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. ABSTRACT B
AR i‘f:"\ R

Tha research upon which this stucfy is based was . conducted in one renal
_unit in Western Canada in the spring of l973. This is an exploratory study _
of renal failure in which three treatment modalities - hospitai dialysis. home
’idialysia, and kidney transplantation are conceptualized aa patient careers. ;
} "l'he findings suggest that there are differences between the three treatment R

:‘-3roups and that these are ameudable to analysis from a career perspective. o

ataff and patients alilee seemed to view each modality as a distinct o
_eareer. and the core characteristics of each treatment program centered on

Lo (v:ﬁthe sick role which ,it imp];l.ed. Hospital dialysis, for example, was seen as . |

s ﬁ an illness modality. h dialysis represented rehabilitation, and transplanta—'

T / .
tion waa regarded as( a. reco\?‘eryﬂnodality. Each career seemed to have distinct (

' --f'goals snd norma :, o

s

Although the process by which patients chose (or were selected for) the

‘-_ career possibilities was somewhat complex, and not always determined by choice / "

- ~>:'Ialone, patients did have career preferenoes. Most wanted a transplant - but

some uere clearly prepared to wait until the odds for successful transplant

/ .

e were botter, while others were eager to have a transplant as quickly as possible.‘-'
. ! T doe 3 T
-"’~.,{<Social class appeared to be an important characteristic in distinguishing L

’_“-between the two groups. & Time, however. generally had a "wearing down" effect

"'l-.'f.upon the patient's reluetange to be tran@lanted

Bospital and home dialysis were generally regarded as waiting modalities.

"‘ii-"’v”‘Sometimes?' convenienc seemed to be the deciding factor - but here too, there B

: 1>..'were elements'of pr ference Some patients appeared to welcome the secondary

' ains' associated with an lhllness modality, while others clearly eschewed illness



- se}.ecting patimta for the treetme t alternatives. Further research which

l,”l . . - « ‘u
'i‘he findings alao suggeat thet: ;we ehould be concemed about: the '
. coneequeneee of career choice. : Thet is. patienta may be better suited for - .

) .

' some camera then for others...' If thie ia so, then further etudy from the.
. cereer perspective may 1eed to prectical euggeatione for, selection criteria.
It may -also mean that the ramifieations of treement program ‘are more important

l

' then the paychological reaponee to impaired renal function.

der study stated thas: they had difficulty

The staff et the renel unit

focuses on. treetment programs may _hus be nf practical value to those who .

treat and eare for renal petients. '.l'he career perspective is- promising but

‘-’it needs to be refined and subjected to mote rigorous atudy. The theoi'etical

"t.ixnplications of t 8 reseerch \elso suggest revitalizetion in severel arees

: "lof sociologieel theory including sick roles, rehebilitation *zd professional- -
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Chapter I

éINTRODUCTION

A. The Problem

This is a,s§ciological Study of renal disease. More specifical iy,
this is a study about the ramifications of a new teqhnoiogy - in this
instance,diaiysis and transplantation - which can prolong tﬁe lives of
those suffering f?om ch;obic renal failure. These patiénts are in a ra-
ther unique situation and this rese;rchattemgtsto outline the'patienp

-'cafgers whichbthey pursue as a consequence of their therapy.
“Until_recentlyhthe loss of kidney fhnction,"é; "renal failure'" as it
is more;co;rectly called, Spelled cq%tain death. For a number of years’
thefe had beeh‘ta1k in mediéalﬂci¥cleszabouf the possibility of maintain-
;ing these patiénts by eithér dialysisl or transplanfatibn. However, lit-
‘ tle attempt was mAd? to tréat patients withochronic renal fai%;;e until

.bbth proceaufgsFWere féasiblg:ﬁ The firsﬁ patients were'acceptédAapprox-zjjf\
imat&ly fiftééﬁ years ago, - Tféatmeht was‘§Xpeﬂsiv¢ and early results.

.

were diSappointing. Within the pdstvfive_yearé, howevé:, dialysis and

<

; Dialysis may be accomplished in two ways: via the peritoneum or the
- .blood_stream. Hemodialysis refers to a procedure whereby the patient's
arterial blood supply is diverted through a machine which, by osmosis,
- filtration and diffusion, removes the impurities or wastes. in much the
Same way as the kidneys would normally do. The blood leaves the machine .
@pnd is returned to theVpaiient_by_a venous route. This was the preferred
method ‘at the time of the study. . Peritoneal dialysis was used only as a
"stbp-gap’neasufe'until_hémodialysis3or transplantation could be done -
or as a dialyzing technique for a small nhumber of patients who were not
”good}candidates»for‘hemodialysis.;-Morevfecently, however, peritoneal
-dialysis;is:enjdyingfrenewed‘popularity.l See:: Open Forum: peritoneal
- dialysis.--J. Ren. Tech., 2(4): 10-17; 1973. %

Y



transplantation have become more regularized und troatment centros morp

numerous. Today most patients with renal failure can expect to be offer-

ed a cholce of troatﬁcnt methods. A
The choice is ofton gnly theoretical. In actual practice the choice

is not always the patient's to make. Some treatment contres offer only

§grg"dialysis or transplantation. Others offer both - and even a range of

‘-

dialysis programsz but a variety of circumstances, including medical con-

siderations, may dictate which thornpy is offered to an individual pa-

' tient, » § _ }

Research data for this stﬁdy were obtained from a university-affil-
jated hospital in Alberta. During the exploratory stages of data gather-
ing tho staff of the renal unjit expressod concarntgbout the implications
of treatment methods and indicated that some patients were bctter suited-
to tertain treatment situations. But just what characterxstics deter-‘~
mined suitability was not clear at all. o

Since this. centre offered three treatment choices hospital and home

based dialysis, and transplantation; it provided a rich environment for

, comparxng treatment programs and developing some understanding of what

happens to patients as they pursue the various renal careers.
The }iterature on renal failure, dialysis and transplantation offer-

ed little indication about how patients selected, and adapted to,'theser_

treatment moh#lities. This question could be explored from a number of

.sociological avenues. The career typology was chosen because .it offered

.

LY

Initially dialysis, by either route took place in ‘the hospital. In
the last few years there has been a d1st1nct move to home dialysis and
limited cdre centres. The latter are usually located outside of the hos-
pital but employ some staff members who are avaxlable to assist patients -
in provxding much of their own care, . .

-

AN

e . g



,a sound way to- acqulre ba51c soc1olog1ca1 knowledge on- what happens to .
._'patlents w1th chronlc renal failure.’ Thls approach, in turn may en—
-'hance our understandlngoof patlent behav1our whlch desplte a flurry

“;of research,‘ls st111 largely unknown If 1t 1s successful the find-

L;lngs may be of both pract1ca1 and theoretlcak-vylue.';

‘Br;:Renal Disease'andfTreatment Modalities Sl ' S SH co s

R A R : R o
Some background-information on*renal disease'and‘treatment‘tech-'

Z'nology w111 enhance our apprec1at10n of the problem under study Chroa~ o
'>1c fallure, whrch,ls the fbcus of- thls partlcular study, follows the

L;deterloratlon of the kldneys. Thls k1nd of fallure usually develops

s

A‘.in51d10usly over a: number of years.’ The cause varles. Sometlmes rt

' 1s due to recurrent kldney 1nfecﬁlons.. Somet1mes 1t is due to-degen-.gt.'”

3. ‘-”

5fiferat1ve dlseases,‘such as’. polycystrc kldney dlsease, whlch often have‘.

‘ L

,;ia genet1c ba51s.§ Sometlmes the patlent knows that he is headed ﬁor "

v

'-fallure; sometlmes he does not.f Although shut-down usually brews for_”v

';~f years the onset may occur suddenly befbre 1t was expeeted Regardless*

.. .
*

‘”f:of the cause, or the t1m1ng of the onset, renal fallure means certaln *-gﬁ»

“hdeath unless the patlent 1s treated by long term dialysrs or transplant- o

(. Each treatment method has drawbacks. _ﬁegardlessfof“the typeforxthe ";Q

R I RETIENETN T . I e :'v sk

R

= At 1east five of"the patlents under treatment in thlS centre had : 1/2

d [[kldney disease of genetic origin and had watched other: family members -
... develop failure, undergo treatment and die. This kind of rehearsal - .~
T rmust have some effect on the patlent‘s response to hlS .OWn dlsease..

It N .
.




)

routine, dialysis is a treatment and not a cure.;‘lt is anfexpensive -

treatment that usually costs 1n excess of ten thousand dollars per pa-
‘tzent per'year, and 1t 1nterferes with the patlent's normal l1£e. Not'
‘ only must the patlent take t1me out (up to twenty-four hours a. week) for :i

.‘the procedure, but he must also restrlct hrs d1et - and partlcularly hlsi;w'

".fluld 1ntake. Even highly motlvated patlents must flnd d1a1y51s, and

B the routlne it 1mposes, wearlsome.; Long-term use of the art1fio1a1 k1d~ :
ney machlne is. alsa reveallng 1ts 1nadequacy as a kldney substitute.'
'ijome senlor patlents are developlng bone dlsease and bllndness.h'Al;

lifthough newer technlques now nece551tate fewer blood transfu51ons when?A

u_5transfu51ons are necessary they can 1ncrease sen51t1v1ty and thus po— -

Zitentlate reJectlon 1f a transplant is done._; "r: ;f_,j»"g'y
Renal transplantatlon is’ -an alternatlve treatment. Actually 1t 1s‘“'
“fmore than a treatment - 1t is an attempt at a cure.. Unfortunately, it is .

J“fnot always successful. Transplanted patlents constantly 11ve with the e

":“Tthreat of rejectlon of thelr new kldney, and must remaln under medrcali/_L

R superv151on. In the early days patlents who had been transplanted gener- o
: v
frally 11ved only a few days. A world-w1de reg1stry, whlch was establlshed :

f{ ;;;Lln 1963 1n order to accumulate data on renal transplantatlon 1n man, re- _f
-;ported that as-. of 1968,>l 187 patlents had been transplanted 1n/51xty

j"three 1nst1tut10ns located 1n nlneteen countr1es. But, as of 1968 949
‘ ~ ':a..,_‘-., KE—— . : /,

L ——— — e R S R AR »'~.*r:1 .
PR o . : . )» X o
,N4' In the early days dlaly51s was. usually offered once . a’ week. At the ';

: ftlme that this research took place, it was generally agreed that patients- f;
- felt . better, -and’ responded ‘more favourably, if they: were- d1a1yzed about.
. 4"three times: a. week. - Again, there is some new thinking on this matter and
" at least -one-centre is moving toward ‘shorter and ‘less frequent dialysis =
4n-order to: be able to accemodate more patients, ' See: Barbara Vincenzo -

Cand. Jacquellne ‘Mastrangelo, 4 hour d1a1y51s. soc1o-econom1c aspects.v Je

. "Ren iTech., 3 (2) 34 40 1974. N R

>




of these patlents were dead.:‘ Dossetor (1967) says that only 40 to 65%

#

g] of transplanted patlents can expect to be a11ve at the end of one’ year.
Of these 80% -can expect to be alive at. the end of two years. Beyond that
" the future 1s unknown._ Repeat transplants are becomlng more common Inf;
fact, some patients have rece1ved a thlrdctransplant It should also be“
p01nted out however, that once a transplant falls, only 25% of the ;a--j
t1ents can successfully return to d1aly51s. Thxs means they must be '
qulckly transplanted agaln - wh1ch 1s not usually possible ~-or they w111:
. a‘ dle | . & v

R The fallure rate assoclated wlth transplantatlon is a result of prob-

N . ! ( - B . .
'.t lems assoclated w1th gettlng the body to accept a forelgn organ. Desplte‘ o

con51derab1e research the reJectlon process is not we11 understood.G. ltw'f"'

15 known, however, that success is more llkely W1th a: good match ‘ One :
phy51c1an equated the odds for a successful transplant 1n thls way. As
of 1967 65% of the rec1p1ents of a blood matched kldney could expect to
be a11ve at the end of one year.c For randomly matched cadaver organs theil

flgure 15 40% (Dossetor, 1967) That be1ng so, perhaps 11V1ng donors

m‘; should be used 1n preference to cadavers.. But 11V1ng donors, and partl-'j

,s- cularly those who are we11 matched, are not always avallable.- In addi- : ;-,

, .

t1on there 15 sl1ght though not 1ns1gn1f1cant, rlsk to 11v1ng donors and‘v.

'f“'s These data and an assessment of transplantat1on can be found in.

Joseph ‘Murray . and - BenJamln Barnes, The. world wide status of kldney trans—f7‘yv

plantatlon.' Human Transplantation, edited by F. Rapaport and Jo Dausett..
(New York Grune and Stratton,.1968), 15-60. SRS .

’TTG‘ For a 51mp11fied explanatlon of what is known about the complex re—'
Jection process see J.B. Dossetor, Present status of renal’ transplant-_
atron. Canad, Nurse, §3 (lO) 32-34 1967 : _ L

?




'~this is one reason why some centres prefer cadaver k1dneys.77

)
-

: In add1t10n to these rlsks more recent developments have also shown
hfthat 1mmuno suppre551ve therapy 1s not w1thout 1ts dlsadvantages. These
r~'range from the "moon face" long 3550c1ated w1th stero1dsf- to the 1n- .'

' ;~ creased rlsk of mallgnancles among patlents on th1s k1nd of therapy.8
Current effortshare str1v1ng to,make both d1a1y31s and transplant-:w
".vatlon both successful ’ Research assoc1ated w1th transplantatron is at- o
’ftemptlng to 1mprove upon the parameters of a good match and the safety of '}‘
'_isuppre551ve therapy Nevertheless, tlssue—typlng remalns an- 1nexact
f._SC1ence and there are reports of good responses fo110w1ng a poor match
iand vice-versa (Fox and Swazey, 1974) In addltlon the llst of rlsks t
:Vassoclated w1th suppre551ve therapy contlnues to grow.,f; | A h
Because d1a1y51s st111 seems a safer treatment than transplantation

o

: 'a number of 1nnovations are be1ng trled in: order ‘to reduce costs and a1—~3 =
"*‘so make long term d1a1y51s more palatable for patlents. Soc1a1 workers
'*iﬁand psychlatrlsts are often attached to renal unlts 1n order to help pa- o

;.tients and fam111es to cope w1th the stress of treatment. Home care. pro--*li

L Hamburger and Crosnier state that the 1mmed1ate operat1ve rlsk for

=D mey is''0.007 per cent. The latter is- ‘said to be’ roughly equivalent to
.. the risk: incurred in. dr1V1ng a car for 16 miles every worklng day. . See: .
‘-*»;Jean Hamburger ‘and ‘' Jean Crosnler, Moral and ethical problems in trans- .-
Lplantatxon. Human Transplantation, ‘edited by F Rapaport and J Dausett. o
;.f(New York Grune and Stratton, 1968), 37—41 )

PO

ST Fox dlscusses th1s and other aspects of drug therapy Renee C-. Fox,
et "A socrplog1ca1 perspect1ve on, organ. transplantatron and hemod1a1ysis W
'_“Ann. N Y. Acad Sc1., 69 406 428 1970.A o S _ : :

;;donors is 0.05 per cent., The long term risk of losing the one good. kld—,” L



“‘ . . ' . . . .
grams9 and 11m1ted care centres reduce the f1nanc1a1 outlay of the hos—<_f
"p1ta1 and help the pat1ent to normallze h1s life |
. 'I'he advantages dt5 home care are obvious. The patient ‘can sleep dur- '

’ing his run and spends less of hlS t1me trave111ng to and from the hospl—

- tal, Hxs self-respect is often revxtallzed when he is able to assume Te-

{f“spons1b111ty for. much of his own treatment. But home care can also place

7f:;§ubst1tute doctor.- Now most programs pr1mar11y tra1n the patlent and thei'

"a tremendous burden upon the patient's famlly - most especxally the ‘one “a{_,
D:member who is selected to be the partner. ThlS is less true than 1t once};f‘n
' iwas, for early programs empha51zed tra1n1ng the parther, rather than the &
:"patlent, and thlS made the partner - who was! usually the spouse F 1nto a., o

D

f.%;partner 1s more of an ass1stant. Thls newer. approach re11eVes the part-li_;?_
:-'ner of some of the onerous respon51b111ty for the patlent's 11fe.19' |

| The 11m1ted care d1a1y51s centrey; is a more recent 1nnovation Itb; :
rwals a‘sort of half-way house between hosp1ta1 and home d1a1y51s and as

'fie7such has some of the advantages of both approaches.. Usually such a cen-gl g

.tre 15 set up 1n a large house It is- staffed by some profe551onally

'ig,[tralned persons, frequently a nurse and ‘a technlclan.. Patlents dlalyze

i:
i
]
I

-

. Rae and Cra1g prov1de a’ good d15cuss1on of home d1a1y51s and compare o
" “the ‘costs to those. ‘incurred in hosp1ta1-centered programs.. See’ Angus Rae.j;z
“and. Pau11ne Cralg, Home Dla1y51s.. Its costs and problems. C M A J.

'*i7106. 1305-1318; 1972.

: o ,10.

A‘ltfgpatlents on hemod1a1y51s Amer. R Psych 125: 928-936] 1969.1_

o

Sampson prov1des some 1n31ghts 1nto the selectlon and tra1n1ng of pa-_,
- t1ents for ‘a home care program. - ‘Tom F. Sampson, Home Tralnlng. trans—u o
;ver51ng the maze. J Ren.‘Tegh., 3 (3) 20 28; 1974 L . Lo

L
-1:

L For a dlseussion of the problems of spouses see: Ph111p Shambough
" and Stanley Kanler, - Spouses under stress: group meetings with spouses of

R This type of program is dlscussed by Plttard. See. Joanne Plttard
"*[t_Self care dia1y51s.~ J Ren. Tech., 3 (3) 18-47, 1974.. S . .

.;..
l
o




‘"f_themselves as they would at. home, but the staff members are. avallable to
;act as’ partners and to, handle any emergencies that may arise The ch1ef :
‘drawback to such centres, and one . reason why the un1t under study was- hav—"'
ing difficulty persuading hosprtal admin1strat1on tp esfabllsh one, 1s p‘
"-that the staff in such centres do not have the protect1on (and back up -

!

“ifacilities) whlch they would have in a hosp1ta1.-'::j?f ?lgﬁfpgfug.ﬂ;?{nfntbz A

The debate 2 on ch01ce of treatment - d1aly51s or transplantatlon, and

'3iﬂhhow to help the patient to cope wlth it, 1s more. than academic.l The staff =
lﬁjéﬁat the un1t under study spent considerable time dlSCuSSing this topic . ,
1;??£brief reviewﬁgf the history of this unxt suggests that 1n1t1a11y d1a1ysrs'r5?5!'

-1:1tself was seen as a great break—through. In a very short perlod of t1me

:fgat came to be viewed as a stop gap measure to be used only unt11 a trans-ﬁf

R

if’transplantatlon contlnued 1n earnest unt11 1972 when 1t decl1ned sharply. 3;f:

S plant could be done. Desplte early disapp01ntments from 1967 to 1971

1

L‘f:'Then the staff reverted to d1a1y51s An attempt was made to use counsel-:f.ﬁ7~

“/f//llng and psychratrlc practlces 1n order to make hospltal d1a1y51s more -52

bearable. Th1s too proved dasapp01nting. Home care was the next p0531b1e f*jf

;:eplz For an- account 1n whlch severaI renal phy51cians reflect on the past
..’ and-speculatg about ‘the: future-see: Open Forum B twenty year perspectlve.
L Ren._Tech., 3 (3) 36—39 1974'jﬁ‘u . L -

. 13 Although survlval statlstlcs were not made ava11ab1e to the research—*
" er, a log kept by the nurses states ‘that ‘of ‘the four patients transplant-, o
"~ ed in 1967, three: ‘died within two months and. the ; fourth by one year. ‘Three.
patients were transplanted in 1968 and. a11 died. although two lived about -
. one year. 'In 1969 eight patlents -were tr lanted and, of these. four . ,,rfarf,
"~ were still alive as of°'1973. Of the ten transplanted in. 1970, four were”.'A
.o still alive.. 1971 was the boom year - seventeen transplants were done PR
-~ and” five patlents ‘survived - but’ three survived without their transplant—;‘_v‘;,
* - ed kidneys: Thirteen transplants were done in 1972 and -eight patients. © . '
- 'survived - but only ‘three kept :their. kidneys. In the first. five months
. of 1973 ‘the log shows only ‘three. transplants.' Orie' of these patients. lost
.. = his: kidney within 3 months and the other two were transplanted Just ‘ ‘
"-?xshortly before the study was completed . o '




”f?this setting., As a result conventional wisdom dictated th{f>

= panacea and for a while great effort was expended to divert patients to
this treatment modality. About the time of the study 1t became increas—

’ -ingly obvious that home care could not work for everybody and the staff
fdbegan to seriously consider the development of a self—care centre.~-:";
As a result of thrs confusion about treatment programs this research '
m’iftook place at ‘what was probably a/low point An the history-of this partifl_hﬁ
chgcular unit., Hospital administrat on’ eV1denced 11tt1e 1nterest in the o
fiﬁtreatment of‘renal patients. Facilities for thelr care were scattered
»:»5throughout the hosp1ta1 and an old pavilion.i Renal phy51c1ans had diver-fA

5;;igent 1nterests - one was . devoted'to research a second empha51zed pre— jf?*

lA:“ventatlve programs, and the third left towards the end of the study to

'*“pursue his'goal of prov1d1ng ‘an organlzed treatment program.u Sdme mem-f,"‘"

'ﬁafbers of the nurs1ng staff lamented that the patients d1d not get betterf;f""
: » i

"‘ﬁand therefore their work didn't seem to get results. The rewards whichg«?

nu{'es should
TEﬁﬁnot remain in the renal area for more than two’ years. Al hough not a11 { A

’L;nurses agreed, and some fOund.new avenues of satisfaction, all agreed

h;ltthat renal nur51ng 1s emotionally exhaasting,; The patients and their f:“

ii’jzlfamihes also seemed dlscouraged Some felt and at least two staff mem-,f»»f~

vdffbers agreed 4 that the death rate among patients in both the d1a1yszs

;:uand transplantation programs was "too high“ and that 1n_some 1nstancesl*5”

-t

In one. 1nstance one of the physxcians remarked, "All of thlS talk

;}f_about transplantation is.crazy. .Our two-year success rate is: ‘less than jjﬂ"'

- fifty percent.!  On- another occasion-a nurse, commented that. the unrt _
. seemed. to’ be 1osing more 'of the dialysis patients’than it should. When 5

:".asked why this might be:so she said, "Well, these patients need strict

fe5:med1ca1 _supervision and when the ‘doctors let up they tend to glve up andff;,f
s:die." Field thes May and June, 1973.;_:;<.- . A

2



'it was due to the patients giving up and even with varying degrees of
- intent, committing suicide. | S o
: - Some aspects of these problems may have been idiosyncratic - that is,-'
'they may have been peculiar to the unit under study There is evidence
S to suggest however, that the unit was' not alone An its dllemma.u Fox and“
"*Swazey (1974) cate similar situations elsewhere and even make referencelhu
g“to an 1nformal moriterium on transplantatlon._ An off1c1a1 of Statistlcs
":fj;Canada confided that one of the unspoken reasons for establlshing the
T‘?Canadian D1a1ys1s Register was to obta1n some "cost;benefit"'data on dl;‘r f:
'1a1ys1s._ Survxval stat15t1cs and coSt estlmates alone should not deter-‘

mine 1f treatment for renal fallure 1s worthwhlle._ We-need to-know more-"'

“:;:about how the patlent v1ews his experienj' - and hence 1f hlS lot can be"“

"jimproved by selectlng the appropr1atil_:eatment modallty or. by offerlngu

s

'::S;l."support" : Th1s study does not however, propose to answer the questlon

{?“of how selectlon techniques and support measures mlght be employed - rather -
'fyrt is restrlcted to descr1b1ng what happens to renal patlents.“ As the o ?<W
-}ypdllterature rev1ew W111 later 1nd1cate our knowledge of renal pat1ents 15'

:;fscanty and before we can debate what ought to be we need to analyze and -

.understand what 1s presently happenlng u};AT i;h:fﬁ*ufl‘{;i”'iii

The deC151on to focus thls study on treatment programs 1s dellberateaggl'

is based on a.premlse, drawn from the llterature rev1ew, that further R

}study on the psychologrcal response to k1dney 1mpa1rment w111 be of 11t-‘f

pﬂytle value and that we' should look 1nstead at the consequence of the ?:ﬂ"“

“Vtreatment program 1tselfr

1an thos;twhlch are assoclated.w1th each treatment modality.: Roth (1963),L$-




11..

: who'pioneered tho use of the concept of pntient careers in his study of
-1norms : Despite the fact that his analysis seemed fruitful, little at-
"tempt has been made to use, this concept in the analysis of other types
}»of 111ness situations. In a Sense, then, we are. testing the approach as

’ "éwell as studying what it reveals about renal patients.”
Yo C ;~--'smagf o L
In summary, renal failure is a fatal condition which can be treated
'Lﬁwith varying degrees of’success, by either dialysis or transplantation.
1;anch treatment program has advantages and - disadvantages . Current think-v
i'-‘:,..-»:i.ng suggests that some of the dlsadvantages can be avo1ded or at- least
” f'minimized if patients can be placed in the program most su1tab1e for
"h} them.t PrOJects such as this one which describe what presently happens
.‘may generate 1n51ghts 1nto the characteristics which determine suitabil-'

1,*1ty. At the practical 1evel knowledge of th1s sort may lead to- 1mprove—

1ff-ments in the selection process, and at the theoret1ca1 level 1t may en—l".
uf;fﬁrieh our understanding of patient behaviour.ﬂ‘v, | L |
| The 11terature rev1ew 1n the follow1ng chapter W111 outlrne ‘some of ”!
U'the approaches used rn previous research and how these have added to ourfv
::i?jpresent knowledge of renal failure._ This should help us to understand
71dithe obJectives and des1gn of this particular progect which will then be ‘
'!fgdiscussed 1n greater detail in chapter III The f1nd1ngs W111 “be pre-;'f
:thseﬁted 1n chapter IV.:a Chapter V the final chapter, W111 discuss some :

;'rf;of the 1mplicat10ns of thesa findings as well as questions for future a




Chapter II

LITERATURE_REVIEW

The preceding chapter hints that there are a number of avenues which
: social scientists might pursue in examining the 1mplications of dialysis
g,and transplantation.~ Although our interest is primarily in those which
h‘pertain.to the psychosoc1a1 aspects of the disease, we can strengthen our .
‘appreciation of the many problems associated with the treatment of ‘renal

' failure by reviewing what has been accomplished in’ various areas.

“A. "The Moral-and Bthical lssueSMIn Dialysis:and.Transplantation Fe

.The moral and ethical issues raised by dialySis and transplantation
: afford one of the most obv1ous soc1ological perspectives ondrenal failure
It is almost 1mp0551b1e to discuss the treatment of chronic renal failure
- W1thout touching on some aspect of the moral problems 1nvolved These is-
. sues’ arise from two features of the treatment (l) it 1s still largely
“experimental and (2) 1t is expensive. . _ | A
/ The experimental nature of the treatment gives rise to a number of
“i‘gf&uestions of which "patient consent" is the most fundamental.- As Schreiner
h:and Maher (1965) point out the patient may pe too - 111 to appreciate the |
" ramifications of selecting dia1y51s or transplantatign - or no treatment
'h_at all.a Ne can be Just as skeptical of the family s ability to make a J'
L_i;purely rational dec131on.. Hhen transplantation is considered Moore (1969)
vfdoubts that "infbrmed consent" is. even really p0551b1e._ As ‘he SaYS'A

_'.Nhen we move R to such desperate measures as kidney B
. or liver transplantation for fatal disease; it is - -

'ho;::' o evident that the hopes and the inborn optimism of -
... .youthful- science combine to push the patient forward
i (p 511) _ - ,

_612-.



Although ﬁoore limits his concoern to the‘recipient'and.his family -
what'about informed consent‘with_respect to the donor and his'family?
When a cadaver kidney is to be used the donor is usualdy unaware of his
_role and the question-of'consent falls-to his family. Some famllieS‘have
Teported that tremendous.pressure was placed.upon them to consont'to do-
nating organs for transplant. In :some instances ‘the donor is kept aliye,
' by artificial means, unt11 the family 1s persuaded In other instances
the family is asked to refuse such life-Saving devices so that the do-

nor's organs don't have a chance to deteriorate. Ry

..
.

Examples such as this are resulting in a’ re- evaluation of medical

ethics and, in particular, to new medical legal definitions of death

Inst1tut10ns are- becoming more aware of the need to 1mp1ement safeguards

¢ to protect potential donors and thelr families from a overly zealous -

quest for kidneys and other organs. \
When a 11v1ng donor is con51dered he 1s usually drawn from the pa*lg
tient's relatives and this means that one’ fam11y un1t 1s faced with the
‘pressures assoclated w1th both giving and rece1v1ng : Mauss' (1954)’1n-_
.5 31ghtfu1 treatise 1nto the psychology of gifts should sensitlze us to '
the p0351b1e repercussions.v According to him a ba51c tenet of human j
psychology dictates that gifts are to be repaid and thus the act of
‘giving 1n1tiates a network of soc1a1 exchange. Mauss' theoretical pos-

, tulations are confirmed by Crammond's (1967) study of transplantation

A

|

. with 11v1ng donors which led hxm ‘to conclude that -as a consequence of;Ai

Lt

transplantation,_a 51gn1ficant change occurred 1n the relationship be-

~ . i

tween the donor and the recipient.A

As Fox and Swazey (1974) point out it 1s 1mportant to note that

the best tlssue match 1s not always c01nc1denta1 w1th the most psycho—fbf'

-



14,

logically appropriate donor. “Th;s is particularly true when the patient
i is narried.h %or ps}cholcgicnl and social reasons, spouses would usually
be”best“prepared to become donors. 'Genotics, howevcr, faVour parentsl;
and.siblings_as the best tissue match.

