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üomenrs experlence of  h8llOdidilysis and swality: 
A qualitative study 

naetex of science, 2000 

Deborah Joan Harkness 

Graduate Department of Nursing Science 

University of Toronto 

The purpose of this atudy was to describe womeWs experience 

of heiiodialyais and sexuality. Ten men living with hemodialysis 

were intervieami, using an in-depth, unritructured, face-to-face 

fomat. The data were analyzed by a method siaiiar to Giorgit s 

(1975) phen~~~emological method. Data seemed to fall into three 

broad categories : 1) Physickl aexual activlty , 2 ) Relationship 

f actora , and 3 ) Body iriage/self-concept/self -esteem. Sexuality 

included a physical se& relationship for a U  -en. Sexual 

activity was not of central importance t o  mat men. Ail sexually 

active wollen experienced interference rith, and changes i n  the- 

sexual l lves  and feel ings of guiït or obligation. interparsonal 

factors influenced woaenws abil lty to re-establish a mutually 

acceptable sexual relationship (e.g., positive exchange of 

communication, undetrstanding partners and role support). wawn were 

self-conscioue about body changes and huw others perceived and 

reacted ta them. Most woaen possessed positive self-concepts. All 

worien experienced role changes however the- acceptance of these 

changes varied. 
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cmPl'ER1 

n m ~ ~ r n ~  

mckgrumdtoths~m 

Uving with chn,nic rwal failure (CRF) ieans facinq a iiyri4d 

of changas in onet s life. CR? perrsatee and tbrs4tens an 

individual's "rralf -w~rth, ldentity, control of one's body, intimate 

mlationihipr , and life i taalf  (Andemon 61 Wolf, 1986, p. 168 ) . 
With no cura amilable, indiviciu8ïe who choose to  be treatad, 

endure a lus long comkment t o  dirilysis unies8 ~ m ~ p l a n t a t l o n  

OCCPL"8. 

While technical iapzwemnta hava eared s a e  of the rigour and 

burdeuu of haoâîaîyair, patiente continue t o  report a range of 

physlcai and puyeho~ocial changea and etrses related to l iving wlth 

hlllOdfalymI8 (Baldme, 15utphy, P Powars, 1982; calpin,  1992; Kaplan 

De-llour, 1983; mthny & Koch, 1991; Rit-, Ilorthsea, Hausauer, 

orean 0 araarOn, 1993; âorkoîne I Kaplan O c ~ o u r ,  1989) . Ongoing 

and/or intumittent etruggles with fluid and dietary reetrictione 

(Balckee e t  aï., 19û2; O 1 m U  6t Glasgow, 1991) , sleep 

dirturbanœu , f atlgue, blood prmsure oscillations, weight gains 

and lor iu ,  and ruriele crmlng are physlcaî probleiis coronly 

-eared by patients (hiQI & Schreibrt, 1988; Gurklir & Hsnke, 

1988; ltlino, Buston, 1 u p b  ~ t m u r ,  & mîîey, 1985; mthny & Mch, 

1991). Physical change8 ruulting f r a  i n ~ ~ t  dis8cu1e~ and 

t h o n  namdasy to CW (Le.,  cardiac, v~Ctl].ar, bom, aud 
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Reportmi plycho8ocial chango8 inclutle thom related to 

i i l t e r p u a o ~ n l a t i o ~ , l i f e a t y l . ,  andphyrical appearanc8.Them 

chmgma a m  oftan accapmleâ by alterationa in body-image; SB- 

hmction; rolu; vocation; and frnily, social, and intimate 

talatioar (RiCaus, 1987; Schieburich, Botha, & B0=h8 1984) . 
lh~rthermore, stucil86 have docinented a bigh încidmce of ruuiety 

(Ud dmptuiion, low ulf-utrei and lm self-conapt amociated 

with patienta on heiodialyaii  (Oalpln, 1992; Wthny & Itoch, 1991; 

Rickw, 1987; Tucku, Chmnault, Greten, ZUm, 6r Fînlayson, 1986) . 
In particular, ioie 8tuâîae found that wumm on h8.odfaifyaie voice 

ion physical ~d p~ycbologid alhbnt8 (Cbouanec & B l n U ,  1989; 

lluthny & Koch, 1991) and ion difficulty with d ~ t i c ,  social ,  and 

ruual aipect8 of l ife than n n  on h#dialyrir (8orkolne a Mplan 

P.+kur, 1989). Kaplan De-Wur (1982) found that worn oxhibited 

m a t u  arurirty and psychomcial probleui than mn. 

noien conititute approxlntely 42% of the hemdialysia 

p0Wti0a ia cMda (m. D C h ~ c b i l l ,  m t ~ n a l  canuii~ation, 

Jaauary, 10, 1997). Won 6peclflcally, witbin the Tomnt0 region 

utmm curmntîy reprumt 39.5% o f  me to ta l  diaîysie population 

and 38% of the haodlalysls population (The Toronto Region Dialy~ie 

RlQirtxy, 1998). Duplte thue figure8 and the narraw focru of 

prwlaus rvsoarch on sammïlty, the kilk of studios tefer mstly t o  

n n  on h--unirlyaig. 

Th. ~:anarchr~r exprriaœ M a practitîmer in âialy8is is 

that wur l i ty  î a  a topîc rcirtcrly broached by wmm or thair 

h a t h  cure pmrlde+r. The rriaarchar demioprd an interest in the 



topic durîng an undargraduate clinical exparience w i t h  a vinrally 

iipaired bmun dependrat on peritoneal dialyris. This waan a i M  

the rwearchu. to irrt with her and her huiband t o  diecurie the* 

marital and rexuaî difficultiar. The rerearcher's lack of knowledge 

about sunrality and la& of training in th18 m a  of health case, 

not to mention dirlcafort w i t h  thia type of counirelling, acteuî ae a 

catalyst for  further acploration of the concept of seucuality in 

mman dependent on heiiodialyals. 

Since the mearcherta Initiai undergraduate experience, few 

studirr have focuied uclurively on uown on hB.odiaïy~ie or 

e,riind aexuality f r a  a broad peripectim. Ueo, since f irst 

lntroduced to the notion or thought of chronic iïlness and 

rexuality ten ymars ago, the reeeatcher ha8 not witneeaed any 

notable changes or rtrldes in the practica retting or the education 

off& to naphrology nursing staff that aii t o  ad&ess wuœn's 

r d  health iriuer and that provide support to th18 âîmenaion of 

uill-beinq. If the goal of care is to help mple on hemcxUalysi8 

achlwe iaxiial health and weU-Ming, the above observatione 

mggest tbat tha leml of health cure concerning a d  irsues 

mmmtly practiced in the clinlcal practice setting needs furth- 

axp1oraUaL 

The mjority of nieardr c o n ~ g  hœodIaly8i.s and iexuaîity 

trdi to  foctu on optLizing cupe~tr of semai function in mm on 

dialyris rathu thia in vown (campwe & Liu. 1990; Kaplan De-Rou~, 

1970; S c b v u  & J a r n ,  19(18), and delineating gm&r apecific 

cWmga8 and hoLlOnal factors respon8ible ior altemtîons in  sasual 



functionlng and remml activity. Stucües involving varn on long 

tem dialysla place a a i i i l ar  emphasia on th. need to opthize 

6exual function, but fail to addrese any conceptiéi relatai t o  a m m i  

heallng and the ways in which wamn re-cretabllsh the* phyaicaî 

sexual. tslationshlp and reetore the- general séxual heaîth. 

Sexuality l a  an important and fundnrantal dimension of 

hriiunnesa in both health and illness. f t  l e  the teault of a close 

interdependent relatlonship between the mind and body (Fisher, 

1983; Sheridan, 1983) that exemplifies individuals' whole human 

experienca (Pearing, Hart, Wilde, bi Cox, 1994). Throughout life, 

human beings accunilate life experiences that influence, and 

poesibly aïter, the development of various aspects of their 

sexuallty. Life experilmces may change an inàividuals values, 

bel iefs  and attitudes which, in turn may influence cetrtain aspects 

of theIr sexuality. 

In particular,  the event of hemociialy~sis often generates an 

intricate web of disruptlcm in sexuaiity for patients as they face 

unfamiliai: and diverse changes in the* physicaï, senuaï, 

psychologid and emotional health, and lifestyle. As Anderson and 

Wolf (1986) point out, chronic illness threatens several key 

aspects of ~eumlity (Le. ,  sexual idemtity, intiracy, and 

generativity) . 
Tbus it is limîting t o  think of rexuality as beîng only about 

mumai activity in a pureüy physical or biologicai sema. 

ïWn8theti8, the bulk of put researcâ about auuality involving 

hPrdirlybia patients ha8 fowd ia inly on the bla-phyaicai 



diienslon of eexuality and the vari- aspects within thle 

dfnension related to normative sexual activity and fwctioning 

( i m a m ,  the fmquency of semai intercourse, orgasm, and the 

mea8uzement of blood hormonal levels). A review of the rider body 

of literature underscores that sexuality 1s lore than basic 

responses brought about as a remit of primitive biological 

instincts. In fact, a t  a riniintrr, sexuality involves the colplex 

orchestration of biophysical, psychosocial, intellectual, and 

cultural aspects of king.  

This study, in conceptualizhg eerniality, takera a more 

holietic approach than that whlch is noraally associateci with the 

conventionaï biomedical siode1 of eexublity. Roni this perspective, 

h m  sexuality includes m e  than physical  sexual actlvlty that 1s 

influenced by mace bio-physical s e m a l  responaes. For this study, 

aexuality is conceptualized as an expression of self as a eaxual 

befng through intimate, physlcaï and emotional relationehlps. X t  

enccmpaeses ammai relations, intiiate relationshipa and notions of 

closenese, affection and capanioaehip. It 1s influenced by other 

dimeneIona of being like body image, self-concept, aelf-estea, and 

social relations that are each affected by an lndividualls 

pmonality, total life experienœ, and a niaber of physical,  

paychological, eaotional, socio/cuitual and intexrelational 

factors. It is the inter-ndationships m g  these factors that 

Influence inâividuaïsl expres~ion of susuality. Grounded in  life 

errperlsncm, smmlity sreke positive affirmation of onemelf and 

phyaicaï and emtional errpresaion of  wasmth, contact, tendeniesa, 



and love in order to  satisfy one's nee& for lm and bedonging, 

Th-, sexuallty embodles a sense of connection wlth one's l i fe  and 

being in the wrld, 

The literature has reported that many aspects of i d e  

aeuaiity an, eubject to alteration i r a  heiiodialyal therapy 

(Davit~on, 1986; Rickua, 1987; Ulrich, 1987) . Waen on hemodîalysis 

report a los8 of rpontaneity and waning s e x w l  desita, decreased 

aexual activity, difficulty achieving orgaam during intercourse 

(levy, 1973; M88trogiacao et al., 1984; Rickus, 1987; Rozeman, 

Gurewlcz, Blichtein, Shotiam, & Bar-ma*; 1990), aemtrual 

abnomûities, praature reproductive changes (Campese & Liu, 1990; 

Hantouvalos, Uetallinoe, mkrygiannakis, & GOUS~OS, 1984; Wde, 

Hart, & Fearing, 1996) , and a niiaiber of psychosemai concerne 

(Aïleyna, DUlard, ncGregor, 61 Hosten, 1989; Rutner & Gray, 1981; 

Riclnie, 1987) . Although etuâies have conf irmed the high incidence 

of partiCU1ar changes in fei&le sexual function such as a decrease 

in the frequency of sexual activity and organric ability, they have 

f d e d  to  elucidate the isaning of the changes from the perspective 

of uoien. Rnowledge conceming the impact of hemdidysis on 

different iupecta of seniality, including the waye in which voien 

W t a i n ,  ledefine or reconetruct notions of their eexuality, 

remains hadequata. 

Problei sta-t 

The funcimental pmblem thla study addresseci waa the lack of 

kaowledge about inrrsb's pernpectlves ~egarding theFr eaperience of 

raniality a l l e  undergohg routine haodîaly8is.  In the past, 
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r u ~ c h  ha8 focusd on phyriological and quantitatiw aspects of 

ricuual dyifunction, teducinq and isolating i~snial function f r a  the 

whola contact of uowuivs lives. f t  woald be usefui to  gather 

infozmation -ch will inmime our insight and understaadhg of 

wmen1s lived up.ti.ace of remality wiUe rciceiving h ~ a l y s i e .  

Such Insight could help to augment understanding of vaen's 

reeponaes to dirilyais by contextualizing several aspects of 

scwality in reïation to uacin' r llves. Future approaches to carinq 

coud then k grounded in maning desivecl f r a  the experiences of 

uain ratha than only the purpective of rea861:chere. 

literature Review 

Previous studies have exaudnaci the inapact of varioua renal 

tnatvrnt #dalitles on male senial functioning, and to a leseer 

extent on f a a l e  id huictioninq. Hawever, they have fbiled to 

addreaa th0 acopa and inruiing that the changea asiioclated with 

hnoâii!üysis MY have particularly in relation to sencal 

functioniag. The literattite vill k MgNiphteci under four 

hudingir : (a) the conceptuaïization of sMiality; (b) sexual 

functlon and 8 m m l  ratiifaction of waen on hemdialysii; ( c )  

psyeboaocial aspects of ilexuality; and (d) reproductive arpects of 

a m a l i t y .  

' z b . ~ t l a L o b ~ ~  

S.luality hm &en uai i ied fmi a wide n e  of 

pmBpeEUves. Anthr~palogical, p~ological, aaciological, 

cultural, and frini.t puapectivu havat contrfbuted vaîuable 

rinalysir and under~tandiaq abait the construction and 



conœptualization of ruuality. fn thstem aociety hamver, 

biologlcal deteriiinisr, rore than any other perspective, continues 

to undupin and ~ ~ ~ ~ U B I I C B  the rajority of aexual research, the 

developrent of semai thenpies, and thus the ewlution of 

knawledge concunîng aucuaïity. 

Most studiea of waen living w i t h  hemâialysi~ uere 

conœptuaiized within a biomedical iode1 of sMiality (Alleyne e t  

al . ,  1989; D i  Paolo, Capotondo, Gaggiotti, & Roerri, 1990; Levy, 

1973; Mastrogiaeola e t  al., 1984; Rozenaan e t  al., 1990) and rooted 

in biologlcal asemptions of uaiversallty, naturality, 

heterosBXtILLfity, and reproduction, These eapiricaï studfee 

eipharized the los6 of, and the importance of v a e n  nietaining or 

regaining, conventional sexual noms associated w l t h  e m w ï  

fmctlon, sexual actlvity, and to a leseer extent their sexuaï 

satisfaction f o l l d g  thsir diagnosis of chronic rmal failtue. 

mipite sharlng a bimediedl perspective, studies regarding 

f-iaie a6auality pourras6 wide variation8 in the iepecific way 

amtuality, sexual functlon and se& dysfunction have been 

defineci. Hany atuâles fail to àefine study terrs and the teader is 

forced to guss at the probable &finition of teris b e d  on the 

contact of the atudy and partiCU1ar aspects of sexual function 

outiined in the rtudy procedure or q w 8 t l o ~ e .  I(My of the 

mthodological rhortcainqs in raearch on sesuality and end-stage 

rmal dis-e ara briefly outïîned in B i n a  and nah9 (1994) reviw 

o f  mch l î tuattp. .  Cor -18, whesetas mtrogiacao et al. ' 8  

(1984) atudy p l a c d  apha8ir on the degr88 of libido, the frequency 



of intercourne, and the ability t o  mach orgaeta both kfare and 

&ter the diagnorir of QV, Rouaian e t  al.9 (1990) study oxioined 

the fmqwncy of and desise for intercou~se, duration of foreplay, 

reaction t o  courting, and ability t o  reach orgam. 

Uthough uuiy researchars recognized sema i  function aa a 

capla aspect of ï l f e  that wuid be influenced by a nuutber of 

phymicaï, biophylical, prychoilocial, and treatiient related 

variables (Alïeyii. e t  a l . ,  1989; Goldm, Ililne, & ChIr, 1978; Levy, 

1973; Steele, Finkelrtein, & Cinkelstein, 1976; Toorians et al. , 

1997; Z a r i f i a a ,  1994), m a t  etudies adopted the narrw perspective 

of  the b i a r d i c a ï  #d.l. Wany of theae itudles Ut4 their focus 

of seniality to the causal relationshîpa between changem i n  amal 

function, activity, and performance; and blophysical changes ( D i  

Paolo et a l . ,  1990; Hastrogiaoao e t  al., 1984) and compared 

aspects of  wœenls sexual rrponee cycle both b f o r e  and after 

itarting h810dialyaie (Golden, jlihe, & Chir, 1978; mvy, 1973; 

Wastrogiacorio et  al., 1984) . 
A frw exceptions to thir approach wore noted. Alleyne e t  al. 

(1989), WilQ e t  al. (1996), Rickue (1987) and Steele e t  al. (1976) 

atpanded the- con-ptual definition8 of rB)CUCI].ity kyond that of 

pun biological detonhiam aven though the* fociir rsar on ruual 

function. Although uplicit âefinitiona m e  not alway8 provided in 

the mtudy m m ,  r.adrrs w e  leci to believe that semality la 

influenced by mxe than blophyaical fadors. For rxlgla, Rickus 

(l9û7) #ta- that -y areas of rmmlity were tnterco~ecteâ and 

procrdrd t0 8xp10~8 -'S COII-8 of 88~81:u ~SYChoiodd 



variables auch as 

imctlon. Alleyne 

and Steele et al, 

10 

flrininity and role changea in addition to sexual 

et al. ~ ~ e d  mental distress and self-concept, 

wsluated patients1 and tbeir spouaeril 

psychologîcal statu8 and mitai diecord, in conjunctlon with 

8- function. In addition to errploring the frequency o f  

8ubjectet semual and f e l l i t y  dyshuiction and leval of 

satisfaction, Wilde et al. (1996) al80 included masures to  examine 

subjectst level of physical function, lntimacy attitudes and 

patterns, marital relationrhip (e.g., affection g l m  and received 

and the balance of doafnation/~ubaiission i n  the  sexual 

reïationship), int irate relationship (e.g., degree of change in 

self -disclosure, aexuallty and aff ectlon) , and quaif ty of lif e . 
Th- brmdening of perspectives euggesta that, at least for m e  

rwaarcbers, sexual fwiction exista interdependently and 1s 

Utflumced by other of be-. 

Only one study involvlng heiodialyela patients deviatecl 

rignif icantiy i r a  the b l a e â i d  fra.~work (Chamet, 1990) . Using 

a psychoanalytic ftimamrk, Charmet conceptualizad seniallty as a 

proceos that consists of symbolic, affective, and relational 

and int8ltpteted prwaïent symbollzatîons found in the 

drprin of indlviâual~ on dialysis. 

Hawever, i n  mae non-research articlesf a auch broader, mre 

deicripUrn approacb waa uMd to concaptualize asniality (Anderson 

& üolf, 1986; lhgen, Strain, & Z u m f  f , 1983; Pearing et al., 1994; 

Uibkin, 1986; Sktidan, 1983; üttley, 1996; Uooda, 1987). In -8 

8tudiu ( S t r e l t z u ,  1981; Mitaon, 1982; Zarifiaa, 1994) and the 



cllnlcal practice experiuices of the remcher, patients' 

descriptions of thair expxience with Ilines8 and semrility 

preeurted a mre cœprehen8lve picture than the empfrical data 

collected within the scientific studies. This could be because 

patients tjere glven the opportunity to talk about the meaning of 

the* experlences. In conversation with the remarcber as a staff 

nurse, patienta nat only expreacred draiiatic changes in the* aexual 

l i fe  but changea i n  their staiina and energy level, eelf-concept 

and selfieetam, social relatlonships, and self-consclouanees of 

their àialysis access sites since k i n g  on hemodlalysis, 

Additionaï variables -ch broaden the concept of 8e%uality 

include concepts of affection, iatfaiacy, friendship, and 

companlonship. Uthough the importance of these elements withln the 

iarriage of individual8 living witb dialysis (Davison, 1986; MUde 

et al. , 1996; Riclnül, 1987) , chronic illness (Anderson & Wolf, 

1986), and the genwal. population (Reystone & Kaffko, 1992) has 

be+n prevlouly highïîghted, these concepts have not Men studied 

in-depth for the h810dialysia patient. Additionaîiy, body Uage, 

self-concept, and solf-eatei have ben the focue of individual 

art icles (Gaipin, 1992; Lublria, 1986; Woods, 19871, and diacuesed 

in mïatfon t o  isxusl function (Lubkin, 1986). Hawever, the 

siqniiiancb of thesa factors waa rareïy explored in studies in  

aorijuitction w i t h  ~exual, functlon in a comprheneive way. 

Because sexuallty abadlm mm than a m m l  function, tbere is 

a n d  to look bayoad thir single a8pect of samlity.  A broader 

pmmpactive is noeâad ta capture nw insights and a greater 
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unduatandlng of the experlence of sexual functlon and dyefunctlon 

in relation to other aspects of waenra sexwlity. Also 

understanding ia required regarding the haaling processes that take 

place for wmm as they atteapt to (re-eatablish aexual intiinacy 

and) and prerierw what is mat valued about their eenuality, 

Suiial nmctionand Ssnisl satisfactioo of Ilmm on ~ l a l y s i s  

The technical difficuîties arrsociated with measuring fniruie 

senual fuactlon have thwarted research on wœen i n  this area 

(I)orer, 1986; Mplm De-Hour, 1978; rtaetrogiacao e t  al., 1984; 

Scbwer & Jensen, 1988; Stupak Shah, 1991) . norit studies on 

hmoàlalysis patiemts have focued prlmarily on mm rather than on 

m e n  ( B i n i k  & nah, 1994; Carpese & Liu, 1990; Kaplan De-Nour, 

1978; S c h c m r  & Jensen, 1988), 8xp10ring the cause8 of mente s m a l  

dyrfunction, changes i n  thsir semaal respon8e and behaviour, and 

enhancement of their petsfomance. information about the semai 

functlon and sexual satisfaction of rinlmen was rrcattered tkoughout 

the Iftesature and lnvolved -acting data from a range of 

studies . 
The changes in s s x w l  functlon met often experienced by m e n  

include: (a) a declificr in the frequency of sexual intercouse; (b) 

a dbcrease in b u m l  libido, des-, o r  urge; (c) a decrease in 

orgamlc ability ( r m y ,  1973; Waetragiaccmo e t  al. , 1984; Raz- 

at  al., 1990) ; (d) and lessened semai satisfscUon (Alleyne e t  

al., 1990; Golden e t  al., 1978; 1nitnr & Gray, 1981). Levy reportecl 

that 25% of wown experienœd a dic~eaae in runial function 

followlnq the initiation of diAlyrrfe, and Di Paolo et al. (1990) 
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found that mwn' 8 aexual function detclînd slgnîficantly 

(p.<0.6078) after starting dialysis. In Wilde et a L t s  (1996) etudy 

76% of participsnta Identifid a decline in sexudl frequency once 

starting dialy8ls tharapy, and 65% considered their s e x w l  

re la t io~bip  diaeatiefying. #kwV81:, the authors did not provide 

data specific to men. 

