DECISION-MAKING BY HEALTH CAREPROVIDERS
ON BEHALF OF PROFOUNDLY IMPAIRED PERSONS:

QUALITY OF LIFE CONSIDERATIONS

BY

BEVERLY JOAN HENDERSON

A THESIS SUBMITTED TO
THE FACULTY OF GRADUATE STUDIES
IN PARTIAL FULFILLMENT OF THE REQUIREMENTS

FOR THE DEGREE OF

MASTER OF SCIENCE

DEPARTMENT OF COMMUNITY HEALTH SCIENCES
UNIVERSITY OF MANITOBA

WINNIPEG, MANITOBA

© SEPTEMBER, 1993



National Library
of Canada

Acquisitions and

Bibliothéque nationale
du Canada

Direction des acquisitions et

Bibliographic Services Branch  des services bibliographiques

395 Wellington Street
Otlawa, Ontario
K1A ON4 K1A ON4

The author has granted an
irrevocable non-exclusive licence
allowing the National Library of
Canada to reproduce, loan,
distribute or sell copies of
his/her thesis by any means and
in any form or format, making
this thesis available to interested
persons.

The author retains ownership of
the copyright in his/her thesis.
Neither the thesis nor substantial
extracts from it may be printed or
otherwise reproduced without
his/her permission.

395, rue Wellington
Ottawa (Onlario)

Your filte  Volre référence

Qurfite  Nolra référence

L’auteur a accordé une licence
irrévocable et non exclusive
permeitant & la Bibliothéque
nationale du Canada de
reproduire, préter, distribuer ou
vendre des copies de sa thése
de quelque maniére et sous
quelque forme que ce soit pour
mettre des exemplaires de cette
these a la disposition des
personnes intéressées.

L’auteur conserve la propriété du
droit d’auteur qui protége sa
these. Ni la thése ni des extraits
substantiels de celle-ci ne
doivent éfre imprimés ou
autrement reproduits sans son
autorisation.

ISBN 0-315-86035-9




Name

Dissertation Abstracts International is arranged by broad, gene -l subject categories. Please select the one subject which most
nearly describes the content of your dissertation. Enter the cor 2sponding four-digit code in the spaces provided.

Mea /77 Seiences -

é{é’ o R e /

0

siele] UM

SUBJECT TERM

.................. 0525 PHILOSOPHY, RELIGION AND

0935 THEOLOGY

Religion
0533 eneral .

0534 Biblical §

Subject Categories

THE HUMANITIES AND SOCIAL SCIENCES
COMMUNICATIONS AND THE ARTS Psychology ............
Archifecture ...o..ceevimrnrceenees 0729 Réading ..

Art History ... ..0377 Religious ..

Cinema .. ...0900 Sciences ...

Dance .... ..0378 Secondary ...

Fine Arts .o, ivorvirrinns ..0357 Social Sciences
Information Science .. 0723 Sociclagy of .
Journalism......... .03 Special...........
Librory Science ..... ...0399 Teacher Training ..

Mass Communicalions ..
MUSIC
Sﬁeech Communication

| U 0445 ; h
- LANGUAGE, LITERATURE AND mpricon Shudies ...

EDUCATION LINGUISTICS Archacology
Generdl ..o 0515 longuage Culorel -
Administration ...... - 0314 enerdl ..o, 05679 Physical .

Adult and Continuing - 0516 Ancient ... Business Adm
Agricultural .......... .,8515 Linguistics Genera

Art T B %gz Modern ..o Accountin

gilingual and Multicultural .0 Literature Banking

BUSINESS ......ooiiverececene 88?,2 General ... 0401 Managem

Community College ...
Curriculum and Instruction

Early Childhood ..................0518 Comporgtive .
Elementary ... ..0524 Modern .
Finance ..o ..0277 African .
Guidance and Counseling 0519 American.
HEQNR v 0680 Americon........
Higher o gggg Canadicen {English)
History of ....... - Canadian {French)
Home Economics .0278 Engfish
Industrie? ....cooeiien ..052] Gemmanic
Lcsn%ucge and Literature ..027¢9 Lafin Amerean
Mathematics .......... ..0280 Middle Eastern
‘;’?“:‘fk N gggg Romance ...

ilosophy of .. - :
i’hysicaﬁ’..{..h....,....,.A..A......,.,,...0523 Slavic and East

...0708 Techno!rfﬁ .................
...0413 Tests and Measuremenls |
...0459 Vocational ............

o707 Classical ...

................... Q747 SOCIAL SCIENCES

0297 Economics
0298 General .....

THE SCIENCES AND ENGINEERING

BIOLOGICAL SCIENCES Gea
iculty
¥ General ... 0473 Geoplysics

..0285 Hydrology .....

Agronomy .......... ooy

Animal Culture o

Nutrition ....... ..0475 Poleobotany .. ...0345 :
Animal Pathology .. 0476 Palececology . .. 0426 Elﬁ;reniif{ences
Food Science and Paleontology .. ..0418 Gen!e):'ol
Technel .. 0359 Paleozoology . ...0985 Aareultaral

Foresiry an ..0478 Puiyqofo%' ............ ...0427 Agolyﬁcd

Plant Culture ..0479 Physical Geography ... ...0368 Biockemisthy

PIun! gﬁihd!ogy gg{]ig Physical Oceanography ........... 0415 Inoraen R

Plant Physici . .

Range Managems 70777 HEALTH AND ENVIRONMENTAL Rucler ..

. Wood Technology ...............0746 SCIENCES Shormaceuical
Biology ! 0304 Environmental Sciences ............. 0748 Physical .........
enera ""'0287 HEG!ih Sciences Pc Ymer ..

Analomy .. 0308 General .o 0546 Radiation

Biostatistics 0309 Audiology ... ... 0300 Mathemates ....co.ocovivereennaa,

BOEIG“)' ------ 0379 Chemolherapy . 0992 Physics

Ce o “ 0350 Dentistry ...... ..0567 General ..ovvooovoocreeee

Ecology ... 0355 Education ............ ..0350 ACOUSICS oo

Entomology ... " D389 Hospital Management .......... 0769 Astronomy and

Qene!ics 0793 Human Development ..........0758 Astrophysics

Lla'pnobqg """ 5410 Immunology .............. ...0982 Aimospﬁeric Science.

Microbiology 0307 Medicine and Surgery .........0564 AOMIC oo

Molecy ar ... 0317 Menial Health ... ...0347 Elecironics and Eleciric

Neurosaenci... 0416 Nursing ....... ..0569 Elementary Pariicles o

Qeeanography . 0438 Nufrition ... 0570 High ERErgy w.ocoovrevrorerer

P )éqlo_ogy 0821 Chstetrics and Gynecology .. 0380 Fluid and Plosma

Radiation............. et Occupational Health and Molecular ...

Velerinary Science -0778 Therapy ....c.cccerneeinn 0354 Nuclear

 Zoology 0472 Ophihalmology 70381 Oplics. .
Biophysics | 0786 Pathology ....... ..0571 Radiation

G:ggml .............................. o7ee Pharmacology . 0419 Solid State ..

Medical oo Pturfnaﬂ_rh ....... .. 0572 SIatishes ..o...cecieirenris
EARTH SCIENCES Physical Therapy . ~0382  Applied Sciences
Biogeochemistry .....coocoooeenns ..0425 Radidlogy ....... 0574 Applied Mechanies
GeOCHEMISITY wrovove e 0996 Recreafion ..., 0575 Compuler Science

GROGESY oo
y ..0372 Toxicology ........
...0373 Home Economics ........oveeeeenne

0413 PHYSICAL SCGIENCES

0714 Philosophy .........ou....

0370 Speech Pothology

SUBJECT CODE

Andent oo 0579
Medieval . .

Modern ...
Black ...

African ... 0.

Asia, Australia and Oceania 0332

Cenadion ..., 0334

Europeon..... .0335

Lolin Americon ..0336

Middle Eastern ..0333

United States ... ..0337
History of Science . . 0585
O oo 0398
Political Science

General ......ocoooeiecen. 0615

International Law and

Relalions ...........cccvevnnn.. 0616

Public Administration ...........0617
Recreation ................ 0814
gocic% WOrk e 0452

ocio
G:r?yeml .............................. 0626

Criminology and Penclogy ... 0627
Demog!;g% Og)c' 0938
Ethnic end Racial Studies .....0631
Individual and Family

Studies ..o, 0628
Industrial and Laber

Relations ........c.ooeoennee. 0629
Public and Social Wellare .... 0630
Social Structure and

Development ...................
Theory and Methods .
Transportation
Urban and Regionel Planniag ... 0999
Women's Sludies ..................... 0453
Engineerin
General ..o, 0537
Aerospace ..0538
Agricultural ... ..0539
Automotive ... ..0540
Biomedical ... ..0541
Chemical .. ..0542
| .0543

Electronics and Flecirical ...
Heat and Thermodynamics ... 0348

Hydraulic............. 0545
Indusirial .. .. 0546
Marine ... L0547
Materials Science . 0794
Mechanical ...... ..0548
Metollurgy ... ..0743
Mining ..... ..0551
Nuclear ... ..0552
Packaging ... ..0549
Petroleum ............... 0765

Sanitary and Municipal
System Science ............

Geotechnology .......... .0428
Operafions Research .. 0796
Plastics Technelogy ... .0795
Texlile Technology .................... 0994
PSYCHOLOGY

ENETGH ..o 0621
Behavioral ....0384

finical ....... 0622
Developmental . 0620
Experimental ........ocoooeevenennn. 0623
Industrial ..o 0624
Personality . ..o 0625
Physiclogical ... .0989
Psychobiology . .0349
Psychometrics .. 0632
Sociol .o 0451




Nom

Dissertation Abstracts Infernational est organisé en catégories de sujets. Veuillez s.v.p. choisir le sujet qui décrit le mieux voire
thése et inscrivez le code numérique approprié dans 'espace réservé ci-dessous.

LLLL] UMI

Catégories par sujets

SUJET

HUMANITES ET SCIENCES SOCIALES

COMMUNICATIONS ET LES .ARTSD

Architecture .

Beaux-orts ...

Bibliothéconomie . (399
Cindma .....ocoevene L0900
Communication verbale .. .0459
Communications ..... 0708
Danse .....cc.o..... .0378

Histoire de 'art .
Journalisme ..
Musique ...
Sciences
Thédtre ..o

EDUCATION
Géngralités ..o 515
Administration ..

Colléges communautaires .
Commerce .......oocovvnennnn. ....0488
Economie domestique ..
Education permanente .
Educalion préscclaire ..
Educalion senitaire ...
Enseignement agricole ...............0517
Enseignement bilingue et

muficulturel ...
Enseignement indusriel
Enseignement primaire. ......
Enseignement professionne!
Enseignement religieux .......
Enseignement secondaire
Enseignement spécial .....
Enseignement supérieur ..
Evaluation
Finances .....
Formation des enseigna
Histoire de |'éducation .
Langues et litérature ...

SCIENCES

SCIENCES BIOLOGIQUES

Agriculture
Générahités ... 0473
Agronomie. ..., 0285
Alimentation et technologie

alimentaire ... 359

Colture ...
Elevage et alimentotion ........0475

Exploitation des péturages ...0777
Pathologie animale ...0
Pathologie végélcle ...
Physiologie vé?étale .
SyKrEcuhwe et faune ....o......
Technologie du bois..............

Biclogie
Généralités ..
Analomie.....
Biologie (Stalisliques) .

Biclogie moléculaire .. L0307
Botanigue .......... . 0309
Cellule ... ..0379
Ecologie .. ..0329
Entomologie . ..0353
Génétique ... 0369
Limnclogie ... 0793
Microbiologie 0410
Neurologie .. L0317
Océanograph 0414
Physiologie .. ..0433
Rediation ............ ..0821
Science véférinaire . ..0778
- %}oo!og'[e..........,....,..........A..0472
tophysigue
png(icfilés ......................... 0784
Medicale ..o 0760
SCIENCES DE LA TERRE
Biogéochimie .........co.ccooeoo.. 0425
Géochimie... ...09%96
Gécdésie ............ ...0370
Géographie physique............... 0368

ET INGENIERI

lecfure .vovvvvveieiveciiiie ... 0535
Mathématiques .
Musique ...
Crientation et consultation .

Philosophie de 'éducation ......... 0998
Physique .....ovov oo 0523
Programmes d’études el

enseignement _..................... 0727
Psycholegie ..... 0525

Sciences sociales .
Sociologie de I'ed
Technologie ...............

LANGUE, {ITTERATURE ET
LINGUISTIQUE
langues
énéralités .............o...........067%
Anciennes ..
Linguistique
M g emgs ...........................
Liérature
Généralités ... . (401
Anciennes L0294
Comparée .. 0295
Mediévole ... 0297
Moderne . .0298
Africaine .... .03ié
Américaine . L0591
Anglaise ... 0593
Asictique ... .0305

Canadienne [Anglaise)
Canadienne (Frangaise)
Germaaique ............
Latino-oméricaine ..
Moyen-orientale .
Romaone ..........

Slave et est-européenne .......0314
Géclogie ... e 0372
Géophysique . .0373
,Izizdrologie .0388
Oinéralogie : . 83} ;

céanographie physique .
?o!éobg?onf{;ue p 7 .0345
Paléoscologie ... .0426
Pajéontologie ... .0418
Paléozoologie 0985
Palynologie ......ccovurvrennnn... 0427
SCIENCES DE LA SANTE ET DE
L’ENVIRONNEMENT
Economie domeslique ................ 0386
Sciences de I'envircnnement ......0768
Sciences de lo sonlé

Geénéralités ..o 0566

Administration des hipitaux .. 07469

Alimentation et nutrition ...... 0570

Audiologie .........................0300

Chimiothérapie

Dentisterie

Deéveloppement humain

Enseignement ............

Immunclogie ...

Loisirs ...

Médecine du travail et

HhErapie ..o 0354

Médecine et chirurgie ..........0564

Obstétrique ef gynécologie ... 0380

Cphtalmelogie ............5......038]

Orthephonie ... ..0460

Pathologie .. 0571

Pharmecie ... ..0572

Phormacologie . 0419

Physiothérapie .0382

Radiolegie ... 0574

Santé mentcle . 0347

Santé publique 0573

Soins mfirmiers
Toxicologie —...vovirierieeenane.

PHILOSOPHIE, RELIGION €T
THEOLOGIE

Philosophie ..o
Religion
enéralités ..o,

er
Etudes bibliques ...
Histoire des religions
Philosophie de fa religion

Théologie ..o oroeorreoerro

SCIENCES SOCIALES

Anthropolegie
Archéologie ..., 0324
Culturelle™... .

Physique . .
Droit e
Economie

Générdlités

Commerce-Affaires

Economie agricole ...

Economie du travail ..

Finances ............... .0508
Histoire ... L0509
Théorie ... L0511

Etudes américaines .
Etudes conadiennes .
Etudes feministes ..

Folklore ... .0358
Géographie .. 10366
Geérontologie ...

Gestion des alfaires

Générolités ... .0310
Administration 0454
Bongues .. .0770
Comptahilité .. 0272
Markeling ............... .0338
Hisloire
Histoire générale ...............0578
SCIENCES PHYSIQUES
Sciences Pures
imie
Genérolités ...
Biochimie ........

Chimie agricole ..
Chimie onalyligue .
Chimie mingrale .
Chimie nucléaire ...
Chimie organique ...
Chimie phormaoceutig
Physique ...
PelymCres ..
Radiation ...
Mathématiques ...
Physique
Genéralifés .....c.cocorcnnnnn.
Acoustique ...
Astronomie et
astrophysique ...
Elecironique et éleciricité .....
Fluides et plasma ...

Météorologie . .- 0608
Optlique e 0752
Porticules (Physique

nucléaire) ..................0798

Physique atomique ...
Physique de ['état solide
Physique meléculaire .

Physique nucléaire .. ..0610
Radiation ..... .. 0756
SIatishiqUes ........couerirreeincns 0463
Sciences Appliqués Et
Technologie
Informalique ..o 0984
Ingénierie
Genéralités ...o...ccooveee.... 0537
Agricole ... ...053%
Avtomabile ........c....c.c........ 0540

CODE DE SUJET

ANCIBNNE ..o
tedigvole .
Moderne ..........
Histoire des noirs ..
Atricaine ...
Caonadienne ..
Etals-Unis ..
Européenne ..
Moyen-orientole ...
Latino-américaine ...
Asie, Australie et Océani
Histoire des sciences..........
LOISIrs cvvvviericre e
Pianification urbaine et
régionale ...
Science politique
Généralites ...................0615
Administration publique .......0617
Droit et relations

infernationales ................ 0616
Sociclogie
Généralités ... ....0626

Adde el bien-dtre sociol ........ 0630
Criminologie ef

élablissements

énitenliﬁires ................... 0627

Démographie ...
Etudesgdeﬁ’ individu et

delafamille ... 0628
Etudes des relations

interethniques ef

des relations racicles ........0631
Structure et développement
social oo 0700
Théorie ef méthodes. ............ 0344
Travail et relations
industrielles ................... 0629
Transports ........ 0709

0452

Travail social

Biomédicale ..o
Chaleur et ther
modynamique .................
Condilionnement
{Emballage) ...
Geénie agrospatial ..
Génie chimique ..
Génie civil ..o
Génie électronique et
éleclrigue ...,
Génie industriel ..
Génie méconique ..
Génie nucléaire ........
Ingénierie des systimes .
Mécanique navale ...
Métallurgie ..............
Science des motériaux ..
Technigue du péirole
Technique miniére ...
Technigges sanitaires
municipales......................
Technologie hydraulique ......0545
Mécanique appliquée
Géotechnologie ........c.cococone
Maliéres plastiques

{Technologie) .................. 0795
Recherche opérationnelle ........... 0796
Texlies et fissus (Technologie) ....0794
PSYCHOLOGIE
Généralités ...

Personnalilé
Psychobiclogie ...
Psychelogie clinique
Psychologie du comportement .. (384
Psychologie du développement ..0620
Psychologie expérimentale .........0623
Psychologie industrielle .......
Psychologie physiologique ..
Psychologie sociale ......
Psychomélrie .........ccoo.cccnnnn... 0632




DECISION~MAKING BY HEALTH CAREPROVIDERS
ON BEHALF OF PROFOUNDLY IMPAIRED PERSONS:

QUALITY OF LIFE CONSIDERATTIONS

by

BEVERLY JOAN HENDERSON

A Thesis submitted to the Faculty of Graduate Studies of the University of Manitoba in partial
© fulfillment of the requirements for the degree of

MASTER OF SCIENCE

® 1993

_ Permission has been granted to the ITBRARY OF THE UNIVERSITY OF MANITOBA to lend or
_ sell copies of this thesis, to the NATIONAL LIBRARY OF CANADA to microfilm this thesis and
to lend or sell copies of the film, and UNTVERSITY MICROFILMS to publish an abstract of this

thesis.
The author reserves other publications rights, and neither the thesis nor extensive extracts from it

may be printed or otherwise reproduced without the anthor’s permission.

-



Table of Contents

ACKNOWLEDGEMENTS ...ttt iv

LIST OF FIGURES ... ...ttt bt sttt eae e e v

LIST OF TABLES ..ottt sttt sttt e vi

ABSTRACT Lo ar e e ee e a e etee et e s eeettesrearte et eenens vii

CHAPTER

1. INTRODUCTION Lot e s s en st a e 1
Purpose and ODJECLIVES ...uiviiieieeieci ittt s et e eenaeseeesneereees 1
The Origin and Formulation Of The Research QUESTIOI ....ovvv vt eereee e ceeeeeeeeveessesessnnans 3
An Introduction to Quality of Life Decision-MaKing..........ccovvivrivriviieie e 5
A Composite Case THUSITALON 1..ivviiieiiiiiiiee et er e ae e eeeeeeeene 6
Research Questions Raised by the Composite Case.......c.ovviviverieie i 11
Synopsis ..o OSSR 13

2. QUALITY OF LIFE ASSESSMENT AND PROXY DECISION-MAKING:
A REVIEW OF RELEVANT LITERATURE ...........ccooviiiiiiieececceeeeei e 15
The Evolution Of Health-Related Quality Of Life As An Outcome Measure ............... 16
Problems of Definition And Measurément ......oocvoviiiiieeseicee e esisessaeseee e e e e 20
The Use of Quality of Life Criteria in Legal Decision-Making .........ccecovoviiivneinennne, 23
Temporal Trends Affecting the Survivorship and Life Chances

of Severely Handicapped PEOPIE «..ovvvivvvie et 28

Society’s Obligation (0 Disabled PErSOIS ...t eeseeeceereeeenesiee e s e seeeeeenes 32

THEORETICAL AND CONCEPTUAL FRAMEWORK FOR PROXY DECISION

MAKING BASED UPON QUALITY OF LIFE CONSIDERATIONS .......o....... 36
Sources of Variation Affecting DeciSion-MaKini€ ....ooovviviei i 37
Additional Sources Of Varialion .. ....ccccoviiiiiiiiiiiininessnrssine e se e e 40
Institutional PHIIOSOPIY ......ocviiiiiiiiriire ettt et 44
STIHIEATY 1ottt ee e se e bbb sbeebesbesaesaesae b eseeeeeeeeaseareereestenneneereereennerns 45
METHODOLOGY ..ottt en e ansans et as e 46
Project Design and Data SOUITES ....oviiiioioiiniiie et eeeseeseneeneas 46
SEUILE oottt ettt st ereere e e aee st ereesaeseeabeeteeteeteeeanneeaeeaeeaeeneens 50
INEZOHANG ACCESS 11ttt e e st e e teeae e eaeesreeste et ete st sensestnenrenenes 51
TUNAING 1ttt et 53
Chronology of FIEIAWOIK ....c.ccciiiiriiiiiiiie ettt sttt 53
Selection of Participants and €ase EXAMPIES ......o.iccviiiieiiieeeeeeeeeee oo e eee e 55
Consent Procedures and Ethical Considerations ... ...ocoocvvrvoniieeeeeeeeeeeeeeeeeeeeeenreeaas 56
RESPONSE RALE 1oiiiiiiiii ettt eeneeeee e ennneree s 57
Validity and ReHability ...occooiiiiiiiiiiii e s e s eee e 61
Data ANALYSIS ooviiiiiiiiiie ettt et nt e ares 02



5. A DESCRIPTIVE PROFILE OF THE RESIDENTS AND STAFF

OF ST. AMANT CENTRE ......ooiiiiiii e ba s 64
Population PrOfAIE ...oo it e e e 64
Careprovider Roles and Responsibilities in Service Delivery .......ccoeieeeeeriiiiceeinnns 69
Responsibility for Decision-MaKing ... eeeeee e 74
SUIMIMIALY 1ot e b e bt et e et b e e be b e erbebe s eaeeassereesreseneans 75
6. THE CONCEPT OF QUALITY OF LIFE AS APPLIED TO THE
EXPERIENCE OF PEOPLE WITH PROFOUND IMPATRMENT ......cocovveennen. 76
Physical Well-BeilZ ....ooiiiiiiiiiiiii et eeeesnescacnre e s srre s s srnes s ertasererness 78
Emotional Well-BEINgG oot see v asseresnne s e ssbessressrasseresenreen 81
SOCIAT INELACTHON 1ouvivviii e e e e aab e b e beebeeeens 83
Intellectual and Cognitive DEVEIOPMCIL .oovvvirriiiinieciirie e cre s e 85
Self-Esteem and SOCIAL STALUS ....oiviieiieieiierei st ce et e s &8
The Hierarchy Of Quality Of Life DIimensions........ccccoiiiiiininiireneecieiess e 89
7. WEIGHTING AND PRIORITIZING QUALITY OF LIFE
CONSIDERATIONS ...t en s eae e r e sbeeeessane s 32
A Non-Invasive Intervention: SCenario ONe .......cooooei oo 95
A More Invasive Intervention: SCenario TWo ..oc.oooiiovveecii e 101
A More Controversial Intervention: Scenario THIEE ....ovvvvovvvivniivioiis et 110
Life Threatening Situations: SCenario FOUL ..ot 115
8. CAREPROVIDER PRIORITIES AND SOCIAL WORTH CONSIDERATIONS ....122
INETOTUCTION ..ottt ra e e a e eae e e seeebeesane e seennenen 122
Careprovider Workload and Decision-MakKing ...........coccoviviiiiiiiiini e e 122
Social Worth and Decision-MaKing .......ccociviiiieiiini e 127

9. QUALITY OF LIFE ASSESSMENT: A BASIS FOR DECISION-MAKING .... 135

IIHTOAUCTION 1ottt ettt eae e et e et e e et esaessneesbes eressrtesertesree s 136
Proxy Assessment 0f QUAlity OF Lile ....ocoveveeeiiieieceeece e 137
MEASUICINEIE ISSULS ....eiiiiiii it ccenreeirrte st e st e s e sse e s e e s e e sbesre e b e 145
Safeguards in Proxy DeciSion-MaKing ..o 153
10. SUMMARY AND IMPLICATIONS ...ttt 161
Clinical Application of Research FIindings .......cccovviiciiiiiieiiieie e 163
Implications for Future RESEAITIE .ot 164
POSIIOTUC ..ottt st sae e s e e s e e s e s e s eas b eesb e e sbbeesbe e etsesrtesennsieeas 165
APPENDICES ...ttt et e e e e aeeene et e astessessnseeesneesre e 166
REFERENCES USED ..ottt e an s et ass st b anenns 176

iii



ACKNOWLEDGEMENTS

I acknowledge with sincere appreciation the invaluable assistance of my advisor, Dr. Joseph
Kaufert, and the direct contributions of the other members of my thesis committee: Dr. Patricia
Kaufert, Professor Barney Sneiderman, and Dr, Richard Stanwick. Thanks also to Jackie Linklater
for sharing the burden of transcribing the audiotapes, and to Georgina Beyer for assistance in
formatting and printing the document,

The contributions of my husband, Jim, and my children Jeffrey and Jacqueline must also be
acknowledged, as I realize they put up with a great deal of bad temper and more than a few
inconveniences in order that this project might be completed.

Finally, I wouldlike to thank the staff, parents and residents of St. Amant Centre for their interest,
and their help along the way. I am especially grateful to Tam Yamashita both for the idea which
originated the project and for her ongoing assistance, and to Dr. Carl Stephens and the other members
of the St. Amant Research Review Committee. The financial support awarded by the Friends of St.

Amant Cenfre was most appreciated.

iv



FIGURE 1.

FIGURE 2.

FIGURE 3.

FIGURE 4,

FIGURE 5.

FIGURES
Parallel Temporal Trends in the General and
Profoundly Impaired POPulations .......ccccevciiniiiiniiiceee e 31
Schematic Representation of Conceptual Framework .......ooveeveeveeenieecvincnn,s 38

Methodology Utilizing Three Sources of Data to Triangulate
on the Proxy Decision-MaKing ProCess ... ceres s s 47

Steps Involved in Negotiating Access and Completing Fieldwork ..., 54
Schemaltic Representation of Quality of Life Considerations Being Used to

Balance Decisions in Proxy Decision-Making Scenarios Involving
Increasing Degrees of Complexity and Uncertainty ....o.ovvvivveeceeeeeeeccvien o, 94



TABLIS

TABLE L The Limitations of Selected Measures of Quatity of Life When Applied

to the Assessment of Profoundly Impaired Persons «...ooooooeeeveeeeeeeeeeeeeinaiinens 22
TABLEIL Response Rate of Parents/GUardiaing ........c.oovvovieiieiis et eeeeer s 57
TABLE IIL 7 Rural/Urban Breakdown of Parental RESPONSES .....vvvvvveeeeeeeeereeeeeeeeeeees e, 58
TABLE1V. Response Rate of Health Careproviders Contacted for Interviews ..o, 60
TABLEV, Changing Adult Population at St. Amant CEntre .......ccovvvveeeeeeeeeeeeeeerreenenn,s 6S
TABLE VL Changing Levels Of Impairment of Residents at St. Amant Centic................ 60

TABLE VII.  Numbers of Residents Discharged to Community Living Settings from
SEAMANT CENMIE .ottt e b ettt 68

vi



ABSTRACT

This thesis describes the dimensions of quality of life as they are defined, weighted and prioritized
by health careproviders who are involved in proxy decision-making onbehalf of profoundty impaired
persons,

The project involved a descriptive study and utilized qualitative methods. Multiple methods,
including semi-structured inferviews, in-depth case studics, and pariicipant-observation were
employed in order to triangulate on the decision-making process.

In the analysis stage, data from all sources was coded thematically, indexed, and themes
pertaining to quality of life decision-making were extracted. In-depth analysis of qualitative data
describing decision-making suggests that the definition and application of quality of life criteria vary
with the personal values and professional ideologies of the careproviders. Macro-level analysis
indicates, however, that there are some dimensions of quality of life of concern to all careproviders.
Focusing on these dimensions can provide common ground for treatment intervention decision-

making,
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To Stanley, with gratifude for sharing his simple, yet

profound, understanding of quality of life with me.
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... We're not in a position to cure people or to make them that
substantially different than what they are, but we’re here really
to improve whatever we can in their day-to-day living. And of
couise... the scope of each department is different in attaining or
achieving that end of quality of life....

Quotation from one of the careproviders at St. Amant Centre



CHAPTER 1

INTRODUCTION

Purpose and Objectives

This thesis describes dimensions of quality of life as they are defined, weighted and prioritized
by health careproviders and family members who are involved in making treatment decisions on

behalf of profoundly impaired persons. The research objectives are:

1) To describe the concept of quality of life as it is defined by health carcproviders and parents, and

applied in interpreting the experience of people with profound impairment.

2) To describe the process through which specific dimensions of quality of life are weighted and

prioritized in the decision-making process.

3) To describe the influence of careprovider priorities associated with the impact of alternative

interventions on the ease of providing care.

4) To describe the influence of more general societal values defining social worth and the application

of the principles of distributive justice in the allocation of health care resources.

5) To describe the process of evaluating or assessing the effects of specific interventions on quality

of life when the client is unable to commuunicale his/her own evaluation,



Research Questions

In achieving the above objectives, a number of research questions were posed:

(a) What factors do careproviders consider inassessing both the potential effects and the actual effects

of specific interventions on another person’s quality of life?

(b) Is the concept of quality of life defined differently by each careprovider in accordance with

individual subjective criteria?

(¢) Are there systematic variations in the ways in which careproviders from different professional

disciplines define quality of life?

(d) Is there consensus about the minimal requisites for sustaining quality of life, and the relative
importance of ifs individual dimensions among nurses, psychologists, therapists, and other

careprovider groups?

(e} Aue the effects of specific inferventions on the ease of care factored into the decision-making

process?

(f) Do societal and professional values about the relative worth of profoundly handicapped

individuals influence resource allocation decisions?

The theoretical framework for this research program is constructed around dilemmas which
confront health careproviders involved in using quality of life assessments to assist in proxy decision-
making on behalf of profoundly impaired people. The central research question originated in
conversation with a clinician who is a participant in this type of decision-making. A detailed account

of the origin and formulation of the research question is the subject of the next section.



The Origin and Formulation Of The Research Question

The central question addressed by this research program was initially raised in a conversation
with a professional colleague wha is presently the Director of Physiotherapy at a residential care
facility for individuals who are severcly mentally and physically handicapped. During that conver-
sation, our discussion cenfred arcund the need to develop outcome measures which could be used to
evaluate the effects of some of the treatment interveniions initiated by the physiotherapy staff af that
particular facility.

My colleague’s perception of the need for outcome measures was partially a response to the
anticipation of future cost constraints, which she felt might change the criteria used to allocate health
care resources. She expressed concern that outcome measures which would demonstrate the efficacy
of expensive items such as spinal jackets and elaborate modified wheelchairs, might become
necessary to ensure continued funding for this type of equipment.

My colleague also noted that, while careproviders within the facility frequently cited improved
quality of life as an indication of the benefit afforded by specific interventions, there was no
working definition of quality of life as the concept is applied to profoundly impaired persons. She
expressed concern that appropriate objective assessment tools, which would evaluate the impact of
specific treatments or programs on quality of life, had not been developed.

The jproblem of proxy assessment of quality of life as described by my friend was intriguing, both
in terms of my perspective as a rehabilitation professional, and because of current interest in health-
retated quality of life. I was in the process of completing a course entitled “Measurement of Health
Status and Disability,” and had been assigned readings dealing with the measurement of quality of
life. Upon conducting a bibliographic search and developing a paper on a utility-based approach to
quality of life measurement, it became apparent that there was a rapidly growing body of literature
focusing on the measurement of health-related quality of life.

It also became apparent, however, that much of the research in this field was constrained by



methodological limits associated with the researchers’ failure to define and apply an operational
definition of quality of life before attempting to use the concept in outcome measurement
Invesﬁga[ors identified what they believed to be dimensions of quality of life in the context of
specified measurement objectives, but by focusing on individual dimensions such as function, they
sometimes failed to capture the essence of the concept as a whole. In terms of my own research
problem, itbecame evident that documenting definitions of quality oflife, as described by people who
care for severely handicapped individuals, would be a necessary pre-requisite to any attempt at
developing a measurement tool for use in proxy assessment of quality of life.

In expanding the literature review to deal with applications of quality of life measurement to
special needs people, it became clear that most of the existing indices had not been applied to, or
validated for, use with people who were scverely disabled. The gap in the measurement literature
reflected the unique problems of assessing quality of life in this special situation where it is necessary
to substitute proxy evaluation,

An appreciation of some of the legal and ethical problems inherent in incorporating
subjective evaluations of quality of life info the proxy decision-making process was gained during
the subsequent development of a paper on medical-legal decision-making. This appreciation, in
combination with a recognition of the limitations of current quality of life measurement approaches
to the situation under consideration, contributed to an understanding of the problems of proxy
assessment of quality oflife as thby had been described by my colleague. A desire to explore the ways
in which careproviders integrate qualily of life considerations into the clinical decision-making
process provided the basis for the research program which is the subject of this thesis.

Aslittle previous research focusing on the problems of proxy evaluation of quality of life has
been published, it was decided to develop a descriptive account of decision-making as it is carried
out on behalf of profoundly handicapped individuals. The use of in-depth interviews and other
qualitative methods cnabled the researcher to explore careproviders’ definitions of quality of life as
they are applied in proxy decision-making situations. The use of this methodology also provided

descriptions of the ways in which the dimensions of quality of life are assessed by careproviders, and



the process by which these assessments are subsequently incorporated into the clinical decision-
making process.

The next sections will describe the problems which confront careproviders when they
attempt to use quality of life considerations in making decisions on behalf of clients who are
unable to participate in the decision-making process. After a brief discussion of the difficultics
which are inherent in proxy decision-making, a case example which illustrates quality of life
decision-making as obscrved in the facility which provided the setting for this research program,

will be presented.

An Introduction to Quality of Life Decision-Making

Arriving at a decision is never easy in cases where the individuals who are the subjects of
decision-making are unable to express their views and preferences. The process of weighing the
burdens of a specific intervention against the potential benefits is a complex one. In their
accounts of proxy decision-making, careproviders frequently cite potential improvement in
quality of life as justification for treatment decisions made on behalf of clients who are
profoundly cognitively and physically impaired. A procedure may thus be performed with no
participation on the part of the client, on the basis of a proxy decision-maker’s assessment that
quality of life would be improved as a result of that particular procedure.

The gaps alluded to previously, in terms of research addressing the definition and evaluation
of quality of life, leave decision-makers with few established criteria for quality of life decision-
making. Despite the emphasis on the importance of improving quality of life, the concept as
applied to the experience of individuals with profound impairment, has not been defined. In
individual careproviders’ assessments of the potential for improving quality of life by specific
interventions, the dimensions of quality of life which are considered are frequently not specified. In
group decision-making situations, it is uncertain whether or not the participants have used similar or

different criteria in their assessment of quality of life.




The next section describes a case example which illustrates some of the difficulties experienced
by health careproviders attempting to make proxy decisions in situations where the outcome cannot
be predicted with certainty. The case is a composite example, drawing oninformation from field notes
describing the experiences of a number of individuals who live in a local residential care facility, The
investigator observed the interactioninvolved in treatment decision-making over asix-month period,
and obtained additional information from follow-up intervicws. A composite case, containing
elements of several different cases, was subsequently developed to preserve the anonymity of
individual residents. Although the composite case integrates elements from case examples involving
both male and female residents, the individual described in the following section will be referred to
as male. A glossary of terms and procedures which may be unfamiliar to some readers, is contained

in Appendix A.

A Composite Case Illustration

General Information

As indicated in the previous section, this case example is a composite re-construction integrating
information from a number of cases obscrved by the researcher during a six-month period at St.
Amant Centre, a residential facility for people who are mentally and physically handicapped.
Careproviders who participated in decision-making on behalf of the residents of this facility included
both professional and non-professional staff members, as well as medical and surgical speciatists who
provided regular consulting services. One of these consultants was an orthopedic surgeon who
conducted rounds, referred to as Orthopedic Clinics, at St. Amant Centre twice monthly, These
Orthopedic Clinics were the primary decision-making forums observed by the researcher.

Orthopedic Clinics took place in a large treatment room in the Physiotherapy Department. The
physiotherapy staff was responsible for scheduling and organizational details. Careproviders and

parents/guardians sat around alow plinth, Residents were brought into the room individually, and the



physiotherapists made briel verbal presentations outlining the person’s medical history, and (he
problem(s) under review. If a detailed physical examination was required, the therapists lifted non-
ambulant residents from their wheelchairs, and transferred them to the plinth.

