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The Reported Quaitty of { ife of Selectred ‘tome tiemadiaiys « F”aurﬂ‘-

Abstract , [N
2 2 "
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; -
rese Datirelss The oo b the mee, Pl a fe .
P -
. I ‘ . . . .
JLATEY Ny 1 fe o SET e e e mp e B e e [SEPEEIIPNRE Lo e i,
U IR \ PRl //,
ot the Aristaotelian TR g PrRilag ph gt ey ‘ P 3 ey P
By Marty e Adier 1196 S TGN TATT e vans
' Foaor the purpose of the Study, quaiity of Lifte wae fefinet 3 on, 1 .
Pappiness 1n the ethical sense. In arcer 1o aitair tappinesy g e 0 T
.
TORY D 1I9R4Y states that every humdn being requires seyver tvpes of real e

goods ~f the body, goods of the ming, gonds of character, goods of pregoo
association, economic goods, soctal goods, and political goods. Thesr goods muys:
be possessed and enjoyed 1r the right order and p‘roporlion, and apprapriate means
must be used to attain them, 1f the ultimate good of happiness 1s to be attained.

The following research questions were answered in the study.  WwWhat tynes of

real goods do selected home hemodialysis patients possess? Of what types of real

goods are the patients privated? What instrumental means are thvolved 1n the

acquisition of each type of real good? Of what instrumental means are the

patients privated? \What is the tmportance placed by the patients on each type of

real’ goad? What is the proportion of time spent by the patients in attaining and

enjoying each type of real geod? Semi-structured interviews, using an mterview

guide, and card sort tasks were conducted. Ten home hemodialysis patients were
interviewed weekly in a private location. Two patients were interviewed on three

. . b4 .
occasions, severn on two occasions, and one on one occaston.

# " Content analysis of the datz was carried out in light of the Aristotelian-
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- foTeal TndN amre eatgl ished Tme patieTty stalesieniy Ny e

N 4ot folitte were epemented intc anmaiviioa umiIo agnrding te the
- e

¢ Cetore ot anaiysis s and istrihuted over tne estahlishe Calegaries and

A AN “so 0t paciessiom ang privation of the reg! gonds and anciry-ental

et e eyt (ategories At real goady were grods f tne bady, goods nt tne

vioopaods of (Raracter, poads of persanal assoctation, so ia’ gnnds, polrical
7

poods, and ecconomi¢ goods. The major categories of Instrumental means were
L3

physiclogioal, »mental, social, econcemic, and environmental.

The following conclusions were based on the Investigator’s interpretation of
the patient's reports, tn tight of the Artstotelian-Thomistic philosophical theory of
the good life, and a few observations made by the tnvestigator. !t was concluded
that at least half of the patients suffered some privation of the folilowing types of
real goods  so~e of the goods of the body (health and vtgor}, some of the goods of

i
the mind f{spirttuality and pleasurable feelings), a political good (freedom of

actron), and an economic good (free time). Most of the patients possessed the

femaining types of real goods.

The most common instrumental means that the patients seemed to possess
intluded a2 mental means (attitudes and approaches) and a social mcans (receiving
help).- The means, of which some of the patients seemed to be privated, included
some of the physiglogical means (rest and sleep, and state of 'health), the
ecbnomic means (wealth, work, and free time), and envifonmental -meansb. It
<appeared from the patients' reports that some instrumental means that seemed to
be adequate, in that they resulted in the attainment of a real good, were
inadequate in terms of attaining a good life. Such means included dialysis
treatment, medications, and work.

, / | ,
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I INTRODUCTION

/

Background of the Problem

Soroe the cotrodygotion b Chrani 0 e ndig Ty oy AT e Ve o
rlrviguats et e Glape rengl Siseans Mave bhoeen protongedl dnrtiglty renaut e
AE
)
wersove sy i tedd and sndy s few e S gl and sncialby a et atie | an it
Q‘,ﬂ
wolte elec et tem et 0 g & Sweagey ) T TA L Th an e asing e et e g
*
4 4 N EY
g‘n‘ Murtat el monetary resoutces, esseptially 1l persons Tedue e Sty s
i3 -
-
treaglment yre naow heing afbered o, .
bt S
Hemaodialvsis s 4 trcateent whereby blood s passed through an artyticrg)
Al -
. b d
hidoey p order lo remove wastes, l1oxins, and excess ~fiurd. fwo needles are
P
-

mserted mio a surgically (reated blood access and are used for the removal and
F A !
return of blood. The treatment generally takes four 1o six hours to complete and

15 carried out three times weekly. It may be conducted 1n.the hospital setting or

uq}ome with the’ assistance of a family member or paid helper. The individual

with renal failure and receiving dialysts treatment miust adhere 1o a strict dietary

and medical regimen. Although dialysis patients are prone to develop a number of

secondary complications, their Iife expectancies have increased dramatically.
St;ilostics obtained fro.m the Canadian Renal Farlure Regrster {1982) tnditate -

that 1n Canada, at the end of ,981, 5719 patients were receiving care for chronig

~ -~

renal failure (p. 7). Of these, 3354 were recetving, some form of dialysis
\ -

treatment; the remaipder had had renal transplants. HNew patients had entered

treatrment programs for end stage renal failure at a rate of 48.2 per millton of

population. Of these new pati¥nts, 25 % were over 65 years of age. 1t is also of

interest that the second most common cause of renal failure (after

glomerulonephritis), accounting for 16 5 of the affected population, was found to

be diabetes. Both the elderly individual and the diabetic were at one time denied
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robaaap gualety nf Lidbe

Ire concent qualtiy f ite  hac s mgemiter of A4 berent O aTAligrs, Tk
e Trehabilitation” ) Tadiustomentt and Tadantation” Rave hoen Used as aynonmy e
farquelriy o of bifal Definitinng "‘;u_«l.ty of life ace Giverse. Difficulties exist o

Trasuting that which the Concept dencotles. State of hea!lt, self-estee™ Supe
family snteraction, social relations, and work situation Rave ali been used as
- .

measures reflecteing quality of life (George & Bearor, 1980, 4y ver, no researcher
tn the health care field has comprehensively defined, measured, or studied quality

ot hife. \

Philosophv provides a way to consider quality of life 1ssues. Mortimer Adier,
4 contemporary Aristotelian-Thomistic phiiosopher, potnts out that the primary
and controllifng question of human life 1s: "What ought a2 man to do in order 1o
make his hife really good?" (1971, p. 19). In his writings {1941, 1971, 1978, 1981,“
1984, 1985), Adler describes the Aristotelian-Thomistic philosophical theory of the
good life. Seven types of real goods (constitutive means) comprise the good life
goods of the body, goods of the mind, goods of character, goods of personal
association, social goods, economic goods, and polllica'l goods. Acquisttion of the
first three types of goods is largely within th‘e. control of the individual;
acquisition of the latter four types of goods is dependent on societal influences gﬁ

the circumstances of the individual's life. In order to attain a life that is really’

good, it is necessary that all the goods be acquired and enjoyed in the right order

s ik

and proportion. The instrumental means used to attain each good are also of
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che purpoase of the S1udy was o descrihe the reporled curcent quality of ot
seiected horie bermadialysis natients e ght of the Aristatelign Thaegt,,

¢ hife,

Resecarch Questions

what types of real gonds {constitutive means, do selected home hemadialysis

patients possess?

f what types of real goods are the pattents privated’

type of real

What instrumental means are tnvolved in thé acquisition of cac')

good. 2 '

Of what instrumental means are the patients privated’

What is the importance placed by the patients on each type of real good?

What is the proportion of time spent by the >atients 1n attaining and enjoying

g
each type of réal good? )



Oefinition of Terms ‘
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cesds ot mg g heings and are ne(essary for the g

Tltainmeny f»s\ a goenod

Apparent groods are those goods that meel wants rather thar needs and
are nol necessary tor a good hite.

Instrumentar ceans are the actions perfnrmed by human beings 1o

-

obtain the real goods, or the set of circumstances which operate to

>

»
bring about possession of the real goods®

Goods of the body are those perfecttons that relate to a person's bodily

condition and functroning, such as health, vitality, vigor, and the

pleasures of sense. N .

Goods of the mind are those perfections that involve a person's

intellect, such as knowledge, —understanding, mental adbilitres,
. )
spirttudlity, and pleasurable feelings. .

L

Goods of character are a person's moral erfections, ch as those of
p P

temperance, fortitude, and justice. (

Goods of personal association are possessions in the form of a person's
¥
relationships with people, such as friends, family members, and spouses.

Political goods are those possessions that refate to government and

governance of a person, such as political liberty, freedom of action, and

protection from harm.
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Significance of the Study for Nursing

Thers 15 some agreement that efforts should 5« made not only to pralong
-

people's lives but to imnrave the uality of their lives. The requirements for
2] q Q

attarning a good life or quality of hife are clearly and comprehensively outlined n
'(' 'A

the g&fi‘stotelaan—Thomtsttc philosophical theory_of the good Itfe, 1t was therefore
selected for the theoretical framework of the study. One of the requirements for
a good life s health., Nursel 1n a dialysis setting are in an excellent position tn

qclp patients with renal failure enhance the quality of their lives through the
AY

improvement of their  health, It 1s hoped that this study of some home

hemodialysis patients' current possession or privation of the types of real goods
comprising a good life and the means involved i1n acquiring the goods will suggest
future areas for study that will ultimately lead to a better understanding of what

nursing care may be necessary to improve the health and, thus, the quality gf life

of patients with renal failure on home dialysis,

A ]
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Psychosocial Aspects of Treatment for Renal F ailure
Povihosocial Stressors
ihe technnlogy of cenal failuyre treatment has trproved consider ghly oy et
-
the tast 'S tn 20 years, Despite the technological imrovations, treafment Sy

dralysts and transplantation 1s considered to be highly stresstul 'C zackes & W aplan

-

ODce-tvour, 1978, Levy, 1974, Levy, 1977,

"umerous studies have been carried oul to identify the stresstul aspects f

dialysis treatment {Anger, 1975 Baldree, Murphy, & Powers, 1982 Dickerson,
a
T80, Harrers, Hyman, & Wood, 1978, tfastings, }C/T'B; Kravette, 1978). Through the

use of a scale, Baldree, Murphy, and Powers (1982) found that the major

psychological stressors expertenced by the 35 renal failure patients of their ‘,lud(’
- —
were limitation of fluid intake, uncertainty concerning the future, interferencr

with work, IMmitation of ﬁhysical activities, and changes 1n bodily appearance. In

this study, the patients also 1dentified 13 additioral stressors not included in the
N » K
/

scale: attitude of hospital staff, new hospital staff members, preparation for

v
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Talrent oand wenlcs aver gt o have heen thogpnt ot be relaled o the e olinggl
TpaLt o of tre Crscasel e ogne study of T0 diatysis and transpidant Datients "Devins
Gamak iyt Sinson e gl THES.E4A the patierts perceptions nf the intrgsiveness
ctthe dralysis tredatment and Limited contro!l oaver 11 fife dimensions were ftourd 1o

3
A

carrelate srgnifrcantly with increased ?'egaluve and decreased positive moogd. In
another similar study, perceived control over non-treatment life dimensinns was
- . -
tound to be negatively related to depression fDevins, Brimik, Hollomby, et al.,
L1O8T. dtas of 1nterest to note that dialysis and post-transplant patients reported
Maving a similar amount of control over non-treatment life dimensions, and that
control over the treatment dimensions was found not to be related to control over
I 4
life 1n general, .
Sexual problems seem to be common among both men and women suffering
from end stage renal disease. In a non-representative survey of 1166 patients, a
significant detertdration in sexual functioning, as measured by frequency of sexua!
' R L]
fntercourse, was demonstrated in both men and women {(Levy, 1983). From the
\
study, it was estimated that over 70% of male hemodialysis patients have some

difficulty with impotence, Procci (1983) fou‘nd, in a controlled study of 120 male

subjects, that.patients with renal disease had substantial deficits in erectile
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by an emergence of hope contidence, and Tack 9f perception 9f ac o mpany iy
.
hardships. The stage % "disenchantment and discourage—ent occurs abcupily

aticr the "honeymoon" stage. The difficulties of retusnifig 1n ar active productive
tife are realyzed and patients become helpless, dependent, and frustrated with
their treatments. In the flﬂd‘ stage of _ddjus(.rnent called "long-term adaplation”,
the patients begin 1o accept their shortcomings yand fearn to wnrk within the
ftmitations of thetr 1llnesses.

With chronic renal faitlure patients, the presence of family and social support
has been associated with adaptation. Perceived closeness of the family has been
shown to correlate with fow anxiety and high self-esteem among renalwt‘r)nsplan!
recipients (Simmons, Kiein, & Simmons, 1977). MacEiveen (1972) found that social
support was associated with high mbrale, adherence to the regimen, and activity

b

of dialysis patients. Dimond (1979}, in her study of adaptation, used two measures

of adaptation, th* Behavior Morale Scale developed by MacElveen {1972} and the



Tha il o profiieas w4y three mogsgres

st as he e and ancenier Bemodialvss Datients, RAY ftamily sypprr

P . .
A
L
2, Iy . .
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SEoonply  (orrelated waih compliance 1A the gret, medication, and treatcent
o : ~
B '
fesiemen, dn anatter study ftiarcas Hiyrmoan & Woogn, 1982 ) the following factors
&

~oarital \I(Ius, presence’ of children, ethnicity, a-hunt and khind ot suppor:

'

-
cotipliance ™Slocus ol control, depression, and desire (o live were tound to be

A .

retated 1o adaplation. The opportlunity (o verbalize about the dialysis experience

a ¢ ) i
was also found to be animportant factor 1n adaptation to dialysis (Kaplan De-Nour
B < .

/ 3 . ! ’ «
& Crackes, 1976, ‘
- R . .
In gne study of Adapiiatnmn to chronic hemodialysis (Kaplan De-Nour, 1981, .
- : o
OO subjects were anterviewed, and tesled using the following psychological
g o

tests  the Wechsler-Bellevue Intelligence Test, the Shanan's Sentence (ompletion

- r

Technigues, the Rorschach, and the Rosenwerg Tests. They were s-Lured for two
vyears. Significant positive correlations were found between compliance (o the

dieg “ahd vocational rehabilitation, between vocationalaﬁ”ocual rchabilllatlon,(

. s .
and between vocational rehabilitation and sexua! potency i male patients. It was

- N N

atso found “hat vocational rehabilitation could be predicted by intelligence, lack
of projection and denial, investment of energy into interpersonal relationships, and
use of active C(;plng methods. Furthermore, psychiatric complic.;tions, such as
depression, suicidal risk, anxiety, and psychosgs were successfully predicted.
While this study prc;duccd §triking results, it is impossible ‘lo judge the
- gcner?lizability, of the results since infvormatio‘n about certain aspects of the

methodoiogy of the study and the reliability and validity of the instruments. used

was not prévided in the report of the study.
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ustne a4 relianle and (onientlovalid scale, Phes found ttal The Datienis ysed
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caoping moethods The Two most (oo eion Coping  melhods used by the o nalrents

r .
included Therng ophimostic” and Tcontroalling the <tuation” whe ooay

Banis ooy andluded Tputting the proble = cul of gne's ccand gnd

Copry e

somicone else These resulty were alse obtained by ‘Aurphy T On. e

et

smatler  study of 23 patients with Fenal tarlure, the relationship betwern

1
psychological varitables and coping was studred (Haghberg & “Malmquiat, @974 The

rehabrlitated patrent, who was thought lo “be coping”™, 1n <ontrast to the non
]

rehabilitated patrent, who was thought not ta be "coping", was found o be more

stable, to have more regular socral contacts, and to hold¥an expectation of a fast

b
rehabirbitation. Again, since the study's methodology and tnstruments were naot

described 1n depth, ot s imposstble to determine whether the study resultts are

\

gcncrellzable.

Min another study, the coping styles of dialysis patients were related (o
patient mortaltty. Harris, Hyman, and Woog (1‘382), tn a descriptive study of 22
Incenter hemodialysis patients, using a strurtured interview schedule, found that
the patients who were (,ldS&lflCd; by them as "coping poorly” survived longer than
those who were cla‘ssiflcd by them as "coping adequately”. This finding raises the
quegstion of the v‘aludity of the researchers' classificatton of the patients " terms
of their degree of coping.

Depression has not only been studied in terms of a variable affecting
adaptation but also in terms of an outcome indicating a problem with adaptation.

Depression is considered to be common in patients with a chronic illness. The

prevalence of moderate to severe depression in patients with chronic rcna‘f{ilure

£
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vitos oNet A Stemde ) T T8 28 of The dr2ivsis patieris Cwhe owere studiedd
ceperled beang denresseds Simalarly, Kodin et ai. 1988 fagnd thal core tan .
Gquarier ! the FO o dialviaes ;.Milt(‘ﬂlx tnothesr study feported cmoderate sy plors of
depoession gy easured by the Bedch Denressinn inventory, a selfreoonrt measyre
bthe socatic o and attfective sympiocs of depression. T his anstrument has bHeer
found o correiate highly with the (linical dragnosis of depression.  Also, gn thys

\xtnd\, the depressed group of patients could not be distinguished trom the non-

educattona! or professional

’

yp((‘sstd group on the basis of marital status, sex
status, treatment modality, duration of treatment, or social support. It was also
observed that the patients in the depressed group tended to be unemployed due to
thetr aliness.

Some ‘researchers (Burke, 1979; Glassman & Siegel, 1970, 'urphy, 1982,
Trertschmann & Sand, I‘)Ti) have not found an Increased ln(|de-r‘lcc of depression
among dialysis patients, It has been hypothestized that the finding of a low
fncidence of depression among such patients might be a result of confounding
vartables such as denial. However, this hypothesis was not supported 1n a study
conducted by Devins, Binik, Mandin, et al. (1984); Only 3 of the 70 patients in
their sample recerving dialysis treatment for renal failure reported that they were
dcyprcsscd. However, the use of defensive dc-nial by the patients was not
observed. The authors suggested that many findings of elevated levels of

depression in° patients with end stage renal disease are a result of

misidentification of uremic symptoms as depressive symptoms.



Quality of Lafe
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Brving and eavironmental Gualtly 1o hite satisfaction.

a2
Plallgren, Paterson, and Arcand 1983 define Guatity of [ife gy the "w . o

whichoancdividuals perceive and evaluate thetr own Jives 10 termy of they- SRV REENEERN

and the circumstances in which they find themselves 41 a ceftatn point 1n Tome or

fite" tp. 9. Atkimson T1979 describes quabity of tife as a4 mullidimiensioral
concept, ot which hite satisfaction 1s one dimension. He SURRests thatl there are
~

numerous other dimenstons of which we may not yel be aware. Shaw 1977
f“dfht‘fﬂd{l(ld“y conteptualizes quality of hte as QU -Nt x ‘H-Si where 7
rcprcs.en[s quality of life, Nt represents the patient's natural endow ment (physical
and lrIIth‘t(ual), H represents contrtbutions made to the individual by his hosne
and family, and S represents contributions made on his behalf by socrety. It s
therefore concervable, afthough hardly possible, that an individual may have no
(thaw1s zero) quality of tife if he has no actual endowment or ts deprived in hiy
environment. George and Bearon (1980) define quality of life in terms of tour
underiying dimensions: Iite sansfacho.n, sclf—cstcem, general health and
functional status, and socioeconomic status (p. 6). The authors suggest indices
that measure cach of these dimensdions. Yet other authors proceed with the
development of instruments without descriptive or operational definitions of

quality of life (Alexander & Willems, 1981, Daughton, Fix, Kass, Bell, & Patel

1982; Spitzer et al., 1981; Tucker, Milkerne, & Ziller, 1982). “It has been suggested
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Peckhaps the best known study of quality of life 15 the one that was conducted

By Cacipbell Canverse, and Kodgers 1n 1976, After reviewing the gqualitly of hife

’

ltierature, C ampbell et ai. found 11 necessary (o choose between Bradburn's 71969,
concentualization of qualtty of Iife as "happiness” and the "SAIISfd(II(an" approach
of Cantral ',’1’)()%. The satisfaction of needs approach was seleqted and
satisfaction with regard to several domains of life were studied. marriage, family
ltfe, healtr, neighbourhood, friendships, housework, job, life 1n the United States,
City or c¢ountry, non work, usefulness of education, standard of living, amount of
cducation, and savings. Satisfaction with 2 domain of life was seen as dependent
on the individlal's assessment of various attributes of that domain.

Andrews and Withey (1976) conceptualized quality of life as well being.
They conceived two levels of indicators of well-being. 'global indicators reflecting
overall well-being, and specific domain indicators and «criteria indicators
reflecting well-being in the domains of life. They envisioned a two-dimensional
conceptual model wlith domains of life (e.g., job, family life) on one axis and
criteria pertaining to the domains of life (e.g., success, beauty, fun) on the other

axis. Global measures were thought to be the combinaiian of domain and criteria

measures. However, in 1983, McKennell and Andrews demonstrated that the
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lite has heen based or {ru's conceplualizatior of Gguality of Hite.

From a ceview of the philosophical and theoretica’ literature, Shin g
johasor "197x deveioped a model for the study of qguality of hfte an which
happiress consisted of the individual's perceptrons of s ‘her unique needs and

resources in relation (o aspects of his'her environment or culture. The mode! was

tested emprrically with satisfactory results. A multiple correlation s<co-}c ot .60

was obtatned when 20 predictors were correlated with the dependent variable,

happiness.

Cardus, Fuhrer, and Thrall (1951) derived a model for assessing qualtty of

life from the general theory of benefit~cost analysis. Three categories of benefits

and indirect

direct benefits,

were described by them: monetary benefits,

benefits. The authors, realizing that no valitd measures of non-monetary benefits
exist, suggested that available hard data (number of dollars) be used along with

subjective scales for the most accurate assessment of quality of life.
According to MHarwood (1976), there are three type@%f quality of hife

a

el

models: ascriptive, testimonial, and importance. Anmn ascriptive model 1s based on
N . -

a selection of indicators by a committee of experts without consultation with the

public. One of the most comprehensive ascriptive models was .prdposed by the
J p



LT 2 & ‘ - B oLz

s Spe ! Looeny N sl s oL 270 sl a4 tatt owas el as 4
Do ‘ . 5 a PLECE SRR & st T g e A sutie v
Lvrtua . el e Iel st Guaily ! foowiner a4 megs gre et tr gt P irk s
R e el ot hndrew und aatnesy T TH D 4 amphell el gl T THE f
Tty L ATC Ry Stulies hoave Semaingltated the yse of whatl o as ocalled oan
R A A e : YL ety tvpe ot imade he atlituces and values
opersons o relatior 1aog sel b quality of dife Components a-'("’drwkf:d. 'n
Tirmportance” studres, the ocdering of quality of iite Pooorilies has heen found tn
he Pohealin, 2 emplavment and income, and 3 cnrviron™ent, (ommunication,

and pubiic satety (Harwood, 1976,

In *arwood's study ‘1976, 4 testimonial and an rmportance mode!l were used
atong with the fcoromic Counci! of Canada's ascriptive model. Une hundred and
fitty volunteers were used 1o tes: the models. Many commonalities were found,

' : .
among the models 1n terms of their dimensions: health, ¢freedom, education,
tersure, and family, Harwood concluded that a consideration of political and
economic factors was basic to an understanding of quahity of life. The social
component, which included health, was' found to be diffuse and difficult to
formulate.

The conceptual models that have been described thus far have been used 1n
studies of large groups of people, primarily social and cultural groups, but on the
whole, these models have not been used tn studies of population; in the health care
areas. Also, the unit of analysis for these studies hias generally been a group. It
;ecms that it might be more appropriate to consider the individual as the unit of
analysis, since, as McCall (1975) sugggsted, quality of life is something that

applies basically to individuals, and subsequently can only be extended to groups

thrdugh asummative procedure.
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Traditionally, 1o the medical context, morhidity and o talily Mave heeo et
DUt e measures. Waith the ancredsing interest an o Quality a0 Dite These e g oes

.

have been expanded o include physical tunctioning  psychalopical (onditonn, an !
Oveupatienat and socrai rehabilitation. Objective tactors, suct as tThe possressron
and coasumplion of goods and services, are often used by cconomisty o
de monstrdte quality of life. However, these 1indicators do not acddress subjective
assessments of happiness and or satisfaction as they relate to the life plan of the
individual (Bedau, 1982, p. 100, Both objective and subjective measurcs are
necessary for a4 comprehensive mecasurement of quality of Iife. Conceptual
1Zatrons of quality of life vary widely, and innumerable measures of quality ot Iite
exist. Since many of these instruments measure things other than quality of lite
or only some facets of 1t, 1t 15 1mportant to understand the true meaning of the
concept, quality of life, so that experienced quahity of life can be acu:uatﬂy
studied.

The avowed happiness of people has been used as a measure of qualtty of
life. However, the concept, happiness, has not been clearly defined. !n some

studies, it has been identified with feelings of pleasure, that is, the transient

psychological state of contentment. Quality of tife instruments that assess
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Bas her actisverments oo D100 ampbel! et ai. 1976 used ltfe satisfaciion as 1he

reoretical basts of therr study of the Guaily of American hite. The gquaitty 9f Iife

ment develeped by Campbell et al. permits a globa!l assessment of well.being

ters Uy
4y well as an assessment of satisfaction in certain domairs of hife. its stability

reliabilrty score has ranged from .42 1o .67 on varinus items, over an cight month

periocd ot time.  The concurrent vahdity scose of the aspect of the instrumens

measuring satisfaction in various domains of hife has been ¢ u\d be .72 1n~s
relation to the Global Index of Well Being., An interesting findmg\of this study

was that of a c(lose redationship between job satisfaction and general Iife

satisfaction. It should be noted that, although Campbell et al. decided o use fife

satisfaction rather than happiness as a measure of quahity of life, they included

several indicators of happiness in their tnstrument. This inclusion seems to

indicate that Campbell et al. were not consistent in theitr approach to the

measurement of quality of life.

