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'made for future research endeavors.

* ABSTRACT - -

.

'4¥§ 'This study -was 'conducted' in order to expand - our

knowledge ~ of the prodess X adaptation to physicai
disability by the spouses of the disabled. Ten women, whose

husbands hdﬁ become spinal cord 1njured after ‘-their.

marriage, ‘were 1nterv1ewed uSing an- open- ended questionnaige

";format.tl Sixteen major themes 'emerged frOm the content

analy51s of the 1nterv1ews, which was performed u51ng the

‘phenomenological methods of Giorgi (19757’and Collien and

. Ruiken (1977). 'Among the major themes were;fear of death,

control_nof‘ her emotions, assumption' of ‘protector role,
denial of her needs, importance' of support ' systems,
stability and control achiéved through,routines{ Eoﬁhitment

to the relationship; burden':of responsibility, .sexusl.

adjustment, and 'personal growth. E?heSe were examined and

*discussed in the light of stage theoriesixof 1adjustmen§E .,

Maslow's needs hierarchy, and role ‘theory, vith a view

illuminating the need for services for 'the non-injured

family members.

Implications of the study for medical rehabilitation

and rehabilitation psychology were discussed and suggestio

. ’ ¢
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B f975) ! Accordlng to Paquette- (1976)

Chapter 1_

e T ;f Introductlon B

l'

Physxcal d1sab111ty 1s a fact of 11fe for a 51gn1f1cant

‘.manorlty tf~~ North Amer1¢ans."; Without : spec1fically

de11m1t1ng the term "dlsabled", estlmates nevertheless range

as h1gh as . 10% of ﬂth North Amer1can popiiatmon (Cook

e'g Canad1an

"‘Rehabxlltat1on Qouncil' for the D1sabled estfmated ‘that one

C Jn seven Canadlans is. severely d1sab1ed ' Onef group of

A : LTS

severely dxsabled persons, those w1th spinal cord 1n3ur1es,

\:
- are. est1mated to be 1ncreas1ng in the u. S. at the -rate of

404000 new ‘cases each year (Bray, 1978) .of which‘almost

Sfoﬁr ,outw\Vof f1ve are males (Trieschmann,'.‘1980).

_Proportlonately similar" figures'are assumed for Canada but

fno accurate records exlst.

{?. B

Although the" number of severelyﬁfﬁisableé ind1v1duals;i'ﬁ’

has rlsen substantlally in the last 20 to 30 years (Cook

1976), 11ttle publ1c attention was focussed on th1s groupj
unt1l the 1970's. At that time, 1ncreas1ng numbers of young;
disabled _veterans of the V1et ‘Nam war began demand1ng a’

better deal. Society,.and eSpec1ally'govern1ng bodies . were'

~mbeseiged"with’irequests, to guarantee quallty educat1on,

" the right - to those th1ngs which most. people take forﬁ*fﬁ

adequate hou51ng, and jobs for the d1sab1ed - in essence,

granted. ‘Public laws were: subsequently passed guaranteezng

access ‘ torv public eduqatron for. handlcapped‘ chlldren

>

I
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’HER(Educat1on For All Handlcapped Ch11d?en Act, U §. Dept; of

¥ N

,Health, -Educat1on and Welfare, 1973) as-well as basic’ c1v11

rlghts for all disabled persons.

" With 1ncreased awareness of the phys1cal needs of the |

dlsabled o there has also been. a renewed 1nterest in the

: psychologzcal well-bexng of.:persons. with d1sab111t1e3“

(Boone,' et<a1., '1978; Dembo, et al., 1956; Morgan & Leung,

1980 Welnberg, 1978; Wright, 1980) Cons¢derablo effort_

has been expended towards 1dent1fy1n94 the correlates of

"sUccesefuI. adjustment* to d1sab111ty --and  suggesting
ﬁeffectiﬁe-:intervention ‘strategies (see, for example, af&i,

'.1978). Trieschmann -~ (1980) has done a thorough job of

: R . _ N
summarizing ‘and critiquing the - literature pertaining to

psyehologicalT}adaptation,.to éépinal' cordininjuryv by - the

’:i;d;eabiedf.individnai, including discussion of'mettholoéical
'problems. Concomitant with the §tUdY1fof ‘the ‘diSaBiedl"'”

individual :and’-pfoblems of." rphy51ca1 and‘.psyohoiogiéalf

oz

'adaptation;'has been some- recogn1txon of the role ‘that;
soc1etal att1tudes and values play 1n ass1st1ng or thwartzng
- 'successful adaptat1on ‘(Suseman, .1969; FWernberg, 1976;
”iWright .1960). ‘]_ _ "" | 1kaf: N

¥

Much of what has been wr1tten about adaptat1on ‘by the
‘ 1nd1v1dua1 1s st111 controversxal in need of reflnement and‘_~”
“'more carefully contrdlled study. " There-" 1s, hovever, one""'

"major fa111ng 1n th1s part1cular body of 1;terature:' the

viftual absenee' of con51derat10n'for the effect of”éevere

‘?diSabilft§,upon other;family'members, especialiy3tne.spouse;;

. Tops
LN T

e e e e
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Purpose of the Study

The. primary concern of this Stud§ uas the effect upon
spousesfﬁof sudden,,ﬁsevere injury resulting in'permanent
disability of their ‘mates.’ . The form of disability in
question was paralysis (either paraplegia or quadriplegia)
resulting,from'traumatic spinal chd injury. It has been
,pbointed -out ;that this type of injury occurs primarily in

‘males (Trieschmann, 1980) in the 15- -30 year age rapge (Cook,-

1976). Those in the upper two thirds *of this range are_~

certainly of ‘"marriageable" age and one mlght surmise that -
, Ly \

the effects of such a disability would have far reaching

effects on one s ab111t¥ (percerVed or actual) to functlon

{

v

~as husband, father, hrEadwlnner, etF. For those who “are.

.Qalready 'marrled at 'the time of injury, the problem is not
~only the1r 5 but must be dealt with by the1r wives as well.
Therefore,y.the} purpose of ‘th1s study was to examlne and.
descr1be the process of adaptatiOn to drsabzllty by _the
wives of spinal cord injured (SCI) males in situations

where the {nﬁury oocurred after marriage and resulted in

seri i ermanent b t ; irin ~
~serious, g d1sa ility requiring the us/,‘gg a

wheelcha1r ThlS group ;ﬁa'* “chosen becauseu they ubre‘

| expected to be ma1n1y young adults, essentxally in the pf1me

V of their 'adult lle. Thelr husbands were by and large,

healthy® and act1ve w1th1n the" l1m1ts tof thelr d1sab111ty,‘_

without brain damage and w1thout concern for recurrence of
the traumatizing incidept as might occur with stroke or

heart attack victims. - | N L

¥ ' J
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In addition to describind?the'process of adaptation to
disabiliéy;;an‘gffort was made ‘to,7id;ntify the salient
faéfors‘ which i:fluencéq. the wé}é in which these women '
responded to the -siﬁuatidn' and hoé 'théy felt within -
themselves. Of necessity, thé étudy was‘dé5criptivé, since,
as ,the literature review will feveal, vittuallx nothing Qas

written about the area.

Importance of the Study

3

‘The géneral bractiée of psycholpéidal counseliing has

recently leaned toward a systems apprdach,'operating under

the premise that one can better understand and - deal with

«

one's problems in the context in whith they occur (Haley, P

1978)." This has resulted in the inclusion of varfious family
members in the counseiling sessions in order \gpat the

psychologist (or other helping professional) may uﬁderstand

"the’interpersbhal dynamics of the prdblem or situation,

thereby aiding intervention.

Why, then, does this approach not seem to have included

.wéig' with SCI males and ' their wi#és?“Buscaglia;(1975)A

discussed the importance of helping parents to cope with
disability in one »of their children, and Vargo (1979)
stressed the importance of family;'invol&emehé vin the
rehabilitation of disapled"wives/mothers. Yet, typical
attempts to involve family members in the rehabilitation

proCesS‘fhavb focussed mainly on .information giving, coming

L

o
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at.or neer the end oi the patient's hospital stay(Rohrer, (et
-al., 1980). A notable exception described by Bray(1978
involved;h pre—discharge observation :_and assessment of
families during- a tdp day resideney in hospital—owned
cottages.r The three fécets of assessment 1ncluded knowledge
ané information; practices or behav1or5° and family
attitudes. One is left with the impression, however, that
such an epproach was localized to the particﬁlar
institution.

In Canada,A the absence  of. personnel trained
specifically in" rehabilitat1on ,.psychology means that
considerable on-the-job training and iexperience ‘wonld‘ be
ne;essary_before the psychologist developed a "feel" for the
problems. . Lack of an,;apprbpfiate"model, shortage of
psychologists in rehabilitation-units, ‘end'.de-empheSis on

the psychological-aspects of disability‘by the medical model

of patient care mean that 1nadequate service is available to:
the disabled ifidividual, as well ‘as to hlS spouse or other

family members. To put the problem in cont‘}t, let us look

at the largest spinalﬁcord rehabilitation centre in Canada,
Lyndhurst Hosp1ta1 in Toronto. In A1981 there was one
psychologist for 75 patients (Sterlrng, 1981) This meanf
that only the most worrisome 1nd1v1duals, those identifieé
as problem patients were attended to and that post
discharge follow-up and family involvementlwere impossible.

_The ratio of psycholog1sts to patients may vary from one

" .4nstitution to another but the '~ problems of inadequateLt




jtraining and shortage of personnel are likely universal in

Canadian institutions.‘ K Tu : By | da-‘
-Graduate training programs 1n rehab111tat1on psychology

are currently being developed by at least three un1vers1t1es

1n=Canada (McGill, University ‘of Brltlsh Columb1a, and

* -

University of Alberta). WhiIe the main thrust of these
. programs may be at understandlng the effects of dlsab1;1ty
-on the 1nd1v1dual, it rs hoped that an understanding of the
effects on other family memberslwill bevgleaned from studies
such as this ohe,‘enc%uraging a more ‘integrated approach in.
the future; ) |
: The'importahce'ot the present study is twofold.' First,
it,provided'some insight into the process of adaptatibh from -
the perspective of the wives of SCI hales, both in ‘the early
stagesy -and 2the post-discharge - phase;h where it was
/7 ahticipated the'bulk_of the problems would occur.drlAs~ a
subset of this problem, . it also highlighted the aeed for
early and.contihued inclusion of the.spouse ito 'aSSistc the
coupIe= in’ their mutual adaptation to the newv s1tuat10n.’

Second, the study suggested specific problems or areas for

o

g

future research& problems‘ wh1ch can be studled under more -
ﬁcpntrolled cohditions in the hypothes1s testlng trad1t1on'
(Campbell & Stanley, 1967).

A study' of this. nature, gatherihg subjective data.
through means of seui-structUred interviews, would ideaily
include a large number -and variety of subjects:who.meetu'

certain minimal criteria. These requisites were adhered to

[N

T e e e e

e e s

T R R o Lt e



as much as poss1b1e w1th1n§the constralnts of ava4lab111ty

of . subjects, as d1scussed in the Methodology chapter..

The literature rev1ew‘demonstrated that no 'theoreticalL\

context had previously been developed within 'Which to

formulate hypotheses. Suggested areas of importahce in the"‘

'process of' adaptatlon to dlsab111ty were extrapolated from.

EY

‘related l1terature, 1eav1ng an _1ncomplete picture of

3

'°§otential . problem areasiu As there seemed no. viable way to

study -this ‘group of’women'adequateiy using questionnaires or

rating scales, the semi-struttured ihterview method was

- chosen as a data gather1ng techn1que, the data subsequently

' belng treated accord1ng to the. . prescrlbed phenomenolog1ca1_'

~method of G1orgl (1975) and Coll1er and KU1ken (1977).




' The literature .on adaptat1on to disability can be .

class
react

most

5;1nd1v

devas
famil
insig
sourc
quest
three

as th

the most widely discussed.

Emot1

Chapter 2

Literature Review -

v

ified into . toughly. three categorles' ‘emotional -

ions, oeeds :saﬁisfactdOn,“and roles. The emphasis of
authors lin\ this area is vsolely on the disabled
idual-\f%ittle attehfion "is paid to the potent1ally
tating effect that severe disability can have on the.
y_~and "especially the spouse. Of' necesSityV'theq,.
ht'ihto_ehe problem mustjbexgleane, from a veriety' of
es,_ ééme - of .which are only indirectly related to the
1on of adaptat1on to d15ab111ty by the spouse.j The

categor1es ment1oned have been 1dent1f1ed in the past

ose most sal1ent to.;he-problem, and' are, therefore,

] s

onal React1ons to Dlsab111ty

that
stage

until

. Wr1ght(1960) Fink(1967) ’and Bray(1978) have postuleted‘

_the disabled individual passes through a number of
s or psychological phases from the onset of disability

some point ak . which the person would be Judged

"adjusted" These stages correspond roughly to those‘ of

Kuble
Table

are

r-Ross{1975) -on death and dyxng, and are indicated in
/

1.

D1fferences in term1nology as1de, these
Rl

essentlally the same in that they suggest a trans1t1on

hree proposals;
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o ) : D ‘ : Table !

Stages of Adaptction to Physical Disability

o
Wright(1960) S Bray(1978) © . Fink(1967)
Stage Phase” . ~ Stage. Phase . Stage = Phase
L.Denial I.Anxiety - -+ I.Shock .
' . A.Fear | - A.Panic
= L B.Denial B.Anxiety
C.Bargaining C. Helplessness
‘ , D, Depre551on
a N T : . :
II.Mournlng ‘ I1 Accommodat1on - I1I.Defensive Retreat L
A.Hostility : . A.Mourning - A.Indifference/
. , . euphor1a '
B.Depress1on;. B.Resignation . B.Low anx;ety
'~ .C.Compromise. ' '
111 Adjustment -+ IlIT.Assimilation 111 Acknowledgemen;
3 ‘- ' (acceptance) ‘ '
"A.Enlarging the - ~ A, Reconstruct1on ' A.,Depression
scope of values ‘
: - B.Subordination Integrat1on ‘ - v B,Mourning
: - of physique ‘ - ‘ -
i " C,Containment of Acceptance S .-C.High anxiety
i disability effects . ‘ . .
H R Q,Transformatxon
: ,of values ,
L
§ ¥ . IV.Reflux i IV, Adaptatlon
i I -return to any A.Reorganization
§ PO ‘ former stage o B.Restructuring
% A . v : _ Values
E > . R L4 3 . : -
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///N\ or ptogress1on from early reactions, of den1al ('This” can't

. . be happen1ng to me.f) to. mourn1ng ("Why me?" ) and f1nally ;o

some measure of .acceptance .of oneself as a person with a
disability. Eachiacknowledges the var1ab1l1ty of t1me spent
at each stage but. postulates that successful adjustment"
reqU1res passage through all stages.

As wzth most stage theor1es, there s controversy
!‘,

surround1ng the three positions, espec1ally those of Bray’

and Wraght. Cook(1976) has'presentedvev1dence suggesting

-_that neither mourning nor depression may begnecessaryd~steps:

"~in the prbcess 'of adjustment- that, ‘in*fact, spinal cord

injured (SCI) pat1ents may only learn from staff fattitudes

and reactlons that mourn1ng and depre551on are expected In.

\

- 4; support . of this . view, Trxeschmann(iS?Bé stated the

ffollow1ng "thereqisrno ‘research whlch demonstrates that

et Y o

chesé stagesﬂ'of adjustment do occur, 'and, in fact the

\ .

"research suggests that depre551on may be assoc1ated w1th a

/ .
less successful adjustment to splnal 1njury (p.70), In her

~”rev1ew and crlthue of stage theor1es of adjustment,

Trieschmann(1980) aptly bo1nted out that empzrlcal ev1dence'
(

for }such g&eorles is[ either questzonable, due to

W , .
methodolog1cal problems; controvers1al as a r;sult of vague

def1n1t10ns of termsf,or non-existent.

=~

Controversy : notnithstanding, Bray(1977,1978) -also

L .proposed that the families of SCI' patients followed A
T s '

s;milax pattern of adaptatlon to d1sab111ty as that of their

8

f §ome“ﬂd%ferences dxdxuoccur as Lshownv in. "
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} - </ qugesfFollbyiﬁg Spinal Cord Injury (Bray, 13

3

Stage " Phase

TR
»

I.Anx1ety ‘ . 0-9 mos.

.. A.Fear
B.Denial
cC. Bargaxnlng

D. Deprass1on/

AT

PR i £

S N T

II Accommodation e
B A. Mournlng
B. Res1gnat10n

- o c. Compifmlse.

o~ _ : A, econdtructlon
N ‘ B. egration
N .~ - C.Acceptance

Y. S

- Table 2
i Patlent Adaptat1on - Time ..

. R
- Stage  Phase

- I:Anxiety

~I11, Ass1m1lation i 25 mos. to life

11

. Family Adjustment

P
<

“'wDepress1on
D.Mourning

il;AccommodatiéL'”/-

A.Compromise '
' B;Reconstruction.

(IIT. A551mllat1on

: ) . “
v B . W
- - A
)

»

A, Re1ntegrat1on
‘B.Acceptance

# ! )
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iTable_ 2. The basis for his’ n proposal ‘stemmed" from

(

‘1979;_b'Afflitti & Swanson,, 1975 Shambaugh & KanterJ -1969°"

observations of fam111es at the Georgla Warmf,Springsf

Hospital and‘Georgla Rehab1l1tat1on Center (Bray, 1977).
Abou‘ ‘he families of SCI patients, Bray said,

‘The family of the sev ely disabled individual
. experiences many of the s emotions, cqncerns,
~and conflicts as the .cllent. They progress
through developmental stages. that parallel he}

\\ adjustment process of +the client. These sta _
are not -envisioned as mutually exclusive w1th
separate _and ~-easily identified - boundaries.

Interfaces may occur between aspects of any or all -
stages; ‘however, a natural and logical progress1on
has been observed in’ 180 families studied (p. 237).

There is some ev1dence that, left to their own 9ev1ces,,
some families  do not - follow a r"natural and -logical

progression""'towards ”succesafﬁl adaptatlon (Bex:ezowsky,'~

>

Peterson, 1979). “Instead the emotxomal reactlons whlchﬁ

.

spouses exper1ence;may be overwhe1m1ng and proh1b1t1ve ‘of.

any progress1on ‘without - 1ntervent10n by out51ders such as a

‘fpsychiatrxgt psycholog1st or other profesS1onal tra1ned to

deal w1th these react1ons.‘. -' S N

Upon learnxng that one's spouse},ﬁas 'beenzjaerioﬁSIY"

1njured the 1mmediate reactlon is.' fear';of aeatn

(Berezowsky,'1979 Bray, 1977) Once it has .been determ1ned

L ¥

that the clxent will not dle, concern is, shafted to the care‘,'

g1ven by hosp;tal staff (Bray,1977) and the mod1f1cat1ons 1n‘

dally l1v1ng neceSSary to accommodate hosp1tal v1s1ts and an

altered 11fe style (Berezowsky, 1979) For some, thzs' may

- C~,mean'wa -shift in deolsxon makrng"- control “of f1nances,-

5

13
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'res1dence, or a host of other changes. In any Case,"a new-_ ' -

>

”pattern of 11v1ng w111 develop\for both client and spouse,
one wh1ch may or may net g1ve each maxlmum satlsfactlon. ,
w Hart(1981) recently studled ‘the szgn1f1cant others of;s

seven SCI cllenfs, two females and flve males, 1n ‘an effort
4 _ —

“.:}, T - '\to;ident areas of<common need The study focussed on the ff?-‘
L very early d of hosp1tal1zatlon (five to .40 days after :,f

.. injury),. p1npo1nt1ng eariy react1ons of. persons closest to
the elients. Z}fentzally these people wanted to feel
f

invol&ed and helgful to the client but d1d not deny\t e need'
'ffifor 'i?enting’ of theJr ‘ fears -and ganx1et1es,_ and,

P

tﬁerefore, the need for SOmeone other than the client toh

L; whom they could talk . Needs fo; 1nformat1on, hope, and

o emotxonal 5upport were paramountf ' _ iy

4A”'j *1rtua11y nothing has been wr1tten about the r

spouSe. ’ fam1lyf members ini the pfocess',of

rehab111tat1on.\'ThL1r part1c1patzon (or lack &

the. learnlng 3 ngw techn1ques for dre351n , transfer,

wheelcha;r mob111ty, etc. likely depen?s- oni‘. v :

N ) \_': factors} 1nc1ud1ng the w1111ngness and availa 111ty of‘staj;buf‘

| ‘T.ass1stance, acceptance .of famlly part1c'pat10n by l the~~
1 - _-"client, and their 1oyn _recognition C the need for such.

\ - L

ay(1977)

g RN o ~,trainingy emph hat whlle the famllgg

'displai den1a1 of the‘ reallty of permanent phy51ca1
~d1$a 111ty, they may "refuse to deal wlth staff members uho.;z

Kc nfront them w1th the rea11t1es of paralys1s (p.237), This .

" was: not ev1dent in-Hart' s(1981§ sample, however. Most;feltegex.

J ‘ ap P s
) . ) . : o




anx1ous about 1nadvertently harmlng the cl1ewt and expressed
N

t

i Cf{-' _ a desxre fOr 1nstruct1on ‘and 1nformat1on.'_,v Co txgjﬂ;~fh
ﬁ J o . The length of time that, 'an SCI vcllent'ﬁis_ inltlally
. o hospltal1zed varles, con51derab1y but may range from about

| | three months to nearly a year or more. _Whether the client B
goes -homev:or ~to .some, other '1nsq;tutiqnal ~'sle".f:“tir'xg.'whe‘n
. physioal rehaﬁilitat;on is more or less- complete‘ 1iSa

sometimes. an awkward dec151€ﬁ; In1t1ally, the expertat1on ;’

] | ‘would he that the client return ‘home if at -all possxble.
K& - Assumang that life for both client and spouSe has settled
-"X\ o 1nto SOme acceptable routlne dur1ng hosp1tallzatlon, theif
: : __\; ' sH1ft requ1red 'in. having Ithe cllengxat home may be very
/

. -
.

unsettllng. .Faced w;th respon51b1l fdr a11~ aspects of "

' ass1stance to the dlsabled indivi ual’prev1ously prov1ded by '

'hospltal 'staff a var1ety of react1ons mlght be observed in

-

S tegular d1a1y51s to ! cleanse lmpu l;ff. rof“*“’*“fivse;fifﬁ

-1'usually ;n the order of three tlmes per week It 1s a ‘tlme~

o e A

.‘consum1ng procedure -but one 'whlch ¢5n{ be done at home,

assuming the ava1lab111ty of: equzpment and someone .traxned

N

in' its i'app11cat1on. Th1s respon51b111ty usually falls to
the spouse and. the 51tuation may, 1n some ways, parallel

that of the SCI cl1ent returnlng home, requ1r1ng health care

forbm the spouse.f- ’

; , - L ;.Aggordxng_j_o' Shambaugh fand;Kanter(lSGQ),jthe,initialn'

s o
- LT
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: reactlon of spouses 1n the‘{T:tudy hwas 'one- of panic‘ and
ev

[

denlalv,assoc1ated w1th ence of the serlousness of the

//'
handl1ng offpthe d1a1y51s equlpment vould result in death
(also Streltzer, 1976). Stress manifested 1tse1t in several
ways, Wzves of home'hemod;alys1s patients vere descrxbed as

o,
exh1b1t1ng depress1on-* anger and hostllxty toward their

o spouses, about 'whzch they often felt gu:lty, feel1ngs of

helplessness, frustrat10n, and dxsappoxntment- the sense of

bav1ng a full tlme burden, and a sense of loss»of 'lee as

it used to be"(D' Affllttl gﬁ Swanson, 1975' Santopietrc,

«

adaptetionlof tﬁ%; couple" Bf hemodzalys1s wa determ1ned

wife (where the husband was the one requ1ring d1alys1s)

re1n£orcxng the not1on that 1t 1s unhealthy for spouses to

‘ﬂ become too closely bound 'to,'the emot10na1 state of the

pat1ent(ﬁ£ambaugh & Kanter, 1969)

Persons -whaq have suffered braxn damage present some

v

absolute will power) ~nere observed by Kinsella an@bDuffy

_(1980) in- the spouses of stroke v1ct1ms. Where aphasxa was

present families -~expressed ',many- conqernse ineluding.

. .
cy e %

- R Q- ) \
S B

' dlient's ‘condition, accompanzed bygqfear that _improper -

"1975). 'brgckney ‘ (1975}  asserted that ,the level of

: mainiy'>by the phy51cal and psycholog1cal well belng of the

-

| add1t1onal problems, as. when aphas1al is= ev1dent or ‘when o
‘cognxt;ve ' end ' psychologlcal functxon1ng are iﬁpeireo:f
v(ColIette, 1970), out the reactxons"of spouses maytﬂbe"
;siniler' £6 thosg of SCI clients. Qverprotection~ .and .

unrealjstic rattitudes (Suchx as ‘belief -in m1racles or



irritability;‘inahilityvtO”express their frustrations, guilt

that they were not dozng enough for the aphas1c, alternat1ng

,soclal

at

similar problems in one of her fam11es wheréxaphas1a was . not

present.

characterOIogically brain

Flnally, in

_iproblems resultlng

isolation

o

from dlsturbed

(Malohef

noted thé follow1ng problems-

1969). °

' reference

1. Feellng @tapped by the 81tuat1on

\

.,

'2.° Social and emotloﬁy'

- 3. A:jfﬁonment by the extended famzly
4;’ Criticism of the

5. ;zﬁretaker becomes the focus

.to"

injured patieﬁts,

16

- 'oversollc1tousness and rejectlon, financ1a1 problems health

BereZowsky(l979) found

fam111es . of-

Lezak (1978)

th patlent s b1tterness

pouse cannot divorce with dlgn1ty or in good consc1ence

7. Sexual and affect1ona1 needs are frustrated

From the data collected in the present study it- shoul

be posS1ble

Needs Sat1tf

to’

A second area of concern suggested by the’ llterature is

in adaptat1on-

1dent1fy whic

to dtsab1l1ty.

h, if »any, of the observeé>

" and to p1npolnt those whzch may be unlque.-

)

Y

| d1ff1cult1es noted are appllcable to the wxves of SCI males,

;,tthat of sat1sfact1on of ba51c needs and the role th1s plays

Maslow(l970) theor1zed that

bas1c human needs could be cla551f1ed h1erarch1ca11y on five

a
levelsz

physaolog1ca1,

-

safety,

love

[

and

.

~

sleep and worry,', ndr S

.

-

'belongingness,;' ‘
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esteém, and self actualization.

These needs were ordered hierarchically because Maslow
believed that each need category, starting with
v physiological, was repotent over the higher needs, that

" they existed on a continuum with'ﬁighervneeds emerging *énly -

' - e "
-as lower needs were gratified.

>
)

A. Physiological needs :
: _ Ji-e B

' Included in this*'category are needs for food, water,
sleep,'etc;} those.elements which help maintain the boéy in

a stete of biological , homeostas1s. Under = normal
wl
'c1rcumstances, these needs do not domlnate ‘the organism, but
- o

severe deprivation of any one may result in the person being

- "driven" to find food, “ater, etc.

'B. Safety needs

¥
%
3
b

These include needs - for security; . stability;.
dependency; freedom from fear, anxiety, and chaos; need for
structure, order, and law; etc. When the world is.viewed'as

a safe place and there exists someone who is seen as a

N

powerful’ protector, unexpected or unmanageable s1tuat10ns'
are more easily taken in strlde.h” These needs are most

R noticeable .in children but manifest themselves~in adults as -

v

well. One mighthghypotnesize that these needs vould be

-

‘prepotent in- s1tuatzons 1nvolv1ng great change, where order

' ndwstabxﬁlty afe.most d&srupteg i‘ ;’i,9 e .

D on - A v © - . -
;*""" --t E . o Y Ty
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—
C. Needs for belo 1ngness and love ‘ ‘*////// A

These needs involve both g1v1ng and receiving, ‘and
include the need for friends, acceptance, roots,.contéct,

intimacy, -and affectionate relations in general. They

emerge only when /safety and physxologlcal needé.hgye'beeq_

—

~

adequately met. )

'D. Need for estéem:
o + This was described as "a Aeed of deéire fbr a vstabie,
firmly " based, usua%}x? high evalbatioﬂﬁof themselves, for
self-}espeét, or self-esteem and for the esteem of others"”
(Maslow,' 1970 p.45). The descfiption divides esteem into
‘self-esteem or a need“for competence and independence, ‘and

the esteem of others or prestige and reputation.

Satisfaction of these needs leads to feelings of worth while ’

thwarting leads to feel1ngs of “inferiority and helplessness;

vy

' ‘ E. Self-actualization

Maslow(1970) described this as man's need to -be "true

B

to his own nature" (p.46), or a desire for self fulfillment.-

_This_ j‘ probabix'the-mpst-e%usrypﬁoﬂ the aeedsfand the ong

. 3 RPN -,
1 o e e ey e o

-

as something to be strived for by more than a select few.

From these descriptions,‘one can see that these needs

e~ .jeat - well understocd* >It' ¥ ~perhaps».onlyq.1n modern .
- "go6ciéty; “with our- relative. ahundance of leisure time and ou;~““"

freedom to make cho1ces, that.self_fulf;llment,ha;ueme:ged“':



i
i
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1
P
3
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do indeed form a sort of hierarchy of prepotency Except in

unusual oases, ‘one is unlikely to be directed toward seeking

esteem ‘or self fulfillment when one is starving. Maslow has

stressed, however, that the order of needs is not f%ﬁéﬁf/ﬁ

absolutely, that variations do occur,.and that any act may

contain aspects of all the needs even though it is primarily

motivated.by one.