A core group of careproviders attended Orthopedic Clinics onaregular basis. This group included
the consulting orthopaedic surgeon, physiotherapists, occupational therapists, and an orthotist. The
head nurses from the residents’ living units frequently attended, when residents under their care were
reviewed at the clinic. Other careproviders such as social workers, community-based health care
workers, and students from a variety of health-related disciplines, were also present for some of these
rounds.

Parents and/or guardians were notified of the clinics by the Physiotherapy Department, and were
invited to attend. Those who were closely involved with ongoing decisions involving treatment plans
for their children often chose to be present, to ask questions, and to express their views regarding any

inferventions which were proposed.

The Resident

At one particular clinic, a teenage resident was pushed into the room in a wheelchair. The child
was accompanied by both parents, and the head nurse from the living unit. The parents were
introduced to the orthopedic surgeon by one of the physiotherapists. The parents were then greeted
by other careproviders who were closely involved with the child’s care, and were directed to some
of the chairs which circled the plinth,

The resident was positioned in the wheelchair, facing the surgeon. The careproviders observed
the child. The living unit staff had obviously paid careful attention to grooming and dressing the
teenager. His wheelchair had been modified with a special insert which provided support for the head,
and positioned him/her securely in the chair by means of straps around the chest, pelvis, and feet. A
Iap tray was attached to the wheelchair,

The child appeared small for someone who was fourtcen years old. Uncontrollable writhing



movements of the arms, and involuntary facial grimaces were constantly present. The child’s gaze
was persistently directed upward. Periodic spasms caused the child to extend his body against the
straps which were securely fastened to the wheelchair insert,

The physiotherapist who worked with the child provided a brief history. The child had been a
resident of St. Amant Cenfre since three years of age. His diagnosis was spastic quadriplegia and
profound mental retardation, Seizures occurred frequently. The child was cortically blind, and was
unable to communicate verbally, or to use any type of communication device. Heattended school for
half-days, and participatedin anumber of other programs and activities within the Centre. Sometimes

the parents took him home on weekends, or for special occasions,

The Problems

The specific problems which had resulted in the consult to the orthopedic surgeon were
decreased range of movement in one of the child’s hips, and an apparent increase in discomfort
when the affected leg was moved. The physiotherapist reported that, during activities which
were part of the child’s school therapy program, careproviders had noted a progressive decrease
inrange of motion. They had observed that the child became agitated and moaned when the hip
muscles, particularly the adductors, were stretched. The head nurse concurred with these
observations, noting that activities such as bathing and diapering, which required abduction of
the hips, produced similar responses. The aides and nurses on the living unit had interpreted
these responses as expressions of discomfort.

The surgeon approached the child, held one of the child’s hands, and addressed him. The child
responded with apparent excitement. Involuntary movements of the arms and head increased for a
short time. The child smiled and uttered a sound.

The surgeon then turned to examine the child’s x-rays, which were placed on a screen at the front
of the room. The x-ray findings were discussed with the careproviders and parents. Radiological

examination showed that one of the child’s hips was subluxated, or partially dislocated. The surgeon



suggested that a physical examination of the child’s hip be performed.

The physiotherapists removed the wheelchair straps and lifted the child to the plinth. The child
lay on his back with both legs flexed and rotated to one side. The surgeon examincd the child’s hips,
compared passive range of motion in both hip joints, and observed his face for expressions of
discomfort. When the muscles in one hip joint were stretched, the child moaned and grimaced. The
surgeondrew the parents’ attention to the movements which appeared to elicit pain, and demonstrated
the differences in range of movement between the child’s hips.

The surgeon then raised the question of whether or not surgical release of shortened structures
around the hip joint would serve to prevent an inevitable dislocation. With this surgical procedure,
it might also be possible to slow the progression of deformities such as pelvic obliquity and scoliosis,
which are frequent sequelae to unilateral hip dislocation. The surgeon expressed concern that a future
hip dislocation, and the subsequent progression of skeletal deformities, might cause the child to

experience an increasing amount of pain.

The Implications of Non-Intervention

During physical examination of the child’s hip, the surgeon commented that the progressive pain
and deformity associated with hip dislocation might eventually compromise the child’s ability to sit
upright ina wheelchair. The ensuing discussion among the careproviders who were present, centered
on the implications associated with the potential loss of the ability to be seated in a wheelchair.

The occupational therapist reported that the child was participating in a program designed to
promote improved oral feeding skills. The child’s ability to sit upright in a special wheelchair, which
had been modified to provide total body support in the sitting position, was an essential pre-requisite
tothe continuation of this program. The physiotherapist reported that the child seemed to enjoy school
activities. Should the ability to be seated in the chair be lost, attending school or other programs within
the facility would be compromised. The head nurse noted that it would also be difficult or impossible
for careproviders and family members to take the child out of the facility for special events, or on

weekends, if he were unable to sit comfortably.
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The occupational therapist then observed that a decision not to intervene via surgery, might
ultimately result in a diminished quality of life for the child. The other team members expressed

agreement with the therapist’s observation regarding quality of life.

The Parents’ Viewpoint

The surgeon then spoke directly to the child’s parents. Although the parents had made a decision
to choose institutional care when their child was very small, they had continued to visit him regularly,
and were involved in making decisions about the care which he received. They had retained legal
guardianship of the child and, consequently, the ultimate decision regarding surgery rested with them,
The parents had been silent to this point, but had nodded in acknowledgement as the surgeon
explained the problems invelving the child’s hip.

The surgeon reviewed the reasons for considering surgery, and outlined what would be involved
in the procedure under consideration. The child would have to be transferred {o an acute care hospital
for surgery. After a few days, he would return to St. Amant Centre, where the regular careproviders
would resume his care. The child would expericnee some pain as a result of the surgery, but as his
general health was good, the risks associated with the surgery were not considered (o be extracrdinary.

The parents responded by articulating their concerns. These included the short-term impact of the
procedure, and the more general risks associated with the proposed surgery. They observed that the
child did not exhibit signs of discomfort while sitling in the wheelchair. They asked how much pain
would be associated with the surgery. They expressed concern over the child’s cognitive inability to
understand that the pain associated with animmediate surgical procedure, would prevent or minimize
pain from progressive skeletal deformities in the future, They asked the surgeon to describe what
potential complications might ¢nsue as a conscquence of surgery.

The parents also expressed concern that the proposed surgery required the child to be transferred
to an unfamiliar acute care centre. They noted that the child would not know anyone in that centre,

and that the staff would be unfamiliar with the care routines which are regularly carried out at St.



11

Amant. They expressed their fear that the child would be emotionally upset by the transfer.

The parents then raised a number of concerns about the potential long-term consequences
of both non-intervention and surgical intervention. They asked the surgeon to clarify the likely
consequences of non-intervention, They asked if the surgeon could be sure that the child’s
quality of life would be compromiscd through the progression of deformity, and loss of mobility
which the careproviders had described. They asked if the surgeon could guarantee that the surgical
intervention would have the desired outcome. Finally, they asked whether the long-term benefits of
intervention justified the physical and emotional trauma which their child mightexperience as aresult

of the surgery,

A Delayed Decision

The surgeonresponded to the parents’ questions by explaining that there were no guaraniees, and
that the eventual outcomes of either surgical intervention or of non-intervention could not be
predicted with certainty. The parents indicated that they would prefer to “wait and see” whether the
child’s hip problem became progressively worse. They asked the surgeon if the decision could be
delayed for a while longer. The surgeon recommended that the child be reviewed in Orthopaedic
Clinic in two months, and requested that the parents make a decision regarding surgical intervention
by that time. The parents were invited to contact the surgeon directly if other questions or concerns

arose in the inferim,

Research Questions Raised by the Composite Case

Decision-making in problematic situations like this composite case, involves consideration of
scenarios in which neither the burdens nor the benefits of a surgical procedure can be predicted with
certainty, My observations indicated that these cases are among the most difficult to resolve. In order

to reach a decision, proxy decision-makers must weigh the potential risks of the intervention against



12

the potential benefits, without knowing what the client might choose if he were able to participate in
the decision-making process.

In a situation such as that described in the preceding composite of elements from several cases
observed, careproviders emphasized the potential benefits to be derived from the proposed surgery.
‘They perceived, as a result of past experience, that the temporary burdens associated with the
procedure are usually outweighed by long-term benefits such as improved care, a delay in the
development of painful deformitics, and the ability to continue to participate in programs and
activities.

The parcents, however, placed morc emphasis on the short-term burdens of a painful and invasive
surgical procedure, especially since the outcome of a decision against surgery could not be predicted
with certainty. Together, with the health careproviders, they had to determine which course of therapy
was in the child’s best interests.

Maintaining or improving the resident’s quality of life is often identified by careproviders as the
mostimportantconsiderationin the decision-making process. The ways in which health careproviders
define and weight quality of life considerations in situations involving proxy decision-making, is the
focus of this thesis. If quality of life considerations are to be used effectively as outcome measures
for assessing the effects of alternate care programs and treatment interventions, the ways in which
careproviders define quality of life, the relative weighting of the dimensions of quality of life in the
decision-making process, and the ways in which careproviders assess potential or actual improve-

ment in quality of life, must be understood. Subsequent chapters will address these issues.
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Synopsis

Chapter 2 of this thesis provides a summary of the literature pertaining toissues which arcrelevant
to this research program. The evolution of quality of life considerations as outcome measures is
summarized, as are the problems of definition and measurement which have been identified in quality
of life research. Issues surrounding the dilemmas associated with proxy decision-making in legal
jurisdictions are also discussed. Literature pertaining to temporal trends which have impacted on the
survivorship and life chances of severely disabled people, as well as literature focusing on society’s
obligation to disabled people, will also be referenced.

In Chapter 3, the theoretical and conceptual framework of this research projectis presented. The
numerous variables which were expected to impact upon the proxy decision-making process are
described. These include variables associated with decision-making at an individual level, as well as
those impacting upon decision-making at inter-individual or team levels. The potential influence of
considerations pertaining to the impact of alternate interventions on careprovider workload, as well
as that of societal views pertaining to the valuation of disabled people, will also be considered.

Chapter 4 presents details of the methodology used in completing the fieldwork. The design of
the project, as well as defails related to access, fieldwork, data collection and anal ysis are summarized,
The process by which participants and case examples were selected, as well as consent procedures
and issucs of confidentiality, will be described. Validity and reliability issues will also be addressed.

In Chapter 5, a description of specific aspects of the facility selected as the setting for the
fieldwork, will be presented. A profile of the resident population, an ouiline of the roles and
responsibilitics of staff members in service delivery, and a brief discussion of how the responsibility
for proxy decision-making is shared between careproviders and parents/legal guardians provide a
contextual framework for interpreting the proxy decision-making process as it is carried out by
careproviders on behalf of residents.

Finally, four chapters are devoted (o a description of quality of lifc decision-making as presented

by the parents and careproviders who participated in this project. Chapter 6 outlines {he various
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dimensions of quality of life as they were described by respondents during in-depth interviews.
Chapter 7 describes four decision-making scenarios involving increasing degrees of complexity and
uncertainty, in which quality of life considerations were used to balance decisions. Chapter 8
describes the ways in which considerations related to careprovider workload, as well as considera-
tions retated to the social valuation of profoundly handicapped people, influence the proxy decision-
making process. Finally, Chapter 9 provides a description of the problems associated with proxy
evaluation of the impact of specific interventions upon other people’s present and/or future quality

of life.



CHAPTER 2

QUALITY OF LIFE ASSESSMENT AND PROXY DECISION-MAKING:
A REVIEW OF RELEVANT LITERATURE

The problems associated with quality of life assessment and proxy decision-making encompass

a wide range of issues in the clinical, medical-legal and social sciences literature. Relevant literature

was drawn from a variety of sources in several disciplines. Primary themes include:

1) The evolution of health-related quality of life as an outcome measure.

2) Problems of definition and measurement in quality of life research.

3) The use of quality of life criteria in legal decision-making.

4) Temporal trends affecting the survivorship and life chances of severely handicapped people.

5} Society’s obligation to disabled people.

15
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The Evolution Of Health-Related Quality Of Life
As An Outcome Measure

The term “quality of life,” while achieving recent popularity in heatth care research, has a more
lengthy ln'story}/in lay usage. Originally the term was used in reference to material well-being and,
although this connotation has persisted to the present time, the scope of the concept has been
broadened through several decades of use to include a wide range of dimensions.

Following World War I, when the term “quality of lifc” was popularized in lay language, it was
used in reference to possession of the material items considered necessary for a good life (Ebbs et al.
1989). Quality of life was evaluated by markers of material success such as a home, a car and the latest
appliances. If, in addition, one could afford to travel and to provide an education for one’s children,
then by extension, the quality of life was considered to be “good” (Alexander and Willems 1981).

During the era of cultural and political change in the 1960’s, the concept of quality of life was
extended to incorporate psychosocial dimensions such as emotional health (de Haes and van
Knippenberg 1985). These added dimensions were thought (o be important contributions to a
satisfying and enjoyable life. There was a movement away from the more materialistic view, and a
movement towards focusing on subjective indicators such as enjoyment, personal caring, and
intensity of experience {Alexander and Willems 1981).

In the 1970’s, health-related quality of life began to be used as a outcome measure in the
evaluation of medical {reatmentregimens (e.g. Burgeetal, 1975; Priestman and Baum 1976). Interest
in quality of life measurement continued to swell during the 1980’s, and was reflected in the growth
of a substantive body of literature dealing with the application of quality of life measurement
techniques to the clinical evaluation of treatment programs for chronic diseases such as cancer (e.g.
Ebbs et al. 1989; Edlund and Tancredi 1985; Najman and Levine 1981; Schipper and Levitt 1985;

Spitzer 1987),
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Concerns About the Quality of Extended Lives

The exponential growth in efforts to usc health-related quality of life as an outcome measure has
occurred primarily in response to a broadening of the concept of health. This broadening
conceptualization has, in turn, paralleled the epidemiotogical transition from infectious to chronic
disease which has occurred over the past 150 years (Dever 1980; Gordon 1950; Mausner and Kramer
1985; McKinlay and McKinlay 1975; Orman 1977; Pcron and Strohmenger 1985).

Intimes when infectious diseases were the most prevalent causes of death, measures of mortality
were used as indicators of health status. In societies in which life expectancy has increased
significantly, however, and the burden of morbidity asscciated with an increased prevalence of
chronic diseasc is of equal or greater concern than premature death from infectious disease,
conventional mortality measures do not always accurately reflect the health status of the population
(McKinlay and McKinlay 1975; Peron and Strohmenger 1985). In these circumstances, there is a
growing concern for, not only the ability o survive, but the quality of that survival (Chambers 1988;
Gerhardt 1990; McDowell and Newell 1987; Micttinen 1987). More inclusive definitions of health,
and measures of health status which incorporate considerations beyond reducing mortality or
extending life, have been introduced to provide a more accurate reflection of the current health status
of the population (Croog and Levine 1989; Katz and Akpom 1979; McDowell and Newell 1987;
Ware 1987),

An expanding body of literature acknowledges, therefore, that the cffects of treatment regimens
which serve to prolong life in the presence of chronic diseases such as cancer, cardiovascular discase,
and chronic neuromuscular disorders, must be balanced against the quality of an extended life (Cohen
1982; de Haes and van Knippenberg 1985; Schipper 1985; van Knippenberg et al, 1992). Increas-
ingly, contemporary researchers and clinicians recognize that quality of life considerations should be
taken into account when decisions are made about which course of treatment would best serve the
patient’s interests (Guyatt et al. 1986; O’ Young and McPeck 1987; Schipper 1983). Quality of life
considerations are particularly important in decisions where there is little difference in the effect of

alternate treatment interventions on the duration of life (Ebbs et al. 1989).
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Insights about the importance of considering the impact of medical treatment upon quality oflife,
are reflected in the growing body of research and clinical studies oriented towards developing ways
of using quality of life indices as outcome measures (Cohen 1982; Schipper 1985; van Knippenberg
et al. 1992). Quality of life criteria have been used to assess outcomes in the treatment of chronic
disorders such as cancer and chronic renal failure (e.g. Churchill et al. 1987; Schipper et al, 1984),

and to assess the effects of some surgical procedures (e.g. Troidl et al. 1987).

Measurement Tools

Despite the interest in quality of life measurement which has been demonstrated by both
researchers and clinicians, finding appropriate ways of evaluating health-related dimensions
has proven to be difficult. Early measurement approaches emphasized the assessment of
functional limitations (Karnofsky and Buchenal 1949; Katz et al. 1963). These assessments
were often completed by a physician or other health care professional on behalf of the client.
Later, it became apparent that many people with physical impairients and associated functional
limitations perceived their quality of life to be quite high. Measurement indices were extended
and re-focused, therefore, to incorporate a variety of psychosocial factors (Brook et al. 1979;
Chambers et al. 1982; Gibson, Gibson and Bergner 1975, Kaplan, Bush and Berry 1976). In
conjunction with this increased emphasis on psychosocial factors, clinicians and researchers
began to rely more heavily on self-assessment of quality of life by their clients (Alexander and
Willems 1981; van Knippenberg et al. 1992),

Most recently, multi-dimensional models of quality of life which incorporate physical,
emotional, social, and intellectual or cognitive dimensions, have been developed (Croog and
Levine 1989; Hornquist 1982; Schipper and Levitt 1985; Spitzer 1987; Ware 1987). Attempts
to measure quality of life have utilized different combinations of these dimensions and
sometimes others, as well (Croog and Levine 1989; Ebbs et al. 1989). As a consequence,

however, many existing measurement indices arc designed to assess specific dimensions of
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quality of life, rather than to capture the essence of the total concept (Alexander and Willems 1981;

Edlund and Tancredi 1985; Katz 1987; van Knippenberg and de Haes 1988).

Situation-Specific Indices

In the past decade, a number of measurement indices have been developed which purport to
measure health-related quality of life in relation to the impact of specific chronic disease states, and
the effects of particular treatment interventions. Examples of the application of quality of life
measurement indices can be found in literature pertaining to the treatment of cancer (Schipper et al.
1984; Sclby et al. 1984; Spitzer ct al. 1981; van Knippenberg and de Haes 1988; van Knippenberg
et al. 1992), rheumatoid arthritis (Chambers et al. 1982), end-stage renal disease (Churchill et al.
1987), andstroke (Ahlsioet al. 1984). Examples evaluating the success of surgical procedures include
total gastrectomy (Troidl et al. 1987), bone marrow transplants (Baker, Curbow and Wingard 1991),
and coronary artery bypass surgery (LeMendola and Pellegrini 1979). The instruments used by these
rescarchers and clinicians are but a few of the steadily growing number of situation-specific or
disease-specific measurement tools available (Guyatt, Bombardier and Tugwell 1986; Spitzer 1987).

Even in situations where specific measurement indices have not been developed, the term
“quality of life” frequently emerges in discussions about the benefits of treatment interventions. This
less systematic application of the concept is practised by health careproviders in long-term care
facilities which serve the nceds of individuals who are profoundly physically and mentally
handicapped. As most of these individuals are unable to communicate their own perceptions of
quality of life to their careproviders, quality of life and the potential for improving quality of life
through specific interventions, is assessed by family members, guardians and/or health careproviders
on the clients’ behalf. To date, however, there has been little formal effort to describe the criteria
which are used to evaluate quality of life in such situations. Systematic research has also not been
conducted to measure the degree of consensus among proxy decision-makers defining the factors
which are perceived to contribute to a good quality of life, The project under consideration will

attempt to address these deficits,
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Problems of Definition And Measurement

The second body of literature reviewed in preparation for this research program, was that related
to the definition and measurement of quality of life. Because the concept of quality of life can
encompass virtually every facetof human existence and is influenced greatly by individual subjective
criteria, definition and measurement of this concept have proven to be challenging (Edlund and
Tancredi 1985; Najman and Levine 1981; Schipper 1985; van Knippenberg and de Haes 1988; van
Knippenberg et al. 1992). As indicated in the previous section, researchers have developed indices
which are designed to measure quality of life in the presence of diseases such as theumatoid arthritis
and cancer. In doing so, however, these investigators have frequently failed to provide a definition
of what they are attempting to measure (Miettinen 1987; Spitzer 1987).

Specific dimensions of quality of life have been emphasized by researchers in the development
of measurement indices, but there is a wide variation in the dimensions which have been wei ghted
most heavily in the various situations under study (Alexander and Willems 1992; Croog and Levine
1989; de Haes and van Knippenberg 1985; Ebbsetal. 1989; Katz 1987). For example, while measures
of physical well-being were assessed by Karnofsky and Buchenal (1949), Priestman and Baum
(1976), and Spitzer (1981), psychological well-being was considered by only two of these
investigators (Priestman and Baum 1976; Spitzer 1981), and social functioning by only one of

them (Spitzer 1981).

Proxy Assessment

The difficulties in using health-related quality of life as an outcome measure are compounded in
situations where surrogates are required to make treatment intervention decisions on behalf of
profoundly impaired individuals who have never been able to express their views (Degnerand Beaton
1987; Loewy 1989; Swazey 1980). Widely-used definitions of quality of life have incorporated a
variety of elements, including the ability of patients to manage their own lives or to lead a normal life,

the satisfaction of human needs or human values, the fulfilment of personal goals, and measures of
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social utility (Edlund and Tancredi 1985; van Knippenberg and de Haes 1988). Most of these
definitions presume that independent functioning is possible, that the individual in question can
patticipate in decision-making, or that there is at least some degree of conscious self-awarencss
(Brody 1976). Measurement indices which have been developed in efforts to assess quality of life
are based on these definitions and are, therefore, only readily applicable to the assessment of persons
who are capable, or have been capable in the past, of expressing what this concept means {o them
as individuals.

Table I contains three selected examples of widely used measurement indices described in the
literature. The table summarizes the dimensions of quality of life which were evaluated, the method
of evaluation, and the limitations of the indices for applications involving quality of life assessment
among profoundly impaired individuals. The instruments sclected include one which attempts to
evaluate overall quality of life by using both objective and subjective criteria (Spitzer et al. 1981),
one which focuses on the client’s subjective evaluation of life satisfaction (Andrews and Withey
19763, and one which assigns utility values to various health states (Feeny and Totrance 1989).

Limitations of application similar to those described in Table I are 1o be found in other quality
of life indices as well. There have been few formal attempts to consider the concept of quality of life
as it is applied to profoundly physically and cognitively impaired persons who are unable to
communicate their viewpoints. Although some researchers have asked surrogates to rate the quality
of life of others, most of these assessments have been cairied out in situations where the client’s rating
of quality of life could be compared with that made by the surrogate decision-maker, Some of these
studies serve toreinforce the problems inherent in proxy assessment of quality of life by documenting
significant differences between the measures of quality of life as rated by careproviders, and the
client’s self-rating (Janssens 1986; Peartman and Speer 1983; Starr, Pearlman and Uhlmann 1986;
Zweibel and Cassel 1989). Other validity studies have noted that not only do assessments differ, but
the components of quality of life judged to be of primary importance by careproviders and family
members do not always correlate with those selected by patients as being most important (Starr,

Pearlman and Uhlmann 1986).



TABLE 1
The Limitations of Selected Measures of Quality of Life when Applied to the

Assessment of Profoundly Impaired Persons
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OF WELL-BEING
(Andrews and
Withey 1976)

by client

INDEX OR QUALITY OF LIFE  METHOD OF REASONS WHY
MEASURE DIMENSIONS ADMINISTRATION | INAPPROPRIATE
QUALITY Activity level Health care provider Allributes not
OF LIFE Activities of or client sensitive to subtle
INDEX daily living indicators of change
(Spitzer et al. Feelings of used in assessment of
1981) healthfulness profoundly impaired
Social support individuals
Psychological
outlook
FOUR Life satisfaction Interviewer uses Self-assessment
SINGLE ITEM scales (o obtain not possible in this
INDICATORS self-evaluation population

TIME Health state Interviewer presents Difficult to use in
TRADE-OFF ufility values subject with two proxy decision-
APPROACH provide single hypothetical making unless concept
(Feeny and summary slalistic scenarios and of quality of life
Torrance utility values are in this situation

1989) assigned is understood

Perceived Limitations

The subjectivity inherent in the assessment of quality of life has caused some health careproviders
to hesitate to use criteria based on quality of life considerations in treatment decision-making. Some
clinicians have concerns about the moral and ethical basis of such decision-making, while others may
be concerned with legal liability, particularly when the decision involves the wilhholding or
withdrawal of treatment (Thomasma 1984). Still others consider the concept to be undefinable and
unmeasurable and feel, therefore, that it may be considered “unscientific” to use quality of life

considerations as outcome measures in clinical trials (Schipper and Levitt 1985),
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In addition to the rescrvations arliculated by health careproviders, advocacy groups representing
disabled people have expressed concerns about the use of quality of life criteria as a basis for proxy
decision-making. Members of such advocacy groups have stated unconditionally that no one should
consider themselves capable of deciding another person’s present or future quality of life (Baker
1989; Bopp 1990; ILSMH 1992; Koster-Drcese 1989). Concerns such as these have served to slow
the acceptance of outcome measures based on surrogate assessment of quality of life.

The difficulties experienced by people who attempt to make decisions on behalf of individuals
who cannot speak for themselves, are reflected in the increasing number of cases referred to the
Courts. Recourse to the legal system may also reflect the inherent uncertainty and likelihood of
disagreement among decision-makers about the criteria which should be used in making proxy
decisions (Ball 1984; Sinclair 1990; Sneiderman 1991). The body of case precedents iliustrates many
of the difficulties inherent in attempting to incorporate quality of life considerations into decision-

making for individuals who are legally incompetent.

The Use of Quality of Life Criteria
in Legal Decision-Making

The third body of literalure which was considered in developing this research program was drawn
from the legal and ethical literature. The Courts have utilized a variety of tests and standards in
deciding cases involving surrogate decision-making on behalf of legally incompetent individuals for
whom medical or surgical interventions have been contested. The standard of substituted judgment,
in which surrogates attempt to make decisions based on what they believe the incompetent person
would choose for him/herself has been, and still is, used in some cases. In others, the best interests
testhas beenused in an effort to ensurc a greater degree of objectivity in the decision-making process
(Weir 1989).

Application of the best interes(s test requires that surrogates weigh the benefits of treatment (or

non-treatment) against the burdens (Buchanan and Brock 1989). This type of decision-making has
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been hailed by some authors as a preferable alternative (o decision-making based on the criterion of
substituted judgment, particularly in cases where the client has never been competent {Beauchamp
and Childress 1989). This approach has also been advocated as a mechanism for avoiding judgments
based solely on either “sanctity of life,” or “quality of life” considerations (Weir 1989). The legal
record shows, however, that determining the best interests of an incompetent client can be somewhat
problematic. It is very difficult to completely exclude subjective factors such as qualily of life

considerations from the decision-making process.

Substituted Judgment or Best Interests?

Some of the earliest cases in which the best interests of clients who were unable o participate in
the decision-making were considered, involved situations in which family members had requesied
kidney transplants from incompetent, institutionalized relatives. The case of Strunk v. Strunk (1969),
and the case of Lausier v. Pescinski (1975), both involved proxy transplant decisions. In the Strunk
case the substituted judgment test was ultimately used to decide in favour of allowing the
incompetent client to be a donor. One of the dissenting judges, however, indicated that he was not
convinced that the transplant would be “of significant benefit to the incompetent” person (Strunk v.
Strunk 1969:151). In the Pescinski case, the request for donorship was denied on the basis that “an
incompetent particularly should have his interests protected” {Lausier v. Pescinski 1975:182).

Other notable cases in which the best interests of the legally incompetent client were considered
totake precedence over the inferests of others, involved minor children with disabilities of congenital
origin. The use of the best interests testin such instances was prompted by a number of cases in which
infants born with Down’s Syndrome or other congenital impairments were denied surgery for
associated correctable medical problems, and allowed to die (Cohen et al. 1987; Freeman and
McDonnell 1987}, In some of these cases, parents or health careproviders decided against allowing
the surgery on the basis that the lives of such infants were not worth preserving (Kuhse 1987;

President’s Commission 1983). In cases where such decisions were contested, however {Maine
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Medical Center v. Houle 1974), judges have ruled that decisions not to perform “medically
necessary and medically feasible™ treatment are not justified simply on the basis of a “qualitative
evaluation of the life to be preserved” (as discussed by Cohen et al, 1987; Maine Medical Center
v. Houle 1974:265-266).

Courts have reached similar conclusions in cases involving older children, notably the Dawson
case in British Columbia (as discussed in Degner and Beaton 1987: preface). The decision in this case
was that the presence of a pre-existing impairment, such as mental retardation, does not justify the
denial of treatment for a correctable medical condilion.

The aforementioned cases have dealt primarily with the rights of permanently impaired
individuals to receive treatment which has been determined to be in their best interests. A landmark
case in 1976, however, dealt with the right of a never competent individual to refuse unwanted
treatment (Superintendent of Belchertown State School v. Saikewicz 1976). Although the use of the
substituted judgment test by the Supreme Court of Massachusetts in deciding this case has been
criticized by some authors as being inappropriate (Buchanan and Brock 1989; Ellman 1990; Weir
1989), there was at Ieast one notable strength in this decision (Keyserlingk 1979). The Court stated
that “the substantive rights of the competent and the incompetent person are the same in regards to
the right to decline potentially life-prolonging treatment” (Weir 1989:111).

Subsequent court decisions have also applied the substituted judgment test in cases involving
persons who have been declared legatly incompetent. Other courts, however, rejected the use of the
standard of substituted judgment, atleastin cases where the client had never been competent to make
decisions. In the Stonar case in 1979, the New York Court of Appeals ruled that no one could make
a substituted judgment on behalf of a person who had never been legally competent, In doing so,
however, the Court failed to use the best interests test as the appropriate alternate standard (Weir
1989). In 1983, in the Hamlin case, the Washington Supreme Court ruled that decisions for
individuals who had never been competent should be made “on a case-by-case basis with particular
consideration of the best interests and rights of the specificindividual” (Weir 1989:157-158). Despile

this recognition that the bestinterests of the individual should be the primary decision criteria, there
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were still no established criteria governing the appropriate use of either the standard of substituted
Judgement, or the best interests test,

In an attempt to define the appropriate standards for application in specific situations involving
proxy decisions, the New Jersey Supreme Court in the Conroy case in 1985, laid out three alternative
standards which could be used by surrogate decision-makers (Weir 1989:158-159). These included:

1) a subjective standard to be used when the wishes of a previously autonomous patient were

known o the surrogate,

2) a limited-objective standard to be used when there was some evidence of the wishes of the

patient, and

3) a purely objective standard which could be applied in the absence of any information about

the patient’s perspective on the decision,

Ina 1987 case, In The Matter of Beth Isracl Medical Center, the presiding judge provided a list
of criteria which should be considered in weighing the benefits and burdens of life-prolonging
treatment. It can be noted by reviewing the criteria applied in the judgment (In The Matter of Beth
Isracl Medical Center 1987.517), that no clear dividing line could be defined between subjective
criteria (¢.g. application of the standard of substituted judgment), and objective criteria (c. g.
application of the best interests test). In this case, the New York Supreme Court recognized the
difficulties inherent in making proxy decisions based on cither purely subjective or purely

objective criteria,

Acceptance of Quality of Life Criteria

In keeping with the hesitancy in legal jurisdictions to accept the use of subjective criteria in
surrogate decision-making situations, some courts have stated unequivocally that quality of life
considerations should not be factored into the decision-making process (Cruzan as discussed in Bopp
1990; Maine Medical Center v. Houle 1974:265-266; Superintendent of Belchertown State School

v. Saikewicz as quoted in Keyserlingk 1979:165). As noted In The Matter of Beth Israel Medical
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Center, however, other courts have clearly recognized that it is very difficult to completely exclude
subjective factors. Subjective factors relating to potential improvement in quality of life often doenter
into the decision-making process, particulaly in cases where the surrogate decision-makers are
closely associated with the day-to-day care of the incompetent individual and know him/her well
(Law Reform Commission of Canada 1982; Veatch 1989; Weir 1989).

The process of factoring quality of life considerations into decision-making has been partially
facilitated by the gradual acknowledgement that the term “quality of life” can be interpreted Very
differently by decision-makers in different situations. Because of the likelihood of wide variability
in individual characterizations of the concept of quality of life, some authors have emphasized that
itis imperative that distinctions be made between these different interpretations before arrivin gata
decision (Buchanan and Brock 1989). The interpretation found most acceptable for deciding legal
cases, involves consideration of the quality of a legally incompetent individual’s life only in
intrapersonal or noncomparative terms, and not in terms of social worth {Keyserlingk 1979).
Accordingly, some scholars have concluded that use of “quality of life criteria which have not been
purged of any connotations of social utility, relative worth or merely subjective considerations”
should be rejected (Keyserlingk 1979:188).

Based on the above interpretation of quality of life, proxy decision-making for treatment
interventions on behalf of those who are legally incompetent should proceed by determinin ¢ whether
the intervention will alleviate a particular problem or correct a specific deficit, regardless of any pre-
existing mental and/or physical impairment (Beauchamp and Childress 1989; MacKenzie in the case
of Steven Dawson 1983). The best interests of the individual in question then become the focal point

for decision-making,

Best Interests in Medical Decision-Making

While attempts are frequently made toapply the principle of the client’s best interests to decision-

making in medical as well as legal jurisdictions, there continues (o be a great deal of uncerfainty in
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the process of making treatment decisions on behalf of people who cannot participate in the decision-
making process (Canadian Paediatric Society 1986; Nolan 1987). While consideration of quality of
life in “non-comparative or intrapersonal terms” is certainty appropriate in medical decision-making
as well as legal decision-making, the concept of quality of life within those terms, and as applied to
individuals with profound cognitive and physical impairment, has not been defined. There is no
systematic indication about which factors are considered in health professionals’ definitions of
quality of life in these circumstances. It is also unclear how these factors are subsequently weighted
in the decision-making process.

This project will address the Iack of definition of quality oflife as the concept is applied to people
who are profoundly physically and cognitively handicapped. If quality of life considerations are to
be used effectively as outcome measures in situations where proxy decisions about medical and
surgical interventions are made, it is important to determine if there is a consensus among decision-
makers regarding the minimal requisites for sustaining quality of life and the relative importance of

its individual dimensions.

Temporal Trends Affecting the Survivorship and Life Chances
of Severely Handicapped People

The fourth body of literature which was reviewed in the preparation of this thesis, is that which
places the central research question in epidemiological context. In the next sections, temporal trends
affecting infant mortality rates, life expectancy, and mortality rates from both infectious and chronic
discases, will be described with reference to severely handicapped people. The implications
associated with an increasing prevalence of people with profound physical and metal impairment, in
terms of health care needs and the types of decisions which must be made by proxy decision-makers,

will also be addressed.
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Increased Survival of Disabled Infants

In most industrialized nations, stable socio-economic environments with access to adequate
resources, in addition to health care systems which combine a high standard of public health with the
latest in Western medical technology, have created conditions which ensure the survival of most
infants (Arrasetal. 1987, Cohenetal. 1987, Dubos 1959; Eidelman 1986; Mitchell 1988). In Canada,
infant mortality rates have decreased from 92.7 deaths per 1000 live births in 1925, to 7.0 deaths per
1000 live births in 1985 (Crichton and Hsu 1990).

A decrease in the infant mortality rate has been noted to affect not only healthy infants, but those
with very low birthweight, and/or serious mental and physical impairments (Cluff 1985; Cohenet al.
1987, Diamond et al. 1988; Fox 1987, McCormick 1987; Zola 1990). The numbers of infants and
young children who have been enabled to survive with significant congenital impairments have been
slowly increasing over the past three to four decades (Pharoah et al, 1987; Richards and Baker 1988;
Windham and Edmonds 1982). This increase in survivorship has stimulated a corresponding increase
in the demand for improved care for these children, whether they reside in the commu nity or inlong-

term care facilities.

Parallel Temporal Trends

A decreased infant mortality rate, and improved care for children surviving infancy with severe
handicap have, in many instances, resulted in a gradual increase in post-neonatal survival rates, and
an cxtension of the average maximum lifespan for the profoundly impaired institutionalized
population (Balakrishnan and Wolf 1976; Dayton et al. 1932; Grant 1987; Heaton-Ward 1968;
Richards and Baker 1988; Richards and Sylvester 1969). This increase in Hfe expectancy is reflected
in temporal trends which parallel those described for the general population earlier in this chapter.

Infectious diseases, and particularly respiratory infections have, historically, been the most
common cause of mortality among people living inresidential health care facilities (Carter and Jancar
1983; Chaney, Eyman and Miller 1979; Daytonet al. 1932; Eyman etal. 1990; Grant 1987; Richards

and Sylvester 1969). The advent of antibiotics and other improvements in medical care for this
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population have, however, contributed to a decreased mortality rate from infectious diseases,
especially within the younger and healthier segment of this population (Carter and Jancar 1983; Grant
1987). Life expectancy has, subsequently, shown a gradual increase.

With increased longevity, however, there is an associated increase in the number and complexity
of potential medical problems. Disorders commonly associated with aging become more prevalent
{Balakrishnan and Wolf 1976; Burns et al. 1990; Carter and Jancar 1983; Zola 1990). An increased
prevalence of chronic disorders results in the creation of additional situations which necessitate proxy
decision-making about medical and surgical interventions (Arrasetal. 1987). Surgery for cholecystitis,
and pain control for severe arthritic conditions are two examples of decision-making situations which
are more likely to arise in an aging population than in a younger group of people.

