The Development of a Scale to Assess Attitudes to Advance Statements

Thesis Submitted to The University of Leicester,
School of Psychology — Clinical Section, Faculty of Medicine,

in partial fulfilment of the degree of Doctorate in Clinical Psychology

Daniella Wickett

July 2007



UMI Number: U237157

All rights reserved

INFORMATION TO ALL USERS
The quality of this reproduction is dependent upon the quality of the copy submitted.

In the unlikely event that the author did not send a complete manuscript
and there are missing pages, these will be noted. Also, if material had to be removed,
a note will indicate the deletion.

Dissertation Publishing

UMI U237157
Published by ProQuest LLC 2013. Copyright in the Dissertation held by the Author.
Microform Edition © ProQuest LLC.
All rights reserved. This work is protected against
unauthorized copying under Title 17, United States Code.

ProQuest LLC
789 East Eisenhower Parkway
P.O. Box 1346
Ann Arbor, Ml 48106-1346



Statement of Originality

The accompanying Thesis submitted for the degree of Doctorate in Clinical Psychology
entitled ‘The Development of a Scale to Assess Attitudes to Advance Statements’ is based
on the work conducted by the author in the Department of Clinical Psychology at the

University of Leicester mainly during the period between July 2006 and July 2007.

All the work recorded in this Thesis is original unless otherwise acknowledged in the

text or by references.

None of this work has been submitted for another degree in this or any other University.



Acknowledgements

Firstly, I would like to thank all of the trainees and staff on the Leicester Clinical
Course for their valued assistance in recruiting participants from amongst their friends,
family. neighbours and colleagues, and for getting their partners, friends and family to do
the same. [ would also like to thank the voluntary organisations that assisted in recruiting
participants including Birmingham Retirement Council (Fircone), Alzheimer’s Society,
Crossroads, the Women’s Royal Voluntary Society, the Women’s Citizens, and the
University of the Third Age. Naturally, I would like to thank all of the people who took
the time to complete the scale, and those who expressed a genuine interest in the topic and

made me feel that I was doing something interesting and worthwhile.

I am most grateful to both Dr Jan Oyebode and Dr Marilyn Christie, who provided
invaluable supervision throughout the process, and always encouraged, reassured and
motivated me without ever making me feel bad for not always meeting deadlines. I would
also like to thank John Bankart at Leicester Research and Development Support Unit for

his statistical advice, support and reassurance.

And a final thanks to everyone else that has helped me in some way; the clinicians and
professionals who offered expert advice; my friends (particularly Lucy and Karen) for their
support, encouragement and understanding, and my partner for doing most of our house
renovation by himself, doing all of the house work (once we moved back in) and for

making sure I didn’t starve or dehydrate in the final week of writing.



Part One: Literature Review

Part Two: Research Report

Part Three: Critical Appraisal

Total

Word Count

Excluding References

7923

11995

3907

23816

Including References

9183

13324

3989

26496



Contents

List of Tables
List of Figures
Thesis Abstract

Part One: Literature Review

1. Abstract

2. Introduction

2.1 Definitions of Control
2.2 Theories of Control

2.3 Measurement of Control
Search Strategy

Perceived Personal Control
Locus of Control

5.1 Health Locus of Control
5.2 Illness Specific Locus of Control
6. Control Over Aspects of Illness
Discussion

References

Appendices

1 Search Strategy

whw

~

Part Two: Research Report

1. Abstract
2. Introduction
2.1 Advance Statements
22 Arguments in Favour of the Use of Advance Statements

23 Arguments Against the Use of Advance Statements
24 The Views of Older People
2.5 The Role of Advance Statements in Health Care

3. Phase 1 Method

3.1 Design

3.2 Participants
3.3 Measures
3.4 Procedure

4. Phase 1 Results
5. Phase 2 Method
5.1 Participants

5.2 Measures
5.3 Procedure
6. Phase 2 Results
7. Discussion
References

Page

oo

11
12
12
13
14
15
21
24
24
30
33
42
46

57
58
59
60
61
65
66
68
68
68
69
70
74
78
78
79
79
80
89
102



Part Three: Critical Appraisal

1. Origin of the Study 111
2. Early Stages of the Research Process 112
3. Recruitment of Participants 113
4. Creating the Scale 116
5. Phase 1 117
6. Phase 2 118
7. Research Supervision 120
8. Summary of Reflections 121

8.1 Time 121

8.2 What I Learned 122

8.3 Attitude to Future Research 124

References 125
Appendices

Appendix 1  Notes for Contributors to British Journal of Health Psychology

Appendix 2 Confirmation of NHS and University Research Registration

Appendix 3  Summary of Demographic Data for Phase 1 Sample

Appendix 4  Consent Form for Focus Group Participants

Appendix 5  Attitudes to Advance Statements Scale — Phase 1 Version

Appendix 6  Information About You (Demographics Sheet)

Appendix 7  Participant Information Sheet

Appendix 8  Feedback form for Pilot Sample

Appendix 9  Focus group Interview Schedule

Appendix 10 Summary of Phase 1 Feedback

Appendix 11  Summary of Focus Group Feedback

Appendix 12
Appendix 13
Appendix 14
Appendix 15
Appendix 16
Appendix 17
Appendix 18
Appendix 19
Appendix 20
Appendix 21

Appendix 22

Participant Information Sheet — Revised

Summary of Demographic Data for Phase 2 Sample
Attitudes to Advance Statements Scale — Phase 2 Version
Principal Components Analysis — Total Variance Explained
Table

Varimax Rotated Component Matrix for Four Component
Solution

Varimax Rotated Component Matrix for Five Component
Solution

Varimax Rotated Component Matrix for Three Component
Solution

Varimax Rotated Component Matrix for Two Component
Solution (37 Items)

Varimax Rotated Component Matrix for Two Component
Solution (33 Items)

Varimax Rotated Component Matrix for Two Component
Solution (28 Items)

Attitudes to Advance Statements Scale — Final 28-item Version



Table 1

Table 2:

Table 3:

Table 4:

Table 5:

Table 6:

Table 7:

Table 8:

Table 9:

List of Tables

Summary of study populations, and predictor and outcome
variables and measures

Items removed based on lack of discriminatory ability

Comparison of eigenvalues from Principal Components Analysis
and Parallel Analysis

Variance accounted for in four component solution following
varimax rotation

Item not loading on any component in varimax rotation four
component solution

Item not loading on any component in varimax rotation two
component solution

Items not loading on any component above 0.4 in varimax rotation
two component solution

Items with loadings above 0.3 on both components in varimax
rotation two component solution

Variance accounted for in two component (28-item) solution
following varimax rotation

Page

16

81

83

84

85

86

87

87

88



List of Figures

Page

Figure 1: Scree plot of eigenvalues 83



The Development of a Scale to Assess Attitudes to Advance Statements

Daniella Wickett, Trainee Clinical Psychologist

Thesis Abstract

Part One: Literature Review

Purpose: To systematically review the evidence for the psychological benefits to patients
of perceived control over health and health care.

