1 o
© . Never z 0. - %

1f:;Race (observed)

: : '-“-,n < e
-a- form. .of life
after death? - Ly

Yes - 2 R R L

-

' Not Sure - 1

s _Not Report.e'd‘ - 9 ' g

how close doo

Extremely Close - 3 R
Somewhat Close -,2f :
’;FNot Very Close - 1
’ﬁ'Ot Close At All»- 0
o3 Appllcable - 7.
Not Reported - 9

v"About h&gtoften do you p):ay'>

"Very ten = 3

' ;Sometlmes - 2

" Rarely - 1

]Q&{Never -.0 A
' Not Reported -'9= ;.~£fa1

v

About how often do you usually hire

»%contact with a clergyman?

Frequently -2

~

zﬂNot Reported - 9

s,

izHow 1mportant~ls rellgldh ‘in. }elplng
f—you ta. deal with . you ?lliness7 o

Very Importan """ 2~y ‘
Some hat ' Impor ant-- P
.Not Important - Om‘ L e
: NO "'R'epo‘r't:}i. - 9_ e IR .

Whlte -0
Other - l



Columns -

2331A:

32

34

S R ”Over .sthe '

vy e

Vafiable;iffbeécription_ﬁjf'_Vgi E-Sw,'ﬁtg'

ﬂ.¢épf;’7‘,L'0ver the past two Week how much paznh

'have you- e;per1enced9 L
e A Great. Deal -3 e
W - . A Moderate, ount~-'2'

' e ' Very thtl 1
None =~ 0.-

'Not Re orted - 9

e,

past "two‘»-weéks-:*how“
o LY 'frequently “~“have you  taken - .pain
S : medlcatlon° ‘ . Lo T

( o Daily .- 3~ .

.Frequently'— 2 R
UOcca51onally =1 }
. Never - 0 - g' ' REDTINESE

Not - Reported -9 _/,_."
\'Z7 At the present tlme would you say you .
e ‘are = able . to. manage , your dally.
‘personal care. § : g
- Unassisted - 0

- With Mlnlmal A551stance - 1

“[Wlth.a Great Deal of
. - . ASsistance - 2.
L “With-a. Great Deal of
i ' Assistance - 3. e 7

‘Not Reported -~ 9 ‘.z C

,_-At the present time, how much of the
o vday are )ou confined o bed’ B
e All bay - 3 R

"  Most of the Day - 2 .

. Part of the Day'— 1
- None of ‘the Day -0
‘Not Reported - 9 .

v24, ‘On a. scale from l 7 how llkely .are’

. you "in. general to seek out. ‘and ' use
‘the suppogt’ avallable to. you: “from
famlly an frlends when _you™ have a

: 'personal problem’ _ o :

WVery'Unllkely o "11* 3

S Not Reporteds




226 .

 .pescription’

]

‘\‘:‘

'gIn general how llkely are’ you to seekf ]~
~ out anduse help from the health care -
jsystem when you haVe;ja- medical

v

.v{problem? AU N SRR ﬂ.ﬁ,f

"ﬂ

-l 2. 3 .4 f¥75-59561 “7sz
',TVery Unlikely L
SR Not Reported = 9 & =:f1'f¢e

: N
Very leely



|~ romal social Support Index

"“Coiumns;

36

38 & 39

40 - 41

; vzs

N

'3Variablem

ver o

| V28

V29 ‘-

~ Deseription T

1

Do’ you have a partlcular person in”

the health care system ‘Such .as a:
g 'doctor, ‘nurse, - psychologlst 'or;».
“;-volunteer worker whom you: feel you
.+ .can-count on to: help you - when you -
. are experiencing- problems"'

‘v:Yes - 4. ,’-'_:. el
- Nog - 1 R S
.‘_Not Reported-- 9

(If yes to V26) leen your present
-state_ of health how ﬁrequently
~would- you ‘'say -you.- rely on this.
rperson for\help with- problems you
are exper1enc1ng7"-A+.

