IN SEARCH OF WHAT IT MEANS

TO PRESCHOOL CHILDREN TO BE ILL

Paul Barry Watson RN, BA (Hons)

A thesis presented in fulfilment of the requirements for the
degree of Doctor of Philosophy in Nursing at the

University of Newcastle

March 2008



STATEMENT OF ORIGINALITY
This work contains no material which has been accepted for the award of any other degree
or diploma in any university or other tertiary institution and, to the best of my knowledge
and belief, contains no material previously published or written by another person, except
where due reference has been made in the text. I give consent to this copy of my thesis,
when deposited in the University Library, being made available for loan and photocopying

subject to the provisions of the Copyright Act 1968.

ACKNOWLEDGEMENT OF AUTHORSHIP
I hereby certify that the work embodied in this Thesis is the result of original research,

completed subsequent to admission to candidature for the degree.

Signature: Date:

Paul Barry Watson



i

ACKNOWLEDGEMENTS

First I want to acknowledge the children who in their openness and generosity
periodically let me into their lives to gain glimpses of their world. Thank you for showing
me a way into your world and for turning my understanding of what it is like for children to
be ill inside-out. I will always be grateful for everything the children have taught me. I am
also grateful to the parents who welcomed me into their homes, allowed me access to their
children and shared their own understandings of what it is like for their children to be ill.
The assistance of the many organisations that promoted my research and provided me with

access to parents was also appreciated.

Professor Irena Madjar’s wisdom, scholarship and support was critical in helping
me to uncover both the possibilities and limits for understanding children within Merleau-
Ponty’s phenomenology. Professor Diana Keatinge’s gentle encouragement and insights
from her own experiences with preschool children gave me confidence in the direction of
my analysis. I am indebted to both of my supervisors for their thoughtful suggestions,
understanding, support and trust of my research and me from the inception of the project to

the completion of the thesis.

I was fortunate to have several periods of research leave from Christchurch
Polytechnic Institute of Technology during part of my candidature. Many colleagues
within the School of Nursing have supported me. Special thanks goes to Judy Yarwood
who relieved for me while I was on research leave. In addition, funding for the study was

provided by grants from the New Zealand Nursing Education and Research Foundation,



11

The Gretta and Harry Hamblin Trust, The Thomas Tippet Trust, and the Christchurch

Polytechnic Institute of Technology Academic Research Committee.

Finally I acknowledge all my family and friends who have at times appeared to go
unnoticed but who have always been an enduring strength inside me and around me. My
wife and soul mate Shirley and my sons Glen and Peter have lived with me doing this
research for the last seven years. Without their love, support, patience and tolerance this
thesis would not have been possible. Thank you, thank you, you make my world a better

place.



iv

TABLE OF CONTENTS

Statement Of OTIZINALILY .......coouiiiiiiiiiiiiiee e 1
Acknowledgement of authorship ..........cccociiiiiiiiiiiiii 1
ACKNOWIEAZEMENTS ...c...eeiiiiiiiiieiiceite ettt et ii
Table Of CONLENLS .....eovueeiriiiiiiieeiteete ettt ettt ettt s be e st esaaee s v
ADSIIACE ...t ettt ettt st e b et sttt sttt as vii

K@Y O tTANSCIIPLS ..vveentiieeiiieiiie ettt ettt ettt e ettt e et e st e eaaeeestaeesateesseeennee s ix
EdItOrial SEYIE .....veeeiieieeciie ettt ettt et nneean X
CRAPLET ONE .uceeeeeiirnrissanissnncsssnsssanesssssssssssssssssssssssssssssssssssssssssssssssssasssssssssasssssssssssssssasssssses 1
The importance of preschool children’s experience of illness..........cceeeerescuncssunccsnrcnns 1
Children’s voices in health Care ........c..cooceeriiiiiiiiiiiice e 2
Children’s VOICES 1N NUISING CAT......ccvueerrureeririeriierieeeieeeteeesereenreesseesnsaeesaeeessneessneenns 7
Children’s use of health services in New Zealand...........ccoccceevviiniiiniiiniicinicnnieene. 11
Children’s voices in health research ............ccccoviiniiiiininiine e 13

