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N Abs‘tt‘aéti | o
Dramatic medicél.advanées in ﬁhé pést twenty-five years haﬁe
- changed the lives 6f pﬁtients‘;égh end stage renal diéeasé (ESRD)‘
and their families. One of these advances has been home’
hemodialyéis. Home hemodialysis folié@s the ‘present trend in
Canada whichkehcourages people to.;ccept the management and
resbonsibiliﬁ; for their.own health at ﬁome. The purpose of this
study was to gather and e&aluaté data abogt the experience and
perceptions of spouses who assisted with home hemodialysis of
their partner.

- A qualitétive method was Qsed'to conduct thi§'study.

Grounded Theory technique was followed to ‘develop a theory

relevant to spouses of home hemodialysis pa Aents. Data were

collected by means of tape recordinéé of/unstructured-interviews.

A core category, the level of’inyblvement of the spouses,

clearly delineated three_di§£inct spousal groups baset on the

\

duties they assumed during‘diélysis treatment and eir day-to-day
involvement in their parther‘s kidﬁey disease management. The

-tbreeggroups.have been labelled the do-ers, the min al assistants
. : ) P N - . \
and the joint partners. Another category, "level of resentment,"

- . -was related to the emotional impaét of assisting with home

hemodialysis. These two categories were used to develop a model

‘ S ]

to explain variability between spousal groups.
~ <ot



The dO*ers'hadfhigh~devels'of inVolvement:and resentment
Their over- 1nvolved role 1n d1aly51s made these spouses feel
burdened. The m1n1ma1 assistants Had*the least amount of

involvement and expressed the strongest feelings of resentment.

-

Their resentment resulte E}om imposed lifestyle changes exacted
by ESRD. The joint partners were cooperatively involvedrwith
dialysis and exnressed little resentment. Tnese spouses shared
" taskg\of home hemodialysis wdth their'partners: Two broad’themes
relating to the marital relationship and;phe'spouse's perceived
degree of "normalcy" in their 1life also'diffefeneiated these

L '
spouses.

The findings in this study have implications for nursing
families of patients with ESRﬁ. The spouse who assists with home
hemodialysis could benefit ffom ongoing support of their situation
by nnrses. Inladdition, periods of respite could be beneficial.
Suggesﬁions for further research include empirical extensions of

the present study and longltudlnal studles of ‘spouses to

understand the process of adaptatlon

: _ . b
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Chapter I: Introduction

3

Statement of the Problem

Dramatic advénces in medical technology in the past
twenty—five years have changed the lives of pagients with end
stage renal disease (ESRD) and %helr families (Palmer, Canzona &

" Wai, 1984; and Plough 1986). Hemodialysis has galngd acceptance
as the treatment of choice for ESRD (Eddlns, 1985). , Tedﬁnologica}
advané;; have made it p0551ble for some patlents to receive
hemodialysis at home as an alternative to treatments ‘in the‘
‘hospiﬁal setting. Home hemodialysis follows the presenf trend in "
Canada which encouragés Canadians to accept respoﬁsibility for
their own health and to manage their health probiemé at home. .
‘Although home dialysis is less‘expénsive than in-center
hemodialysis in terms of direct costs to the health care system
(Blagg, Hickman, Eschbach & Scrigper, 1970; Eddins, 1985; Palmer
et al., 1984; Plough, 1986; and Strauss, 1986), social tosts to
the pétient and family may be higﬁ{(Maéhlveen, 1972; Stark, 1985;
and Walters, 1985). Most of the ré;;arch on adaptatin to
hemodialysis haa-focused on the patient (Buck, Roy, and Atcherson,
.1986; Reichsman & Levy, 1972; and Stark, 1985) but the spouse who
assist; with the treatment, aqd lives withAthe patient,
experiencég potehtiai ldsses and changes too. Rdle'relationships,
family ﬁyﬁamics, life-style and economigs must accommodate the

changes in the batient - for the rest of the patient's life

4



(Dimond, 1979; Kossoris, 1970; Schreiber & Huﬁer,»1985; Shambaugh
,&‘Kanter, 1969; Shambaugh, Hampers, Bailey, Snyer & Merrill, .967;
Smith, Curtis,\Mcpoqald & DeWardener, 1969; and -Steidil, .
Finkelstein, Wexler, Feigenbaum,. Kitsen, Kliger & Quinlan. 1930;..
and Streltzer, Finkelstein, Feigenbaum, Kitsen & Cohn, 19§6). In.
order to prepare spouses to assist witg’home hemodialysis and to
live with it successfully, the health caré team must knoQ.and

understand what it is like to be the.spouse ,of a home hemodialysis

P

patient. Yet,‘littie'is\recorded in the literature concerning
what it is liké for the spouse Qho is actively involved with home
hemﬁdialysis. At pfesent,.it is ‘not reéily known how spouses
adjust to.living in this situation, .what factorsﬁare perceived as
important tc them, nor what influences their adjustmént. The
nurse is a central rigure in the muiti;disciplinary team that
prepares and supports people involved with Bome hemodi;lysis.
Without knowledge and understanding of the situation nurses may
not be éble to effectively promote adaptation ta home
hemodialysié.
Purpose

There were two major purposes for this study; The first
.purpose of this qualitative.research study was to elucidate issugs
and variables of iﬁterestrpertinent to spouses whp are the
B ' =

designated helpers of Home hemodialysis patients.

‘Factor-isolating was used to describe concepts and factor-relating .

-4



was used to develop a theory (Diers, 1979; and Field & Morse,
1985) important to he spousés“of'ho?é hemodialysis patientg.

Research Questions )
v

The following questions_guided the research:

1. What is the experience of being the spouse of a home .
hemodialysis patient?

2; How does the‘spouse describe 'he experience of being the
designated.helper for hemodizlvsis? 5

3. “How does. the spoﬁse describe the day-to-day reality of living
with a partner on home hemodialysis?

4, What factors appear to influencé the spouse‘; response to

living with a home hemedialysis partner?

Definition of Terms

The following definitions were used in this studyr
Home Hemodialysis - the procedure of hemodialysis on a day-to-day

basis in the home setting when the partner and the spouse have

LY
¢

received appropriate.training.

{
Partner - the person undergoing dialysis treatment for kidneé//
disease.
Spouse - the person who is mafriéd-to or in a common-law
relaﬁionship with, and residing with thg partner receiving
dialysis, and Qho is the'designated'helpey for the dialysis

treatment. Ve
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Cﬁaptet II: Survey of the Literature 3

Review of the literature was extended to include spme;pf the

eafly research on hemodialysis. »ngé;alfof these original
research studies (Czaczkes & DeFNour, 1978;vShambaugh et al.;
1967; Shaﬁbaugh & Kanter, 1969; and Smith et al., 1969;) are

pervasive in the literature and were relevant to the current

situation of home hemodialysis. ..

Each of the fbllowingvthemes was reviewed; coping with ESRD
as a chronic illness, stress in home hemodialysis, social support

and role functioning in home hemodialysis. -

Coping

‘o

The patientfs family is‘acknowledged to be important in the
patient's response to chronic illness (Dimond & Jones, 1983; Moos,
1984; Strauss, 1975; and "Strauss, 1986). Strauss Ti986) suggests

that coping with chronic illness can be an immense strain on

-

marital relationships and that the burden imposed on the spouse
can be enormous.. Strauss' research has focused on patient care

and illness management andAhe;is only recently beginning to loock
: o . , »
specifically at spouses. i :
The studies in this catégory are characterized by a

!
)

perspective thch.emphasize§ patient adaptation to dialysis (Brand
& Komorita, }p66; Buchananﬁ& Abram, 1976; Dimond, 1979; Jones and

Preuett, 1986; Levy, 1974;fRapaport; 1973; Reichsman & Levy, 19725

-

Mahd_Stark, 1985). Demogréphic characteristics such as age, sex,



level of educétion ahd'income are most frequenfly examinéd as they
relaté to cﬁping. Coping has 5een measured in a variety of ways
inéluding return to previous.employment, stabilfty of physical
status and number of med;éal complications secondary to
hemodialys;s.

The multi-factorial nature of illness takes into account
social factors that are related to coping. The patignt'é family
is identifiéd as part of the human environment thét contributes
significantly to the meaning of illness (Feldman, 1974; Jonés &;

‘P@reuett 1986; and Moos, 1984) and management of that illness
(Holcomb. & MacDonald, 1973; MacElveen, 1972; Moos, 1984 and
Strauég, 1975). While it has been e;tablished that the social
environment is impS%tanp, very little research has been done that
describes the characteristics on- coping capabilities of the pe;ple
that make up the social environment for the patient.

Some research has been done that examines family coping with
hemadialysis (Dimond,’ 1é79; and Palmer et ai., 1984). It is of
~interest to note that feﬁ studiés deal directly with the spouse of
the dialysis patiént, especially as the spouse is so ihtimately
involved and in home hemodialysis is at least partially ?
reéponsible for the patient's treétment Shambaugh and Kanter's
(1969) group work with the spouées of dialysis patients was done

in the early days of dialysis and was based on psychoanalytic

theory. Recently, Srivastava (1987) examined coping‘strategies



used by spouses of patients on continuous ambulatory peritoneal
dialysis (CAPD). Data were collected from an etic-perspective by
means of a'semi-structured interview and self-assesgment of coping

using a visual analogue scale. -~

{ . .
In a study reported in 1983, Schoeneman and Reznikoff

Jhdertook to idenﬁify‘systematiéally those spouses of home
‘hemodialysis patients who were at risk for experienciqg
difficulties in coping with the home dialysis gieatmeﬁt aﬁd the
illness in their partnef. vln addition, they investigated select
personality variables related to the spouse's ability to live with
thé stress of living with chronic illness. This study looked
specifically at the relationship between locus of control
orientation anq adjustment for spouses of ;Bme dialysis patients
using quantitative research methods. The results of this study
are of limited clinical usefulness in predicting spousal
adaptation té home hemodiaiysis since their focus was so specific
: . p
- and the results were not conclusive. No differences were found in
level of adjustment between locus of control by ‘others or belief
in control by chance or between éxternal health locus of control.
The authors Aftributed.lack of significance in findings to
problems inherent in test instrumenfs. While such research can

.

provide information to nurses, the picture of spousal response to

dialysis remains sketchy. Notably, no research studies were found



that examined the spouse's perception of coping with home-
hemodialysis.

Stress in Home Hemodialysis

In addition tB the many stressors associated with any chronic
dﬁséase (Dimond & Joneé, 1983; Moos, 1?84' and Strauss, 1986) and
ESRD in particular (Czaczkes & De- Nour, 1678; and R1chard 1986),
'home hemodialysis imposes the added stressor of respon51b111ty for
treatment u51ng a highly technlcal procedure that can prolong 11fe

? #r cause death 1f malfuﬂctlonlng (Esmond, Strauch Zapata &
| Hernandez, 1967)7 Several other articles on the stregs of home

s

hemodialysis are from the patient'é perspective (Beard, 1969;
Blagg et al.; 1970; Buck et al., 1986; Eddihs: 1985; Hansen, 1972;
and Schreiber & Huber, 1985). It is suggested in the literature
that stressors identified by patients may be similar to those of
their\spduse, however, this has not . been investigated.

Four articles discuss stresses on the spouse involved with
home hé&odiaiYsis (Haners & Merrili, 1966; Schreiber & Huber,
1985; Shambaugh & Kanter, 1969; Smith et al., 1969) all from a .

" medical perspective. It must be noted that three of these studies
were conducted%when home_hemodiaiyg%ﬁiyas first introduced and may
not repre;enﬁ the present situatidn. kindings from these early
stu&ies suggést that psychopathological reactions to the stress of
home hemodiai&sis are very high in spouses, with up to 60%
éxpériencing depression and 257 requir;ng’psy;hiatrié'treatment.

B

~
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A study by Holcomb and MacDonald (1973) found that 877% of the
spouses reported ?Tjoying family life4 but théAsame group also had
adverse reactiéné to stress. These findings appear to be
contradictory. Schreiber‘and Huber (1985) concluded that
psychological Stréss is greatep for spouses of in-center <ialysis
patients than fof spouses of home hemodialysis patients but
offered no explanation'to account for the differences. tr
The literature is conclusive that home hemodiélysis is
stressful for the spouse. In additioq, early studies indicate
‘bsychopéthological reactions to stress. However, case st;dies
(Hampers & Merrill, 1966), treatment program reviews (Shambaugh &
Kanter, 1969; and Smith et al., 1969) and questionnaires
(Schreiber & Huber, 1985) do not provide an indepth analysis. No

statistical tests of significance or control groups were used. No
J

Létﬁempt was made to examine the spouses own perceptions of the

. » .
situation. Overall, the stress literature demonstrated the use of

unsophisticated methods and a predominantly medical orientation.
Questions related to the variables affecting spousal responses
were not clearly addressed.

Social Suﬁgort

/ .
Social support is a major factor in adaptation to stressful

life events (Dimond, 1979; Dimond, 1980; Dimond & Jones, 1983a;
R . ‘ o

Dimond & Jones, l983b;‘Hilbert, 1985; Norbeck, 1981; and Waltz,

1986). Dimond and Jones®(1983b) state that social support

=S

1



involves communication of positive affect, social integration,
instrumental behavidr and reciprStity in interactions.

Social support for ESRD pa*ients has been sxamined (Dimond,
1979; Diagnd, 1980; Hart, Tanenbaur & ThompSon, 1985; ﬁilbert,
1985; ané‘Steidl et al., 19805. Spnusal support wangSSociéted
positively with morale (Dimond, 1980; ﬁacElveen, 1972; and Steidl
et al., 1980), compliance to medical regimen (D1mond 1980 |
Hilbert, 1985; MacElVeen,:t972;_and Steidl et al., Eﬂég) and total
activity of the dialysis pat;§§t (MacElveen, 1972). MacElveen,
Hoover and Alexander (197§) condycted a s;iiy/fbkmeasure patient
outcome success related to cooperation am ng the patient, spouse
and physician. The.findings sho that positive support‘and a
greater degree of cooperation between the'gia}ysis partner and tbe
spouse resulted in closer adherence to the medicsl regimeﬁ, higher
patient physical status and higher patient morale Thevstudy |
showed that spousal support was helpful for the patlent but there
was’ no mention of the effect on the spouse.

The presence of a supportive spouse appears to buffer stress
for the patient. But, how does this affectbthe spouse? On the
éssumption that spouses experience stréss asséciated”with home
hemodiélysis and shating the lifefof the patient, it wqmiifSeeQ
realisti¢ that the supporting spouses would themselves need a.
social suppoft system. Research ©n spouses of patien®d with COPD

% _ . - . .
(Sexton & Munro, 1985) and myocardial infarction (Bramwell, 1986;

K.
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and Waltz, l986)‘iden£ify social support as an adjustment factor.
Conley, Burton, De-Nour (1981) conducted a stuﬂy to examine
support syétems for both patients and spouses on home dialysis.
Findings about the spouses(revealed'that their support systems
were rated lower than'patients both én satisfactioﬁ_and frequency.
In addition, spouses reported feeling less supported by household
members. Reported lack of social support for spouses may be a
factor in their adjustment to home hemodialysis. Since little
research geared to the specific needs of spouses of home
hemodialysis p;tients has been done, there is no background
informatiogtto warrant an intensive investigation of social

support for these spouses.

Role Functioning

"

Home hemodialysis. is a challenging prolongation of life and
requires the presence 6f an intensely involved partner to assist
with the treatment procedpre (MacElveen, 1972): Generally,'thé
studies show thdt there is role reversal‘és the patient assumes a’
deéendént.role.and this fequires adjustment by both partners
(Bailey, Mocelin, Hampers & Merrill, 1972; Hampers, Séhupak,

Lowrie & Lazarus, 1973; Klein, Dean; & Bogdonoff, 1967; Kossoris,

1970; Pa}mer ét al., 1984; and Stapleton, 1983). The stﬁdies done .

have variability in their focus and include: the impact ofgrole |
changeé on the patient (B;iley et al, 1972; and Stépleton, 1983); /f

role changes related to éoping with stress (Kossbris, 1970); role
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changes in the context of the total family t?al@er et al., 1984);
and roles defingd by patterné of psychologic reaction (Bailey et
al., 1972; and Klein et al, 1967). Noné of ghese studies
‘investigated thé spouges' percepfions o% ‘oles.

| Marital roles and relationships may influence, or be
influenced by, roles taken ip home hemadialysis. Brackney (1979)
conducfed a study td examine the impact of hohe Hemodialysié on
the marital dyad to determine how the interaction between'£he.

" marital parfners affected their marital satiéfactiqn and

N -~ ‘ : .
performance of dialysis-related tasks. The data suggested that

-theipatient'a medical adaptation was énha;ced when there was a
non-céhflic;jéi re{étionship aqd_when the spousé made a positive
motional adjustment. The spouses were interviewed for their
jg?geptions of the marital relationship and emotional respopses to
home dialysis. Raters scored the interviews for twenty
pre-selected variable. Thé spouses-also completed the Loéke .
Wallace Marital Adjustment Scale. In addition:‘nurées rated
emotional édaptétioﬁ of ‘spouses and their functioning during
hemodialysis. While this study shed light on the spouses as
helpers, a truly emic perspective was not obtained and quantifying
pre-selected variaples may have~missed important variables that -
only ‘the spouges could identify.

In a comprehensive review of the literature related to the

~family as 'a basic unit in health care, Litman (1974) discussed the



12 -

concept of/?amily roles relative to.illness. While outdated as a
. . ";ﬂ : N L ..

o

reviéh of the literature, it is interesting to note two of
\ - ! .