Another satisfaction measure, Cantril's self-anchoring scale (1965), consists

of a ladder with rungs which depict the best to worst possible hfe. Individuals

L4 »
:d'entify where they believe they are on the ladder, thereby indirectly " reflecting
-5

their satisfaction with their lives. The scale was administered repeatedly 1o



Pa

. - . i . - . - . -~ e,
-
. :
. P - - .- .. : . : - -y
8 * " - LN LT s Ut v o 4 B ,r 1 '
L T L “a . e e n ¢ “a ‘
-y
PR TVEVEFIERN [V - - x 2 N PN . .
P
.
ST e N . - ' - ] . ~ 4 -~ - s -~ - R ‘
N “ta [PRE ' .
Placapa .- ’ N O ‘ Gud Ty o e ~ 1" N
or AR N e ot Guatiy et ‘e i LA ClGet ove aDD a0 L e B
»
LCidassfre . £ON Lratigoa i identy af Mgitive  gand nepa ve [ T .
Fattecn guairiy of 1ite Categories were formyglated, Flanagar then inter yicwe !
f
Natinnally cepresentative sa™nle 0! people using &/structufed gquestinnoa e Lyve ]
{
on the gquality of lite calegories he nad for—ylated., The sgmpie Lonsivied ot 107
pcople 1n each of three age ategocies 30 vyears, S0 vyears, and " yverars .
blanagar found that 855 of the sy,b}(jx(s reported that therr overal: quatity of Hite
s
was good or bgtrcr than good. There* was a striking similaritly belwern the

responses of people 1n the *hree age groups and between the sexes.

in the health care field, numerous health status 1nstruments have heen used
to measure expertenced qualtty of life. Berg, Hallaus, dnd‘Bcrk 1976 used an
indirett approach (o develop a health status !ndex. They had 150 health care
workers rate 50 1tems on a scale from zero to ten in terms of their value with
regard to the quality and meaningfulness of life. The results i1ndicated that
cognitive, emotional, and soctal functions were rated as being most important by
this group. It was suggested that patients' perceptions of the 1mportance of the
items may be significantly different from those of health care workers. Ziller
(1974) stated: "quality of life i1s in the eye of the experiencer™ {p. 301); this

suggests that the individual patient may assess his/her quakfy of life differently

than his/her health care provider.
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Sackelt an¢ Torrance (79T o0k a different approach to the ‘neasurement
14

ot various health <states. ihey presented subiects with Two scenarios concerning
health states. fn each scenario, the duration of time a4 certain health state would
be experrenced was specified. The subjects were asned which scenario they
preferred. The time periods that the subjects would remain in each health state

were adjusted until the subjects no longer preferred one over another. A u&ﬁity

) ’
score of a health state, based on death as zero and one as perfectiy healthy, was

a4

calculated. In the study, 29 home dialysts patients and 246 tndividuals from the
general populdation were studied. While the app'roach 1S an interesting one, no

attempts were made to establish the statistical reliability and valdidity of the

measufle, Therefore, 1t 1s impossible to know whether the instrument ts

appropriate for use in another study.

-

4 .
Numerous health care researchers have used medical, psychological, or
X

rehabilitation frameworks to measure the experienced quality of life of various



crsrde AN}
[ERARGIV R * - .
rve it ' A’ A
Ethe pa L e
Purpose in-life Tegt was o pared wiIh the thergnasl's cating ot Ihe agtien:,
DUrpose 1n ite a4 (orelaiton score of anly 3F was ohilarned. NSty Tha

validity score for the Anxtetv Scaie, when compared with ¢4 m—easuce of b(!uffvrj

-

1

270 These findings suggpes! That

functional etfectiveness, was found to be only -,

these measures may notl be truly measuring what they dre purporied 1o measure,

and that the study resulls should be interpreted with caution.

Spitzer et al. 11981 developed a QlL-Index which physicians could use 1o

medasure the quality of hife of cancer patients. The drmensions of activity, daitly

hhving, health, support, and outlook were tncluded (n the Index. The validily and

reliabibity o! the Index were established 1n studies which included 879 patients

wittr many types of physical disease. An internal consistency reliability score of

.775 and an ntrarater reliability score of .81 were obtained. Forty-three

individuals (patients, relatives, and health professionals) were used to test the

content validity of the instrument, and over 51% agreement was attained on ali

items. Discriminant validity was demonstrated when high’ scores were attained by

.

healthy subjectss, and low scores by subiects who were seriously ill. Since the
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fourd to ditscrieminale hetween grouns ot inpatients, outpalients, and non
Datients, Hewever,  the variable rcﬂabll.liy of the instrument suggests tha:t the
study resulls must be 1njerpreted with caution.

trallgren et al. /1983 developed an 1tnstrument to assess the quality of fife of
breast cancer palncnrs- by carrying out a factor analysts of 68 1indicators of quality
of life that they had identifred through an analy¢is of data gathered through
patient intervicws and a Q-sort. The dimensions of quality of life resulting from
the factor analysis and included tn their instrument were physical weli-betng,
sexuahity and body 1tmage, extrapersonal relationships, coptng, mother wife role,
personal values, outside activilies, self acceptance and acceptance by others,

e .

dealing with loss, information and communication, and social activities. When the
instrument was tested for rts reliability, a reliability score of .867 was obtained.
s ?ice and content validity were established with the assistance of a panel of

five experts. A factor analysis demonstrated a relatively high degree of

congruence (.374 to .780) among the dimensions. The results indicated that the
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extensiyely for ity reliabritly and valedily "hapiar et al., 1976, A paraliel trirs

relrabibity scare of L9 was obtamned. Convergent and discriminant vahidily weoe
established by (orrelating the !ndex with the nurmber of (hronic linesses
“txperienced by tne subjects. A score of .96 was obtained. Ay well, the

correlation between the number of physician contacls made by the subjects and

well-being was found to be .55. While the measures used 10 validate the Index Jo

e

not truly reflect quality of life, 1t 15 ltkely that no other suttable instruments were
available (%r validation purposes. Unfortunately, the Index only attempts o

measure one dimension of quality of Iife, namely functional status. It should not,

thercfo}c, be purported to be a measure of quality of life.

In arthritics, the Lee Index of Functional Capacity has been shown (o be
sensitive to significant improvements in functional ability f(Lee & Kundraik,

1973). Chambers et al, (1982) found that the stability reliability scores ranged

from .48 to .70, and the internal consistency scores ranged from .5! 1o .76 when
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Inan alle™p: o Teewure (he guabity »f life ot patients with burns, Blades,
jones, and Munster (197 Y designed 4 scale 1o compare nfc’anc posthurn levels of
otk dependence, jomnt function, psvcbhaologica!l state, and subjcclive assessment
ctguality of Nites They found that the patrents achieved Sigher scores ong yedrs
postburn than preburn. i he reliability and validitly of the scale were not described
by the authors, making 11 1mpossible o determine the generalizability of therr

findings.

Studres using both objective and subjective measures of quality of life are
i

increasing tn number. Penchoffer and tHHolm (1984), using Cantril's self-anchoring
scale {1965), level of angina, and tevel of physical activity to measure the quality
of Iite of 34 coronary artery bypass patients, fqund sigmficant tmprovements tn,
the quality of hife of these patients early 1n the recovery period following surgery.
In a study of 278 mentally disabled Tesidents of 30 Los Angeles board-and-

care homes, quality of life was assessed by examining eight areas of life: living
sttuation, family retationships, soctal relationships, leisure acllvléﬂcy (work,
* L )

finances, personal safety, and health. Questions related to these areas were

developed from items of existing quality of life instrGments. On testing, the

internal consistency reliability scorles of the tnstrument ranged from .74 to .87.
. . .

The authors recognized the need for further testing of t’he instr;:mcnt for stability

reliabi}%y, inter-rater }teliability, and validity. Thcy'qucslioned "what measures

truly ;'e_ffcct quality of Iif‘_e" (Lehman, Ward, & Linn, 1982, p. jfl273). The study

results indicated that thev residents were dissatisfied with their finances,
B - -‘

unemployment, and personal safety.

a
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Jackle 1974 usecd fantril’s self-anchoring scale 1o determine the [ole
satisfaction of 30U ~hemodralysts patients.  In a ladder type of scale with stebhs

ranging from zero o ten, the dialysis patients, on the average, placed themselves
B

at 5.5, that 1s, midway between the best and worst possible ltte. The subjects of 4

,

(;)nlrol group, on the average, placed themselves at the 4.6 point ol the scale.
The most important components of life were found to be health, autonomy, and
refationships with others. The reliability and validity of the scale were not
discussed 1n the report of the study, making 1t difficult 1o assess the
generalizabihity of the study frndlhgs.

Murphy (1982) used a multivariate psychological approach to examine the
adjustment and quality of lLife of 150 chronic hemodialysts patients from ntne
dralysts untts. A series of instruments designed to measure level of stress, coping

mechanisms, social functioning, depression, and adjustment were admtnmistered to

the patients. Murphy's results were similar to those of other researchers: the
. -

patients reported that fluid restriction was the most severe stressor, a problcm-\

B B i
orientedtway of caping -was the coping mechanism most used by the patients,

depression was minimally evident, and the patients were non-compliant in relation
S
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Aathoul the beeootsl ot 4 (onceptual trarework, the cesecarchers df:velopci‘ an

ratruent by combimng suboscales trom the works of\d ampbeli et al. [ T9ThHD;,

Jracburn 1909, and Moimes and Kahe ‘196 7,0 Fifty-nine dialysis and transplant

patients were studied. 't was tound that the renal transplant recipicnts, 1n

comparison to other Americans, had a normal quality of hfe. Whiie the

hemodrialysis patrents awatting their first renal transplant Sad a necar normal
quality of Iife, the hemodialysis patients 1n whorm renal transplants had tailed had
¢
4 substantially lower gqualtity of lhife. Since the reliability and vahdity of the
developed instrument were not described by the researchers, 1t 1s 1imposstble 190
,‘ 4 L
a4ssess the gencralizability of the study results. Also, these resulls have been
refuted “by Bk, Devins et al. (1984) because of the theoretical and
methodological 1ssues that threaten the validity of the conclusions.

Findings contrary to those of the johnson et al. study (1982) were found by
Binik, Devins et al. (1984), in two studies with sample sizes of 80 and 70
respectively. Using a large number of measures, namely the McGill Partn
Questionnaire, the Beck Depression Inventory, the Self-Esteem lInventory, the
internal-External Lotus of Control Scale, the Health Locus of Control Scale, the
Hamilton Psychiatric Rating Scale for Depression, the Profile of Mood States, the
Affect Balance Scale, the Life Happiness Rating, and other self-ratings of

o s

distress, perceived control, and intrusiveness, Binik, Devins et al. found no

o
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rehabihitatior among the transplant reciprents. Kaplan De-"vour and Sharnan © 0=
suggested that the Corticosteronds taken by the renal transplant paticnts =14y hiy-
been responsible for their greater sense of well-being.

The terms, rehabilhitation status, adjustment, and quality of lite have heen
considered 4% synonymous by some authors. Kutner and ( ardenas {1981 used
semi-structured interviéws, a sclf—rarrcd satisfaction scale, the Jung depression

scale, and 11 tests of cognitive-motor skills to determine the medical, vocational,

and psychological rehabilstation of 137 dialysis patients. The paticnts between the
ages of 25 and 34 years were found 1o have the best overall ad;ustmer.»l.
Depresston was a problem in patients over 55 and under 25 years of age. In
another study of 62 renal transplant recipients, 834.8% of the subjects who

participated were considered to be socially and occupationally rehabihitated.

hl
However, since the reliability angl validity of the-survey instrument were nol

~

addressed by the researchers, and biased sampling as a result of self-selection

s

might have been a problem in this study, it would be inadvisable 1o attempt to
, .

»
generalize the findings.
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S prave et and cebahititation on myultiple drmensions over rme. T he drabetig
Transpianrt o natienis glso demonsiraled rmprevemeni bul generally had more

problems than the non-diabetrc transplant patrents. As o well, the patients with

tewer e mic anc family resources and the patients with Cushingnoid features

!/

were less well adjusted than the patients withoutl these added proble ms.

Iran:ther siudy by Naplan De-Tour (1982 one dimension of quahty of life,
"soctal adyustment”, was assessed n 102 chron;c hemodialysis patrents. A
questtonnaire on lersure activities, that had not been tested for 1ts reliability and
validity, was administered. The results indicated that the patients' interest in
individual, family, and social activities decreased over time. Nearly 50°% of the
patients reported that they rarely participated in socia! leisure activities., 11 was
suggested that these patients might have a better quality of life, 1f hospital staff
heiped them 1o increase their social! participation. However, (hls.suggesnon s
somewhat premature given the prcliminary nature of this study and tts use of an
mstrument with unproven reliabifity and validity.

A modified "time trade-off" technique was used to estimate the perceptions
of 42 hemodialysis patients, 17 peritoneal dialysis patients, and 14 transplant

patients, with regard to the utility or worth of their health state (Churchili,

Morgan, & Torrance, 1984). The patients were presented with two hypothetical

(]
"
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snd (RGO tor renal transplant patients. This easure has srgoaticant hivitations, it

gives a4 gilobal, although hardly (omprehenstve, picture of

quality ot Iife. s
facti~rs other than treaiment modality need toe be addressed 1n an assessment of
quahity of hite. Furthermore, the relatively low reliability and validitly scores of
the measure suggest that the findings should be interpreted with caution.

98!

Campbell “1981), a patient with renal failure, developed a conceptual mode!
nf quality of hfe based upon four constructs: general hife satisfaction, selt-
esteem, family cohesion, and social 1solation. tHe designed and used a self report
questionnaire comprised of four scales, one for each con;lruct, tn 4 study of 105
patients receiving a variety of treatment modalities for renal farlure. Camphbell
found that greater tndependence with regard to the treatment regimen, higher
soctoeconomic status, and higher levels of sociat integration were associated witth
a higher perceived quality of life.

Bonney, Finkelstein, Lytton, Schiff, and Steele (1978) studied survival and
quality of hfe of patients regeiving treatment for renal failure. They used an

interview approach, the National Kidney Foundation functional classifications, and

the Kupfer, Detre System for assessing psychological status. Again, the reliability
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Rorzenbau~, ¢ harmoevitz, and Bearman 1984 measured employment, sexua’

actiivily, and phvsrcal achivily «n therr study cof the quahity of life of 106 (hronic
Tralvsss patrents. They found that only 47 . of the patients worked, only 47 of
the married patients were sexually active, and only 22 of the patients (ouid
engage 1n normal physical acttvity. The patients under 60 years of age and those
with more than 13 years of education achieved higher scores than younger and less
well educated patients. "«0 altempts were made to validate the instrument in thrs

study, so, again, the accuracy and generalizability of the findings cannot be

assessed.

Laborde and Powers [1980) compared the hife satisfaction of 20 patients
undergoing hemodralysis and 20 patients suffering from osteoarthritis. Cantril's
self-anchoring scale was used to examine the patients' satisfaction with their past,
present, and future fives. While both grqups were equally satisfied with their past
lives and no significant difference was found with regard to their satisfaction in
terms of their future lives, itﬂwas interesting to note that the patients receiving
treatment with hemodialysis rated their satisfaction with thcir. present lives
higher thanl did the-patients with arth(itis. Tﬁc researchers suggested that lack of
pain in the hemodialysis patients may have been a significant factor contributing

to th,s difference. ~
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hemaodialysts. This difference persisted even when deingraphic variabhies ape,
sSex, r4ace, education, and  presence of niher iHinesses: were  controiied

statistically.  Although the guabity of hite of the transpiant recrprents compared
favourably with that of a4 genera! A merican population, the patients on dialysts

were tound not to be working or functioning at the same level as peaple in the

general population.

In summary, the difficulties 1n. measuring experienced quahity of life have
fargely arisen from the lack of a2 satisfactory theoretical base. The development
of a systemdtic research base s therefore precluded. Unfortunately, oftten, no
distinction has been made among concepts such as happiness, life satisfaction, gr
morale. Some researchers have used global measures of quality of hfe, whulc'
others have focused on specific domains of quality of life. Problems relating to
the sensitivity of the instruments to change in condition, age, and other variables

still existe In some studies, the unit of analysis was the individual while in others

it was the society. As well, there is a distinct possibility that some %fic
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The L(onient gquality ' 1ite hiay heer exarined trom a4 ndeber of

Derspectives, A nygmber of sciantists, ethicists, and others have proposed (ritera
* -

for the "good hite™ or "1deal hite". For the purpose of this study, quality of lite s

detined 4as the good Ilife or happiness 1n the ethical sense. The theoretiga!

framework of this study s based on the Aristotelian-Thomistic philosophical
theory of the good life. It consists of proposttions about the real goods that must
be attained and enjoyed 1n the right order and proportion for a person to have a
good i1fe and the instrumental means to such goods. These propositions are those
that have been proposed by Adler (1941, 1965, 1971, 1980, 1987, 1984, 1985), a
-I#‘Ontemporary Aristotelian-Thomistic philosopher. “Figure 1 depicts the

theoretrcal framework.,
Adler (1971) outlines seven typeés of real goods (goods of the body, goods of

1

the mind, goods of character, goods of personal assoctation, social goods,
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, the course of a4 complete life, attains everyt™ing he

desires provided be dJdesires nothing amiss” by adding the thought, “also provided

that he has the good fortune that bestows upon "im other goods which are nat

<ntirely within the power of his awn free (hoice” (p.92]. In relation

!

to his

modification, Adler ited Aristotle's statement, "Happiness consists i1n 4 complete

Iife, fived 1n accordance with virtue, and accompanted by a moderate possession of

external goods” fp 115, In other words, good habits, such as the moral virtues,

which are good habits of desiring, are necessary but not sufficient for attaining

cach of the real goods, and the totality of goods or happiness. Cructal 1o the

attatnment of a good life over time are the moral virtues and good luck.

H

Happiness itself s the ultimate end to be sought by aN human berngs. It

-
'

aonsists of the sum of all the real goods and 1s not the highest good. It i§ the

ultimate good because 1t teaves nothing more to be desired. All people have an
- :

obligation togseek and pursue a good life because it it a life befitting human
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particutariv as 1t retates to the atiainment and enjoymentl ot anather type of gl
good (Adler 1987, Adler {1985 stated that all of the rcal gonds are notl eqguaily
good. The goods of lower order are things fhat arc good only vn moderation, sudt
4s money. Such goods serve as mere means and aught not 1o be desired for therr
own sake. The spending of too much time in the AII;{lﬂmtnl and enjoyment of
these goods could mtcrfqe with the acqutsition and enjoyment of other rea!
goﬁ'ods, therefore, the time spent in the altamm’ent and enjoyment of such goods
should be limited. The goods of higher order (e.g., goods';)f the mingd, gnu;ﬁ?“u/f
character) are unlimited in the sense that we cannot obtain too much of them.
They are those things that perfect a person. They speak to our humanness, Right

order and proportion involves spending as much time as possible 1n attaining and

enjoying the goods of higher order, provided that this does not interfere. with the
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Phe ceal goods car oalso be thought of in terms of @xtrinsic and i1ntrinsic

goodse The iatrinsic goods exist within a person and possession of !hc.n" ts targely
under e contral of the individual. The mtrinsic goods inctude the goods of the
body, nd, and character. The extrinsic goods are guods that exist apart from
the person and possessuo-n of them never solely depends on what the individual
choonses to do, possession of them depends on circumstances beyond an individual's
%,

control. bxtrinsic goods tnclude the goods of personal assoctation and the soctal,
political, and economic goods (Adler, 1981, p. 87).

Possession of the extrinsic goods 1s dependent upon the society in which we
ltve. For example, in some socncljcs, freedom and equality are guaranteed, while

tn other societies, these goods are not available to the common man. "A good
A

soclely, a sociely in which the common good of the people is served and advanced,q

\,

\
con’ributes to the good-dife of its individuals" (Adler, 1978, p. 107). Sim§arly,

—
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constitutive means to the good fife, such as health, It fallows, then, that, 1n sy¢h

tases, altempts should be made to look for a better means to wealth.

The Real Goods -

N\

Hoods of the BodZ

Goods of the body include those real goods that are related to the body, such
as health, vitality, vigor, and pleasures of sense. These goods dare necessdry in
order to live. ", ,Without life we cannot live well" (Adler, 1981, p.151). Health
may be a means to other goods such as educational pur‘surts that 1n turn contribute
to the attainment of goods of the mind. Sufficient quantities and types of sleep,

food, and drink are necessary to attain goods of the body. While many things can
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a
persan’s canteol i syuct s e Dolitical envirorent and alcess 10 medildl oLdre.
saads ob the Maind
Loods of the oiad include al! the antellecivs’ goods, such as bnowledge, 2
.
. S G downsdar understanding, creativily, and prudence (Adler, 1984 p 98
Frudrade 1s a good habit tormed by "repeated actls of deliberating weli in order to
tradt saund judgements or decisions” fAdler, 1984, o0 981, ‘Mental abilities, such
«arvTthe ability to remember, are also goods of the mind. Although Adler does not
dirscuss 1o what type of rcal good feelings of a positive nature, such as
1
cententment, and beliefs about a higher being (or faith) belong, pleasurabte

teelings and sprirrtualety have been placed tnto this category of goods since they
+

tnvolve the mind or intellect. They arise from our memories, fmagination, hopes,

knowledge, and understanding, they are more than natural instincts.

speaking,

phitosophers seem 1o call "senttments" {Gilson, 1956).

the

term, "feelings", as used in this study, refers to what

Strictly
Thomistic
the

However, term,

"feelings", is ‘wused in this study since it is a term that 1s more familiar 10 most

péople.

Adler (1984) sees goods of the mind as among the highest in the scale of real

goods since they serve to perfect the individual and they are essential components

6f humanness.

to other real goods.  As well, they always serve as means to the

activi

ties

are orne set of

instrumental

meang that

assist

[
.

The goods of the mind can serve as ends in themselves or as means

}

good life. Leisure

in the attainment of

intellectual goods. Adler gefines leisure as "any mode of useful and productive

LN

activity that is not biologically or economically necessary and that, since it

always involves learning, is self-creative or self-improving" (1970, p. 36).

.
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1soconcerned with pleasure n relatton 1o other goods. U consints of resiniing
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pleasure when 1t stands In the way of attaintng other real poods. g ourage or

.
fortitude relates 1o sutfering pain tor the sakhe of attaining the real goods we

the Commaon

good of the community. | or a person 1o possess justice, he ‘she rﬂU\IAd((\fd—l‘f—(\

and respect the rights of others. Teriperance, courage, and justice, and prudence

neecd.  Justice ts concerned with the good of others and acting

{which refers to judging well and making good dectsions with regard 1o conduct!

are not existentially separable bcc.ausc one cannot habitually act tn the right

manncr‘ without judging whether or not the means are right. A person cannot act

for a right end and a wrong end at the same time. We cannol pursuc our hdppmcs's

effectively wtthout goods of character. The stronger our moral virtue the more
-7

likely we are to create a good life for ourselves despite other misfortunes 1n hife

because we will be able to make the right choices (Adler, 1984).

Goods of Personal Association

Goods of personal association, such as friendships, family relationships, and
]

love relationships, are one type of external goods or possessions.” However, of all

the external goods, these goods are largely within the power of the individua! to

L)
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Al andividualy need goods of an cconoriac nature. | he Guantily of economic

voods teguired ftor a pood Dite s ‘dtmvc that necessary for mere subsistences so that
cne mav o Jo ochore than qust surfvive, that 1y, one mMay also live weil and enjoy lite.
teonomic goods refer 1o consumabie (m‘n\m()dltles, usetul services, and the
possesston of a4 meany o produce wealth. They also include lhving and working
tondrtions that are conductve 1o health, medical Care; legal services, opportunities
for access to pleasures of sense, opportunitres for travel, opportunities for access
to educational facihities, and enough free time to take advantage of these
opportunities (Adler, 1984, p. 48). Not all of these goods are purchasable. Wealth
may be attained through many sources (human labour, machines, and raw
materials). Money in itself s not a real good, 1t s a means to weadlth,
Government |nv\olv\cmcnl Is tmportant 1o ensure environmental protection and
public access 1o an adequate quantity of economic goods (Adler, 1978).

< .
Political Goods

Political goods are those goods relating to government and governance, such
as peace, political liperty, freedom of action, and protection from harm. Largely,
their attainment is dependent on external circumstances. While a person may

influence the attainment of these goods to some extent, their attainment is never

wholly within his/her control. To a large extent, the attainment of political goods
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Soctal Goods

Socital goods refer to the cqualitics specifically as they relale o the dignris
14 Y Y b

of the human person. By viriue of being human, ali individuals arc eQual in ter s

ot their humanness, that 1s, human beings are equal tn térms of their comnatnn
.

humanity. Therefore, all human beings arc entitled to equality of stdatus, equaltity
L] .
of treatment, and equality of opportunity. Differences 1n natural endowment and
wealth can result +n certain inequalities, however, these differences are in degree
and not «n kind. Spectific differences tn degree may exist, by natural or artificially
created differences (Adler, 1981). Adler (1981) stated that we cannot say that
people ought to be equal or unequal 1n any personal respect. Justice mustl cnsure
that people possess equality of opportunity, status, and treatment. Government
\
intervention 1n the way of legislation i1s usually necessar!y to ensure equality of
. . . ol
opportunity, treatment, and status. There is little the indivrauatl can do to ensure

<
these equalities. -

-



I G NP BRGNS calie U v T e s SRR IV I R PERRE [T < NG
VAR A S I O O O G ISP SN ¢ ey Tus T gty e iUt te LT e U
R U SRR SRR testvie, The Gualits folite o Ihene naliento Pogn he e of
preater concerr sy sty hurmanistie (ancerns have an reased. Wuerouns
studies Mave been o Carried oul D oan o atlcempl o omeasure guality ot itel Tngices o
te s alintac o wett este e b Clianagl status, stress, depression, and sAgial
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s developed meve tor o the mostTpact, net been tested for their refrability and
valrdity.  As vel there does notl appear 1o be a4 comprehensive detinition and an
mndex for rmmeasurement of that which the concept, quality of hite, denotes.