Sometimes there are strong psychological and social reasons fér re-.
fusing to allow a suitably matched rglativc to donate. Conversely,
"scnetimes a'highly motiVated donor is permitted tc donate an organ even
though the tissue-match is less than ideal. Fox and Swazey (1974) note
that when psychological'reasons‘determine whether a donor is accepted or
.rejected the reason is never divulged and w111 not be written into any
| records. | |
Perhaps renal_ﬁh}sicians-recogniie the impact whicn.transplantation
. may ha#e'nPOn'the fanily unit.c Sometlmes structural chanées occur. Fox

and Swazey (1974), for example, cite an instance in which a male patlent
spent his convalescent period w1th hlS maiden sxster, who was the donor,
.rather than w1th hlS w1fe and chlldren. Unfortunately,_thls patlent '
- died thhout ever. returnlng home to hlS family

:‘Although thlS kind of response may be extreme, transplantatlon prob-

. ably creates a strong psychological ‘bond between donor and recipient.

’3ication adv1ce., To her 1t appeared that he was. squanderlng her glft.

’Often the donor feels that the rec1p1ent is a part of h1m and while the.

.o

',reclpient 11ves, the donor may feel that he has some r1ghts over the pa- -
f-ft1ent s life.> . ' ’ =
Crammond (1967) tells of one woman- who became Very upset when her _,i

Y

.brother, who had recelved a kidney from her,'appeared to neglect medl-‘
"Her concarn,ean turn was translated into nagg1ng wh1ch made - h1s life -

4‘umbearab1e.. Fox and Swazey (1974) c1te other case hlstorles 1n wh1ch :

i ".,l __’ .o "o _," 'D_ e



the donor was devastated when the transplant fullod.ls

while ethical problems are more pronounced with respect to trans-
plantation, and the cost factor is more prominent with respect to dialy-
sis, dialysis can aiso genorato othicnl‘problens. For instance, once n‘
patient entors a dialysis program, ‘can he be w}thdré;n if he - or his |
famiiy'— feels that treatment is no longer harrﬁnted? The complexities
of this particular situation are illustrated by nn incident doscribed by
Hamburger and Crosn;er'in which‘the Physician ignored a wonan's pleas cg
have dialysis stopped., Later she said,’"Don't listen to me, thnf's my
'uremia talking, not me. 1 wanp_to.stayvon the program" ;(Grnne and
Stratton, 1968: 39). — h | )

Cost 15 an echical as well as financiel problem. Because dialysis
may cost in’ excess of ten thousand dollars each year per patient, it is
beyond the financial grasp of most 1nd1v1duals. Consequently many pa-
tients compete for acceptance into sub51d1zed programs This is partl—
cularly true of countrles in whlch the, pg/;;c sector’ is not heavily com-
~'mit:ted to health care as & basic rlght
' Although overt screenlng is not as common‘as it once w3516 Schrelner

and Maher (1965) comment that when screen1ng ex1sts, it generates yet

another host of thorny questlons such as:.

. o
&

15 An example of thls was " also noted durlng the course of thls research
when a twelve year old boy received a kidney from his father. - The kid-
ney was reJected and the child had to. return-to dialysis.: Unfortunately
. he also suffered brain damage in the critlcal post-operative period..
“‘According to the. staff the father seemed~to‘ feel very guilty about the

~ ‘unsuccessful transplant and, from that point on, he withdrew from the

© illhess situation and left: hlS wife with the respon51b111ty of carlng
- for their son. _Field- Notes, May and June, 1973. - _

0

a'Qé'16 For a- current d1scuss1on on’ screenlng see: R. Fox and J. Swazey,
:fCourag to Fa11 (Ch1cago, Illlnoxs the Unlver51ty of Ch1cago Press,

o 1974)

. e . A .



(1) What criteria should be used? Should medical criteria
alons be used - or should social, psychological, and
economic factors be considered?

(2) Who should set the criteria?

(3) Should social factors be dependent upon the patient's
contribution-to soclety - or the burden he will leave
“if he dles?

(4) Who should do the screening - medical or lay people?
' {

The problems inherent in screening can be avoided by providing uni-

A\

vcrsul)access to treatment. This however, makes public funding impera-

4 .

tive &né thus raises another ethical problem - namely, priorities for
the health“bare dollar. As Fox (1970) says, the vast sums of money spent
‘to prolong the\lives of a small number of chronically ill patients could
probably be betteé\spent providing basic health care to a large number
of people. .

Regardless of wheré the funds come from there is a very real possi-
bi}ity that renal patients are aware that they are an economic burden to

" the community. If such is the case it must surely intensify the stress

of treatment situations. ' S

B. Professionalism and Professionalization
. Lo B . L 2

' The technology invélved in the ;xéa%ment of renal failure is stili
_in its infahcy’-‘or at best not-faf behind - It is therefore not surpris-
1ng that’ there is a certaln degree of 1nstab111ty in the units charged

: with applylng this technology to himan patlents - and w1th1n the profes-
“sions who apply it,

»Whenzthxs researqh took ﬁlacefthéie:wasrlittle'disgussion in the

=



"lfii -

f,11terature of profe551onallzatlon‘Wlthln renal un1ts As is ‘the case in

Jo

most new endeavours there was talk about the need for anv"1nterd15c1p11- :

: nar1an team approach" to fhe care of renal patlents (Whlpple,,1972)

3

. “v

'.There was ‘even more dlscu551on about the role that various professrons '
‘can f111. Psych1atr1sts were partlcularly vocal about thelr value to--
‘renal unlts (Crammond Kn1gh[ and Lawrence 1966 Kemph 1967 Abram,

31968 Tuckman, 1969 and Taylor, 1972) Soc1a1 workers too, felt that

: they had somethlng spec1a1 to offer (chkey, 1972 Whatley, 1972 Ca1n,
’-1973 Goldmelr, 1973) For the most part these profe551ons are 51mp1y

L c1a1m1ng that renal patlents need therr partlcular expertlse.

Y

Whlle psychlatrlsts and soc1a1 workers are 51mp1y str1v1ng to en-_‘
Msure that thelr trad1t10na1 skllls are used 1n renai unlts, there were »

jbeglnnlng 51gns that other profe551ona1 groups seemed to be u51ng these Hg7i

/

areas as a locus for profe551ona1 change. The,most?notable»examples P

"vhere are nurses and renal techn1c1ans.t

‘ Although the med1ca1 management of d1a1y51s patlents 1s superv1sed
-by phy51clans, a great deaL of respon51b111ty usually falls to the nurs-»

flng staff f Nurses hook patlents up to the machlnes, observe them wh11e

»d1a1y51s 1s 1n progress and unhook them when 1t 1s over. They exerclse f

ua falrly w1de degree of dlscretlon 1n handllng emergencles, and in’ alt-_ ’

' er1ng the patlents' routlne lf unusual events arlse., Emergencles are of

@ .

two types' the machlnes ‘may. fa11 and thus set: off warnlng huzzers, or s

“~the pat1ent may react adversely to some aspect of the d1a1y51s procedure.
’ Any one of a number of thlngs may go wrong and when they do, nurses must

g

uaported ‘that- patlents were. unable to:undergo dialysis because the phy51-,}
cian cdu}d not run the machlnes as competently as the nurses. ~C.B.C.
telev151on news,_October 20 1975 s : . Lo

Durlng a str1ke among nurses in- Quebec 1n October 1975, hospltals re-°?v,f



"-dom spec1f1ca11y address themselves to the questlon of the1r role, o

S S U PO

"-ieSPOUd:qUiCkIY‘ AS a result, competent nurses must be very well tra1n—uu"

ed both 1n the operatlon and occa51onalLy even in- the repalrlng,_of k1d— f“

&

neY machlnes. ol ’L.r: f' e R V’"é

. a

" But nurses also feel some respons1b111ty for the psycho soc1a1 man-

~

5agement of d1a1y51s pat1ents. Their sense of respon51b111ty 1s helght—

*h
BN h.a

ened by the fact that these patlents must become very self d1sc1p11ned
"Llf they are to respond favourably to the treatment and also by the fact
- that the nurses get to‘know the1r patlent% very well Patlents are dl-;

' ’alyzed two or three tlmes a week,- for approxlmately elght houns each

o

*Ise551on, SO. that nurses can't help but develop somesense:of respon51b11~f';'

e

Fﬁ,glty for thelr welfare. ““'

The net result is that nurses are respon51ble for both 1nstrumenta1

. 3. : '

; and expre551ve care,l. that 1s - the technology of d1a1y51s, and the psy--
. ho soc1a1 management ‘of. chronlcally 111 patlents. Although nurses sel-
19,, '.,
dﬂ_hthelr d1scu551ons of the nurs1ng care of renal patlents 1nd1cate that

bi:,they do have a sense of dual respons1b111ty : (Brand and Komorlta, 1966

e Sorenson; 1966 MacDonald 1967 and Nesbré} 1967)

;”18 Johnson and Martln dlstlngulsh between 1nstrumenta1 and expre551ve"

.lf‘care by def1n1ng 1nstrumental care as the procedures done for and to a
.7 patient, whereas expressive care refers to meeting his emotional needs.

. See MM, Johnson and ‘H.W. Martln,-"A soc1010g1ca1 ana1y51s of the nurse
» role" 1n The Amerlcan Journal of Nur51ng 58 (3),_373 377 1968 .

‘o
o

-19_ In the course of thls research nurses on the hosp1tal d1a1y51s un1t
were ‘asked: how: they perce1ved the1r role. . All indicated that they re-

_:;:;cognlzed this dual respon51b111ty -Most placed -greater empha51s on - the’
(Qfexpre551ve aspect.‘ ‘As ‘they put it, their first aim was teo "support" the®
*,cpatlent._ They were divided on the de51rab111ty of becomlng technicians’

.(an instrumental task):.  In general the ‘nursing assistants yere more" en- -

"f[ﬁthuslastlc about their role -  probably. becatse they were. 1nd1st1ngu15h-

. - able from reglstered nurses,” whereas some reglstered nurses. fel: they had'
.» - moved too far: away from . trad1t1onal nur51ng and they were not requlred
l-y;to "do enough for" the patlents.'j},::,i v .

o ..
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1 Depend1ng upon the organlzatlon of the unit they may expect varyrng
_ degrees of" ass1stance from techn1cians on the one hand and soc1a1 work—s
ers, psychologlsts, psych1atr1sts and clergy On the other. - ThlS further B
"gcompllcates matters 51nce it can then become problematlc to determ1ne ~7d
'fﬁwhere to draw the llnes;‘ That is, 1n both 1nstrumenta1 and expre551ve
-spheres the nurse must decide what 1s approprlate for her to do - and
h'iwhen she should call for out51de help To a certaln extent her d8615—-
4=10ns must be based on the ava11ab111ty and acce551b111ty of" the experts.»»kff
r;But these are practlcal con51derat10ns and our concern here is. w1th a ;': o
imore ba51c problem.y:vxb S . “' o
| The 1nstrumenta1 expres51ve confllct experlenced by nurses 1n a d1-;-
f‘aly51s‘un1t represents 1n mlcrocosm the current problems of the profes—_:f?g7‘
i.?f ;51on as ‘a whole. Nur51ng 1s often con51dered a sem1~profe551on accord-
>“£[31ng to soc1olog1cal crlterla such as those enunc1ated by Et21on1 (1969)
"Its quest for profe551onal status is. hampered by the fact that 1t has
11tt1e expertlse whlch 1t Can c1a1m as 1ts own : Today there 1s a great
A;“W'ydeal of talk about "the expanded role" whlch 1f reallzed, can enhance y‘ L
'hj_profe551onallzat10n. But wh1ch way should nur51ng go’ If 1t expands 1n'r
;fathe dlreCtlon of techn1ca1 expertlse 1t runs smack 1nto terrltory already
llifclalmed by phy51c1ans and technlclans.’ And 1f it goes the other d1rect—;
}'-}1on 1t collldes w1th experts 1n the f1e1d of human relatlonshlps. Thei'f:ft‘A;?
Jﬁlmost gotable confllct 1n thls latter sphere 15 w1th soc1a1 work - wh1ch
hls another.seml-professron w1th heady asplratlons for full profe551ona1

‘e

status.v ]f'fh":";jhfﬁﬂ':ﬁ'f

Wlth some Justlflcatlon nurses may feel that they are a. Jack of all ﬂ»f
4 trades and master of none., Thelr profe551ona1 mob111ty 1s blocked in _
:gp-f*almost every d1rectlon._ Nurses 1n hreas 11ke renal unlts probably ex- 1)\;;;;,
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‘perlence thls d11emma even: more acutely than others 1n.more trad1t10na1
'V_settlngs.. In some unlts, ‘such as the one under study, ‘the problem is
‘ further compllcated by the fact- that both pract1ca1 and reglstered nurs-
E ‘es may be hlred as renal nurses, and the dlstlnctlon between the two may

} be very blurred

The role of nurses 1n a renal unit 1s bothhcomplex.and challenglng
'{They are be&ng pulled in two. dlrectlons.20 For th1s reason students of

" .profe551onalizat1on should frnd the renal un1t an 1nterest1ng arena. ‘It
Auwould be an exaggeratlon to say that the fate of the profe551on w111 be
- declded here - but what transplres in renal un1ts may accurately m1rror
‘_?what is, happenlng to- the profe551on in- general . |

! More recent 11terature 1nd1cates that the techn1c1ans are also pro-v

d.‘ fe551ona11z1ng., Unllke the nurses the techn1c1ans seem to have a pretty '

‘;j;clear 1dea of whatuthey want and are clamourxng for profe551ona1 cert1-

'idflcatlon and a11 the beneflts that accrue from such a process.t To real-_
» 1ze thlS goal, technlclans state that they should have a rounded educatth'"

1on 1n everythlng perta1n1ng to d1a1y51s. They see thelr role as. 1nter-‘-.’

5l,tw1n1ng w1th the nurse s, w1th the d1v151on of labour belng determlned

f'by the 1nst1tut10n, but 1t shouid be noted that 1f thelr educatlon g1vesaffr

i them access to some of the nurse s expertlse that they may press for a

"1frole wh1ch allows them to use thlS knowledge. Techn1c1ans argue that

-they need certlflcatlon for legal reasons - that 1s to protect them in -

L The Edmonton Uhlt attempted to resolve thls by experlmentlng w1th L
a "nurse technician.' -One of the: ‘nursing assistants was .being trained -

iff;nas a renal technician. ' There appeared. to be no clear-cut plan as to
- _how she. would be used, and 'she herself was not ‘tlear as' to what she

. .wanted: to do.. Of the" nurses interviewed - six (3 R.N.'s and 3 R.N.A. s}f_b-
.«?;favored the idea of comb1n1ng roIes, and three (2 R. N 's and 1 R_N A );U
’,;Were oppose Foy LR o e . ) : PR R




1.7be 1nd1cated 1n order~to m1n1m1ze both the effects of t

. . . - . R l' PO .
case of an error - but they also concéde that thlS would brlng them
I
21

_greater prestlge and hlgher pay.

Another 1ntr1gu1ng aspect of profe551onallzat10n conce&ns the pa-

t1ents themselves. Chron1c dlsease may generate " rofess onal"‘ at'ents.
P

partlcularly if they acqulre some med1ca1 expertlse w1th regard to
S~111ness. If they also have access to one another thelr profess;onali-‘
"zatlon may emerge from an organlzed base.» Long term d1a1ysisifu1fills

'.these cr1ter1a. | | . | i
A patlent on a d1a1y51s program is a very spec1a1'type?of-patient‘:

. and. some aspects of hlS patlent—hood are worthy of note.. lee the dia- |

»-bet1c, the d1a1y51s patlent must adopt a dlsclpllned 11feLstyle. ;Not

”;,only must the renal pat1ent follow certa1n d1etary 11m1ta‘1ons, but he o

E must also restrlct hlS f1u1d 1ntake. A number of d1ffer ht'drugs may

dlsease, and

/

;‘jbthe'd1a1yS1s 1tse1f Agaln, like the d1abet1c the dla/y51s pat1ent

"};must be carefully monltored 51nce the treatment 1s h1g

‘ly 1nd1v1dua1-

'.~1zed. The d1a1y51s process 1tse1f varles from one- pa 1ent to another.‘<
.Some patlents requlre longer, and/or more frequent d¥a1y21ng Whereas

'_the dlabetxc usually monltors hls dlsease by testln hlS ur1ne, the ren—”

( [

“hal patlent 1s more often checked by a varlety of bAood tests.

°

Almost all d1a1y51s patlents become qulte sophlstlcated 1n the1r

ff'fknowledge about thelr dlsease.h Most learn to m%éltor themselves by 51m-f"a“7'”

"~

'7b3p1y asse551ng the1r sense of well-belng, or by qvaluat1ng the presence

- hor absence of varlous symptoms.; Many centres encourage th15~process"as;.€

'fﬂ:an attempt to maxlmlze the patlent{s~1ndependenc,,vselffreliance°ahdb)

. 21 see: Technician certification, J. Ren. Techl 2 (2); 10-32, 1073.
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. sense'of'worth.;'th'Only do these benefit the ihdividual‘patient, but
‘collectively the costs of‘the'program can\be-reduced'if patients can
assume some -of the respon51b311ty fOr ‘their own care. d
In a.further attempt to a551st d1a1y51s patlents in normallzlng to_
4

a h1gh degree, some centres offer 11m1ted care, or home d1a1y51s pro-

: grams.“ Both of these approaches but most partlcularly ‘the' latter, em-p

' _'ph351ze 1ndependence and self-care. For obv10us reasons, the pat;ents :

.selected for these programs are usually both 1nte111gent .and respons1b1e.

’ '_fIt is not surpr151ng then that many of thé/ become as knowledgeable, 1f

-j:not more knowledgeable, than many staff members about renal dlsease and

s”d1a1y51s. Indeed many belleve that they are experts in thelr own par-

3

B t1cu1ar 1llness, if not in the dlsease in general. “As patlents become'hf

fi,more cognlzant of the degree of 1nd1v1dua1 varlatlon, they can become
’..more confldent about challenglng the phy51c1an s recommendatlons. gAl{T
though such patlents can obv1ously become nulsances, they can also be
:very helpful. The latter 1s partlcularly true 1n experlmental 31tuat-h -
”'1ons where, as Fox (1959) explalns patlents can become partners ln re—
'htsearch | ‘ V | ) R

For the most part, the staff who routrnely care for d1a1y51s patlents

';,ﬁare accustomed to deallng w1th knowledgeable pat1ents. Problems are more-

'”ffap l‘" 1se when renal patlents are admltted to- other areas of the hos-»

*;pitai;zlf But even renal un1ts can be expected to demonstrate some stra1n N

v"7h;jfrom thlS k1nd of patienthood | ?:Q‘Q**?_ L ff ‘f‘f s f .1'jj - G

22

. ‘.J‘ P
4

S Many patlents 1nterv1ewed in thlS study complalned that when they
A;iwere admitted to'areas other than the Tenal unit they were légggg'kely
. to-get direct answers ‘to- their questions, and their own op1n . ere

_:not hlghly valuedg ‘One.. g1r1 ‘reported that ‘the- staff on a surgical unlt

3313f1gnored her.request for a spec1f1c drug and she went 1nto convu151ons._§_]
- LiField Note, June 10 1973, R : , -

SO
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leits, for example, are a real problem.-‘Just how much does'the pa;»
-tient need to know in order to av01d compllcatlons and handle emergen-
;'cies? At what p01nt "does the patxent rlsk be1ng overwhelmed by. too muchx
"ilnformatlon - partlcularly about the hazards of treatment’ When are the
'patlent's 1nterests best served by obJectlve dec151ons wh1ch presumably
the profe551onal is better equlpped to make? Ind1v1dua11y, well—lnform—
VF_‘ed patlents can be 1rritat1ng, collectlvely they may be even more - threat-
enlng. There 1s always the p0551b111ty that patlents may orgahlze 1f
"‘they feel that the staff are pursu1ng thelr own profe551ona1 1nterests
f_rather than those of the patlents. - - | |
Renal patlents are organ1z1ng. One such group in the Unlted States.: R

vdrew up the Patlent's 8111 of R1ghts whlch spec;fles,vamo g other thlngs, .

- that the patlent has the rlght to compleie access to rnfo&matlon cholce'

‘3;of treatment and phy51c1an, competent profe551ona1 care -- cludlng psy-

e /

bh»lchlatrlc, psycholog1ca1 and soc1a1 serV1ces, as we11 as - he rlght to re-_ -
i;fuse treatment.?;,hr J |
The patients at the unlt under study had also forme a’Kidney Pa-

"tlent's Associatlon. A hosp1ta1 admlnlstrator told the researcher that

o .;the assoclatlon ‘was maklng some unreasonable demands b t he d1d not spe-

’r,i3c1fy what these were. The staff on the un1t seemed t regard the- assoc1—‘:

“gatlon as prlmarily a’ socral club the patlents appear d to v1ew 1t as

}7,jpr1marily an opportunlty for comradery and self—help 4 Although the

',‘assoclatlon d1d not at that t1me appear to be a lobby1ng force, that

\

’ p0551b111ty always ex1sts when pe "e w1th s1m11ar problems organ1ze._'[

B \ o . :

— ; S A s o

See'” A patlent s b111 of r1ghts. J Ren Tech 3 (4), 53 1974
\

?“24 Self-help groups of thls type are- d1scussed by Farquharson See A H.
SRy Farquharson. Peers-as helpers: personal changes in members of self-help. -
vjlxgroups. Unpub11shed doctoral the51s, Un1ver51ty of Tofonto 1975. :

P
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' Hxnts of the professlona11z1ng patient could be dlscerned at the

time of the study One ‘of thexconsequences of,such a movement could
’“have been predicted at that t1me but has only recently become ev1dent.

The trend to nurture more independent and knowledgeable renal patlents
: vled to a. delegatlon of . the doctor s respon51b111ties to subordlnate per-
.;sonnel and patlents‘" This had the effect of downgradlng the 1mportance-‘
fof the phys101an w1th1n the renal un1t To a certaln extent thls back-
:fflred 1n that the Amerlcan government then set very r1g1d controls on
wthe amount of doctor-tlme it was w1111ng to fund for d1a1ys1s pat1ents.
{-Renal phy51c1ans responded 1n part by formlng a Renal Phy51c1ans As-

’ soc1at10n whlch among other thlngs asserts that.,

...the 1nter1m guldellnes by the federal government-.
has resulted in a paralysis of payments to the pro- -

. viders of dialysis and transplant services. This "
‘has” led to a corresponding hardshlp for patients.
...the Renal Physicians Association agrees that. phy--" o o

. 'sicians attendlng patients should be directly reim- T S

-- bursed on-a fee for service basis ... with quality - )’f“f(

. .of care and cost- contalnment the responsib111ty of.

-.local peer rev1ew.25 . . ..

In other words; renal physlclans have responded to the profe551on--»'
- allzat1on of subordlnate staff and pailents by form1ng an. organlzed
.dd ﬂfspec1a1ty group w1th1n medlclne - thus underscoring the profe551ona1

| hstatus already achleved by med1c1ne in general. . ' " |
: YTo date there has been 11tt1e soc1ologlca1 ana1y51s of these profes- o
v;*sronal str1v1ngs. Such an ana1y51s would be frultful.ln 1ts own rlght |
":hbut 1t would also have 1mp11catlons for the questlons posed 1n th1s
;dpartlcular prOJect. If renal un1ts are hot beds of profe551ona1121ng

‘f‘act1v1t1es, thls may well have a bearlng on the development of patlent

i
R

;‘ffzs For a more complete dlscu551on of the Renal Phy51c1ans ASSOClatlon
'j}see., ‘Renal” physxclans associatlon, in’ J Ren Tech 3 (2) 45 -1974.
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1arge extent staff set the climate of renal un1ts and

\

.careers.l ‘To'a Ve
in so. doing ﬁ &rlutelto the development of expectatlons for pat1ent ca-

‘,’reers. If there 1s consensus about goals and t1metable norms these may

.. be determaned in part by the staff If patlents themselves profe551on—

allze they may, 1n the future, have a. stronger v01ce in determ1n1ng the

constraints upon thelr own behav1our - and that of staff as well

C. The Psychosocial"hspectsiof RenalfDisease :

_ When we assess what is currently known about a pat1ent's response to

' -renal dlsease we are tempted to conclude that elther there 1s a un1mode1

response to dlseased k1dneys - or that everyone is.so unlque that it 1s
11mp0551b1e to say much that 15 analytlcally useful. The truth is prob—‘
"ably somewhere 1n between. St111, 1t is 1ncred1b1y d1ff1cu1t to assess

a response wh1ch 1s compounded by phy51ologlca1 psycholog1ca1 and soa—
.ial factors.x_- ff | LT o o |
The 1mportance of phys1olog1ca1 factors 1s p01nted out by Schre1ner
~A(1959) who explalns that renal. 1nsuff1c1ency produces chemlcal states.'
1wh1ch lead to personallty changes. These changes may pers1st even after

treatment, partlcularly d1a1y51s, is. 1nst1tuted because d1alys1s only ap- ,

~a-prox1mates normal kldney functlon. Generally speaklng, psycholog1ca1 as—h'

B sessments of renal patlents do not dlstlngulsh between the effects of

”i\dhsease, treatment or prognos1s. Instead they 5peak 1n very general

':7-,terms about - the pat1ent*s fears surroundlng changed body 1mage,'sexua1-,

ﬂwlty, and death-- and about the use of defense mechanlsms, such as den1a1

2

Vto contaln these fears (erght et al, 1966 Sand 1965 Kemph 1966

f'_‘.j”Crammond 1966 and Kaplan Denour, 1968)

The behav1our of renal patlents could also be attrlbutable ‘to a

4o
M

?_.,
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pSychological response to‘dlseased kldneys. Or there _may be a spec1f1c
- Tesponse to treatment ' Perhaps d1a1y51s pat1ents are respondlng to be--‘
ing dependent upon ‘a machine, and transplant patlents to be1ng host to
'someone else s organs. . TR : : ‘b f. b', C
' Presumably the psycholog1ca1 response to transplantatlon ‘may yary

depending upon whether the donor was. a cadaver or a: 11v1ng relative.-l'

- Wlth the exceptlon of Crammond's (1967) work few comparatlve studles

‘ »have been done. If there 15 an 1dent1f1ab1e psychologlcal response to .

“transplantatlon are. cardlac and rehal patlents a11ke or dlfferent? To -
date this questlon has not been answered 6' ' .;- A
‘ Although further study in the psychologlcal perspectlve may be use-i::7
- ful there is reason to suspect that a number of soc1a1 or s1tuat10na1
factors may also colour the patlent's response. Some of the 11teratureeﬁ'
li‘does refer to some,such factors. For example Shea (1965) and Abram |

- (1968) concede that the. exper1menta1 overtones 1n ‘the treatment s1tua- h'
;tlon may potentlate psychlatrlc problems. Schre1ner (1965) suggests “
fthat‘the screenlng process may ‘have - the same effect -.espec1a11y if the
o patlents conclude that thelr contlnued acceptance 1n a treatment pro—
‘gram is condltlonal upon "psycholog1ca1 fltness.". h

A number of authors refer to the pract1ca1 and- psycholog1cal prob-
'hlems fac1ng the famllles. The practlcal problems are. often economlc
e51nce renal patlents (partlcularly those on d1alysxs) may f1nd 1t d1f-'
hflcult to hold a steady Job and the treatment (agaln, partlcularly d1-.

Y
\

_*26 In a recent work Fox and Swazey touch on both cardlac and renal trans—',‘
 plants. - They. suggest that the psychology of the gift has ramlflcatlonswf

v",to both situations. .See R. Fox and J. Swazey: : The Courage to Fa11

_t(chlcago, 1111n015' the Unlver51ty of Ch1cago Press, 1974) T " ;

RN
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 alysis) is exnensive. JIn addltion, the patient must be”carefully man-
aged in that his diet must be modifled and his fIUIdS restricted “The
threat of death .adds to the famlly s problems wh1ch are often categor—.
'~ized as "stress" (erght et al., 1966 Cumm;ngs, 1970 and Cain, 1973)
Stress 1tse1f prov1des an add1t10na1 perspectlve for v1ew1ng renal
‘fallure;; For renal failure is; as Fox (197QJ so cogently explalns,,
shrouded'in uncertalnty. Uncerta1nty, she says, results from either .
zlimltat1ons 1n the realm of med1ca1 knowledge, or. the practltloner s
-1ncomp1ete mas&ery of avallable knowledge. Although 1nd1v1dua1 practl-
f tloners treatlng chronlc renal dlsease may have to deal" w1th the second
:type of uncertalnty, the f1rst type - that of uncertaln technology - is

o

1common to all.. These "spec1al1sts in the problem of uncerta1nty" must
' da11y balance the conflictlng demands of research and patlent care.ZZ\

. Uncertalnty 1s an 1ntr1gu1ng human d11emma whlch has been noted as

" an 1mportant charaeterlstlc of other ;llness 51tuat10ns.' Fox (1959), -i
Dav1s (1963) and Roth (1963) a11 found that people ‘tend to structure
'f”uncerta1nty in some way 1n order to make 1t more. bearable. A common
:}response used by pat1ents 1s to compare themselves to others in 51m11ar_
”;clrcumstances and then to set up landmarks by wh1ch they can gauge the1r
progress._ Often thelr reference 1s someone who is worse, off so that

"‘thelr 51tuat10n, by comparlson, looks ‘more hopeful.

~f ThlS structurlng process may be regarded as a defence mechanlsm for

'1Zcop1ng w1th stress. Uncertalnty undoubtedly generates ‘a great deal of

stress. Indeed as our conceptuallzatlon of stress,becomes clearer it

R <1s 1ncrea51ngly ev1dent that,stress results not from problems per Se,

.

"27 The d11emmas created by prdV1d1ng treatment in a research sett1ng

. -are’ documented in an earller work by Fox. Renee C. Fox, E§2eriment
",Perilous (Glencoe, Illanls, The Free Press, 1959) ' - .