Mastrogiacœo et  al. ' e ( 1984) etuây of 99 Itaïian waea f ound 

that  varan on dialyaîs exhibitecl more sexwl  dyafunction than age- 

matched hemïthy womn. Slailarly, JBWiSh maen on hemoclialysis and 

continuou aibulatory peritoneaï dialyeie experie~nced leas irequent 

intercourse (p. <0.004) , les8 deaire for intercourse (p, <O. OS) , 
ahorter lrngth of foreplay (p.<0.01), and mm telrietance to the- 

partners' atteipts to initiate Intercourse (p.cO.001) than a group 

of wuried, a r i i i a r  aged healthy JBWiSh woien iree of gynecological 

disearie (Ro~~t l ld i l l  et al., 1990). T t  Fs unknm, how8ver, whethar or 

not therie changes %mm in iact probletmatic for ii~iien beeause the 

flndings are liriited t o  quantitative changes repoted by wonien 

mther than thsir daeclriptlons of  the meaning of the changes. 

While in-depth descriptionrr about the significance of changes 

in aexual functlon have not bwn undestaken, there i e  sae evidenca 

that wasn attribute variou factors to the changes tbey 

upsrienœ. In RIckW (1987) descriptive atuây, 35% of ~nrren 

belirwid the aida effcts of thair .Bdications decrarriati their 

sexual activity. Other woiien cl- that mciîcations caueed 

changes în vagirial lubrication and 0-c difficultiea (Rich, 

1987). In Brim at al28 (1978) study, w#n reported a 1066 of 



e n a m ,  dlalysis accese devicea, and a lack of opportunity or 

epontmelty M reaaona for decreamd sexual activity. 

The ralationehipe btmm semai  dpfunction and variou blood 

homonal levels representa a aizeable area of research. Researchers 

have e%;rained the aseociation between hormone levels and semai  

dysfunctlon (LCaetrogiacano et  al., 1984; Rozaman et al., 1990; 

T w r l a ~  et al., 19973, the deterioration of 8exua.l function i n  

isonen as it relates to erythropoietin, hematocrit and various 

homonaï changea (Di Paolo et  aï., 1990), and the effect of 

broiocriptlne treataenta (mipan e t  aï. , 1983 ) anû use of epoetin 

alfa (Schaef er, Kokot, Wcunze, Gelges, & Heidland, 1989) on eexual 

function and prolactin levele. 

Rozenii~ et al. '8 (1990) findînge mvealed no relatioaship 

ktwaen elevated pasathosxme l ewla  and ramai dysfunction. 

nastrogiacomo et al. ( 1984) and üeizmh et al. ( 1983) found an 

a880Ciatlon between high prolactin levas and se& ctysfunction in 

wown on h-yeis. Yet D i  Paolo a t  al. (1990) reported that 

ue%uaï functlon wrsened in patients independant of a further 108s 

of renal fmction, &op in h a a t o c ~ l t ,  and any relationsbip to  

hormonl changea studied. Band on aoie resarcbersr coricluding 

study r u r n t r ,  thare iS season to believe that the ansuers to 

eexual dyefunction do not lie in bload horional leveüe abne (Di 

Pm10 et al., 199ô; th- e t  al., 19831, if at ail (Toorians e t  

ai., 1997). 

Baud on biochemkal and rrlf-report data, aa mil am 

prrycbophysioloqical data h g . ,  e t i i u l i ,  genitaï and aubjectîwe 



nasuras) in four diffstuit groupa of patiente (berodialyef ri, 

peritoneal dfalysir , transplant and rhe-toid arthritls ) that vere 

will lng to  unchgo tâe as#e8iwnt, Taxiana e t  al. (1997) reported 

tbst chronic renal âiaease and biochemical or endocrine variables 

failed to explain the peeeence of 88XUa1 (dy.)hinction in patients. 

Hoil~ever, the authora al80 doammted that anaiyais of blocbrical 

or endocrine data uas pn~osely a i t t e d  on women due to  the absence 

of elgnificant flndings in data frai .ale patients that wate 

stuclied (Toorians  et al . ,  1997). 

Studies hawa emphasized the incidence of specific aexual, 

dyrfunctions in w#isn but have paid little attention to the 

findinpr related to vaen reporthg either no change or soae 

iiiprcwamt in t h a i t  ruual function einca starting dîalyeiil 

therapy. For example, Rîckue (1987) found that 50% of men  noted 

no change in  the* senual activity . levy ( 1973) found that a total 

of 61.3% of hie participant8, which included waea, denird any 

aesgence of problm, w e m  usure of any probleio, or failed to 

aaswr the question. SiiFlarïy the 8 M i a l  changes enperlenced by 

single, widamd, and divorced wma were selch examlned or 

espanded upon, despite the fact that the contut of singlenerr 

raire8 diffamat &suse for patients (Streltzat, 1981). 

There ir oaly a limited unâerstanding of uhat it mana for 

patienta on dirrlysla t o  k ruually aatlafiad or diiratirfied. 

Studies focushg only on semai  functlon MY not add uch t o  thîa 

uader8tanding. Scbnarcb (1991) point8 out that a m m l  functlooiaq 

doma not nicusarily  te poritiwaïy w i t h  wual ratîsfactlon 
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(as c i t d  in Keysto~et 8 Itafflto, 1992). In one study, patiente 

rankeui runtal satisfaction and the importance of the- s n i a l  life 

M lou, altbough P u m u  and Powers (1993) dld not examine gmder 

differencer or wommt a account of the* ranlriags . W d e  et  aï . 
(19%) nota rigni.€Icatlt telationahipa between esnial satisfaction 

and the varlablea of partne eatiafaction, arousal, occurrence of 

orgam0 and acœptance of m e r s t  advances, but the authore did 

not desaibe findinge specific to waen. ~borewer, mbjects wbo 

wese satiified with th& aexual relationship were more phyaically 

active, worked rate hours perr week, experienced lesa change in  

t & e h  prwioou intiracy patteme, had high levels of mutual 

affection, were rore satisfied with lue, and ansidered the- 

pr-t and future life and health statu higim compared to 

àîrsatisfied subjects ( U d e  et aï., 1996). mtner a d  Gray (1981) 

reportad that the majority of patients ware les8 aatiefied w i t h  

the- se& lives capared to the t h e  when they m e  well, 

Patienta reported that a 108s of intarest in  sert and reduced 

ability to perfom eexually wese two factors that negatively 

affected mir ratisfaction with the* sexuaî lives. otber studies 

bave siiply reporteci that patientri on hrodialyeîn amperienced l e a s  

rrruwl satisfaction thrui patiente on other renal indrilitleri (Morris 

& Jones, 1989; mithny & Itrrch, 1991; Sr- & Abresa, 1990) without 

providin~ any furmer analysl8* 

T h u e  is r-n to halieve that dialysir trrat'iPnt8 impact 

uniqridly on ths a m m l  UV@# of rm#n. Rozpprn et al. (199û) found 

that, iihile all uaœn l n  the stuây had e%pulamd both 
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hemdialysis  and perltonad diaïysis trmtaenta at one tire or 

another, 3û% of wown expremsed no trea-t preference in relation 

to the* e m m ï  lives, 55% pref8trsd b8510dialyals to peritond 

dialysla in texw of their sexual lue,  and 15% preferred 

peritoneal dialysle o v u  hœoàiaïyuls, Hwever, the r888on(e) for 

wd#nt i ttmtnnt preference in regard to the* sexuaî l i v e s  and, 

aa -11, the impact and manhg of treatmnt preferences for wooien 

waa not empandeci on. 

It is cl- frcm the literature that the emrgence of changes 

in faaïe ruml fuctlon while on hemodialyais are niltifactorial, 

Nghly Incîivldual, and d f f f l d t  t o  preàict. Thus, it rPlain8 

difficult to asclsrtain, n...the relative strength of the 

conWibution which each factor rakes alone and in concert with 

oth.re to produa irpaired capacity for Bexual functioningm (Golden 

et  al. , 1978, p. 879 ) , As 1s eviderrt , studies have focused on 

biophyslcal factors and the physical manifestations aseociated w i t h  

the frlale sental respome cycle and minliized understanding of 

woœnts axperiencm of changea in semiaï function or dysfunction. Ae 

Steele et al. ( 1976) write, dyefwctlon ". . .mut be v i d  in 

relation to...owuall adjustient t o  illnns8 and the quality of 

intexperaaal relaticruhigiN (p.921). In a riiilar min, Dailey 

(1998) wams that failura to acùùess prob11 in the area of eexual 

fuactioning beyand the raari of phyriological issues sisply 

pzovichs "the Hed b d  for continuad struggles in the sexwl bond 

and i n  the relationlihip in g m r l w  (p .82) . 
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Psycboiodal-0f-W 

Changea in  ~exual iunction have hem dascribeci M str~d0iuî 

for patiente on heaodiaïysis . Fuchs and Schreiber ( 1988) and Kline 

et alal. (1985) found that rtudy participante, of vhci -et half 

m e  wcmn, ranked deczeased libido and changes in semal function 

a8 a significant source of rtresa. Vhile LaUgue, dependemcy on 

others, sleeping dleturbances, and decreased social functlon were 

identifid a8 othes notable stressors for patients (Gurklis & 

Uenke, 1988; Fuchs & Schreibetr, 1988), the relatlonehip und impact 

of therre stressors to changes l n  sexual function was not examined. 

As no studles wese fouad that focused on the impact of concurrent 

changee on the liver of wcwn, i t  is unknown to what degree eexual 

stressors arise frcm, or inf1uence the developrent of other 

r t r e u ~ u o  or changeu related to scunial ~ 1 1 - b e i a g .  

Womn on hemodialyals experlence concurrent changes in aspects 

of l ifr that a b r a a  notion8 of body-image, aelf-concept and self- 

esteem. Accotding to Wthny and Rsch ( 1991) , u a e n  have more 

difficulty than ren with changea in their physical appearance. Hair 

thhning and/or 1088, chsages l n  texture of skin, hair, and n a i l s ,  

and los6 of macle maas are not oalytririndeis o f  11lne88 but al80 

are drfrieizing and difficuït to camouflage. Uthough dialys18 

acceas siter, susgicaï maasring, and wslght gain m a  m s t  

diaturbinq to  wwn, thay perceived thair 8pwmil a8 king mat 

troubled by tho pmwenœ of scars and walght gains (Ri-, 1987). 

Puthmore, in o v u  two thitdi of vowa rtudid (lî=34), physical 

changes caurrA tha  t o  abtain frai ammi emperhncea (Uckus, 



1 Resratch on tb0 relationahipa betmen pharracology and 

f d r  Mxual function ia spasse (Schover & Jemen, 1988) ; how8ves 

in an earlle~r report, WO.M on dialysle blamd the miiculiaizing 

affects of anabolic iteroiàs for their dysfunction ae the etaoids 

accentwted body Image changes and further -shed the wam9 

eense o f  feiininîty (Golden e t  al., 1978). 

Cormidering the emphasia society place8 on physical 

appetarmce, it L plausible that changea in body image might foater 

changer in eelf-concept and seif-esteem. Galpin ( 1992) stated that . 
wPatients [on àialyiie]...experience disintegration of their forier 

self-Imager without the simultane~ow devalopment of equally valued 

n w  oneV (p .  21) . Aïleme et al. ( 1989) reported signif icant 

differencee betwwn haodialyaia patients8 aelf-Image before 

illness in mmparîson to after starting heiodialysir (p.<0.001). 

Hlott (1976) notai that vaen on heaodialysia exhibited louer 

lewls of se l f -eatea  than their .ale counterparts. The meaning of 

thue changea for uoien hava wt yet beetn studied. 

While higb lewels of frlily adjustment and satisfaction have 

been f m d  l n  hemâialyair patienta ( P ~ a n s  & Powers, 1993; Mithny 

a Koch, 1991; Rickw, 1987), other etudiu have doamen-d 

iipaicmt and dirruption of f a i l y  huictioning (Kaplan De--, 

1982; Simon8 & Abrerr, 1990). In particulas, Chwanec and B W  

(1989) faind iot. Warn t h ~  Wn irraif68td m b l m  vith -ital 

role ittain. 

mplm m-rourR8 (1982) itudy o f  102 Javirh patients on 

h W y s I 8  famd that warii ..pitiencd mm difflCUIty than wa 
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adjwting t o  aocial, vocational, v tic and peychologicaï dœains 

of life, urpacially ln  the latter tin, arma. Riclnis (1987) noted 

that 32% of wmen mported eenaing reem-t frœ the* husbands 

b u s e  of th0 changes illnesi =de t o  their roles and personal 

liveri. The iiiplications of thia finding for women, hwver ,  were 

nat alabaxateci on by Rickus. 

sspsoaPcti~ upecta of Ssniality 

Knawledge of the relationships betwwn fpulle gonadal 

abnorialities and sexusl dysfuaction raaain8 l irited and 

contrwersiaï at th- tiie (Ca8pese & Liu, 1990; Flnkelriteln & 

FinkeIatein, 1981; Schover P Jemen, 1988). Nonetheless, chronic 

renal failure and herodialysis undoubtably contribute to abnormal 

ovarian, mnstxual, and reproductive function, anâ i n  soie cases 

cause tbese functions to coase. It is unusual for w m n  on 

hemdîalysis to have normal ienstrual fwctlon and aven mer for 

tlm to conceive, even though th- are docipented cases of 

iuccusful pregnancy and b i t t b  (Barri, Aî-Rirayh, Qunibi, & Rahman, 

1991; Hou, 1994). Honethelesa, recent studies have reportad 

pregnancy rates of 1.5% (Hou, 19941, 5. û% (Holley, Schmidt, Bender, 

Dumîes, & Schiff, 1997) and 7 .O% (Ude e t  al., 1996) gong w a w ~  

on diialy8ie. Uckur (1987) reportad that riore than Sû% of iF#en on 

hPiHdidlyai. exporirncd mrly mnopause. daw tmem axprmmâ 

ruultlng ln a pniattm 106s of the abfflty to bar cbildren, as 

well a6 a 1088 of tha i r  wwhmd (Rickur, 1987). 



As L. i.avid.nt fmi the literatur. rsview, th. mjority of 

itimdiea wara ducrlptlve and bad underpinnings in the b i a e d i c a l  

reductionistic mdeü of seniality. Thw, nich of what is k n m  

about uoiai on brodialy i i r  and aentality redater mrtly to one 

mprct of osntallty (a.((. , the extent of wmWi sezual activîty 

and changea in thair remai reagonses before and af- starting 

dialyL). Yhile t h i o  approach provideil information on the k i n b  of 

changea ucmm acountor in the- se& responsea, eexuaî function 

bas been decont8Xtuaïized or ieolated fra the whole con- of 

waui'e ia%uaï llvw becausa the toplc bas been studied f r a  the 

pr8pecti~e of the nwiircher and not warn. Clearly, what l a  

iiesing f r a  thia body of literature is amderstanding of the h m  

expeulence aeeaciated w i t h  these changes and, for that iiatter, 

0 t h ~  aspectn of rexuality. By conceptualizing sexuaîity mre 

bmaàly and studying wmen'r pesapective~ of th& sentality ln view 

of the whola conturt of the* lives, the maning of nicb changea 

i ight  h.lp to clariry rar of the caplex relatioarrhipe htween 

hrradialysis anci variou8 aapecta of sexuality, including 8exual 

fmctlon . 
~ o f - s o p d y  

ma r u  of thb ~ t w  WU t~ m 
-9lI~8 alld WCt of h r o d i d y i r h  Oii f u  8-ty fra th0 

#nglcUvu o f  uowa undsrgohg r a i t h e  heiodialyair for a rioini. 

of ale y.o. bploriag th. e4mrîmc88 of wown uar expacted t o  

o o n t r ~ t 8  to oltt tmder8tandîng of the mxual ibmu which wien 
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living vith chronlc illnee8 appmîse as Important. Such aa apgroach 

n y  lead to the suggeatlon of nuraing approach8s which MY be mm 

effective in  n e t h g  the sexual health care needs of -811 on 

-rlurtinn 

The mnareb question guiding th la  etudy ia : ühat are wam' s 

experiance#, thoughtr, and fgelinga conceming the- sexuality 

wbile they are living with heiodialysie? Tha study w u  undertaken 

on the asaumption that the experience of heiodialyeii ray have an 

impact on WOYUI'S e%perience of aexuality and that they w l l 1  be 

willing and able ta ar t laahte  the- experiences. 



Th0 mthodology choren for t h U  rtudy inaii qualitative. 

QuaUtative deaignr reek to "docu*at and interpret as ftUy as 

porribl. the totality of rrbitever ir k ing  atudied i n  particuîar 

contexta. . . . (Ledninga, 1905, p. 5 ) . This study rought t o  gain a 

bûttm ~nduimding of the i m i t y  of on h m y 8 i  by 

glving th= an oppportunity to share their perception8 of how 

hemxlhlysir hm affect& their sexuality. A quslltative design waa 

conridered an i d e a l  approach to aâdress the reaearch question of 

t h i ~  rtudy becauici i t  provides the remarcher with accese to  the 

rp i t i ca l  wrld f t a  the perspective of the waen. 

T b  giialltauw apprmch 

A qualitative approach provides accese to the study of human 

beîngr and their bahaviour in a way that i. different i r a  the 

traclitional quantitative rcientif ic approach. itnowldge o f  human 

phmaana maidu in the lived erperience and particulair 

circu~tancea of indiviàialr  and the- int81ip~etation of that 

expeximce (Polit 81 Murgler, 1993) . Thus, The. . . re8earcher 

[ i t r iver  1 to understand the. . . ntbjactive perspective of the person 

uha has the aparience and tha affect that perspective ha8 on the 

livecl experium or behavlour of that indfvidualw (Morris, 1977; a8 

cltrd ln -, 1983, p.50). Himan king8 axe gtuclied in  context, 

"as lt 18 only th- that what a person vaîues and fin& 

81Qaificant ir vi8ihlen (Iloaud, 1989, p. 46) . ?or theae ma8ons, a 
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qualitative appmach pr0vid.d an appropriata aeani to qatheu rich 

dercriptionr fni. wowui about the ways in which king on 

haodiaiy811 had hd an iiipact on the* experience of sexuaïity in  

the whole con- of their liveo. 

Ta goal of  Qualitative research ia to campmahend the 

ezperiencu of the p.rroni beîng rtudled, and ".. .interptet 

[phenamal in t e m ~  of the isaning people king to thetmm (&min & 

Lincoln, 1995, p. 2) . Et is through the mediu~ of  language that the 

ruaarcher kpinr to underatand the meaning that a particuïar lived 

-1-a hiui for individual8 (GIO~QI, 1975). uain(l the inductive 

mthod, the niearcher analyzea the &ta l n  an a t t e g t  to arrive at 

an understandhg of the experince whlch the participanti find 

accurate. 

The role of the remarcher i.8 to facilitate the interview 

vhile listonhg h m l y  to the participante1 deecriptio~ . The 

researcher should attmpt to maintain the %atural epontaneity" of 

the 8xp81cImce aa told by the participanta (Jas-, 1994). 

Wuearchem auit rmembar that wpatUcipanfa are the author8 of 

theh bio~rrrphier ~d -i811~~8" (nunha ,  1988, p.23). 

srgh a d  mtting 
T!m ample conairtacl of tan w a e n  on hmodhïy8ie in  four 

dialy8i.a facilitlu located in the C i t y  of Tosonto. The ciettings 

included tkœ taacUng h ~ ~ p i t a l e  and one eelf-care dialyris unit. 

tkcaus0 tk 1:og8a2cbr has a clinical practiœ vith naal dialmis 

patients, micipantr u u e  aelected only fia settîngs unfrliliar 

to the researcber to avaid tàe tbraat o f  remarcher biua (muhall & 



O u ,  1986). 

nppxmch to Potaltial -ta 

Data gathuing procedur- -ce+û once ethical apprwal was 

obtalnd frai the Office of Reeetarch ~ w r r  (ORS) a t  the 

Univaalty of Toronto f r a  the Reeearch Mvisosy C l i t t e e s  of 

the agencfer fror %hl& the participante were ehoaen. The llurse 

Mamqer or delegate of each ciialysis mit assisted in ldentifying 

prospective participants for the 8tudy (Appendix A) and made the 

initial -ch to tha (Appendix B). Thoee mtlents who were 

lntareeted in haring riore about the study m e  then contacted by 

the rrmch81: by talaphone. The remarchec provideci the potential 

participanta with an oraî description of the study (Appenix C) and 

anmmred aay question8 raioad by the w#en. If individu al^ 

expxeased întmerit in participating in the study, an interview was 

arrangecl, at aich tire writtun consent was obtained (Appenix D). 

Oal%rsum of Data 

Data wara qathard thrwgh in-depth, wistzluctured, face-to- 

f a a  interviews, whicb were recorded on audlotape. Deiiographic data 

umm ob+ninoâ pria to  brqhnîng the tape recorded session 

(Appendirr E l  . 
The intimim (Appendix P) beqan with a broad, open-ended 

quution 80 that tha paxticîpanta tmre at liberty t o  âlscuscl what 

thy tecognized to k hportmt in their urprrience wîth the 

phanaamn. Rir intandm began with the question: "In thinking 

abait auniallty, pham t ry to dascribe to m, in a$ nich datail as 

poiribla, uht y w r  aspuîonœ o f  iemaUty ha8 bem lîh since 
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mcaivlng hsiodialysls. 1 would llùe yw to  ahare all the 

~xp~1:ienca, thoughts, inrighti, and feelings you have, ai fuïly as 

posaibla, untîl yw hava nothing mre to Bay about ciemuaîlty. Them 

are no right or wmng answ8ri. 1 am iatereated in knuwing aôout 

what yoor ucpetimce has b a n  1 U e  for you a8 a wœan on 

hemodialyeisa. 

Once the participant had a n m e d  thia broad question fully, 

the reaearchm then cuked a amies of probing questione. T h h  w a ~  

done bacaue of the roseasChePa belief that m e n  iight de scribe^ 

aruuallty m a w l y  and thus reflect on the- experlace o f  

aexuallty only in tem~ of eexual fuilctlon and sexual relations. 

Tlau, ümae nulmequent queutions focusecl on the topicr of body 

-8, aalf-concept , ~lf-estem, intfiate relationrhip, family and 

urcial relatio~bipr, and car- anâ/or eaploymnt. Howevetr, as 

s a e  wmem emperienced confuion about the ralationship betvsen 

aexriality and l o y œ n t ,  of sexuality and faiily or social 

telatlonahipe, the reaearchetr elrrinated the t o m  ~eexualltyl in 

the above uvier of queatio~ w i t h  soie wumem. 

Follawlng th- series of topic queetlon8, the researcher 

admâ, "Out o f  al1 the changea that you have described to nie what 

hm been th. mort difficult for you mage or dsal vith and whyn?, 

and the frirri w t i o n ,  "II there anythhg thut you wuîd 1Ue to 

add or daborate on from the interview*? 

A 8- intarviaw occurred f011mhg the tranecribing of the 

first întawîw and withîn efgbt to tWve uwks of the initial 

iatavîw. Rtring th ucond intomLw a q e n u l m m a z y  of the 
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f i n t  interview waa ahared with the participants. Participants m e  

uùed to provide feedîmck regardhg the ritraty to help validate 

the ra8aarcber'r împmriione of the inltidl interview. mie 

participants wu0 (LSlted: (a) "Do you fael that iy sumary of our 

Intamiou accurately dmc1:iber your eutgmriacerw?; (b) ItIs thare 

any part of your e%pesience that you feel wa8 not cavered in thîs 

niaryw?; ( c )  "18 th.te any part of thi8 nicuy which eurprised 

you because it did not reflect ywr e x p r i e n ~ e ~ ~ ?  and; (d) 'Tir tbani 

anything that wa did m t  âircwr that you feal î a  part of yw 

upuience wlth rremaality slncs king on hmodiaïyais~? 