Ier this study, qualrty of life was conceptualized 1n accnrdance wiith the
Arrstotehian Thomistic philosaphical theory of the good hite. In this theory,
happiness 15 cquated with 4 whole hife well-lived (a good life) or happiness in the
cthical sense. The good hfe can only be attained through possession and
cnjoyment of the real goods which include goods of the body, goods of the mind,
goods of character, goods of personal association, economic goods, social goods,
and political goods. These goods must also be possessed in the right order and

N
y
proportion, and the right means must be used to acquire the real goods.
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Hi. METHODOLOGY

Introduction

' SRV ‘ JalEEN Iesctaplive  ean FIEERAN NEGETRORY FOFEN ‘- IS .
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Deostudy ) quality ot hite was detinel an the ol Hile gr happiairss P R
sens e, Do theoretical tramewnrh ot the study consisted of propasiiionasy gy e

good rtte the real goods, which are possessions and perdeclinns, (hat are orcew ory
1v;r a pood hife, and the invirurmental means that may be used 1o acquife ~ac’ 1yie
ntoreal gond. A series of andividual gnterviews, using an inlefview purde, wrre
conducted to gather data relating (o the patients' cufrent Possessian of Driygiion
ot ecach twpe of real good and ot the instrumenta!l means to ¢cach type ! tcal
good. A \cud sort task was used to assess the importance placed on each type of
good by the patients, and the proportion of time spent by the patients 1n A:I:%nng
and enjoying cach type of good. The interview daia were content analyzed 1n light

5f the theoretical framework. he rank ordering of the card sort was examined

and described.

Setting
The setting of the interviews varied according to patient preference. Seven
patients were jnterviewed in their homes in a private room. Six of these scven
patients were interviewed as they were undergoing dialysis in their homes. [The

remaining three patients were interviewed in a private office 1n the hospital In

which they received their medical care.

43
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o o1nrtigatinn ot the

favpuage, anc not hgve heer hospitatized 10 the conth prigr ¢
studve Ieoarder e tacilitate access 1o subjects, only subjects that resided within 4
SO ile cadius of the ity 10 which the study was ¢onducted were considered.

ihe sample selected for the study inciuded seven men and three wo=ien.
TMe subjects are described tn general rather than SPC(!fl( terms to protect thetr
1dentities. The 'dg(‘ of the subjects ranged from 25 to 58 years. The mean age was
40 years. Stx of the subjects were married and five subjects had chridren, ranging
i age from 3 years to 30 years. Six patients were working outside of thetr homes
tn 2 variely of occupations. two were blue collar workers, one was a tradesman,
one was a farmer, one was tnvolived in retail sales, and one worked as a manager.
Of the four subjects who were not working, one was a housewife, one was a
student, one had retired, and one was unemployed. All of the subjects had more
than 10 years of formal education, with a mean of 13.4 years of formal
cducation. Five subjects identified themselves with specific religious
denominations. °

The length of time the patients had been on dialysis varied from 9 months.to
19 years, The mean time on dialysis'was 7.4 years. Prior to initiation of their
home dialysis treatment, all of-t.hc patients had participated in a training program

L4
provided for home hemodialysis patients by the hospital. The causes of renal

failure in the patients were as follows: four patients had polycystic kidney
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Trade tor the Datienl 1o Le Intecviewed aloa lime and DIACE (nrnhve iAot Lo e
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consent form was signed by the patieni. A tota!l of 2% private 1niervicws, ranpiag
o duration from o oone o twoe oand a4 half hours, were held. Two paticnis were

INterviewed 0N INfee 00CastOnNs, SEvYeEN 0D two occasinns, and 0ne 6N one ocasion.
The 1nterviews were held approximately one week apart. The variation n the
Tumber of unTerview sessions was necessitated by difterences in individual
communication patterns.  Some patients responded 1n greal depth, while others
provided briet responses. When the patient appeared cager and willtng to continue
t‘f;e |nl.crv1cw after one hour (the approximate time period set for an intervicw),
the investigator allowed the interview to procced. However, 1f the patient
scemed to be fatigued at any time, the interview was terminated and another
appbintment was scheduled.

Semi—structured interviews were used 1o collect data. An interview guide
{see Appendix 1) was developed by the investigator for use 1n the interviews. The
guestions contained in the guide were basically open-ended and focused on the

patients' current possession or privation of each type of real good and of the

instrumenl.al means to each type of real good. During the interviews, the subjects
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woere asheod Uoooplace the (4rds feacth Card dcsult\ed(vme particuiar type of good o

arder of the vmporiance of cach type of good 1o them from the mosl important to

the least importart. The patients were encouraged to explain the reasons for

thewr rankings. Suhscguently, the patients were asked to place the curds 1n order

of the proportion of time w in attarning and enjoying each type of good,

from most time to least time.

-~
“

The procedure for data collection followed a standard pattern. The samed
*

person, namely the principal investigator, conducted all the interviews and
admintstered all the cdard sort tasks. Also, the Interviews were tape recorded,

with the subjects' permission, to facilitate accurate recording of the data.

The Instruments

Questionnaire

» The questionnaire used in the study consisted of questions developed by the

investigator in light of the Aristotelian-Thomistic philosophical theory of the good
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Teems of the Arnistotelian Thomigtig philosophical theary of the good tte s W
the s validators were ashed to andicate whether the questions, on the whoie,
representied 4 farr sampiing of the universe of guality of life viewed 10 lerins o

the Aristotehian-Thomistic phitosophical theory of the good Tife. The caontent of

the interview guide was modified numerous times to meel these (riteria.

( ard S_ELL
A modified Q sort methodology was used to determine the paticnts'
perceptions of the 1mportance of, each tvpe of real good and the proportion of
time spent by them in attaining and enjoying each type of real good. A series of
cards, each with & definition and an example of a type of real good, were

developed. The consistency reliability of the card.sort with respect to the

patients' ranking of the importance of each ty;;c of real good was established
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Seeoed card o sarts ihe g peitude ot the (hanges in ranking was small hence, the
ccirability frpure was hogh. The relatively short per1o¢ of time that cilapsed
heltween the two (ard sorts gy have bheer 2 factos that contributed 1o the

observed high degree of consistency stnce 11 1s possible that the subjects were able
thoand drd recall ther farst rankings.

The consistency reliability of the cdard sort with respect to the patrtents’
ranking of the proportion of time spent by them in attaining and enjoying the real
goods was also cstablished using the above described test-retest method. The
rankings from the first testing were compared with the rankings obtained at the
second testing. Percentage agreement between the two testings was catcutated.
“when the rankings given by nine patients on two occasions were compared, 61.1¢
of the pairs of r/anks were found to be concordant, and 38.9% of the pairs of ranks
were found to be discordant. Using a Spearman rank order test of correlation, a
reliability coefficient figure of .998 was obtained between the pairs of ranks. The
magnitude of the changes inranking that occurred w;s small. Again, it is possible
that there was little change in ranking because the patients were able to and did

-

recall their previous responses. .
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subjects stated that thev were alwavs thinking or using their —ind gaods of (he
mandt, and alwavys tnieracting with nthers 'glzods of persondl assocration’, Ty worll
may stated that aspects of their moral (haracter were always Nresent o or 40 yse
but that this was something upon .which they did not dwell. Thus, very ‘ea

patients were able to 1dentify specifically how much time was spernt in dltarning

or enjeying cm\h type of real good.

2
“ The typ/s of real goeds that patients could describe 1n terms of the time
(
they spent in attaining and enjoying them were goods of the body and ecanumic

goods. The time spent in attaining and enjoying goods of the body ranged from

two hours to "all day and all night". The time spent in attaining and enjoying

economic goods ranged from "not much" to "most of the time™".



Pilot Study
STt study o was condulled oy iving ore hooe hermiadialysis patienl, [E2
Pucposes st the pilat study owere 1o farviliatize  the nlcryviewer wilh he

gquestionnarce, 1o ensygre that the questiors were (lear, and (o test e suilability
ot othe (atds 1o be used 0 the card sort task.  vo changes were made :n the
instruments as a result of the piiot study. Thus, the data obtained 1n the pilot

study were used with data obtained from nmine other patients 1o answer the

research questions.

Ethical Considerations
Initral  contact with the patients was smade by telephone by the
investigator. The purpose of the study was explained to the patients and an initial
verbal agreement to participate in the study was Ypbtained. lInterviews were
scheduled for mutually convenient times. The patients were informed that ther
perceptions about their quality of life would be under study and t.hat'they would be

interviewed privately, approximately three times, at weekly intervals. All of the
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Data Analysis

“ ¢

Al ot the raw data trom the interviews were ranscertherd,  © antent 3o gty gy

was carrtied out an hight ot the Aristotebian-Thomistic philosophica' theary - 1ne

good Itfe. The pulcnts'\wal responses about thetr present lives were (drcfu;"y
reviewed. ¢ ategortes and subcategories relating to the patients' possession o
privation of the real goods, and categories and subcategories relating n the
patients' possesston or privation of the instrumenta! means tn the real g(m(;s were
established. The patients' statements were segmented into  andalytic  untls
according to the established unstaof analysis and distributed over the established
categories and subcategories of possession and privation of the real goods and
tnstrumental means. A unit was designated as relating to possession or privation
of the real goods or instrumental means, by the investigator, tn hight of the
patients' reports, the definitions of the terms, and the Aristotelian-Thomistic

L]

philosophical theory of the good life.
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Aralvsis
22

PThe Gart ~ analysis was a4 verhalization by 4 subject whaien referred Tooan
aspect ot the prfesent fife of 4t subjectl. An un+l was a statement, statements,
uestion, ;‘r:,up ol words, or stngle ward that was direcied by "~ suhject 1o the
Cnvesligator.  An o umt o consisted of erther an exphicit or implicit reference (o the

possession or privaiion of a2 real good, or the possession or privation of an
cvtrumenial means 1o a2 real good. An unil ended a7d a4 new one began wher the
subgect referred 1o a real-good or instrumenial means that was different from the
N .
»
‘e that he 'she had been describing, or repeated his her refefMnce to erther a real
good or tnstrumental means He’sh describing.

Categortes of Analysis

e

Two mayjor categories of analysis were established: possesston or privation

of real goods)end possession or privation of instrumental means to the real goods.
The dcfrml/.;\s of these major categories and some of the subcatc‘gorics relating
to the dlm/ension of real goods were based 0;1 the writings of Adler (1941, 1965,
19‘71. 1980, 1981, 1984, 1985) as interpreted by the investigator. The dcflnition;of

. R . !
the remaining subcategories retating to the d¢mension of real goods, and of the
{ -

1

v

subcategories relating. to the dimension of instrumental means were inductively
generated from the data tn light of the definitions that had been established based

on the writings of Adler as interpreted by she investigator.

l. Possession or Privation of the Real Goods (Cqnstitutive Means)

Real goods are those goods that meet the natural needs of human beings and

v

are necessary.to have a good life. Thescategories of real goods include goods of

the body, goods of the mind, goods of character, goods of personal association,



rLers bty 4 person's  gwnecstap o possessiar ol ey L0 8 Suot a3y ety

alionutes, hnowleCge, shtll or abye s 1 he exlent feQuited me na e 4 R St
Privation of real goods refers 1o the lach POSSENSICT Py g et e
goods to the extent required (o have a good bife.
(‘})
.

. ongs ot the body are thase perfections Thatl e ale o 4 ety vy
w _toncditior and¢ funcironing, such as health, vigor, vitalily,oand ploaay e !

sense. ) ’

. Health refers to the structural and tunctional integrity o . Dot ons by
or body parts, including general health, freedom trom pa‘m, ang crabhiliiy

2. Viagor s the physical strength or energy of 4 person's body.

3. Vitality refers 1o the growth and development of 4 person's body or body
parts {e.g., hatr, nails, skin} and includes general anabolism, as opposed to
catabolism, of the body.

4. Pleasures of sense are the agrcc;blc SEMSALIONS a4 PErson percetyves
through the senses Qf stght, hearing, taste, smell, and touch.

B. Goods of the mind are thosc perfections that involve a4 person's intellect,

such as knowledge, wunderstanding, mental -abtlittes, spirttualily, and
pleasurable feelings.
1. Knowledge and wunderstanding refer to a person's comprehension of
information and truths about various objects.
a. Knowledge and understanding related to treatment and illness refer
B :

% . to a person's comprehensian of the disease process and treatment

involved in end stage renal disease.
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Aental abalities retfer to the abilities which result through e person's use

of his Ther maind or otntellect and includes abtlities such as toncentrating,

s

Yermng, thinking, hoping, learnming, communicatimg, judging, 4nd

femem

(redating.

4. To concentrate 15 the ability to center thought on one pom:- or
topre for a tength of time.

b. Toremember 15 the abitity to retarn information and recall events

from the past.

[ To think 15 the ability to consitder, muse, and meditate.
d. To hope 1s to desire some future benefit. g
e. To learn 15 the ability to acquire knowledge through formal or

informal means.

f. To communicate 1s the ability to 1mpart or receive tnformation

. from another person.

g To judge is the ability to make prudent decisions and to employ
common sense. -
“h. To create is the ability to make or produce an original object,

generally referring to an object of art.
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[ celings relaled 1o other people are the teelings & person has ab oy
sther people or groups such as friends, facaly, KAV RS

professionals,

Peetings reiatec 1o life situations are the teelings a person has that

[«

relate to Irfe srtuations, such as work, the hOQspital environment,

and hife 1n general.

Goods of character are 4 person's moral perfections such as those of

temperance, justice, and fortitude.

1.

Temperance retesrs to the resistance of pleasure when 1t stands tn the

way of attaining other real goods.

Justice refers to acting fairly toward other people, respecting the rights
of other people, and acting for the common good of the community.
Fortitude s the moral strength or willpower to overcome adversities of
all sorts, and the courage 1o suffer pam.for the sake of attaining other
real goods.
Other moral goods are aspects of a person's moral .character other than

temperance, justice, or fortitude Te.g., honesty, persistehce).
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N vty .r'/» relationshon s g relations o that exisls bYelween o Dersan and
s her relglives felg., parents, sibltngs children, grandchiidren .,

5. Aormarital relationship s a2 type of friendship that exists between fwo
people who have made a tegal or verbal commiutment to cach other. 11 1y
usually <haracterized by a strong feeling of affection, devolton, ang
caring between the two people involved who would do whatever may be
Qecessary to emprove or enrich the life of the other.

. ,b'

4. 7 A professional retationship 15 a retationship that exists between a person
and a health professional (e.g., doctor, nurse, social worker).

S. A peer relationship 1s a casual type of relationship that exists between a
person and others 1n the community and 1s one in which orne or both
parties do not feel particularly close to one another.

.
Social goods are those possessions that relate to human . dignmity, such as

equality of opportunity, equality of treatment, and equality of status.

1.

or equal initial conditions when beginning an activity.

equally with respect to the fulfillment of their needs as human beings.

N
by

Equality of opportunity i1s the circumstance where peopie have the same

Equality of treatment is the circumstance wheére people are treated
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particaipate o gectsions, the cutcomes of which aftec! the pPersan,

2. Freecom of action refers to the Biherty o act as a person pleases wrihis
the constrasnts of justice.

3. Protection from harm retfers to the mceasures takhen or that afe 1o
that ensure 2 person's safety.

Lcoromic go-ods are those possessions or financia! resources that a person

necds in order to have a4 good life, such as free time, wealth, 4 means of

subsistence, working and ltving conditions conducive to health, opportunities

for self improvement, and availability of health services.

1. Ffree ttme 1s the (duration of) time avatlable that 1s not devoled to work
that may be used to improve oneself or socrety.

2. Wealth 1s a financial or economic resource that results 1n prosperity, and
consists of such possessions as money, capital, and material bAcIongmgs.

3. Mcans of subsistence refers to the work done or ways used to earn a
living.

4. Working conditions are the circumvslanccs conducive to health under

which a person works.
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it. Possession or Privation ot instrumenta’ Means to the Keal S oods

Instrumental mecans are the actions performed by human beings to oblarn the
reai goods or the set of crrcumstances that operate to bring about poussession nf
the real goods. Tf;t major categories of instrumental means are as follows
Physiclogical, mental, social, economic, and environmental. Possession ')‘fy. an
tnstrumental means refers to a person's use of or involvement of an instrumental
Means to the extent required 1o attain a real good. Privation of an instrumenta!
means refers to the lack of an instrumental means, that 1s, an instrumental means

15 not available to the extent required to attamn a real good.

A.  Physiological means are those means that directly iavolve a person's bodily
functioning or action upon a person's body or body parts. They include
noursshing activities, treatments, and state of health, ~
1. Nourishing activities refer to those activities a person naturally carries

out on a regular basis that serve to feed or sustain the body and include
resting and sleeping, exercising, and eating and drinking.

a. Resting and sigeping refer to the acts of relaxing, sleeping, and not

moving.
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1. Uralysis treatment 1s a4 medically prescrihed extracorpore.y
treatment  that removes excess tlyid, electralvies,  and
nitrogenecus -w'aste products from the blood of 4 person with
end stage renal discase.

. Medications are (hemical or binlogica! substances that are
prescribed by a licensed physician for the prevention, cure, or
treatment of a disease.

. Other medical treatments are methods of managing

7

symptoms, preventing disease, or promoting health (aother
than by dialysss or the administration of drugs) that are
prescribed by a health professional, such as transplantation

and blood transfusions,

v

b. Non-prescribed treatments are those remedies that are initiated by
a person withaut the advice of a health professional (e.g., non-

prescribed drugs, home remedies).

3. State of health refers to the condition of_a person's body or body parts.
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persans 4and include maintaining contact, recerving help, and giving belp.
. Maintaraing (ontact refers to o person's allie™mpl te continue 1o inierag:
of communicdte with people for purposes cther than help.

3

J. Recerving help reters 1o a person's receipt of assistance from others in
®

the ftorm of SUDPOLT, €NCOUrdge Mment, Services, Of resources.

3. Grving help refers to a2 person's offer or provision of assistance to other
people in the form 4f support, encouragement, serviCes, of resources.
Lconomic means are those means that are financial 1n nature and 1nclude

wealth, work, and time.
1. Time s a span of clock time available or used for tasks or activities.

2. Wealth refers to money, property, and material possessions.

3. Work refers to the labor performed by a person for remuneration.

Environmental méans are the physical conditions in which a person lives and

works.
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The investigator also recoded 7 randomly selecled pagpes da
weeks atter the inmitral coding was completed 10 assess tntrarater relighilesy 0 “he
coding of the ¢ata. There was 93 agresent on the coding of the unils.
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Summary

A study examining ‘Ihe\rcportcd quality of Iife of patients receiving home
T%WCFT]OGIA!YSIS tfeatment was conducted. The Arsistotelian-Thomistic philosophical
theory of the good life was used for the theoretical framework of the study.
According to this theory, a person must possess and enjoy all the rc-al goods tn the

right order and proportion and use the right instrumental means to these goods
order to have a good hfe. A convenience sample of 10 adult, medically stabhle,
home hemodialysts patients was studied ‘ determine the patients' reported
current possession or privation’of each type of real good and of the instrumental

means to each type of real good. The subjects were §nterviewe |du‘lly for a

e
¢

total of approximately thrcc?ours each. One to three interviews were held with

each ﬁ]cct. The interviews were semi-structured in that an interview guide was

used. A card sort task was used to dete ine the import'ancc of each type of real

good to the patient and the proportion time spen!‘by ' patient in attaining
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Possession or Privation of the Real Goods (Constitutive Ws@ .
Possession of rcal gonds retfers 1o the fact th2t 4 person possesses, b The

extlent reqgutred tH have a good hite, one or more of the types of real poonds o

those things that meet the natura! needs of human beings and a¢ necessary in

order to-have a good life. This may be contrasted to the state of privation of reqa!

goouds where a person ltacks, to the extent requtred to have a4 good lite, one or
more of the types of real goods. In this study, the possession or privation of cach

type of real good bv ten patients with renatl failure who were receiving home.

_ 5
hemodialysis treatment were examined. Data-relating to the patients' possession

.

or privation of each type of real good are presented in the following pages.
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Plealtt reters Lo Ine swtegctytal anC funclional dnte ety At 4 nrersany By
Moy parisne 0t inltudes gensral health | freedom o pain sed moRiliny, T he
suN et were ashed ahout the physical (onditian af their bady  and how .
functinneds Neven of the T0 natients sTdated 1Mat they believed Thal their heglehn
- \
wds o good om very good 10 spite of the tact thal they had renal faityre. Towoe

patients staled that (U was "not 100 bad", and a4 third stated that her health was

“okav but not vormal". Two of these individuals also had another (hronic drscase

that may have affected thew heatth, As if to substantiate therr reports regarding

thelr health, severatl patients reported that they had rot been hospitalized for

oA

. s0mey time, that they had taken littie time off from work for iliness 1n the

preceding vears, and that their biood "birochemistries were good. Several of the

patients compared their present state of health to their past health and suitl

J concluded that their present health was good. One subject aptly stated, "l think

) basically | would say that my prescq\t condition is quite satisfactory and allows me
!o{enjoy life".

At the time of the interviews, all but one patient indicated that their weight

had been stable. The remaining patient described a slow weight loss of 25 pounds

which he had experienced since starting dialysis cight years previously.
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"X" indicates possession of the real good to the extent required to have a good
fi1fe, as judged by the investigator in hght of the Acristotehan Thomistic
philosophical theory of the good life. :

o "X™ indicates privation of the real good to the extent required to have a4 gonad
ife, as judged by the investigator in light of the Aristotelian-Thomistic
philosophica!l theary of the good life.,
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brreration (o tnesr mobihity, all tne patients siated tna: they *hnad free
moverient of their himbs and many of them said that they were active physically.

Two patients complamned of a "restless leg” syndrome thal occurred during dralysis

or at night. Thisrefers 10 2 nerve irritabrlily that 1s 2 common mranifestation of,
. . -

renal fatlure.

Most of the patrents initrally stated ihat they hac nho pain. - ‘)ne patrent

- v

stated that the "only pain | ever have 1s mental pain®, However, all but one
patient went on to describe minor discomforts. Two patienty complained of

headaches assocrated with dialysis, one complained of muscle (ramps associated

-

4 -

with dralysis, two complained of discomforts related (oianothcr chronic ailynent,

.

two reported mudcte aches, and one pattent said that she had sore feet. Two

patients tdentified discomforts assocrated with ventpunctures for dialysis; one was
’. .
unable to Insert needles without local anesthesia because of the pain and another
< b .
. . .

. .
sai1d that he had occasional discomfort when he "missed a needle".

All of the patients reported some distufbance of their elimination patterns,
&
Seven patients sard that they had little or no urine dutput. Six palients.reported
. < . n '

2 R ) L
problems with constipation, a result of the administration of aluminum hydroxide
) Lo : - v,

. . s -

R o .
or tron preparations, and a reduced tluid intake. Nausea and vomiting were nol
. ‘ ) .
» )
tdentified as a problem by any of the subjects. The 'patients stated-that any

current episodes*of nausea or vomiting were associated wjth flu or other illnesses,
excess flucgu' removal on dialysis, and alcohol consumption. Four patients thought

that they iosl less fluid throughbersp‘iration than other people. The other subjects

. B . . . ’ U

thought that they perspired normally or perspjred heavily with physical exertion.

~ © . 4 .

Several of the, sub;ec‘ts‘ cémplained of dry hair avnd skin. Tﬁrcc'pa'tients‘

reported that th_e-yhvhad dry-hair, and three stated that iheir hair was thinner than
- PUR o .

it had been previdusly.. Six .pcohle‘complained of dry skin and three patitnts
LY o . : . » .

.

[

-complained of itching. One woman pbi_qted out the numerous bruises on her body
A N e B . ’ ,. ) -

Al °
’\yh‘ich had occurred Spontane6usly or as a result of minimal trauma.
: I S ) . St -

¢ ¥



.not be at ali now or not very much an'yway. But | never let that worry me". Two

Most o af the subjects ndildatled 1nal they had relativels NOT M sensationg,

Lrsdal acurty o was reported 4s good by al! SUbIECTS, mMowever, one Dattert hnew Iha

.

she had feataracts and said that she occasionally hae blurring of vision.  Another

4

patrent stated, "My eyes staried gelting bad right atter dralvses, and they actualtiy

¢hange during the day. In the morning, when | Feloup, bocar see very good, fei!

. [

but the cay before | go on dialysis, like this afternonon, | was having troudie and |

don't see nearly as welle 1 suppose t1's because of the wastes". Seven paticnia
14

reported that their hearing was good, one person had a fong standing bilateral high

frequency hearing Toss, a result of recurrent otitis. Two persons described therr

untlateral heartng deficits. Al patients believed that therr sense of touch was

normai. All but two patients reported that their sense of taste was,normal. One
woman stated, "I can .taste things but not evegything tastes terrific to me

" A N [t vy
anymore™. Another man stated, "When | first got on the machvnce.. I coutdn't
taste nothing [sic] ... [now] | get this funny taste and | get a funny feeling or
something ...". Al subjects but one, who suffered from sinusitis, said that they

. 4 . .

had 4 good sense of smell. Generally, mosi of the subjects fcl%xhat they were

quite aware of what was going on around them. However, lwo men stated that,

a i L

after dialysis, they were not "quite as sharp".
Y Yy q p

In relation to s¢xual functioning, only one man reported that there had been

no change 'in his sexual functioning as a resttt of his illness. He stated,

-~

"Everybody says it slows you dawn, and you read it in th.at stupid book; then you

put that in your head plus if you weren't too active [sexually] before, you might

K

A

‘women stated that their sexual activit,y was "practically nil"; they reported that

.

they no longer had any desire for sex. Three younger men reported a decrease, in.

sexual activity since starting dialysis. One man estimated that he was "only 50 ar

60 or 70% as gexually acti\vcf’fas he had been prior to the onset of his iliness, He



a'vr reparted trat, afier Cralvais, he 20 ot Tteel ke engaging in sex . iToweyer
e x“mc that ter hours later "IUs nol too Bag”. Tinme man degined o discuss Nes
srxual funCTIoniNE 4nC ane worTan stated 1Mal 0l was no!oan atea Y Lancern ‘ot
et safue she w3 NGl moareie .
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tper retecs o the physical strength of enecrgy of a4 person's bodv. Only 2 af

the 70 subyedts thought that they had enough energy to do the things they wanied

sronesded 1o do. The remarning patients made the following types of comments

o

"My siarmina 15 not there”, "I'm tired at times", "!I'm not so effictent. | s1t downa

and | rest, and then [ get up and do something and | sit down and rest", "I have

trmes when | can't do very much®, "I have the energy to work full-time bul no
-

more than enough”. The two patients with good vigor had very active, busy

schedules.  Six of the patients reported that they had the energy to work full-

trme, all of the subjects stated .that-they had the energy to care for their own

personal needs, including dialysic. Two men reported being active participants in

sporting activities. -One woman needed assistance wilh housework. Several

patients i1dentified that their energy level was dependent on what they wanted to

.

do. If they had no desire to perform an activity, they found that they usually did

not have the energy to carry it out. In terms of physical s¢rength, six patients

v

stated that their muscle strength was good. Others stated that their strength was

-

variable, not as good as it had been previously, or.poor.