Litmaq'é suggested afégs fqr fufther Qgseafdh{

+ The impact of iilne;s on specific role relationships among

' family members.

. Thgﬁpressures placed on the family and 'its members in

serving as a non-institutional source of care. ‘ -

Since Litman's l§74 article, two studies were fouhd that
examined the spouse's role in h;me hemodialysis (Stpeltzerfef'éi;,
1976 and Peterson, 1985).' Baéed éﬂﬁéaéé”gtudiéslof_six géuples,
Streltzer et élﬁ (1976)>commented that fhe'folevof the spouse is
crucial in the process and outcome of home hemodialysis;
Unfortuﬁately,'this stﬁdy was limited mainly‘to tﬁe functio;él and
financial a;pecfs of.the,sﬁoﬁse role: _;t was_foynd th;t for the .
spouse home hemodialysis brings ‘several disadvantages:‘iess free
time; dec;eased‘mobility and'incre%§ed respons}bility. §§reltzer
et al. recommends that home hemodiaiysis‘traip;qg.ppograms ﬁléce a
majorlemphasis on the sponse_and'tgat support Beﬂoffeféa‘to the
'spouse. Peﬁefsén (1985) studied nineteen women who assisted their
husbands wi£h»hoﬁe hemodialysis to explore tﬁe impact on the
spouses who aséume the helper réle in dialyéis. Data wefé
gathered through telephone interviews'with>the”sp6usés,'a sﬁéff
rating scale of the spouse's péyghasociél adjustﬁent'andfan

adapted variation'of the Sickness Impact Profile (SIP). The

author noted that adaptations
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of the SIP from its original for: raised questions about the
reliability and vaiidity of the instrument. Dialysis staff rating
scales for spousal psychosocial adjustment must also be carefully
considered for ac-:.racy relative to tHe spouses own perceptions of

their psychosqcial adjustment. The results from this study showed

8
\

different patterns of adjustment that included no role
disruptions, role continuity ;ﬁd flexibility, and rolé.strain and
qz%le overload. Without knowiedge and undersﬁanding of the spOuéal
experience with home hemodialysis, counselling,‘support and

preparation may be inadequate or ineffective.

Summary

.

The 1ite§éturé reviewed offers some insight into possible
factors, and their relatiopships, related to the experience of
home hemodialysis. However, most .of the informatiqn is from an
“etic peerective aﬁd not focused specif;cally on the spouse.
Because so little verified informéfion is available about the
spouse's experience, this study was conducted as an exploratory
descriptive and factor-relating investigation of the phenomenbn.

By starting from an emic perspective; this study-provides a valid

foundation for future studies in the area.



Chapter III: Method

Inproduction

The choice of method in a research investigation is
deter&ined by the research question being asked, the nature of the
phenomenon being studied, the purpose of the study, the amount of
pre-existing knpwledge on the topic, and setting constraints
. (Bogdan & Biklen, 1982; Field & Morse, 1985;.Knafl & Howard, 1984;
Mead, 1976; and Reichardt & Cook, 1979). The purpose of this
study'was to gather and evaluate data about the experience and
perceptions of spouses of home hemodialysis patiénts. Qualitative
analysis is the mo;t suitable ﬁethod to examine questiohs dealing
with subjective éxperience and perceptions, situational meaning,
and areas where there is little pre-existing knowledge (Bogdan &

- Biklen, 1982; Chénitz & Swanson,il986; Field & Morse, 1985;'Mqrse,
- 1986; Reichardt & Cook, 1979). Therefore, a qualitative method
‘was utilized for this study. Sﬁbjective information from the
spouses' point of view (emic perspective) was necessary in order
for the researcher tpvdevelop an understanding of these
experiences.

Grounded Theory

The particular qualitative research approach used in this
study was the "grounded theory approach' of Glaser and Strauss
F 2 :
(1967, p.2) which is defined as ''the discovery of theory from data

systematically obtained from social research." The aim of

\

14
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Grounded Theory is to develop a théoretical explanation which
"fits" the area of inquiry, rathei than verification of existing
theory. Groundgd Theory is a process of collecting data and ‘
systematically analyzing it by constant comparison, as it is
coded, until a £heory results. Glaser and Strauss (1967, p.45)
use the term "theoretical sampling" to describe the process of
data collection for generating theory whereby the analyst jointly
collects, codes, and analyzes his data and decides what data to
collect next and where to find them, in order to develop his
theory as it emerges.

Tris process results in a theory that works. Glaser and
Strauss (1567, p.l)‘suggest that a Grounded Theory "provides us
with relevant predictions, explaﬁations, interpretations and
applications."

The objectiQe of Grounded Theory is to discover the emic
perspective, that is, the lived experience of the participants in
the situation, from their point of view. Therefore, Grounded

Theory was particularly suited to t'e purpose of this study agout

the experience of spouses of home hemodialysis partners.

Level; of Theory

There are several ways of classifying theories (Field anq
Morse, L985)._ Dickoff and James (1968) suggested th; following
four levels of "theory development - fact?r—iSOIating,

factor-relating, situatibn-relating and situation producing. Using
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the metho¢ of Grounded Theory as outlined by Gla§er and Strauss
(1967) a theory evolves that is both factor-iéol;ting and
factor-relating. Factor-isolgiing, a descriptivettheory, is the
first level of theory development. The concepts and categories
~derived from using the Grounded Theory method are
factor—isoiating. The results of thig study identified three’
distinctive categories of.épouses of home hemodialysis partners.
As noted by Field and Morse (1985, p.9) '"factor-searching or-
nariing studies are descriptive in nature and occur at the
exploratory or formulative stage of theory development.“.

The process of Grounded Theory devélopment extends beyond
description of categories and concepts by making connections
betweén them. Searching for relationships.between already
identified-and described categories results in 2 theory that is-
factor-relating. Field and Morse (1985, p.10) suggest that
""carefully designed research ag the level of factor-searching and‘
factor-relating will provide a sound descriptive base of nursing
and.nursing practice."

Data Collection Methods

The Sample. Since this study was concerned with meaning, and
not with distribution or frequency, a non-probability s;kpling
technique was used (Morse, 1986). Theorétical, or purposive,
non-probability sampling was used (Field & Morse, 1985; and Morse,

1986). By this sampling method spouses of home hemodialysis

\e,” .
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'
patients wbo were willing to talk about their experiences were
chosen for the study. A complete list of spouses who assist with
home hemodiélysis\was compiled by the host institution. All these
spouses were sent létters by the nephrologists to briefly
introduce the study and notify them that a nufse researcher may be
contactiug them. Of these twelve spouses, eight spouses were
contacted by telephone by the researcher and they all agreed to
participate. One spouse responded to the request to participate
in theAfollowing way:
"When I got that letter I read it over and I thought isn't
this great. Someone is going to, that knows there is this
other person in the background that is right in the same way
of life, and somebody asks how they feel about it.'

The spoyses were all English speaking. They all resided in,<*

or near, city where the study was conducted. They ranged in.
age from thir y-three to sixty-six years. Three’of these spouses
did not work outsidggo; the home, one was employed part-time and
 four spouses worked at full time empléyment. The educational
level of the participants ranged froﬁ grade four to seven years: of
university. Seven of the participants were female. See Table.l
for a summary of demographiq déta of: the sample£

The Site. With the exception of one inte;viewe all

interviews were conducted in the participants' homes. It was

-

expected that the home envirc mment would offer a more relaxed

i

R
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atmosphere for the interview and would better accommodate the
pgrticipant in terms of time and travelling requirements. One
interview was conducted in a pri?ate office at the participant's
place of work. : . '

The host institution was a large, ufban hospital that had
extensive nephrology services. The nephrology department includes
a home hemodialyéis training unit and support services for renal
patients‘and their families.

Data Collection. Initially all potential participants were

notified of the study by a letter from the nephrologists,
Participants were contacted by telephone by the researcher to
explain the study and seek their permission to‘participate.
"During the telephone conversation an interview was arraﬁged. Data
were collected by means of tape recordings of these‘interviews.
The interview tapes dere then transcribed. Five of the
participants were interviewed twice, two were interviewed once and
one participanﬁ was interviewed three times.

An unstructured interactive interview technique was used to
collect data. At the interview the researcher presented as the
learner and asked the "expert" participants to shére'thqughts and
vfeelings about their experience as the spouse of a home
hemodialysis pértner; The unstructured interview facilitated the
process of e#ploration (Strauss, 1986) and as noted in Chenitz and

Swanson (1986, p.81) "the subjects guide you into their world, the



world thatﬁyou, the researcher, need to enter and examine."
Initially broad, open-ended questions were used to guide the
interview. Later, as data‘were collected, interview questions
became more focused and probed into topics that the participants
identified as meaningful to them. By repeatedly queétioning and
testing developing con;epts against emerging data the researcher
was able to V%E}EY‘categories and pat;erns and thus reliability of
the results was enhanced. A
The interviews ranged from 30 to 90 minutes in length. The

participants were very wiliing to share information with the
researcher and talked tninterrupted for prolonged periods of time.
Generally, the secona interview did not yield new information from
the particiﬁants, but it was an opportgpféy for the researcher to

I4

clarify any concerns from the first interview and to verify
[ “

emerging concepts.
In addition to interview transcription data, the researcher
kept - some field notes and wrote memos. One participant kept some

personal written notes which she shared with the researcher.

Data Analysis

The steps of Glaser and Strauss' (1967) Ground Theory
technique were followéd for dapa analysis in this study. Data
analysis was ongoing with data collection. Coding of data -from
the verbatim transcripts was initially sorted into broad

categories. As new data were collected, the categories were
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‘revised and changed and new categoriés were develoﬁéd and
labelled. Data collection continued until the categories were -
saturated, that is, "until it [was] clear what farther instances
would be located in the category" (Glaser and Strauss, 1967,
p.231). This process involved moving back -and forth between
inductive and deductive reasoning and from data collection}to data
analysis.

The constant comparative method (Glaser.and Strauss, 1967)
was used to make comparisons between all pieces of data. This
method permitted the researcher to identify properties of the
aategories. Comﬁarisons were made batween interviews from all
spouses to identify common or unique themes. A core category :
labelled 'level of involvement" was identified. This core \~§\\

categbry served to explain rather than simply describe the data

——

“and accounted for the\BEgFee of variability among part1c1pants KN

{

Clusterlng and llakagés shgggd relationships between categorles
A theory was developed based oa¥£he relationship between the core
category, level of involvement, and the level of resentment of
spouses towards home hemodialysis. Once thg theory was developed
tHe literature was reviewed to assess the emergent theory with
existing theories. In addition, more data were collected which
helped to support the theory. A sﬁudy participant validated the

concepts of the theory. Nursing peers reviewed both the process

and the content of the developed theory. This provided'



preliminary testing of the theory. The theory was supported by
those who reviewed it.

Reliability and Validity

The issues of reliability and validity are important in
qualitative research. However, assessing reli;bility and validity
of “a descriptive study is different from conventibnal-ways of
assessing reliability and‘validit; of a qu;ntitative'study.
Several methodologié;l méans were used to increase the credibility
of this study. | '

Field and Morse (1985, p.ll7) suggest féctors that can affect
reliability of a qualitative study. -The researcher's status,
sampling procedures, the social cg;text and the conditions under
which data were gathered are important té reliability of
qualitative research: These factors were addressed in this study
as outlined below. "

In this study the reseafchef Qas introduced as a graduate
nursing student at the Universigy to the participants by a letter
from the nephrologists. This/was followed up by a telephone call .
from the researcher. Additiopal information about the‘status of
the researcher and the purpose of the study was pfovided. The
participant; were aware the researcher was a nurse which was
conducive to data collection. As- noted by Chenifz and Swénson

(1985, p.85), "People identify nurses with a caring, nurturing

"role. Further, people will talk to nurses and reveal to them

)]
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coﬁtent that they may not be so willing to disclose to others."
The participants, however, ;lso knew that the researcher was not a
nurseJQESOCiated with the.home dialysis unit. This was impor:ant
bééause spouses may_have felt uncomfortable expressing their views
freely to a nurge from the home unit. Spouses may have perceived
their views as influencing>their relationship'with the home unit.
Qne woman, who in tHe past had been both a home hemodialysis
spodsal assistant and a nephrology nurse, commented that
non-association with ﬁhe home unit was an important asset of the
researcher and cbntributed to obtaining mére bersonal and detailed
data from thg spouses. |
- The purposive sampling method used in this étudy was
important in getting participants who‘were knowledgeable and -
involved in the area of inquiry. Only spouses who were currently
., assisting with home hemodialysis were participants. vAll tHe .
participants.willingly agreed to be inﬁefviewed. The participants
openly shared very personal aspects of their experience with home
‘dialysis. |
. ~
Interviews in the home were deemed to be appropriatefor

promoting a relaxed, non-formal atmosphere where the participanﬁs
félt free to discuss their experience. Further, the setting

offered the researcher an additional source of information about

the home situation. ~The conveniencg\of home interviews for the
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participants contributed to their willingness and ability to
participate in the study.

Field and Morse (1985, p.117) suggest that it is usefui to
verify data with informatiogvfrom several sources. This is
inherent in the process of é}bnnded Theory. Data collected from
one spouse were coded and then compared with céded data from other
_spouses. On subsequen£ interviews spouses were asked to clarify
data from previous interviéws and from data given by other
péfticipants. In this way commonalities and differences were made
appafent.

OPher methodological means were utilized to improve
reliabiliﬁy of this study. The use of low-inference descriptors |
(verbat;m accounts) provided by ﬁhe participants, were used as raw
data. Tfanscripts of rgcorded interviews were reviewed for
éccﬁracy brior to coding and anélysis_ofadata. In addition,
excerpts from these transcripts have been included in the results
to substantiate categories. 7

Participant review of data analysis is another way to ensure
that the ;esearcher views the data consistently with the
pérticiﬁa&és. One of the study participants reviewed the proposed
model at the end of the étgﬁy. ‘She was able to recognize”hst own
placemént in one of the three typologies. However, because shé

_did not have any association with other home hemodialysis spouses

she was 1nable to confirm &he existence,. or accuracy in
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description, of the remaining two typologies. .Further, she was

b

able to confirm that the categories outlined in the study were
topics of concern and'interest‘to her as an assistant spouse for
home hemodialysis.

Peer examination is also one way to question and verify the
"discovered" theory. One peer was particularly helpful in
assisting the researcher clarify and refiﬁe the emerging theory.
This individual's pengpective was unique andvvaluable to this
particular research because she was both a nurse and had been a
spouse assistant. The combinatién of her past experience of being
a spousal a551stant for home hemod1a1y51s and her nur51ng
knowledge and expertise were helpful in assessing the "flt”‘
between the descriptive reality of the experience and the
emerging ﬁheory as represented by the model. This woman agreed
wi?h the relationship bétween levels'of involvement and resentment
that resulted in the three typologiésvof spouses. Further to
this, it was her opinion, based on years of working w1th
nephrzﬁogy patients and thelr families, that the model was
representative of é larger population of spouse: than the eight
who were ﬁar;icipants in this stud§h While gentializability is
not the aim of qualitative research (Field and Mqrse, 1985, p.122)

such support is indicative that the emergent theory meets criteria

of Grounded Theory. Glaser (1978, p.6) wrote "Its [Grounded
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:Theofy]'generative nature a'lways takés-it [the theory] beyond the
substantive area being studied." ,' ' -

Additional peer examination of the results and analysis
.included two experienced nurses from the home dialysis training
unit. The nurses were able to verify the three typologies of
spouses aé represeﬁted by the model, based on their contact with
many patients and their{Lupport’of spouses in the training
sessions for home hemodialysis. - Furthermore, these nursés could
offer no examples or cases of spouses‘who did not fit &ithin the
given typologies.. As noted in Field ana Morée»(l985,.p.l2l)l”a
constant search for negative inséllces of categories or
disconfirming evidence for tentative constrﬁéts is critical both
in ongoing and terminal analysis of data."

The emergent theory was presented to the participant ahd
peers for two purposes. Fi;stly, their input served to further
élarify éoncept; aﬁd refine the modei: Secondly, it was a means
of strengthening the credibility of the deveioped theory by
obtaining confirming feedback about Fhe model which{ represented

- the theofy.

Risks and Benefits

All.participants freely and willingly agreed to‘participatef

and signed a consent form (See Appendix A). The spouses had a
. - 0

clear understanding' that, they could terminate the interview at any

time. All the interviews were conducted in an informal manner

.
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" however ét was possible that the participants could have been
placed at risk of personal anxiety or emotional trauma since the

interviews included sensitive issues for the partiCipants.pbOne

‘participant cried during the interview. This was a reasonable
reaction to the topic of discussion. She was clam prior to the
researcher leaving the interview. Other participants did. not

ekpress any untoward anxious or emotional upset.
‘ ’ ) ] =L
There were no tangible benefits for these spouses to’ '

participate in this study. However; several spouses expressed

appreciation for haviﬁg been gi%eﬁ the opportunity to talk about

.

their experience. Presentation of an "interested and listening

ear'" was seen to be a benefit for tHe  participants.

Ethical Considerations

‘Ethical Approval. Ethical approval was granted by the

Faculty of Nursing Ethics Review Committee at the University of -«
‘ ; . . ‘ .
‘Alberté.' In-additign, ethical approval was granted by the’

. ) : (

institution where these spouses' partners received nephrology care
and *where home hemodialysisvtraining was given.