AU pertinrnt ~ a i o a i  and obiiewatio~ regarding the 

nrearchar's relatioarhip to waan and the participanta' non-verbal 

body language and rmactio~ to W c u l a r  queationr during the 

interviewa wmre recorded f011OWijl~ each interview. 

mtbd of Data aMlgsi8 

The data conririted of interviewe, which w e  transcribad 

verbatlm, and infoxntion fr# the researcherls f ie ld notes. These 

f i e l d  notw containml information about the investigatort r 

împression of thm intezvîew serslon and the waamlr responser to 

the I n t B Z V i ~  qU98tioM. Au identifying -8 m e  rroved fral 

the tranicriptr and a code n r i k t  vas aerigneâ to each participant. 

Tzanraipta wiir then anaîyzed uing a mthod rîmîïar to Giorgi's 

(1975) p8ychologicaî p&aamological wthod. 

During the cinrlyria the resoarcher ttid to raisin N l y  open 

to th. data by bracketing out any LiMwn Infomation and 

pnconceptions about th8 phenonnon. Speig.Ikrg' r (1976) 
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opaatlonaï ~roce8ies o f  intuitlng, analyzibg, and dsrcribing were 

utliizeâ tbtoughout the analysia (CU clted in  nunball & oiîm, 

1986). 

Ih. f i ra t  stop involV8d the tms84~1chac famiîlrizing hereelf 

with the data by muîing and ro-reading the N1 naîve description 

(intuvins tranacript) to grasp a renie of i t 8  whole and reading 

the f i e l d  nota! for mch participant. The notes provided assistance 

in remaberhg what had hppem.d durlng the intesvieus e g  , a 

context for the and thus were not included in the data 

analysir directly) . During the second itep,  the verbatim interview 

transcripts v u e  re-read vith the purpose of idemtifyîng d is t inc t  

topics and caioaalitiea cnong the intrrviowr. Each content topic 

wam icbntlfied and mrked in each verbath  tranacript. 

rsubsrquently, the phrare8 or sentences fmm all participants 

teflective of a putinilat topic w e m  gathereû and written together 

on a eingla page of p8p.t. For rxaaple, any of the phraseil or 

imtenco8 concerning the topic of physical act of intercourse were 

wcitten togethes, no matter when the participants ehated th= 

durhg the înt.rvi.wr. The t.nilting U t  of topics prwided a 

ditact reilaction o f  vhat the waien in thfr 8tudy rhared during the 

intarview* 

During the tb i td  rtep, the nrurch.r refînaad the topic liat 

with tha intant of iâmtîfyhg and refining contant categorier. The 

contuat categorira wmre not prdafinoû but remîted fmm tevlewhg 

th topic lirt gamated in stap two of the uulysis, the &ta 

un* each topic, rnd grouping relatod or 8i i i l . r  tapic areas. For 
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-18, the topici of phyrlcaï act of intarcourse and &sire for 

8acuaï intercousai. wite gz0up.d un* phyrlcal a u u a l  activity. 

nii. vork wu collphted by qatherîng the data for each relateci 

topic together mmually on one large stxolled page of paper. 

Category labela wsrr 181ected to reflect the nature of the priiary 

content cantained within the grouped topic data. Those content 

categoriu U t  relataci to the reaearch focus (smmïity) ware 

eeparated i r a  those that were not. 

The final itep inwlved re-checking the content categories 

agaimt thi original dota to utabl ish tbat the categories 

e%hartiv*ly reflect the to ta l i ty  o f  the wumen's ~ l e n c e r  

conaming eexwllty and heiiodialysis. The presentation of data 

w i l l  zeflect the range of Idelis captureci under the content 

cat8gorias . 
mmodo1ogia ~igarr 

The importance of raintaining rigour i n  qualitative studies 

cannot bs wuitated. Qualitative rtudiea mmt rtrive t o  errtablieh 

a hlgh 1-1 of mthoâologlcaï rigour in ordei: that the reeulte 

generated by aich ntudies u l l l  lm tnutworthy and accurate. The 

mrlt of qualitativa otudlm is judged by the extent to which they 

adcirese and net the procine ewaluation critaria -ch are 

88tabliihed by the 1~i001tific caiunity. 

To achiove rigour durlng ail phase8 of the reaearch proceas, 

tbi m8earchu aâdruaad notion$ of internai and extornal vaiiâîty, 

mirrhility and objectlvlty ar Qtined by th. four qualltatlw 

avaluatioa critaria outlirrl by S4Pdel~~l lIt i  (1986): creâlbfflty, 
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f ittingnesr [or tranrferability 1, auditability, and conf imability. 

Credibility is the masure ogainst which the tnith value o f  a 

qualitative stuùy i a  waluatrd. Truth value i e  nsubject-oriented 

rathm than reeearch81:-definetlm (Sandelawaki, 1986) becauae an 

understaiding of the phanammon begins and ends w l t h  the concrete 

llwd expeuAmce and descriptions given fm the participant1 s 

~rpe~ctlve (Van Uanen, 1990, p. 36) . Cor thiii seaion, participante 

anâ the* narratives are one of the mat funchmental sources of 

credible data. 

The vividneaa and faithfulnms of the dascriptIone and 

intarprmtatlone preieakd i n  the stuây constitute the mea8ure of 

credibility. The test for credibility is nt if; (a) those who have 

had the experienœ are able to recognize and ver* the* own 

deimcriptlons aa tnie (Sandelawirùi, 1988) and; (b) if . . [othor 

rarvbrn or t888arch8~.8], adopting the samet v i ~ w p o i n t  as artiailated 

by the researcher , cm al80 see what [the J reiba~cher [mes] , 
whethar or not (tlmy] agree with itn (Giorgi, 1975, p. 96) . 

Threats to credibility m e  ainirized by seeking enpart 

oonee~sual validation f+am the abtisor weraeeing the study. As 

mil, the procese of having participants rwiew siiraries before 

the second int.rViw =ta the influence of researcher bias on 

there interpretations . 
A strategy that ascristed in reduciag remearcbe+ biai  wae the 

production of field notu -ch âoammted the ruearcher's 

relationahlp to the patimta as mlî M the data. By doing tMa, 

th4 ruoarcher bacana auam of Imr a m  role in the whole reeearch 
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pmour (Kahn, 1993). Thii technique deait  vith the concem tbat 

the resemAmr iiight Ngo nativew, ieruiing that her involvement with 

the particlpanta bscaws 80 profound that she ia unable to 

dietinQuish the pacticipantet eupadmcer fra  her ani (MCIL, 

1993) . 
Bracketing al60 u e d  to enhance credibllity. The 

neauarcher conaciauly bradceted out or set asasid. preconceptions, 

kliefs, or 8uspicions reqarding the p h u ~ m o n  under rtuûy. Thie 

activîty he1p.d the rasearcher t o  graap what truly -ed f r a  

the data duriag coLLecUon and analysir. 

Thme variou techniques emplomd by the reii~(~~chau, while 

aimed at addrerriag slightly different concems, al80 perforied one 

ca#a function. They a c t d  as wanchorrw to help the reiiearcher 

-tain a balance betwieen heu personal relatlonship wfth the 

participanta and the need to remin unprejuâiced and Upartiai. 

Flttingnesa 1s the crlte~lon used to evaluate the studyts 

range of applicability. The test for fittingnesi in qualitative 

studiea ir not 80 nich whethu th. findinga can be gewralized to  

o t h a  popuiationa but ta thu whether the data are mffici8ntly 

deacrlptive and detaiied 80 that the readem can detemin43 whether 

or not t&a finàinga apply to other contexta outelch the etudy 

paramtesa (Polit & Hmglor, 1993). Sandelawdki (1986) explains, "A 

rtidy nata the cr i tu ion  of  fittingnasa whm itr finding~ can 

Vit' into cmterta aitride the rtudy situation and whm itr 

audimm vim it. fiading~r ar œanhQhrl ancl applicable in tema 

of thel& am exporîencmR (p.32). 
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T h  critarion of auditability was attmded to by conciridy 

dacirisnting the aequence of events which occur during the study, 

thrirby lemhg a cl= *decisian t t aW which can b6 ea8ily 

follawed by a ~~~~. The final aiterion of conf iraability 

cabines a U  of thr above criteria. Confiraiability 11s aecured when 

cxetdlbfflty, auditability and fittingnees are eatablished 

(84indelow8ki, 1986). Qualitative teseurch values aubjectivity both 

i n  the remarcher's relationshlp to the participant8 as WU, M the 

p a r t i c l p ~ t s ~  interpratatlon of the- awn experiencee. 

Confirrability, however, 1s c o n m e d  with the neutrality of the 

data bmcauoe it is esaential that independent revlewers, when 

interpreting the àata, be able t o  arrive at a conseneus about that 

&ta's --Uning or rolevance (Polit & Muigler, 1993). In 0th- 

mrde, the reviewers should be able to follaJ the rerearcher's 

trril of logic, beg- with t h  question fomated,  going nent 

to the data collected, and finally ~ ~ ~ i v î n g  at  comparable analyeie 

of that data. 

Th. resetarch81c will achîeve cmfiriisbiïity by deictibiag the 

kînd of evldœ~co a e d  upon, the techniques w d  when collecting 

th. &ta, and th. mthod of 8nalyri.a urad whm intespmting the 

data (Sanchïowmki, 1986). 
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Data were collectecl over a five ionth petiod frai Au~ust, 1997 

to Jrmiary, 1998. The r g l e  wu8 accnud through dialysIr unit8 in 

three mtrapolitan teaching hospitale and one aelf-care dialysis 

unit in tàa City of TOront0. T b  total n e  of woma acreend for 

this study by the nurie managers ia not known. muever, of  the 17 

I t n a ~ ~  potentuhl participants referred to the ces861:cher for mis 
study, two did not met the study's inclusion criteria (Appenâix 

A ) ,  the rememrchor faîïld to .alte contact wlth one uoian, and four 

wmm declhoci to participate. Thus, the data fn this study m e  

m t e d  by ten wmen, who provideci tw intemimm each. 

Charactarirt ic#ofthe~IntbeStPdy 

T& tan u a e n  in the rtuày had been treated with h d a î y s i e  

for a minimm of one year as a reeult of cbronic rriIial failure. 

F i v a  w#.n rangad betuean 20 and 45 y-s of age, four were between 

16-75 years old and one was 76 years old. A t  the tiie of the f i r s t  

intemieu, f ive  mmm uare msried, one was in a stable cœmon-law 

telatiomhip, one waa diwrced and üuee w e m  single. Although one 

single mman liveâ with h a  partner at the tim of the first 

intemi-, they uere no longer living toge~tber at the the of the 

seconcl intenriw. Threa m e n  had caripleted high echool and one 

w a ~ ~  had coripleted grade ten in addition to eoae other courses. 

Threa waen mch had either attended or capleted college or 

univweity. Ths lemgth of tîm wa4n were on d l a l y s i s  ranged 

betvrui OM ami eight y.an, with a iaan of 4.1 years. A sumary of 



the damogmphic infozmatlon of the wmem m a r e  i n  Table 1. 

Tb8 expertence o f  three woœn waa l h i t e d  t o  in-centre 

h8110dialysir. AU other waen had had previow -1encs with a 

cabination of self-cm ciîaïysii, h m  or hospital peritoneal 

dialys18 in addition to their in-centre h81110dialy.i~. Three m e n  

had recaived previous kidney transplants. In addition to wing many 

prercribed mdîcationi, al1 w#n m e  teceiving rectmbinant human 

srythropoietin (R-Mil(PO). Aleo, fout m e n  -0 known to  k taking 

predaisone and tkee womn m e  on horione replacement therapy. O f  

the nine vara that fully capleted the deaoptaphic data eheet, it 

was natd that 7 waen were taking at hast one antl-hypertenaive 

medication. 

The length of t h e  requîred for i n i t i a l  IntBLVIews ranged 

betwmm 45 and 120 minutee, Pive initiaî conversations were carried 

out at the participantf s house and the rpliriining five -en chose 

to conâuct the initial interviews foilowing the* dialyaia 

treatment in a private office at the s i t e  of wheiee they 

received the* health care, The second i n t d e w s  occurred between 

eight and t a v e  uedm fo l lwing the initial Interviews and m e  

carrird ait rithoz at the participant's house (1F2), 

poat-dialysis in a private office at the treatient rite (B=5), or 

uhile undergoing herodialysir (11=3) . Second sessions averagd 30 

iinutes in lmgth and vrte also tape recorded. 

Th- were feu, i f  any, technical or nursing care 

lntemaptions wbile carrying out converrationa wïth the three wmen 

who win interpieuad whîle thry u n m t  dialysis. Irsuem relateci 



Table 1. 

Age Range 

( yrs 1 

-- 

Educat ion 

Level 

narital 

Statua 

Marrled College 

University 

Single High school 

Single High school 

Married College 

High school 

Single College 

Married University 

Married University 

* The aamea o f  the participants are fictitious. 
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t o  confidentiality wera addrerred befomhund vith the charge nurie 

and the intervîetm m e  submquently carried out in  a ptivate r o a  

or i n  a quiet corner of  the dialysL unit out of the hearlng of 

oth81: patients. 

m D ~ o f ~ m ~ y s l 8 a n d ~ t y  

Uhîïe ths intemlew queetions directed the wtmn to  reflect on 

the& experiencerr related t o  aexuaiity, i n  actuality they ipoke 

more brozdly about mir illneris, about dialysie as a treataent, 

about iiuiy o t h a  aspect0 o f  l i f a  with which they contended, as welï 

cu about seniality. In fact, tbeir ccments about aexuality 

raprerient a relatively airrll part of the interview data. The 

broder reiponsu prwided a context which hdps  the reader 

undrrstmd more fully there woaen's expeulence of 8aml i ty  since 

king on dirrlyaig* 

The reaulta of the data ancilysla are preaented in tu0 

ractioar: (1) FincUng8 related to eexuality, and (II) O t h e  

f indinpi. The findlngs related to  iiexuaiity faU into three 

catagoriea: a) Phyilicaï ruual activity, b) Ralationihip factors, 

C )  Body i.aqe/self con-pt/aUf estapi. Each categozy will k 

dssaibed and illustsateb with excerpte fia interviews. The 

u c U o n  on 'othes finciingr' comlsts of data obtaind f r a  waen 

aboot the iiportance o f  hemlth csrs profearionaî support, M well 

as data obtaiard about th. i gac t  of the Wease and tnatment on 

other aspects of the wmmm8 livos. These findingr are iriterlinked 

with waent6 rexuality and tbua pmuîde furthu context to 

N1 exparience of king on heiodialylis and r.mality. 



Wasn's physical semai relationshlp represented a manhgfuï 

aspect of aexmlity, but seniality alsa included having a 

partiCU1ar kind of clornrsa and undexstanding wîth one's -81:. 

In addîtion, it included haw wciien saw themelves a6 mmn und as 

persone. Thme three dimmlons of sexuallty are closeily 

intarlinked, but they will be aeparated in the presentation of 

flndlngi to follas, to a l low for N1a cucniaation and clarity. 

Hwrwet, in a few instances, 80.8 quote8 appear l n  more than one 

category because of the close intar-relatlonehip betwmm 

The type8 of topica grouped undes 

thir cateqory includsd wo#n8r dafinition of ~Mlcrl i ty ,  the kinde 

of change18 that occumd in  v a e n t a  physicaï senual reüationship, 

the factors that interferrad with the- a e x w l  r e l a t i o ~ h l p ,  and 

u#crnlri feelings related to physical aexual actlvity. III response 

to th4 l n l t h l  broad question abut  semality, a i l  but one mnan 

tal)teb about thair phyelcal gexuaï ~ e l a t l o ~ h i p  or the lack of it 

in thsir lima. Por three wam, being on aiatysis had no apparent 

dislyaie and contiwed to ba 80 at the tiis of the rtudy (Dot 6t 
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wœen. The response~ of fout wwn m e  lirlted to descriptions 

regardhg their physicaï semai  relationahip. 

8 a e  wam's reaponse8 aï- 8.bodied a vitality for l ife that 

extendecl kyond the* 8exua.l ralationahip. A 8  Hanna said, ".. . to me 
ruuality.. .imvt just havlng ras i n  the firat place. I t ' a  about 

m, ry ~ h ~ l e * * . ~ d f . ~ ~ I  remamber what i t r a  llke to be sexual and 

mybe senmiity is not about am. .  

Measly all woren corpared different aspects of thelr semai  

life to the tiw k f o r e  they had rtasted dialysis and four w a e n  

comentd about the diffsrenccu betueen their partnePr sexual 

deirise and theit am. AU but tuo waen (Joan & srna&) emperlemced 

decreaile in thair werall ssxual desire a d  aenia l  activity since 

0-hg dialy8U. Waan denid UIly ChaIlg~ hl the pattern8 Or 

8-t of her sexual activity since belng on dialyais (Joan). One 

wa8n experimœd a gmeral increase in her s e x w l  activity since 

king on dialyaie (Suah) . As Joan eusplained, am life isnl t 

88 active at oux agas as it ua8 but 1 havon't found dialysir, t o  

maùe a diffeuemce. OMt the ywrr the pattern changea and 

diiinUh88 kit u, tbat bappenii autaatically with aqe...I just 

tbiak i n  generaî ovcu the lait ten -8 or 80 there haen't bwn 

any ruddm change in activity for] interest. 

Bight of the ten waea in t h i s  rtudy wrir sexually active. S ix  

of ttmse timon inâicatad that diaîyais lud had an negative hpact 

on clIfferont mpects of their semai life and iuual relationship. 

Aa BUay 8tat.d. Ti not [torned on e m î l y ]  and 1 think thla made 

it euan worse. )(y poor hwbaad ir cuactly the cgposit. so you can 
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imagine h w  wonderfui that 1s for him. . .II have1 no desire a t  all. 

She oantinued, "Before being al& 1 waa norial 1 suppose. 1% 

noticad mte a8 the years go by there1a nothing there...itle more 

... and more niWwd.m.I donvt fwl anything right now eametimes... 

rorietims once wu get going it sort of wakes ri~iiething up. . . l i t î  s] 

not very oftan, but it doea.. .itts like harder and harder to  enjoy 

..J can taks it or leave it.,,I al80 find it even hurts soaetiiaes 

...Thatva just not a very enjoyable tirie...youîre t i red a U  the 

tire and whem you go to bed, you just want to  sleep. 

Sarah, who 8xpesienceci w81:all irptwements in  the quality of 

her sexual ceriponee and quantlty of sexual actlvity since starting 

dialysla, also noticed an unusual decrease in her regular amunt of 

rexual activity. She said w...I only have eex once a week. But the 

tnith of the matter 18 just recentiy i a y b  once a week.. .before, 

and thatl s in the paet wnth or two, there was nothing stopping us 

two, three t-8 am&." 

Hanna aoationed, "Iîm not going to Say 1 donv t have sex but 1 

rsiaéiber what itv8 lîke to be eexual.. .1 have se% maybe once a week 

.. .There are tiiies when 1 want it. That t h e  la not very often when 

Lfr feeling really peppy and etrong. . .But there are tiaes when 1 

donlt and thatts a lot of timee.. .And there are t l m a  when I wjll 

have and 1 don' t really want it but because [iy partna] want~ it 

thetn 1'11 eay yeei." 

ShiUrly, Barb said, Tour se- drive doea change because 

phyilcally and n n W y  ywVn going tbrough a lot." She capareci 

her mexual &Ive to that of h.t paztmrv8 and raid, 'Ife's healthy 
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and I 1 m  not 80 ha ha8 the 110- drive and 1 don't...f do have a 

sex &ive or whatever you want to call it but itts not 1Ue it uaed 

to be. 1 couid go for a wnth and ba fine." 

Anna and men al80 deacribed àecreamd rexual activity. Anna 

ahand, *naring intatcou~se iuilt samthing that h a p p e ~  often.. . 
ma* once a U. My d u i r e  l a  miitly dampened by the fact that 

youlre tired ail the tire. ûccasionally (1 have the] d e s i r e . . . ~ t ~ s  

k d  to get enthusiastlc about it because l v m  so tired.I1 Karen 

aaid, donlt have as mch interest in se& relations that 1 

used to have...ftls not to aay you're not intereeted. Itve juet not 

to the niis estent that y m  wiere before, but then who knm.  

Sametines itve just not there." 

waien identifiecl a n\tliber of factors that furth- dirinished 

their dia- to pasticipate l n  sexual activity and that triggeted 

subsequent adjuatœnts or changer in their  eenia l  relationshlp. 

Seven of the eight aexualïy active mirien mtioned that their 

haocüa iya l  rcheduîe and the fatigue that follared dialysis 

tremtrents ware tm factors that hsd had a negative impact on the* 

eexual derrire. Becaurre these factors diiriniehed wumnl s se& 

desire and the tliirber of available opportunites for ssxwl 

activity, they al80 ititroducad changea in  couplest rexiial 

relatiooship pattema. 

Aaide f z a  dialys18 treatients and th. fatigue boopght on by 

âîaïysie, the rort o f k n  c i t a  factors related to wrien' a 

aiilniih.d rMial du i re  and changes in the- iuusl reîationship 

incliulill the ~~ physlcal rygtail of fatigue and lar m. 
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Aa a rériult, aïmst all uuœn mntioned thay avoldeâ having eexual 

acUvity on dialyais days and shostly before and following t h e i r  

dialysirr treatient8. 

Thus, the perranent natute of dialys18 and ongohg fatigue 

often left little remahing opportunity or tim for waen to have 

s m a l  activity. As Anna said, ttEven iaking arrang~~)~t l ta  t o  have 

sex can be difficult because I ' m  al- tired. btning ie usiially a 

bettex tW than wening for eex but three dam a week [I go to ]  

dislysla early in the iorning and i t ' s  not very conducive to a lot 

of sex...f go to bai  at nine olclock at night and rmd, then 

usualïy take a sleeping p f f l  every night ... and nine o'clock i s n l t  

always the time mat my hueband chooses to go to bedon 

Srailarly, Hama cawaited that evening rcheduleà dia ïys ie  

treatments m e  not conducive to  having sex afterwards, "1 man, to 

have sex takee a lot of en- and etmetinma you need som 

concetntration and I 1 i  so draineci, 1 can't perfoxn...By night the ,  

1 go to bed, I...have no mergy. on dialysIr daya 1 feal terrible." 

men follwlng &y time dialysls treatienta S u a b  aaid, "There are 

tims 1 wmld say I was tired.. .I wouldn't probably want to go [and 

have eexl right aiter dialyels. 

Carol al80 thought s . o a l  activity needed to  be organîzed 

around hau trmtmnt &YS. She raid, "1 get my treatmnt three 

dam, Ilonday, Wednesclay, Rlday, and 1 don1 t have sen on those 

dam. 1 Use t o  haai IM. on a Tuebday or Thtusday or ma* on a 

Saturcky or Sunday. On dialysir days 1 f-1 rick, f f e u  weak, 1 

fn l  .xbawted, rmiîy wrary.. .a0 1 dontt have wx thoie dayr.. . & 
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if 1 have aex on the day before dialysis it wouldntt affect ie in 

any way or make me si&. 

Tiredness was a strong factor influencing sexwl  activity. 

Aside f r a  wzking full tim, Karen mntioned that rrhe was not m e  

whether her tixedness was related to her b l d  pressure medicine or 

dialyeis. tWnetheless, she r ~ l ~ r k e d ,  "If you8re tixed you just 

dontt have the energy that you ueed to have eo it affects [sexl the 

same aa it âoes an- d s e  that you nay not be ae interested 

[in] as you used to be ... yaurre juet too tired nost o f  the t h e  

[and sol you go to bed and faU asleep. 