.
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but from the perce1ved discrepancy between the confronting problem, and

’ the resources available to resolve it. In other<words, a problem is a
'challenge as long as we are. confldent of our abillty to master it. Stress
arises when, for whatever reason, mastery is 1n_doubt. “Uncertain situ-
at1ons, by thelr very nature, mean that a number of outcomes are p0551bTe
and the person is not sure wh1ch he should prepare to face. Equally im-
--portant is the fact that he does/nof“know how long the uncertalnty will

\ -per51st These kinds of 51tuations in which uncertalnty 1s inherent,

o and 1ndeed may even be 1nst1tut10na11zed must there

. Lstresstul-to most partrc1pants..
| Renaklfailare is certainly'a~stress,situation._ Stress Tesults not
”.only from the unknown outcome, but also. from the’ course of the dlsease
Like other chronlc 111nesses such as cancer, renal fallure may be char- ‘
- Aacterlzed by slow decllne. .But renal fa11ure'carr1es the addltlonal‘
.'_threat of sudden and unexpected c0mp11cat10ns which may be quickly fatal. :
'_iIn addltlon, each treatment method carrles its own k1nd of stress.u‘Trans;v
‘plantatlon 1s a 11fe and death gamble on a cure. D1a1y51s 1mposes‘a.more
) wearlng chronlc stress because it dlsrupts many aspects ‘of the patient‘s
normal life. To the~extent.that a"patlent chooses hlS owﬁktreatnentt §
51tuat10n he may be expre551ng hlS ch01ce of stress 51tuat10ns. ‘

Ea

Renal fa11ure has some unlque features whlch may generate very par-

tlcular problems.' These unlque 51tuatlons occur when the patlent is drr,

.»alyzed at home - or when a fam11y member is the donor for a transplant

\ .
Lo,

When,research suchmas thatldone by Shambaugh (1969)vhas focused on.s;tug

Lo c - . . - " -
_’ . B . . s _.\\

_28 Thls v1ew of-stress is developed from the model presented by Scott
and Howard: See. Robert Scott and Alan Howard, '"Models. of stress" in

- Social Stress. ‘Edited by S. Levine and Norman Scotch (Chlcago A1d1ne .
f.,val1sh1ng Company, 1970) 259 278 B ‘ ' ,

.vv

N '



29,

ations of thiu rype, it Penagally looked at the effect of the illness
upon another Lruc1al family member - such as the spouse or treatment
partner. Usually the renotion of this person is described in psychiat-
ric terms - such as the use of denial and displacement as defense mech-
"anlsms, Balley et al (19?2) are able to break away from this mold of
'.feelings and defense mechanisms to describe four types of response pat-
terns for petlents and their partners in home dialysis. .

- But: there has been 11tt1e study of the famlly as a unit. Kenlan
et al, (1973) studled chlldhood leukemia and-concluded that we should
view .the patlents as a member of a fam11y unit and that we should look

at fam111a1 response to stress. As they state:
It is 1mportant to emph351ze famlly as well as individ-
.ual reactions in coping with stress since the’ famlly has
a unique responsibility for medlatlng the reactions of
its members. When individuals belong to families. they
. do not resolve their own problems of stress independent-
'ly, nor are they immune to the effects of stress that
may be concentrated in another member of the fam1ly
_ Vincent states that the . family is uniquely organized
‘to carry out itg stress—med1at1ng respon51b111ties and
is in a strategic position to do so. No other social
~institution had demonstrated a comparable capacity for
'fmed1at10n that affects as many people in the commun1ty.

(- 60).,

There 1s already strong soc1010g1ca1 ev1dence such as in Durkhelm 3
. .(1951) treat1se on su1c1de that the 1nd1v1dual who is well 1ntegrated

1nto a soc1a1 un1t is much more adaptable under stressful 51tuat10ns.?9v

3 Q

’*:MOre recently other soc1ologlsts such as Parsons (Jaco, 1972) have

‘ p01nted out the vulnerab111ty of the nuclear famlly once 111ness strlkes.'

.Th1s research and the author s current study of leukemlc ‘children, in-

e .

29

The ost’ str1k1ng example of su1c1de among the patlents on the un1t
- under stgdy involved.a young man- on hospital dialysis who ‘began to de-~
.- teriorate when his wife left him. He neglected his dialysis routine,

:,falled .to show up for. runs, and was. eventually found dead at home . Fleld
. Notes, May 27 1973.. - S . _ o -
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dicates that the family, particularly the extended family, is of great
import. Indeced, it would appear tfat rural patients frequently have an
advantage over urbanones in that for rural patients the entire community
frequently responds as if it were family.O

In addition to mediating stress the family unit may be important in
pther ways as well. This study, for example, indicated that carcer de-
cisions can be 'influenced by the family-situationm Often an carly de-
cision to transplant seemed. to occur when many members of the family:
came forward to offer a kidney. Some patients who were attracted to
home dialysis dismissed it'as.an alternative because they ecither did not
,have a famlly member to serve as-a partner - or because they thought it
was too much of a burden to 1mpose on one person. Conversely, some pa-
tlents who were weak in the1r knowledge of the kldney machlne ‘were able
: to. go on a home program because they-had a partner who was mechanlcally
Y1nc11ned

Whlle on the one hand the fam11y may protect, 1nsu1ate or support
the patlent, it is also p0551b1e that illness affects ‘the famlly " ~The
,famlly may, as some fam111es in thls study did, move in, order to~be
closer to the hospltal. The 111ness routlne may alter the household

_ routine. The roles which various famlly members played may’' change. In-

@
J

- dividual ~fam1‘1y‘%bers may react adversely to the stress, or the family
famlly hteakdown may reSult.SQ‘ R 2

‘unit may weaken

30 This theme of psycholog1ca1 problems in other famlly members, and in

break-down of the family umit, is common in the literature dealing with

* terminally.ill children.. Often it is poorly substantlated "One of -

° the better works is provided by Hamovitch. See: M.B. Hamovitch, The

" 'Parent and the Fatally I11 Child, (Los Angeles., Delmar Publlshlng Co.,
1964) .. — e . L

S

- B
]
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In short a myr1ad of blologlcal psycholog1cal and social vari-

ables compound thé patlent's response to renal fallure dialysrsvand _

transplantatlon. Much work rema1ns to. be done 1f we are to outllne the ;
1nterp1ay between these someahat d1verse varlables. In partlcular‘the '
1nf1uence of ‘the fam11y in determ1n1ng the patlent S, response and thé
effect of the 111ness upon 1nd1V1dua1 famlly members, and the famlly un1t-

V‘aszawhole has been very much 1gnored g Certalnly xt would appear that

0

' con51deratlon of these factors 1s a more promls1ng avenue toward the un-"

derstandlng of renal patlents than that offered by’ an 1nd1v1dua115t1c,
psycholog1ca1 approach. ,f“* ,--‘,,’ . "f,i']‘_f_ . S e

'0-

DL DialySiS‘andVTrﬁnsp}antatlon-as_Sick Rolés'fl‘

Slnce th% llterature on renal fallure offered 11m1ted 1n51ght as toy :

-

how we may develop a soc1olog1cal perspectlve on parlent response to

treatment programs we should determlne 1f work done in: other areas can

]

be of: value. The 51ck role may prOV1de a useful conceptuallzatlon. In

J'

, order to’ apprec1ate thlS perspectlve, some hlstorlcal 1nformat10n on: the“"'

) 0

development of the soc1olochal construct of the 51ck role is necessary..
Although Parsons is USually credlted w1th p1oneer1ng the concept of“

4 tbe 51ck roIe, that credlt really belongs to Slgerlst Roemer, 1960)‘

‘4- o

Brlefly, Slger1st stated that followlng the 1nf1uence of Chr1st1an1ty f_o

‘thb 51ck came to occupy ‘a pr1v1leged p051t10n wh1ch accorded them the = .-

- LT

:,,~r1ght to be exempted from work and to be cared for by others. Thesei

o

o rlghts however, were, condltlonal upon the. patlent's 51ncere effort to

"_recover.._m S PR R

o e o B

parsons (1951) cast 111ness 1n a more soc1olog1ca1 11ght by p01nt—

°

‘1ng out that 1t 1s more than a natural phenomena ~'1t 1s a role. It 15,' o

says Parsons, a motlvated state sought by people in order to abdlcate :

e
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0.

I

htheir.normal'responsibilities. S1nce thlS klnd of behav1our is clearly

a great deal of varlat1on 1n behaV1our assoc1ated w1th 111ness;b For-ex-

.ample 1f two people experlence the same symptoms one may seek mEdicalég

v,

dysfunct1ona1 to soc1ety as a whole, Parsons saw the "sick rore as dev1-.f
N ke ‘

ant.' He added however, that 1t was only deV1ant unt11 1t was 1eg1t1-_

mated by a phys1c1an.f Thls 1eg1t1mat10n, in turn " was cond1t10na1 upon o

Q.

the patlent's acceptance of hlS ob11gat10n to co—operate in hlS recovery
{

o

In short Parsons conceptuallzed 111ness as a soc1a1 role w1th 1nst1tu-
tlonalized expectatlons and correspondlng sentlments and sanctlons.
A great deal of soc1olog1ca1 research‘on the 51ck role has 51nce

demonstrated that Parsons' V1ew was too 51mpllst1c. There 1s,"in fact,"’

o,

)

help and the other may not. Soc1olog15ts have determlned that th1s k1nd '
of varlatlon may be attrlbutable t0°cu1ture (Saunders, 1954,qand Paul

1955), class (Holllngshead and Redllch 1958 Koos, 1967), ethn1c1ty and,;

‘ soc1al orggnlzatlon (Suchman, 1965) and a varlety of other varlables.‘t

Twaddle (1969) suggested that pre-lllness factors mlght pe 1mportant.

Among the subgects he stud1ed those act1ve1y engaged 1n JObS or hobblesh"

‘ seemed reluctant to acqulesce to symptoms.. He also found that the 1n- _

8.

actlve subJects tended to v1ew themselves as 51ck whlle the actlve onesf;,
d1d not.' However,,51nce1the subJects were elderly 1t 1s dlfflcult to'
determ1ne 1f fa111ng health leads to d1m1nlshed act1v1ty - or whether
1nact1v1ty 1ncreases one s propen51ty,to g1ve in to 111ness. v V

There 15 now general agreement that Parsons' descrlbed only one 51ck5

role --that of'acute 111ness where symptoms are acute, pa1nfu1 and d1s—

o,

' abllng (Goldsteln and Dommermuth 1961 Gordon, 1966 Twaddle, 1969)

Xar1ab1es such as age, sex, and soc1o econom1c status have 11tt1e effectv"
on behav1our An these c1rcumstances., Parsons' descrlptlon may even: hold T

.




cross-culturally although the helper may not always be a phy51c1an.i
Most of the varlatlon noted by soc1010g1sts seems to be: assoc;ated o
- with chronlc 111ness and much of the d1ff1cu1ty 1n 1nterpret1ng these
;aflndlngs seem to- arlse because soc1a1 sc1entlsts have not clearly dlS-’l.
' tlngﬁlshed between acute and chronlc 111ness roles. ThlS may be why -
' Gordon (1966) says that, in the f1na1 ana1y51s, 51ck roles are very in-
Yd1v1duallst1c, and thman (1969) talks about the, 1mportance of self con--‘
cept. Both Mechan1c (1966) and Blackwell (1967) add that we need to'] ”

,:come to grlps w1th soclal psycholog1ca1 Varlables."~ at ‘we need it_i”

"‘fseems, 1s to develop a conceptuallzatlon of chronlc 111ness roles which“'

can, account for the varlatlon wh1ch has been noted ‘ :
Saflllos-Rothschlld (1970) drew upon a synthe51s of prev1ous work ‘
'tdone on the 51ck role and postulated two responses to chronlc 111ness
.fywhlch she calls acceptance and reJectlon of the 51ck role. dThose who

haccept the 51ck role acqulesce to thelr 111ness or d15ab111ty and enJoy

"}'the secondary galns, such ‘as’ sympathy and attentlon, wh1ch accompany

1:the1r new status. Those who regect the 51ck role eschew 111ness ‘or
';ifdlsablllty, and the status assoclated w1th 1t, and attempt to normallze

.h-fto a hlgh degree.f;f:fp;f:jyr;’ﬁfi““rgflsj.°

33,

She belleves each response 1s determlned by the 1nterp1ay of psycho-“lv"h'

s

o 10g1ca1 and soc1a1 varlables. :These can be best understood by exam1n1ngf.'f-"“

9

‘-=se1f-1mage, whlch accordlng to’ Saflllos Rothschl,d; has both psychologl—;b‘

" cal and soc1a1 components. The core. features of our psychologlcal senseé;if“

*afof 1dent1ty are bound up 1n care or key roles. For example a woman_”ff

hf‘whose psychologrcal sense of‘1dent1t revolves around her beaut1ful face3.f;"

‘ﬁmay play the role of femme fatale 1n much of her soc1a1 1ntercourse; or.

Jfa man who partlcularly prlzes hlS athletlc prowess may play the role of s EM
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a:jockuﬁ Illness or. dlsablllty‘whlch threatens or shatters these key
characterlstlcs is partlcularly d1ff1cu1t to accept 51nce the 1nd1v1d-
;ual must restructure both hlS self-1mage and key roles.» ThlS is why,‘
‘rsays Saflllos Rothschlld the loss of an ‘arm may mean d1fferent thlngs d
-.to dlfferent people. A loss of thls k1nd may ‘be dlsastrous to a 1abour-
';er, but- 11tt1e more than a.nulsance to a teacher. —

In other words, whether one accepts or reJects the 51ck role depends{
-upon both pre 111ness characterlstlcs, and the nature of the 111ness.' :
t'Thls is a valuable 1nsight 51nce both responses have 1mp11cat10ns to re;f»
_covery and rehab111tat10n.v For, as she p01nts out those who accept the['"

s1ck role are re51stant to rehabllltatlon. On the other hand those who

HV_reJect the 51ck role co- operate yery well w1th rehabllltatlon technlques hr

”'»“but are dlsapp01nted 1f they can't be as’ normal as- they once: were.'_pf

Th1s typology could ‘be. of real value 1n understandlng the behav1our
ffof patlents w1th renal fallure.' The researcher noted for example that f'h
: some patlents seemed to dlsplay the behav1our assoclated w1th each role.slf

‘~aDesp1te thexr contrastlng responses both were star patlents who by the‘

;.¢?force of thear colourful personalltles, were able . n the respect and
“padmlratlon of patlents and staff allke

5,:‘t1ents tr1ed to emulate both responses..fTo a certarn extent these two

ﬂr:responses appeared to b 'assoc1ated w1th treatment moda11t1es. The role-

fassoclated w1th accepta . appeared to be mare common among patlents on

3L Fox had made a 51m11ar observatlon 1n research on: patlents inan ex-
'per1menta1 treatment unit. Although she did not conceptualize these dif- -

'1Evferences accordlng ‘to the 'sick role . typology, she - presented two case hist-

" ories of patients. who had made quite different responsesto their illness.

' One accepted ‘his d15ab111ty w1th surprlslng equan1m1ty, ‘the other always -
“‘strove to lead’a normal life. - Each in his own way, ‘was. a star patient. =

_J{*Other patients ‘recognized both patterns and- debated which ‘was best. See::
<R Fox,‘Egperlment Perllous, (Glencoe, 1111n015, The Free Press, 1959)
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hosp1ta1 d1a1y51s wh11e reJectlon appeared to he more dharacterlstlc

of patlents on home d1a1ys1s or transplant programs.
;

: Where renal patlents are concerned the questlon is whether -the - -

i 'type of response is determlned by pre-lllness factors, or by the type

":;ure of the treatment programs.‘

S upon the patlent's relatlonshlps w1th others;‘"

.of treatment program - or both‘7 There are twqueasons why th1s questlon‘
- is d1ff1cu1t to answer._ The- flrst is that thF Saflllos Rothsch11d typo-‘_
' logy 1s not yet operatlonal Too 11tt1e is hnown, for example, of what

' 1s meant by Such concepts as "sense of 1dentity?" The second 11es w1th'
'her emphas1s on the nature of the 111ness. Wthh characterlstlcs of the'
1llness are 1mportant? Thls study of renal patlents suggests that 1t 1s

.not the nature of 111ness, per se, wh1ch is: 1mportant, but rather the nat-

o~ ERO

To use: dlabetes as an example, the 1mportant feature of d1abetes may L '

»';11e, Qet 1n the psycholog1ca1 response to a dysfunctlonlng pancreas gland

'but rather 1n the response to the da11y treatmenv'routlne - urlne test1ng,1~

.

"1;1n3ectlons, restrlcted d1et and regular exerc1se. Thls v1ew seems to be
. i \ .

'11n accord W1th Goffman 's (1963) work whlch 7tates that the 1mportant fea-
”3,;tures of dlsablllty are 1ts v151b111ty, and the extent to wh1ch it 1ntrudes :

If renal patlents ‘are dlvrded by ch01ce (thelrs or. the staff's) 1nto

[EETI

;'Qfeach treatment program, then we m1ght be able to answer these questlons

:_by s1mply compar:ng patlents 1n each treatment moda11ty. ance the 11t—fﬁ

>'.Zerature suggests, however, that such is not ‘he case, then we need to

‘7gacqu1re a great deal more understandlng of renal H}tlents before we can'

:?test the predlctablllty of the 51ck role typology. The career framework i

;lj:ls one way of acqulrlng thls k1nd of data ba%e,j“
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Julius Roth (1963) descrlbes the experlences of T B. patlents ac—"

_cord1ng to a career framework He deflnes career as follows.

'When many people in - an 1nteract1ng group go through
the same series or. stages: of-events in. .a given di-
. - rection or on the way to a definite and recognlzable ’
e end p01nt or series of goals, we. speak- of this as a
: "career timetable", and of the : ‘consensus . of expect=- -
. atlons about when events should’ occur as- "tlmetables N
norms" (p. 115)._ ‘ 2

The career goals of patlents are obv1ously dlfferent from those of"'

occupatlonal groups. In a Very broad sense all patlents, 1nc1ud1ng

'fthose w1th tubercu1051s and renal fallure, share the same goal that

of recovery,' Recovery, of course, 1s a more reallstlc goal for T. B.;;V

,.)mpatlents than 1t is for those w1th renal fallure. Surv1va1 1s the moreﬁtt“

‘Vlmmedlate goal of‘most patlents and 1t may be that renal patlents don't;i{

.g th1nk beyond that. 77Zt3,7f‘“{i.t{i7 u\fﬁﬁt B

S

Both tubercular and rena} patlents must contend w1th a degree of

uncertalnty._ For the former however, uncertalnty is- 1arge1y OVer tlm-}--

’f}1ng.' In fact Roth states that T B patlents v1ew thelr treatment pro-;}f:'

}'gram as "puttlng in thelr t1me" and 1n thlS respect they are. 51m11ar -

. to prlsoners. For renal patlents, however, the uncertalnty pertalns S

i,to outcome.- This may mark the dlfference between purer chron1c 111- '

7'ness and those whlch are, to varylng degrees,_fatal.- Some phases of

“ffcharacterlzes T B. treatment. For example, those patlents who are-on .

gfghospltal dlalysis but awaltlng home d1a1y51s or transplantatlon may

';v1ew thelr current treatment as "marklng t1me"

'f:_renal fa1lure, however, may approxlmate the sense of "dolng tlme" whlch-

Roth stated that T. B. patlents structure their’ uncertalnty by de-':

'fr,;jveloplng tlme-table norms based on what is. average or normal Both



‘lRoth and Davis (1963) noted however, that when/a patlent seems to be
Liexceedlng the normal expectatlons that he, and hlS famlly, may then
select another patlent - who 1s d01ng worse - as a reference p01nt.-
'fStudles of dylng patlents have afso drawn attentlon to--this tendency
I

h:to compare oneself to someone who is worse off (Glaser and Strauss, ,.

1968) ‘

For the most part med1ca1 norms dlctate the tubercular patlent'

career. Thatrls, it is the phy51c1an who determlnes how the patlent

;w111 move through the career stages. By the use of varlous manlpu— ~:"’

"Llatlve technlques T B. patlents can persuade the doctors to modlfy the

~.\
,'tlﬁ”'table norms somewhat - but ‘the patlent's 1nf1uence on the norms

A
$smed1ca1 grounds —'x-rays, sputum tests, etc. Theoretlcally at least, f

i
N
1.

-_1s ixmlted Furthermore, the doctors' de6151on5 are usually ba%ed on L
. t

;the renal patlent has greater latltude for personal ch01ce. Where more

’ h*than one type of treatment is: offered he should be able to dec1de wheth-u

;er he 15 g01ng to be treated by long-term d1a1y51s (e1ther hosp1ta1 or -

>'grhome based) or transplantatlon. Medlcal consrderatlons should dlctate‘ff

ﬂ;fed back and forth 1n a way that 1s out of keeplng Wlth the usual t1me

e / CeN
"the ch01ce only when there appears to’ be no ofher alternatlve.. But do J

Tubercular patlents, as Roth outllnes, dbn't always folrow a stralght

'lrne career course.» For example, after several months of drug therapy

“1fa patlent may be told that surgery is recommended Or he may be “shy

:h‘table expectatlons.i Accordlng to Lowenthal et a1 (1973) however,

P ex1genc1es are even more characterlstlc of renal patlents. He states

""fthls as follows




38.
='Eigpre'lrifTrajeotories of ‘Renal Patients

- _RENAL FAILURE

_NO TREATMENT * -

_TRANSPLANT

. CHRONIC DIALYSISY

| voffez—ceNen  voWez—oceNren
‘ T T oo T EEAE (p 35) |

As Lowenthal's dlagram 1nd1cates, renal pat;ents may~be bovnced 1n S

L and out of hosp1ta1 foriany number of comp11cat10ns but, more 1mportant—--'

ffxly;”the1r career rOutes may dhange. Transplanted patlents return to dl—hf
aly51s when transplants fa11 = and some repeat the process two and three r»w
":{ftlmes.; Hosp1ta1 d1a1y51s pataents may enter a home care program. Some T

'if§remaln there 1ndef1n1te1y, othersr"graduate" to transplantatlon, and i‘f




.ClaSerhandFStraussu(1968) suggested that‘thebtrajectories“of dying
fpatients offer one avenue’through‘which terminaldtyjcan be further ex-
'piored The career perspectlve seems to be a more focused way of exam—
n1n1ng traJectorles.v The crux of whether or not renal pat1ents meet the

crlterla, as p051ted by Roth depends upon the extent to whlch they con-»u
'~strtute:“an 1nteract1ng group";f Patients who are on hosp1ta1 based di- .
"ainis,‘or;thOSe who belong‘to'a“patient's asSociation, certainly‘have
;\jthe_opportunity totinteractiandfthusﬂreach a-consensus:aboutrnorms and .

goals.," | . | | B |

US1ng Roth's framework as a gu1de thls study proposed to descrlbe
| the careers of renal patlents w1th a v1ew to answerlng the followlng ’fzﬁi;fn

_ : . : . :

questlons.

s

e

1) What ‘are the career routes of renal patleft/:/gg/ghg 5f’fi~'
Lowenthal et al (1973) suggest jShlft from d1a1y51s to trans-
';3p1antat10n and back agaln? ) T$‘ f o o y ‘jxh;“
'Z)h‘Do rendl patlents follow a partlcular career pattern progress—r
o 1ng step by step through the, same stages - or do they follow f.u
‘ernd1v1duallzed routes’i Are there dlStlnCt dlfferences between
"fffh . athose in each treatment category? | \ |
3 'h$51;Who dec1des, and how are the declslons made, when the patlent '
‘-jr.moves from one phase to another? | |

"fl = 4)'ﬂTo what extent does the patlent 1nf1uence dec151on-mak1ng and

:f_gfls h1s cho1ce determlned by group consensus or 1nd1v1dua1 cri-
"ifterla?

ffisii;Tb what extent does the patlent's 111ness career become the n

thocal p01nt of hlS 11fe?~ f\f,:[{‘“‘ff“f:'




. F. Sdmmarx, |
In summary, w1th the exceptlon of the research on the moral 1mp11—

catlons of d1a1y51s ‘and transplantatlon, most of the studles -on renal

-fa11ure have focused on the psychologxcal perspectlve and have not d1f-‘ff

ferent1ated between the effects of the dlagn051s, treatment and:prog-

< e

40.-

_fn051s._ Much of thlS work has dealt w1th defense mechanlsms and agaln d

: thls fails to touch on. “what' is un1que to renal fallure ) The few works _

‘whlch grasp some of the un1que features of renal fallure seldom deal
w1th the. sxgn1f1cance of treatment programs. ThlS pro;ect focuses on
treatment modalltles as the most 51gn1f1cant feature of renal fallure,
" and. does SO by v1ew1ng them .as careers - One of the cruc1al questlons »
“w1th1n thlS perspectlve is. the degree to wh1Eh there 1s a consensus

e

} among patlents as to goals and t1metab1e norms.



Chapter IIIX

THE STUDY: . DESIGN AND DATA COLLECTION " -

As was earller 1nd1cated this study took " place at a t1me when the .

staff of the d1a1y51s“un1t were unsure about treatment goals Should
.they emphaslze d1a1y51s or transplantat10n9 And if dialysis, which

‘ type? Should they establlsh a llmited care’ centre? Andvif‘they con-
ftlnued to offer a ch01ce how should patlents be selected for each pro—
grmm;"These questlons seemed to 1ead the staff and most partlcularly o
i the ch;ef renal phy51c1an to welcome the researcher as someone who
‘Jmlght be able to shed some llght on this dllemma.' |

The researcher was 1ntroduced to staff and patlents allke as a- soc-c"

S 1a1 sc1entlst who was 1nterested in learnlng somethlng about kldney dlj

'_sease.. Although they must have had a few uncomfortable pangs at f1rst,
these were qu1ck1y dlspelled as the staff grew accustomed to. the re= ‘
'i-searcher in. thelr mldst;' Patlents too, were—probably a 11tt1e dubious f

' but they were already qulte used to belng med1ca1 cur1051t1es. They f‘

had. recently been approached by a nutrltlonlst whose. research requlredrf g

" them to drlnk what they descrlbed as an unpalatable 11qu1d By compar-ﬁf3;"'

-1son thls research seemed 1nnocuous and talklng was welcomed as a way
:Tto pass the tlme._i' | | }

The 1n1t1a1 perlod was devoted to part1C1pant observatlon.hiFort:

.four weeks the researcher observed staff and patlents ;n the area rough- :?

'fly known as, the renal un1t.- The renal un1t as such d1d not ex1st. SR

o But there was a network of areas throughout the hosp1ta1 wh1ch served

‘?tvﬂrenal patlents. These 1nc1uded the hosp1ta1 d1a1y51s centre known as.7l

A-‘:MP-S = where the researcher spent the bulk of her tlme' the’ home d1a1y—

AT 5 Y



sls tra1n1ng centret the ont—patlent dcpartment and a med1ca1 ward
where many renal pat1ents were admitted. for d1agnos1s or when compli-
cations arose. ) | "
Renal patients also went to- other areas. of the hospltal -.the op-
erat1ng and recovery rooms, 1nten51ve care, and the 1solat1on area ’
But v151ts here were tran51tory and- there ‘were many t1mes when no ren-
| al patlents were 1nc1uded in the populatlon there v Because ‘time was

short the researcher restrlcted herself to areas more commonly ut11-

1zed by patlents w1th renal fallure.;‘

42,

Most renal patlents were adm1tted to 43 (the med;cal ward) for d1-—'

agnos1s and stablllzatlon of their dlsease. When the1r dlsease pro- .

gressed to renal fallure most were admltted on an out—patlent ba51s,

~to MP- S fbr hemod1a1y51s.‘ After a per1od of t1me three dlstlnct ca-

reers emerged —«some patlents remalned 1ndef1n1te1y on hosp1ta1 dlaly—dp

» -

o 51s, some underwent tra1n1ng for home d1a1ysxs,'and .some recelved a.

k1dney transplant The reasons why pat1ents chose, or were selected
~for the var1ous routes were not clear and w111 be the focus of thls

report.; Observatlons also confrrmed Lowenthal's (1973) parad1gm wh1chf

1nd1cated that patlents sometlmes select one course and then were re-ea-.

routed on another. A systematlc attempt would be made to find out howﬁig'

frequently th1s happened

¢

The f1rst four weeks of the Study was desxgned to be exploratory

'f» Partlcapant observation32 was.selected'as the,method of data collect;"l

-

“3 “As Babchuk p01nts out hls method of data collectlon should ‘more i‘.

correctly be -called "partxc1pant as observer". See: - Nicholas ‘Babchuk, -

" The role of the researcher as participant. observer and - .participant as
“observer: in the f1e1d 1nstruct1on., Human Organlzatlon (Fall 1962),:
225-228.-%.~ . ,
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~\\Q\her tlmes at the patlent's bed51de. The length of the 1nterv1ews B
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ion for thisaphase. The purpose of thls phase was to determine the
feasibility of pursu1ng the career perspectlve and "to gather .data

" which could be used to describe. | ' ‘
'\ (1) the settlng of the hosp1ta1 based aspects of the patient
careers. ‘ - '_ |
(2) /;pe 1nteraction‘between patients, staff, andfstaff and pa~

tients with particular emphasis on the presence or absence

of group consensus with respect to goals and timetable norms.

Durlng thls phase the researcher spent t1me in almost ‘all areas
frequented by renal pat1ents —‘most partlcularly the hospltal d1a1ys1s
centre, the home tralnlng un1t, the out-patlent department and the med—
ical ward commonly used by renal patlents.: The - bulk of thlS t1me was
spent. in the d1a1y51s centre and observatlons spanned a11 three shlfts
and 1ncluded weekends.’ In addltlon, the researcher attended nursing

reports (at the changeover of shlfts), staff conferences, meeélngs

: and consultatlons betWeen physi&mans, pat1ents and the1r famllles.