. Andnzgity. Several measures were undertaken to protect the

&dentity of the participants. All the audio tépes were kept
™ % :

secured by the researcher and erased at the completion of the '

i

: study; A1l participants were giyénﬂisgode number by the

researcher to conceal their iderf#ty and protect their privacy.
. i ‘;3\:' .
Only this cbde number appeared on the tapes and the transcripts.

A
5
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In reporting the data, changes were made to characteristics that
might have identified the participant. The interview transcripts,

 identified by code only, will be kept in a locked file by the-

P

researcher. ¢

v



Chapter IV: Results and Discussion

Introduction

In this chaptervthe résults of data analysis. and the
discussion will be‘prééented. " Using Grounded Theorxvmethodologyva
core category emefged related to the level of involvement of the
spouses with the home hemodialysis of the partners.' As Glaser
(1978, §.95)'no£ed, a core category ”iﬁdicates that it accounts
for é large portion of the variation in a pattern of behavior."

In this study, the level of involvement of the spéuses cleaylg
delineated three distinct.spousa groups based on the duties they
ass;med during'home.hemodialysis t eatﬁent and their day—to-day‘
involvement in\éther tasks of their partnér's kidney disease
management. The level of involvement has been.applied to their
éctions 6r behavioral aspects of assisting with diéiysis. The
leV§1 of involvement was dalso reflective of their marital
relationship and their emotional investment in dialysis.

Another major‘category emerged from the déta related to the
émétional.impact of.assisting with home Hemodialysis.

'Resgntment' was a ﬁérm used by many of the participants in the
study. The amount of resentment was reiated to the level of their
involyement with héme hemodialysis. The meaning of fesenfment in
this study included any feelings of bitterness‘or‘discontent

related to any aspect of management of home hemodialysis and the

S N
resultant effect on the couple's lifestyle. The level of the

s



30
spouseé resentment also helped to differentiate between groups of
spouses. Thetlével of resentment was examined in terms of what
‘aspects of home hemodialysis makes the spouses resentful and also.
what types’ of faﬁily arranggmenté lead to increased feelings of
resentment. - Lo T

Two main categories based on the spouses level of involvement
and resentment were used to develop a model to explain the
variability between spousal groﬁps'observed.in this study. In
combination, the two categorites explain the variability between
spousés and can account for similaritigs between and within
groups. The two major categories were combined.in a two b& two

matrix to form the model shown below.

Level of Involvement ////ﬂm

+ _ 4
Level : + - Do-ers - ' Minimal Assistants
' ‘ AlB
of
T|D
Resentment

- Joint Partr -s

Figure 1

Model: Types of Spouses
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The tWwo by two matrix used as the model consists of rélatiﬁe
levels of involvement and resentment. THE-SHAZ; showed that there
was neither total absence‘of resentment nor complete overwhelming
resentment but rather a relative "more ﬁhan” or '"less than'" degree
of reséntment. Similarly, the level of involvement did not
indicate a total lack of invblvement qorlcomplete involvement but
rathér ﬁore or less involvement.

From this model, four tyfes of spouses are differentiated.
However, only three of these types cells A, B, and C were found in
this study. Based on the descriptions of éélls A, B, and C some

. Speculative comments on cell D could be made.

Céll'A spouses have been labelled the "do-ers." Tﬁese
spouses assumed nearly all the tasks of running home hemodialyéis
and therefore had a lot of involvement. They also expressed high
feeliﬁgs of resentmeﬁt, generally about their ”over-involved" role
in dialysis which they found burdensome.

Cell B spouses have been labelled the "minimal assistantg.".
nThese spouses héd the least amount of actua} involvement with
‘;unning home hemodiélysis and expressed the strongest feelings of

resentment towards home hemddialysis. Theif feelings of
fésentment did not flow direcfly from theif duties with the
diaiysis treatment but rather from the imposed lifestyle changes

exacted by home hemodialysis in particular, and theit partner's

kidney disease in general.
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Cell C spouses have been labelled the "joint partners." In
this group, the spouses and partners shared tasks involved with
home hemodialysis. The féciprocity of duties in dialysis was
reflective of the mutﬁality in their marital relationship. This
group of spouses were least resentful ofihome hemodialysis and in
fact, expressed positive féelings towards it.

Cell D spouses would have a low level of involvement, or no
involvement at all, and would show very little resentment. There
wefe no spouses in this study'that fit into this group. It is
speculated that partners of spouses in this group would run
dialysis in the hospital dialysis unit. The lack 6f involvement
in dialysis, particularly having it outside the home, would be
reflected in the lesser degrees of" resentment.

The remaining portion of this chapter has been divided into
sections according. to the three types of spouses - the do-ers, the
minimél assistants and the joint partners. A descriptive analysis
of the groups, including how the level of involvement is
intégrated with the lefel of resentment has been done. .Foliowing
each result éection the discussion of the resulﬁs is presentsd. A
final summary discussion of results concludes the chapter.

Grounded Theory method resulted in the emergence of the core
category of "level of'involvement” énd the other major category of
~ "level of_reséntment.” . In addition, other categdries emerged f;om

the data that provided information about similarities and
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differences between the three groups and helped to further define
the groups. These sub-catégories were based on duties during;
hemodialysis, feelings aboﬁt~hemodialysis,‘spouse - partner
relationships, interspousal communication, presence of the
partner, protecting the partner, day-to-day management, support,
and perspective on homé hemodiaiysis and the future. The results
. are presented using ﬁhese sub-categqrieS within each typology.
| The Do-ers

The spouses inAthis group were in their 40's and 50'; with -
the average length of marriage 27 yearL. Two of these spouses
were not employed outside.the home and one was employed full time.

None of these couples had children living at home.

Duties During Home Hemodialysis. In the home dialysis

program both the partner and spouse are extensively trained in
dialysis techniques. The patient is expected to assume
responsibility for his/her own treatment at home. Although this
is the philosophy of the home dialysis training unit, the reality
of thevsituation as reported by these spouses is contrary to this
philosophy. | ‘
. ‘The spouses in this. group a;sumed neérly all aspects of
running home hemodialysis. These spouses always remained near the
dialysis machine for the duration of each treatment. Thése B

couples had the dialysis maéhine set up in, or adjacent to, the

main living area. This arrangement permitted the spouse to "do
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‘everything" required to run the dialysis and to complete other
household tasks at the same time.

The active role of these spouses was characterized by such

~.

statements as:

"I do everything. i put the ﬁeedles in; I put in the local,

I set it up. I have t6£alvinvolvement in ttte whole thing."

fHe depends on me for everyﬁﬁihg. Except needlés, ever?thing‘

is my job."

"I think because I taeok on the whole load to start with

I did everything the same as they would in a hospital.

Cémplete.‘ And now I get frustrated that I gotta do it all on

my own . . . . If I don't do it, it doesn't get done."
These sﬁouses were particularly task orientéd'when running
dialysis,-that is, they knew how to manége all the technical
éspects ;f the machine. The spouses in this grbup "did" all the.
tasks while their partner assumea a relatively passive role in 7
their own treatment. There Vas little sharing of these dialysis
tasks. While on the dialysié tun, the partners often requested
things, such as a cup of tea or a change in the television channel
that they could not get because they were ponnected to the
machipe. These jobs were namedl”go-for jobs" by the other groﬁps
of helper‘spouses. In this groupvof spouses thése jobs were not

seen as separate Fasks independent of dialysis. Being responsible
S o

-

for nearly all the tasks of dialysis treatment, including : ~
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extraneous jobs such As removing the garbage .and cleanup,
providing,emotional support for their partners and managing. all
the '"normal" household tasks made thése spouses feel overburdened.
The burdensome nature of home dialysis created feelings of

resentment.

Feelings About Home Hemodialysis. Spouses who assumed full

responsibility for tasks involved with running dialysis expressed
ambivalent feelings about it. Tﬁey were happy to have their
partner home and felt confident about their abiiity to cartﬁ out
dialysis but at the same time they felt burdened and "tied-down."

These spouses said home dialysis was convenient because they
could do other tasks at the same time they "did dialysis." - It was
also more convenient for the spouses than hemddiaiysis in the
hospital because there grenno travel time requirements, no wasted
waiting time to be put on the machine and a much mdrg flexible
dialysis schedule. These spouses expres;ed posigive feelings
related to having the company of their partners while running
dialysis. When_theée partners ran dialysis in the hospital, the
spouses felt very lonely either at home or wait}ng in the.
hospital.

- These spouses werelconfident in' their ability to run
diélysis. Positivegéxperiences during»the training séssion,
familiarity with the treatment, past experience in eoping with

problems on the run, and complete involvement in all tasks
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associated with dialysis promoted this confidence. These spouses
felt well supported by the staff of the home dialysis unit for
technical management and did not hesitate to call with questions
or concerns.

‘”It doesn't intimidate me. It's normal."

The spouse's positive feelings of dialysis task proficiency
were tempered by feelings that these circumstances were merely'
tolerable. Thege spouses talked about being "tied-down' with less
opportunities or choices to do other activities...These couples
did minimal travelling or socializing prior to “ialysis and
therefore dialysis did not create major changes in these
activities. However, the fact that the choice to do these
activities was now limited gave them a sense of loss of freedom.

"Actually, when it comes right down to it, there's very

little that changed for us. Our social life hasn't changed

because‘we don't have much of a social life, sovthat [ home
hemodialysis] hasn't thrown a damper on it at all. We really
nevér did anything different before in that respect. Again,
the choice. Nowlthere's certafh evenings or one day out of
the‘Weekend we can't."

Other feelings that these spousés expressed incluged
frugtration about particular tasks such as'ordering supplies and

inserting needles. The "overwhelming" sense of never being

finished with dialysislalso contributed to this frustration. Some
o . ‘

e

o
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S the spouses did not think beyoﬁd the end of the day because
fa\ﬁhink about doihg_this procedure forever, made tﬁé treatment
seem even more burdensome.

The feelings of burden associated with the work of dialysis,
lost ‘opportunities or decreased choices, and general frustrations
made these spouses feel resentfuls These feelings of resentment
were never explicitly directed towards their partners as
individuals but rather towards the work they had to do and the

lifestyle changes they had to deal with.

Relationship with Partner. This group of spuuses had an
average length of ma;riage of twenty-seven years. Roles and
rel;:ionships were well established prior to.initiation of home
hemodialysis: The high level of spousal involvement resulted from
previous role expectaﬁions of the spouse as the family caregiver.
Dialysis w;; superimposed upon a relationship thaf had existing
pétterns of communication and ways of dealing with problems. One
spouse in this group identified the existing reiationship as being
important to theboverall adjustment to home dialysis.

"I think it depends on the closeness you had with your éﬁouSe

to start.with,-really. How well you work togggher, how well

your communication was and how much time you did sbend
together." ‘

A problematic area for this group of spdhses was related to

decreased sexuality in their marital relationship. All spouses in -
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this group expressed concerns about less physical intimacy in
their marriages and the lack of any possible solution or lack of
opportunity to express such feelings.

”I feel I'm treated more like a worker than a mate. There is

o, No intimacy whatSoever,.none."

"It has taken an awful lot out of our marriage'— very hard to

accept. I feel like I'm cheated. You have to learn to live

with it. I doﬁ?t think there are any options."
While the spouses attributed the decrease in sexuali£y to kidney
disease, and not home hembdialysis; it was obviously an area of
concern for them.

The increased length of marriage did ﬁot make adjustment to
home hemodial&sis less difficult or mofe successful for these
spouses. Factors such as interspousa; ;ommunication, protecting
the partner and presence of the partner affected how home

hemodialysis was incorporated into their lives.

Communication. These spouses perceived that communication
AY

with their~partner was good.
"Our communication is fantastic."
"I never lie to my husband. The kids have problemé, or the
kids want money, I1'll never.g£ve it, nothing without talking
it over with him."
However, these spouses also told the researcher they were

unable to share irritations, frustrations and feelings with their
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partner. Communication lines were not as open as they perceived.
These spouses thought that communicating ﬁheir troubles might be
helpful for themselves but harmful for their partners. As a
result, they did not discuss their feelings about home_,/’~
hemodialysis with their partners.

"I haven't discussed it [holidays] with my husband because I

don't want him to feel, see it's bothering me."

"This is different because it ihvoives his héaitﬁ. So 1t's

something that I won;t outwardly get angry over."

These spbuses would have been willing to receive céunselling
to help them deal with their problems but fheir partners refuséd;
The spouses in this group contacted their social workers and found
this helpful. The social workers offered an informal means of
supportive counselling that did not require the cooperation of
their partners. |

Some communication patterns emerged from the data. One
.spouse developed pent up feelings of anger and frustration because
;he did not express her feelings aﬁd troubles to her partner.
Anothér communicatioﬁ pattern included argﬁments with "screaming
vand hblleriﬁg.” Communication was ineffective however it did
allow ventilation of the spouse's feelings. It is the
researcher's'impression that these communicaé%on patterns were
"typical' of these relationships prior to dialysis and that home
hemodialysis merely resulted in an extension ogvthe use of tﬁese

patterns.
A .
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Despite some difficulty with communication, these spéuses
were vety supportive of their partners.
"For us it brought us very, very close together. We were
-close before but this was even another bind." -
”Wé'Qe always been very supportive of each other. 1In fac£,
when things'are down mére so than when things are good you
almost could say." |
These spouses had the view that even though théy had some
mmunication problems they had a strong, stable relationship with
their partner that would endure deépite.home hemodialysis.
Becauée of strong marital ties and personal support for their
partner, resentment was ;focused on the tasks and not the person.

Presence of the Partner. A benefit of home hemodialysis. is

that the partner does not have to go to the hospital for dialysis.

The presence of the partner during home hemodialysis was viewéd

.a positive aspect by this group of épouses,
"I got very lonely when he spent his time in the Hosﬁital and

s i .
. it was hard. It was so nice to have the machine at home and

~
=

. ady
I could spend my time with him." ‘

In this group ®f spouses, the presence of the partner was
important to the Spouse, for her own: sake. As well,‘they_were
relieved of the responsibility of driving their partnér to and .

from the hos
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Protecting the Partner. One way that spouses- helped support

their partner was by trying to shield the partner from feelings or .~
information that they believed would adversely affect the partner.
These spouses expressed several ways in which they protected their

e

partners.

-

"He quite often feels that he is a bugden to me and I don't

want to emphasize that so I feel I can't tell him everything

that is botheriqg me because he has enough."

“i never talk to him about my illness."

In addition, they changed their lifestyle and habits to
protect their spouses.

"I eat ahead of time.* I don't like to eat in his presence -

it just tempts him."

I léve cold ‘cuts but I just don't Buy ﬁm becéu;e he can't

eat them withoutkgetting sick."

By wfthholding more of their own concerns from théir partners
and taking on the burden of the dialysis treatment, these spouses
believed they could lessen the burden én their partnefs., These
~ Spouses also made oth%E lifestyle changes. One séoﬁse'realized
that iﬁAhef“E itial eagerness to help her p%gtner she did
everything. As time passed she'founa this role of "doing
everything" increasingly difficult to | al with. She could not

discuss it with her partner “acause ”he’al}eady feels gﬁilty.”

s
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This group of gpouses‘expressed to the researcher the burden
of home hemodialysis that fhey could not express to their
partners.

"I shouldn't havé taken on so much of the workload."

"I q;g,evérything the same as they wouia in hospital *

cbﬁplete. And now I get very frustrated that I gotta do it

all on my own. I feel it's not fair, it's his body too He
should chip in just as much."

"It's to the point that if I don't do it, it doesn't get

done."

"It's i;ritating. I just feel like I shouldn t have.to take

as much‘of the workload as I have."

These spouses assumed most bf the actual Qork of dialysis
because of role responiibilities in their ﬁarriége and to protect
their partne;si Howevér, they had"less opportunities for
ventilation of feelings about the burdén_énd therefore, expressed
built up resentment aBout home hemodialysis.

Daz—to;Dax. The spousés in this group shared a.gﬁeat deal of
information about the aéy-to-day managemeht o} héﬁe hemodialysis
and other tasks not directly related to dialysis. These spouses
did th work outside of the home. Involvemehﬁvin maﬁagingﬁ;he

household and dialysis wés their central focus. They expressed

T ine

ambivalent feelings about their day-to-day life with é'ﬂbﬁé

hemodialysis partner. All these spouses said that very little had
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changed in their life and that in fact, their life had remained

relatively ''mormal."

"You work it in té make it a normal life."

"You have to make it part of your life.” You can't lead a
completely normal liﬁe and'gtill be regularly going on the
maqpipe. You get very close to being normal - but ﬁot
kéompiéteiy. \

"This [home hémodialysis] was just a iittle'éxtra that you

have to change a little bit;"

<

Underlying these general statements about the minimal amount
of change imposed by home hemodialysis were more specific

statements to suggest that indeed there were many changes that had

occurred. Over a period of time these changes were incorporated
“into the day-to-day routine and they were no longer seen as

changes from pre-dialysis days but rather had become -the "normal."
" 8° Since these spouses did not work outside the home there was

B S . .
no impact of home hemodiaiysis in this area. One spouse commented

L Sa

ﬁhat she might work bu%lknew she could not cope with work and home

. »
|

o . . B N
hemodialysis. - ..~ ‘ : ~
"If I wantqﬁlto work full time I couldn't handle it. I

.

cannotﬂhéld down a full-time job or it woul’ | just too

hardbfit'would not be worth it."

Their #@rﬁ'és homemakers had not been significantly altered.