Method: A systematic electronic search was conducted using a combination of search
terms. A total of 32 articles were selected for review.

Results: Studies appeared to suggest that a general sense of perceived control was related
to favourable outcome. Control over symptoms, illness and treatment might all have
beneficial effects for psychological adjustment and well being. The evidence is less
consistent for general and specific health locus of control beliefs, although there is some
evidence to suggest mediational and moderational roles.

Conclusions: Perceived control is an important variable for understanding the relationship
between physical illness and adjustment or distress.

Part Two: Research Report

Aim: The current study aimed to develop an acceptable, valid and reliable scale that could
be used to assess attitudes to Advance Statements with people aged over 50 years old.
Method: Scale items were developed from a qualitative analysis of the literature. An
initial scale of 40-items was piloted with 46 participants. Following feedback from the
pilot sample and a focus group, the scale was amended. The responses from 180
participants were used to analyse the internal consistency of the scale. Principal
components analysis (using varimax rotation) was used to determine the component
structure and identify items for removal.

Results: A two-factor 28-item scale was produced, which had a coefficient alpha of 0.862
and split-half reliability of 0.890, suggesting the scale to be reliable.

Discussion: The scale has a number of potential clinical and research applications.
However, further work is needed to establish psychometric properties and generalisability.

Part Three: Critical Appraisal

A personal reflection on the research process is provided, considering the various stages of
the research process and a summary of reflections.



Part One: Literature Review

What is the Evidence that Patients’ Perceiving Control Over

Their Health and Healthcare is of Psychological Benefit?
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1. Abstract

Purpose: To systematically review the evidence for the psychological benefits to patients
of perceived control over health and health care.

Method: A systematic electronic search of PsycINFO, PsycARTICLE, SCOPUS and Web
of Science databases was conducted using a combination of search terms. A total of 32
articles were selected for review based on specified inclusion criteria.

Results: The review highlighted varied findings for the relationship between perceived
personal control and psychological outcomes. Studies appeared to suggest that a general
sense of perceived control was related to favourable outcome. Additionally, control over
symptoms, illness and treatment might all have beneficial effects for psychological
adjustment and well-being. The evidence is less consistent for health locus of control and
illness-specific locus of control beliefs, although there is some evidence to suggest that
control has mediational and moderational roles with other variables.

Conclusions: Perceived control is an important variable for understanding the relationship

between physical illness and adjustment or distress. However, the relationship between
perceived control and psychological outcomes is often complex.
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2. Introduction

The concept of control has been of interest to theorists and researchers for over 40
years. It has attracted a great deal of clinical and research interest from those seeking to
understand the factors that differentially effect the adjustment, well-being and behaviour of
different people in the face of similar circumstances. The role of control in relation to
physical health problems has been of particular interest and a vast body of ever-growing

research in this area has developed.

2.1 Definitions of Control

According to Wallhagen and Brod (1997), the majority of the literature has defined
control in relation to amount of personal influence that individuals believe they have over
desired outcomes. However, it has been noted that control has been conceptualised and
defined in a variety of ways, and that there is a lack of clarity about what constitutes
control (Wallhagen, 1998). The construct has been inappropriately equated with concepts
such as choice, power, predictability and responsibility; is theoretically overlapped with
other concepts, such as coping; and has been viewed as both an action and an outcome
(Wallhagen, 1998). It has been suggested that some of the contradictory findings in the
research literature may have arisen due to the ways in which control has been
conceptualised, operationalised and assessed (Wallhagen, 1998). For the purposes of this
review, ‘control’ is broadly defined as the perception of one’s abilities to obtain positively
valued outcomes and avoid negative outcomes (Devins, Binik, Hutchinson, Hollomby,
Barre and Guttman, 1983-4), and is considered as a independent variable which may

predict outcome in terms of psychological well-being.
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2.2 Theories of Control

There are a variety of theoretical models that seek to provide an explanation for the role
and relative importance of control in relation to behaviour or outcome. These theories
include: internal-external locus of control (Rotter, 1966); the self-regulatory model of
illness (Leventhal, Meyer, & Nerenz, 1980); the conceptual model of coping with serious

illness (Stewart, 1983); and control appraisal theory (Folkman, 1984).

Locus of control theory (Rotter, 1966) proposes that the expectation that behaviour will
result in a given reinforcement can be perceived by an individual as contingent on one’s
own action or upon external factors such as chance (Wallhagen, 1998). The self-regulatory
model of illness (Leventhal, Meyer, & Nerenz, 1980) suggests that individuals develop
cognitive representations of illness in the face of health threat, which direct their emotional
and behavioural responses (Michie, 2005). These representations include: identity (the
label given to the illness and symptoms); beliefs about consequences; cause; duration; and
controllability or curability of their condition (Michie, 2005). The conceptual model of
coping with serious illness (Stewart, 1983), considers personal control as a psychosocial
resource that may facilitate coping and adaptation to illness, and may be predictive of
psychological and functional recovery outcomes. Within control appraisal theory
(Folkman, 1984), locus of control (Rotter, 1966) is viewed as a dispositional control belief
and self-efficacy (confidence in ability to behave in ways that will lead to desired
outcomes) (Bandura, 1977), as dependent on situation specific factors (Shelley &
Pakenham, 2007). Folkman (1984) suggested that in unpredictable situations, locus of
control beliefs would be drawn upon, where as in familiar or unambiguous situations, self-

efficacy beliefs would supersede locus of control beliefs (Shelley & Pakenham, 2007).
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2.3 Measurement of Control

Numerous scales have been developed to measure one or more dimensions or aspects of
control. Perhaps the most commonly used scale to assess control in relation to health, is
the Multidimensional Health Locus of Control Scale (MHLC; Wallston, Wallston &
DeVellis, 1978) which conceptualises control as Internal, Powerful Others and Chance. A
revised version (Form C) of the MHLC, split the dimension of Powerful Others into
‘Doctors’ and ‘Other People’. This scale has also been adapted for use in numerous
studies to focus on illness-specific rather than general health control beliefs, in response to
research findings that supports the use of very specific distinctions regarding the aspects of
control being assessed (Reed, Taylor & Kemeny, 1993). Numerous researchers have opted
to use idiosyncratic and single item measures, in order to assess control with increased
specificity. Control has also been assessed by scales within broader measures such as the

Control subscale of the Coping with Serious Illness Battery (Stewart, 1983).