‘4}’

O Three patlent samples were selected for formal 1nterv1ews. These

samples 1nc1uded 10 of the 22 patlents on hosp}ta 5 of the

Y
J,.
4

SubJects 1n the hosp1ta1 d1a1y51s sample were selected by draw._ One
was reJected because of mental retardat10n._}SubJects from both the KX

home d1a1y51s and transplant groups were randomly selected from those

who were attendlng c11n1cs on: days when the researcher,was avallable

O

‘to. conduct 1nterV1ews.' A11 pat1ents consented to be 1nterv1ewed and
the 1nterv1ews were: conducted 1nd1V1dua11y, sometlmes in an off1ce, and

.

varled from 30 to 60 m1nutes wlth the average tlme be1ng about 40 m1n-=;

a

10 patlents ‘on home d1a1y51s, and 8 of the 18 transplant patlents.‘v f; .

a3
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utes. <
The same interview schedule was administered to all patients. (Sce
Appendix I for a copy of all interview schedules). In addition to the

usual sociological information .about age, sex, marital status, rcligion,

-religiosity, education and occupation, patients were also asked a num-
o : . ‘ .

ber of“open—ended questions pertinent to their patient carcers such as:

(1) How'iong had they known that they had renal discase and how

. did®they find out?

(2) What time interval elapsed between when they found out that
they had renal disease andbtheir first treatment for renai
failure?

(3)f_What can they recall about thelr early treatment (dialysis)
experlences? :

-‘_(4)'_How long.have they been underg01ng treatment and what tf%ﬁ
Cof” treatment have they experlenced? L : . ”»_' N “j

(5) Which tﬁpe of treatmeuﬁ do thex prefer and why?

e SRR ST S R :
An attempt was. also made E§E§%§erm1ne to what degree the xllness )

.'career had 1mp1nged upon the patlent' "normal"llfe , For example pa-

tlents we?% also “asked 1f’they had changed thelr occupatlon moved

L

- closer to the hospltal, 301ned the Kldney Patlents' Assoc1at10n, and

',whether or not they con51dered themselves to be 31ck

N

Formal 1nterv1ews were also conducted W1th a sample of the nur51ng

’>*_’staff on the d1a1y51s un1t. The selectlon was random to the extent '

°.p[that nurses on duty were approached on days randomly selected for 1n—_v"

'°}terv1ews - and a11 consented. Flve of the n1ne reglstered nurses (R N. 's)

;zand four of the elght reglstered nurse s a551stants (R N A. 's) were ap-:

.

-~



’proached and consented to be 1nterv1ewed These 1nterv1ews were con-'

i

’Aducted 1nd1v1dua11y 1n a. small offlce and each lasted approx1mate1y 30 -

‘~m1nutesu Ba51c SOC1olog1ca1 1nformat1on such as ages sex, mar1ta1 sta-

.,.. .

,}itus was’ requested In addltlon, the nurses were asked to out11ne~the1r
fnur51ng educatlon and_experlence- (See Appendlx II) Thenrema;nlng.

questlons were de51gned to e11c1t data in two areas:

3 . . Lo

"f(l) the role of the nurse on the d1a1y51s un1t - how thlS com—', RN

° }:;_,5' o fpares to other unlts and whlch they prefer" ' - " ,. L
:f(25;fthe nursesw'v1ews on reqal careers!- the goals they w0u1d

'”encourage patlents to pursue and the type of treatment thcy

PR . X . i o

‘Twould prefer for themselves? %j-.‘g!

Only two questlons were formally put to the phy51c1ans

.

G

ey

R two reasons why more exten51ve formal 1nterv1ews were not conducted

Asel _n»,_

The flTSt 1s that doctors are not captlve in- the-same sense *hat pa—

(Seé"Append1x III)

The two questlons put to all phy51c1ans were.;

,what type of‘treatment would they recommend for pat1ents° f, o

>I~What:wou1d they ch005e ﬁor themselves9

e : Sl
bservatlonal data were analyzed in such a way~as AU S

w8

vdeScrlbe the hosp1ta1 settlng

:,;z‘descrlbe the 1qé§ract1on between patlents, staff and staff

<
.

and patlents w1th partlcular emph351s on 1nteract@on pertlnent j{;l




)
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to goals and t1metab1e norms. R Lo

46,

(3) augment 1nterV1ew data dn patlent careers partlcularly that ‘”D

) on goals and tlmetable norms. _ REEC

Cow

" The ana1y51s of data from patlents examlnes what 1s cbmmon to a11

@ EN ‘e

renal patlents, the vays ‘in wh;ch they dlffer —-and the extent to whlch
" thls dlfference is: assoc1ated w1th the treatment 51tuat10n. The analy-
{'515 examlnes factors wh1ch lead to patlent ch01ce of career°route and

’ some of the p0551b1e consequences of ch01ceq,r";;ffjﬁﬂ,in

Interv1ew data from the nur51ng staff brlefly examlnes thelr per—

‘?'ceptlon of the role of the nurse on a d1a1y51s un1t and how they com—j

-

':*pare thls to nur51ng in other areas.' The focus of the analysas of the

"data from thls group, however,‘ls on the1r treatment preferences.i Com—» fA*'

‘“’parlsons are made between the R N s and the R N A 's and the responses

o of nurses as a group are compared to those made by patlents and phy51ao*“
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R ‘but. had_movedf

- Chapter IV

_ “THE_FINDINGS

°

CA. h Introductlon jif

[N

The pat1ents 1n thlS un1t ‘came from throughout the provmce33 -Vbut“
prrmarrly from the central and northern area. Subsequent to the estab— L
llshment of thlS centre another had been set up in Calgary and[}hat one

i.then drew patrents from the southern part of the prOV1nce.> The boundary'f
‘t,11nes were somewhat arbltrary but generally speaklng patlents from south
of Red Deer went to Calgary. These were the only trea%ment centres 1n.

,the prov1nce - w1th the exceptlon of another hospltal 1n Edmonton wh1ch

"3?offered only perltoneal d1a1ys1s. That un1t however, accepted patlents.:f“'

.

'.uwho Were not good candldates for e1ther hemod1a1y51s or transplantatlon e

e and many of them were referrals from the study unlt Renal patlents

'a :

i‘ﬁln Alberta had then, very 11tt1e cho1ce as to where they recelved thelr

Kl
L

';treatment.

Regardless of where they llved most patlents were referred to the-

,‘;renal phy51c1ans by a local phy51c1an or fam11y doctor. However two of
e \) . . o *

)

V 7the patlents = both of whom 11ved in rural Alberta -»took the 1n1t1at1ve .

J',rn comlng to Edmonton to see . "a spec1allst" L Slnce referral is ; the flrst 7;

o

f:step 1nto the renal un1t 1t 1s possrble that some Eatlents - partlcular-

”;11y 1n rural areas - are denled access at thxs level Once the referral fw

'Td}xs made almost all patlents are accepted for treatment.- Although screen~w;

ufjﬁ1ng is denled, 4?;the renal phy51c1ans read11y conceded that they did not

s

P

i A : : : 'J ” H "
Two of the*patlents had orlglnally resxded out51de of the prov1nce,
fAlberta when renal fallure seemed a p0551b111ty._ "

”,gV_-:&spreep* 5 may- ex1st in‘a more ‘overt. form ini the. Calgary: un1t.'10ne

A

;refu‘

.¢patient.’ in the'Study unlt had applled for treatment in Calgary and been“"'“l.
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faccept patlents who were too young, too old, or in poor general health
The acceptance cr1ter1a are gu1de11nes only and .are not r1g1d1y €n-

",forced. Generally speaklng those who were under twelve were con51dered
5

' _’too young - and those over s1xty fave were too old.v To the best of

1the researcher s knowledge dnly two patlents refused treatment. One of

’ 1,these was a. teenage boy whose parents refused on hlS behalf 56 and‘the :

.

other a rather elderly gentleman who observed d1a1y51s in progress “and

.~dec1ded that that wasn't for hlm.-‘
| Since’ the sample for thlS study was drawn from only one treatment
Ticentre, we cannot determlneﬂhow r;presentatlye 1t is of renal patlentsu
“elsewhere. However, 5& ;%ngub sample was randomly selected, 1t

J“uﬁl TN e

should be representatlve of the treatment group from wh1ch 1t was drawn

The mean age for pat1ents 1n all three sub samples was 32, 6 years‘-;:.
NE

1;.and regardless of treatment groups the mean age varled 11tt1e -The T

.range, however, showed greater var1ab111ty from one treatment group to

-
e

the_next.< The greatest range 1n age . was found among those on hospltal“'

3 . \““\\ e -
L £ i B Lo v »
\ . - ) Sl R

’QSS The unlt had once accepted ‘a- 51x-year old g1r1 whose renal fallure o

','vwas due to a surgical mistake.. Accordlng\to\the ‘'staff her condltlon
" was d1ff1cu1t to-stabilize and she had.many crises.  The staff were-al-

-.most re11eved when- her parents f1nally refused further treatment and
the child was allowed: to. dle.-
At the other end of ‘the scale was’ ‘a seventy—flve year old patlent

",jfwho was. referred to the renal phy51c1ans for consultation. ' They: dec1d- ;f.f

36

':~ed that the man's age, and his: “poor. general: ‘health, made him a poor
O ‘candidate for- either- dialysis or transplantatlon and they. recommended
';},that treatment ‘ot be con51dered Fleld Notes May and June, 1975

- B - -

) ThlS boy ‘was the:. son of a nur51ng superv1sor who worked in. the hos-. -
,”pltal Apparently, her professional -experiente convinced her: ‘that di- "
-~ -alysis. “and ‘transplantation. were not acceptable for her son. “The nursing
- staff who ‘reportéed this ‘incident. seemed" to agree w1th her dec151on. ’
5F1eld Notes, May and June, 1973 o L .

- wy.{(- e T e e e et




" notes that the majority of patients are

'7d1a1y51s whose age ranged from twelve tolsiXty years. No. patlent on

A“»home d1a1y51s was younger than twenty-one years nor | older than forty—

K

-51x years. The youngest transplant patlent_ was twentywthree,“and_the‘

'oldest was forty-nlne years of - age...’ T

In a11 there were flfteen males
- f«»m

"’d1str1butlon on patlents on- hosp1ta1 1a1ys1s was. even'— there were'

3‘f1ve males and flve fehales in the suk—sample drawn from thlS group

49.

:'dleight females;' The male—female"'

:“Only one. of the f1ve patlents 1n the sub sample of pat1ents on home di-

"ga4y51s was a female.‘ There were e1ght males and two females in the sub
.sample of transplanted pat1ents.37

The soc1o—econom1c status of the patlents seemed to vary w1de1y

'»-By 0ccupat10n they/were students, hous w1ves, farmers, labourers, of -

‘.‘fflce workers/and even professlonals..ij e1r educat10na1 backgrounds4a1-

: o 8
3'so var' d

E ond grade elght but had not graduated from high school two were h1gh

'~:school graduates, and elght had some e ucatlon beyond hlgh school —fﬂ«’

LA

'o:but of these only WO . Were ﬁhlver51ty ‘raduates'r We w111 now take a

':«;closer look at the process = that of kldney dlsease - wh1ch br1ngs

~o >

";these people together. ::? ;;w_il. 'h:f‘._'l B -'»nyoﬁ»:'

BL‘;ThesOnset”ofzkenalﬁnlsease B

-

Three had a grade e1ght ed catlon or less, ten had gone be*‘“""'

?;i Renal fa11ure usually develops slow}y over a number of years. 'A1+;'

'rﬁfmost all the patlents reported thaf as ch11dren they had had some k1d- S

S ; e

- The predomlnance of males amongbthese patlents probably reflects;‘
-the incidence of,renal failure - since: thg Camadian D1a1y51s Register -

fReglster.ua Teport -on patients on- dlalys s in. 1973 publlshed“by'the
ﬁHealth DlVlSlon Stat1st1cs Canada. e : : . -

ale. ' See:". Canadian D1a1y515»-'
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" “'ney problems Iurinar&linfections.etc.j-but.for most'of‘the'batients
these seemed of little consequence. For five of the twentx three pa—i‘

"'t1ents, however, these symptoms may have been 51gn1f1cant Four cmne

ffrom fam111es w1th a hlgh 1nc1dence of renal problems and the flfth
~'was of unusually short stature and had grown up know1ng that “somethlng
was wrong" . _ A A
The way 1n whlch patlents learned that they had a kldney problem
‘varled con31derab1y One patlent lost one kldney as the result of an.

_acc1dent when he was twelve years of age, and the’ second follow1ng an-

*other accldent flve years later. Elght patlents found out about the1r

renal problems when they recelved med1cal care for another reason - two. o
. Ty .

. L
were recoverlng from accldents' four weTe underg01ng rout1ne-med1cal‘ex—-

'-aamlnatlons (for school entrance, pllot's llcense etc ); and two were;
!pregnant. (Both of the women who were dlagnosed dur1ng a pregnancy sub-~~
o sequently became pregnant agaln and the pregnanc1es were termlnated.-"
lj'Thls procedure convxnced ‘them that thelr problems were: becomlng serlous)

fIn a11 nlne patlents were asymptomatlc at ‘the t1 ”;of-the 1n1t1al'd1agy

.bnos1s.' The rema1n1ng fourteen patlents symptoms (such as fa—
nntlgue, general mala1se, welght galn,’swollen ankles, blurred v151on or

.'dbone problems) wh1ch took them to the doctor -and_thus lead to the dlag-
;nosls. Of course not all patlents who develop a kldney problem w111
rhprogress to renal fa1lure, and therefore these patlents d1d not neces- i h.

v/-("-,.k-_.-o'.' M B . -

'-”sarlly antlclpate fallure.

C. From Diaﬁ»gndsisl To Failure: 'I_'he-Wait‘iné Perio,d

The perlod of tlme between dlagn031s and the onset of fallure, and

"fﬁhence treatment varled w1dely Three patlents were treated conserva-
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>t1ve1y for less than 51x months before underg01ng d1a1y51s, one walted
,almost a year, and ten: wa1ted ﬁrom one to three years A further n1ne
were followed from three to ten years.' (The medlan waitlng perlod was.

’ .,one to three years but almost as many patlents walted more than three
. - . - 4\, . g .

years) ‘ ‘

Wa1ting 1mp11es that the patlents knew what -was ‘in store for them o
:that 15 that they were destlnéd for d1a1y51s or transplantatlon._ Such
'was not necessarlly the case. Here is how’ some patlents descrlbed the,
vonset of the dlsease and the waltlng perlod .

.(1). "My‘mother had d1ed ‘of . kldney dlsease. I remembered
o it} as’ a horrible -illness and a horrlble death. Ten. .

‘years ago .I got sick: For. seven years 1 was on pllls,ﬁ.
but I just got worse and worse. "I didn't know. any- - .-

‘u,-thlng about. the machlne - I just thought there was

B no‘hope for me. Finally.I thought I would kill: my-

__'self and’ then the doctors sent me ‘here."" ‘(Female, -
'age 48 years hospltal d1a1ys1s) ' o : )

[2)’ "I seemed perfectly healthyv until I was elghteen I

' Aapplled to go into nursing school and was rejected o

. because I had a k1dney problem. -1 'was tald that if =
R & harrled I. shouldn't have chlldren but other ‘than- = - -
-U»th t ‘it made little difference. Then six years ‘later . -
\ suddenly ‘went into failure and they flew me here. "_ L

(F male,'age 28, currently on home d1a1y51s - w1th '
Prev1ous transplants) : .

- ;(31 "I had a few attacks of nephrltls but I d1dn't thlnk ,5:*3, .
. it|'was serious. ~For four or five years it was quiet. - :
| an then 1 suddenly went ‘into failure. ' I was flown
here ‘and put’ on d1a1y51s " . (Male, age 28 trans-
pl nted) '

Generall ~speak1ng, patlents who developed renal dlsease durlng the.;i.f'

R g
‘ early days ot treatment were 11kely to know that fallure was p0551b1e, -
2

'_jbut not 11ke to know that treatmeng was avallablea Most patlents 1n-

‘f. txally lea ed about d1a1y51s and transplantat1on from the renal phy51- l

'”c1ans - and ‘us rural patlents tended to’ learn later 1n the course of

‘wf'7the1r dlseas than urban patlents. e §'he other ‘hand, “as treatment be- T
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came a common part of public knowledge patlents were less 11ke1y to be— .

v

vf_ylleve that there was no hope 1f fallure developed Indlcations are that"

R

'””fpatlents were not glven any 1nd1cat10ns of the odds for surv1va1,- un—mm

A ::less they asked - and few stated that they d1d so.t When questlons about b

fprogn051s were asked the phy51clans generally answered in couched termsn;
f*whlch e;nhasrzed the p051t1ve factors such as, "Well,;lt 15 really d1f—-"
"hficult to. say but some - patlents have 11ved a- long t1me and we feel that” -

"the outlook is gettlng progre551ve1y better L

b ;ime» 'Ant"iqiga'fafy‘-sfagev RIS

" Most patlents were told somethlng about d1a1y51s before they encount-l
‘*ered it, but the preparatlon they recelved varled w1de1y. Hereols-how o

.some patlents descrlbed the ant1c1patory stage. -
(I)’,"About a. month before I went "on" I was" told o
. :about the michine, I even v151ted the unit ‘and = -
“‘met some! o "-the patlents. I was pretty well pre-
. ‘pared - $o t of ready to take whatever came e
- (Male, age 28 hospltal d1a1y51s) '

_{2)""1 had had problems for. about a year. Then the
:fkldney machlne was mentioned. ' "Oh no," I thought -

.. . 'not that.' I was brought ‘to ‘the ward to see ‘the ..
-, machine but the patlent using it had convulsions:
** ' That made me nerVOus The.doctor. also told me 7

about home dxﬁlysls but my. w1fe can't stand the.

ol '.51ght of blood and my son was' too busy to be my

L hipartner." (Male, age 60, hosp1ta1 d1a1y51s)

'ﬂ”(3)_L"I had had problems for about a year.‘ About a’
R . 'month before I weént on the machine I was’ brought
© < .. . to.the unit. By thlS time I .wasn't fee11ng S0
BRSO -[hot and the patients on the machines looked so: NI
well that I couldn't wait to’ try it.» (Male,- N

‘age 29 home d a1y51s)

: e machlne long before I went ~

.td)]j"l was aware of _
T i I never saw one unt11 I needed

ka)fh"I was only 51ck for flve weeks before my first 4
LR d1a1y51s so I didn't see the machine first., ‘I -
““was qu1te 51ck durlng my f1rst TUn. but: I was st111



. .age 23, transplant)

53.
- anxious to learn about the machlne." - (Male,

. (6) uy had _been" sick for 51x months and regulated

o by d1et Then I went on peritoneal dialysis..

"<+ o ButI didn't respond. I was told about the'

W ‘machine then’ I was terrlfled Then F met a =
- boy ‘who"had trled it and he said it 'was great

i u.That helped & (Female, age 46 transplant)

The data suggest that when fallure developed accord1ng to schedule

there was a dellberate attempt by the renal phy51c1ans to gradually 1n— S

troduce the prospect of d1a1ys1s and to arrange for the patlent to see

- the machlne abOut one month before he requlred 1t

suggests that thlS 1ntroductory program was more common among recent

The ev1dence a150v

patlents. Unfortunately, however, as - Glaser and Strauss (1965 and 1968)

p01nted out w1th dy1ng patlents ‘medlcal practltloners do not always

A

have an 1nfa111b1e sense of t1m1ng. Just as patlents may d1e sooner

fa11ure more or less qu1ck1y than was ant1c1pated

. or later than 1s med1ca11y expected a renal patlent may also develop

: Ten of the twenty-

three patlents descrlbed belng rushed to the hospltal often by plane, |

: when fallure suddenly ensued

‘E;.:ThehFirst‘Dialysis=E§perience

Ten patlents spent a short perlod of time - usually a fewodays on

per1tonea1 d1a1y51s before trylng hemod1a1y51s

For the ‘most. part iR

these‘were the patlents who suddenly went 1nto fallure and requlred d1-:

a1y51s very qu1ck1y., (Hemod1a1y51s must be preceded by a relatlvely

mlnor surg1cal procedure in whlch the cannula 1s 1nserted) None of

i

'ff{ the\patlents recalled perltoneal.d1a1y51s -as a partlcularly dramatlc

experlence but most reported that they were only sllghtly 1mproved as .
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- as a result. .

‘For almost‘alllpatients, however, running38 on the mach-

ine was a major event in their illness careers. Here is how some des-

_cribed it: .

e

"My first run is hard to remember. I was pretty - ;.

" -sick, vomiting and all that, but everyone was
cheerful and that helped " (Male, age 28, hos— :
p1ta1 dialysis). . o

(2)

V"Rotten _rotten. 1 felt rotten. .I had aﬁhead—.
- ache. and I was freezing. It hadn't bothered me -

_to see other people's blood in .the machine but
it bothered me to see mlne." (Female, age 12,
g’hospltal d1a1y51s) . -

RO

"Well, for four ‘hours I felt . good Then I blaoked

out. .But the machine itself didn't bother me - I
am a mechanic. And the sight of blood didn't bother
me, either. . My wife wasn't upset either. 1In fact,

b-the staff thought she was a nurse. n (Male age 29

",(.4')‘

home d1aly51s)

.a"I was extremely i1l before I went on: the machIne -

I was hav1ng convulsions. So I don't remember it

‘too well. I remember be1ng cold but I refused to . -
~complain. -The machine itself didn't bother me -

: ,ast111 doesn't " (Male, age 46 home d1a1y51s)

“member thinking that it needed [to be ‘done, and

"I don't remember how I felt phy51ca11y but I rja
d

V f-,that ‘T would.get used to it. I ‘think it helpe
" ‘that other patients.had EXplalned it all to me - ',Dw

(6)

and better than the doctor.ﬂ_ (Male, age 26 trans—

. 'plant)

“"I was qulte 31ck at- the tlme but I was dellghted ,

| to see -the food, They gave me onion soup - I love .
© it and hadn't been able to. haye it for a long t1me "o

-

3h’k1dney machlne and most reported adverse reactlons to dlaly51s - nausea, -

to

5

(Male, age 23, transplant)

Iy

i

Almost all patrents were. qu1te 111 when they were f1rst u51ng the

voe

s .

A se551on

on the mach1ne is referred to as a "run" Pat1ents were

week. The length of the ‘run varied .but was usually between 6 .and 8

""hOurs and most patlents developed a standard runnlng t1me.;~v

54.

-~ oma. regular dialysis schedule which usually called for three runs per"
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vom1t1ng, feellng cold, ‘etc. This reaction was almost standard and. this

"Isuggests that it is largely a physxologlcal ractlon and is unrelated to

v'psychologlcal factors.  On the other hand patients seemed to distin-
,gu1sh between phy51olog1ca1 and psychologlcal react1ons - and greater
v.~var1ab111ty was ev1denced in the latter area. Those who were comforté
;able about machlnes 1n general oT’ the k1dney machlne in partlcular, .
:seened,less.fearful. Response to the 51ght of blood - partlcularly one's .

own - also seemed important.

F.. Adjusting‘to‘Dialysis

~ Almost a11 patlents found that, w1th tlme, they became both phy51o-
*hlog1cally and psychologlcally accustomed to d1a1y51s and felt qu1te well._‘p
'aSome, however, found that they never d1d really adJust to it. The fol- .
rlow1ng represents the responses of seven of the elght transplant patlentS'

"(1) -"Phy51cally ‘and psychologlcally I Just dldn't
' adjust to the machlne.A ‘I was depressed, irri-
table, and difficult to live with. From the . ,
very beglnnlng I wanted a transplant " (Ma1e,~,.~~
age 23). . R S

(2) "y trled to take everythlng in my'str1de..s But

o T dldn't feel well on dialysis. I had no en-

oo .- ‘ergy. 1 was depressed. I was down to 80 pounds.
S Now 1 have been reborn " (Female age 46) s

3) "I was dragged out all the t1me and not .able to
"7 " work. That's not much of -a life.  Besides when
.. I first got sick I ‘met a patient who ‘had a trans-
' - plant. ‘Right away I talked to the doctors.. All.
. the tlme I was on the machlne I was Just wa1t1ng
gMale, ‘age 26) e e

‘(4) -"It was awkward trylng to plan my : l1fe around the
* . machine. Now I-lead a normal life - and going
. .+ ... ~to the bathroom is such a thrlll%" (Female, agefﬂf
N N | - - ERE
. I () "The machlne was. Just a.way to keep allve. l’was o
T *on it eight months but from the beginning I wanted .
o0 a transplant It s 11ke belng re—born.ﬁ (Male, age
\ 48) A P : ,



(6) "I 1like to think. I was. 1ntercstcd in a trans-
plant all along. For over a year I just waited.
I never considered home dialysis - I don't want
‘ the damn ~thing’ around " (Male, age 26)
(7) "I wouldn' t have started if 1 had known how bad’
the mach1ne was - it ‘was terrible." (Male, age
49) . e :

The e1ghth patlent had. been on dlaly51s for 51x years (approxlmately

~ one yeag of 1t at home) and stated he reluctantly accepted a transplant
o because of bone disease. His seven cohorts, however, d1511ked d1a1y51s.'
"Three 1nd1cated that for phy51olog1ca1 and or psychologlcal reasons they

d1d not: respond well to d1a1y51s as 4 therapy. Four obJected prlmarlly

" to the d1a1y31s routlne -'to them be1ng tied to a machlne 1nterfered with -

the Test of thelr 11ves. e - B "'ml'A L

None of the patlents on' d1a1y51s reported the same dlstaste for the

a

‘hprocedure.; On

n d1sturbed h1m. He put it this way.‘l

_ as\geang "owly" in’ the hospltal I found it
“~the Qspatal) depress1ng and asked -to see a psy-
~chiat¥ist. . He said it was a psychological reac-.v'
e doctors suggested I. go on a home sgram,
- ad - its good to get away from peor“" w:th'_'
. sick mentallty." (Male, ‘age 46). : Co

In short patlents on. home d1a1y51s did: not express dlstaste for -

,‘d1a1y51s, nor the d1a1y51s rout1ne, but three of the f1ve patients in

'”'thls group dlSllked underg01ng d1a1y51s 1n hosp1ta1 because 1t brought

them 1nto contact with people who thought of themselves as 51ck and 1n-§
.terfered w1th the1r de51re to be "normal" ‘ (The rema1n1ng two stated

dthat they had no partlcular obJect1ons to hosp1ta1 d1a1ys1s but they

of the patlents on home d1a1y51s d1d state that the hos-f

-

e,

";llved too far away from the hosp1ta1 to make thls a v1ab1e optlon) ‘"h.- "1f



) G;;;Changing CourSes

. All patients‘spend a period of time on MP-5 on hospital dlalysis
Theoretlcally, the declslon to change courses could occur at any time.
B Of the th1rteen patlents in the samples who opted for elther home dlaly—
sis or transplantatlon,rnone made the change until they had spent at
1east;51x'months on h05p1tal dlalySis. SeVen made the decision afteri
less than four years on MP 5 ~and the'remainder after more'thanlfour
years -on hosp1tal d1a1y51s Those on home d1a1y51s spent(an aVerage '
of two years on hospltal d1a1y51s In th1s 1nstance however the_
wa1t1ng peraod may. not reflect the length of tlme requlred to make the
dec151on*- but rather is probably related to the ava11ab111ty of home
d1a1y51s.39 Ind1cat10ns are that the wa1t1ng perlod 1s d1m1n15h1ng.p.
Home d1a1y51s is be1ng offered to all new pat1ents and 1f they express
: 1nterest plans are made to begln formal tralnlng almost 1mmed1ately 49

F1ve of the elght transplant patlents were transplanted after less

than a year on hospltal d1a1y51s. The remalnlng three spent up to 51x_:
years on MP 5 Thls flndlng suggests that early and late dec151ons to

transplant may result from two very dlstlncg dec151on-mak1ng processes

and latef these w111 be d1scussed in greater detall

.

39 Prlor to 1973 only two patlents had attéggted home dla1y51s e o
these came from a rural area and the people in his communlty; overed h
expenses. - The. second was the’ gentleman who. happened- to live >+
- Who reported psych1atr1c problems related -to hospltal d1a1y
_provincial government agreed in 1973, i
began a formal tra1n1ng program..A“

?jéo' ThlS is what happened w1th a newly dlagnosed patlentu , g
" sion to the training programs. The ‘nursing - staff on MPJS began her
‘training and frequently praised her decision-to dlalyze;at}ﬁbme.,r very .
‘attempt was mmade to reinforce her decision and to treat:h _',“1a¥guesq”'
who wouldn‘t be on MP-S for very long F1eld Notes, May §R June, 1973

-




":*;not the case.

H. ‘The Treatment Treadmill : ' "\\\ 7

.
1

- How many of the patients in the sample had changed courses more than

once? None of the ten paticnts on hospital dialysis had tried either

i ,J

home d1aly51s or transplantatlon. Two relatlvely new patients, with
less than slx months on d1a1y51s, were awa1t1ng a change - one to home
dlalysis, and one to a transplant “ With two except1ons the patients on
home d1a1y51s appeared relatlvely stable. One of these two exceptions
‘had been transplanted twice - ‘and expected to be again. , The other per-
llodlcally reverted to hospltal djalysis -.several times - becausebhe did
not manage hiinself well at home. Of the eight transplanted patients one

<had attempted home dialysis » Another had reverted to hospital d1a1y51s
‘ o

between hlS flrst and second transplant And one of the patlents in
g: [

thlS ‘group reJected hls kidney before thlS research was concluded and

.
v oo

i"consequently returned to hosp1ta1 d1a1y51s

-

In sum, surprlslngly few pat1ents had opted for home d1a1y51s or

0

L transplantatlon and then changed routes agaln. ThlS is probably due in v’v

'part to the fact that home d1a1ys1s was»relatlvely new - and to the fact

‘:‘that many of the transplanted patlents had d1ed ‘ Although there is less

7-1nd1cat10n of the treatment treadm111 effect than we mlght have expected

'thls does not necessarlly mean that patrents pursued the career . of th

cho1ce.

e ) L N B - . L I ’ y
ST i B . X . . . E . . ‘L M

. I‘“kTréatmentfpreferenéesﬁ~‘ 4 . .