Finally, Maslow(1970) also. believed that one could

think of satisfied needs as forming a.“hierarchy © of

psychological health _with the healthiest individuals being
those with the highest needs satisfied. "a man who is safe

and belongs and is loved will be healthier than a man who fs

safe and belongs, but who is rejected and unloueaif(pééTr}.

The person who has achieved satisfaction of:the higher needs
will be more independent and individualistic but at the same

time more loving and less selfish than one whose higher

" needs ' have ot been gratified. . The most fimportant

implication of Maslo»i"‘s““th‘ebfy " for “psychologists s the.

realization that psychotherapy can be most effective at the

higher need . levels, but only-af thealower neeﬂS"havé been

I U - )
R T TS T S R s, .

_ While.,. ”‘.might arque that no single individual can

[l

' some- expectation that spouses ought reg;procally to meet

e L o n @ S

patients and their spouses '1dent1f1ed ~51x - hajor . needs

experienced by them and their wives:;“needs,”foi" 1dentity,

- e P -
A . a L T S

] satisfy all of these needs in another person, there may be

these needs within the marriage relationshlp. Hemod1a1y51s_-,_-u

P

v
[P
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‘grieving, safety, communication, ‘love, and . optimum
' 3

vell-being (Santopietro, 1975). = These * very closely

approximate those needs identified by Maslow,

)

s
-~

The next ésectiqn wili discuse the place of needs
satisfaction for the disabled client and his spouse in
adaptatigg:>>te/\disability.' Most 'of the discussion  is

- speeuletive in nature. Based on the author's knowledge of .
spinal cord 1injury and accepting the premise that such an
injury -does not alter one's personality (Trieschmann, 1980),
there will simply be an effort made'teiapply Maslow's needs
hierarchyeto-the specificncircumstances. |

-Client'(Husband) needs . o o ; o L

-Withv the advent of -serious illhess or injury, lower -

:level needs mey-exert their'pfepotency'OVer.ﬁighet needs, at
least for a time. Wh11e in hosp1ta1 phy51olog1cal ,and
safety’ needs"’:a_f~ attended to. primarily”by hoSp1tal staff

(e ¥ em e 1n=cases where movement IL severely restr1cted pee by

e T ™R rois Y

extensxve paraly51s,_these»needs undoubtedly become of prxme'7

k._tu.n;-1mpqrtance both £or~ﬂc41ent and staff yet once the cr151s

r\?l

aspect of the 111ness has passed these needs w111 d1m1n1sh

oL "'in “the eyes ~efuthl_e" staff, However, fér the person who
cannot move his legs, who may not be able to balance in a
sitting’position, the.need for safety may be prepotent for a

‘ considerable t1me as he learns to turn 1n bed transfer to a

% o o “ FIEE o e

- hj4j1"whee1;h3}re and ma&ptalg the s1ttxng pds»t1on~w1thout the

benefit of intact amuscular control. As these needs.

. R Y T L
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gradually diminish with the_acquisition.of new skills, the-
needs-for love and'beiongingness as well as for esteem - mafg
re-emerge (asSuming‘zthey, were present in ‘the pre?injury
'1nd1v1dual) and be satisfied in varylng degrees by staff
“other pat1ents, and by famlly members. The extent to~wh1chn
- these needs are met'undoubtedly influences the adaptatlon
process but the nature Gand amount of impact has not been
d1scussed in the tlterature.

When the SCI male returns hHome, there 1is a shift in-
responsibility - for the ‘basic needs of .safety fand
) physiological-nell-being. For the most part, this now rests
with the spouse, although other famlly members and . 6utside
agentsN (such as those provxded by home care servxces) may
give ass1stance. Depend1ng _on the degree of phy51ca1
;1mpalrment and the .level of independence attained, these
safetynneeds may.recedev;into the background% or,"at the
opposite extreme, predominate to the exclusion of other
"needs;e While the gro;thineeds (for love and belongingness
‘_3andf‘esteem)' maj"havé'Beeﬁ more or less met by a variety of .

, others,inlthe hospital, the initialfreturn home sees an endj
to this;*_with the,spouse and family expected to be solely
responsible.for these'needs as well. The degree to whlch_ N
meeting these needs,:is'-accpmplished successfully might
depend on several factors: vpre—injury relationship (i.e.,
were need for love and esteem being met by the spouse and
‘ﬂfamilg beﬁore injury?),.predominancegof physioal or’ saiety

¢ 4 B ”, . L.
needs, aqebptance- by the spouse of the client as a person
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with a disability, and acceptance. by the client of himself.

~To the 'extent:that the client is,wiilfng and able to.spend”
time -oUtside7 th:’ home in tﬁe :company~ of others, the -
sat1sfact1on of those hlgher needs will be shared by others,;'
unless’ the client 'encounters the unhappy oireumstance of
experiencfng mainly negative reaction§i by old friends,

‘employers, and'others.

Spouse (W1fe) needs

‘One can speculate that the higher needs of the spouse
would be set as1de in the ,early post 1n3ury phaSe'-wh11e d
concern for the client' s 11£e 1s greatest. When ‘the danger
of death has d1m1n1shed and a new pattern of daily living
. has taken shape, the spouse may flnd ‘that her needs for love
and esteem' resurface, needs that vere formerly met by the B
.now injured.client;' Unfortunately, he may not Yet be "i-n_"av?j
stateglwhere he is sensitive to her needs: Inasmuch as her
~needs are met by others, few problems may arise unless'there
is-an expectation by the spodse that. the eiient will
'continue to function as before, when he is physically and/or
‘psycho;ogicaily Unable or unwillfng to do so. |

Not onlyu'may the client's own needs be his Central
cbncern_to the exclusion of consideration sfor his 'wife’s

| needs, but- she may ignore her oén needS'in her efforts to

meet h1s needs. The demandsrof accommodatxng to §~:99' _andhg_”mrw;;

DO

difierent 'lrfe style may be so. great that

areb,;;ef.t:for‘:;»fthe:fnon_a;ieablfed"par,tnu;;;",-‘-."»lfx{o afar -as. (the.-

né. wime or energyfffilTﬁlf




.‘family) have to~-tahe' on. additional burdens, tasks and

5{‘:-f : 5vresponsibi1ities, in addition to. those they would normally R

“be expected to assume, this limits the flexibility they have

ﬂl _ | i‘_ playing other, roles, and may mean foreQOing act1Vities -

e

- el

(Hilbourne, 1973, p soz)

Only one’ study has attempted to lookgsystematically at

the problem of needs satisfaction where vone spouse is
phySically disabled Skipper, Fink and Hallenbeck (}968)

studied 36 couples in: which the wife was- disable'"

marriage. X Their sample: was heterogeneous with respect to

type and degree of disability, ranging from ambulatory with-

,arthritic restrictions to complete immobility as a result of

-polio,' yet their lfindings--may-,have applIEEET{:t; to the

current_problem. These,tresearchers looked at two major.

variables, those of needs satisfaction ‘and - marriage

.

‘satisfaction, ‘and found that, #n general ' these . were

uncorrelated with ‘the degree of the wife' s disability (as

¥
."
B

measured by a mobility loss'scale) | ThlS'LiS an important
% ' ' _finding because it suggests thatfthe most ObVlOuS feature of
' severe physical disability, i. e. loss of mobility, by itself

may ‘have little influence on basic levels of satisfaction.

male partner is disabled is currently unknown. Although

mobility was discovered to be. unimportant in this study,'the

o ey
P
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e i w:ves v~between needs

:f:izQ aythors Bid-tepurtrhigh cpr{eiatidns for both husbands .and "ﬁlif

' and-rol?S- which w0uld otherwise be available to :them" R

.- m,-v-_ DS
.o:
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T

Whether this wouldnhold for'the opposite caSe, in which .the '




satigfaction, but_ generally -1ove'3correlations between

: husbands7’ and wives. on need satlsfactzon and marr1age ‘

‘_satxsfactlon. These authors stressed that :all' f1ve need'

“Clevels _ye;e llkely to be present at once, and p01nted out,"

‘5.the error of £ocuss1ng on - iny one set of needs at any tlme.

3They were, honever, study;ng the later stages follow1ng~}t'

'”5;to physzcal .dxsab;llty?

"~.d1tected touard sat:sfactlon of the cllent s, needs, and shefhf*

' “;ulnjucy,.when the dlsabled person had returned home. - o
-The» quest1on whlch comes to mind now is thlS' what

\"' elat! htp, 1f any, eXLStS between ;thei sat1sfactlon of,.eq

.
N -
s#----v-o--o . PO v

"f?physxcal and emotional needs and the process~of adaptatlon'

. the spouse s 'energzes ‘aze

......

fpercexves 11tt1e ‘no reczprocatzon-u.andh' hencer_”lov.f-
sat1sfactlon of her own needs, does this then lead to

dep:ession,"angef, ‘hostility, ,and_ some of the other.

emotional reagtions prev}ously reported?

Roles

. their place in the proceSS'.ofA adaptation 'to disability.'v

.'stage in that we take on dlfferent parts or "roles” when 1np»j

-

f@e-;actor. Nevertheiess,

i":b.le ot o "l‘ _' A v.'. DR A

’ffcharacter to be recognized regaraiess of who.takes.on the

' The fi%al_ topic for discussion is that of'roies, and

-Biddle and Thomas (1966) have 11kened us. to actors upon the; -

th presence of others, and although d1fferent actors may7

._.take on the same role,_xt LS never exgctlz the same for each

K - .(‘,‘—:‘
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':females"afe 'socialzzed from 1nfancy to. perform thelr roles;ﬁ,h,

s

~.’~there i slowly eme’-'

: the sexes to establ1sh

25

In a l1fet1me an"Ynd1V1dual may take on several roles,J*A

~.

some of whzch ve grow. 1nto or out of (e g. ch1ld student)

and others whlch we do not re g« son,v daughter) some."of'

wh;ch we choose (e g. mother, breadw1nner) ~ and others-which'

do not (e g male, female) f The argument about sex role

3stereotyp1ng'1s very famllzar now," i e..g that» males ’an&”ii_f_'

AR e

‘as male ‘or female in’ Stereotyplc ways.' Wrth our broadenlng ..

s

"'avxews of what 1s a ceptable behav1or for males and females’-‘“"

- .'.., ',.‘ .
ng.perm1ssaon frpm soc ety for each o&

"sole aoma1n of the other. Ambng”the most notable of these‘

N

_ﬁ"sw1tches 1s the breadwxnner/w1fe f homemaker/husband dyad '

Typ1ca11y, the role of breadw1nner falls to the husband. 'and.

that. of homemaker' to the wife, even in fam111es where she

T P g A e e e A e e s Sl - R FR . .
T ‘,Q B it S S S B I P P R Ci T TR A P RPN
St NS - .. AR : e PR i

‘ also works outs1de the home (Nye 1976) For many thxs-ls a

fsat1sfactory arrangement ~wh11e for some 1t 1s not . What

ey

reéults whenyindividuais are forced by c1rcumstance,f*toﬂlT'

take on unwanted roles?

In h1s 'rev1ew of ‘the 11terature on role structure and

vthe family, Nye(1976) 1dent1f1ed EIth roles ~in ‘the
positions .,of spouse,' parent or both: = 1)provider,

u2)housekeepg;,.~'3)child care, - 4)child . soclalization,

5)sexual | G)reCreational '7)therapEUtic} and‘ B)Rinshipi'

;Tradlt1ona11y the roles of housekeeper (wh1ch d1ffers from‘

'"housewlfe") and chlld ‘care have been asszgned to the w1fe_~:

R}

. el P b R " R ]

les prev1ously thought lb* be hejf-—.



"=andzthat ofaprovider to the husband. Current trends

OO IO e T 8 TR T L g aTatee T e T mey e

)

R .

movxng away from the str1ct delineatzon of dut1es wh;ch were .

R .h, o @

acceptable 30° years ago, but Nye(19767 presented evidence bo~,i*-

suggest that the change has been pr1mar11y in the 1esse01ng

o of negat1ve sanctlons for percemved fa11ure to do one s duty

v

to one s spouse, rather than in a changed attltude about

.

whxch dutzes 'are» the responszb1l1ty of each spouse. The i

prlnglple problem for ‘the. couple may be that of expectatlonst .

et T E S
‘ DIV
‘,'. - s e

wh1ch are_'not shared by - all part ) Jdtheu successful

performance vof' a role 1ncludes both a w1111ngness to enact

Ve
AR

the role and~competence 1n the performance of that roler~v;4

) When one spouse becomes serxously 111 or . 1n3ured such

-

shxftxng of roles to other fam11y members may be- necessary."
iThe success wlth which th1s is done has been p1np01nted‘by—
some as one of the most 1mportant factors in .the continued -

successful functlonlng of the famlly as a un1t (Berezowsky,'

l»~-,n—<¢¢ ae 1 o

1979 .D,e:-Nauz,,_ et Sl 1974,, Dedtsch’ & Gold‘Ston,n"; 1960,_'::

W1th spec1f1c b of

d1sab1ed Deutsch and G 1dston(1960) and Wawzonek(1974) have.f*'

po1nted out that there may be a conszderable d1screpancyﬂ‘

between role expectat10ns for the dlsabled spouse~ on the

[ H

part of‘_each partner. - W1ves of apha51cs descr;bed—thelg_

a husband but as . a boa):'dc'zr:'l (Malone,' 1969) ‘ Berezowsky;f_

(1979) also observed a. tendency £or one of her fam;lles Lo.

Jo

- a
B

“that = some dut1es ’ annot " be’ perfotmed 'as expected somelk'

Power, 1979 Streltzer, 1976) - “_:Qid i 's“d. v:fy P

erence to coup}es where one- partner S Y

husbands as conualescent chzldren“ -or” regarded them "not as?wl
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’fD1 ¢repancy. - can. a;sgw occu:'J»betweengdfcuitural _ role -

AT : e ) » e s N L e Tee o T

. @?occurs,tg;and_n’ husband

-

.]breadw1nner,'for example, 1t sometlmes happens thatVABe

"heen{described. In the first, the nature and 'seVerityuiofv'

.treat the vdisabied- father like' an irreSponsihie' child.

*
- "\'“‘\t

v, . e

-'prescr1ptrons and ab111ty to assume thel_role; When this'
NS “"\_( 3

imust .abandgn hls—nrole“ ‘of

o v b o e

'"‘also strlpped of related tasks such as money management or

t
N ]

"part1c1patlon*f1n dec151on 'bmak1ng ;H(Berezowsky,,; 1979; ..

. .
- N : . ‘s - i
- R .. P
- e e e Yo -
L. .
. - . .
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' Role flexxbzl1ty and ‘role ambiguity have surfaced as

Carpenter, 1974), - T

PP

’u-var1ables of 'key. 1mportance.7 Obv1ously : where“-nrole

B i R

intaetness occurs there is unllkely to 'be much problem as

,feach spouse is'able'to carry on in theV'pref1n3u:yW‘fashyoq,'

ﬂoﬁever, dwhere,‘this “is not possible, two situations have.

- the disability preciude performance .of certaln ‘functions

- where mob111ty 1s the domznant'factor. “In such cases' role"”~-~~~-

flex1b111ty plays an 1mportant part 1n the satxsfactory

_ adjustment of thewcoupke s new demands and respon51b111t1es

«"“"’

‘E:Jlesey,_1972, Ludv1g*& CoIIette, 1969-‘POWer, :1979) ' rJ:?‘
’ example, there are many funct1ons wh1ch a dlsahlad woman- c;n~r‘<;¢¥h
A~cont1nue to perform in the kxnshxp, therapeut1c, and child -
socxallzat1on roles, eVenp'thougb : mqgl be ‘unable _th
pertorm those: of laundress or. shopper in the housekeeper
‘r01e; ‘In the second s1tuat10n, the dlsabled spouse may be,._:‘.‘
:iiess d1sab1ed to the poant where the dut1es that can or -' f-(i

., cannof. the performed are. unclear.,: The‘ resultant role7

‘"gambiguity._fmaYT% result in .con51derable mar1tal dlscord
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(Sk1pper, et al.,.1968 Peterson, 197§}*

- -,

-.-,a-J c60perat1ve eftort. 'An obv1ous faotor which needs
<S5 - i ' - ‘

eons1deratxon 1s thatlof pre-znjury--roles.‘ Able spouses

-\'.'
(‘

,;}.5347' dependlng upon whether the pre-1n3ury relat1onsh1p w1th the
;,'i”h'??ﬁ\m d1sabled spouse was dom1nant act1vev‘or‘ dependent pass1ve

(De Nour, ‘et al., 1974 Streltzer, 1976) and on whether that

role' was forced: or self- seleg?ed (De Nour; et al.;*1974)
Woﬂbn who have prev1ously taken khe1r ‘roles reluctantf% may

selze 5 the opportun1ty to take'

on more and d1f£erent

(BerezoWSky, 1979), whlle others may, feel helpless and -

fr1ghtened at the prospect (Mdlone, 1969)

R - ¥ . » - S
SR TR __7_-4 .

N PN “ .‘..: . . o A B ".A';-v - \-‘
oo d1sab1ed »f:”14~ TR : o

oo f . A B
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result from the presencefof a d1sab1ed fam1ly ' member
N

L,::f”;.{yufzf “Wawzdneﬁ(197lé 33serted that “two pe0ple relatexjweiﬁ"
P ‘ when \roles are oLeaply defxned However, as‘we haVe seen;?'.

;'L N;Qfl'a~clear def1n1t1on of roles 1n the post 1njury phase 'requxres‘“'

'react dlfferently to sh1fts 1n respon31b111ty (Malone,?1969)-g;

e . ;
There 1s consensus~1n the l1terhture on a number'aof"""-

p01nts the dlscussion of roles where dne" spouse‘1s~ -

e que.dxsruptxon and stra1ned 1nterpersonal éelatlonshlps_:;:

S :v? : (Berezowsky;“.1979 Carpenﬁer, 1974 Deutsch & GoIdston,
| S “1960' Hzlbourne, 1973' MaIOne,-_ISGS- Peterson,, 1979-
g L Skzpper, et al.,_1968° Wawzonqk 1974)

2. iTﬁe' feturn home of the seVerely disabled husband and*t
_'f-father seems to present qhe /Maxlmum L Change .and-e}“:,

'«i’Lﬁfi o ‘disorganxgatyqnv:i famlly life ﬂQeutseh & Goldston,

'<resp0n51b111tles when ~thexr husb'ndsfﬂVhecome drsabled«...au'A

‘«ww-\'v
.) -
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" 1960, p313) e

i
e

S, ':3;' To ghe extent"athat the d1sabled spouse -‘had . an

~‘1nstrumenta1 'role}. whlch can "malntalned “after

©o ;”':;”"'f 1968) ) : " R ' )
: clearlg this'an important'areanfor ¢thidetatign'ih'any
study of adaptation to disability.:

’

Summary

N - X . P R

..-;"areas~-of ;mpprtanCe.uin:ﬂtﬁe*“brééeaéa'of adaptatlon to

v

of these areas upon ,th' spouses bf h dlsabled .'Tﬁe'

AR B T

-

questloned but not emp1r1cally tested Clearly there is a
great deal. of emotlonal upheaval and dlsruptlon of life in
'general dur1ng the acute ‘post-injury phase, but is it
}_gresolved iiﬁ nia wpositive~;difect§on th;ough.‘p;edictable

{ .. ... - . -processés, and if so, by what means? 'Little attention has

“ ‘/*' : 'd1sab111ty, "the. ptoblems ,of*”srqle amblgu1ty and
dlbcrepancy of performance may.  be less ‘seiiously_'

’ "d1srupt1ve (Deutsch & Goldston, 1960- Skipper,; et al.,

~"The litefatUre pertaining"to previously: 1dent1f1ed~'
dlsabilzty has been rev1ewed ‘with empha51s on the 1nfluence'
£ . R
o s pxcture - which emerged 15 by no means clear: or complete.“a
A 'ﬂ“~ff‘*w e var1e€y of emotional react1ons in the non-disabled spouse
may-‘be ant1c1pated,\ from fear and den131 to aﬂger”aﬁdT“'

T 1solat1on. The suggestlon that spoﬂses an& cllents page

through deflned stages 1n the adaptatxon processﬁhas been

been paid to the post—diecha;ge period, when the disabled
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cllent and hls spouse must beg1n to cope w1th the day- to day'

realltles of d15ab111ty, yet studxes of couples - where _thé

husband has had a stroke or kidney failure suggest that thds

L

is a t1me of serious emot1ona1 turmoil. - : e

Satisfaction of basic emotlonal-needs as described by

Maslow(1970) has been»reiated to marriage ‘s 1sféction but

< to what extent is-: unkno

o

» particularly in the situation
where the.maléjpartner fs disabled. Do some women merely
accepﬁ a "mértyr's rol ",.deﬁying their own neeas; do they )
seek'SatiSfaction'éf‘neéds outside the marriage; or does the
¥ Couple f1nd mutual sat1sfact10n in a closer relatlonahlp?
Flnally,- the 1mportanqg . of mutually  agreeable
f-_role-takxpg, haS“been'emphaéizéd, stres;ing.parti;uiakly the
' £hf1uence of role fiéxibiiity.nahd fole ambiguit& “in the
malntenance of a satlsfactory marital ‘relaticnsh%p.
& ”vMob111ty of the dlsabled cl1ent and nature of the pre- 1njdky

W-relatlonshlp have been p1npo1nted as important factors in

4

oo B the amicable ‘resolution of dlscordant rdle expectations, but
once again the process of adaptation is unclear:

Since th %}tlmate aim 1in uhderstahding the problems
$:_ ‘ encountered by the wives of "SCI males is to prov1de guidance
to those professionals in the “rehabilitation area, it is
important to develop a clearer picture of the problems as
qhese wqmen see theﬁ,'ﬁheﬁ they occur, and, lastly, ho; best
to aid in their resolution. |

At this point, it seems reasonable to let these *‘women

>\} speak for themselves in an effort to answer the research.

5‘
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questions posed in the following section.

>

| ‘ e
Research Questions o \\\//ﬁ

This study, through its"design‘and‘bse of a'qualﬁtative.

=

ethodology, attempted -to 'examine and describe ‘the
subject1ve experience(s) of women whose husbands have\beeome
ﬁeverely d1sab1ed after marr1age. Wh11e wishing to rema1nL
open and recept1ve to the essence of what was said by these'
women, the researcher, nevertheless, recognized the need for

some semblance of structure or direction by which to guide
* .

the gaghering and analysis of data. ‘ Therefo;e, - the. '\J/u‘

interview was formulated to address the following questions, «
but not to the exclusion of other topics which might'emegg@ .
as valuable to the understanding .0f the process of

.
adaptation to disability\py the wives of SCI males,
-t )
7 \ |
e "'—’/’ . )
s Question 1

What are the predominant features or constitnante of

¢) the adaptation process fer rhese‘romen? =T

Question 2
A

Is there evidence of a sequential T“stage"™ 'proress of

Badaptatioy »= ~urlinad by Bray (1978)?

Question 3 .

e

What factors have been: 1dent1f1ed” By the women as

influencing the ways in which they react(ea) té!'t&" and/or

T WM g ~.
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how  they feel(felt) about their new s1tuat10n?
. Question 4 - | o R
- PO P
. ) oy - :
X - - -Rs_a result of. ‘the '1nfhry to the1r husbands, what
o changethave the wives 1dent1f1ed sin themsglves“*an&““whsr - o

"f f*:-.&. . .«"w.u? -

meaning do these 'changes heve for ‘thefways. in vh1ch they

J

view themselves and their marital relationship? i
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Chapter 3

Methodology

The_preceQing’literature review demonstrated that no

coherent < picture has been formed _Qf‘ the pfocess of

C e e ow e PO .

adaptation to disability by the spouses. of "the disablea. '
This presents some difficulty in formulafing testable

hypotheses, and this difficulty is compounded by the fact

r

that :hé experimentally accessible populaﬁion'.is guite

B

limited given the constraints of various‘ faqtors' affecting

experimenﬁal Validity(gampbel} & Stanley, 1967). Using

quantitative methods, considerable time and troyble .might

have “b;enféiﬁéndedﬁgggé%&gwyariogs hypbtheSes 6n're1atively
small .sqmplgs,,before any - defiﬁitiye ..informationm‘ was
obtéiﬁed. Instead, it was proﬁbsed that the present study
be carried out on an expquatory,‘rather. than explanatory,
basis, using a qualitative methodology.’

Qualitfiive Methodology'

Qualiﬁativé methodologies are most freqﬁéntly described

and utilized 1in the fields of soéiology, anthropology, and

hisfory. Their increéggd use is also recently noted in
education. and’ psychology. There is general'agrEemenf that’

one’ of the purposes of qualitative research is not the

-

testing = of 'hypotheées ‘but rather',thé  generation of

3

hypotheses and theoreticé1 founhatibns (Cole,~1976; Collier

& Kuiken, 1977; Giorgi, ~ 1970; Glaser & Strauss, 1967;

°

33 .
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“Lofland, 19713 Macleod,‘1947) " As Macleod(1947) said, there

is "flrst an attempt at an ‘unbiased discription of

phenomena, then systematic experimentation designed  to

‘reveal the essential determinants of these phenomena, ‘and
L finally‘revision-ot.existing,theory”in'the*lightcof«the .new

“principles discover%d" (p.156). The intentidn of this study

has, therefore, been to give an,unbiased description of the

phenomendn ofispnugaihsdéptation to'disaoiiity} ftskinb' the

S wife's perspective when heér ‘husband is disabled.

The methods by which qualitative data are gathered may
vary somewhat but generaily - ?nvolve\;\procedures _flite
participant observation; -in-deptn -interviewing, written
reports and exam1nat1on of records, doduments, and the like.
Properly conducted these methods can reveal a- rlchness of

experience ‘and unexpected-features of the’ phenomenon ‘whicéh

might be missed by - more restrictive methods (Collier/ &

Ruiken, 1977).

The ‘method of choice "for 'this study might best be
described as phenomenolog1cal“ or 1nvolv1ng study of the

total phenomenon of adaptlng to life w1th a dlsabled spouse,

- through the use ‘of in-depth 1nterv1ews. 1t 1s,chosen -

because "there is a Sap between_ psychological facts: and
everyday-living vprovlems because ,psychology ~is - nat

sufficiently.receptive to those problems precisely as they

exist in everyday life" (Giorgi,1970,p.86); The strength of-

the method lies 'in its w1ll1ngness to temporar1ly suspend

»

Judgement and put aside theoret1ca1 constralnts, asklng not




- "why?"but "what?" .’ S

. : ‘ In_ practlce, the interviews did not adhere strlctly to".
| : the phenomenologlcal style even though 'thls had -been the

-i1ntent‘of the 1nterv1ewer.l 1t was found that with unbralnedﬁ?};}f¥f5

;,'u;;;;;o ,,naﬁub1gc§s,.4pagt1cg1acly~as-tpeyodzdvnot.seem +0 be@naturall;’3~;.;«f'

"1ntrospect1ve, it -was necessary ;toJ be someyhat more

d1rect1ve or 1ead1ng in. the questlons posed._

e v oy e

- L s

'Determininé the;Ssmple
There.hare' many factors wh1ch m1ght 1nfluence the
A process of. adaptatlon to d1sab111ty by nondrsabled spouses,
© . of wh1ch some would be personal and -others 51tua¢10nal By
' attemptlng to control 1“for ’some of these through sample
selectron, 1t was hoped that a cleerer'plcture would emerge ’
Afor the group studled : ConSequently,' the cr1ter1a%4forv.
1nclus1on in the sample were those llsted helow. |
1. Allh_subjects ‘were females elther married . to,_ or

cohab1t1ng on .a long‘term baszs with, a dlsabled male.

-2, Subjects had been marrled to or 11V1ng together with“‘
Y ;

B

AN e S E ST e e - .

~ this man pr1or to his becomlng ‘disabled. ‘ |

:3. The dlsab111ty resulted from a sudden ttaumat:c 1njury
I | to the sp1na1 cord to the extent that permanent paralys1s
: .exists, necessitating the use of a ywheelchair for

- locomotion. o . S

péjhce four fifths of all traumatic spinal cord injuries

9ccur:to males, it»was deemed likely that female sp usesf of

di%bbled_'males would - be more readilyuévailable'f;r'study,’

talw

e b,

LI




) than male spouses of dlsabled females._(ﬁThe crlterxon 301?""'
R S, . ' . . CS § "
marr1age» before 1n3ury was 1mportant to d15_1ngu1sh between

those women whd\chose to, marry dzsabled menf and those.vyho 5,7“"
’ found themselves 1n a s1tuat1on not of he1z own ch0051ng
o

KF‘” o el s -..Thene,oould bewvastvqualztatx.e,dxffereﬂpes in, tHe ways '1n'<::fv .

\ - 'wh1ch each of these groups of women percelve their husbands':
| and thelr marrlages.. Flnally, the qual1f1cat1on that dthem

:f R ."IQJQIY“fBej?ff a- sudden onset nonprogfe591ve type,~w1th n9

~cohcomitant bra1n '1njury, ‘would allev1ate ”“h possibly

- . Frs

confound1ng ‘/jfects of progre551ve deter10rat1on and/or

a’ .
YR v o - LY . .
Ve Sa N vy i T

}-characterologlcal changes,«.:..;':fﬁﬁ e U
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“to vary on, several factor5° age, length of marrzage, t1me;

”51nce onset of 1n1ury, "numb&r and'ages of chaldrenqaet% ﬂﬁBy .