A review of the literature considering the evidence for the psychological benefits for
patients of perceiving control over their health and health care seems to be required. There
is an ever increasing drive in the NHS, towards patient involvement in their health care and
in care and treatment decision making. Determining the aspects of control that might be
beneficial, for whom, and at what point in a patient’s care would be extremely useful for

clinicians working with patients with acute, chronic or life-threatening health problems.

It would be impossible within the scope of the present review to consider all of the
literature that is available on the construct of control, and this review therefore focuses
exclusively on the psychological benefits of perceived control for patients with physical

health problems. It is acknowledged that in adopting such a specific focus (and using
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specific search terms in combination) that some relevant literature may have been
unintentionally excluded. The evidence is reviewed in relation to conceptualisations of
control to facilitate an understanding of the role that control might play as a general
determinant of the emotional impact of illness (Devins et ai, 1983-4). A summary of the

studies reviewed including control and outcome variables and measures is presented in

Table 1.
3. Search Strategy
Articles for this review were obtained in June 2007 using an electronic search of
PsycINFO and PsycARTICLES (through EBSCO HOST), and from SCOPUS and Web of

Science databases. A total of 32 articles were selected for review. Search terms, search

limiters and the selection criteria for the articles reviewed are detailed in Appendix 1.
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Authors Sample Primary Predictor Variables Secondary Control Measures Psychological Outcome Measures
Predictor Outcome Variables
Variables
Affleck et al Rheumatology patients | Personal control over: daily Predictability Single item to assess each aspect Mood and POMS-B. GAIS
(1987) (n=92, 66% female) symptoms, future course of appraisals. of control psychosocial
illness and care treatment. symptom/disease adjustment
Healthcare provider control severity
over: daily symptoms and
future course of illness
Andrykowski | Bone marrow transplant | Health locus of control MHLC Psychological distress | POMS, PAIS
& Brady (leukaemia) patients
(1994) (n=69, 45% female)
Arnold et al Chronic obstructive Perceived control (over life in Mastery Scale of Perlin & Quality of Life 3 subscales of Rand 36-item
(2006) pulmonary disease general). self-efficacy (control Schooler. Self-Efficacy Scale of (physical. Heaith Survey, Cantril’s
patients (n=39, 41% symptoms and maintain Sullivan et al psychological and Ladder
female) function) social functioning).
Barez et al Breast cancer patients | Perceived control, self-efficacy, Spanish versions of: MAC Scale | Loss of adaptation Spanish versions of: HADS,
(2007) (stage I or II) (n=101) active coping strategies (excluding avoidance subscale). a POMS (shortepcd vgrsnon).
researcher created self-efficacy EORTC (quality of life
scale and PCS ’ measure)
Bohachick et | Heart transplant patients | Personal control (general) Sense of Control Scale from CSIB | Psychosocial CSIB (Social Network Scale.
al (2002) (n=30, 20% female) resources Attachment/Expressive Scale,
Understanding Scale. Advice
Scale. Information seeking
Scale).
Bremer End Stage Renal MHLC (internal, powerful MHLC Form B and MHLC Form | Emotional ABS. IWB,
(1995) Disease patients others. chance). For follow up: C for follow up rehabilitation and
(n=138. 49% female) MHLC (internal, doctors, other evaluative aspects of
people, chance) life
Bremer et al End Stage Renal Control over life dimensions, Illness Ratings on 11 life dimensions for | Mood (positive and ABS. IWB.
(1995) Disease patients (n=65. | Health locus of control intrusiveness controf and for illness negative)
45% female) (internal, chance. doctors, other intrusiveness, MHLC- Form C

people) focused on kidney
disease
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Authors Sample Primary Predictor Variables Secondary Control Measures Psychological Outcome Measures
Predictor Outcome Variables
Variables
Carver et al Early stage breast Control over recurrence Single item (dichotomous Study 1: Distress Study 1: POMS (for 69 of the
(2000) cancer (study 1, n=147 (personal or external). response option) Study 2: Emotional sample), and ABS negative
and study 2, n=202) Expectancies of recurrence adjustment scales (for 78 of the sample)
Study 2: POMS, CES-D, 11
items of Andrew & Withey
(1976) Quality of Life
Chaney et al Rheumatoid arthritis Attributional style (internal, Perceived illness Attributional Style Questionnaire | Depression, IDD, Arthritis Helplessness
(1996) patients (n=58, 81% stable, global) control (negative events), single item to helplessness Index
female) rate control over daily symptoms
Coulton et al Post-hospital care Decisional control LOC 2 items to assess who made Anxiety regarding 7 Items to assess decision
(1989) patients (n=264, 70% decision and degree of patient decision making, making anxiety, BSI and 4
female) choice, modified LOC (15 item) | adjustment items to rate satisfaction
Devins et al End Stage Renal Perceived control over life Ratings for control and illness Negative mood and Short form BDI, Rosenberg
(1983-4) Disease patients (n=70, | dimensions and ‘the illness and intrusiveness on 11 life positive mood SES, POMS (depression and
41% female) its treatment’. Illness dimensions. Ratings for control vigour subscales), Atkinson 11-
intrusiveness on ‘the illness and its treatment’ point rating of life happiness,
and ‘over dialysis itself® (for some checklist of somatic symptoms.
patients) Staff completed Hamilton
Psychiatric Rating Scale for
Depression
Ell& Myocardial Infarction Social Support Illness severity Sense of Control Scale from CSIB | Psychosocial CSIB
Haywood patients (n=75, 40% Pre-illness stressfil recovery
(1984) female) life events
Sense of control
(general)
Evans et al HIV infected gay men HLOC (internal, powerful Severity of illness, | HLOC scale Distress BDI, BHS, GARS
(2000) (n=173) others, chance) HIV
symptomology
Fowers Cardiac rehabilitation Personal control and control by | Chronicity, MHLC (internal, powerful others, | Psychological PAIS - Psychological distress
(1994) patients (n=71, 25% others over health outcomes, perceived severity | chance), COCRS Distress Scale