In search of what it means to preschool children to be ill...........ccccceeviiiiiieinieenieenee. 15
CRAPLET TWO . eueieieiiinncssnnissanissssicsniossssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssassssassssassssnss 20
Behavioural revelations of what it is like for children to be ill .............c.cccueeeuuennnenes 20
The effects of hospitalisation on children ............cccevevieriiiiiiinieee e, 21

The effects of illness on the mental life of children...........c.cccoceriiiiiiiiniininiene 22

The effects of illness on children’s behaviour ...........ccccoevviiiiniiniiiiieeee 25
Chapter Three 33
Cognitive revelations of what it is like for children to be ill 33
Preschool children’s ‘cognitive’ conceptions of 11Iness.........cccevcvevveiiiiiiinniiniieneenne. 33

Methodological CIIEIQUE ........cocveiiieiiiieciictee e 65



The nature and extent of existing Knowledge ...........ccoceevieniiiiiiniinniiiiniiinicieeee 70
Essential features of what it is like for preschool children to be ill................ccceeeee 71
Chapter Four 74
Investigating experience as lived by children 74
How and where to access the child’s eXperience.........coocveevveerieenieinieiniceieeseeeee 77
Gaining access to child PartiCipants............eeecueeerieerieeriieeeie et 79

The research participants and their inVOIVEMEeNLt ............cceeveveriieniiieniieeie e 88
Negotiating the reSearcher TOIE ..........cooviiiiieriiieriie e 89
Data COLBCLION .....ceviiiiiiiiieiiiie ettt et e 90
BNICS 1.t et 101
CRAPLET FIVE cuuereueiiinnininnicsninssnnsssanisssnisssissssnssssssssssssssssssssssssssossssssssssssssssssssssssssssassssssese 107
The enigma of understanding children’s lived experience..........ccecceesercscercccarcssnnes 107

Is it possible to see the world as the child does?...........ccocevveeiiniiiiiiiiiiiiiiiees 109
Transcription as phenomenological reflection!............ccccvevieeviieiiiiiniieieeeee e 110
Merleau-Ponty’s Phenomenology as a guide to reflection ..........c.cccoeeveeevieenneeninne 115
Thinking with what is ‘more than’ using Gendlin’s philosophy of the implicit........ 129
CRAPLET SiX.eiersrrersnessssessnnssssnesssnsssasesssssssssssssssssssssssssssssssssssssssassssssssssssssssssssasssssssssassssssese 139
Children understand illness inSide-0Ut..........cccceveeesueisureseensecsensnnssncssenssnnssancssecaeens 139
Mis-understanding the child’s WOrld ...........ccoccooriiiiiiiiniii e 141

An introduction to understanding illness iNSide-0UL ..........ccceveveeriieeriieriiienrieeeiieenee 144
Children’s gestures understand illness inSide-0UL...........ceevuvirrieirieinieeniiieneeeiee e 151
Children gesture in advance of what they can say ..........ccocevcviriiiviiniiiiiniiiniccene, 158
Adults understanding children inSIA€-0UL ..........coceeiiiiiniiiriieiniieeiceeeee e 167