Life-threatening situations which require proxy decisions about medical or surgical treatment
also arise more frequently in an aging population of persons who have pre-existing congenital
impairment in addition to acquired chronic or degenerative conditions. Technology exists which can
prolong life in the presence of severe impairment almost indefinitely (Edlund and Tancredi 1985).
Health careproviders are often required to decide whether prolonging life through the use of various
technologies is inthe bestinterests of the client (Croog and Levine 1989; Freeman and McDonnell 1987).

Not surpiisingly, anincrease in the number and complexity of situations requiring careproviders
to make decisions about medical and surgical treatment on behalf of profoundly handicapped people,
has sparked an interest in using quality of life considerations as outcome measures. The potential
effects of treatment programs or surgical procedures on quality of life, are of particular concern to
careproviders in situations where clients are unable to communicate their own perspective. The
growing inferest in using quality of life considerations as outcome measures in long-term care
facilities, parallels the interest which has been demonsirated by researchers and clinicians in other
health care settings (as discussed earlier in this chapter).

Figure 1 illustrates the parallel temporal trends which have affected both the general population,
and the population of profoundly impaired people living in residential care facilities. Decreased

infant mortality rates, increased life expectancy, and the (ransition from infectious to chronic disease
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are illustrated within the approximate time frames which are relevant for each population. The
increasing interest in using quality of life considerations as outcome measures which has accompa-

nied the epidemiological transition from infectious to chronic discase is also iltustrated.

Figure 1

PARALLEL TEMPORAL TRENDS IN THE
GENERAL AND PROFOUNDLY IMPAIRED POPULATIONS
(illustrated within approximate time frames)
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Sources: Balakrishnan and Wolf 1976; Burns et al. 1990; Carter and Jancar 1983; Chaney, Eyman
and Miller 1979; Dayton et al. 1932; Dever 1980; Eyman et al. 1990; Gordon 1950; Grant 1987;
Heaton-Ward 1968; Mausner and Kramer 1985; McDowell and Newell 1987; McKinlay and
McKinlay 1975; Peron and Strohmenger 1985; Richards and Baker 1988; Richards and Sylvester
1969; Ware 1987; Zola 1990.
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Society’s Obligation to Disabled People

The final body of literature which provides the context for this thesis is that perlaining to society’s
obligation to disabled people. Decisions made by careproviders on behalf of profoundly handicapped
individuals may be influenced by more general societal attitudes about the valuation of disabled

people, and the application of the principles of distributive justice.

The Demand For Health-Related Services

As indicated in the previous section, the increased survivorship and improved life expectancy of
infants with low birthweight and/or congenital impairments, has confributed to an increased
prevalence of individuals who have some degrec of disability, or some type of activity-limiting
condition (Barker and Rose 1984; Cluff 1985; Morris 1975; Newacheck et al. 1986). One result of
this increase in prevalence is an associated increase in the demand for various types of health-related
services (Canadian Hospital Association 1984).

The availability of health-relafed services is sometimes inadequate to mceet these increased
service demands, Health careproviders are sometimes forced to make decisions involving the
allocation of services and specialized equipment for the disabled. At the present time, no set criteria
exist for making these decisions, and this ambiguity is compounded by the wider context of
uncertainty created by the absence of a societal consensus (Freeman and McDonnell 1987). Despite
public and professional assertions that disabled persons should not be refused medically necessary
treatment on the basis of a pre-existing disability, there remains a great deal of uncertainty as to what
constitutes necessary and appropriate treatment for seriously impaired newborns, and what society’s

obligation should be to those who survive infancy with severe-profound handicaps.
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The Status of Disabled Persons

To ensure that disabled persons are guaranteed equitable access to specialized equipment and
services, non-disabled members of society mustrecognize the status of disabled persons as equivalent
to their own (Eidelman 1986). Today, even in societies where there is a firm belief in the value of
children, some infants, including those with disabilities, remain less valued than others. Consequen-
tially, these children may not receive life sustaining or life enhancing care (Eidelman 1986; Kimura
1986; Korbin 1981; Subramanian 1986; Waxler-Morrison, Anderson and Richardson 1990).

Inindustrialized countries with abundant resources and advanced health care systems, prelimi-
nary steps have been taken to ensure that infants born with impairments are granted a status more
equivalent with that of healthy infants. Widely held beliefs emphasizing the “sanctity oflife,” (Arras
etal. 1987; Post 1988; Singer 1983) have influenced the expanded application of technology-based
neonatal care to save the lives of infants born with serious congenital impairments. Ethical, medical
and legal precedents assert that disabled individuals should not be refused medically necessary
treatment on the basis on a pre-existing disability (Freeman and McDonnell 1987). This trend is
reflected in the growing number of problematic court cases described in the previous review of the
medical-legal literature (earlier in this chapter).

Despite preliminary steps to ensure that disabled people are ensured equitable access to health
Care resources, however, there continues to be uncertainty in the minds of people who care for
individuals who are permanently and profoundly impaired, as to whether society atlarge is committed

to providing unlimited access to health care resources for this particular group of people.

Issues of Resource Allocation

The dilemmas inherent in treatment decision-making on behalf of disabled persons become even
more complex as concerns about the just allocation of diminishing health care resources are
heightened (Schwartz and Aaron 1984). Constraints on health care spending have been imposed by

the provincial government in Manitoba, as well as in other provinces. While the need to restrict
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spending and to balance obligations to all areas of health care is generally recognized, there is a
reluctance among health care workers to accept budget reductions, and a vested interest in
maintaining existing levels of service delivery.

The imposition of budgetary restraints has sparked debates among health careproviders and
policy-makers about the need to develop consensus-based decision criteria governing the allocation
of “scarce” health care resources (Friedman 1986). Such debates have raised concerns among people
who care for the profoundly impaired institutionalized population about the definition and application
of quality of life criteria in resource allocation decisions. Their concerns focus on the possibility that
care for profoundly and permanently impaired persons could be reduced or withheld in favour of
providing better quality care for those whose prognosis is more favourable, and for whom existing
measures of cost-effectiveness and social worth can more readily be applied (Edlund and Tancredi
1985; Friedman 1986, Robertson 1975). At the same time, however, careproviders have difficulty
accepting the idea that disproportionate amounts of resources would be withdrawn from such a

vulnerable group of pcople.

Society’s Obligation and Quality of Life Considerations

Quality of lifc issues are often raised in discussions centering on society’s obligations to people
who are profoundly and permanently impaired. Decision-making based on the concept of quality of
life is often considered to be somewhat tenuous, however, due to the inherent subjectivity involved
in the process (Arras et al. 1987, Freeman and McDonnell 1987). Are decision-makers judging the
quality oflife of disabled persons in comparison to that of unimpaired people (Arraset al. 1987)7 Are
the attitudes and opinions of the various decision-makers based upon moral or cultural biases towards
the status of disabled persons within society which may be at odds with one other (Asch et al. 1987;
Eidelman 1986)7 Are social worth criteria being incorporated into the concept of quality of life
(Arras et al. 1987)7 And finally, are the “burdens” imposed by scriously disabled persons upon
careproviders and sociely being factored into decision-making based on quality of life criteria

(Brock 1989; Post 1988),
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Itis because of such questions that the dimensions of quality of life in the presence of severe-
profound impairment must be defined, and the ways in which quality of life considerations are
factored into proxy decision-making situations must be described. If a consensus of opinion
regarding criteria for assessing quality of life in the presence of profound impairment can be
identified, and if outcome measures can subsequently be developed which would demonstrate to
society how various interventions improve quality of life for severely disabled individuals (Mosteller
1987), the rationale for the provision of invasive and/or expensive treatment procedures should
become clearer.

Chapter 3 provides the conceptual and hypothetical framework for this thesis. The potential
sources of variation which may serve to complicate proxy decision-making will be described. Some
of the issues which have been identified in reviewing the literature, will re-emerge in Chapter 3 as

potential sources of variation which may influence the proxy decision-making process.



CHAPTER 3

THEORETICAL AND CONCEPTUAL FRAMEWORK FOR
PROXY DECISION-MAKING BASED UPON
QUALITY OF LIFE CONSIDERATIONS

Asnoted in Chapter 2, evaluafion of the impact of specific interventions onhealth-related quality
of life has frequently been advocated as a mechanism for improving both clinical decision-making
and public policy development (e.g. Hadorn 1991; Kuhse 1987; Mosteller 1987; Schipper 1985).
While this is, seemingly, a viable idea in instances where informalion concerning clients’ perspec-
tives on quality of life and their preferences regarding various treatment options is available,
assessment of the potential for improving quality of life by surrogate decision-makers presents a
number of problems (Swazey 1980).

In decision-making situations involving individuals who were previously competent to make
their own decisions, surrogates can sometimes draw upon prior knowledge of (he expressed feelings
and attitudes of those individuals towards various interventions. This is not possible, however, in the
situation under consideration, where the individuals in question have never been able to make (heir
own decisions. Theoretically, decision-making should then proceed by weighing the burdens of
treatment against the potential benefits. This can be a complex and difficult process, however,
particularly when the outcomes of treatment or non-treatment cannot be determined with any
certainty, or when decisions may affect the length of life (Alberta Educational Communications
Corporation 1983; Degner and Beaton 1987; Freeman and McDonnell 1987; Loewy 1989;
Robertson 1980).

36
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As anexample, re-consider the process of weighing the burdens of surgery against the potential
benefits, as they were presented in the composite case example in Chapter 1. In this case, a
profoundly handicapped individual was assessed regarding the feasibility of carrying out a surgical
procedure which might prevent a hip dislocation. Some careproviders emphasized the potential
benefits of the procedure, knowing from past experience that the burdens imposed by the surgery are
usually short-term. While they acknowledged the pain that the individual would experience with
surgery, and recognized the emotional trauma of being transferred to an unfamiliar acute care facility
to undergo surgery, they felt that potential long-term benefits such as delaying the onset of pain and
deformity, outweighed these short-term burdens. Other carcproviders, particularly the child’s
parents, were more concerned with the pain and other short-term burdens associated with aninvasive
surgical procedure. Their concerns were heightened because the eventual outcome of the surgical
procedure could not be predicted with certainty.

'The process of making decisions in circumstances such as those described above can, therefore,
become very complex. The numerous sources of variation which may influence proxy decision-

making will be considered in the following sections.

Sources of Variation Affecting Decision-Making

Introduction

A review of the literature has identificd several sources of variation which are expected to
influence the process of proxy decision-making as careproviders attempt to decide which course of
treatment is in the best interests of their clients. Some sources of variation are anticipated to influence
decision-making at an individual level, while others are expected to exert an influence in aroup or
inter-individual decision-making situations,

Additional sources of variation are expected to influence both individual and inter-individual
decision-making. These include considerations related to the impact of alternative interventions on

careprovider workload, and issues related to society’s valuation of disabled people. The institutional
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philosophy of St. Amant Centre is also expected to impact on decisions made on behalf of the
residents of this facility. The anticipated influence of these multiple sources of variation on
careproviders and parents involved in proxy decision-making, is schematically represented in Figure

2, and discussed in the sections which follow.

Figure 2

SCHEMATIC REPRESENTATION OF CONCEPTUAL FRAMEWORK

Age, Health Status and Level of Impairment of the Resident
Individual Moral/Ethical Values and Religious Beliefs
Profcssional Ideologies and Scopes of Praclice
Previous Work/Personal Experiences
Cuitural Perspectives

.

INDIVIDUAL ASSESSMENTS OF EFFECTS OF INTERVENTION
ON RESIDENT’S QUALITY OF LIFE

Institutional
Philosophy

CAREPROYVIDERS
PARENTS/GUARDIANS

Interests of
Careproviders
and Interests of Society

! }

TEAM DECISIONS RE SPECIFIC INTERVENTION
USING QUALITY OF LIFE CRITERIA
AS BASIS FOR DECISION-MAKING

T T

Composition and Organization of Team
Presence and Influence of Parents/Guardians
Professional Ideologies of Carcproviders Represented
Relative Influence of Team Members/Existing Power Structure
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Individual Level Variation

At an individual level, it is anticipated that indicators of quality of life as applied to profoundly
impaired individuals, will be influenced by a number of variables. The tack of an existing consensus
regarding the definition of quality of lifc encourages individual characterizations of this concept, as
discussed previously in Chapter 2 (Edlund and Tancredi 1985; Najman and Levine 1981; Schipper
1985).

First, the priorities of the professionals involved, in keeping with their respective professional
ideologies, may be reflected in the differential weighting of the various factors which are considered
inthe course of the decision-making process. Literature relating to the sociology of professions would
lead one to expect that the themes which emerge will reflect the professional ideologies and scopes
of practice of the respondents (Caplan, Callahan and Haas 1987; Friedson 1970; Kottke 1982;
Safilios-Rothschild 1970; Sussman 1965). For example, the nursing staff may tend to wei ght factors
affecting the client’s comfort and physical care more heavily than do other careproviders. Similarly,
rehabilitation professionals may tend to emphasize factors related to independent Tunctioning.

Anumber of other factors are also expected to influence day-to-day decisions about programming
and treatment interventions, as they are made by clinicians and/or family members. Individual moral,
ethical and religious values, may influence decision-making at a personal level (Dunstan and Seller
1983; Hoffmaster 1982; Holmes, Margetts and Gibbs 1979). The previous work experience of the
careproviders involved may also influcnce their assessments of the potential for improving quality
of life by specific interventions. In addition, the age, level of impairment, and health status of the
residents in question may receive consideration.

Finally, the cultural background of various decision-makers may influence their assessments of
quality oflife. Cultural perspectives on the acceptance and care of profoundly impaired children have
been noted to vary (Gan 1991; International Rehabilitation Review 1989; Korbin 1981; Miles-
Tapping 1989; Waxler-Morrison, Anderson and Richardson 1990). Additionally, there is currently

little knowledge of medical ethics in cross-cultural context (Kunstadter 1990; Marshall 1992),
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Intfer-Individual Level Variation

The individual and/or professional agendas emphasizing different dimensions of quality of
life (as discussed in the previous section), are also expected to influence decisions which are made
jointly by groups of health careproviders and parents/guardians. At an inter-individual level,
therefore, it is anticipated that factors such as the organization and composition of the health care
teams which are responsible for making specific decisions, will influence both the nature and the
weighting of quality of life considerations which are raised in these situations. The professions
represented, their respective professional ideologics, their relative influcnce in a particular group, and
any pre-existing power structure within the team, may influence both the indicators of quality of life
used, and the final decisions regarding specific interventions (Angrosino 1987; Barry 1982; Caplan,
Callahan and Haas 1987; Friedson 1987; Marshall 1989; Safilios-Rothschild 1970; Sussman 1965;

Wolinsky and Marder 1985).

Additional Sources of Variation

The nature of decisions made by health careproviders on behalf of persons who are profoundly
physically and cognitively impaired, is expected to be influenced by a number of additional sources
of variation which will increase the complexity of the decision-making process. These sources of
variation are related to careprovider priorities, as well as more general societal interests, and may be
represented at both individual and inter-individual levels of decision-making. Dilemmas roufinely
associated with proxy decision-making in situations involving uncertainty may be complicated,

therefore, by consideration of:

1) Careprovider priorities which take into account the impact of alternative interventions on
careprovider workload.

2) Societal views pertaining to the valuation of disabled people.

3) Issues related to the effects of rapid advances in technology

4) Issuestelated to the application of the principles of distributive justice.



41

The next sections are devoted to a discussion of these additional sources of variation.

Careprovider Priorities

It is anticipated that, in individual discussions as well as in group forums, there may be some
discussion as to the ways in which particular interventions affect careprovider workload, and how
such considerations should be weighted in the decision-making process.

One of the problems which arises in the type of proxy decision-making situation under
consideration, stems from the difficulty of considering the interests of careproviders in isolation from
the interests of the profoundly impaired individeal who relies on those careproviders for all of his
daily needs (Beauchamp and Childress 1989; Croog and Levine 1989; Swazey 1980). A surgical
procedure which preserves mobility in the hip joint, thus facilitating bathing, diapering and other
daily care activities, has definite benefits in terms of easing careprovider workload. At the same time,
however, the procedure serves to increase client comfort, and to improve the quality of care received.
This same surgical procedure may also enable the individual involved to confinue to sit uprightina
wheelchair or seating system. He can thenbe moved from place to place, and can participate in various
programs to the best of his ability. While this may be secn to contribute to an improved quality of life

for the resident, it may also be seen to contribute to a feeling of careprovider satisfaction.

Society’s Valuation of Disabled People

It can be equally as difficult to consider the best intercsts of a profoundly impaired person in
isolation from the interests of society at large (Beauchamp and Childress 1989; Freeman and
McDonnell 1987; Swazey 1980). As indicated previously, there are concerns among those who care
for profoundly impaired institutionalized individuals, about society’s level of commitment (o this
group of people (Buchanan and Brock 1989). Such concerns are often founded upon a recognition
of the potential for making quality of life decisions based on social utility or social worth (Brody 1976;

ILSMH 1992).
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Those who care for, and/or advocate for, individuals who are permanently and profoundly
impaired, believe that the lives of these individuals have inherent value, and that resources should not
be rationed simply on the basis of these pre-existing impairments. They have a genuine commitment
to protect the rights and interests of institutionalized individuals. At the same time, however, there
is a recognition that there are limits to morally justifiable and socially responsible treatment,
especially in life-threatening situations where prolongation of life would not appear to be in the

patient’s best interests (Callahan 1990; ILSMH 1991; MENCAP 1990).

The Effects of Rapid Advances in Technology

Society’s level of commitment to provide infinite numbers of health care dollars for care of
permanently impaired, institutionalized individuals is of particular concern to careproviders when
they consider the level of impairment of some of the individuals currently being admitted to long-
term care facilities (Robertson 1975). They have noted that, since the advent of advanced technologi-
cal supportsystems inthe newbornintensive care nurseries, the level of impairment of some surviving
infants and children is virtually unprecedented (Richards and Baker 1988; Zola 1990). Successive
invasive surgical interventions are often required to ensure continuation of life and/or client comfort.
Uncertainty regarding society’s willingness to condone the provision of expensive procedures and
equipment for such individuals may be especially intense in such situations (Weir 1989).

An additional problem related to the technological advances which have enabled profoundly
impaired infants to survive infancy and early childhood, is the momentum associated with the
acceptance of technological intervention in the life cycle. Efforts to improve care for impaired infants
and children, and to sustain this level of care as they grow older, have resulted in the implementation
and acceptance of a wide variely of medical and surgical interventions (Arras et al. 1987; Freeman
and McDonnell 1987). Surgical procedures such as gastrostomies which, in past years, were rarely
performed on profoundly impaired institutionalized people, are now carried out with increasing

frequency. In some instances, gastrostomies have improved nutrition and general health so signifi-
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cantly that it is subsequently possible to consider additional surgical procedures such as spinal
stabilizations. Orthopaedic interventions of this nature were often considered to be too risky and not
medically feasible, before the advent of the use of gastrostomies in this particular population.

In addition to more invasive clinical interventions, technological change has influenced the
equipment which is currently available for the ongoing care and education of individuals with severe
impairment. Technologically advanced orthotic devices and mobile seating systems, some of which
cost several thousand dollars, are frequently prescribed with the objective of ensuri ng that individuals
with severe physical impairment can be seated in wheelchairs rather than being cared for in bed.
Communication systems utilizing the latest in computer technology, which enable profoundly
impaired individuals to participate in educational aﬁd work-related programs, have also been
developed. Care of the permanently impaired institutionalized population is, therefore, no longer
synonymous with maintenance care, but increasingly involves the use of a wide array of technologi-
cally advanced equipment, and the skills of a variety of medical specialists and other professionals

{Grant 1987).

The Principles of Distributive Justice

An associated source of concern for careproviders stems from the realization that access to
various types of specialized equipment (e.g. electric wheelchairs and technologically advanced
communication systems), is already restricted for the profoundly impaired institutionalized popula-
tion. This restricted access exists by virtue of the fact that such items require the assessment and
recommendation of various health professionals (Friedson 1981; Kaufert and Kaufert 1989), and are
distributed through public reimbursement systems (Brooks 1991; Mechanic 1977). There arc long
waiting lists for equipment such as electric wheelchairs, and members of the communitly compete
with institutionalized persons for access 10 such equipment. There are also periodic shifts in the
allocation of resources as various advocacy groups succeed in prioritizing programs for persons with

specific disabilities. These shifting priorities raise questions as to whether those who are institution-
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alized are at a permanent disadvantage in terms of resource allocation, due to lack of strong advocacy
groups (Mather 1989). Additionally, there may be concerns expressed regarding limited access to
treatment or equipment as a consequence of allocation decisions which are made by policy-makers
ouiside the institution in question.

Restricted access to health care resources cxists in other areas as well. There are definite
differences of opinion amongst members of the medical profession regarding the appropriateness of
specific medical and surgical interventions for those who are profoundly cognitively and physically
impaired (Faulder 1985; Freeman and McDonnell 1987, ILSMH 1991; ILSMH 1992). Some
orthopedic surgeons, for example, refuse to consider operating on mentally retarded spastic
quadriplegics, particularly older adults (Drummond 1979; Moreau et al, 1979; Sherk et al. 1983). To
some extent, then, physicians are rationing the allocation of certain resources for particular groups
of people on behalf of society, even though a social consensus regarding such practices has not been
atfained (Robertson 1980). While many physicians do not feel that it is their responsibility to be
gatekeepers of health care resources, and advocate for the best possible treatment for their clients
despite pre-existing mental and physical impairment (Drummond 1987; Hiatt 1975), others practice
implicit rationing through the discriminatory selection of patients for treatment (e.g. Lorber 1972 and
1975). This practice will continue in the absence of guidelines from government funding agencies

{(Mechanic 1977).

Institutional Philosophy

A final source of variation which may be expected to influence decision-making at both
individual and inter-individual levels, exists because the institution selected as the setting for this
projectis administered by the Sisters of Charity of Montreal (the “Grey Nuns”) of the Roman Catholic
Church. St. Amant Centre thus abides by the Catholic Medico-Moral code in providing medical care
for the residents (St. Amant Centre MISSION Booklet).

A visitor to St. Amant Centre cannot help but notice the visible signs of Catholic identity.,



45

The prominence of Christian symbols, the Chapel, and the presence of the Sisters as they serve in both
administrative and careprovider capacifies serve as tangible reminders that St, Amant Centre is a
Catholic health care facility. In addition, the visitor is made aware that pastoral care services and
religious education are integral components of the Centre’s total care program.

The traditions and moral principles of the Roman Catholic Church are reflected in the
institutional philosophy and Mission Statement of St. Amant Centre. A belief in the dignity of each
person, respect for life as a gift from God, and a commitment to quality care for the whole person are
outlined as fundamental principles (St. Amant Centre MISSION booklet and Fact Sheet; Sisters of
Charity of Montreal Booklet 1991). Adherence to these principles is expected to influence both the
type of care provided, and the nature of decisions made on behalf of the residents, The Centre’s
commitment to maintaining family involvement and respecting parents as primary decision-makers
is also a fundamental principle of Catholic teaching (Catholic Health Association of Canada 1991,
Dunstan and Seller 1983).

Finally, the Roman Catholic Church has, historically, voiced strong opinions about anumber
of bioethical issues (Callahan and Campbell 1990). The Catholic Health Association of Canada has
produced a Health Care Ethics Guide which is designed to assist health careproviders in making
informed ethical decisions (Catholic Health Association of Canada 1991). The principles outlined in
this book, particularly as regards the care of the dying person, were observed to exert a significant

influence on the type of care which is offered at St. Amant Centre.

Summary

This chapter has provided an outfine of the theoretical and conceptual framework upon which this
research program is based, and has summarized the numerous sources of variation which may
influence proxy decision-making in the setting under study. Chapter 4 provides a description of the
research design which was developed and the methodology which was used to carry out the research

program.



CHAPTER 4

METHODOLOGY

Project Design and Data Sources

The research program investigating the assessment of life quality in preparation for proxy
decision-making utilized a design format involving descriptive ethnography and other qualitative
methods (Agar 1980; Diamond 1986; Glaser and Strauss 1967; Hammersley and Atkinson 1983;
Locke, Spirduso and Silverman 1987; Marshall and Rossman 1989; Spradley 1979; Stern and Pyles
1985; Stone 1991). Triangulation methodology, a technique in which data is clicited from several
different sources and/or collected using multiple methods, was used (Denzin 1978; Guba and Lincoln
1989; Marshall and Ross 1989; Parry 1991; Smith and Kleine 1986; Zelditch 1962). For this
particular research program, data drawn from three different sources allowed the researcher to
document different dimensions of proxy decision-making and, subsequently, to triangulate on the
decision-making process.

The three data sources were:

1) The transcripts from in-depth, semi-structured interviews with careproviders and parents.

2) Case examples developed from multiple data sources, including descriptions provided by
careproviders during in-depth interviews, and information on treatment decisions involving
selected residents which was recorded via participant-observation.

3) Field notes taken as a paticipan(-observer in various decision-making forums where quatity of

life issues were considered.

46
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A detailed description of these three data sources follows. A schematic representation of

triangulation methodology is contained in Figure 3,

Figure 3
METHODOLOGY UTILIZING THREE SOURCES OF DATA TO TRIANGULATE
ON THE PROXY DECISION MAKING PROCESS,

Semi-Structured
Interviews

Proxy Decision
Making

Description of Participant
Case Examples Ohservation

Sources: Denzin 1978; Guba and Lincoln 1989; Marshali and Rossman 1989; Parry 1991; Smith
and Kleine 1986; Zelditch 1962

Semi-Structured Interviews

The primary source of datais contained in the transcripts of in-depth, semi-structured intervicws
which were conducted with special education teachers, health careproviders from different disci-
plines, and family members (Langness and Frank 1981; Williams and Wood 1986). In their roles as
careproviders or as family members, all respondents were involved in proxy decision-making at some
level. Interviews were scheduled at each participant’s convenience, With two exceptions, interviews
and discussions of case studies with stalf members at St. Amant Centre were carried out during the
course of the participanis’ daily work activities. Two of the respondents chose to be interviewed
before or after working hours. Interviews with parents/guardians were completed in their homes, at

a mutually agreed-upon time,
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The average duration of the interviews was forty-five minutes. Interviews were audio-taped, and
transcribed verbatim in all but three cases. These three respondents refused to consent to have (heir
comments tape-recorded. The investigator, therefore, recorded the informants’ responses through
detailed field notes.

Inthe course of the interviews, respondents were asked to describe what they felt was important
to providing or maintaining a good quality of life for the residents for whom they provided care.
Respondents were also invited to describe how the various dimensions of quality of life are wei ehted
and prioritized in the process of making treatment decisions. Finally, they were asked to express their
perceptions of the ways in which different dimensions of quality of life are assessed or measured in
the absence of subjective input from the residents.

In the course of the interviews, participants were also asked how internal organizational
considerations, such as the effects of specific interventions on careprovider workload, influence the
decision-making process. In addition, caregivers were invited to describe their perceptions of how
external societal values defining quality of life for persons with profound physical and mental

impairment, might affect the allocation of health care resources.

Case Examples

The second data source comprised information which was assembled from multiple sources to
document the experience and care decisions for designated residents. Information used to develop the
case examples was obtained from transcripts of interviews, as well as field notes taken by the
researcher during participant-observation of both formal decision-making, and informal interaction.

In the course of in-depth interviews, participants were asked to describe case examples of
individual residents who were perceived to have experienced improved or diminished quality of life
as a result of various treatment interventions. The purpose of focusing on these examples during
interviews, was to elicit careproviders’ perceptions of the dimensions of quality of life which were

perceived to have been affected by specific programs or procedures. In their narrative, respondents



49

referred to cases involving invasive interventions such as orthopedic and gastrointestinal surgery, as
well as clinical programs with which the respondents were directly involved. The latter included
sensory stimulation programs, feeding programs, behaviour modification programs, school
programs, adult work programs, and various therapeutic interventions such as the prescription
of special equipment and devices. Decisions about the care of the residentsat the end of life were

also discussed.

Participant Observation

The third source of data consisted of observations made as a participant-observer in various
group forums where quality of life issues were raised (Agar 1980; French, McDowell and Keith 1972;
Spradley 1979). These forums included (1) Orthopedic Clinics, (2) Restraint Committee Meetings,
(3)Residents’ Rights Council meetings and (4) Annual IPP (Individual Program Planning) Meetings.
Orthopedic Clinics were the primary forums where decisions involving surgical interventions and the
prescription of orthoses and seating systems were made by careproviders. Restraint Commiittee
Meetings were the primary forums whetre decisions to initiate or discontinue the use of restraints were
discussed. Residents’ Rights Council meetings were forums where issues affecting the quality of life
of the residents were discussed by some of the residents who were able to communicate, Annual IPP
(Individual Program Planning) meetings were forums where each resident’s programs and progress
were reviewed with all involved carcproviders, as well as parents or legal guardians.

The researcher was also granted permission to observe interaction in a sensory stimulation
program involving some of the adult residents, in order to wilness first-hand the nature of the
residents’ responses towards this type of intervention.

During participant-observation, field notes were taken documenting the style of discourse, and
the dimensions of quality of life which were considered. In these various forums, the way in which
quality of life considerations were weighted and prioritized in (he process of making decisions was

also observed.
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Setting

The setting for this project was St. Amant Centre Inc., in Winnipeg, Manitoba. St. Amant
Centre is a residential facility for people who are permanently physically and mentally impaired, and
is currently home to approximalely 265 children and young adults. The natural beauty of ifs riverside
location, in combination with the attractiveness of the interior of the buildings, effectively
erases the negative images which are frequently associated with this type of long-term care
institution. (A brief history of St. Amant Centre is contained in Appendix B).

The Centre, which was incorporated in 1978 is, and has always been, owned and operated
by the Sisters of Charity of Montreal (the “Grey Nuns™). The Sisters of Charity of the Council of the
St. Boniface Province are members of the corporation and ensure that the Centre fulfils its corporate
objectives. They appoint a Board of Directors which, acting through an Executive Director, is
responsible for the direction and operation of the Centre. As indicated in the previous chapter,
the influence of the traditions of the Roman Catholic Church contributes to the creation of a
unique care environment.

Administrative duties are carried out by the Execulive Director, an Assistant Executive
Director, asecond Assistant Executive Director responsible for nursing services, and a third Assistant
Executive Director responsible for clinical services. Professional and non-professional staff from a
variety of disciplines deliver a wide spectrum of services and programs to the residents at St. Amant
Centre. Each department is headed by a director, and staffed according to the needs and requirements
of the Centre. Chapter 5 provides a descriptive profile of St. Amant Centre which includes a summary
of staff roles and responsibilities in the delivery of services and programs.

Although the structure and function of St. Amant Centre are similar, in some respects, to
those of other facilities devoted to the care of individuals who are i1l and/or disabled, the fact that
thisisaresidential facility which ishome to many individuals for most or all of their lives contributes
to the creation of the care environment which is, in many respects, unique. Many of the residents

arc admitted to the Centre when they are small children and, in some cases, contact with family
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members following admission is infrequent or non-existent. Staff members at St. Amant consequen-
tially assume roles which are much more than those of health careproviders. In the absence of family
contact, they provide the residents with stable and secure relationships and, in some cases, form deep
emotional attachments. It is not uncommon to hear a staff member refer to a particular child as “my
baby.” The illness or death of a resident with whom careproviders have had a close and/or long-

standing relationship can affect them deeply.

Negotiating Access

In Chapter 1, the contribution of the Director of Physiotherapy at St. Amant Centre Ine., in
originating the central question for this research program, was acknowledged. As a physiotherapist,
I'had worked with this individual in a number of capacities, and in a number of different sellings. My
ongoing confact with her, as well as my professional affiliation with other members of the
physiotherapy and occupational therapy staff of St. Amant Centre, served to facilitate access to the
research setfing.

My experience as a rehabilitation professional offered some advantages in completing the
research program. My presence at Orthopedic Clinics was readily accepted due to my familiarity with
members of the physiotherapy and occupational therapy staff. The therapists subsequently provided
introductions to staff in other departments, and facilitatled my access to meetings and sensory
stimulation sessions. My previous work experience in other health care settings enabled me to more
easily comprehend discussions during Orthopedic Clinics and other team meetings, but also enabled
me to appreciate the uniqueness of St, Amant Centre.

The insider relationship afforded to me as a consequence of my familiarity with health care
settings, is thought to have facilitated the development of a negotiated trust during in-depth
interviews. Staff members expressed a great deal of interest in (he project, were extremely willing to
offer assistance inany way possible, and spoke frankly and openly about both the challenges of quality

of life decision-making on behalf of the residents. One possible disadvantage of this insider
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relationship was that I may not have maintained as critical a perspective as would an outsider. This
may have contributed to a tendency 1o over-look potential conflict situations, and to emphasize the

formation of consensus in decision-making situations.

Institutional Approval

The formal process of negotiating access to St. Amant Centre for purposes of fielding the
research program began in March 1991. An initial letter describing the program of research, and
requesting access to interview and observe both residents and staff members, was sent to the
Executive Director. That letter was subsequently referred to the Assistant Executive Director of
Clinical Services, who forwarded areply and a Research Review Form. This form was completed and
submitted as requested. In May 1991, a letter indicating preliminary approval for the project was
received from the Research Review Committee of St. Amant Centre,

In accepting the research proposal, the Research Review Committee stipulated that separate
letters explaining the research program, as well as scparate consent agreements for in-depth
interviews, be prepared for staff members and for parents or guardians. The Committee also specified
that parents or guardians who were not participating in in-depth interviews be requested to sign a
consentagreement allowing the investigator to observe residents at clinics or annual review meetings.
Lastly, the Committee indicated that its {inal approval would be subject to approval of the proposal

by the Human Subjects Committee of the University of Manitoba, Faculty of Medicine.

Human Subjects Approval

A proposal was sent to the Human Subjects Committee of the Faculty of Medicine at the
University of Manitoba, and received approval in June, 1991, A copy of the letter of approval was
forwarded to the Research Review Committee at St. Amant Centre, along with parental and staff

versions of the explanatory letter and consent agreement,
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Funding

In October, 1991 an application for research funding was made to the Friends of St. Amant
Centre. The applicalion was successful, and grant money was subsequently obtained which

covered general expenses, and transcription of some of the audio-tapes.

Chronology of Fieldwork

Fieldwork began in September 1991. A preliminary meeting was held with the Assistant
Director of Clinical Services, and introductions were made to other staff members. At this time,
the Medical Director suggested that Orthopedic Clinics, where decisions were made about
orthotic devices, wheelchair seating modifications, and orthopedic surgery, would provide an
interesting forum for an investigator with a background in physiotherapy to begin observing
interactions and decision-making.

The Director of Physiotherapy, who was responsible for the scheduling and organization of
Orthopedic Clinics, was subsequently contacted regarding the researcher’s attendance at these
clinics. It was determined not to be practical for the investigator to obtain parental permission in
advance of specific clinic dates, because the schedule was prepared only two weeks before cases were
reviewed. The Director of Physiotherapy suggested that the researcher attend the clinics as an
observer, identify cases appropriate for follow-up, and then contact parents torequest their permission
for the various activities entailed in the project. This arrangement was documented in a letter to
members of the Research Review Committee, and was mutually agreed-upon.

In October 1992, the investigator began to attend Orthopedic Clinics on a bi-weekly basis. Both
informal interaction between careproviders, as well as formal decision-making about specific
cquipmentand surgical procedures were observed. The physiotherapy and occupational therapy staff,
who were regular participants at Orthopedic Clinics, facilitated the researcher’s access to other
decision-making forums through personal introductions to other staff members who attended the

Clinics.
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Following introductions to staff members {rom other departments in the Centre, access was
negotiated to observe decision-making in a variely of other settings. These settings included 1PP
meetings, Resident Rights Council meetings, and Restraint Committee meetings.

As contact with staff members from different depariments was made, consent agreements and
letters whichexplained the objectives of the research program and invited careproviders to participate
in in-depth interviews, were sent out. These Ietters were sent initially to physiotherapists, occupa-
tional therapists, and physicians; then to nurses, aides, psychologists, and social workers; and timally
to recreation staff members, adult program instructors, and special education teachers in the on-site
school. These groups of careproviders were selected as they were all involved in delivering services
whichmightaffect the residents’ quality of life. Explanatory letters and consent agreements were also
mailed to parents and/or guardians of residents whose cases were reviewed at Orthopedic Clinics, In
December 1992, the first signed consent agreements were received from parents and staff, and semi-
structured, in-depth interviews were begun,

Fieldwork was completed in May, 1992, and the process of analysis and writing began. The
chronology of field events is schematically represented in Figure 4. A more detailed chronology of

the fieldwork is confained in Appendix C.

Figure 4

STEPS INVOLVED IN NEGOTIATING ACCESS AND COMPLETING FIELDWORK.

