Young People and
Chronic Illness:
A more responsive
healthcare world

A professional doctorate submitted in partial fulfilment of the
requirements for the degree of Doctor of Nursing

University of Technology, Sydney
2006

Robyn Rosina



CERTIFICATE OF AUTHORSHIP/ORIGINALITY

I certify that the work in this thesis has not previously been submitted for a degree nor has it
been submitted as part of requirements for a degree except as fully acknowledged within the

text.

I also certify that the thesis has been written by me. Any help that I have received in my
research work and the preparation of the thesis itself has been acknowledged. In addition, I

certify that all information sources and literature used are indicated in the thesis.

Signature of Candidate

Production Note:
Signature removed prior to publication.




ACKNOWLEDGEMENTS

I would like to acknowledge the following people who have given me so much support and
valuable wisdom without which I would not have been able to complete my doctoral
studies: my supervisor for her consistent patience, endurance and brilliance in supervision,
my husband for his confidence in me, the young people with chronic illness and their
families who have been the inspiration for my work, my co-supervisor in the final year of
my studies who contributed a great deal to the important last stages of my work and finally
to the editor who assisted in fine tuning the grammar and punctuation throughout my
thesis. Without the constant encouragement and acumen of this team, my work would not

have been possible.

ooooooo

ii



TABLE OF CONTENTS

Section ' Page No
ADSIIACT. .ottt et een e X
Chapter 1:
Young People and Chronic Illness: A more responsive healthcare world..................... 1
Background. ..o e e e 1
BT doTs (ot T s D O 3
Method SeCtion: ...c.uuiiiniiiii it e et et et rer e erer e e 4
Conceptual Design: Framework of this thesis....cccooviviiiiiiiiiiiniiiiiiiienninn., 4
My Position in this Work.....cooooiiiiiiiii e 7
Situating the Work of this Thesis........cvviiiiiiiiiiiiiiii e, 7
Clinical Concerns and Clinical Context.....ccoviiummeeiviiiirieeiiineeinnnan.. 7
Introduction to the Emerging NSW Health Policy Context For
Chronic IINesS..ooueiineii i et e e s e 13
Focus of My WotK....ovviiiiiiiiiiiiiii et e 14
Reflective Analysis of the Practice Problem..........coooiiiiiiiiiiiiiiiees 15

Professional Doctorate in Nursing as Unique Opportunity........coceeevviivenninennnne.n 17

Thesis Development: Bringing together the specific literature, an empirical study and a

theoretical analysis of the healthcare world... ... 19
The LIterature. ..coveeeiiiieriiiiit ittt eeaeeireseineraasseannenane 19
The EMpirical STAY. . ... veoveeereiereeeeereeseeeeeeseesseasseeneseeonsens 20
The Theoretical ANalysiS.....oooiiiiiiiiiiiieiiiiiiiiiiecieaii e 21
Theoretical Lens For This Work...oooioiiiiiiiiiiiiiiii e, 22
s TS 0T o3 s T ] T e 24
The macrosystem............ e reeeiessteserssresteraanansestnneeranrenanantantas 25
The ex0 and MESO SYStEMIS. . vuiniiiireiiaiiiaiiiiiieiiaitrtereieteniene 25
The MICIOSYSIEIM.uttiiiiiintiaiiiiiiiiiteeraraaneraitrateseneanesanrsresn 26

iii



Organisation of the Thesis............... ceeraaas e e ceeeenn27

Chapter 2:

Literature Review:
Situating the work of the thesis in the literature........... . ceenenn 34
Background to the literature review................ e, e 34

Linking the theoretical lens and the empirical findings to the

selection of literature.....oovveeeeviieenennnnnn.. e eerereaana.. ...34
Advances in medical science increasing survival......... e eeeanneiaar .. 37
Increasing numbers of chronically ill young people......ceeernvennenann.n.. 38

A seemingly unprepared adult healthcare system.........eeeeveeenennnenn....39
Defining chronic illness.................. et oo 40
Links between treatment adherence and psychosocial factors................42

The experience of chronic illness and psychosocial functioning.............43

The mental health of young people with chronic illness.......... R &)
A subgroup of chronically ill young people with poorer psychosocial
functioning........cooviiiiiniiiiiiia.. et eerrreeaer e 47
Conclusion................. fe e eeeaeireiireii e aeeaaeas Rt 47

Chapter 3:

Treatment Adherence and Young People: An exploratory study

of psychosocial wellbelng ......oovuiiiiiiniiiiiii e 49

Method SeCtOmn:. . .c.viveiiiniiit it v e . 51

Study design....ccoeiniiiiiiiiiii. e e eerieeeie e 51
Subjects...ccuennnn... e e eereeenteateeanr e tae it eaee e eaes 51
Measures............ C et eeeneanetetetisaettireeraraasaeaeeeraienanns . 53
Procedure...c.covvniiiiiiiiiinii, e eeiieerieeeieieenas R