Vitalitz N

Vitality refers to the growth and development -of a person's body or body’

o

parts. Many'of th-é~patients reported a2 deterioration of their bodies before and
. v ;o - -

around the time they first started dialysis but indicated that there had been no
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rasures o Sense
Apatt trom a4 fewm exceptions, all ol the subieq s enlftusiasdically Jesoratoe o
the pleasures of sense that they experrenced, that 1y, ihe AT eeabhlie seasvatioos
(hey percerved through the serses of stpb U, hearing  taste, toud?, and sqooelt, 1o,
man stated, ”Eie‘f{»rc,"l realiy took stuft for granted and now YOU ADDrciate
Httle bit more”. Only one woman &1d not expound on her pleasures. It (ontras: &

the expositions of the other subjects, she stated, “You don't really thtnk wbou:r 11

"

when you're doing 11" and "Ifst's noticeable and catches my eye, | gucss so 1enjoy

scentc views]. One woman stated that she did not obtain much pleasure through

her sense of smell. Inretation to pleasures derived from the sense of touch, only

°
three of the subjects reported that},&y\rcccwcd such enjoyment from sexua'

acthivity. Two patients reported that they dld not obtain pleasure through th:ir

'

sense of taste; one man stated that he only ate because he had to and 2 woman

»

P
poted that "the taste isn't what 1t useq/(o/ be". Nine patients regorted receiving

A

pleasures from sights, partucul‘ar_w those related toc nature. Vivid descriptions of

animals, trees, and architectore atested to the pleasures of sense the subjects’

derived from the sense of ;ught. ‘ .

+ »

7. Goods of the Mind

s ] ,
Goods of the mind arg those perfections that involve a person's intellect and
/ » o

2

include such things as l'('nowledge_, understanding, mental abilities (e.g., to

remember, to concehtratc, to create), sbirituality, and plea~su[ab|c feelings. For-

. ) ’
tHe most part, all of the patierits indicated that wey possessed - knowledge and
. . . . Al ‘
N N L8

¢ "

understanding related to their illness and treatment. It was interesting to note

i

NN
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hing s were taor by st narilt nol retated o their dllness or reatm e, Foour

patre iy andicaled that they pDossessed a4 fartk n

00 0r a4 hipgher heinpg, Feelings,
Lot plvasurabile ang negative were cxpressed by all patients on a4 widoe varreiy of
, b . +

-

D depicis cach patient's possession or privation of the goods of the

Topros. Cabie

NG .

P\(valcdif and '\,rldcrstandlﬂg

Knowledge and wunderstanding refer to a person's comprehension of

intormatron and truths about various objects. The pd(ltﬂl?’ possession or privation

r

of knowledge and understanding related to their treatment and (llhess, . themselves,

other people, and Irfe situations are described. :
Knowledge and Understanding Related to Treatment and liineds. Generally,

all of the patiepts thought that they had a good comprehension ofs their disease

process and the treatments involved in end stage renal disease. They were all able

¥ \ ;

to identify the origin of their renal disease and were well versed in the
o / N

Q‘ dysfunctions experienced by pati’enq with renal failure. For msla‘nce, several

.. . ,

patients rdentified sexual dysfunction, 1tching, and anemia as common

A

manifestations of renal failure. One young man spoke knowledgably about fluid

'f?hif(s and clectralyte imbalances. Another man stated, "'m probably very awire

'i%:f_'my dialysis condition and the kidney disease and how to make life bgtter". Yet

A -

other ma'n' §aid,_"lt would be incredible if | didn't know a fair amount about my

. V . . . - M !
~ disease and all the ramifications in terms of course and therapy". - It’ was

teresting to note that three patients spoke( knowledgably about aluminum

.
L]
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Table 2

Possession or Privation of (,00ds of the Mind

sl of e n
boeswicdy e & Mgl Pleasarane
nderstanling Abihities Snrrituality Peclings
Subject
Tauraher R
A
iag
: . v X
5
2 A
[y
3 N
4 N X X X !
S / X -
6 X - X ] X T # X .
7 X ’ X r
A
8 X X v X
9 X X . X
v
!
10 X

N

"X"™ indicates possession of the rfar\good to the extent required to have 4 good
fife, as judged by the 'mvcsll“g:atpr in Iight of the Aristotetian-Thomistic
philosophical theory of the good life. : 0

No "X" indicates privation of the real good to the extent required torhave 4 good
life, as judged by the investigator in- light of the Aristotelian-Thomistic
philosophical theory of the good life. ’

4

e - . .

»?
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) . stothe patients spoke nteliigently atoul thelr Zia'yveis treatment ang
Somie ot Thes i asiussed allernative Tresgtmentse Dxplicil descripiinng of dietany

.

cestricitaons were provided by o many of the patientls. Im one {ase, a4 moan
dJemanstrated a0 understanding of his ondivicdual dretary regimien 45 well as the
regien of wther patients when hE stated, "I hrow that's net COTman with kidne,
patrents bhecayse ost patients don't have output, and thati's probdbly the nurber
one priority with them s the fluid intake [s1c], but with me 11 1sn't". Al of (ne

subjects named one or more of their medications and many patients volunteered

-—

information relating to the actions and side effects of thetr drugs. Sc-\\rcral
patients S(‘CI’T;t'd 1o be harboring some misconceplions. Une WOF‘ﬂngUSCC the wrong
term for dialysis concentrate, another woman was mistaken in the frequency of
exchanges required with continuous ambulatory peritoneal didlysis, and one
patient talked about bratn cells dying while aﬂpcr§on was o‘n)ﬁé'r?fichine. Another
patient stated that a specialist told her that she was allergic to the machine

(which s highly unlikely) but that "l really don't know the process". Although

these comments indicate a lack of knowledge and understanding on the part of

several of the subjects, most of the data obtained. indicated that the patients

possessed a gond understanding of their illness and its trreatment. .

2

Knowledge and Understanding Related, to the Self. During the interviews,

. <

only certain aspects of the patients' comprehension of aspects of ‘their own body,

.
. o

mind, and character were addressed. 'Howcver, most of the patients, at some time

2 | K

during the interviews, specified a numeric value for one of their blood"

chemistries, indicating their knowledge about this aspect of their own'bodiec. One

[y
- -

man was able to detect minute physiological changes associated with changes in

his}blood chemis"try values.. All of the subjects indicated-that ‘the'y 'we’rc aware of
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Knowledge and 1 ndcrs!a:m}mE Helated 1o ither Penotle. SNeveoral o pationis
_
made statenents indicating that they undersinad How iher people tolr, Che 0 ter
oy i . - —~ i . - ' . .
an stated, "P've never had any proble=s . o . Ibut’ U (an put miyaett ing The

phsition of 3 younger mdan who has a hife ahead of him and who wants 1o be wy tive

wants fo do things, and resents being tied to the machine™ Twe ofher patients

tndicated that they could understand the desperation of one renal taiture patient

o
Ex

who had recently advertised his desire 1o purches= a kidney. One man stated that

he could understand how difficult 1t must be for a physician 1o request permission
.
for an Brgan donation from a4 family who had just tearned of the death ot a laved

one.

-, Know!edgé and Understanding Related toWife Situations. All of the subjects
.

.

reported that they had a fairly good understanding of fife situations. Several

-
>

patients provided examples of situations that they had {ome to understand dﬁ'b
. - i P kS

.
result of the experiences they had, had or others around them had had. When asked

dbout life situations relating~to organ donation, all of the subjects were able to

. ‘
'

- .

. . v
d‘vscuss the issue.

Mental Abiljties ' ! .

-~

Mental abilities refer ta the abilities which result through a person's yse of

his/her min'g or inteliect, The patient‘s'-poss'ession or privation of the followin

“w .
. .
. N . .
. j
. . . K . .
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Pt b betieved My conientratigr waould rprove f he were naotl oo dialysis.
.

oo omter Fuve patients reporied 1nal ltey were able 1o oreme s her

at s, doretan xntormation and recall svents froem the pasi. tiowever, they said

ital they hadYolcasional fapses of memory.  ine man siated, "It's always been
-l

.

- AN
shortoso therce's not much difference™ Another can repaoried that his Mermory was

net as good as 1t had been un previous years, but "it's no worse and no better than

oSt peopic 10 my age group®. Two men attributed thetr decline in memory 1o the

afuminum hydroxide that had been prescribed for them as a phosphate binder.
To Think. All of the patients reported that they had the ability to think.,
S TR ;

that s, to muse, to contemplate, to consider, and (o meditate. Many of the

patients reported that they tended to use dialysis time for thinking. Two men
A‘ ~ .

stated that they had !tttle time for thinking; one of these men remarked tpat the

. Aw

only time he Mad available for tﬁmk’mg was the 10 minutes before he went to
’ [~Y .
F 3
sleep.

To tiope. Six patients reported that they hoped for. various things, the

%
v

others denied having hopes. One man hoped to wipn a- I(;tlcry. Another patient
'hopcd| to be fambus. Four subjects stated that they hoped for kidney transplants.
One wohan stated, "l hope that everything will go well for us an“ha‘t sor-neday |

) )

could [sic] get a transplant™ Another man stated, ™ fantasize a lot about getting
. - g
off this [machine] and going to pursue my career ...".

To Leafn. All of the pati:vé;@_{i'r'e.poried that they had the ability to tearn or

- 4

to acquire knowledge seadily through formal or informal means. Most of them

R .
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Nire o olher peaplel twe o cten and 0ns woecan sTaled that o thoey R
Trpressiag some of therr feelings ta atrhiers. ipe cman sad Bave rieae e AN
[N
.
hut Do have o o hard Lime letting other people how what they are’. Nt g g
,
reported that he had difficultv responding 10 "the ot cresponsive way ™. Sy - s

alse stated That he *ound it difficult t communicate 1n a Rroup selthing.

»

o Judye. The reports of all hut nne of the subjecls Ncioated Thal they

possessed common sense and reasonably good judgementi. 'ne man stated, "1 think

that Fhave oo much common sense saometimestand | think I'm just Too practica’

for my own good". le thought that there were times at which he should g o

the wild thMg”. Two subjects stated that they were not in positions fcither at
~

~ -

» -._ -
work of* home) where they were expected to make decisions. Hfowever, they

lhought.thax the decisions that they did makg were sound.\')né sard, "t think |

h e

take more of my time now to judge something. | look at i1 from different points

of view now". The patient who did not believe that she ha_d,.good judgement

sta'teef,/"l just never know really what to say; | always use this 'f don't know, | don't

-

N

know'". Then she went on to say, ¥l try to make the dectsion on my own ... lots of

.

time | feel sarry what I've made A.Isic] because i1 wasn't a very'smart decision ...
Things don't work out the way | usually think it's going to work out when | make a

decision. Then |l learn-the hard way".
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Dapher hervog, Althoygh tive of the natiernts indicaled Thail they belnnged :o‘d

3 .
spec i reirgious JEnomamation net oali ot thess peanle Nad great taitp e a higher

2 ;
being. ine rman wha roentificd hroself as being a (Patholic, stated Tl guess | have
' B
probabiy s t? o e faith in the supreme bejng “as a result of the tllness!™. Anorbhe:
patient sard, "D dor't know why God makes all the goad people sick, and al!l the

- ) .
rotten peopds get 1o live a good hfe”. Four patients expressed ambivafent feelings
£:

about trreir faith, one of thest patients reterred to himselffas "an olg tashioned

ratrtonalist”. Another man indjcated that he believed that he, not God, contrelled

his destiny. {Jne man reported that he possessed a very deep farth, N

Pleasurable Fcchnﬂs

»
Pleasurable feelings refer to the positive sentiments a person _ experiences

n .
about various people, things, or objects. A great deal of data woere obtained from
-3

the subjects about theyr feelings. Not all of the feelings reported by the patients

: ' ’
were pleasuragje or positive in natutre, The feelings reported by thegpatients that

were not pleasurable in ngturc are referred to as negative in this study. Since

negative feelings are refated to the privation of pleasurable or positive feelings, a

real good, they are discussed atong with the positive feelings. Bmh.posiu’vc and

¢ b . .

negative feclir{gs are described under t'be‘l%eadings of f;.e'lings related to dialysis

L) ' .
r .
, . . . N
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LWL et e feelings¥ T ne patrenls andicated that, although they wsre [RARERN
- . el
~ .
about thers conditron they were ledarning 1o live wilh i, bor instance, e g
statec, " Con't think ane would be Yappy to be on diglysiys but L do o nal Canseder oty
. .
terrihlie (ross &4r. It s a4 Cross to bear but 11 1s no mofe a4 (ross ™Mbiear than
. . . .
manvy other people 1n —y age group SC 1o 60 years, who Save other (rnosses to .
.
T -
hean. ‘Us a painless treatment, 1t's a4 pood Quality of life". tne man stated,
.
—
C"Mappy? You must be joking! Swobody teels hapoy. It's just thatl vou “ave to
< .
aeeept 1t an your lite”,
Vv
. . . .
4 tew subjects talked about~therr anger and frustration about the (llness.
. L]
X K "
One man stated, "l get so frustrated | might take a tun and say to hell with it ...

+ -
. .

e

b‘uz’not so angry that | w(*j pull the plug on myself". Another mar stated with
" ., f
frustration, "l just think there 1s no more prisen tn this worid". In another (ase, a

. ,

man asked, "thmgocs cverything always happcpxo me?" A

S'everal patients repofted that they felt fearful. In par{ncular, the necedles

‘

used for dialysis frightened at 12%st three of the subjects. One woman expressed
; e
her fear of pain from venipunctures and stated, "The thickness of the needle - |

think turns cvcryé_ne of,f". Afthough most of the patients denied that they st;-ll had

fears abod® their dialysis or the needling procedure, one man commented that the Y

-
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Gascd o that aetarcigation, he decided a4t he wou'd never "‘d""e' e  was
Selerriined 0 oo he s bhurden o apoiber person. He !Idlfd that he now feld
6 s ..
serew et sad aboul havirg no one with whom o he Could share his prable s,
-

Nrether wo™man expressed saome sadness about her decredse rn hidn.

Two palients expressed resentment aboul their medications and dret. In

relatton to her diet, o9ne woman sta¥d that she resented "drinking nothing” while

.

oYlhers were having 4 good time. She also spoke of "¢cheating” on her "horse pyits™
[N

(referrin to the hosphate bindin medication). Her tone of voice seemed 1o
I3 ¢ P B

indicate that she also resented taking these medications.

Fcclmss Related to the Self. A number of pattents expressed feelings about

,

their own bodies and minds. In refation to her feelings about her Body, one woman
Q.
stated that she was unhappy about not being like a "normal person” anymore.

v

Another woman remarked that she felt embarrassed about her graft which look ed
"terrible”. she offen woré long sleeves 1Y hide it w!‘en she went out. One woman

expressed pleasure in relation to her knowledge about her condition. She

commented with pride, "l used to be such a dummy ... and now it seems | know so

.

much about phosphorus ... | feel intelligent.’ You know $0 much more than what
s .

[other] people know and it makes you feel go&\d inside when you know what you're

talking about".

%
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fove tor ther? (hildrer.  Most of the othes feelinge descrthed by tha & -

relation 1o theqr faoniies, friends, and spousesy g‘.‘r’tf’rd around N o gpnc e gty

ot these penple, and of the help theyv recetved from therm. »
3 B

«

“

’ N
Several paltients expressed negative feelings, such as resentment and anger,
’ + -

about the hospital statf., ne patient thought that the nursing statf in the home

. . »

dialysis unit were generally too busy to really talk to her Txcept o Isk heg

she telt. Another man expressed resentment about having to preggre his di@

a

during the training period, he thought that the nursing staff should have heen rmare
. . -

tooperative and prepared the dialyszeg for"mim when he was tired. [ wo patients

‘ ) . t

reported that they resented the nurses telling:them what to expect, when they did

not know "what it's reatly hike”. One man gtated that he was "sgill prssed otf at
» > .

that doctorf f4r . .not telting him that he would be infertile once renal failure

, .

.

developed. He indicated that he and his wife would ‘have had another child carly

in the course of his itlness had they been aware of th'i’s fact. !'n one ¢ase, 4 man

- *

angrily stated, "There are\pfople who shouldn't be doctors or nurses”. Although he

+ : .
did not elaborate on the incident{s) that resulted in these feelings, he indicated

-
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el b thagpt it that these s1aft e nbierg were "unidring’ Ang ade cetereng -

the fqa¢t that I[r\ beleonged T another ethnic group. Yiowever, Moy man 4iy,
‘
cxprossed vnoe very nesitive feelings abnut other statt e her s,
Several patients reporied their teelimps of Boviihity or Cadress aboe g (he

Datrents they had seen or met n the hospital. Maost 0f thegr teeings weare o
\ "
"

Dleasurable, Poe s can stated That he Jid not o cdre what P apnened Looany ot (e

nlher naleenis andg that he (ouid not <2and “listening 1o prople Ccosoptaining abooygs

\ '

wo ek exbrecsed vadness, for cxample, ame vian cand, lve seen s it

sherr )i,

clyoung patrents ¢amie anto the hospital and they Jugt had no desire at all 1o vy,

ft's very sad to see that on youdg people’. He went or fo expiaim why he Jid ne

o

allend any patsent group meetings "I guess | just did nol want 1o be associated
with thts group ! people. There were copers an there but some that did not ( ope
and 1 felt sad for seme of these people”. Another patient tndicated that it upset

him to see other patients who were not doing well, he avoided the hospital for this

rcason,

Feelings Related to Life. Sttuations. Feelings about life situatrtons tnclude
’ .

feelings expressed by the patients on a wide range of topics from life and death to
cating, drinkting, and smoking. All of the patients expressed some feclings ahout
Itte, death, and dying. One man stated, "l have no fear of death. And many times
A
I would have welcomed it. The fear 1s of dying, painful or slow dying. Whaukl pray
for 1s a qmckvhcart attack which finishes m: off with nobody around io NN
Another older woman stated, "When it's time to go, it's time to go, ! guess". This
feeling was‘cxprcsscd on a pumber of occgsion's by other patients. However, some
of the patients had very different feelings., A young patient stated, "l worry about
my own death especially when | feel so rotten and on the machine all the time.

You think so many things can go \wr'ong".« Another woman reported that she

worried about ‘what her family's life would be like if she died. OUne man stated,
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thoods of ©C haracter

Cocods of _hardoter are personal morat perfections that include such virtuce
1y tempesance, Justice, and fortitude. In this study, nince patients indicated that

they werec lemperate, The tenth subject questioned whether or nol he was

temperate, he siated that the situation would determine his resistance (o

P

pleasure. Seven subjects provided some evidence of just behaviour on thelrspul.

All of the pglients reported having fortitude. Many of the patients described

.

considerable adversitices that they had overcome. In many cases, the subjects also
discussed other moral (haracteristics that they possessed, such as honesty and

good temperment. Table 3 depicts each subject's possession or privation of the

goods of character. \

Tcrngcrance
A}

Nine patients indicated that they pdssesscd temperance, that is, that they

thought that they were able to resist pleasure when it stood ip the way of
attaining other goods. Several patients stated that adhering to the dietary
regimen was an example of temperance. However, most of the patients indicated

that they occasionally "cheated" on their diet. For the most part, the subjects

indicated that such episodes were uncommon; in the investigator's judgement, all



Table 3

- Possession or Privation of (Goods of (haracter
r .
ods o hhacacter
St
Teperange ) st e Fortytude Mool
G
Subre ot
U tier
\ S N
. N N
4 \‘ 1
4 \ N » :
4 v , : N, N
6 X X X
7 ~ x x X
b by X X
9 X X N X
~
10 i X X

"X" indicates possession of the real good to the extent required to have a good

life, as judged by the investigator in light of the Aristotelian-Thomistic
philosophical theory of the good life.

"X" indicates prixation of the real good to the extent required to have a good
life, as.-judged by the investigator in light of the Aristotelian-Thomistic
philosophica! theory of the good life.

®
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an was unceriaim aboys? whether o met he possessed

temperance, He ad™iited thal the gueslion tnal (he interviewer asked nf h:=m
aboul by temperance made N thiak atioul “all (he (hirgs vou dhow you shogldn'y
a4l hul you do eat satietrmed

l’ux:ur ”

Justice refecs 1o acting tarrly toward other pecople, respeciing the rights ot

“ther people, and acting for the common good ef the communmity. Although all of

the subjects stated that they acted fairly toward ot ers and several nrovided

cxamples bf therr just behavipur, the statements of several patients seemed to
4

indicate that ihey may not have truly posséssed justice. For instance, when the
subjects were ashed to express ther oplmon%> about a current moral 1ssue, that 1s,

whether an individual should be allowed to purchase a kidney from a hive,

unrelated donor, two men thought 1t would be Quite acceptable to purchase

Ofgans.a

Fortitude
Fortitude refers to the moral strength or willpower to overcome adversities

of all sorts and the courage to sufler barn for the sake of attaining other goods.
. AN -
When the patients’ were asked whether they would put up with pain or inconven-

ience to attain a good in the future, all of them responded affirmatively, Several
4

indicated that undergoing dialysis treatment wa< evidence of fortitude. One man

-

stated, "Yes ... | think I'm suffering enough”". Another patient related that she had
’ )

coped with many losses recently, including a number of deaths in her immediate

family and her iltness. She indicated that she had the courage to overcome her

problems and to continue in her pursuit of other goals in fife. In one case, 2a man

.
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Good tgmperment 15 ¢ moral good that five of the subrectls indicated that
they possessed. ‘ine man sitate¢ that he had become Detlier e pered wing- he

started dralysts, because his outlook on hife had changed. However, five patients

reporied that they were arritable, that s, they lacked goocd temper ment. 1ne = an
stated, "l am very irritable. I've always been short tempered but | have been yh]e
formerly to restrain my temper better than | cam.do now". On® woman stated,

~

- N - LY
"My nerves are not gaod. CLverything irritates me". The patients reported that-

thetr trritabiirty was a result of many things:s fatigue, noisy grandchildren,

difference of opinion with others, and anger regarding personal dchc'cncnc;.

The patients indicated that they possessed a number of other moral géods.
All but one of them said that they were persistent. All of the subjects stated that
they were "relatively" open-minded. Two patients reported that i,hcy were
"honest‘to a fault". Two men stated that they were "pc»rfect:omsts".

Goods of Personal Association . < e

Goods of personal association refer to possessions in the form of 3 person's

relationships with people, such as friends, family, and spouses. All of the subjccis

reported having close friendships and nine subjects reported that they had

satisfactory family relationships. All of the six subjects who were married
reported ;hat they had good marital relationships. Table 4 depicts each patient's

possession or privation of thie goods of personal association.



Table 4

Possession of Privation of Goods of Personal Association
\

Tlinods nf Percgnal Association
Foaraly “tarital
Frrendangp Hetationship Re€lationship
Subrect
Teumiticr
-
{1 X x
2 X bN X ’
3 X AN
-
4 X X X
&
S ' > X X
6 \ X X
7 X X X
8 X X ' X
o
9 - X X
S,
10 X : X

"X" indicates possession of the real good to the extent required to have a good
life, as jud:ﬂ;ed by the investigator in light of the Aristotelian-Thomistic
philosophicalv theory of the good life. )

No "X" indicates privation of the real good to the extent required to have a good
life, as judged by the investigator in light of the Aristotelian-Thomistic
philosophical theory of the good life.-

wnr
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Friendships
PO A H e~ - b ~ i R rima el L P . N N .
Trrendshapn erers 10 4 dlda Laring re [ N 1 [ e A e -
19
praple whe are ~nt relatel o each other 40 L E s
A
N - ’d
AdL ot the subjects reported 1Mal They Al a7 aeant o cne R
they wvisileC regutarly and in whe o ey (onfde St te gt e PR
therr friends were aware of their tHness ang "regtm e- -, broe
»
v haven't Mad any friends drop us because of my  nece L Ste ot AR
tact that her friends maintained their contacts with ber ndicated trat tne L w e
.
true friends and that they cared about her. Monst nf the patients Siea '

they recerved support and encourage ment from‘IhUr friends and that their friee,
were avatlable to help them with other things as needed. [wo patients stated that
they did not require any emotional support from their frucn.ds for others). “ine of
these patients referred to his rcla(agnsh:ps with his friends as a "mutual appreciat-
ion admiration soc;c!y": ) -

Family Relatiomships

A family relationship refers to a relationship that exists between a person
and his'her relatives. All of the patients possessed family relationships.  Such
«ctationships were of obvious importance to the subjects. (One patient stated that

he had siblings but that they did not see each other regularly: M get along with

them when | do se¢ them. Neither one makes an effort". This man also had

thildren whom he saw infrequently for a number of personal reasons. Some of the

kd

patients described the problems inherent in their family retationships. In general,

& .
the subjects reported recéiving more help from their family‘mcmbcrs than from

-

their friends. A daughter and a brother assisted with the dialysis treatments of

two of the patients. Other types of assistance received by the patients from their

"family members included financial help, helpn with physical activities (such as
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T4t oo me T e mal offmred ther cne of their raidreys
T - fothe Datrenty cepartied tral they woul
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mrarrtal retationship refers 1o a tvpe of friendship thal exists he'weens two

]

neople whao mave made a4 tepal ar verhal commatment e osach other. 1t oas ysually
[-¢

tharacteriged by a strong teeling of affection, devotion, and Cqring hetween the

Tw peaple involved who would dn whatever may be necessary to tmprove or

enrich the hife of the other person, ATl six of the subjects who were marsied

reported that they had goo¢ marital relationships. Four spouses helped with the

dialysis treatment.

Most of the subjects talhed about their sexual functioning when questrons
aboutl their rclano’smps with.other people were under discusston. One man

reported that intimacy was more important to him now than the physical act of

sexual tntercourse. Another man stated, "l am not impotent but | have no desire

t

anymore. If she expresses a desire, then we have sexual relations, but it has to
come from her. It no longer comes from me, and it used to be the other way

around?®,

Professional R elationships

Some of the patients described the relationships they had with their health
care providers. Five of the patients reported that the hospital staff members
were very supportive. One man, of higher social standing, indicated that he

considered some of the physicians to be his friends.