MARCH 1991 - Letter to Executive Director, St. Amant Centre

MAY - Approval of St. Amant Research Review Committee

JUNE - Approval of Human Subjects Committee

SEPT - Preliminary meetings and organization of fieldwork process
OCT - Commenced participant-observation at Orthopedic Clinics
NOV - Approached parents and staff re participating in project
DEC - In-depth interviews commenced

JAN- MAY 1992 - Continued fieldwork
FEB-SEPT - Literature search and completion of formal proposal
OCT - JUNE 1993 - Analysis and preparation of final report
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Selection of Participants and Case Examples

Participants

Health careproviders from disciplines involved in teatment decision-making and/or direct
resident care were contacted to ascertain their willingness to participate in semi-structured interviews.
When the number of potential respondents within each professional discipline or treatment depart-
ment was small (six orless), cach member of the department was invited (o participate. On the living
units where the numbers of staff members are large, the head nurses were requested to inform their
staff about the project, and to identify to the researcher any nurses or aides who indicated an interest
in participating, Approximately one-half of the education staff were contacted. Any parents/
guardians who were approached for consent to have the researcher observe rounds, clinics and
meetings at which their son/daughter/ward was presented or discussed, were also asked about their

willingness to be inferviewed.

Case Examples

Case examples were sclected by two different methods:

1) Through observationofresidents attending Orthopedic Clinics, and yearly review meetings (IPP).

2) From transcrip(s of in-depth intcrviews in which careproviders described (reatment programs or
procedures involving specific residents, and provided assessments of how quality of life was

perceived to be improved or diminished by these particular interventions.

Whenever possible, decision-making siluations involving specific residents which were ob-
served at Orthopedic Clinics, were also discussed with the relevant individual careproviders during

in-depth interviews,
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Consent Procedures and Ethical Considerations

All participants, including staff members and parents and/or guardians, were asked to sign
consent agreements indicating their willingness to be interviewed. Parents and/or guardians of
residents who were selected for follow-up, were also requested to sign agreements indicating thaf they
consented to have the researcher attend IPP meetings, as well as clinics and other meetings at which
their child’s case was reviewed. The consent agreement also requested parental permission to allow
the investigator to discuss the process of treatment decision-making for specific residents with the
individual careproviders who were involved. The consent agreements prepared for use by parents/
guardians and health careproviders, as well as the cxplanatory Ietters describing the research program,
are appended as Appendix D.

Information obtained from all methods of data collection is confidential and the names of
residents, parents or health careproviders will not be used at any time. Field notes, audiotapes, and
transcripts of in-depth interviews have been indexed and stored so that the sources can only be
identified by the investigator. No one else has access to this data. Names of staff members and/or
residents which were used inadveriently in in-depth interviews, and for whom a consent agreement
was not obtained, have been deleted from the transcripts.

Inthe analysis and final writing, a consistent effort has been made to ensure that information used
in verbatim quotations is disguised so that the informants cannot be identified. Although it was
stipulated in the careproviders’ consent agreements that the professional affiliation of the
respondents could be specified, this has not been done in selected instances, as it was felt that
job identity would serve to identify the speakers. As indicated in the introductory chapter, the
case example which was presented is a composite re-construction integrating information from
a number of cases observed at Orthopedic Clinic. This format was selected in order to preserve

the anonymity of individual residents.
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Response Rate

The response rates of parents/guardians and health careproviders who were included in the
inifial qualitatively defined sample were monitored in an effort to detect systematic self-selectionbias

in the patterns of response.

Parents/Guardians

A master list was generated which contained the names of parents/guardians of all residents
who were scheduled for review at Orthopedic Clinic in a three month period. Afier consulting with
the Director of Physiotherapy and the Head of Medical Records, this master list was shortened by
excluding the names of parents who had previously indicated that they did not wish to be contacted
inregard to projects of this nature, Families who were known to be experiencing difficult personal
problems, and parents of residents who were considered to be medically fragile, were also excluded.

Forty-seven (47) letters requesting permission for the researcher to observe residents at
meetings and clinics, and to discuss their cases wilh relevant careproviders during in-depth
intervicws, were subsequently sent to parents/guardians of residents of St. Amant Centre. Reminder
letters were mailed if no reply was received within a month of the initial contact. This protocol
generated replies from twenty-eight (28) out of the forty-seven individuals/couples to whom letters
were sent. This constitutes a response rate of sixty percent (60%). Only four (4) of those who replied
did not give their consent, resulting in twenty-four (24) positive responses. The response rate of

parents/guardians is summarized in Table 11,

TABLEII

RESPONSE RATE OF PARENTS/GUARDIANS

Replies received alter initial contact (n=47) 15 (32%)
Replies received after reminder (n=32) 13 (41%)
Total replies received (n=47) 28 (60%)
Total “yes” responses {(n=28) 24 (86%)
Total “no™ responses {(n=28) 4 (14%)
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The majority of replies were received from parents/guardians living in, or in close proximity
to, the City of Winnipeg (68%). As a number of the letters to rural areas were addressed to remote
communities, and the cultural/linguistic background of the intended recipients was often unknown,
it was not possible to monitor how many of these letters actually reached their destination, or were

understood by the recipients. The rural/urban response rate is summarized in Table II1,

TABLE III

RURAL/URBAN BREAKDOWN OF PARENTAL RESPONSES

URBAN RURAL

(Winnipeg) (Outside Winnipeg)
Total letters sent {(n=47) 29 (62%) 18 (38%)
Replies received (n=28) 19 (68%) 9 (32%)
Yes (n=24) 15 (62.5%) 9 (37.5%)
No (n=4) 4 (100%) 0

Considering the manner in which the original sample was defined, a high rate of parental
response was not anticipated. Those to whom lelters were mailed included parents who do not
maintain regular contact with St. Amant Centre. As mentioned previously, some letters were sent to
remote areas of the province, Two of the four parents/couples who refused their consent called the
researcher by phone, and indicated an unwillingness to participate in any sort of research project
which involved their children. Itis possible that some of the non-respondents had similar reservations

concerning research.

Parent Interviews

Of the 24 parents/guardians who consented to allow the researcher to observe clinics and

meetings where residents’ care was discussed, eight (33%) indicated that they would be willing to
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participate in follow-up interviews to discuss parental perspectives on decision-making. Six of the
consenting respondents were from the Winnipeg area, and two lived in rural areas.

Interviews were subsequently scheduled with six of (he eight consenting parents, and five
were eventually completed. Three of the completed interviews involved only the mother of the
resident. One interview involved both mother and father, and the fifth was completed with both the
natural mother and foster father. A sixthinterview with the mother of another resident was scheduled,
but was cancelled by the respondent due to an urgent family matter. A father whose signed consent
form was not received until the fieldwork was essentially completed, was not contacted for an
interview,

The small number of parents agreeing to be interviewed was not considered surprising, In
addition to the factors affecting parent/guardian response rate which were mentioned in a preceding
paragraph, there may have been other reasons why parents were hesitant to parlicipate in interviews.
The sensitive nature of the subject matter, and possible uncertainties as to whether the research project
incorporated an evaluative component which might affect their relationship with St. Amant Centre,
may have increased the reluctance of some parents. One parent who contacted the researcher by phone
indicated that she was simply unable to discuss her child’s case, and that the only way she was able
to cope with the experience of having a profoundly handicapped child was to avoid contact with St.
Amant Centre. Finally, individuals who worked for Child and Family Service agencies and the Office
of the Public Trustee were not expected to pariicipate in interviews.

Those parents who did agree to be interviewed had very little in common in terms of their
level of involvement with St. Amant Centre. Some maintain regular contact with their children and
are actively involved in volunteer work, while others frequent the Centre only for annual review
meetings. All of these parents expressed a genuine concern about the welfare of their children,
however, and indicated a deep regard for St. Amant Centre and the health care workers who work
there. All of these parents also expressed adesire tobe involved in decision-makin gontheirchildren’s
behalf, eventhough some of them indicated that they would, generally, act upon the recommendations

of the regular careproviders.
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Staff Members

A good rate of response was obtained from letters requesting participation of the staff of St.
Amant Centre. Thirty-five (35) of the forty-four (44) individuals contacted agreed to participate in
in-depth inferviews, one (1) chose not to be interviewed but indicated a willingness to assist the
researcher in gaining access to some of the group forums, and eight (8) did not reply. Thirty-five (35)
interviews were subsequently scheduled, and thirty-three (33) were eventually completed. This

information is summarized in Table IV,

TABLE IV

RESPONSE RATE OF HEALTH CAREPROVIDERS
CONTACTED FOR INTERVIEWS

(n=) YES NO NO REPLY
Adult Program Instructors 3 3(100%)
Aides 3 3(100%)
Head Nurses 6 4 (67%) 2 (33%)
Nurses (other) 2 2(100%)
Occupational Therapists 3 3(100%)
Physicians 4 2 (50%) 2 (50%)
Physiotherapists 5 5(100%)
Psychologists 4 4(100%)
Social Workers 3 2 (67%) 1 (33%)
Speech/Language Pathologists 2 2 (100%)
Recreation Staff 2 2{100%)
Teachers 7 5 (71%) 2 (399%)
TOTALS 44 35 (80%) 1 (2%} 8 (18%)
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InTable IV, “n” refers to the number of persons in each professional group who were contacted
regarding the project. In the case of departments with arelatively small number of staff (e.g. physical
therapy, occupational therapy, speech/language pathology, social work, and psychology), “n” was
also equal to the total number of professional staff within that department.

The final total of completed interviews with the addition of the five (5} interviews conducted with
parents, was thirty-eight (38). In the process of interviews with careproviders, two of the thirty-three
staff respondents indicated that they were also parents of children with special needs. Both parental

and professional perspectives were, therefore, incorporated in their responses.

Validity and Reliability

Criteria for assessment of validity and reliability in quality of life research have been inadequately
addressed (Drummond 1987; Katz 1987; Spitzer 1987; Torrance 1987; van Knippenberg and de Haes
1988). Measurement of validity and reliability presented initial challenges in this research endeavour,
as the literature review did not identify published research which focused on the problem of proxy
assessment of quality of life, and the decision-making process which is used to evaluate the potential
for improving quality of life through specific medical or surgical interventions.

Basic validity issues were compounded, therefore, by:

1) The absence in the clinical or research literature of an operational definition of quality of life.

2) The absence of validated measurement instruments for use in decision-making situations

requiring proxy assessment of quality of life.

3) The absence of baseline standards for comparison and validation of results among equivalent

populations.
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External validity has been improved to somne extent by including representatives from a number
of professional disciplines and carcprovider groups, and by having as many participants as possible
from each profession/group represented (Angrosino 1987; Guba and Lincoln 1989). Participant-
observation was carried out in a variety of group decision-making settings, and over an extended
period of time, in order to reduce reactivity and improve internal validity (Agar 1980; Angrosino
1987). Validity was also improved by using a grounded theory approach to test the hypotheses
generated from the information obtained through in-depth interviews, against data obtained through
participant-observation (Glaser and Strauss 1967; Stern and Pyles 1985; Strauss and Corbin 1990).

Internal reliability was achieved by eliciting and recording a consistent sct of information during
both in-depth interviews, and individual discussions of specific case studies (Fowler 1988).
Comparison of the actual decision-making process as documented during parlicipant-observation in
group decision-making forums, with the decision-making process as described during in-depth
interviews by the individuals who were participants in this process, also served to improve reliability

{Langness and Frank 1981).

Data Analysis

Dataavailable for analysis included transcripts from audiotaped interviews with family members
and health careproviders, notes on specific case examples, and field notes from participant-
observation of rounds and clinics. In the process of analysis, data from all sources was coded
thematically, indexed, and common themes were extracted (Brent 1984; Glaser and Strauss 1967;
Marshall and Rossman 1989; Stern and Pyles 1985;.Strauss and Corbin 1990; Williams and Wood
1986). For purposes of this thesis, themes defining the definitions and primary dimensions of quality
of life among people with severe-profound impairment, references to how these dimensions were
weighted and prioritized in specific decision-making situations, and methods of assessing either

improvement or deierioration in quality of life following specific interventions, were identified, The
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degree towhichinformation elicited inrelation to specific case examples as well as observations made
at clinics and meetings was consistent with information recorded during the in-depth interviews, was
then assessed.

In presenting an analysis of this data, it is recognized that the viewpoints and attitudes of
careproviders whochoose to work ina setting such as St. Amant Centre may be significantly different
than those of health careproviders who work in other settings. The conclusions may nof, therefore,
be generalizable to decision-making situations involving other groups. It is also recognized that some
staff informants are also parents of special needs children, and that their opinions may reflect their
own personal experiences,

The next five chapters provide a descriplive analysis of the data which was collected duri ng the
research process. Chapter 5 provides a descriptive profile of the residents of St. Amant, a summary
of staff roles and responsibilities in the delivery of programs and services, and a brief discussion of
the ways in which responsibility for decision-making is shared between careproviders and parents/
legal guardians. The various dimensions of quality of life in the presence of severe-profound
impairment, as defined by the careproviders and parents who participated in in-depth interviews, is
summarized in Chapter 6. In Chapter 7, the ways in which quality of life considerations are wei ghted
and prioritized in a number of proxy decision-making scenarios arc described. Considerations related
to the influence of careprovider priorities, as well as that related to societal views about the valuation
of disabled people, are described in Chapter 8. Finally in Chapter 9, the methods used to measure or
evaluate quality of life in the presence of profound physical and cognitive impairment, the limitations
and strengths of the evaluation process as described by the respondents, and the ways in which these

assessments are factored into the decision-making process, are discussed.



CHAPTER 5

A DESCRIPTIVE PROFILE OF THE RESIDENTS AND STAFF
OF ST. AMANT CENTRE

A descriptive profile of both the resident population and the roles and responsibilities of
careproviders in delivering the various services and programs provided at St. Amant Centre, is a
necessary pre-requisite to presenting an analysis of the information obtained through in-depth
interviews and participant-observation. In addition, a brief account of the way in which the
responsibility for decisions made on behalf of the residents is shared between careproviders and
parents/legal guardians, is provided. These descriptions serve to inform (he decision context of both

the careproviders’ narratives, and the group interactions observed by the researcher.

Population Profile

In order to provide a contextual framework for interpreting the proxy decision process as it is
carried out by careproviders at St. Amant Centre, it is necessary 1o provide a descriptive profile of
the resident population. This profile will include statistical information pertaining o temporal trends
which have affected both the composition, and the current demographic characteristics of the
population at this particular facility. Specific reference witl be made to the changing age structure of
the residents, changing levels of impairment, and possible future trends which may affect discharge

statistics,
64
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Changing Age Structure

The changing survivorship patterns of profoundly handicapped people as described in Chapter
2, are reflected in the changing age structure of the population at St. Amant Centre, An appreciation
of this changing age structure is fundamental to understanding the nature of care decisions which are
made on behalf of an aging resident population,

Inthe carly years of St. Amant Centre, children were transferred to the Manitoba Developmental
Centrein Portage laPrairie, Manitoba after they reached twelve years ofage. Due lo achange in policy
in 1974, however, the Centre currently provides care for residents of all ages. The fact that children
are no longer transferred to Portage Ia Prairie, in combination with the gradual increase in the life
expectancy of individuals with severe to profound impairment over the past three-four decades, has
served (o markedly change the age structure of the population at St. Amant Centre.

In 1976, only 4% of the residents at St. Amant Centre were over the age of 18. In 1990, 50%
of the residents were over the age of 18 with 39% being over the age of 21. The Centre’s own
projections for 1995 indicate that over 75% will be over the age of 18, and 61% will be more

than 21 years of age. This information is summarized in Table V.

TABLE V

CHANGING ADULT POPULATION AT ST. AMANT CENTRE
(based on a total population of 254 residents)

1976 1990 1995
Adults over 18 10 (4%) 127 (50%) 191 (75%)
Adults over 21 - 99 (39%) 156 (61%)

Source: St. Amant Centre “Five Year Plan - Statistics Update,” October 1, 1990,
Used with permission.
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The increasing number of adults in the resident population has necessitated some program
changes at the centre. Programming for young adul(s over the age of twenty-one who have completed
their schooling has had to be increased. The demand for some type of programming for older adults
who have been admitted to the Centre from other facilitics or the community in recent years, or for
adults who finished school several years ago, has also increased. The increased demands for the
placement of adults currently exceeds the space available in the adult programs at St, Amant, and has
necessitated the creation of a waiting list. Residents who graduate from school in the Centre tend to
continue on with various adult programs, but those who have not been in school for some time, or

who have been recently admitted, may have to wait,

Level of Impairment

The level of cognitive impairment of the residents at St. Amant Centre has also changed over
time. In 1976, only 68% of the residents were considered to be severely-profoundly mentally
retarded (defined as IQ below 25-35 in Grant 1987). With the recent trend to provide care for
less severely impaired children in the community, 94% of the residents at St. Amant Centre were
assessed as being severely-profoundly mentally retarded in 1990,

The degree of physical impairment has also increased over time. This change has implications
in terms of the functional abilities of the residents. As an cxample, 33% of residents were ambulatory
in 1976, as opposed to 22% who were ambulatory in 1990. Information summarizing changing Ievels

of impairment is presented in Table VI.

TABLE VI

CHANGING LEVELS OF IMPAIRMENT OF RESIDENTS AT ST. AMANT CENTRE
{based on a total population of 254 residents)

1976 1990
Severely-Profoundly Mentally Retarded Residents 173 (68%) 239 (94%)
Ambulatory Residents 84 (33%) 56 (229)

Source: St. Amant Centre “Five Year Plan - Statistics Update,” October 1, 1990,
Used with permission.
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Increasing levels of physical and cognitive impairment create demands for heavier nursing care,
and may require the provision of more specialized equipment, such as modified wheelchairs and
commuunicationsystems (¢.g. Bliss symbol boards). The development of therapeulic, educational and
work-related programs which will meet the needs of a group of people with significant physical and

cognitive impairment provides an ongoing challenge for the staff at the Centre.

Discharge Statistics

The aforementioned increases in the average age and level of impairment of the residents at S,
Amant Centre may eventually have an impact upon the number of residents who are able {0 be
discharged back to the community. Many of the adult residents who have been admitted in recent
years, resided in the community until such time as this was no longer feasible. Aging parents who
could no longer provide the necessary physical care, increased medical problems which were not
easily managed at home, and/or tack of community based resources, made it necessary for many of
these individuals to be admitled to St. Amant Centre. The probability of these individuals returning
to live in the community is low. Younger, profoundly impaired residents who require high levels of
care, or who are considered to be medically fragile, may also not be candidates for community living,
considering the current availability of community based support services.

Discharge statistics for St. Amant Centre are presented in Table VI Residents who are able, and
for whom appropriate community living arrangements can be made, can be discharged either to group
homes, foster homes, or their natural home. It will be interesting to compare these figures with
corresponding statistics in future years, to observe any longitudinal changes in discharge patterns
which might be related to increases in the average age and level of impairment of the resident

population.
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TABLE VII

NUMBER OF RESIDENTS DISCHARGED TO COMMUNITY LIVING SETTINGS
FROM ST. AMANT CENTRE

FOSTER NATURAL GROUP HOME TOTAL

HOME HOME APARTMENTS
1980 1 4 0 5
1981 3 2 3 8
1982 1 2 3 6
1983 0 2 10 12
1984 1 4 3 8
1985 1 3 1 5
1986 0 I 3 4
1987 3 1 7 11
1988 0 1 4 5
1989 0 1 2 3
1990 (112 year) 0 1 0 1

Source: St. Amant Centre “Five Year Plan - Statistics Update,” October 1, 1990.
Used with permission.

Summary

In summary, both the composition and the characteristics of the people who are residents of St.
Amant Centre have changed significantly over the past 15 years. The number of adult residents has
increased dramatically, and the current resident population is assessed as being more severely
mentally and physically impaired than that of 1976. These changes have necessitated expanded
programming for the growing adult population, and have increased the level of physical care required.
The eventual result of these trends may be a more stable population over time, as fewer residents may

be candidates for discharge to community living scttings.
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Careprovider Roles and Responsibilities in Service Delivery

The clinical services and programs which are available (o the residents, and the various roles
and responsibilities of the staff members of St. Amant Centre in delivering these services and
programs, also constitute part of the decision context for proxy decision-making on behalf of the
 residents. The next subsections provide a description of those departments whose members actively
participated in this project, and summarize the responsibilities of the members of these Departments
in a number of team decision-making situations. A brief summary of St. Amant Centre’s role in the

wider Winnipeg community is also included.

Medicine

The medical team is headed by the Medical Director, and includes two pediafricians. These
physicians are responsible for the ongoing care of the residents of St. Amant Centre, in cooperation
with a variety of other careproviders. Other medical specialists provide regular consulting services,

including a neurologist, an orthopedic surgeon, and a psychiatrist.

Nursing

St. Amant Centre is organized into a number of living units or wards for those who require a high
level of care, and three attached cottages for ambulatory residents who are able to function somewhat
more independently. The residents are assigned to specific living units primarily on the basis of age
criteria. A person’s level of functional and/or cognitive impairment, however, may also influence
placement. Forexample, ambulatory residents tend to live in the same units, as do adultresidents who
are less cognitively impaired.

Nursing care is provided around the clock by registered nurses, licensed practical nurses,
psychiatric nurses and aides, under the direction of the head nurse on each living unit. Nursing care
activities include bathing, diapering, grooming and feeding for those residents who are totally

dependent, and the provision of assistance in such activities for those residents who are able to help
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themselves to some degree. Nursing staff also dispense medications, and attend to any other medical
needs of the residents.

Members of the nursing staff have frequent contact with family members of residents when they
come to visit. Nurses may be responsible for setting up necessary meetings with parents/guardians,
and for communicating information regarding ongoing changes in residents’ treatment programs,
They also participate in decision-making about programming changes and surgical procedures such
as gastrostomy. Because of their close involvement with the residents, members of the living unit staff
are also able to provide valuable feedback regarding equipment or programiming which has been
recommended by clinical staff from departments such as physiotherapy, occupational therapy, and

psychology.

Clinical Services

A number of clinical services, including psycholegy, occupational therapy, and physiotherapy
are available within the Centre.

The Psychology Department offers a variety of consultation services and programming, and
assumes special responsibility in the case management and treatment of behaviourial problems.
Members of the Psychology Department are actively involved with many of the Centre’s
committees. Forexample, psychologists arc involved in the decisions of the Restraint Cominittee
which examines possible alternatives to physical or chemical restraints for residents who may
endanger themselves or others by inappropriate or aggressive behaviour. Research is also a
primary function of this department.

The Occupational Therapy Department also provides a number of services to the residents at the
Centre. These include splinting, electric wheelchair assessment and instruction, and a variety of
activities designed to facilitate sensorimotor development. One of the main objectives of the
occupational therapy staff is in developing oral feeding skills or self-feeding skills, through working

with residents who are capable of performing these functions.
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As a consequence of their involvement in feeding programs, members of the Occupational
Therapy Department serve on the Feeding Assessment Team at the Centre., The function of this team
is to provide an evaluation of feeding skills which may assist with decision-making regarding
gastrostomy surgery. Occupational therapists also participate in Orthopedic Clinics, offering their
assessments of the individual’s need for orthotic devices as well as modifications to wheelchair
seating which will serve to accommodate environmental controls and augmentative communi-
cation devices.

The Physiotherapy Depariment offers programming which is designed to provide residents with
a variety of sensory and motor experiences. One of the objectives of this Department is to enable
residents toexperience movementin any way possible. Anotheris to enable theresident to experience
normal sensory experiences such as touch and handling. Increasing the resident’s independence in
functional activities wherever possible, is also stressed. In addition, members of the physiotherapy
staff are responsible for scheduling Orthopedic Clinics. They actively participate in decision-making
involving the prescription of seating and orthotic devices, and recommendations about orthopedic

surgical procedures.

Social Work

Other departments whose members actively participated in this project included the Department
of Social Services, Social workers assist families with the emotional and social dimensions of caring
for handicapped people. They also serve as liaisons between the Centre, the parents, and the
community. In the event that parental consent for medical or surgical proceduares which careproviders
consider important to a resident’s comfort or well-being is not forthcoming, social workers may take
an active role in contacting the agency under which the resident was admitted to the Centre {such as
Child and Family Services) in order that they can try to obtain parental consent.

Inreference to the role of social workers in the specific decision-making scenarios which are

described in Chapter 7 of this thesis, one of the social workers who was interviewed referred (o her
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role as that of a “facilitator.” In this capacity, social workers are responsible for bringing appropriate

people together for meetings at which information is shared, and team decisions are made.

Recreation

‘The Recreation Department offers a wide variety of programming for residents in all age groups.
The Department develops regular programs which incorporate activities such as swimming, games,
and arts and crafts. The staff also sponsor special events throughout the year (e.g. a winter carnival).

Activities outside the Centre include shopping, hockey games, the zoo and visits toa cottage at a Lake

Winnipeg beach,

School

Children begin to attend the Centre’s nursery school when they are three years old. Once they
reach statutory school age, they attend school five days a week for either half or whole days. Students
graduate from the school program when they reach twenty-one years of age.

The school is located within St. Amant Centre, but the responsibility for its administration rests
with the St. Vital School Division. The school provides educational programming to children who
areresidents of the Centre, as well as a few students from the community who have high medical and/
or physical needs. The staff are special cducation teachers, and the programs are uniquely designed
to accommodate the needs and abilities of the residents of the Centre. The curriculum incorporates
four domains: vocational, domestic, recreational and community based. Teaching objectives for each
student incorporate these four domains to provide a well-rounded program adapted to meet the
individual’s unique needs. The child’s future development, as it enables the individual to live in the
community or to attend programs like Adult Program within the Centre, are also considered in
curriculum development.

Children who are in school fulllime are often seen on site during the day by physiotherapists and

occupational therapists, psychologists, and/or speech and language pathologists. These specialists
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serve as consultants, providing periodic evaluations, recommending ways in which treatment
objectives can be achieved through modification of classroom aclivities, and providing training to

enable the school stalf to implement specific treatment programs.

Adult Programs

Because of the increase in the proportion of young adults who currently reside at St. Amant
Centre, an Adult Program with three streams has been established for residents who have completed
their schooling. The pre-vocational siream provides training in work skills and work habits. The
developmenial stream is designed for those residents who have the potential to develop work skills,
but have never done any work. The sensory stimulation stream is for those who need to “experience
more of the world,” and {o be part of an aclivily program,

Although many of the adults who are over twenty-one years of age attend one of the half-day
AdultPrograms, there are some adults who are not presently included in any adult programming. This
is due either o Jack of space within the programs, or to the severity of their disability. The absence
of program opportuenities for these individuals is of particular concern to many of the staff members.
Some of the adult residents who have been bedridden and unable to participate in activities for several
years, are currently undergoing assessments to see if they can tolerate being seated in upright seating
systems. Provision of seating systems may enable residents to atlend programs, or at least to be taken
cutside on nice days by volunteers or family members. A sensory stimulation program has been
developed on one living unit for some of the adults who are not presently involved in programs. A
few residents who are too medically fragile to attend any kind of programming are provided with

comioit care on the living units.

Community Programs

St. Amant Cenire staff and volunteers actively interact with the Winnipeg community. Members

of the residents’ families, as well as other people from the community, provide volunteer services (o
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the residents. Group homes have been established for residents who are able to function in a
community setting. A Developmental Day Programis available for children from the community who
have delayed development and/or physical, behaviourial or sensory handicaps. In addition, the Centre
acts as a resource for those who care for multiply-handicapped children in the community through
their Community Outreach Program. The Centre also offers intermittent respite admissions for non-
resident children and young adults, in order to provide relief for families in the community who are

caring for individuals with multiple handicaps.

The St. Amant Society

The St. Amant Society is an auxiliary organization which takes an active role in both fund-
raising and public relations activitics on behalf of the Centre. Some of the parents who participated
in this project are actively involved in this organization. The work which they do on behalf of St.
Amant is important, in that it allows them to provide a dircct contribution to maintaining quality care

for their children.

Responsibility for Decision-Making

As has been noted in the previous sections, careproviders at St. Amant Centre are active co-
participants in proxy decision-making on behalf of the residents, even though the legal responsibility
for decision-making rests with the residents’ parents or legal guardians. Parents and/or guardians
often act upon the advice of careproviders, particularly if they do not maintain regular contact with
their children, and are unfamiliar with their programs and progress.

Most of the children who become residents of the Centre are admitted under a voluntary
placement agreement which is negotiated between the parents and an agency such as one of the
_ branches of Child and Family Services. Upon signing this agreement, parents relinquish the

responsibility for the ongoing care of their child but, providing that they remain as legal guardians,
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they are consulted regarding any decisions which must be made on the child’s behalf. A few children
are placed at St. Amant under the provision of a Court Order. In these cases guardianship is
transferred, and families arc not involved in decision-making. Under such circumstances, the child
becomes a ward of an agency such as Child and Family Services. The Child and Family Services
Worker responsible for a particular resident would then be contacted for consent for surgical
procedures, research projects, and in any other situations requiring legal consent,

Adults are admitted under either a committeeship, or an order of supervision. Parents can go
to Court and apply for a Committeeship in which case they manage the person’s estate, but do
not have the legal right to make decisions on their behalf, Often, however, the parents continue
to function as the resident’s guardian, and are consulted regarding major decisions. Adult
residents who are admitted under an order of supervision, are under the care of the Public
Trustee. In these instances, the Public Trustee is committee of the person’s estate, as well as their
affairs. The Office of the Public Trustee is then contacted for consent to perform surgical
procedures, for permission to undertake research involving particular residents, or in any other

situation in which legal consent must be obtained.

Summary

The preceding descriptive profilehas been provided for three reasons. First, the description serves
to illustrate how decisions about programming and service delivery may be influenced by the
changing composition and demographic characteristics of the resident population. Second, it
illustrates how the quality of life decision-making which will be described in the following chapters,
occurs in the context of the organizational structure which has been outlined. In this regard, the ways
in which teams are organized, and the roles and responsibilities of the individual members of those
teams, are important factors in the decision-making process. Third, it serves toremind the reader that
decision-making is governed, to some extent, by the circumstances under which residents are
admitted to St. Amant Centre, and the perceived roles of the individuals who possess the legal

authority for decision-making on their behalf.



CHAPTER 6

THE CONCEPT OF QUALITY OF LIFE AS APPLIED TO THE
EXPERIENCE OF PEOPLE WITH PROFOUND IMPAIRMENT

This chapter will examine the dimeﬁsions of quality of life as they were defined and/or
described by cateproviders and parvents during in-depth, semi-structured interviews. Although the
interviews were open-ended and relatively unstructured, participants were specifically asked to
define or describe quality of life, as if applies fo the experience of profoundly impaired people who

are unable to express their own viewpoints. The subject was introduced with a prefacing statement:

Interviewer:;

I've been asking people for their views on quality of life as it applies to some of the more
profoundly impaired residents at the Centre- the ones who can’t really speak for themselves.
1t’s my understanding that quality of life considerations are very important when you are
making decisions on behalf of the residents. What I'm (rying {0 get is adescription of quality
of life as you define it for the residents,

As indicated in Chapter 2, the literature on the measurement of health-related quality of life
would lead one to anticipate that careproviders’' narratives would incorporate & wide range of
individual characterizations of the concept of quality of life (Edlund and Tancredi 1985; Najman and
Levine 1981; Schipper 1985; van Knippenberg and de Haes 1988, van Knippenberg ct al. 1992).

Similatly, the literature on the sociclogy of professions would lead one to expect that the themes

76



77

which emerged would reflect the professional ideologies and scopes of practice of the respondents
(Caplan, Callahan and Haas 1987; Friedson 1970; Kottke 1982; Safilios-Rothschild 1970; Sussman
1965). Members of the nuising staff, therefore, might be expected to express concerns that the
residents receive the best physical care available, and to stress the importance of cleanliness and
comfort, Physiotherapists might be expected to focus on objectives emphasizing the importance of
enabling residents to achieve the highestlevel of independence possible. Each of the other professions
(e.g. psychology, recreation and education), would also be expected to focus on specific agendas.

Transcripts of the interviews were initially examined, therefore, in order to extract
themes related to individual definitions and descriptions of quality of life. The transcripts were
then re-examined to determine the presence of systematic variation in the statements of
members of the same professional group, as well as to extract common themes which cross-cut
professional groups.

As anticipated, the concept of quality of life as applicd in decisions involving persons
with profound physical and cognitive impairment, was described differently by individual
careproviders. A number of themes emerged as respondents described what they felt contributed
fo a good quality of life. There were references to the importance of physical comfort and
freedom from pain, as well as to mobility and the development of sensorimotor skills.
Careproviders {requently emphasized happiness and security in relationships. They described
the importance of social interaction, both within and outside the Centre. Choice-making, and
enabling residents to exert some control over their environment were also stressed. Finally,
enhancement of both the residents’ self-esteem and their social status were described as vital to
overall quality of life,

The anticipated differences between professional groups were also reflected in the
themes which emerged from the data. Systematic intraprofessional comparisons revealed that
some themes were emphasized consistently by specific careprovider groups. Inter-professional
comparisons demonstrated, however, that there were also themes which were identified by

informants from virtually all disciplines as being important to a good quality of life. Thesc widely
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agreed-upon themes provided a foundation for consensus in{reatment decisions, among professionals
who emphasized differing treatment priorities.

The sections which follow will systematically explore themes which emerged {rom the data,
as they were described by the careproviders and parents who were interviewed. Thematic categories
which are similar to those published in other health-related quality of life research uiilizing a multi-
dimensional approach will serve to group the various themes {e.g. Croog and Levine 1989, Hornquist
1982; Schipper and Levitt 1985; Spitzer 1987; Ware 1987). These categories are physical health or
well-being, emotional well-being, social inferaction, intellectual or cognilive development, and

overall self-esteem.

Physical Well-Being

When respondents were asked to identify what they thought contributed to a goed quality of
life for the residents under their care, various factors relating to physical health and well-being were
frequently cited. Although the importance of physical health was described by respondents from a
number of disciplines, nurses and physiotherapists raised issues relating to this theme more frequently

than respondents from other professional groups.

Comfort and Cleanliness

The importance of keeping the resident comfortable, and the conftribution of cleanliness and
appearance in enhancing social interaction and integration, was described by several members of the

nursing staff. An excerpt from the narrative of one of the nurses emphasized the comfort theme.

...Ifyou’re not comfortable, you're not going tobe able to enjoy your environment....Nobody
will come to them if they're not clean ...and not looking appealing, which is terrible, butit’s
the facts of life. They won’t get the attention others do.
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Another of the nurses echoed the theme of comfort, and cited ways in which she was able to

assess a client’s comfort.

We measure quality of life in terms of comfort, whether the person - if they’re acting out; or
[in the case of] someone who is profoundly handicapped, if perhaps they’re crying,
expressing their needs in that way.

Mobility and Function

‘The physiotherapists who werc interviewed stressed mobility, and achicving the highest
possible degree of physical function. These themes were emphasized as important contributory

components of physical well-being and overall quality of life.

Just basically from our training, quality of life for us is movement, It’s attaining the highest
physical level that the child can. That's what we’re striving for with many.

The importance of achieving or maintaining mobility was frequently emphasized in
discussions concerning the importance of preventing residents from becoming bed-ridden, and of

enabling them to be seated in wheelchairs or other types of mobility systems.

From our point of view, and I don’t know if this would be the position of the client
themselves, but we feel that one of the major factors contributing to quality of life is
the ability to be in the upright position and be mobile. Once people can’tsitup and enjoy
that mobility then you take away, I feel, from a lot of the quality of life that they can
enjoy, really; on a social basis, even from a work-related basis- which happens in some
of our clients....Just being able to go outside, enjoy the fresh air, being pushed by
somebody else, makes a tremendous difference, I think, in their day-to-day quality
instead of just looking at the four walls of their room.

General Good Health

Members of other professional disciplines, although not as directly involved in the day-to-
day physical care of the residents, nonetheless recognized the contributions of the staff who were
involved in personal care. Thescintformants acknowledged the importance of health or physical well-

being to overall quality of life, One of the psychologists stated:
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... If you have good health then your quality of life is going to be better than if you don’t,
Therefore, anything that the medical people, the nursing folks can do that contributes to good
health [is important to maintain a good quality of life].

One of the teachers also emphasized the importance of physical well-being, noting that
the alleviation of physical discomfort might serve to enhance opportunities for development in

other areas.

...l have so many children that are medically fragile that number one for me is always
their health, well-being and comfort. For example, I have one student whose hip is
literally going out of it’s socket and my thought for this... young girl is to be
comfortable, to have changes in position, and that’s a very important part of her
program. She’s supposed to go in for surgery and once that problem is alleviated,
hopefully then other things will be focused in on.

Physical Well-Being Summarized

These examples illustrate two points in quality of life assessment involving proxy decision-
making. First, the specific components of physical well-being considered to be most important
reflected the professional ideologies of the respondents. The nursing staff tended to emphasize
personal care, cleanliness and appearance; the physiotherapy staff mobility and function. These
systematic differences in the emphasis of careproviders from different disciplines must be recognized
as potential complicating factors inattempts to achieve consensus formation in team decision-making
situations.

Second, some of the above statements suggest that professionals who were not direcily
involved in physical care were not hesitant to recognize the contribution of good health to overall
quality of life, and to acknowledge its importance in providing a solid foundation upon which to
develop the resident’s potential in other arcas. Shared recognition of the centrality of good health was
one of the factors which appeared to facilitate consensus formation in decision-makin ¢. This theme

will be discussed in more detail in Chapter 7.
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Emotional Well-Being

Themes relaling to emotional well-being were consistently identified by representatives
from all professional groups as making a vital contribution to overall quality of life. These themes
includedreferences tohappiness, and to security and stability in relationships. The following excerpts
from the narrative deal with the dimensions of happiness and security, and illustrate careproviders’

emphasis on the importance of emotional well-being.