/ﬂhe researcher had expected that most patlents pursued thelr treae

PR

"’,ment ch01ce._ Thls would seem. to be substantlated by the fact that few

'{had changed courses more than once. As Table I;lllustrates, such was’ _

<

Lo
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o
a

c 'j.'Table'TF-'Treatmenthpreference?‘by Current Treatment %pdalityb<

o e : Treatment Preference

Current Treatment b : .
j”Modality~_? R ‘QTVHospltal ~Home Transplant—-; R
Lo S ’ffDlalys;s : D1a1y51s <, Tation . . .TOTAL .-

Hosp1ta1 D1a1y51s Patlentsa ,-.4 : »-'”‘3=1" B A U

Home Dla1y51s Patlents S R ::1"'?‘f'ﬁ ;TL4 R .5

Trangplanted Patlents o }W-“-f?”,il S T :;fim 8-

CTOTAL. R SR S 17 23

}’:*Treatment Preference 1s the flrst ch01ce of. patlents 1n each treatment ~

group. e ' _ . L e _ A Lo :
. i ) ,' IR : . P ~ ’ R ~¢ L BN 2 LT . "t i
E The patlents 1n the hOSpltaI d1a1y51s group demonstrated the great—[5
o

o

var1ab111ty w1th respect to treatment ch01§ew The four who select—

'ed hosp1ta1 d1a1y51s reJected home d1a1y51s as‘xmp;actlcal for“them —"“‘

v"* s

*f: oT: more correctly fdr thelr famllles. Threeeof these patlents ‘were 51b--

: llngs and they 1nd1cated that thelr mother would be constantly runnlng
the machlne 1f they opted to dlalyze at ho e The fourth was a 51ng1e
male who d1d not re51de w1th hlS parents A11 four of these patlents[_;

ST Seiiy K AR o
L re;ected transplantatlon as’ too rlsky.A Some of thelr comments were.;
li-lm;;[.w o Y '(1)«v"I've thought of a transplant but I don‘t ‘ Tfhi_;
- .., e . .want-one. "My friend’ Terry41 had’oné and . S
Sl et -7 she diedy- and then there is Jlmmy (the pa- S
iy SRl 1"t1ent whose second transplant failed and who -

Sl L was mentaliy retarded as.a. result of. post—’

W ‘. operative compllcatzén) I've known a lot of =y
L (transplant). patlepts who died and so-many. - :;:,?‘;

. hr.”(11v1ng) transplant patients are in hospital - °* .
: L now.’ “I'm- also afraid. of prednisone - (a- corti-

° "~ sone derlvatlve given- to transplant patlents)

,1‘-: g~3~;'~h',fh STt changes your looks and«I don't want to - L
LRI ‘change my face. And it changes ‘your personal- -

. ity and makes yon depressed " »(Female age
h’e;!"_19 years) : RENEE AN

S A Names have been changed throughout to ensure the anon 1t of all. . oov
N Ym Y :
patlents in the study. A A o R



(@) "The doctors have often suggested a trans-..: IR
Co plant to me because of my. bone dlsease But”

- I 'will :stay- where I am rlght now - its safer "

S 2g;”(Ma1e, age 23 years) ST : S

A R A ’ '

o ‘v(S),‘"nght now. I don't*need a transplant 50. I'll _ L
" wait until. the chances are better.U' (MaleJ,~;,: 'Qf-w

Zage 38 years) o T U EE

as newly dlagnosed and

The one patlent who selected home dz‘

: ”awaltlng tra1n1ng for these procedures. "ason for selectlng home

r)

o d1a1y31s was that she llyed too far to come to the hosp1ta1 She d1d

AR

1ndlcate >however that she had thought about a’ transplant hut when a - ?;Af,"-“

—'e . - PP

doctor explalned the rlsks-she reJected the 1dea.g_if

Of the flve patlents 1n thlS group who sa1d that tran"la"";

T~was thelr ch01ce, two had been dlagnosed w1th1n the past 51x months.ll '

<5

'uuyfoﬁé Ofwthese*wastgoing7to,reooiVéfé‘kidney_frpmja family.membert'; it

'wasn't aogood 1dea but hadn't explalned WhY and he stlll wanted one-,;;iAw

-L;The remaanlng three were "old hands" and had.been on d1a1y51s for B
"l.three to flve and one-half years Thelr comments were as’ follows.l?f

(1) "When I first . got 51ck I told the doctor that s

T wanted a transplant., I’ve met ‘same’. patlentsﬂ;f ‘
s : who have had one and. they are’ d01ng well Ihme
© e Just wa1t1ng...'(MaIe, age 28 years) 30_(»;-ﬁ

s (Z)f'"I used ‘to be afrald‘of reJectlon but I'm lessif‘ré Vo
oo eafraid now. The' doctor says T have to wait at;7»“'* '
least‘another year " (Female, age 48 years) '

AR f (3) "yt (a transplant) was suggested to me’ when Ia/-_r,

. B SN ~just ‘got. 'sick but I- dldn't want one, . Trans-:

';f__f-";*[ plants - are Tisky - the patlents have problems.
' «.', Now -you mlght say I'm itchy. :Five years is a
i ‘long time:to: be t1ed to a. machlne._ I'm t1red

5 J;i,."- .

(Male -age 34 years)

of d1a1y31s, Now T am: ready for a transplant it *:j?," L

.'3“second .a 51xty year old‘male, sa1d that the doctor had told hlm it S

For four of the f1ve patlents on home dlaly51s, d1a1y51s at home;'”'

o

R : g
S T ey Lo ss, K = ) »
s J R e ‘\‘. L SRR ¥ ’

'h“was preferable to d1a1y51s at the hosp1ta1 but they st111 looked for-»“f”



61. "

- [*1ward’to5a;transp1ant. Some of the1r responses were-

. "n

BTN G ) ’"I prefer home to hospltal (d1a1y51s) But I.
. want a transplant. I don't know if I am on
‘the (waltlng) 115t " (Ma1$ﬁ*age 23 Years).
©(2): "I've had two transplants = reJected both but R
.- I am going:to try again.," (Female age 28 -
years)., . SR e T e
Coe (3). ”nght now thlngs are g01ng well S0 I'm not
"~ as eager as I'was a couple of months ago but -
. I would sure take one. (a transplant) 1f 1t
»;came up."‘ (Male, age 29 years)

(4) "1 used to be afrald of a transplant - I have
“ - 'a phobia about infection.: But I've been on
 dialysis for five years: ‘now and so if a good”
“1match came along I'd také"a transplant." -
(Male 'age 46 years).~" : L -

l The one exceptlon 1n thlS group sald
N RUNE! told 1 have been on d1a1y51s for seven years.
"'g . +and_ 1 never: serlously thought ‘about a transplant

ReJectlon isa. maJor problem. : Bes1des I've been
‘=, in good health ", (Male,»29 years) ‘

All of the transplant patlents c1ted a preference for transplanta--k
‘,? tlon.” ThlS preference held even though they ‘had not necessarlly wanted
‘one when they flrst got 51ck - and desplte the fact that three of them
:{ were not very well o ‘ » . : : )

Looklng at the total plcture, ron hly 50 percent of the. patlentsk

o were 1n the treatment modallty of the1r cho1ij; Of those who d1d not

o

L have the1r flrst thorce; all were able to ue the1r second ch01ce.p'“5"

;,‘t-_v -5 ,-

The researcher‘had expected that the Staff would’all favour home d1-j_7

_Q
7 ¢

_‘aly51s.w Thls assumpt1on was based on the observatlon that they Were al-

B

ways on the look-out for new - candldates for home tralnlng, and also that

xfu they frequently dlscussed how well the graduates seemed to he.

When the physxclans were asked wh1ch modallty they preferred for pa- '

t1ents they conflrmed the researcher s expectatlons - w1th the one'f ‘

RN
L




-advocatlng transplantat1on and the otherssupportlnghome d1a1ys1s.'
However, when they were asked what treatment they WOuld choose for
themselves a11 seemed surprlsed - as 1f they had never thought in >“

' terms of personal cholce --and the three non- transplant advocates

ykgave a very s1m11ar response'
- ° "Well ‘I wouldn't choose hosp1ta1 d1a1y51s - that'

no 11fe "I 'guess I would g0 on home d1a1ys1s. "No, -
on second thought I'd take my chances w1th a transff;;
p1ant " ’ : L -

The nurses'_responses were a 11tt1e more mlxed Agaln all thought

» 's,lthat home d1a1y51s was - the treatment modallty whlch should be pushed for

‘;‘patlents, but for themselves, four of the flve R. N 's and one: of the four o

R N. A s would opt for a transplant lee the doctors they sa1d "I guess_"

o I would try 1t and hope that it WOrked " The four exceptlons all select-Aj‘

I:ed home d1a1y51s.,

Those members of the staff who said that they would llkely chance trans-f

>,‘p1antat10n for themselves seemed to be saylng that wh11e they thought

.i‘home d1aly51s was the treatment of ch01ce it was a demandlng program and -

'they mlght gamble on a transplant It 1s not 11ke1y that the patlents

"Vv_knew or even sensed what the staff would p1ck for themselves 1 Most

. patlents felt that staff favoured home: d1aly51s - and 1t was in the m111eu

"‘that thelr ‘own treatment dec151ons were made.: Later we’ wnll look at the '»Jid

'process of dec151on-mak1ng or ch01ce but f1rst let's examlne some of the

0

hconsequences of renal fallure and the extent to wh1ch these mlght be af—»-v

R

Lff~fected by treatment modallty._ These w111 g1ve us some understandlng of

;the 1mpact of renal dlsease, and the treatment programs. Some of thesev
',tmay be con51derat10ns whlch the patlents welgh in: determlnlng the1r car~

i._eer ch01ces.5'
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- -

gL Some~consequences”ofiRenal‘Dlsease'and Treatmeht
| W ’ A ‘ . ) ' ‘ e
e If patlents observe what happens ‘to otler patlents ‘and’ use these

i

observat1ons 1n maklng declslons about the
they may cons:der are-

(1) The Dec1s1on to Marry :

- ) 3 v

tlents spoke of the 1mportance of thelr sp Kse to thelr'survivalgi One
patlent put 1t thlS way. R - \'
_ } o '"If it were ‘not . for my’ w1fe I just wouldn't have
-7 . made it this far. You have to have somethlng to
A S live for." (Male, age: 30, transplant)

Another, however, spoke of the straln tﬁat the 111ness and'the Te- .

. sultlng f1nanc1a1 problems, placed upon hls'marrlage:
: ’~,"I”Vebeen sick for three- years. tln’the.paSt two.
: years I've been unemployed for 18 months. We're
always broke and it's a drag being around”the‘
““house so much. You ‘learn that youjcan see too v
.much of a person. My wife: would like to'''get out
from under it all" biit w1th two -smdll k1ds, a -
.- sick husband and no money, she s stuck " (Male;f
NI :age 26 years; transplant) : I

TWO patlents, both transplanted were dlvarced or separated In both
1nstaﬁces the marrlages had broken whlle the patlents were on’ hosp1ta1 d1—

' alys1s and each attrlbuted h1s mar1ta1 problens to h1s 111ness.; SR

©

Wlth one exceptlon, the 51ngle patlents were dn hospltal d1a1y51s or
ﬁhad been transplanted Thls suggests, and the patients and staff agreed

. that a spouse is almost a pre requ151te to hom, d1a1ys1s. But 1t also

;suggests that 1f a 51ng1e patlent 1s to’ endure d1a1y51s he needs the sup-

‘

’ﬁlport wh1ch the staff could prov1de in the hosp:tal settlng.

th staff and patlents seemed to v1ew d1a1ys1s as, more’ demandlng than

selves some of the factors v

Eleven of the twenty three patlents were marrled. . Some- of these pa-:

i. -

ltransplantatlon upon the marrlage 51tuatlon.‘hInpend1ng marltal breakdown"

4L



useemed.to be,one?of-thetsotial reasohs~which:1ed the'doetors‘to push'
“for tranéblahtation; Stafffaiso tended‘to‘vieW'homeIdiaiysis as bene- )
ficial to the family since the patientfwas;highlyfnormalized and could -
”fspend:more~time.at home; ,None“of theipatientS“in‘this group;ehallenged;

o this.assumption; But one patlent in other programs d1d As he sa1d
"I've been watchlng these patlents -on home d1a1y-"

.sis and you can't tell me that it isn't hard on . . .:

their partners. It's an- awful burden. to place on

anyone and that’'s why I wouldn't c¢onsider- 1t.",:

(Male, -age 37 years hosp1ta1 d1a1ys15) 3

\Although some of these patlents marrled when theywerecﬂearly brew-/

_;1ng renal problems, none had marrled after the onset of renal fallure._

A,f51nce many of them were young thls mlght 51mp1y be a- functlon of. age..

v

iHowever, of the thlrteen patlents who were between twenty—one and fortyrt‘_

i3years of age, seven were 51ng1e. None of the patlents stated that 111— R

'-iAAness had any affect on a dec151on not to- marry, but the fact that many o

’vof them were not marrled and gave no 1nd1cat10n that theywerecon51der--

,1ng marrlage, suggests that 1t may.

(11) Re51denc”'

Nlne of the twenty : ree patlents reported that they had moved closer

‘Qto the hospltal after the onset of renal fallure.a Slx of the ten patlents”u"“

C.‘on hosp1ta1 d1alys1s had maﬂe such a move-— and so had three of the elght .

A

ajzansplantpatlents. But two of thls latter group sa1d that they had movedu_

'f wh11e they were on d1a1y51s._ None of the patlentsgon home d1a1y51s had :

. XT3 : _

_;4?_ As- hOMe d1a1ysrs becomes more common the 1nc1dence of mar1ta1 break-,
- ‘down may -confirm this pat1ent's expectatlon, At the time of this study,.
- howevery there was a. general: reluctance on. the part of both patients ‘on

. “home d131y51s, and the staff, to concede that this modalxty might - have -

adverse ‘effects -upon marriages.. Both groups seemed constrained’ to. prove"‘~
bp.. -

‘that: home dialysis was ‘the treatment of ch01ce and that 1t could 1iv
~ to the1r expectatlons.,“” = ‘

< T

PR



" moved closer fo the hospltal - 1n fact one had moved from the c1ty to a- - -
_farm. Of those who moved three were housew1ves and four were dependents:‘
' and 1n all. these 1nstances, a move for the patlents meant a move for the
. ent1re famlly\and usually a new Job for the breadW1nner.- Those patlents
who do not llve close to the hosp1ta1 and cannot, or w111 not require
thelr famllges to move f1nd that thls 11m1ts thelr treatment ch01ce to

S
Ny v
e1ther home*d{a1y51s or transplantatlon.

(111) Occupat1ona1 Ch01ce.

Few patlents reported that the1r 111ness had 1n‘any way.affected the1r )
ch01ce of occupatlon., One stated that her problems w1th "frequency" had
been one of her reasons for dropp1ng out of high’ school 43 Those who were .

.Stlll students felt that thelr 111ness had not affected the1r occupatlonalh"'
goals = however,blt appeared that they had 1n effect narrowed their range
of cho1ces to those whlch were’ 11ke1y to be compatlble w1th elther thelr
dlsease or, thear 111ness routlne. Four reported job changes subsequent to'
‘their. 1llness - and 1n three 1nstances thlS appeared to be a consequence of'
dthe-drseasee' One of these three, for example had been Ain. bu51ness W1th hls

‘”father;; As’ hlS father grew older and he became more 1ncapac1tated by hlS

' 111ness,:1t became obv1ous that the fam11y bus1ness had to go: and the pa-

»t1ent sought another Job. There were no reports of vocat10na1 rehab;llta— o

“ftlon follow1ng the onset of the fallure.'lfi 3.
(1v) Employment Status . |

BT

Although employment seems stra1ghtforward 1t can be d1ff1cu1t to de-Am}-

w‘];fine}: For our purposes students were - con51dered to be "employed" and

s ”'”iThe twelve—yearaold g1r1 in the hosp1ta1‘d131y51s grpup was hav1ng a :gag
';dlfflcult time keeping: upgi ith" the school work, The doctors. suggested that'

' or the- physically handlcapped but she found PR

(Fleld Notes, June 3 1973) i S

‘Tthe 1dea'unappea11ng.z




N eel

housew1ves were c13551f1ed as "unemployed" ' ThlS somewhat unorthodox
ef1n1t10n was applled because our prlme 1nterest was in determ1n1ng ‘the
effect that the 111ness had upon the patlents' pre—lllness work 11ves.'

For that reason students who managed to contrnue to go to school were con- .
51dered to be J'employed" Housew1v’ were con51dered as unemployed because

\

.1t was. d1ff1cult to determlne the extent to wh1ch the hou5ew1fe contlnued
(to perform her dut1es as she had done prlor to becomlng 111.h (Housew1ves
‘were asked howeVer, 1f they had prev1ously been ga1nfully employed)
: ?these cr1ter1a fourteen patlents were "employed" and n1ne were_"unemployed"d
»Just what thls means becomes clearer 1f we also take a look at educathn.
Educatron was roughly categorlzed 1nto flve levels and patlents were o

7_ass1gned to the level wh1ch 1nc1uded the last, grade they have att@hded or'

-

“the hlghest level they achleved The flve levels are:

those who reached grade elght or less

those who went beyond grade elgRt but: d1d not

: graduate “from high school ' " 5. o ¢

those who! graduated from- h1gh school= but had no
further education or training -

those who had some’ ‘education. beyond.hlgh school
but. were not un1ver51ty graduates

-those who had a un1ver51ty degree

‘1)‘ Level ‘I
'2) Level II™ -

' 3) Level IIT

4) Level IV

5) Leve1‘v'
"Table II deplcts the educat10na1 levels attalned by the patlents in

LY

4"the'three treatment groups.

Table II - Educat1onal Attalnment by Treatment Modalltx

‘iTREATMENTEM66ALrTY_"

‘} EDUCATIONAL ‘LEVEL“‘a

o)

| Hospit51'Diaiyéig;bafients}:' TR I DR 0 ISR, - M RO it 1
lHome D1a1y51s Patlents S 1 To |2 IR E v 2 0| s
‘Tranplantat1on Patlents N ! 5 11 o |8

'f,fT o AL s .;_'ll oo s |2 le |2 | 23

e p—

I [Ir ] T v ] v ?Tbt: —



The patlents on hosp1ta1 d1alysls are dlStrlbuted at both ends of

-~
s

. the education scale. The f1ve unemployed patlents in this treatment
group are all found in levels I and II. Four ot these flve peoplevstatedl
that thelr unemployment was a dlrect consequence of ‘the 111ness. They
1‘had prev1ously ‘been employed in manual or factory JObS and reported that
--thelr 111ness,'or the d1a1y51s routlne made 1t dlfflcult for them to
‘,contlnue to work ' One of these is now ‘an unemployed housew1fe and she
stated that her husHand\\oes most of the household chores Three of the.

-_flve "employed" patlents at\the other end of the Scale are unlversity

'students. They, 11ke the two who were galnfully employed found ‘that the1r

B

work could ‘be . structured around the1r d1a1y51s routlne. However, the stud—

ents had to schedule classes around the1r runs ‘and were. not always able to

“'take on a full class 1oad “one of those on salary left the famlly bu51ness

i . . ) :
o PR
g

for a. less demandlng JOb
Senlor pat1ents were qulck to p01nt out ¢hat newer’ technlques, whlch
-_keep the1r hemoglobln at close to normal levels make 1t e351er to lead

’a.normaluwork lee. efore they struggled through w1th hemoglob1ns as
- Iowfas 25f that of normal In those dﬁys even m1n1ma1 exertlon requlred
’ tremendbusvw1ll power.v Stlll, 1t was d1ff1cu1t to hold down a Job whlle ;

- on hosp1ta1 d1a1y51s.

Not surpr151ng1y, patlents on. home dlalysls had reached at least

-”filevel II Wlth one except1on, a1l patlents in thls treatment group were

\.Vv’

.employed Those who were employed tended to be self—employed S~ e1ther ’”f

"farmers or self—employed bu51nessmen. The ‘one unemployed patlent was a

housew1fe who had not been employed prlor to her 111ness. She d1d how-'

"‘ever, manage all of her household chores Just as she had:)lways.done. :

e

g



F'Most.of the.transplanted'patlents werefin eduCational levcls'll

u.IlI, and:IY. -Only one had less. than a grade elght educatlon and none

; were-uniyerslty-graduates. Health seemed more 1mportant than educatlon

““for the employment prospects of the patlents in. this group. of the three .

who were unemployed one was a housew1fe who had not worked prev1ously,

and the rema1n1ng two were dlsabled men. (One was cr1pp1ed - the other

'b11nd and cr1ppled) Both reported that they had been employed wh11e

flthey were on d1a1y51s Furthermore, two of those who were éurrently em- ‘v‘

vqployed reported that they had been unable to work while. they were on .

h d1aly51s and were now able to do so.44"h | o |
Obdlously, of the three treatment moda11t1es, hosp1ta1 dlalys1s is".

most 1ncompat1b1e w1th work.: D1a1y51s patlents are not-able to do~heavy

phy51ca1 work ‘Furthermore the d1aly51s routine cuts 1nto work hours

N . -

unless the patlent runs at nlght._ (And even when he does it usually

- means that he gets 1ess sleep on those n1ghts and 15 t1red the nert day)

‘fSk111ed profe551ona1 or. self-employed patlents are best equ1pped to modl-

‘fy thelr work patterns and st111 remalned employed 45 Unskllled workers

" are at a dlstlnct dlsadvantage and unless they are h1gh1y motlvated to

work they are 11ke1y to become unemployed ’
Staff were unanlmously agreed that patlents‘should work Employed

-patlents who were on- hosp1ta1 d1a1y515 got the preferred d1a1y51s schedules

Pt ThlS does not mean that transplant patlents -who' are well enough to -

H";work may not have difficulty getting a job.” One of the patients, a di-

5.vorced mother, "asked the doctor what she should tell ‘her perspective em- -
' ployer about her health and how she should explaln her need to take one.
) day off a month to ‘g0 to c11n1c.x F1e1d Notes May 28 1973

45 One- patlent on. hospltal d1a1y51s reported that he was fortunate in
that both-he and his son worked for the same efiployer and that his son
i would "cover" for him:when he was not well .F1e1d Notes, May 25, 1973.
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;_sa;d: .

- expect to be censured in- some way.

- wh1ch were nlghts w1th week ends off When the dlalysls routlne made'

'ghlt d1fflcu1t for a patlent to work, staff would urge h1m to con51der

.home d1a1y51s.» When the dlsease itself made it d1ff1cu1t for the patient

to work transplantatlon was often Suggested

Some patlents agreed w1th the staff expectatlons regardlng work

[

One of these ‘a unlver51ty student who was crlppled w1th bone dlsease

“I am proud of what I have been able to accompllsh ' S ‘;_»
. It has been hard but. I never ask for favours. Few
o of my professors, and none of my classmates. know
. exactly what is wrong with me.. I don't tell them
» ' because I don't want to be treated dlfferently. When
I think of what I have been able to do in Spite of it-
rall I feel good " (Male,'age 23 hosp1ta1 d1a1y51s)

7‘Some patlents, however, d1d not seem partlcularly keen about

o

work.. They d1d not put these views 1nto words but thelr behav1our sug-“'

" °

r-gested that they dlsagreed with the work ethlc.i One of these a young
- man who had been refused treatment by another unit, f11tted from job to o
_ Job and was frequently unemployed Staff regarded h1m as a fallure and

-sometlmes dlscussed whether or. not\he .was worthy of treatment Another

:-(

_patlent was not censured in the same way' because although he was on’ wel-

fare and’ expressed no de51re to wor& he compensated for 1t by otherw1se

belhg a model patlent Thls partlcular patlent actually seemed to enJoy

;th spec1a1 patlent status - and he\was one’ of the few who could get away

w1th i€ .. Y \>

a . B . o
V

Whether or not the patlents agreed w1th the eXpectatlon to work all

knew that it ex1sted and that 1f thex v1olated thls expectatlon, elther

" because 1t was 51mp1y too dlfflcult oL they really d1dn t care they could

N

LA



70.
(v)l Soeiallefe _ ‘ .
1f 1t ls difficult to work,'what happens'to other aspccts of a pa-
tlent's:"normal"~life'suchﬂas sec1a1’life? Let's look first at member- o
shibﬁln the Kldney'Patients'"AsSOC1ationt ‘Ihe'association’was prlm;r11y

: i . \

‘aiselfhhelp group which promoted fellewship amdng pat1ents and provrded
practlcal ass1stance.

ided .

i
The ass1stance was usually 1n the form of comfort
supplles (such as hot water: bottles) for MP-5, though occa51ona11y oug-

\
1ngs were planned - espeC1a11y for patlents on hosp1ta1 d1aLysx

Slnce
: gorles.

‘some' pat1ents expressed an 1nterest in the assoc1at10n butgsald they \
rarely attended meet1ngs, membershlp status was d1v1ded 1nto three cate-

-

(a) actlve member (usually attends meetlngs),

\
1nact1ve |

A
,(b)7
member (rarely or never attends meet1ngs but holds membershlp), and (c)

e

non—member. Table III 111ustrates théxrelat1onsh1p between membershlp
S .
status and treatment modallty.

Table III - Status of Membershlp in. the K1dney Patlents'

S
1
IR
i
Assoc1at1on by Treatment Modallty . o \' .
, — :1.,- ~ 1 WEMBERSHIP  STATUS - '
TREATMENT MODALITY . . |“Active | Imactive] Non- [, "
. S o - | Member - Member | Member [ - R
Hospital Dialysis - o el a4 |0 T
‘Home Dialysis Patients . . 'di,l’/f' 2 o2 ) s L
' e — ~— —— -
Transplant -Patients } o 3. o2 b3 8
‘ RS - ' R - . —
~*T}o,i”AjL' S 4 10 |9 -] 23
Patlents on hosp1ta1 d1alys1s generally expresSed an 1nterest in the

-~

:~free t1me.

K1dney Patlents' Assoc1at10n but stated that they weren,ot well enough to
attend meetlngs - or that the1r d1a1y51s routlne left them w1th 11tt1e

Were students.

Those Who were inactive- members tended to be employed or else

v
« .



'lelgatlon to support it.

PR el » n

lialx&xs cx‘rdekcd llttle lnterwrﬂh'

est in the K1dney Patlcnts' Assoc1at10n

.." r.

‘U'Obtalned them whlle they were st1ll on hospxtal d1a1ys1s.

'member from th1s treatment group stated that he felt obllgated to attend‘
Ty
meetlngs because he was well and 11ved w1th1n the c1ty.‘_ a

e

o The transplant patlents as a. group, expressed the greatest support

for the Klndey Patlents' A550c1at10n. Whereas the patlcnts in the d1—

"~a1y51s groups tended to state that the assoc1at10n ‘was a good thlng for

o

‘ "those who needed 1t (and few of them saw themselves as needlng 1t) the .
.transplant patlents saw the organ1zat1on as one 1ntended to help "those:

®
-poor unfortunate people Stlll on d1a1y51s", and they felt some moral obqf

Perhaps membershlp;and part1c1pat10n 1n the Kldney Patlents' AsSo—.Vd

'?:c1atlon 15, as the patlents seemed to 1nd1cate dependent upon how well

they: are how much free t1me they have, and how close they 11Ve to the

hospltal The hlgh percentage of non members however,;suggests'another :

A'explanatlon.

It appears that most. patlents felt that the assoc1at10n ex15ted to

3

'help patlents on: d1a1yszs, and although most added that thls was "a good

th1ng" it 1s not at all certaln that they really meant 1t No patlent on
\

fhospltal d1a1y51s conceded that he personally needed 1t and most patlents

s

‘1n th15 modallty thought that ‘the ragours of hlS treatment schedule should
fhexclude h1m from actlve part1c1pat10n. Most patlents on home d1a1ys1s.'h4d
seemed to belleve that they were excluded from any ob11gat10n to support
the organlzatlon. Indeed some gave the 1mpre551on that the assoclatlon “

‘was a part of an 111ness 51tuat10n tp Wthh they no longer belonged Trans-

_planted patlents on the other hand seemed to feel that unless they were



':that they had no rellglon. Only three patlents reported a change in

72,

his own way out ‘of the hospital - and the transplant@dﬁpatlent is in-

Vdebted to somcone else. ‘ o g ‘ , 1

U

If few patlents rcgularly attcnd the&Qldney Patlents' Assoc1at1on

”what happens to premlllness actlvitles such as church attendancc7 The 7/

\ .
’

patlents came fromﬁh varlety of rellglous backgrounds - 01ghteen were ‘/

o /

'”'Protestants, one was Roman Cathollc, one Greek Orthodox, and three statcd

r
IS

M.
{
/

church attendance follow1ng the1r 111ness. All of these patients were,
,I) /

"on hosp1ta1 dlaly51s and a11 stated that they used to attend church mgre

L9

than once a week byt that they were not @ble to, attend as - often becau e

) /

_of thelr d1aly51s routlne. A further f1ve patlents sald that they at-

s ' . 2

tended church;at least once . a month and that no change had resulted be-_

cause- of thelr xllness. jﬂ.h'ﬂ'tf; 7‘;'1‘"~ 1_ f{fin . o " _y /

”

‘ 7that, irrespectlve of treatment modallty, not one patlent expressed an
. )

,u;1ncrease 1n re11glous fervour or church attendance follow1ng ren71 fall-

e — el

Rotter States that people vary accordlng to whether they have a
of: 1nterna1 or: external .control. Externals see "themselves .as

"ngverned by autside forces such ‘as luck or fate. ‘Internals believe
ﬁfthey-have‘control over their own lives. Perhaps this latter orlenta-’
. _-tion-is. more ‘common a@ong patients on home dialysis.. See: J.R. Rotter,’
-o;Pensonallty correlates of 'survival .in a long-term hemod1aIy51s program. .
fAArch Gen. Psychlat 22 566 574 1970 _ R

I
7




When questloned about\bther aspects of the1r prc illness 1lfe style
»Afseven of the ten patlents on hosp1tal d1a1y51s sa1d that they s1Mply did

:-ﬂ'not have the t1me or the energy to ma1nta1n the Same klhd of llfe style
a

- that they had prev1ously known Those who felt there had been llttl\\

““3n*change 1n the1r llves were among the newcomers so 1t is p0551b1e that the? .