: draw1ng on the subject1ve exper1ence of a var1ety of women

A fgi“ o who met certa1g m1n1mal c:g}erxa,.1t was bel1gved that .our
“ . oot ] ny .
'“knowledge of the process of adaptat1on to d1sah;l1ty m1ght

e

 be | greatly expandedr and spec1f1c problems 1dent1f1ed for

B e -

.fUrther study.. e " i o . f"_' L \\\éj

V LS

The subjects of thlS study comprlse a un1que .group of
women in that they are all marr:ed to men; who have susta1ned'
a trapmat1c splnal cord..;njury after;they were'marrled. -
. Because no club or orgahization gxists-shichtcaters gto“ the
| *needs of these ;omen, finding out who’they are can be»a'i
: difficalt taSk Good stat1st1cal records of the sp1nal cord
1njured are: v1rtua11y non ex1stent.' Organ;;at1ons SQch 4as

“
®

‘the 'Canadian;‘Paraplegic 'ASsociation, which exist for the -

R
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'"7f“SCI, are reluctant to g1ve out 1nformatkon about members,

‘ Jl‘and do not collect data about spouses Ln any case.2'~f'f>
| Thes\source deemed to be the' most re11ab1e was ‘the -
‘A;L7 '5TlUn1ver51ty of - Alberta Hospltal whlch houses the splnalxcordgkﬂ'“

;;;; c e “v.>‘1nJury rehab111tat1on centre for northern Alberta and’-the l’fﬂ-if

e e a e L,

Terr1forres, Ult1matelyn 40 gomen vere 1nterv1ewed for thas'757“§£'

e - e —~o-«p~.,,

studyv whose husbands . had been”treated 1n this units - The~fh;£:fnr

',manner 1n wh1ch they were reached was somewhat complex. The

-5 T S e a

N w-~.lMedacal Records L:brar1an was requested to search the"
?:,;‘“ffﬁ' = hosp1tal f11es back to Januvary 1978 for 1ndiv1duals who weref,?zwf

{-: . .Q_.n - male, traumat1c”*SCIrn ang marrled at the t1me of 1nJury.

N - B
oy EREE T A e L
<Y e -

Patient names{ addresses, vand telephone .o numbers _ were

5,*, . EAER ‘requested,*'as. well as spouse names.' A total of- 47 couples L.

. e .
BRI

weo © . s Were recorded as meetlng the stated cr1ter1a. .

;':;Ju : ‘ 'L"whé' a crosscheck .on -the 11st prOV1ded by Med1cal

SR j\" “Records, “the ‘sC1: un1t iﬁf the hosp1ta1 was contacted and;

thexr records were also rev1ewed . An add1t10nalv22 couples

were-~ added “t0 the 115t for a ’to'tal_ '69 po‘tential-

&as revzewed for ver1f1cat10n that each spouse was 1ndeed a
potent1a1 subject lxn the StUdY,‘,ifé; that the _m1n§ga1
- cr1ter1a had been met. . |

~ . »

~ - __.’ijhe-_-' fmal result of the ver1f1cat’mn procedu‘ left 26'““

potent1al subjects on the llSt. The 43 who were ’elimlnated3,~'
o .

' vere done so for  the follow1ng reasons: . - . . . R

A

2 - Nat1ve Indlans (have a culturally d1fferent view ;

' .
“"‘0~o ~e o
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VLTI sclerOSIE) ‘::ﬂfj“ fe .

‘not beén atﬁthe*time‘o£"1njury..ISome could not be traced.'

d w1thdrew at a later date. F1nally, 11

" P : “. s - .
g - N . .. M R
. : . ST, D

w o
s

Eng11sh language : prof1c1ency - was. ser1ously

‘3 quest1oned (Engl1sh 1s a second language) o

|

deceased

4 - known to be- d1Vorced at t1me of dlscharge

'tﬁf*— dlagnosis other- than - SCI (pol1o, tumor, mult;ple

-3

T ve e

19 -‘unknown to the rehabllltat1on un1t ”ffﬁj‘2.~

wom et

" ‘The last group °fi39 ‘came entlrely from the l1st prov1ded by

TMedlcal Recérds.” It was surm1sed that some of these' would

-
-

’jiﬁe persons who had become SCI many years prev1ouslx ~but -had -
“Abeen admltted elsewhere 1n the hosp1tal for somev_medlcal
.lproblem xin theﬂ t1me per1od encompassed by the search.-
'nFurther check1ng on thlS group reVeal d that for some- thls

;was the case and‘that wh1le they were now marrled they had .

gOf the' 26 ~women who‘awere .ver1£1ed as meet1ng the'

) cr1ter1a for 1nclusxon 1n the}lstudy, 10 were' ultlmately

1nterv1ewed and comprlse the data for th1s study Two more

_:were no- longer at the addresses prov1ded and could be .

traced | Three ,others 1n1t1a11y agreed to part1c1pate but
: -

re never ~contacted

R because. they 11ved great distances from he c1ty, mostly 1n}

remote farm1ng oommun1t1es in northern Alberta and the

Northwest Terr1tor1es._

—

."‘: [N

. of lllness and d1sab1lity) _';'f:d@izaf }Tfffftfrjif-éfﬁf
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})f;j' Pllot Study

”j'rn order for: the 1nvest1gator to deVelop a "Eeel® for"””’ﬂnﬁ

L ?"the 1ntervxew sztuat1on, a br1ef PllOt StUdY was: C°“d“Cted

-

'w1th two women.  The flrst was marr1ed to a- quadrlpleglc
ﬁ(due to sp1na1 cord 1njury) who had been dlsabled for 11 of v. Q;
: years, of thelr‘ marrlage._ She was somewhat uneasy and Y
'”wfasked thatvthe 1nterv1ew not be tape recorded. wﬁThe- second .
x "j:,fj"as° marrmed to a paraplegic (due bo mult1p1e scleros1§) who »’
C . had been d1sab1ed for 17 years. Although she d1d “QtJ;mFQFE-;”-d

% the crzterxon of dxsab111ty due to- traumat1c SCI, "her

':frgiwg {husband”sedlsease process hdﬂ been that of 'sudden onSet"

<
a .

paraplegla w1th v1rtua11y no advancement in 17 year§~and ‘;."

o

therefore closely - mimicked that of'hSCI.‘r_She was most

. : o anX1ous' to part1c1pate and 1t was pr1mar11y her feedback

e wh1ch brought the 1nterv1ew quest1onna1re into “its' f1na1

v

form.f”

P

 Bach of these women h1ghl1ghted potent1al d1f£1cult1es

w1th the 1nterv1ew content as well as the process, and whlle .

. they were ‘not\ 1nc1uded . in  “the main study,j' the1r;‘
“contributrons were valuable in three'areas. 1) refxnenent of
the 1nterv1ew questaonnalre, 2) reflnement of.the”znterv1ew

: 4process, -and 3) 1ns1ght into the nature and quant:ty of data

wh1ch m1ght be expected from subsequent 1nterv1ews. f

;Collectlon of Data ; T,

4
o,

'fﬁ Sub;ects vere. contacted by telephone and the nature: and

~

.purpose of_the‘study expla1ned. If the subject ;agreed to..'

L .
o
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. ' ° . .
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. e e . T TS UNPIR - (PR




.-

NP T
S EAE L
« o~

-

'*'A.'-o - . - . .'40" A

partxc;pate, tlmef_wrc
hours of unlnterr ted” t1me for the xnterv1ew.\ Rerm1591on -

&S also requested to allow tap1ng of the 1nterv1ew sessxon.

: E1ght‘ $ubgects were 1nterv1ewed in the1r own homes, two. at.,i~t’

)

P 4 -

the1r places of WOrk _
| Pr1or to the start of the 1nterv1ew- the subject again

rece1ved an explanatzon of the purpose of the study,

conf1dent1a11ty of th ;nterv1ew 'was ‘stressed .and the

subject was asked to. sxgn a. Consent to Pa;txcupate*fdrm"(see'
B 'vti“_-—
Appendlx‘ B) - Data -were collected by means of

; semi- structured 1nterv1ews ,eXCept' demographic data -which ’

R N

P g - W

uerew. collected s systemat1calLy _at. ‘the~ oﬁtset “of “each
1nter§1ew (seé Appendix A)f . aAn outllne ofd the Vgeneral

format» of the 1nterv1eu{jis.j Append1x C..ip?h}S«,was"
developed and ref1ned ‘on the ba51s of the p1lot ‘inteﬁviews-

but aw 1ntended to serve ma1n1y-. : gu1de‘ to .the .

\1nterv1ewer. As much as p0551gﬁe, subjects were encouragedv«:

L&

>

-to ,talk about the1r own 11fe world w1th m1n1mal 1mp051t10n

‘ of the 1nterv1ewer s perspect1ve. ) Quest1ons focussed on:

’

"what", ”"not "dhy and avo1ded suggestzng“ topicst gér v

d1scuss1on as much as p0551b1e. :

- Intervrews varled'1n length from 25 minutes AfO‘}thp

TN

rhOurs.f‘ all were taped and then transcrlbed except ‘one, for

which the subject wrote lengthy answers us1ng the >1nterview'

form - iq(b:ppendlx »F. as guide;' Follow-up telephone
' converSati : clarzfxed and expanded"?ﬁﬁgz/of _the material.

DY o -

'This process wasunecessary if she;waS"to participate at all, -

. .. s ) o oot s ,)I: . ) °
RN . . ) . ‘“ g Lo *q
. - R o L L

arranged allow1ng at least two~~uh,.dh




presence andfno_suitablé_alternative'could beifoumd’i'

'.-' ‘; .... _.ﬂ‘( ° v """(.; ¢ ol . : : ) . e AR L - ‘(
becausé she preferred not to be.interviewed'in her husban

o

‘,'ASQ much'-as'possible; 1nterv1ews were. arranged so that

%

. ‘1nterruptxons' vould'»be m1n1ma1 Th1s'i was not- alwaysA~

—

ach1eved to the 1nterv1e§§r s sat1stact10n but- addltlonal .

“;nSIghts‘into the- l1ves of these women were often ga1ned by‘

'ﬂseeing hhem? in ‘their own homes, inf'a familiar 'and

comfortable environment, rather ‘than‘,in ~an office  or

o 3
(24

(anterview‘” éub1cle.»‘ Husbands were  not present ‘at the

4

i 1nterv1ew and 1n no 1nstance was the- physical env1ronment
v'seen to serlously hampe; the freedom of the subject to speak
.openly and’ honestly. One flnal p01nt shpuld be made.

‘ Because the size of the exper1mentally acce551b1e populatlon-

waslsmall random select1on of subjects ‘Vas not a viable

+
method. Nevertheless, ‘some effort was made to fit ava1lab1e
4,VSubjects.“rnto a.loose‘deyelopmental structure‘based on,the
length 6f time since‘ the . injury This malnly 1nvolved :

) mak;ng two types of ch01ces. vhen .to interview each Bubject,

‘7ﬁ"and wh1ch subjects to approach from among thOSe who lxved in

d;stant places when not\all could be 1ncluded (because of

travel constralnts) In light of; the stage theorxes'

idiScuSSed in, Chapter 2, 1t seemed 1mportant to be able to.

sort subjects accordlng to some time frame in orden that the'

.appl&cab1l1ty of a stage theory of, ad]ustment ‘could‘ be
; T ,

'exam1ned For the "size ,of fhe sample, the result seems

-qulte sat1sfactory. three 1nterv1ews took place at two, S1x,‘

'i-and elght months after ;nqury, :b“t ‘before ‘the .men.vwere‘

- ) . . L4 -
¢ , N
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:dlschargé/?‘ the rema1n1ng seven 1nterv1ews tOOk place at. 10,_~.f_ -

:timonthg/ 13 months, 18 months, ’30' months, 36 months, six

years and 10 years‘afteg‘lnjurv,;‘Th1s structire places7the‘
“MEJOIIty of subjects in the two.‘year post 1njury per1od
»where, mo%t changes are lzkely to be occurrlhg ‘ Beyond the
‘t:o year mark stage theor1sts suggest, that “the situation;'
.vhas pretty well stablllzed.. o o g/;‘aqi '

. 4
/\%\yﬁ%

The Subjects - Demographic Data
T =13 v

‘_.Mmmjhe nature of- thxs study is such that:the. subJects are
1mportant 1nd1v1dua11y as wel}-as collect1ve1;. ‘ Thg@ have
prov1ded a wealth of 1nformat1on not only aboub the common*
. themes assoc1ated w1th adaptatlon to dxsabil1ty, but aboute
athe individual dltferences“as_well; ‘It 1s important, then,
:that“their individual stories'"be ‘told* however brleflyr
-LAppendlx D g1ves somewhat abbrevxated case descrlptlons of
.}these 10 women and the1r efforts to adapt t 11£e w;thh a .
: disabled hushandr ' |
( Demographicaliy speaking, the 10_women,who participated
in Zthe study represent a varied group offpersons,ﬂlThef
ranged in age from 24 to 63Jyears at the_time ég interview,
"from 22 to 56 years at the ‘time of theirvhusband’s injury.'
One woman had shared a common-law 'relationship-'with.iher
husband ‘for one year, begznnlng only two months prior to his

1n}ury jThe others had been marr1ed from four to 40 years"

at the t1me of 1nterv1ew, fromvtwov, o . 35 'years prior to



""""

- E;njury- whll- had iat"least .one child although for one

,couple, ‘the. ch1ldren were no. longer living at ‘home’ when 'the

1n]ury occurred. Three couples were farmlng at the t1me of

the 1njury, one llved on_an acreage, four in small towns,

and two couples 11ved in the c1ty At the time of 1nterv1ew.

only two had relocated mov1ng from<sma11 to ns to the city

80 they would have greater access to 'housin

'_serv;ces which they needed. Seven of the women wer married

o

to quadriplegicsnandethree to'paraplegics;"

-u.(The ‘terms“ "quaariéhégac and "parapleg1c ge erally °
shste J

/ . s
1nd1cate the approx1mate level -of motor - funct1on remalnlng

W'follow1ng SCI There 1s great var1ab111ty in the amount of

funct1on which remains for persons. in each category, . but

"paraplegic" implies that the functlon in the shoulders,

| ,arms and hands is intact, whlle that ~in _the legs %is

4

‘impairedfkband "quadriplegic" suggests that some or all ot
the upper limb function 1s 1mpa1red as well as that of dthe'
lower limbs. The greater level ofnlnpalrment usually neans
‘more reliance on'mechanical aids and on other persons to

',assistvnith many of the‘tasks‘involved in living each daf.)'

. Presently, -only four'of the women are employed_outs{déi:

-the home, two on a full time basis andftwo on . a part\!time

basis. = At the time of injury, five were employed outside
the home. All"of the husbands received__some - form of
disability :'benefits following 1n3ury, ,except one. He

derives income from their farm1ng operat1on, as do two other

and —other_

s

husbands. One man had kept act1v%°1n“the runnlng of his own
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rbu51ness¢even dur1ng h1s hosp1tallzation but the’ temglhiné
six receive no' lncome from employment Only.one~4.subj'ec:qt:7~
indicated setious financial problems 51noe the - injur§~
‘although four others -suggested that flnances had become_
somewhatfsttained;with the loss of the husband' ‘income.
None of ‘the husbands and only one of the w1ves had worked at
- other than blue collar or cler1ca1 JObS. This one factor
represents a bias in the sample. Spinal cordﬁ_injuties .do
ocour in professionals but not at the same rate as in‘other
groups.

Fin&lly, when.'questioned .about» the use”»of 'outside’
agsistance, such as Horderly services 6& 'home'care, fi;e

‘ % :
1nd1cated that they did make use of such serv1ces. Of the

' remalnlng five, three 1nd1cated they would not know if they’
needed these services until their husbands vere . dlscharged
_from the rehabilitation unit. These data are represented in

Tables 3 and 4.

Analysis of Data ) ‘ ’
Unlike quantitative data _ana1y51s, -nd?;annot select

the specific "test"™ which .design

employed. However, there has been an effoc;fbgf 1085 ¢ using
the}'phenomenological nethod to'outline'and exémplify'a step

by step analysis: of phenomenological data (Bruyn, 19663

Collier & Ruiken, 1977; Giorgi, 1975; Van Raam, 1959).

._'Although dlfferlng slightly in method all agree that  "the

aim of theaanalys1svxs to find the necessary and sufficient




Demographic Data - Personal

ss Age
F.S. 37 (37)*
J.H. 37 (37)
B.G. 24 (24)
c.C. 39 (38)
. 0.S. 57 (56)
“v.P. 35 (33)

®c.p. - 24 (22)

J.A.H. 24 (21)
J.B. 40 (34)

J.R. 63 (53)

Length
Marriage

Tane\3

of

19
18 ¥
5
1 (2
36
16
4
4
20

40

(yrs)

- /

/

mo.)* /

[

No. of.

Children

3
2

N W,

5 (4)*

* () denotes Eondition at time of injury

‘

’

o .

— N
t

Employmen \

P.T. (P.T.)*

F.T. (F.T.)
P.T. (P.T.)
No (P.T.) 
No“Retired)
ﬁo,(P.T.)

No (No)

No (No)

F.T.  (No)

No  (No)

A5
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/
| | o Table 4 AR
/ Demoqraphic Data - Related to Injury ,4/””>
'injury ” Elapsed Disability
Ss Level - Time* Income -  Home Care -Location
F.S. Quad 6 mo. . No No ’ vFarm
iﬁ.H. Para 2 1/2 mo. Yes No Urban ’
B.G. Quad .- 8 mo. Yes No Farm
ITC,’ Para 10 mo.  Yes (k Yes - Urban(Sm.Town)t
0.S.  Quad * 13 mo. . Yes - . Yes Urban
: © V.P. - 'Quad ._' 18 mo. Yes No Rural
- . C.P. Quad 30 mo. ~ Yes ~© No Urban(Sm.Town)
J.A;H; Quad 36 mo. Yes | Yes Small fown |
: J.B. Quad 6 yr. Yes Yes Farm
; J.R..  Para 10 yr. fes Yes Small Town

W IS LA TR I N 8 €

* between injury and interview -

N\t () denotes pre-injury conditiof:

waftfﬁg;i/A
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“different individuals"™ (Van Kaam, ;-959-, p. 67).

47

~

J
conspituentscpf this experience"; also "our basic assumption

is  that the core of such common experiences is the same in

£

A necessary constituent of a. certain experience is
a moment of the experiefice whié¢h, while explicitly
or implicitly expressed in a significant majority
‘of explications by a random sample of subjects, is
‘also compatible with those descriptions which do
not exptress it (Van Kaam, 1959, p. 68).

In consideration of .the sample size, for the purposes of

- this study, necessary .constituents or major themes were

identified as those expressed by five or more of the

subjects. Any theme expressed by -at least ;hree squects
was deemed a minor theme, worthy qﬁ'examination.

The terms "major" and "ﬁinor" are in no way intended ‘to
be indicative of greater or lgséer importance of the themes.
Tﬁeée te;mé merely_éepfesent the frequency with which the
themes occu;red across 'participants. - Indeed, a ﬁheme to
which Onlyhihree or four wéﬁen subscribed«hay havé included
several Statements of that themé from each woman, indicating
that, for them,_it was gxiremelylimportant. Anj.theme with
less than S‘rée subscriber$ was considered non-essential to
the descr&Ztion. of the phepomenéﬁ} while still recognizing
their»impoftance to some individuals. o

The method of analysis dutlined below . represents a

synthesis of the .methods described by Collier and Kuiken
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view to re-acquainting the experimenter with the -general

tone and nuance of each interview. When this had. been

accomplished, usually after the. second reading, each
. 5’1 . '

\

interview was examined for sfecific statements or ideas

_lwhi.ch' related direcvtly' to the exper'bi-ence of th#® subject.

All descriptive expressions whidh'did not pertain’ direcrly
to her experience of adaptaiion to éhis new situation were
eliminated. - Lengthy’*descriprions .were reduced to  the
essential idea; takingkcare“to/retain the'meaning expresged
by the subject.. o C |
Step 2 . : | A . _

The llsts of descr1pt10ns or mean1ng uniﬁs were then

typed onto three by flve inch cards, one description per

vcard' for a total of 335 card4 ovet the'&io subjects. A

card-sort was performed plac1ng together cards which seemed
to be expre551ng the fsame essential idea. When this was
completed, each pile was examined io turn with two \purposes
in mind:- the first. was " to identify the .basis for the
group1ng together of . those cards, and the second was 'to
examine - each card to ensure that 1t belonged to the group.
‘The basis for grouping was identified as the theme of the
expressions. This procedure ylelded 16 major themes and 15
m1nor,ones, as def1ned prev1ously.
Step 3 \ .

In thisfstep; an effort, was ‘made - to brganiie ‘and
synthesize the' results of Srep 2 into e gcomplex' and'

meaningful description of the experience as ‘expressed by:
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these women.,

' -The'“integviews{?wefe furthér” examined with a view to
'~ answering the ébecific quéstions listed at thé_,end of the

literature review, - ﬂ -

..‘q'

- Reliability of the Analysis.

Phenomenal reduction of interview Aata,to'the essential
elements of an ekperiénqe is, of necessity, conducted with hz‘
minimum of gui&eiinés -and a maxiﬁum of opénmindedness.

5 Undef'these;conditions'the queétioﬁ'must'certaiﬁ;y.be -asked
6f thé experimenter, how does oné "know :thét bias and
préljudgémeﬁt.have trply'ibeen suspénded,. pr“_that those
elements earmarked "as -essential to the éxpe;iénce are the
Saﬁe as wduld'be suggested to another findividual_ éxamining

" the same- daté?la In 'otherMﬁwordé, isiit pOssiplé for two
persons.- working indeéendently ﬁb glean from the data 'thet

' same essential elements d£ themes? |

~In order to answer this 'queétion,.‘én indépendent

-,x_psychdlqgist undertook the task of identifying themes. This

o o T ST e RIS ST 2

person was app;ised.of the purpose o¢f the study and the

{ method of data chlectioﬁ" and analysis but was naive
. ™~ L 4

before commencing  the

v

.regarding the actual data themselves
»~ analysis. . Instructions were 'given to sort the cards as
outlined in Step 2 of the ‘analysis. "There were ' no

~instruét{ons given with regard to the number-or nature of

the categories, or the number of cards ‘which might be.




'expected to form a category. : v

"The results of this 1ndependent analys1s matched almost'
1dent1cally with -those of the- experamenter. Dxfferences
vere attrlbutable mainly to dlfferently worded descr1pt1onsfu
~of the themes’but also to 511ght d1fferences in the breadth
or’ narrowness of some: themes. In other 'words, "~ the
independent analyst somet1mes grouped two or thiee cIosely
related themea‘togetasr under‘ a more comp;ex descr1ptiom
than' the experimenter~ had done, and vice :versa. - This
occurred in fxve or'S1x casesa'and accounted for'_the 31
.versus 25 themes. dlscrepancy 1n the 1ndependent l1et1ngs.
‘Onlyvone minor theme llsted by the exper1menter falled, to’i
emerge in the. 1ndependent ana1y51s. Lt -

‘The ' strength of agreement between'these 1ndependent‘
analyses was taken as evidence of the, reliability - ofi. the
method‘ and to _a-'certain' ext;nt, of the validity:of the

themes wh1ch emerged from the data.



. - Chapter 4

Description of thenExperience

Several research questlons were posed at cne end of the

predominant =features. or -const1tuents of vthe. adaptatlon

data with respect to th1s questlon bear;ng in mind that the"
© ~data must be- allowed to speak forAthemselveSQrather than

‘being 1nterpreted by the 1nvestlgator. Therefore, follow1ng

'

- the overall descr1ptlon, use w111 be made of quotat1ons from
the 1nterv1ews 1n order that the reader may understand
prec1sely what was sa1d that led to the descrlptlon of each

,theme or constltuent of ‘the exper1ence.r

vaerall Descrxpt1on

Many elements of the experzence of adaptatlon to ‘life‘&

with a dlsabled.hspouse_ vere common to most or all of thé

subjects. Initially'thev'exper1ence 'ﬁas character1zed hy‘

- Y

shock fear, = and -uncerta1nty, 'fear "+ of hisf death4

predom1nat1ng all other reactxons. Thisffear-uas based onf

._.Q

*not. knowlng» and 1mag1n1ng the worst p0551b1e s1tuatxoni
unt1l there was wknow1ng For some, the thought ‘bf braln.'

damage leapt to mind and conjured 1mages wh1ch seemed worse'

medically explicit, descr1pt1ons 'of the 1n3ury “from a

doctor, genuine recogn1t1on of the severity of the 1njury,

literature review, The first quest1on ~was: What are the

‘process for these women? The follow1ng chapter exam1nes the—

‘than death. ‘Although, all-:rece;ved falrly»wblunt, ' hut;fVth
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, and 1ts 1£pl1cat1ons, both broad and spec1£1c,"came slowly

and gradually over. several weeks or months.,7

of . paramount 1mportance durrng the" months of -

hosp1tal1zat1on wés the ass1stance of famzly and/or fr1ends.‘

'Thls ass1stance took many forms- just ‘being . there, 11sten1ng.

_her concerns, ass1st1ng - with bu51ness ’_operatlons,

‘prov1d1ng transportatlon, baby51tt1ng, prayers. 'In general,
however, there was. rarely an atmosphere in whlch she allowed ..

herself to let go, emotlonally. zWork and pr1vate'tears were .

'toward the 1n3ured spouse were most. keenly felt. . She. now
‘: had  to ‘deal not only wlth her own concerns but w1th the1r

;reluctance and dlscomfort.pn h1s presence. . Expectatlon of:

the1r support and acceptance was me11c1t here.

The early weeks were a t1me of emotional control 1n_'

‘publlc,‘espec1ally in' h1s_ presence. Th1s behav1or 'vas
controlled both .1nternally, by a sense of h1s 1nab111ty to;

» deal.thhvher emotionallty,_ and externally, ‘by ~hosp1ta1

11ettingdhim see-heq cry. Thus began a pattern in whxch she.
r;took'von the role of protector——of hzs comfort elffesteem‘

and emot1ona1 well- belng--at the ‘same time d;smissing or

denyzng her _own . needs. In retrospect, these fwomen

recognlzed value 1n havxng an emotlonal :outlet other than

‘thelr husbands, whom. - they sensed were too wrapped up’in'

themselves for a time to give emotional support.- There was.

R St L T R
. A . i

" the perm1tted -forms ofvemotxonal-release. It was at thlsll

"tlme that the’ negat1ve reactlons of fam1ly and close fr1ends

:..personnel ‘who . .counselled that he must be 1strong, not -

im
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an Bften'ﬂexpressed régret' that there was no contact vith

lsomeonevwho was perce1ved as truly undemﬂf&nd1ng, perhaps

someone who had been throd!h 1t"“ AE}ﬂz‘Nw; 'f'*

%fﬁ” estab115h1ng themselves 1n the role of protector,

certain patterns emerged ‘-The: predomiﬁi”fhg theme was.;

M«,-,;,

'_control' of both” the phy51cal and the'emot ﬁuronment.

PO R NG

,Beg1nn1ng“w1th the orderlng of the1r llves 1ng9'rout1nes,
R 'only some of ‘which were establlshed before " the inju?irt

éhanges were made to accommodate hosp1tal V1sxt1ng, to take
: 4t

'on tasks wh1ch the spouse had prev1ously performed | and to-

N 1A
A

acqu1re new SklllS, 'in some cases (e qg. learn;ng to’ dr1ve a ‘
S

'~;car) Rout1nes brought a:. medsire 50f$_§tabllrty-‘t0' the4
-situation. | | | » |
S {

‘As 'a couple, they d1d not d1$cuss the1r feelzngs about ~i-n-'

":the 1njury. Although the 'vrelatlonshlp ‘was frequently

r‘

'descrlbed -as cooperatlve,. there- were clearly areas whlch

a

'were left untouched at, least for several months." Much of \

s R - I3
13 -

B R ‘what these women felt the 51tuatlon requlred them to do was :.

done w1th res1gnat10n or pass1ve acceptance--. you do uhat

you have to .do" f Comm1tment to the relat1onshrp came{early

‘on, usually w1th1n three months, but often w1th a tenori'of o

B P

S TR | ,obllgat1on, and agaln, passive acceptance**‘"I never Ehought
1 | ;of leavzng 1 th surpr1s1ngly, though .at some po1nt
‘feel1ngs emerged of being" unapprec;ated A certaln lack of . b

sens1t1v1ty in others, spouse 1ncluded,,to the fact that she

\ 1

' also was suffer1ng,xthat she also had g1ven up a great deal

was alluded to' time and agaln. . SR




S omm1tment to vthe relatxonshxp for most of the women

< o w"‘ mea acceptlng repons1b11r{y for the physacal care - of thexr
' ‘spouses as well as for household‘tasks. whlch he- could . Ao
Lon.ger lperforx,g\.; 'rhe_ burdengof ‘respons1b111ty weighed
heauiiy .atrhtimes; there berng ;ecurrxng references:fto

‘fee11ng pressured w1th the workload. 'Varying amounts of

~t1me passed after the 1n3ury before each' aCknowledged the

need for some' rellef ‘time" a part of her llfe whlch could..
i be separate from h1m, in wh1ch -she could feel free of her-:
SR F‘jlrespons1b111ty f‘r h1m.' Confllct1ng emotlons around thlS ‘
| r1ssue and others, coupled wlth lack of an empath1c contact v‘_'(
: often led to feel1ngs of QUIIt, resentment and frustratlbn
t,'.beﬂore .a sat1sfactory solutxon was found.

-,

Another majorﬁtheme was - the issue of sexuallty and tﬂp~ﬁ ”
. ‘ .