Happiness

Some careproviders considered the attainment of happiness to be the primary objective for

the clients with whom they worked. This was described by one of the occupational therapists.

Quality of life for our kids? Theirhappiness would be the first indicator. A lot of people don’t
expect our kids to even show their happiness, but I think they do in a lot of different ways
a lot of people may not really see. Smiling is obvious; not crying, cooperating,

One of the teachers in the St. Amant School also stated that her students’ happiness was of

fundamental importance to quality of life.

How I judge that their quality of life has improved is by the change in their own demeanour,
their happiness. You can tell they’re happier. In a lot of them it reduces the self-abuse.

A member of the physiotherapy staff noted that, in some cases, the happiness of the residents

might take precedence over the achievement of goals related to physical well-being,

... I have some kids that come down for my maintenance classes that I'm sure are going to
keep getting worse range [of movement] even if they're seen twice a week, but when they’re
downthey’re smiling, they’re happy on the way down, they love being handled and they love
being touched, and the fact that I'm not getling any increase in range probably doesn’t mean
that much to them...So it makes me think thatif "m not getting my physio goal of increasing
range of movement, at least I’'m geiting a personal goal of making somebody happy.
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The acknowledgement by the speaker in the previous statement suggests that, occasionaily,
some dimensions of the residents’ quality of life may take precedence over others. In this case,
happiness was considered to be an equally or more significant intervention goal than improvement
in physical or functional status. This emphasis upon the centrality of maintaining the resident’s
happiness in the process of weighting and prioritizing quality of life considerations in decision-

making will be discussed in greater detait in Chapter 7.

Security and Stability

Happiness was not the only factor which informants considered to contribute 1o emotional
well-being. The importance of developing significant relationships with other people was empha-

sized by several of the respondents. One of the social workers expressed this viewpoint,

From my pointof view, the primary importance is that residents have significant relationships
with-have significant people in their lives; that they have relationships with people- intimate
relationships. Because they’re not living with their family, that at least...there are people on
the unit that they can be close to; if there is family, that those relationships be maintained and
encouraged as much as possible. So that’s what T would see as number one; intimate
relationships with people.

Another of the social workers also indicated that cmotional well-being was considered to be

important, both in terms of security, and of happiness.

... Onapersonal level, I think a good quality of life is to be comfortable, to be safe and secure,
and a degree of happiness is pretty important,

The importance of considerations such as stability and happiness, was reinforced by one of

the careproviders who was the parent of a child with special needs.

I guess if I was going (o look at quality of life I would first 100k at stability. I think whether
you’re handicapped or not, you have aright to as stable, and troublefree, and happy alife as
is in the realm of possibility.
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Achieving emotional well-being was considered to be important, not justinitsownright, but
as a pre-requisite for improving quality of life in other dimensions. One of the teachers described

happiness as the foundation for cognitive or intellectual development.

I'think the things that I would use to measure whether their- what their quality of life
is, perhaps first of all, are they enjoying what we’re doing in the classroom. I think
unless we’re having fun that we’re missing the potential for a lot of learning that could
happen otherwise....So I would see dancing eyes, smiles, laughter as being a major
indicator of whether I'm providing a quality program with these children.

Emotional Well-Being Summarized

The achievement of emotional well-being was, therefore, the first priority of many
careproviders in enhancing quality of life for the residents under their care. In some situations,
maintaining or achieving happiness was described as being more important than improving
physical function. In other situations, happiness and security in relationships were considered
to be fundamental pre-requisites to the development of social and/or cognitive skills. The
contribution of emotional well-being, in terms of security, stability in relationships and
happiness, to overall quality of life was recognized across disciplines. As in the case of physical
health or well-being, this consensus of opinion was considered to be a potentially important

factor in treatment intervention decision-making.

Social Interaction

Although themes related to physical and emotional well-being emerged most frequently as
components considered necessary for a good quality of life, other themes were élso identified in the
respondents’ narrative. One dimension of quality of life which was frequently discussed was that of
social interaction. Enabling residents to interact socially both within and outside the Centre was

consistently stressed.
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One of the Adult Program staff emphasized the importance of social contact, and the

development of relationships.

Social - and that can mean friendships or families - having social contact [is important]....I
think quality of life for people here too might include having relationships with unpaid
people - people who are there just because - not because they're getting paid to be there.
I'can’timagine what it would be like being around paid people all the time - people who
are paid to be with them.

Social interaction was also recognized as an important consideration by careproviders who
were primarily concerned with interventions designed to improve the physical well-being of
residents. One of the physiotherapists spoke of the importance of sociability, citing as an example,

the impact of maintaining one resident’s ability to sit upright in a wheelchair.

...Ithinkshe’s very sociable. She really likes being chatted with, And I think once you’re
stuck in bed, you can’t ook anybody in the eye, and they can’t look at you in the eye
either. So I think she’d probably get passed by on the ward quite a bit, whereas if she’s
up in the chair, everybody stops to chat with her. So that’s probably the biggest thing.
There are other things like her chest. I think maybe she would have a problem with her
chest because she drools quite a bit when she’s lying down where it doesn’t give her
much of a chance to clear her chest....

Social Inferaction Summarized

As indicated in the previous statements, enhancement of opportunitics for social interaction
was considered by careproviders to be of significant importance. In certain situations, opportunities
for social interaction might assume greater importance than considerations such as physical well-
being. In the above quotation, the speaker noted the importance of seating to maintaining capacity
for social interaction, before alluding to the physical benefits of being in an upright position for part
of the day. The relative importance of enhancing opportunities for increased social interaction in the

process of decision-making will be considered later from the perspective of careproviders.
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Intellectual and Cognitive Development

Other themes which were identified in content analysis from the respondents, reflected
the priorities of some careproviders in the area of intellectual and/or cognitive development.
Many respondents spoke of enabling residents to make choices, to express preferences, to be
able to exert some degree of control over their environment, and to exercise a measure of self-
determination. Such themes were most frequently emphasized by careproviders involved in

various types of programming,

Choice-Making and Control

Choice-making and control were two dimensions of quality of life which were em phasized
repeatedly by careproviders from all disciplines, but particularly those from education, psychology,
adult program and recreation. The importance of enabling children to make choices, with particular

reference to its role in facilitating communication, was described by one of the teachers.

... Bven at the most basic level, if the kids are able to indicate a choice in some way or other
between two things, that gets me on the first tiny step to establishing a communication
program for them that, hopefully, will ultimately lead into something functional where they
can make a lot of choices, and tell us a lot of things....

The same speaker emphasized the importance of choice-making in stimulating cognitive

development,

The kids start to count on that [making choices]. I see that very quickly becoming very
important {o them. If they’re used to making choices between things and all of a sudden
they’re just given something- it’s a totally different situation. In one situation you have an
active, thinking, operative human being, and in the other you have a passive receiver of
service.... The quality of your life is measured by the extent to which your brain is working,
and it’s making choices, and it’s finding things that give pleasure and fun, give satisfaction
to your life.
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A member of the Adult Program staff re-iterated the theme of enabling people to make

choices, in reference to the adult population at St. Amant Cenire,

Choice making, I 'think, is really important even for someone who is not able to communicate
very well-maybe through eye glances or smiles. For people who can indicate achoice, I think
that’s pretty important for quality of life. Not to be stuck with what the staff decide to give
you; to be given the opportunity to make choices wherever possible in things like clothing,
hair cuts, food choices.

Another member of the Adult Program staff emphasized the importance of enabling the
residents to make choices and, in doing so, of opening up the opportunity for them to exert a measure

of control over their lives,

They love the [adult] program because they’re doing things, they’'re actually participating,
and they're given choices- more choices here. On the living unit, basically you're fed when
it’s time (o eat because the cart comes up at a certain time, so they don’t have much control
in their lives.... Whereas here, we definitely can’t give them choices all the time, of course,
because we have a five (o one ratio, but there are so many things that they can do
independently or that they are taught to do.... It’s the highlight of their day.... It really
improves their quality of life having that little bit of control in some part of their day.

A member of the recreation statf expressed similar priorities, stressing the importance of
allowing the residents to make choices, of treating them with respect, and of encouraging

independence.

‘The most important thing to me is that the resident be given a choice, that he has rights, and
that he be treated as - like if he's an adult, be treated like an adult - not as a kid just because
he’s mentally delayed. Letting him do what he can on his own. A lot of times staff do things
for the residents and they don’t have to do it.... I try to let the resident do as much as he or
she can do.

Expanding upon the theme of enabling the residents to exert a measure of control in their
lives, one of the psychology staff emphasized the importance of creating an environment which
provides the resident with opportunities for self-determination, and for participation in normat life

experiences without compromising safety.
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Those things that to me arc indicators [of quality of life]: that we are allowing as much self-
determination asis reasonable, that that person has a secure environment in terms of the kinds
of relationships that they have, and that they are safe, but in a dignified way, without
removing all the normal risks and challenges.

The themes of choice-making and control were also raised by careproviders who, although
their principal role was in the domain of physical care, recognized the importance of facilitating the
development of potential in other areas. One of the physiotherapists, while acknowledging the
priority that children achieve the highest possible degree of physical function, recognized that the
ultimate benefit of this achievement was increased happiness, and the development of potential in

other areas.

I'look at some of the kids that we’ve got walking in the last few years, that were strictly in
wheelchairs before. Improvement for their quality of life as I see it, is not being pushed to
and from school. It's walking to and from school, whether it be with a hand held, or with a
walker, or pushing the wheelchair with another child in it, or whatever.... The benefits are
there. The child is much happier because they have some control over their environment, and
they produce a lot better.,

Intellectual and Cognitive Development Summarized

Enabling residents to make choices, and providing opportunities for them to exert a measure
of control over their lives through programs and activities which stimulate cognitive development,
were desciibed by many respondents as their ultimate goals for (he residents, Although professionals
from disciplines such as education and psychology tended to place more emphasis on these
considerations, there was acknowledgement across disciplines of theirimportance. This agreed-upon

consensus of opinion will emerge in Chapter 7 as the basis for some treatment decision-making.
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Self-Esteem and Social Status

While all of the dimensions of quality of life which have been described thus far could be
considered to contribute to increased self-esteem, themes relating to this area were specifically raised
by some of the respondents. These careproviders attributed a great deal of imporiance to the residents
achieving not only an increase in self-esteem, but an increased status in the eyes of other members
of society. The programs in which the residents participated were viewed as vital to achieving both
increased self-esteem and social status. One of the Adult Program staff described how she felt the
residents’ status could be raised when visitors or other careproviders recognized that the residents

were capable of cognitive and/or physical skills of which they were previously unaware,

We teach them work skills, which for me definitely improves their quality of life, because
people that they know or people around them... see them in a different light.... When people
walk into our program and they sce somebody who they always thought of as being very
severely disabled, mentally or physically, and they see them operating the computer by
simply pressing a head switch, their status goes up with that individual like, one hundred
times. The status that comes along with giving them that little bit of independence.

One of the psychologists also described how the process of enabling residents to do as much as

possible on their own is attributed fo increase the respect which they get from other members of society.

...Just by the mere fact that we’re teaching people to do things, and if they’re involved in
programslike this, it allows pcople to think of them differently and that improves their quality
of life, I'm sure. They get more esteem. I don't know if they get more self-respect. They
certainly get more respect from other people.

Itis interesting to note that careproviders referred to an external locus of control in describing
potential sources of increased self-esteem. This is probably due to the difficulty inherent in assessing
increased self-esteem on behalf of non-communicative residents. As careproviders were often unable
to verify an actual increase in a resident’s self-respect, they tended to focus on the importance of

elevating the resident’s status in the eyes of other careproviders, visitors and family members, This
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increased status was perceived to be an important contribution to improved quality of life for the
residents, although it could also be interpreted as playing animportant role in contributing to the self-

satistaction of careproviders,

Quality of Life Summarized

Themes defining quality of life in terms of physical and emotional well-being, social
interaction, cognitive or intellectual development, and increased social status and self-esteem, were
repeatedly emphasized by individuals from a variety of disciplines. Although the professional
ideologics of careproviders from different disciplines appeared to influence the specific components
of quality of life used to establish immediate priorities, virtually all professional groups considered
physical and emotional well-being as fundamental pre-requisites to the enhancement of quality of life
in areas such as social interaction, cognitive development and increased self-esteem. This suggested
a more generalized interprofessional recognition of a hierarchial arrangement of the various

dimensions of quality of life, in which there was significant agreement on the primary dimensions.

The Hierarchy Of Quality Of Life Dimensions

It can be noted from the discussion in the preceding sections that, despite the influence
of a variety of professional ideologies, respondents noted that the attainment of goals which they
considered to be of immediate importance in terms of treatment objectives, did not necessarily
fulfil their ultimate goals in terms of improved quality of life for the residents. Thus,
careproviders who were involved in the provision of medical, nursing, or other clinical services,
agreed that their ultimate goals went far beyond the attainment of physical health or well-being,
Similarly, careproviders involved in programming designed (o stimulate cognitive develop-
ment and social interaction, recognized the importance of physical and emotional well-being as

necessary pre-requisites to the success of such programming,.
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One of the physicians interviewed summarized the goals used to justify medical and/or

surgical inferventions as follows:

-..In all situations, ultimately the quality of life, if you want to call it that, that is the
psychological, sociological benefits are what you're really striving for,

Other medical professionals expressed similar viewpoints. Atthough nursing staff members
emphasized the achievement of physical comfort, they alsorecognized that, having achieved thisend,
enabling the residents to interact socially, to participate in programs, and to enhance their cognitive
development was also important. One of the nurses expressed her feclings regarding the ultimate

goals for the residents,

I think we can provide a very good quality of life. If they’re looking comfortable that’s a
criteria - they’re looking clean and they’re comfortable and not complaining of pain. Then
take that onc step further - they’re accomplishing certain tasks, they communicate back to
you by smiles and laughier. That’s an indication of quality of life to me.

"The viewpoint that there should be more to life than physical care, no matter how good that

care might be, was also cxpressed by one of the occupational therapists,

T'think there’s more to life than physical care. And there’s loving and everything in that too
-I'mean people are very kind to the residents that aren’t going anywhere or doing anything
but - just in terms of a change of position or a change of place - a change of ceilings to look
at - you know there’s got to be something said for that in terms of their lives.

One of the Adult Program staff echoed this viewpoint, stressing that dimensions of quality
of life other than those related to physical care are probably most important in the final anal ysis, and

suggesting that emphasis should be re-directed to focus on those dimensions.

... L think now if we focused a litile more on quality of life, not so much just physical needs,
but some emotional and some of the other needs you have in life, that I think it would stand
us in good stead....It"s not as much as it was years ago - but we would dress people up nicely,
and they look nice, and their clothes are always pressed freshly, stufflike that- that’s the most
important. I don’t think fancy hairdos and pressed clothes are everything.
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While the two quotations immediately above could be interpreted to reflect a belief in the
importance of the work done by the professional disciplines represented by the speakers, there were
indications that, in the minds of many of those interviewed, the various components of overall quality
of life formed a hierarchial system with physical and emotional well-being as the foundations upon
which other components could be developed more fully. Reference to this hierarchy was made by
some of the respondents quoted in previous sections, and was expressed very clearly by one of the

teachers.

Well, I guess it’s like a tiered system in a way... I have so many children that are
medically fragile, that number one for me is always their health, well-being and
comfort.... Once that [physical problem] is alleviated, hopefully then other things will
be focused in on.

One of the psychologists summed up the feelings of many of the careproviders, stating that

good health is important, but not as an end in itself,

Generally you want people healthy for a reason. Like there has to be a life to live and that’s
what you're getting people healthy for. Good health is not an end in itself. If that’s all that
we provide here is good health, then we’re missing the boat by a long shot. Because I think
ifyou againlook at quality oflife for the average person, alot of people who have their health
would rate their quality of life low because of misses of other important ingredients.

These narratives suggest that, while the various careproviders who contribute to treatment
decision-making may want to give priority to interventions emphasized by the treatment philosophy
of their specific disciplines, most agree that their ultimate goals in improving overall quality of life
for the residents, are achieved by providing opportunities for social interaction, the development of
significant relationships with other people, and the development of cognitive/intellectual skills. The
existence of this consensus of opinion is an important factor in the proxy decision-making process,
and contributes significantly to the ability to make decisions based on the best interests of the client.
Examples of the ways in which these various quality of life considerations are wei ¢hted and

prioritized in specific decision-making situations, will be the focus of the next chapter.



CHAPTER 7

WEIGHTING AND PRIORITIZING
QUALITY OF LIFE CONSIDERATIONS

This chapter will focus on themes from the respondents’ narrative describing the ways in
which the component dimensions of quality of life are weighted and prioritized, in the process of
proxy decision-making on behalf of residents who are unable to communicate their wishes.

Respondents were introduced to this subject as follows:

Interviewer:

During this interview, you have indicated that there are a number of dimensions which are
incorporated into your definition of quality of life. When you are making decisions on behalf
of the residents here, do certain quality of life considerations receive greater priority than
others?

Inthe process of identifying the factors which they believed were most important in quality
of life decision-making, participants made reference to a number of problematic decision-making
situations which frequently arise at St. Amant Centre. Scenarios illustrating four of the most
significant dilemmas in decision-making have been selected for inclusion in this thesis. These four
examples were selected to represent a continuum of decision scenarios, in which the degree of
uncertainty and complexity associated with the weighting and prioritizing of quality of life

considerations progressively increasces. They are:

92
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1) An example of decision-making involving a non-invasive intervention in which careproviders

weighted short-term burdens against potential long-term benefits.

2) An example involving an invasive intervention, where neither the outcome nor the impact of the

intervention on specific dimensions of quality of life could be predicted accurately.

3) An example of an invasive intervention in which there was greafer uncerfainty among
careproviders about which quality of life criteria should be weighted most heavily in

decision-making.

4) Examples of dilemmas associated with decisions regarding intervention or non-intervention

in life-threatening situations.

A schematic representation of these decision scenarios, illustratin ¢ the progressive increase
in the uncertainty and complexity associated with using quality of life considerations as a basis for

proxy decision-making, is provided in Figure 5.
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Figure 5

SCHEMATIC REPRESENTATION OF QUALITY OF LIFE
CONSIDERATIONS BEING USED TO BALANCE DECISIONS
IN PROXY DECISION-MAKING SCENARIOS
INVOLVING INCREASING DEGREES OF COMPLEXITY AND UNCERTAINTY.,

DECISIONS DURING LIFE-THREATENING ILLNESS
OR AT THE END OF LIFE
{Scenario Four)

INVASIVE PROCEDURE WITH UNCERTAINTY
RE WEIGHTING AND PRIORITIZING
{Scenario Three)

T MORE INVASIVE PROCEDURE 2
& UNCERTAIN OUTCOME
{Scenario Two)

NON-INVASIVE
INTERVENTION
{Scenario One)

Increasing
Complexity

Increasing
Uncertainty

QUALITY
OF LIFE
CONSIDERATIONS

The four decision scenarios outlined in Figure 5, will be described using narrative text
obtained during in-depth interviews with the respondents. The quality of life considerations which

are weighted and prioritized in cach of the decision-making scenarios will also be described.



Respondents frequently illus(rated their discussion of quality of life decision-making by
referring to specific case examples from their own experience. These case examples have been
included in the descriptive narrative which follows, in cases where the permission of parents/
guardians was obtained. Information about case studies describing the experience of specific
residents, involved comparison of information from parents and careproviders with observations
made by the researcher at Orthopedic Clinics, IPP meetings, and sensory stimulation programs

involving some of these residents.

A Non-Invasive Intervention: Scenario One

The initial decision scenario involves decisions relating to the use of external orthotic
devices. As orthotic intervention is non-invasive, the central research question focuses on the
ways in which proxy decision-makers apply quality of life criteria in deciding whether the
possible shost-term burdens imposed by the wearing of an orthosis justify the potential long-
term benefits of the device.

Orthotic devices which are frequently used at St. Amant Centre include various types of
splints, as well as a spinal jacket called the Soft Boston Orthosis. Orthoses are prescribed with the
objective of slowing or preventing the progression of skeletal deformities through proper positioning,

Although it is the therapy staff and the consulting orthopedic surgeon who recommend and
order orthotic devices, the staff on the living units are responsible for correct and regular application
of the orthoses, and for monitoring the residents’ responses. During in-depth interviews, members
of the nursing staff often expressed concerns about the potential discomfort experienced by residents
who use these devices. As one of the foremost priorities of the nursing staff is to assure the resident’s
comfort, some careproviders perceived that the use of orthoses was sometimes not in the resident’s
best inferests.

This apparent conflict of priorities was described by one of the living unit staff in reference

to splints which had been recommended for a specific resident.
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...[W]e were supposed to put these on- like apply these, and he wasn’t comfortable and you
could tell ‘cause he was always crying or whining. And, you know, to me comfort care for
him would be taking him out of the splints, even though he’s supposed to have them on.

This type of concern was most frequently expressed by careproviders in reference to the Soft
Boston Orthosis. In addition to concerns about potential discomfort, members of the lving unit staff
recognized that the contribution of the orthosis in preventing deformity in later life has not been
demonstrated in Tongitudinal studies. The following is an excerpt from an interview with one of the

aides who questioned the use of these orthoses or body jackets, especially for the older residents.

Even with a lot of these body jackets, I think these things should have been done when the
kids were much younger. At this point I say, are you really doing a kid any good any more,
when they’re twenty-two, putting them in a body jacket, afier they’ve been like this for so
many years? I think it should be done at a much younger age. Not that I'm blaming anybody.
If I'm told to put them on, I'1l put them on, but I can’t say that at this age it’s going to do any
good, other than preventing them from getting worse.

One of the nurses expanded upon these concerns in the narrative excerpt which follows.

I'm having a lot of problems with the appliances right now - having a lot of difficulty
accepting those for various reasons. I’'m not sure that they are serving any purpose, and I'm
not sure that anyone has been able to prove that they serve a purpose. I think they add to the
discomfort in many instances. Again, that’s very subjective onmy part. They do help some
of the children with sealing, but whether or not they prevent scoliosis from becoming worse,
[don’t really know if I'm convinced of that. As I say, no one has ever proven it yet to my
knowledge.

The speaker also recognized, however, that there was at least one advantage (o using the
orthosis; that being its contribution in assisting the resident to sit better in a wheelchair. Reference
to the impact of the Soft Boston Orthosis in improving the resident’s sitting posture was also made

by another member of the nursing staff,

I'think the residents that are in the body jackets, they sit a lot straighter in their wheelchairs-
they're not flopping over the side.
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The contribution of the appliance to improved sitting posture was most strongly emphasized

by the physiotherapists. Anexceipt from an inlerview with one of the therapists is presented below:

Soft Boston Orthoses - we’ve incorporated into seating a lot - have made a big difference,
Tthink, in the quality of many of the resident’s lives, because sitting isn’tnearly as big ahassle
or as stressful for them as it was, Many of them didn’t have control to be able to hold their
heads upright, or to use their arms, and with good supportive seating, it’s given them the
ability to move their arms and to hold their heads up and do other things,

One of the parents who was interviewed stressed both the potential future value of the orthosis
in preventing orlimiting deformities, as well as its current value in maintaini ng her daughter’s ability

to sit upright.

... Herbody jacket that she wears- heavens, if she wouldn’thave that, I'm sure her spine would
be way worse that it is, ‘cause it’s bad enough without it. But with it, it makes it much, much
straighter, sothat giveshera chance thatit would maybe stay at that, hopefully. Because some
of the children, as it gets worse, they have to lay all the time - they can't even sit,

These several examples illustrate the contradictions and trade-offs in decision-making
involving non-invasive interventions. Soft Boston Orthoses are provided toresidents to help maintain
erect posture when the individuals are scated. They are also provided to prevent or slow the
progression of future skeletal deformities such as scoliosis. Some careproviders, particularly
members of the nursing stafl, asked whether the orthoses caused the residents some degree of
discomfort, but admitted that they were unable to assess the severity of the discom{ort. The dilemma
for the decision-makers is whether the potential, but as yet undocumented long-term benefit of the
device in preventing or limiting spinal deformity, outweighs the perceived short-term burden of
discomfort. Careproviders from different professional backgrounds were observed to place a greafer
emphasis on either the burdens or the benefits of particular interventions. The dilemma of choosing
whether or not to intervene cannot, therefore, be resolved simply through weighing short-term

burdens against potential long-term benefits.
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Cméproviders and parents who were interviewed did, however, reveal one area of consensus.
Shared recognition of the contribution of the Soft Boston Orthosis in assisting residents to sit better,
enabled careproviders with different agendas to agree to use this appliance. In order to resolve the
dilemmaofhow to mosteffectively weigh shorl-term burdens againstlong-term benefits, careproviders
tended to focus on the most visible and consistently recognized benefit to the residents; that of
improving their ability to sit upright.

The next section will describe the nature of quality of life considerations related to the ability
to sit upright, and explore the reasons why careproviders considered this ability to be important
enough to justify an intervention which may cause discomfort, and for which the long-term benefit
is essentially unproven. Discussion will focus specifically on the ways quality of life criteria are

incorporated into decisions to use Soft Boston Orthoses.

Weighing Quality of Life Considerations: Scenario One

The narrative presented in the last section emphasized that the ability to sit upright in
wheelchairs or other types of mobile seating systems was considered to be of fundamental importance
by many of the respondents. Itis a widely accepted practice in health care that the capacity to maintain
non-ambulatory people in an upright position for at least part of the day has physiological benefits,
such as improving digestion and aiding in the prevention of respiratory problems associated with
being bed-ridden. As indicated in Chapter 6, however, benefits related to the maintenance of physical
well-being do not always carry the most weight in the process of prescribing and evaluating treatment
interventions. In discussing the value of orthoses in supporting residents in the seated position,
respondents verified that other quality of life considerations were of equal, or greater relative
importance, than criteria involving maintenance of physical health or well-being,

The contribution of appropriate seating to quality of life was described by one of the nurses,
who initially emphasized the physiological benefits, and subsequently recognized the importance of
seating in assuring the resident’s mobility. She then identified some of the additional opportunities

which were afforded by enabling residents to be seated in wheelchairs.
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I think that they should be seated. For meals it’s only normal that your di gestive system
is going to work better if you're in the upright position. And mobility - it’s good for the
family to have mobility, just stroll around the grounds in the summer....It gives them
a chance to experience other things....There’ll be more opportunities for them.

One of the physiotherapists focused on the opporlunities for functional and cognitive

development which were possible when an individual is well-supported in an upright position.

... They’re able to attend better in school when they're in a good supportive seating position-
o do more quality type things, or (o manipulate swilches, or whatever it may be.

Inthe narrative which follows, two other members of the physiotherapy staffalso commented
on the benefits of seating. In the first excerpt, the respondent emphasized the vital role of wheelchair
seating in achieving the treatment objectives established by the Physiotherapy Department, In the
second excerpt, the therapist stressed the importance of seating in terms of providing increased

opportunities for residents to see and experience more of the world.

Excerpt #1

We feel that it’s [scating] a very basic necessity for any quality of life that we can offer to
the individual. I guess from a movement point of view, a lot of our treatment philosophy is
really based on providing an opportunity for severely handicapped people to experience
movement, experience different positions, experience being handled, all those kinds of
things- rather than directing our treatment towards improving the physical capabilities. It’s
more allowing for some of the normal experiences that every person should be able to have.

Excerpt #2

..It's [seating’s] the link between people being stuck in bed, and people being able to be up
and see the world or see other parts of the world instead of just their room. And some of the
ones that are not able to sit up end up in bean bag beds basically, and look at the ceiling all
the time.

Although careproviders from all disciplines agreed on the central contribution of seating to
improving the residents’ quality of life, they acknowledged the problems of assessing the more

subjective aspects of the intervention from the resident’s perspective. They recognized that
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determining whether the ability to sit contributed primarily to improved physical well-being, or to
the enhancement of other dimensions of quality of life, was virtually impossible. One of the
physicians articulated this problem in describing decisions to re-seat individuals who had been bed-
ridden for several years. He/She noted that it was difficult to assess the benefits, but stressed that the
value of the intervention in terms of improving “human interaction” aspect was probably of primary

importance.

Iwould say that the short answer to that is that you get people up for the “human interaction”
rather than just the physiologic benefits, but again I emphasize that I'm not diminishi ng the
physiologic benefits of that, It’s still very helpful. The other thing you have to remember is
that sometimes you can’t separate the two at all.

One of the physiotherapists also expressed uncertainty in assessing whether the physical or
the social aspects of seating were the most important considerations. The informant indicated,
however, that the potential for facilitating social interaction was probably the primary consideration

in decisions involving one particular resident.

I'think she’s very sociable. She really likes being chatted with. And I think once you're
stuck in bed you can’tlook anybody in the eye and they can’t look you in the eye either,
So 1 think she’d probably get passed by on the ward quite a bit. Whereas if she’s up in
the chair, everybody stops to chat with her. So that’s probably the bi ggest thing. There
are other things like her chest. I think maybe she would have a problem with her chest
because she drools quite a bit when she's 1ying down where it doesn’t give her much of
a chance to clear her chest.... Probably sociability is the biggest thing.

The range of opinions expressed in the narrative of these careproviders reflects their
evaluation of the vital contributions of seating to maintaining dimensions of residents’ quality of life
otherthan physical well-being. These contributions included improving social interaction throu ghthe
development and maintenance of relationships with other people, and maximizing the residents’
cognitive development by providing the opportunity to attend school, workshops and other programs.
Seating was perceived by the respondents to be the “link” to enablin g theresidents to experience more

of life. Devices such as the Soft Boston Orthosis are accepted, therefore, despite some careproviders’



101

misgivings about the degree of comfort afforded, and despite uncertainty about the long-term
benefits. The contribution of the orthosis to the client’s ability to sit, and the subsequent opportunities
afforded by this ability are recognized by all careproviders. This area of consensus is thus animportant
factor in decisions (o use the orthoses.

The emphasis on seating as a means of creating opportunities for social and cognitive
development, reinforces the idea that physical well-being or health, while important, may be
considered of less importance than other factors pertaining to a resident’s quality of life. If physical
comfort were the only consideration weighted in this decision-making process, then it would seem
likely that keeping residents comfortable in bed withoul using orthotic devices which might be
deemed uncomfortable, or seating systems which rigorously support them in the upright position,
would maximize their quality of life. Other factors, however, were considered by careproviders from
all disciplines to be of equal, or greater importance than physical comfort. Decisions involving the
provision of orthoses and seating systems would, therefore, appear to reinforce the existence of a
hierarchial arrangement of criteria defining the dimensions of quality of life, as described in the
previous chapter. As will be notedin the next sections describing decision scenarios involving greater
degrees of uncertainty and complexity, however, a model describing quality of life decision-making

wotuld be much more complex than a simple hierarchial arrangement.

A More Invasive Intervention: Scenario Two

In the course of in-depth interviews, careproviders described other proxy decision-making
scenarios in which the invasiveness of the intervention necessitated the weighting of a number of
additional quality of life factors, and increased both the complexity and the uncertainty of decision-
making. One scenario centered on decision-making about the surgical management of progressive
skeletal deformities.

Progressive skeletal deformities tend (o occur in the presence of severe neurological

impairment, even among residents who are well-managed clinically. Hip dislocations, pelvic
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obliquity and progressive scoliosis can cause pain, and make it difficult for staff to carry out routine
care activities, Severe deformity can also compromise the residents’ functional capacity to sit
comfortably in a wheelchair.

Inssituations where the development of deformity is observed, surgical procedures includi ng
soft tissue releases, reduction of hip dislocations, and spinal stabilizations are sometimes proposed
as mechanisms to delay or arrest the progression. Decisions involving such surgical interventions are
usually made at Orthopedic Clinics by the orthopedic surgeon in consultation with the therapy staff
and the head nurses. Final consent for surgical procedures must be obtained from the parents orlegal
guardians.

As in the first decision scenario, the central question in decision-making centers around the
problem of weighing short term burdens against potential long-term benefits and an uncertain
outcome. Careproviders and parents must, however, consider a number of additional quality of life
factors in situations where orthopedic surgery is contemplated, The procedure is much more invasive
than the provision of an external orthotic device. A decision to perform orthopedic surgery requires
that the resident be transferred to an unfamiliar acute care facilily, and be subjected to a painful
surgical procedure. Careproviders are uncertain as to the amount of physical pain experienced by the
resident, and are also unsure about the extent of the emotional trauma caused by transfer to an
unfamiliar facility where care is provided by unknown careproviders. As withany surgical procedure,
the possibility of complications during or after the surgery must also be weighted in the decision-
making process. The specific nature of these uncertainties will be described in more detail in the

following section,

The Impact of Surgery on Physical Well-Being

Prevalent surgical interventions which were proposed included soft tissue releases and/or
varus osteotomies, both of which were recommended as ways of preventing or reducing hip
dislocation. One of the nurses summarized some of the concerns articulated by careproviders

in discussions related to decisions to perform hip surgery.
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Hip surgery, I'm not sure, because we’ve had some really unfortunate results here. On
one child- he had areally rough time in surgery- il set him way, way back in everything
and he lost all of his skills. He was sick for about a year and a half, It was areal problem
for him.

Maybe in the long run it has benefitted him, I don’t know. You have nothing to compare
it to. You don’t have two children that are identical - one you send for surgery and one
you don’t- then you compare the results. It just doesn’t happen that way. Ican’t say that
had they not done it, he would be sitting or not sitting. We justdon’t know, But I suppose
there’s been enough in the past where they haven’t done this surgery and have shown
that they end up not being able to sit or whatever,

In this statement, the informant describes: (1) the short-term burdens associated with the
procedure, (2) the problems of uncerlainty in assessing the future benefit of the procedure for the
resident, and (3} the problems of decision-making in situations where there is minimal objective
evidence to verify the efficacy of the intervention. On the positive side, the potential contribution of
the procedure in maintaining the resident’s ability to be seated was also acknowledged.

One of the physiotherapists claborated on the reasons for recommending surgery, referring
to the unchecked progression of severe deformities which has been observed among residents who
have not been treated surgically. The long-term benefits which were anticipated to be a consequence
ofthe intervention were noted, and areference was made Lo the secondary benefit of enabling residents

to sit better.

We know that one of the most frequent reasons why people develop deformity is because of
a dislocated hip, and this is why surgical management of a dislocated hip or a subluxating
hip we feel is indicated, because we’ve seen the deformities that people do develop without
surgical infervention,

I can’t say right now whether or not that surgicalintervention is - 10 years from now- is
going to actually show a decrcase in the number - not the number but the severity of the
deformities....But hopefully when we Iook at our population 20 years from now, we’ll see
a decrease in the number of bedridden individuals, the number of individuals who have
deformities to the severity that they aren’t able to sit up any longer, and you know we have
a population of those individuals right now,

Another surgical procedure which was sometimes considered was that of spinal stabilization.

Another of the physiotherapists discussed the long-term problems which are frequently associated



104

with severe progressive spinal deformity. In the narrative, reference is made to a decision involvin o

a particular resident who was a candidate for spinal stabilization surgery.

.1 think it will definitely be a big improvement in the long run because her curve is
progressing at such a rate that in another few years the spine is going to be on the pelvis,
and it’s going to very drastically restrict her respiratory status, and then we're going o run
into problems with things like pneumonia. If she picks up an infection, she’s not going to be
able to have the resistance or the lung capacity....

The informant elaborated on the potential improvements which were anticipated to result
from performing spinal stabilization surgery. The effects of the surgery on the client’s future quality
of life in terms of preventing pain and respiratory distress were emphasized. The therapist also
stressed that the surgery would improve the resident’s quality of life because the individual would

no longer require a body jacket to stabilize her spine.

I would think, in somebody like her case, that it would - the quality of life would improve,
Because I would think that cven from a comfort care standpoint that should - as they
deteriorate when they get older - if her chest is so that she can’t breathe easily, she’s going
to be in a lot of pain.

Alsoit means too that if she has surgery now, then once she’s throu gh the convalescent stage
she won’t have to wear a body jacket any more. She hates a body jacket - she’s a child who
is very uncomfortable - they’re not made for everybody - not all childien tolerate them....

The Impact of Transfer on Emotional Well-Being

Although the preceding narratives indicate that improvement in the physical well-being of
residents through the prevention of pain and deformity weighed heavily in decision-making about
surgical inferventions, it did not represent the only factor considered by careproviders. Respondents
also expressed their concerns about the impact of surgical intervention on residents’ emotional well-
being. A decision to perform surgery necessitates transfer of the individual to an unfamiliar acute care
centre where he/she does not know anyone. One of the aides from the living unit staff articulated her

concerns, describing the possible effects of transfer from the perspective of the resident.
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We've had a few cases where it seemed the kids were happy to come back- back home sort
ofthing. Familiar faces and all that. I think it mustbe scary for them to be sent out to a stran oc
place. It would be like sending a two year old. It’s a certain amount of security for them.
You're used 1o the routine and all of a sudden your whole routine is changed.

One of the nurses expressed the anxiety which she perceived that the residents experienced
when they are transferred to an unfamiliar setting, and were unable to comprehend the reasons for

the change.

It’s a big thing for them. They have to go to a strange place, and strange things are going {o
happen to them that they don’t understand and you can’t explain, It must be frightening in
some instances for some. The ones that are really low functioning perhaps don’t even have
a clue what’s going on. I really don’t know. Who’s to say?

Similar concerns were expressed by one of the physiotherapists, who stressed the inability

of residents with profound cognitive impairment to understand the reasons for performing surgery.