N
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e o, vefy little of my work has changed except maybe I do
& . ’ ‘ . “ ) ’ V
more of the outside work.'" .,
: . D _ S

"Diet and fluid restrictions aré part of the therapeutic

" regimen of a dialysis patient. - The spouses in this group were

»
v .

" particularly éoncerned about diet’because the planning and

)

preparation of meals, and the return to a "dry-weight' after

~dialysis was seen.éé@their responsib‘lity; Planning and preparing

) oY
v G < o
<

meals was a major concern and time commitment for the spouses. ¥
"I watch pretty close on his diet 'cause I cook all the meals

- no cold cuts or sauerkrauﬁ.”. N

”Mealsugre a'big part of his dialysis. I'm alot more aware

of what he Shnnld have and‘what he shouldn't and the amounts

of fluid t;at'hé should h;ye.” SN |
These spouses discussed detnils about meal plnnning such as
”soaking the potatoes' and §peéial tecnniques they nad,deyised for
making the diet restrictions ngre palaéable for the partner. |
While these‘spouses~were‘§ctively inyolved in diet managemen£ for
their partners fhey stréssed thatnthey "did" things but they did
not say anyth}ng to ennnunége their partner to comply with the
diet. | | ﬁ

"I found myself once in awhile cnmpléining you know 'you're

taking in a 1ittle too much.' Not anymore. I haven't

anymore."
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"We go out to a wedding or a party, I see ‘he's eating the
wrong things gut I say nothihg. That's your life. So then
he comes home, he's sick, he blames me for it."

Loss of slegp resulting in fatigue is known te be problematic
for both dialysis.patienE§.and their spouses. The hours requifed
to run hemodialysis ﬁhree times per week are typically added on to
a work day. Sinee neieher of these spouses, and oﬁly one of the
partners, hed the added time pressure of a work commitﬁent outside:
the home,. lack of sleep seemed to be leés of a;problem for this
group.of spouse%. One’ spouse noted that although they went to bed
later, she slept better than when her partner went to the hospltal
for dialysis because she knew how the run went and she was more
relaxed knowing he was not on the road travelling after a run.

- The spouses said they sometimes had less regula?lsleep because of
dialysis but they ceuld take daytime rests to compensate for any
105; of sleep resulting.fromvan early merﬁing start or late night
finish of a’dialysis run. These spoﬁees also commented that they
sometimes lacked energy but this was not attrigg&ed to home
hemodialysis. | \ ‘
"Everyone lacks energy some days."
The time required to run dialysis ranges from about fifteen

hours to twenty-five hours per week. All spouses spoke about the

impact of dialysis on their time but for this group of spouses
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time was not a central element in accommodating home hemodialysis

-in their daily routine.
&

;ﬁfg "It does cut into my time. Winter time it doesn't bother me

bec%use I'm not as busy.t There's alot of things that I don't

havgﬁ;ofdo, it can wait or it just doesn't have to be done.

But summers, there's a lot of‘times in the evening I'd like

to go out and cut the grass, I can't."

"It's a routine; It's not this rush, rush, rush."

These spouses had many years of experience in managing the
household and the addition of home hemodialysis was not totally
disruptive to the existing daily routine.

"It's just getting into a régular routine and to me it was

getting back to when the kids were at home. :Working it in

and trying to stick to it . . . because yoﬁ are tied up a

certain amount of hours. Just scheduling yourgelf.”

"You've got to be organized with your work. You've got to

§3Wha

9w

ve your clothes washed, your meals made, and this was just

.

““”5 little extra that you have to change a little bit. But T
was always organized with my work, all my life."

These spouses alsé commented on the flékibility in home
dialysis times that was not possible when in the hospital.
Although the spouse and partner. could schedule the most convenient

time to run dialysis, these couples tended to keep to an

established routine with rare exceptions.,
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Soc1alization for these cou

hemodialysis.

- They'd ca1g and I'd pe g,
te

We dig absolutely
He didnrt 80 out with the boys ang I
didn’tﬂgo OUt with the

girls."
"You live SO many yegrg together ang

We enjoyed life whep we
were younger. e went

s We did»things together,
€verything apg now = 'bang! - this,
You have tgq give thiﬁgs up

dances and
But it's like I said,

I don't ming."
Spouses in thisg group €Xpressed

discontent about less
OPPOrtunitjeg for holidays

The circumstances'faced by these
dialysis

»

had reduced both their
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"It seems like it's changed.

More than likeiy I'll go and
work and manage the shor and my husband will stay and do
things around héme; you know. It's just like you gotta plan
things differently“aﬁd it's just not the same."

For this couple, the husband got a holiday from his regular job.

The onuse went té the shop and did her‘husband'%gggb and st;ll/
came home to assist with dialysis. Ceitainly,there was a change
in’theudaily routine but it was not a golidéf for the‘spouse.

This couple did nét\get time away‘frbm home togéther. For this

spouse there was no break from being home and no break from

running dialysis.

Another spouse saw possﬁ_“ljopportunitigs for holidays but

her partner was afraid to 1eave home.
"We could do more travelling, go on holidays but I think he's

scared to go. He says in case I got sick there then what.

So he just refuses, a flat 'no. Now I'm trying to get him -
to get the motorhome and go to the lake for two weeks. Just
to try it out apd see if it would work. Maybe I could change
his mind later because 1'd really like to go."

o Maéy aspects of day-to-day life for these spouses were

altered by home hemodialysis. These spouses experienced the

‘addifion of many tasks related to dialysié'aé well as changes in

time scheduling and routines, diet, sleep and rest, socialization,

and holidays.
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Support. To cope with day-to-day management of life in

general, anq?home,hemodialysis in particular, people need other

? . AN
1g§%ndequﬁrt.,

‘ ted in the literature
. N ) p T
that dep%essiéﬁ is cofhor’ ' : i

f dialysis patientsg,
3 .

people for It is T

grougybf'§pOUSes also reportédﬂ‘;jiin $ .abg

&

depressed. . Spouses gave so much of thémsei%@%,to support their

pérﬁner but did not suggest that they received support from their
partner. Even though th?%?did not specifically say théir partner
was not supportive,"they perceived that their stfongest support

came from outside the spousal relati®nship. Similarities within

this group were striking. They said their children were'

Lo

1

sﬁbpértive.
1”My kids ﬁaVe been sﬁpportive. They always have been very
supportive of anything that I've done anyways." |
"If I didn't have the kids I don't know what I'd do."

The children in these families were adults and not living at home.

For these spouses the social worker associated with the home

dialysis unit had helped givei”mental support.'" One spouse

identifiedvlack of~§u;port as a "a source of ftusfration” but
could ﬁot specify what kind of support she tﬁought'would be most
helpful. |

In keeping with their role as "'do-ers" these spouses also

found that activities or tasks helped them cope with a '"down day."
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"If I'm having a down day or just féeling a little lonely or

':

depressed 1 get very frustrated and very angry with the

machine. And I find then that I've got‘to go and do
. something I like doing to get myself out of that and not sit 'ﬁy

and brew about itf#"

"It's not eas? but I'll just sit down and crochet."

Perspective. All the spogses expr;ssed views on their
outlook for the future related to living with a chronically ill_
partner. Characteristically, these spouses expressed mixed
feelings and emotions. Similarly, their perspective on

hemodialysis and the future was characterized’ by ambivalence.
& N

. These spouses hath partners who were not likely candidates fof a

kidnéy transplant. Dialysié treatment was seen as the only option
for their partners. These spouses were resigned to this fact. '

"No matter'How I think, it's not going to change the facts;”‘

"It isn't how a person would want to live but ghis is what

happens_- we just have no choice."

While theSe spouses saw home hemodialysis as the only
treatment option for their partner they bolstered themselves by
saying: |

"It could be worse. 'I remind him of his brother growing up

on crutches his whole life. or. 111 tell him about people

that have no legs, no arms, can't hear, you know, and it
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really helps me to think that way and I think it helps him
when I remind him."

"It's never going to bde great, even though it's alot better

than the hospital unit."
These‘spouses were aware of their negative feelings and
. ‘
resentment of their lack of lifestyle choices and the birden of

running dialysis. They verbalized them to the researcher.

However, possibly as a means of coping, they tried to maintain an.

overall positive attitude to the situation they faced.
"I still wouldn't have it any other way. You know you have
that bad with the good but the good outweighs the bad."

"It's great at home, much better than the hospital. We just

P

D
have to do it,{we have no other choice, that's our lives

now." .

Summary of Do-ers. The do-ers presented very set patterns of

.

cpmmunicating and "ways of doing things' consistent with their
long-standing roles and responﬁgbilities in the marital
relationship. These spouses had total involvement in the dialysis
treatment. Their involvement extended beyond the treatment'itéelf
and included many aspects of day-to-da§ management of the
treatment regimen including diet, rest and activity. While these
spouses\expressed some positive feelings about the convenience of
home hemodialysis and their confidence in carrying out the

proceddre, they also expressed resentment towards home



hemodialysis. The negative feelings evolved from‘thé?r level of
involvement and included feelings of being over-burdened,’
tied-down and restricted in certain aspects of their lives. As
well, feelings that this treatment was to be ongoing contribﬁted
to their feelings of resentment. The strong marital bond  and
emotional feelings towards their partners somewhat tempered the
feeliﬁgs of resentment fxperienced by these quusé§.

Discussion. Living with end-stage n%ﬁhl disease, and home
- hemodialysis, is a challenge to patients and theiﬁ spouses. The
results of this study show that the spouse is affected by, and
responds to, this challenge in several different ways. Spouses
Amﬁst learn to incorporate the treatment regimen, schedules, roles
“and responsibiliﬁie§ into their existing relationships and
lffespyles. Many changes to their life are imposed by home
hemo@ialysis.

The group of do-ers had tradit;on;l marital relationships

wi;@é@istinct husband-wife roles. Although the pétigntg

o5 3
G

Jf%hﬁéggnds) had been taught to dialyze themselves and assume

. primary responsibiiﬁi?afor ﬁhé;r own.treatment, these spouses
'quickly re§u¢éa;pre-dialysis roles in incorporating home
hemqqialy;is once the training period was'over. .In the
tg;ditional role of family.caregiver these spouses assumed the

added responsibility for complete dialysis care as an. extension of

the normal caregiver role. The responsibility for dialysis
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required that the spouses did many exﬁra tasks that were time and
energy consuming. The feelings' of "overwhelming" responsibility
for the life, and possible death, of their husband and the

burdensome nagﬁre of the treatment itself resulted in feélings of

anxiety and resentment towards home hemodialysis. . These results
. ’ .

are similar to those of a study done by Whalen and Freeman,
~ . N "
reported by Peterson (1985), who found stress and possible

' psychological problems for assistants were greiatest when the

Y

assistant was requiféd‘to carry primary responsibilities while the

patient/partner assumed a more‘passive role. Schoenemanjand

S
“

' Reznikoff (1983) suggested that the added stress of home
hemodialysis as compared to hospitalgdialysis could’be attributed

to the greater responsibility for patient care that must be

+

sgﬁé@ by the spouse.

~ 'The characteristically distinct roles betweer husband and
wife thét resulted in the assignméht of the task of dialysis to
thé spouse was consistent with other role diffefehtiated tasks.
‘fhe épousg's responéibility for the caregiver role ﬁade’the

‘&urésponsibilﬁty fbrbdialysis an "'assumed" responsibility and not

. . . )
psychosocial adjustment of the hemodialysigyfémily caregiver and

3

reported that flexibility or rigidity of roles in the pre-dialysis

husband-wife.felationéhip appeared to be a factor in adjustment to

vg

home hemodialysis. hiﬁl (1981) discussed identification of
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é ' SO
established patterns of relationships in order to modify care to
take advantage of the existing situation, or in this case,,to
establish limits for spousal invglvement in care.

The level of involvement in home hemodialysis was very high
for these spouseévbecause of their pre-existing tfaditiéﬁ%T/r
marital role relationships. The involved role imposed on these
spouses Eontributed to making'them feel resentful of a situation
in which tﬁey felt they had no cﬁoice but to I'\ido éverything”
required even though it(meanf‘they'would be '"burdened foréver}”
Commitment. to gheir marriage and their partner made it impossible
‘for these women to withdraw ffom any paftvof the dialysis
treatment without drastically altering the éstablished‘marital
relatiogghip. Therefore, ghé} continued to do what they could
even though it was‘a‘difficult situation for them. |

These spouses;e;pressed a sense of loss of life as it had
been, with no ﬁépe of chénge for the future. Changes in many
‘day-to-day activities were ;epqrtgd. D'Afflitti and Swanson

,/Muawt€975) ound similar sentiments expressed by wives of home
hemodialysis”partners when. they conducted group support sessions
for these women. These authors sﬁggested that "depend®Mte and
control were problematic issues for this couples. In general,

there was a reversal of cultural roles. The wives felt that they

were managing their husbands' lives.- One wife said, 'It's fine to

o

=
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say it's his illness, but if he overeats and gets . sick, I'm
affected too.'" (D'Afflitti and Swanson, 1975, p.635).
Related to-these spouses' obvious need for support are their

sources of support. - In this study, this group of spouses felt

most supported by their adult children who lived outside of the

-home, and less supported from within.the marital relationship.

Conley et al. (1981) examined support systemé of patients and

~ spouses of home dialysis. The results in this study sﬁpport the

LY

f;naings of‘Conley et al. that spouses felt that patients aid not
support them enqugh; However, Conley et al.‘al;o found that these
spouses reported signifigantly less‘frequency and satisfacéion
with support from othef family members which is inconsistent with-
the reports of spouses in this study. .In édditién, Conley et al.
found that spouses received support from néighbour§~ fhe spouses
in this study did not identify neighbouré as a source of support.

O'Brien, Donley, Flaherty, and Johnstone (1985) reported tﬁét‘
approximately seventy percent of end-stage renal patients had
moderate to severe deficits in their sexual behavio-. Age: and sex
did not seem to be factors. Mdst obviously, alteration in'se;ualA
behavior of the patient would impéét on the spouse. Results from
this.stﬁdyvreflect such changes in sexuality and have been
identified as concerns by these spouses.

Speidel, Koch, Bglck and.Kniess (1979)‘$£pdiéd problems in

interaction between patients undergoing long-term hemodialysis and
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their spouses. The study included, but wasﬁﬁot limited to, home
dialysis couples. Results showed that "in thé#ir present state of

. .v‘." -M.'E . e . wy -
affairs partners and patients describe themselves: %" g Vs

more incompetent (as defined by the Giessen test)" (gﬁé%dél'eﬂfﬁ o KRS

P T,

al., 1979, p.240). Results from th§é study show that sppdse' and
their partners are restricted in their opportun§ties for“ ‘ - *
socialization for reasons of less time and poor health of the
partner. .The spouses in this groupihéd'béén reliant ;n their

partners for socialization opportunities.

Minimal Assistants

The 2 spouses in this group were younger, both in their early

I
e

30's. The average length of marriagevﬁgs 13 years. These spouses
were employed full-time outside of the home. In addition, there
were young children still living at home.

Duties During Home Hemodialysis. K This group of spouses had

the least amount of actual involvement with running home

hemodialysis. All spouses took a home hemodialysis,trainihér
program with.their partner. The‘expectation was that the spouseé
would assist with.the treatment once the partner was on home
hemodiii&gié;‘;The'spouses in this group contrasted sharply with
theipEeQi;ﬁs'é£oup of spouses who 'did everyﬁhing” for the- |
treatment. These spoué%s assisted in a very limited way.

.. ''Depending on how_he‘s feeling, I don't always have to be

there."
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Qigs\i?ly things I need to do are help putting him on and

/}23&/92ter his needs." .
v

Altiough_one spouse said her duties were limited, she told about
©

how) much she disliked the job.

&

"And you know when I really think about it, it's not“the

putting him on and the taking him off, it doesn't ﬁake that
lpné to do. It's having to wait on him. You know, we gotta
resolv; that because I can't handle it, I really céﬁ't. I'm

-

going to tell him he's going to eat dinner with us or he

[

doesn't eat because I cannot stand waitiﬁg on him. I love
the man and everything else but I hate waiting on him; That
may sound, I don't know, brass but that's how I feel."
In these couples the. patient was relatively independent in
performing the dialysis treatment. The training program
emphasized‘the responsibility of.the patient for théir own care
andvthat the spouse Qaé there only as an assistant. Assisgance
given by the spouses seeJZd less dependent on the tfaining and
more dependent upon the marital relationshig, These spouses coped
with dialygis by distancing themselves from the actual éfbceduré.
For this group of couples, the dialyﬁis‘ro;; was set up in
the basement. These rooms were isolatea from the main activity
area of the home. The location of the dialysis room éeemed to
/ ’ ' :

distance the partner from social contact while on the run. The

rooms were very small, windowless spaces and had no extra chair
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where someone might Sit“tq visit with the person on the dialysis
By Lo . .

run. - These pag%né¥s both had telbvisions. In one situation there

was an intggcom system with the upstairs level of the home which

further isolated the partner from face-to-face human contact and

involvement.

Feelings About Home Hemodialysis. These spouses had the

! . L. [
least amount of actual involvement with the dialysis treatment but

they expressed the most resentment towards their situation. '

Dialysis was seen to be much more of an intrusion on their lives.

When talking about the procedure of dialysis these spouses
said things like:

"It's no big deal réally." kfroq‘thg spgpse.who doesn't have
to be present during the.fun) e

"Sometimes I hate it; I rééllyndg.v’iJC6m¢éhoﬁé and I think
'God, I H;ve to‘QP*this aga;nfE”E: ”\.