‘resumpt1on of . sexual relat1ons. An awkward toplc for most
’of these couples to deal w1th it was, nevertheless,u not _a'

>gsource_of‘much frustrat1on once dealt wlth, - Both a‘physical

- -

*;;:and' - an fiemotionaf adjustnent were requ1red which was
' accomp11shed mbre or: less sat1sfactor11y through talk dand}v~’W;v
exper1mentat1onj.' The' 1mportance of sex was reduced in thew,f;",
overall scope of their lives but many admltted it may have?
been more 1mportant to thelr husbands. »

_ Desp1te';the feellngs of pressure from the burdens of
reSponsibiiity, emotionalfupheavals, and an occ551onal sense
of loss or mlss1ng something, this experxence wvas viewed as

a t1me of emot1ona1 growth, a_t;me of p051t1ve changes in )

. B a
1 ' . N o
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-equilibrium in their.lives through routines ahd :resumption‘

”

-

-

t

“which the couple came closer together. Many of the .women
. spoke of feelings"of increased emotional Strength and new

. ,~found. 1ndependence 1n -areas wh1ch they had prev1ously ‘@bt

explored. L SG “5_‘“9' 'jﬁfgphff ' -

a0 L

Perhaps this‘igs an appropriate place to con51der the

i K

appllcat1on of Maslow s needs hlerarchy to .the process of

‘adaptatlon.g% Ing applying Maslow s theory to his crisis

model Fink (1967) stated, 1n most instances an 'individbal
faced w1th a _threat w111 be governed by his safety needs
{p. 595). Thls was very not1ceable wlth most of ‘the ‘women

studied as:?they attempted_ rekestabllsh a  state of

'of a "normal" lifestyle. They did, indeed, as suggested in

L3

the llterature rev1ew d1rect their energfes toward the care

and protection of their spouses, often to the detriment of

their own psychological and physical well being. In some

senses, this undoubtedly served a need also, to stabilize
the relationship, reducing the fear and uncertainty

engendered by false or misleading adv1ce from well meanlng

flstaff members. Clearly, however, th1s dom1nance of safety;_%ﬂ‘
»@needs was replacea for these women, by the revemergence‘ of:u

'_growth needs, well before their husbands‘had reached such a
state. The frustrations:expressed for example, over hlS

lack of apprec1at1on for her role in his life demonstrated '

this. At a time’ when ;he’ ﬁas in ‘neéd. of fr1ends,
acceptance, esteem,__and affectton, some women were aware

that concern vas expressed mostly for ‘the - husband

55 .




concerned.

- *{Maslow (1970) has sugge’sted that a need may be"“deadened

by exper1enc1ag -life at a very low level for ~a long tlme.

Certainly these .women would not normally be descrlbed as

exper1enc1ng l1fe at a vefy ldﬁ level however,'as many .of

'them made ,great concessions to the situation, in tErms of

physical andAemotional freedom this might[account in part

-

for- the. a;r of pa551vé acceptance wh1ch pervaded some of

;thelr l1ves. . For others, at least w1th1n the conflnes'\of

‘-
the, mar1ta1 relag§onsh1p, cultural pressures which may have

thwarted‘the1r needs for independence and self esteem wereg

no longer cperational. " Reports of personal growth attest to

this.

Maslbw's rframework for 1dent1fy1ng and understanding
&)

'certaln human behav1or cannot be applled in a r1tua115t1c or. -

X

simplistic manner to ~the ~comp1ex s1tuat10h under

investigation.’ It does, however, prov1de a reasonable and

raticnai. basis for~:formulat1ng strategles by which to

‘facilitate psycholégical' -health in the individuals

I

Individual Themes

TheTcﬁerall descriprion of the experlence ‘encompasses

all of the 16 major themes ,and soﬁe of the minor ones

expressed by the subjects. Each of the themes are expanded ;g?“

and discussed in the following 'pages, accompanied'be’

representative quotations

»
4

fch exemplify the theme. Where

RN
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' ~somet,lm_es replace

85T

two or more themes seem closely related, Ithey’are discussed”’
together. The reader 1s rem1nded that the terms "major" and
"minor" refer to the frequency of occurrence . of the theme -

across part1c1pants and not to the relative importance of
’ ’

<

the theme for the~wohenpyho expressed.them,

Theme 1~(major);- initial.reaction, fear of death
Theme 2 (minor) - uncertainty?'ébout the injury is more

A fearful than the reality

| These ftogether represent the’ predom1nant reactlon to
news of a serious accident, perhaps best -descrxbed\ as a’
"worst feare"freaction. Only. one of these women was present-'
with' her husband when the acc1dent occurred. All of the

others were not1f1ed by someone, often a telephone call from

_the hospltal in w?gch little information ' was gnven except

that an accldgﬂt had occurred. Only-thrfe of these women

thought that 1; was probably something mmor"";V «. The rest

,';f

related varrous pan1cked reactions, the detalls of which

they could not recall“. The initial fearqéﬁr his 11fe was

by concerns thaté@? ﬁpuld be completely
change&j either physically or mentalig or .both, that he

&
R

might be a "vegetable". There was a’sense of urgency to -
reach him, accompanied by dread at whftwwould be seen.

They let me see him first and I was relleved. In: .~ =
fact I couldn't believe' his .back was ‘broken - .
because otherwise there was no’ sign- on him of
having been in an accident. There wasn't the
?anda?ed head and arms that you kind of  expect
J.H.), ‘ L .



-

When I phoned the doctor, none of it sank in, what
she'd said. All I knew was that I had to get to
Edmonton rlght away. That was all I thought about
(B.G.). '
. . ’ ? o 4
. I asked him [the~doctor.] if he ‘[her husband] was
» All 'right...he wouldn't say nothing, so I thought
it Must be bad...a train! He couldn't have been
hit 'by a train! I just sat there and shook my

head. I just couldn't believe it (V.P.).
®

‘Theme 3 (major) - gradual'fecognition of the severity of the

injury and its implications.
: .

Some people with SCI require ‘éurgical treatment to

stabilize, the spine, others are placed-in traction using

skull tongs attached throﬁﬁh%holes dr1lled into ‘the skull.
The 1n1t1a1 days and weeks, ,whlle the nervous system is
;till ?én?eShock, are ones ‘of uncertainty. With- some
ekcebtions[ the medical staff can usually make reasonable

predictions about the amount of sensory and moter recovery
' - AE’ZA A2

~which  will "~ gccur with a particﬁla: level of injury.

However, because other systems such as genito-urinary and
gastro-intestinal also suffer, at least for a time, the
period of overall stabilization can be guite 1lengthy and
complicated. During this time, the injured person spends a
great deal of [time in bee; compromised in so many weys that
the evidence of his disability is masked by the situation.
Probably three days out. of a week I was at the
hospital with him and I fed him and brushed his
teeth and did a lot for him there, and like once
he started eatlng by himself I helped him with
‘that (J.B.).

Under~ these cdnditions, it may be several weeks or



A SAY et

SR e e SR A

_ ‘59
f T .

}

several months before the loss of movement, in practical
terms, becomes apparent.

It's different visiting in the -hospital and’
they're in a wheelchair. That's a. hospital

environment and wheelchairs ahd :gowns and

sicknes<. But when you.- bring them home,  it's

totally Aifferent (J.A.H.). e

It wasn't until he came home that I really went
through a shogk. I just couldn't believe it that
he was so helpless, that everything he needed 1'd
- have to get for him (J.B.).
o I don't think it really hits-a person right away.
You. don't think about how bad it really is. I
felt that way, anyway. I think it -takes a long
time  to accept somethlng like that (F.S.J.

I think as the d go by you just accept it, 1
guess. And go along/with it, sort of, - and juct
take each day at a fime (J.R.). S

Theme 4 (minor) hope and optimism of further racovary

Even sm~11 amounts of improvement custain the hope éhat
some couples have of eventual recovery. It atts as a buffer
whi-h allows the individual to delay the final acceptance of
the iysability se it rtands, an acceptance for whirch Qhey
e no£ vat ready. :

You always have the fﬂoltng that it'se st11] going
to be hetter (F.S.).

I1f he could just get his right arm going enough I
think he could gain a lot more independence. He's
started to write now, but its taken three years so
who knows, it might go that far and it might qo
. farther (J.A.H.).

As 1~ng =s therapy keeps up good, which it has for
tvo and -~ half years, b~ will be fine and so will

4 C LA I
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Theme 5 (minor) - religious beliefs strengthen ability to/.

- cope

Belief‘fhét some Being more powefful'than themselves is
controlling their 1lives comforts some persons in times of
great distress. It does not seem to be an abdication ~of
responsibility so much as confidence that they will not be
tested beyond their limits to endure. This knowledge that
they are being watched over and carequoi giveé a certain
strength which they.feel ﬁoﬁld be absent otherwise.

I believe God takes care of us and never gives us
more trials than we can handle (C.P.).

I think the Lord just gave me the strength to take
it...the Lord really helped me through...He s been
tak1ng care of us (J.R.).

Theme 6 (majﬁ‘) - control of her emotions

Theme 7 (major)- need ‘for emotional outlet other than

husband

Beginning almost/ from the moment that their husbands

were admitted to hospital, these women were counselled by

hospital staff fhat tpey must be strong and not let their
husbands see them cry. ééme of these men were very ill from
other 1injuries sustainéd in»the accident and the sentiment
was expressea that they had enough to cope with in coming to
grips with their own problems. For most of the women, this

seemed to be good advice--they stated their unuillingﬁess'to

' burden him further. However, no substitute was offered as

-

an outlet for their own feelings. Some had a very close
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friend or relative with whom they could share their fears

and frustrations, élthough they felt this‘person' frequently

did not really understand. Many wished there had been
‘'someone .avadlable, especiélly someone  who had had similar
éxperiencg'f and - éould, thérefofe; " "really understa

Réalization‘!f the need for an emotional outlet was almost

unanimous.

Hopefully :that person has a very-close friend. I
have one and 1I've been able to talk to her a lot,
although she doesn't understand the medical part
of it, just being able to talk to someone
helps...the» doctor told me to have 'a good cry and
get it out of my system then not do it after
because he [her husband] would need me to be

stron?...but you also have to think about yourself
(J.H

I woykd never say anything about how I was feeling
or amgkhing. I never talked to anybody, and.
that's ' a really bad thing to do...I kept thinking
I have to be strong, I can't break down (B.G.).

When he first got hurt they said to me, now..you
mustn't let him see you ¢ry, you mustn't let him
know you're upset...b t as soon as we decided’ ' not
to listen anybody else, then everyth1ng was
just fine, because he was wondering what the heck
was Wrong with me because here I am not crying and
he's $8ying there (J.A.H.).

Theme 8 (major) - she takes on role of protector

It is not uncommon for persons with SCIto go through a

~periad of time during which they feel useless to those

around them and may express a great deal of negative emotion
(Wright, 1960). That coupled with the awareness of his
physical helplessness mayi be what leads these women to

shelter and protect their husbands by bolstering egos and

.
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generally placing him first in their lives. Whilg/a'cerﬁéin

amount of this may be considered normal and healthy in any

relationship, in this instance the impression was .sometimes

o j\\créated that he was not strong enough to aace the world by
/':lhimself. Control in the face of ' uncertainty .may also be -

viewed as a manifestation of hér safety needs.
' /
He became hostile, angry, depressed, he lashed out
at’ me...I treated him differently, very
‘delicately, wanting to protect him...I wanted at
times to force an argument so the next days would
be less pressured...l decided I would never leave
him alone, and I still‘don't (C.P.).

He'd get down and get upset when he couldn't do
things for himself...I always tried to ‘reassure
-him~ that we'd be thére to help him...I tried to
let him do as much as possible when it came to the
farm so that he felt he was doing something for -
us, ‘and then' he didn't have to feel that he's
useless (J.B.). .

I felt I had to shelter him from any further
harm...they used to get angry with me because I'd
check his pills before they gave ‘them to him...you
see, I didn't give him a chnce to stand up for
himself when I was there (JKA.H.).

Theme 9 (major) - denial of her needs, secondary to his

This can take many forms: going to the hospital to

visit when she would really like a day to relax, giving up a

"job to devote herself to ’._ﬁi‘g' "fﬁfl_"fim‘é 'Tfé.',‘ "Teading a~ — -

_ restricted social 1life because he feels uncomfortable in

public, or restructuring her days to accommodate his needs.
. .5 .
Whatever form it takes, these women seem to have their

husbands' comfort foremost in their minds. Extra - work is

~

just done because it has to be done and any additional

- 2
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 strain on her is seen as minor because he 'is the most

important person in the relationship. Confliots.between,

. N

‘need levels begin to become evident in the follewing

quotations.

I time everythlng so I can spend all my time wggh
my husband and ‘daughter...I think sometimes: .the
accident . has made me. too responsible, and
sometimes 1 just can't unwind and relax (C.P.). ’

I 'gave up babysitting after he was home for a
while...because I've been tak1ng him +to the:
hosp1ta1 everyday and that takes. time...seems like -
you don t get t1me to do anything else-- (J R.). '

We always went danc1ng, all the time, and we don't
go that-often yet because it really hurts him
" «+.. go so far as to take him somewhere, he' 'd
‘rather not go because he thinks he's being a
bother to somebody (Vv.P.). .

It gets really hectic sometimes, espec1ally in the
morning when I'm gett1ng ready for work. There's -
so much to do...but I just decided I'm ‘go1ng to
get up earlier...give yp a few things 'in the
evening (J.B.).

1

Theme 10 (major) - importance of support of family, friends

Theme 11 (major) - negative reaction of family anﬂf;frfends _

is an additiocnal burden

Ly

Not all families were as supportive as some were, for a

var1ety of reasons, but the feel1ng was generally present

that they helped as best they coufa Wlthout fam1ly anduﬂ

friends ‘rallying in some way, either dgiving emotional
support or physical labor, these women would have had a much
more difficult- time, especially those . with farming

operations. Implicit in their expressions 'was_ the

expectation that this support would be forthcoming and.

©
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subsequent hurt orl_disappbintment wvhen it was not as .

expected: This was particularly true when the reaction of

,family ‘and friends suggested _lack of. acceptance of the

husband w1th a dlsabllity.

Our fr1ends didn't. handle it qu1te as . well,...all
.they ‘could see was that now he couldn't walk, -now °
. he was in a wheelchair...some of them were honest
enough to say we just don't know how to talk to
you...I could see how he was hurt. by 1%,(c .C. )

‘T found that our fr1ends were more of a help than
my relatives. It seemed they called to see if I
needed help or to sée how 1 was, more than family,
but’. maybe that's just how.some people are (F S.).

Most people did feer better after’ they saw him.
Of course it“was difficult for everybody the first
time to have to see him,- knOW1ngfthe extent of his
injury (J.H.). 4 .

They really ‘stood by' us. "Théy were very good,

. going to see him, and taklng me up whenever they

were gO1ng...and I don't think he'd be-alive today_
if it wasn't for the prayers of people (J.R.).

It would have been really hard to do it without

them, for afnyoné to handle it without family
around them (B.G.). : :

.

Theme 12  (major) - need for sensitiQityI'in others,

”éppreciation that she alsé is suffering,

that she gives a lot

Although éthers: pitChga in;tp help with wak'aﬁd give
supéort, oﬁce the initial cf?sis was over aﬁd’her husband's
condition had stabilized, ' some of these women were aware
that'ali attention wag.still focusséd on their husbands."
Queries  of "howv'are you" were seen as petfunctory,

automatic, rather than a demonstration of genuine concern

-
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-suffering. "Later, the sahe’feelings ‘were expressed -about

'the'
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her' well being,” or recognition‘fthat she ”might.bé“

husband who focussed on his own losses and frustratlons

and fa1led to express any apprec1atlon of the fact that

also

appreciation was expressed, it made the workload

lighter. _ Apparent 'here ig_ the emergence of the growth

had g1an up a lot as a result of his 1n3ury.

) _needs, notably for acceptance, esteem, and recognition

her competence.

-(BG)

Well;‘everybody phones . and says h1, how are you,
but.1 wonder if I -.answered something really,
really nasty if they d even real1ze I had (3.H.).

I alvays think like I'm try1ng to do my 'best and I
get mad‘ because he' s.gett;ng.frustrated with me
. _ o ,

Well he doesn't seem to think I’ ve'q%bt anything
to beef about ' (0. S ). L '

' There —are ‘times I' d . like to- JUSt backhand him. "

Theme

since.

You know, wake up, you're not the only one 901ng
through this (vV.P.).

“

Phere's a d1fferent apprec1at1og for each other,
espec1ally my husband for. me. He appreciates me
in a different way now than-he did before (3.B.).

13 (major) - 1mportance of routlnes for stab1l1ty

control | -/.:

she'v

When -

of

andf

everything is dropped to Dbe, the ~ hospital.

Arrangements ‘must be made for the chxldren, time is taken

¢ off work, famxly not1f1ed and so on. There does seem to

be

1

a need, however, to return to some sort of ordered style of °

. seem

”\The first days'ortueeks.after the’injury-can'be chaotic
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- living. This exemplifies the predominance of safety,'needs..-
'which propel the"1nd1v1dual to seek stab111ty, Structure,
. and freedom from anx1ety and chaos’ (Masl?w, 1970). - Eater,‘

when "the husband is home, the addltlonal workload requ1res

’ ..
mofe planning and development of new routlnes. AIL of th1s"'
~vdecreases,-spontane1ty~jbut appears necessary if the work is:
;to‘be,accomolished with a minimum of strain, both ‘physical

. and emotiOnaldf Th1s organ1zat1on extends to social out1ngs
nand vacatlons as well the feellng belnq that she cannot

cope with uncertalnty, hence the neéd for control of events[

. even if thlS limits the llfestyle.

It ~was a big chore at first. It took me a long
“time to be able to do all these things in a short
~ time . like I can now...you “-always: have to plan
nahead so far (J.B.). : 'L' .
The most frustratlng th1ng is. 11ttle stresses such
as a car breakdown and all the 'hassles, .or a
disruption in routine ...I don't allow people in |
my life, 1like 'casual friends that disrupt my
routine (C.P.). . v .
For the first month' . didn't really care. My -

- .whole life had gone poof' ...after that we jUst

- sort of settled back into a routine family lilfe
(J.A.H.). A - ST
And 1f you go anywhere you alwa s have to remember
to find a place where the Bathrdom-is b1g enough
or a motel that's acce551b1e (J RD). -
¥ Theme 14T;(minor) - his feeiingsb about the injury  not

~discussed
Even though some of the husbands vere depressed or
angry, . there was sometimes nOr‘open discussion of his

feelings about the accident and his disability. These women
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d1d not know if the1r husbands talked to: anyone about these'

. feel1ngs and seemed reluctdnt or afra1d to do so themselves..

>

We talked somewhat but: not a real lot.; We never :
really dwelt on it (J R, ). R AN

b | He couldn't talk,to me as he couldn't }éyén;-begin“‘ S
R i to sort out his own feelings (C.P.), ) -

—

" He never says anyth1ng...so I don' £ know}Ghat he
thlnks (B.G.). S

He's not a very open person. He tends to stay }'f i
Theme 15 (major) - Strong sense of commitment  to. the

relatlonsh1p

Theme 16 (minor) - importance of cooperat1ve relatlonshlp
. " s

Treischmanna(1980)ihas.told uSithat.there is very often

a period»of "testing'the relationship*; a"time when' the
injuredi spoese e1ther Says outrlght that the partner should

‘.

find scmeone else, or 1mp11es through his actions a wish for

the'relatzonsh1p,to end. ThlS can be a cruc1a1 p01nt even.
: A

for ‘a strong marriage. Many ‘of these wqmen made the

commitment to stay even before this *testing oocurred 1f

indeed it did' and some felt hurt at his suggestion that he
was no longer good enough for them. For some, however, hthe)ﬁhj
' comm1tment had overtones of—re51gnatlon rather than choxce;ﬂ
Since only one of the women. was financially 1ndependent, the
alternat1ve may have been too anxiety provoking to warrant
,f . serious }oonsideration; ~The price of loss of etability‘and
security maylhave'seemed too great.'vThey:,emphasiaed. their

desire for a close and cooperative relationship, one in,

¢
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- (B.G.). . . * P

which they shared decigion“making. SOme were pafticularly

/

~aware that their: husbands had a spec1a1 place in ra1s1ng the

;hchlldren. | a

\ B N _ - -

S,
. He: told me.. one “time that he d1dn ‘t expect me to
. stay with him," he wanted me to leave...I got mad
at him and he's never said that to me-again...I i
have never thought of 1eav1ng so I don't want him
to always have ' that the back of his mind

I bel1eve marrlage is a lifelong commltment and I
don't 1like praise for my attitude...our daughter
needs Ker Daddy and so do I (C.P. ) ‘ _

I ve been really thankful that he's been around’ to
help me with our youngest daughter...i think it's
my responsibility: fto stay with him], and also
he's my husband so I just couldn' t leave (J.R.). '

It was one of the hardest things I ever did in ny
"life, but...I . said 'I cannot handle all’ of these
- th1ngs,byﬁmyse1f - You have a perfectly good head .~
and arms. and - either you help me or I shut
everythlng down and forget it.'  And that kind of .
snapped him out of it (J.H.). L

. Theme 17 (major) - resignation, passive acceptance

Many .of . these women conveyed the impression that much

of what they did, 'fparticularly things  which were

',nece551tated by - the disability, thezjﬁivaithout'making a

.;fcholce. Something needed to be -done so they 'did'th.

SOmetiﬁes' they d1d not see themselves as 'having a- choice to

‘ make, and at other tlmes ‘the alternatlves were_ not: very
. ' ! ‘ '

attractive . so they carried on as they have beean'There was
an-aif of resignation about some'of'them;
I th1nk as the daYs go by you Just accept it, I
' guess.,.some th1ngs are kind of upsetting, but you

just learn to’take it,..I just went ahead and did -
what I was supposed to-do (J.R.). ‘

3
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I'm. res1gned...gett1ng along as well as can be
expected ...and what other alternatives were there
- (0:8.).

1 think it gives you a different outlook on
life...and this was' one thing I had to teach
myself--not to think ahead and plan ahead...you
just have to take one day at a , time the way it
comes (J.BGO) . .

" The precedlng quotations came from women who d1£feredl

in'some respects from the majorlty. Whlle the others seemed

T o, functlon from a realistic recognltlon .oj the situation
:they were in , these three women plus one other gave the
31mpression of 11v1ng unnecessarlly meagre l1ves, ‘narrowl in

-'scope and_;qutlook ‘beyond’ that which m1ght reasonably be

required byfthe situation. The interviewer was léft - w1th
feelzngs of optlmlsm about s1x of the women, yet these other

four seemed to have retreated or resigned from much of what

11fe had to offer them. The reasons for thlS were 'not

'3

entixely clear but seemed to be related to an unw1111ngness

- to ‘take risks (elther,phy51cal‘or emotional) and somewhat to

4

‘the-iack of an appropriate role model‘ When faced with

choice or dec1s1on-mak1ng p01nts in life, one may either
- 3
focus on -the course of action which wlll maximize the gains

- to- he made or on that whigh will minimize the potent1a1 for

loSses. The former course seemed to characterlze the
¥

.major1ty while the m1nor1ty chose the latter course.

‘Theme 18 (minor) - uncertainty about her ability to cope

e

"" At times, some ,of theSe women experienced doubt or
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‘concern aboutftheir own abilities to ‘deal with the extra

work of having their husbands at’ home. These doubts seemed

‘bo be most predominant before the first weekend passes - were

taken. ~‘Th:e..,.concerns1ncludegﬂ emotional factorsias‘well.as
the physical envirOnment and her own.physical abilities. A

feeling of confidence usually replaced these fears when his
visits were successful -
‘There was nobody else there. At the 'hospital
there were 80 _many people doing everything and
here there was just me...it just seemed like such
a terrible 1mp0551b111ty that I didn't know how I
was ever going to cope (J.B.).

I remember. the first time he came ' home 51mply-
because it was a trauma for days .before. I was
worried about that first home visit. At that time
we didn't know "if we could get  him through the
doors, in the house (J.H.). »
1t was really nice hav1ng him home. It was very
tiring...but it was worth it...I had a lot more
confidence...I had wondered would I be able to
take care of him if something went wrong, or
wouldn't I? (C.C.). Co ‘

I was really nervous because I hadn't done it"
before, looked after him. I had learned it all in
the - hosp1tal and I was doing it in the hospital
but = it's dJdifferent when you don't have a nurse
standing over you, telling you: what to do (B.G.).

/ »
Theme 19 (minor) - conflicting emotions e
There are times throughout the process of adaptation

when scme women questioned whether the things they were

doing were really the best under the circumstances. These

were most often situations where there was no right answer
in any absolute sense, but perhaps in a moral sense. .

I felt guilty as a mother 11v1ng in such a tiny
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apartment where ‘she couldn't- piéy'outéide, but
good because every second day we spent together
with my husband (C.P.). o

He - was - getting the feeling = he should go to an
auxilliary hospital for the winter. I didn't want .
him to go and yet I thought, well maybe if he went

I would have a rest. And so you have kind of
mixed feelings about it (J.B.). :

. Theme 20 (minor) - sense of loss

Theme 21 (minor) - uncertainty about the future

PN

The- impression conveyed was that thé .ihjury and
sugsequent disability must, of necessify, aLter‘theiplviéion
of the futuré;' The loss included more thén fmpbiiity,' it
included a sensél of knowing what could be é#éQC£édfou£ of
life, ahgert?in_sense'that their lives could never be 'quite
the same again.ﬂ | o

. I think anybody that goes tﬁfough something like
this has to go through a normal set of feelings.

It's almost a sort of grief, for what was, and
isn't anymore (C.C.). C

, Life was supposed to become much easier...I was so
. - looking forward to this peoint ‘in our 1lives, and | !
‘ " .néw, yeah, I'm a little resentful because I don't
know, now, what's going to happen (J.H.).

If you were to think ahead a few years, maybe you
would get panicky, but I think you just have to
take a day at a time, whatever happens (J.R.).

Theme 221(major)’-'feeling of pressure and the burden g

-

§ of responsibility

Theme 23 (major) - need for some "relief .time" from his care

For the most part, these women did not work outside the

home and their husbands, with one exception, did not expect
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e -‘_/’— . ) . . . . )
to return to their previous jobs, or any job in many cases.

A}

This meant that they would be in each other's company 24

~hours a day. Prior to his discharge, all of the women had

been,manﬁaﬁng one way or another to look after the home and.
- childréh, but having him home on a full time basis .

introduced new concerns. Apart. from the increase in

Ay

physical work to help him with personal ca§e}‘transfers from

bed, to. wheelchair, - and so op, they found that they had to
'iorganize'their time, and the household to a much greater
eitéﬁt. ‘Coupled with his boredom and . ipability to do

commonplace things for himself, this often led to feelings

of never having time for herself, and never seeing-an.end to

the workload or the wafy. Eventuaily, most came to the

) ' 9 ; v .
realization that some of his needs could be met by , Someone

ST

else, and that she should take ' regular break; £from the
pressures she was feeling. This represented a real
breakthrough for ééme,~ as they finally acknowledged that
they had needs which were not being met within  the
relationship, need$ which had to do with freedom, confidence

and importance in her own right.

That's the thing that's beginning to get me down
is not having any, time at all for myself...so far
we kind of tend to wait on him but you want to get
to a point in the house that he can be totally
.self-sufficient. and somebody doesn't have to be
with him 24 hours a day (J.H.).

We' had to come to an agreement .on that I would
have a chance to take a day off now and then so
that I would have a break. - At first my husband
couldn't see this...but he finally agreed and it
works out good (J.B.).
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He wants me to do it all right now amd I'm afraid
to ask anybody else to help...I'm scared...I can
pretty well 8o it all myself, but 24 hours a day,
‘everyday ... (B.G.).

We enjoy being together...once in a while I start
climbing the walls...it's just one of those days
when I'm not feeling up to snuff and I've just had
enough and when's someone going to take care of

"me, so I just go out for half an hour, and I'm

fine (J-A.H.). SRR

Theme 24 (minor) - simple activities missed

When asked if there was anything they particularly

missed, these women listed ordinary everyday activities,

‘those things which "normal™ people do. &

I'd like a hug (J.A:H.).
/ Activity, like going out -for a walk, the fun

times, 1like bal' games with the kids and stuff
like that (J.B.).

I sometimes think it would be really nice if . he
could walk so we could just go for a walk. Like
ordinary people (J.R.). .
Dancing. I love to dance. Or just go for a drive
on the weekend (V.P.).

Theme 25 (majnr) sexual adjustment required

Theme 26 (minor4 - importance of sex downplayed

Theme 27 (mifdor) - dieryseion and resumption of sex i«

avkward

v

Sexual fuhctioq&followihg SCT in males may be as varied
as  the 'individuals themselves, and is determified by the

. :
extent (complete or incomplete lesion of the spinal cord)

and Tawal Af indire (~nriiaal [ 'S
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In general, the higher the level of injury, the greater the
remaining sexual function. This means, for example, that
many quadriplegic males but fewer parapleq}cs, will be able
to achieve an erection. Production and emission of
ejaculate are frequently affected even in those who can
achieve an erection, with the result that very few children

are sired by SCI‘'males. Fihally, due to sensory loss, few

persons with SCI experience orgasm in the physiological

sensé, although they may experience some of the changes
associated with build-up and release of sexual ténsion.
More detailed discussion may be obtained from Comarr (1974)
and Eisenbert and Rustad (1974).

In the final analysis, each person must find out for
herself what is possible’and'hOQ best to find enjoyment .n a
sexual relationship. Willingness of the couple to
expgriment, ‘and explore alternatives is necessary .for
satisfactory resolution of this somewh delicate problem.
Fear of hurting their. husband;,'/;;;h physiéally and
emotionally, made these women heSitant at ' first. The
presence of urinary' drainage devices also made ghings‘
awkward, yet»they were aware of the importance of‘.sex,
eépecially for their husbands. Very often these women found .

that for themselves, sex became less important than:it had

~ been, at least partly because of other pressures. For some,

a satisfactory sollition was found; for others the matter was

simply shelved, but unrésolved. Either way it was a major
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It's going to be a matter of wa1t1ng until exactly.
the right time...I ‘don't ' think he's physically
ready and I'm not sure I'm mentally ready for it
(J.H.). .