I'don’t think that they [the residents] have the capacity to be told (hat it's something that’s
going to improve them, or they don’t have the understanding that this was a necessary step.

This speaker also observed, however, that the residents may be cognizant of the fact that they
are in strange surroundings when they arc transferred. Periodically, during the time the investigator
was observing Orthopedic Clinics, careproviders obscrved that some residents appeared to be angry
or withdrawn fora period of time when they returned to St. Amant Centre after surgery whichinvolved
transfer to an acute care facility. In this excerpt from the narrative, the speaker attributes reasons for

observable changes in the behaviour of the residents.

... They know they were taken away somewhere, they know that they were somewhere where
no one knew them, and it was almost like we were getting rid of them and then subjecting
them to so much pain.

Another theme was identified by several respondents when they referred to the problems

which they perceived might be experienced by residents who were transferred to other facilities.
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They realized that careproviders in other facilities were not familiar with the residents, and
perhaps had little experience caring for people with severe-profound impairment. The aide
quoted previously in this section alluded to the potential difficulties which might be experienced

by siaff in acute care centres.

...If you haven’t dealt with any of these [individuals] in the hospital, and one of these kids
are brought in, you don’t know what the child likes or what the child doesn’t like,

‘The observations of this speaker were verified by both other careproviders, and by parents
of residents who were transferred to acute care facilities for surgery. One of the parents described her

daughter’s response to transfer.

I know when [my daughter’s] at Hospital, it appears to me that she’s been crying all
the time, or weeping all the time, and I’m sure that she’s really unhappy when she’s there.

The speaker continued, reflecting upon possible reasons for her daughter’s response, and
noting that different careproviders who were unfamiliar with the child and her daily care routines

could make the experience an emofionally traumatic one.

It’s really different when you’re in a hospital. Imean it’s not that there’s anything wrong with
the people that work there, but St. Amant is home and the people that work there- that’s like
their Mom and Dad and everybody all wrapped into one, you know. They depend so much
onthem. Soif you take them away from there, I'm sure it’s like taking you out of your home
and plunking you into a strange place....

... The people there don’t know her, and they don’t know what she likes or dislikes, and it’s
hard. And people from St. Amant can’t be there to tell them,

The potential physical and emotional trauma associated with invasive surgical procedures,
adds to the complexity of proxy decision-making in situations where decisions about surgery must
be made. The weighting of specific quality of life considerations which are incorporated into the

decision-making process will be described in the following section.
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Weighing Quality of Life Considerations: Scenario Two

Decision-making about surgical interventions is a complicated process. The potential lon o-
term benefits of orthopedic surgical procedures cannot be predicted with cerfainty. Short term
burdens, such as the amount of pain and the possibility of complications after surgery also cannot be
accurately predicted. The emotional effects associated with transfer to other centres were also
identified by many respondents as primary areas of concern.

Frequently, however, both the short-term burdens associated with the surgery, as well as the
uncertain long-term preventative effects, were outweighed by other considerations. Careproviders
emphasized the need to prevent the pain associaled with progressive skeletal deformities. They
stressed the importance of maintaining range of motion so that basic care activities such as bathing
and diapering could be provided without subjecting the resident to significant discomfort. Finally,
they recognized the importance of enabling the resident to be seated comfortably inamobility system,
and to continue to attend programs both within and outside the Centre.

One of the physiotherapists discussed the indications for orthopedic surgery, emphasizing
the importance of the roles of careproviders in relieving pain and ensuring that they can maintain

adequate physical care for the residents.

There’s actually two classifications, I think, of individuals for whom surgery is indicated.
One is the severely affected residents where we are actually trying to decrease the amount of
pain that a person is having through surgical intervention, or for those who are so severe that
perineal care becomes a problem when they're moved, and trying to put a diaper on, the
patients themselves are in pain,

These comments, describing the criteria used to recommend surgical interventions, empha-
size the immediate or short term goals of surgery. The physiotherapist went on to describe a second
set of evaluation criteria, justifying orthopedic interventions in terms of their longer-term benefits in
minimizing progressive deformitics such as scoliosis. The benefits of surgical intervention in terms

of preventing future deformitics, were perceived to accrue over the life course.
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I'would say in the past 10 years, there’s been more and more aggressive surgery done to try
and minimize the deformitics that we see, ... just because with our adult population we know
the problems that most of these individuals are going to run into in a few years.

The speaker then noted that, by minimizing severe pain and deformity, careproviders hope
to prevent individuals from becoming bed-ridden, to enable them to sit upright in a wheelchair or

seating system, and to participate in life as fully as possible.

For ourpopulation, if they can’t be seated comfortably during the day, it precludes them from
so many other activities. I mean a big part of the quality of life for a 1ot of our individuals
is just being able to get out of their rooms, and unless they have adequate seating, they can’t
get out of their rooms, they can’t attend workshops, they can’t attend all the other special

activities that occur outside the Centre, go to the Jets games. You know, what are they going
to do if they can’t sit?

S0, in terms of quality of life, I think it’s [scating’s] a very big issue....and surgical
intervention, because it does facilitate, or may facilitate scating, is another big issue.

Surgical intervention, therefore, by virtue of its potential role in preventing or minimiz-
ing pain and deformity and facilitating seating, was ultimately considered to enhance the quality
of life of the residents.

Some of the respondents’ preferences for interventions which enabled residents to sit
upright and avoid being bed-ridden, developed from their observations about the quality of life

of individuals who were re-seated after being confined to bed for several years.

I think when we look at some of the individuals who, in the past, we’ve givenuponin
terms of seating and arc now starting to re-seat again, when we look - at least from a
subjective point of view- at somecone who has had to lie on either a bean-bag chair or
a bed all day who can now be taken off the ward, taken outside for walks. You know,
you can’t ask that individual whether or not their quality of life - I wish we could - but
from an observational point of view you have to admit that that kind of life would be
much better, especially for those who you feel really enjoy being moved around, enjoy
being pushed.

Respondents asserted that enabling residents to be seated and mobile allowed them to see
more of the world than just the four walls of their rooms. They observed that the sense of pleasure

or satisfaction which this ability was perceived to provide, was an important consideration in
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decisions to carry out surgical procedures. Often, such considerations outweighed concerns about the
physical and emotional discomfort associated with the procedures. Although respondents empha-
sized that appropriate orthopedic intervention could prevent future painful deformities and compro-
mised respiratory systems, they also recognized that increased comfort in later life could not be
guaranteed. Theimmediate benefits of facilitating the residents’ physical care, preservin ¢ their abitity
to sit upright, and maximizing mobility and program participation, were part of the carcproviders’
subjective evaluations of the requisites for maintaining or improving quality of life. These
considerations provided common ground for consensus in proxy decisions where careproviders
decided in favour of surgical intervention.

Quality of life considerations pertaining to the physical and emotional well-being of the
residents, assumed greater importance in decision-making about orthopedic surgery thanin decisions
about the use of orthoses (as discussed in Scenario One). Although such considerations were not
necessarily the most important criteria in decision-making involving orthopedic surgery, they
assumed a more significant role because of the invasiveness of the intervention. The emotional well-
being of the resident also assumed greater importance in this decision-making example, because of
the necessity of transferring the resident to an unfamiliar acute care facility.

As in the previous scenario, however, if the decision to perform or not to perform surgery
were based solely on considerations pertaining to the resident’s physical and emotional comfort, non-
intervention might seem to meet those needs more fully. My observations suggest that it was the
combined recognition that the intervention should reduce fuiure pain, ensure increased comfort for
basic care procedures, and enhance the residents’ abilities to be seated in a mobility system, that
ultimately formed the basis for the careproviders’ decisions. Consensus on this combined set of
criteria ultimately allowed careproviders to agree on the need to perform a particular intervention.
Once again, quality of life considerations pertaining to the enhancement of the individual’s ability
for social interaction and intellectual/cognitive development are important decision criteria. The
significant weighting goven to physical and emotional well-being in decisions surrounding ortho-
pedic surgery indicate, however, that decision-making in some situations cannot proceed on the basis

of a simple hierarchial arrangement of the various dimensions of quality of life.
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A More Controversial Intervention: Scenario Three

Asnoted in the previous section, the process of deciding to perform orthopedic surgery when
there is a significant amount of uncertainty about the potential risks and cutcomes of the procedure,
can be problematic. A consensus can be usually be developed, however, on the basis of quality of life
considerations which are recognized as being important by all decision-makers, The following
section describes a decision scenario in which the complexities of decision-making about aninvasive
surgical intervention are significantly increased, due to uncertainty among careproviders as to which
quality of life considerations should receive primary consideration. This decision scenario exem-
plifies the potential for conflict, in situations where careproviders disagree about the relative
contribution of specific dimensions of quality of life to the enhancement of overall quality of life.

The interveniion considered in this third scenario is gastrostomy, a surgical procedure
through which a feeding tube is inserled directly into the stomach. Gastrostomy is frequently
performed onresidents whohave been fed for long periods of time through naso-gastric tubes, as well
as on residents who experience significant difficulties with oral feeding. Decision-making about
gastrostomy surgery involves considerations which are similar to those described in decision-making
surrounding orthopedic surgery. The physical pain imposed by the procedure, the emotional trauma
associated with transfer to another facility, and the possibility of complications during or aftersurgery
are all taken into account by decision-makers.

An additional element of uncertainty is often introduced as careproviders express differing
opinions as to the impact of the procedure on specific dimensions of the residents’ overall quality of
life. As will be illustrated in the narrative of informants describing their decisions, there was a
significant degree of consensus among careproviders and parents as to the physical benefits which
could be derived from gastrostomy. There was also general agreenient among decision-makers that
performing a gastrostomy enhanced quality of life in cases where residents had been subjected to
long-term naso-gastric tube feedings. In cases where gastrostomies were performed on residents who
were previously orally fed, however, and where a decision in favour of gastrostomy would result in
a loss of oral feeding skills, there was less agreement about the effects of the procedure on overall

quality of life.
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Naso-Gastric Tubes vs. Gastrostomy

Two of the nurses who were inferviewed summarized their perceptions of the physical
benefits which were derived from gastrostomy, and compared the benefits of the procedure with those

of naso-gastric (levine) tube feedings.

Excerpt #1

There’s problems with Ievine tubes with aspirations, excessive mucous. With the gastrostomies
there’s less chance of aspiration and (hey’re not as mucousy because they don’t have that tube
going down their nose. When they get mucousy you have to suction them and I'm sure that’s
not comfortable for them,

Excerpt #2
When you put in a gastric tube, it can go into the lung. They kept pulling them out as well.
Alot of them don’t touch their G-Tubes. They think they’re comfortable.

Another of the nurses described what she perceived to be additional benefits of gastrostomy
feeding for residents who experienced difficulty with oral feeding and who, in the past, would have

been fed via a naso-gastric tube.

People who are no longer able to eat orally used to receive nasogastric feedings, and the tube
was really visible and irritated the mucosa and it often necessitated having the person’s hands
having to be restrained so that they wouldn’t pull the tube out. So when we started doing
gastrostomies it meant the person gained weight, had use of their hands, the catheter wasn’t
as evident, and I think that contributed to the quality of life. Once they gained weight they
seemed to get more ambitious, they were nourished and they were more aware.

The contribution of the gastrostomy to normalization of the residents’ appearance was
described by one of the parents, on the basis of observing her daughter’s transition from a naso-gastric

tube to a gastrostomy tube.

The tube inher nose was- well, it wasn't nice to look at either and- it’s okay for us to gsetused
to it, but some of my family had a hard time, or have a hard time still to accept those things,
ifthey don’tsee them all the time. So actually having the tube where it is now is good because
it’s out of the way and nobody sees it and it makes her ook more normal,
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‘These narratives suggest that the benefits to the client of having a gastrostomy rather than a
naso-gastric tube were generally recognized. As mentioned previously, however, there was muchless

agreement regarding the insertion of a gasirostomy tube for individuals who were fed orally.

Oral Feeding vs. Gastrostomy

Several careproviders expressed concerns about the loss of oral feeding skills, which resulted
from a decision to perform a gastrostomy and the impact of this foss on the residents’ quality of life.
To some extent, the focus on specific aspects of quality of life again reflects the specific professional
ideology and scope of practice of the careproviders who were interviewed. While the nursing staff
focused on the benefits of the procedure for improving nutrition and decreasing the risks of aspiration
associated with oral feeding, careproviders from other disciplines emphasized the loss of the
pleasurable and social aspects of feeding. The informants who emphasized social interaction and
increased pleasure also recognized the potential physical benefits of gastrostomy, but indicated their
conviction that the impact of the procedure on other dimensions of quality of life should be considered
in decision-making,

A number of issues were raised by careproviders who were hesitant to condone the
widespread use of gastrostomies. In the following statement, one of the occupational therapists
expressed concerns about the loss of oral stimulation which is a consequence of feeding a person via

a fube which goes directly into the stomach.

...50 what happened was, alot of people went... for gastrostomies, which was great, but none
of these people were ever on any sort of oral stimulation program, So at mealtimes, basically
what happened was, they'd get hooked up to their tube and that was ii....

This informant also noted that performing gastrostomies resulted in aloss of interaction time

between the resident and the person feeding the resident,
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It just to me makes common sense that you make it seem like a mealtime because these
people get so few one-to-one interactions living in this sort of atmosphere. I mean it’s
an institution, so mealtimes ... should be a pleasant one-to-one interaction.... That's
what mealtimes are is a social time, and they weren’t getting that.

One of the physiotherapists also cited loss of resident and careprovider inferaction time as

a significant consideration in decision-making.

Withregards to gastrostomy, the minute that you’ve done it, you've taken away perhaps
4 half-hour times of one-to-one contact that that child would have had while they were
being fed. You have to very carcfully weigh the fact that you’re going to lose that, and
whether or not that was quality time, or whether that half hour was spent fighting to get
it done.

The importance of considering the effects of the procedure on all dimensions of quality of
life was reiterated by one of the psychologists. This respondent cmphasized that the physical benefits

might not be the most important considerations in all cases.

I don’t think that the personat aspects of feeding were looked at as closely a few years ago
as they are now. These are being used to balance decisions. Even if it may benefif a person
from a health perspective to go to gastrostomy feeding, if peaple feel they're going to lose
important social opportunities, or if feeding is something that they still seem to en joy, then
I think that’s offsefting the health considerations,

The specific quality of life considerations which were discussed in the process of decision-
making about gastrostomy, and the relative weighting of these considerations will be discussed in the

next section.

Weighing Quality of Life Considerations: Scenario Three

Quality of life criteria, other than those centering on the impact of gastrostomy on physical
health, were observed to be applied in situations where careproviders agreed that it was inappropriate
toperform a gastrostomy. One of the careproviders described asituationinvolvi ng aresident who was

able to communicate his own consent in a decisioninvolving a proposed castrostomy. The informant
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used the case description to illustrate a situation where social interaction considerations were given
higher priority than physical safety or comfort. The carcprovider concluded that this particular
resident’s decision reinforced the preferences of some careproviders (o ensure that such considera-

tions be given appropriate weighting in gastrotomy decision-making.

...] know we had one individual, he was able {o communicate, tcll us when he was having
feeding problems. So he was given the choice, “Do you want the gastrostomy?” We showed
him what it looked like and how it was in your stomach- hooked up for feeding, and he did
have a choice whether he wanted to continue having problems, and aspirating, and getting
pueumonia, or having a gastrostomy.

He opted not to have it. So it proved to us that for him it was a nicer experience choking and
gagging than being hooked up to a tube. That was his choice because he enjoyed the taste,
he enjoyed the social climate. He didn’t want to be an outcast and be the only one that had
a bottle.

One of the parents interviewed described her decision to refuse a gastrostomy on behalf of

her son, emphasizing the enjoyment which he gained from eating.

As far as choosing for him because he can’t choose - things like when they wanted to do the
stomach thing - Tdidn’t feel that that was something that he needed to have, and that we could
work around that in a different way.... That was one of his best things was eating.... That
was his big thing. I mean what else has he got?....

This parent also stressed the importance of allowing her son to exert some control over his

life by being able to indicate preferences for different types of food.

Ithinkit’s a control thing too. I mean what control has he got over his life other than keeping
his lips shut when somebody’s trying to stuff something into them that he doesn’t like?

The differences of opinion over which considerations should receive priority in decisions
aboutl gastrostomy surgery, illustrate how proxy decision-making siluations can become very
complex. In the case of decisions about gastrostomy, carcproviders from different disciplines and

with varying intensitics of service involvement, may tend to weight specific aspects of quality of life
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more heavily than others. Careproviders who are most intimately involved with the physical care of
theresident(e.g. nurscs)perceive that the physical benefits of the procedure are of primary importance
indecision-making, and that the short-term burdens imposed by the surgery and the transfer to another
facility are outweighed by the long-term benefits. The narrative of members of the nursing staff, who
emphasized weight gain, prevention of vomiting and aspiration, decreased mucous production and
general indicators which they perceived toreflect increased comfort, exemplify this viewpoint. Other
careproviders, while acknowledging the physical benefits of gastrostomy, were concerned that the
procedure resulted in trade-offs involving diminished quality of life in other dimensions. They
emphasized the pleasurable and social aspects of feeding, and the importance of enabling the resident
toexert some degree of control by indicating preferences for specific types of food. These respondents
stressed that the potential effects of the procedure on other dimensions of quality of life should not
be overlooked by decision-makers and, in some cases, believed that such considerations outweighed
those related to physical well-being. These fundamental differences of opinion are reflected in a later
section of this paper where careproviders describe how gastrostomies are sometimes performed

despite a lack of consensus.

Life Threatening Situations: Scenarioc Four

A fourth type of decision scenario which was identified in the narrative, involved the type
of care which is offered to residents in life-threatening situations. These scenarios often reflected
situations presenting the greatest Ievel of complexity and uncertainty. Although the Roman Catholic
Church has developed guidelines about the care of the dying person in accordance with its traditions
and moral principles, the individual moral, ethical, and religious beliefs held by the careproviders and
parents who participate in decision-making can create situations which are unexpectedly complex.
In some situations, there is uncertainty as to whether aggressive intervention or non-intervention best

meets the needs of specific residents during life-threatening illness or at the end of life. The intimate
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relationships which often develop between staff members and residents can also increase the
difficulty associated with end-or-life decision-making.

Despite the overlying dimension of neurological impairment, many of the residents at St.
Amant are assessed as having a stable medical status and, overall, are in fairly good health. Some
residents, however, have irreversible medical problems. These individuals are considered medically
fragile, and may experience repeated life-threatening episodes. Older residents who have surpassed
average life expectancy for this population, or whose cardiovascular and respiratory systems are
compromised by advanced skeletal deformilies, are also prone (o experience complicalions which
may threaten life.

Several of the careproviders discussed their perspectives on aggressive {reatment interven-
tion for chronically-ilt residents in the event of serious miedical problems. Inparticular, they discussed
cases where there was little or no hope of maintaining the minimal requisites which were perceived
to be necessary in sustaining an acceptable quality of life. These cases included residents who were
perceived to have little quality of life because of the effects of ongoing medicat problems and/or
recuiient acute illnesses, and cases where profoundly impaired infants had been admitted to St. Amant
Centre for palliative care without the expectation of long-term survival,

Indiscussing cases involving life-threatening situations, respondents described the difficul-
ties associated with setting agreed-upon limits to active intervention in cases where prolongation of
life was not perceived to be in the best interests of the client. The influence of the guidelines which
have been developed by the Catholic Church concerning proportionate and disproportionate means
of treatment for the dying person is reflected in the following excerpts from an interview with a

member of the psychology staff,

...In the Cenfre here it’s a quality of life issuc. Is that life a quality life? Should we try and
maintain it at all costs? My views may have changed a little bit in the last few years in the
sense that I think we don’t necessarily have to keep people alive at all costs. But when you
come right down to it, what are the boundaries?
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This person went on to discuss differences in the management of an acute episode which can
be treated with full expectation of the client’s recovery to their former state, and a situation in which

there is little hope for recovery.

... The natural thing is when someone gets sick, you treat them....If you have pneumonia, we
treat you with antibiotics and the pneumonia would go away. The person will usually be
functioning like they were before. It’s not a chronic sickness. In most cases, it’s curable.

With residents here... because of the physical impairments, it’s much more serious and they
may not ever get back to be what they were. But that’s not possible to tell ahead of time. If
there’s no hope for a person, that might be one thing, but if it’s an acute illness that can be
cured, it’s not really a contentious issue.

A member of the physiotherapy staff articulated her personal perspective on decisions to
aggressively intervene in cases where residents experienced recurrent life-threatening episodes, and

where there was little or no potential for recovery 1o a state of overall health,

When I do see people struggling with their breathing, when you see somebody in the final
stages - I've personally reated three or fourof them in the last stages - and at that pointIwould
think it would be cruel to intervene because that particular person is suffering and it’s not
as if life is going to be that much different. And it’s likely that they’re going to be going

through that over and over again, because they have very compromised respiratory systems.

One of the resident’s parents stated that she would basc a decision about allowin gaggressive
intervention for her daughter on her projection of what she would want for herself in a similar
situation. She emphasized that prolongation of life by artificial means was not somethin ¢ she would

choose for herself,

As faras directives, should [my daughter] become ill or anything, I would think it would
be probably similar to what I would want for myself. If she’s going to be in alot of pain
and suffering, then certainly none of this keeping her on life-support machines and this
kind of thing....I don’t want to be in a hospital hooked up to machines for ions.
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Comfort Care Guidelines

In the preceding section, a consensus of opinion can be identified in the views of
careproviders and parents with regards to aggressive intervention, in cases where there is little or no
potential for recovery to the resident’s former state. This consensus about the desirability of less
aggressive intervention has resulted in the implementation and development of specific “Comfort
Care Guidelines.” These guidelines present four optional types of care which can be providedinlife-
threatening situations.

The guidelines were summarized by one of the physicians who was interviewed.

...[Wle explain to them [parents] what kind of care we can offer at St. Amant. We don't run
IV’s, we don’t ventilate, we don’t have heart monitors. That's what we view as comfort care
and is what we provide at St. Amant.

If they're happy with that, we would have a “No Resuscitalion” order and a “No Transfer
From Centre - Comfort Care Only” guideline.... That would be a Level L. Level 2 would be
transfer to hospital, but no CPR - for stabilization only...and transfer back immediately....
Third level would be transfer to hospital, stabilization and treatment of the condition, but no
ICU and no resuscitation, And the fourth level would be full care including resuscitation,

Parents/guardians are made aware of these options and can decide, in consultation with staff at
the Centre who know the resident well, what they feel would best meel the needs of each particular
individual,

One of the nurses described the philosophy underlying the development and implementation

of these guidelines.

...In the community, in long term facilitics, there is a lot of thought being given to
comfortcare, using dircetives, and it’s okay not to treat. We have adopted some of those
philosophies so that if there is no cure for the person, if there is no chance for his
condition to improve then, with a joint conference including the parents - the public
frustee- we have opted to keep the resident here and provide comfort care.

The criteria used in deciding whether quality of life is sufficienlly compromised to justify

non-intervention and the provision of comfort care only, were outlined by one of the physicians. This
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speaker emphasized that not only are aspects of physical health considered when assessing

diminished quality of life, but also factors such as the resident’s inability to attend programs.

We wouldn’t go to somebody who's going to workshop every day, happy, cheerful, loving
life- we would not accept a “comfort care only, don’t treat” kind of option for a person like
that. So we wouldn’t seek them [advance directives] from those parents.

-.[A)gain it’s a judgment of quality of life. It’s where we think that there is little quality:
they're sick all the time, they’re deteriorating in their health, they rarely leave the ward cause
they’re not well enough to go to workshop or anything. Weuse those all as indicators of health
or of well-being, and we try to obtain it [a directive].

The preceding narrative indicates that, once carcproviders have assessed a resident’s quality
of life as being significantly compromised, they are able to initiate discussion with the parcnts about
the options available under the comfort care guidelines. One of the parents discussed her decision to
opt for “comfort care only” after her daughter had experienced one of several recurrent life-

threatening episodes.

Imade that decision after the last - well, she was really really sick a year ago. ..theydidn’t
think she’d live through the night. And we came and stayed with her the night at the
hospital and she got betier by morning - a little bit better- she never really gets better....
So before they sent her back, I spoke to doctors at Hospital and decided
thatif she gets sick again, or if anything happens again, they don’t have to do anything,
Cause to me she’s not living, she's existing,...and she can’t get better. ... I don’t want
her to go through any more of that. I just don’t. I don’t want us to go through any more
of that either.

Weighing Quality of Life Considerations: Scenario Four

Inaccepting the use of the “Comfort Care Guidelines,” both careproviders and parents were
adamant that, in the event that a decision against aggressive intervention was reached, the resident’s
physical and emotional comfort must be given priority. Respondents alluded to the importance of
good palliative care, and spoke of their willingness to provide physical and emotional support to the
residents until the end of life. One of the physicians described the Centre’s commitment to good

palliative care,
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Most families opt for comfort care only here. And we’re very comfortable with that, and I
think we do that really well....we provide one-on-one staffing, whereas hospitals would
never be able to do that even for people who were dying.

Several careproviders linked statements of their commitment to provide good palliative care
with descriptions of their reservations about transferring residents to other centres for care at the end
of life. This reluctance to see terminally-ilt residents transferred was supported by the perception that
staff in other institutions were often less aware of the non-communicative individual's needs and,
consequently, would be less able to provide adequate emotional support. Two of the nurses
interviewed expressed the importance of meeting the resident’s emotional needs at the end of life.
Both careproviders’ narratives reflect the uniqueness of the care environment of St. Amant Centre,

and the expertisc of the staff which enables them to interpret the resident’s needs.

Excerpt #1

Most [parents] opt for comfort care here because of the expertise of the staff. When they go
to another institution, they become just another patient. We know their crying and what it
means,

Excerpt #2

..Alotofthem {parents] say, “Let’s keep them here, lef’s not transfer them to another hospital
inthe event that they have acute pneumonia because they don’t know them, they don’t know
what is normal for them.”...This way our resident doesn’t get left alone when he needs the
most attention.

The staff’s concern for the residents” emotional well-being was summarized by one of the
psychologists, who commented on the trade-offs which were made in choosing between care regimes
emphasizing technologically-based life support, and comfort care at the end of life. This respondent
indicated that careproviders felt that maintaining existing relationships, and providing emotional

support through good palliative care, were of primary importance for the residents under their care.

One of the big considerations (hat Ied to the development of advance directives was the sense
that we weren't doing residents any big favour either from a health or a comfort point of view
when we transfer them off to acute care centres during the time of a medical €mergency.,
While there may be a better technology in terms of equipment and facilities at acute care
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centres, there certainly wasn’t the knowledge base in terms of people with profound
disabilitics....

That wasone of the factors thatreally started people to think. More important than technology
- we have the basic technology, maybe that's adequate - and what we’re gaining by
transfetring people for a bit more technology, we're losing as a tremendous amount of
comfort and family involvement, and involvement of staff that they’re already having
relationships with.

The type of decision-making that surrounds life-threatening situations, and the very existence
of the comfort care guidelines, serve to re-emphasize those dimensions of quality of life which
careproviders and parents feel to be most important in decision-making, Criteria centering on the
residents’ continuing ability to maintain relationships with people, to cxperience some degree of
social interaction, and to participate in the programs and activities which they enjoy, were rated as
the most significant criteria. When residents are no longer able, or have never been able to
participate in these types of interactions, quality of lifc is considered to be severely compro-
mised. If, in addition, residents cxperience recurrent illuess and/or irreversible physical
suffering, quality of life is seen to be further compromised. Careproviders and parents are then
able to decide, generally with the support of all concerned, that non-intervention in the event
of a life-threatening acute episode is in resident’s best interests. At the same time, however,
respondents expressed profound concerns for the residents’” emotional and physical well-being,
and recognized that meeting their needs in these dimensions is essential to providing quality
care at the end of life.

Chapter 8 describes some additional considerations which frequently complicate decision-
making for careproviders involved inmaking proxy treatment decisions. One group of considerations
isrelated to internal organizational factors. Discussion of these considerations will center around the
impact of alternative interventions on carcprovider workload. A second group is related to external
societal views about the valuation of disabled people. Discussion will focus on issues pertaining to
the application of the principles of distributive justice in the allocation of health care resources, and
the impact of rapid advances in technology on the decisions which are made on behalf of profoundly

impaired people.



CHAPTER 8

CAREPROVIDER PRIORITIES
AND SOCIAL WORTH CONSIDERATIONS

Introduction

Before systematic data-collection was started, it was hypothesized that both internal
organizational factors and external societal values would influence proxy decision-making (Chapter
3). Internal organizational factors included considerations pertaining {0 the impact of alternative
interventions on careprovider workload. External societal values included considerations related to
the valuation of disabled people, and the application of the principles of distributive justice in the
allocation of health care resources,

During in-depth interviews, therefore, respondents were invited to share their views of the
ways in which these additional considerations were perceived to influence proxy decision-making.
Narrative relating to the impact of specific interventions on careprovider workload will be presented
in the first section of this chapter. The sccond section will present careproviders’ concerns about

issues related to socicty’s perception of the value of disabled people.

Careprovider Workload and Decision-Making

In the process of describing how specific considerations are weighted and prioritized in the

process of making decisions about treatment interventions such as arthopedic surgery and gastrostomy,
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participants were asked to discuss the impact of these procedures on careprovider burden. The subject

was introduced with the following statement:

Interviewer:

I’ve been trying to get a feeling for how particular considerations are weighted in the
decision-making process. Is the resident’s quality of life the only consideration, or are
factors related to careprovider workload also considered? As interventions such as soft
tissue releases can be seen to make caring for that resident easier, can you separate the
benefits to the resident from the benefits to the careproviders who care for that resident?

Some of the respondents indicated that careprovider burden was considered either directly
orindirectly, depending on the proposed infervention. There was a recognition that, since determinin g
what was best for the resident was often very difficult, careproviders sometimes had to assume that
procedures which made caring for that person easier, would have the indirect benefit of improving
their quality of life. One of the psychologists described the difficulty which he/she experienced in

scparating the resident’s best interests from careprovider interests.

I'think it would be nice if they could [separate the interests of caregivers from the interests
of residents]. I'm not sure if it’s possible. 1 think in all decisions like that, everyone has a
resident’s agenda. I think everyone docs have their view of the resident’s best interest.
Personal circumstances and agendas always confound in what we think is going to be in the
resident’s best interest, So I'm not sure if it’s possible to totally rule out staff interest.

The speaker went on 1o state that the effects of various interventions on careproviders were

at least recognized in the decision-making process.

I'think that on the positive side, it is acknowledged. T think all that people can do is
reasonably acknowledge that there are benefits or disadvantages to staff, and try to
consider those benefits or disadvantages as part of the whole equation, rather than
pretend that they den’t exist,

Another of the psychologists expanded upon this theme by describing the process which was
used in an attempt to separate staff interests from the interests of the client when a referral for

behaviour modification was received,
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When I get a referral, though, the first thing I would look at is, would carrying out this
request improve the person’s quality of life...? Sometimes, of course, the request might
be only for sfaff convenience. It wouldn’t really have much effect on the resident’s
quality of life. That kind of thing can still be important in terms of staff satisfaction, but
I'would think that has a much lower priority than things that directly affect the resident’s
quality of life.... :

This speaker then commented that the process of determining whether the careprovider
and/or the resident has benefitted most from a specific intervention is often a difficult, if not

impossible, task.

Sometimes they’re related; if staff find it especially difficult to work with a person for
example, and they ask me for some procedure to deal with the problem, the dealing with the
problem might not be directly related to the person’s quality of life, butif it affects the kinds
of programs that the person can take part in, who is willing to work with them, the attitudes
that the staff have towards that person, there might be an indirect relation to the person’s
quality of life,

Other careproviders concurred with this viewpoint stating, in essence, that what was good

for the careprovider should also be good for the resident. One of the physician’s stated:

...Idon’t see anything wrong with saying, “If a careprovider’s happier and finds it easier to
take care of somebody who's completely disabled -,” that that’s not in fact good for the patient
or the person - the disabled person. Unless of course you can see that for some reason

it’s in fact harming them,

Specific Interventions and Careprovider Workload

Interventions which were discussed by the careproviders wilh respect to their effects on
workload and ease of care, included the use of various orthotic devices, as well as surgical procedures.
Specific interventions were noted to affect careprovider workload in different ways,

Some interventions, such as the use of orthotic appliances and seating systems, served to
increase careprovider workload because of the time spent in applying the orthoses, or positioning the
client properly in a seating system. One of the head nurses discussed the effects of such appliances

on the worklead of the staff on one living unit.
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I find that the staif evenfually does adjust to it. They are sometimes reluctant at first, but [
think I'm fairly blessed with a really good staff who see almost always what we're telling
them, and they believe us that we’re doing it for the benefit of the resident. They will go along
with it. Yes, it definitely adds to the care, makes it much heavier- much more difficult, but
they are always willing to try. Eventually they become accustomed to it like anything else.
They just adjust.

Other interventions, such as soft tissue releases, could be scen to decrease careprovider
workload. Soft tissue releases are sometimes performed when spastic muscle groups in the lower
limbs become shortened, creating problems in the performance of routine care activities such as
bathing and diapering. The imporiance of factoring considerations pertaining to careprovider
workload into decision-making about orthopedic surgery, was openly acknowledged by individual
careproviders during in-depth interviews. One of the physiotherapists described the importance of

considering ease of care in decisions regarding soft tissue releases.

There’s actually two classifications, I think, of individuals who surgery is indicated for.
The oneis the severely affected ones where we are actually trying to decrease the amount
of pain that a person is having through surgical intervention, or for those who are so
severe that perineal care becomes a problem. When they’re moved, and trying to put a
diaper on, the patients themselves are in pain, It’s very difficult for caregivers
themselves to keep residents adeqguately cleaned, and so soft tissue releases or even a
varus osteotomy may, in fact, facilitate careproviders. So thal’s one area- to facilitate
careproviders and to decrease pain.

One of the nurses concurred with this assessment, noting that what was good for the
careproviders in this situation was also good for the resident, and that it was difficult to separate these
two considerations. This speaker recognized that increased difficulty in providing adequate nursing

care for residents might eventually contribute to the development of additional problems.

Thinking of one child in particular..., he could really use it [soft tissue releases]. It’s getting
to the point where putting a diaper on this child is extremely difficult, That’s not just for ease
of care, that's for the child himself.

Once you get to the point where you can’t put a diaper on them, how are you going to maintain
skin integrity, and all that other kind of stuff? It's very difficult if you're not going to be able to
getinthereto cleanthem. Looking atitthat way, I canseethe soft tissue releases asbeing a benefit,




126

This attention to carcprovider considerations was also noted in observations made at
Orthopedic Clinics. A short conversation which was recorded in the field notes will serve to illustrate
the linkage between careprovider considerations, and client-oriented considerations. The speakers

were discussing the pros and cons of a specific surgical procedure for one of the residents:

Speaker #1. “How would it help her quality of life?”

Speaker #2. “It would help her caregivers and that’s part of quality of life, whether right or wrong.”

Balancing Client and Careprovider Considerations

Even though the necessity of factoring careprovider considerations into the decision-making
equation was generally recognized, some respondents expressed concern that undue attention fo such
Tactors might lead to situations where careprovider convenience becomes the primary consideration
in decision-making. Some of the informants were adamant that this should not be allowed to occur.
One of the careproviders referred to the potential changes in decision criteria which could occur, in

situations where gastrostomy surgery was increasingly being used as the treatment of choice.

Now that we’ve become a litle more accustomed to sceing the gastrostomy, and it doesn’t
seem as invasive or whatever to people, the main thing that I'm concerned is that we would
err in the other way, and again to accommodate other priorities like getting people fed and
maintaining body weight etc., that people might get gastrostomies before they really have
other options exhausted.

Another of the careproviders reiterated the importance of ensuring that decisions to perform
gastrostomies were not made primarily on the basis of criteria emiphasizing the convenience of the

procedure in terms of facilitating subsequent management of feeding for careproviders.

.. know the attitude a lot of times {rom the nurses’s aides is that it is difficult to feed
the child, takes too long, we have lots to feed. But I don’t really think that’s a reason
to give the kid a gastrostomy. I think they felt that it was just a minor kind of surgery...,
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butit’s still a surgery. It still means the child has to go to the hospital and get all of this done.
One of my kids died - not as a result of the surgery, I guess, that’s what I’ve heard - but it
may nothave happenedifshehadn’t gone in. Ithink the sericusness of gastrostomies is alittle
more clear now. It’s not just a tube, easier for everyone.

Thus, while the benefits and burdens of specific interventions as they affected careproviders
were acknowledged as legitimate factors to be considered in the decision-making process, there was
also a recognition that decision-makers must be cautious, and ensure that factors related to
careprovider workload do not become the primary motivation for deciding in favour of a particular
intervention. In times of imposed spending restraints, procedures which save time and have the effect
ofdecreasing careprovider workload, could also be construed as measures which would cut costs. The
effects of specific procedures, in terms of their relative impact on the quality of life of the residents
and the workload of the careproviders, must be carcfully assessed.

‘The next section will present themes from the respondents’ narrative in which they discussed
how society’s views about the valuation of disabled people are perceived to influence decision-
making. Careproviders’ concerns about the application of the principles of distributive justice and the

impact of rapid advances in biotechnology arc also presented.