Likewise, Basb emphasized the depletion of her energy as she 

carried out her da i l y  actlvities and her aubequent absence of any 

reaerves at the end of  the day. As abe said, l@.rn.if you're busy, 

a U  your 811- goes t o  just getting through the day, doing what 

you have to  do. Then uhen it caes to wanting. . . m x  itts the last 

thing on your mind because you donut have iwch of a sex She 

later adâed, laIn your mind mu think differently, but when it -es 

t o  physically doing it, belng close and that, sametires you bontt 

have the eneugy.. .mt thinking about vanting to have somthing 

aexual or saie sort of inthacy...is, 'oh, 1 can't posslbly do 

thatt ." 
As uell, unaxpected health probleas alao addd an adâitional 

la- of  cœplertity ta wcmnls semai relatioaahip. ünexpected 

i d i c a l  situations and mrgerîes thwarted aluual. deaire. As Anna 

811plAined, m...when youVre healing frOI the surgariea and i tts  sore 

and youtre getting wed to the ide4 of havîng the tubes in your 
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body and k i a g  wrriec! about the infection-that c-y 

intderes with hm oftea you want to have sex or what kind of sex 

you mnt to have 

Soie wwen ref erred to several interrelated factors that had 

saet- surrounded the* lack of sexua3 deaire  and interest in 

the* e n i a l  relationship. Barb rtated, "Living with diaîysis and 

having probl- with ywt partna and lav eelf-esteen all play into 

having eex and havlng the intimacymn Anna described, n[fn addition 

to an open lung biopsyl I1ve had. . .mrgerieri aloag the way that 

have kind of mule thinge a b i t  difficult too. 1 had a repair of a 

prolaprred ut- and. . .an mbflicaï hernia repair too . . . So it s 

been a lot of thingil-not j u t  h ~ a l ~ 8 1 8  and not juet peritoneal 

dialysir. Itr 8 beem one thhg caueing another aort of thing. Blley 

remarked, "If you dong t feal good about yourself and that pereon 

doeantt mke you fr*l good about yourself, you don% vent to go to 

bed w i t h  thea. Itf s not just the dieeaae, it ' s the dieease and a i l  

these thlngs going on. 

Anna deeaibed the process of f i n u  out what cm be done 

without hani. "1 bad t o  learn t o  live w i t h  them (lines) and figure 

out etxactly har mch or haw little they vwld interfere with me. A t  

the imginning youtre vuy  leery abut the mvement of it or you 

dontt want to get înfection...Once it healed remonable and 1 was 

wd to the feeling of  havîng the tubes up there...it uar fine. 

1t18 a quemtfon of erpufwntation. Pou try to  do thugs ro that 

i t tr  not cpîng to hurt, g.t caught, or pulled, torn or anythîng 

ïîke thaLR 
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Rsgardlms of the kiaris of dil- w m n  encountered in the* 

phyeical sexwl relatlonship, nearly al1 m e n  poasessed caiiparable 

thoughte and feelings about havlng sexual activity. Alrost a U  

r rn ia l ly  active ~iisn indicated that rienial activity wae not very 

Important to  th-, 8 8 p e c U y  since they had been on dialyais. as 

WU., theee utmen also ilentioned that they wiere usually not 

înterested l n  baving aercual intercourse and in fact, stated they 

often participated in the activity because they f e l t  etther 

obligated or guilty. Thus, almst all 1n#ien reveaïed that they 

engaged i n  aexual activity for reaaons other than being sexually 

intermted or cvoused. mile the majority of worren m e  not 

utmasonably bothered by the sentiments they harbouxed, they could 

not aa easily w81:look the* partnesst unsatiated aexual needs as a 

result of th& own disinterest or unwilliRgness. 

U e y  errplained, n l l m  not turned on easUy...samtires you 

just do it out of guîlt becauee you... feel riorry for him. ftls not 

that 1 &Pt lova him. 1 just donît...have thoae ewtiona...its 

jut m.. .the way r m.. .if sorebody eaid to me, you have a choice 

betwen haviiig rex or doing saethlng else, I r d  probably pl& 

something alse. It -es m upset aoaetimea becaue. . . thatls what 

marciage îa and.. .what rakw a m i a g e ,  keepe it going and aakes 

it mra interesting. . .motha gooâ thing i a  that , hel r been with me 

fez a0 Mny yuam.. .and Ming the way 1 m with i d i t y  1 Riou 

mit mn woald eîth81t have samebody on the side or they probably 

wotrld have 1.ft. ..[but) it jiut &man% ripperl to m...I cm taùe 

it or leaw lt...and lt W e s  DO ferl guilty becausa lt shouldntt 
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be l u e  thatm.." 

Bliey alrw, explainecl, "Ittr mppo8e to k a part of WW: life 

. . .Tt r not ruppoee to k a struggle for hii all the tîm w i t h  m. 

Tt should be an enjoyable tim, at leaat, when ywlre in k d  

togethor. Soretiirea it 18 but f would Say u ~ t  of the t A e  it isatt 

eitha becau88 Iti tired or donlt have any droire...io my poor 

husband ha8 to euffer.. 

As Anna said, WccasionaUy [I have the] desire but. . .met of 

the tiw itts just sae th ing  I feal 1 ohould participate ln. Tt's 

hard t o  get mthusiastic about it because 18r 80 tir&... itts not 

aame~thing I dmperately deriire. I r v e  learned to live with lem 

oexual activity becaufie 1 just cantt do more." 

Barb a c k n o w l ~ e d  why rhe ~lietîmo felt reeponaible for the 

u i r t lng  diff icuïties in hm senial relationship. Although Barb 

rrarkeâ that 8 x  w a ~  the 1-t thing on her mind at the end of a 

day rhe al80 raid, "1 feel Iti letting hia chm. Iti not trying 

hard enouph." Later ahe revealed that t!m source of h a  puilt 

relateci to her conscloua attempti to avoid 8- activity. A8 8he 

raid, V feeï itts iy f a u t  80 1 try to  avoid it.. .the whole thing; 

the closene88 baaically the #ex becau80 unially youfre fealing bad 

because you don% have the energy. * 8he later added, "Pou fosl 

W y  about it bcause 1 knaw e%actly what fti doing.. .Itt8 unfair 

* * .  n 

Mnn al80 fr l t  guî l t  related to h a  asn ia l  lue, You kiad of 

feeü guîîty 6aet t - r i  becaum iy h w h d  ii 80 good ribout 

. a r v r i i ~ c r a d y o n k i n d o f f ~ y o u w i i n t t o b e c i b l e t o b a g o o d t o  
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hia. Yet, sometimes you8re not i n  the mood whereas you mlght have 

been before. So it makea you feel guilty. somt imi  i t v e  jwt not 

there. ..yw kind of vony that he think~~ i t t a  hii when you think 

itrs yousaelf." 

For Hanna sex m e  not a high pxiority. She explainecl, 18...sex 

i a  irrelevant. It's something 1 do... for whatever remson, but f t 8 s  

nteaningleee. It8 s nothing t o  ae. Because 1 have th is  illness..  . 
itts nothiag." Later eh8 added, Tou dontt feel the sam wy. 1 

don% fml Uke 1 want to have sex. 1 don't fwl as if I'miissing 

anything...I just feel 1Ue 1 want to go to iy bed ...g oing t o  sleep 

i a  more appaaling than having sex. Itm so &ained...uhen your 

body's not up to scmthing you don8t feel as if you8re aieiing it.n 

Uthough Sarah's eentiienta tawards senial acUvity m e  

dif fe tsnt  than met  woinn in the study, rhe tw raatked about the 

Importance of king able t o  please her partneu sexually and h w  she 

had at t h e s  questioned her abillty l n  thia area. As ehe eaid, "1 

relate more as a pemon through my sexuaïity. 50 it W. stffl 

hportant to m...Sex ia not work for m. IV8 not an effort. A t  

tims f thmght it would be becauae &en you're in a telationehip 

you don4t want t o  âispleme the petson." 

In contrast to the  iientioned woien above, being on 

heiodialysis did not influemœ the iiportance that Joan and Sarah 

placed on etuual actlvlty. For diffesent reamm, these tw wmm 

wste not bothamâ by fwUng8 of guUt  or obligation LUi 0th- 

%men. As S m  stated, "At  ry age [76] sexwlity isntt a major 

tbing.' Ranvsr, coripared to Jean and the o t b r  uaiin in the stuc&, 
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Sarah's amtiwrntrr tuuards the iipottcincu of riuual activity 

dlffered. She explaimi, wLike we have a hard tire saying w9re 

g0hg t0 g0  OU^ for dinri8~:. mf0r9 W kaaw [it] W'W 8-t Sû =Ch 

tim taUing or CUCldling or kiasing or just laughing and then the 

sex part, that there'e no tiiie to do mything e l se . . . f t v s  becoie 

1Ue a routine on certain daya becauae thoae are the days that f l m  

not on aiaiys i i . l l  

Phmary: For al1 wioaien in this study, seniality included having a 

physical a m m l  relationship. Although iexual activity was not of 

central Importance for the majority of sexuaZly active m e n ,  they 

all ~ f m d  feelings of guiït and obligation related to their 

semual relationship. As WU, all 8exuaI.l~ active men experienced 

Interference with, and changw in  thair a d  relatiollshlp due to 

a number of f actora (e .go , decreased eexual desire, heaodialyef B 

and fatigue). 

The types of toplcs included under thla 

categoy are the inteSpa1:aonal factors tllat Illfluenced the proceas 

of waen re-eetabliahing a mtWy acceptable physicaï se%ual 

relationship w i t h  their  v e r ,  partnasr reactions to changes in 

a m m l  activity and pattmr role support. The woieri in th18 etuây 

describeû hau various interpetsonal factors infLumced the procese 

of tlm feeling amfortable wlth their semai self and whether or 

mt thay ware able to ra-atablish a mutual and feaaible rrexual 

selationship with the* -81:. Sevuaï umm refb~1:ed t o  the 

=chango pr-8 that took place betuwn coupla in resining or 

uintaînlng thair a u u a l  nlatiomhip &ter dfalysla, or 
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the difficulty or absence of that procesr betmen partnera, and hcw 

that axparimc8 had mibuequently (or, i n i t i a l l y )  twned out to be 

either diffemnt, difficult, ieanhgless, or uncollfortable for 

thea. While MW couples had wereae their initial difficulties, 

the p r o b l e ~  axperienced by other couples coatinuecl to peraicrt. The 

follaving three wmem deacribed the initial difficultles they 

encountered in  re-establishing their sexwl relationship before 

eventually overccmlng or ianaging the* d i l m s .  

Anna refmed to her and her partnesls Uingness t o  

experimnt in the whole content of the* relationship. She 

r m k a à ,  "Welre managing ... n i d y ,  BU& as before, except 

reoognizing the liilitations and the tiredness and the thinga we 

bave to  get ueed to in  the procees. ftls Uke leamhg to do 

soaething over again thatls diff81:ent. Mot the rules but different, 

factors just are different." 

As WU, Anna &ad noticed she und her husband had developed a 

different appreciation tawards their marital relationship or one 

another. As ehe said, ". . .I think in sae ways we appreciate each 

other more than ta did before because you do take things for 

granted. Tt's not untiï scmething like this happene that you 

raalize hm precarlous everything la," 

Carol recaïîed that she inîtîaUy experienced personal 

difficulty in re-establishing her sexudl relatiomhip &ter 

beginnlng dialys18 but eventually had 0~82~0.8 the irtrangetness 

associatecl w i t h  ber thoughta about ha* sert whem she coneidered 

h ~ a e l f  m. she errpmd, wm r . . . s tmed dinty~ie it ~s 
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di f f icu l t , . . .hav ing  sex...anû havîng âiaîy~is. 1t waa 1Ue you 

wa8ntt n o m  t o  Q that.  Y a i r  body waa saying no to ft .  Your body 

keepa saylng no to it but yori...you have to tell yout i ind youire 

poing to do i t . .  .So l t  uae hard on both of us. [Things are] m a t  

[now]. 1'1 a lot bette.. .in iind, body and iouî." 

Sarah al80 81(p8tienceû changes to vbich rhe had to adjuet. 

Aside frm the overall iiprovements in her scuual relationehip and 

her satisfaction w i t h  it since starting dialysIr, she aïs0 

inàicatrd that there had b e n  iae changes in the relationship that 

made it ini t iaZly different for h a .  A 8  she enplained, " . . . the  

pasrion wasn't as strong as it w a s  when 1 w a s  on peritoneal. ..He 

wa8 more acccœmâat-g and. ..careful and ehawing more love 1 guess 

because he am iy illnear...he was mre paeeionate. 1 coud feel 

more emotion coming frcm h a .  When 1 went on hem that sort of âied 

a little b i t  but the suuality got better in other aepacts because 

1 was aore phy~ical.~ 

Threm o t h a  mmen primarily fcmaed on the ongoing 

difficultiem in  theIr semai nlationrhSp and how they continuad to 

rrtruggle at trying to achieve and maintah a nituaUy acceptable 

sema l  relatitmship . î!Kley articulated, "The reîationahip. . . 
niffir[r] ... mrtly for m...în the be&0011..., it just doean't 

appeal to m...and it -811 m...feel guiîty bccwse ..., I 
rhouldnrt be~ l î k a  that kit. . . l  try ta change s a e t î m a  and 1 Say, 

T i  go- ta do I V  but it always c a e e  back to that 1 maùe it 

hard on iy busband and 1 struggle and all that." 

EUey W raid, "..the way 1 am, it geti t o  k boring and 
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WB frustratlng for my hueband...Hefd 1Ue m to have the 

incentive soœtimea...I don8t knw what 1 couid do to improve it 

...It deflnitely would mke the iarriage a little bit mre 

satisfying for both of us especially, ory husbandwn 

Hanna describeci the ongoing dîfflcuïty and strife in her  

sexwl relationehip that merged as a remit of the impact of 

physical factors on her WU-being and a discrepancy between the 

expectatlons both she and her hueband had about her aa a sexual 

partner and her ability to l ive  up to theae eupectations. As she 

explafned, *My partner doesnl t really like to have sex with me 

because he aayn...I donlt have any energy... He saya Z8m not w i t h  lt 

and 1 donlt have the energy. It -8s me f e e l  bad,..l don't aiake a 

very good partner. . .right now because he has needs that 1 canf t 

fulfil .  . . There are times when he wants to get aexubL and 1 say, 

llOo, I t n  tîmù. 1 canlt.  1 donlt wanttomr I dontt feel as I f  I 1 m  

loeîng anything but he 1s because f canf t perfora. 1' m tcn tired. 

If 1 t ry  to, the next ciay 1'11 fee l  the etresa and strain on ay 

bOCtY. " 
For Barb, maintahhg a haalthy relatlonahip with ber partna 

either in general or rre%ual te- represented an ongoing process. 

As she auid, "It@e important t o  try. I t t a . . , ,  very bard. Welve had 

our pmbleur. But you have t o  work at itOn Duing her aecond 

intamieu she referred to the pmcess that contînued to oc- in 

h a  relationah1 p. W .  . . being on dialysla l a  a procese and your re 

alwayu 1e-g and,. .realizing, oùay, eaeone hm to change.. . 
samething ha8 to change. .. it@r...not black anâ uhite...ft8s always 
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raaîize the probleis rlght 

do eoiiethlng about 1 t . m . "  
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iaking capromisee and you may not 

away, but as long as you realize it and 

Despite Barb9s stnigglea w i t h  her relationahip, she reaognized 

the importance of ha-g a kind of cloaeness with her partner that 

was not necessarily l ir i ted to sexual intercourse because it gave 

ber a isenee of heaïthineas. She explained, Vven I as a sick person 

ned  that, [itrs] important to  try. Itts any sort of intimacy, it 

dosent t have to be consumation. . . ltl s any kind of clorieness . 
[Closenese] keeps you together. It keeps you heaithy. 

Aliiost a U  sexually active waen ient iond that their partners 

had either trieci t o  be understandlng about the limitations iiiposed 

on thelx senial relationehip or had soaetimes experienced 

frustration or dif f i a t y  undemtanding the reasons for refraining 

f r a  sental activlty. The following wcmen only remarkd about their 

partneri dewrnstrated undezstmding or seniitlvlty twards them. 

As Sarah lndicateà, "The type of person that 19m with ha8 that klnd 

of underatanding and he's able to understand youm, and Anna stated, 

L . r y  huaband was very careful...Hels been very patient and hasn't 

let himself be turned off by the whole th* and ao it worksmW 

A niliiber of tmmm mentioned that thelr partnere had 

experienced either initial, occaslonal, or ongoing diff iculty 

unrierstanding the circuutancee of the* sexual relationship. 

Nthough C u 0 1  said, *My boyrriend âoasntt push mm, sha also 

recalleâ mat her -81: hatl iDitilrlly exbibited frustration due 

to hes la& of interest i n  sex. She said, mm f was first on 
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dialysis, 1 wulûn't do i t .  It was very hard [and] my boyfriemd had 

prob181~1~ too because whenwer he wanted to have 88% 1 wasnlt in the 

100d. " 

Siaiiarly, Barb said, "He finds i t  diff icult and itl s 

difflcult bot b tries to be und81fstanding but he wants to believe 

it ' a not ry illness . . , [that 1 lt ' s saething elee so  he cm f ix it 

and he can't. So i t R s  âifficult." And in Hanna's experience, *... he 

doesnt t understand [hm 1 f eell . 1 thought he did but he doesnt t . 
X t  cke8n1t matter haw iuch 1 try to explain to h h  the h8110dialysis 

procees [and] what it d-s to  my body. . . 1 donf t think he 

understands or doesn't want to undetetand. 1 guess i t f e  fmstsating 

for him tao." 

In addition to having understanding fram the* partners about 

the* semai relatlo~hip, woaen al60 aentioned the importance of,  

and the* appreciatlon of haviag ongoing role apport froa the* 

partRem. Woren either referred to preaence of role support or the 

inadequacy of this kind of support in their relationship, 

Unlike met participants, Arma and Joan spoke about the 

ongoing caeprehenslve 8uppot Wiey received from the* partner 

since being on dialys- and haw inatmmntal that support had been 

to thea in terre of th- ability t o  wve ahead or carry on with 

their lives. Anna said, "1 couldnlt hava gotten more mpport.. .My 

huaband fias been wonderfid to iie through all of W. HeR 8 not ben 

very deianâlng and harr been mry undetstanding. H e  gets frustrateci 

sawtime but hets been grmt and vesy hetlpful and gupportive ... 
~ f o r r m ~ ~ d o w n b , r y h ~ d u c n i a l l y d r o p a m o f f i n  
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the mrning...on his way to echool...In the aumert i re  he ueuaîly 

drops m off and picka me up 80 it's very goodeW 

Similarly, Joan taUed about the extensive practical and 

emotional aupport that she received i r a  her huaband. "I've been 

bleiaed with a very good husbaiid who tries to maintain th- as 1 

did...He was always good at doing dishes but he never did anythlng 

[ w i t h )  food. He doeu3 nov, because quite often I canv t face 

preparation of food...You know,...every day ...my h u s b d  takes aie 

dawn and fin& sœethfng t o  do a i l e  I1m on dialyeie and then cores 

bacR and bringa n% haaie. Thatla a big coriitmentmn 

Karen and Sara alao referred to the preaence of support and 

und8~:standing fron theIr partnet. Raren lndicated that she was 

lucky bacaue h a ,  nbb.hueband's very aupportlve and good about ail 

of this . . . " 
Although Ran acbitted that she had a .husband that 

[wasnl t 1 interemteci in warmthn , ehe valued h i s  inetnmental 

(tangible) and practical support. In additiaa to providing her with 

a &Ive to dialysis everyàay she stated, ".. .as far as 1 want 

anyttiing or [ to]  do anything 1 always get lt done like thatw [as 

she saappeâ her f ingers] . 
Elley refarred tu her partnerl a practical apport  when she 

sald, n...my husband can ranage...on his own. He's a bet te  eook 

than I m. i lers  a mater person in clriimrng the house.~.hevs good 

at that...LUe he helpm around the houe and stuf f  and he âoes a 

lot. '* 
On the O- hand, sola worea tallred about the inadequacy or 
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absence of support i r a  the* partnessq and indicated that their 

relatlonship had either been trying, or become etrained and 

difficult a t  tiiiee, or even collapsed capletely. 

Even though Barb stated, "[My partner] ha8 helped ne as mch 

as he can but he can onïy do eo ru~h . . .~ ' ,  she frequently referred 

to  the lack of aupport and unûerstanding he gave br. fn fact, one 

of the mst difficult items for he r  t o  deal with related t o  the 

issue of emtlonal support. She explained, "He does give a l o t ,  ... 
[but] at  the same time hels not doing l t  when 1 need it. He gives 

when thatla not what I want. 1 want h i n  to  give when 1 need you, 

not whea it takes hlm a while..,I want to be the one tha t l s  taken 

care of. 1 diam well stiU take care of him even when I ' m  on 

dlalysl8 and doing a l l  of this.  1 still take care of him and 1 

resent that. 1 want him to  take care of me. E don't want financlal 

assistance, 1 want mental, physicaï and understanding and 

assistance and 1 &nf t  get matew Barb also perceived t h a t  h a  

pastn81: failed t o  underritand why she was soiretinies unable t o  

accomplish what she had planned ta do in  a day. As she said,  *If 1 

say 1'11 do saiething and ueually 1 put too much on...and 1 usually 

don' t gat it ail done, he8 lï get mad at me for that and h e  daesnt t 

understand that X1a...eashausted.* 

Carol's effort t o  find another partner shortly aftes her 

former rslationship ended ravealed the importance of har need to 

have aaie  kind of support and understanding neasby. As she  said, "1 

lost a boyfriemd and my cbfld8 s father. He wiaîked out on me because 

of ny kidney alckness but 1 found another person to take care of 
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doeaa' t know what 1 ' m going throuqh . . . jhe 1 doesnt t know ruch so 

i t r i  kinda hard for h i i  to understand...He's only been living with 

me for abut a year. So itls very difficultmH 

H a n ~  mentioned the emrgence of et r i fe  in her relationship 

since king on àlalysis and baw the preaence of discord generated 

inadequate support and understanding froa her partner. III fa&, 

during the second conversation Hanna articulated that she was no 

longer living with her partnm. 

Sumary: The wcmen in this study described various interpersonaï 

factors that Mluenced their ability to te-establish a atua ï ly  

acceptable physicaï se& relationship. These factore included a 

positive exchange proceas of coœunication, understanding partners 

and ongoing role support. 

In this category, the 

types of top la  included ara waenta self-consciousness of body 

image changes, wumen's perceptions of themselves, self-confidence, 

role changes and reactione to role changes. All w u m a  taUed about 

changes in tbeir body image since they had started dialysis. Most 

m e n  coaented that they had either gained or lost weight, or 

noticed sweiïing or poffinelps in different areas of their bodies. 

However, m s t  uœen âid not Wall on chmges in their body Image or 

deecribe them as particularly troublesœe i n  terrie of the- 

int irate rsïatlonship. For ample, wowin who had lost  weight 

mentIoneci that they were plessed because they had n88ded to los8 

welght and bab been unable t o  da 80 before they had started 
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d i a l y ~ i i .  Siiilarly, w m n  M o  had lost weight during the early 

day of dialyeis treatment and who eventually retgalnetû their weight 

back were pleased. 