female)

personal control over cardiac
illness, outcome expectancies

and general life
stress
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Authors Sample Primary Predictor Secondary Control Measures Psychological Outcome Measures
Variables Predictor Outcome Variables
Variables
Friedman et al | Breast cancer patients Coping style, expression of Stage or severity of | HLOC (internal, external) Psychosocial PAIS, Buss-Durke Hostility
(1988) (post surgery) (n=67) anger, locus of control over illness, duration of adjustment, hostility, | Scale, Moos Coping Scale,
health matters illness coping, fighting spirit | cancer specific coping survey,
Oral Optimism Questionnaire,
Hassles Scale
Griffin & Advanced AIDS patients Perceived control over Single items to assess control over | Psychological HAM-D, BDI], BHS, DAQ
Rabkin (1998) | (n=42, 19% female) illness and perceived control illness, most important adjustment
over most important consequences, and control over
consequences of illness, consequences
realistic acceptance of illness
progression and death
Helgeson Cardiac patients (first Personal control over heart 2 single items to assess personal Psychological and Multiple Affect Adjective
(1992) event) (n=92, at follow up | problem and others control control and others (vicarious) psychosocial Checklist (anxiety, depression
n=80, 20% female) over heart problem, HLOC control, HLOC adjustment and hostility subscales), PAIS
Jenkins & Cancer patients (n=62, Perceived Life threat of Ratings for degree of control by Psychological Rosenberg SES, Life Threat
Pargament 65% female) illness, perceived control self, other people, god, chance, adjustment Reactivity Scale of the Millon
(1988) over cancer currently (self, natural causes over cancer Behavioural Health Inventory,
other people, god, chance, currently, 3 items from PIER nurses ratings using BUMP
natural causes), perceived Scale and GAIS
control over emotional
reactions
Lowery et al Breast cancer patients Causal thinking, perceived Single questions to assess Psychological PAIS, Impact of Events Scale,
(1993) (n=195) control personal control over the course adjustment interviewer completed GAIS
of cancer and cause of cancer,
others control over the course of
cancer and cause of cancer, loss
of control over things since
diagnosis, MHLC — Form A
(internal, external, chance)
Marks et al Newly diagnosed cancer | MHLC (self, doctor, 9 items from MHLC — 3 from Short term Zung Depression Scale ~
(1986) patients (n=137, 34% chance), expectations of each subscale, 3 items from psychological psychological functioning
female) treatment efficacy Rotter I-E LOC scale adjustment items, one item to assess
sadness
Michie et al Cardiac rehabilitation Cognitive representations of Illness Perceptions Questionnaire, | Mood and quality of | HADS, SF-12 (short form
(2005) patients (n=62, at 8 month | illness (incl. cure/control) single items to assess confidence life health survery)

follow-up n=29)

and self-efficacy

in ability to change behaviour
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Authors Sample Primary Predictor Secondary Control Measures Psychological Outcome Measures
Variables Predictor Outcome Variables
Variables
Norton et al Ovarian cancer patients Physical impairment, Perceived control 3 items to assess perceived Psychological distress | 12 item Psychological Distress
(2005) (n=143) perceived unsupportive over course of control over course of illness and Scale of Mental Health
behaviours illness and treatment, 2 items to assess Inventory-18
treatment, control over emotional responses
perceived control to illness
over emotional
responses to
illness. Self
Esteem
Reed et al Gay or bisexual men with | Control beliefs, personal and Rotter LOC Scale (16 item), Global adjustment Ratings of satisfaction with life
(1993) AIDS (n=24) vicarious control over individual items to assess across various domains, rating
symptoms, control over personal and vicarious control of satisfaction with life, IWB,
illness, control over medical over symptoms, control over ABS, The Hopelessness Scale,
care or treatment illness, control over medical care Rosenberg SES, TMAS —
or treatment negative affectivity
Schiaffino & | Rheumatoid arthritis Perceived control (outcome 2 items from Implicit Models of Depression CES-D
Revenson patients (n=64, 90% expectancies), self-efficacy, illness Questionnaire — RA is
(1992) female) causal attributions (internal, controllable and RA controllable
stable, global) by oneself, 3 items to assess
ability to manage with pain,
physical limitations and daily
activities, attributions for a recent
symptom flare on scales of
internality, stability and globality
Shelley & Coronary artery bypass External LOC, self-efficacy Powerful Others Subscale of Distress (depression, | DASS — short form, visual
Pakenham graft patients (n=80, 20% in relation to current heart MHLC - Form A anxiety and stress), analogue scale for pain
(2007) female) problem pain
Sun & Chinese nasopharyngeal | Social Support MHLC - Form B (translated and | Psychological well- | Chinese version of GHQ-30,
Stewart cancer patients (n=152, MHLC (internal, chance, altered to reflect condition) being, stress, appraised level of stress in
(2000) 31% female) powerful others) reflecting neuroticism relation to 4 cancer related
patients condition stressors, Chinese Neuroticism
Questionnaire
Talbot et al Type 2 diabetes patients Diabetes intrusiveness Personal control Internal HLOC scale of MHLC Depressive French-Canadian versions of:
(1999 (n=237, 45% female) (French Canadian version), symptomology BDI - short form, HADS -