Descriptive words that Elééﬁly expfessedithe sentiments of

these spouses includ%d ”hate,ﬁ ”sCary,V ”féa:,” "gross,'" and ''not
happy." The previdus group of '""do-ers" expressed some negative

feelings but these weré’tempeted'by'some poéitive descriptions,

The minimal assistaﬁ%s seemed tosfocus on the bad aspects and did
. Y- . )

not Have positive feeliﬁ§5w§o help off-set the s"rong negative
. ) .. & '» ‘

ones.

The spouses in this group differed from the do-ers—in their

'

cause for resentment. The do-ers expressed resentment about the
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burden of assumipg all the tasks and responsibilities of the
dialysis treatmen£. Fo; the_minimal assiétants the resentment was
not because they were burdened by the treatment itself, Butvrather
by the imposgd lifestyle changes required to accommodate home

hemodialysis. and a partner who suffered from kidney disease. The

resentment in this group was clearly identified and openly stated
WAL ] '

<&

L
_ ,u'ﬁggticipants.

m’i Iy i‘ :‘ »ll.- ri ‘.‘ 3 v""{ . o . ‘ .

- * Relationship with Partner. This group of spouses was younger

in age than the do-ers with the average age of the spouse being

thirty-three years and the average length of marriage being

A
“ o

thirteen years. Roles and relationships seemed:tb be much less
well defined or differentiated than in the gréup of do-ers. One
spouse talked aboﬁt sharing housecleaning tasks with her partner
which indicated some flexibility in roles. ¥

These spoﬁsgs'differed from otherlpartidipants in this study
in th?éithey‘did not say that home hemodiaiysis brought their
rela%ignsﬁﬁgycio§ér together or resulted in increased support
betweén»;hem."fﬂe difficulties and changes resulting from home
hemédialysig resulted in mérital strain. The ;eséarcher got the
impression that thexsituatiop for these couplés was fragile at
best and thatléither the marriage or home hemodialysis would‘_
e&entually have to end due to the stress. One spouse implied thag

'they had problems within their marriage and said that "some of our

. problems are related to dialysis but not all of them." Another



60

woman alluded to a separation or divofce although she stated it

was not presently an option for them.

o "I think what I could be doing if I was on mf own and I do
‘have the choice to 1gé¥e but I won't do that."

<3

Communication. These spouses talked about problems with

communication that directly affected'their marital relgtibnship.

"It. was gefting to a point in our marriage where he wasn't

talkiﬁg to me or anything - we just weren't communicating."

"I really gbrced him to talk. We had alot of problems and we

needed to'talk.”

"He didn't want to admit we were having these problems and he

refused counselling."

These relatibnships seemed to have less sharing ér less "give
and take'" between the partners, not only:in the task of dialysis
-but also in coﬁmunication..

"We're having a problem dealing wiﬁh meals. ﬁe doesn't want

to comproﬁise so we're having a disagreement. I'll get my

way, I usually do."

Because these spouses had.difficulties in:communicating with
their partners they tended toudevglop feélings of tension wiéhin
themselves. - .

,fIf‘you keepgit inside, it.keeps‘building up."

"I never talked about it [home‘hemédialysis] - just cgrried

on and I think,it just kind built up. ‘i got really

" depressed."



These spouses thought counselling, self-help groups or peer

support groups might have helped them overCOme some - of their
troubles with communication; or’ could have helped them deal w1th

their situation better. However, these spouses d1d not actually
R

seek help. They gave reasons for not obtalnlng out51de help

“ & s

because  their partner refused . to go along or. they d1d not have

: L B ah _..f{, R
enough time. N - : J”,; RS I

I B

Presence of the Partner. These spouses d1d not say that th& o

presence of the partner was a p051t1ve outcome of home

hemodialysis. On one occasion one spouse eommegted'that she liked

oy

having her partner home for the children since she waSuofteﬂ'at

ork. Presence of the.partner for the sake of companionship was”’

noticeably absent in this group. S / . T

Protecting the Partner. . Except for this-group;>all spouses‘
spoke about ways in which they iudireetly protected their partner.
The absence of any comments or discussion on this topic therefore
seemed significant: It could be that the whole situation wasvso
terrible for these‘spouses‘that theybwere at a level where they”
first had to think of themseluesrahd protect themselves from the
imposed unfortunate situation. One  spouse said:

"Why do I have to do this, in terms of I>and not we: I don't

really think about'Lmy husband]. I think what I could be

doing if I was on my own and I do have that choice to leave

but I won't do that."
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Day-to-Day. The role each of these spouses assumed in the
actual treatment accounted for differences within this group. One
spouse who said she "doesn't aiw§y5 have to- be there' spoke very
little about day-to-day management of dialysis. Her minimal level
of particiﬁation was reflected in statements such as "It doesn't
éffect my time'" and “i'm free." vShe said that when her partner
was ho§pipalized it was very difficult for h;r to accohmodate the
demandgfdffher job, the houée, her.chiidren and visiting her
partner. However, now that her partner was home and relatively
indépendent with home gemodialysis, the demands on heg were much
less. Minimal participation ‘and involvement meant that phis‘
spouse had much less time to share with her partner and she did
not.feel as commitfed to dialyéis. Because of her minimal role in
" home hemodialysis, she could not articulate changes in day-to-day
actiyities that had been changed due to home hemodialysis. By not )

being involved, this spouse was able to distance herself from the

treatment tand other day-to-day changes (such as diet modifications
Ty S ,

- for the partner, sleep, scheduling of time).
The other spouse in this group was not actively involved in

all‘of the dialysis treatment but she was always in the home

4

during the dialyéis-run} For this spouse, time was a crucial

elément’ in managing home hemodialysis and in feelings of
S E R ‘ .
resentment towards the treatment.

g /,’ LS .
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"Time is such a ‘problem - not enough hours in a day. I dom;t
have any time for me. For me to take time for me I youid
lose out on something el;e that has to be dome. I'm really
losing alot of time here.”:

This spouse held a JOb where the hours were flexible. Rather
than being optimistic about the flex1b111ty of her Job she saw
dialysis as -drastically cuttlng in to her employment ?Lork time).

"It's a big change to lose my own time. I miss my freedom.

There's resentment."

Trying to ~manage all the demands on her time wasvdifficult

"Hav1ng to deal w1th h1m (home hemod1a1y51s), my job, the

house - I feel buried."
§he commented that her life was hectic,'she always felt rushed and
that made her grumpy. Attempts to imorove the situation included
scheduling herself to alwaysibe’home by five o'clock on dialysis
days so it was not too lateyat night. | Since the evening meal,

clean-up, child.care and dialysis all occurred within the same

.time period, this spouse felt torn in several directions and

{

continuously rushed and frustrated. She Was not awate of

strategies to improve her situation.
"I haven't really thought about it [scheduling]. Maybe
- that's why T get so tired of it {dialysis]."
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She(&jdﬁght that coming home earlier and getting a housekeeper
6% helped but she still needed to be home during the run

'i}_)';; ‘.4"‘
woufﬁé@%

/4\ .
8] X!
i

‘herefore feel the lqss of freedom.

pouse saw her own hospitalization for surgery as 'a

5

nice break." Seeing surgery-as a way to "just get away from it

all" indicated that this spouse needed a break from her situation.

These spouses did not talk about meal planning or any diet
changes related to home hemodialysis. Again, this seemed to be an
indication that these spouses were less involved in overall
treatment and that their partners were“independent in managing
their own diet and fluid restrictions.

Socialization for these spouses was not as limited as for the
do-ers since these spouses had socialization through'work.
However, as a couple, their-socializatibn had been reduced and
changed. .

"Now we do alot of socializing in our home."

"One thing I found really difficult to deal with is his body

wouldn't let him do as much as he would want to do so

[
IS

therefore it goes back on me too because we couldn't g0
danéing or, you know, go skiing or sométhing like that
because he is just too tired."

"I love to go out dancing on a Saturday or something and we

usually don't go because [my husband] may be too tired.
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We've gone out for dinner é few times but we don't go .out a
lot." ’
"I find that dialysis gegg in the way of s me things that I
would want to go to and’can't_because I he to be home."
1Holidays;were problematic for these famili One family had
to cancel a trip to the Caribbean that had been planned prior to
initiating home hemodialysis.‘ The cost of dial;sis prevented them
from accessing the required services outside the éoun;ry.
Attitudes towards dialysis affected even planning stages of a
holiday.
"It would be a pain having to do diaiysié on holidays."
The family who cancelled_their trip to the Caribbean were not
re-organizing their holiday time or plans. It seemed these people
viewed dialysis as incompatible with holfﬂéys. N
One family did make‘detailed plans to travel across Canada
with pre-arranged dialysis treatments along the route. The
partner got'yery ill and had to fly home part way through the
holiday. The sbouse had to drive back with the‘cﬁildren. This
I"disastef" left everyone feeling Qorse than before the holiday.
They had expectations that
"things were gonné be great [on hoiidays] and then the walls
just came crashing down."

No attempts, thwarted attempts or failed attempts at holidays

made a bad day—to-day situation worse. Seeing no available
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~options for the treatment combined with less opportunities for a
break or a holiday, were czauses for resentment.

Support. Consiste. : with the spouse'é role of minimal
involvement in home hemodialysis- of their partner, these spouses
said their support came from persons other than their partners. -

""She [my mom] helped me through a lot of it. I could always

go there and talk to her and cry."

"Our friends are supportive.”

"My sister, mostly."

"Even co-workers, they're very good. Just even putting the%r

arm around you sometimes when you're really down."

One spouse said that she was depressed about the whole
situation, iﬁcluding ﬁer partner's poor health, and her physician
prescfibed anti-debressants to help her cope with the depression.
Counselling was recommended but not uhdertakeJ because her partner
refused‘td co-operate. \ s

Extra diversionary tasks that helped the do-ers cope with the
situation were not at all helpful for this group of sﬁouses. In
fact, tasks involved in daily life weré cause for frustration and

/ ‘
. extra tasks would only add to the troubles. One spouse said the

“
kinds of things that made her cry were

"Having to contend with my job as well as home life and with

dialysis, now that's another thing I have to de¢.l with. And
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sometimes I feel like everything is just building up on top

of me." | -

Coping with home hemodialysis requires time, energy and
resources. These spouses had vef&’lit;le available éime or energy
to seek out supplementary sources of help.

"I'd probably go to a self-help group, or sbmeﬁhing like that

and . . . just go;and'talk_to other people who are in the

same situation and maybe that would help. But to spare the
tihe, it just can't be done."

Perggective. The partners iﬁ theigpgup were awaiting a
kidney traﬁsplant so thesé spouses saw hOAe hemodialysis as a
temporary measure. Their hopes were for a kidney’ttanspl?nt to
relieve them of .the terrible situation. Perhabs this may have
been part of the reéson that these spouses had difficulty
integrating dialysis into their lives and becoming‘actively
involved with ‘it. .These spouses were'hot committed ﬁo the
dialysis treatment.

"If I felt that this was going to be a real long-term thing

I'm not thinking of it in those terms." :
"I dread the thought of haviAg to do this for a great length
of time. I can;t see u; doing it for six yéars{"‘:
”Hopefully a kidney will come up soon."

This group of spbuses also saw home hemodialysi$ as the only

choice of treatment at this time.
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"If we didn't do home hemodialysis he would die. No choice -
we're:waitingkfor a kidney."

"Until we get a kidney, or until it's dealt with - we can't
do anything about it."

"Dialysis is pa?t of [my husband]. It's his health, it's

~ like keeping him alive."

Summary of Minimal Assistants. The minima]l assistants

participated marginally in the actual dialysis treatment of their

partners. Digruption of their lives, imposed by home hemodialysis

U

and kidney®d; 5 g??bulted in strong negative feelings.

-

Resentment 3 k. of their situation in general and not

specific to.a, ¢ treatment. One spouse managed dialysis by
physically distancing herself'érom the treétment and other related
aspects of kidney disease maﬁagément. Another spouse didn't
physically distance herself but- expressed many frustrations and
resentment towards tﬁe role she did play. Chasges in day?to-day
v
life were di%ficult for these spouses to conterdd wifh. External
,responsibilitiés of full time employment were added to home
management, childcare and dialysis which resultedyig these spouses
feeling over-stressed. It is possible that thgsé spouses lacked
commitment to the treatment and possibly to their partners.
Discussicn. A lack‘of involvement by these spouses was shown

by their lack of contribution to day-to-day management of such

things as diet, and in the absence of expressions of caring,
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. \ .
sharing and support for their partner. However, distancing

themselves from the treatment through lack of involvement did not
relieve these snousesAof feelings of resentment towards their
situation. The pervasive negative feelings about how home
hemodialysis had affected their lives in general showed that these
spouses had a particularly difficult time attempting to |
incorporate dialysis ‘into their lives. Strauss (1986, p.11) wrote
about chronig .illness being "disproportionately intrusive on the

lives of patients and their fafilies."

+

The lack of involvement by these spouses may have had

multiple explanations. Lack of involvement may be attributed to
’ n")
lack of commltment to the treatment. Ihese spouses were both

-
59 . . \.‘

waiting for transplants for their partners and d1d not view home
hemod1a1y51s as the ultlmate treatment A lack of 1nvolvement may
also haveﬁggen due to lack of commitment to their partner. , These
, o .

spouses expressed coneerns related to the weakness or strainyin
the marital relationships. Brackney (1979) conducted a study‘on

- the 1mpact of home hemodialysis on the marital dyad and found that
confllct between two partners, elther general marltai cenfllct or
conflict spec1f1cally related to dialysis was potentlally

k4

dlsruptlve to the marltal satlsfactlon of both partners. The

LA, .

d1rect10n of this 1nteract10n cannot be specified- but there seems
‘to be a relatlonshlp between resentment (of the marltal and/or

dialysis role) and lack .of cooperation during dialysis.” Brackney

B

L@
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) 1
(1975, p.58) noted that '"the assistant's marital satisfaction was

[4
positively associated with the patient's assessed ability to work

cooperatively with his spouse during dialysis." The minimal

assistants lack of involvement meant they did not work

cooperatively with their partners which may have been a reflection’

of pre-existing and ongoing decreased marital satisfaction.
Other authors, including Lowry gqp Atcherson (1980), Stra;ss
(1986) and Wright and Leahey (1987)lh;ve identified that chronic
illness can be an immense‘strain on marital relationfhips and that
”resplts can be catastrophié - or, conversely, successful"
(Strauss,:}986, p.L7). The spousal reﬁépnses in this study show
that for the minimél assistants, marital strain was a result of
their experiencé wi£h hom; hemodialysis. VRosser_(l982, p.162)
suggested that families adépt,to dialysisvin similar‘:tages as do
patients. Maladjustment to dialysis occurs.when families or
patients '"fail to refdrmuléte tﬁeir life in a meaningful“way,
generally because of previously fragile adjustment:” “
Anotger cause‘for a decreased level of-ipvdivgment was

identified by théAspouSes in this group. The roleé outside the
/\ . ° . “ ‘ - "
home assumed by these women made it difficult for them td manage

all the work‘that was required of them at 5ome; Full time

empioyment outsidé the ﬁome, householdfduties and childcare left

* less ‘time and énefgy for ‘these spouses to invest in home
S P ‘ . 3
hemodialysis. Strauss (1986, p.15-7) wgote

s

4

et
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A major problem that confronts the ill and their families ( .r
at least the spouses, whom we are ;tudying)'is.the juggling
. of tnree lines of work. There is the work of ménaging the
illness, But, unlike the hospital situetion, one or both
spouses also have to manage the details of everyday life: the
houéekeepi&g chores, the.rearing of children, and so on. In
addition, each spouse is trying to live his or her life, both
separately and hopefully together, despite the exigencies of.
illness. .
The minimal assistants were heavily burdened with many roles and
this may have been partly responsible'for their leck_of
involoement in home hemodialysis. O'Brien, Donley, Flaherty and
Johnstong (1986, p.313) suggest that in families of end-stagh
rénel disease patients there may be “weighty and unexpected role
" behaviors and respon51b111t1es" laid upon the spouse whlch can
.result 1n«“dlsorgan12atlon or even dlslntegratlon of the famlly as
a’ funct1onal system.\ ' .
VThe minimal assistants expressed that they had "down days,"
felt grumpy and experienced depreSsion In fact, ogne spouse
sought medical a551stance for treatment of depresszgn Sucn
feelings are not uncommon 1n‘fam111es deailng w1th ong01ng,
'stressfui sltuatlons such'es bome nemod1a1y51s Loyry and {t

Atcherson (1980) studled home d1a1y51s dropouts and found ”the not'

1nfrequent occurrence of emotlonal problems (espec1ally depre551ve
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" disorder) among both patients and spouses during the course of

home hemodialysis training and treatment." Similarly, early
. .

findingq'by Shambaugh et al. (1967) showed depressive disorders in

spouses of home hemodialysis partners.

Similar to thé group of do-ers, the minimal assistants
reported loss of socialization opportunities due to lack of tymf
and poor health in the partner. These spouses felt fheir social
possibilities were lessened By their partnership with'a
Achronically ill person. Speidel, Koch, Balck and Kniess (1979)

examined social interaction between patient and partner and found

¢ 'pgggibilities were still seengas relatively high.