Sare of their coaments included, V v e  lost a lo t  of weight 

and feel better about iy body inage now" ( m a )  ; V y  body image 

haen' t changed. It doesna t affect ie p e r ~ o n a U y ~ ~  (Barb) ; body 

Image ie very dîfferent. Itls not a problem wlth aex...Irve put on 

weight since 1 started...Itts good becau~e I w w  very skinnyw 

(Carol); "I1ve gained 45 U s  since ïa8t year. I t m  growing each 

day...it definitely affected my body image. 1 vas âoun t o  68 lbs 

[fram] 125-130 lbsw (han); "It affecta iy body to rame degree but 

then again maybe iy age (alone] would have changed ry body too. 

(Sarah) - 
Wown t U e d  more about the appearance of the- âiaLysis 

access and how it had affected them. Bearly al1 of the m e n  were 

m i n d f u l  of feeling self-consclous about how other people viewed 

them or reacted t o  the sight  of the- dialysis access. noet waen 

had diacovered ways of dealing wlth potentlally uncollfortable 

situations. Sae waen indlcated that they had learned to conceaï 

the* acces~ froa sight. This approach eliiiinated their need to 

provide explamtlons to people and carry on umecessaxy, detailed 

conversations about the* dialysis access and physical condition. 

The fo11QWiRg eaccerpts illustrated wœen'e self-consclousness 

of w8tt changes in the* body image, especially the* diaivals 

access. The f011OWiRg exœspt highlights the kfnd of situation or 

interaction that mst wœm Wied to avold, Dot ref-ed to a a m  
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recent remrks that her brotherle friend had said t o  ber and haw 

badly it made her feel. she explained, L . m y  brotberfe friend 

don't 1Ue to see me with the tube in my neck...He came yerterday 

... and when he sw m e ,  he said, 'ha can not eat, hie appetite 1s 

gone...ao he can not see œ no more'. He doesntt want to look at me 

no more. It makes poe feel bad. I: canft do nothing about it." 

Karen's fistula uae one botherciao change in ber body Lage as 

she explained, "1 always mar long sleeves cause 1 don't w a n t  

anybcdy to have to look at my am i a i n l y  because it's gettting 

biggcu a l l  the tire and al=, ma* people think you're a drug 

addict or aomething ...[ and] that would borner me ... People donlt 
really know what it fs and i t ' s  strangers 1 donlt...want to discuse 

what it 1s with. 1 dontt like to  stick out in a c ~ o w û . ~  

As mil, Karen was bothered by other overt changes in her 

p h y 8 i a  appearance. She went on to  Say, "1 just donlt 1Ue putting 

dothes on lyeelf, that's a u .  I dontt like going out and 1 used to  

lwe shopping [but] 1 d w ' t  1Ue it any more. 1 don't 1Ue  looking 

at iyeelf in the -01: and swing the elacks with the staach 

cœing out. 1 gueas thatls the thlng thatls bothered aie the most.It 

Sarah said, T m  not 80 grotesque as far as iy f iatula goes, 

[kit] itlr still there. Well, itcr swollen and therefs needle 

aarks... f expose my a m  in the sucer but you knav, at times I ' m  

hlding it. I can't wear the sexy outfits as mach because thatls 

thsre...Host of my stuff is all long ~ l e v o d . ~  

Hanna  explaiaed, waa reaïly proud of my body. . . I lfid iy 

body... l didnfthave my s m s  on my hands, ... on iytuœy and... 
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There1s nothing 1 can do except accept it becaue thinking about 

that wuid  depress me..,I canvt even wear dresses up here any more 

. . .I: donvt have g ~ ~ ~ ) t h  anis any me.. 

Althougb Elley uaed t o  conceal her accese site frm others' 

sight, she n w  felt difiment about its presence. As she stated, "1 

would try t o  cwer it up wîth long sleeves or whatever for a long 

tine but now 1 figure this 1s me. This is part of me and people 

w i l l  look and i f  they aak, 1 te l l  th-. Obviously everyboày notices 

and they say, 'Oh, what happened to your ara? Hou come it's 

b r ~ i s e d ? ~ ~ ~  Hauever, Elley ale0 added, n. . . sexual i ty  to me is, like 

Ivaa a very spiritual peraon. . .ühen youl re a teenager or young waaian 

youlre more into the physicaï thing. Spirituaï 1s what a person is 

inside.  Itts not haw you look on the 0 ~ t ~ 1 d e ~ a m Y o ~  have to accept 

me for what 1 am and 1 feel good about who 1 am as a hinnan being.. . 
and the way 1 ap w i t h  people . . . I  don't look at iy physlcaï belng 

becauee it s 8-8 al1 mer my body. . . 
Ln a different way, Barb mentloned how f ortunate ehe was t o  

not look like a pereon who has U&ey disease. As she eaplained, 

'Wy ais ter  looks more lue a lridney patient than 1 do.. .l: see it 

but other people donft really see the symptoa8 of the yellw skin 

or, lîke, soae people just look, you knw, by 1ooking at   the^, that 

theIr on diaîysis. Z think 1 'm fortunate that 1 don't look like 

that or I feel T don't have that." 

All - amenteci in general about the ir  perceptions, 

thoughlz and ieeùings about th~ll~elvmcr. Woren either percelved that 

they were e8,ientially the sam person they wu0 befote rtarting 
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dialys- oc that they vete not the i a m  periion they u8ed t o  be. 

Hotmer, two of the s ix  waen who belîevecî they were the s m  

pubon M kfore, al80 mntioned Ut, Tou do get to fer1 that 

youf re diffemnt and "why mm when youg re slckn (Sarah) and Trou 

donB t feel M go& about youriielf a8 yni did beforeB@ (Karen) . 
Apart f r a  al1 the changea that had happened to wmen, and the 

fact that 6 a e  changes utme botherscu, s i x  m e n  perceivecl that 

they continueci to be the aaw, peraoa they were before they had 

started dialysla.  Dot remwkd, "1 don't feal no uay clifferetnt 

about myself." As Joan said, "1 donlt  8- that i t l e  changecl me as a 

pemon and lt basn't changed ry opinion of myself as a person. 1 

canlt& a lot of thinge 1 wed t o  do. 1 iean 1 donwt go out as 

much. 1 don' t entertain. We don ' t soclalize the eame but when 1 do, 

ffar the stffl the s m e  person 1 alwaya waseW 

W i t h  the exception of Anna's limitations related to tireâneas 

she e l a i n e d ,  "1 was always the sais person only w i t h  a lot lesa 

emeugy at the end of it a l l . . , I  &nft really perceive ryaelf 

differently. Itls fuet a ratter of reagnîzing the llmltations that 

1 have nav and didn't have kfore...I'i the rama permn as 

before. . .I fml p n t t y  good about ay8df. Siailarly, Mten 

rœarked, mI th- 1 have just as wny braine as 1 did before and 1 

hava as mch to offer  as 1 dîd baforem. 

Sarah clalad, "1 lrmrw ry Iife bas changed mybe a 1ûû% as far 

as other thingr go, you knw, finances and hm 1 llve and a l l  mat, 

but me as a paraon, you know, my heart Md ly b r a h  hasnît really 

changed. My physlcal body has changeci. Perr , and 1 've . . . adapted to 
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that as well, but ie is atffl re, you 

Carol eventiially realized, Y.. [diaiyaie] daesnlt do nothing 

to  iy body. 1 only thought in iry rind that 1 waa a disabled m a o n  

because 1 [lort 1 a kidney but II< not a disabled person. 1'1 0kay2~ 

Three wmen atrugglad with their perception of changes in 

theaselves. While Barb tallted about eaployrent prospects ahe said, 

L Z m  as good aa anyone else and f thinlr 1 should be given an 

equal opportunity.. .[but] you have to keep in i ind that youlre not 

like everyone else. 1 tend not t o  and it always back fires and 

hurts me because 1 figure 1 c m  do what everyone elee can do and 1 

canlt, Itls hard. You have to keep in rind,..youlre not like 

everyone else .Ir 

In many ways Hanna perceiveci that she was not the s a m  person 

ahe used t o  be. As she said, n'L'inot iyaelf. Since Ttve had thia 

illneas. 1 have not been me. 1 have lost myself. Since I1ve had 

Iridney àialysis,...had this chronic illneaa...I have lost the 

person that 1 was. Itts not the re&l me. This person that you see 

hem talking to you right now, doeantt feel as if itls m. ftls not 

the mal me. I t l s . . . l i k e  I ' m  waiting for sore miracle c u e  so that 

1 can go badc t o  the peraon that 1 was... That person was going 

saewhere. Thst person had goals and plans. This person here does 

not. tt 

Although at the tire of the conversation EUey indlcated that 

rhe felt a lot laetter about k a e l f ,  ahe nonethelese continueci t o  

struggle with her self concept. As she said, *... you jut bontt 

faeù 1Ue you mewure up t o  an- eue. Even eexwllty wise 
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becam youlre half a person. Youlre not a whole person being si&. 

Pour am 1s iariud i n  auch a way that it duesnt t iake you f eel good 

about yourself . A t  t h i s  point I î i  feeling a lot better with it . 
Part of that probler is that you look at youraelf that way,. . . 
you8re not haif of what you're suppose to benm Later she added, 

"It s et f f l  diff icuït becaue i n  the back of your nind you always 

feeï you have thia ciincrase and you don8t masure up to everyone 

else. 1 mean thatts how 1 feel about iyaelf. A -018 hman being 

with no probleis. Pou feel like tbere is always sometblng wrong 

witb you and that doesnlt .ake 'ybu am yourself as a whole person." 

rn talking about sexuality, sole ucmn revealed other thoughts 

and feeling6 about thmelves and hou they reflected e a e  masure 

of tbair healthinms or norialcy. Four w a m k  talked about the 

normïity ariaoclateci vitn a senual relationahlp and/or 

reproduction, and one wam wntioned the sense of healthineae 

related to having a closenesa with hm partna. Ae Carol remrked, 

"If 1 wake up in the w>rnlng and feel 1Ue having se% then f have 

it...I feal like a nonial peraon. 1 even got pregnant on âialysis. 

f was M) semaïly active 1 [gotl ayself pregnant. Hanna riaid, 

"[It] inrntt until a year aqo, Cafter 1 haâ my baby] that I 

adiially [falt] ail if f vas living. That 1 uar aioag the living 

. . .It wam8t tuiti l  1 had the baby that 1 realizd hey, [I al 

8~0ngst  the living. Pou can & -8 that other wasn can do. .. , 
if you can hava a baby that nana yWre stffl alive. IE you can 

r~pzodu~e...~ 

Por Blley, inintaining a sexually satisfying relationship waa 
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important for a nuber of reaaona. As ehe explained, n~lm. . .v l th  my 

husband and we're suppoaedly aiarried and in love. I t r s  suppose t o  

be a part of your life . . . I f eel that ' s what marriage is , that ' s 

wbat makee a m l a g e ,  keepa it going and aiakes it more 

interesthg ... f t ' s  not just comunication. 1 think if you have a 

good sex life and youfre satisfied, then it works itself into the 

whole relationship . 
Sarah referred to nalntaining her sexual activity as a way of 

belng norial even though she was on hemodialysis. AB Sarah said, 

"It aakes a big difierence being able to experlace that part of 

m e .  . .and it ' s not always necesearily. . . intercourse but that 

bonding of same sort will eventually lead t o  that...I find itls an 

Important part that doee keep you going ... if you're teserved on it 

because of your health then 1 thfilk your health sort of goes 

dounhill. . .becauae uh you see yoursalf [as] inadequate and uh you 

don1 t have mat &ive, that little pep that uh, you know, says hey 

Irm okay a t i l l .  f t i  s t f f l  part  of the rest of the world and not 

ciifforent and I1m pcetty mch the same?" 

Honethelese, the notion of living with a chronic U e s s  and 

having sex mie iaitiaîîy incompatible or incongruoue to two wumen. 

For exmple, C a m 1  referred to an i n t d  conflict e%perienCBd 

inftially that ralateû ta living uith an rllness and havîng sex 

again. A8 she said, "The oaly way it troubles yout sox l i f e  [is i f ]  

your mlnd tells you, "no you can't do it, yau canlt have sex, 

youtre not a ï l d  to do it because youlre sich. Your mind can tell 

you that  and then you don% have i t . "  
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Haana alao spob of feeling that ber body waa sick and did not 

a u .  She explainad, BIl&n your bodyt s not up [to it] , wh.n 

body is i l l ,  y a ~ r  body ie eick, . . .itms like youl re not aissing 

anything . . . Youl re not fretting over it . . .not depresaed wer it 

becau8 your body [docua8t] want it...But i f  my body waa healthy 

and 1 vas okay, then 1 wuld i i s s  it. 1 muid be lonely for lt. mt 

my budyvs not crying out for it, eo 1 dontt want itmW 

Sorie %men rientioned the notion of self-confidence and hou it 

provideci a sense of secusity or l i i i t e d  womnt a relationehipe due 

to i t s  fragility. Sarah talked abut  self-confidence and 

attractivenaas and said, Weil eexuaiity e a e t i i e a  is . . .sort  of a 

b i t  o f  self -conf Idence l n  youzaelf . . .The other thing thatt s 

Wrtant about 88XU411ty. . . lie] the uh, attractivenees that you, 

you k m ,  can attract sœedmdy and are yw going to be 

discriminated becawe uh, you have a kidney disewe. . . 
Other wumen aclmowleâged that their lack of self confidence 

m a e d  lmts cm the- personaî Uves and the possibiïlty of them 

being able to eatabllsh new relationships, Barb stated, " f t m  

confident in iyself ar a person and my abi l l t ies  but wbn it cemes 

to a relationmhip wîth a ian my confidence l a  not aa strong. So 

that play6 into a ae%uaïity thing. rn And üaaaa talked about her lack 

of self-confldonce relateci to k ing able to find a nirw partnec that 

wuld acœpt her chtonic iïlneea. s h  said, wouldnlt t r y  to go 

out rlght nau and...date mwboây or [met]. . ~ 8 ~ *  1 âontt 

tea i ly  feel thut confident any mze.. .Th- an not nny men out 

theza uho wntld uant ta venture into a relationship with soiebocty 
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who hm s chronic ii îneee. 80 ~ y b e  thatts one of the sewons uhy 1 

still see my kidsl &dew 

In te r ie  o f  self -appraisal, all but one wman appraised 

the~eùves in teria of the roles they aseured and their ability to 

fu11ctIon în or carry out tasks amociated w i t h  these rolea. 

Although there was variation i n  the way waen appraised themelves, 

all recognized changes that cremted liioltations and subsequent 

diaiatiafaction or contentment wlth such changes in themelves, 

Waiien reacted dffferently to the changes they perceived in 

thenelves, While e a m  uaem were not particularly bothered by the 

change8, s a 8  struggled to accept their specific limitations, and 

othera t a u d  about hm they had chosen to  mjoy different 

activlties or develop thenselves in ways that m e  poeitive and 

benef iclal t o  them. 

A l t h q h  Anna indicated that she felt good about the thinge 

she could do with her chlldren since she had quit workîng, she al80 

felt  responsible for liiiting the s a p e  of activities ber f-y 

coiilci do together. As ehe sald, *I feel good abut the things that 

1 do w i t h  theri. 1 help out at the schocrls if 1 can. 1 canlt do 

f i e l d  t r i p s  becau88 1 donf t have the en- to do that but 1: can go 

. . . it' s  soiethitig thatl e turned out positive. Hawever, she al80 

mtioaed,  'Waet i i es  1 f a  that I1a holding back ay fairily 

because wu caVt do things 4irr a friifly,. . .I feel kind of 

respmmible far ry f-y not being able to have a good t h .  . .Ili 
a uet blcinltst in tsru of uh, enjoyient or you knw the thin08 ye 

catl do as a iamUy.rn 
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Hanna revimmd her perforirance in a ntaber of roles. She said, 

"1 think I1r a...wery gooâ wthert...I am there for them. T...~eet 

w s t  of theit needs. As for a partner, 1 donlt tbink 1 iiake a very 

g o d  partner right now. . .because he has n a .  . . f cant t fulfil. . . 
I t m  not the wme person 1 wied to be to  ry frintly. 1 have changed. 

I 1 m  no longer that role m a i d  for my sistezs mat 1 used to be... 

thatta the biggest hurt [and] dfsappolntment because 1 uaed to be a 

resl go-gett ar... 1 jut canlt be that person any more.. .f uaed t o  

be a very strong person." 

Elley referred t o  the diff icuïty of being a iother and wife 

when youfre sick. She expiained, "Itte hard to be a caplete wife 

and mther...You still have to do al1 those...mundane thirigs in 

life like lawdry and,..your body is not up to  its full potential. 

Bven i f  you do one thing you're already tir& ...y0 u canft be Miss 

Wonderfui a i l  the tire in  bed or it's golng to  deteriorate 

sOlDBWh81:e. X keep iy houe and laundry and stuff up t o  date but my 

poor huaband haa t o  suffer. Itts v w  hard to do 9U those thingis." 

Barb illustrated how she struggled w i t h  luw self -esteea. As 

she said, "I put [the closenese 1 lut. I put my achool and w t k  

first them 1 put that last...It should be first but itls hard whan 

yau have scbool, you have obligatlms.. .So W s  very diff icult t o  

t ry and juggle lt all and tzy and iake your partaer first., .I ieel 

. . .I not living up to my 8xp8ctatIons of me in the celationship. 

IV8 k d  becausa 1 doart have the energy and 80 I donlt want to 

b a l  wiUi it.. .& lt affects me and raltee m feeü low about m e l f  

B D B  
n 
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While Carol recognized that she stniggled witb carrying out 

Qy to &y houeehold activities, she said, l l .b . I  look at ryeelf ... 
very independent becsuee 1 &nlt  laok to anyone to be hedping m... 

1 try to  be rrtrong for iysalf,...I do a good job at laundrying iy 

clothes, preparing ily reals, doing ay shopping and taking care of 

my apten Hmwem, during the sam interview Carol al80 said, "IV8 

vary difficult to continue with..,housmmrk, laundry, t o  couk and 

cope with the shopping. . . 1 think 1 ve bad a hard time dom it 

because itl a not easy for a paraon. . .without any fririiy or 

friends , " 
Karen artlcuïated, @T canlt take the stress quite so nuch as 1 

used to before because I 1 i  mre tired. 1 think I have just as much 

t o  offer as a friend as 1 did before. W a y b  not quite as much as an 

eiployee because I don't have the ambitlon...to do any more than 

Ira  doinp... 1 canlt talc8 the stress of more responslbillty 80 Itve 

atepped back. . . So lt bas af fected m that way but 1' n happy w i t h  

mat. That's not r e u y  bothering met1  

Despite the vast changes in JoanBs role of a b a e  nukm she 

was not too bothered by the changes in it, Rs she atated, I t I t  

certainly bss changecl ry role because 1 have no energy. So 1 do 

vefy little. I1ve aluays beea a v q  active person.. .ry role 1s 

totally diahiribed, Xtls gone. It bothem me at t i m s  but not a lot 

because hela 80 good about it...I don1t feel totally uselesa 

becauae I1r not dohg thoie -6, She also spoke about her 

lUîtation8 as a gMncbothibs, "1 Cbtl't do it. But it gtiU cboan't 

ria)te me feel worthlesrr... a littlrr bit...isyk onvious. Xt's not an 
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issue* 1 recognize Dy capabilitiee. " 
;Sarah appraised herself in terna of the changea in her semai 

life and her abiîity to k a sunia l  partna. 1111 ahe aaid, L . 1  

feel that f becaie a reaï waan.. .whete I...kmw vhat itls like to 

be l n  love...and feel what sex was mant to be felt  like. 1 never 

had thoae expariences More 1 got s l ~ k . ~  mter she rpllvked, 

Waybe havbg gotten to knaw iy body more ailcwad me t o  have this 

experience l n  sex t&at was more fuïfilling.. .I guesa 1 was able to  

ride with the flou and got the b a t  parts because 1 had m e  

knouledge of my own body.. ." 
Sumary: AU the waen in this etudy were aware of changes in 

the* body image. Although waem were not troubled by the changes 

in the- wight since being on diaîyais, they were self-conscious 

about haw 0-8 percelved and reacted to th=, especially the* 

aiaryairr accese sites* The rajorlty of waen posaeeaed positive 

self-concepta. All women reagnbed changes in their ability to 

carry out tasks aseociated w i t h  their roles hawwer umen1s 

acceptana of role changes varied. 

-lindiage 

Thia section contains flndinga related to the support f r a  

health care prof~slonals on sexrtal heaïth topics that w c m n  

remWed. Aîso preaented are &ta on the impact of living with 

chroaic xanai diseaea and i t s  tremtmnt. These f indings provide 

further context to on#erits f u l l  exparience of being on hemdîâlysls 

and uoxuality. 



Aloroat a U  wmen irsritioned the 

importance of having understanding fror health professionale about 

the issues they llvedvith as a r d t  of being on heriodialysis. 

üaen described haw s a e  health profeesionais either demonstrateid 

understanding or f e u  short of doing so. Instances deacribed as 

lacking or dewid of underataadhg included probleiis with follow 

through on Qoctorst orders and car8 planning, and a la& of 

attention to gynaecolagic probleis. 

Ualike aany wamn, Carol apoke positively about the 

understanding ah8 received f x a  health profeasionals. "men the 

nurses k m  what Itm going through because 1 esplain the hardnees 

of it t o  them,..I have the nurses to understand me and sometiiiies 

even the doctor will talk ta m. They understand. 

Zn ampariaon t o  Carol's experlena, five other woaen 

demcribed rituaticnu! that were lacking or devoid of basic 

understanding. Although Hanna perceiveci that nurses were generally 

good and kn%w how t o  take care of her  medically, she explained ". . . 
somtiian, they just donnt have.. .certain other skills. . .Scmetimes 

. . .the nurses don't iiake you feel as i f  yioulre himurn. They juat 

.ake .you feel as i f  youwre a patient ... and becauae of that, w e ï l  

yai etar t  quertioaing yuurseLf [as a vaan, rn a pesmn] . l1 

Issue8 with follau through on doctors' orders and care 

pl-g Frtas 1 SouTc8 of frus-tioü for bth Sarab afld a l e y .  80th 

exprrrienced oynaeco1ogic problema and fetlt f1~1stratsd by the lack 

of attention t o  the* issues. Blley aaid ". . .1 was haemorrhaging 

for about iirt montha.. .f ms getting a transfusion evezy wesk if 1 



69 

was harotllhoging f r a  them.. .I thought 1 waa going to go mazy 

cause nobady would l iaten t o  me. Tbey kept trying ali âif ferent 

kinds of mdication and glving m a needle and it would work for a 

W e  but then it didnft ...p lease...I: can8t go on like W." 

Severaï woaen expresseci the need for explicit inforration and 

counselïing on reproductive and gynaecologic proble~is, as w e l l  as 

relationship and semai problemn. Reproductive and gynaecological 

problems lncluded the event of pregnmcy i n  tw wmm, and 

menstruaï cycle irreQii.larity and homonal changes in four m m ,  

three of w h o ~  were middle-aged roiien. The abfience or inadequacy of 

Information and couseUing caused frustration for men and grief 

for  one man ,  

Sae women identified the importance of havlng infornation and 

couneelUng 8emicem readily amilable t o  wowrn on dialyaie. One 

wman suggested that having available Information about the types 

of changea tnrien iight encornter in their eexuality as a result of 

binq on hemoâiaïy8iri i i ght  prevemt ~iien ftom becaing 

unneceesarily alarred by such changea. 