\

ﬂhadn't yet had t1me to assess the full 1mpact of thelr 111ness. -All of _\\

%e patlénts on home d1a1y51s sald that the1r soc1a1 11fe was v1rtua11y

'-f;unchanged from what it had been prlor to the1r 111ness.;-Four of the-trans;

'

Ef 2 planted patlents reported a change in the1r soc1a1 llves - three reported o

fﬁthat thelr soc1a1 11ves were serlously restrlcted because they were unwell
7€(all were crlppled because of bone ﬂ1sease and one das also bllnd) and be-

s

- cause they had frnanc1al problems.u The fourth sa1d that she was now 'S0 -

v“»busy w1th the Kldney Patlents' Assoc1at10n that she had no tlme for any-,;
Athlng else. SR T ot . ' q
'-(v1) Patlents"COncept of Themselves aslsrck or Not Sle ﬁid'“
‘it: Whether or not a patlent views h1mself$as 51ck 1s partly dependent

. upon on how well he 15 - but other factors vsuchlas.att1tudes seem to be

r‘1mportant as well., Perhaps treatment modallty also had some effect._ Twad-—
' dle (1969) asked the patlents 1n hls study to. rate themselves as 51ck -oT.

not 51ck The same questlon was put to the pat1ents in this study w1th

the follow1ng results' . th' -»fdzf; : : ,h o

e Table IV - Patlents' Concept of Themselves as Sick or Not Slck
oL ‘ by Treatment Moda11ty <o :

T - “A* .‘J" - 7
TREATVENT woDALTTY :si’é;”“:“"_ ioi"SSEET L
. Hospital Dialysis Patients’ _ . | -3 | . .6 | ox
vﬁiﬂome;bialisisfhatientsQ.':é 1‘;f' e”'i“j-xo e s ,:-‘»; 5
Transplant Patients | 1 | .35 T
TOTALS o 4 | 16 | 20

*One of the pat1ents on hosprtal d1aly51s, and two of the transplanted ,
patlents were undec1ded E BN - B B

e R < B Ry
S 8 v . - .
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74,
Although the maJorlty of all patlents saw themselves as not 51ck

: pat1ents on hosp1ta1 d1a1y51s were more 11ke1y to see themselves as o e

"'51ck Pat1ents on home d1alysls clearly Saw themselves as - not 51ck“" Six

"of the elght transplanted patlents saw themselves as not'51ck Of the*pa-

",ﬁtlents who were - hndec1ded one, who was ‘on h051pta1 d1a1y51s, remarked that

her freedom was restrlcted ‘Thé two tran5p1ant patlentS who were both '

dlsabled from bone dlsease descrlbed themselves as‘"handlcapped" '

:;v, If we look for some common characterlstlcs among ‘the’ four patlents

y

N who thought of themselves as 51ck we f1nd that three came from famllles

: w1th a’ genetlc hlstory of renal dlsease - and each‘gf themvgad,seen other '5

fam11y members d1e. The fourth was of short staturéggnd wé@ gxgwn:unknow—
. ,&gr;‘ifa’ '

R S

ﬂlng that he was "dlfferent" : All had been under treatment for renal fa11-i

“ure *for at least three years. All had moved 51nce the onset of thelr, -

111ness° Twolwere clearIy dlsabled and a thlrd reported that she was un-

able to do most of her housework.g The fourth was relatlvely we11.' TWO bxﬁ

were unemployed and two were unlver51ty students who managed to contlnue

: the1r studles but reported that 1t was a struggle to do so. All four of

) these patients sa1d thag mhey were too t1red or. too 111 to ‘attend meetlngs

CShew ﬂ; _.,wqﬁu w;, . %‘

Y S iy o
and .none wgre aet1Vevm %‘ers 1n the Kldney Patlents' Assocratlon.' In . -

2t i

':_addltlon a11 reported drastlc change in the1r soc1a1 11ves as well

ki ©

’ Thus, although be1ng unwell or feellng 51ck obv1ously contrlbutes to

an 1mage of oneself ‘as 51ck, it appears that other factors are also 1mport-

t - partlcularly 1n chronlc 111§§ss. It-1s‘p0551b1e-that'some factdrs.v

»

'such as, growlng up 1n an 111ness 51tuat10n may pre dlspose a: patlent to

aCQulesce to hlS 111ness._ It is also p0551b1e that these tendenc1es are

relnforced by treatment programs suchvas hosp;tal d1a1y51s}wh;ch'seem to

emphaszze 111ness. vf»j;;,jt,p_fj




K, Care 2 Dec151ons

. 4" ' o . e ’
. Patrent careers are characterlzed by dec151ons. Sometlmes the.1ssues
i

ental; sometlmes they care’ rather m1nor. An example of the lat- -

I “ter. type occurred when one of the phy51c1ans suggested to Betty, a thlrty-

-4

four year-old farmer S w1fe that she undergo a serles of dally phy51o-7
. v .

therapy se551ons for bone paln. Betty responded by say1ng

"I can't come rlght now because we are busy on the farm. .
I'm needed at home and wWe can't sparé anyone to drive
~me back and forth But as soon as the harvest work is
done I'11 come," 47 : : :

) In another somewhat 51m11ar 1nstance a phy51c1an suggested to a
\

young male patlent that he eat cooﬁles w1th a d1etary supplement 1ntend-'

- ¢ \

ed to relleve the 1tch1ng whlch d1a1y31s caused Slnce these cookles are’
not commerclally ava11able they have to be made at home.l In thlS 1nstance
the young man’'s w1fe ‘who- was also present sa1d

"Doctor I've told h1m that I 3ust don? t have time: to
make’ those cqokées for him but*f'll gladly teach h1m
- how to do 1t " _ . .

]
) A%

In both of these examples the patlent or hlS spouSe was clear-

' ly 1nd1cat1ng that there were t1mes when 111ness needs had to come second

‘to other fam11y respon51b111t1es, Thls response contrasted very sharply

g@ w1th those of other patlent's or fam111es where the 111ness always seemed'“"

paramount Terry s famlly, for example, had apparently abandoned a11 sem-i

blance of’normal famlly llfe in order to care for Terry. Whatever t1me or-i

‘ energy hlS parents partlcularly hlS mother had to spare was devoted to.

the Kldney Patlents' Assoclatlon.

Lk Betty was one of the patlents on home d1a1y51s who was not 1nc1uded

‘\ 1n the sub sample. Fleld Notes, May 21 1973 cl LT )

4 T
i Fleld Notes, June 1 1973 - . e



~'3,'a hlgh degre of 1nd1v1dua11ty.

Dec131ons of thls type 111ustrate that pat1ents and famllles exh1-
b1ted varylng degrees of compllante w1th med1ca1 orders and 111nes rout-A.
1nes.‘ They also suggest that low-level dec1sroﬂs were characterlzed by

Were h1gh level dec151ons, such .as the cho1ce of treatment modallty,
also characterlzed by the same degree of 1nd1v1dua11ty? This questlon
vlS d1ff1cu1t to answer 51nce few patlents could emphatlcally say how and
. 1 -

. when the1r ch01ce was made. If we: 1ook however,at the ‘answer the pa—
"tlents gave when they were- asked who took the 1n1t1at1ve 1n suggestlng

that they learn to run. the kldney machlne we f1nd ‘that six of the elght

j‘transplant patlents could not. recall that anyone had done so. ThlS may :

. be: because they were on hospltal d1a1y51s prlor to the b1g push for home._‘

I

‘.fjd1a1y51s, or because they re51sted all overtures of thls nature..'-l‘
Of the rema1n1ng patlents, however, 51x (three on hospltal d1a1y51s
' Vyand three ori home d1a1y@,f ﬁhndlcated that the 1n1t1atrve had come from

l:'the doctor. Four (one on h‘spltal d1a1y31s, two on home d1aly51s, and

-one transplant patlent)"fld that they were flrst encouraged by a nurse.

,h‘There 1s probabl'ﬂ h1‘tor1ca1 trend here - doctors began thlS move and
“it Was;.ater p1cked p by the nurses. Another f1ve patlents (three on
<hos 1ta1 d1a1ys1s and one- in each of the other modalltles) saldjthat‘they7~' .

“:had themselves 1nd1cated an 1nterest 1n learnlng all about the_kidney.{

i machlne. '

The 1mportance of thls data 1s that 1t 1nd1cates that 1n ten 1nstances

Vf the 1n1t1at1ve for a. career dec1slon came from the staff In another flve'
cases the 1n1t1at1ve came from the patlent hlmself In no 1n5tance were
'-jthe patlent's famlly nor the other patlents credlted w1th §Eggest1ng that

: ,the pat1ent learn to master hls machlne.;




77..

Th1s pattern appears to be 1nd1cat1ve of he dec1s1on maklng process

;whereby treatment moda11t1es were selected fI” most 1nstances the staff

“_prlmarlly the doctors, ;n1t1ated the push for.f certaln dec1sxon The

i

d1rect10n of that push depended upon current m dlcal th1nk1ng - and that

of course;‘varled.' The 1n1t1at1ve for the dec1510n seldom came from the
oo o S : S o
patient but the final cho;te was.usually the ou:come»ofvsome sort;of inter-

actidn between him. and‘the’staffg Moreover, staff decisions were usually -

.determlned by the phy31c1an. vThere-were no obServations of instances'in

-whlch the nur51ng staff urged the pat1ent to resLst a med1ca1 dec151on. o

» ;The famlly appeared to play a relatlvely m1nor T le in the dec151on maklng
process.-

There were some exceptlons, however, w1th relard to the role of the
- N N N ) a .q » . .
,;the process-whlch wouldﬁ

nw-., .

fam11y. For example when~the-pat1ent %3 a>m1no‘
X v

}herwife take place w1th the patlent more commonl‘ wanbetween doctor~aﬁd&

S

%ﬁpérents.h A‘young glrl on hosp1ta1 d1a1y51s repres nted another k1nd of ex-vi

sceptlon where the famlly was. determlned that a tr ;
- Lol : @ '
'7}and offered several poss1ble donors.' Apart from th“t the fam11y usually

splant shouiﬂ be 3one _

supported whatever deels1on the doctor and _the patl‘nt had reached

ﬁlﬁt S : x Lo R

The 1mportant and somewhat surpr151ng, featur% og thls data is. that

"ﬂ_the v1ews of the other pat1ents seemed of 11tt1e 1mpbrt ' Although pat1ents
; . S s
' d1d speak w1th each other about'renal dlsease or tre;tment these chats were\/;

o
Sao

:Aon ‘a one to Qne bas1s and not group dlSGUSSlonS.‘ Fur hermore, not ‘one’ 1n-" "%%:
R B - o ., . ] N~ . - . E:?z
-;stance wé§ observed 1n whxch one patlent trled to perjuade'anotherfabout car-

'Av
; ~9

- -]

'zeer ch01ce. “In addltlon the 1nstanee c1ted earller i whlch ‘one patlent on -

‘l

Patlents seldom 1nd1cated that the

?jd1a1y51s, was rare5 had been keeplng

“score. And when they d1d they seemed to be very seleet1ve. For example,

R e e e T
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a patlent who wanted a transplant mlght cite’ all those patlents.he knew
who'had done well and a patlent who opposed transplantatlon mlght llst f&
‘all of those heJ}new who had d1ed No patlent ever 1nd1cated that he' f'
'obJectlvely kept score. ‘:Tﬁf':;u 'dﬁ;~:*&f;(wf_';.5:f,142'!iifgt?f.qA
| ThlS sort of one—51ded score—keep1ng was hot restrlcted to the pa—?k“

'tiehts. The staff seemed to Lndulge 1n the same sort of exerc1se A rt X

'”from the nurses' log, Wthh was a sort of scrap book of Ward events,_the“g,f

dlcated that they had some\worklng knowledge of how the unlt was farlng,:::'th

A‘and that they could at any tlme extract statlstlcs from thelr records but

%

1';some of the consequences of career dec151ons

s RN
— .,
fepe

;,_tthey d1d so in a scxentlf

The 1mp11cat10ns of these f1nd1ng3'about career dec151ons w111 be

£

‘,.-,A o
4,; -
J e

5elaborated upon 1n the follow1ng chapter.f"'

A

»staff clalmed that they d1d not keep surv1va1 statlstlcs. The doctors 1n-:;535 -



'ﬁﬂzin general w111 be con51dered

g e o
R Chapt??;,v

.DISCUSSION . -

The prevxous chapter presented a number of f1nd1ngs but made llttle
71 attempt to explaln them. Thls chapter w111 dlSCUSS the flndlngs and the v
relevance of the career perspectlve to. renal fallure 1n general and to

. = -
‘.each treatment modallty in partlcular.

b

'_A;ju Relevance of a Career Perspectlve to. Renal Dlsease in General

— .
The career perspectlve has been a useful analytlc tool 1n the study
‘ef the dlsease experlence of tubercu1051s (T B ) patlents (Roth, ;963).-—~, N

:»_Iﬁ thlS sectlon the appllcablllty of thlS perspectlve for renal patlents

There are two dlStlnCt dlfferences between the careers of renal and

"T. B. patlents. The flrst 1s that the eareers of T B patlents as: they were

I ol \

‘joutllned by Roth (1963)<were pr1mar11y 1nstatut10nal careers. The patlents

s

ﬁfdropped out of the normal world and were 1mmersed 1n an 111ness 51tuat10n,

v:'.:untll they re-entered the normal world agaln. RenaL atlents do not "drop

‘“*nhout" in qurte the same way. For thlS reason the a‘%§%g1es between prlson—

'iers and T B. patlents would not be as approprlate W1th renal patlents.

The careers of renal patlents 11e somewhere betWeen the well and the 51ck

’ :world - 1n much‘the same way that the prlsoner on day narole moves back and

e o

' ',forth between the out51de and the prlson env1ronment, The extent to which

“the renal patlent 1dent1f1es qrth the "out51de" or the "}llness world"'ls

"determlned in part by hlS treatment modarlty. ﬂ}
The ch01ce of treatment modallty represents the second maJor distinc-

vAtlon between T B _and renal patlents. Tubercular patlents have’ 1nd1v1dua11zed

E

.vrtw‘"

‘A
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o

VtraJectorles but for all practlcal purposes ‘they . have only one treatment
program.' Renal patlents also have 1nd1v1duallzcd traJectorles but 1n
h add1t1on they have three treatment ch01ces which may rcpresent three
dlStlnCt careers. In addltlon to these two major dlstlnctlons there are
a number of other 51m11ar1t1es and dlfferences between the careers of ren-
al and tubercular patlents.
Most T B patlents expected to fully recover from thelr 111ness._,As

a group renal patlents cannot reallstlcally expect ‘to recover, Atfthe |

, most they can expect ‘to enjoy recovery for a 11m1ted period of time. Roth
suggests that the treatment goal and expectatlons as to when 1t may be
achleved affects the patlent's concept of t1me 4 The T B patlent is clear
about hlS treatment goal but is uncertaln as’ to when 1t can be expected |

o wt&\ .

{Llee%the~prlsoner with an 1ndef1n1te sentence he comes to v1ew treatment in

3terms of "puttlng in- hlS tlme " If he is’ belng reallstlc the renal patlent-'

Y

is uncertaln as to how long he ‘can surv1veland 1t 1s p0551b1e that he v1ews
: treatment 1n terms of’how*he ‘tan make the best use of the t1me avallable to'

1h1m. o
LR O

Roth reports that when the T.B. patlent flrst learns of hlS 111ness

:g'dt

the staff are. vagueln 1mpart1ng expectatlons about the duratlon of" treatment.‘

v

When 11m1ts are g1ven they generally exceed what the staff expect s0 that

the patlent w111 not 11ke1y ‘be trsapp01nted ‘at. the outcome. Both the ob-

. -

servat10na1 data and- the responscs of renal patlents 1nthls study suggest

v _-that they ‘too are g1ven very vague expectatlons about treatment and prog=

1

: n051s. Although most renal pat1ents seemed to have some general 1dea of

‘ the serlousness of thelr dlsease, nelther staff nor. patlents gave any in-
' wdlcatlon that the progn051s was openly dlscussed Such d1scu551ons were -

o

L never observed If and when they take place 1t 1s probably in a prlvate



5m1n1ng if”hrs progress is- on target w1th hlS expectatlons. Hls progress_

- 1f they were kept 1nformed whereas 1nformed renal patlents are assumed to.

81.

dlscu551on betwen the pat1ent and h1s phy51c1an.

When the tubercular pat1ent is dlagnosed he. learns that there are
degrees of tubercular 1nvolvement and that the length of t1me he w111
serve in hosp1tal depends upon the serlousness of his d15ease.~ No such

parallel -exists for the renal patlent - at d1agn051s he has nothlng upon

twhlch to gauge hlS partlcular prospects. However, Just .as the T. B pa-

tient learns that he- can 1mprove ‘his prospects by co operat1ng w1th hlS
treatment reglme, so the renal patlent learns that he may feel better and
survive longer _1f he co-operates w1th the d1a1y51s routlne. ;In both -in-

stances however, there are elementSvof response to treatment which are .

ibeyond the patlent's control

Once treatment is 1n1t1ated the T.B. patlent has difflculty deter-»

. -

~

”"must be measured“by tests and he 1s dependent upon the doctors ‘to'reveal -

"thls 1nf9:mat10n to hlm.: The renal patlent can more accurately evaluate

how he hs ﬂ01ng by 31mp1y asse551ng how ‘he feeIs._ When he does want in-

formatlon from the doctor, however he does not experlence the same dlf—

fflculty as the T.B. patlent who has a hard time try1ng to extract 1nforma—

_tlon from the staff In fact the renal patlent is very read1ly given

test results and 1s usually encouraged to take an 1nterest in. the medlcal

:aspects of h1s care. For example hlS v1tal 51gns are taken regularly

o ~

'.throughout d1a1y51s and he is usually told what they are. He‘ls also usual:"s‘

ly told about the results of blood tests.

N

Two very d1fferent assumptlons seem to be operatlng here. It seems -

\

that it is assumed that T. B. patlents-mlght be dlscouraged or overwhelmed

-be more- confldent and hence more co-operatlve. The-as5umpt10ns are not_'"'
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'.d1a1y51s and thus represent a demotron.49

82.

_wlthout a practical basis; ‘The results of the T B. patlent's tests may
. indicate 11ttle change whereas the renal patlent can expect more drama-
ftlc-fluctuatlons. Furthermore the co-opcrat1ve T.B. patient has a pass-
Cive role - he 51mp1y sits and walts the co- operatlve renal patlent on

the other hand plays a much more act1ve role by doing the "rlght” thlngs

and avoldlng the "wrong" ones,

Test results determlned the rate at wh1ch the phy51c1ans promoted

“and demoted the T.B. patlents through the stages toward recovery. Renal

patlents could make two moves - whlch can be viewed as promotlon and demo-~

'tlon. Selection for home dialysis was » in a sense a promotlon since 1t
_1nd1cated that the doctors thought that the patlent was doing well - and

could be expected to contlnue to'&Q Well 1n the foreseeable future.~q0n‘.

the other hand if the 1n1t1at1ve for a transplant came from the phy51cian

it could be an 1nd1cat10n that they felt. the patlent was not dorng well on

L. .

’ T.B. pat1ents used a varlety of manlpulatlve .and persuaslve technlques

+

,,to pressure the doctors 1nto alterlng the usual pattern of progress through

"2“the stages. The sphere of the pat1ent s 1nf1uence however, was' rather

.?9 o I R

lrmlted and was usually conflned to 1ncrea51ng hlS act1v1t1es at a faster, o

“rate than the phy51c1ans would normally allow, The routlne which usually'

e

I"governed when dec151ons of thlS sort were made was based .on what was con- .

-venlent for the staff and the 1nst1tut10n and thus the doctor could alter'

N
Ry

S

D '

. The two transplants done dur1ng the course of the study were 11ke1y in

_this category: .Both patients were new to the treatment _program. One was
- scheduled to go on peritoneal d1a1ysrs at home but. she was: failing her train-
ing program. . ‘The. other was an Indian. -woman .whose husband refused to relocatev

the family near. the hosp1ta1 ~Home dialysis was out of .the question since

F1e1d Notes” May and June, 1973

.o

P
Vesisy

-~ she,lived" in a cabin‘in Northern Alberta. In both. instances the transplants °
‘.seemed to be. 1nt1t1ated by the, phy51c1ans because they saw no alternatlve.
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it w1thout-Jeopard121ng the patient's health. The doctor did, h°“ﬁ<crx
run the risk of making life more difficult for himself and his‘collcaguES
1f all patlents demanded 1nd1V1dua11zed rograms.

Renal patlents had less reason to negotiate w1th ﬂﬁsertaff for

vours. ‘The ma)or exccptlon could be to p cssure for a transplant. ‘In:
earlier‘days, when transplants were* more ommon , 1t is posS1b1e that‘pa—
tlents who dldn t want one had’ to res1st the pressure to consent At the
t1me of the study, when transplants were not strongly advocated it is

posslble that the patient mlght push to ge one. The doctors could be

'qu1ck to agree 1f a famlly donor was avallable. "Those ‘who wanted:a'cadah’

. ver transplant however went on a waltlng ist. Oryatlleast”some patients

seemed to think that they were on a wa1t1ng 11st R

It is doubtful that such a waltlng llst really ex1sted The staff

1t_d;d. When k1dneys be-

t

?never ave the™ Tesearcher an 1nd1cat10n tha
g

came avallable the reelplents were selected o' the'basiSsof’need andﬂthe

‘acceptablllty of the match. However, prtient belleved that such a: 11st f
e .

ex1sted and that they wouldz:e moved up if they' misfortune-to deter-

o

_lx;orate or the good luck to _531£9 a perfect mat

From the patlent's po1nt of - v1e$, the walt'ng list constltuted a trust
'A"between,them and the medical staff They truster the doctors to, follow ,# B
| the.list;'or to.mahe'exceptions for patlents'who were d01ng poorly or for

those who haPpened to be partlcularly good matchls for the avallable kld—
neys;~ Thus ‘a patlent could not broach the subJect without ylolatlng this

trust agreemenh. Slnce the. patlent had no alternat1ve sources of med1ca1

' care, he was understandably reluctant to challenge thlS trust..

) -

‘\
\

50 Roth cites, one 1nstance in wh1ch a member of the staff developed tuber—:
culosis. She was rushed through the stages. more qu1ckly than any other pa-.

- ‘tient. Sée: J, Roth, Timetables: structuring the passage of time in hospital
treatnent - and other’ carcers. (New York The Bobbs- Merr1ll Company, Inc.,

1963) p._32 35. _
S
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FurthormOre; if the patiént initiatcd the move'for'an‘out-of-turn'trans-
plant it could mean that he was rccelv1ng a favour at the‘cxpcnsc of. hls
fellow patlents, or that tht doctors agreed that he was, in fact worse
off., T.B. patlents did not face the same .dilemma. Quite the contrarx,
if they were able_tO'w1n‘conce551ons there was'a real possiblity that =
otherbpatients'might also‘be'able to get simiiar consideration. ;Thus; a
, o . o ,
concession for one T.B. patient’could establish a precedent.which woulu
henefit'all. | |
This trust agreement suited the_renal physicians and it was iﬁ their
best ;nterests to maintain it. That way they could deeidé who was going‘
. . e . ! | .
'to be transplanted and when, without_any fear‘that they would have to
‘Justlfy their reasons to the other pat1ents. ﬁThis meant that»although both “
pat1ents and nurses were surprlsed'at the selection of" two novice patlents |
'who were transplanted durlng the course of the study, not one person openly
'challenged it.
ThlS agreement was partlcularly useful to the doctors at a time when Jf:

most of them were quletly conv1nced that cadaver transplantatlon was too

'.risky'except for pat1

who were‘d01ng.poor1y. if the_doctors had been
: : L . I

'enly adm1t to \h@s view, the‘patients’who were‘waiting'would

Ao

1scouraged and t_,§§ -who were: selected would have realized that

forced to

. for them transplantataon was v1ewed as a last resort. Thus the off1c1a1

pollcy of tran3p1ant1ng patlents accordlng to the: 115t remalned but un-

off1c1ally the doctors slowed down pub11c appeals ﬁbr organs so that fewer

would be avallable and fewer transplants could be done.SI‘

A s1 ThlS change in pollcy was conceded by the chlef renal phy51c1an who
. was: asked if enough kidneys were belng made avadilable., ''That depends on

-,whow many you want.. We used to get as many.as we could, treat reJectlon as

conservatlvely as p0551b1e, and try to ,keep the kidney. Now we're less
_anxlous to do them -"-and when we do we are much qulcker to pull the k1dney

1n order to save: the patlent.". Fleld Notes, May 30, 1973.

Y
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The other arca of ndj iation in the renal unit was among patients

' on hospitalldialysis for preferred diqusis schedules.:¢1hc doctors yCry '
wisely left thesc decisions up. to the nurses —‘on the grounds that they
- could best, decide how the scheduies would‘affect'their work load. ' The
preferrcd schedule was‘a night run since it aliowed the ﬁaticnts to pase ,
“the- t1me by slcepln& - and thus represented less 1nterference .in their
:darly 11ves The second preference was for a schedule that excluded week-
ends. Employed patlents always got flrst preference Beyond that there
was an 1nforma1 pecklng order whlch gave pr1or1ty to senior patlents or .
.“those who were not well . Low-ranking patlents took whatever was lett, 52
‘Since dec151on$ about dlaly51s schedules were generally based on’
Isenlorlty and employment.status the nurses u5ually had llttle dlftnculty
‘Justlfylng them to the patlents. .lee'the staff in the T.B. hospital,
@however they made other dec151ons whlch seemed like favours and,‘when
"ﬂthese were v151b1e, they were more dlfflcult to Justlfy. The informal
"lcredo of 1ndependence meant’ that patlents on hospltal dlaly51s were ex-
peCted to set dp thelr own machlnes and have everythlng ready for the
'_nurse to hook them up. They were. also expected to a551st her 1n the

5

-' hooklng up process, and. when the d1a1y51s was over they were expected to

o o G ‘.]

..clean—up. These procedures added about an Hhur to the dlaly51s routine.

R 9

Gcca51onally hhen a patlent was in a hurry, or was: not feellng ‘well, the

o

nurses exempted hlm from these respon51b111t1es. Sometlmes frlctlon're- -

"sulted - espec1ally 51nce the nurses clearly thought that some patlents
‘ . o (‘ - . . . N

52; One of these, a 51xty year old man who had only been on dlaly51s for
a few months, was noticeably upset and depressed when he was told that)he
"]lwohld have to take a Tuesday, Thursday, Saturday schedule, He lived zé\a

farming community: Just out$ide of the city. 'As he pointed out, it had

been’ hard ‘to -give up farmlng but he gradually realized that he was no .

longer phy51ca11y able to do much "The social life oflmlscommunlty was )

~-one of his few rema1n1ng<p1easure ‘and week-end runs would mean that. he
‘would miss out’ on many.bf the important events. "It all makes me wonder,"
he said "1f it is woxth it Field Notes, June 12, 1973, = =

o . . - R ?:xﬁcrﬁ_v T . ER

3 . K T b . "
,;,,.- . R -~.42. PR . . R
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were more deserving than others of this kind of consideration.,

o5

_. thought not;" he 'said’
-1 could eat what' I'wanted to. But now people 3gre telling me I shoul t

86,

N

For thé most part the staff attempted to be tmpartial in dispensing
favours. However, 1iﬁc the staff ihqthé T.B.. h0>plﬂ I, thCY40CCﬂS]0nﬂlly
used brivilegcs as’rewards and punishments, Nuxsus ere more likely than
doctors to use thiS'tpchaiquc - probably because th_y_had grcugcr obpora
tunity to do 59:54 ) ) J;;s, S !

There was one unusual incident during this study in which a paticnt

¢

made a request of the doctors. This 1nc1dent 1nvolvcd a young man on

hosp1ta1 d1a1y51s who requestcd that an experlmental drug be obtalned for
him from the United States. In this 1nstancc the doctors agreed.’ hey

may have -done so for any of'a number of reasons. In the first place, the

,,réquest was unusual and.there:was.littlg peason to believe that they would

(S . ¢

b'asfabliSh a precedent in complying. - 1In addition, this patient was highly
IUnu5ual;in that he was extiémeiy knowlédgéable about kidney disease and
‘thus the dodtdrs‘wére accustOmed to treating him as a'colleague, _But he
3 .

'_also had an’ addltlonal advantage 1n that hlS parents were always willing

<

to 1ntercede on‘hlslbehalf. As one nurse put 1t"’

o T )
o

One vf the patients was- partlcularly dlstraught when she saw others
getting what she thought was preferential treatment, This convinced her
that the nurses did not like heér - and that, in turn, reinforced her ten-
dency towards- demandlng behaviour. It was onlykafter she holidayed in
Europe and was dialyzed under more’ ‘impersonal conditions, that she came
to vafus the treatment she got at home. Fleld Notes. May and June, 1973.