Research Setting and Ethical Issues......c..ccoooiiiiiiiiiiiii 55

Recruitment of Subjects.....cc.ooiviiiiiiiiiiiiiiiiiiian. e 56
Results.ooviiiieeniiiiiiiiniannnnn. reerataraanneaean RSP ¥
Psychosocial Functioning.......cccceeiiieeeinininnen. ceeeaee eeeeereeeneeineennn 57
Treatment Adherence...... ceerenaes e ereeeereeearecreneeaeens e eerreierieaaiennn 59

Difficulties with Treatment Adherence and Concems About

Living with Chronic Illness.............. e ceeeeeees veennns60
Discussion..... s s ereneseerereatannans et erenteaieaes e resameeeeeearianaans vereernes03
Conclusion............ e eeeetenaseerntaatiraaan eveeneans eeeennenn T .t



Chapter 4:
Bronfenbrenner’s Ecological Systems Theoty......... vevevnivvrienenennnn... ................. 67
INtroduction. ....eeeeiiii e 67

Why I Used Bronfenbrenner’s Ecological Systems Theory..................67

Who Was Urie Bronfenbrenner and Where Did His Thinking

Come FIOM?..oneiniiiiii ittt 69
Understanding Ecological Systems Theory......ceovivieiiiiieieniiiiiiaiaeiinnnns 71
The ChronoSyStem..uuuue ittt e e eeen e 72
The MacroSYStem...u.uueeitiiiiiiiii it eeee e vecaaeans 74
The Exo and Meso Systems.....ooeeiuiiiiiiiiiiiiiiiiiiic i ereeaeane 75
The MICIOSYStemM . cuuntiiiiiiiiiiii ittt e e eeae e 76
Criticisms of Bronfenbrenner’s Ecological Systems Theory......ccoovviiieiiiinna.. 79
Lo} ol 1 DT T} o HAN 80
Chapter 5:
The Chronosystem Level of Ecological Systems Theory.....c.coioviiiiiiiiiiiiiiiiiinennn 81
 FsTa dele 11Tota o s DSOS 81
The Chronosystem: Global healthcare reformations........coceviiiiiiiiaeiiiinn. 82
New Chronosystems Bring New Healthcare Models........cvueeeeiineeennnnnnnnnns. 83
New Healthcare Models and the Impact on Nursing.....ccooiiiiiiiiiiiiiiiiani., 83
Opportunities for Nurses in Change........ooooooiiiiiiiiiiiiiii e 84
Ethical Risks for Patients and the Response of Nursing.....cccovvviiiiiiiiiinn 86
Opportunities for Nursing to Lead Change..............oooin 89
L0 s Yol DT e o VO O 96
Chapter 6:

The Macrosystem Level of Ecological Systems Theory:

Nursing leadership in politics and policy.....cocviiiiiiiiiiiiiiiii e 98
0310 oY 15T 4 e Yo FA U 98
0 ST T (o Ty =Y o s U e 100



The NSW healthcare system response to the increasing numbers of

chronically ill.... ...ttt 100
Outcome of TefOrmS. . .ouivieiiniiiiii i 104
New roles for nursing in NSW healthcare reforms..........c.cevvvnievenvnnnnnn... 105
Nursing leadership and nursing reforms in NSW........ccevvvvieninineninininnn... 108
CONCIUSION. cu et e 109
Chapter 7:
The Exo and Meso Systems: Extending nursing practice scholarship............ccccvuu... 112
INtrodUCtion. . .uevnini e s 112
The components of COPING.....ueuurnitininiii it eeeeee e e eoune 119
1.Psychosocial developmental mastery......ocoovuiiiiniiiiiiiiicriiiinieeeenenenn, 119
2.A sense of coherence. . .oouviiiiiiiiii e 119
3. The trait of resilience. ....o.uvineinneii it 121
4.Locus of control....vviiiiiiiii i e e 122
5.The utility of social and familial SUPPOLt.....couviiiiiiiiiiii i, 124
6.The strategy of normalising illNess. .....ooovvuiiiiiiuiiiieiiiiiii e 130
7.The role of hope in adversity. ......iiiiiiiiiiiiiiiiiiiiiiii e, 132
L0} o1 10 13T + T PN 133
Chapter 8:

The Microsystem Level of Ecological Systems Theory: Coping with chronic illness: a

developmental PerspectVe. ....ueiiiiiiiiii i et e e 135

| 9T o Ta 3T T3 o 135

The psychosocial development of young people with chronic illness.........oocennieens, 137