translated version of Internal
subscale of Diabetes LOC Scale

depression scale
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Authors Sample Primary Predictor Secondary Control Measures Psychological Outcome Measures
Variables Predictor Outcome Variables
Variables
Thompson et | Cancer patients (n=71, Perceived control over 9 items to assess: emotions and Psychological CES-D, depression and anxiety
al (1993) 63% female) emotions, physical physical symptoms (2), maladjustment subscales of SCL-R-90
symptoms, relationships, relationships (3), medical care (2),
medical care, disease disease progression (1), general
progression and general control (1)
perception of control
Tomich & Breast cancer patients Self-esteem, optimism, Individual items to assess: control | Physical health and SF-36 from the Medical
Helgeson (n=35) and matched personal control over future course of illness, day mental health, benefit | Outcomes Study (quality of life
(2006) controls (n=35) to day symptoms, emotions and finding measure), Benefit Finding
feelings about illness Scale.
Wallhagen & | Parkinson’s Disease Control over disease Two single items Weli-being MOS
Brod (1997) patients (n=101, 41% progression and daily
female) symptoms
Watson et al Cancer patients (n=59, Cancer HLOC (internal Cancer LOC Psychological HADS, Mental Adjustment to
(1990) more than 75% female) cause, internal course and adjustment Cancer Scale, Courtauld
religious control) Emotional Control Scale
White et al Chronic Fatigue Causal attributions, CFS Asked for theories about what Psychological BSI — depression and anxiety
(2006) Syndrome (CFS) patients | HLOC (self, powerful caused CFS, MHLC (altered to be | adjustment subscales, 5 item measure of
(n=105, 88% female) others, chance) CFS specific) ruminative thoughts
Table 1: Summary of study populations, and predictor and outcome variables and measures
Abbreviations
ABS Affect Balance Scale CSIB Coping with Serious Illness Battery HAM-D Hamilton Depression Rating Scale PAIS Psychological Adjustment to Iliness Scale
BDI Beck Depression Scale DASS Depression, Anxiety and Distress Scale IDD Inventory to Diagnose Depression PCS Personal Competence Scale
BHS Beck Hopelessness Scale DAQ Death Anxiety Questionnaire IWB Index of Well Being PIER Perceived Inevitability of Emotional
Reactions
BSI Brief Symptom Inventory GAIS Global Adjustment to Illness Scale LOC Locus of Control POMS Profile of Mood States
BUMP | Behavioural Upset in Medical GARS | Global Assessment of Recent Stress MAC Mental Adjustment to Cancer Rosenberg | Rosenberg Self-Esteem Scale
Patients SES
CES-D | Center for Epidemiological Studies | GHQ General Health Questionnaire MHLC Multidimensional Health Locus of SCL-R-90 | Symptom Checklist (Revised)
- Depression Control
COCRS | Control Over Cardiac Recovery HADS | Hospital Anxiety and Depression Scale MOS Medical Outcomes Study Mental TMAS Taylor Manifest Anxiety Scale
Scale Health Index




4. Perceived Personal Control

Five studies within the current review examined perceived personal control at a general
level, which included some consideration of ‘control over health’. The studies considered
outcome in terms of anxiety and depression, although many also incorporated additional
outcome variables, such as positive affect, physical symptoms or functioning, and social

functioning.

Two studies examined the relationship between a general sense of control and
psychosocial recovery for patients with heart conditions. Both studies used the Sense of
Control Scale from the Coping with Serious Illness Battery (Stewart, 1983) to assess
control and the other subscales of the battery to assess outcome. EIll and Haywood (1984)
used a sample of patients in recovery following a myocardial infarction. Although, the
main focus of their study was examining the role of social support, personal control was
found to account for more variance in the majority of outcomes after one year than illness
severity or prognosis, pre-illness stressful events and social support (Ell & Haywood,
1984). Bohachick, Taylor, Sereika, Reeder and Anton (2002) examined psychosocial
recovery following heart transplantation. Their findings suggested that sense of personal
control was relatively stable over time (six months). Patients with a higher sense of control
at the time of hospitalisation demonstrated higher levels of optimism, satisfaction with life
and well-being, and lower levels of anger and depression at six months post-transplant.
The findings further suggested that improvement in psychological outcome was not the

result of better functioning, as control and functioning were almost unrelated.
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Devins et al (1983-4) examined the relationship between perceived illness intrusiveness,
control and mood for patients with End Stage Renal Disease (ESRD). Control was
assessed using ratings for 11 life dimensions, plus ratings for the illness and its treatment,
and over dialysis. They found that perceived control was significantly, negatively
correlated with perceived intrusiveness, and that increased levels of perceived
intrusiveness and decreased perceived control both correlated significantly and uniquely

with positive and negative mood (Devins et al, 1983-4).

Arnold, Ranchor, Koeter, deJongste, Wempe, ten Hacken et al (2006) examined
whether changes in personal control could predict quality of life following a rehabilitation
group for patients with Chronic Obstructive Pulmonary Disease (COPD). Control was
conceptualised as personal control over life (assessed using the Mastery Scale of Perlin &
Schooler, 1978), and as self-efficacy for the ability to control symptoms and maintain
function (assessed using the Self-efficacy Scale of Sullivan, LaCroix, Russo and Katon,
1998). Perceptions of personal control at the start of the group were not related to quality
of life at the end of the group. However, changes in self-efficacy for the ability to maintain

function contributed to significant changes in social and psychological functioning.

Barez, Blasco, Fernandez-Castro & Viladrich (2007) adopted a different approach to the
other studies so far reported. In their study, Barez et al (2007) defined perceived control as
a latent construct ‘made up of self-efficacy, active coping strategies, and a set of beliefs
about the capacity of the individual’s belief about the control he/she can exert over the
situations’ (p.23). This construct was considered in relation to outcome in terms of ‘loss of
adaptation’, which was construed as a latent construct comprised of mood state, functional
status and physical symptoms. Using structural equation modelling, Barez et al (2007)

assessed these constructs with a sample of breast cancer patients at five time points across
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the first year after surgery. They suggested that their results demonstrated that ‘perceived
control’ and ‘loss of adaptation’ are always highly related, reporting correlations between -

0.87 and -0.95 (Barez et al, 2007).

All of these studies suggest that a general sense of control is related to favourable
outcomes in terms of adjustment, mood, or social, psychological and/or physical
functioning. The positive effect of perceived control was found to be greater than that of
social support (Ell & Haywood, 1984), not attributable to improved functioning and
sustained at six months (Bohachick et al, 2002). Interestingly, Devins et al (1983-4) found
that factors specific to ESRD and its treatment did not make an important contribution to
patients’ emotional state, while factors that may apply across a range of medical illnesses

(i.e. perceived control and illness intrusiveness) did.

Bohachick et al (2002) suggested that a sense of personal control plays a crucial and
direct role for psychological outcomes, and that this may be related to diminished feelings
of vulnerability associated with the ‘victimisation experience’ of serious illness (Helgeson,
1992). It is perhaps worth noting that the study by Bohachick et al (1983-4) used a sample
of only 30 patients, which may have limited the statistical power. The study by Arnold et

al (2006) may have faced similar problems with a sample of 39 patients.