Social Worth and Decision-Making

In the course of the in-depth interviews, some careproviders expressed concerns that
decision-makers outside Sf. Amant Centre might use social worth criteria as a basis for evaluating
the quality of life of the residents. Informanis articulated the fear that institutionalized individuals
who are permanently and profoundly impaired might be denied access to specific services and
adaptive equipment. Careproviders felt that external decisions to withhold resources could be based
on the public’s perception that the residents would never be “contributing members” of society, and
that resources might be more appropriately concentrated on the care and rehabilitation of individuals
whose impairments werc less severe. Such viewpoints were perceived to be in direct opposition to

St. Amant’s philosophy regarding the dignity of the person and respect for human life.
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In order (o elicit more information about social worth considerations, participants were
asked to describe their perceptions of society’s views of quality of life as applied in evaluating the
experience of people with profound impairment. The subject was introduced with the following

statcment:

Interviewer:

I'want to get a feeling as to whether people think that there are any kinds of limitations to
the amount of treatment, or the number of interventions you might use with residents who
are profoundly impaired. Does society’s notion of quality of life, or I suppose the social
worth of the individuals who arc in this kind of institution, affect decision-making at all?

Many of the respondents prefaced their answers by stating that they felt most people
outside the Centre had very little knowledge either of the level of impairment of the residents,
or of the nature of the care and programming which was provided. One of the parents who was

interviewed expressed this viewpoint:

I'think that most pcople don’t have a clue about what’s going on unless they’re involved
init....Lots of people have big ideas on it- you know if you were to ask them about it
I'm sure they’d have something to say; but until they’ ve actually been in that situation,
what they have to say isn’t valid anyway as far as ['m concerned, because they don’t
know.

Some of the respondents stressed, that because most outsiders had no emotional relationshi p
with people who are impaired o the extent of the residents at St. Amant Centre, they would experience
little difficulty in making decisions based on more generally-held beliefs about social worth, One of

the physiotherapists made the following obscrvations:

Some people, especially people who've had no contact with residents - with people wholive
in an institution - or this type of resident for example, they have no emotional contact with
it. It’s very casy for them to say, “They’re not contributing members of society. Isn’tit terrible
they were born this way? Isn’tit too bad they had tolive? It would be ablessing if they would
go.” L think people like that really don’t think aboul what they’re saying because they really
never had the experience.
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The speaker wenton to say that those who had experience working with individuals who were
profoundly impaired, saw them in a different light, and were more readily able to accept them as

people with different levels of ability.

I'think it’s harder for people in society who have had contact with those types of individuals
or have worked with those types of individuals, because they see them as people with
feclings.... These other people, it's just that their life is sort of on a different scale, that’s the
way I see it. Everything is relative to what you're used to.

Application of the Principles of Distributive Justice

As indicated previously, some carcproviders expressed concerns that social worth criteria
(criteria which might be used in assessing one’s actual or potential value to socicty), mi sht someday
be used to govern the distribution of expensive or “scarce” health care resources. In this event, it was
perceived by some of the careproviders at St. Amant Centre, that rationing of some services to
permanently and profoundly impaired institutionalized individuals might be instituted. This percep-
tion wasintensified by the current environment of health policy in Manitoba, in which concerns about
the nature of health care reform and resource cutbacks are affecting careproviders in all health care
settings.

Although many of the careproviders at St. Amantindicated their commitment toensurin o that
the residents have equal access to equipment and services, they recognized that society outside the
institution might have different views. They also rccognized that competition for health care
resources is increasing, and arliculaled concerns that the principles of distributive justice might

someday be ignored in favour of saving moncy. One of the occupational therapists stated:

... Some people, also, that I've spoken to, wonder about the value of doing this because
it’s competing - we’re using money that they feel could be otherwise used to help
somebody who could contribute to society, and that’s often a measure that’s used for
determining, I guess, worth to society. What can you do for society? What kind of status
can you attain? So if the resident can never contribute and will always be dependent,
some people would rather see the money go somewhere else....

We're on dangerous territory when we try and do that, because we use the indicators of
productivity.
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In discussing the potential use of social worth criteria, it was recognized by some of the
respondents that health carcproviders in facilities other than St. Amant Centre might also define
quality of life as applied to people with profound impairment using criteria based upon poputar
values defining social worth. This recognition was noted in the earlicr analysis of careprovider
narrative which emphasized the concerns of St. Amant staff about transferring residents to other
centres for procedures such as gastrostomy surgery. There were several more specific references
to the attitudes of careproviders outside the Centre, as well. One of the nurses described the
reaction of acute careproviders when gastrostomies were first performed on residents of St.
Amant Centre, and indicated the difference in attitude between St. Amant careproviders and

others regarding the valuation of persons who are profoundly impaired.

When we started doing gastrostomics, it was in *88 1 guess, and we got a lot of flack from
the other hospital. “Why are we doing this? Who did we think we were, God or what? What's
going on?” To the point where had to go and speak to them, and I had to go and
speak to the nurses. I guess we never thought otherwise, because most people that work here
accept them and get annoyed when these things happen and shouldn't happen, but I guessit’s
part of life. I think it’s going to be more and more so which is unfortunate.

Another of the nurses commented on the difficulty of obtaining treatment interventions for
severely impaired infant who had been sent to St. Amant Centre for palliative care, but who had
continued (o live for a number of years. The informant notes, however, that despite this sort of

difficulty, St. Amant is often successful in its efforts to obtain outside treatment for the residents.

We also have a young child here who came from the acute care centre for comfort care. We
had to do a lot of “politicking” in order to get some treatment for her and she’s thriving,
Sometimes the intervention is really beneficial.

Other careproviders noted that it was sometimes difficult to find specialists who will agree
to perform various types of surgical procedures for the residents of St. Amant Centre. The following
excerpt from the narrative of one of the psychologists exemplifies the viewpoint of several of ihe

careproviders who were interviewed.
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...L have, for example, seen physicians who are not interested in treating this population and
Ithink their biascs arereflective of the biases of a small group of society. Within society there
are people who don’t value those people with disabilities. I think we would expect to see that
represented to some extent in all professions. I'm sure they are represented in the medical
profession,

Other careproviders noted that the difficulty in obtaining what was considered tobe necessary
and appropriate treatment was increased when freatment was requested for one of the adult
population. The needs of the rapidly growing group of older adults in the Centre are of increasing
concernto the careproviders. Some informanis described the difficulties they experienced inlocating
facilities or physicians who would admit and provide continuing care for this group of people. One
of the physicians alluded to this problem, contrasting the difficully in securing treatment for adult

residents with the relative ease of obtaining services for children.

..It’s funny how also age comes into the consideration. For example, if I want to transfer a
child to [a particular hospital] who is very ill- they may have severe cognitive dysfunction-
I get a grumbling on the other end of the phone but I never get a no- or rarely-I have once.
If I transfera 25 year old to a hospital who has profound cognitive dysfunction, very limited
ability to get out of bed, presumed very poor quality of life- I will probably spend half a day
trying to find a hospital that will take thent....

Socicty says that if you’re over a certain age - if you're not a child any more and you still have
this terrible impairment - then you're not worth anything.

The increased difficulties associated with obtaining treatment for aging residents who have
been profoundly handicapped since birth was described by other respondents. The unique problems
associated with aging in cases where individuals have pre-existing mental and physical impairments
would merit additional consideration in future research.

Finally, some of the respondents acknowledged that the de-valuation of profoundty disabled
persons was reflected, not only in the attitudes of health careproviders in other centres, but by some

within the institution itself, The excerpt which follows serves o illustrate this acknowledgement,
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...It'sapparent that there are quitc a few employees here that do use worldly standards in terms
of judging people or assessing pcople.

Once again, the moral philosophy of St. Amant Centre is perceived to conflict with widely-

held views of society at large.

The Impact of Increased Technological Intervention

Respondents’ narratives centering on resource allocation and the principles of distributive
justice, somcetimes reflected concerns regarding the impact of increased technological intervention.
Procedures such as gastrostomy which, at one time, were rarely performed on institutionatized people
~ are now prescribed with incieasing frequency. In the event that one or more procedures are performed
successtully, it sometimes becomes possible to consider additional treatment options. The problems
associated with setting limits to intervention can then become more complex. This dilemma was

described by one of the physicians.

[Technological advances] also end up changing what you have to offer and, in some cases,
make the decision about treatment a lot more difficult, If you take all the kids where the risks
of a major surgery were felt to be too great because they were relatively malnourished and
had a lot of respiratory problems, many of them now with augmented nutrition and having
gastrostomics and fundal bifurcations, all of a sudden are in a situation where their general
health has improved dramatically. And a situation where there was no question that the risk
of surgery- for example doing aspinal fusion- was too great to consider the potential benefits,
... now health improved, the potential risks are less, ... and all of a sudden the balance is now
swung such that you may have to re-consider.

Thus, as the general health of profoundly disabled people improves through the provision of
better care, and as technological advances expand available treatment options, successive technologi-

cal interventions may be performed with increasing frequency and increasing acceptance.

When do you say when? That’s a problem that everybody faces all of the time and... my own
personal approach to it - at least on a basic level - is that you have to say as a doctor, or as
a therapist, or as any person who is going to treat somebody or who is going to suggest
treatment for somcbody, is that you have to consider that to be a one-on-one situation and
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that you have (o do as much as you can do towards betterment of that person’s life, again
considering this balance of benefit and risk and everything else.

The speaker continued, observing that if health care resources become inadequate to meet
service demands, it should be the responsibility of society, and not the individual careproviders, to

make decisions about the distribution of resources.

Now, if the society is in a situation where there are not the resources in society to allow
everybody to have the nth degree of treatment, then the decision has to be made by society,
and not by the individual treating an individual patient....The individual physician or

individual therapist or whatever cannot be the person who's the gatekeeper by themselves.

Intheir narrative, informants acknowledged that external forces in decision-making, such as
policy decisions based on societal valuation of disabled people and the application of the principles
ofdistributive justice, serve to increasc both the uncertainty and the complexity of the proxy decision-
making process. They felt the process was complex because of ambiguity in the criteria used in the
allocation of resources, and because rapid technological advances encourage the routine application
of interventions without benefit assessment. Informants expressed their conviction that access (o
available resources and technology should not be rationed simply on the basis of severe, pre-existing
impairment. Finally, some of the careproviders expressed a commitment to establishing ouicome
measures which would enable them to provide clear and convincing evidence to decision-makers
outside the Centre that the interventions and programs which are provided do improve quality of life

for the resident population.

Summary

Careproviders discussed a number of issues relating to both careprovider burden, and public
or professional valuation of social worth in decision-making on behalf of the residents for whom they
care. They identified some interventions which increased careprovider burden, and others which

facilitated care. They noted that factors affecting workload did enter into the decision-making
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process, but were aware of these factors and recognized the dangers of them becoming the primary
ciiteria for decision-making.

Social worth was discussed in terms of society’s ignorance of both the level of impairment,
as well as the level of ability of the residents at St. Amant Centre. Careproviders noted that they were
concerned that social worth criteria would be used to determine access to resources in the future, when
itis anticipated that monetary considerations may play a bigger role in resource allocation decision-
making. They related instances where they felt residents are denied equitable access to resources on
the basis of pre-existing impairment. They also expressed concern over dileminas created by the
increasing acceptance of technological intervention.

In the following chapter, the ways in which careproviders described their abilities to assess
or measure the effects of various interventions on the residents’ quality of life will be summarized.
The various indicators which were used in the assessment process, the strengths and weaknesses of
proxy evaluation of quality of life, and the manner in which the evaluations are factored into the

decision-making process will be the focus of discussion.



CHAPTER 9

QUALITY OF LIFE ASSESSMENT:
A BASIS FOR DECISION-MAKING

The data presented thus far, has served to address the original objectives of this research
project {as outlined in Chapter 1), with one exception. The concept of quality of life as defined by
careproviders, and applied in interpreting the experience of people with profound impairment, was
described in Chapter 6. In Chapter 7, the process through which specific dimensions of quality of life
are weighted and prioritized in a number of decision-making scenarios was discussed. The influence
of careprovider prioritics associated with the impact of allernative interventions on the ease of
providing care, and the influence of more general societal values defining the application of the
principles of distributive justice in the allocation of health care resources, were described in Chapter 8.

Toaddress the final objective of describing the process (hrough which careproviders evaluate
or assess the impact of specific interventions on the resident’s quality of life, data from both
participant-observation and in-depth interviews was used. This chapler describes some of the
difficulties experienced by careproviders in their efforts to incorporate quality of life assessments into

the proxy decision-making process.
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Introduction

In their narratives, respondents alluded to a number of factors which, from their own
experience, contributed to the complexity of assessing or evaluating changes in residents’ quality of
life. First, they emphasized that the ability to assess the effects of particular treatment interventions
upon specific dimensions of quality of life requires time, expericnce, and the intuitiveness which
develops as a conscquence of close and long-standing relationships. These pre-requisites enabled
them to develop a unique understanding of the residents’ needs, likes and dislikes. Second, they
stressed the need 10 make assumptions, based upon their own definilions of quality of life, in the
decision-making process. Third, they recognized that it is difficult to determine the exact nature, and
also the specific source of apparent improvement, in cases where the resident cannot readily
communicate. In conjunction with this recognition, they described the difficulty of identifying
appropriate objective indices which could be used to measure improvement, and the subsequent
necessity for subjective evaluation.

Careproviders also made references to the importance of team assessments in protecting the
best interests of the resident, and emphasized the need to consider the impact of interventions on all
dimensions of a resident’s quality of life. They indicated the need for careproviders to assume
advocacy roles on behalf of the residents, so as to ensure that the benefits of providing these people
with quality care and programming would be apparent to policy-makers outside the Centre. Finally,
they expressed personal commitments to the residents with whom they worked, demonstrating a
profound belief that the lives of these people were as important as those of other members of society,

The sections which follow provide a more detailed description of the difficulties experienced
by careproviders involved in proxy decision-making on behalf of profoundly handicapped people. In
their narrative, careproviders often referred to specific case examples. These have been included in

cases where the consent of parents and/or guardians was obtained.
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Proxy Assessment of Quality of Life

The Importance of Insider Relationships

Participants in this study emphasized repeatedly, that the process of assessing or measuring
the ways in which specific interventions or care ptans affect the quality of residents’ lives, required
spending extended periods of time, and developing a close relationship with the residents. These
requiremenis were vital to the development of careproviders’ capacity to interpret the residents’
subtle responses to both physical care and program participation.

The aides on the living units who provide basic personal care to the residents, often know
them very well. Their intimate relationships with the residents enable them (o provide unique
assessments of the ways in which residents communicate or respond to the care they receive. The
following are excerpts from interviews with two of the aides. Both of these speakers stressed the need
to spend time with the residents in order (o elicit responses, and to be able to recognize what sort of

interaction had prompted those responses.

Excerpt #1

Our kids really do communicate. It may be by a twilch, or smile, or their eyes. If you really
spend the time, it doesn’t matter how profoundly retarded, they’ll show you they like
something ordon’tlike something, That’s the biggest factor in your quality of life is the time
factor.

Excerpt #2
As you getto know them, as you’re doing your work,....you spend some time with them, and
all of a sudden you see that they are responding. It might be a sound you make, or it might
be touching.

The importance of a close and/or long-standing retationship to the careproviders’ capacity
to determine the significance of the limited responses of the residents, was illustrated by one of the

physiotherapists in discussing an incident with a resident with whom she was relatively unfamiliar.
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I was doing [his] treatment on the table in the bathroom every moirning. One morning
they [the aides] were finished [his bath] early and they had put him back to bed. He has
no way to indicate his likes or dislikes or desires, except by shivering when he’s afraid,
or crying. He was relatively new to me, and I could not tell that morning what his
behaviour was. So I went and got one of the aides who knew him really well, and she
came in and she took one look and she said, “He’s afraid you’re not going to take him
to school because he'’s back in bed.”

The therapist acted upon the advice of the aide, and described the resident’s response to her

actions.

So it was simple to improve his quality of life that morning. I picked him up and took him
back into the bathroom and did his treatment on the table that T always would have done it
on, and his whole tone and demeanour changed immediately....But it took someone who
knew him well to make the decision,

Other careproviders agreed that interpreting the meaning of residents’ responses is a time-
consuming process. A member of the recreation staff emphasized that there was always a response
to be found if the careprovider was able to spend sufficient time with the resident. The speaker also

indicated that the resident’s response was often subtle and difficult to interpret.

There always is one [aresponsc], positive or negative. It’s just a matter of taking time to find
out what it is....You have to look for those subtle gains or those subtle appreciations by the
residents and it is very, very hard.

The process of eliciting some type of response from the residents and of, subsequently, being
able to establish communication with them, was described by one of the teachers. This speaker
verified the observation that each resident will respond in some way, (0 some form of stimulation.
The challenge for careproviders and teachers is to identify which type of interaction will unlock the

door to establishing a connection with that person.

I've yet to see a child that didn't react some way physically that you couldn’t read to what's
going on....I've had kids who were stiff as a board who just alternately stared, or had their
cyes closed because they couldn’t make sense out of what was coming in, and they were
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shutting it out because it was just confusing information for them. Even with those kids,
physical closeness, being held and putin a rocking chair, and doing some stimulation things
with them, ultimately got some kind of physical response that let you know you made a
commection, and that there’s some pleasure in the process that was being gong through,

An appreciation of the subtlety of the residents’ responses was gained when the researcher
was allowed to observe a sensory stimulation program which was started on one if the living units.
This particular program was designed to provide stimulation to adult residents who are not involved
in any other type of programming. Prior to attending some of these sessions, one of the nurses was
asked how she could tell whether the residents enjoyed or disliked the various types of sensory

stimulation which were used in this program. She made the following observations.

... The expression on their face, because you can tell a tense person from a relaxed person, and
it’s amazing. You can put [their] hands in water, and a lot of these residents, even though
they’re very seriously handicapped, just love the water, You can see them just stretch their
fingers. With the massage, they like that as well. All of the residents’ responses may be
minimal, but they do [respond] to music, they really do.

The nurse’s comments were verified when the investigator observed some of the sensory
stimulation sessions. The aides who are members of the living unit staff, interact with the residents
onaone-to-one basis during these half-hour sessions. It was apparent that the aides knew the residents
very well, and that they had developed an appreciation of the meaning of the residents’ subtle
responses to modalilies such as massage and foot baths. After only a few sessions, the aides could
describe what sorts of stimulation the residents most enjoyed or disliked, and even what type of music
clicited a response,

In the case of some residents, it was not difficult for even an outside observer to differentiate
between obvious expressions of pleasure or anxiety. In other cases, however, the response was
extremely subtle, and essentially imperceptible to an unfamiliar observer. Careproviders who were
familiar with the residents and accustomed to handling and observing them, however, were able to
appreciate, describe, and even demonstrale body language responses, changes in facial expression,

and subtle differcnces in the sounds which the residents made,
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Theability to interpret the residents’ subtle responses provides aunique advantage to the staff
atSt. Amant Centre. Careproviders recognized this advantage, and also recognized that staff members
inother institutions to which residents were admitted for medical or surgical problems, were placed
at a disadvantage. This recognition was frequently expressed in concerns re earding transfer of
residents to other facilities. One of the parents verified that admission to an acute care facility canbe

problematic.

Going to the hospital was a tough thing for him ‘cause he’d been in twice, and the first time
it wasn’t a good experience. The second time was much better because we were prepared for
it, and knew how to prepare the people that were working with him ... a little better.

The speaker returned to this subject later in the interview, describing the lack of awareness
on the part of the acute care centre staff as to the abilities of her son, who was unable to walk and

required support to sit in a wheelchair.,

... The first time he went in, I just assumed they would know what to do with him. But...when
I come back and find him hanging out the side of a wheelchair ‘cause they think he can sit
up,... And then when one of the residents comes by and is telling you that this operation will
help him to walk better, and you just laugh at him, and he looks at you like, “What'd I do?”

The Importance of Long-Term Evaluation

Some carcproviders stressed that, even after they had developed a relationship and estab-
lished communication with a resident, it could take years before any measurable progress could
actually be documented. This was particularly true in areas such as social development, and the
acquisition of intellectual/cognitive skills. One of the teachers described the nature of progress

evaluation with students, and emphasized that it can be a long-term process.

I see them paying attention to the rest of the world that’s going on around them, becoming
involved withthe other childrenin whatever way they can. Sometimesit's verylittle; it might
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justbelaughing at whatis going on. They become involved, they beginto notice whatis going
on out there and it can take forever to do it, it scems, years and years. To me, that is an
improved quality of life.

One of the Adult Program staff discussed the changes that are observed in people who have
behaviour problems, once they begin to demonstrate an interest in the activities which are offered

through this program. Once again, it was emphasized that measurable progress can take years.

You often sec people who have a lot of behaviourial problems - like they’11 be self-abusive-
stopping a lot of those behaviours during adulf program time.... They start to wait for you to
do something with them so that they don’t even bother with the other things, because they
know that there’s other stuff happening....

Those kinds of changes that we notice, they take years sometimes till somebody really gets
enjoying that and looking for it, but it's still years that are saved from more self-abuse.

A lengthy evaluation period was also required to assess changes in physical or functional
development. One of the physiotherapists noted that years can pass before the results of programs

designed to maintain joint range of motion are apparent.

..I'm seeing the results now after four, five years, but I do see the results. When I do
assessments on these children I can see whether they’re maintaining arange or not. I can see
that many of them are maintaining a range in splte of growth, in spite of tighter muscles.
Or in some cases, they've even gained.

The need for long-term evaluation places carcproviders who have worked at St. Amant
Centre foranumber of years at an advantage. Staff members who spend only ashort time in this setting
find it difficult o evaluate changes in functional or cognitive abilities. Similarly, careproviders in
acute care settings who are involved with residents when they arc transferred for medical or surgical
treatment, may have a difficult time to appreciate that the benefits of the procedures which are
perforined may not be apparent for several years. In some cases, however, it is uncertain whether the
changes noted by long-term carcproviders are actually indicative of changes in function or cognition,
or whether they are the result of increased perceptual and observational skills which are heightened

during the course of lengthy relationships with residents.
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The Importance of Intoition

Sometimes the process of assessing either improvement or deterioration in an indivi-
dual’s quality of life is an intuitive one. Respondents, particularly parents, noted that they
sometimes “just knew” that there was something wrong, or that there had been an improvement
in some aspect of a resident’s life. One of the parents who had cared for her daughter at home for
several years before her admission to St. Amant Centre, discussed how she felt she could intuitively

determine her daughter’s level of comfont.

...I don’t think she’s comfortable, I don’t. And I guess I take it on myself because I'm her
mother and I think that I can - I may be wrong - but I think I can feel what she’s feeling,

Another parent, who has maintained regular contact with her daughter since her admission

to the Centre, indicated that she had little difficulty in determining what the child’s crying meant.

When you've known her for so Jong, you just know [what her crying means], just like any
other kid.

Careproviders within the Centre alsorelied upon intuition when working with residents with
whom they had along-standing relationship. One of the teachers described this dimensionofintuitive

interpretation,

..Sometimes you know just instinctively that a student’s not well or not fecling well, You
become very close to them. I've had some of my students for three to four years and I feel
Tknow them very well. I know them like my own children at home, and you can make value
statements on that basis as well.

The intimate and intuitive relationships which develop between careproviders and residents
at St. Amant Centre were described as being extremely important to the emotional well-being of the
residents. The temporary loss of these relationships during aresident’s admission to other health care

facilities, was perceived fo be a potential source of emotional upset. As described in Chapter 7,
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concerns that careproviders in acule care centres would be unable to intuitively determine the
resident’s needs were important considerations in the decision-making process suirounding surgical
procedures. Such concerns were also foremost in decisions not to transfer residents to other centres

for care at the end of life.

The Importance of Shared Baseline Assumptions

The development of close, long-standing relationships was not the onl ¥ pre-requisitc which
facilitated the process of proxy quality of life assessment. Careproviders noted that there are also
certain assumptions which needed to be accepted before they attempted to cvaluate the effects of
specific treatment interventions on dimensions of another person’s quality of life. These assumptions
are based on careproviders’ definitions of what they consider to be important to enhancement of the

quality of their own lives. One of the physicians described this process.

... The first thing that I would say is that all of this depends on definition....I mean we make
assumptions about what quality of life is, but we have to recognize that (hey are assumptions.
So first of all you have to sort of define quality of life, and then you have to make an
assumption that what you think is going to be important for somebody’s quality of life, is
what is important.

One of the nurses expressed a similar vicwpoint, noting that what she perceived to be of
importance to the residents was probably based on considerations which were im portant to the quality

of her own life,

Everyone has their own personal opinion of what they considcr qualily of life, and I guess
they compare it fo themselves. I'm my own criteria, I suppose, for the residents, to an extent.

Some of the respondents made reference to the ways in which proxy decision-making for
interventions, such as gastrostomies, could proceed by deciding which type of trealment they would
choose for themselves, in similar circumstances. Narrative illustrating the tendency for careproviders

to reflect upon what they might choose if they were placed in the resident’s position, was previously
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presented in the decision-making examples discussed in Chapter 7, and is described here by one of

the nurses.

As far as gastrostomies go, I think they're absolutely necessary for quality of life. The
residents that have them are residents that absolutely refused to eat, could not eat....

If they could make that decision and say, “No, I don’t want a gastrostomy, [ want to waste
away,” then fine. I would have to go along with that. If 1 could give them that choice, I would
certainly give them that choice. But because I can’t give them that choice, I have to base
the judgment on what, perhaps, I would want if it were me,

One of the occupational therapists expressed a similar viewpoint in discussing a decision to

involve a particular resident in one of the Adult Programs.

.. We don’t know right away if it’s improving her quality of life- and I guess that's so
subjective. I just know if T was in that situation I'd want to be involved in something - I
wouldn’t want to sit in my room a1l day long and the only difference would be to bed or up,
and not even being out of my toom.,

The existence of shared assumptions, based on definitions of what careproviders felt
contributed to an cnhanced quality of life, was important in the process of planning various programs

and interventions. A member of the psychology staff described this process.

In general we would assume that things that lead to more independence on a person’s part
lead to increased quality of life. So if we can’t measure quality of life we would say, “Well,
does this improve the person’s independence?” We would assume that that improves the
quality of life.

We might think of normalization, what would this person do if they were living out in the
community? So then we might say, “Well, we don’treally know ifit’s a better quality of life,
but at least it’s more normal.”

Proxy decision-making could proceed, therefore, on the basis of careproviders’ own
definitions of quality of life, and shared assumptions that similar criteria could be used in proxy

decision-making on the residents’ behalf. As some of the careproviders pointed out, however, they
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often had to make an additional assumption that an apparent improvement in a resident’s quality of
life was directly related to the implementation of a specific program or intervention. These
assumptions were made necessary due to the difficult, if not impossible task, of identifying the nature
and source of the improvement, and of providing objective evidence that the intervention in question

had actually preduced the changes which were observed.

Measurement Issues

The Nature and Source of Improvement: A Case Example

Asdescribed in the preceding section, decisions made by careproviders on behalf of residents
were olten based on individual definitions of quality of life, and shared assumptions that residents
would benefit from interventions designed to enhance quality of tife according to those definitions.
However, many careproviders expressed feelings of uncertainty about the specific mechanisms by
which quality oflife was improved by specificinterventions, even though they were certain that there
had been an improvement. For example, it was often difficult (o determine whether the resident’s
physical health was mostimproved as a consequence of aspecificintervention, or whether the primary
benefit was in the area of enhanced emotional well-being. In cases where residents participated in
programs in a number of different departments, it was also difficult to determine which of several
interventions might have contributed most significantly to improved quality of life.

The following case example illustrates the difficulty of assessing the contribution of a
particular intervention on what was considered to be an improvement in a client’s overall quality of
life. In this example, one of the occupational therapists describes a situation in which a relatively
simple intervention created additional opportunities for a particular resident and, in doing so, had an

apparently profound effect on her quality of life,
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I'did one thing that T think improved her quality of life, but it was something very simple....
She is somebody that doesn’t have a lot of functional movement, T mean she’s very severely
disabled.... Anyway, I tried her with a head switch with some music ‘cause she loves music
and battery operated toys, and she had no problem with it, Figured it ouf right away and
understood that concept. Aud so - she used to participate in music - she’d go down to music
class and because she can’t physically really play any instruments, they’d have her playing
the background music. So they’d set her up with a tape recorder and a timer and she’d just
have tohitthe switch to keep the music going. Andshe really got akick outof it and you could
see that she enjoyed doing it....

The speaker went on to describe some of the benefits of the intervention, but indicated that
other programs which were put in place for this resident may also have contributed to the

improvement in quality of life.

..It’s given her something that she can kind of control. Now I don’t know if that’s made her
happier. She also got putin half-time school. She’s just brightened up - Idon’t think it’s cause
of that-I think she’s just brightened up. But now she’s at the point where, in the afternoon,
she doesn’t like staying on the ward.... She really puts up a fuss now and wants to go
somewhere and this is somebody who never got to go anywhere, But I think, in my eyes, at
least doing one little thing for her made a difference for her certainly and she’s able to
patticipate in class and that’s one of her objectives....

Thebenefits of this simple intervention were then described in more detail. The speaker noted
that, while there were obvious emotional and perhaps physical benefits to be derived, the primary

benefit was perceived to be the degree of control which it gave the client.

...She tends to keep her head turned very much to one side, so I put it [the switch] on the
opposite side so she has to work at it alittle too. Soit's got function that way, And it could
be used for other things - just doesn’t have to be used for music...I think it improved her
quality of life that way because she has no other control- that’s her one means of controllin g
something all by herself,

It can be seen from this case example that, although specific interventions may contribute to
improvementin one dimension of quality of life, they can also serve (o enhance quality of Iife in other
dimensions. Inthisinstance, anintervention which produced a noticeable improvement inaresident’s
happiness or emotional well-being, also appeared to contribute significantly to the enhancement of

social interaction, and the development of cognitive skills. As there were other interventions
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interposed between the original one and the evaluation of improved quality of life, however, it was
difficult to determine the specific source of this improvement.

It is equally difficult to measure or document some of the changes which are observed.
Increased happiness, or an improved abilily to exert a measure of control over some aspect of daily
life are examples of changes which cannot be measured or recorded objectively, As will be described
inthe next section, carcproviders experience problems in presenting evaluations of improved quality
of life to society at large and to outside policy-makers, so that the importance of continuing to
provide technelogically advanced equipment and quality programming to people who are

profoundly impaired will be appreciated.

Objective Evaluation of Quality of Life

The careproviders who were interviewed for this project acknowledged that measuring and
documenting improvements in quality of life on behalf of others is often extremely difficult.
Frequently, information about the cffects of specific interventions on the resident’s quality of life is
gained indirectly, through observation. In the following segment, one of the occupational therapists
discusses an apparent improvement in a resident’s quality of life, following her admission to the
Adult Program. It was noted, however, that the nature of the improvement was difficult to

document, or even to describe.

She just scems like a different person to me - more alert....Now she did have a gastrostomy
o0, which might have helped her, because she always had that tube up her nose. Maybe she
feels better since she doesn’t have to have that tube up her nose any more. She just looks like
a different person to mc and I don’t know if that’s ‘cause she’s just healthier or she’s now
involved in Adult Program - but I think getting her involved in something even though we
don’t know right away if it’s improving her quality of life - ...I can’t imagine that it hasn’t
improved somehow. I think there must be a difference there somewhere. She just seems
brighter but I mean I don’t know if you can document anything like that,
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Similarly, one of the Adult Program staff described changes which were observed to take place
with some of the residents in the program, again finding the specific nature of the changes difficult

to describe, and referring to attributes which were largely, immeasurabte.

..Ifeel their world has been broadened in that you see them becoming much more gregarious.
Yousee them maturing where there wasn’talot of potential for maturi ng before because there
was no new information being put in to change a maturity level. There’s now some
responsibility for decision-making; like you have to decide what work you want to do next
and then you have to do it. You can’t back out once you’ve chosen it. So there’s choice
making, decision-making, those kinds of things, and that’s with non-verbal clients....It’s hard
to describe but you do see people being more alert to what is out there.

Many of the careproviders involved in clinical programs, stated that they relied on
expressions of pain and/or pleasure to provide them with feedback about the residents’ preferences

for particular interventions or programs. One of the physiotherapists described this feedback systen.

Some of them can certainly express pleasure very freel ¥, very openly and it seems very
obvious whether they’re happy or not happy. Certain things and activities that you
present them with, they obviously enjoy because they're smiling and they seem eager
to do them especially when you present them for a second or third time. Other things
definitely cause pain, and you see a painful expression on their face, or a lot of them will
cry. Alotof other people - we have one in particular- one resident who just gets so totally
uptight and starts perspiring profusely, and we know that he's definitely uncomfortable
with what we’re doing. So I guess we’re reading that type of thing.

Although indicators of pain or discomlort were frequently used as measures of response, the
degree of discomfort or pain experienced by the resident was difficult to assess. This problem was
described by one of the nurses when she spoke of the difficulty in determinin ¢ hhow much discomfort

residents might experience from wearing Soft Boston Orthoses.

...I'm sure itadds to their discomfort. Now how much discomfort the residents feel accordin g
to their own sort of perspective, again is hard to judge. I can’t judge that. They might not feel
any discomfort at all, Who knows?
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Some of the careproviders noted that, because they were unable to objectively assess the
residents’ responses to various interventions, the validity of the assumptions upon which treatment
decisions were based could be subject to varying interpretations. The process of decision-making
based upon attempts to put oneself in the position of another person, has been criticized by Opponents
of proxy quality of life evaluation because of its inherent subjectivity. One of the physiotherapists
described the assumptions used in deciding to re-seat residents wiho had been confined to bed for
several years. This speakerindicated thatinterventions which might have seemingly obvious benefits
to careproviders, might produce quite different reactions in individuals with profound physical and

cognitive dysfunction,

The kinds of measures? I think that it’s really hard to measure. For example, if you get
somebody up who's been lying on the bean bag chair; if you looked at it, and I looked
at it and said, how would I feel? Of course, if I was Iying in a bean bag chair I'm sure
that I would be very happy to be getting up and sitting. It seems an obvious thing, but
we don’t know. From their point of view, it might be very scary. I'm sure it is to begin
with. I'm sure they’re quite frightened.

One of the physicians also commented on the assumptions involved in re-seating individuals
who have been confined to bed for several years, This speaker noted that, while maintainin 2 people
inanupright positionhas recognized physiological benefits, the effects of those interventions on other

aspects of quality of life are often based on assumptions made by careproviders.

-..Some of the assumptions that we make I think are well proven- such as you're better off
to be upright than you are lying down. But there may be some individuals in whom, if you
actually measured it, in whom their quality of life, as they perceive if, may not be better that
way. But if you can’t measure it, you don’t know,

The speaker returned to this subject at a laler point in the intervicw.

... Weare assuming that lying down, that person is not having as much quality of life as they
would be if they could get up and interact....We make that assumption, try to get somebody
up and around, and then try to assess what happens - try to measure what happens, And in
some of the situations, direct or indirect measurements like the person seems to interact with
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their environment more, seems 1o smile or seems to look happier; we assume that we are
doing something that is beneficial.

This physician’s narrative was typical of that of careproviders who recognized that objective
measures could be valuable indicators of the efficacy of specific treatment interventions, but also
recognized that the application of such measures was extremely limited in this particular
situation. One of the physiotherapists discussed efforts to objectively measure the results of
specific orthopedic surgical procedures in order to determine whether the surgery had contrib-

ufed to an improved quality of life for the resident.

From the experience that we’ve had, subjectively we feel that a lot of patients are better off.
We have looked at the varus osteotomy study that we did, and we looked at alot of- T guess
alot of aspects of orthopedic care, in terms of measuring angles and measuring the success
of the surgery more than whether or not we actually improved the person’s functional
capability, which again would determine whether or not their quality of life was better. It’s
difficult assessing something like pain. We did note that a certain percentage of patients who
had pain prior to surgery didn’t have the same amount of pain after so many years....

The speaker continued, describing the difficultics experienced in attempting to use objective
indicators which would provide a measure of function in a population impaired to the extent of the

residents of St. Amant Cenlre.

...I guess one of the biggest problems that we had with the study was that, at the present time,
there is noreal objective way atlooking at improved function. How do we measure improved
seating capability? They may look better, they may subjectively seem to be sitting longer,
but a lot of that is related to, not their wish to sit longer, but they’re just Ieft siiting longer.
You know, they can’t tell us that they can only sit for two hours a day or three hours a day.
They’re just being sat for two hours a day because that’s what the scheduling is.... There are
patients who dostart crying before their time is sort of up, so that's one way we could measure
butit’s very difficult to do in a study....We can look at tolerance more closely. Deformity is
a very difficult thing to measure.

Thus while there was an appreciation that the use of objective indicators was preferable, there

was a recognition that this was not always possible in the case of residents who are profoundly
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physically and cognitively impaired. The task was somewhat easier when there was a lesser degree
of impairment, but still was not accomplished easily. Another of the physiotherapists indicated that
semi-objective indicalors were sometimes available in cases where clients were less severcly
impaired and were able to achieve some degree of independent function, either in terms of mobility,
or in activities such as fceding. It was emphasized, however, that most of the information about a

resident’s progress was obtained indirectly from other careproviders who were involved with them.