' Constantly - 4 Uf"f_,,_“
~ Frequently -'3 L
" - somet fes - 2 : P

4

‘ fRarel 1 . ;_'_»f,y
- ggot Appllcable - o

ot Reported - 9

ﬂf(If yes to V26) How many contactsi
" have .you had with thlS person over
.the past two .weeks?:

' Actual Number' O_Or}t'
- (Recoded) 2 or
: : oo 47 0r, : .
o fwwz,:’,ev 6 or more -4
¢ Not Applicable - 00 SRONE
- ‘Not Reported - 99

U Wi
9
u N

many other . ’persons in.
h care system would you,

you

present t1me° _ o
Actual Number 0 or_i -1

3 -2

r' 5 - 3,

. - 7 6.or more -~ 4

_ Not Reportegh.- 99 'fﬂ\

4

the .
say
ely on for help ‘at.  the:

©



" Variable ' . Descriftion .
PR e n; IR

a2 N3O 5L (If response (to V29 i
D T ffrequentlY‘ dp - you re

o loe o A% " persons for help? - PR
e /”, LT S Code san# as. V27 »1'7' {_“,f‘-

43 - 44 .v31 T 6. (I respons to V29 ig NOT 0) How
' Lo ... mhany  conta ts have "you had with
o , o 0 . these’ persons over the past two-;fﬁ

T e ST A SR 3f“weeks° P : : ‘

. o CL Code same as- VZ&

,,

-A'h45fa ' o VBZ;-’Ti’ 7:“Overall how often would you say,‘f

NOT 0) ‘How .
- ons thtse. . "

:,tﬁht the help provided by persons;"55

s . <+in. the’ health ‘care = system .is:

, R S [‘_-'_v.enough for your partlcular needs?
@ S SR . Always = 4. : y
R . ... . | _.Frequently = 3
© e« .. - . Sometimes f‘2
. "‘;v3Rarely -1 : oo
‘fNot Reported-- 9 v.]‘=’: ‘] SRR

ASM*, 5,_ V33 - 5_7 fNBQTHow often would you say that theg"'

 help you receive''is approprlatet£L?
for the' Partlcular problems ‘you S

-are experlenc1ng°-'; L SR
' F Code same as; V32.: '
47 ¢ - V34A . ervices Utlllzed and If Helpful
LT e ome ‘Care: Program (Used) ‘
- Yes -1 . et
No - 0',Q - e
Not Reported -9

48 .. V4B . ‘Helpful ﬂj' "; .
SRR , S R Yes - l ‘.';" P LR
No -0 . " - o ;TN
:.Not. Appllcable (If V34A is 0) <A77
Not Reported 9_t IR

.49 U N35A L, aAldes to Dally L1v1ng

“so  v3sE - ' Code same-as V34A & VI4B.
N ,'Sighf 'ItiV363°:’d;-.:Homemaker SeerceS : -;dﬁ~>- e
S s2 . v Code same. as>V34A &8 KRy



o e e e U 22e

e

'5ColUmhs,'}ivariableur‘ bescription'.

e [ T o,
R Ve ST
537 - v3tAa e ;_ﬁfMeals—On—Wheels e D

54~ .. V37B ' Code same as V34A & B( - '
.55 . MV38A--f_'» Self -Help or Mutual aid éfoupS’”
.56+ V38B .. Code same as V34A & B

57 . .5V39A7v' S‘d VlSltS From A Tralned Volunteer o e
58 . - . V39B° . 5 Code same as; (V34A & B RV
Z59.* . v40a : Nutrltlonal Counselllng ) ' o
60~ V40B, = Code -Same ‘as V342 & B

61 V41A - clergy or Pastoral Care wOrker .
‘ o ' ' Counselling - : et

L

62 v4lB - _j Code same as V34A & B

63, . V427 - ,. Psychlatrlst Psychologlst or Mental
R ' Health . - ‘ : .
64 V42B Nurse’ Counselllng

i
3

;65-3,'J' .V43A“rb . .Nurse. or Soc1al WOrker <}ff3
66 - V43B ' Code Same as V34A & B

67 . V44r. Legal or Flnanc1al Counselllng
68 . V44B 7 - Code Same as V34A & B .