The Joint Partners

The spouses in this group ranged in age from 36 to 66 years.
, . v : ; 4
-The mgrriagés'ih this group yegeflbngstanding'ranging'ffom 18 to
VBG.yeafs?‘ Thé spouses in‘this group varied'%glemploymeht staﬁué‘
iﬁclddiﬁgrfétirgd,Npagé-time aﬁq full-time. One couple stillwhad:
children living at home. ‘

' Duties'During Home Hemodialysis. ' The third group of spouses

has been called: the “joinf pa;tnefs“

) : , :

because’ their involvement ir

Ca,

v

’péftneré. These couples had béen—runniné home hemodialysis. for an

: L : :
average of six and a half years. Within this group;thére was

K

(S

fupning'hémefhemodialysig was oneof shéring tasks with their . =~



73

var1ab111ty in what tasks each spouse did as part of the treatment
but they all expressed the view that the treatment was one they
were 1nvolved in with their partner. The joint partner's role in
dialysis was primarily related to psychological support of their
partner throughont thevtreatment. While aeting-as support persons
these spouses were also involved in a551st1ng with partlcular
d1aly51s tasks. In contrast with the minimal assistants who said:
"it's hls problem but I'1l1l help him with it," this group aof

spouses Glewed home hemod1a1y51s as a problem theyv shared with

& '
¥

their partner.

“"We want to do it together."
v

~

"I sit with him fot the four and a half or five hours and do

runabouts,‘which is fine."

Since these spouses were involved with the treatment they did
not leave their partner alone during a run, but alwaye remained in
 fhe vicinity. However, these spouses did.not express sentiments

that dialysis made them feel tied-down or restficted. .
. A g :

These families-had'a separate dialysis room but it dld not

seem isolated from the rest of the house and more importantly, '

from those who shared’ the JOb of d1aly51s One family had the
od1a1y51s room 1n the basement by the famlly room. Whlle on the'
. - & o o

run the partner helped the chlldren w1th schoolwork and the .-
- . -

ch1ldren.301ned h1m to v151t watch teleV1éT%n and play games

.

iThe;partner was not 1solated from ' normalf famlly affairs and‘

. , X ‘ -
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indeed played a central role. For the other couples, there were
no children living in the home. _ One spouse'sat with her husband
"watching the news, conversing and reading' while her husband was

dialyzed.

Feelings About Home Hemodialysis. These spdqses had a more

positive outlook towards their situation than did the previous two -

grpuis. 'berfainly, the situation was not always good for these

people But they maintaihed an optimistic view with a sense of hope

for we.future.%@@ecause JEAdbheshared nature of their role in
“r s G S :

dialysigﬁihqy felt less p13;;kﬁd by the full.fesponsibility of

diaiysis yet involved enougl t0»cleafly understand the treatment

-and how it was for their partner. These spouses‘felt they.

contributed tg%?he well-being of their partner whichvgéve them a
sense of pgidekﬁhd‘personal accbmplishment.:‘

Feelings'of fear and.anxiety were expressed‘ﬁy'the joiﬁt
partners.. fﬁéSe §pogses'idénfified;théi£ féars.as,S;iné~di;ectly
rélgted to the machihé anq £Heftreatmeﬁt but they had been abie to
share these fears with their éaftner and wbrkéd at decfeasing

their fears by being involved. They said ..

"Tt [home'hemodiaIYSis] wasn't as bad.as I thought."
:

""Problems on the Tun are upsetting but we managed to control

N N -
FOEN

them ourselves.!"

'Sgccesélwith‘managing problems during a treatment gave these.

-

spouses Confidénéé'that they could deal with home hemodialysis.

P

'
\.ai
P
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. Sentiments about home hemod1a1y51s expressed by these spouses’
included "wonderful " "convenlent " ”comfortlng, "reassuring,'" "a
Gift of God" and "it's a freedom." These spouses generally viewed
home hemodialysis as a means by which they and their?partners
moved towards a "normal" life. Therefore, home hemodialysis
""gave' them lifehand freedom. This posgtiﬁe outloock was reflected
in less feelings of resentment;v In contrast, these spouses dn the

‘minimal assistants gndup saw nome hemodialysis as incompatible‘

with their "normal" life and it was cheating them of what should

be "normal." : . o

Relationship with Partner. This group of spouses had been
married to their partner for an average of thitty years. These
maritdl relationships were characterized by strength in the bond
between the two persons. The mutual 'give and take” f;r tasks of
dialysis arose from the established nature of their relationship
which was one of sharing, ;Spodses "appreciated" helping'their
pertners because they felt: that was one' way they helped share the
burden thelr partner had to bear and it strengthened a ' .
,pre-existing closeness. |

”It}s gopd’fqr me to know, that he knows that I'm there. Ye !

R

really do tend to apprecfate”eéch other.V

- The closeneSs of these relatlonshlps wai;strengthened not -
threatened, by home hemodialysis. -
..""Such-a disaster brings a couple much closer together."
N S .

y a

T . " ¢
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”Our'cloéengss ﬁgs’beéomé much stgbhgertemotionélly;ﬁ

”fhig ié'another.biﬁding part of yoﬁr life.”—

"Wg'ré.cigser than alot of couples. He knower'll be there."

"You’ve got more than just a marriagé, you've gpﬁ a

relétidnship that depeﬁds on it. It's a stfonger union;”
These spouses did not feel they were giving more than were
feceiving by doing home hemodialysis. These spouses ail thought

that sharing home hemodialysis made them feel more involved'énd

B

gave them an awareness of dialysis as part of their partner's

life. The fact @hat‘they.assisted with home hemodialysis gave

"them a sense of well-being. Assisting with dialysis was an .

extension of the mutuality of their relationship.
"Tt's a feeliqﬁlwe[re licking this together. I'd feel left
out if he ran¥at the hospital."

For these couples, the dialysis partner accepted the

‘=reSponsibilifybfor‘the treatment so the spouse felt less burdened.

Sharing tasks resulted in a feeling of. sharing the burden which

made the spouses feel good. By feeling less personally burdened,

these spouses had _sss feelings of resentment Qéwérds thé dialysis

treatment. .

:
. R 1
& _ : oo - :
~ " (s



Commmication. These spouses also communicated and shared

féelings. The relatiﬁnship was ﬁased on reciprocal support
'bétﬁeen the spouse and the partner. v
"My husband is very‘strong - he helps to uplifﬁ me.
"I cri;dﬁalot. I didn't have to hide this from my husband.

Sometimes he'd cry wé&h with me."

" "He has a good outlooé@} His attitude helped me."

The open communication was #onsistent With the sharing type of
relationship and that was supportive to the spouse. Thesé spouses
were able to vent frustrations, angerﬁaﬁd concerns about home

ty
b

hemodialysis with their partner Withql feeling they were risking

-the relationship.

“[Anger] . . . I let mine out. Togidn't always say
everything I wanted to at the hospital, I would give the

impression. They would know that something was upsetting me

'Eﬁﬁifhen I'd probably spend én‘hour’afterwards telling [my
Husbénd] 'T should have said,this' and 'They doh't~knq§'\and
maybe he- took the‘brunt of all this anger. Maybe I was doin§
it so>he would know that I feel this ‘way too."

For two_of‘these coﬁples‘joking; teasing and léughter were

Ways of‘sharigg, cémmgnicating and coﬁing.

”ﬁé'g kept a.sense~oflhuhou£;éAa T think we've had léts of .

laughs ‘over things that could Havevbeen quite serious-at the

time."
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"We joke about our ugly feelings."
None of the other spouses §aig:that joking or 1aughter entiﬁid‘
into their experience witthQme;hémpdialysiS. a
Because they had shéred go a&cﬁ and_knew éach other so-well,
one couple had ”un%onsciously" developed a meéns to communicate
bad feelings in a way that was not threateging.
“I fine-tuned my dirty looks becausé'if there's any thought
in my mind that hé's going to sayféomething degrading to me I
ﬂave this look that I give himfahd you know he realizeg that
“he's éetting under ‘my skin. We do that. And I suppose it's
the same thing wgen he says I'd like some soup and maybe I'm’
just near the near the end of the chapter or something and I
sit}there and he's got-the same look. Like he means now. So
we haye fhis look that we know is important and serious and
we';e not fooling-ardund here."
While these relatiohships were strong and showed‘fhe.best 

adjustment to home hemodialysis, these spouses talked about the

ey

. . L . A
. . . . g
difficult times - the "hairy years." =
“The emergencies would happen and then [my husband] and I :
would argue alot. "I would feel ‘this 'should be done and H%ﬂ’i': ﬁﬁs'h
L . Ty R O
. w7 wouldn't. and we .didn't handle these discussions too well. AT

-

We'd get pretty cross with each cher‘and-the kids woﬁld hear . “; &

that and then they'd know:thét I was going to be”upsetf“

) v . -

“"You know.man and wife, the husband, friends or anything;Caﬁ N
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get mean with each other‘sometimes and I think that's what

happened, we just got kind of at logger heads-about this. I
Y

don't know, anyway it doesn't happen now because I have that
- confidence and [my husband] is aware that it's a whole
;different feeling with us ﬁow than to begin wi;h.”

The spouses in this gfoup had confidence in the way they
‘managed their situation so they were ablé to talk freely about the
bad times. They seemed realistié_in the appraisal of their
feelings towards their partner. |

"I gdt so infuriated and yet at the same time you had

sympathy for this person.but you know that anger is not

really at you, it's the frustration of going on the machine,

needling, it's the high tension period of time and there are

only two people there so if anybody's going to snap you've
only got one other person to snap at." |

""They [dialysis patients] do tend to become depressed, and
withdrawn so you ha&e to sit down and really taik to them.
And“itfs really hard to say things like that beéause you
sound like you're mean but yet I'm not trying to be mean.

. I'm trying tp Sna§ him 9ﬁt of whatever it is he’é in. But
:[my hu;band]-@oesn't'tend to be that Qay very bfteﬁ. I think
II get the bpposite; I find th££ %bén Hé’é dép;essed, becausg
it's not ve;y often, you feel that §ou really try hard to get

him over that stage. It's almost like a challenge."

9s
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partﬁer felt.

Presence of .the Partner. Presence of the partner during

dialysis at home was very important for the joint partners.

"The biggest plﬁs [for home dialysis] is having him here with
11

us.

These spouses appreciated having their partner at home not

onl§ as company for themselves but also for the sake of their

partner.

"Just for him to be here that I can see him and that he kmows

r

that we're here."

Spouses also liked having their partner home hecause then

the§ knew what happened during ﬁﬁe run and they knew how their

"So that's éonSoling”to me, just the fact that he's here and
when he's off, He just comes upstairs and he's right here. I
know he's safe and ﬁe’s fine and I‘don't worry about the
thi;gs that could.happen."

"My main concern was to get him here in the family setting,

"so the kids would be around, I would be around, and we would

watch him and it's worked out really well.  He does his work
and he can talk on the phone. He can watch T.V. He often
sits with the kids and he reads stories and he does- homework

with them and' all those things so [ think he feels that he's

here still."

3%

N’
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Protecting the Partner. The sharing relationship afforded a

 closeness that resulted in more openness in communication and
therefore less shielding of the partner. These spouses protected
their partners from concerns outside the relationship.

"He did not have much endurance then so wherever I could I

did all the night duty [in their employment partnership]. so

Y
k)

only if [a certain task] was neceésary my husband would get

" out of bed at night . . . . T learned to live with less
sleep but I felt it was so much better having myihusband
rested." |

"[My husband] was quite ill . . . . The fistula was c. ‘ted,
I waslpanic—stricken because Qhere was no way he could even
dialyge until something was repaired and I got [my daughter]
up and we went up to the'hospital, up to Emergency. i guess
it was abput 3 in the morning when Qe got there. They
iﬁmediately wanted a chest x-ray and I said 'No.' Hevjusf
had a chest x-ray at 5 o'clock that affernoon. Wéll they
didn't have a.record of it. Well, I‘'got so mad; I roared ahd
screamed and I said 'You go sendvsomebddy up and you.find
this x;ray. You're not going to Jjust take him. He's sick.
He needs some help.'" |

By representing hér partner, this spouse protected him.from, what

she thought, were unnecessary précedures. Thesé»spouseé acted>on.

behalf of théir péftners, when they were unable ﬁo‘do so

thémselves.
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The spouse who worked outside.the home protected'her pértner
from broblems she éﬁcountered at work. d

"I knowizhat he's got alot on his mind too, so to come hohe

and to chat abopt work and what went wrong - No. 'I don't go

crying to him or making like it's been a real bad day because

T think<he's got enough of his'own problems, he doesn't need

to hear all ogbthese.” ] -

Dgx-tdzDax. There was variability in the day-to-day
méﬁagement of dialysis within ghe group of joint partners but all
the spouses in thig gr;up talked about howh"normal" their
lifestyle had become. | 7 .

“And he thinks 'what dJ. other people at his age do when they

. come hoﬁe from wérk?f’ They also sit down, look ét T.V., read
the paper, have their wife supply th;m with a godd eveningl

meal. He can have friends. And he can telephone and do all .

sorts of things with his one arm."

"He usually watches televigion. I‘read, and read. We

converse. We play games. It's so matter of fact now, you

know. We've been at it f:; almost,eig?t years now, that it's
kind of like the»laundgy thégﬁhasvﬁo be done. It's just one

e

of those jobs that has kind of worked their wav into our
. lives." L\
In the group of joint partners, one spouse was retired with

- her partner, one spouse worked part-~time and her,partner was

-
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emﬁloyed full time and one couple both Qpiked full tihe. These .
e - 9 4 B ) . ‘v)
spouses all~had education. for professional careers. All the
spouses expressed_fatlsfactlon with théir position in the work

3

world. Thé retired spouse sa1d ”that s our lifestyle now. This

couple hgd-prepared for thelr-retlrement and . had beén\able to
accomplish their géals,.despite hemodialysis.

v

w "We have arranged bur lives in spch a manner, actually before
we ever got onto the machine. We came to {the ciﬁy] becausq>
. <+

- “we could not live in the Eoﬁntry we thought‘?ith his <0
. . - : .
. o _
condition. We also looked for whe howse which we would like

to live in once-we could not move very much or travel anymore
] .. N - . N — N . .
so that it could be an eternal holiday once*we retired and

. that's what it is." )

!

f The spouse who worked part-time enjoyed her work very much

: . [ ¢ .
d found personal sgtisfaction in her job. In addition, it -

‘of fered #Xsocial" outing. Her&:orkplace was supportive‘and she
did not béve conflicts;betwsen ﬁf%k, home “and dialysis

commitments. . - . .
"I was working at [an office] when this all started and
s they've done everything they“tan. You know if an emergency

comes up . . . my supervisor just said 'OK, take a week of
e A
absence until you get straigﬁtene& out.' They've been venx\

good about my time “or dialyzing, they wouldn't ask me to

work you know . . . . My friends at work were very
A :

/ *
- y

N

<
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, 1
encoura%ing to me. They!d say 'Oh you'll be able to do it

you ﬁnow,'gy%r§thing's_going to work out fine.' They were

. » . .
concerned and encouraging."

The third spouse worked fullltimé and also gained personal = @

satisfaction from her job. She wanted to work at’a job she had

~
been trained for.

”I'vé~got training, I've gone to school. I've got a degree
so I'11 work #" :

In additdion, her job ensured that she had &uch a busy lifestyle

‘

there was no time left to dwell on the home hemgﬁialysis

" situation.

3

"I don't want to stay home. I did stay at.home for a long
time with the kids and when our youngest went to school I

went job hunting. I found you did think about it alot,” you’

b

did start.to feel sorry for youtrself. So maybe it's because

£y

I am working and the lifestyle‘is a.busy lifestyle,” you don't

-

dwell on it as much."
Bor the two spouses who dorked, their employers were aware of the

‘home hemodialysis situation and it was helﬁful to these spouses to
N . . : Ve : . . . B

know that their work could take lower priority than their partner
Al

4

if‘Qhe demands of ,both could not be met.
Jirtners'took responsibility for thei; own

Because the
treatment, these spouses did not play 4 'controlling' role in diet

management. However, because they were involved and cared abtcut

5.



85
. ,
N o ' "

their partner, they planned meals to accommodate them Taﬁy made .
. ] r "
changes in buying and cooking habits but did not give the

1mpresé1on that this was. a burden '~" )

e

) .”You know I'11l make two little meal types and just say to

- _ eVerybody“pick which one youvlike because I know which ones

i

" the kids w1ll go for and I know which ones [my husband] will

go for and luckily he doesn t crave salty things He‘doesn't
like chips and things like that so .it worked out OK for us.
.I Jd;t try tdtstay away from a lot of the salty stuff and .
s just -~ we've adapted to it really well .

., R

"I'm very careful w1th what 'I cook. -He can have' some salt

A

but I've changed my way of cooking;”
going to shrivel up from lack;of potassium because I . .. . at

least I won't tempt him."

: «
Again, this aspect of daily life was characterized by.sharing of

responsibility. The spouse planned and cooked meals keeping Pgr
ﬁpartner's dietfand likes and dislikes in mind but didnft feel the
burden of responsibility for what the-partner actually consumed.
Lack of sleep was not a problem for the spouse who was
retired but she said that sometimes she lacked slé&ﬁ due to late

night dialysis runs. Her lifestyle peymitted day-time naps to

make up for lost sleep.

. o« ,

"I don't buy bananas and I don't buy oranges, but 'someday I'm -
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'on dialysis nights.