Most of the feedback comes through observation. Feedback I get from parents and school
teachers, aides in the classroom, ward aides and nurses. Often times you have a nurse who
says, “He sits so much better, he feeds himself beiter. He wasn’t eating before, we changed
his seating, we put a Soft Boston on; he can feed himself, he isn’t falling in his plate. He can
move the walker around the ward. He's happier, doesn’t get into as much trouble as he did
before, doesn’t cry as much.” That’s the {ype of feedback mostly- most of the residents don’t
talk, It’s hard to get any verbal feedback other than through observations.

In the process of evaluating outcomes, then, careproviders rely heavily on subtle indicators
from the residents, from observations made by themselves and others who know the resident well,
and in some cascs, on semi-objective measures such as improved sitting posture or sitting tolerance.
One of the physicians summarized the difficulties of obtaining objective measures, recognizin 2 that
these are often considered necessary intoday’s society, but emphasizing that the use of other methods

of evaluation should be acceplable in settings such as St. Amant Centre.

I think that all of our measurements are flawed to some extent because of the fact that you
have to define what it is that you’re measuring, and make assumptions about what it is that
you're measuring. So you could stop right there and say this is all not definable, and
everything we do is based on assumptions, but rather than doing that I would say you have
to say, “Well, that’s fine. We’ll do that. We'll make some definitions, whether they're right
or wrong and we'll make some assumptions, whether they’re right or wrong, so that you can
carry on and proceed.” And you’ll try and measure things as best you can and the
measurements can be either direct or indirect measurements, and even though our society
tries to be very scientific about measurement and say that it has to be something that you can
objectively measure, perhaps the option of semi-objeclively measuring a subjective thing is
valid in many situations, and particularly in this situation.
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Subjective Evaluation of Quality of Life

As indicated in the previous scction, some careproviders felt that it would be preferable to
use objective measures, in some instances at least, to evaluate the effects of specific interventions on
residents’ quality of life. They also recognized, however, that measurement indices which would
capture the subtle changes observed in a population such as that at St. Amant Centre were, for the most
part, unavailable. For this reason, subjective indicators were acknowledged to be an extremely
important, and probably necessary element in the evaluation process.

One of the physicians expressed the opinion that reliance on assessments using standardized
measurement tools would be unsatisfactory in this situation, and indicated the importance of

subjective evaluation by careproviders.

...I'think it would be dangerous to simply base whether you're going to do an assessment or
a freatment or not on a number on a numerical scale. I think that is scary. I think that using
ascale canmaybe aid in the decision-making- but it would be wrong to separate that out from
the opinions of caregivers and staff, and the resident if they can participate at all.

This statement succincfly describes proxy decision-making on behalf of those who are
incapable of expressing their wishes, as it is practised at St. Amant Centre. The best interests of the
individual residents are protected by a process which weighs the benefits of a specific intervention
against the burdens, tempered by the subjective evaluations of careproviders regarding the effects of
various interventions on all aspects of the resident’s quality of life. The experience and expertise of
careproviders are important factors in this process. Subjective evaluation of the impact of specific
interventions on residents’ quality of life, by outside evaluators who are unfamiliar with the
residents, might yield significantly different results.

The next sections will describe safeguards which have been incorporated into the proxy
decision-making process at St. Amant Centre. These include an emphasis on team assessments, a
commitment to advocacy on behalf of the residents, and the personal commitments of careproviders

to the residents,



Safeguards in Proxy Decision-Making

The Commitment to Team Decision-Making

Although team decision-making was observed by the investigator in a variety of setti ngs (as
discussed int Chapter 4), inter-individual narrative is not available for inclusion in this thesis. The
observations made by the researcher in team decision-making settings served primarily (o validate
the information obtained through in-depth interviews with the individual decision-makers.

Recognizing the subjectivity which is inherent in the proxy decision-making process, some
of the respondents emphasized that team assessments and decisions were more important in this
situation than in others. One of the physicians stressed that a number of different viewpoints should

be obtained.

...I'think that one of the things that has to be done in decision-making for people who can’t
decide for themselves is thatithas to be a team approach. And I think that physicians making
these decision in isolation will be wrong as often as they are right. I think that the primary
caregivers- nurses’ aides, nurses - everybody should be pulled into a major decision.

A member of the psychology department also emphasized the importance of team evaluation

in the proxy decision-making process.

Most issues revolving around quality of life hereanyway, in my experience, are rarely
decided by one person. It’s usually a team that decides this is okay. I think that’s really good
because if a person is unable to tell you what they want out of their life, it’s important that
you get as many people as possible involved so that you can get a number of different
viewpoints, and so it’s not just one person making a decision for another person.

One of the nurses discussed sonie of the concerns which might be raised during the process
of deciding for or against an invasive intervention such as a surgical procedure. She stressed the

importance of discussing all the potential effects of the surgery.
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What we actually do here is have a team, discuss. This includes the parents. Just talk about
the person, what seems to be the best for him. If the person has had orthopedic surgery and
it wasn’t successful in changing the quality of life and surgery is recommended again, we
would question it....How routine in the problem? What's the potential with the surgery?
What are the possibilities of a good result?

As indicated in the preceding narrative, some careproviders perceived the emphasis on team
decision-making to serve as asystem of checks and balances. It ensured that decisions were not made
on the basis of one person’s evaluation of the potential for improving quality of life, but on the basis
of a consensus among careproviders.

As the various teams involved in decision-making were inter-disciplinary in their composi-
tion, an emphasis on team decision-making also helped to ensure that specific professional agendas
did not receive disproportionate weighting in the decision-making process. An example is the
decision-making which takes place at Orthopedic Clinics. The orthopedic surgeon, physiotherapists,
occupational therapists and an orthotist attend these clinics regularly. Some of the nurses, however,
make a point of attending when residents on their living units are presented for review. One of these
nurses indicated that, although she was not directly involved in decisions regardin g orthopedic
surgery, she would not hesitate to express her concerns regarding various procedures in the decision-

making forum,

The orthopedic surgery- 1 would have to say I'm not really involved in the decision making.
Itreally comes from the physician and the physiotherapist....I don’t feel I'm knowledgeable
enough in that specialty to have an opinion. But I certainly question it. If T have a question
I certainly would say, “Are you really convinced? Can you explain to me why?”

Other careproviders described instances where they feli that decisions had been made without
adequate representation from all concerned. One of the members of the feeding assessment team
expressed frustration at what was perceived to be a failure to adhere to assessment protocols prior to

making decisions to perform gastrostomy surgery.
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... My biggest beef, I guess, with everything that's happening now is the decision-
making process when it comes to somebody having a gastrostomy. Right now it’s sort
of, well so-and-so needs a gastrostomy, they don’t eat very well, They may have a
feeding assessment, although there have been a few who just all of a sudden went off
for surgery and we didn’t hear about them. That really upset me. I felt it should go
through a process....They should have to go for feeding assessment by the multi-
disciplinary team....

Despite the cmphasis on the importance of team decision-making, however, careproviders
recognized that parents or legal guardians have the final say in decisions concerning major

interventions such as surgery. One of the physicians expressed the following viewpoint.

...If the parents feel very strongly about something, I think their decision-making should be
honoured. It would be in all other cases. ...If the child were at home, the parents would have
the ultimate say.

One of the physiotherapists described the role of the parents in decision-making, notin g that,
even though the medical team may feel that a procedure is indicated, it is not difficult to understand

why a parent might refuse the procedure on their child’s behalf.

You can see why a Mom would say, “No, don’t put them through it,” but you hope that they
will go for it, because obviously the people that ave working with her are prelty sure that she
would be able to sit better and more comfortably when it’s all over with. But the parents
do get the {inal say on that,

Parents who were interviewed were in agreement that the final decision in such matters rests

with them. The following excerpts were extracted from interviews with parents of two residents.

Excerpt #1

‘They wouldn’t have done it [the surgery] if I wouldn’t have agreed. They can’t. I'm her
mother so even though she lives at St. Amant, unless it’s an emergency and they can't get
me, they really wouldn’t okay any surgery of any kind.
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Excerpt #2
When something like that [gastrostomy surgery] is going on, I don’t think of it as their [the
careproviders’] decision to make.

Although parents were adamant that they reserved the right to make decisions on behalf of
their children, however, several of them indicated that, in most cases, they would base their decisions

on the recommendations of the medical team.

I'm not a doctor or a nurse, and T don’t look after her every day. So if they tell me that this
is going to be better for her and better for them, then chances are I'm not going to say, “No,
I'don’t want it done.”

Both careproviders and parents also indicated that, if they disagreed with a recommendation
or decision put forth by the others, they would not hesitate to question it. One of the psychologists

made the following observations concerning parental involvement in decision-making,

We definitely have some families who have questioned the efforts of staff, like why is physio
getting involved? It was clear that our expectations of their children in terms of what they need
to experience a good quality oflife were higher or greater than the family’s expectations and
aspirations for their child. Soin those cases we resisted family’s efforts tolimit involvement.
We met with them and repeated as basically part of our education process to explain to them
why it is important.

Similarly, one of the parents described her reaction to not being consulted on matters related

to her daughter’s care,

-.Atthe beginning they would- not do as they pleased but- maybe try this and if 1 didn’t say
_anything, they would think it"s fine. But then I made it clear that I would like to know exactly
what’s going on before they do it. Even if it’s a minor thing, please come and ask me first.

The emphasis on team assessments helps to ensure that balanced decisions are made. Another
safeguard which serves to promote fair and just decision-making on behalf of residents, is a strong

commitment to advocacy. Some careproviders were adamant that residents of residential care
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facilities such as St. Amant Centre should not be denied equitable access to health care resources on

the basis of a severe, permanent impairment.

The Commitment to Advocacy

In describing his/her commitment to an advocacy role on behalf of the residents, one of the
careproviders recognized that decisions for profoundly disabted people could, potentially, be based

upon 4 different set of standards.

I’'m constantly on the look out for double standards. Do we make decisions differently for
disabled pcople than we would for other segments of the population?

This speaker conlinued, indicating that if careproviders believed that the decisions of parents/
guardians ignored or contradicted treatment which was perceived to be in the best interests of the
resident, they wouldintervene on the resident’s behalf. Once again, reference was made to the conflict
between the moral philosophy of St. Amant Centre, and what was perceived to be the viewpoint of

the wider external society.,

Parents do have a lot of influence. At the same time, though, I think that we have to always
remind ourselves that parents are not the person and they again have their own needs....I
generally feel that families are more likely to make good decisions than anyone else for the
person....But again, families and parents are part of our general culture in society, different
parts of society, different stages in terms of how they view people with disabilities....

One of the physicians described the steps which would be taken in the event that parents/

guardians refused (reatment which was considered to be in the resident’s best interests.

..Ifit ever came to a situation where I thought that it was urgent that the surgical procedure
should be done and the parents said, “Absolutely not,” then I think I would want to pull in
another advocate for the resident....
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It’s never happened....but T think if I thought that the parents were not acting in the best
interests of the child, Iwould certainty ask for another physician’s opinion. I would bring that
opinionback to the parents. If it [consent] again wasn’t forthcoming, I would talk to the social
service agency under which the child was admitted...

One of the social workers described the process of advocating on the resident’s behalf, and

the role of the Department of Social Services in that process.

For instance, if there was a child that was in pain, and surgery was required, and the parents
were notsigning, my role would be to contact the Child and Family Services Agency tomake
them aware of the concern, and request that they follow-up with meetings with the parents
to discuss. First of all doing the advocating role of getting the pecople together, but if that’s
not successful, then I would goto the agency that was responsiblc; the agency (hat could take
action.

Some careproviders believed that they had a larger role to play in terms of advocating on the
resident’s behalf; that of negotiating to ensure that institutionalized individuals who are permanently
and profoundly impaired are guaranteed access to the best possible care. One of the respondents
described this commitment to advocacy, inregards to informing policy-makers of the benefits which

were afforded through specific treatment programs and interventions.

Alot of the policy-makers, I think, take their cues from us, and if we are very assertive and
confident when we say that, now at this Centre, a certain percentage of the population require
this type of feeding for comfort and quality of life, cte., and that’s our expert opinion - that
people will take that cue. It may be hard to come up with the monies, but they’re not going
to argue with the point that it’s important- the average policy-maker won’t.

If we come across a lot softer and say, “Well, we know it’s expensive, and we're not really
sure if it’s the best thing but it just seems to be,” then we won’t get as far. So it has a lot to
do with confidence.

'This speaker continucd, expressing the frustration which results from the perception that not

all careproviders at the Centre are equally committed to this advocacy role.

I'm frustrated sometimes with, internally, what I see as the limited commitment to advocacy
in that way within the Centre by some staff. People are saying, as a staff member, “I'm a
taxpayer, and I don’t want to-.”
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Our job is 100% to advocate on behalf of the resident; (o push the limits and see what we can
do to make life better, and not to think of ourselves as taxpayers when we're doing it. That’s
what we’re supposed to do....I think the message comes through too often to policy-makers
that we’re not 100% commitied to it either; and if we're going to walfle, they're not going
to go through with it.

This commitment to advocacy was also reflected in comments regarding the applications of
the principles of distributive justice. The respondent quoted below was adamant that there should be

equitable access to resources.

...[ don’t feel restricted at all in that way and if T did, T think I'd fight for it ‘cause I think it’s
not fair that somebody has to go without something.... I would be prelty up in arms if there
was a time when I couldn’t get somebody something that I knew would improve their life.

Personal Commitment

Careproviders’ personal commitments to the residents were also reflected in the narrative.
Some careproviders emphasized that, if evaluations of quality of life based on social worth were
applicd to this particular population, they would consider the contributions of (he residents of the

Centre as equal, or perhaps greater than those of other members of society.

...[Y]ou see people out in society who have it all; they have money, families, and yet they’re
still... complaining that they’re nothappy. Someof these little kids inhere with the big smiles,
they seem to be basically happy and satisfied with life. Who's life is worth more? Their’s or
the complainers of society? They re drinking and driving and they're causing a heck of a lot
of damage, too. They’re beating up on their families. Like those people, I would say 1
wouldn’t want to save them. I'drather save one of our little residents, or even one of our adults
who's happy, and who is coniributing to other people’s happiness, maybe just by responding
to them, and by being friends with other individuals in here,

This viewpoint was shared by other respondents who expressed a genuine commitment to
improving quality oflife for the residents, and indicated that the responses of these children and adults

made their work very rewarding.
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...If theirlife is very restricted and what they can do is very restricted- you try and make that
as nice as possible. Whereas outin society, if you're working with people who have all kinds
of potential to do things on their own and maybe they have a sore back or something, you
don’t really feel that you're making that much difference to that sort of individual [by
providing treatment], or as much difference as you would to maybe somebody in here by
giving them just a little tender loving care.

A lot of people say, " I can’t understand how you can work in a place like that. You don’t
make any progress, nothing really happens.” They obviously don’t understand.



CHAPTER 10

SUMMARY AND IMPLICATIONS

This thesis has described how health careproviders make proxy decisions involving quality
of life considerations, on behalf of institutionalized individuals who are profoundly cognitively and
physically impaired. The body of descriptive data and analysis represents a contribution to a rapidly
expanding body of literature pertaining to the assessment and evaluation of health-related quality of
life. As little research has been published on proxy assessment of quality of life in preparation for
decision-making, it is hoped that the research produced will narrow a gap in the published literature,
and enhance understanding of this process among rescarchers, clinicians and policy-makers.

There are a number of points which must be emphasized in summarizing this material:

1) Careproviders were able to provide a multi-dimensional description of quality of life, as they

applied the concept in interpreting the experience of pecople with profound impairment.
2) Some systematic similarities were present in the narrative of members of the same professional
group, when they described those dimensions of quality of life which were considered most

important,

3) Some systematic differences were present in inter-disciplinary descriptions of quality of life.
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4) Careproviders described a hierarchial arrangement of the dimensions of quality of life, which was
considered either directly or indirectly in decision-making. In this arrangement, the dimensions
of physical and emolional well-being were considered to be fundamental fo maintaining a good
quality of life. Achicving improvement in these two dimensions was often perceived to be the

immediate, and most easily atfainable goal of specific treatment programs,

5) The achievement of physical and emotional well-being was often considered to be an inadequate
criterion, taken by itself, in defining a good quality of life. Increased social interaction, improved
intellectual and cognitive development, and cnhanced self-esteem and social status, were

considered to be the ultimate goals of many interventions.

6) The consensus of opinion about which dimensions of quality of life are most important in the final
analysis, enabled careproviders with different agendas to agree that either intervention, or non-

intervention was in the resident’s best interests.

7) Participants recognized that considerations related to the impact of alternate interventions on
careprovider workload were acknowledged in making decisions about interventions such as
orthopedic surgery. They emphasized that it is often difficult to sort out the contributory effects
of specificinterventions onthe careprovider, and on the resident. Carcproviders felt, however, that
considerations pertaining to the impact of specific interventions on their own workload should not

be the primary motivaling factors in proxy decision-making.

8) Careproviders acknowledged that the influence of more general societal ideas about the valuation
of disabled people, may affect resource allocation decision-making, particularty when decisions
are made by heallh careproviders and policy-makers outside the Centre. They were adamant that
considerations pertaining to social worth should not be allowed to play a significant role in

decision-making.
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9) Carcproviders outlined the requisites for proxy quality of life assessment in their unique situation.
These included the need for long-standing, intimate relationships with the residents, the need for
long-term evaluation, the need for intuitive evaluation in some cases, and the need for agreed-
upon baseline assumptions about the definition of quality of life and the dimensions of quality of

life which are most important in decision-making,

10) Careproviders described the ways in which both subjective and semi-objective measures arc used

in deteriining the effects of specific interventions on residents’ quality of life.

11) Careproviders expressed firm commitments to ensuring that fair and just decisions are made on
behalf of the residents. These included a commitment to team decision-making, a commitment
to advocacy, and a personal commitment (o provide the best possible quality of life for the

residents,

Clinical Application of Research Findings

Although careproviders will be unable to apply the findings of this particular project directly
to proxy decision-making situations, it is anticipated that the description of the process of making
decisions on behalf of others will be of special interest to those who participated in this research
project. The finding that there is agreement among careproviders with different agendas about which
considerations contribute most significantly to overall quality of life, is an important one, both in
terms of quality of life assessment, and in terms of the recognition among careproviders that their
ultimate goals for the residents are very similar. Although there were systematic differences in the
dimensions of quality of life judged to be of immediate importance by careproviders depending on
their professional ideologies and scopes of practice, the existence of systematic similarities in the
dimensions of quality of life which were perceived to be of ultimate importance facilitated the

formation of consensus, in most instances.
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The documentation of the complexity of proxy evaluation of quality of life in this situation,
and the various ways in which careproviders attempt to deal with this complexity, may also be of
interest to those who work at St. Amant Centre. The descriptions of the ways in which different staff
members attempt to assess both the potential and the actual impact of specific interventions on
residents’ quality of life, may serve to clarify the evaluation process for some careproviders.

Finally, the commitment of the careproviders at St. Amant Centre to fair and just decisions
which are based on the best interests of the residents, may also be a source of comfort to the parents
who participated in this project. The shared definitions and assumptions which were apparent from
the narrative of careproviders from different disciplines, provide a solid basis for proxy decision-
making. There was no evidence to suggest that decisions made on behalf of the residents are based

on a different set of standards, than similar decisions made for other members of society.

Implications for Future Research

Future research could take a number of different directions. A project designed to provide
external validation of the respondents’ observations regarding the attitudes of careproviders in other
health care facilities towards aclive intervention in situations involving people who are profoundly
handicapped, would provide an important contribution to the literature. Similarly, a study which
involved interviews with less cognitively impaired residents at St. Amant Centre might provide
important insights into the concept of quality of life as it is applied to the experience of disabled
people. Finally, an objectively-based research project could be designed to examine methods of
measuring and documenting the impact of specific interventions on overall quality of life, to assist
health care professionals and policy-makers outside the Centre to understand and appreciate the value

of quality care and programming fo the residents of St. Amant Centre.



165

Postlogue

In closing, a final excerpt from the narrative of one of the careproviders at St. Amant Centre
serves to summarize the objectives of careproviders at the Centre, in terms of improving quality of

life for the residents,

There’s generally a tendency for people to view the greater the disability, the less the quality
oflife; sothat someone who is profoundly handicapped just automatically doesn'thave ahigh
quality of life.... Maybe if I saw myself in that situation, I would think of what a lousy life
I'have, but a lot of these people, this is all they’ve ever known. They’re the only ones that
can really judge their own quality of life.

1 think that’s what you have to do when you’re making decisions about their quality of life.
This is what they know, they don’t know any different.... To them the most enjoyable, the
best part of their life is this. This is what we should be working towards.
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APPENDIX A
GLOSSARY OF TERMS AND PROCEDURES

CEREBRAL PALSY- This diagnosis encompasses a group of non-progressive disorders occurring in
young children as a result of lesions which interfere with the maturation of the central nervous system.
Clinically, there is impairment of muscle co-ordination, the result of which is the inability to perform
normal movements or to maintain normal postures. The disorder is characterized by abnormal muscle
tone and involuntary movements. In addition to motor and sensory deficits, some individuals may
experience blindness, deafiess, speech disorders, mental retardation, behaviour disturbances and/or
seizures.

DIAPERING- References to diapering occur throughout the text in discussing the care of residents who
have bladder and bowel incontinence. The procedure becomes somewhat difficult in cases where the
residents are heavy adults, and also in the presence of skeletal deformities and/or spasticity of the lower
extremities.

GASTROSTOMY- A surgical procedure whereby a feeding tube is inserted directly into the stomach.
The tube is clamped between feedings and, because it is hidden by clothing, is relatively unobtrusive.
At mealtimes, the tube is hooked to a longer tube which is attached to a bottle suspended from a pole.

PELVIC OBLIQUITY- A deformity in which one side of the pelvis is tilted upwards. Pel-
vic obliquity is a common sequelae to an uncorrected dislocation of one hip.

SCOLIOSIS- A lateral curvature of the spine. Scoliosis is frequently associated with an
pre-existing dislocation of one hip and pelvic obliquity.

SEATING- The term “seating” refers to the process of positioning an individual in a
wheelchair or other type of mobility system. This is an area of expanding technology
in which the available options, in terms of accessories and customized inserts which
are designed to provide total body support, are rapidly proliferating.

SOFT BOSTON ORTHOSIS- A light-weight body jacket extending from the upper chest
to the pelvis, and providing non-rigid support for the spine. The orthosis is applied with
the resident lying down and is secured by means of front-fastening velcro straps.

SPASTICITY- A pathological increase in muscle tone, commonly occurring in individuals
with cerebral palsy and other neurological disorders.

SPINAL STABILIZATION- Any surgical procedure resulting in bony fusion or mechani-
cal stabilization of all or part of the vertebral column.

VARUS OSTEOTOMY- Removal of a wedge of bone from the upper end of the femur,
resulting in re-alignment if the femur away from the midline of the body. This procedure may
be performed in the presence of a pre-existing hip dislocation, in which case the leg tends to be
adducted or pulled in towards the other leg. Care procedures such as bathing and diapering be-
come difficult in the event that one or both legs cannot be moved to the side.
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APPENDIX B

HISTORY OF ST. AMANT CENTRE, INC.

Historical Roots

St. Amant Cenire derives its name from Mrs, Beatrice St. Amant who, having a son with
epilepsy, elected in 1939 to convert a Transcona farmhouse into a hospital for handicapped children
(St. Amant Centre MISSION Booklet). Although the idea for this facility originated with Mrs, St.
Amant, however, the Centre is, and has always been owned and operated by the Sisters of Charity
of Montreal (the “Grey Nuns”). During the time in which Mrs. St. Amant was taking handicapped
children into her home, the Grey Nuns assisted her with equipment, food and moral support. When
her health failed in 1956, they assumed responsibility for the care of the children, first at Hospice
Tache and later af the St. Boniface Sanatorium. In 1974, the Sanatorium was renamed the St. Amant
Centre for Children.

Asits previous name suggests, the Centre was originally established in 1931 as a Sanatorium
for persons with tuberculosis. In 1959, when the decline in tuberculosis rendered such a facility
unnecessary, the Centre began to admit young children with physical and mental handicaps. Durin e
the period 1959-1974 it also served as an extended care facility for elderly persons. After the Extended
Care Wing was completed at St. Boniface Hospital in 1974, all elderly residents requiring such
services were transferred there. The St. Amant Centre then became a facility dedicated solely to the
care of severely mentally and physically handicapped children.

The Centre has undergone a number of changes since that time. A major expansion in 1974
provided space for recreation, physical medicine and educational facilities, as well as the addition of
two cottages for 24 children, most of whom were ambulant. By 1976, the West Wing had been
renovated to accommodate the severely retarded, non-ambulatory residents. In 1983, three additional
units housing 24 ambulatory, severely handicapped teenagers were added. St. Amant Centre has also
opened group homes and apartments to accommodate residents who are candidates for community
living.

The Roman Catholic Tradition Continues

The St. Amant Centre is presently “a corporation owned by the Grey Nuns and established
by the Legislature of Manitoba for the purpose of carrying out works of charity and mercy” (St. Amant
Centre MISSION Booklet: 4). The Sisters of Charity of the Council of the St. Boniface Province are
the members of the corporation and ensure that the Centre fulfils its corporate purposes. They appoint
a Board of Directors which, acting through an Executive Director, is responsible for the operation and
direction of the Centre. The Sisters serve in various capacities in the Centre, providin g acentral force
of Christian leadership. While they retain the moral and legal responsibility for the Centre, they work
with lay people in its administration and direction.

The philosophy of the Centre reflects the mandate of the Roman Catholic Church by
providing “avisible example of Christ’s love and concern for the sick and disabled” (St. Amant Centre
MISSION Booklet: 4). The dignity of the person and respect for life as a gift from God are guiding
principles in providing quality care for the residents. St. Amant Centre strives, therefore, to meet not
only the physical and medical needs of the individuals who live there, but also to fulfil their spiritual,

educational, recreational, social and emotional needs,
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APPENDIX C

DETAILED CHRONOLOGY OF ACCESS AND FIELDWORK

March 5, 1991- Letter requesling access to St. Amant Centre for specified research program sent to
Executive Director.

March 15- Reply received from Assistant Executive Director of Clinical Services with Research
Review Form enclosed.

April 15- Completed Research Review Form sent to members of Research Review Commitice.

May 14- Letter indicating approval for project received from St. Amant Research Review Committee.
Committee members requested copy of approval of Human Subjects Committee of Faculty
of Medicine, University of Manitoba, and preparation of separate explanatory letter and

consent agreement for parents and guardians of residents of St. Amant Centre.

May 15- Submission sent to Human Subjects Committee, Faculty of Medicine, University of
Manitoba. :

June 3- Reply received from Human Subjects Committee requesting additional information.
June 14- Additional information submitted to Human Subjects Committee as requested.
June 25- Approval of Human Subjects Committee received.

July 8- Copy of Human Subjects Committee approval and parental forms of explanatory letter and
consent agreement forwarded to Research Review Committee at St. Amant Centre,

September 15- Preliminary meetings with Assistant Executive Director (Clinical Services) and
Medical Director of St, Amant Cenfre. IPP schedules obtained.

September 17- Meeting with Director of Physiotherapy at St. Amant Centre re participant-
observation at Orthopedic Clinics.

September 25- Letter to Assistant Executive Director (Clinical Services) and Medical Director
documenting arrangements re participant-observation at Orthopedic Clinies, and procedure
for obtaining parental consent agreements,

October 8- Application submi(ted for research funding from Friends of St. Amant Centre.

October 15- Commenced participant-observation at Orthopedic Clinics on a bi-weekly basis.
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November 12- First explanatory letters and consent agreements sent to parents of residents whose
cases were reviewed at Orthopedic Clinics. First explanatory letters and consent agreements
distributed to staff members who participated in decision-making at Orthopedic Clinics.
Letters also sent to some parents whose children were being reviewed at up-coming IPP’s.
Copies of all material mailed out to parents was sent to acting head of Social Services at St.
Amant Centre, in case any queries regarding this particular project were received by the
Centre from parents.

November 18-27- First signed consent agreements received from parents/guardians.

December 3- First signed consent agreements received from staff members of St. Amant Centre.

December 13- Semi-structured, in-depth interviews commenced with staff members.

December 16- Noticereceived that funding would be forthcoming from Friends of St. Amant Centre, Inc.,

January 29, 1992- Semi-structured, in-depth interviews commenced with parents.

January-May- Continued to distribute letters of information to parents and staff, to attend Orthopedic
Clinics and IPP’s, to carry out in-depth interviews, and collect information on case studies.
Altended a Resident’s Rights Council Meeting, a Restraint Committee meeting, and
observed several sensory stimulation classes for profoundly impaired adults who were not
involved in any other programming in the Centre at that time.

February 18- Presentation to Research Interest Group at St. Amant Centre.

February-September- Conducted literature search and completed formal research proposal,

October- Proposal accepted by the members of Thesis Commilttee.

October 23- Paper presented outlining preliminary results of study on quality of life decision-making
at conference on severe developmental disabilities, sponsored by St. Amant Centre, Inc..

October-June 1993 - Analysis and preparation of final research report,
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APPENDIX D

INFORMATION FOR POTENTIAL PARTICIPANTS IN
THE RESEARCH PROJECT ENTITLED:

Decision-Making by Health Careproviders on Behalf of
Profoundly Impaired Persons: Quality of Life Considerations

I am a physiotherapist who is presently a graduate student in the Department of Community
Health Sciences, University of Manitoba. In (he process of compleling the research project identified
above, I am interviewing, and in some cases observing, health care professionals and adult family
members who are involved in treatment intervention decision-making on behalf of other individuals
who ate unable to participate in the decision-making process. The primary objective is to describe
how the various dimensions of quality of life are defined, weighted and attributed in such situations.

If you decide to participate in this study, you will be one of a group composed of at least 20 health
careproviders and adult family members of residents at this Centre. Participation is totally voluntary
and will not affect your relationship with this institution in any way.

As a participant, you may be asked to do any or all of the following:

1) You may be asked to participate in an in-depth, semi-structured interview approximately 1-2
hours in length, in which you will be given an opportunity (o express your views on the various
ways in which you define and atiribute quality of life for those who are incapable of making their
own viewpoints known,

2) You may be asked to discuss with me, and possibly to allow me to observe, your assessment of
one or more individuals for whom varicus treatment interventions are being considered, and to
describe how and why you feel quality of life may or may not be improved by the proposed
treatment intervention. Interventions of concern will be those which assist or enable individuals
to attain or maintain an upright position, eg. various types of orthopedic surgery, aggressive
physiotherapy, the provision of orthoses and specialized seating devices, etc..

3) You may be a parlicipant at rounds or clinics at which I am an observer.

The data obtained from in-depth interviews with health care professionals and adult family
members, observation and discussion of assessments concerning specific treatment interventions,
and observations made at rounds/clinics, will be coded thematically, indexed, and any common
themes will then be extracted. All data will be treated confidentially, and anonymity will be preserved
at all times. Although as a participant, you will be requested to allow audiotaping of in-depth
interviews, any information which could identify you or any other individual will be removed or
masked prior to using any of the material, especially any that is used verbatim.

Thank you for your interest in this project. It is hoped that the results will enable all of us to better
understand the factors which we take into account when making proxy decisions regarding treatment
interventions designed to improve quality of life. If you have questions or concerns, please contact
me. Should you decide to participate, I will ask that you read and sign an appropriate consent form.
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CONSENT TO PARTICIPATE IN THE PROJECT ENTITLED:

Decision-Making by Health Careproviders on Behalf of
Profoundly Impaired Persons: Quality of Life Considerations

In consenting to participate in the study as outlined in the accompanying letter of information,
1 agree to the following:

Tunderstand that I may be requested to participate in observation/discussion sessions as described
in the letter of explanation and/or to participate in an in-depth interview dealing with my views on
quality of life as it is attributed by health careproviders on behalf of profoundly impaired persons.
Rounds at which I am a participant may also be observed. During individual assessments or
discussions of assessment results, and also during rounds/clinics, notes will be taken, In-depth
interviews will be audiotaped and transcribed Iater by the researcher. No one else will have access
to this information. 1 understand that the sole intent of this project is to provide information
concerning the various dimensions of quality of life in severc impairment and that there is no
evaluative component,

I also understand that, in addition to using this material in the preparation of a thesis, the
researcher may use it in journal articles, oral presentations to interested groups, or for instructional
purposes in an educational setting. In the event that material from the in-depth interview is presented
verbatin, af no time would my name, or the names of any other persons who may be mentioned in
the course of the interview be used. All efforts will be taken when using verbatim quotations toremove
or mask any information which might serve as personal identifiers. I will be requested, however, to
indicate my professional or personal affiliation (i.e. whether I am a nurse, physiotherapist, efc.).

Tunderstand that [am free to withdraw at any time from the study. I may also withdraw my consent
to have specific excerpts of the interview used, if I nofify the researcher at the end of the interview.
In the event that there should arise an instance in which the researcher would wish to use any of this
material for purposes other than those stated above, I will be contacted for additional written consent,
Fam invited to read applicable portions or all of various drafts of the ihesis, if T so desire.

1 , have read the above statements and
agree to be a parlicipant in this study under the conditions stated above.

Signature of participant Signature of wilness

Signature of researcher Date
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INFORMATION FOR PARENTS AND GUARDIANS CONCERNING
THE RESEARCH PROJECT ENTITLED:

Decision-Making by Health Careproviders on Behalf of
Profoundly Impaired Persons: Quality of Life Considerations

Iam a physiotherapist and a graduate student in the Department of Community Health Sciences,
University of Manitoba. In the next few months, I will be working on a project looking at decision-
making by health careproviders on behalf of profoundly impaired persons, In doing so, I will be
interviewing some of the staff members at St. Amant Centre, as well as some of the parents and
guardians whose children are residents at this Centre. I will also be observing rounds or clinics at St.
Amant.

The purpose of this study is to find out how health professionals and parents decide what kind
of treatment is best for individuals under their care when these individuals are unable to speak for
themselves. I am particularly interested in how the decision is made as to whether or not quality of
life will be improved by a particular treatment.

As well as talking to parents and staff members, I will be observing rounds or clinics where team
decisions are made about equipment (such as new seating systems or wheelchairs), and treatments
(such as surgery and physiotherapy), which might improve somebody’s ability to sit. This will be
done to determine what kind of criteria are used when decisions which are often aimed at improving
an individual’s quality of life are made. I will then ook at the information which is obtained during
the discussion and observation sessions to see if the participants express common ideas about quality
of life, or if each person has his/her own ideas about what that concept means.

At least 20 health professionals and parents/guardians will be interviewed for this study. I will
be discussing treatments which are being considered for at least 12 residents at St. Amant Centre, and
will be observing rounds or clinics at which the decisions concerning these treatments are made.
Participation in this study is totally voluntary and will not affect your relationship with St. Amant
Centre in any way. In carrying out the discussions and observations which I have described, T will
not be participating in, or attempting to influence, the decision-making process in any way:.

As a parent or legal guardian, you may be asked to do one or both of the following:
I} You may be asked to participate in anin-depth interview which may last 1-2 hours. I am interested
in the ways in which you define quality of life for those who cannot express their own views. I

will be asking to tape these interviews,

2) You may be asked to allow me to observe rounds or clinics at which your son, daughter, or other
person for whom you are legally respongsible is discussed.
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All information will be confidential and names of participants or residents at St. Amant Centre
will not be used. Any information which could identify you or any other individual will be removed
or disguised before the material is used in any way.

If you have any questions or concerns, please contact me. If you decide to participate in an
interview, or if you are willing to allow me to obscrve rounds or clinics at which a person for whom
you are responsible is being presented, I will ask that you read and sign the attached consent form.

Thank you for your interest in this project. It is hoped that the results will contribute towards a
better understanding of the kinds of considerations which are taken into account when decision are
made on behalf of others.
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PARENTAL CONSENT FORM for project entitled:

DECISION-MAKING BY HEALTH CARE PROVIDERS ON BEHALF OF
PROFOUNDLY IMPAIRED PERSONS: QUALITY OF LIFE
CONSIDERATIONS

Tunderstand that the researcher may be observing rounds, clinics and/or meetings at which my
son, daughter, or other person for whom I am legally responsible is presented. Notes will be taken
during these rounds, clinics or meelings, about the way quality of life issues enter into the decision-
making process. No one but the researcher will have access to this information, The information will
not be used (o evaluate any of the decisions made, but only to describe the meaning of quality of life
in these cases.

Tunderstand that T may consent to participate in an in-depth interview dealing with my views on
the ways in which quality oflife considerations are taken into account when making decisions on
behalf of others. The researcher will ask to tape this interview.

Talsounderstand that, in addition to using the information collected in the preparation of a thesis,
the researcher may use it in journal articles, or for other educational purposes. At no time would my
name or the name of any other person be used. If direct quotations are used, all efforts will be taken
to remove or disguise any information which might serve to identify myself or any other person. I
will be asked, however, to allow the rescarcher (o state that T am a parent or guardian of a resident
of St. Amant Centre.

T understand that I am free to withdraw at any time from the study. I may also withdraw my
consent to have some of the taped material used, if T notify the researcher at the end of the interview.
Should the researcher want to use the information for any purpose other than what was stated above,
I will be contacted again for my consent. I am invited (o read part or all of the thesis if I wish.

I , have read the above statements and
agree to:

1) have the researcher observe rounds, clinics or meetings at which the child or other person

for whom I am legally responsible is presented yes no
2) an interview with the researcher yes no
Signature of parent, guardian or public trustee Date

Signature of witness Signature of researcher
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