1. Trust Versus Mistrust — Infancy (first year of life) and the sick infant............ 139
2.Autonomy Versus Shame and Doubt — (second year of life)

and the sick toddler..... ..o 142

Ilustrating Responsive Nursing Practice: Case study of ‘Sophie’.......... 143

3.Initiative Versus Guilt — Early childhood (preschool 3-5 years)
and the sick preschool child........c.ociiiiiiiiii i 145
Illustrating responsive nursing practice: Case study of ‘Alice’................146
4. Industry Versus Inferiority — Middle and late childhood (6 years through
to puberty) and the sick school-age-child............coooiiiinl 147

vi



Ilustrating responsive nursing practice: Case study of ‘David’.............. 148
5.Identity Versus Identity Confusion — Adolescence (10-20 years) and the sick
AdOleSCENt. ... uenitiiiii e 150
Understanding psychosocial developmental discontinuity and
the chronically ill adolescent.........ceoeiiiiiniiiiiiieniiiannininne. 152
Parents and the psychosocial development of their chronically
ill adolescent.......ouviviiuiiiiiiiiiiii e 154
Treatment adherence and the chronically ill adolescent.............155
Psychosexual development, sexual health and reproduction........155
Risk taking behaviour ... 158
Illustrating responsive nutsing practice: Case study of ‘Ellen’...............160

6.Intimacy Versus Isolation — Eatly adulthood (20s and 30s) and the sick young

L@} + Tl T3 o3 o O 166
Chapter 9:
The Chronic Illness Healthcare World: Conceptualising nursing leadership at each

0T PPN 168
 FeTe o Te 13 ot a oY o VAN 168
Nursing Leadership......coviiiiiiniii i et 170
Issues of power in nursing leadership: Barrier or strategy........coovvieiiiiaiienn 170
Different types of leadership......c.oviiiiiiiiiniii e 171
Leadership and leadership activities that work.........ocooiiiiiiii i 173
Clinical Nursing Leaders and Clinical Nursing Leadership...........cooooiiiiiiiiii. 174
Characteristics of effective clinical leaders........ccooiiiiiiiiiiiiiiiiiiiiiin . 174

The Role of a Clinical Leader and the Dimensions of Clinical Leadership.........175
Further refining the definition and the role of clinical leaders....................... 175

Clinical nursing leadership activities at each level of the chronic illness healthcare

vii



The exo and meso system and the interlinking role of clinical

leadership activities. ... .......vveuieniieeniiiiiiiiiei e

The macrosystem and clinical nursing leadership in policy and

health care reform.........oooiiiiiiiiiiiii e
The chronosystem level of the healthcare world and nursing clinical leadership
ACHIVIEIES . L etetet ittt e ettt e ete e et e e e ae e e e e s eae s reneanas

L83 ol L3131 o T T

Chapter 10:

Nursing Practice Scholarship and Clinical Nursing: A way forward to meet

the challenges ahead...........ooiiiiiiiiii e

J£staeTe 1) Lot u ey VRN

Review of the Practice Concerns and Ways Forward to Optimise Psychosocial

OULCOMIES. 1t eeetttienei ittt eta e e sateateannneaeananeanennnnn
Summarising the Literature.......uoiviiiiiiiiiiii it eeeceas
Summarising the Empirical Study....ooveinnii i
The Theoretical Analysis of the Healthcare World......c..ooiiiiiiiiiiniiiiiiiiiiinnann.

In Summary: Major findings and recommendations for each level

of the healthcare world..........ooiiiiiiii i
The Chronosystem: The global healthcare wotld.............cooooiii

Major FIndIngs. .ccvviiniiiiiiiiiiiii i e
Recommendations for Clinical Nurses.......cccoviiiiiiiiiiniiinnnn,

The Macrosystem: The NSW healthcare system........c..coviiiiiiiiiiiiiiinn

Major FIndings.....oooviiiiiiiiiiiiiiiiiiiiiii e e

Recommendations for Chnical INULSES...vvieirniiiiiiiiieinienrinaieanns

The Exo and Meso Systems: Nursing scholarship linking the macrosystem

O the MICTOSYSIEM . et ittt ittt et eir e iaaaisesaeraaes
Major FIndings.....ocvviiieiiiiiiiiiiiiii i

Recommendations for Chnical NULSeS. . vuieii it iiirrireeneiacireacnenenes

The Microsystem: Nursing practice and the internal world of young people

with chronic 1INesS.c..iiiii i e e
Major FIndIngs...oceeiniiiiiiiiiiiiiiii it e e