54~- The propens1ty of nurses to reward or punlsh was 111ustrated one day

" with Ron =\ .the patlent whose transplant.had failed after.two months.. He

had a reput tion as da difficult patient and he was understandably dis-
traught when\he was admitted for. dlaly51s and removal of his;kidney. While
he was undergoing’ d1a1y51s a ‘nurse entered the roomito ask ‘him what he would
' ' "I just‘want a hot dog," he said, "so please stop by the
snack shep and get me. one'":f"Ron you know you ‘are not -supposed’ to eat thosé

. kinds of’ thlngs "Mshe 5aid, maybe your new kldney wouldn't have given you

so much trouble ifyou had watched what you ate." ‘When she left, the re-
searcher asked Roh-i ‘transplant patients had d1etary restrlctlons "L
itterly, "at ‘least everyone had dlways toldame that

3
&

d6 this, and I- shouldn't,'o ‘that.: It makes me wonder. if I'm’ supposed

o

PR

o

feel that 1t's my fault th,tfthe kldney falled " Freld Notes, June 15, 1973<$\



S e always let Anthony have what he wants.‘ If we don't ‘
.,hls mother goes 5tratght to the top.. She tells the Ad- o .
ministration ‘that she has already lost three~children . . --'o .

< . and the remaining three are«dylng. That neéyer fails to :
.- get to them and they always tell us to glVé 1n.‘.We‘

e
Y

'Fleld Notes, June 7; 1973.-J%

In other words, patlents who W1shed to negotlate w1th the st ff mlght

“have. been able to do so more successfully 1f they had }earned from Anthony s
‘Aexperlences. None d1d so however, and there was’ never any 1ndrcat10n from \
,,Anthony that he was g01ng to share hls strategy.ssi'ﬁf o wﬁ-

ot

D

Roth states that T B. patlents were ‘an 1nteraet1ng groupband that,
"1n the course of thlS 1nteract&on they developed a consensus wlth regard

;-‘to goals and norms. 0bservat1ona1 data from th1s study suggests that such
o is not the case W1th renal patlents.' Group dlSCUSSlOﬂ pertalnlng to the

2

Kdlsease or treatment seldom cocurred The 51ng1e most dramatlc exceptlon

(LA

lfoccurred when a: patlent dled The staff reported that when a death was

Vlfannounced the patlents weht thrOugh a collectlve eyerolse in whlch they
attempted to determlne the cause of death Generallythey coneluded thatr.
e 3 " st D,. oo ‘»;

tn‘the patlent d1ed of some non-renal d1sease - or as a consequence of not -

h;taklng care of hlmself In cher w0rds the patlents reassured themselves?

>'f{that there was no need for them to 1dentify with' the patlent who had d1ed

'551nce he'"obv1ously" d1d ot d1e of renal fallure.565:9~¢;7i r*f'gérf*

‘_r. . RN L. O R 5

55 The author'd1d however, note one- other lnstance in which a famlly

';f,member 1nterceded .on. the patuent's behalf : ThlS was an- 1nc1dent in’ which
‘one. of the phy51c1ans attempted to persuade a-man- to ‘have . a’ transplant and

:;:,hls wife foiled :the attempt by ralslng a number’ of quest1ons about . the Tisk.:
"_~Th15~part1cu1ar instance illustrated ‘tHat" fortunate patients could appear

7 May 18, 19730
56

““‘compliant . and pof&te if a- famlly mémber was aVallable to argue for. what they-
- réally” wantedA “The end- result could‘be, as it was in “this case; that the
Tyfpatlent not only got his" own way but did. so w1thout Tisk .since: the staff
.:-directed their hostility at his wife.  Indeed in'this instance the staff .

- even“felt: sorry for the man because of hls "domlneerlng w1fe." Fleld Notes,’

. B . E ;._<

. A death'occurred durlng the course of thlS study but the researcher

was’ not présent when the news was! brokén to the other patlents. “The staff
.»A_reported that this is the sort of" reactlon wh1ch ensued - and that thlS 557j*“
L was.a common response.‘ Fleld Notes June 5 1973 e ; :

.

Lo
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e modallty.‘ On the other hand when they thought 1n terms of changlng modal—

o

to offer was thelr own v1ews or experlences - not reflectlons of group :

\QTE}S does not.mean, however; thatﬂrenal patlents d1d not iscusS’theJ

o A : : W
d1$ease or 1ts treatment ;ith ong another.57 As the f1nd1ngs already in--
dicated patients frequent@y reported that early rthhelr careers they hadtf
met a oatrent -oT" patlents who had exchanged.lnformatlon wrﬁh thenf\ Thls
generaliy took‘place/on a one- to one ba51s and what the pat1ents tended .

N

.« . Cole

oplnlon. The effect of these dlscu551ons is- d1ff1cu1t to evaluate. One’ “L

patlent reported that another patlent had glven h1m an explanatlon of
treatment whlch wa& easler to understand than that wh1ch the’doctor had
glven him._ Wlth two exceptrons the patlents reported a' p051t1ve effect

from meetlng other pagaents who explalned thlngs thex had yet to eXperl—-

; ence. The exceptions were a woman who felt she had beeh told "all the bad

thlngs"; and the man who saw another patlent convulse.~ .

Roth also states that when a T B. patlent dlscovered that hlS career T

°

? was notvaIIOW1ng the expected.plan that he would select another patlent

who was - d01ng much worse, as a reference p01nt. Other SQClOlOngtS such

k4 ,

observatlons. There were some 1nd1cat10ns that renal“patlents d1d the ’

<

same-th1ng. H0wever, 1t appearedfrenal patlents were more 11ke1y to fol—

2

low thls pattern 1f they Were comparlng themselves to others 1n the same

: 1t1es they were more 11kely to compare themselves to someone who was doxng

x Well.‘ Both patlents and staff seemed h1gh1y se1ect1ve about the way 1n

,3 of the patlents eésrer for the staff e e

Co Tt o/ : o R R ; P , . P .

The staff on. the medlcal ward indlcated that they were -aware that
nalve and’ experienced’ patlents met on their ward and that such: encounters
could-have: ‘both’ p051tive and negative. consequences. -They made no attempt,
however, to .intervene ‘in these- situations,.: The staff of" the dialysis unit
~sométimes. arranged dla1y51s schedules in’ order to -achieve a certain mix of

”_ as Dav1s (1963) and Glaser and Strauss (1965 and 1968) have made 51mllar };‘

patlents. “This was " generally done howeven ‘in ‘a ‘way. that made management ‘f

j



'“;seem to be hlghly 1nd1v1duallst1c. Tlmetable-norms als

study, however, are that renal patlents do not have the

° L

T
. .

- ~ . . . . St Y

,whlch thex kept scere on transpiantation.‘ It appeared that each endeav-

.:oured to relnforce hlS qwn v1ew on transplantatlon by.’ recalllng qgly

those experlences wh1ch supported it. o ""’?4

»

sensus regardlng goals and tlmetable norms. The 1nd1cat1 ns from thls

4 . &

,ame sdrt of con-
*- o7 £y

”

'“_sensus W1th respect to goals. Career dec151ons partlcplarly career choace

//

v1duallst1c.f There 1s-no ind1cat10n, for example, tha. patlents felt that R

hafter a certa1n length of t1me on hosp1ta1 dlalysls t'”y were - constralned

'l‘ference for home d1a1y51s ex1sted only among the st’

‘i:sensus among renal pat1ents._ The flrst may be

;fba51s, do not have the prolonged contact w1th other patlents that T B pa<

certalnly true that renal patlents,who are largely treated on an out patlen

s

“to make a cholce between treatment methods.v The con: ensus about the pre-

‘f,'and patlents seldom

¥

complled unless they llved out51de of the c1ty.' Al hough there appeared to

g “

"tbe both early and late dec151ons to transplant the‘e too d1d ot - seem “to .

| ,be the result of consensus - but rather of two d1 ferent and hlghly iﬁdl-.

N )
: o S P |
R

ed dec151on-mak1ng processes. o

re are a.number of p0551b1e reasons for

at they 51mp1y d1d ‘not -

- have the same opportunrtles to 1nteract as d1d :he T B patlents.’ It is

"i:tlents have 1n a tubercu1051s hosp1ta1 When renal patlents had contact',

o ot

'w1th one another 1t was almost exc1u51ve1y W1th patlents in- the same treat-

®

‘;-ment modallty. However, bake T B patlents renal patlents could 1f they

}fw1shed develop avenues to learn about how other patlents were. They could

ﬂjtfor example, ask the staff or make use of the hosp1ta1 grapev1ne. In

. s
N b

'appear to be 1nd1-

h15<apparent lack of con-‘

S
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: addition, they had-access to the Kldney Patlentsl Assoc1at1on whlch could

1l ',:'
have been ‘used- for this’ purpose.- Since renal patlents did’ not establlsh

an 1nformat10n network we must con51der'the poss1b111ty that they d1d not
i want “to. | '.\ﬁi A | |

- ' T, B. patlents developed the1r consensus on the b351s of what was ave—..:
rage or normal Once they establlshed what the norms were, they dlsplayed

11tt1e anx1ety as’ long as thelr progress ‘was w1th1n the 11m1ts deflned by

those norms.' If they did better they re301ced 1n thelr good luck In

" fact Both 01tes the example of one patlent whose recovery was. faster than

expected and added that thlS patlent could have pushed for an even ear11er

dlscharge by g1v1ng up part of hlS Chr1$tmas leave. The patlent d1d not do : '

va-
’

so because he was already d01ng better than he expected (Roth 1963, P. 40)
If however, he seemed to be d01ng worse than the norm spec1f1ed the T B
patlent then experlenced anx1ety and elther had to re def1ne the norms or

“_ view hlmself as the . exceptlon. Roth 1nd1cates that most went through some
' sort of structurlng process whereby they re-~ deflned the norms. Often th1s y

meant that ather than compare themselves to the T B populatlon in: general 15'T

they compaer themselves to % group who had started out W1th a s1m11ar de—
gree of serlousness or who had suffered a. 51m11ar set back :

| Renal patients, on the other hand seemed to shy away from developlng
any consensus as to what was normal or average for patlents w1th renal. fall— L,
ure.; Thls 1s understandable 51nce 1f they d1d they had to admlt that thelrh
chances for surv1%a1\were sllm.- In short,irenal pat1ent§ d1d not want to bel
average - they wanted to be the exceptlonv Thus the less they acknowledged:‘f

the fallureb, the more they c0u1d cont1nue tobellevethat they were: d01ng

‘hﬂwellt For the1r part the staff seemed to encourage th1s k1nd of perspec—'fff

'rtivé;' Not only d1d staff not refer to surv1va1 rates when talklng to patlents

they also Seldom referred to them in- talkrng to each other. ‘g' fi‘;dt f
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L

“Thus, it»is:highlyvllkelyfthat~the'process which staff‘ohserved when.

’ f_ pat1ents were collectlvely not1f1ed of the death of another patlent, is -

' fdexample, children rarely overtly ask if their dT

: 1nd1cat1ve of a more generallzed process whereby patlents dlssoc1ated

e

_1themse1ves from the experlences of the1r felIow pat1ents.5&'
The lack of concensus among renal patlents w1th respect to goals and‘(e;r
ftlmetable norms mean that although the career perspectlve 1s a useful ana- °
:lytlcal tool 1t 1s clearly 11m1ted In that the experlences of renal pa— )
A'tlents 1n general do not appear to constltute careers. It is p0551b1e,
.however, that each treatment modallty may constltute a’ career and that the

career typology may therefore be of greater value 1n analyzing the moda11— ;'

ftles.~

.
e : ’ - .

R B.Z‘Relevance 6f7a,Career~Typology to‘Each RenallDisease‘Treatment Mbdalitx,ﬁl

In th1s sectlon we w111.look at. each treatnent modallty to determlne

‘.:1f they are character1zed by dlstlnct expectat1ons, goals, and.normsri

o (1) Hospltal D1a1y51s.,ll" Hviﬁea:'* ::« o - 'Aih‘t-‘”*- 'hh_ir’

h' Before we look at the group data for patlents in- thls modallty, a. case

”>h15tory of one of the patlents may enhance our apprec1at10n of what 1t 1s

:llke to- be 1n thls treatment program;fj“fvi‘j‘£:~ -K."‘hi?:"‘vf' |
Rebecca is’ forty-seven yearsoold' marrled and has no ch11dren._ She _'

'was born 1n Sw1tzer1and and descrlbes both her ch11dhood and early adulthood

’:as unhappy. Her mother d1ed of.renal dlsease,and;Rebecca recalls.lt asna.
' : L > S T VAP S

- 58 The author has noted a 51m11ar process amon leukemic: children. For:
‘<§§Fse is'fatal, When they
- do-‘they usually use the third person- when phrasing’ their quest1on. For
“example, ‘they may ask,. po people die of this disease?!" Of the few who ..
ask this quest1on, fewer still go on to ask "Wlll I die?" Evidenée to date :
-nv'suggests that," desplte ‘the cues' around them, most children do not general-
< ize from the experience-of others to. themsélves, When this transfer- does
-i,occur, 1t happens only when the ch11d 1s clearly term1na11y i1l. BERE
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.horrlble dlsease nnd a hOrr1b1e death »As a=chi}d Rebecca morkedjon the

fam11y farm and later wa's cmploycd in a watch factory. _Much»of'her'sal-.

».ary, however, was used to suppbrt her famlly.v L- :,t; N a”![

- She had re51gned herself to rema1n1ng 51ng1e but when Leonard returned
‘”from Canada to clalm Rebecca's s1ster as his brlde, and the 51ster reJected
‘_ihlm, Rebecca 1mpetuously consentcd to marry h1m. “She 1mmcd1ately left w1th -

'-jhrm for a new life in Canada.j‘-‘nf . ‘hf | |

For a brlef whlle Rebecca thought that a11 her dreams had come true._hu,f7
?_At last she had _someone: to take care of her. She and her husband moved to

h_northern Alberta and she worked to supplement hlS 1ncome and reallze thelr

e

'hopes for thelr new llfe. Unfortunately, she soon deve 'ed renal dlsease.

!

For a number of years she got steadlly worse and was unable to

»ﬁ"'dOLtors -up- hiorth, offered her no hope and her depre551nn became so profound

;; that she conte plated su1C1de. _~f"3s,l..’ 'd ;j”;r‘l-
Lt ) . a \ - ' R y - |
S 'When f&;:ire ensued she was ‘sent to Edmonton. Slnci‘ker Eng11sh was.

' Fpoor she understood 11tt1e of uhat was happenlng -to her. After a 1ong perlod»

a

Eof tlme her Engllsh 1mproved and she gradually developed a better understand-f
1_f1ng of the treatment and the fact that her condltlon was serlous, but not’

'hopeless.{ Zf- i U

Rebecca has been on hosp;tal d1a1y51s for three years.' At f1rst she dmd s

[not want a transplant but now she Ais. gett1ng heary of d1a1y51s andafeels

‘f;'that she is ready to take a chance. Her doctor has told her, however thatf

“7;>he has antlbodles as a result of hcr&many transruslons and that she must

-

alt for at least another year. f";;f""

In the mead?ﬁme, Rebecca feels that she 1s 31ck Although she has no

7

ﬂg7jev1dence of bon” d1sease orb11ndncss she does not have thc energy to work .

’f,»ner husbnnd docs most of thc housework and they seldom go out or entertaln
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frlends

A

to help»out f1nanc1a11y.

|

She feels that her- 11fe has changed drastically becgause of her illness.

Kn1tting is her only dlver51on_anddshe sellslsome‘of her work

She is bewrldered by the’ recent attempts onfthe-part of the staff to encourA_
.

"age pat1ents to become more 1ndependent. In her v1ew, the staff should be
: I

- "tak1ng care of the pat1ents.". On a few Pgen:aq?s when she has asked to be
V‘excused from treatment respon51b11{)&€§‘ahq\hmvtiknsed that the nurses were
‘angry w1th her for belng "a demahdlﬂg yg&igm%ﬂ,g«eﬁe is extremely upset by
) _;this response and has tr1ed to be more cheerful and agreeable. Desplte her

!efforts she. never qulte succeeds and 1t is likely that the staff w111 con- |
t1nue to ‘see her as poorly rehab;lltated and thus a treatment fa11ure.,

How representatlve is Rebecca of ‘the patlents on- h05p1tal d1a1y51s?

:"Of the ten patlents currently on hospltal d1a1y51s, 51x seem to have select’
ied 1t ‘as a career. -An- analys1s of thlsagroup reveals that they ranged in .
. R E
'age from n1neteen to forty-elght years.. ﬂhree were male and three were"
hfemale., Four came from fam;lles w1th a genetlc hlstory of renal fa1lure and:

:'flve reported a slow onset of thelr dlsease. F1ve also 1nd1cated4a?at they

ahad moved closer to the hospltal follow1ng the onset of thelr dlsease. .
B FlVe of these pat1ents were %1ng1e._ F1ve also reported that they at;V>
l'h:tended church atgleast once a ﬁonth. Two had aehleved less than h1gh school;"
graduatlon, and four had educat1on beyond h1gh school Of the 1atter, two

-~'had unlver51ty degrees. Four of the patlents were "employed" but three of

_"fthese were unlver51ty students, so only one was galnfully employed

All were 1naet1ve members of the Kldney Pat1ents' Assoc1atlon,vand all

"f:reported a h1gh degnuaof'change in the1r soc1a1 11ves subsequent to thelr ;,

111ness.< Three saw themselves as "s1ck"‘ two sa1d they were "not s1ck"

o]

.;f;and the one who was undec1ded saw herself as "restrlcted" ,.Three of.thesey'

",A
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pétlents reportod that hosp1ta1 dlalysis was their treatmcnt ch01ce, and
three preferred tranSplantation.

- The d1st1ngulsh1ng features of thlS group are the h1gh‘1nc1dence of "
genet1c etlology, the slow onset, the1r re11g1051ty and. mar1ta1 status..
;ﬁhe fact that many are 51ng1e means that theyarenot really e11g1ble for

/
home_dlaly31s. Three w0u1d also appear 1ne11g1b1e because ‘of the1r 11m1ted°

edUcation. The three un1ver51ty~students reJect home d1a1y51s.as 1ncon-
venlent. The further fact that only one was ga1nfu11y employed supports
'the view that th1s modallty is. 1ncompat1b1e w1th work

They also have a. marked tendency to V1ew themselves as 51ck or dlS-

vabled. “But, where thls latter character1st1c 1s concerned

whether thlS reflects da pred1sp051t1on to choose hosp1ta1 dt‘ryixs - or is

a. consequence of ‘the treatment program.' Thefpat1ents in this group do ap-

pear, however, to have a set of expectat1ons wh1ch may lead them to choose,

© or. perm1t ‘them to- more readlly adapt to, a chron1c 111ness‘rout1ne.' They

' »appear very w1111ng, for example, to. re-structure the1r 1lives: around their
111ness. The fact that they were 1nact1ve ‘members of the Kldney Patlents'v
fAssoc1at1on, and reported a dramatlc dec11ne in the1r pre—lllness soc1a1

tllves, further suggests that thelr 111ness had become the focal p01nt of

thelr 11ves.7 If re11g1051ty is: assoc1ated w1th an. eiiizp=1 locus of control

"1t maypbe yet another 1nd1cat10n that these patlents ;-eainclined to sur-

'render the respon51b111ty for the1r care to others.

Although they appear sp11t on treatment preference alllof these patient5°

PR - ~

f5probab1y wanted a transplant Some were 51mp1y more w1111ng than others to

~_‘wa1t unt11 the odds for a successful transplant were better. The most Te- ﬁ

";;51stant patlents were those who were h1gh1y educated - but t1me seemed to

"have a- wear1ng ddwn effect and senlor pat1ents reported that they were less e

v
PR

'm* not ‘clear

1

L



_.ed to varlous sanctlons. The most - usual

reluctant to have a transplant than they had once bccn.
L

Both staff and patients semed to agreo that hospital d1a1y51s was
an 111ness modal1ty and that patlents in thls group ‘were 51ck However,
.the staff, and some patlents, seemed .to feel %hat it was inapproprlate
to remain here for Jong._ To do so was to remain sick and certalnly”no
patient.shouid want tohremain sick. Patlents are supposed to want to
recover,and‘the'nurses, in‘particular; expressed'dlsapp01ntment over car—v
ing for patlents who did not get. better., Thus the staff encouraged pa—
t1ents to elther move out of. this modallty - or adopt the attltudes and
‘behavioﬁi’of other modalitles - part1cu1ar1y'home d1a1y51s. Patlents on

hosp1ta1 d1a1y51s who 1n51sted on being treated 11ke pat1ents were subJect-

_onse was for staff, partlcular-

ly nurses, to’ st1f1e the1r sympathetlc tendenc1 '-because‘they thought»that ‘

the1r trad1t10na1 carlng technlques were not in th 'pat° best‘interest.

The patient s "best 1nterests" lay in rehabllrtatlon and thus in home d1-

L D

a1y51s.
(11) Home D1alys1s
The folloW1ng summary of the case h1story of Ke1th W111 serve to hlgh-

llght the experlences of patlents on home dt41y51s.

o - .

Kelth was a twenty—nlne year old farmer who had been well unt11 about
;seven years before when he suddenly began galnlng welght because of f1u1d
'retentlon.' He went to see. hlS famlly doctor who 1mmed1ate1y admltted h1m L

‘,to the 1ocal hosp1ta1 For three weeks he was: treated with drugs and a

"salt—restrxcted dlet. He Was then transferred to Edmonton and placed on
”hd1a1ys1s.

He remalnes on’ hosp1ta1 d1a1y51s, usdﬁlly on a n1ght schedule, fbr -
ls1x years unt11 he was offered the 0pportun1ty of g01ng on home d1a1y51s.-“

_,‘_‘ -

3
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‘YHe immedintoly uceeptod. Because he was unmarried two of his brothers
L S .
_offered to be his partners.‘ Onc brother is now'getting married and thus
Keith' anticipates some problem in ma1nta1n1ng a partner but he feels thnt
there will always be someone who is willing to help.
Kelth prefers to dialyze at home. He feels that his background as
a farmer has famlllarized him w1th machlnes and thus the thought of run- °
n1ng his own kidney machlne doesn't bother hlm. vHe also finds it more con-
wenlent to dialyze at home.» The dietary restr1ct10ns do not bother him .
~either.' He has a sc1ent1f1c approach to feeding hlS cattle and f;nds it
: easy to take a sclentlflc approach toward his own eating hablts. 7
He says that he: has never serlously con51dered a transplant .As he
uexp1a1ns, "the TISkS are too h1gh and be51des I am in good health."
Kelth feels that hlS 111ness has not made a drastic dlfference in hlS
llfe. "All T ever wanted to do was ralse cattle and I'm d01ng 1t. ‘Besides
I never did want to set the world JE f1re. So I'm happy. I will say,_’
though that I do apprec1ate the 11tt1e th1ngs more. I think intake out
: more time to be grateful that I am a11ve."_ ’ "{ RJ »
| Although the other patlents in this modallty d1d not seem to. be as
phllosophlcal as Ke1th they did- appear torhave a great deal 1n common. _in
7 faet, as a group, they dlsplayed the least var1ab111ty. ‘
- | Although they varled w1th respect to the length of t1me they had known
about the1r renal problems, theSE‘patlents were, generally asymptomatlc at .

bd

the tlme of dlscovery and qulckly went 1nto fallure. Four were male._ Four

f wereemarrled and w1th one exceptlon they re51ded in raral areas.y ‘None had

3

L moved closer to the*hospltal Educatlonally, theywereless scattered than"_

LN

\-» =

those 1n other groups - none had less than a grade e1ght educatlon and none
were univers1ty graduates. ’ 'Ihe only unemployed patlent was an unemployed
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houscewife - and her omployment status was notwrelated to her illness.
All stuted,that’thoy did<notnttend church and, as a group, thoy ex-
pressed little intorest'in the Kidney Patients' Association. Ail Saw,
themsolves as 'mot sick". They also reported 1ittle change in their so-
cial life-as a consequence of their'illnessib what is pcrhaps surprisxng
is that only threo preferred home to hosp1tu1 dialysis. Two reported
that thoy'preferred home to hospital.dialysis simply becausc they lived
so far from the hospital that it was more convenient to.dialyze at home.
" (Again it'appears that for some patienﬁfﬁfye choice between hospital and
o home‘dialysis is simply one of venience). Like the patients on hospital
ddialysis'many of those'(tour ;;j:2;2:va on the home prognam stated that
“transplantation was their treatment choice. But many of them also felt |
that they would wait until they e1ther needed one or the propsects for a
. successful one were ;:ter; ‘As a group these patients seemed sl1ght1y more
determ;ned to wait than did those on hosp1ta1 d131y51s.
| The dlstingulshlng features of thlS group are the1r short symptom per-
: 1od the1r sex,'marltal status, 31mllar1ty 1n educat10na1 backgrounds and
| “employment status, low ratlng on church attendance, . 11tt1e eV1dence of
ff change in the1r lives and thelr dlstlnct tendency to v1ew themselves as
“not 51ck" . B L,F3< 4‘“ :i’f. ' '_' R
A short symptom perlod may bé related to a tendency to choose a treat-

‘ment modallty whlch n1m1zes 111ness. The fact that these patlents are.
‘.also predomlnantly male could 31mp1y be a reflectlon of sex—related inci-
. ~dence. of renal fallure‘- but it 1s-also p0551b1e ‘that’ there is a b1as towards'
‘selectzng males for th1s modallty, 51nce they may be expected to be more

mechanlcallywinc11ned. 1he1r educatlonal background is probably also 1mp0rt—l'

ant, The fact that the poorly educated are not 1nc1uded 1n thlS treatment

..
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group strengthens the conviction that they are not usuull} selected for
homo~diulysis. The fact that university graduates were not ‘found in this
group may be signifieunt,gbut it is more likely that this is simply a
function of the small sample and, given a larger sample, it is likely”
that university graduates would be found among patients on home dialysis,
Education and marital status are probably reasonable sclection ari-
teria, since the training program is demanding and a partner is mandatory.
The fact. that most are ¢mployed suggests that this modality is oomoatible
with employment -, and eeen perhaos that patients choose it so that they
can rehaln employed."Their low rating on religiosity is intriguing and
if we apply Rotter's dichotomy (1966), then these people/may have an in-
ternel sense of control and may thus feel that they are "masters of their
fate". Their propensity to be employed, ‘the llttle ev1dence of changes in
_their 11ves, and their 1n51stence that theyare"not sick" is suggestive of
V’a group with a strong sense of self-discipline and a determination to be

&
normal

s ° ., : ’ ; (/

In short home dlaly51s was v1ewed as rehabllxtatlon, and the norms

associa ed w1th it are approprlate to rehab111tat1on. The'patients were -
% \
expected and generally did, see themselves as more handlcapped than

S

sick and they were expected to 1ntegrate the1r 1llness routines into their
nbrmal 11ves. Employment was’ taken as the best single 1nd1cator of rehab-
‘1l1tat10n, although the staff also considered such things as a "normal" home
»l1fe and the degree of‘respon51b1lity which the patient assumed'for his own
E?' (r i) Transplantat1on f.ﬂ o o . . }’, oo
Eleanor, who 1s a forty-sax year old marrled woman with f1ve boys, re-

N

presents one of the successful tranSplant patlents. She fir3t~developed

C
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renal symptoms when she was thirty-tour years of age and pregnant with

her fifth child, When she subsequently became [)l.‘t‘xn.flnt again the doctors
terminatod hor pregnancy. - lLater sho was treated for high b l>()0<l pressure
and then placed on a strict dict, When that failed iy 1969 she was sent

4%fvvory 10 days to the hospital in Calgary for peritoneal dialysis. ‘That

too wasn't very succossful and she found it impossible to wait for ten
duyg between treatments, Finally, the doctors suggested that she come to
dmonton for hemodialygis. She recalls that she was tcrrificJ but she was
also desperate for trecatment. Her memories of the machine are also un-
pleasant - particularly during the time when she was alone in the city,
Her family eventually moved to Edmonton but her condition c&nﬁinﬁcd to de-
- .

teriorate.