BTN 7 N ’

69 T ... V45A .. -Relaxatlon or Stress Management-
— - RS 'V’Program SR o

70 . v458® - Code same as V34A & B. o

71 & V46A . Paln Control Pkogram e e
‘72 .- - V46B . - "T.. o Code same‘_s V34A & B BT R

-

. , SR A A Others’ ‘Not LlSted R =
73 o V4T7A - Number Used o0y =0
e o - '. : L 1 or morq -

74 - 'V47B 'Number Helpful: -0 . -

' o S o T 1 or more -

75 " . v47c - Number Not Helpful: 0 -

: ' - ... 7 1 or more - :
- SR S  Not Applicable (If V47A is 0) 'V47B ;
, . £ and V47C are coded 7 e

- . o" ] R . i
) : S

dr—_—w—-io»—-\o

SR



I

.

. A

; Inforﬁhl Soc1a1 Support Index Tjj.ﬁ

- v.r L

‘columns

76

10}

' Varlablev'v

AN

- vas.

V50

V81 ¢

Descrlptlon \ﬁ;jwjf_ _f I

3'1,

Qo you have_;a':spouse ‘or one
partlcular person whom\ yeil
el an count on for helv;f~
‘need" it? ST
Yes - 4 ‘ R P
“No 5,1 e
Not Reported _,9

(If V48 is: yes) How frequently

o would ‘you “say you rely on this
; person for practlcal or: emotlonal

3.

";;~Somet1mes - 2

- help- w1th
exper1enc1ng? _
iConstantly - 4
Vququently - 3

- Sometimes - 2
R Rarelyv- 1 .
" Not Appllcable = 0

lf.iNot Reported - 9

-~ family ” members,_

"Actual Number 0or 1 =1.

(Recoded) 2 br 3 -2

:__.ﬂ 4 or 5 - 3

: e T 6 or more - 4
Not Reported - 99 '

%,

probl%ms " you . are-

-

How many other persons shch ‘as -

frlends -,yor.1“
o nelghbors would ,you say ,you ‘can’
/.rely on’ for help when you need 1t?

K

(If response to. V50 is not O) How'

frequently ‘do you rely on- these

~persons. for help? - . LT _@;k

‘Constaritly = 4 ° '/«‘;_‘Ai-’"

Frequently -3 =

‘Rarely - 1 » CEe
- Not. Appilcable - 0
Not Reported - 9 .




o =1“1.-' g LT L e e
EROR P EE - 231 T
'lh‘ . . o r 4 ("‘:» . < o j

Colums  vVariable  Deserfption . .

QEEQ_% Si. . f‘i: "!ft.';é:.x:?:rﬂi“”-fd: Tel
T 7 '5. How many ~of .the following
";',relatlves re51de in the Edmonton
SR L . .- area‘’at the present tlme.‘._ . e
1 - vSs2Aa ‘i,  spouse - Yes I N 50-"'4_ _
.20 o VB2B . o Parents Y R
3, 4ny.v.dlvéch;”’5d“’.'; ;‘.children ‘
"f\v. di | SR ""“‘,i T' E S U

o ot iy S 0 2-0r more . -
v%, 6 .. v52D: = I w"Brother/Slsters (T\xf
o e e code +same “as - V52C
7, 8 VS2EL o n In laws :
I . " Code ‘same’ as - V52C
©9,.10°." - V52F: N 'Granchlldren o .
L B Code same as’ VSZC "
11, 12 V52G H_."Othersra'fvg S
... . ... %  Codg same as V52C
~,1 o - et T /Not Reported -v99