, | / o ,
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celationships with people thev el (hraug™ (o omugnity work. ‘uone of (he sutie Ty

mad developed peer relationshins  with members of  the hadney Foagndation
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although many ot therm ndicated some familiarity with th aclivilies o it
Y ¢ ol e (AN

Drzanization,

Sociat So00ds
Socral g‘oods are those possessions that relate 1o human dignity, sux_h FEN
equality of opportunity, equality of treatment, and equality of status. .inly four
r,f‘ the subjects indicated that they possessed equal opportunities for jobs. btught

~subjects indicated that they possessed equality of treatment and equality of

status. It 1s notable that many of the subjects 1dentified that they recetved
BN
spectal treatment because of their iliness, Table S5 depicts each patient's

possession or privation of the social goods.

Equality of Opportunity

°

Equality of opportunity refers to the circumstance where pc‘gplc have the
same or eqyal cond‘iuon when beginning an activity. Four of the subjects

indicated that they possessed equal opportunities with others for such things as
. - ~

.

jobs.  However, the remaining six patients stated that they did not have equal

ps

opportunities for some jobs.. One man stated, "You can tell.on people's faces when

-

they interview yéu. Right away - 'oh you've got kidneyi éisease - sorry'". Another

patieﬁt stated, "They say, 'Oh that's alright,_ we know you've got a2 problem but

. . o

[

»n
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Table §

Possession or Privation of Social Goods

N [QEIR N o
CQuality DGuality ot Lgua ity ot
D tunily Treatment Status
Sutyr
U PR
! ' X, - ~
2 N R N
3 AN
1 X >
S
e ]
6 X AN
7 X X X
8 X x
<
9 ’ X X X
X

3

“"XM indicates poss\ssion of the real good to the extent required to have a good
life, as judged by the investigator in light of the Aristotelian-Thomistic
philosophical theory of the good life. "

No "X" indicates privation of the real good to the extent required to have a good
lhfe, as judged by the investigator in light of the Aristotelian~-Thomistic
philosophica! theory of the good life, '

. S ' \
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fat ik Cosubie s s TUecdTAd Thal they Daanesy Al s SpnTity t tee gt ,ees
which retery ta the (ar G mslan o whiere Deanle gre treated e Gua T et ey
the fultiilment of therr needs a3 MU AN beings.  Most of the sgbie iy g a4
thal they rven recerved spegral treatiment hecanuse of Ther drscan-s. Pl oy a e s
/ .

- ” . . . . i

stated, "I tend 1o notice that thevire a4 hitile bil more - ~fiyhe niger”. Prve et g

ry

At one time oo I'¢ g to a party and the guvs wauld sav, 'L ¢

N
<

stated,

kitcher and have a couple of shooters' ... ™ow they'll go but they won't ask e

because they know I've got to watch my flurds and they know | dor't drink 1k -

used to". In another case, a woman tommended that she was permitted to chew
gum al work 1o alleviate her thirst, an aclivity which was prohibited for ather
employees.

One man indicated that he was not treated equally when he was in the

¢

hospital, he thought he had been treated ltke "a blob of meat". Annther man

tndicated that he was treated ltke a "yo-yo" at work. The subjects who rcpov;cd

being treated equally made comments similar to the one made by.a man who said,

N .
"Ltreat them as normal healthy people and they treat me as normg"l healthy people

[sicl because | do not present myself as anything else”. Ope man made an

interesting point, wgen discussing his working conditions, which left something to

s

) . N / /
be desired; he stated, "if you're going to be cqual,We got to be equal in the'bad

things as well as the good".
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rrspecied mare than ather penple belause they were ahle "0 vercome adversities.

Polttical Goods

Political goods are those possessions that relat- to gnvernment and

'
P

4

governance of a person, such as political liberty, protection tro—m harm™,  and
freedom of action. Reports of 9 of the 10 patvients {ﬂdl(dlcd that they had
polrtical liberty, 1n that they had the freedom to'partlclpatc in  dectisions that
aftected them. Many of them provided explicit examples of thetr involve ment in
making medically-related decistons. However, only lw()‘paxvcnxs could state
without qualification that they had freedom of action. Most thought that they
were restricied by their condition, particutarly in relation.to travel. Seven
patients indicated that they felt safe from harrv%._ Table 6 depicts each patient's

T~
possession or privation of the political goods.

Political Liberty

t
Reports’of 9 of the 10 subjects indicated that they possessed political liberty

1
in the sense of freedom to participate in deicisions, the outcomes of which
. ’ ) )
affected them. All of the patients reported/ that they were consulted regarding

major decisions in the home. In relation to dialysis, most of the patients made



Table 6

Possession or Privation of Political ‘,00ds

- N R e
Jtoe )
u Yo *
. ~
. Y
o
} X v
b ~ -
4 > .
y ?
C A A
—

[ N

- -~
- ‘\' %
» AN
q N X X
10 . X X

a -
-

"X" indicates possession of the real good to l?)c‘cxtent required to have 2 good
fife, as judged by the investigator in light of the Aristotelian-Thomistic
philosophical theory of the good i»‘c.é ’

No "X" indicates privation of tite i~21 good to the extent required tg have a good
l'ife, as judged by the invcsl.ga?or in hight of the Aristoteln-Thomistic
philosophical theory of the good life.



;
comments similar to the following one “Ido vtoall basically, other than those
things that are beyond my control ... | question 11, | uant\rm knnow about i, ang !
Iry to ln;lu(‘n(c the decision, good or bad”. One mam stated 1n relation 1o the

hospital staff, ™ know enough that pecople won't g€l too intimidated f .4 ask
questions. T think at's only right, that's my right as a4 person let alone ... patrent".

Anather man referred to- his freedom 1o makhe his own decisions by stating,

"“Wwhatever they jhome dialysss staft] taught me !"m doing because thal's what
e

keeps me oing, but 1 "don't listen 1o everything they say to me ... You |referring

-
to himself] dnow what YQu can do and you can't do ..."s Once man reported that he
&

was permitted to select a specitic brand of dialyzer and needles. Another man
stated that he was surprised to find that the staff responded to his written
concern . relating to the safety of his machine: The staff performed an

"experimeni”. The result was an upgrading of his existing equipment. In one case,

a man spoke of how he was permitted to modlp his dialysate composition when he
dialyzed 1n an vnstiluu‘e@ d.ut of x}: country. The only man who indicated that he
did not have political Iib.crty, tn the sense of participating in his care, had been
‘tnvolved in a di?put\é wit‘h the home dialysis staff. He thought that the staff did
not understand hi; need for 2 s:pc:cific aspect of hisregimen which differed from
that conventionally used by dialf&i_s patients.

N

. . i .
Freedowm of Action . ‘ \,
: =

> 1

Only two of the Eubjects indicated that they possessed the liberty to act as

tﬁey.plgﬁsé,d within the constraints " of justice. Nearly all of the patients
i

©
L

complained that they were not free to travel. Ohe man stated, "l would love to be

able to gb to H8waii when ! want to and not have to wait until I'm accepted there

4 © .
F

[refér\iing to receipt of notification that the dialysis unit in Hawaii could and
} o : :

.. A > -
P

would accommodate him], so | miss the freedom of- movement very much".

; , Sy

B ~

R .



ANtheugt 4 rumber of the patients Rad bad soae cxperience travelling singe they

b l

ad started Cralysis, one mar staled, Mty hike (aplive coderalion ... yvou ?

Hhe haoh
0o tw o Cays or you're going ta feel rough'. Another an stated, "Other people

. . ——
could sic] be out running around doing thrngs and ! have 1o sii here, or other

peopic can go on holidays at the drop of a hat and | have to mane drrangements”
The ceports of four patients indicated that they were privated of ftreedoo of

aclion, they stated that therr aclivities sudch as shopping, housesuleamnag, and

playing volleyball were limited by their condition and the resultant tackh of
)

cnergy. The patients who indrcated that thty posscssed freedom of sction
reported that they had become s0 accustomed to their routine that they no longer

telt restricted. They seemed to possess enough freedom to have a good fifc.

Protection from tdarm

Protection from harm refers to the state of a person's safety. Seven
subjects indicated that t'hcy thought that they were safe from harm. One man
stated, "Nobody would harm me. I've been harmed enough". Most of the patients
indicated that they lhived in safe ncighb.orhoods. However, on® man reported that
he kept a large dog and a loaded éun in his bedroom to protect his property.
Another man, who had been robbed twice, stated, "... what 1f they screwed up my
machinc"’. A woman expressed concern regarding her condition should she-ever be
kidnappcdf‘

Economic Goods

\
Economic goods are those possessions or financial resources that a person

needs in order to have a good life, such as free time, weadth, a means of

subsistence, working and living conditions conducive to health, availability of

medical services, and opbortuni'ties for self improvement. Of the 10 subjects, only



doreported tnal they nad enaugh free it Lo engny drte, Mowever every subjec:,

K} H

at scoe point during the interviews, expressed the desire for more free 11me orf
dentified some activitres that were limited by t1me. “ne of the subjeCts stated
i
that they had enough wealth 1o enjoy life. Also, seven of the subje ity tndicated
- ’
that they Yad 4 means of subsistence. Al bul two subjects indrcated that therr
a
fiving (onditions wesre (onductve {u heallh. In four cases, the reports of the
subjects indicatied that thetr working conditions were not conductive 1o health. For

the most part, the subjects thought that necessary medical services were readily
avarfable. However, nearly atl of the subjects had suggcsno‘ns for improving the
dvatlable health (dre services. All of the subjects indicated that they had
apportunitges for self-improvement, but many of them did not take advantage of
these opportuntties. Table 7 deprcts each patient's possession or privation of the

cconomic goods.

Free Time

Only four of the subjects indicated that they had enough free time, that is,
ttme not devoted to work that can be used to improve oneself or society. It was
tnteresting to note that three of these four subjects were not employed, possibly
explaining the amount of free time available to them. However, even the patients

B

who reported that they had sufficient free time made comments such as, "It seems
ltke the machine takes up so much of your free time". The ;;aticnts who’‘were
'working indicated that they had little or no free time on the days that they
dialyzed. As well, several patients reportc>d that they did not have enough time to
pursue activities such as taking more courses, visiting with friends, and spending
time with family members. When asked if they had enough time to do nothing, if

they so desired, most of the patients reported that dialysis was the time when

they could sit and do nothing. The patients stated that they participated in a wide

D

wn
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Table 7

Possession or Privation of Economic Goods

Peonomic Goods

free \\(;vhlng Means of ille‘)z

Thoe Woreatth Caonditinns Subsisiange Conditions
Subject
Teumbher
] . \ N N
2 X X X AN
3 X N A »
4 X X <A AN
5 X . N
6 X NUA X
7 X X AN X

. e
8 X X NA X N X
9 X X X
AY

10 X X

"X" indicates possession of the real good to the extent required to have a good
life, as judged by the investigator in light of the Aristotelian-Thomistic
philosophical theory of the good life.

t .
No "X" indicates privation of the real good to the cxlcnt‘rcqulred to have a good
flife, as judged by the investigator in light of the Aristotelian-Thomistic

philosophical theory of the good life.

N/A refers to not applicable ¢



Table 7
Possession or Privation of Economic Goods
beonemae Soods
Avarlability Opportunity
of Health for Self
L}
Services I rprove men:
Subject
Sumiber
.
1 N X
2 X X L g
3 x X
4 X X
5 X X
6 X X
7 X X
<
8 X X
9 X X
O
10 X X

)
X" indicates possession of the real good to the extent required to have a good

life, as judged by the investigator in light of the Aristotelian~Thomistic
philosophical theory of the good life.

No "X" indicates privation of the real good to the extent required to have a good
life, as judged by the investigator in light of the Aristotelian~-Thomistic
philosophical theory of the good life. :

...
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Tanne of activitizy on o otherr free time reading, walching lelevision, playing the

gutiar, dancing, targel shoaoting, vesiting with friends gardering, shiing, goiting,

And Loty nily worh
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. .
@_ w0
-

Wealth s a4 finmanciral or cconomic resource thal resglis on DrusNer ity and
conststs of such possessions 4s money, capital, ahd materral belongings. hobut
ane of the subjects reported that they had edough wealth to provide for thear

. . .
meeds and to enjoy life. Seven patients stated that they owned their own

- “ 4
homes, and several reported that they had other itnvesyments and resources. three
A}

patients indicated that they were "well off". ‘)ne mard stated, "I -can do anything |
- >

wand ... my needs and my wants - | have all the money 1n the world for them".

L} - B

Another man, however, satd, "Financially, too, .it's been a little bit harder since
've been on the machine because Il've changed jobs and took a lesser wage".
However, this man reported that he had enough money to meet his needs. He
desired mote money to do things such as "finish" the basement. The man who
reported that he did not have adeguate financial resources to enjoy life stated,
"We just manage - if we both‘had ajob ...".. He had been unable to find work.
Although his wife worked, they incurred additional expenses as a result of the
dialysis treatment. They needed a larger, more expensive apartment to

accommodate the machine, and his medications cost them $50 a month. They
v ’

could not afford to go out socially or to travel.

Means of Subsistence

Means of subsistence refers to the work done or the ways used to earn a
living. Six of the subjects worked to earn a living; one man was a tradesman, one

patient was a manager, two subjects were blue coffar workers, one patient worked



itoretdrl saies, and sne patlierl way a farme-, Jne g wh was retire
"al he mad Msignificant business interests The remaining three sub
el working they incdicated that they were provicded with fimancial TesauTees of a

Teans ol subsistence by their family mémhbers., Two of

these patients thought

that these tesvu ces were adequdte. Mence, only ¢ne paticnt reported a privation

ot wealth,

AMorking “onditions T onductve to Health

T Working conditions conducive to healthirefer to the (ircumstances refated to
health under which a person works., )f the six patients who were working, the
reports of only two of the patients indicated that they possessed working

\\
conditions conducive to health., One man who pos\‘scsstd good working conditions
stated, "My hours are fairly flexible ... 1f | want to leave during the day then |
can”", Another patient reported that her employer scheduled her work around her
dralysis tnmcta‘blc. Three of the patrents complained that their work environment
was dry and dusty, contributing to their thirst. Two patients stated that they
woarked long hours, up to 14 hours a day on occasion. In one case, a man was
concerned about the possibility of accidentally cutting his fistula at work;.hc
reported that he frequently received cuts and nick‘s on the job. A farmer, who
basically ¢reated his own working conditions, stated that he was exposed to a

i

number of pesticides and herbicides.

Living Conditions Conducive to Health

Living conditions conducive to health refer to the circumstances conducive

to health upder which a"person lives.and travels. The reports of all but two of the
[}

subjects indicated that they possessed living conditions conducive to health, Trge

two subjects who indicated that they did not possess this good reported that the
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ceparied that they ownel anC usned Ccats 4s 4 means of tracsperiation,

pportunities for Seif f'mprovement

AL af e subjects reported  thal they “1aC (gpom:umrhex for  set
A - . A .
tiaprovement, that s, they had external cesourc €y avarladble 1o them o assisl the
¢ )
in the enhancement of therr skill, knowliedge, or character. Most stated that They
o

could read or watch sefecied television programs increase their knowlcdgt‘."'»\;i‘
were aware thal courses were avartable, but seven subjects stated that they twad
no desire 1o participate tn them. Three patients reported that they had, n the
past, organized their schedules to take advantage of opportunities to 1ncrease
their knowledge. In relation to their 1liness, alli of the patients could identify
opportunilies to increase their knowledge. One man stated, "All you have to do is
ask and you could get all kinds of information and books and stuft they lhome
dialysis staff] could suggest you read". Alt of the subjects indicated that they

were aware of groups such as the Kidney Foundation and of classes in xhe'hospllal

that were available for them. However, three patients stated :ha)x they were

reluctant to participate in these classes. They indicated that many of the patients
were not as healthy as they were and they did not want to spend their free time
being reminded of their iliness. Several patients atso indicated that, although they

possessed the opportunities to improve themselves, they lackegd the time to take

advantage of some of the available opportunities. . \/

————
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Avariabhidity of health services teferg T the sxistence of nedllh serviley and
4 . N Teh AU o thme Ayt et re L pn: 4 the riab ! )
faccess to health Care, \ cf the patierts recagnized ¢ avariabiiity o

Jratysts treatmens, Moest nf the  patients expressed apprectatinn Uhal
.

grovercoment provided the™ with a4 —achine and supplies for dratyz:ing. ‘inc moan

stated, THE D mad to buy the machine and pay for all this stuff | thine | would fearn
, r 7 »

N

Loosieall. he support of nursing, technical, medical, and social services s1a*’ was

\
tchnowledged., However, all but two patients had sSuUggResttons for 1mproving health
services. ‘ine patient suggested that heds should be softer anc more teievisions
should be purchased for the incenter dialysis untl, one person sard that he would
ke medications 1o be provided without charge. Another patirent thought that' the
government should pay the mortga%cs on the homes of dralysis patients. Yet
N N
another man thought that the government should purchase kidneys from living
donors, he thought that this would save money 1n the tong run. Difficulties with
travel arrangements were of concern to two patients. One man stated, "l thynk ...
- : T
dialysis facilities are very inadequate. The free movement of Capadians within
Canada 1s very restricted and | think i1 1s unfortunate and should be changed.
There should be holiday dialysis centers away from hospitals, _Ium:led care centers
--- It takes six months to get your money back frogw Medicare and if you've been
away for four wecks and ¥ou pay $250 for [each] dialysis, it add%up to several
e
thousand dollars which you have to pay out of your own pocket™,
I
Possession or Privation of Instrumental Means
to the Real Goods
-« . . y
Instrumental megns refer to the actions performed by human beings or the

set of circumstances that operate to bring about possession of the real goods. The

patients possessed or were privated of five types of instrumental means:

A Y

-
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Phystningical Means
._

Physiological means A'\‘ those means that directly tnvolve a4 person’s badily

-
-

furctronning or action gpo~ 4 person’s body or body parts. There are theee magor

e
tvypes of phys!o!f)ﬁncai‘i’“ra.ﬁs NOUrIsShingegclivities, “treatments  and state of
health. ) o

.‘.‘r,umshlrm Activities

Nourishing activities fefer to those activities a person naturally carries out

.
on a rcgubh’ar basts that serve to feed or sustatn the body. They include. resting

.
Pt
-~

and s‘lecplng, exercising, and eating and drinking.

Resting and Sleeping. The nourishing activities of resting and siceping refer

to the acts of relaxing, sleeping, and not moving. They were involved In the
acquisition of goods of the body, gopds of the mind, and goods of character. Light
of the subjects stated that they n:eded and recetved seven to eight hours of sleep
per nmight. The other two péticnts reported that they only slept for four or six
hours a night. Three patients reported that they took afternoon naps, three
patients needed short rest periods during the day. With the exception of two”
patients, who received only four to six hours of sleep and were privated of an

adequate amount df this means, the patients' reports indicated that they received

adequate sleep and that rest and sleep resulted in their health and vigor. Onc man

stated, "My whole well-being depends on how mucwgct. I don't get

- f —
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Hoesiinmg anC siceping were alss Inyn'ved 1m the acquisition of poads of the
aad, re et statled thal Tgood rest oand sicep” attected Mis fcelings abous
dralysis and other thirgs, He said that he was much more hkely to feel positive

ahout his sttuation when he was well rested. T his m™an also indicated that he was

%

‘Ssx lthely to becom™e irritable 1f he had enough sieep. Therefore, sleep was also a

means involved 1n the acgquisttion of goods of (haracter. With regarc to the t(wo

-

patients who indicated that they were privated of an adequate amount of these In-
strumental mecans, one of them reported that his ability to remember, to
concentrate, and to judge were not as "sharp” when he lacked an adequate amount

of sleep. . '

txcrcrs:ng. Exercrsing, -that l,thc act of wusing the body's muscles or
exerting the body, was involved in the attiinment of goods of the body. Six

patients stated that they participated tn some form of exercise to maintain their
\

health. Three patrents sta\cd that exercise helped them to preveat constipation

B [

and one patient reported k‘hat exercise promoted sleep. The reports of five
patients indicated that they exercised to some ?xtcnt to increase their vigor.
Walking was the most commonly reported form of exercise in which the subjects
participated. Some of ‘the subjects rcpo;tcd thit they occasionally played

.recreational! football, did aerobic exercises, and did weight lifting. No patients

indicated a privation of this instrumental means.
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prevent cardiac arrhythmias and foods Brgh oan o sodisr and fluid to nreyedr fig, e
overfoad. The patients reported that Z'w? tried 1o pr¥vent (onstipatinn hy valing
bran, ;u)d raw ftruits and vegelables, and by drinking (ottee, pfurv} jutce, and
adequate amounts of fluid.

All but two of the subjcc!‘ reported that they restricted their fluird ntake to
prevent tluid overtoad. The actual volume of flui¢ ;(>nsumcd by the patients, as
reported by them, ranged from 600 mI to 3 L & day. Two patients reported that
they had no need to restrict their flu'd intake since they were able to eliminate
sufficient quantu_hes of fluid, Six patients reported that they no l;)ngcr consumed
2lcoholic beverages. Two of these subjects indicated that they had‘devé'TF/pcd 4
distaste for aicohol since starting dialysis. These subjects thought that !hCIr.f‘IOn—
consumption of alcoholic beverages was contributing to thg enhancement of their
health. In contrast, another manvthought that drink;ng beer hetped to increase his
urine output.

Eating and drinking were also means involved in the acquisition of goods of

the mind. One man indicated that his mental abilities were better when he
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€ 'walched” his diel. Another subject thought that alcohol and coffee decreased his
< umemtal abudlies so he generally tried 1o avoid these beverages. Simuiarly another
b
e oa , N , .
kcswcn: indicated that his good cating habits helped him 1o maintatn his p
pleasurable teelifgs about his 1liness and his hife,

.6 s
‘>cvcr(l patients sndicated that they 18 not always use the instrumental

’

Means, "eaigng and drinking"” appropriately. An unmarried patrent dle very poofly,
h e
he consumed mostly bélogna Sandwiches and "fast foods". Most of the patients
»

reported that, at times, they did not comply with their dietary regimens. for

<

Inytance, one woman stated, "l kind of cheat once in a while and go have 2

» . > . 14 :
hamburger and chips, or a pizza - but not very _often”. She thought that thas
noncompliance could contribute to her foss of health if continued do the extreme.

Two patients drank heavily; they consumed at least three drinks every night and,

on wrek‘cnds, the gQuantity increased. One’ man indicated that drinking alcoho!
privated him of health, he felt ili when he drank. Another man noted that he

developed a decrease in vigor when he drank too much fluid. - (

“ N
In one case, a man indicated that his prescribed dﬁilcd his freedom of
&

<

action. He thought that his diet prohibited him from ca:l'rig what He wanted to
when he went dut. His need for a special diet kept him from vistting friends and
from travelling since he worried dbout not being able to obtain the right foods,

and the complications that might ensue if he deviated from his diet.

o

Treatments
-

Treatments refer to the prescribed and non-prescribed technical or artificial

means a person uses to augment the nourishing activities. They consist of

prescrioed treatments, such as dialysis treatment and medications, and non-
. - :

M .
prescribed treatments.

< . -
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rescribed Treqatments, Prescrihed freatments are those remedies that
subpestied of ordered by a health professionai. (ine of the prescribed treatments,
ﬂd"wrlyrdnﬂys!s frediment, which invdlves the cxtracorporeal removal nf excess
tlurd, electrolyies, and mitrogeneous wadles from the Hlood of 4 pecson with end

stage renal Jdiscase, wes a reported instrumental means (o the attain-rent \\'?‘ goods

. - M

of the hody, g(;()(fs of the ming, gnnd} of <haracter, and goods of personal
.x?.souatmn. However, several patients indicated that their dlA’YSIS’lYtdI”‘('”[\
alyo interfered wigh the attainment of goods of the bodyv, g<><>ds.()f the mind, goods
of character, goods of personal assoctation, poilll(dT goods, and cconomic goods.
Two patients indicated that dialysts was a means to g;mds of the body. They

reported that they felt unwcll or "toxtc" 1f more than two days clapsed between

their treatments. One man indicated that dralysis contributed to his pleasures of

sense. HMHe reported that he dialyzed more frequently than other patients so thas:

he could consume a more ltberal diet and this Increased the pleasure he recerved
through the sense of taste. This man also believed that dialysts helped to increase

the acuity of his senses,

.

The patients indicated that dialysis treatment was a means 1o goods of the

mind. Two patients reported that, if they were not well dialyzed, their mental
abilttres, such as their ability to communicale, were not as good. They, therefore,

&
»
made efforts to ensure that they dialyzed adequately. Two patients indicated that

dialyzing well helped them to maintain positive or pleasurable feelings about
vafious things.

One patient referred to dialysis as a means to goods of character. He stated
that he dialyzed regularly to prevent the irritability that developed if h; was
"to"xic" or not well dialyzed. Two patients indicated that dialysis was a means to

goods of personal_association since it brought them closer to a spouse or a friend.

These patients viewed dialysis as a time when they could sit and talk.



Although Cralvsis, tn fact 0y generally vieweld 4y a4 means (o hea't» ang
vitalily fo° a4y person with rengl farture, gl of thege patients sndicated that
contrabuted tn 4 privatinn of several goods. They associated dialvsis with adverse

Sy mploms, such ey headaches, muscle <ramps, nausea, poor coordination, and a

fecrcase an general awarencss. Two patients also stated that the machine "wears
e out”. They were referring to the fatigue or lack of energy that 1s prevalent
postdralysis. One man reported that Jialystys 1mpaired his sexual functioning for

approximately 10 hours after the treatment.

Three patients statcd that, after dralysts, thc.y had more ditficulty
concentrating and they did not feel as alert. Another patient reported arritabelity
atter dralysts as a result of the biochemical ¢hanges that occurred during the
treatment.

In relation to the geoods of personal assoctation, one mdn reported that
dralysis tnterfered with his family relationships. Dialysis kept him from visiting
hts father, and limited their visits to weekends.

Five subjects indicated that dralysis privated them, to some extent, of a
political good, namely freedom of action. These patients ;tatcd that the time
involved in dialyzing and the feelings of "unwellness" af!c‘r dialysis kept them
from doing some things that they wanted or needed to do, such as traveling, or
shobplng.

Several patients indicated that dialysis also contributed to a degree of

privation of economic goods, such as free time and a2 means of subsistence. These

109

patients stated that, if their dialysis time were reduced, they would have more

—
free time. One patient reported that he was currently unable to work because his
dialysis schedule prohibited him from accepting shift work. .