You have to do things differently but our feelings
toward each other haven't changed...I think it's
very important especially when you re as young as
we are (F.S.).

One thing he had a real problem with was worrying
"about functioning sexually afterwards. He felt he
wasn't a man anymore...I realized our 'sex lives
‘would be different now and I {elt that I . could
adjust...we've talked a lot about it and he knows
that sex does not taEe priority in my life (C.C.).

Well, your sexual life is sort of gone...we talked

about it a bit, but not a lot...I've got so I just
accept it (J.R.).

Theme 28 (major) - time of growth and positive change
s

With one exception,' all of these women expressed the
sentiment that the injury and subsequent disability of their
husbands had produced positive changes in their lives and
relationships. Some of theSeﬁchenges,-such as the feeling‘
of being emotionally stronger, may be not so much changes as‘
increased awareness of one's ability to deal with the
seemingly unbeerable. Also responsjbiiities were relegated
to them which they may never have had the opportunity to
handle hefore; thihgs such as finances, accommodation or

transportation. There does seem to have been a breakdown in._
‘the barriers to communication which was perceived by the
: ' L Y

women as increased closeness to their husbands. The fact of
"his reliance on her for some of the most basic of personal

care*fwashing, dressing, and so on--means that they must be
—— ) : ’ ) ]

-
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more communicative, at least on some subjects. There seems
to have been spillover to other areas as ‘well. Finally,

there'is~the sense .that having come through this very trying

ordeal together, .they have matured, "grown", in their

approach to one another.

Since the hpcident I've become stronée:,
confident, organized and responsible...I love
meeting challenges now (C.P.).

We lost a lot of things but we gained a 1lot of
things. There's a different appreciation foraeach
other (J.B.).

“ He's more open to talk to me now than he ever was
- before...I think it's brought us closer together
in that sense (B.G.). o

That's one thing I did learn through the accident,
is total independence. It suddenly dawned on me
that I had to be able to decide what solor socks
to wear today without him telling mé s sk s

I _think I'm a lot stronger now...Y see our lives

"in a lot different light now. It did bring all of
us closer, much closer. And we're not afraid to
share our feelings -about each other now (C.C.).

e

Theme 29 (minor) - financial concerns have negative impact

Finances Q;re only sé?iously’strained for dné cauple to
the extent that ﬁhey had to seek sqéial assistance.
However, even those without problems were quick to_poiﬁt out
that financiél Qorries would have put yet another'stfain_ on
an alfeadetense situatiOh. -Since home renovations,. special
vehiciéé,“and other  equipmént méyﬁ be necessary ‘if the.
husband is to have any.measgre_of'independgncé, those who do
not have the Support of: Wbrker's Compensation or, ofher

" insurance benefits are likely to feel some financial strain..

Ly

R
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We're going to have to build on...the only'th1ng
Se sort of th1nk1ng about is whether we'll have
eno gh

money to keep things going the way we'd
like to (F.S.). : '

1 don't have any_otoblem financiall§,'but there
are a lot who do. They've got little children at
‘home, and they have no income suddenly (J.H.).

Things were piling up and I knew it. I tried to
get assistance bechuse it got to the point where I
didn't even have money to pay for transportation
to go visit him...they said he wasn't eligible. for
assistance because he was eligible for C.P.P.
However, 10 months down the road he hasn't seen a -
cheque from C.P.P. (C.C.). : '

- -~
f

Theme 30 (minor) - love to ’be needed

For a minority of these women,‘having-someone dependent

on them for nurturance brought out the best in them and they

happlly accepted the role of careg1ver.

-«

I really enqu being a homemaker, taking care of

my family, seeing to their needs...I like being a
housewife ' and - mother for a change...and I don't .-
really feel a need to go back to work (C.C.).

I guess I'm kind of a nursing type of person. The
more. someone needs me. the better I 1like it
(J.A.H.). ! .

I do love my life. ' I love being responsible for 2
people. I love being needed (C.P.).

\ . s . Lt
. 5 -
Theme 31 (minor) - 1lost control of eliminat¥6n. functions

requires 'special adjustment

With almost any level of SCI there is lost sphincte:
'.oontrol‘ Various urinary devices are available to deal with -
‘urinary incontinence but prbblems can- ‘still arise ffom“

leakage or clogging. No devices exist to 'deal with bowel



incontinence, and"for_Vmany persons with SCI this is not a |

problem so long as they adhere to a regular. schedule.

system

the assistance of énother~person.

most
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is failsafe however, and occasional problems require-

The lost control of these

personal of functions can be a difficult_'thing"to

accept for the spouses as well

He feels like a 11tt1e kid to begin with because
he can't do anything about it...it 1sn;t his fault
really...l always try to put myself in his place

\*'
I can't imagine not havmgwéont;rol over your
bladder or 'your bowels...that' %‘ectually the more
difficult part as opposed to be1ng in a wheelchair
(J.H.). .

(B.6G.).

. He still has those [bladder and bowel] problems

.-all the time,. TIt's kind of upsettlng, but you

ummar

adaptation to their new situdtion, as wives of disabled men,

just ‘learn Fo,t ke it (J.R.)..

which encompasses many positive and negative features.

would brobeﬁly agree that the accident was unfortunate

not that it was devastating to‘theirolives;_;Thefb heve

many

problems, Apart frOm their descr1pt1ons of var1ous baspects

n essence, these women have described a process of

Most .

.but

been

changes fo%h‘some. of them but few ‘insurmOUntable

of the”exper1ence some of them vere qulte cl ar on what made

life °

felt

the dgba-ana-f‘%s_from‘the discussion of-the findinés} these

easier or more dlfflcult for them, gome ohanges

shoold be made, and what sort of *‘help thefleish

they_

»haa
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~two shall be be discussed in tandem to facilitate clarity
.and  cohesion  of thought in dealing with -the remaining
~_research queétions} ‘ . '

i



Chapter, 5

"Results and Discussion

This chapter examines the data with 2 view to answering
spec1f1c research guestions. The l&terature review prouided
speculat;!r food for thought about the emotional reactions

to Jdisa

lity which, mlght be dlsplayed by the wives of SCI

males, and also 5uggested some factors which mlght influence

. the ways in which these women reacted

‘Before - exam1n1ng these, a look w111 be takeh at the .

-3

;.process of the study and the 1mpact it may have had on the‘i
women involved, with a view to sha ing the insights galned;”;

' by the researcher into the experience of conducting clinical’ -

research. . /
’ ' > (

b

) The conduct of c11n1cal research

the subj cts, rt;cularly through extens;ve observation
- views )is frequently termed "clinical" research.
"Clinical™ "may also -be defined as analytical or detached,

and herein lies one of the difficulties in. conducting such

reseanch-r' the 'subject is asked to dlsclose persbnal and

. somet1mes palnful thoughts and exper1env

counsellzng "sess1ons in_ the str1ctest_ sense_.and- the

"tendeno' ‘to want to "do somethlng whlch3‘tght help‘the

' subject must be curbed or redlrected to ‘another time”\and‘

. place guite -separate from the research interview. One

L1

f_ao.

'S yet these are notl

- L
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\J" . . :
cannot"discount] 'howeyer; the benefit which may be derived
by the intervieweefgrom the experience of'talking with one

‘.

who realiy listepst I ‘ | : e
' Another difficulesy lijes in the nature og‘thé‘methods:
ueed td gather -data, ‘most speoifically thed.open-ended
" interview. ) Phenomenology had its origins in phiioeophy, a °
field of study whose‘}ollowers are glnerally noted for their
highly deeeloped verbal - and refleotive,' skille.
Phenomenoiogical QSYChologists Aeoch as ‘Colaizzi-'(1978),

Giorgi'(1975)"and tollier'and Kuiken (1977)”Hhave, throUgh

%

their’ wr1t1ng, attempted to raise the consciousness of thelr E
colleagues toward | the' pr1nc1ples'.‘and pract1ce of
'_phehomenology by demonstrat1ng and expl;gatlng the techn1que
and the varzed subject areas to which 1t may be applied.
Their subjects are usually un1ver51ty students, often at thev .
post- graduate level. It is assumed, often erroneopsly, that.
sucn_ students- are representative of the population in
éeneral. ‘ . e |
~In the,preseqp.study,fthe specific.educational'level of
&he ‘subjects was not determined, .however, only one woman -had
completed a univergitg degree“”(B.Ed.) ‘qnd. one other had
‘takén some dArts courses. All wefelmarriedfto.blue collar
workere orjﬁarmere, When confronted w1th the task demanded.
by theu~reéearqﬁx ,namely explorlng and descrlblng thelti
, feellngs and reactaons toward the1r ,husband' d1sab111ty,
~9 .

most 'exper1enced great dlfflculty. Th1s 1s not meant to -

_'suggest that educaflonal level was the prlme factor but jit,

R | - o
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coupled with lack of experience with such tasks, may have -

with the .task at‘ hand. Many stated that they had :never

A -

'had'some fnfluence on’ the degree of comfort whlch they felt

really thought about 1t“, yet 1t became \obv1ous throughout

that. some had spent cons1derable t1me thinking about the

;effect(:E'the.injury on their husbands. Time and again,
h

the interview, "it was necessary to refocus the

‘discussion toward themselves and their feelings.
. Y

In addition to the difficulties _encountered. with the

focus "of ¢he intervhew, the relat1Ve lack of structure'or

»direction to manyiof the- questlons also posed  problems.

v

When faced w1th quest1ons such as, "Tell me about " or

"How did you feel about ,;.*, the_1nterv1eueﬂlwas frequently

g1ven responses such aS'"What do,You mean?" or "I don't

know Other responses: included slngle word or simple

phrase answers followed by s1lence wh1ch usually was vonly'

~The quest1ons thus became more and more d1rect1ve .as uthe

; -

situation demanded o o ) ;A'

‘What, then, was  the effect upon these women_,of

participating in*the study? For some, it7pro§ided-a\1orm of

'broken by _the 1nterv1ewer prob;ng with another questzon.,

release® a§ -if,,,ane glve bermiSSion"to 'talk” about

in number, these, nonethelessp provxded real 1nszghts into
t

the emotlonal pa1n and anxlety wh1ch they had experlenced

~

- some’ of whlch rema1ned unresolved Eollow1ng the;.rntervlewﬂ

‘,1tsel§,_’these womenﬁprobed the 1nterviewer-for‘affirmation.

Qo X

‘themselves, everything just came spllllng out. only three .
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of their experience, seemingly until their"anxieties about

the future were relieved. One subsequently requested formal-
counselling and was reterred-to a therapist knowledgeable in
the;areas.oﬁ counseliling and rehabilitation}J |

| fiue subjects in the. study, plus one in the pilot.

study, were perceived as really committing themselves to the

'task They frequently began with Stateyents such as, "Since

you £1rst called I've‘ really been thinking ~ about ,it."

Although they Stlll experienced difficulties verbalizing'

-

satlsfaytorlly, they seemed pleased with the opportunlty to

expldre and reflect upon their exper1ence, and partlcularly
't

with the. notlon that their contribution might ultlmately

‘help others. - Some offered additional information several

days or weeks later, .indicating that 'the process of
examination continued.
The remaining two subjects were the most draining and

least sat1sfy1ng to interview as there seemed to be some

re51stance' to verbal reflection. ‘The reason for this was

~unclear'but-may‘have reéulted from-general uneasiness about

the dem%§§S"of .the task and a stated concern that they had
little to’ conérlbute. Theré was no 1nd1cat1on whether .each
Q;f these subjﬁcts “§< affected e1ther po51t1vely or

'”iiy, bxwthe process of the study.

‘.

Ane snmmary, tﬁése subjects generated a se of

f A -

optimism. ‘coped,

‘:¢$ adm1rat1on ﬂ@or the ways in which t
=3 .
”J 'd not view themselves as special or ijnusual.

? ‘_~ b

) A . v : f
The - researcher ﬁ&s left ‘ylth ‘new insights into ' ‘the.




~ severely injured persons experienced similar reactions to

difficulties of doing  verbal-reflective -;asks ‘with .-

gt

essentially .poh-reflective,_ persons. For Ifurther._
-explicatioh, the feader is‘referrgd to the Ebilogue.

Bach of the questions posed at the end of the
literature review-will nowvbe discussed on the'basis of the

data gleaned in this study, beginning withvtpg second one, .

(Question’ one is considered to have been dealt with in~ the

preceding chapter.) '

Research Questibn 2: Is there evidence qf 'a sequential
, 7 S v

"stage" process of adéptatiqn as-outlined by Bray

(1978)2

—

{

- ¥

. .\‘ . ” .
Bray (1977, 1978) suggested that the families of

those of the inﬂuréd person, following roughly the same time

frame. To review, his "stage theorﬁ”‘ of adaptation to

© disability 'eqcompassed three distinct stages: anxiety,

lasting for abQ%f nine modths; accommodation, seen in the 10
to ., 24 month post-injufy'phase; and assimilation, beginning

after- the 'second year and'continying through life (see Table:

2). Since the women studied here were interviewed at
. : | o

varying times post-injury, ranging from two months to 10

years, it should be possiblevté sgelihe progréssidn ‘through

stages, if inifac$ this occurs.

~
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A. Anxiety stage

According to Bray (1978) this stage has several phases.
The first, fear,' is present in the acute phase follow1ng

]

injury. The family (spouse) is- immediately fearful of his
death, then, nhen‘rea53ured that he has not died, manifeets
eOnLinued anxiety through an obsession with his care,
eriticism of hospital staff and feelings-of inadeqnecy,
frustration and despair. o (‘/ '
</ Only six of the 10 women in this study expres3ded fear
or their husband's lives, initially. Two of ‘the rema1n1ng
women experienced the possibility of h1s death from
complications developed af -a later date but thls differs
from the initial reactlon Bray descr1bed Of the"six who
expressed the classic reaction, only one became obsessed
with her husband's care-(J.A.H.). Feelings of inadequacy
and frustration tenéedvto manifest'themselves,later, usually
at'the-time.when he began comingnhome on.yeekend'pesses, and
resulted quite natyrally from uncerteintx about management

~

of many of the physical demands of the ' disability,
%i.e. transfers, dressing, bowel and bladder care. ‘For most,

however; these Afeelings dlsappeared and were replaced by

conf1dence when they successfully managed home v1s1ts.

Den1al'of the setiousness of the injury is the next-
. o . , .

phase €% the - anxiety stége. Bray asserts that ‘the famzlx

A ,.../‘\

a?y become angry and\frequently turns to religion, often

look1ng “ for " that mzracle which will e11 ;nate the

nece551ty of com‘ng to grlps w1th _the‘”injury,

. ' B .
e . . TN P
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woman in this - study appeared to engage in denial (J.B.),

although this did not take. the form .of hostility 9F -
unreasoﬁab;eness wvhen. faced with reality. -Rather, she

seemed nof to have fecognized the eigns for what they were.,

.She did realize thef her husband would nevef walk again, but

seemed- to avoid ‘seeing that the extent of his physical

helplessness was real and not merely asfunction of being

hospitalized. . By her own adm;ss1on, she ﬁad done many

things for him in the hospital but simply hadn't realized

"that everything he needed; I1'd have to get for him". This

is not represen;ative of _"denial” as described by Brey

(1978) or Wriéht (1960) but may be 1mportang to recognlze

\Eince J.B. is the only woman dho really man1fested s1gn§A of

depression during the early months. Of thoseuwho turned to-,
1:§$ﬁy an

emot10na1

religion, none prayed for miracles.

?o quallfy as a phase tagough whlch
people pass ‘certain characterlstlcs seem necessary The
emotion must be sustained over .a pe-r'ia of time, it must

o

characterize the ~indiy}dual throughout this time, and it

should have behavioral manifestations ﬁhich' set it apart

, from other *rimés. and emotions. 1In thls sense "depre551on

is an emotion, rather than a behav1or, but ‘wh;ch 1%)
) . ~
N ‘ _ »

—~

' R

\



recognized by certain behavioral .characteristics such as

lowered motivation, withdrawal, and decreased activity,

1

- particularly that of a goal directed nature. Only one yoman

in the study (J.B.) seemed to have gone through such a phase
in the early. mon;hs £ollow1ng the injury. Othérs, at times,
felt saddened or overwhelmed but cgrtaznly would not have
been classified as having gone through a phasg of
depression. . |
More appropriately, these-womén might be described as
having goné through a phJse of mourning, the final pha?e of
the anx1ety stage. Bray 11sts, ‘but does not descrlbé this
phase as it applies to fam111es. For the injured person,
mourning is said to occur when identifiablé hopes,
aspirations or goals are mourned as lost--mourning is farget
specific: é;w of the women interviewed mourned specific
iosses, \although some did. Typically, they expressed a
sense of loss of their 1lives as fhey had - been. Only
J.H. described spec1f1c goals and prns whlch she felt would
not be achieved as a result of her husband's d1sab111ty
It 1is apparent by now that the women in the present
study did not consistentl ‘react”in accordance ;ith the Bray
Pmodsl, at least in ;p4¥ anxiety stage. They certainly
experienced anxiety, some more than others, but rarely -did
thag,take the form of denial or depre551on, two phases wh1ch
have been declared by some (Bray, 1978; Wright, 1960) to be
essential fér“_hsucqg§§ful adaptatlon. Moreover, “staff

13

expectations concerning ‘the emotionalﬂreactions‘of both .the.



injuredl male and his spouse frequently caused additional

difficulties for these people. More will be said about tﬁis

later. |

" B. Accommodation stage | b " , .
This stage is described as having two phases:

cemproﬁise and -reconstruction. Toéether they point the.wéy

' %
client ' is once again an acti part of the family but is’

to full acceptande 'of the dij::fed family‘.member: " "The
only'that and ndt the focal point' of liféa itself" (Bray,
i 1977, p. 16350 Using the time frame establlshed by Bray, ‘at
least seven of the women in th1s study should have been
eithét-functioning at thisrstage or through it at the time
they were in;erviewed. In fadt, all 10 seemga to have begun
this sgage. This is a- timg when thadges are made in
ligestyle to accommodate the disabled spouse and seemed to
. begin for these women * pr1or to their. spouse's final
discharge from hospital. Tak1ng into cons1derat1on housing
renovations or? eVen relocation, vhat he would do with his
time, if and how much they (the wives). would be free to
work, theéé’ women had already begun the processes of
compromise and reconstfﬁction. The most aifficﬁlg task for
some seemed to be taking that final step in which their
d1sabled husband ceased to be the focal point of their
llvesxb

It would .Seem that part of successful transition

through this stage would require a change in attitude of the-

v
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woman ;6wa;d her.disablea spouse. In tae previous chapter
it was seen that very often there was some sense of needing
€0 protect theseQmen;‘ta treat them,differeafly, make them
- feel wuseful or productive ;6 SOma way. Until the disabled
spouse'is acceptgd and treated as a g;tson first and
disabled second, - this stage cannot bé considered complete.
Using this change in atsitude as a yardstick then, only two
of the women' whose husbands - had been discharged 'from'
hosp1ta1 (C.C. and J. A H.) appeared to have made the final
transition. In the case of C.C., it was a mere 10 months
after the 1njury, yet she gquite obviously saw her husband as
a person first, an att1tude wh1é§ she attrlbuted to having
had positive contact with SCI’students while she attended
school years before. This reaction is highly consistent.
with the researchlxllterature on changing .attitudes toward
disabled persons (Donaldson, 1976; Evans, 1476) . J.A;H. was
well beyond the suggest d time of_é4 months \to vreacﬁ”{this
stage but she was“t dnly one of four women-fn the study
meeting the time requirement who had 'successfully achieveam
the level of acceptance describea above. In the Bray (1978)
study, families vere glven ass1sfance by the rehabllxtatlon
team to explore and deal wlth 1ssues which kept them from
final \résolut1on of this stage, whereas tha women in the
present study were left to their own devices. The
importance of contiﬁhéd: sugpoft and intervention will be

discussed in the final chapter.
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C. Assimilation stage h .
Assimilation, {;xthe Bray model, is lessva 5stage""than

a way of life. 'For the family .it _invplves total
reintegration of the disabled member into the family
structute while, for the f%dividuél, it is deScribéd%.ps a
stage of "cultural inéotporation‘into én expanding society"
(Bray,; 1978, p. 76). These goalﬁfare akin to Maslow's self
actualizaﬁion: most aésurédly woéth strivin§ for, but rarely
reaiiged.: To do so would r éuire chéngeé in indi?idual‘and
so;fétﬁl values surrdunding such_‘pbjpgs ‘as physique and
mobiliﬁy, -producti§ity, and 6thgr measures of pefsqnal ana‘
sociaI'worth., The women studied here were stil;~ involved
.with their day-to-day functioning, dééling ‘with.
intefrupﬁions inNroutine, architectural ’Barriers,i and the
”insénsitiviti of a society designed for the young,
-gdod-looking and able-bodied. The stéte'in which 'mahy of
them, may ultimately reside is Dbest de;Errbed: as

. g N

"resignation”, a state in which they have released thei: old

#

lifestyle but have hot established a .new orientation to

life. , | - o

The _balue of a theory or model lies in its abilify‘to
éxplqip and predict outcomes ihva par;imonidusufashion,,'The
evolution of Bray's (1978) model of’ adaptation to disabiliéyi
is iemewhatlunclear but it appeafs to have been developgd

m (=4

from observations of persons in treatment. Although he

described the families of SCI “patients as following "a

' . .
_natural and logical progression"” (Bray, 1977, p. 237).
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fthrough the stages, apparently the stage model emerged frOm
tudy © of the family involvement program in the
institution where 'ne worked. Thisl suggests that . his
.families were 'guided‘ through a process rather than merely
observed, making his a treatment model, not a stage‘theory.
Examination of his model and its applicability to the-
‘women in this study has demonstrated that , except as a vety
rough gquide, tnere"is little congruence betveen'Bray's
_findings]and those of the present study (see- Table 5).
Myriad . expipnations for this incongrnence- suggest -
themselves: Ei: women interviewed for this study may have
forgotten to freport \certain 'emotional' reactions ° which
occurred in the early months, they may.hare censored their'k
revelations' for a‘?yariety of}reasons; they may simplg ﬁot
have experienced den1a1 or depression; being in treatment
tﬁ% focus of a research project, Bray's subjects may have
_had a different experience; or ffﬁally, reactions may " have
been attributed to them which were incongruent with their
own' percebtions. This " would ‘support Cook (1976),' wﬁoﬂ
lsuggested ‘that some emotional reactions are attributable_to
‘Staff attitudes ~and expectationsé-rather -than anything
_1nherent in the patient or family member. Trieschmann
(1978) also subscribed to this view based on her review q’,7
. studies purporting to demonstrate the existence of emotional .
| stages in the rehabilitation;process.
We cannot know; in'this instance, the_preciSe reasons

wvhy the women in this stndy failed to follow thé Bray model..

e
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‘Table45
, Summary of the Present Study
‘fg? Versus Bray's Stages . S o
* Bray Ir% Present Study

I Anxiety (0-9 mos.)

Phase A. Fear of death
,’B.,Den1al
C. Depression

D. Mourning

\ PILAccoﬁmbdation (10-24 mos.)
R J .

Phase A Comprom1se

n,'\ B Denlal

III Assimilation

(25 mos. - life)

v

.

"-anxaety
intervals but as a genetal State.

-evidence pointed more

occurred -at var1ous
lasted only -about 2 - 3 mos.

-
-present in 6 of 10

ub]ects
 -no 'evzdence of B or C, 1nstead'
" there

was a recurr1ng theme of
uncertainty - -

-mourned the loss of
used to be rather. than
losses ‘

life as it
specific

-ev1dence of accommodatmn ‘seé'n

. as early as 3 mos. .

—llfestyle
11fe several years after injury
-evidence of strong codﬁ1tment
to the relationship,
with an air of

toward
s1tuat10n

resignation

toward
"varying degrees of w1thdrawa1
than toward ass1m11at1on

changes evident but ,
~husband still’the focal point of

sometimes

accepting an unpleasant .
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1t does serve to pornt out,, however, ‘some l,of ~ the
d1ff1cult;es w1th such theor1es.; They functlon to create a
‘ mental set" or a Serles of expectat1ons whxch can.'color
'one s view of realxty,. and in some s1tuat1ons act ai the
"rmpogus for a selt/fulf111&ng prophecy. As an example,» one
subject (C.C) related anw 1n€1dent in wh1ch .§h9\ was

‘approached hy.a' team cons1st1ng of a fsocial worker; a

psychologist, a doctor,ftand a nurse. This team suggested"

_.that she would uh;xmately leave her husband as a result of
" his dlsab1l1ty and made it clear that 1t would be: better for
him . in the long run 1f she left sooner rather than later.
. She found. the1r somewhat callous approach upsett1ng°
| They were so concerned w1th h1m at the time but my
feelings and the fact that they might have hurt my
feelings when they were asking me quest1on5' and
probing my psyche or. whatever didn't . seem to
bother them at all (C.C.). ,, '
Instead of offering emotional support to. this woman,
',oﬁening}the'door_and allowing her to vOice-and deal with any
. concerns -she maylhave'had;’an aSSumption_was made;,probably
based on some literature'on SCI, that because other such
marriages have tended to fall apart, hers would too. When
she assuredcthem'otheryiseythey simply left her alone.
J.A.H. and her husband suffered a similar experiencevat

3

- the hands of-wellfmeaning staff. _ Independently, she was

told that he would no longer want her, and he was told that-

she wOuld not want to stay with him. Had it not been for

the forthr1ght manner 1n wh1ch they approached each other,

"this couple,m1ght well have beaun to act in ways . which -



[y . . ‘ e -

(R . . . . . R

\cdmmuhicated» these very "jdeas, even to the extent ‘of
' fulflllzng the prophecy.\

.The women in this study qefté&nly ‘shared some common'

N

| téattions and exper1ences -as ft?ei'adapteé‘toirife with'a
d1sab1ed husband v To ‘sayf thatf théy folloVéd the- sameﬂ_
' pattern ’6f react1ons would be’a gross m1srepresentat1on of
;Ehe sithat1on.-,Aq out51dg-‘pb5eryer .may have attributed
ceftaiﬁ‘.émctions- to. these wéﬁtn which they themselves“did,,

 not report but as the concern here was their. representatibn

El

of their reality, . these women's views cafi hardlj{ be

B . N ) » . . ‘o ‘ ' . ) . ‘, 'S B ; ‘
:> discounted. o ' : o . Ty
. * : I ’ ’

Emot1onal reactions may be exam1ned outs1de the oontext

: of a stage theory of adaptatxon. In large measure th1s has
beenn done 1n describing the exper1ence of adaptat1on in the

prev1ous chapter, however, as we examine the next research

Fy

quest1on, emotional react1ons‘ will again surface in the

discussion.

Research Queﬁtioh~3:' What factors were' identified by the

vomen: as'vinfluenﬁing- the wayé'”ina\which they .

.
.

_reacted or how they felt about their ‘new life
situation?

Personality, lifestylé,-and age/;ere among a number of

factors on'which‘,thesé women  differed. Each story was

N
Py

unigque in some ways, ye’ many common reactions and

experiences wvere reported. (Erpm'theSE, six factors emerged

~

<k



" 1. Emotional support -
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-as the most powerful'influences over these'reactions.” Each

fw1ll be dlscussed in turn, ~@s they are presented- in their

approx1mate order - of 1mportance. | The order ‘is not

~1nvar1ant, however, and several facLors m1ght be given- equal

o
we;ghtlng. -

T

o

A, SUpportnsystems | 0
. , !

'wag clearly the 51ngle most 1mportant ‘or 1nfluent1al factor
in the. ways these women " reacted " The system was '’ broad and
"far reachlng, encompa351ng emot1onal phys1cal child care,?

f1nanc1al and rel1glous areas., When these support ‘syStehS»

were actlve ‘and functronzng vell, the effect was p031t1ve,

when they were absent ‘or functxoning poorly, the effect was

I
negatlve.'

9

N

~ o , 2
', Emotional support took different forms and therefore

" had different effects, largely dependent upon the source and
the expectations'offthe recipient. ‘Family members were. not

'always the most 1nstrumental in prov1d1ng emotlonal support,

some because of physical d1stance and others because of

affectlve dxstance. While absence of family support wasf

frequently excused, a certain sadness was detected ‘in those B

whose families were_notfespecially supportive emotionally.

Having a close friend or rJlative with whom one could\really:

~-

let down emotional barriers allowed some of these women to.

.~
‘

The;pnesence of adequate, funcrlonal support systems.

)
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carry on w1th l1fe when it seemedfjhey could not. .Someu'uhoi

u?f@ﬁhad no .one .S;)',or whose falexes were. perce1Ved as’
.biincreasnng théﬁQ\ot1onal straln (V P ) were b1tter, .angry,-
. aﬁdkaf d1sappo1nted seemlngly because they.yexpected
somethxng more" p051t1ve than'they rece1ved Still‘\others
uere pleasantly surprzsed‘uhen support .came from unexpected

‘sources.i‘ . | ,

The unfortunate aspect of emotiona

port was that it
tended to be' somewhat shortllved ‘grady -easingjoff’after
,cthe flrst weeks of hosp1talzzatlon. -'f the';time each
”fhusband reached the rehab11itatlon unit, the crisis"<aspect
‘abf' the injury wak well ‘past, at leastv in the view of
'outsiders. ConspicuOUS by itsp‘absencef uasi an§ form of
'emotlonal support Spec1£1cally directed towards the wife by
'e1ther the acute care hospltal or the rehab111tat1on unzt
'ne1ther while the husband - Was a pat1ent noilafterwards..?The'<

hospital's mandate for care ends w1th final d1scharge, yet

g

there was no out51de agency recommended to assxst with

post-d1scharge problems, of ‘which there wqre many.