3
HoNRO
]
stpbhaojh
e

I
N

8

- 13,14 . V53 - 6._Is the number of relatlves 11¢1ng"

R . - .. in". the Equpton~'area now -more, - .
-[less or: the same . as: before your“:

,lllne559, N :Wm;.l BT h" SR

. TR o ‘ " .More - 40 S

Srey o f'TLess - 10 e e heoh

e R : “‘Not Reported = 99 S - ._’ L

15, 16 . V54 .*- 7. How many . v151ts from \famlly'

: : SR *. members have you had over the past
V;tWO weeks? L TR
gt Code same as V50 o ',"' A
17,18 -/ .vs55 - . 8, wOuld you say you . seegyo&r fam;ly' .

SR .. more, - lees ‘Qr - about.: -the same -
amount., now ' as compared to before

"your 1llness° . o R
SR More ~ 40 S e T
o  ‘Less - 10 j\; s e
ERRR - Same .- 25 .. Lo
T ' A.ff;Not Reported - 99 _ ‘




-

©19,.

S

21,

23,

25,

27,

230

- Columns.
T

26

22

v:Variable_

VST

?ij'Vsz“

o

d'

uf,Description -y_j;j;gjf'.ﬁ),'f.h;g-
N . - D e

V56 s

=\9 How many good close frlends do yqu
SN havef&Ivlng ‘in" the Edmonton' area
a@ the present tlme? ‘ :
Code same’ as V50

"10 wOuld ybu say you have more, 1essif“

(’ u" . ‘..

;_HZ How many telephone calls have. you N
."had, from<£;;ends over the past two -Jﬁf:ﬂ*

'or about the same number of" close
“friefds © ligfing  here ‘now . as
‘ compared to before your 1llness?
, - .*More -. 40 P s
-.gr ‘Less.. -107 -1;,f]u,'- R
’ Sameﬁ- 25 'ﬂ [ U
) Not Reported - 99 SR TN

r'(‘.\ .

;- from. close frlends over the past
j» two weeks? - ‘ AR
vﬁj.f' Code same as V50 ;"'fuj-"

I Y

.weeks? -
.7 . Code s e¥as VSO

°..

__frlends more, :less or about ‘the-
- same- 51nce your lllness° L
o . ‘More = 40 q_ T
“fﬁ Less - 10 L
Same - .25 :ﬁ"“ R
Not Reported-- 99 :f “[ﬁ'

-14]-Overall "How:. oftén would you say
'~‘you recelve enough help from your:
. .. 'spouse;. famlly members, frlends
- Hand nelghbors? . .

' Always - 4

”;Frequently-— 3

. '[Sometlmes -2

« . _Rarely -1~ o4

T’J .

e 7,15_§TNot Reported -9

chlS{]How often would you séy the help

. .received . from' these . persons. ‘isy
:}appropriate for- the type of: problem
'you are-’ expenlencrng?

LT lvays - 4 .\wqiﬁf-y o

4,fESometrmes %‘
©Y Rarely i. | .”
Not R port;;,ﬁ&;z.ﬁu

"ll 'How .many" ?151ts have “you = had 3

13 IWOuld you say you see your closen%f



"_;c°1umns

31 .
32

33

34

35
36

37

3_'8';

AV

ves 3.

”*;Reverse'ltem ‘ | .
. - v None ; . ) - . O] v All

V66w 4.

. ver . .5l

ves 1.

\¥

: i EEREEE S
Functlonal L1v1ng Index R

vVarlabLe - Descrlptloﬂ

V63 é',i;'
o

e

. V64 o 2.

Code
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S e . . . house.in the past month B

R L Code same as; V63
;14}‘Rate how often you feel dlscour-

‘ aged about your’llfe.n_,
: Code same ‘as V63 . ~£" h
15.;Rate 'the degree td wn;chp your -

' cancer. has - 1mposed a hardshlp on
_ ‘ ‘those closest to you in tﬁa past 2,}
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How . f much time - do - you sPends“:
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