"I certainly dldn t get enough. sleep.at times but I've done ‘

thls all my 11fe for other people too. T could soﬁetlmes

have a good snooze in'the other bed during the agy and that;
i recovers you.- It just‘puts_life‘into you again."
Thelépouses who were eﬁployed éommentéd on lack.of'sleep.
Bgcause the séouses and théir partners both wérked during the day

Y

they ran dialysis in the evening which meant they got to bed iaFe :

. ’

M1 find probably the harde;t p&rt is staying up late. It's
probably a later night than most people‘put in. So a five’

’ % ) - .
hour run, it's 12:30 and then by_the time he's off and lately
he's beén-having a bit of préblems with the clotting so'it;s

~ 45 minutes before we can'éet one nee&le to stop. So there's
times that we've gone to bed at twenty to two. So then you
get up and_go to work the next aay and we{both have very,

very busy jobs so you're really tired come the next day and

you don't feel like doing too much." = . ')

Having late nights on .a consistent basis, three times per week for .

years, was something these couples endured, not adjusted to.
Ongoing fatigue is physically draining. One spouse said since

home hemodialysis she had taken more sick time from work because

she needed rest.
Variability within this group was also reflected in their’

time management. The spouse who was retired said their life was
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mdre,Settléd7¥han.yheh\the§ h§d’bo£h Pegn;wofking and'éﬁatﬂtﬁeybv =
were ''not éiwéys_iodki;é at the éiéék;" ‘ |

The spoﬁsés who:&quﬁd had more obligations for theif-time
andlthérefore had developéd.mdré\Qfganization‘aﬁd schedules'tob
. help them managé the>homé, family, dialysis and their work. Thé
fact that thesé couéles had done homévhemodial§sis for an average
of“six and a half years is indicative of the success these spouseé
had in incdfpdratihg dialysis into their "busyilives.” a}'

"I don!t know what normal families do 'céﬁse I thiﬁk to

myself\;if‘wé‘had five nights a week~piﬁs the'wéekendlgee we

would teally get alot of things done rather than trying to

get eVerything;done Tuesday and Thursday.' But we've done it ,“\f/

N .

y for years and wé}ve managed to get it done so I guéss ié'will
© work in two nights the same as five.”

The overall positive attitude of these spouses towa;ds hope
hemodialysis was reflectéd in their outlook on hélidays.. They
felt\fhat having tﬁe knowledge and skill to:run Hbme dialy;is‘gave
them the freedoﬁ that permitted them to go on hélidays. _%he
retired couple agjusted by going on more frequént but-shérter
holidays. \ | .

”bhe doesn'f always think of this [wiﬁhouﬁ dialysis my

husbandiwduld ge déad] but when one thinks of it one is full

of joy and very:grateﬁhi that one has one another and that we

-

_can‘still'db these?thingéAand whatever we can do Qe probably .
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~ enjoy more tHan we would have done had there been nothing.
“ )

For instance, last'summer went to Lake [Clearwater]. 'We had
the camﬁér with the built in kidney for a week and we weﬂi to
the Rockies." o
This spouse also stated th;t tQFy had frequentiy travelled p?ior
'to home dialysis so they were not miss{ﬁg traveivopportunities.
Theylhad capitalized on opportunities and good health in their
earlier years. Now, their lpvely retirement home '"is an eternal
holiday." ' | :
_One-couple travelled to,diffefeht locationg in the Uhitedv
State%'toyvisit>family'a5d enjoy vacation time.‘ They took the
initiative. to preplan and organize these eventé;‘ Hemodialysis
:‘decreaséd the length of their holidays but it did not eliminate
them. | A//
Tﬁe third spoﬁserstated that their vacations were family
orieﬁtea and they all éﬁjoyed éampiﬁg. They rented thérKidney
Eoundation.Winneﬁégo and -
"we do t.hings_all day and then in the e*ng right after’
éﬁp@ér, wé'basically keep the same schedule on a holiday.as
e do ét_homé.“ |
The perspective for,fhis spouse waé fhat holidays wo;kéq well and
were a ''normal" part of family life.’ T o . 4@”

Only one of the spouses in this group commented on'the‘toﬁic

Qf sexﬁality. She. said
; ‘

<
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"Our sex iife Pas pretty well stopped. We've never really
investigatea into 4t. Ourf closeness has beco&e much strong;r'-
emotionally.- It's changed gex but it hasn't changéd love.
Like, you know, neither of us séémed to be too concérnéa'

h

about’ that." ¥ S : '

Pérhaps these relationships are so well established and secure

~ that they can.tolerafe éuch changes without disrupting the bond

between the two persons. ' .

Support. The strong marital bond found in these couples was

-

‘a source of support for these spouses. The communication between

spouse and partner helped them share the good and bad times and

therebyisupport'each other. A commonality £ nd in this gréﬁp was

‘that they did not talk about kidney disegse and dialysis with

&

their children or their extended famil

"1 didnft.féel free to talk to my children. -It was very .
expensive fﬁ talk to 'my sister constantly."

2“When you haye Qbfries you ﬂon‘tvwant to burden other people
with it énd I'ﬁ onl& so gladvthat-my pareﬁts did‘no£=live5‘

long enough, thét'they did not experience the problems we

.~

were in."
"It's very héfq td‘explain-tb people and it's different if
. \7;7;\\‘ o - . Lo
they come up and ask but you don't want to throw it at 'your
~ ‘ N .
family of_at*his family. It's vefy unfair to consfantly,talk

~about it, So we don't. If they ask #s quéestions we'll answer
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them. It's not that wé're snubbing them-it's just that we

, » make out to be a normal family’and if they want to come and

-

ask a question, fine, we're very apen."
. .
.

This finding is in contrast to the do-ers and the minimal

IS
-

asi?sfants who relied on their children and extended families for

support, rather fthan from the marital partner.
re wés some variability in how the joint partners copea.
One spouse found that the outside¥activity of silversmithing was
one way she could "foréet.her.borries." Anothér spouse did alot
L J

of,réading, including'infofhation on kidney diseage. By
ihcreasing_her&knowledge she felt bettgr able to cope with her
situatisn siﬁéé "the more'yog kﬁow about it theﬁiess frighfening
it is." One spousé maintained that keeping busy was one way of
coping with the situation. |

"I don't give us the chance to sit back and realiy dwell on '

it and feel sofry;andvI thirtk that is the best way to get

around it. I don't want to sit and mope and think about it

o

3

conscious of it but I'm not going to think about it all tHd

time. I-can(t.chéngé it so why wduld"I sit and become.so . -

‘: d§pressed;oVer it that I'WOuld'jpst take evérybody Qith'me;”’

as a "mormal" life

To maintain what these spouses perceived

required that they relied on their paftners for'support.

%~ all the time. It's there, I know it's there. I'm certainly



' Perspective., The partners in this group had been on dialysié,
. . . .. i Fe R
' between four and eight years. While all the partners were on the

o ' : R
transplant list, the spouses realized that theif partners might

/)h9ver receive a transplanf. Having adjusted to home dialysis
these spouses did not see an urgent need for a transplant. One -

spouse even dreaded the prospect of a-transplant. 5 s
. Al

'“Sbmething I do dneadfshould he ever want to have a kidney I
know he is not a good patient. He won't eat in héspitalyso if
hg wants to have a kidney he would be deep down in the dumps

again."So; that is what I would dread."
-~
This spouse had the view that home hemodialysis had "all gdven‘
life, extra life th;h is nice for me and it's very nice for him."
1Y
“ Her perspective on dialygis and‘th;zfdture was influenced by her

"You' cdn .only be pleased if you've made your peace with your

positive feélings about the present situation which were

- fate and my husband's fate is not a bad one."

The other spouses in this group did not express dread at the

prospect of ‘a transplant “but nor did they seem overly hopeful that

it would be '"the answer' to their life with a partner with kidney

diséase. .Their expressed sense,of.hopé wis related to the good

. . . . J h\ - - .
life they experienced and maintenante of the status quo, that is,

no deterioration in health of their partner. Because.tﬁey managed

(o~ .» |
. so well with home hemodialysis they did not have-the urgency for a
. -

change in their situation. One spouse said that "we don't dwell
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on it [home hemodialysis] and I don't often think about the
. .
ﬁuture." This spouse had made dialysis part of her" 11fe but

resisted maklng it all of her life by keeping 1nvolved in outside
interests (her job) and her family life.

Summary of Jdint'Paithers. .The joint.partners shared the

3

respohsibilities of home hemodialysis with their partners whiéh,
was,typiéal of their cooperative relationship. These,cahplés
shared -duties reiated to the treatment, feelings, responsibilities
and’burdens. The spouses assumed additional- caregiving
4responsibi1itie5'gut maintained activities outsidé the hoﬁe as
well. While the Spouses were very involved with home hemodialysis .
of their partner, they did not orient all their activities Xowards
the partrfer's illness and dial&sis treatment. In this way home
hemod1a1y51s did not "overtake” all thelr life so they felt less
 resentment towards 1t. These spouses thOught that home
hemodialysis permitted theif partners to be well enough to enjoy
~their life togéther. Belng able to integrate home hemod1a1y51s
into. thelr 11ves gave these spouses a sense that they were able to
maintain '"normalcy" in their lifestyle. Strong marital
relationships_providef 'th a reason and a means to manage hohe
Vhemodialysis effectivaly.
Discussion. The spouses who were joint/partners were more -
IR | .
successful invaccommodating ho?eAhemodialysis into their lives

than the do-ers or the minimal assistants. The joint partners
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expressed little'resgntment toward; home hgmodialysis and were
*’ more adjustéd to both the treatment and -the altered lifégtyle. 3
Craig and Edwards (;983)‘developed a.cqnceptual‘model for nurses
on the process of ad;pt;tion in chronic illness. The focus of the
model extended beyond the patient to'include the family. Cr;ig
and Edwards (1983, p.402) suggested that \
s + . the key féctors of adaptatié# are a hopeful
'perspective, a sense of control and competence; a sense of
being needed; and the maintenance of self-esteem, personal.
worﬁh, and humaa dignity in thg‘face of impaired
functioning." X
In these ways the joint partners adapted to home hemodialysis.
They expressed hobe for the future and had an optimistic .
perspective on their iives. They focused on the "normal" aspects
of their lifestyles not th? ways it had been draétically changed.
These spouses also had confidence in their capabilities to aséist
with cial -sis treatment. Joint partners beliéved that home
‘dialysis gave'thgm, and their partners,‘control in their livgs.
The cooperative relationship between_"sband and wife gave these
spousés a sense of being needed. Tﬁis was in contrast to tﬁe
do—efsvwho felt‘totally reéponsible and therefore burdeped and to
the minimal assistants who were so mafginally invoived in the

treatment they lacked commitment to it. Finally, the joint

spouses maintained self-esteem and personal worth in their lives.
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The*stroné marital relat{onship, their families and their careers
contrihuted towards the spouses feeling good about themselyes.

The'strong, coopératlve relationships with their partners '
vinfluenced the joint‘partners' experience with home hemo ialysis.
The results from this study support érackney's (1977) findlh;s
that showed the marital satlsfactlon of the- spcuse was p051t1vely
related to adJustment to home hemod1aly51s Brackney also .
reported that the 'spouse's marital_satisfaction was’positlvely
associated w1th the ab111ty of the couple ‘to work cooperatlvely
during d1aly51s. The results from thlS study show that the joint
partners who worked cooperatlvely dur1ng dlalYSlS had strong
marriages and felt less resentment. The spouses who under or oyer
assisted with dialysis treatment reported lessvpositive.feelingsfi'

i

about their marriages and expressed more resentment towards their,

SN

situation.

-

‘ The Jolnt partners were 51mllar 1n that they all commented on,
the ' normalcy of thelr llfe They had developed /gggtegles -and
att1tud§s that promoted 1ncorporat1on of home hemod1a1y31s 1nto
the1r lives. The treatment had become routlnlzed and the p051t1ve
outcome was that these families could carry on what they percelved
to be normal" llves. The1r perchtlons o.v’lc e eved them

of feellngs of resentment. 0' Brlen, Donley, Flaherty and

Johnstone (1986, p.313) attrlbuted,”normalcy” to denial.

-

- e
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"Although survival with.end-stage renal disease is

susceptille to romantic portrayal, 't is not a ”pormal”'
situation and the life on chronid dialysis is not a
‘comfortable one. Frequently, however, the gravity of the -

oondition appearedvto be denied,by caregivers,’famili members

- and even the pat1ents themselves in order to({3c111tate the

task of daily 11v1ng K -

4
These authors also suggest ‘that negative. consequences result from

J -

.dttempting to normalize the situation. . Prohibiting expression of

iy

its

- emotions such as anger, anxiety, and frustration imposed by the

- illness and the dialysis treatment may be detrimental. Resultsdof

this study do not Support denial as a reason for n?rmalizing by

the joint partners. Thesjoint partners were able to express

frustrations, anger and anxiety. They did not indicate evidence

of_denying their partner's illness. The fact that home

-

- hemodialysis had”been managed for an average of six and a half

b:years by the joint partners mhkes it unlikely .that denial was the

sole cause of perceptions of normaloy.

Strauss (1986, p.79) believes that a goal of chronically ill
persons 1s to live as normally as possﬂ&kﬁdesplte the disease and
o

treatment. From atrauss v1ewp01nt, the perceived normalcy

of the"joint partnersﬂ:experience‘with home hemodialysis attests

Lo their success in managing the"intrUsivedtreatment of dialysis.

L

~



96
' . L
For'thé dé-eps the burden of dialysis work, and not thg
depar£;re from a ”rlorma‘llA';l lifestyle, was cause for resentment.
TheAdo-érs perceived minimal lffestyle'changeg and said their
"lives were’ '"'near normal." While the do-e¥s Were.reiatively

" successful meeting Strauss' goal of normélcy; ﬁhe'means to .

achieve it fere overwhelming.

" The mdimal assistants perceived that their lives cduld never

be normal as \ong as they were doing home hemodialysis. The

~ dialysis treatment prevented them from achieving the normalcy goal

they wanted. Because dialysis was seen as the .block to them

xS
Y

leading normal lives, the minimal assistants were resentful of it.

"

General Discussion :
) S -

~ ~From the pfeczging desgriptions and analysis of the three
types of sédu$gs, it is'eVident that the experience of the spouse
as the desighéﬁed helper in home héﬁoéialyéis is affected by, and
affects, ail aspects of daily life. Variability between ;pouseS~
-,w;s Feflecti?e of variabili;y betﬁeen individual pérsonalities,
mérital relationshipé‘and general life situations. However, ﬁhree
groups.of spousés could be distinguished based on fheif M
involvement in dialysis tfeatment and on their level of resentment
evolving from it. _Base; on these two categories the model, which
has previously been discussed, was déveloped. However, a third

.factor-related}to the marital re’aL ..:hip a; ears to be very

closely linked and in fact,,may be the underpinning of the whole

e
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expegience. The marital relationship affects, and is Jffectéd by
Homé hemédialysis. |
The purpose of the present study was to exaﬁinesgfe
experience home hemodialysis from ﬁhegfmic perspective. The
spouses tal edjabout their role in dialysis, their feelings about
it and how it affected their daily lives. From these data a
coﬁbination of two factors, level of involvément and level of
resentment, describe most of the sécial-psychological Variability‘
in the experience. Analysis of the results shows that the
'pre—eiisting and ongoing marital;relationship is a pervasive
influence on the experience of home hemodialysis. Brackney (1979)
isug;;sted that there is é reciprocal interaction between marital
and dialysis rélated roles on the part of home bemodialysis
partners and their spouses. The puréosg'of this study was to
examine the spousal experience with home hemodialysis and not
marital relationships as influenced by home hemodiélysis.
Therefore, the results focus on the treatment'as affected by
marital relationships.
The jo'nt partners portrayed their experiénce with home
_ -hemodialy.is as érdwth-p?omotiﬁg. They_said that they had grown
cl&éer tc =ther as a“éouple through th; shared experience of home
hemodialysis. The do-ers also considered theirtharital

relatMWnships'to be stable az?/;nduring but this was in spite of

dialysis and not because of dialysis. ¢The minimal assistants



98; g_

n

showed that marital relationships were strained and possibly at

risk because of dialysis. . . /

f
N §oo Influence of H.H.
Type of Involvement on-Marital Relationship
Joint Partners , & strengthened,
e .. co-operative : improved h
/—'Q i) Lt
. Do-ers
' over-involvement endured o~
Minimal Assistants ' strained, e
“ under-involvement at-risk
Figure 2

Marital Relationship and Level of ,JInvolvement

| 7. 4
MacElveen, Hoover and Alexander (1975) found that cooperation
between spouse and partner was a si;nificant factor in patient)
‘outcome success. Patient outcome success was assessed by physicalv'
T Status, adherence tqjgreatment reg%men, ﬁotal activity, @orale and ﬁx&&
- positive eﬁfecf. This -present study reveals that cooperation
tr . X
extended Beyond patient success parameters and is also important
to the success of home hemodialysis from the pérspective of fhe

spouse helpers. Success means adapting home hemodialysis into

one's life. Family theorists (Hill, in Walker, 1985) have
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suggested that interdependence, reflective of cooperatior in
tasks, promotes adaptability. Adaptability has been def_..:d as
"a flexibility and willingness to shift social roles,
acceptance of respdnsibility by all in performing the tasks,
habits of collective discugsion and control, and repetoire of
cfisis-meetiné devices" (Walker, 1985, p.831).
The joiﬁp’partners wére interdependent in tasks of hemodialysis,
that is, they‘worked:cooperatively to manage the dial&sis
trgatment. If one gan'take the quantum leaé that lack of

E

resentment is an indicator of adaptability, than the joint
! '»'}: : N
partners who showed least resentment, were most adapted. The

3

do-ers accepted total responsibility fgr their dependerit partners.'
These couples showed much less flexibility in roles and Ver;
liﬁtle sharing'of tasks. Lack of adaptability according to -
'Walkprfs definition wag reflected in the increased level of
resentment in ﬁhis group of. spouses. Similarly, the minimal
assistants, who accepted very little responsibility for dialysis
treatment, were resentful. The partners of the.mihimal assistants
were independent with dialysfs and not inte:depéndent. These
families were much.iess,adapted to home hemodialysis. | :(
McKéEjK1977) investigated the effects of hemodialysislgn
locus of contfol, dominance and{af%i;iation and evaluated changes

in these personality dimensions as a function of home dialysis

. ¢ '
.. training. Results for locus of control suggested that the
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training to‘do home hemodialysis Qas%perceived aé ; situatidhn
which allowed the couple to have added control over their lives.
"In this‘stu&y'thé:joihf partners pérceived that dialysis gave £hem
control; - cont;ol'over when they did dialysis, control over their -
daily routines and independence from the hospital. This control
allowed them to lead "normal" liv-s, inciuding special events such
as holidays. 1In contrasf, the minimal sssistdnts saw home

b uodialysis as controliiﬂg the}r lives by the restrictions and
changes'imposéd upon them by the treatment and the illness. The
minimal assistants viewed home hemodialysis in direct oppositibn
to them leading "normal" lives. The do-ers perceived that they
were personally "controiléd“ by dialysis by virtue of their
traditional and dialysis roles. ﬁowever, dGLers did not perceive
theirAlives as being so drastiéally altered as did the minimal
assistants. The variations in the perceived nature of béing "in
control" or "controllea by" dialfsis further diffefent}ated/;ﬁgse
groups of spouseé in a way consistent with the divisions bafed on

level of involvement. -The level of involvemént may influence the -

amount of control these spouses perceive they have or they are

¥

’

subject‘to.