Recommendations for Clinical Nutses. . .ove.veieriiiiiiiirirnaerarenneenns

...199



Clinical Nursing Leadership: Key to responsive reforms at each level of the

healthcare World......ceniiiininiiii i 206

Major FINdings. ....uoveiuiiiniiiiiiiiiii e e e rreeeaneaeaaas 206
Recommendations for Clinical Nurses......coevvevieniiireeeiieieneennnnnen. 207

LO0e% s 1ol 1 13 1o - VS PR 207
ReferenCes. .ounineiiitiiiii e e e e 210
Appendix 1: Youth Self RepOrt......oevuviniiniiiiiiiiiiiiiii i e 228
Appendix 2: Young Adult Self Report.....ccvevuiniiiiiniiiiiiiiiiiiiiei it eee e, 232
Appendix 3: ‘Managing Your Health’......cc.coooiiiiiiiiiiiiiiiiiiiicii i 236

Diagram 1: Bronfenbrenner’s ecological systems theory: theoretical framewotk for my

Do 22
Diagram 2: Conceptual framework for ecological systems theory........cccovivieiniinnnnn.. 23
Diagram 3: Understanding ecological systems theory........ccooeiiiiiiiiniiiiiiioiiiinnnn 71
Diagram 4: The chronosystem. ... ceeuieiiriiiiiieieae e rrieeen e e v eee e 81
Diagram 5: The macroSysStem. . uueeu ittt riiieieriea e rereeacaaoaaseasas 99
Diagram 6: The ex0 and mMeSO SYSteMS. .ueuetinmentiiaiaitieiriiaa i eeaeairaaeaaeaaeens 113
Diagram 7: The MiCrOSYSteIM. v ueeuennueteitiiatite e ee ettt e 135

Diagram 8: The chronic illness healthcare world conceptualising nursing leadership at each

X



ABSTRACT

There is extensive literature suggesting that, although most young people cope well and
adjust to life with chronic illness, some young people develop poorer psychosocial health and
functioning, and have an increased risk of psychopathology in adulthood. This area of
concemn to nurses working with these young people is poorly addressed in the literature,
specifically, the literature about how young people with chronic illness are cared for from a
psychosocial perspective, in an adult hospital, during the developmental period of
adolescence. What literature does exist, focuses predominantly on the problems of
improving treatment adherence, and provides little in the way of responsive service models
or frameworks for nursing and interdisciplinary practice, to deal with underpinning

psychosocial issues.

The aim of the work within this thesis is to extend knowledge about the psychosocial
development and psychosocial health of young people with chronic illness. In particular, the
focus is on how young people cope and adapt to living with chronic illness, and
recommendations are made for clinical nurses to address the psychosocial needs of this
group. The work of my professional doctorate emerged out of, is grounded within, clinical
practice, and operates from the scope of experience of myself as a Registered Nurse, a

Clinical Nurse Specialist, and as a Clinical Nurse Consultant.

The thesis has three components: first, a comprehensive analysis of the clinical situation that
is at the centre of this thesis, and an associated literature review; second, an empirical
research study focusing on one aspect of this complex situation; and a final, theoretical
analysis of the healthcare world that young people with chronic illness experience, and of the
professional lives of nurses. The clinical situation is presented as a reflective analysis of a
clinical problem from multiple perspectives, and is followed by a review of relevant literature.
The empirical study investigates the psychosocial functioning and treatment adherence of 85
young people aged 12-24 years in an adult hospital. The findings identify potential areas of
difficulty in psychosocial functioning for some young people with chronic illness, suggesting
that there is a subgroup facing significant challenges in coping with the effects of illness in
their day-to-day lives. The third aspect, the theoretical component, builds upon the findings
of the empirical study and examines the responsiveness of the healthcare wotld in relation to

the needs of young people with chronic illness, and the place of nursing practice and clinical



leadership in addressing these needs. Clinical nutsing leadership and clinical leadership
activities are identified as being necessary at each level of this healthcare world. This
leadership will ensure responsive nursing practice, the effective contribution of nursing
skills within interdisciplinary teams and responsive policy reform, in order to optimise

psychosocial outcomes for young people with chronic illness in an adult hospital.

Ecological Systems Theory (EST) provides the framework for the analysis of the healthcare
wotld. The analysis revealed global dilemmas in how to sustain the provision of ethical,
fiscally responsible, and clinically effective care to increasing numbers of chronically ill young
people. The theoretical analysis facilitates the identification of potential ways that nursing
can use a global perspective to plan services and to investigate the development of a coping
framework for nursing interventions; and it highlights the crucial role of psychosocial
developmental mastery in the formation of coping skills. The addition of Erikson’s theory of
psychosocial development complements EST by deepening the analysis of the internal world
of the young people. The analysis draws on case studies to identify psychosocal risks, and
points to several ways in which the clinical care of young people may facilitate developmental

mastery; which I argue sits at the heart of coping and adaptation to illness.
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