L ,
2. Phys1ca1 support

3¢

(_¥~,?hy51cal support encompassed everythlng from gett1ng

time off work to be at the hosp:tal to ass1stanoe w1th farm

._3work to hqme care serv1ces’ It was 1n1t1a11y offeredﬁfreely ’755”0
and abundantly to most of these women,. ng1ng _them
"breathxng space to deal w1th ymmedlate demands Ond their

.time and energy w1thout the add1txonal worr:es of keep1ng a.
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bu51ne95 901ng.’ Later it took 'th form of helping' with

3

renovat1ons, transportxng her'husband 1n hls wheelchalr, and'

g:nerally rellevxng some of her workload. A few women, found‘

-t e:»serv1ces of-.a part t1me homemaker necessary; whzle
'thers would have felt trapped were 1t not for special forms

| _of' subs;dlzed public transportatlon for‘.the‘ dlsabled '

' -Unfortunately, there. seems to be . a t1me when one no longera

r
w1$hes to ask frxends for assxstance, for fear of tax1ng the

fr1endsh1p perhaps.' Some vomen stubbornly refused to seek

outsxde help, u1sh1ng 1nstead to ma1nta1n their 1ndependence

LI

after such a long perxod of dependence. ;
A J
aWe had to ask . people for .help so much to begxn
~ with that the thought -of asking anyone fér ‘hel
** now just chills me right to. the'corners...[others
just couldn' ‘t 'understand that it was personal. Jt
- was ~our life and I didn' ;ﬂvant someone else do1ng
,vat {J.AHD., .
-4, : .
St111 others would have happllj accepted outszde ‘help from

an agency’ had suchvbeen avaxlaple to them.

}3; Child care , |

| "Since ailb'of the“women exceptﬂone'had chiidren living,“
at home, ch1ld care -of some sort was a concern. ' Women ' like
~ B. G., c. P.,' and J. A H. who had t1ny ch1ldren‘to care for
~relied heav1ly on. others to take good care of - thelr l1ttle

ones for hours each day, or sometxmes days at a time.. This

' ias an espec1ally b1g concern~when'1t-was necqssary to take'

'“ﬁf' up. temporary res1dence 1n ‘the. c1ty to be near the hospxtal

L1v1ng in a new and strange location Qas’}already a stra;n
. “' ; - v ‘ . \ . w .



without fadditionalw-coﬁcerns about“ f1nd1ng adequate child

care,:‘rhese women3a1£‘ counted themselves lucky‘ to' have'
foundf“suitahle ‘heip. f They fe;t badly enough about the.

upheaval and worrxed about p0551ble 'negat1ve effects upon

~

_circumstances to placéd four of her five ch11dren 'in’

98

: thelr ‘chxldren. One’ woman, C.C., was forced by the .

'*temporary foster‘ care’ unt11 she was suff1c1ently recgvered,

7

>

from her own' 1njur1es to care for them agaxn._ None reported

: any ser1ous dlffxcultles 1n thls area but 1t was obv1?usly a

concern as they emphasized its 1mportance t1me and agaln. \

!
- i

, - \
4;"Financial support

Flnanclaﬁ support vas a major7'problem ‘ford}only. one

couple but for that one-couple it affected not onlytlongv

range p}ans but "basic ~daxrto-day functioning. ' Others

experienced7 periods ,of uncertalnty as. they waxted f or

chequea' to -begin 'arr1v1ng from Worker s Compensat1on;, .

PersOns ’with severe d1sab111t1es requ1re special equ1pment_-

for moblllty and to enable those around them to.do whatever

lifting and transferr1ng may be~required. Itiia'important
that some source of funding be available. for‘theSe devices;
for without it, many more severely d1sab1ed peréons would
have to live 1n 1nst1tut1ons ‘'with the manpower and- equ1pment

to assist them.~ At the present txme, the Government of

'several women indicated that they would be reluctant to move

Alberta does prov1de funding for many kinds of equxpment and -’

elsewhere for just that reason. The qua11ty of life can be .

4]



_lﬁf-zt was s1mply not -an 1ssue. , . C E

< t

,severely reduced when the major breadwrnner can"no longer
® .
"fulflll thlS funqtlon. Thereﬁoreplt is of_majorclmportance='

P

“that whatever fund1ng an individual is eentjtledf tof“be'

'read11y forthcoming., : Ca e i

5. Religion ' e T

‘Support‘ through religious beliefs is afspeciel,,though

ill-defined form of support. For those who ,subscribe{ 1t4~'

seem@?‘to prov1de some source of peace and accepbance whxch"

-these people cannot attazn otherw1se.v'None clatmed to : have

given up their beliefs as a result of the 1njury to the1r

T

husbands, rather they saw’ the1r bellef 1n God as a source of

»

strengé%. For those with no professed rel1g1ous conv1ct1on,"

RN °

R

" B. Commltment to the marital relat1onsh1p

This £actor 1s broad and difficult. to. deflne for ltid

BD

includes 1n part the preinjury relataonsh1p, the sense of -

comm1tment to the spouse and the ways that these manifested

_themselves in thls situatlon., Yet 1t was not entiﬁely any;
h6f these: ‘A few £ the women stated that it was the1r lovehﬂ,‘

.for each~other Whlch helped ‘them to deal with th1s changq in

K

the1r 11ves, 1nd;cat1ng that the relat1onsh1p had ~not

changed notxceably. Others commented that- they had been"
tbrought closer to thezr husbends through° the accxdent,_

partly through the rea11zation of the '1mportance of :fié»

relatxoﬂsh1p and partly through nece851ty to dxscuss and,;

2
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o v R
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resolve issues vhich were disability related.r Still-kothefs
claimed that they had found it easier‘ée”accept and adjust
to :he new s;;uationtbecause their husbands did not react
‘with much anger, héstiiity' or- depression. n the othef
- ' hand, V.P. had coﬁsidereble emotional stress which she
‘related to her husband's inability td'accept imself as a
worthwhile person once diéﬁbled: Two women (6.5. and J.R.)
describedi a type of comﬁitment which seemed to be based on
some well ihgrained idearihat whatever life presented to
them was to be accepted, not questioned or examined with a
v view to chahging it. This was the only instance in which

the age of the subjects seemed to account for some

¥

diffe;ence in reaction. These women were 57 and 63 years
- <

;old. :espectivelywand seemed to represent the views of women

Aand marr1age which were prevalent 30 to 40 years ago.

.
’
M

C. Hope

Hope, however unrealistic in terms of probability
of its actualization, does not necessar1ly
interfere with the practical and sensible care of
the [disabled person].: On the contrary, it
prov1des the needed encouragement to continue with
the interminable demands of rehabilitation whereas
the recognition of stark reality can so deplete. -
one's emotional resources as to make one
ineffeﬁtual in the job alkead (Wright, = 1960,
p. 301). S . . o

The precedjng,.describes the role that hope.seemed to
play for the womee in this study. None who expressed hope'
of further recovery seemed to be‘,livihg in a world of
unreality; they merely needed more time to consciously

>

. i .
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: W,



o
. s

ooy

101
Aaccept that which they'already knew to be true. ,Qne:subject
(C.P.) stated that she would not find tt hard to accept if
no furthet*freCOVery occurred but feared her husband's
‘ - | A ik
reaction would not be positive.

hr)

D. Staff attitudes and advice

This. factor 1is closely linked with the preceding o
for it is the medical personnel, in ,imparting information;
who ultimately control the harshness of rea11ty as it is
presented. The large majority of the women in thlS study
‘had no contact w1t€'the1r husband's doctor after the initial
brief explanation of the’injury, often presenteo in a coldly
clinical fashion, wusually in a small cubicle in the
emergency ward. After this one encounter, inform%tion-giving
sessions,were not expe{iencedqagain until they reached the
rehabilitation unit where structured classes are heid
dealing with the -anatomy of SCI, .skin care, bowei'iand

'?biadder‘cafe, and sexuality. Some women found these helpful
but incomplete and often coming at a time when they did not
feel comfortable dlscu551ng such delicate matters in a group

fsettlng . T1m1ng,ﬁ then,‘ seems to be a .key aspect of
information and advice -giving. There is, first of all, a
/petqod of some weeks when nothang is really expla1ned except

‘ . that her husband will never walk again. Secondly, a certain

lack of sensitivity in the staff is perceived by these women
wheﬂ they do start to receive 1nformat10n

The other aspect of this factér has to6 do with the.
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perceived .attitudes  of the staff 'towerd the women
themselves. Incidents have been reported elsewhere of
unsol1c1ted advxce g1v1ng‘b1/;ar1ous staff members regard1ng
‘expectation of mar1tal breakdown. Apart from.th1s, howevér,
several women- reported a general lack of. concern for their
feel1ngs and react1ons. This was manifested in several
ways: .failure to report serious complications which theiri
husbands developeH; annoyance with  her desire for
information about tests or medications prescribed, casual \v/
‘comments and dire predfctidhs made to her aboyt his eventual .
'outcome inciuding his early demise. (These w -expressed
as the‘ opinions of the staff 1nvolved based on what they —
"knew" about, SCI, not on .the facts of the particularv
ind{vidual's case.), and a generel*feeling conveyed to these
women that. they had little right to be cbset sincelit jas
_the husband.wholwas suffering, not them.

To be fair, it must also be reportedl that some women
identgfied xcertagh individuals as fhelpful, sensitive and
understandinc. ~Unfortunately, these appearé}ﬁﬂto be the
éxceptioh,rathef~thanithe5rulb,+ Often the women were simply
iénored especially in athe acute care hospital and felt
themselves: to be quite outs1de the sphere of concern. ‘ k
E. Architectural/societel.barriers

'Following upon the preceding factor, this is perhaps an
extension of it, to the "real” world outsxde ‘the hospiteI;

f . yhich, after aII hosp1ta1 staff ate members too. This
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factor had its primary effect when the couple began to
appear in public. The firsqﬁ series of architedtural

barriers encouﬁtered were generally those in their own

residence: narrow doorways, small bathrﬁoms, and stairs. It

soon bg;émé.évident, however, that these barriers existed in

abundgnc; in all manner of public places including theﬁﬁomes-
of friends and relatives. Evén long after the couples had

settled into their new lives, these considerations continued °
to plague them and, for gomg; restricted their sécia;.'lgves

to a greater or lesser extent, especially spontaneous sd;ial

activity involving unfamiliar settingé.

Early on, many of”the husbands found itvdiffiéult to
~participate in_the social world not only outside their own
homes (but in them as well, perhaps sgnsing the discomfort of
.others\, vIg is also possible that, as recent members of. the
disabled community, they had not yet rid themselves of fhe
negativé attitudes so prevalent among the non-disabled; a -
group with‘which théy identified'prior to .their accident'.
While the wives frequently commented that these men Qére
"still the same person” there was a tendency on ‘their part .

to comply with the husbanq;s wishes, at least for a time.

F. Children

All of the wémeé interviewed had, ‘had at least oné
.child, and ohly one no lénger had,éhildren at home at the
time of the accident. None reported any serious diffidulty, '
with the children 1in .relation to any aspect of their. .

- . -
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father's injury or following months %p hospital; ‘They had,
by and large, close relationships with - the fatheg; Thé;é
was a _general fgeling of the children having contributed
something positive to the tiﬁe of adaptation, generally
expressed as some reminder of.reality, a sort of stabilizer
of emofions. *L sort of think I . have 1?0' really control
myself because I've got three kids to raise yet" (F.S.). o
~The - preceding six facfors were those most £reqq;ntly
identifieé as influencing the ways these women reaéted,
whether positively or negafiver. The major one, suppbrt
syStemﬁ, was alluded to, in'partvaé least, by .many Jf the
studies reviewed in an earlier chapter. 'heaqtiogs of
depreséion, féelihgs.of,helplessness and frustration, the
~sensé\ of having a fdll time burden (D'Afflitti & Swanson,
 1975}. Santopietro, vj975), financial- prbblems, health
‘problems resulting. “from dis;urbéd " sleep and worry
(Berezowsky, 1979; Malone, 1969), 'féelfﬁg trapped vby ‘the
situation, and social and emoéjonal isolation (Leiak, 1978)
all have their roots in failed support systeﬁs. The women
in this study showed themselves hto“vary greatly in
indiviéual resourcefulness and ability to adapt, yet even
the most outstanding of them religd.on.o£hers>to provide
some special support atvsome_goint. It isv a factor :whidhﬂgﬁ
has been underemphasized not qn1y -§h“;relation7 to the
noh-dispblgdvspousés and signifiéaﬁt others of sCI victims,
but in'fhe whole health'care'délivéry sfstem.

The . factor described as loyalty to the marital .
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relationship is not one which has been discussed in ..the

literatu;e, at least nmot in those terms. In her study of
Lmarital adjustment. in couples wit§ a disabled spouse,
beterson (1979) encounteéred four typical patterns of marital
iociability and comﬁé:ionéhip (one " of - her indicgé of
adjustméhf) vhich she ,iabelled' . fighters, hiders,
int@ractionists, and -resignerg; Fighters were typified by

high levdls of sociability and companionship, were flexible

and variable in their social engagements, and tended to

downplay the disability as they orignted themselves around

"normalcy" <as a lifestyie.- Hiders were low on“é%ciability

*and high on companionship. ™ They tended 'to"hiée'_their*

feelings from each other, their shared time together ‘being
lov on affective L'involéement' and high on form.
Interactionists experienced':a gfad@al decline in social
activities witﬁ‘ a ,coﬁcomitant .increa'se in interaction
between . them. Thefr‘sbcihlzlives contracted as a result of
"cumulative but suBtle . frustrations thich] ‘occurredyvin
| ginding ‘places to 'go ﬁhich were 'whéelchair accessible"”

(Peterson, 1979, p.:53). There was a greater appreciation

of gxcbanges between the ¢6uple but a téndency‘existed,for

7 . > . :
-the non-disabled spouse to compensate for decreased social

‘activiﬁy as a couple by arranging time away,‘alohe,'v*mmpty*

;ngylmarriage" described the'resigﬁeqs,: They little

" emotional support to. each other, "had no outside i erests

and experienced little cdmpanionship. 'These were style

ipteraction be;wéen the couple, the‘udit:df'study in the.

»

o
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Peterson report. In the present study, only the

noh-disabled. wives were involved, yet similar:;ifestyles.

were de5cribea by them. Three women tended  to- follow the

-

~pattern of the fighters, three were interactionists, two

~

were resigners, and none were hiders. Two could not be

categorized because of the recency of the injury but 'seemed .

to be favoring the pattern of the fighters; ‘This does not

explain the basis for vthe loyalty"but‘petpeps suggests

Fead

reasons for the varied forms- of commitment“bxpreésed;.
Colaizzi (1978) stated, "Our pfeconceived- meaning,.«or
'aggroach.;., of an 'Undertaking_ regulates adl of our
involvements -in it" (p. 55). Whilevthe women in this study
vere not' always able‘ to’ artlculate the,'basis of thei:
commi tment to their hesbands .and ~ma;riages, this . factor
. Seems to werrant furtherinveetigatioq and may even provide
the key to upaerstandingv why ;some ‘of 'tﬁese’~(or any)
ﬁegrjages succeed while SO many oéhere fail. .

ﬁHa;t (198]) _emphagized'the need by sigﬁificant others

for hope and 1nformat1on in the early ﬁeeks after injUry._

) . , .
The present study supported_th1s f1nding-yet~demonstrated

that, in the rolé of 'information giving, hospital staff

often lacked sen51t1v1ty>tgward the non-1n3ured spouse thus"

«add;ng to her stress ¥ather than: allev;atlﬁg it. Thls

suggests a necessity 'for staff treiping' which ‘will be
, 3 .
discussed later. e R ;'

Physxcal barr1ers " to mob111ty have a latge nuzsance

,_value, not only ‘for- Ehe person Ln'ﬁtheﬂ “peelqggzr but £6§f““ﬁ~i“w

~me

C -

.ﬁ»-ﬁ“’; R .,:,.3.,- .%.,: e kil
g AT '_ REAZE N '“’"P"r"f*‘

B -



fx-,,f.-ﬂ,bcon t¥ibute tO ;‘. X
B '
A

.
ur

107

others‘ ho must.-be called upon . to assist. They also

represent a greater problenr-that of non-acceptance by the -

public of persbns with disabilities.' Some of this is mere
thougntlessness"but .mnch ‘has . to do - with' fear .0of the
unfamiliar, and d1scomfort in the presence of those who are

different.' The effects are felt by cthe couple when they

) venture into publ1c places and are greeted'by overt stares

or covert exam1nat1onfﬂand embara551ng 1nteract1ons snch ‘as
‘oversolicitousness or outr1ght rejection. Closer to home,
they also may thness these reactlons in close friends “who'
s1mpLy~ cannot see-past'the.dlsab111ty. These react1ons are
well documented and researched (Kieck, Ono, &-Hastorf,.1966:

Park,,1975; Puiton}.1976; Siefert,31979;-westﬁdod, Vaggo &

' Vargo, ‘1981; Yuker, ‘Block & Younng, 1966). .Some.of these

women oyercame the discomfort f‘experienced Cin social
:situations w1th the1r husbands fa;rly qu1ckly by puttlng on
a “tough sk1n"~~others preferred to be safe from negat1ve

reactlons and restrxcted the1r soc1al l1ves.

Ea

The effect of ‘the presence or absence of ch1ldren on"~"

| the marital. relatlonshxp whére one 'spouse 7is dxsabled has"

never really been 1nvestlgated partlcularly in" relatlon to

the stabllltyxof the marriage. NagijandgCIark_(1964) found

"number of children" to be a_faCtor.in marital«adjustment

AR e e e [ oo cg;, . ) e .
- . o BcH K T gy )
v . o . ~ B ELE

after disability but® the contektf was somewhat. unique:
"post—disability siring of éhildren was takén as an indexfof

sexhal rela¢10ns. Where impairment exlsted this tended to -
Wi ,“%m

r.%ﬁl Sveaﬁdoﬁn. ' Their subjects were ma;nly:,
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_ polio victims 'whoSefiserual} functloningr is generally not
j;affected by the 'diseasef per se.f"A surprising' finding
‘.~."-rep‘o'rted by Bl Ghatit ‘and Hanson (19'i»54)"‘shdwéd that th
presence of pre 1njury and addftxonal‘ post-injury ch1ldren
tended .to be- related tp greater rates of marital breakdown.
No explanat;ongwas proffereﬁ but as this" f1nd1ng ‘was based.
on. 333 respondents, it is’ unl1kely to be spur1ous. Too
little 1nformat1on was reported by these authors to enable‘
alternate explanatzons ~to' be con51dered. David, Gur, and
éozin (1977) 1nvest1gatedt couples -where thefvmale was

parapleg1c and the marr1age took place after the 1n ury. In

this - situation, the  women . repbrted thgﬂ‘? major.
dlssat1sfact1ons to be the 1nab111ty to. concelve' and bearg
'pch;ldren. Children are the elements wh1cH turn "marriage"”
‘into "family" and there is no reason to Suppose that couples
with'a-diSabled.spouse would haveA a. d1fferent perSpective.-
from other couples. The three youngest women in thxs study
expressed a. desire for more chzldren in the.future but were
thankful to have at least _one already. | | |
The <women .in .thls. study sav their chlldren hav1ng‘atl
positive effect upon the marrlage but some researchers arefv
'yconcerned with the effeét. upon the ch1ldren of hav1ng a.
- disabled parent- particularly;a.same-sex parent. Two groups
of cgﬁldren,'one raised with. dzsabled fathers and the- other
.w1th able-bodied fathers, wvere exten51vely‘evaluated in a

study reported by Buck and Hohmann (1981). They concluded

~that the chzldren of d1sabled fathers vere -well: -



adjusted, emotionally'stable.and had attained normal sex

role identities. Health patterns, body image, recreational
interests, interpersonal -relations, and. family relations
. were not adversely'affeCted. The women in the present study

- did not express any concerns that their children were being.

nef8atively affected. o | N S ‘?ﬂ

'Factors other than ‘those discussed have been suggested

. by other studies: education (Franklin; 1977; Nagi & Clark,

1964), occupation (Nagi & Clark 1964) -roles (Berezowsky,_

1979;'Franklin, 1977), ‘and the ab111ty to obtain and sustaln

‘employment (El Ghatlt & Hanson,ﬁ1975).‘ 'None of these 'was

. . . . ) ‘ B . . . . o . ,V/.z’
' isolated as hav1ng special‘importance.EOr the sample in ithis

, \
study. all of the men wexe blue collar workers before the1r

1n3ury but concern was expressed not 1n terms of employment‘
) " : o
but rather;vas \a. questxon of f;lllng the1r-t;me.r,Some of
; théseffactors'might ‘have had greater importance-in the face .

;of f1nanc1a1 need whlch requ1red at 1east one member of the“

>.couple to have full time employment ' Th1s was not generallg

the case for’ these subjects.}

Research Questlon 4 /As a result of »the*'injury to 'theiri

‘husbands,‘:what *changes have the women 1dent1£1ed

fﬁ-themselves-and'what meanlng do these changes

?fand their mar1tal relatxonshxp? ~ “bw

nidulthooa,afor women, is _associated ‘'with taking on -

o \h

. 09

if'have .for the ways 1n ‘which they v1ew themselvesi
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B respons1b;11t1es, 1ndependence,v unexpeqted\_cgnfrontations

'thh rea11ty, and " eXposure to ne%'~éXperiences ‘(Spricer,

~

LS

-1981). -1 t 1s characterxzed by 1earn1ng to cope' hav1ng to__

,make dec1s1ons, maklng ' commltments, 1ncreased

self~conf1dence and broaden1ng one's v1ewp01nt. These are

also characterls 1cs of the p051t1Ve Xper1ence of a’ crzslsu’

1dent1f1ed as an

(leurd 1980) If CrISlS '_refprs to}oone s emotxonal¥i~:‘
.preaction and not the s1tuat1on, as leurd (1980) asserts 1th

does, perhaps the first questxon asked must be~, dzd these

women view the 1n]ury to- thelr husbands as a cr151s ;g the1r
own lzves?-E1ght of the. ten women responded to the event in

-a manner wh1ch suggested that they experlenced a crisis

durxng the early weeks of hospxtallzatlon. The other -t&bfw?"
- spoke of Ithe event in very matter of- fact téfﬁs, denylng‘

emot1ona1 1nvolvement to any great extent and ‘m1n1m121ng'

changes, to those " of the phys1da;3asurroundingsﬁ,(ramps,

renovat1ons)

— Liburd (1980) descr1bed changes -reSuiting rOm"major

~expenences as  being three main'typesg 1) a dramatic shift

'in'lifestyle,lz) clarification and/or change in values, and

~3) 1nterpersonal changes. Thls 'typology’wiil be used'tq,
examzne the reactlons of the women 'in th1s study to- the‘

CtlSlS 1nvolved in the 1n3ury to the1r husbands. In a'fews

cases, the cr1sxs" aspect of the event occurred not with

B the“ 1n1t1a1 1njury and hospltalxzatlon, but thh h1s retdrn

home. R

-

a

w1th growth producxng potent1al.p',zq

A



A."Dramat1c Shlft in l;festyle : -
' {

&f/ s Included : here ,w111 "ibe ;'tonsideration‘.,o{' the

reconstructxon of socxal life and any rokélchanges made in
response ,to the_ husband s 1njury.'1 Soczal - life, by
deflnltlon, 1s constrdéted around persons and act1v1t1es but

for eouples where one” spouse is- dlsabled there is an’ added

T

~d1men51on, that of acce551b111ty. - Th1s- : 1nc1udes
) _ ' ' ,
" fransportation as well as mob111ty }vrespect “to - the

lives‘ contracted to include a narrower range of act1v1t1es,t'
engaged 1n-at-1ess frequent' intervals ‘'than »before. Some
-fr1endsths gradually terminated due. to the general lewel of.-
(’dxscomgort exper1enced on both s1des around the d1sab111ty~

itself. New fr1endsh1ps were slow ‘to  form for the very

‘physical surroundings. For these -subgects, the1r :soc1a1_3<{

reason that fewer opportun1t1es presented themselves in -

vy

which to meet new people.< Time whlch the women spent out on ;
their ownA was ‘viewed as- rellef* t}me ..rather (thanfiﬁ
~ socialization. . Sone' denied" that thedr. social lives had
“'changed apprec1ab1y but . for the rest they had gradually
‘.reduced their sphere of soc1al act1v1ty unt1l it 1ncluded
ma1n1y planned, as ogposed to spontaneous,'a2t1v1t1es w1th a
. few close fr1ends or relat1ves. It was "]USt ea51er? that
Sway. o
Within- the fanily vunit Nye (1976) 1dentif1ed elght
A_roles which appl1ed to the spouses.  In all cases but one,»~
;'the;’role of provzder had been- assumed by,the husband. .

-

“Followxng the acc1dent none of the remaininguwomeﬁﬂggq,this

PR



"_some form of insurance payments.

®

: as- changed although their major soqii; of 1ncome vas usually

_.worked ma1nta1ned the role of housekeeper but a few £ound 1t'

necessary to surrender some of the work to an outside agent.

)

“In no case was the husband seen as assuming any part of this

‘role and every effort was made to involve their husbands in

Vany vay - poss1ble 1n some sort of "work*? anything but/ house

i work Ch1ld care was' the prlmary respons1b111ty of the
:women except in certain areas uhere they felt - the1r husbands
. were more 1nf1uent1a1 w1th the ch1ldren._ TheSe areas .would
'generally fall under the role of ch1ld soc1alxzat1on, a task

which had beenl and cont1nued to be, shared ‘in most cases,

‘Sexual and recreatxonal roles vere altered but not in any

]

4
syst:7ét;c way. They were very much dependent on 1nd1v1dual
situ tions. Therapeutlc and k1nsh1p roles were geneéally

enhanced for -the women part1cularly w1th1n the period of

ma]or adaptat1bn for thelr husbands. They. have prev1ously

been deScr1bed as. protectors of the1r husbands egos,_‘ Well

K

aware .of his many frustrat1ons, they took on respons;b:lxty;

for allevzatlng these and d1reot1ng his negatxve energy into
p051t1ve lines of thought.“ 1f there vas rec1prodat10n, it

was not ment1oned ' The k1nsh1p role was shared to a’ greater
!

extent partly because of the soc1a1 constralnts 1mposed by

the s1tuatzon. B -\

—

There was no evidence of major role changes  for the .
women interviewed or of role smbfguity. . The nature of the

'1injury séems to have precluded this. _Rather, yilbourne's.

@ ’ a0
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ven, those women who;ﬁi”:
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(1973) 'bOSition‘ihas' supported ,where1n he"esserted tﬁat,'
freedom and flex1b111ty are restrlcted by ‘the add1txona1:'
tasks and respon51b111t1es wh1ch must be taken on. It was

not any task in partlcular, but the accumulatxon of small ‘

‘additional _respons1b111t}es vh;ch teﬁdedftOfcreateustrain..A R

~When»ph§sica1'mobility_is:restricted for ohe' spouse,g'there'

is a tendency‘jforﬁ-thereother to assume_ the addltzonah/ '4_ o

/

' phys1ca1 burdens w1thout much. . opportun1ty for a trade off:”

~

'B. Clarification andﬁbr'chahge ofeoalues "'h g ‘ ) " _::,
ﬁiajor exper1ences 1n ouré%lzgg;ggjéh/have the effect ofii
'i'lUdeus1ng us . to it bsehw‘and <re-eva1uate\ our positions'
‘(Liburd, 1980}//€;hewﬁeenzng £ marrlage and the 1mportance

areas of

of sexuality were the two most
re-evaluation -forf'the vives of’ sc1 males.“ Most did not -
‘{engage in lengthy soul searchxng but at some poihtu-made -a
fcommltment to cont1nue in the marr1age relat1onsh1p w1th“

thexr hushands. The basis for this re~comm1tment<gar1ed but ; }?
.5'5it was hade;on a consc1ous level and aff1rmed publ1c1y.

“*fSever'l“women cla1med‘a new awareness of the meanxng ‘which

-

ows held and of the 1mportance of th1s man

Sexualzty seemed to be a larger xssue for the husbands.

their

in their lives._h

9_&than the wxves.v Seven of the ten women st111 ,engaged

“sexual activity W1th thelr hushands and although the;d

'i‘phy51cal nature had changed in vary1ng degrees, it was-[the

'~de—éhphasfs on‘ the l1mportance of sex in their liéesfwhiCh'
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characterized these women. The affectional component held
overriding importance over the physical compgnent--"I don't
feel rejected if we den't have sex; but I insist on nngs‘and
k;ssesp (C.P.. q

Value changes were also ggserved around future plans:
but these were made with greater reluctance suggesting that
these _women were security oriented. Now ghewaound seCurity
in not making long range‘plenstor vlooking too far ahead.
;If yeu ﬁere to rhink ahead a few years, naybe you would getf

panicky, but I think you just have to take a day at a time,

whatever happens" (J.R.).

.C. Irterpersonal changes
These . included developing confidence, maturity,
_independence, becoming 1less self-centred, "grewiné-up".
1v;hisAwas thewgreéominantJarea of changex discussed . by. the
women in thie study. Expressengenerally as a feeling of
growth and gaining strength in the face tbf adQersity, it
seemed rather to be a discovery of one's potential for
confronting a negative experience and dealing with it ip a
positive way. Only .two subjeets felt they had /fbean
challenged in the past by major events 1n their 11ves but\.'
;,_all felt that they would be better prepared to handle new
| challenges now. An interesting observation was made: while
.. ‘few v1ewed the. 5at15factory resolutlon of this crisis event

as-a. person@l‘triumph, &hey would have vaewed the_ qpp051te.

result as a. persona} ﬂatlﬁre. Not all women were happy w1th 7

i " .
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';he changes: some reluctantly _ accepted their new v
— ‘xindependehce"l becausé\\—téy/ﬁwas accombénied by new
respdhsibilities which they would as soon not have to deal
with. Generally, however, the women emphasized the positive
aspects’ of this negat§§é experience S as it related to

.

interpersonal changes.