The study by Barez et al (2007), consistently found a very strong negative correlation
between perceived control and loss of adaptation. However, it could be argued that the
conceptualisation of personal control utilised by Barez et al (2007) is actually a

combination of closely related but separate theoretical concepts.
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The relative consistency of the findings for a general sense of perceived personal
control are perhaps more striking when considering the differences between samples in
prognosis, the amount of control available to the patient over the condition, and the

demands of treatment.

5. Locus of Control
As only two studies in the present review used a general locus of control measure,

which was not the main control variable of interest, the results of studies incorporating

general locus of control are discussed in later sections.

5.1 Health Locus of Control

Of the studies within the present review, nine explored the relationship between
perceived control over general health and psychological outcomes using either the Health
Locus of Control Scale (Wallston, Maides & Wallston, 1976) or Multidimensional Health

Locus of Control Scale (Wallston et al, 1978).

Four of the nine studies were undertaken with samples of cancer patients. Marks,
Richardson, Graham and Levine (1986) considered the role of health locus of control
beliefs in relation to depression within the first week of cancer diagnosis. The results
suggested that for patients with a high internal locus of control, who perceived their illness
as severe, there was a considerably less depression, while patients who perceived little

personal control or higher chance control experienced greater distress. Andrykowski and
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Brady (1994) investigated the role of health locus of control in relation to psychological
distress in bone marrow transplant patients. The study found no simple main effect for
health locus of control and psychological distress. However, they found that internal locus
of control was associated with greater distress when severity of illness was greater.
Contrary to a threat matching hypothesis, internal locus of control was also related to
greater distress when severity was low for those who had previous treatment failure.
Powerful Others control generally appeared to be beneficial for those who had not
previously failed cancer therapy, and had detrimental effects for those who had failed
therapy and whose illness was severe. Lowery, Jacobson and DuCette (1993) investigated
the role of causal attributions and control in adjustment to breast cancer. They found no
significant main effects or interactions for health locus of control for any of the adjustment
indices. However, feelings of loss of control since hearing about cancer diagnosis were
significantly and negatively related to the adjustment indices. Perceived loss of control
over one’s body, health and emotions was major predictor of adjustment and a significant
predictor of psychological distress. Friedman, Baer, Lewy and Lane (1988) also conducted
a study with breast cancer patients examining a number of potential predictors of post-
surgical (within the previous 10 years) psychosocial adjustment. Daily stress and
expressed anger were found to account for almost half of the variance in psychosocial
adjustment, but locus of control was not found to be significantly related to any of the

adjustment scales.

Fowers (1994) examined the effect of perceived control on adjustment to cardiac illness,
with a sample of cardiac rehabilitation patients. The results highlighted some mild, non-
significant correlations, which suggested that an internal locus of control was beneficial

under conditions of high life stress, and a Powerful Others locus of control was generally
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detrimental. However, there was no significant relationship between perceived control and

adjustment when demographic and illness variables were controlled for in the analysis.

Shelley & Pakenham (2007) examined the moderating role of external health locus of
control appraisals for the effect of pre-operative preparation on distress for coronary artery
bypass graft patients. When baseline distress was controlled for, the interaction between
pre-operative preparation, external health locus of control and self-efficacy was
significantly related to current distress and pain, and distress at discharge. When the
patients’ level of external locus of control and self-efficacy were matched, patients
experienced less distress. However, when the patients’ external locus of control and self-
efficacy differed, pre-operative preparation led to increased distress (high external locus of
control, low self-efficacy) or made no difference to outcome (low external locus of control

and high self- efficacy).

Bremer (1995) considered the role of health locus of control for psychological
adjustment for patients with End Stage Renal Disease across different treatment groups
(haemodialysis, continuous ambulatory peritoneal dialysis (CAPD) and renal transplant).
The findings suggested that the only significant association between health locus of control
and adjustment was for the Chance scale, with low levels of Chance control associated
with better mood and life satisfaction. Health locus of control was found to moderate the
relationship between treatment modality and adjustment, such that those with Chance
beliefs, who received CAPD or a transplant, were more likely to experience poorer
adjustment at baseline and one year follow-up. Similar findings were obtained by Evans,
Fernando, Rabkin and Fishman (2000) in a longitudinal study of HIV infected gay men.
Of the locus of control variables, only Chance was found to be a significant predictor of

depressive symptoms, hopelessness and stress.
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Helgeson (1992) examined control over illness in relation to adjustment for cardiac
patients following a first cardiac event. A large number of significant findings for control
were reported. The main results of the study suggested that health locus of control was
associated with less distress and better psychosocial adjustment at three months post
discharge. In addition, personal feelings of control over illness (assessed by a single item)
were associated with better psychosocial adjustment at three months post discharge. In
general, feelings of personal and internal health locus of control were associated with
better adjustment and/or reduced distress for the entire sample regardless of whether the
patient had undergone surgery, had a poor prognosis, or had been re-hospitalised. Feelings
of vicarious control (Powerful Others) were only related to better adjustment for patients

who had undergone surgery.

The studies examining health locus of control beliefs for psychological distress or
psychosocial adjustment found no significant main effects. While three of the studies
found no significant results for health locus of control beliefs and adjustment, the majority
of the studies highlighted a complex range of significant interactions. All of the studies
used advanced statistical techniques to examine the relationships, employing regression
and hierarchical multiple regression analyses. Interestingly, two of the studies that
reported non-significant results (Friedman et al, 1988; Fowers, 1994), used the lowest
sample sizes amongst these studies (n=67 and n=71, respectively). It is questionable
whether these sample sizes were sufficient for the statistical approaches employed and to
examine moderational or mediational relationships. However, Lowery et al (1993) also
found no significant results for health locus of control, despite having the largest sample

(n=195).
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One of the studies that did not find health locus of control significantly related to
adjustment was the study by Friedman et al (1988). In their study, Friedman et al (1988)
used the Health Locus of Control Scale (Wallston et al, 1976), which assesses control in
relation to an internal-external dimension. They suggested that the non-significant result
for health locus of control might be related to the use of a general health measure of
control, rather than a cancer-specific measure (Friedman et al, 1988). While Lowery et al
(1993) did not find significant results for health locus of control, the findings for perceived
control over specific aspects of health were significant. This finding supports suggestions
that it may be beneficial to examine control at a specific rather than general level.
Although Marks et al (1986) suggested that there was little association between control and
depression, some strong correlations were found for Self control and Chance control in
relation to depression. The lack of any strong associations between Doctor control and
depression could potentially be related to the stage of illness. As patients had only just
received a diagnosis of cancer they had little opportunity for experiences of treatment,
which may be necessary for beliefs in Doctor control to have an appreciable impact (Marks
et al, 1986). It is perhaps worth noting that Marks et al (1986) selected only nine items
from the MHLC (Wallston et al, 1978) scale, three for each subscale and combined the
Chance subscale with three items from the I-E LOC scale (Rotter, 1966), making their

results less directly comparable with other studies using the MHLC.