Chapter Seven 178




vi

Insights and implications from the inside-out 178
Children’s experience Of 1lINeSS........cceeviiiiiiiiiiiiiiieie e 179
Researching with preschool children ............coocooiiiiiiiiiniiniiiiiic, 189
Appendix One: University of Newcastle ethics approval..........ccccoceeviiiiiniininnnn, 195
Appendix Two: Canterbury Ethics Committee approval...........cccceceeviiiiiniiniennns 196
Appendix Three: Plunket Ethics Committee approval ...........ccocevieniiriienicniiennnene 197
Appendix Four: Study advertiSement ...........c..coceevierieneenienienicnieneceeeeeeee e 199
Appendix Five: Community newspaper article ............ccceeeveeveeenieeniieniienieeeee e 200
Appendix Six: Information Sheet ............ccceeviiiriiiiniiieie e 201
Appendix Seven: Information bOOKIEt...........c.eevveeriiieriieeniieiceeeee e 204
Appendix Eight: Consent fOrm ..........occovvieiiiiiniiieniieeie e 224
Appendix Nine: Child protection 1€tter..........c.eevveeriieriieeriieerieeeeeeee e 226
Appendix Ten: Confidentiality agreement.........cceevvereerierieeiiinieeieeiieieese e 227

RETEIEIICES oot ee e e e e e e e e e e e e e ee e e e eeeseeeeeaeeaaee 228



vii

ABSTRACT
Preschool children frequently experience illness and consequently are significant
users of health services. Despite children’s rights, children’s understandings of illness are
rarely given due consideration in health care. Nursing practice tends to rely on adult
accounts of the child’s illness. Children’s limited language ability is seen as a barrier to
understanding their views. Thus this thesis is a search for what it means to preschool

children to be ill.

Careful analysis of the behavioural and cognitive literature on preschool children’s
understandings of illness reveals a dependence upon abstract adult models of illness as a
point of comparison. Despite being marginalized in the literature children’s kinaesthetic,

intersubjective, situational, and spatial understandings of illness are uncovered.

Existing research methodologies present barriers to understanding the world as
children do. Drawing on the writings of Maurice Merleau-Ponty, Eugene Gendlin and
other phenomenological scholars a new ethnographic phenomenological methodology is
detailed. This methodology reveals a relational edge from which adults can begin to

understand the world as children do.

The methodology was used to identify how preschool children experience being ill
from short-term illnesses and how they communicate those experiences to others. Field
data was collected from 49 close observations with 10 children and eight parental
interviews. Using field data and contemporary research, I explicate my thesis that

preschool children understand illness inside-out, unimpeded by others. I examine how
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children, initially devoid of boundaries between inner and outer, and in advance of what
they can say, articulate their meaning (‘inside’ experience/body sense) of the illness
through movement and gesticulation (out) as expression. This inside-out expression of the
illness experience is unimpeded by others. Adults in intimate situations with ill children
can begin to understand children’s experience of illness by focusing on their own body-
sense, which is related to the child’s body sense, because there is an incomplete

differentiation between self and other.

Knowing that children understand illness inside-out helps to understand the nature
of preschool children’s experience of illness. Such understandings should influence adult

interactions with sick children.
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KEY TO TRANSCRIPTS

In my thesis I use the following conventions when presenting excerpts from my

close observation with children or interviews with parents:

P

Initial

Names

Bold

Superscript

[-7-] or

[-2-2-2-]

()

P in the left hand margin represents me (the initial of my first name).

Any other letter in the left hand margin represents the initial of the
pseudonym used for the particular participant(s) involved in the close
observation or interview.

Pseudonyms are used to identify all study participants or other people
referred to in the transcripts.

The children’s verbal content is always in a bold font.

. . . superscript and in italics
Nonverbal behaviour is presented in P P and placed

either to the left or the right of the verbal content to reflect its temporal
relationship to the verbal content in the context of the interaction.

Indicates a word or phrase too faint, garbled, or obscured to transcribe.

The number of question marks suggests the possible number of words.
Represents either my thoughts at the time or content added by me to provide

clarity or explanation.



EDITORIAL STYLE
This thesis applies ideas from a number of long and complex texts. Consistent with
the fifth edition of the Publication Manual of the American Psychological Association (p.
121) where I have paraphrased an idea contained in a long text, I have tended to include the
page number(s) in my reference to the source in the text of the thesis, in order to aid the

interested reader in finding the relevant section.