Medica/lions are chemical or biological substances that are'prescribed by a-

licensed physician for the prevention, treatment, or cure of a disease. The
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acqursttror of poads ot the hody. in felatron (o thege RO ds, several patrents
Teported thatl some edications contathuted (o the Emprave s ert ! therr health,
For anstance, they sa:d thmat. the sinol sofienmers and faxatlives aiicviated therr

coastinpation, calcru™ carhonatle reduced their sery phosphat- Tevels, and (he

sterogds and 4 muscle relaxan? alleviated Hther SY Mplems. ine patrent reparied

that an anabolic steroid

Mereased s vignr by increasing s mvuscle = ass.

Several patients also indicated that their medications also pPrivated theo | 1o
some extent, of goods of the bodv, goods of the mind, and goods of (haradter.
Three patients indicated that a phosphate binder, aluminum hydroxide, and an
“tron prlt" contributed to a privation of h¥alth by cCausing constipation. Twao
patients indicated that a medication, alumrinum hydroxide, c(ontributed 1o 4
privatton of goodg of the mind, they thought 1t caused forgetfulness. One subject
tndircated that aluminum hydroxide contributed to a privation of goods ot
character by causing irritability. ,

Several patients indicated that they used other medical treatments as medns
to the acquisition of goods of the body. These were methods of managing
symptoms, prevenling disease, or promoting health, other than by dialysys or the

'
administration of drugs, prescribed by a -health professional. For tnstance, one
patient stated that she used ultraviolet light to alleviate a rash and ttching.,
Another patient stated that visiting the physician was one means he used o atlain
health. Three patients reported that they rccgvcd regular blood tramsfusions to
maintain their‘vigor. Two patients indicated that corrective lenses were, for
them, means to both health and pleasures of sense. None of "’d? subjects indicated

a privation of these instrumental means.

Non-Prescribed Treatments. The patients' reports seemed to indicate that

non-prescribed treatments, that is, remedies that a person initiates without the

,



advice of 2 prysiciar, WP e nvnived in o 1he A GQuis i o Lunds »f The hody, goods

of the ~ind g4nd rionnmig foads. These Iw’f‘dt’:"'!k:S nmituded 4 numher of Koo
recedies &nc smoking.

Several natienis indicated hat they used nen-frescribed trealments Lo
aLqQuire goods of the hady. Thev used vartous orls, fotions  and (onditioners o
treal their dry skin and "AH.‘ T owore subjrectsreported that they (heweld gum™ Lo

feduce there thirsi and to mantmize therr tiuird ritake.
ihree subjects 1ndicated that sSMoking, & non-prescribed treatment, reduced

the acuily of therr senses of taste dnd&@cl! and reduced the sensua! pleasures
“
.

they acquired through these senses.  One man indicated that crgarette smoking

decrecased his mental abilities.

State of tHealth

State of health or condition of the body or body parts was a circumstance
that operated in the attainment of goouds of personal association. One subject
tndicated that his state of health was involved in the acquisition of goods of
personal association. This man stated that he had become more supportive of his
wife since he had developed renal failure.

Generally, the reports of the patients indicated that they were privated of
the instrumental means, state of health, 1n that their current health was nol
adequate for the attaim;ncnt of real goods, and the ultimate good, the good life.

'
In relation to goods of the body, several patients indicated that their symptoms of
end stage renal disease contributed to a privation of pcalth. For instance, several
patients reported that their sexual dysfunctions were a result of their renat
disease. Sinusitis decreased the acuity of one patient's sense of smell and,

therefore, his pleasures of sense. Four patients indicated that their anemia

(associated with renal failure) caused a privation of vigor.

v
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patrents indicaled thatl the wtate of uremia for being "loxi (T amparc e therr aNiinny
(o re~emher, ine necson reporied that 1t rmparred hrs oability o k()ﬂk(‘"f"dif’.
Yel anolher cman andicatel that he had lost fatt®™ in 03 as a4 tesull of Mis slate of
heatth, Pwe o subjects reported thal therr state of Mealth Caused srritability aroa

tack of goond temperment.

Several patients indicated that the 1astrumental means, state of health was
notl avartlable (o them. (Jne woman Indicated that her present state of heatth
privated her of goods of personal association, she did not feel able (o participate
N soctal activities that helped to 'namta/n her relationships with others.,

Four patients indicated that their state of health privated them of freedom
of action, a2 political good. Their current state of health prevented them from
unNdertaking 4 variety of activities ranging from shoveling snow 1o working in
developing countries.

Although several patients indicated a privation of soctal goods, only two
pattents directly attributed this privation to their state of health. These two
pancnts.bchcvcd that thetr job opportunities were limited by virtue of therr
illness. One man was forced to take a lower paying job as a result of his illness.
He tholught that this decreased the respect he received from others.

[ 3

The reports of several patients also revealed that the state of health

B

privated them of economic goods. One patient reported that he did not have the

energy to maintain his living conditions through regular housekeeping activities,

\
-

One man stated that if he were healthiery he would be able to work for a living.
/

¢
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Copnaitive strategies arc cethods used by o4 person o otiain o orcatiop o
K £ v

facts and to come to hnow and understand them. The common cognttive strateg-
tes that were wused by the patients in¢luded reading, Inquiring, ohbserving, and
14
reflecting.
The patients used COgnitive strategies to acquire goods of the mind and

polttical goods. In relation to the acqutsition of goods of the mind, all of the
i

subjects reported that they read to increase thetr knowledge and ;Jndcrstandlng of
not only their tllness but also of many other life situations. The patients read
everything from newspapers and magazl\ncs to medical encyclopediae and medical
journals. One patient stated that she read a brochure about sexual dysfunction 1n
renal disease to increase her knowledge and understanding of this problem.
Another man stated that he read some studies about the refationship between
aluminum and brain disorders. Two patients reported that rcadlpg helped them to
improve their mental abihties.A Also, one man indic.ated that reading about the
physical and psychological aspects of dialysis helped him to reconsider how he fett
about his disease and its treatment. T’wo patients indicated that they used
observation as a means to knowledge and understanding. In particula.r, one man
reported that he learned about dialysis by sitting and listening to the other
patients in the waiting room as they talked about their disorder.

Four patients stated that they talked to other people and asked questions to

increase their knowledge. One man stated that he liked to talk to "professionals”
ecg "p

Lt
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vone ot the patients' reports indicated a4 privatron of the instrurienia’

Teans, cognitive strategres.

Altitudes and Approaches

A person's attitudes and approaches (that 1s his'her relatively enduring
feelings, beliefs, or behavioral tendencres toward pecople, groups, objects, or 1deas)
were involved 1n the acquisition of ncarly every type of real good. The patients'
reports seemed to indicate that these means were tmportant 1n the attatnment of
the goods.

/

Five patrents used attitudes and approaches as means to the attainment of

health. They stated that they tried to "live life to the fullest”, to "stay active and

“in coht'r‘ol of life", and "to maintain your previous workload and Hfestyle". They
indicated that these attitudes and approaches helped them to maintain their
health and vigor._ Two patients indicated that their attitude of being appreciative
of things around them helped them to attain pleasures of sense.

In relation to the acquisition of goods of the mind, one man stated that he

used an aggressive approach to gain knowledge about kidney disease and other
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tudes about Meir Conditine and 1ty trealomen: Nriped thesn 1o

Taintain thews positive teelings abiout thetr fiyes, Ine man stated, Tit you accen:
opesttev By v gl de hetter, "tovou Zae't vou Eel oproble 7, Anoiher can
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stated, "L fook 4l each Cay ... oand dialysis cormes second. CoCdon't think ahout

dratysis. You have to do 11, yes, bu:i ! really don't dread doirng a1t. really don't
Rrve U a2 lot of thought ... 1 car't dwell on 11 because | hnow 'Uowould gt mMme
down".  Another man cxpressed a stmilar attitude when he saic, "l fee! {‘ls Ik e
when you play poker, if Yyou have a4 good hand, you play 1L, anc 1t you've got a4 Had
hand you got to play it ANy way, so just pla-y it and shut up lsicl. yLYou’rt not going
to get a4 better hand“. (ne man sta!ed‘xhat Jooking at situations Xll\&jcnsc of
humor helped him to maintain some of his pleasurable feelings. HMe f(;und that he
felt better about his sltu;\x\lbﬂ tf he tould laugh about 1t. Another man maintained
his posttive feelings by looking at things "da/ by day".

YMany patients also indicated that their attitudes and approaches were
involved 1n the acquisition of gucd, of personatl assoctation. Two patients tried to
avoid placing unnecessary burdens on their family members or friends in order “to

maintain their relationships. Another three patients stated that they avoitded
’

complaining and feeling sorry “for thcmselvgs tn order to maintain their
relationships. -
Attitudes and approaches were also involved as means to the acquisition 01>
social goods. Several patients reported that their positive attitudes about their

iliness gained them respect from others. Again, two men indicated that, by not

complaining and "feelling} sorry" for themselves, they influenced the treatment

wn
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they used 1o m4aintartn their sa‘ery. They avenrded wt'he,
t

Cescrihed approaches
alone at night, they locked thetr doors at night, and they avarded Teaving valua® -

1tems 17 accessible places.

One man indicated that nisfattitade of "doling] the hest job § know how
L

contributed to the acqguisition of economic grods. This acqutsition helped him to

maintain his means of subsistence.

At no time, did the subjects indicate a privation of the instrumental means,

attitudes and approaches.

50ci1al Means
5ocral means, that 1s, means that involve or arise from interaction between

persons, were involved 1n the acquisition of several types of real goods. There are

three categories of social means: matntaining contact, recetving help, and giving

help.

Maintaining Contact

Maintaining contact refers to a person's attempt to continue to interact or

communicate with people for purposes other than help; it was an instrumental
S
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Sevocal patreniy tndicdtied [hat their mairlendnce 0f ontacl was tnvolved in

the acqutsition of gé"vds ot persoral associatton. Most of the su;;ccts tndicated
that 11 was smportant to communicate regularly with tamily members and *friends
e maintain or 1mprove therr relatronships. The subjects reported that they spent
trme with their ¢hildren, called their friends or family members on the telephone,

and remained involved in the actrvities of their triends and family.,

~None of .the patients indicated a privation of the instrumental means,

N
&
maintarning contact.
a .
/ Receiving Help
\\ 4 Receiving help refers to a person's receipt of assistance from others in the

form of support, cncouragement, services, Or resources. These msxrumcnlaJ

means were involved 1n the acqguisitign of each typwm in relation to

the goods of the body, two patients reported that they received help with their

"

dralysis from another person; they thought-that this helped them attain a higher
fevel of health. One man indicated that he received help in attaining goods of the

boudy from his wife when she ate the same diet that he was required to eat. He

’ o .
alsoN\indicated that he received help with managir his dietary restrictions from

b
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goods of Character. She stated tha: her family and friends otten "give me the

courage to do thinags” that 1s, they helped her acquire fortitude. .

The patrents indicated that recctving help trom others contributled to the
acquisttion of goods of personal association. The subjects stated that they
fecerved help in the way of money, services, or support and encouragement from
others. They thought that re(clvlng"hclp {and giving help) was necessary for them
to majntain therr friendships and family refationships.

-~The help that the patients received, from various organizations which
tncreased public awareness about kidney disease, assisted 1n the acqutsition of

social goods. Two patients indicated that organizations such as the Kidney

Foundation and the Human Rights Commission contributed to their attainment of
equality of opportunity, equ ility of treatment, and equality of status by increasing
the awareness of the general public about the plight of patients with renal disease.

Several patients indicated that the help they récjiu:d from other people
’”

facilitated their acquisition of political goods. Four patients jndicated that they
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Heceiving help fram Gthers was alse a Teans (o the acguisttion of 2conagmic
;

gonods. The patients stated that they rececived help from other people with

aclivilies such as setting up the dialysis machine and mowing the lawn this lefy

them with more free time. “Jne man indicated that he received help with

tarpeniry and maintenance of his house and that thts contributed (o the

. s
acqutsition of living conditions conducive 1o health. Two patients stated that they

received help with therr housckeeping activities. As well, several subjects

mentioned that they received help from the Kidney Foundation in the form of

Certain health services, such as the mobile dialysis unit.

None of the patients indicated a privation of the instrumental means,

receiving help.

Givmg Help

The provision of help, that is the offer or provision of assistance to other
people in the form of support, encouragement, services, or resources, was involved

tn the acquisition of goods of personal association and economic goods. Inrelation

to the goods of personal association, the patients indicated that they gave help to
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Lennomic Means
tconomic means refer 1o those means that are financral 1n nature. T hey

include wealth, work, and time,

WNealth ) '

Wcal(ha(refcrrmg to money, property, and possessions' wds nvolved 45 an
instrumental means to economic goods. OUne patient indicated that he used his
wealth 1o acquire an economic good, that s, hving conditions conducive lo
health. This wealth was necessary because he required a iarger- apartment to
accommodate his dialysis machine. This cost him an extra $100 monthty.

One patient indicated a privation of the instrumental m'eans, wealth, in
relation Jfo the goods of personal 'associati,on. He reported that he required

greater wealth so tha: he could visit family members, who lived out of the city,

with greater regularity.



Woore

Work, that ts, labor performed by a4 person for fremuneration, wds a means to
the acquisition of economic goods. Ine man indicated that his work was a means
INvolved n the acquisition of health care services. Fte thought that hig
employment and that of other patients demonsirated the cffectiveness of the
dralysis tredaiment to gr/v-(‘rﬁmcn: officials and that this dcmonst.rdtl(;n would
¢nsur e continuing support tor dralysts programs,

4
Inrelation to the goods of the body, two patients reported that their work

4

caused fatigue and lack of vigor. Another man reported that, as a result Hof the

.
&

nature of his work, he sustained mdn'y nicks and cuts to his hands. The reports of

one man indicated that the nature of his work contributed to a privation of socal

goods. In the work situation, he was treated as a "yo-yo"; he thought a better job

would increase the respect he recetved from others. The three patients »;\rho were

not employed did not specifically discuss their privation of the mfi,u{j;?ntal
: {

means, work. tHowever, It was obvious that they were privated of these means to

wealth.

Time

Tifn_e refers to a .span of clock time available or wused for tasks or‘
activities,: This was an instrumental means of which the patiends reported that
they wcfc privated. In relation to the goods of the body, three patients reported
that’a lack of time prevénted them from getting enough sleep a.n’. exercise, and
from eating aldequate meals. ';l addition, one of these patients indicated that he
often did not haye-time to fully enjoy sensual pieasures. For insiancc, he often

"

did not h;-ve time to listen to music. In relation to the goods of the mind, one man

reported a lack of time to increase his knowledge and understanding. Also, he
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that, ot they had more time, they would he #ble 1o assocrale with coond faely
e bers and fraiends. e man mentioned that, 1f he had additiongi treee he
N
could become involved 1n (nmmunily organtzaiions. One nan indicated ttar e
was Dfivaicd o enough time to aliarm an ¢conomig good, namely living coadii-on
b
conductve to heai“he He stated that he di¢ not have the Time 16 matnlare hoy oo
satistactorily., N

tnvironmental Mcans

Scveral patrents indicated that medns of an environmental naturc, that s,
the physical conditions 1n which they lived and worked, privated them of some of
the goods of the body. Two patients reported that the ;mt weather contributed to
their excessive intake of flun(?s and, thus, to fluid overload. The dryne‘ss of the
cltmate was another environmenta!l condition that two patients repofted (on
tributed to the dryness of their skin and hair. Two subjects reported that the dust
and dirt 1n their work environments contributed to the development of dry Skl;'l,

hawr, and mouth.

Order of Importance of the Real Goods
The subjects' ranking of the importance of each type of recal good was
'

determined using a card 3ort task at the end of the first interview. Six of the 10
”

subL;ects idc}nuficd goods of personal association as the type of real good which
was of most importance to them. When asked to explain the reasons for their

L]
responses, onc man stated, "... my family is very important to me. That s the

reason | am on the machine. If it wasn't for my family, | probably would not. carry

on with it ...". Three patients ranked goods of the body as being of highest

[y

(IS}
™
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For the most part, the extrinsic goods fpolitical, sceial, and cconomic) were
canked lowest by the subjects tn terms of the impertance of them (o them. Some
feasons griven for this ordering were "l have no problem with ... equality of
treatment ... that would be the last thing on my mind", "You worry more about
your own life ..." "o considering that weslive 1n a2 democratic country ..." and "...

the « things dare all guaranteed ...". The subjects' ranking of the tmportance of

cach type of real good 15 outlined m"Taf)l; 10.

Order of Proportion of Time Spent in the Attainment
and Enjoyment of the Real Goods
The subjects’ ranking of the amount of time spent in attaining and enjoying
each type of real good was.determined using a card sort task.at the end of the
first interview. The patients spent less time explaining reasons for these rankings

than those relating to the importance of the types of real goods. Howeyer, four
N I's
patients indicated that they ranked goods of personal associatiom.as coasuming the

z

most time because they were always interacting with someone. Three of the 10

patients said that they spent the most time' in attaining and enjoying economic

goods. 'This was because they spent a'great deal of time at work. Although three

patients spent the highest proportion of time in acquiring and enjoying gdods of

the body, another four patients ranked the proportion of time spent in attaining

.



Table 10

Rank Ordering of Importance of the Keal Goods

y o s

oods of the Body

Goods of the Mand

Goods ot ( haracier

Persona!

Soods of
Assocration
tconomic Goods

Socral Goods

Polttical Hoo0ds

n

Py

PN

2

5

Moank

6

gering

' 4

Py

indicates the highest possible rank and "7" indicates the lowest possible rank.
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Summary
According to the Arnistotelian-Thomistic philosophical theory of the good
Irfe, all pecople —ust possess and enjoy all the real“goods 1n the right order and
proportion in order 1o have a good life. The subjects of this study reported that
they had faicly good general health, in sprte of their iffness. Only two patients
reported having good energy or vigor. Seven patients indicated that they
possessed vitality and nine patients indicated that they enjoyed pleasures of
sense.  In relation to the gooc;s of the mind, all the patients stated that they
possessed fairly good knoryledge/and understanding about various things, five
‘patients indicated that they had no serious privations of the mental abilities about
which they were asked, four patients indicated that they had faith 1n a higher
being, and five paticnts indicated that they possessed pleasurable feelings. With
regard to the goods of character, most of the subjects indicated that they acted
températely, ju'stly, and that they possessed fortitude. - At least five of the
patients indicated that they possessed at least one other moral good.
Essentially, all of the patients indicated that they possessed goods of
personal association. In relation to the social goods, four patients suggested that

they possessed equality of opportunity and eight patients indicated that they



Table 11
Rank Ordering of the Proportion of Time Spent -

Attaining and t njoying the Real Goods -

Teal L aads Hank Jrdering by Subye . teyeetier

R 4 ’, - : .

soouds of the ody 5 M 3 2 i ] ; i 4 “

oods of the Mind 3 2 ) 3 5 N 2 2 2 :

soods of Character 2 4 2 4 3 3 4 S S 2
Goods ot Personal

A\s(yﬁuauon &) i 1 1 2 3 i 3 3 3

tconomic Goods 1 3 5 6 6 6 6 6 1 1

Socral Goods 4 7 &) 5 4 5 5 4 6 6

Political Goods 7 6 7 7 7 7 3 7 7 7

“1"indicates the highest possible rank and "7" indicates the lowest possible rank.
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protected from o harml o relation te the ecangmig goouds, tour patients stated that
thev had enouph tree time nine palienis indicatled that they possessed enough
wealth 1o live weil, and twe of the six Patrents who were worktng indicated that
their working conditions were conducive to health, Stver patients indicated that
they possessed an independent means of subsistence. btight patients indicated tha:

A

their Living conditions were conducive to healih, All of the patients indicated xhaL
health care services were avatiable to them, and that they had opportunities to
improve themselves.

The patients indicated that 4 wide variely of means were involved 1n the
acquisttion of each type of real good. The instrumental means that were most
commonly involved or used to attain nearly every type of real good were attitudes
and approaches, and recetving .‘clp‘. The paticnts’ reports seemed to indicate that
they were also privated of instrumental means to some of the real goods.
Specifically, thgy indicated privations of the following instrumental means- some
of the physiologica! means {resting and sleeping, and state of health); economic

means (time, wealth, and work); and environmental means. The patients' reports

did not indicate a privation of mental or social means to the real goods.

h

In relation to the importance of the real goods, it was found that the
patients ranked goods of personal association highest. Political, social, and
economic goods were 'r.anked towest in importance.

Inrelation to the time spent in atfaining and enjoying the real goods', it was
found that the subjects spent the most time in attaining and enjoying goods of

personal association. The subjects who worked indicated that they spent a large






Vo DISCUSSION AND LIMITATIONS OF THE STUDY

.
Discussion of the Findings
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iy ey, .

Adthough any of the subjects reported that their health was good or tarciy
good, none could be fabelled as "healthy" by the study's definition of "functional
and structural integrity". It has been noted by rescarchers, that postng broad
questions about health and satisfaction generally elicits a positive response. More
detailed questioning uncovers areas of concern and difficulty FAntonovsky, 1979,

r
n. 35 This phenomenon seemed to operate in this group of subjects, they
reported good health generally, but when they were asked about spectfic raspects
ot their health, such as mobility or sexual functioning, their responses revealed
that they were suffering substantial degrees of privation of this real good.i Also,
since the patients were not provided with the investigator's definition of health
-»"\i{rhcn the question regarding their health was posed, it may be that they responded
using another v;cw of heaith. This suggests that their reports of good health may
not have been indicative of their possession of the real good, health, as defined by
the investigator.

The findings of the study relating to the goods of the body and goods of the

mind are consistent with those rcportc’d in the literature. It has frequently been

129
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Lelendre, & Hachoy 1974 't oas possible that (he patients reporis may he 4
]
retlectionr of their knowledge and undersianding of this problem™ dn¢ ! the

iNcreasing concern of nephrology nurses anc physicians about the proble m,

A preat dea! of data was obtarned pertatning to the patients' feelings. Ihe
patients tended to focus on their negative feelings. Although some subje: oy
expressed pleasurable feelings, more negative feelings such as anger, resentment,
and fear, were reported by the subjects., It may be that this focusing by the
patients on their negative rather than positive feelings 1s an (indicat;on that the

t
patrents were feeling overwhelmed by their privations. fn any case, feelings such

»
as fear of needles, anger with hospitalAtaff, and resentment about restrictirons
have been frequently reported in the literature In refation to dialysis patients

(Kaplan De-Nour & Czackes, 1976, Kaplan, De-Nour, Shaltrel, & Czackes, 1968,

Levy, 1974). Although the patients did not report many pleasurable feelings, they

A\
>
indicated that they had adjusted to their iliness and that their attitudes and

approaches were instrumental in this regard. The attitudes described by the

patients tended to reflect positive or pleasurable feelings. This fi'nding\ suggests
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"he patients feelings related to the siher palicnls were surprising. Some
patients specrtica’ly avoided interactior woihk other dialvsis patients because of
therr feelings of Postiitty or sadness towards them. 1 might be cxpected, on the
Basts of the literature, that these patients would tnrm a peer resource group o
help each other with regard 1o minimiizing the stigma associated with the disedase
MBecker, T8, trrs difficult to explain why the patients had these feelings, but 1t

was obvious that they had been distressed by seecing nther patrents wht were not

faring as well as they were.

>

Death and dying d1d not seem to be of g¥caz concern to the patients. They
appeared to be aware of the possibility of death, but few expressed great concern
about dying. This finding 1s consistent with the finding of Kravette (1978) but
contrary to the findings of other researchers who found that the fear of death 1s

commonly reported by dialysis patients (Anger, 1975; Dickerson, 1980).
LY ’ -

Most of the patients' reports seemed to indicate that they possessed the

N

goods of character. Patients with renal failure have many opportunities to
develop their moral virtues. They are continually faced with challenges and
adversities; they are frequently required to make decisions involving temperance,

courage, and justice. Since the moral virtues are acquired through practice, it

N

\
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a2y he among the most diffrcull to study screntifically since rto1s Tihely thge

responses o questions about moral (haracter are subjecl 10 a4 respDOAse Mias.

v

People mav grve socrally desirable responses o questions c-iati: , ° Py
character. Also, objective measures ot goods of (haracier are not, as ye:
available to validate reports of possession of these goods.

It was obvious that personal relationships (i.e., goods of personal association
were very I1mportant to the subjects. \';)Z anfy did the patients 1dentify the
tmpofrtance of this type of real good tn the card sort task butl they also frequently
mentioned their families and‘frvends during the interviews and reported that the
help  they received from others was an rmportant means to some of the real

’ .
goods. These findings are congruent with the Aristotelian-Thémistic philosophicat
theory of the good life in that, tn this theory, human beings are thought of as
social beings and as interdependent; they aggregate for their common good. It
would be impossible to attain the real goods without goods of personal

association. (n the literature it has been demonstrated that social support 1s
associated with both physical and mental well-being of both dialysis patients and

.>groups of people in normal populations (Dimond, 1974, Dimond & Jones, 1983;

( MacElveen, 1972; O'Brien, 1980).
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aithough uniikely that the problems thatl were described by these patients are
L J «

unitque o these subjects. “vevertheless, This area deserves greater attention and

further study, especially 1n the case of people who are expertencing inequities

because of their iliness, since the social goods are necessary constituents of a
good life.
In refation to the political goods, %c patients suffered some privation of
, [*2
freedom of actron. Generally, it appeared as though the 1llness may have himited

the patients' freedom of action. If, in fact, the illness privated the pallc.’nts of

this political good, this would 1mply that the patients would also be privated of a

s

Mmedns to other real goods and to a-good life, unless something occurred to change
the situation. However, it may be that the patients desired more freedom of
action than is necessary to have a good life. Some of them wanted the freedom to
‘\\_‘ °L
travel wherever and whenever they desired. Such freedom is more than nccesqiary

to meet natural needs.
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Mave 4 crphl e expecl tram g poyvernienti. A gond goverohent shayid he'n peonle

atiarn only the reai goods that they (a0nntl ohlain by themselyes ar owith the

assdatance of therr famialies, N governmert (annotl meet individual wanls since The
interests of individuals must be subordinated 1o the welfare n0f snciety as 4 whale
(Adler, 1984,

In relation to the cconomic goods, 11 appeared as though the patrents, were
most seriously privated of free time. Those patients who were working hac a
particular problem with the acquisttion of this type of real good. It appecars as
though both djalysis and employment occupied so much of the patients' ttme that
little free time remained to pursue other r‘ca! goods. This 1s of major concern,
since free time 15 required to pursue leisufe activities, a means to the real goods
that are high in the scale of goods (Adler 1984). The patients who were not
employed outside the home reported fewer concerns about lack of free time.
Although dialysis time was used to pursue goods of personal association and goods
of the mind, it appeared as though some patients rcquirc}i time, other than dialysis
time, to pursue such goods. In this particular group of patients, other economic
goods, such as wealth, living conditions conducive to health, opportunities for self-
improvement, and availability of health services, were not areas of great concern

since, on the whole, they possessed these types of real goods.