The studies by Andrykowski & Brady (1994) and Helgeson (1992) found different
results for Internal locus of control. Andrykowski and Brady (1994) found that Internal
control was associated with increased distress when illness severity was greater, while
Helgeson (1992) found that Internal control was associated with better adjustment and/or
reduced distress for the entire sample regardless of previous treatment, prognosis or

rehospitalisation. This difference can perhaps be related to the nature of their samples,
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Andrykowski & Brady (1994) study involved bone marrow transplant patients, while
Helgeson’s (1992) sample consisted of cardiac patients. Bone marrow transplantation is
associated with significant risk, both for the operation and for delaying treatment
(Andrykowski & Brady, 1994). The nature of this particular sample could also explain
Andrykowsi & Brady’s (1994) unusual finding of higher distress in patients with an
internal locus of control when disease severity (physical decline) was low. Perhaps, for
these patients the decision to undergo transplantation in the absence of severe disease and
previous failed treatments is more difficult (Andrykowski & Brady, 1994). In both of
these studies the findings seem to suggest that the benefits of Power Other control are
limited to those who have received successful treatment. The results of Shelley &
Pakenham (2007) however, suggested that Powerful Other locus of control was only
beneficial for patients who also reported high self-efficacy. It is worth noting however,
that the patients in Shelley & Pakenham’s study (2007) were pre-operative, and may have
also lacked experience of treatment that might shape views about Powerful Others control.
Andrykowski and Brady (1994) also found negative effects for Powerful Others control for

those who had failed previous therapy and whose illness was serious.

Of the studies finding significant results, two studies only found relationships for
Chance control (Bremer, 1995; Evans et al, 2000). In both studies Chance control was a
significant predictor of psychological distress and poorer adjustment. The validity of
generalised health locus of control measures when studying psychological adjustment
amongst specific patient groups has been questioned (Watson, Greer, Pruyn & Van den

Borne, 1990) and could potentially explain the reason for the limited findings.
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5.2 Illness-Specific Locus of Control

There were five studies in the present review that utilised illness-specific health locus of

control scales.

Watson et al (1990) examined the relationship between cancer locus of control and
psychological adjustment, using the English version of the Cancer Locus of Control Scale
(Pruyn, van den Borne, de Reuver, de Boer, Bosman, ter Pelwijk et al, 1988). The Cancer
Locus of Control scale was found to have three dimensions: internal control over cause of
cancer, internal control over course of cancer, and religious control. Locus of control was
not found to be significantly related to anxiety or depression, although the authors noted

that the rates of anxiety and depression in the sample were low.

Another study, examining psychological adjustment to cancer was undertaken by Sun
and Stewart (2000). The study, which was undertaken in Hong Kong with a Chinese
sample, used a translated version of the Multidimensional Health Locus of Control scale
(Form B), which had been adapted to be specific to nasopharyngeal cancer. Sun and
Stewart (2000) found that after controlling for neuroticism, Internal health locus of control
was negatively associated with depression and GHQ scores, and Chance locus of control
was positively associated with depression. Although both Internal and Chance control
were found to contribute to predicting depression, when combined with social support,
only social support quality made an independent contribution to predicting variance in

psychological well-being.

Bremer, Haffly, Foxx and Weaver (1995) examined the relationship between an absence

of control over health and psychological adjustment for End Stage Renal Disease (ESRD)
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patients. Bremer et al (1995) found that locus of control was unrelated to well-being, but
Chance control and illness intrusiveness were related to negative affect. After statistically
controlling for treatment type and illness intrusiveness, locus of control was found to be
unrelated to positive or negative affect. Most of the significant effects found in the study
were for control over life dimensions, which were positively related to affect, satisfaction

with life dimensions and well-being.

Talbot, Nouwen, Gingras, Belanger and Audet (1999) conducted a study examining the
effects of illness intrusiveness and personal control on depression for a sample of French-
Canadian diabetes patients. Control was assessed using the French version (Talbot,
Nouwen & Gauthier, 1996) of the Internal Control scale from the Multidimensional Health
Locus of Control Scale and a translated version of the Internal subscale of the Diabetes
Locus of Control Scale (Ferraro, Price, Desmond & Roberts, 1987). Confirmatory factor
analysis suggested that personal control, in part, mediated the relationship between
diabetes intrusiveness and depressive symptoms. However, the authors chose to retain an

alternative model which excluded personal control, as a better model to represent the data.

White, Lehman, Hemphill, Mandel & Lehman (2006) considered the roles of causal
attribution and perceived control over Chronic Fatigue Syndrome (CFS) for psychological
adjustment. The study found that Internal control did not correlate significantly with
outcome, however, Powerful Others was correlated with depressive symptoms, anxiety and

rumination. Interestingly, Chance control was correlated negatively with rumination.

Despite the use of illness-specific measures, three out of five studies found that health
locus of control was not significantly related to outcome. The other two studies found that

while health locus of control may play a part in accounting for depressive symptomology,
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other factors such as quality of social support (Sun & Stewart, 2000) and illness
intrusiveness (Talbot et al, 1999) may be far more important. Bremer et al (1995)
suggested that health locus of control was less important than an overall sense of control

over life in predicting psychological adjustment to ESRD.

Only the study by Sun and Stewart (2000) found any effect for Internal locus of control,
which was significantly related to psychological well-being. For Powerful Others locus of
control, only the study by White et al (2006) found a significant result, that being that a
Powerful Others locus of control was associated with depressive symptoms, anxiety and
rumination. This finding may be related to the fact that CFS is generally very poorly

understood by the medical community, which most likely hinders effective treatment.