‘Summary and Conclusions

The. preceding pages have described and discussed the
data in terms of épecific Fgfearch quesfions.” The . findings
are summarized as fol;ows:#

1. The ‘stége theory outlined ~by  Bray, (1977, 1978)

peredbto'Be inadequate to describe the changing
emotional reactions of the women in this study. ‘It
was shown to have the effect of all stage theories,
namely that it tends to set up expectations in the
trgatMeht staff which @ay interfgréWQVith tﬁéir
observations and interventions.

2 of the six factors identified as being most

Tt e wm s v g

- .

influential in guiding the reactions of these. ...

women, .Support systemﬁ stpqd out' as’ the s1ﬂg}e Jmast o

e L - A e o,

T s 71mportant factor-ﬁ.'Thxs has been hlnted at and _ '

cm e - - .partaally 1dent1f1ed An prev1ous studies but. seems"

to warrant more attent1on than*1t has recetved 1n~-3.~-3
.the past.

3. The type and amount of change which each woman

experienced was quite individual but -involved most

I B B T A e~
o £ e 1w

- oL -
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. - o cum - - ' - no. - . - . .. o

frequently some reconstruction of their personal

~and s?c' 1 1lives as well as the clarification
S . and/dr change of some values, especially those

-

around marriage and sexuality. . = = T

In conclusion, changes are necessary in the ways in

which the health care deliQéry.system-views the ‘significant

‘others of some of its clientele, and its responsibility to

these people. Specific recommendations vis-a-vis the wives

AN

~

of SCI males and our responsibility to them within the

) rehabilitation framework .will be examined in the_ next

/L chapter.



Chapter 6

Implieations of the Sludy

To? be worthwﬁile, a research study must have value
beyond the mere complet}on of the task It sﬁould add to
the body of existing knowledge, outline new approaches(
suggest changes, ' oint toward new directions fbr
research. The implications of the present study will be
discussed under the following headings: ﬁedical

rehabilitation, rehabilitation counselling, and research.

" A. Implications for medical rehabilitation

Because the nature of the injury is such that improper L

care and handling of the person may lead. to further, even
.fatal, eqmplications, SCI victims: are generally transported

to major treatment centres as soon as the injury  is

/

Sy

diagnosed.. These centres are .not necessaﬁély des1gnedepkiA

spec1f1cally for ‘the - Ereatment of - 8CI° but usually employ‘:” S

-

knowledge* and’ sk1115 demanded by the 1njury. A magor c1ty

& e B

pﬁy31€3§ﬂ% and ancxllary medlcal personnel w1th the spec1f1c,;;

~a11ke Edmonton or: Calgary wauld ﬁsuéfly have' iny one ,such;.

_centre for the long term or - tehab111tat;ve,‘care of SCI
:but thls centre is fed in each case by several acute, care
hospitals within the same city. One implication of this
- study points toward the need for a central scI acute care

'un1t.r

E - - -t
P o - .

3

« s e T R .

. 7.7 . The estdhl;shmentwoﬁusuehua unit- wouid achmpilsh
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two things: 1) it would provide an arena for establishing =

'gdod statxstlcal records on the- 1nc1dence and treatment' of
SCI,“ and ' 2) it would ease‘the task of tra1n1ng staff and
sensitizing them to the needs of both patlent and fam1ly.

»In the flrst case,c_apparently’ there are many unanswered
queStions having to do with early medical treatment of <SCI'
(Reid, 1981),  questions about the value of surgical
stabilization of the spine, the varying incidence of kidnef
andf bladder complications, and'so on. -In the second case,
we have been told by the women in this study that' they
receiued little"information or sometimes.,misinformation

 about their husband's condition, 11tt1e support to alleviate

“their own anx1ety,'and often felt as if they were in the

way. A central un1t }would have the advantages of early
contact with others hav1ng similar 1njur1es, ' and’ a
well-informed and facilitative nursing staff. Hart (f9§1)
has also emphasized the- value of. such an approach |

A second impl1tatlon for the fam111es in the acute care
:of SCI 1s the <need-»f -ﬂj- -:early intervention screen1ng
fprocedure :wh1ch would qu1ckly 1dent1fy the services needed‘
by the £am11y of SCI v1ct1ms. Th1s could be performed in
Athe emergency ward or within the first two or three daysh
foilowing admission,' The purpose would be to allev1ate some;

- of the more practical concerns_such as where and how to

apply 'for'insurance or compensation payments if applicable,
and would put the spouse or s1gn1f1cant others in contact

~w1th psycholog1stsL; soc1al workers, cler1cs, whatever the.
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“need,mightvhe. Early 1ntervention 1s the kf; to allevxating
,xunnecessary sttess in a stressful sltuation. - ‘
Essentially then, this study has suggested that " the
medical team needs to pay attention not only to, the needs of -
the 1njured but to those of the spouse as well Two ways to °
accomplish this more eff1c1ently ‘would be through a central
.acute care unit for SCI and through use‘ of a screening
procedure which wou]d direct the spouse toward appropriate

sources of assistance early on in the adaptation process.

-

. ' _ . :
B. Implications for rehabilitation counselling

Firstiand foremost, counseh;ing should be seen . as a
regular part of _the . rehabiiitation process,; not ,just a
'ciisis intervention'strategy, ‘Fémily members should be seen
at-leaSt once, eariy in the acute care phase, and again in».
the entended‘ cere phase: at. uhich ";im§s1 they‘-ean‘ bé‘"”.
encouraged to seek a551stance 1n exploring their feeiings°
and dealing w1th their new 51tuation. Not‘ail families will
accept_“or seek such assastance but currently they do not
feel encouraged to do so. Jacus (1981) has prov1ded a. good
’ discussion of the requxrements for working w1th families in
v_a rehabilitation setting. | . |
Since many of the ~women in this study .expressed a
deSFie to _communicatei_with. others who had been through a
similar exgetience,,a‘tehabilitation psychqlogist could be:
‘ instrumental rin .the establishment of. pee]ysuppcrt‘gtoups._;:pgf?ﬁ

\ Such gtoups funébion 1ndependent1y 0f.

h°SPitau staff. ..l

P
ST - - -
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once established and prov1de a safe and comfortable forum

- for. famlly members or even couples to. share and deal w1th
“their fears, " anx1et1es _ and frustrat1ons. ' SucceSSful

outcomes have been reported us1ng such groups for the w1ves:

of home hemodxaly51s patients (D Afflitt1 & Swanson, y975)

FOt many °f the women An. the present study,} such a group,.l s

offerlng support and encouragement m1ght have beew all that

vas needed ' to .put events 1n-proper.perspect1ve. A group

which included the diSabled famlly member would seryez;;,,?

‘another important - funct1on durlng the trans1tilii?w‘““”2ﬁ'

follow1ng dlscharge from hospltal At thls POlnt §ii%*£§£§i5&zzrs*
are severed Wlth the communlty wlthxn the rehabil1tatxon

'unit yet the couple_ may encounter a_ whole 'new set ofi

.

J
of these’ problems 1nvolve re entry 1nto the community,

’

‘ establishment of neu' frlendships, and returning to old

A

*’situations in which one must re- establlsh credibility. The.

experlences of others can ‘be 1nvaluab1e at such times,
For patlents and fam111es who requ1re them, outpatient.l;
psycholog1cal serv1ces should be provrged since these are
not currently ava11able through any other agency. 'Pr1vately
practxs1ng psycholog1sts are, at’ best, 111 equxpped to deal "
with- part1cu1ar problems whxch may be d15ab1l1ty related

In add1t10n, there is need for l1alson w1th outs;de agencles

which-may provxde some form of serv1ce to the tamlly“‘;ftf5%7;

7 E ,,,,

agen01es -such as~nvar;ous brandhés*of socaal,;ervxces and‘

iy
:.-‘,

Vewitea --..
v..‘,»~“_ .
RSN

home cqre.;.The_rehabYlit__ bh"i stiturmonhmxght

L

P
LAl L m o

_ pr efer

-
; -
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problems once the 1njured spouse is home a11 the t1m5r—4&ﬁﬁff7v*
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";deszgnate -some other team membes?to perform thls task but 1t,

-iis- a necessary one. for several months followlng d1scharge.,

- Contact must be ma1nta1ned w1th the . famlly elther dxrectly_

bR

' ‘Tbr through these 'serv1ce agenc1es in ~order that ”the

.0.
PR -
- P

'treatment team be alerted to ‘new problems w;thr_jnuvrew',to
':early 1ntervent10n.;-g_f_.;;;__. . d_-' _-5 ) “_“"'”

'hr,Thew rather ;lov correspondence betweentth27reactions,f

' outllned in the Bray model and those ‘reported ‘by” the -

* > o

-subjects in. thlS study ralses another 1ssue of 1mportance,

ﬂ‘not only. ‘for” PSYGB°1°915ts but for all members t bhéﬁ@‘

‘_._.,4' -oq,a’ﬁ‘ s'ny\v".’."

’"“rf;rehab111tatlon team., A system wh1ch stresses the necessxty"

_.;of orderly and sequential changes 1n order' to"adapt “tgmpauj_,:,

-;'dzsab111ty, elther-'one 'S, OWA. of{ that of a close famlly"

member, is. no longer v1able. ‘Each client brlngs , o~}the
experience | his/her h'own set of bellefs, ,values, and
hlsto¥1cal context and(should, therefore,’ be vxewed from
thlS perspective. Certa1n1y . some reactions are common 1n;

the experlence of many persons but too often stage theor1es

are treated as if they were carved in stone and therefore“

A o
1nV1olable. Such’ is not the.case. Taken as a model- of

1nterventlon,w Bray's .stages may serve as gu1de11nes. if a

part1cu1ar react1on is observed then a certa1n 1ntervent10n

may be tequlred not when the reactxon éis' observed The

“..latter -closesu;ourg_agargness to the varlety of poss1b1e"




- aSpect of tra1n1ng ‘which should beeprov1ded to those w1sh1ng
. AN oo -
. to. wafk in the rehab111tatlon faeld._ Presently there is

'f¢“program ‘avallable 1n Canada Whlch tra1ns psychologlsts for
= gthisﬂ spec1allzed branch of Vthe f1eld but thls study
7emphasxzes the need for 1mproved psychologrcal servxces.lw

'ﬂhSuch 1nd1v1duals 'must be conversant

' areas' the nature and course of neurologzcal dlseases, whzch
'rf,‘behav1oral and .emotlonal changes are assoc1ated w1th the

j‘ neurologmal damage 1tself oppgsed bE1ng*"

----

4;Qﬁf&;mrson/31tuat1on é spec1f1c, . d ;,wthe~ psycho social

.
o
BN

e3'1mplrcat16ns For’ the 1nd1v1dual “and. slgnlflcant others 'when

”g'a dxsab111ty present.: It is. not the 1ntent here to.

,..vv--—',,-

'houtllne a tra1n1n9 Program but rather ,tQ~‘em9h351zef\th9773“*”'

,necess1ty fof. one, wlw'-’~-?nA€5.:;‘ A »-.;,J; P

C. Impl1cat10ns for research

i
Id

, More study is requ1red 1n order that rehab111tat1on

o

t'practltloners may prov1de serv1ce 1n the most sensxtaue.-yet
-eff1c1ent manner. - Hospltals and governments can no’ longer i

'vpbear the burden of ever 1ncrea51ng demands ‘for staff and'
fund1ng. While» the not1on of peer support groups has been ‘
presented as“a v1ab1e, alternatlve 1n* some situat1ons, a
‘istudy of the effldacy of such groups 1n'allev1at1ng stress
A.dur1ng the process of adaptat1on to dlsab111ty is needed

.. | The present _study has ‘examzned the' process of7'
.iadaptatlon to. dxsablllty by the ‘wzves of SCI males. Is

,«jji[there a-qualrtatzve dxfference 1n the way husbands ;would,,:




. e
.»“ . ‘e

react to SCI females? “Women in- survxvzng marr1ages haVe

been StUdled%-ho;\does thelr exper1ence compare thh those *wf”f

"",. - - -"-_'v.

w1ves of SCI males nhose marr1ages £a1led? ?;F -

we have - seen, that «the__women stud1ed ‘often felt

.un:nvolved i 'the rehab111tat1on process,.?fﬂ xs -the

.
‘e @

9
s

o~ e

-'=perce1Ved 1nvolvement of both partners in. \thls process-

i:related to outcomes?

i

<) 4

Fl“allY. there were some dlfflculties encountered in’

T oL e l ¢—.‘ - ‘ "‘.'

fcarryxng out thls research Most. notable Was that of

S nlT e e

“ﬁrdent1fy1ng and locat1ng -potential - subjects." Other )

"ff;drfficultiesslincluded- the;«téluctance'jsome women4 had- 1n,:”

1 focusszng on themselves and the1r reactlons~n many had -

f;much concern bottled wup 1n31de about their: husbands and

'spec1f1c problems related to the. Euture that they preferred

to discuss " these 1nstead Also many of them adm1tted to

'frarely th1nk1ng about themselves in the ways demanded by. the

’hreadlly be seen over Ls,as“

e ”s1tuat1on, partxclpant observer

‘study. All of these problems could be- allev1ated 1f ’th1s‘

" o.,- :wo

‘«51;e w1th1n hthe 1nst1tnt1on, where subjects could mo;e

......

to test the congruence of beh vior and affect.'

‘
]

-

tudtes could be 1n§tithted o

The ‘scope of thex present study has been confined to

‘wives of SCI males. There is good reasor - to bel1eve‘ that

generalizability to other '_s1tuat1ons is’ va11d s1nce‘

conslderable correspondence was found w1th the experxencess”'”

Of‘_vomen, whose husbands requlred hemodzalysis. The most

. -

1es of 1nterV1ews.-_lnfthls o

Te

-

‘=£_type of research vas. init;ated anﬁ conducted lnternelly, ;xﬁf.Z‘ﬁ



_1mportant feature of the study, however, is thé ev1dence

that d1sab111ty profoundly affegts the 31gni£1cant

the d1sabled Th1s pomnts to  the 'necbssxty for

the rehab111tat1on f;eld to broaden 1t§ scope accord1ngly.-

I
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have attempted 1n the prev1ous chapters to descr1be_

R

the study and Lts ffndrngs- vet R Y am’ left wlth a feellng o

e~ w . T e -

that_ I st111 have not prov1ded a full account of what was

-

1earned from th1s endeavor..u Th purpose of3 the- present

sect1on, therefore, is to offer some of the 1n51ghts wh1ch I

.‘-\,u

have ga;ned 1n thé hOpe that‘my éxperlence may prove USéfuT’::"ka“

- '4‘-.
PR

- to. 6thers. In an attempt to make these 1n51ghts as clear as--

lp0551ble; they are dlscussed in less, formal language than

- that required for the core of the d1ssertat1onk

F1rst . there ,is'.th ’ 1ssue of the phenomenologlcal

N Vs
method versus the exper1mental method For some this w1ll

. be__a- non-1ssue but Smany “of you wzll b ‘avare: from the"

'rrefdjng_ th1s paper thamhxt‘waS*ah 1ssue E'.

"_rtrcles deallng “with’ phenomenology

N e

which is not always possxble to achieve, - yet - found"its‘

R : 'a-uo'-"z“
°. _.4 f”!u"".~ ; . : .

a“-n...n

strengthw to* be nf tak1ng a v1eqpoxnt»wh1ch essentxally

ce e e

| val1dates human exper1ence as az un1t 'o£—-study, and the,

personal express1ons thereof as unzts.of-data.p My tralnrngfiﬁ‘i”‘

D e ‘;'I»*

o e o

P

e

“ v~1n~mea5urement and statlstlcal analy81s prevented me fromuf;'”"'

'

e

Va11d1ty whzch are~ g1ven 'such xmportance 1n experxmentall

methods. ?The }conflxct vh1ch I" experxenced between :the_

dlsregard for such cons1deratlons as 1nterna1 and externalf

fee11ng wholly comfortable w1th the phenomenobogxst s

' relat1vely unstructured methods of phenomenology .and. thef?f'

structured - ones’ assoc1ated u;th experzments and staghst1cal”

o~ e s



analysis (with whic f feel<much more comfortable) wastnever'

'.thei Bwo.,, Thus, - I 1mposed some. constra1nts by foeus1ng on

/

one d;sablllty only and 11m1t1ng the 1nvestlgat1on to the =

feméle spouse. ' It seems ‘"to me now, that in des1gn1ng a
gstudy one. ‘must not only choose the method most . 'appropr1ate
e “fof the questxon be1ng 1nvestlgated but one- needs to be’
“-aware of one's own level of comfort with the methods. By

this I do not suggest that anyone should avoid one or the

other.method for lack of knowledge, but4shou1d.be aware of

"the 'consttaints' whiohiméy‘be imposed!bf one‘s training and'
"pe:sonality. | | B | _ |

~ Second, hav;ng dev1sed my‘ fY?. qua51tpbenqmenologbcalm
J7approach to thls study, l.found‘there were Stlll a number of
"'funcertalntles and d1ssat1sfactfons wh1ch had to be faced in:.
the. data gatherzng phase.. Some of ;thé* ‘women’ were ea51ly

r_j'>engaged #a the vdlalogue about “their personal experlendes.'

Upon reflect1on, I realized that these women were‘ the ones o

ﬁ.::_ﬂhﬁkf.ln my Judgement had made the most p051t1ve adaptatlon

‘ to the1r husband's d1sabi11ty and about whom I felt mast

opt1m1st1c.- The others had me leav1ng the 1nterv1ew fegalng ﬁ

' one of two ways: if I had been able to draw them into the

-’dialogue Successfully, I often feli\sadness at the 'apparent
~emptiness .of - many aspects of their lives; 1f I had not been
able to achzeve a comfortable level nofh_ openness, : I

: questxoned my personal adequacy for the task; Itfpfoved

most useful to take a’ few. moments to"reflect on each.

_completely resolved but was eased by a gentle 'mafrying ‘Qﬁf

>

e
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interview and to. make br1ef notes on my impressions of the

‘person and the situat1on. These.sometlmes provided further -

d1n51ghts not only 1nto the 1nd1v1dua1 1nterv1ewed but into o

my own style of. engaging the 1ndiv1dual In th1s-regard the
p1lot interviews were invaluable. So was -the time spent

' aftér each interview in which I conversed with the woman,

respond1ng as best I could to the many questions which were

raised by. her anxieties ‘and uncertainties. ‘Although the
interviewhwas notAintended'to be psychotherapeut1c, Mt is
important to be aware . that a cathartlc effect ~may be
aghleved for the 1nd1v1dual in any case, just byi the. uery
v nature of -the experzence thh the 1nvestxgator. X
| ’ F;nally, there are a few detalls whlch may.be useful to
_.hote. - ”Thel number of persons to be interviewed 1s always a
'ﬂ?concernlvthe 1mpressxon created be1ng that more is better"

“The data from a 51ngle interv1ew can“-run to' ‘'staggering
guantltles"and as the. method of analy51s is somewhat‘more
w1eldy than those for numerical data, one  would \ be
’well-advisedv to do some pilot interviews and attempt at
least a partial analys&s before dec1d1ng on an ideal number
-of sub;ects.- In this case, with 10-women Jntervaewed,
»transcr1pts ran from 12 to 40 paées and - analyszs took: about

125 hours 1n total

i

This - study was"conducted using -'a single interview

!

session, pr1mar11y because most of the women lived vell away

"from the c1ty (700 m11es were travelled ‘to collect " the

.datd>}\ It 1s my op1nxon that at least two sessxons would be.

~7



better if distance permits as this allows the interviewee to

bgpome: more familiar; and comfortable with €hq process and

interviewer to retrace and clarify where nedess&ry.,

opéythat these remafks have served the purpose of

which weré of concern to me while donducting“thé project and
~ ‘that Py expériences may be of benefit to those who attempt

non-s%atistical'ﬁéthodological approaéhes in the future.
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Append1x A “_f’x:_'i;;;j;"_,;
DEMOGRAPHIC DATA SHEET e

P

B Name;-v.;...; oo o'- "o s 00 s0sse s .';'.';'. . o‘tai-i"ai.fo"-' o ;‘o-o o'-H. .o ;..,....__. .

>A“ress‘..‘.:..........;.......'.'........'...v..b.I.l......,Q.C. .
»

Telephone.a-.olo.co.o.o.--.--..‘......." Age...ol.o.olooooot

Date Of preserit matrlagecQ.o.ucc'..t'l...'loo.‘.....-..od.l..

’Number of chxldren....;.., Ch1ldren s Y T

w e e e
A -

._ Date Of husbandslnlu:YUozo.o....00...ll.bo......‘..o.olo'-o

- e
A

‘Date of hospztal d1scharge...............;............}.....

Type and level of 1n]ury....................;..:............WT

=Y
PR =

‘Do you work outside the home?”:.u.........;.......;}.::;....w;ﬂ

,FUll tlme? '.c....‘..at.o.t..'part tlme? I..'..l.‘..."...ll...

- D1d you work before your husband s 1njury? O

Does your husband work outszde the home? ....:..............
Does he receive any pens1on or dlsabzlxty beneﬁits? seeeecen

‘Do you make use of out31de help- such as orderly ;

N

‘services, home care or the llke? ......;.....;......:..

3 . v T ) A
4".-....‘.........‘.......'....‘....'..'..'...............

Is your ‘combined famlly 1ncome belov $10,000 ..............;

N

tween $10 000&/$20 000 ;..QQ...'.O...'.....-..--....
et“een $20 000&$30 000'o‘-o..t.....o.‘o.c.a..'.....'.

above $30 000 .l......‘Q.............."I..'...l'...l..




) el 139 "
s .,;F"é-*”rf”f*f ;;fﬂ; ﬁppendlx B '?f»f:**“' " EERTS.
:ﬁ Tl consaur T0 PARTICIPATE | - o )
I;‘.;..t.......................;........ voluntar11y consent‘y'w
to partzclpate in an 1nterv1ew w1th Fran Vargo,_a graduatev
- -studeﬁ% in the department of Educatlonal Psychology at 1the'd
Un1vers1ty "of- Alberta. ' The purpose of the study has. been‘}
exp1a1ned to me -and’ I understand that anyth1ng I say will beg
;‘ : treated as confldential The information g1ven by .me 'will

be 'used solely- for research purposes and all 1dent1fy1ng'

Amanformatzon wflr”be removed .

@ R & also agree to a;low the 1ntervﬂ5w to be tape recorded'

wzth the understand1ng that the tapes wall be erased when

the research project is complete. _t‘{f
Date.s.-.'.". o.u ow s o'roo-e‘i Si_gned;;.;.-.'..-.'--'.'.“‘...'..-..._..-.'3’
. - .-'_‘"’ ' - : - R . .

- witness.....r....gw-‘.;.oro_ll.‘.‘A



Appendix €

o , | .L,' .
. INTERVIEW SCHEDULE. . ..

Begin "by. expla1n1ng 'the purpose of the ’study,'
~con£1&ent1al1ty of 1nformat1on, etc. ' - |

Ask her to s1gn the Consent . form and - £ill 1§

,Demograph1c Data sheet.

‘Mention that I am marfied to someone in a wheelchair

W

but that my . "situation 1is Blfferent...want ' tbif betterﬁn_eh»

-understand what Et,'ie l1ke for womeh who don t have that

. S %
ch01ce. =

Review Demographic data...

Tell me about‘your husbandfs aécidént(..lahe
"‘-how did it happen? where? when? :
.-how did you heat abbut it?
-what was your 1n1t1a1 reaction?
--what .feelings d1d you expet1ence later?
-did you ever feel anger? at whom?
- -did . your -fee11ngs ~change ' over the .next few -
months? how? | S - J
,'_ﬁhat it naa; like _for you _nhile your husband:waslin%thel
‘ hospltal? B ) ;:f' : ;_ S ;;'L B i A
-d1d your life change? how? ‘ .1
-how did you ﬁeel about"these“changes?
o ' @ <

FIIES
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i.-what klnd of support d1d you receive from famlly? from

-were you able to talk ‘to your husband about tprob;ems’

friends?

a . -
.

that arose’.about your worr1es or concerns? N

-was he able to talk to You7 T

o

i-was there anyone else you could talk to?

 -what kind of information did you get about your

What

husband's cond1t1on, andsfrom whom?

‘-do you remembet h1s fxrst v1sxt home? was it‘ a good

exper1ence, or not? why?
it was 11ke yhen your husband was f1nally dlscharged?

—what were your expeotatlons 'about what he would be

_ahleﬁﬁo do?"

: -did'fhings'differ fromuyouriexpectations?‘

w-what changes did you make?

'-were yo able to talk about your‘ feellngs

—how did you feel about thlS?

ith your
husband? your fr1ends? yqur famlly? |

;fwhat_-dxd you see as your pr1nc1pa1 functions before

- *=ho% do you feel .about this? .

‘the acc1dent? e g. as W1fe, mother, love%, frlend

--have your .functions changed? - -’“i{<f;

~how do. you and your husband handle disagreeneg%s?

'4—15 th1s different than it was before?

Tell

-are you a relig1ous person?

-where do you turn for guldance? consolat1on? support?

me about your relatlonsh1p...



*

@5

accident? "

a2 "

-what was your relationship like before your ‘husband's
.accident?

-has your relationship changed? what do ybu think

-

contributed to the change?

-what are the best things about your relationship?

~-what are the worst or most frustrating? .
-what are your reactions to‘these frustrations lor- bad
times? - ) A
-with a severe injury or illness, one of the,;spects of
a relationship .. which often changes - is
'sexuality4—has yoﬁr séxual!relationship with your

husband changed in any important way? N

-if yes, how do you feel about this? Aef‘

your life 1in general changed as a regn}t of the
-have you changed since the accident? in what ways?
-desctribe the Qay you see yburself as a person ..’
-what is y;ur general‘ppproaéﬁ to any problem in life?
-is this different than it was before? |

-how do you view your ' ”responsibility to - yéur

husband?eto your marriage? to yourself?

'-has this changed since the accident?

-have you experienced other crises in your life?
-how would your life be different if your husband could

walk?

Is there anythiﬁg you can think of which might be helpful to

other women who find themselves in a similar situation
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\

fj"“x “to yours? any particular kind of help they should be.

4

D

given?
Is there anything else you would like to tell me which ﬁi@ht
help me uhdersténd what effects your husband's accident

had .on you?
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- Appendix D .

oy, . '
CASE DESCRIPTIONS o |

These are intended to aeqﬁain,t> thg reader with the
.prominent features of these women's lfbeé as they relate ,to
their adaptation to SCI in their husbands. .Moreva;tail will
be 'rgvealed by'the actual analysis of the interview data as

it relates to the research quesfions, in;cﬁapters-4 and 5.

Case 1 - F.S. S

At the time of the interview F.S. was a 37 year .0ld
mother of thrée~teenagers.. Her husband is a quadriplegic as
the result of a'single vehicle accident involving a serious

N

vehicle malfunction. The interview took place just prior to

v -~

her husband's discharge froﬁ\hespitali\fij\months after his
injury. - ' |

According to.F.S.'éhe was given a clinical description
of the injuryfby;the doctor who‘examinedvher husband but she
did not experience the full impact Qf what this would mean
and had not as yeF; She denied- any strong emotional
reaption\&?en or now, Hér husband was' treated in an actiGé
treatment hospifal for six weeks before being tranggefred to-
the réhébilitation“’uni;. | During tﬁat 'time her daily
routines were disrupted considerably by' HoSpiﬁal- visiting
but thg family soon returned to norﬁal réutings. At the
time of intérview, F.S. was spending one weekéay "at the

hospital and her husband was home on a pass each weekend

e
)

{
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from Frjday night to §§n§$y night.' |

Of the three children, only the eldest (the only -
daughter) = reacted ' badly to her . fgihér's_ injuryf
F.S. egplained‘that she (tﬁe dapgﬁ%er) had hédA difficulty
going -to visit her fathgr but that since he'had been cbminq.
home on weekends, her behavior to%ard,him _had returned to |
normal-- "now we just livg out-livgslthe th Qe always daia"
--and she denied any change in fhé telationship of 'thé
¢hildren to their father.“’ .‘i,-“ 2 |

Friends and neighbors weré. particﬁlarly heipful\to
F.S. in maintaining thé farming operation, moreﬁo than
family members . They also spenf, much time QisitinQ”ﬁer
husband ahd-continued to do so at their home on weékends,‘to
the point pf being overwhelming at clmes. | ‘ e _

Sometimes we'd just like to be 'alone, It's so bad

some weekends that you don't ‘even get a chance to

talk to each other...I find it too much, but it's

nice to §h1nk your friends are thlnklng about you
, too. :

The focus Qf concern in virtually all aspects of"daily
living is her husband,; F,S; described the need for majof
renOVafions of their housgf("fhere'é no place for him to
exercise or ényéhingsf); éoncern=for,how her_huspand woqld
£i11 his.timé at home ("that's' our';biggestv thing on 'ouf
minds right _ﬁow“); and general céncern fbr.his gmotional
well-being ("Just because you- cén't  ﬁa1k, doesﬁ't ‘mean
you}re’ a diffigegt person.” “I'gueSS he has tq%?ecide’yhat

he wants to do - he has to be happy do{ngwrit, not ﬁe."Y.'