Barb and Elley described the- difficulty in  discussing sexual 

issues w i t h  rale doctora and thue the mlikelihood of the* 

initlaing conversations of this kind w i t h  physiciane. For these 

reasona they mqgeated that it reulns iiportant for hea ï th  car8 

professfonals t o  addrese the aubject of senirility uith miien on 

dialysia. Bafb said, T m  too ehy. 1 don8t thinlt it would be 

appropriate mybe.. .I couldnrt king it up to him. 1 wouldntt feel 

m o r t a b l e  asking bir. 1 g~eao  'cause itws a male cloctor,..if he 
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dldntt mention it, well then P a  not...I mean stuff like thatls 

very bard to talk about especially wben you have to talk to  a nale 

doctor . 1 f ind it easier to talk with f Pluie doctors . 
Elîey reccmended having available infozmation about the types 

of changea wœn i i g h t  encounter in the* sexuality as a result of 

being on hemodlaly8is. *lXtls good to have that N d  of infoxnation 

avaiîable for. . .8aieone else. . . it a good for eoiiebody caing to  

dlalysis  to k m  that.. . those things are n o m  and itt a nothîng 

[to bel ashameci of. . .Waen have never, 1 thhk, been addreseed 

about that . . . if wmn f eel . . . embarrassed, itl s unlikely they can 

approach that and taîk to a doctor or whatever." 

While the outcoaie of becamhg pregnant differed for Carol and 

Hama, both waen c~rrieated they had unknaJingly ~ ~ n c e l v e x i  while 

living with diaïyeis. Carol inàicated that she w a ~ i  unliiware of the 

likelihod of becœing pregnant on dialysis . Il. . . f didn' t know that 

1 could get pregnant on dialysis.. .I didnlt knov until Dr. [aaid], 

l[yai're] ptegnantl [becaus8] 1 ms s t F U  haviag my period when I 

was pregnant. ..I was -88 mnths pregnant .. .then he said. .., 'you 

knaw, you can8t bave t h h  hrby running a riak with your lue eo you 

hava to either...give your l u e  or give the baby upet ...So 1 chose 

iy life and 1 gave the baby up. ft was. . . diff i d t  to give a baby 

~lp. . . b ô = ~ ~  1 1- childraen 

crruuia deliv81:ed a healthy biiiby boy uhile living on dialyeris 

but 8be alro was not C I V ( U ~  she waa pregnant until saveral mnths 

i n t ~  the pregnancy. Aa ihe ciaid, "X waa pregnant.. .for a good 

aumnt of tlm bisfore 1 reaUzed 1 ma pregnant. 1 wa8 rcuily eick 



71 

and didn't kaaw wby 1 Isai feeling a0 bad. m . "  

TZuree wmen r t k e b  about the abiience of suitable couna4ling 

and hat it c a ï d  have h d p d  th- t o  htta undenitand and mage 

different issus8 that emerged in their liver riince king on 

dialysie. Comselling would provide an opportunity for vasn t o  

taU about issues that they might othBLWI8e struggle w i t h  alone. 

Aaother waan mentiond the need for counselling in conjunction 

w i t h  p a r t n r s  and the apparent absence of this kind of service. AB 

mil, the incollplet8nese of information provided to  s a e  vaen l e f t  

th= to seatch without guidance for rcw, ~olutlonr to their 

probleM . 
Hanna ccisntsd hov rhe had benefited f r a  h a  participation 

in the sent rtuciy because it had provided an opportunity for her 

t o  talk about raay âif fecent issues that she vas etruggling with 

alone. She laid,  "... mybe itti a good thing that wevte doing thîa 

k a u s e  th- l a  the firat t h e  that I tve  actually adâreseed this to 

iyself. ..f man thb i s  an issue that 1% never addressed wlth 

myself before. 1% never had an opportunity to actually sit down 

and discusr this with anybody K, therofore I v v e  never heard iyself 

voice there things that f uae . . . thinking. 

W b  rpokr about her med for counaellitlg in conjunction w i t h  

hrr partna and the apparent absence of such counwlling for 

couplem only. "1 thWt. . .men neaâ counse11ing 80 that they 

uademtand that wetre wrking vith them won though bdng rick and 

mt h v h q  tb. r r i  wx drive... beta nevar had to d e a i  with any 

sort of i l h e 8 8  before in hi6 life=..R 



~ ~ r e ,  in anothu ottampt to gain information about her 

mimal relationahip probletma Barb explained, "1 broached the 

8ubject [of 18XU4i1ityl with the pear support coordinator and rhe 

gave m tapes [to watch] . . .and they wirre no good. . . Thme was 

nothing of intereet...like they just laughed ... thatts not goîng to  

help m. So itte ttery mpemiicial. It was... like akim of the 

surface, but you Qonl t rcrally deaï with whatla going on, you know 

... it didntt help m." 

un8xp8cted flnding that ~ o p e d  from the current study on 

aexuality was the amount of data generated about the other 

experiencea aeiiociutetd with living on henodialyeis. Included in 

th i s  section are findings about ths fnpact of the illness and 

treatient on w#enrs livee, the fatigue associatecl with the latter 

itm, and woitent 8 subsequent coping efforts with being on 

hemodlalysis. ni taUing about the eutparience of living with 

dialysis, the participants descrlbed a treatment procedure that 

govens the* llfe becauae of the need to have it peri0-d at 

regular, deeignated intenral8. Horeover, once dialysis haa been 

initiatecl, the treatment continues throughout a person's U f e  

unle68 a transplant l a  possible. Yet, the treatiient procedure does 

not proviâe aeamnce~ that an individual will feel better following 

l t s  application. Both the treatœnt and the disecure can have a 

pbysical îapact. For theae wpwn the exparience of living w i t h  

diAlysî8 was mr0 than living uî# the treatmnt proc8dure ltself. 

Thair: ilrnma waa pr-t all the Wiie m g  1- presence felt 
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through ry ip taa  or  aide effwts 8u~h  aa fatigue. 

AU wawn taUwd about the relmtlesr fatigue and tirecinese 

they lîvwi vith and the waya in which it pezmatsd and affecteui 

mat aga8 of their i lver (e .p. , sema l  ralationship, f i n i l y  and 

mia l  activitiei,  and œ p l o y w n t / c a r e ~ ) ,  including the- day-to- 

day living and routine houeehold actlvities. Al1 mmen claiaed that 

dialysL chyi wmre tough or hard &y8 to prweed through, becauae 

of the way the procedure phyaicaïly taxai thm, and that they 

u8ually returned h a a  foiïoving the- treatment to rest or eleep to 

rejuvenate theaselves. 

In fact, when a s b d  what the met âifficult thing wcie for 

warien ta ranclge or deal with riince being on heiodialysis, seven 

uaiea referred to changer in thair phyiicaî  vall-beîng or etamina 

that was in soie way connectecl to theIr fatigue and tîxedneas. 

Coneequently, theee symptrrs often iipeded and even prevented Kiren 

f r a  partîcipatiag and promeclhg more fully l n  their lives as they 

on- had. Most woaen focused on what they iJere no longer able to do 

or participate în ta- than the activitlea in which they 

continud to loin. A8 a r e m i t ,  ~ 0 1 8 ~  rtsuggled t o  met not only 

thait nni expectatlona of thaseîver but mmtimas the iiplicit 

espectations that othem mlght have o f  tbœ. 

Aa w#n nflected on the exparience o f  living with dialysis, 

tbey rewaled the rtrategiea that th.y employacl i n  the proceas of 

q i n g  with the* lm. T b  parti- ritratapies waen utillzed 

&lprd to dormplay or riniiiz0 thair ~ 8 1 1 c e  of major lffe 

dmgw and the hadmhipa t b y  facd  day-t&y in thair M e  
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daniward caparillaas, the temdency to wrialize th& lives, 

approachirig life vith a different appreciation, and re-evaluating 

and/ot re-focpring the* life prlorltie8. The use of these coping 

strategieri helped vaen to view the* lifa situation in a rlightïy 

different, perhape more positive way, so that they m e  bettar able 

to mve forwsrd rith or just carry on with their lives. 

W o w n  wed downward camparirons and mmalîzing to highlight 

differences b t w m  theurlvei and 0th- patients on âialyaia or 

the genexal populace. Woren aemed thenseives that Uiere were 

lndeed people in far vorse predicamentr than mat they themsedvee 

had to contend with in their mm life. üamn al80 revealed the 

inclination to norralize their l ivei .  They cited =-les of hm 

what they did was 1Ue wnorrsl peoplem and that euch actlvities 

helped tim to f-1 positive about thtelves.  

In epite of the harchhips w i t h  whlch these wcmen lived each 

day rince king on dialyrL, nearly a U  vown ackiarledged that 

tbey now appr8ciatrd eame ana of life more thun they had before 

ü n y  starteci diAZy8iS. In grneraï they had deveüoped a ûifferent 

appreciation for lia, and had r e 4 u a t e d  and re-focuried the- 

life prioritieir in toms o f  a a t  Rattemd rioet to them. 

Alio8t a l l  ali talkta about the extent to which they 

accaptad king on haocUalyair. üherean r a e  wonen indicated they 

had riimply came to accept dialysle, other woiien taUed about haw 

thry continuai to rtr99gle w i t h  acce@tiag it more hilly. 1U woœn 

taîkul about theis approach to copîng they alsa remaled th@ 
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attitude they had adopted l n  that proeess. mat -II inâlcated 

they had tackled being on dialysie by eiiply accepting what wrie and 

purhing theiuel\ries to ccirry on and do the beat they a d .  
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mmmsxO111 

The Interviews with iniiien in the current study revealed that 

the topîc of seJNality i a  rarely broached betwem mrien and health 

profeaaionala, including nursea. ühen uœm m e  aeked about the 

impact o f  heiodialysis on their sexuality, the researcher noted 

that M t i a l l y  mst umem discuseed the- phyaical eexual 

relatione. In rany caser, ît uas not until the researeher made 

spec i f i c  inguirie8 about woien's bây-image, eelf-concept, self- 

eeteen, intiiute relatlo~hip, and f m i î y  and social l lves that 

they began to ahara or elaborate on the- experiencea of these 

as-s of iexuaiity, %ich included the- interpersonal 

relationahips . 
An unempected finding was the mount of data elicited froa 

womn on topicri in addition to eemality, even as broadly 

interpretrd in the m e n t  shidy. OiM po~rible teason for th is  

might relate to the fact that the mole experlace of being on 

hemdlalysia wae ao pereonally traumatic for waen, that the 

intentiewe actually functioned as a kind of catharsis for m n - a n  

opportunity to ta lk  to a synpathetic listener about ntany aspects of 

their situation. 

Another poasîble reaeoa fs the topic ftself. Although mst 

rnren talked o-y about a m m l  activity and the kinde of 

obstacles that lnterfered w î t h  such activity, they may in fact have 

felt uncafortable talting about thir aspect of the* nlationship 

or other s u u a l  isnies in any further detair and thus chose t o  
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on lesa thrmtenlng topics. 

A th- posilible mason MY relate to the actual Igortance of 

the topic to the woiin. Althouph the rea88~cher assumd that only 

uacui gaulnely înterested i n  the subject matter would participate 

in the rtudy, it Ir poaiiible that the topic of  iexuality was 

actually a relatlvely unimportant aspect of the* livee i n  

caparlson to other aapecta of life afhcted by hmoâîalyiiie. 

The disaurion wlrich folïws is organized according to the  

tbrw categociee of flndings and u l i l  include references to telated 

literatwe. Diseuseion is al80 included relevant to w~lren's 

eKpecIence v i th  support and couniialling i r a  health profesrionale 

about h810dialysie and eexuality, and the Impact of illnese and 

treatnnt on other aspects of life. 

-8 Relatd t0 Seniality 

Physical Serual kctivity 

The priiary focue of the feu pr8Vious etudies on women, ha8 

ken on the extmt of s n i a l  activity i n  utmen on heiodlalysis. 

Mort of thare studiee forterd the impresaion that d a m a r d  changes 

l n  a t m a ï  amivity or the pre8ence of  (dyslfunction represent an 

iiportant voienf8 Issue. The currnt  study provided a contrasthg 

picture and paralleIr the findings reportecl by F t a n 8  and P a n r m  

(1993). Imms and Pw81:sr in an exp1oratory rtudy of quaïity of 

life in  349 hsriodialyais patienta (46% of whoi were wamen) , 
reporteci that patienta ranked the* ' a u  Ufel CU i l ightly 

important anci alightly diisatisîyîng. Iiouever, dita speclfic to 

woien m e  not prwided. 



nhile sexual functionhas beenidentlf iedaa a source of 

8tress for niaiyeis patients (Bichel, 1986; mche 61 Schreiber, 

1988; llline et  al. 1985), these studfee provide lfttïe 

underiitanding about what patients find rpecifically streoifuî i n  

relation to  thriz aexual hinctioning or why thie item even 

constitutes a stressor. This current study provides sone lnsight 

why changea in iexual hinctlon oight be Uficu l t  or stressfui for 

wcma on heaiodialysls. Most woren perceived that theIr being on 

hemodialysis had had rom kind of transitory or long-lived impact 

on their pbyelcal sexual relationship with their partna. 

The notion of engaghg l n  sexual intercoume for othes reasons 

such as obligation or gui l t ,  ha8 beea suggeated in previous 

studies. Daspite tniien's dimiriished se& desire and orgaaiic 

ability, Ilaetrogîacom et a l .  (1984) deduced that men  met likely 

continued to  engage in regular sexual activity as a result of the- 

partnerl s b e h a v l o ~  and the relatioaship i-elf. Rozeman et a l .  

(1990) mt ioned that caiipared to healthy u~aen, wcmen on 

hemâlaïysfs and peritoneal dialysis avoided their pastnerls sexual 

wartures m e  but âid  not speculate on the reaeons for this. In 

the curlcmt study, m a t  a l l  semually active wmn idmt i f i ed  a 

variety of factors and thu remsons Vhy they eimply declined or 

avolâed having rcrnial activity. The abience of sexual energy or 

dssire lUely  helghtenrd woiioa'a feeling of guilt, as they vere 

ifndful of the lbupport and understanding they needed and received 

fra thair pcrrtau but alrio of the* Utd ability to alfitays 

satisfy or meet thair partnePs senial n d .  It was avident that 
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the root of rai. of uarin18 8tmgglaa with feelings of obligation 

and gulît WIO primarily related to  the dispatity kt- th& own 

amgre level8 of a m a l  clealre and tbeir partnw's intact, heaïthy 

libido. Thus, it ir  reasonable to -est that the ongoing prerence 

of t h b  typa of  dichotay in couples' semal deaire and sexual 

8xp8ctationr could very well contribute to, or even generate etrees 

in mmn, 

Aside h m  the always împending dialyeis trealmmts and the 

way the treatwnta phyiicalîy taxai waen and i ipoee~I structure i n  

the* livei, the preaence of  ongoing fatigue, low energy rerierves, 

and an awareneis of their own iexucll limitations and abiïitierr as a 

-81: m a t  1-y contributecl to or even genatated transitory 

fssllnga o f  threat or challenge in waen. Lazarw and FoUnnls 

( 1984) cognîtive the~ry on coping off e t 8  an eaplanation of why nich 

feeïângri i ight  bave nufamd in uoi.n. Ra waent s perspective, it 

may be that the above l ie ted extenial and interna1 demanda (ie, 

hœdîalyair routine, fatigue, obligation) that sumounded wacui' s 

ruual relationrhip had hem appraieed by them ar, threateniag or 

chril3emging. These types o f  driruidn, a t  -8, nay tax or exceed 

thair rasourœ8 (Lazans & Folkman, 1984) . 
Coariitent ulth pr.viour ~tudier (Alîeyne e t  al. 1989; Mvy, 

1973; ncirtrogiacao et al. 1984; nilde et al,, 1996; Rozenaan e t  

al. 1990; Rickm, 198'1 ) , the majozity of 6exually active waui in 

thir etudy e%ptmiencoà a decîine ln th& ruual duire and 8- 



80 

perhapb beet explalneci by the extent to whl& wam repeatedly 

aphaaized the ptesenc8 of fatigue, and tbe depletion of  or 

caplete abamce of amrgy on s o n  dayr. Because fatigue pervaded 

all arpects of wœmtr lives it  ir not inconceivable that fatigue 

playrd a major role i n  aubâuing theit semai ciesire and shiftlng 

the relative importance of sexual actlvity. Most wiien VI& 

ramai actlvlty as a taxing activity because it required the 

8xp811âiture of valuable energy thak waa wrry nich needed elsewhere 

in their l i v u .  M well, ail woiien cl-d that dialy8ie days were 

tough or hard days to proceed tbsough, because of the way the 

prOC8d\lle phys ia l ly  ta%ed them, and that they wurr'L1y returned 

hame follawing the* treatrerrt to rest or sleep to rejuvenate 

thœuelve8. Thw, giwn the devitalizing effect of  post-âlalysis 

fatigue, l t  1s understandable wby a i l  U t  womn preferred to do 

after dialysie elemp versus entertain thoughts of having sexwl 

activity. 

The conn8Ction between fatigue and dmward changes in  

U y a l a  patientsr senial functloning ha8 beem reported in two 

earlier atudies. Taorians e t  al. (1997) did not iaasiite fatigue or 

the iiportsnce of iexual activity quantitativeïy but, baeed on the 

articulation of f atlgue during the interviews w i t h  mbjects, they 

mmiaed f a t l m  and listlmmess were largeîy ~:emponsible for the 

prewmce of #muaï bysfunction in haiodialysia patimt8. SîmUarly, 

U c h ,  mrt aab maring ( 1996) docinented that fatigue interfeird 

with the i m m l  functionfng of  41% of patienta in th& stucly. 

mite th. abamce of gender specific &ta in theae two etudies, 
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their fiadingi and the uir fimding l n  thîa rtudy support the need 

for further tisearch on the impact of fatigue on ilexnal 

functionhg as a remonable next step. 

ft wao interesthg  that th18 relatively young group of m e n  

ware ro p1agii.d by fatlgue, given they vsre a U  receiviag r-HUPO 

therapy. Betcau~e r-mm) therapy iir 81tp8cted to alleviate aomo of 

the aymptaa asociiated with aneteh (8.g. fatigue) and perhaps 

enhan- patients1 senial iunctlon (Laupicus, Wonp & Chutchiil, 

19911, one i ipht  have expected to find les8 fatigue and better 

re%ual function than wbat the vasn in the asment atudy described. 

Since the murent study did not deternine i f  wo#n had perceived 

iiprovmats in  the* se& function since rtarting r-MiIIPo 

thempy and because data gathezed âîd not include wmenla 

h a a t o c r i t  and fatigue l m l r  prior to rtarting r--0 or at the 

tlm of the study, it L difficult to auggest a purely 

physlological exglanation for wmmlr fatigue, lm eexual desire or 

level of aeucuaî function, 

whue fatigue is  no daibt a c o i o n  reailon why healthy 

individual8 avoid em~agîng i n  rienual activity, thsre w e  other 

factors that interfered with waent e sexual desire and seucual 

activity. In fact, the lack or absence of  rianml desire was in  

itarlf a a u o n  noron why w ~ w n  portponed or awided having ssnual 

Intercoursa. nOrmmr, vown not only had to coruider haw they 

phyiicaily felt mlor to an opportunity for s e m a i  actlvity but 

thay m e  Inclineci to al00 thhk about the ~ l i c a t i o n s  of the 

fatlgue tbat unially f011d &ter rngaging in se%uaï actlvity and 
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hm lt wuuld Impact on  the^. As -11, the regular intrusion of the 

treatient reg- and varioua unexpetcted phyaicai and psychologicai 

factori that were not neceesariïy related to theis underlying 

kidney i l lness also liiiited the opportunity for sexual activity. -- - 
The notion of cloaeness descxibed by the woiien in  thie study 

constituted one of the four conditions included in T i e i n a n l s  

(1991) theoretical definition of intiilacy which excluded the 

necessity for ' phyald intiaacy ' ( sexual activity ) but included 

rutual trust, eiiotlonal cloaeness, self-disclosure, and 

reciproclty. While a neani.ngful relationship provided the Men in 

this etudy w i t h  a sense of noriallty, heaithinees and/or 

aatîsfaction, samal intercourse was not essential to cultlvating 

closene88 in the relationship. -se, i n  U d e ,  Hart and 

Faring's (1996) atudy, 79% of participants consideretci i n t i ~ c y  

(cloeenese) to be crucial in the* relationship. ühfortunately, the 

conditIon8 that co~priaed closenese wlere not identlfied by m e n  i n  

either study. 

Perhaps more Wrtantly, one of the mst influential factors 

that interfered with wolwlvs ability to regain, re-estabïish and 

-tain an acceptable semaî relationehip war both themselves and 

the underlying gmeral natuse (condition) of the* relatlonship 

with the* partna. Thus, it was c386f: that the procesa of fading 

an acceptable leveï of semai activity for botb portn8~1s waa 

ciiffeuent mono couplea. Wberea8 mat vaen focu~ed on the M t i a i  

h;tudlea tbey faced in  ru-eetablishing an acceptable senial 



relationehip, a fw w c m n  underscored the ùifficulties they 

consistentïy faced i n  securing their eexwl  relatlonahip. 

Although the mjority of wmem dercribed their initial sexual 

experiencee as difffcult, experirental and chaiïenging, unusuaï or 

not 'nonal' capared to the tiie before starting dialysie, 

werccmhg a U  of theee factors involV8d not only eeïf-reflectlon 

and tim, but an understanding partnm. The ease and amfort  of re- 

establishîng an acceptable sexual re la t îo~h ip  for both partna8 

wair also dependent on ongoing understanding f r a  the tmmnle 

partners. It MS evldent that effective colunication and 

under~tanding with one's partna not only facilitated smother 

adjutirent8 in their sexual relationship but aiso, in other areas 

of their lives in aqwîaon to wœen who perceived that they 

received little understanding fror the* partner. 

Data in th- study have provided insight into the areas and 

waya wain have stniggleâ to recwer and regain their eexual 

relationehip aile living with hetmdlaïysie.  part from case 

rwlews, thue have been no eapirical etuâiee ertaiiining how wmen 

re-approach thdr s ~ l t y  in the context of the* sexual 

relationehlp or re-eetablish a sexual relationrhlp that 1s 

acceptable foi: botâ partaers. 

CUIT8Ht 8tiidy al80 nibrmtuted th0 t0 Vaon 

on hevldfalW.8 of ha- different typu of support a m a b l e  to 

tha fmi the* partnu$. In vîw of wumn*r pronouncecl fatigue and 

law en- l d ,  it ir underatandable why tangible support 

(asaWanc8 with dowiitîc tasks and dialysis routine) and aotional 
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support (understanding and crus) was neeâed by thea. Baiied on 

voienls descriptione, it wae evident that the preeence of support 

helped to iitigate or counterbalance etme of the chronic burdens 

that the wumn in th ia  stuc& bad to live with daily. While 

infoxmation redevant to wowui on heiodialysie and support i e  

notably l i i i ted,  Burton, Kline, Lindsay, Sr Heidenheim (1988) 

reported a s i i i l a r  finding in theIr study of  older subjects 

receiving peritoneal dialysla. The elderly group of peritoneal 

âialy8is patienta reported that support helped the i  to contend with 

the ùai ly  annoyances and routine with the* dialyeis reg- (Burton 

et  al., 198û). It would eeea that the waen uho had rel iable ,  

oaprehemive 8upport nnaged living with the intrueiveness of 

haod la ïye l  and the- fatigue more erisiïy than women who had les8 

depenâable support avaiïable. It $8 important to note that, since 

m a t  of the women i n  the m e n t  study uere inwrlved in a steady 

relationship that had pre-dated their initiation of heirodfalysis, 

it is possible that these couples had already eetablished 

fimctional support patterns in theis relationahîp. Thesefore, there 

m y  be differmcee for wown who are ringle and living on 

hemâialysfs and rnnen who have fomed rore recent relationshipe 

prlor to starting dialysis. 