.

From the avaitable data pertaining to bots the real ol 44

goods and  the
mstrymental Teans, 1t appeared as though the poassession vl some real goads was
relatec to the possession of instrumenta!l mgans of the same nature. For instance,
the patients who possessed goods of personal association used soctal 1nsirumental
means, such as recerving help, on a frequent basis. IThe patlcn(s who were
privateg of health weres privated of a physiological instrumental means {S.Idl(‘ ot
h(;al;h;. Also, the nstrumental means that were most frequently involved 1n the

.

acguisition ¢! vartous types of real goods, that 1s, a mental means {atlitudes and

approaches) and 4 soctal means (receiving help), appearecd to be related to the

possess1on of go'ods of the mind and goods of personal association. Similarly, the

.

tnstrumental means of which some of the patients seemed to be privated {i.c.,
some of 1ﬁ’c physiological means (rest and sleep, and state of health) and the
economic means (;vcallh, work, and free time)] seemed 10 be related to the
privation of goods of body and economic good;. All of this suggests that a

privation of a real good results in a privation of the instrumental means that are

simslar in nature to the real good. Such a situation could lead to a vicious cycle of
) .
-privations that could interfere with the attainment of a good life.
It would)appcar from the patients' reports that some of the physiotogical

‘ -

means (dialysis treatment, and medications) and one of the economic means (work)
’ ]
were adequate in that they resulted in the attainment of the proximate ends, the
real goods being pursued. However, they seemed to be inadequate for the
-
attainment of the ultimate end, a good life, since in the process of attaining the
real goods being pursued, they contributed to a privation of other real goods. For
instance, work was a means to wealth for most of the patients. HHowever, some of
the patients were exposed to health hazards as they worked. These hazards

/Conirib,uted to a privation of the patients' health; such a privation interferes with

the attainment of a good life. It appeared as though the involvement of such

o

-



postrumental megns file., Means that were adeguate for the atiarnTent f a4 rea
prood and snadeguate for the attamnirent of a4 good lifz' was larpely oulside he
contrel of the individual Datient, that i1s, the patten: had (itle (onirg! U%\Su&“
instrumental means as dialvsis treatment and medications. 11 see s (hal bLelter
mnmstrumental means are nesded, that s, those that are adequate for bot® the
attammment of the real goods and the attamnmmehl of the ultimate good, a good life.

Tt was also noted that the patitents did nol always ‘make appropriaie ¢hoi, ey
wilh respect 1o some of the instrumental means that 1s eavyng, drinking, and

R

smoking.  For instance, at times, they-chose to smoke of to conspme Toods which

were not 4appropriats given their conditron.  This suggests that Xhe patients, in

’

these instances, did not exhibit the moral virtues, -such as lcmpW
prudence, that 1s, they did not aiways make the right chotces. In the investigator's
judgement, however, most of the patients possessed the goods of character, to the
extent required 1o have a good Iife, tn spite of the occasional (nappropriatce )"
chotces. It appears that these tnstrumental means were not adequdte in terms of
either atta'ning the proximate end, the rcal‘good tn quecstion, or the ultimate

\\.good, a good life. Rather, the means appeared to satisfy a proximate want or
: . ,
‘\\\dcstrc.

The results of the card sort task were reviewed in light of the Aristotelian-
Thomistic philosophical theory of the good Ilife. In terms of the order of
importance of the real goods to them, the patients did not necessarily rank the
goods of highest order as most important to them. Goods of personal association

t . .
and goods of the body were perceived by the patients, for the most part, to be of

-

most importance., It may be that these types of real goods were necessary to a

. . “
greater extent for these patients as instrumental means to other real goods. The

data seem to support this hypothesig in that the patients reported a privation of .

.

the instrumental means, state of health. They thought that their present state of



Neaith interfered with the 40GUISITIon Gf The cegal goods. Also the sogia’ e yng,

¢

parliculariv tmat of receiving heln were gysed frequentiy 1n the 4itiirmen: o

nearly all tvpes of real gonds. bn terms ¢ {ne patienis ranking of the cxitrinsic
Ronds, 11 apprared d4s though the Patients were Nol overdy (oncerned about (he
Dossesston o pravation of these goods. The patienis indicated (hat they ook these

thregs for granicd. This may be a4 reflection of therr perception thai we live i

what Adler 710 T8 19K termed a "good society”.

The findings with regard to the ;)af:('rlts' perceptrons of the order ot
tmportance of the goods arc somewhat ditferent trom those of other resecarchers.
Campbell, Converse, and Rodgers 1976b) found that health was most important tn
their subjects (representative of the general American population), followed by
marriage, family, and government. Harwood (1976) also found that health was
most rmportant to his subjects, followed by employment, community, and public
safety. inthese studies using healthy populations, the subjects rated health higher
it 1mportance than the subjects 1n this study, who had a chronic iHtness. T his may
be explained by the hypothesis that people with chronic illnesses have different
pcrceptions of what s i1mportant as compared to people who are healthy.
However, further study s necessary before any conclusions can be drawn about
this rr'mancr.

In relation to the order of proportion of time the pattents spent in the
attairment and enjoyment of the real goods, it is surprising that more patients did

. .
not report spending a greater amoynt of time in attaining and enjoying goods of
the body. Several patients indicated that they spent very little time in attaining
and enjoying these goods even though such things as dialysis treatment, sleeping,
and eating were included in this category. It appeared as thbugh the patients may

not have always considered these activities in their rankings. In general, the

piticnts reported spending more time in attaining and enjoying goods of Personal

.
1
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AN agrd oo angg goods af o the . Uorany Phe that the Tieme SO an allainan g
goode obt e hody gy tanen for £ anied, LeLAuUSe A0 Tiviiies syt g sleeping and
valing are such g natural part of Carly Iife. Alss, the use ©f mertal abilhities and

nterac s with nther people (an he viecwed 2y (o0nl nuCus dueliviiies singe neopie
tend (o thaink  or use thear mand tor ":'>>I ot the wabing day and peop's arce
ftreguently anteracting with othiers,

b the allempl 1o mieasyre e (oacurtent validity ot the card sorl task with

regpard to the proportion of e soent by the patients in oatlatnin and enpnying
2 > Y » J Y

the real goods, 1t weas tound that most ot the subjecls were unable to report,

during the interviews, how much tTirme they actually spent, on a datly Dasts, o
attaining and cnjoying ecach type of real good. The patients were able 1o report
that they spent most of their time ustng their mind and characler and intetacing
with other people but could not give a spectfic time period that they spent an
attagning and enjoying cach type of real good. It may be that the questions werc
not clear. In future studres, 11 may be necessary to use a different approach to
validate the instrument. Perhaps 1t would be casier for people to indicate specific
time frames that they spend in attaining and enjoying various aclivities that are
assocrtated with each type of real good.
.

The Aristotelian-Thomistic philosophical theory of the good life tormed the
basis for the theoretical framework of the study. Through the uttlization of this
comprchcnswe conceptualization of the dimensions and requirements for a good
life, that is, a life of quality, a more holistic study of quaNi"{, of life of these
patients was conducted than has been reported previously. Considerable data
were elicited regarding lhe_paticnts' possession or privation of the various types of
real goods and instrumental means. Once further studies are carried out on

patients receiving dialysis treatment for renal failure using this theory and

generalizable findings are obtained, nurses should have a better understanding of

BT



P3G

f

w el they neel o address an o relalion Th osudh patienist Dossession ar privation of
the e gl pands, A well they a3y then he helier anle 1o i1dentify the nursing
Toedns thatl could be wused 1o amprove the quality of life of palients receiving
Cralyses trcatment for conal failur e,
Limitations of the Study
)
s study 1s heeried an that 1l does not provide a4 precise assessment of the

patients’ possession or privation of the real goods and nstrumental means. (Jn the
Lasis of the patients' responses 1o the questions ashed of them, 11 1y difticult to
deaw firm conclusions regarding their possesston or privation of the real goods or
instrumental means, For instance, onc cannot precisely assess the patients'
possession of moral character or goods of the mind on the basis of their responses
1o a4 few questions.

Another Iimitation of the study 1s that no questions were asked with regard
to the patients' enjoyment of the real goods. Since enjoyment of the real goods 1s
an ntegral part of happiness or a moral quality of life, 1t is tmportant that a
comprehensive study of expertenced quality of life address this aspect of the good
life.

A further Iimitation of the study is that no objective measures of quality of
life were used to vahidate the findings. It s possible that a response bias may
have operated so that the subjects provided socially desirable responses.
However, severa!l objective observations by the investigator helped to validate
some of the subjects' reports. For example, on observation, the living conditions
of the patients were adequate, as reported by the subjects. The patients'
k'nowlcdge and understanding of dialysis appeared to be adequate on the basis of
informed discussions with the patients ,and observations made related to the

dialysis procedures that were conducted during some of the interviews.@ Although



SuUeh uhservalions seemed 10 suhstantiatle s Te ot the resylls) it wayull o he

4

destrable 1o vaiirdaie al! 0t the findings wrth syrtasie Objeltlive measyres.

Pe study as also tirited, an thatl the data reflect the patrents nerceptions a:
Oniv.oone poinl o oan free, This s a4 limitation Because 11 s possihle that the
subjeitive  moo0d of the patients a7 the time of the nterviews affe ted t(he
fesultse >ince nleasurabie feelings are a2 *unction of 1he transient pysychlogrg al
state o' 4 persan and Mav vary trom dav Lo day, the patients' reports relating 1o

feelings fand perhaps other real goods) may Nive been (nlored by the emotional
state of the patients at the time of the interviews.

The results obtained related to the consistency relrability of the card sors
tasks are limited because the subjects may have been able torecall their previous
responses given that the time interval between the two administrations of e
card sort task was only one o two weeks. Ideally, the time span clapsing betwceen
the two administrations should be one 1o two months to reduce the likelihood of
recall. Mowever, given the timing of the interviews, 1t was not convenient to
conduct the cardsort tasks at a later time.

The results of the card sort task with regard Io,thc proportion of time spent
In the attainment and enjoyment of the real goods are limited tn that the
structure of the task may have been confusing to the patients. By addressing both
attainment and enjoyment in one card sort task, 1t 1s not clear whether the
patients interpreted the task as referring to one or both aspects of the task.

A final limitation of the study is the fact that the sample consisted of a
small number of home hemodialysis patients who were selected on a convenience
basis and who seemed to be non-representative of the population under study: the

4
patients were considcrc_d by the hospital staff to be medically stable, it appeared
as though all of the patients had -adjusted relatively well to thei;\\illness, and no

1
patient had any serious economic difficulties. Thus, the results of this study,
-

-



Erver the somall mon renresentiative sacpie useld  (annot Mo penecalised - 4" v
cther group of palienls or 17 oany olher sellings, N
Summary
The Arsiotebian. Thomastic phifosophical theory of the good Tife provided a
.
usetul, comprehensive framework for the study of guality of life of 109 horme
Meradralysis patients. The results thal were oblamed were examined an light of

the theory. Possible reasons for possession or privation of the rea’ goods and of

t
the instrumental means were discussed. The results of the siudy cannot be
generalized because a small, non-representative sahpl: was used, no objective
measurcs were uscd 10 validate the results, a detaitled, precise study of the
paticnls' possession or privation of the real goods and of the instrumental means
was not carried out, the retest to establish the conststency reliability of the card
soft was not carried out after a2 six week Interval, the structure of the card sort

task related (o the attainment and cnjoyment of the real goods may have been

confusing to the patients, and the patients were studied at only one potnt in umc.f



Vi. SUMMARY, CONCLUSIONS, AND IHAPLICATIONS FOR NURSING

Summary and Conclusions

The putpose of this study was o descrabie the renaried Guaitiy of dite ot g
seiected proun of heme hemodialysis patients. The fol'awing resemarch gurestions
w oo answered fa. what tapes of real goods /Constitutive mroanms  do o selegield

3 &
ot hermodialysis patients possess? ibh Of whatl types 0! teal poods are ihe
¢ v , ; ¥
patients privated’ f¢, What instrumental means dare 1nvolveld 1n the aCquisttion of

cach type of real good’? (d° Of what instrumental mcans arec the patients privated’
i What as the 1mporiance placed by the patients on cach 1ype of real good !
Hhat 1s the proportion of time spent by the patients 1n atlaining and #njoying ~ach
type of real good’

The Aristoteltan-Thomistic  philosophical (ﬁcory of  the good lite as
interpreted by Adler 17941, 1965, 1270, 1971, 1980, 1981, 1984, 1985) was selected
as the basis for the framework of the study because 1t provides a comprehensive
description of a good Iife, that 15, a life of quality. This theory describes seven
types of real goods that are necessary for the attainment of a good life goods of
the body, goods of the mind, goods of character, goods of personal association,
social goods, political goods, and economic goods. For a person to have a good
life, he/she must acquire and enjoy the real goods in the right order and proportion
and m@\kc good chotces in the selection of instrumental means for the acquisition

b
of the real goods. .

A series of semi-structured interviews involving 10 home hemodialysis

patients were conducted. An interview guide was developed for use during the

.
interviews. It was tested and modified to attain face and content validity. Also,

the patients were encouraged to add relevant aspects of their experiences that

were not addressed by the investigator. The patients were asked questions

142
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(ategories and subcaregorim‘;g to the patients' possession or privation of

the real goods and of the instrumental means to the real goods were established.

The patients' statements

established unit of
subcategories of

means,

possession

segmented

nto

and privation of

were analyzed using descriptive statistical tests.
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analytic
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réa
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according
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estabiished categories and

Instrumental

Data from the card sort tasks were reviewed and the patients' rankings

The following conclusions were based on the investigator's interpretation of:

the patients' reports, in light of the Aristotelian-Thomistic philosophical theory of

the good life, and a few .observations made by the investigator.

No

patient

seemed to possess full health in the sense of structural and functional integrity.

Because of this privation, and because of the apparent privation of the real good,

vigor, the patients seemed to be privated, to some extent, of goods of the body.
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e the basts of the repacts, a'i ot the subiyo(ts seermed T passess goods

Dersonal assoctation, in relation 1n o the s ia) goods, "our patients appear el
possess equaltiy of opportunily, status, and trcatment, Al least thrce ¢ the
S
patients scemed o suffer saome privation of these goods as a result of the w.
other people recated them. Although ™most of the subjects seemed (o DOsSs AN
political hiberty [in the sense of participating 'n dec1stons the oulcomes of which
3

afftected them and protection trom harm, erght patients seemed to be privated, to
some extent, of the political good, freedom of action.

In relation to the economic goods, 1t appeared that only one Subject
possessed all of the economic goods about which he was ashed. Six of the patients
appearecd to be privated to some extent, of free time. One patient seemed to be
privated of wealth, two patients appeared to suffer some degree of privation of

-working conditions conductve to health, and three patients appeared to be privated

of a means of subsistence in the way of work.

The major categories of instrumental means involved in the acquisition of

the real goods were as follows: physiological, mental, social, economic, and

environmental. The most common instrumental means to the attainment of the
real goods that the patients possessed included a mental means {attitudes and

approaches) and a social means (receiving help). The means of which at least one
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in relation o the 1mpaortance of the types of reai goods 1o (he patients, it

appecared that goods of personal assocration were of greatest 1mpory

patients, and the ecxternai goods ‘socral, political, and cconomic goods!
least tmportance to the subjects. The patients did not necessarily spend oSt
time 1n attaining anc enjoytng the.types of real goods that were of greatest
tmportance to them. Generally, they seetned to spend the most time tn atlaining
and enjoying goods of personal assocration and goods of the mind.

The results of this study cannot be generalized because a small, non-
representative sample was used, no objective measures were used to validate the
results, and a detailed, precise study of the patients' possession and privation of
the real goods and tastrumental means was not carrted out. Also, the assessment
of quality of llfc.lhat was carried out is incomplete because a dimension of 11,
that 1s, enjoyment-of the real goods, was only tangentially examined. As well, the
study is limited by the fact that the retest to establish the consistency reliability

¢
of the card sort task was not carried out after a six week interval, the structure
of the card sort task related to the attainment and enjoyment of the real goods

may have been confusing to the patients, and the patients were studied at only one

int 1n time,
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f Implications for Nursing
Peolhe has s ot the study tindings, conclusions ang DTUTATIons a4 nyciber o
PRt ations for oursing nractice and fesecarch (an hHe Postulated.  Although ooy

Pipossibie 1o gencralize from the fendings, 1t as tmporiant for nurses to understand
that patients with reng!l farture on hooe hemodialysts  may suffer serious
privations of some types gf real goods. As well it should be TeLognized that these
pdatients may also be privated o Instrumentdl means to some of the real goods.
Some of these privations may be related to the palrents' (liness and treatment.
With further research resulting in a better understanding of the ways in which
these pagients may be pr;vvdtcd of the rea! goods and instrumental means, nurses
may be able to plan appropriate anterventions to help tmprove the quality of life
¢
of such patients.
Numerous research questions arise from the results and limitations of this
study. Because a small, non-representative sample was used, a larger, random
e
sample of patients should be used to permit generalizability of the findings. It
would also be important to conduct a longitudinal study, examining the patients'

quality of life over time. This would ensure that the results reflect the quality of

the patients' lives over a longer period of time (i.e., several v.ears) rather than the
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Thlrurenl sinc e Ay e nt Y T he goods ts a0 inbherent aspect ot gua'ily of iife as
detined v Ihis study. This aspect of qualily of Tite was oniy :drwgcn‘t!ah'» examined

this study. Ideally, one should seek further vairdation of the questionnaire 1t an
d4pproprrate concurrent measure becomes available.

FPurther validation of the card sort 1s requited. For the card sart regarding
the proportion of time spent In attarning and enjoying each type of real good,
questrons aboutl the specific amount of time spent 1n attatning and c¢njoying
vdartous achivrttes pertaining to ecach type of real good should be included. This
would facthitate concurrent validation of the card sort. Furthermore, 1t wduid be
advisable 1o conduct two card sort tasks, rather than one, to more clearly address
both the time spent attarning the real goods and the time spent enjoying the real

3 .

goods.

Question< pertaining to some types of real goody, sych as social goods, have
not received much attention in t}re past. It is importanAl to explore these areas in
greater depth. Since goods of personal association were ranked high in importance
by the patients, and since they were frequently used .as ins(rgmcntal means to
“other types of reai goods, it is important to examine rhore closely the ways in
which goods of personal association contribute to a good life. Furthermore, it is

.

important to study the relationships between the possessian or privation of

N
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cormpaciag the guabily ot Tite of meonle noa o mal Mealthy poapulation wiie e
quahity of hfe of people with vartous chronic tllness may larify why and how

pst)ple cope with chronic ilinesses.

'n sprte of many limitations, this study 1s important, since 4 comprehcnsive
conceptualization of quality 0_1 fite was used. Few, tf any, studies to date have
cxamined the qualtty ot life of a4 group of people using such 4 comprehensive
approach. This study 15 also 1mportant in that 1t has tdentified that patients with
renal failure on homf hemodialysis may suffer privations of some real goods and
instrumental means that could interfere with the attainment of a good Iife.
However, numerous questtons related to the quality of life of the patient with
renal failure remain. Since this study raises more questions than i1t answers and
since nurses require a greater understanding of the quality of life of patients with

renal failure, it is vital that further research be conducted in this area.
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THiE REPOXTED OQULALTTY b LibE OF SELECTED HOAL MEMODIAL Y SIS

PATHENTS

I TERVIEW GUTDL 3
-
I will be asktng you a number of questions about various aspects ot your fite -
&
particulacly as they relate 1o your kidney problems. When | talk aboul kidnev

problems, I mean the discase, dialysis treatment, and any other treatments relates,

to your discase, such as medications and diet. As we procecd, please add anything

that you think 1ty significant that | have not asked you aboult.

GOODS OF THE BODY

A

1a. what 15 the state of your health at present, that 1s, what ts the physical

condition of your body and how it functions?

Prompting questions: (to be asked only if appropriate to situation and L.
previous responses) >
[ Are you able to move around as freely as you need to?
' .
. o )
‘ ° Do you have any pain at any time? |If so, would you describe it (e.g.,
i *

>

where, how often, how long, how severe)?

1b.  What, if anything, do you do to maintain or impgove your health?

. LS

Prompting questions:

. . 14
. Do you rest to maintain or improve your health? N
o Do y"ou smoke? If so, how much do you usually smoke?

. Do you drink any alcohol? If so, how much do you usually drink?

it

4




T

T, “an you identify any taciors that help o mainlain 0 iMmprove vour health,

o worsen it? If 5o, what are they?

1a. What arc your diret and cating habits like?

Prump ling questions

. How much tood do you usually cat’

. Yhat types of food do vou usually cat?

. tn a day, how often do you usually eat?

. Are you gaining or losing weight? If so, s this g.ri"n or loss intentional?

2b. What, 1f anything, do you do to maintain or improve your health through your

L

cating habits? .

2c. Can you identify any-factors which help to maintatn or improve your diet

-

5
A
A cating habtts or worsen them? If so, what are they?

- /

{

3a. What apd how much fluid do you usually dr!nk?

Prompting questions:

9?4‘- . When do_you usually drink fluids7\

.

° How much fluid do you usually drink? _ ‘
. What type of fluid do you usually drink?
® Do you restrict your fluids in any way? If so, how?

¢ A ’ ;
What, if anything, do you do to maintain or improve your fluid intake

.

tterns? -
pa.t s




4b.

Can vou 1dentity any factors that help o —marniain or improve vour tiud

ntake patlerns, or (“ange them for the worse? 1f 5o, what are they?

AMhat are your chimination patlerns le.g., urtnatton, bowei, and sweatling

patierns; tike?

PrU(TIE)Ilnl’ questions :

] How much urine do you usually pass per Cay’? - y;

. In a day, how often do you passy urine’?

. How often do you usually have bowet movements?

[ Do you have any prodlem with constipatton? 1f so, would you describe

1]

the problem?

) Do you have any problem with diarrhea? If so, would you descrabe the

. T R

problem (e¢.g., how often, when, how severe)? ~

e . Do you have any nausca or vomiting? If so, would ym’ describe the
problem (e.g., frequency, severity, duration)?

) How much would you say that you usually sweat (or perspire}?

What, tf anything, do you do to maintain or improve your ehimination

. ISR »
patterns? - .

.

Can you identify any factors that help to maintain or smprove your

elimination patterns, or change them for the worse? If so, what are they?

68



6a.

6b.

6¢c.

o
2e]

7

Anat are vour sleepring patierny hike

Pr(ﬂﬂptmﬁ questions ,

. How mych steep do vou usually get per day’

. Ahen do vou usually sleep fat what times of the dJav,?

Do you think that you need more or iess sleep” Why?
Y Y Y

v

Ahat, ot soythirg do you do 1o mMainlain 0of tmprove your sicening patlerns’
\
Can yogu 1dentify any factors that help to maintarn or Impfove your sleeping

patierns, or change them for the worse? If so, what are they?

’

How sharp are your senses (c.g., hearing, seeing, tasting,” Smhelling,
- /s

touching)?

Promptmﬁ questions:

° How weéll are you able to hear?

® How well are you able to see?

¢ _low well are you able to taste?, ‘ \

. Mow well are you able to smell? . R
.o- ‘ ‘Hfo;/ well are you able to fcgl xhing; that you handle or t?uch.? .
‘e "How awarcjarc you of things aro;x.nd you? ) C.

. - -
. ® ‘

What, if anything, do you do to ingrease or maintain the sharpness of your

senses?’ '

Y

" H
Can you identify any fattors that help to maintain or improve the sharpness
of your.senses, or worsen ity If so, what are they? - .
o -

/



tlave you noticed any arritability amevoutself i oso, Louid vau plrase

describe what 1t oas hine?

-"rw"‘p:mg questions

. Do you tind yourselt getling arritated casily by -
Pl ~uste
2. noise’? -
. 3. others arpund you?
4. anything else ‘e.g., lack ot sicep, Mmove ment}?’?
) Do hittle things that happen around you usually annoy you »’_c“g., lach o1
courtesy, tardiness, traftfic)? b
. Do you consider yourself to be svhorldcmlpcrcd’ v
e ~ How often do you usually get upset (1.e., number of timecs per day)’
1

If you uc'nrltablc, what, 1f anything, do you do to reduce your degree of

l'flldbl“t?"? %

If you are’not irritable, what, if anything, do you do to maintatn or improve

%

b 2
. f

your state of non-irritability? .

-

Can you identify any factors that worsen your irritability? If so, what are

c

they? L : )

¢

What is your energy level: like?

. .

Prompting questions:

. -

. .
.

. Do you have the energy to work? 1f so, what type of work are you abl\g

’

. to do? =



Be.

9a.

-
. Jovou Tave Ihe energy U Take cate of yourge! CLE., Pathe vy e
ShTUush vaur terth and dress yeourseit ?
° What househo'd aclivities e.g., Sousewark, Larpeniny, garden:ing  and

cooking do you Yave the cnergy 1o do’

. D0 you have the encrgy 1o exercise? it 5o what type of exercise do you
Y B Y§

usually de €-F., dSporls, runaing, walking and walking up and down

@«

N

starrs)? How often do you usually exercise’ For how long?

. Wwould you describe your muscle strength?

~

- - -
What, 1f anything, do you'do to Increase or maintain your cnergy levet?

(®an you 1dentify any factors that help to marntain or 1Mmprove your energy

fevel, or worsen 1t? If so, what are they?
~

4 e

A

How would you describe yous body's state of vitality, that is, the growth and

Y
condition of Hour hair, skin, nails, etc.?

Prompting &uucsuons:

. How would you describe the condition and growrth of your hidir?
) How would you describe the condition and growth of your nails?
. fow would you describe the condition of your skin&g., meisture,
- - .
texture, complexion, iesions)?
. - o
. Would you say that you usually heal slowly, quickly, or .in about the

same time as nmiost peogde {e.g., - with cuts, needle punctures, incisions)?

L . . .
) Have you noticed any genetal deterioration of your body (e.g.,

. ‘

weakness, debilit#ion)? if so, what have you noticed?