In summary, from the results in this study, the combination

o

of two factors, level of involvement and level of resentment,
describe most. of the variability in the spousal experience with

home hemodialysis. Three distinct groups of spouses emerged from
s

~
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the data: the do-ers, the minimal assistants and the joint
partners. Two broad themes fela;ing to the marital relationship
and the spouse's perceived degree of "normalcy'" in their life also

differentiated these spouses in to the sémefgroups.



& Chapter V: Conclusions and Recommendations

Study Limitations

4

Various limitations are present in this study. These are
primarily due'to the qualitativermethod of study and were largely
unavoidaple. .

Chenitz and Swanson (1986) suggest that one of the potential
drawbacks of.Groudded Theory method ie that the reactfée effects
of the researcher affect the data. The interview method used to
!Filect data in thlS study was 1nherently 1nteract1ve therefore
the influence of the researcher could not be extracted frdm the
method. However,vin this study the interactive interview
facilitated the spouses sharing many personal thoughts‘aud

-experiences that were helpful to the researcher,' In addition, the
data analysis may havegbeen danalyzed differently by a different
researcher. Chenitz and Svanson (1986, p.224) state that '"[t]his
is the principle limitation of qualitative research."

The objective of the study was to discover how the spouses
experienced_home hemodialysis. These perceptions are unique to
the individual and cannot be ascertained from an interview with
the partner. For this reason, the.partners were not interviewed.
The perspective of the patient is not the same as the perspectiﬁe
of the spouse helper.

During the interviews some of the informatidn was recalled

~

and some material was reflective. There may be problems with some

102
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of the r%flective data because ideas and feeling: change over
time.

This.study was conducted over a period of four months.
T ‘
However, the spousal experience with home hemodialysis ranged from
% . .
five months to eight years. Data collected'frpm a particular

point in time may not necessarily reflect changes overstime

although participants did reflect on théir paét experiences.

| A further limitation of this study is that. seven of the
participants were female and one was male. The spousal
perspective on assisting with home‘hemodialysis may be different
for females and males but'£his could not be\ascertained in this
small sample. .‘ -

Summary of Findings

S

Glaser (1978) states that the generation of Grounded Theor§
occurs around a core category which éccounts for a major.portion
of variation in the observed behaviors. The core category in this
study was "level of involvement.'" The level of involvement

related to the amount of participation the spouse had in the home

- nemodialysis treatment. Spousal response to their level of

involvement was reflected in their level of resentment towérds
liyigé'with a partner with ESRD and assisting with dialysis.
Three-cleaf typeslof spouses Qefe idénﬁified from the varied
spouéai expériences. The do-ers had a high level of involvement

and a high level of resentment. The do-ers essentially managed

Py
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the dialyéis treatment for their partner. The minimal assistants

-had a low level of involvement with the dialysis treatment 'but had

-

a high level of resentment towards dial&qié because of the

4

lifestyle.changes it imposed. These spbusgs assisted very little,
or not at all, with the dialysis treatment. The third gpoup of

spouses has been labelled the joint partnérs. These spouses had a

-

relatjively high level of involvement and a. low level of
%

resentment. These spousal ﬁéirs worked cooperatively on-the

dialysis treatment. The joint partners believed that homé ;
dialysis gate them, and their partners,‘control over their.lives.
The cooperative ;elationship between huéband and wife gave these
spouses a sense of being needed. This was in contrast to the
do-ers Qho fé}t totally responsible and therefore buggened; and
the minimal assistants who were margiﬁally involved iﬁ the
treatment and lacked a sense o% commitment.

The'rééults in this study support Brackney's (1977) findings

that-showed that the marital satisfaction of the spouse was

positively related to'adjustment to héﬁ; hemodialysis. Analysis
L %

of the results shd&s that the pre-egiStiﬁg and ongoing marital

relationship is a pervasive influenceﬁén gﬁe experience of the

épouse in home hgmodialysié? The findings in this study have

extended the body of knowledge about spousal assistants for home

hemodialysis patients. By getting the emic perspectiVe of the .

~\J

spouse new information was gained. Whereas .several authors
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(Brackney, 1979; Conley et al.,(1981; ﬁacElveen, Hoover énd
Alexander, 1975; and Speidel, Koch, Balck; and Kniess, 1979) have
studied the impact of home hemodialysis\on spousés, it was done in
association witﬁ patient partners therefore interaction was the

focus of these studies and not specifically the individual zpousal

perceptions. In additidn, all the studies listed above involved'’

_ measurement of variables using specific .instruments such as

persontlity inventory tests, check-lists and rating scales..‘kheSev

instruments measured particular aspects chosen by the researcher.

[y

This study provided the opportunity for the assistant -pouses to

discuss what was important to them and therefére broadened the

understanding of”thé perépective of a home hemodialysis spouse.
Dimond (1979, 1980) studied hemodialysis but focused on

patient adaptation to managing maintenance hemodialysis. Spouses
- : ¥

were studied only indirectly as an indication of social support.

. ’ v
Spousal support ‘was measured by a 10-item 5-point scale developed

by,the investigator. Data from these studies showed that spousal

v

support of the patient partner contributed to successful
management of home hemodialysis but it difl\not provide information
about how this was experienced by the\spouses themselves.
Therefore, this stﬁdy sgr?és to extend other research By filling
in gaps where there has been ﬁinimal reeearch. & |

¢ .
n (1985) studied women who assisted their

o

One study by Peterso
husbands with hoge heggdiaifsis; Use of a staff rating ﬁcale and

t

&
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‘an adapted version of the Sickness Impact Profile (SIP) were used
to collect data about spousal adjustment to home hemodialysis.
Weaknesses inlthe instruments, out.ined by ﬁhe researcher, have
implications for the reliabilify and validity of theLgtudy.
However, the results were a beginning effort to shed light on the
& ,
experience of the spouses. This present studyAaugments Peterson's
study on the experience of the spouse who assiécs w?ﬂﬁ,home

ra

hemodialysis.

Nursing Implications //////\

The results of this study ha;l>implications for. nursing

practice, administration-and education. Home hehodialysis is a
treatment that affects not only.patients but spouses and other
family members. The treatment involves highly technological
skills that requitre training andgexberience to promote Iong terﬁ

success. However, it is not only the treatment that affects

1

- spouses but the many lifestyle changes that must occur when living

.

with a partner with ESRD. While the home hemodialysis partner is

clearly the client for the hospital, nurses caring for the patient

R . 9
must be aware that home hemodialysis involves significant chan s

. for the spouse. Results from this study show that homé'L . %

hemodialysis has a large impact on the lives of spouses. By being
. . . o . B '
trained and acting as..an assistant the spouse is implicated in a

"chronic illness-—way of life." Spouses should be given the‘

opportunity, and eiﬁsPraged,<by nurses to explore their feelings.
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Often the séouses themselves see their partner as fhe only patient
and dé not recognize their own needs. The spouses could benéfit
from help and suppgrt from nﬁrses familiar_with home hemodialysis.

Practicing nurs%?’must be awafe of, and sensitive to,
potentjal risk fagtors in family dynamics.that may create
problems. Brackney (1977) éhggests attending to the marital
felationship and Conley (1981) recommends examination of
co?munication between the spousal pair as weli as support systeﬁs.
The - results from this study concur with the above authors thatﬂ

b ' .
aSsessment of the spousal support system, communication and
marital.relationship;are important variables in the‘whole
experience of home hemodialysis.

This study offers insight into the éerceptions>of the spouse
of a home H;modialysié partner. The spouses' problems'and needs
related to dialysis are different from those of.the patient. For
this reason it is important that the spouses be seen sepafately
from their paéther'for ongoihg support and assessment of their
situation. Successful resolution of spousal problems with home
hemgdiélysis will ultimately'benefit the ‘patient. Identification
of pnéblem areas is an importént aspect of providing nursing- care
for éhese pedple. If the nurse is un;ble to.resolve the pfgblem,
refer}alltg/another multi-disciplinary team membef (i.e., a

o -
marriage counsellor) may be helpful.
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This study also shows that spouses need ‘a break from
e ( .

. continuous home hemodialysis and could benefit from opporfﬁnities

for respite. The restrictive nature of dialysis makes it
difficult for thése spouses to achieve time away from their
situation. Some spouses could benefit from a totgl holiday from
dialysis treatm;nt. Treatments of theif‘partner as an in-patient
for a short period of time might be a good alternative. For some

spouses, in-center dialysis treatment would not offer an )

. 4
acceptable alternative but a trained helper to assist in the home

would be a vidble option.

Nursing administration should support allocation of nursing

- resources for a thorough pre-training screening of prospective

home hemodialysis spouses. Equally important is an ongoing
assessment and evaluation of the effects of home hémodialysis on
the spouse since many pﬁanges occur over time. When two persons
are linked.in a_trgatmént aé complex as home heﬁqdialysis the:4
needs of the assistant spoﬁse should be as important as the needs

of the pétient partner. Finally, if nurses are to provice the

, _
assessment and support spouses require, the provision for

: Y
continuing nursing education is important.
NUrSing education must continue to emphasize the importance
of the family.. Wright and Leahey (1987, p.239) advise that

"[w]hen dealing with‘persons with chronic illness, it is

imperative that health prof ssionals never lose sight of the fact
\
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that che\patient is the family." vPromotingvan understanding of
‘not only the care of thenpatient but also the experiegse of living
-with chronic illness is important for nurses to provide

appropriate care.’

Directions for Future Research

This study is exploratory and was conducted to gain insight
.1n to the experience of be%pg the assistant spouse for a home
hemodialysis partner. Data suggest- that ‘the: spouse s’ level of
1nvolvemeht 1n the treatmentils an 1mportant varlable in the
epccessful outcome of adapting to home hemodialysis.
Specificalf§; the level'of invoivement‘is related to the level,of

a

reeentment aﬁperienced hy the spouse.‘ The mafital‘reiationehip
also appears‘to be infloehtial in how the cooples’manage_lifestyle'
changes due‘toAhome hemodialyeis and‘ESRD‘ It would be valuable
“to conduet empirical testing to meaeore these concepts and Yest
.ttheir relationships. Hypothesis generated from}thie stﬁdy _‘
include: N o
- Ovet and under-involvement by the spoose in the tasks
f,requlred for home’ hemod1a1y51s treatment are related. to stronget
feellngs of resentment towards home hehod1a1y51s than is
cooperation between spouse and partner 1h dlalyS}s—related’tasks.
- Strongé'cooperative relationshios}ptior to‘initiat&on of“
home'hemodielysis promote mote suoceSSful adaptation to home

hemodialysis than do unstable or,strongly role differentiated

»alatinnchina~ : . ~
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.

- Cooperative involvement in home hemodialysis results in

increased satisfaction for spouses with self, with partner, with

home hemodialysisiaﬂd with life in gemeral.

Results fgom this study support suggestions‘dutlined by

Brackney (1977) that examination of spousal relationships warrant

Y

further investigation. . Examination of marital relationship as a

'q@bssible predictor of success with home hemodialysis could provide

information valuable for screening home hemodialysis candidates.

From this study, important aspects of the relationship to

investigate include spousal communication, role differentiation,

task orientatfon, and mutual. support between partners.

Other-directioné for future research could include

investigation of the effects of childreh in the home and spousal

employment outside the home as‘they afféct, or are affected by,

. . 4 . . . I . : . .
home hemodiz ssis. Studies similar to this one to examine chronic

ambulatory peritoneal dialysis may provide useful information to

caregivers and families imVolved with ESRD. Finally,.longitudinal

studies are required to follow spouses and their.partners in order

to distinguish between short and long term effects of home

hemédialysis. This type of research is important so that adaptive

changes,
is hoped
research

patients

or lack of adaptation, can be more fully understood. It
that the results of this study will stimulate further
of the management and ‘adaptation to home hemodialysis’

and their families.

.L’



111

Coﬁélusion

| In this study the'experience of beingja spousal‘assistant for
home hemodialysis was éxamined. The objective was to gain. an
understanding of how these people deal with a complex
technological Procedure at home and how they manage life with a\
partner who is chronically ill. Présent knowledge was extended by
investigating the concerns of spouses from the emic perspective.
It was intended to-be an expioratory descriptive study.‘ Due to
the limited-number of spouses interviewed, results are not
generalizable to all Home hemodialysis spouses.

The use of Grou;ded Theory method (Glaser and Strauss, 1967)
for data collection and anaiysis was a valuable method tbo answer
the research quesfions. The "disco&ery" of the spouse's
experience was facilitated. Strengths in the method of this study
were promoted by the eagernesslof'the participants to willingly
share their experiences with the researcher. ‘Several factors
helped to enéburage participatioﬁ in this study. Appropriate
introdgction of the researcher by a letter‘frém thé nephrologists,
- followed up by a telephone call by the researcher were important:
steps to gaining cooperation' from the participants. In addition,
’gcheduling of interviews at convenient times, in the pafticibants'
hqmes was noted to be helpful in permittiﬁg parficipation.

Rapport between participants and the researcher was quickly

_establlshed which contributed to rich data. From the daté
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‘concepts emerged and relationships between them became evident. A
1 . A .

- tl2ory was developed reiating the core variabie, "level of
involvement," ‘with the level of resentment.experiencedlby the
spouses. As noted by Glaser (1978, p.93) "the goal of Grounded
Theo;y is to generat a theory that accounts for a pattern of -
behavior which is relevant and problematic for those involved."

Ruffing Rahal (1985) suggested that a critical task fori
health disc1p11nes is to comprehend illness as a personal
experience and long-term impairment as a way of life. This study
contributes to the understanding of home hemodialysis and ESRD as

a personal experience for the spouse who is inextricably involved

in treating and living with a partner who has the chronic illness.
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APPENDIX A

UNIVERSITY OF ALBERTA FACULTY OF NURSING
INFORMED CONSENT FORM

Project Title: Home Hemodialysis: The Experience of thé Spouse as the
Designated Helpef. ' ‘

4

Investigator: Dawn Frlesen
Faculty'of Nursing, Graduate Educatlon Office
Clinical Sciences Building, University of Alberta
Edmonton, Alberta. T6G 2G3 :
Home Phone Number: 437-6789

Purpose of the Study: The perpose of this study is to investigate the
experience of spouses who are "dd.'gnated helpers' for home hemodialysis
patients. It is anticipated that the results of this study will provide
health care workers with a better understanding of how spouses adapt to
management of hemod1a1y51s in the home setting. The information and
understanding gained should help health care workers more effectively-
prepare both patients and their spouses for home hemod1a1y51s and to
provide ongoing assistance.

~

Risks and Benefits: . There are no known risks associated with
participation in this study. There may be no direct benefits to the
participants however, future home hemodialeis patients and their’
- spouses may -receive more effective care. based on the results of this
study.

. ) IR {
Consent: This is to certify that I, : o , consent
. to participate in the research study outlined above. I hereby give

permission to be interviewed for approximately one hour, three to four
~times by D. Friesen in my home, over a perlod of approximately two
months. I understand that each interview will be tape recorded and that
these tapes will be stored in a locked file for five years and then
destroyed. I understand that upon completion of the study, findings may
“be published but that my personal 1dent1ty and characterlstfcs will be
protected. .

I understand that I can terminate any interview at any time, refuse
to discuss any subject I wish not to discuss, or withdraw from the
study, with no consequence. | , :

I have been given an opportunlty to ask’ the investigator any
questions I have concerning the 'study. _The 1nvestlgator, D. Friesen,
has answered any questions to my satlsfaction.

DATE: : SIGNATURE:

INVESTIGL ™" R: . ‘ WITNESS:

; —
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