Furth= d ~ i 8  of tbis 8tuby'S data m d û d  that th8 

qu ï î t y  of support uowii receiV8d i r a  the* partna8 varled 

canrideraôly. wbile mat mœm mentlonaâ haw helpfiaî their partners 

wrrre, a couple of tnrirn wire dis8atisfied witb tbs ruppoat eh- to 

tha by thair partIlus siacs being on disiysir. eotioaal 
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understandlng waa the mst often cited i iea ing wponetnt of support 

l n  waen who w e m  dlaiatiafld.  The importance of emtional supwrt 

waa al60 rem- by üolcott, lOiasenson and Lmdsverk (1988) in 

thetir rtudy of paritaneal ancl h8810didiZy8is patiente and support. 

Rrrthemose, th is  otudyv s flndlng on wowm' i percelved quality of 

support and theit satisfaction with euch n i p x z t  bars i o m  

reacrblance to  the findings of Siegal, Cal8yn and Cuddihee (1987) 

and Godenuw, Redsine and Qady ( 1990) . Theee etudiea reporteci a 

eignificant relatioiurhip between the quality versus the quantity of 

-port and h8110dialysi. patientle paychological adjutment 

(S lega ï ,  Caleyn & Cuddihee) and iiiiilarly, srthritic m e n 1  s social 

and psychological functioning (Good811ow, Reisine 61 Grady) . 
Althougb marital role strain and distress wae not the focus of 

thiii ritudy, it was apparent mat discord d n t e d  in couples where 

partneers m e  leas involved in helping with àowetic taeke and/or 

w î t h  the dialysia regin (dslw t o  and fra dialyeis) , and who 

ahoued a lirited undexstanding of the nature of, and impact of the 

âlalyaia tr~atœnt on woien' s phyalcal liiitationa and well-being. 

Woienvs perception of a supportive partne offset the ment of 

their parceiveâ intniai~811esa of dfalysis by enhancing both their 

ani will-being and the couplePr abi l i ty  t o  adapt more iuccesrfirtly 

to dialysla. Tham fîndings are ln keeping with those o f  Bin ik ,  

Ch-c and Devins (1990) in which they concluded that the 

patientst well-blng and thair marital adjustmnt vas advasely 

affecteâ by increased writa3, rol8 atrain and nari taï distress 

because of the way such situation6 a u m t  levels of ilînms 
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intrusivenesa. 

One passible reason why sae relationships survived and others 

fail@ my relate perhaps to the finding that g~pp~rtive 

relationships for woien in thir itudy aeemed to evolve i r a  pre- 

existing poaitive relations that m e  in place Jmfore itarting 

dîaïy~iri. Thme ralationiihipe may not oaly be mie capable of 

withstanding the irmpoaitioru or changes that result froi dialyais 

but MY also, aubsequently be etrengthened from the experience. A 

lack of wideratandlng and consideration wiere lost often attributed 

to the eucietence of troublesœe relations that deteriorated. Based 

on Siegaï, Cslsyn and Cuddibeet s (1987) finding on the importance 

of p1:in;irv support (e.g., partna and faiily) to patiente1 

psychological well-beîng, lt was not suzpriaing that m e n  who had 

lesa support fram theie primry sources empressed eametîmea feeling 

hopeless and deprereed capared to vaen who had ample support. 

Siiilarly, a significant relationrrhip between spousal support, that 

included elaenta of encouragement, eensitivity and iwolvement in  

the patientta care, and the morale of h#e  and in-centre 

hemdlalysie patients m e  documetnted by Dimond (1979) . 
Body hrv/- ca=Pt/- - 

üaen umre clesrly auare of body image changea that had 

accurted to th- since king on h810dialy8is. HariSiever, it i 8  

irportant t o  note t&at tk body iiage change8 they deacriimd wmre 

not seen by t h a  a8 irnvr that affecteâ tâeit relat l~l l~lhîp~,  at 

lwt, at  the Uw of the current study. Body image chring86 have 

ken identifid ai one of many aourcea of rtresr for h a o â î a l y s i s  
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patients (Bal&= e t  al. 1982; Elchel, 1986; Rickus , 1987) . Ferrans 
and PaJers (1993) reporteci that physicaî appearance waa both vaîued 

by, and wmidered llOd8~'ately important to, patients. Rickus ( 1987) 

documntad that mugîcal scarring and welght gains were more 

disturblng to waen on herodialysis, pritoneal dialyais and those 

who had transplanta than the* fistula or weight losa. This present 

study provide8 understanding a8 to  why uœm peraonally viewed 

specific body hage changes more or les8 troubling. In fact, weight 

gains or losees were not especially dieturbing to  aost waen in 

this rtudy because mny voien thought theîs body image bad been 

saewhat enhancd  by their subsequent change in weight. Changes in 

weight wiere g e n e ~ a l l y  vieved favourably by m n  dependhg on the- 

awn personal circuuitances with welght before starting àiaïysis. 

While several woiien acùmwledged their access sites were 

unattractive, the sites were not an issue for ee%uaUy active ~0113831 

in teri8 of theSr sexual relationship. What troubled uœem more 

about the* acc88e s i t e  waa huw 0-8 might view it and react to 

th- because of the site. The unattractiveneas of access sites, 

including related bruiefng and scarring, repreaented one of the 

i o s t  visible or tangible -1s of the w#ien's iUneas. However, 

co~lcetaling tactica helpbd to iiinirize or elirinate unwanted 

attention and .isintmptretations of access sites by othem and 

enrihled waen to pr888~7te theh valued body m e ,  and thouqhts and 

feeling. of thaselver. mese data apbarize that body m g 8  

rmaheâ irportant t o  these waen on h 8 . o d f o l y s ~ .  

Self-conapt bas rarely bsen elrrined in bemdlalybis 
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patisnto, much leas eexual self-concept. Despite the nuaber of 

chrrnger that traarrpind in vounlr liveri rince being on â i a l y ~ i s ,  

the data indlcated that the majority of wmen in this study 

poasearied a ralativeïy positive self-concept. Although a couple of 

w#en struggled wlth eoie thoughts and feelings about thmselveri, 

esaentlally ail believed they were the eame person in tenas 

of character and intelligence coigared to More they started 

dialyeis.  In contrast to thle etudyt s findingi, AILeyne et al. 

( 1989 ) reportad that patients ' self-amcept had wrsened 

significantly (P< 0.001) a t  the the of their study compared to the 

tire before patienta started on dialysis. 

How~v~]:, it i8 difficult t o  &au amparisons between these two 

atudies given that gendm data in the Alleyne et al. study ( 1989) 

wuse collapsed und f d e s  were undemepresented in the study 

esnple. Also, only one Item was included related to self-concept in 

Alleyne et aï. 9s (1989) study. It is interesthg that mat of the 

woien in t h i s  study focurred on iiore positive aspects of their self- 

conœpt, devoting U t e d  If any attention on thair thoughts and 

feeling8 of thase lves  i n  terie of the* aexual self-concept. ühiïe 

it is possible that tmiien sirply over1ooked reflecting on their 

se& aelf-concept, considePing the sentiments held by met women 

on sexual act iv i ty  and the* arrinished sexual l ives ,  perhaps th is  

finding iigbt not core as much of a surprise. What 1s lntet.eeting 

h a w m  is that met wtmn â î â n l t  nscessarfly recognize or 

acknuwledge the conceptuaï Unlt between body image, self concept 

and seif eateaP in teris of the* eexuallty. 
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Considering womnlr attitude and personal thoughts on s e n a l  

activity, it was not surprieing that a h o s t  a l l  wtmen overlooked 

evaluatlng tbis aspect of  the8sedvee. Only a fw umn correated 

brlefly on the* perception of themselvem as a aexual partner and 

m s t  of these aseeeamnta were negative. Although met wmen 

focused on the shortcoring~i and limitations of the~selves in the 

various roles they mmmd and how their fatigue and hemodialy~is 

had negatively affected the- roles and abilitiea, a couple of 

wuman did acknawleâge positive influence in same roles they 

contlnued to carry slnce going on cîialysis. Unfortunately, no 

studies were located i n  the literature on self-est- in either 

generaï or sexuaï terns and woren on hemodlalysis wlth -ch to 

corpare thfs finding. 

Otbrrr Pindings 

Riole of Ctarilth Pn,f088loMlB 

The wmen intervieweci in thla stuây articulated that they had 

not relied extenrively on health profeasionals for any p a r t i d a r  

ùînd of support. ?Wever, it waa apparent that men the need aroae 

they expected to recelva support and undatetanding tbrough 

information and counseUiag on dialysii related Iemee; 

relatioaship, personal and memal matters; and on reproductive and 

gynaecologic iseues. Uhile a couple of uaen  gave p o r i t i m  accounts 

about the support t h q  received f ra  health profemrionah on a m  

of these t o p l a ,  the actwl support that the mjorïty of wwen 

r d -  on theme topics fell a b r t  of what they eucpected for a feu 

fdentif id reasons . 
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S e v ~ ~ a ï  wmen wtpr8089d dissatisfaction with the actual 

support they received from health profesaionals on tberre topica 

siiply becowe the infoxmation lacked caqehenaiveneils and caued 

subsequent frustration. This finding parallele nilde, nart and 

Fearing's (1996) findings in -ch, m e  than one-third of subjectr 

received education on soxual and fe r t i l i t y  issues vieved it as 

unhelpful and 20% of patients comunicated intaest in  havlng 

f-82: i n f o ~ t i o n  on sexual mattere. The finding of frustration 

was aïno axticulated in w#en wlth physical disabilities because of 

thsir perceptions of insufficient care and a lack of relevant 

infomtion (Becker, Stuifberpen, & Tinkle, 1997) . 
a i l e  several vaen beùieved they might have benefited frai 

tallting t o  health professionaïs about the* concenis, they declded 

not to broacb conversations on aexuality because they felt 

mbarrassed, shy or uncamfortable dolng 80. Thie  dilama was not 

eurprising since womn Who fai led t o  obtain adequate support 

thraugh information and couneelling about one health problem or 

conctm niay be leas inclined t o  raise other concems or questions 

they riight have had to  hea l th  profeselonala. Also, as s a e  m e n  

hiid senmi  at one tim a demnstrated lack of ilen8î.tivity and 

intezrst in  the* probl- frai heaîth profersionale, this  

s i twtion night have aLso contributd t o  thefr inability t o  broach 

rare personal problere. Theae sltuatione, in addition to the 

finclhg that iuual function did not merge as an important Leue 

for the mjority of uaen, ~e~rhapri fusthe out understanding of why 

the waen i n  thla study did not se& advice or lnfomation f r a  
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health professionals on the changes i n  the* sexuaï activity and 

why the self-refemal rates awng the wœen in  Rozennanis e t  a l e t a  

(1990) etudy =O lm dempite having probleiii în the* aexual 

function. Regardleas of the above findings, uomen were etil1 

receptive to the* heslth prof essionals initiating conversations 

on a variety of sexual health care topics wlth their. 

The flnding that wmen received what they thought was leas 

tban optimum or exemplary support on sexual hea l th  nattera was not 

une%pected. For yesrs, Uteratura ha8 doc\prented that patiente on 

haiodialyeia receive l i t t l e ,  if any, educatlon and counseiling on 

sexualîty and the eexual changes related to their illness, 

includiRg reproductive and gyaaecologfc nattera (Holley et al. 

1997; nilde et al., 1996; Ricku, 1987) . Besides, related work has 

documented that nephrology wrk81:s lacked adequate knowledge on 

eexwlity (Ulrich, 19871, and that aexual heaïth care lesues were 

not only poorly addressed by nephrology workers (Bînik & Wh,  1994; 

Dailey, 1998; Holley et al., 1997; U d e  et aî. , 1996; Rickus , 
1987; Schiidt & Holley, 1998; Schwer, W c k ,  SteininiLler & 

oooriiiailtic, 1990) but, &O by health profeiisionals i n  diwrse 

pracUce eettinqr (EMgge Karch, 1987; Be&-, e t  al., 1997; 

Jenkins, 1988; natocha & Waterhowe, 1993; Richar&, Te-, 

Whipple & Itaisaruk, 1997; Wilson & W i l l i a m ,  1988) . 
mepite tbe absuice of a c011pc11:able Canaâian et*, -81: 

evldence on the scope of t h b  issue and finâing was located in 

nilde e t  al. s (1994) survey in wbich only 33% of the 36 

particlpating U y a i b  centre6 inc1uded educatlon on eexuality and 
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fertility issues in  the* patient education program. Thus, the 

likelihood o f  nurses recelving and thus poesessing suitable 

hw1edge and education material that support and encourage the 

incluefon of thme topice in their practices se- saewhat 

unlikely . 
Tbe woren in this etudy indicated the need to have accessible 

and camprebensive information on reproductive and gynaecologic 

mattere in a tînely manner fia heaïth profeeeionale. Since many of 

wooenle illnees-related syrptoaas on h8g~0dlalysis nûmic the symptors 

aaaociated with pre~nancy, it w a s  understandable why the tua wmen 

i n  this study had diff iculty diicerning that they m e  pre~nant  

unt i l  several nonth8 into the* pregnancy. Aîthough iertiïlty in 

wmn on b ~ a l y s i s  is unamon, conception nonethelese reaains a 

possibility as 8- wtmn continue to have mnstrual cycles, though 

iiiay are irreQular (Holley et al. 1997) . Recent studiea have 

reported that preqnancy rates range betwm 1.5% and I% in woien 

af t e r  conencinq âiaïy8is (Hou e t  al. , 1994; nilde e t  aî. , 1996) . 
mepite the relative law incidenc8 of pregnancy in  wmen on 

âialysis, the prwision of educationaî mterlal 1s neceseazy 

becau8 of the hlgh fatal and matemal risks associated with m e n  

on âialysis. 

Br-, s m a l  of the waen mpetriencmi gynaemlogic 

probleui or changea colllonly encountemxi by periiisnskual ar mat- 

mnopausal aged woiie~. In fa&, one of  the -le participante uas 

po8t-mnopaual and thna of the tmem had had a hyrtroectœy sinœ 

baing on ûaodlalyri.. Siiilarly, wbfle the n j o r i t y  of wmen ln  
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Rickusv ( 1987) atudy ware betueen 35-39 yearu of age, 18 woiien 

encountemd metnopause despite the iact that only nine of the wumen 

were btuam 45-55 yeare 014. As revealed by the wmen in this 

study, qynaecnlogic issue8 not only intensify uaments already 

drriaished Interest in sexual activity but f-81: amprorise their 

general we~ll-being. The finding that the wuen in this study 

desired support on mlddleience rattes is sufficient evidence for 

the need for  health profeseionals to provide support to m e n  on 

these eexual health mattem. Menopauml and post-menopausal aged 

-en not only comprise the largerrt grouing proportion of wunien 

stazting h8110dialysi8, but they are prone to degenerative changes 

lîke osteoporosis fram the 108s of estragen and its protective 

rechanisui and fluctuations in calcium/phoaphorous Mance that 

occur eecondary to chronic ltidney diseaee. 

~ofrllHnsand'IlreatmntanOtbetAspectrrofI4fe 

noet of the woaen in the present stuùy characterized the- 

fatigue as highly intruslve because of the way in which it 

introduced wideapread changes in the- livee and continuously 

affected and regulated mir lives. For eevesal reasons, it comes 

as no surprise that ~01811 talked about persistent generalized 

fatigue and tiredness. The wœem in this study referred t o  fatigue 

as a cbronic and pervasive physlcal and eiotional condition of 

waariness or BXbLLution induced by the illnese and treatmnt 

related factora. Thus, uaen lived wlth little If any reprieve fran 

fatigue and tha feattam that caprise the natute of  the dialyais 

-enta for tha. It i s  beyond the rrcope of th- discussion to 
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fatigue arong thia illness population, the kinds of lmta lt can 

I.DO8e on day-to-day living, and the Importance of aaaeaiiing 

patienta' subjective levels of fatigue repularly, but a few 

811amplee are Brunier & Graydon ( 1993, 1996) , Cardenas & Rutner 

( 1982) , Itillin~worth & Van Den Akker ( 1996 ) , Sklar , Rieesnbeip, 

S i l b u ,  Waqair Almd & iIiir A l i  (1996), Srivastava, 1986, 1989). 

Fatigue waa appraieed by the m e n  in  this etudy as a major 

inconvenience because of  the entient ta wbich kt  fnterfered wîth and 

corrpelled thei to nodify or change the way they llved and conducted 

the* day-to-day llves. This finding was not surprising since 

fatigue or weaknesa ha8 been coneietently ranked by patients on 

bemodiaiysie as one of the top f ive stressors in  theIr lives 

(Baldree et al. 1982; Elchel, 1986; Rtcha br Schreiber, 1988; 

Gurklis & Xenke, 19W; Kline, Burton, Kaplan De-10our & Bolley, 

1985; Lok, 1996). 

Throughout the interviews, the m e n  in the present study 

refemed to the* coping efforts and use of different strategies to 

help then t o  bet ter  cope with the* endleas need for dfalysis, the 

întrunivene~e of the illnese and its treatrent reg-, and the 

mny lue changes they had faced since being on hewâialysis. Given 

the finding that l i fe  on hemdlaïysir had hem tryiag, and a t  timee 

ovemhelaing for waen, the volme of data luassed on coping m e  

not nirprislng. 

The ongolng, dynrric and evaluative nature of wacuils copîng 

effort8 paralieUed the coping proceas deecribed by Lazams and 



Folkmm (1984). Wasa used types of coping itrategiee which 

coincideci w i t h  the findinge of earlier atudiea (Balârm et aï. 

1982; Blake & Courts, 1996; Gurklis & Menke, 1988; Ourkîis & nenke, 

1995; lok, 1996). Wbile e œ e  waen mentioned they had atteipted to  

cope with specific eenial  health l a t t e r a  in the abeance of adequate 

mpport f r a  health profersionais, werall very little data on 

coping pertained t o  the ways in which m e n  had deait with changea 

in the* senial lives in comparirion to caphg with the overall 

RaiundEl placed on th- by their i l lness and its treatment regben. 

The finding that waea devoted Zittle attention to coping w i t h  

their s e m a i  Uves should not com as a surprise given that the* 

illness and its treatmnt reg- consumd so wch boa them in  

terui of their physical, motionaï, and peychological well-being. 
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T!m purpose of thU etudy w r  to âeaaibe the rxperience of 

and Impact of  heaodhly8is on foiale ianiality fma the perspective 

of wwen llvlng witb th18 treatlant iodality for a ainiM of one 

m. It wae al80 hoped that the experiencee of ri~aien wuld  impart 

und~tetandiag of the eexuaï isauem that woiren consider to be 

inportant and lead to the suggestion of use- nuraing approaches 

that muid met the sexual health care needa of waen. 

Interviewa w i t h  ten woien were carried out using a re lat ive ly  

unstructureci f omt .  Findinge related to sexuality were presented 

under the cat-oriee of phyeical sexurrl activity, relationship 

factors, and body iaage/self contxpt/self eeteen. While senuality 

has not been prev iou ly  stuclied from the perspective of umm 

livlng w i t h  hemclialysis, the data &cm th18 etudy provided support 

for emrller finding8 epecific t o  the changes in m n ' e  a@ 

functlon and fretqwncy of eexual actlvity, Por a U  tnlien in t h i s  

study, iexuality included having a phyiical semai relationship. 

Although sexual actlvity was not of centrai irportance for the 

majority of eemmiîy active woiiea, ümy all experienced f eeling8 of 

guilt and obligation relateâ t o  the* sexual relationahip. AU. 

senually active wmem identifiedl a n\abei: of factors that 

interfemd with, and geneateâ changes in the* s e m a i  relationship 

since king on dialysir (a. p., dsaetased ramai deaite, 

h a o d h l y a i e  and fatigue), Also, the waen in thia stuây des-d 
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various interpsrional factors that influeacsd the* ability to te- 

ecltabliah a mutually acceptable physical senial rdationship. niese 

factors included a poiitive exchange procese of caiuaication, 

underiltanding partnema and ongoing role support. A l l  the m e n  ware 

auare of changes in thelx body image. Although m e n  were not 

particularly troubled by the changes in theIr welght since being on 

dialysi~, they were self-coneclou about har othere perceiveci and 

reacted to th- especially, the* dialyeie acceos s i tes .  The 

Mjority of uomm poase~~ed positive self-concepts. Al1 m e n  

recognized changes in theit abiïity to carry out taeks aseociated 

w l t h  the* roleo hawwex their acceptance of role changes varied. 

In addition, the study identified the importance of the wumen 

having support and coutiselling fra heaïth profesaionale. The 

interview al80 becam a vehlcle for i~oren to express their thoughts 

on mattera beeides aexuslity. 

LiDltatims 

The smple s i z a  was a iriltation of tliis study as lt included 

only tm upisn dependent on hemodialysls f r a  four dialyiie 

facilitiw located in one city. A lazqes 8-10 aight have 

contributed additional data or u n d e r s t a n ~ g  on same f indings that 

bigan to aazga froi the data collected. In vfew of the fact that 

the dialysla population conslata of wmm fmm div81:se cultural 

backgromda, the inclusion of only Englirh 8peaking uoirn waa 

8noth.r lsriting factor in thir a*. A mre hetemqmou~ -le 

of - frai vasiow ethnic groupa rfght reveaï different 

attituâea, W e f i ,  and value6 tmards sexwlity and cbronic 
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illnesii, and thw a diffemnt experlence, ~ecawe the 8-10 

included only woiisn who had been on h 1 a l y a i s  for mm than one 

ww,  it escluded tb. e%&wrîencer of wumm in the very eculy stages 

of treatient. 

Laatly, the researcha recognizee that the woien who agreed to 

particlpt~te in th ls  study i i ght  have b e n  nore doztable 

discueeing the- experiences, feelings, and thoughts abaut 

acuaality than woinn who declined to participate. It 1s poesible 

that the subject mtter was percelved by waen who declined to 

participate in thie study a8 a topic nich too periioaal for 

discussion. 

raliaitigqli for mslirvr - 
It 18 essential for nuraes to be aware of the kinds of changes 

that waea und~t~oing hemdialyais iay experlence in the- physical 

semai telatio~~shipri and othet aspe&s of rraniality, so that they 

are better abla to anticipate pro blet^ and provide support. Sae 

auch factors and probleis uncovered in th i s  study -8 the 

influe~~ce of  fatigue, and the met of the quality of the 

re la t lo~hip  ui th  one9 e psrtncu. Yaen have a rlght to expect to 

r d v e  lupport, understanding and ~ o z ~ c ~ t l o n  f r a  nurses. 

Ruthemore, nurses have an obligation to awt the standards of 

practla 00 wniiil baith c a ~ e  ru aet out by tbe Uorld nralth 

Organiirntlon in 1975 aad the Zlrerrican Ihphrolagy ûtmsea Aseociation 

in 1988. 1U thir atuây highllgâtad, nursest failure to rrklreaa 

uaen16 s a m l  health cara beuerr can cause at  a irlnrr-, 
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frustration for wuœn and at  the otber end of the continua,  i t e  

absence c m  leave woien vulnerable to the thrutenhg phy8ical and 

psych01ogical sequeûae redated t o  reproductive and gynecologic 

mattem. 