L)



concrtron of your hair o canls sk or other paris of vour bBody 0r ow ot sen

if

4an

S,

10a.9 Are

N

-
\- ‘,Ail » >

\ »

AN °
.
J. nYitly?
\ .

. ‘\\
R Sk 1A -~
. Sther paris of youe hodvg N

you rdentity any faciors that help 1o ma:niagin or impraye (he Brocow e

LS

what are they?

f

you able o obtarn plegsure through the senses of hearing, sceing,

touching, tasting, and soelling? It so, 1n what way's: do you oblain sudch

pleasures? ]
Promﬂmj quéstions ' ,
. Ug you listen to 'music? 1f so, do you get pleasure from lstening to
PS ~
mustc? ° ~ - . .
. Do you gclpjcasurcfronwtpe taste of food?

‘ -

Do you notice smells, such as from perfume, leaves, and food? if so, do

you get pleasure from these smelis? 4

?_/ Do you take time to look at the scenery around you? Do you get

pleasure from that? .

Do you derive pleasure “from looking at other things? If so, what are

they? .

Do you have physical contact with other people?
Do you get pléasure from having physical contact (i.e., toucH) with

othér ptople?.

;]
o
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. CyDically how o iyl time 1n P 24 hour Cay do vou spend c.g., through
.

‘Avu»-%' sicepirg, cating, d;dfy;u,\(_,n TAInlAaAINg 07 IMpProving your health

YIgnr, vila'tly, and gelting plecasure through your sénses?

.
. 4
GOOODS OF THE MIND
AN
123, How would you describe your ability to
1. remember? R
B 2. think? .
3. reason?
*
-3
4. make judgements and decisions?
5. inquire, question, and wonder? , ’
.
6. ir-agme? '
7. concentrate? ’ ' .
. Do you daydream, hope, or fantasize abeut anything? If so, what?
) Do you engage in any creative activities? If so, what do you do?{

. . N . i
» Do you spend any timerthinking about the worth and purpose of life, or

about life and death? If so, what do you think about with regard to

»
these matters?
« T . U

ar
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sudge thiaps?

ould vou say thal yud have Tcommaon sense®?

O

you partreipale 1n dny (tealive actlivilies such as aft, wr

»

t

N
destgns, o woodwork? [f so what do you do?

Nee vou abie 1o learn new Ihings readily? If not, why

Are

Ou aware of
Y

/

Tthey?

»

Yyour own strengths

>

and weaknesses

4’

>

v

Moy e

ca

1t

vou o fan

e

)

Sy

]’AZb' What, tf.anyrhnng do you do 1o maintain or improve your ability to

\.

T.

2.

remember?
think? \

“*reason?
i
>
§gake judgements?
inquire?
e

imagine?
concentrate?
be crea'tive?

contemplate?

hope and dream?
¢

»

what

45

are
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Vs, Soouwl I v destribe vaour o abibty Lo (v g gt e c.E. througt w TK.o4a
. .
praro g rreding and histening

12

..
s lin quesiton »
CUUPIRE quTeiions
.
. tew wellgre you abhle o corvey whal you SUinh ang how vou feel
’
4
. Hew oweldt are you able 1o ynderstand what Libhers sdy 07 undcersiani the
s 2 -0 :
.
frelings they express’
) Do you have probiems with peopie ot understanding what yoy mean’ if
. y Tt .
so, under whal (ircurstances ~
. .
,
Tib. What, f anything. . do ynu do (5 maratain or PMmprove vyour ability
communicate? Y

T3c. " an you itdentify any tactors that help to maintain or I’mp'ro:/: your ability to

communicate, of worsen 1t? 1f so rhat are they?
, .

“

I

14a. How would you describe your general knowledge and understanding of life

/ .
-

situations? By life situations, | mean situations or events that occur as we

live .out our lives, and that affect how we "live" (e.g., death of a family

member, iliness, poverty)?

Prompting questions:
—h

. ' \

I would like to ask you about some life situations that kidney patients may
face. . N

° What do Qou thini’( about someone advertising to purchase a kidney for

transplantation?
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16a.

ANhat af anything, d¢ you do 1n

your hife’

¢ an you 1dentity any factars thatrthelp to maintain or 1mpraove the spirituyal

- 7
¥ .
. v o 4 gan sl be g Tatria Ty ¢
S teath W R OEY R A e ! e fa . Sov o lla
A e Immy Sov : 4 Ttaer ‘ L ¥
and eyt an iy ey F AR
‘A VU S ity acy fal e thgt o neln s A e
R ow i edpe and gnderstanding b Lite yitgatie s ar watsen
.y, y &
Ve v ‘ -~
, .
. N H
HMow would vyou describe the sporitual aspect ot vour fte
.
tairth, celigror, etce.)? )
1
>

aspect ofyyour life, or worsen 1t? If 5o, what are they?

macatarn of vﬂ‘pr.'»vf the sorritug! aspect Ol
> .

' : 1
Would you describe how you feel about your kidney problem? Is. there

’ o

anything or anyone you have strong feelings abou:?

..

Prompting questions:

. How do you feel ab)ut being on dialysis?
° Do you ever feel: L ‘
1. angry?

2. hurt?

3. -upset?

R4

5,

what or

whom?

»u
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4. sad?

5. happy about your condition?

16b. What, if“anything, do you do to alter or sustain how you feel about:
1. dialysis?
2. other:fhings or people?
r -

16c. Can you ident}fy any factors that help to sustain or improve how you feel, or

atter how you feel for the worse? 1f so, what types of things affect how you

feel? . /

17. Typically, how much time in a 24 hour day do you spen& thinking, making

decisions, creating, inquiring,“acquiring knowledge and understanding, etc.?

GOODS OF CHARACTER

- v

18a. How would you describe your moral character, in terms of being just,
14
tolerant, courageous (in the face of adverse circumstances);, that is, what
would you way about the strength of your character?

Prompting questions:

0 Would yob say that you are a patient person? If so, in what way?

—

) Do you get irritated easily with others? If so, under \{hn
circumstances? What do you do about your irritability?

. Would you say that you are open minded? If so, in what way?

. Would you say that you are persistent? If so, in what way?



18b.

18c¢c.

19.

178

' Would you typicaliy choose to give up some time and pleasure for some
future benefit? If so, under what circumstances would you do so?
. Would you typically choose to give up aj favorite food that is not on your

diet in order to maintain or improve your health, or prevent

complications? ) .

-

° Would you typically choose to suffer some inconvenience at the present

-

time, for sofme future benefit such as improving your health or

s
preventing complications? 1f so, when does this happen?

. Would you say that you are a fair or just person in terms of your

dealings with others (e.g., family, friends, strangers)? 1f so, in what

3

way?

-”
What, if anything, do you do to sustain or improve your moral character (i.e.,

your courage in the face of adverse circumstances, sacrificing pleasure or

putting up with pain to attain a good end, giving another his due)?

,

)

Can you identify any factors that improve or sustain your moral character,

or weaken it? if so, what are they?

Typically, how much time in a 24 hour day, if any, do you spend sustaining or

o

improving your moral character (e.g., making decisions about right and

. ' '
wrong, being just, courageous, etc.)?

& N



20a.

" 20b.

4
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GOODS OF PERSONAL ASSOCIATION

Y
)

T3

s

How would you describe yeur family relationships?

Prompting questions: *

. Typically, how often do xu see your:
1. parents?
4

2. children?

3. siblings?

4. other relatives? i

° How would you dq;.crlbq the relationship between you an’d your:
1. parents?
2. children?

3. siblings?

4. other relatives?
) Do your family members usually volunteer to help you with anything? If

so, who usually helps you? .

. What types of things do they h;:lp you with (e.g., assuming some of your
responsibilities,_'supplying things,’ -gfving ;upport and encouragement)?

. Do you usually gét the help that you need from your fAm\in members? If
30, from whom?

. Do you usually help your family members in any way? If so, whom do
you help? What types of things dt\,) you. do to help?’

. Do you feel loved by your family? If not, why do you.not feel loved?

What if anything, do you do to maintain or improve .your family

relationships, or worsen them? If so, what are they?

179



20c. Can vyou identify any factors that maintain or improve yo;ur family

21a.

21b.

!
21c.

- /
relationships, or'worsen them? If so, what are they?
P
Would you describe your love relationship(s)?
Prompting questions:
. lHow does your spouse [ boyfricndigirlfricnd feel about your kidney
\\\,
problem?
. How would you describe the relationship between you and your spouse

boyfriend / girlfricnd?

° Do you find yourself getting irritated easily by your spouse / boyfriend /

girifriend? ‘

o Do you usually receive help from your spouse / boyfriend / girifriend?

If so, with what types of thi~ngs does he /[ she help you (e.g., assuming

some. of your responsibilities, supplying things, giving support
encoliragement)?

' Do you usually help your spouse [ Woyfriend / girlfriend in any way?

so, what types of things do you do for him / her? h

I3

. Does vyour kidney~problem4interfere in any way with your love

relationship(s)f if so, in what way?

What, _if anything, do you do to expand, nourish, or maintain the love

relationship(s) that you have?

( | R | ,

o

Can-you identify any factors that help to maintain or improve your love

relationship(s), or worsen them? If so, what are they?

180
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-

22a. Would you describe your friendships?

) .

Prompting questions: !

. How many close friends do you have? \ -

. How ofteh d&you usually see your friends?

.’ Who typically initiates the contact - you or‘yod.r fricnd(sj?

. What ts your relationship like with your friends?

) Do you find yourself getting irritated easily by your friends?" 1 so,
under what circumstances? - : N

. Do your friends usually help you? If so, in what w‘a"y?- . : " ) 5

° Do you usually give your friends any help? If so, in '\yhai w‘a);? -

° Do you feel that your frie;wds car'e aﬁout you? If nq‘t, why do you féel

that they do not care about you?

22b.. What, if anything, do you do to develop or maintain your fricﬁvd&;hips?
. ; a

22c. Can you identify any factors that “help to maintain and improve your
friendships, or change them for the worse? If so, what are they?

-

23a. Are you involved in any fraternal or com munity organizatior(s) (e.g., Kidney
Foundation, Lions, Kinsmen, Community League)? If so, in  what
organization(s) are you involved?

Could you describe the relationship you - have - with people in. the

14
3

organizati‘on(s)? . _ . ; )2

Prompting questions:

. Do you have any friends in the organization?
) Does anyone in the organization give you any help?- -

e Ifso, what kind of help do they give you?



182

-
bt
v
) Do you help the organization or anyone in the organization? Iif so, how
-3
do’you help? -
- .

' . 23b. What, if anything do you do to increase or maintain your involvement in the

-

arganization(s)?

! A
23c. Can you identify any factors that help to i1mprove or maintain your

involvement with the organization{s), or reduce it? 1f so, what are they?

24a. How would you describe the respect you get from others?

Prompting questions:
. — |
® “Are you trgated differentiy than others in the community? -If so, in

o

what way? L .
.
° Do you bekieve that people think you are important or worthwhile as a
. person? . ' .

¢ Do peopl‘e usually show you ‘the respect that you think any person

deserves? If so, how? . o

) -D-o'you usually treat some people differently than others around you,

with regard ro respect, importance, eic.? If so, how?

.
- . . . X . ’
.

24b. - What.do ‘you do, if anything, to maintain or increase the respect you
N . R . - B

.

receive? e N ‘ .

. >
(2

- . s

24¢._Can you idensify any factors that help to improve or maintain the respect
~ youreceive from others, of reduce it? If so, what.are they?

- C
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25. Typically, tin a 24 hour day, how much time cdo you spend maintaining n~r

improving your relationships with others friends, Joves, family, asséciates;?

POLITICAL 800DS ¢

26a. Do any government actions or regulations have any c‘fect_,o'n the avarlability
of treatment for your kidney disease? M so, what? -

Prompting questions:

'

° What services or funds, that you know of, does the gové:nmcn: (of

soclal agcnc‘ies) provide for patients with kidney diseQse?

' Are these services or funds adequate? If not, e they inadequate?

’

26b. What is being done by you and others to ens vernment support of renal

failure programs?

26¢. Can you identify any factors that help to maintain or increase government

support of renal failure programs, or decrease it? if so, what are they?

. a

.

27. Do you usuyally participate in decisions rel-ating to your treatment or care?

_if so, how? If not, why do you not participate? -

, . =4
Prompting question:

e Do you discuss decisions abeut your care with your doctor or nurse? |If

- -

not, why do you not discuss these decisions?

) Do you have input into decisions about your treatment or care? If pdt,

why do you not have input?



o
~4
[og
.

27¢%

" 28a.

28b.

28¢.

i o
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-

* is your ¢- 'sent obtained before a new treatment (medication, etc.) is
sra‘tec? if not, do you know why your consent ts not sought?

- .

. ¢« tre i mosphere in the home dialysis unit conducive to your

participation in your care? |If not, why 15 the aymosphere not conducive

E ]
tc your participation? ~
What 1s being done by you or others to ensure your participation in your

?
care’ \

4

.

Can you identify any factors that help to improve or maintain your

participation in your care, orTeduce 1t? If so, what are they?

What is your role in terms of management of the fdmily?

Promptinj questions:

. Who would you say acts as head of the household in your home?
. Who usually makes major decisions about finances in your home?
. Who usually makes major decisions about discipline in your home?

' Are vyou SOnsulted about major decisions that affect yoﬁ or your

family? If not, why do you think that you are not consulted?

What is being done by you and others to help you m;nage your‘home and

family?

1

\

Can you identify any factors that help to lmﬁrove or maintain your role in

managing your home, or change it for .the worse? 1f so, what .are they?.



N -

29a. Do you have the freedom At_o pursue actions or activities you need (o
. o

undertake? If not, why do yocu not have this freedom?

Prompting questions:

° Are you prohibited from doing things you need to farry out by your.

1. condition?
2. family? . -
3. friends?
4. other associates?
4
5. treatment personnel?
6. other people or things? '

Please specify.

If so, in what way?

29b. What is being done by you or others to maintain of increase your freedo® to

pursue actions ofr activities?

29¢c. Can you identvify any factors that help to increase or maintain your freedom

To pdrsue actions or activities, or reduce it? If so, what are they?

30a. Do you consider yourself to be safe from personal harm? If not, w~hy1\

Prompting questians:.
[ Are you concerned about robberies, attacks, or violence in the _

—_— community?

P ) .
L. . Do you worry abJ{ someone or something harming you? Please
. . . ] o

explain.

1
'

30b. ’What is being doné by you and others to maintain or Incredse your safety?

"I8



30¢. Can you 1dentsfy any factors that help 1o rncrease Jr —aintain vour safety,

or reduce 1t? If so, what are they?
3. In a 24 hour day, how much time do 'you typically spend managing your home,

participating 1n your care, ensuring your freedom to do what you need to do,

engaging tn political activity, or trying to influence things that affect you?

- - SOCIAL GOODS

32a. -Are you treated equally with other people with regard to things that affect a

person's dignity? If so, in what way? If not, how are you treated?.-

A

Prompting questions: .

. Do you believe that you have the same opportunities for such thi
jobs, positions, treatment, and care as anyone else?
. .
° Does anyone treat you as though you were an object or an animal (that

is, not a person)? If so, why do you think this happens?

<

32b. What is being done to ensure that you have equal opportunities with others,

on any count? . X

e .
"#32¢c. Can you identify any factors KM to maintain or improve your equality

.

- .

of opportunity. for jobs, trealhen(, positions, or care, or reduce it? If so,
; '

8 .

what are they? ' ' .



33. In a 24 nour day, how ~uch time, if any, do you typically spend trying.to

ensure your equality of opportunity? ;
“i

- ECONOMIT GOODS

34a. Are your working condittons adequate [both at hopne and at work)’

Prompting questions:

] Would you describe your working conditions (e.g., physical environment,

benefits)?

. Does your work situation present any‘prob?ems with regard to your

kidney problem? If so, what kind of problem?

34b. What is being done by you and others to maintain or improve your working

conditions?

34c. Can you identify any factors that help to maintain or improve your working

conditions, or worsen them? If so, what ate they? /
35a. Are your living conditions adequate? Iif so, in what way are thcdeoquate?

If not, in what way are they inadequate?

¢

Prompting questions:
) Could you describe your living conditions {e.g., housing, transportation)?

I3

. Do your present living conditions (e.g., housing) presentk,'any difficulties

for you with regard to your kidney problem? If 50; what»kind of
. : 4

¢ .

e difficulties? : ‘ ,

._ ‘.>



3S¢.

3Ga.

36b.

36¢.

37a.

»

what is being done by you oOf others to maintain of 1mprove your hiving

conditions?

) »

’

Can you identify any factors [h’h"clp to improve or maintatn your living

. .
~-

conditions, or worsen them? If so, what?

Are your finances [e.g., wealth, poverty, and possessions) adequate to live

camfertably and enjoy life? If not, in what way are they inadequate?

Prompting questions:

L4

) Do you need to watch your budget closely? If so, why?
e Can you afford to: v
1. take courses? -~
2. go to the theater?
- 3. travel?
;' ’ - i
4. pursue satisfaction of your needs? -

What is being done by you and oshers to maintain or improve your financial

situation?

Can you identify any factors that help to improve or maintain your financial

situation, or worsen it?

.

Do you have a way to make a living? If so, how do you earn a living? If not,
) :

.

L]
¢ ’

why afe_ you unable to earn a living? C
\ .

Promgtln}jm;"tlons:

. Do you have a steady jdb? Whn is it?

'
o



37¢.

38a.

. D5 you consider this tc %= & "good” job, that 1s a job thatl you enjay, angd
~ k|

that pays you enough 1o 've comfortably?
‘ ‘
. tf you do not have a "googl job, are you getting the education or

-

training you need to get such a job? s this training avaitadle?
-
. Do you have the money or capita! [(e.g., machinery, tools, money for

ipvestments) to earn a hving tf you are not working for someone else’?

LY
What 1s being done by you and others that helps you to make a hving?

Can you 1dentify any factors that help to maintain or improve your ability to

N

make a living, or make it more difficult for you to earn a living? If sqe what

“

are they?

~
Do you have the opportvunity to pursue activities for self-improvement? If
so, in what kind of activities, if any, do. you engage? If not, why do you not
have the opportunity?

Prompting questions:

/ you not have this opportunity?

> - oL T .
. Do you have.the opportunity to take any courses? If so, what type of
—~ ,
courses, if any, are you taking? 1f not, why do you nol- have the

.

opportunity? .
° Do you have the opportunity to increase your knowledge abcut your
kidney problem? If so, of what opportunities, if any, are you taking

“ advantage? If not, why do you\ not have these opportunities?
. " . ) ’ =
° Have you had the opportunity to meet with any groups that help you
4
increase your knowledge (both general knowledge and knowledge about

; s .
your condition)? If so, with what groups do you meet? If not, why do

: | &



38b.

38¢c.

39a.

v ®

4

/
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° Do you have the opportunity to read books? If so, what type of books, if

any, do you read? If not, why do you not have the opportunity to read

books?

-

e - Do you have the opportunity to watch television programs that increase

your knowledge? I!f so, what prbgrams do you watch? If not, why do
‘

you not have the opportunity?
. Do you have opportunities for formal and informal learning? If so, what
arje thiéy? tf nat, why do you not have the opportunity?

o
-~ .

What js being Bone b'y you and others to increase the opportunities you have

1 rd

té improve yourself?

Y &

Can you identify any factors that help to maintain or improve your

¢ , .

opportunities to improve yourself, or reduce them? If so, what are they?

Do you have enodgh free time, that is,@ime not devoted to work, that you
can use to improvc‘yourstflﬁf and/or society? |If not, why do you not have

enough free time?’

v

4 . '
Prompting guestions: . .

o About how much -?re'e_ time do you have each day of the week?
®
° What do you usually ‘do in your free time?
: A )I. N N

. Do you do anythirvlg»to im‘prov,e yourself or society in your free time? If

Ry
so, whe't types of thiags, do you do?.
° Do you have enough free time to:
. . ,
w1, visit with friends? S

- 2. take a course? -
t «

- . ) * ) A ‘
* 3.  belong to a voluntary association?’



91

4. take vacations?
5. go to the theater?
6. contemplate?
7. be c.reallvc?
8. do nothing, if you so desire?
39b. What is being done by you or others to increase or maintain the amount of

free time that you have?

»

" 39¢. Can you identify any factors that help to increase or maintain the amount of

free time that you have, or reduce it? If sd, what are they?

40. How much time do you spend in a typical 24 hour day maintaining or
improving your economic situation by earning a living, maintaining or
improving your living and working conditions, improving yourse!f or society,

and getting access to the things that give you pleasure?

GOODS OF THE BODY s

'
[
i

41a. Has having a kidney problem had any effect on your sex life? If so, what?

[

Prompting queéstions:

e . Has there been any change in your sexual activity since you developed

your kidney problem? If so, what has changed?

e - Do you have sexual jntercourse as fréquently now as before you
e

dclv'elope& your kidney problem?

. Do you enjoy sexual activity as much as before you developed your



41b.

47¢.

192

/,J'\

kidney problem?

»

Do you do anything spectal to maintain or improve your sex life? If so,

what?

Can you identify any factors that help to vmpréve ofr maintain your sex life,
or worsen 1t? If so, what are they?
7/

el



APPENDIX 2

DEMOGRAPHIC DATA

~

Patient's Code Number:

Sex

Age:

Marital Status:

Number of Children:

Race:

cthnic Background:

Religion:

Occupation—

Highest Educational Level Attained:

Currently Employed (Yes/No):

Approximate Family Income:

iagnosis: N .

Length of Time on Dialysis:

.

Number of Admissions to Hospital in Last Year:

Dates of Previous Renal Transplants, if any:
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APPENDIX 3
= CARD SORT TASK
The questions which you have been asked are about components of the good
life. These components are goods of the body, go_ods of the mind, goods of

character, goods of personal association, economic goods, social goods, and

political goods.

ifere are some cards with definitions of these components of thé good life.

Will you please:

f
1) place them in an order indicating their importance to you from most

important to least important, and

2) put the cards in an order indicating the amount of time you spend, if any,

obtaining or cnjoy;ing each component or type of good, from m%st time to@
.lé

least time. i 'y

O
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CARDS USED IN CARD SOR T¥=%K

GOODS OF THE MIND ARE:

YOUR MENTAL ABILITIES, CAPABIL-
ITIES, AND PERFECTIONS, SUCH AS
KNOWLEDGE, UNDERSTANDING,
SOML WISDOM, CREATIVITY , INQUIS-

lﬁvi NESS,

SENSE, AND JUDGEMENT.

FEELINGS, COMMON

GQODS OF PERSONAL ASSOCIATION

500DS OF THE BODY ARE:

THINGS THAT RELATE TO YOUR
BODILY C()ND,ITION‘.AJND FUNCTION=
ING, SUCH AS HEALTH, vn(,(j?},
VITALITY, AND PLEASURES THAT
YGU OBTAIN THROUGH THE USE OF
YOUR  SENSES

(E.G., HEARING,
}

SEEING, TASTING, TOUCHING). .

GOODS OF CHARACTER ARE:

[

A'RE:

YOUR FRIENDSHIPS, LOVE RELA-
TIONSHIPS, AND FAMILY RELATION=

SHIPS.

*YOUR PERSONAL MORAL CHAR-

ACTERISTICS, SUCH AS YOUR

195

ABILITY TO DENY YOURSELF PLE A-

SURE FOR A GOOD PURPOSE (TEMP-
ERANCE), TO SUFFER DISCOMFORT
FOR A GOOD PURPOSE (COURAGE),
AND TO BE CONCERNED FOR THE

OF AND

WELL-BEING OTHERS

YOURSELF (JUSTICE).



-
R

ECONOMIC GOODS ARE

THOSE THINGS THAT RELATE TO
YOUR LIVING AND WORKING SIT-

UATIONS, SUCH AS BEING EM-

PLOYLD, HAVING THE TOOLS OR

EQUIPMENT NEEDED TO EARN A

LIVING, HAVING FREE TIME, HAVING

ACCESS TO THINGS THAT GIVE YOU

PLEASURES RELATED TO THE
SENSES (E.G., HEARING A
SYWMPHONY, TASTING - A GOOD

MEAL), AND HAVING ACCESS TO

SUCH THINGS -AS MEDICAL CARE,

~

SCHOOLING, HEALTHY

AND A

ENVIRONMENT.

SOCIAL GOODS ARE:

THOSE THINGS THAT RELATE TO
YOUR HUMAN DIGNITY, SUCH AS
EQUALITY OF TREATMENT, EQUAL-
ITY OF STATUS, AND EQUALITY OF

OPPORTUNITY.

—

GOVERNMENT

POLITICAL GOUDS ARE:

THINGS
< 3

THOSE THAT RELUATE TO

AND GOVERNANCE

"(1.E., AUTHORITY IN THE FAMILY
AND  OTHER GROUPS) SUCH AS
P[ACE, POLITICAL FREEDOM (I.E.,
THE .RIGHT TO _VOTE AS ONE

CHOOSES), PROTECTION OF INDIVI-
DUAL FREEDOM, AND THE RIGHT
TO HMELP SHAPE OUTCOMES THAT
AND  OTHERS

AFFECT YOU

THROUGH PARTICIPATION IN ORG-

ANIZATIONS AND  INSTITUTIONS
ESTABLISHED TO BENEFIT INDIVI-
L

DUALS AND SOCIETY.
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APP;NDIX 4

INFORMED CONSENT FORM

Title The Reported Quality of Life of Selected Home Hemodialys:s
Patients. «
Investigator: Anmta k. Molzahn

tMaster of Nursing Candidate
University of Alberta

understand that:

’ ’

1. the purpose of the above research project is to stydy the reported quality of
jife of the home hemodialysis patient. : -

2. | will be required to participate in three weekly, private, tape-recorded
f}ntcrvnews. Each interview will be approximately one hour in length, and held
at a time and place convenient to me. The content of the intg{vicws will be
transcribed {typed). : . e .

3. | may not benefit from this project.
¢ . s

4. my name will not appear in any written report; information obtained will be
held confidential; and the tapes will be eraged at the conclusion of the stuidy.

S. 1| may refuse to answer any gquestions or may withdraw from the study at any
time without jeopardizing my care.

| have been given the opportunity to ask any questions, ! needed to ask and they
have been answered to my satisfaction. | hereby agree to participate in the above
named research project.

Signature A\ Date
Signature of Witness Date
Signature of Investigator . Dialte

Subject Number

197 .