She was transpianted in 1971. Here is her description of the events

which led to her transplant:

< .
"I was on the machine in the middle of dialysis when
the nurse just came in and unhooked me and said, '"you
don't need this anymore because you are going for a
tranSplant " And I said that I hadn't come prepared
for that, and that I would have to go home and pack
my bags, make some arrangements for my children, and
telephone my husband who was out of town. I don't
remember giving consent, and I certainly don't remem-
ber signing anything although my husbd#hd may have.
On the other hand I knew I was failing. I was down

. to about ninety pounds and I knew if"I didn't get a
kidney soon it would be all over. I just couldn't
-take: dialysis much longer. In fact, I remember say-
ing to the doctor, '"You've Just got to do something,"

Although she is not exactly sure how she came to have a transplant
Eleanor certalnly has no regrets. Although she thinks home dialysis is
g;eat'for oiher patients she doesn't‘think she could’do it. When she was
on dialysis she saw herself as sick but now she doésn't. As sheuput it:

Y1 have been re-born. ‘I can do practically anything.-.
"even ride a biké. I would.go back on dialysis if I had
to but 1 would prefer another transplant. "’

2
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Eleanor has not been employed since pr1or‘to.her marrlage., Now: she
T‘fspends almost all of her free t1me worklng for- the ‘Kidney Patlents' Assoé"
;c1atlon.‘ "‘ :}‘ E T, : . 1,'i ‘.‘ ' ; Apl_:"v f »p' ’_: a
| As a group, the transplant patlents; 11ke the hospltal d1a1y51s group;
g dlsplayed~a great deal of var1at1on in a number of areas.i Slx were male
"z.and two: were female. Flve were marrlgd two dlvorced and one was 51ng1e.r
“"The- maJorlty of these patlents had known for more than ‘ten years that they ;
had a kldney problem, but apart from that there ds no 1dent1f1ab1e pattern

4

1gamong them w1th respect to symptom perlod or the nature of the onset of‘*

H‘j ;fallure.» F1ve had thelr tranplants after less than a year on d1a1y51s,

'"and three walted from one to three years._ If we separate them into early
"“f and late transplants no dlstlnct characterlstlcs 1mmed1ateLy emerge.f

~\

These patlents are’ scattered throughout educatlon levels i to 1v, but 3
r51x of the ten had less than ; hlgh school educatlon. Flve were employed
three unemployed F1ve saw themselves as not 51ck one sa1d he was 51ck
}and two sa1d they were dlsabled Three reported that they had moved closer
' to the hospltal wh11e they were st111 on d1a1y51s ; and none reported such
'fha move subsequent to transplantatlon.r They varled w1th respect to rellglos;"
"llty, but only three 1nd1cated that they regularly attended church ' As a
T"?bgroup they expressed the greatest 1nterest in the K1dney Patlents' Assoc1a-ra

: tlon - but only flve were members, and of these only three were actlve. a

:Most of them sa1d that they enJoyed the same k1nd of- soc1a1 11fe whlch they o

“e

"3h:had known prror to becom1ng ir1; . Those who dldn’t stated that. they were//y,.

lh‘_lrmlted elther because of dlsaballty or f1nanc1a1 problems. -Allysald that n
fftransplantatlon was the treatment of thelr ch01ce.;
Perhaps the most obv1ous d15t1ngu1sh1ng feature about thas group 1s

i the fact that they are not very homogeneous. If we look at those areas.
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- with the- greatest degre of 51m11ar1ty, hOWever, the. fact that most are

: male may reflect a sex—llnked propen31ty to be transplanted or to sur;

| V1ve follow1ng transplantatlon, but 1t 1s more 11ke1y that thlS 1s 51mp1y

| related to _the’ 1n01dence of kldney fallure. The unmarrled are probably
mere 11ke1y to be 1n thlS group or the hosp1ta1 d1a1y51s group and thls'rvb.
relnforces the view that a spouse is almost a pre-requls1te for home dle:
'1 aly51s. Most transplant patlents are not well eduoated and that sugges:sp
that ‘the’ we11 educated are more retlcent about transplantatlon. In fact’
‘a large sample mlght show dlstlnct dlfferences between those who press for

A “7\

‘early transplantatlon and those who subsequently agree because of comp11c—

atlons --w1th the poorly educated be1ng heav11y represented ‘in the f1rst°
group.l_ ' B ' v
Employment and selfﬁamage as 51ck or not 51ck seem to be d1rect1y re- .

lated to health - W1th those who are well seelng themselves ‘as "not 51ck"-

°

Agaln, those who are well also are more 1nc11ned to resume thelr pre-

»

111ness llfe style.4 As a group they dlsplayed the greatest 1nterest in: the_a?.

) Kldney Patlents ASSOClatlon - but agaln those who ‘were act1ve members were

e ]

"_ »also well (Those who were well but 1nact1ve 11ved out51de of the city’ and o

. e
reported that it was 1nconven1ent for them.to[actlvely partlclpate). ”Per— -

haps then these patlents are excused from the*obllgatlon to do good/deeds i
v

for other patlents 1f they are unwell or 11ve far away from the hospltal

Transplantatlon ‘is a- recovery modallty., Patlents were expected to

/

V1ew themsélves as hav1ng been 51ck - but no longer S1tk The fact that S
thls state of well—being was 11ke1y only temporary was: largely 1gnored

Perhaps the fact that thlS moda11ty was v1ewed as recovery explalns why

staff and patlents a11ke seemed uncomfortable W1th part1a1 recovery (where

patlents contlnued to have bone dlsease or developed it subsequent to

.
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is speculatlve. However, the data do suggest that all or almost all, pa—'

“
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’\.Q

'transplantatron), and why pat1ents seemed to feel that they had a debt ‘to

.v1ces. It would be 1nterest1ng to know 1f the expectatlon d1ffers from

pay. ThlS expectatlon regardlng payment is appropr1ate to the tradltlonal

'patlent healer relatlonshlp whene the patlent pays the healer for hlS ser-

o

E%

hamong those who have recelved 11ve transplants and those who have recelved -

© . Ce.- Conclu31ons

x’

hcadaVer k1dneys., Perhaps the former feel 1ndebtqd to the donor whlle the

'-latter generallze to other patlents or to soc1etye : ,'? Do ~"?

I
cal

‘; . . . B B '.. . o : Lo el

FE c
2 -

What do these f1nd1ngs mean9‘ Because the samples are small the,answer

-

,Apatlents really want a transplant. In others words, they want. to recover.

.The odds for a successful transplant are’ sllm, however, and hence recoveryf -

-~:represent§ a 1ong—term goal.' (A small number of patlents also v1ewed some;

i L thelr favour.,*.f

- of the consequences of_1mmune suppre551ve therapy - most notably the effects

:‘of cortlsone ~<as a further drawback to tran5plantat10n) Surv1va1 is a
more 1mmed1ate goal - and many patlents recogn1ze that they are'more llkely

‘c’,to surv1ve 1f they wa1t unt11 the odds for a successful transplant are 1n

Lo
se

Some patlents,_however, are not content to wa1t. 'FrOm the very begin47

,_vx

.nlng they want a transplant. If they have a famlly member who can, and 1s ¥

4 R .

- w1111ng to donate they may qulckly have a 1:ransplant.‘,~ If they must go onv"

the wa1t1ng 115t for a cadaver kldney, they may subtly preSsure the doctor.

"f'Indlcatlons ‘are that pressure tactlcs are rare. lt 1s more common for the

-

;patlent to express hlS de51re .to- be transplanted and then expect to take hls'j

ff,place on" the wa1t1ng llst. There appears to be -a norm regardlng waltlng tlme;

;

‘*},for a cadaver kldney, and most expect to wait for one. year unt11 the1r turn
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- comes*up., Howevcr they also expect to be. transplanted earller 1f a good

;match comes up, or. later 1f it- does not., It is ‘rare for a patlent to ask

to be moved ‘up on the wa1t1ng 115t and such negotlatlons do not take place

in the presence of other patlents. What the pat1ent may do, however, 1s

‘1nd1cate that he. 1s ndt as fussy about the perfect match as he once was..

The flndlngs suggested that there may be a dlfference between early

and late dec1s1ons to. be transplanted Late dec151ons were assoc1ated with .

jlong experlences on d1a1y51s and almost -all sénior d1a1y51s patlents 1nd1c--
',ated that the1r res1stance to transplantatlon was wearlng th1n.5 Poor health;w,“

vi}‘fac111tated th1s k1nd of dec151on.

But what d15t1ngu15hes the patlents who want an’ 1mmed1ate transplant

afrom those<who wlsh to postpone 1t7 The 51ng1e most 1mportant cr1ter1a is

’probably soc1a1 class.; As Moore (1970) nOted, people from a low 'socio-.

o

economlé background are llkely to select occupatlonal goals which pr0V1de

e

”71mmed1ate grat&flcatlon. When people from thls background become patlents
it seems reasonable to assume that they may choose 51m11ar goals in the1r

:fpat1ent careers.. Although th15 explanatlon 1s somewhat speculatlve 1t is

i'%.not negated by the flndlngs rn thlS study and 1s substantlated by prev1ous »

\'Jhwho should be treated --f.“fj}[’gl}; 7. _,*h’d ;

,research Some early studles on adaptatlon to leﬁg-term d1aly51s suggested y

4‘?\. :

,;;that 1nd1gent patlents dld not do as’ well as those from the m1dd1e ‘and up—,
‘per class.' For example, Retan et a1 (1966) stated that d1a1y51s seemed un-

‘ijacceptable to 1nd1gent patlents and that motlvatlon, 1nte111gence, emot10na1

]

'_bstab111ty and "rehabllltatlon potentlal" were necessary to obtaln the degree
7 of'cooperatlon requlred fbr long-term success.; They neatly sklrted the’ 1ssue f,t

,f_of screen1ng, however, by saylng that 1t was "up to. soc1ety" to determlne ‘

b

Schupak et al (1967) who 11ke Retan and hlS colleagues, treated ‘an’



o successfully rehabilitate’ :
. from-the" patlents to- the staff. This is a -laudable sentimént which' seems’ a ¢

SV'“prOnounc mentsregardxngclass character1st1cs.

’10’4.]

}unselected group of pat1ents came”tova 51mllar conclus1on.: They felt, how-‘.
ﬂai'ever, that motlvatlon and fam11y support were more 1mportant than 1nte111-l.
'egence per se. ThlS early research suggests that the use of soc1a1 class,‘
however'it was measured as a screenlng cr1ter1a - grew out of early exper1-‘
'fences 1n whlch d&sadvantaged patlents d1d not tolerate long term d1a1'y51s.u
;Thls same sort of’ observatlon led more recent practltloners to offer only »
';transplantatlon to patlonts from low soc10-econom1c groups. Rosenberg etr

'al (1974) descr1be one such program in whlch 1nd1geﬁt blacks all recelve/

Jcadaver transplants. Accord1ng to the authors th1s method‘was selected be~_:

:fcause experlence had demohstrated that patlents from thls background d1d
"not do well on d1a1y51s.,y" |

By "d01ng well" the authors seem to mean follow1ng medlcal rout1ne,

.. . J [

';Qand becomlng rehabllltated Rehab111tatlon, 1n turn, 1s defined by 1nd1—‘ﬁ

’&'v1dual stablllty, ma1nta1n1ng famlly relatlonshlps, and above all belng

1fkjemployed (Pat1ents who dldfnot "do well" however, often d1ed and the

e

'7n ;authors seemed to feel that 1t was pr1mar11y due to adJustment problems)

Of c0urse there 1s a real p0551b111ty that thls observatlon about the S

. r

b"ﬁfrelatlonshlp between class and adJustment to d1a1y51s 1s not Valld but

“:ingaflllos Rothsch1ld‘s (1970)‘rev1ew of rehab111tatlon lends support to the «~‘”

'v1ew that Iower class patlents f1nd rehabllltatlon dlffrcult to achleve.a.

-'j]The problem, as she saw 1t was that lower class patlents d1d ‘not. share the

'ff same goals = partlcularly w1th respect to work and had fewer resources to e
L 8. , R -

"*use 1n attalnlng them.ss,}}ﬂ *J*»fjff'_AJ o~-f'

'It 1s 1nterest1ng to no'e that those who see underpr1v11eged pat1ents

ri"@as poor candldates for- dlaly 1s, V1ewed ‘renal’ treatment ‘as-rehabilitation
“and concluded’ that the probl

o m is not that these patlents are impossible to
rehabilitate; but: only that" profess1onals ‘haven't. yet developed the skills
them.e ‘In other’ words, they shifted the blame’

little” dinsincere. and probably reflects the author!' 'S, reluctance to make moral

k
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- What is 1t about class that is 1mportant to rchab111tat10n? 'Unfor-"

“tunately, class is not a un1d1men51ona1 varlablc and S0 that questlon is’

A .
‘e

r \dlff1cu1t to answer.. Thxs study suggests that educatron 1s 1mportant

': As‘far as kldney patlents are concerned, it may S1mply mean that better

7;deducated pat1ents have a more sophlstlcated understand:ng of the rlsks in-
Mvolved 1n transplantatibn but 1t probably goes deeper than that.' Values..
'whlch emphas1ze health product1V1ty, employment, self-d15c1p11ne and self-

‘determ1nat10n are assoc1ated)w1th the’ ‘middle and upper class - and 11ke1y

' also lead the patlent both to postpone transplantatlon and tolerate d1—'.gh

) K. oo :
f1a1y51s - partlcularly home dlaly515\éo_h:,_:“

If staff and patlents always agreed on goals and norms,‘and pat1ents T

1-were always surted to the modallty they were 1n, few problems would arlse."”"

'TBut the selectlon process was not perﬁect And for that reason there were

'Jalways mlsflts 1n each modallty., Convenlence (wh1ch is’ def1ned‘by d1stance ;i.v

“ifrom the\hospltal) was the maJor cr1ter1a for selectlng patlents for home .

“r

L d1alys1s. Thus, some patlents chose home d1a1y51s for that reason alone, 3"

:9_;'and some pat1ents who appeared to be good candldates for home d1a1y51s found"

‘hlt more conVenlent to d1a1yze at, the hospltalg Healthproblems sometlmes

A1ntervened and nece551tated a transplant -'and some transplanted kldneys

Hf~were reJected and then the reclplent was sent back to d1a1y51s.

R : : S . . o0
»,'69;' Th1s observatlon is d1ff1cu1t -to recon 11e w1th the’ fact that many of
“‘the doctors and nurses stated:that they w 1d - choose: transplantatlon for ..
‘themselves. However, since. these. were anfswers ‘te. theoretical . s1tuat1ons,
_-and ‘many:of the staff clearly 1nd1cated that® ‘they had not ,thought . about . ,
~ .personal choice, we should-not accept them. as-indicators of the choice’ they -

| .- .would. actually make._ ‘What the staff seemed to-be - saylng when they chose:.

‘transplantatlon was that ‘they" recogn1zed d1a1ys1s as ‘an 'arduous : routine and’

coldidn't know if they could "take it.' . We should’ also.not overlook the fact :

I -that .many: felt ‘that home: d1a1y51s was the ratlonal ch01ce and the one that_
'g*was 1n the patlent's best 1nterests.' .
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:Still _even’ 1f a patlent was su1ted to hlS modal1ty, some straln o
t'..could‘arise. Norms are “often very subtle and the d1fference between‘.‘lﬂ
: acceptable and unacceptable behav1our is often a matter of degree.an-
'iptrents-could be over-zealous.in shb:crlbing to theUnorms of their modalJ’f
'1ty.' For example, patlents could be too eager to behave as 1f they were'
f‘»51ck. and also too w1111ng to behave as’ 1f they were well. o
- Roth's (1963) framework for patlent careers does not take 1nto con—p‘k
51derat10n pre— llness factors, nor does it prov1de for varlation in the
'J.degree to. whlch norms. are 1nternallzed Ind1v1dua1 variatlon is not ex-?'"
--,plalned by thlS perspect1ve ~ nor does it allow for conslderatlon of the h
'way in- whlch an, 111ness career 1mp1nges upon the non—lllness aspects of

'

_ithe pat1ent's 11fe..s:a
- The framework could be expanded to 1nclude pre 111ness factors rele-"-n
\\\vvﬁt/fﬁ\the development of career expectatlons.' ThlS approach would be - -

con51stent\w1th the career perspect1ve as 1t is applled to occupatlons.

It ls also p0551ble that t is framework could 1nc1ude measures of the de-

>

gree to whlch norms are 1ntl_: :f;ed.a But the career perspectlve by 1ts

very nature, 1mp11es a h1gh degree of onsensus and makes 11tt1e allowance

for 1nd1v1dual var1at10n.~

o B B -

Some var1at10ns may be explalned by the fact that there may be careers .

w1th1n careers. For example, our understandlng of med1c1ne as™a’ career is:

based upon the profeSSIOH 1n general - but 1t 1s reflned when we v1ew each :
:1TJspec1allty ‘as; a separate career.’ So; too, our understandlng of renal car--
7 ,
eers 1ncreased when each modallty was v1ewed as a d15t1nct career.~'31nce o
each modallty 1s characterlzed'by d1st1nct goals and norms,‘lt seems appro—-.,“

prlate to v1ew each as career. That st111 leaves us however, wlth a

need fbr m‘dsures'of'varlatlon w1th1n careers. N
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*

) Dosp1te its 11m1tations the patlent carcer porSpcctlve was a uscful

tool" for exam1n1mg thc expcriences of . rcnal patlents. The fact that it

/
s not always pproprlate should not detract from 1ts value. A tool,

such as thls or e is ailso useful 1f it p01nts out areas where it doesn't .

: f1t. Thls studf\r dlcates that the career typology 15 of value but also
.. g :

»”that other areas oé renal farlure shou1d<also,be further explored;

o

YW‘D, :.Further.AreaS of Research“‘

P

As the 11terature revrew 1nd1cated renal fallure could be examlned
f.frpm a number of Vantage p01nts. Unfbrtunately, most of them lie out51de :
h}ithe scope of thls work . Both. practlcally and theoret1ca11y -the pursult
_of profess1ona112at10n w1th1n renal un1ts 1s one of the most 1ntr1gu1ng
uestaons whlch was . left untouched . Within ‘that area there are-tWo quesq+'.

1ons. The flrSt pertalns to staff.l The str1V1ngs of renal phy51c1ans,

_'nurses, and techn1c1ans should recelve cont1nu1ng study. The p0351b111-

.ty of the profe551ona1 patlent 1s another toplc that deServes to capture ‘

 soc1o1og1ca1 attentlon. That subJect has mer1t in- 1ts own rlght - but |
h;lt would also increase our understandlng of other facets of patlent be-.

;hav1our.~-m; ¥:v.: fT_V.ﬁ C ":'Vfi, S - ;;.an; :e u:f': :
o Patlent behav1our has.frequently been studled but our understandlng -
‘i of thls area is st111 11m1ted We know a11 too 11ttle about the 111ness

. behav1our assoc1ated w1th chronlc drsease, and st111 1ess about that asso—‘

'*c1ated w1th 11fe threatenlng lllnesses. At the moment, thlS k1nd of 111-ﬁ55

'szlness 51tuat10n seems to be beyond the realm of our understand1ng of both

I

'~,chron1c d1sease and thanatology., That is unfbrtunate for a number of

'freasons - but ost partlcularly because as. med1ca1 frontlers expand we can'"

"”expect‘to encount r* thls klnd ofsxtuat1onmuch more frequently. '
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‘ Certainly, rcsearch on the sick role should be- rev1tal1zcd This
area is contral to mcdical soc1ology and our current impasse is- hlghly

regrettable ‘If we can clearly dlStlngUISh between acute and. chron1c ill-.

3

ness roles, we may explaln some of the diverse f1nd1ngs and ‘thus make fur—,

ther prOgress. W1th1n the s1ck role typology we should take a closer

\look at, acceptance and reJectxon of the 51ck role. Thls study suggested
that of the patlents who remalned on. hosp1ta1 d1a1y51s some d1d so because
it was 51mp1y more convenient than home d1a1ys1s.- Some however appeared

hto like 1t there - or perhaps .more correctly, appeared to’ welcome the se=

\

7]gcondary gaxns wh1ch they assoclated w1th an 111ness modallty. The patlents

who wanted to stay on hosp1ta1 d1a1y51s had two d1st1ngu1sh1ng features.

)
+

Flrst they were 11ke1y to have grown up wlth ‘some fore arnlng (elther be- .

causexrenal fallure was common in the1r fam11y or beca_ e”they.seemed un-

- .healﬁhy and "dlfferent"). and second thelr own dls 'se’had?a.gradualvonset.

It 1s 11kely that 111ness,_and an 111ness routlne,'s em. less traUmatlc, and
- may even be welcomed by those who have: gradually come to v1ew themselves

1ﬂf'as 111 _ : » AR |
ThlS 1mage of oneself as chronlcally 111 is probably very gradually
1ntegrated 1nto the other more general aspects of self—concept.- Thus, the
i patlent who suddenly and unexpectedly flnds hlmseif chronlcally 111 must -
‘”qulckly restructre hlS se1£L1mage - whereas the patlent who s}owly prog~
kjfresses to thls stage probably flnds that he‘has already come to view hlm-.ﬁ
'hfself as 51ck and has reaarnanged h1s 11fe acCOrdlngly. Thls V1ew of the

‘“Tprocess of the awareness ofoneselfas 51ck 1s c0n51stent w1th that p051ted

;i;fbr the awareness of dy1ng.~ More recent work 1n that area, such as Wels—._:77




109.

- and ensures a painful'roallty is accepted inugradual stages.

The awareness process assoc1ated with 111ness, like the one asso—_
c1ated w1th dying, . 15 probably strongly related to well- be1ng, and the
51mp1e abillty to functlon with1n the normal roles. However, the process~

is probably further fac111tated by a number of psychologlcal and soc1o-

‘v»logical varlables. An external locus of control (wh1ch is probably Te-

‘lated to re11g1on but more’ characterlstlc of some denomlnatxons than
'30thers) probably enhances.the.process.. Value systems whlch esteem health
*product1v1ty, work etc. are 11ke1y to m1t1gate agalnst it. Generally
':speaklng, the factors wh1ch nurture the tendency to ‘see oneself as 51ck
» ;are commonly assoc1ated w1th low soc1o—econom1c status, and those wh1ch
.;;have SOme countervalIlng effect are more charactermstlc of the m1dd1e and
: upper class. Just as. class 1s not a un1‘d1mens1ona1 varlable, so 1t 1s
valso unllkely to haye a un1-d1rectlona1 effect.b Brltt (1975) examlned
the age-old questlon as to whether lower class status led to 111ness, or
"1whether 111ness was. llkely to produce lower class status and concluded
ythat 1t 1s probable that there is'a rec1proca1 effect between the two.nt

-}

There 1s, then, a real p0551b11ty that pre-lllness factors predls-'

“?pose a patlent to accept or reJect the sick role - and @hat these are'
»3'fstrong1y related to class. It is. also poss1b1e that the nature of the I

e;lllness or the treatment modallty has a re1nforc1ng effect.. Illness mod-i,r
f;alitles, such as hosp1ta1 d131y51s, would relnforce a predlsposltlon to -

o accept a 51ck role rehab111tat10n and recovery moda11t1es would reln- ‘
,fforce a predlspostlon to reJect the 51ck role. |

: S

Acceptance and reJect1on of the 51ck role are two very dlStlnCt but

. ?.

;g”fbroad4c1a351f1cat10ns of the 51ck role._ They are- potentlally useful :but~{ '

they need to be reflned. _ KaSSebaum and Baumann (1965) a.solated four d1men51ons :
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of the chronic'slch rolc~dependency, denJa\; reciprocxty and role pcrform-
ance and attempted to~meusure them.. In a slrghtly different- approach
Klemmack et al (1974) undertook to measure life satisfaction, social iso-
latlon, and the wlllingness to live.- Both StUdleS 1nd1cate that further

work needs to be done “to 1solate and measure the var1ous characterlstlés

assoc1ated w1th "acceptance" and "reJectlon"
Rehab111tat1on should aIso recelve further attentlon._ This study
suggests that home dialysxs was a rehab111tat10n modallty and that it at-
ktracted patlents who were wel educated and hlghly motlvated to normallze.f'
ThlS appears to contradlct the- f1nd1ngs of Ludwig and Adams - (1968) who
.r concluded that that rehab111tant s role is in subJugatlon to the med1ca1 d
e eXpert and that, therefore .success was - more - llkely among patlents who
owere accustomed to subm1551ve roles, or whose soc1a1 posltlon places them_‘
1n a status of dependency or subordlnatlon._ At f1rst the d1verse flndlngs
-are d1ff1eu1t to reconclle Upon further cons1derat10n, however the two
studles ‘are look1ng at two entlrely d1ff;rent rehab111tat10n processes.__,
For the ‘most part, the subJects whlch Ludw1g and Adams were studylng were
re-learnlng very ba51s tasks - eatlng,' dre551ng, etc.,whereas the candl-
dates fbr home d1a1y31s were 1earn1ng a. new and complex task wh1ch 1n”a
sense made them equals to the1r care takers ' Furthermore, Ludw1g and
Adams 1gnored the posszbllty of postponed gratlflcatlon.' They assumed that
patlents who were accustomed to be subm1551ve - that is those from 1ower ﬂ

socio-econom1c backgrounds, manor1ty soc1al groups ‘or women, would be more :

,,\,.

accustomed to be1ng subm1ss;ve and therefore more amenable to rehab111tat:on. -
This assumpt1on does not allow fbr those who are accustomed to endurlng pro-v

longed,perxods of subm1551veness 1n order to achleve long—range goals.“ Con- »

tradzctlons and 1ncon31stenc1es exlst throughout the work on rehab111tat10n

L
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- and\that each varles

n"accordlngly.

111,

.

, und it is ovident thut furthor work needs toé be donc

Stress is anothor area that needs clurltication. It 'was suggested
early in this work that a patient's choice of treatment moda11ty may re-
flect his preforence for stress situations, This idea should be tosted

In addit1on we should examine thosresponse of the family as well as the

- patient., Both the 1mportance of the family in med1at1n&,stress upon the

bipatient and the 1mpact of stress upon’ varjous members of the famlly, and

the fam11y unit, should be examlned

‘The perspectlve used in thls research - the career typology, should

v also be subJected to further testlng. There are, for 1nstance, several
' reasons why the flndlngs “in th1s particular study should be qual1f1ed

“The - f1rst lies w1th the small sample and the further fact that it was drawn

h'.from\gne renal un1t The spatlal and temporal 11m1ts deserv ,omphasrs-~\alg\§

There is r n to belleve that renal units T greatly from one another ‘

i e. T1me is partlcularly cruc1al because we

‘ were deallng w1th,a new technology and the State of that technology undoubt-

7

edly affected the f1nd1ngs. As Rosengren and Lefton (1969) peint out, the

: goals of an 1nst1tut10n are related to. the technolog1cal p0551b111t1es and

o

as the technology 1mproves, the goals and - norms can<be expected to change"\\\\

s

The conclu51on that almost all patlents want a transplant, and that

';some patlents select d1a1y51s as awaltlngmodal1ty, 1s con51stent w1th the

'-“data, but should be ver1f1ed by add1t10nal research Soc1al class was pos-

/-~

'31ted as the maJor determlnlng factor between those who choose to walt and

oY

-those who don't. Thls explanatlon is cons1stent w1th the flndlngs in thlS
»:study and the results of other research but rema1ns speculatlve.; A large
._sample, and a very prec15e measure of class, w111 be necessary to teSt thls

: “ff;hypothes1s.v Furthermore - class Js a very complex varlable and although

S
-
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%

cdhcation.uppcnrs to be an important factor; it is not at ull;ccrtuiﬁ
which of the various dimensions of class may be responsible for this ef-
fcct; nér what kind of causal relationship is involved.
In short, rcﬂal fnilurc‘offers social scientists a riéh opportunity
to pursue a number of questions which are rclcvqntrfo their disc@p}iﬁcg
ety
If they chose to{accept the challenge they can'provide some answérs' to

pressing practical problems and enrich many areas of sociological theory.

[
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" APPENDICES

_ INTERVIEW SCHEDULES = °
:1;' InterView_Questibnﬁairéufbr»Pgtiénts.-

.. 2. 1Interview Questionnaire for.Nurses
‘3. Interview Questionnaire for Physicians
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" BACKGROUND INFORMATION _

RﬁNAL UNIT STUDY

QUESTIONNAIRE FOR PATIENTS

SUBJECT{NUMBER:A e

" AGE:

 SEX:

: AfRELiGrON:f: AL

. ADDRESS:

MARITAL STATUS:

If married, are there any children?.

“1s re11glon 1mportant to you?' In an average month,,approxlmately’

how often do you g0 to church? f

'EDUCATION: .

OCCUPATION.H

Have you changed JObS because of your renal dlsease°-5

'.l'EMPLOYMENT.STATUSf'e(Eﬁploye§ or'Uhehpioyed)'"'}

. “Have.you meyed“sincefyeu}deﬁelopedQrenalfdisease?

lw.

»

;j;"Are you, or have you,been, act1ve Ain’ the kldney Patlcnts' Assoc1—b'-l'
L atlon or: the Kldney Foundatlon? .

K-

P

/Do you belong to any other clubs and associations?



" 123.

" II. CAREER -
 ’wa 1bhg'ﬁdve‘youvﬁad'renéifdiéease? :

wa{didjyou fir§t 1earn”ydu ﬁad yéﬁai diseasq?'b

'.vAfter you lea T3 you ad renal dlsease, how long was 1t unt11
»_your flrst d1a1y51s? . erltoqeal or hemod1alysls? -

-

FEENSTS

fDojydq femcmbgr:yoﬁr{firstfdiglysisVeXpérienée?1

o -

" How’ d1d you learn about the k;dney machlne7 “Can you . .
'operate it yourself? S S e e

'. Howj1oﬁgfhave;yéu*Beén;ApffWefgiybu;jqn,dialysig? if
o o » -
'L-Current method of treatment
- d131)’515 (home or hosp1ta1)' =

'u- transplant

e
S

- -

':‘Iri; ,TREATMnNT PREFERENCE AND cnoxcc.}W :

S o R '
"f»Whlch methdd of treatment do you prefer for yourself’ Why?

R

’,‘_\' -



CIV.

"5

a

"If you are running at home, who is your partner? If you were

to run at home, who would be your partner?

‘CONSEQUENCES OF CHOICE

“Approxlmately how many hosp1ta1 adm1551ons have you' had in the‘
last year?

)

“._Do'yoﬁ ggﬁsidér yourself fo.be~sick'pg'not sick?

R P

el Tt e

' .v : t. .:.'_'..>v'_’ § ‘-“ ’~
Is -there anything else you would,likg_to.tgll_me?~'

124, .
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. RENAL UNIT STUDY

QUESTIONNAIRL IOR NURSES®

"How-longlégve yqu‘béen.wofkingfon MP-57

* BACKGROUND INFORMATION °~ = - S

SEX:

@

- MARITAL STATUS: “ g :‘v//”ff/ii

’ If marrled, are. there any chlldren9 S ,:“ > k& C .

,-EDUCATION:' (bagiciprogram plus an& additional educétion)

: 'WORK EXPERIENCE

Where have you preV1ously worked as a nurse and for how long?f

3

VIEWS ON NURSING CARE IN A RENAL UNIT

What is the role of the nurse on MP S?_



PRt i
+ s

EX

Should a nurse on MP
Why? - -

o~

© III. TREATMENT PREFERENCE

What type of treatment—hbspitalvdialysis,
transplnn;ation do you think is best for

N

Ifyou were a patient, which treatment wou
yourself? Why? L ST e

-5 encourage paticnts to |

¢ independent?

: pétients'to learn how to run the
kidney machine? Why? - : L A .

‘home’dialysis, or
patient;? Why?

ld;yqu~seleCt for

126,



127,

RENAL UNIT STUDY

QUESTIONNAIRE FOR PHYSICIANS

O
I. TREATMENT PREFERENCE

1

What type of treatment - hospita; dialysis, home dialysis, or
transplantation - do you think is best for patients? Why?

s

_if you were a patient; which treatment would you select for
yourself? : : ' ‘
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