In addition, it is important that nurse8 recognize a 

conceptuallzation of sexwlity broader than that currently provided 

by the conventional bio-aedical m d e ù  of sexuality. Unïike the blo- 

medical iodel of aexuallty, a broader conceptwlization of 

sexuality captures t he  breadth and ccmplexlty of factors related t o  

bmen16 iexwlity as it f ac i l i t a t ee  the  exploration of isaues that 

might matter t o  wmn. In comparison to narrawer perspectives, a 

koad conœptualization of eexuality provides a more unabridged 

version and thue under8tandlng of wumen's apecience of sexuallty 

ln  the content of the* whole l ivee  because it encourages women to 

taïk about issues they parceive as important. Utilization of a more 

h o l i s t i c  perspective on sexuality i i ght  help nurses t o  explore 

i ssues  beyond utmen's physical sexual relatlonship. 

mnetheless, use of a broader perspective does euggest that 

nurses might overlook the usefulneas of finding~ t h a t  eaerge from 

the biaed ica l  m a p e c t i v e  in re la t ion  t o  the meaeureaent of bio- 

phmical or bio-chemical factors  and m e n ' s  sexual functloning. 

Tauri, it 1s iriportant for nurses t o  consider the kinds of hormonal 

changea that typicrrrlly OCCUI: over tire in tmm, and the impact 

that aou, mdîcationa aez t  on wumnte semual function. while mny 

œâicationa have a negative impact cm sexual function, dnigs mch 

ae ezytïuopoeîtin i iqht be 8xp8ctwi t o  enhance uamtri a8XUaIi 



function or relationship and therefore require monitoring. 

Additionally, a broader perspective on sexuality might also 

help alleviate patientat feelings of disconfort that often arim 

whetn broaching conversations of this type becawe its sole focus is 

not on womnte sexual functlon or eexual activity but rather on 

issues that wp.en viw as Important or problematic. ünïike the  blo- 

mailcal perspective of sexuallty, there ia no expectatlon that such 

conversations mat begin and end with the topic of sexual activity. 

Broad81: perspectives on sexuallty provide the necessary latitude 

that encourage nurses to  begln asklng wœen questions about the 

l e ~ t  sensitive areas on sexuality and then proceeding t o  more 

sensitive topics, if umm indlcate an Interest. 

In order for nurse8 to be able to  counsel and support uamen in 

sexwl  healtb car8 iseuea, they thenselves nist bave compreheneive 

and up-to-dat8 i i l f 0 ~ t 1 0 n .  Because woaen on hemdialyaia recelve 

dialyais related car8 i n  a variety of settlngs, such as pre- 

dialysla clinica and nephr010gy unlts, it 1s laportant that all 

nurses who provide direct care to  woien seceive consistent and 

relevant etiucational nterial. rnitially nurses could receive 

information on sexuality i n  de-tal orientation muais. 

subsequently, information and support could be acquired through 

staff InsBIfvicetr, patient cure conferences, and published 

ïiterature left available t o  nurses in theis respective unite. To 

suppleaent nufse8I practlœ efforts on aexuality, lt is recol~~ended 

that written infomation on a variety of topics be readily 

available to  wmen 80 they can revieu the material at thelx leisure 
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or a t  a later date, if necesaasy. The latter approach to educating 

men 1s supported by the fact that people have different learning 

s ty les .  

Given the finâlnga of prevfous studies on nurses1 la& of 

COIPfort i n  discueaing sexual ratter8 with pat ients ,  practice 

conducting conversations of th18 nature coud be included i n  

preparing nurses t o  broach converriationa of tb i s  kind. Role 

aodelling and role playing iay be~ useful devices in practicing. A 

compreh8nsive sexual health care assesment iorm may al80 aid the 

nurse i n  approaching t h i s  topic more coafortably. Muraest practices 

relateci to  counsellirig wolllen about semal  heaïth care also requixes 

rulti-dlsciplinary support. Clearly, the absence of such support 

would only be count~roduct lve  to  the efforts expendeci by nurses, 

and al80 detrimital t o  wmen especfally in aituatlona that require 

the expertise of o t h e  key teaa members. 

It 1s algo hportant th& nusaes give caseful thought to  the 

ways in -ch they approach helplng wcmen t o  deaï with changes in 

aenunlfty or for that matter, other life areas of significant 

change. While it 1s iiportant f o r  nurses to  inform m e n  about the 

kinds of changes they mlght encounter as a result of being on 

hemdiaîy8U, it ie equally fiportant t o  provide opportunity t o  

dfscuea h m  su& changes and probleis i i g h t  be vlewed dlffesently 

atrd whapa bat* mumgad. As evidenced in this study,  ilen en had 

little difflculty ldentifying wht they uere no longer able to do 

in the- llvem. Aïthough it ia Uportant to acluiowledge the lossea 

and change6 uœen have expsrienœâ, rathes than emphasizing the 
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things wmen c m  no longer do or participate in, it right be mm 

constructive to s h i f t  the focus of conversations to the kinds of 

thingi womn i ight be iully capable of doing. 

Because of the cmplexity of Issues in woients lives and Uielr 

stntpgle in living day-to-day, it 1s essential tbat nurses provide 

wuwn with nany opportunitles to  talk about the issues they 

confront, The uaen  in thin study aemed to have the Impression 

that nureee did not fully appreciate the- wncerns as they spent 

little tire talking w l t h  thea. The activity of nurses ' luiawing the 

patient1 is one mana of enhancing patient care outcoies (RadWin, 

1996) because knawing patietnts allm nurse8 to tailor the* care 

t o  patients' individual needs. 1ù1adng the patient al80 fosters a 

trueting thmapeutic reiatlonship between the nurse and patient. 

Since coneiatent contact wlth patients 1s one v i ta l  factor i n  

nurnes knawhg the* patiemtr (Jenny & Logan, 1992; Radwin, 1996), 

heiiodialysiri nurses are i n  a favourable position because thme 

patients typically receive diarysis treatmnts thrice wsekly. 

As W, itwould be beneficlal for health care professionals 

to include mre partner cemtered a r e  in their practices glven the 

Importance of uœem having ongohg support i r a  their pcirtneera and 

the fact that iiaay w m ~  in this study mntloned the* partnews had 

at s a e t l m  ezperienced frustration about their life sltmtion, It 

sems only remonable that coneid41: exaiin- partn81:s1 issues, 

80 that wairea continue to recelva aâequate support f r a  their 

partaers omr tW. Lîkewiae, it is neceesary ta indude the 

algnîficant others of tnriien who & not have the support of a 
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Researeh 

Thme ara iethodological coniilderations mrth heeding i n  the 

event that this study 1s repeated. Uthogh the present study 

delibrately conceptualized 8eexuality more broadly than any known 

previous study on uoien on hemodlalyair and sexuality, its breadth 

l ike ly  contributed to  the data amssed on topics beyond the studyts 

original purpose. While it waa cïear that sexuality included 

phyeical senial  activity for vaea, the data alw emphasized t h a t  

there were othw important aspects to the* intimate relatlonship 

than se- activity. Such factors included having a cloeeness with 

the* partner and support and understanding froi the- partnec, 

Thus, in coneiderhg future research projects on seacuality, it 

would be bneficial  to  include these epecific coriponents of women's 

intiiiate relationship aïong with physical, saxual activity l n  future 

conceptuallzations of sexuality, 

The interview format was troublesone to  e a e  wollen due to the 

ordering of sosie questions and the language or  ter^ used l n  gone 

questions. Given the ordiniuy, close a8soclation of the tems eelf- 

concept and elrlf-esteer, it i e  not advisable to ask consecutive 

queiitions reïated to the6e two concepts as soie of the voien in 

this etudy taUed about bath tema concwzemtly or faiîed to 

understand t h e  maning of or diff8;rencea betwmen the tk~) terms. It 

W h t  be more prac t id  to select les8 acadeiiic terrs that the 

general populace are m e  f U  with. 

To enauce that wœn 1:eceiv8 aâequate infoxmation and support 



on the s m m l  health care issues that are important to theri, 

reaearch is needed to maure the outcorne associateci wfth care 

pr0vid.d to wcian in t h b  ama. An iatereatiag etudy for a 

nephrology nurse reeearcher might include air8earlng ?mnwWi, 

satisfaction with auch care on a variety of topics related to the* 

sernial bealth. -%or to developing sexual health care educational 

material for utmen, it wuid be ueeful to detenrine uhat kinds of 

infornation -en might 1Ue to have and to have finllen tank the 

importance of difiersnt topics or issuea. It is al80 neceaeary to 

investigate aunesî harledg8 of and m o r t  in carrying out 

conv8z:aatfons of this nature. As there were no fitudies located on 

t h b  natter, i twould  be interseting to conduct a rtudy on nurses 

both prior  to and &ter incotporating the content in dlaly8is 

progr- and nursesî practicee. This type of study aight also 

uncovec the effectlveness of teaching material for nurses. 

Glvm the importance of the wmen in  the current study having 

a cloeenees with the* partiier and support fzom th=, it would be 

intereating to etudy thie concept further in  order to idantify the 

factors that conatitute closenesa for wmen. This klnd of 

information muid be useful to nurses when they provide f;risily 

centered csre to m œ n f e  partnem. It would al80 be interesting to 

aumine the congruency between couplesî amrience of changes l n  

theSi: physical sexual relationship and each partnerfs satisfaction 

w î t h  the- relationship. 

Sinœ th. dialyiir population lncludu womn fmi a variety of 

cuîtuzes it wmld lm weful to explore tbera waeWs experienœ of 
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being on heiodialysis and eeruality. Because sexuallty carries 

diffetrmt oiean-8 across cultures, the definition of a normal and 

eatlsfying iexual relationahip, dong wîth perceptions and aeaniflge 

of s e x w l  dysfunctlon might be different from those described by 

the k~lien in thie study. 

As well, t h a e  is room for further exploration of wailenta 

experlace of being on hcmodialyais and eexuality. A 

ph~o11nologlca.ï atudy wuid capture another level of understanding 

about the -arining o f  wumente -ence of being on hemdîaîysis 

and sexuallty. 
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Inc1u8ion criteria for participante include : 

1. Worieri who have been receiving either in-centre or self-care 

heiodialyais therapy for a nin.inirs of one year. 

2. Wonen who are able to  cœprehend English and cogaunicate in 

rnglish . 
3. Woaien who are redically stable. 



HUO n s , / ~ t ~  . 
Debbie Harkneas, a registered nuse and graduate etudent, in 

the Faculty of ihueing at  the Univsreity of Toronto is conductiag a 

study entitled WomW 8 m p e r l ~ ~ c e  o f  Hoiodtalyeie and Sexuality: A 

Phencoenological Studym. She i e  inteteeted i n  learning about what 

l i f e  ie like for wwren living with hemdialyeis and the influence 

that has on sexuallty. She muid like to explain more about her 

etudy ta p u  and then ask if you would be interested in 

participating i n  the study. 

She hopes that the information obtained frcm the study will 

help nurses und81:stand what umen experience in relation to 

sexuallty when living with herodialysia. Hearing more about the 

study dom not obligate you to participate. Would you be 

intereeted in learning more about the a t m  

If individual responda %on, gay; Thank-you for your tire today. 

X f  Individual responds "yes" , ask; Would it be a U  right to give 

y o u  nam and telephone ninber to m. Harkness eo ebe can arrange a 

time to telephone you and to tell you more about the study? 

ühat muid k a convanient tim to  reach p u  at  h m ?  



Hel10 ns./)a.s. , 

My aaiie is Deborah Harluiess. 1 éun a graduate student in 

nursing a t  the  University of Toronto, Thank-you for agreeing to 

epeak w i t h  me to learn more about my study. The title of my etudy 

1s nWomenls Experience of HemocUïyais and Sexwlityn. x am very 

interested Fn learning mre about the expexiences of wonaen living 

with hesodfaly8is and its influence on eexuality. 1 would like to 

learn more about what thi8 8xperience is like for you, The study 

w i l l  be superviseci by Dr. Margaret Fitch, Head of Oncology W s i n g  

at  Toronto Sunnybtook Regional Cancer Centre, 

The study muld involve taUing to me about your experiences, 

thoughts, and feelings about sexuality since etarting bemodialysis. 

I will also ask some questions about your age, the redications you 

m e ,  your marital statue, the length of time you have been on 

dialysis, and your educatiun. Z wuid like to speak with you on 

two separate occasions. Although the length of each session will 

depend on haw much or hou little you want to share with me, 1 

expect that the first session will take a alnimum of one hour or 

aiore if required and that the second session w i ï l  take 

appro-tely one hou. The second aeselon will take place 

a p p r o ~ t e l y  three weeb follwing the f i r a t  session. Both 

aesslom w i U  be conducted in prfvacy at a time and place 

convenient to you. 
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1 wuid like to  tape record the sessions so that 1 can listen 

fully t o  what mu Say. If you prefet not to have eaiething you Say 

recorded, the tape recorder will bé turned off .  Even though you 

might agree to  participate, you are free to withdraw fram this 

studyatanytiiiewithoutconsequ8n~8toyourongolng health cme. 

You MY refuse to anariei: any questions aeked during the tape- 

recorded session. If you are unwilling to have the sessions tape 

recorded 1 cannot coneider you further for the stucly. 

The tapes wi11 be atased at the end of transcribing. The 

transcriptions and atudy coneents wiU be kept for s i x  years in  a 

locked file cabinet at nry home and vil1 be destroyed after this 

time period. 1 w u 1  not share any specific infornation of our 

converiration with the unit or hospital staff. The master list of 

code nuibers and names will also be kept a t  my home in a locked 

fi le cabinet for the duration of the study and destroyed &ter the 

anaïysis is coapleted. 

Your name or any other identifying information wilU not 

appear in  any report of thla study. Although 1 may use excerpts 

froi the conversation8 to illustrata particular points for the 

thesis analysis and educotlonal presentations regarding the 

thesis, any identifying infoxntlon w i l l  be reaoved or disguised. 

You might recognize your wn wrds but it 1s unlikely that others 

wouïd be able to identify you in  the report, 

Although 1 wuid like you to  participate in my study, the 

decision is entirely up to you, Thers are soiie Itntnm potential 
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riske and benefits to being involved i n  the stuciy. There is the 

r i sk  that you may becoie r-intionally upset from your participation 

in the study. If you ehould bec- upset during the interview, 1 

w i l l  do one or al1 of the follawing: t u n  the tape recorder off ,  

suggeet a teaporary break, offer support, and eventually ask 

whether you are able or wllling to continue with the session. 

Although eore people may find the subject difficult  to talk 

about, you may benefit Indirectly by the opportunity to express 

your feelings. In addition, your involvereiit riight help nurses to 

understand what woien, like youraelf , experience i n  relation to 

sexuallty and living w i t h  hemacüalysis. Ultimately thla m y  

influence the heslth care wumen teceive froo health professionais. 

If you would like t o  participate in the etudy, 1 would be 

happy to riake arrangments for our first eession at a convenient 

tine and place for you. 

Do you have any queetIotu? 

X f  yes, anmer queitions. 

If no questions are  vol^ asic; Are mu willing to take part in the 

studil 

If yes, aak; üht îmuïd be a convenient tîm and place to  arrange 

Our f i r s t  session? 

i f  no, th& you for your tlme i l e . k 8 .  . 



APPlJlDnI D 

Particlpmt'a c?nnrant mm 
Study Title: lWœn' 8 Experience of Hemodialysis and semality: A 

Phen~olog ica î  Studya . 
Student Resmucher: Debarah Harkneas, R a . ,  BSm 

Phone Bhmber: (416) 932-3993 

1 consent ta participate in a 

etudy deacrlbed to me by Deborah Harknesa, a graduate student in  

the Departnent of Ihirsîng Science at the University of Toronto, 

concemlng the experience of waen living with hemodlalysis and ite  

influence on sexuality. The rtudy w i l l  be mpemised by Dr. 

m a e t  Fi tch ,  Head of ûncology lOursing at Toronto Sunnybrwk 

Regional Cancer Centre. 

1 understaad that 1 will be mked to t a U  about my 

experlmcee, thoughts, and feelings concerning my sexuality and 

what t h i s  aspect of life is like for me when living w i t h  

hemdialysfs. 1 will also be ariked soae questions about ay age, 

mdlationi, mital statua and education, and the length of time 

that 1 have been on bialyair. 1 have been asked t o  participate i n  

tw conversational sessions, The init iai  session will take a 

iininu of one hour or more if required and the second session w i l l  

taka approximtely one hous. The second session will take place 

approxiiately three iiFeeks fo11Qwing the initial session. Both 

seseions will be conducted l n  privacy a t  a tim and place 

convenient to m. 

r underetand that the converaational seeslone will be tape 
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recorded and 1 -68 to have each eeeaion recorded. If you prefer 

not to have saething you ray recorded, tha tape recorder WU be 

tmed off. You may refuse t o  anever any questions asked during the 

tape recorded session. men though you i i g h t  agree tu participate, 

yni are free to wi thdraw f r a  thie study at any t h e  vithout 

consequence to your ongolng h e d t h  care. 

After each convereational sereion the tape w i l l  be transaibed 

and then erased. The tc~scriptions and the etudy conaents will be 

retained for six years in a locked file cabinet at  the researcherls 

h o i e  und w l l l  be destsoyed after this t h e  period. The master list 

of code nmbers and namea will be kept in  a locked file cabinet at 

the rosearchePo haie for the duration of the study and destroyed 

after the analysis 1 B completed. 

Your naue or any other identifying fnfomation w i U  not appear 

in any report of this study. Although excerpts froi the 

conversations nay be usrd to illustrate particular points for the 

thesis analysla and echcational preeentations regarâing the thesis, 

any identifying information will be re~wed or dieguised. You 

iFphttecognize your own mrd8 but it 1s unllkely that others would 

be able to ldentify you in  the report. 

1 underatand the potential riske and benefits to being 

inwlV8d in the crtudy. X underatand that 1 may be at riek for 

becaing emtionally upaet from iy participation in the etudy. I 

undentand that if f ahouid becme upaet ciurduring the interview, the 

reeearcher WU do one or ail of the following: turn the tape 
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recorder off, 8uggeet a tmporary break, offes support, and 

eventually aek whether 1 am able or willing t o  continue w i t h  the 

session. Although some people nay find the subject difficuït to 

taU about, 1 iay benefit indirectly by having the opportunity to  

express my feelings. 

Lsstly, 1 underetand that whiïe 1 aay not benefit directly 

i ra  thU study, the findinge m y  help nurses to understand the 

importance of woienti experience concerning seniality and thereby 

affect the future care that m e n  receive. 

Date Participant's signature 

Researcherls signature; 

Print Hame: 

Resemrcherls Phone tauber: 
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D e i o g r a p h i c - w  

Code lfmbes: 

Date of Data Collection: 

1. What 1s your m e n t  age: 

20 - 45 years 

46 - 65 pars 
66 - 75 mars 

76 years old and greater 

2. Areyou: 1. single 

2. married 

3 ,  divorced 

4. widowed 

5. separated 

3. Which of the following medications are you amently taking? 

l m  arythropoietfn (m) 
2. l l a t  any other nedications you are taking 

4. Hou long have you: 

1. b a n  on heaiodialyeis? Years  

Wonths 
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5. Have  OU evef been: (ciicle thosa applicable) 

1. on in-centre heinodialysis 

2. on self-care hemodialysis 

3. on hœe heiodialysis 

4, on hospital peritoneal dialysis 

5. on Rome pesitoneal dialysla 

6.  a "living-relatedw transplant patient 

7. a @%adavericf@ transplant patient 

6.  What l e  your higheat level of education? 

1. Blementary school 

2. High achool 

3. College 

40 University 

5. other 
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mmat for rntawlw S e s s ~  

Before beginning the interview, the researcher will briefly 

discuss the purpose of the etudy to participants. 

Openhg Question: The inltiaï open-ended question wU1 ask: 

"in thigking about sacudîîty please try to deacxibe to me, in as 

mch detail as poeeible, what your experimcs of smmlity has b e n  

like for you since living w i t h  h8110dialyeie'l 1 would like you t o  

ahare all the e%mrhnces, thoughts, inslghts, and feelings you 

have, as fully as poeaible, unti l  you have nothing more to say 

about sexwllty. There are no right or wrong answers. 1 am 

intereated in knowing about what your experlence ha8 been like for 

yoü as a l iving with hemodialy8is. 

Baseci on the content of the participant's ini t ia l  description 

of the* experience of sexuality, the researcher wfll then ask a 

serie8 of probing questions. These questions will be asked I f  the 

t o p l a  have not previoaly ben discussed by the participant: (a) 

%me wmm find that hBIKICIIalysis affects their aexuallty in termri 

of theIr body iaage. You MY or n y  not have found this.  Could 

you tell m about thiri?"; (b) Wme wmen f ind that dia'lysia 

affects the& sexuality in terie of their self-concept. The ters 

eelf-cotlcept refexs to your perception of youraelf and the thoughts 

and feelings Ut yau have about ysurself. Pou m y  or m y  not have 

found t h i e m  Coud WU tell ie about thls?"; (c) find 

that dialy8i.s affecta the* sernrdllty in  texmrr of the* self- 

mteei. The teri seûf-eeteei refers to your appraisal or 
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evaluation of youreelf. You may or may not have found this .  Could 

you teU. me about thla?"; (d) Sae vcien find that âialysie affects 

the- aeniality i n  ter~l of thair intimate relationehip. You aay 

or may not have found WB. Couid you tell rie about this?"; (e) 

Some m e n  fînd that dialys18 affecta thetir sexuality in tenus of 

the* faiFly and e o c i a l  relationshipe. Pou may or nay not have 

found th is  . Could you tell  ne about tb i i~?~~;  ( f ) Some wam f ind 

that dialysis affects their seucuality in ternis of thetc 

career/eiployment. This may or may not be true for you. Could you 

te l l  me about t h i ~ ? ~  

FaUowing this series of questions the researches will ask, 

Wut of a l 1  the  changes that you have desalbed to me what has been 

the met dlfficuït for you mage or deaï with and whyw? 

The final queistioa w i l l  aek, "1s there anything that you would 1Ue 

to add or elaborate on from the interviewn? This final question 

will provide an opportunity for the participanta to talk about 

anythhg they feel 1s Important to the Interview and/or elaborate 

on any part of the* description. 

A t  the end of the initial session the participants w i l ï  be 

rpainded that the researeher will met wîth them i n  approxinately 

three to four wieeks for the second session. 

The msearcher w i U  king to the second session a generl  

8umat-y of the f *et intBLVIw. The participants w i ï l  then be 

aaked ta carefully read this s u r a r y  and provide feedback in order 

to help v a l m  the researcherts îapressionri. 

The participant vil1 be aeked the foUowlng questions: (a) 



"Do you feel that ny 

accurately describes 

your experence that 
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siiiimiary of our conversation (1. e. intervfew) 

pur exptxien~es?~~; (b) "1s there any part of 

you feel waa not covered in this sumary?"; 

( c )  "Is there any part  of this suaary which ~ i s e s  or puzzles 

you because it does not reflect your experience?" and; (d) T a  

there anything that we did not discuss that you feel 1s part of 

your experience of sexwlity since being on haiiodialysis?gm 

rnfomation obtained fram both interview15 will comprise the 

data for final analysia. 