She demonstrated recognition that having him hbmelalljfhe.
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time'might create éame prOblems which they had not Yet

experienced but 'these Ehoughts\did-not seem to cause undue

concern on her p&rt. ffv E |

Nér was .the concern one-sided. - "F.S. described a
‘cooperative relat1onsh1p with"hgt husband and ‘a,mutﬁal'
desire- to ma1nta1n as normal a llfestyle as possible.' "He :
-doesn't want me to give anyth1ng up because of him;being in
a wheelchair." For his part, this ':included ~ telling
- F.S. that "he's not much good anymore and that if I want I
shbuld« find another man."  Her response demonstrated
confidence in their relationship and belief that this was a
phase which would paSs. e

I don't believe he wants me to go. He cares for

me too much and I know he won't feel that: way in a

whzle so I just don t pay any attentlon.

F S. was worklng part- t1me at the tlme of the acc1dent
and contlnues to do. so. She malntalned that thxs MWas one
thing which kept her go1ng throughout and she emphas1zed its
importance then and now.

A week after the accident, I went back to work and

I got out in the public and kept-myself'really

busy. Staying at home and moping around doesn't

“do anyone any good, and I think the.sooner you get

out and talk to people the better off you are.
Referring to the post-discharge period, .

I'd still like to work, maybe two days a week,

just to get out...it nght be too much of a change

right off the bat, just to stay home and do
noth1ng. : ' o

There were several aspects of their lives in the

post-discharge pefiod about which F:S. could not bé"sure:
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: the' resumpt1on of a normal sexual relat10nsh1p,'ma1ntenance
of an adequate income .for; thelr needs, requ1rement‘\of
Sutside help such as orderly serv1ce, and,'unfOreSeen.‘

d1ff1cult1es in day—to-day 11v1ng. None of these . appeared

on rthe surface to be« caus1ng much anxlety but F S did

‘contznue to talk about 1ssues and concerns for about half an

5hour after the concluslon of the 1nterv1ew, which .squested
¢

- some need for an emotional outlet. She seemed to be a-

‘ person who. does- not expfﬂ?s strong emot1ons, ma1nta1n1ng the'

appearance of a calm and unruffled nature. It seemed to be

her style to take things as they come and deal with them as7”_‘

best 'she can, without expendlng ‘much ehergy- anxiously
ant1c1pat1ng problems or engaging in non- product1ve act1v1ty
" such as worry or other forms of negat1vep%hink1ng.'p

. o e C

Case 2 - J.H.

At the time of the interview, J.H. was a 37 year old
mother of two teenagers. Her husband ‘was ‘injured in a two
‘vehicle accident uhich left him a parapleglct \There is a
Apossibility’that he may be able to move about'won' crutches
but it ‘is unl1kely that he will ever. be 1ndependent of the
wheelcha1r.\ The" 1nterv1ew took place just_:pr1or to his
d1scharge- from - hospital, about two months after' ‘the
accident. ° K . -’ﬁj |
The'frustrations and anxieties which J.H. experienoed
‘at' first had abated, partly beeauSe of the additional

responsibilities she has had'to assume. She-'waS“aiready_



worklng full 'time when her husband was'injured but nowfhad,

the major respon51b111ty for both fam11y bu51nesses. f Thist3>

left

much

emotional = support for: both her and her husband, there was' .

little they could do to‘,remove the bus1ness pressures.

J.H.

l1tt1e_ tzme :b;, herself or her ch1ldren, a fact she

regretted

Although family and friends' provided »much ' needed

also"expressed the sentiment that while Her husband

needed and‘got a lot of support, there were;times when"she

felt

_ very

]olt

her needs were neglected. '

People phone and  say, h1, how are you? but do
they really mean that? The concern'is. always, of

course, for the 1n3ured person.

‘much as they were before the acc1dent but J.H. felt‘ a‘f

of reallzat1on that one takes life and the people in 1t!'

\ . o

pretty much for granted

— e

o wheelcha;r, J: H. expressed lfew”: concerns,ﬁ”aboﬁt ' theer‘

that

day- to-day 11ves. ,1nstead1 she wondered about 1ong rangevf
plans including ;vaCations, ‘travel and their antlcxpated_‘ff

semi-

You _haven't forgotten that you love that person

but it really just. made you think about how much

you did depend on. . that person and you have a

tendency to no longer take so much for granted. '
l

Because the extent of her husband s 1n3ur1es was "such?ﬁy

‘he w111 be v1rtua11y 1ndependent ; ‘even in the

retirement. .

q,_v

V‘If7was' 50 iooking forward ‘to this point 1n our

lives. And now, yeah, I'm.  a 1little -resentful
because I -don't know, now, what 's 901ng to happen.
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'Thef relatxonshlps between fam11y members have - rema1ned

T g
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'This'* staiement of uncerta1nty typ1£1ed ‘the -smate

o J. H. was in at- the time of 1nterv1ew.- Her approach to‘ the

"whole 51tuat1on ‘was one of guarded optlmxsm.

I've 'always ‘been - opt1m1st1c that. he would walk.v
~ The only thing I said fight from the . start . was
let's deal with the problem ‘we have -now and
anything that happens ‘after that is Aonly good
news. 4 PR o
n - her view, the issue of walking versus wheelchairghad

diminished iﬁ-importance;yat leastvtemporarily:' itihad.been
pre empted by other, ,more personal cdnoerns'{,Such aSs .
resumptlon -of sexual relations,' and bladder and bowel

‘control partlcuiarly the latter.

I can' t  imagine not having. control over: your
bladder or .your bowels...that seems 11ke such a
‘normal functlon...that s actually - the  more

difficult:- part, _as opposed to belng ‘in a
'wheelchalr.- ‘ : : :
]

J.H. descrlbed herself as a st;%ng person and seemedfh
capable of" dealing WIth the.changes and uncertalntles the _
accident had hroughtvahoUt, so long as. she could keep busy}
and cont1nue to find emot}onal outlets 1n talk1ng Lo an'r
'understandlng frzend and occasionally, "have a oloody good

[

ery.”

-~ case 3 - B.G.

‘At ‘the time of the interview, B. G?‘was,24‘Years oid
with one ch1ld aged two and one half years."Her hquandvi;o
- a quadr1p1eglc followlng a S1ngle vehlcle accident. Because
Vthey lived in a. farmlng commun1ty qu1te far from the :oity;

B.G. and her 'daughter had taken up temporary re51dence 1n]



;the c1ty %n onder to be near’ her husband. . The interview_v

o took place Just prlor to h1s d1scharge from hoépltal, e1ght?

'months ‘after 1n)ury. S j.jﬂ{bi‘ ¢;A '4‘E~{£Tsvfﬂ

< .

en i#old that her husband had broken ‘his  back,

150
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'-B G, responded asp if' 1n ‘a state of shock, nottrsmemberxng RS

S

‘later much’ of: what she had done, be1ng cohéos:;" _f;“;}
her husband s Iafe “than"hfor tLe- nature of ERE i
tBecause the doctor had at first suggested the" p0551b1i1ty of
' bra;n damage, B.G. seespthe;quadrlpleg1a as}relat1yely m1nor
, and‘therefore much easierito aCcept than ;her vision of “'a

brain_ damaged husband who would not ~know her,,would be

'x.sconfused and so on.‘ She dealt well w1th the early stages

when he was 1mmob111zed 1n skull tongs but noted that fam1ly

_'and fr1ends found th1s the most d1ff1cult t1me.

<.

,'Tha/ adJustment of the1r famllles and close fr1ends has

.been‘gradual but;posat;ve,_much to_B;th rellegfmi'In 1her
opinion, she could‘no haue managed without‘them taking ouer
}the farm1ng operat1on, v151t1ng her husband and generally

being-supportlve. Having'a small child to care for) could

also have created problems but she has been well taken caref“

.6f by friends. in the city, and "If couldn t have done "it

. ",’4.

withoutdher. She s been a lot of company to me."

'without the dayato day worries’ ot running the'farm,
? B.G. was free to spend much of her time;:at the hosp1ta1
She expressed the belief th\t\they have been brought closer

together through thls‘.e;perlenCE\\despltei some unpleasant

occurrences. - She - ﬁeltf her husband had become more

. . . N~
K . . AN

> 2
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and w1lling to share hlS feel1ngs than he ‘ever

commun1cat1

“had heen,‘ ] -she saw, many changes 'in; herself as well

a

RO

Pr1mar1ly descrlbed herself as stronger emot1onally,

Lo

better able to cope and make dec151ons, tasks whlch she ‘had

usually abd1cated to her husband

B.G. expressed- several congerns - about =  the

o,

~.-'post=- dlscharge ,per1od She was worried about how her

i

'husband would spend hlS t1me and what role ‘he m1ght be _able
,to take 1n runn1ng the farm. : h problem wh1ch seemed'“

'fparamount to her, however,,was that of her repon51b1l1ty for

-

'{h1s needs on a 24 hour a day basis. The 1ssue loomed-large,
_.1n her m1nd for two reasons' her fear that she vwouldn't: be .
‘able tof cope, and her husband s reluctance tolevén discuss}“

-gettxng some out51de help such as a V151t1ng nurse.  His

3 amblgu1ty, \"he wants me to do it all" versus "he f1nds 1t;{’
.frustrat1ng when I have to undress him and everythlng only i

~added to her dllemma. She ant1c1pated that the flrst year

would be d1ff1cult but was clearly prepared to make a go of

fztv‘f"I have never thought of leav1ng so I don t want h1m to

~aaIWays have that 1ﬁ*the back of his mind."

Hav1ng the’ opportunlty ‘to discuss her feelings and

~ .

concerns with others Who"had experienced-similar'crfses -

would have been helpful to B. G ‘as she. had many unansweredﬂh

??quest1ons about poss1ble day- to-day problemS- FOllOWlng the;f

interview, she contlnued to talk for almost an hour about -
>

el

'thelr plans, the1r daughter, and a - whole range -of m1nor

concerns.
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.Case 4~~ c.C.

R

C C., a 39 year old mother of five, was cohab1t1ng w1th L
O.her. spouse a'f'opposed ‘to being marrled to h1m._ They had -

h,been l1v1ng together forxnnly two months at the t1me of the'

acc1dent but have since. made the commltment to stay together
F

and to marry legally. A malfunctlon of the motorcycle on

wh1ch they were@%1d1ng sent both of them flying intc the

‘d1tch at the side of the hlghway. c.C. susta1ned serious

‘internaljinjuries,plus multiple fractures 1nvolv1ng both

.legs and. one_-arm. \ Her husband became a parapleglc. The

1nterv1ew took pl‘ce 10 months after the accident, five
months, after he was d1scharged'from hospital. At the time
c. c. was also in -a wheelchair because s&he had 7re¢ently

rundergone surgery yon 4one ankle and ‘couldk~not tolerate

A

, crutches for. very long due. to the re51dua1 effects of her

other- 1njur1es. She confessed that -the, outcome of the

surgery might determine whether or not she would ever be

'free of the wheelchalr.

Thrs woman was not only confronted WIth the “dinjury and'

‘-posszble death of her husband, but also thh her own death.

She - expressed llttlo concern for her 1n3ur1es despite the

seml—permanent nature of some of them. Because of her own -

-long hosp1tal;zatlon, she was forced to place her children

‘in temporary voluntary custody, smffered complete loss of

“income, - yet felt that everyone, including the chlldren, had"

gained‘ in wvery p051t1ve and rewardzng ways from this

experience. Unlted,:asv af fam1ly once agaln, they were.
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happily lookinghforyard to their upcoming;wedding; oo
'd&i‘raljyears of 'experience in nursinge meant'wthat
C.C. . was familiar . with medical ‘terminology' and hospitalr
,tprotedure so that'the physical changes En her“'husband IWere‘
»not‘ shock1ng to her,<but she had on&y known h1m as a very
-phys1cal person and knew what the loss m1ght mean to -h1m.
-Several 'weeks elapsed before elther of them was really able
to talk about 1t--C c. f1na11y broke the ‘ce because ‘she
’belxeved~ the1r relat1onsh1p h‘d been something spec1a1 and
wanted it to cont1nue§& C. C spoke phllosophically about the 1:

acc1dent.

God let th1s happen to h1m but it also gave him
someone that cares about him deeply, loves him
‘very much, .is very ‘supportive - phys1cally and
emotionally. So w&ere He took something away from
him, "He gave ething to him in xreturn. Maybe
something far more 1mportant than the ability to
£eel and to walk. ‘ : . .

Family members and frlehds of their teenaged chlldren
were very acceptzng and supportlve. Other.support came from
‘surprlsxng-sourceSefwlsltors in a waitino room and ' another
foung patient. Generally, however, they were alone much'of
the time, since their friends admitted openly that thef just
~didn't knou how to relate to this man whom they used to
~khow. = Their move. tov the city has afforded them the
opportunity toﬁmake neu friends, * |

We feel a lot more comfortable, because . people

that socialize and associate with us now we know

accept us. It's not 1like they feel * obligated

- because they knew us before.

This couple continued to

be plagued by financial
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concerns and. medical problems (mainly -hers) but C.C. denied

'or' frustratlons 1n her lIfe. She was very much content

- X . :
to stay home, spend time with her children and share her

»

joys and sorrows with herwhusband{ things she had never been

free to do,-either in her*firsx marriage or since. -

I feel like there's somebody up there look1ng down
.on us, and they're not going to tax us more than
we can be. Things have really been working out
quite well. ' _ oo

Case'5.- 0.S.

-

At the time of the interview this woman was the 57 year

¢

old mother of  two, both‘marrfed end away from home. She

described her situation as "unique" and in the ‘the obntext

. /‘ :
of this‘ study, it proved to be so. Nevertheless, she is a

woman who has ~coped with ser1ous 1llness and d;sab1L1ty in

her husband and some of her att1tudes may not be that

diffefent from other women in “her age bracket._. The

intefﬁiew' took plade 14 months after her husbandvsﬁlnjury

f\.’

which left h1m .a quadriplegic, and six months after hlS '

1n1t1al discharge from hospltal At the time of 1nterb1ew
he was re hosp1tallzed for -a recurring 1n§£§xt§h

Unlike the other women in this study,.©.S. persistently

described her husband as an 1nva11d", an;attﬁtudef she may"

have developed from his long medical hisbpry beginning with

a colostomy in 1964, and end ng w1th quadr1plegla. Hef had .
also had surgery for cat racts and suffered chronic‘

alcoholism and a severe type of pinal arthr1tls. 'As 'she‘

o
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 said, "We've had'so many series of aaﬁustments that we just
-go into~'Plan BX -‘AdeStment'." -

0.S. and her husband have ;haq, a non-qpnjugal
.relationship for' many years.: They shared‘ nelther ‘an
intimatejiife nor a public .one, 11v1ng rathef‘ as two
acquaintanceé under the'sahe rqof; yet 0.S. maintained that

. their marriagevhad survived. She was unable ‘to give her
husband much physical. care - because she too suffered a
chronic disability--one leg * was oonsiderably shorter‘,and
.weaker tha; the other, a result of pollo at age nine. They

' had stayed together as much for financial 'reasons as any -
other, with O.S. functioning as sé&@hbreadyrnner’thése»last
'several years. In her own words, "l don'fyihihk I owe him
much...I ve: pa;d for services rendered " |
The1r two children were married and ljyed in another
city. Although they visited their father, atv the outsey,
they have had little . contact : wlth their 'parents.
0.S. received little, if any, emotional sugport through this
_latest ordeal but denied'feeling”the need either, as this
was viewed “as just one more in a long series of medioal
criees. - The physical' support .which she received from
community agencies stch as the Victorian Order of Nhrses
‘had, however, been invaluable. 0.S. did mention one friend
"who is a consolation because she sort of understands how it
is to live with an invalid." (The friend's husband had
‘fondergohe“heartﬁsurgery.ih_She had been somewhat of a loner

hoet of ‘her iifefbeqauseﬂshe felt her disability excluded
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her from many social activities and described herself, even
in this situation, a§ "not like other women" .

0.S. stated bluntly thét she doubted. her husband éould_
live long in his present condition, and that, in any case,
he wodld likely.have to move to a nursing home at some time.
She looked forward, to the freedom she would experience
following either of these events, describing her present
situation as "pretty boring". In her own ;ords, however,

" "You do what you have to do."

Case 6 - V.P, _

V.P. is a 35 year.o1d mgther of two boys. Her husband
is a gquadriplegic 'as a result of a truck-train collision
following which he vas hospitalized for 13 months. The
interview éook place five months after he was dischargéa
from hospital, 18 months after the injury.

As well és the spinal injury, V.P.'s husband alse had a
head injury wgich left him semijcbmatose for several Vwveeks,
during which time V.P, épent most of her waking hours at the
hospital. A sister and brother-in-law were particuf;rly
- helpful but V.P. was angry and ‘bitter about fﬁe} rest of
their relatives and what she beréeived to be tﬁeir total
lack of sensitivity to the situation; then and now. She was
and centinued to be hurt and frustrated by the behavior of
these /people but had begqun to realize that some of it
stemmed fgom their inability to accept the permanence of her

v .

husband's disability. It ibeéamg apparent through the.
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interview that her husband was cseating problems within the

immediate family by his frequent self-deprecating talk and

behavior,~ problems which she felt les and .less able to
handle. ' o

.

V.P. returned to work two months after the accident,
and continued to(wprk unt%l her husband was discharged. The
decision to stay home full time was one she regretted as the
responsibility for the care of her husband was too
emotionally draining in 1light of his behavior problems.

4
There had been a number of unpleasant incidents between

father and sons in which she tfied to mediate but it ' was

clear that this family was in trouble. (The father has
since been placed in a nursing home.) . o

As a unit, the family had always functioﬁed well
Fpgether, with a heavy emphasis ‘'on. sporting and other
' bhysical activities. The 1inability of her husband f§

participate as he had in the past seemed to trigger an

gpttitude of resentment on his part, the expression of ‘which

took the .joy out of participation and achievement for the
other family members. V.P. was highly resentful in her own
right, feeling -that she was unappreciated for the efforts
she made on his behalf. |
I don't mind it [doing things for husband] one
bit. The only thing I mind, that bothers me is
after so much I get to feel what am I doing it
~for? Don't you appreciate it? ‘

And

* There are times I'd like to just backhand him, you
know. Wake up! You're not the only one going

C~~""N\/
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through this,'
The;e was some question by the hospital psychologist

about brain "damage which might have been precipitating her

»

husband’s~behavioq,'but V.P. was of the impression that his
. . o ek, e , ) . .‘-‘.'a'
inabilityn to accept his disability.. was the main factor

‘ ,‘infl‘uencihg his’beiuavior. ‘She was trying to functioh
Q{rtuéliy without a support sYstem, few if any of her needs
vere beiﬁg met either withén or outside ‘the marriage, ‘and
she admitted tﬁat tranquilizers had become é necessary part

of her life. i

At the time of the intervie&, V.P. was stuck 1in a
quagmire of emotions, a sense of responsibility, mingled
with guilt, resgngmeqt} anger . and helplessness. She was

worker, because her husband was no longer a patient . in the

isolated from potential help, i.e. psychologist, social

hospital and there was no continuity or transitionalfsupport'
through community agencies. It was only her peESOhal

strength and commitment which had kébt_her~going this fhf.

Case 7 - C,P.

This woman, now 2} years old, was 22 wi;h':a six'Tweék
old baby at the time of her husbané!é accident. He is now a
quadriplegic as a result of a two vehjgle acciéent between
his truck and another. The interview took place two years
after discharge from hospital, two and a half years aftef

the accident.

C.P. described her pre-accident self as "a “totally
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submissive wife and : mother, and _'All the family
responsibilities were on my husband.” She could not drive &
.car,_handle money,”or make decisions on her own. Sudéénly
she was faced with all these responsibilities qnd‘mor;, a
tasg whichath}eatened to overwhelm her more dthan énce.
Nev;rtheless, she managed to move hegself and her baGy to
»thg city, »learned to drive, handled money mattlers and spent
five to six hours a day at the hospital with her husband who
had become hoétilé, angry and depressed.

"Emotional support, so badly nneeded,-came generously
from family membérsiand a minister at the ‘hospital who
provided guidance when her 1life seemed the bleakest;“
C.P. expressed regret that no assistance camel from social
workers or - someone who could have directed her in matters
such as applying for compensation and finding suitable
accommodation. |

The most difficult time for \C.P. came in the first
thre; months-whqn her own frustrations were exacerbated by
her 'husband'é emotiénal'-outbursts and led to “périodié
explosioﬁs during which she wished for release - "I walked
out the door, hoping to just fall down and have'a nervous
breakdown or be hit by a car...l was de;iding if -I .wés
.willing to try and handle éhis.f

Belief in 'God and fnequenf étaYers for guidance, blus
the realizatiqﬁ that she was afraid to face life alone, all
cont;ibuted to her decision to remain with her husband. She

~

described the time since then as a period of real growth for
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her, both as an .individual and as part of a marriage
partnership.
v ) A .

. Since the ‘accident I've become stronger,
confident, organized, and responsible...my
approach to problems is frustration sometimes, yet
confidence...it's been a -“strain sometimes, but

always a challenge and I love meeting challenges
now. L. !

At the same ﬁime' she became so protecfﬁve of her /
" husband that she refused to 1leave him alone even for/aj
couple of hours. Her routines were so rigid that visito&s:
wete mildly ggggﬁted because fhey-d{srupted fhééeyroutines}
C.P. described a"véry isblaggd, nuclear lifestyle which
excluded casual érienés and most socializing, yet declared

"I love my life, I love being responsible, I 1love being

13

needed." She admitted that there were frustrations and a
sense of too much responsibility at times but coUld'-fdrqSee/

a mainly positive future for them.

~

Case 8 - J.A.H. | | L

M
Bl

This woman was 24 years old at the time of intérviéﬁﬁg;{

F)

but only 21 wbén her husband was injured. * At the pkeSght
time she was mother to five children--one of her husband's

from his first marriage, one of hers born out of wedlock,
' » *
and three from the present marriage, the youngest being

three months old. Her husband is a .quadriplqgic resulting

from an industrial accident. The interview took place three
. ‘ .

years after injury, two and a half years after his discharge

ffom hospital.

e a
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®
. B
H was pregnant'when her husband was injured: Her
eactions of shock and fear caused her to start.
ontractions and she felt overwhelmed w1th concern

ther chlldren, her husband' life and how they

er manage. She spent ‘the- f1rst two days cry1ng,

' then calméd down and became, in her word5°

protective. I felt I had to shelter him from
further harm, I became very har and
ective. I had no emotions, ahsclutely none.
s absolutely cold. No one could make me happy

or make me sad.

In t

but once

-the children back home. Each weekehd,,ﬁﬁé§ travelled‘to»the_

city to v
drive at
of their
hospital
she .insis
medicatio

unnecessa

Well,

and
woul
to
para

he first ﬁbnth her*sister;cared for the children

=

her husband's condition had stabilized, she took

isit the hospital. J.A.H. didm.hot know how to

that time and recalled feeling'vefy"lqnelyeas most

family members lived in England. While at the.

she felt elienated from the staff pa:tiy because

ted on knowing exactly what was going on with

ns and such, and bartly because she felt they were

rily pessimistic when giving unsolicited advice.

you see, 'helpful people’ woula go in there
say, look, your wife will leave you. And: they
d come to me and say, you know, he's not going
want you anymore: Men do this when they get
lyzed. : g ' ) '

She felt more anger at the hospital personnel for their

attitudes

accident.
The

gfeater £

than she did at the circumstances which caused’the

main changes J.A.H. described in her life were

reedom and more independence. Because her husband
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}as often away for days or weeks-at a tlme whlle worklng,

she was left with the ch1ldren and llttlev adult company. .-

Now' that he is home all the t1ﬁe, they are hapbier,_glbsar‘
‘emotionally,'and ﬁe is more inVOIVed'with the children. "She
.y was also-forcad to learn‘hoq'to drive and to make deaisions
on her own, soﬁething she now enjoys. |

' With . five children and4 a .disabled husband,
J.A.H. admittéaf to -frustrating aays: but denied on901ng
dlssatxsfactlons.‘ Like some other women,*she missed 11tt1e
thlngs. f.}, o .

1'd like a hug. But then I sit down and think
about . it, and if he-could hug me, then I'd-want
him to walk, and if he could-walk, theh 1'd want
him home,, so I may as well just stay wanting a.
hug. - o A = ‘ ,

As a couple, they alvays maintaiﬁed 4ﬁ§“low social
‘profile' béfbre the accident ‘and have continued to do so.
.a;rThey go out a great deal at t1mes, but not much with other
couples. .Theyvihave shared some rather unique éxperiencas

(he was hpsﬁifalized in:thelsahe room at the birth of their
last chilé) andhseemed happy with life. J.A.H. believed-she
‘found a new respect for her husband and new mean1ng in her

marriage vows’ follow;ng the' accident. She 4cred1ted this

crisis with g1v1ng;thgg-a happier_life tbgéther,

Case 9 - J.B..
J.B.Jwas"40 years o0ld at the time of interview,
édndpcted six ‘and one half years after her husband's injury.

Two of their three children were in their early teens at
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that time but;rhave'now'finished school.‘ Her‘husband is a
'j*duédriplegic as a result of a ‘two. vehicle ‘eccideht.:' The

ihterView took "plaoe'fsix _years after histﬁiSCherge frOm,.
hospital. | o ‘
| Because they..ran‘ a dairy- farming 'opération;hp the
aceideht iwas devastatxng to bus1ness. Unable to manage on
her own, J.B. was forced to lAqu1date that part of the farm,
" but neighbors freely a351sted with crops apd. heavy work[
‘which - allowed' “them to stay f1nanclally solvent._ Emotionel'
support came partlally from ne1ghbors but most ‘pgrticularly
from J B.'s sister and another female friend. All ‘the time‘
that her husbgnd.was”hospltal1zed J. B. ass1sted h1m with
everyaay 'aotivitles 11ke eatlng and brushlng hls teeth yet
seemed to have an almost dreamllke belief that it was ‘all
temporary. | | |

N

"It just didn't seem to me like it was that bad. I
always thought he' s going to get better. He's
just 901ng to be up and gone one of these days.
It wasn't’ until he.came home that I really went El
through-a shock...I just couldn't believe that he ,;?:5.
was so0 helpless, that everything he needed 1'd. 4.
have to get for him...it just seemed. like 'such a =

terrible 1mp0551b111ty that I d1dn t: know ho“ﬁli;?'-f”‘

was ever going to cope. e ,
v - S
She credlted her sister with having rescued her from this-.

sense of helplessness, glv1ng her time to organlze and get

s

1nto the groove.

There were very few problems-with the ch1ldren. Their
will1ngness. to cooperate when help was needed, plus her
husband's! skill in guiding the Dboys ° contr1buted : to

successful maintenance of the farm and family. J:‘w~Went to -
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work as' muchy@for her mental'health’asvfor theonecessary
financial -aSSiStance lt prov1ded although not without
pay1ng a price in terms of energy.

-Bellef in God and the teach1ngs of’ the bible were the

-most 1mportant factors in helping J. B. and her husband deal,;,m—v

e

w1th many of the emot1on laden aspects of ther//new fe;-as;d‘f

they prayed frequently for gu1dance. She descr1bed?oneﬂf; o

major change wh1ch occurred as a result of: the acc1dent'”
,they have developed a mutual apprec1ataon of each other,
'someth1ng which obv1ously ‘meant a lot to' her. )

Despite the_passage of more ‘than six «years slnce 'the
accident, some 1ssues still loomed large, such as her.rlght
‘to some time on her ownw versus - his : expectat1on that she
l7fwould prov1de for all hls phys1cal needs.. The 1mpress1on.‘~
'created by J. B ua&—one of reluctant acceptance of her vlife

as it was.

Case 10 -"J.R. ' S

v

‘At the time of interview J.R: was a 63 year old mOther
of seven. Her husband had been a parapleg1c for 710 years,

the result of an 1ndustr1a1 acc1dent. At that t1me only one'

2

child remained at. home, _an 11 year old daughter who hash'”"'

since finished school and college and now lives on: ‘her own.
The interview took place nine years after J.R.'s husband was-
dlscharged from hosp1tal

“Apart from the initial shock upon being notlﬁ{ed of her

husband' acc1dent, J.R. denied ~any strong emotional,

v
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‘reactions either at the ouﬁset or later.

*i’juSt took it, I gueés;" ~don't know that I{

really thought too. . much. 1 just seemed to say,

“i well I guess thlS is the way it's go1ng to be.

She was unable to dr1ve a car at that time, although she has
since learned so she depended  §n5 family. and fr;ends . to
drive her into the c1ty to see her husband ‘Both she and
'hef\husband leaned heavxly‘on thelr.‘rel1g10us beliefs for

";suoport and felt that their friends in the'church had been

1nstrumental in seelng them through this crlsls, by means of

""prayer and more tangable forms of ass1stance.'

'Prfo; to;the 1n3ury--J_R. played a somewhat passive,.
restricted role within the family. She felt respons1b1e for
g housewo;k; 'laundry/ meals?; and ‘such‘ while her husband

-supported them~financially and took care_of business. ‘When

suddenly faced with responsibility for banking and paying

bills, J.R. felt uneasy and unhappy with her new rolesg-‘Het'u-

approach over the years has'been'one-of passive resignation
to an unpleasant but, in her view, unchangeable'situationv

She had to learn to funct1on somewhat more 1ndependently but -
d1d not enjoy the responsxblllty. The foblow;ngg!statement t
is a~typ1cal expreSSIOn of . how she felt:

I. never really thought of not doing 1t. I just

went ahead and did what 1 was supposed to do.
But, of - course, you have to learn to do these
things. - ’ ‘ B

Their social 1life was somewhat restricted by the

. A o R A
inaccessibility ~of many  buildings and their mutual

\‘( . . : . . .
reluctance to ask for.assistance, yet it was small things
_ . . v o
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‘which J.R. missed the most, like walking in the fields. She
has_'had’.no; épeciél friend  or cbnfidante_over the years
eXcept'herlbible.and the Lord, and it had not occﬁrred to’l
her vthat. éhy rbqunse Qas. possible on -her part.excépt

acceptance.