Two studies supported previous findings that Chance locus of control is significantly
correlated with negative affect (Bremer, 1995; Sun & Stewart, 2000). Interestingly, White
et al (2006) found that Chance control was associated with less rumination amongst CFS
patients. The difference in these findings can perhaps again be accounted for by the
differences in conditions (cancer and CFS). There is no clear etiology for CFS, although
there are numerous theories. Previous studies have found that individuals who are unable
to generate a causal explanation for their illness experience poorer adjustment (Lowery et
al, 1993). White et al (2006) found that those who develop internally oriented causal
explanations experience more depressive symptoms, anxiety and rumination. It is possible
that for CFS patients, a belief in chance reduces the need to search for a causal explanation

or generate internally oriented ones.

These findings provide very little evidence that perceived control over a specific health

problem is of psychological benefit.

32



6. Personal Control over Aspects of Illness

The literature examining the role of control over aspects of health care is arguably the
most complex. Numerous studies have assessed control over various aspects of illness, in
a variety of combinations, using differing definitions and measures, with a range of
different patient populations. The aspects of control studied include personal, vicarious
and others’ control over: daily symptoms; illness; future illness; disease progression;
illness recurrence; consequences of illness; medical care; treatment; emotions; and
decisions. In some studies some of these categories are assessed separately, and in other
studies some categories are combined, making the delineation of the findings a difficult

task.

Within this review 13 studies considered the relationship between control (over one or
more aspects of illness) and psychological outcome. Five of these articles involved studies
of cancer patients and generally consider similar aspects of illness; three articles involved
patients with rheumatoid arthritis; two articles study perceptions of control over health
amongst gay men with AIDS; and the remaining studies involved cardiac patients, and two
different samples of older people: older people requiring post-hospital care and patients

with Parkinson’s Disease.

Thompson, Sobolew-Shubin, Galbraith, Schwankowsky & Cruzen (1993) conducted a
study examining control over a number of aspects of illness in relation to psychological
maladjustment amongst cancer patients. Elements of control included: control over
emotions and physical symptoms; relationships; medical care; progression of disease; and
control in general. The results suggested that there was a significant relationship between

adjustment and each the four areas of control (control over emotions and symptoms,
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relationships, medical care and disease progression) with control over emotions and
physical symptoms accounting for most of the variance (46%). Although the individual
dimensions of control over ‘relationship with spouse’ and ‘medical treatment’ were not
correlated with adjustment. The findings suggested that participants with greater overall
perceived control were significantly better adjusted, even when demographic variables

were controlled for.

Jenkins & Pargament (1988) studied cognitive appraisals in cancer patients, examining
the relationship between perceptions of current control over cancer (by self, other people,
God, chance, natural causes) and psychological adjustment. They found only a limited
number of significant correlations and control appraisal variables were only modest
predictors of adjustment in terms of self esteem and behavioural upset. None of the control
variables significantly predicted staff ratings of global adjustment. Higher levels of
personal control were found to be related to lower pessimism and reactivity to threat.
Perceptions of God control were associated with higher self-esteem and lower observed
behavioural upset. High levels of perceived chance control were also associated with

lower levels of behavioural upset.

Tomich & Helgeson (2006) considered the adaptive value of perceptions of personal
control for a sample of women who had experienced a recurrence of breast cancer within a
period of five years. The participants were individually matched (on a range of variables)
with breast cancer patients who had not had a recurrence. Control over the ‘future course
of illness’, ‘day to day symptoms’, and ‘emotional responses to illness’ were assessed
using single items. For women who experienced breast cancer recurrence, perceived
control over illness at baseline was associated with poorer physical and mental functioning

and less benefit finding five years later. This finding was not the case for women who had
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remained disease free, whose functioning was not reduced and who were able to find more
benefit. Similar but non-significant trends were also found for perceived control over

‘future disease course’, and perceived control over ‘emotional responses to illness’.

Carver, Harris, Lehman, Durel, Antoni, Spencer et al (2000) examined the relationship
between the perception of control over the recurrence of breast cancer and distress in two
samples of women with early stage breast cancer. The results of Study 1, suggested that
those perceiving ‘personal control over outcome’ tended to be more optimistic about
outcome. Neither personal control nor the interaction between control and outcome
expectancy were significantly related to distress at any of the assessment points (pre-
surgery, post-surgery, and 3, 6 or 12 months post-surgery). Study 2 examined the
relationship between perceived control and distress, allowing a greater period for
adjustment post-surgery, with a single assessment at 3, 6 or 12 months following surgery.
The results replicated those found in Study 1, with no relationship found between personal

control and distress.

Norton, Manne, Rubin, Hernandez, Carlson & Bergman (2005) considered the role of
perceived control, as part of a study of psychological distress amongst ovarian cancer
patients. The study found that participants with greater physical impairment (functional
disability) perceived having less control over their emotional responses to illness and
medical aspects of their treatment, and those with less ‘control over treatment’ reported
greater psychological distress. The results suggested that patients’ perceptions of control
served as a mediator in the relationship between physical impairment and psychological

distress (Norton et al, 2005).
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Affleck, Tennen, Pfeiffer & Fifield (1987) in a study of rheumatoid arthritis patients
examined the relationship between perceptions of personal control over ‘daily symptoms’,
“future course of illness’, and ‘care and treatment’, and mood and psychosocial adjustment.
In addition, they assessed perceptions of health care provider control over ‘daily
symptoms’ and ‘future course of illness’. The study found that patients who perceived
greater personal control over symptoms and over disease course saw their illness as more
predictable. Perceiving personal ‘control over symptoms’ was significantly associated
with mood for patients with moderate and severe disease. While the perception that
healthcare providers had ‘control over symptoms’, was significantly related to negative
mood. Perceived control over disease course was significantly associated with negative
mood and less positive adjustment in patients with severe disease severity. ‘Control over
treatment’ was the only control variable unconditionally associated with mood and

adjustment.

Chaney, Mullins, Uretsky, Doppler, Palmer, Wees et al (1996) examined the
relationship between perceived illness control over daily symptoms, attributional style for
negative events, and depression in a sample of rheumatoid arthritis patients. They found
that under conditions of low perceived illness control, greater internal and global
attributions for negative events were associated with increased depression. Under
conditions of high perceived control, variations in causal attributions were unrelated to

depression.

Schiaffino & Revenson (1992) looked at the moderational and mediational roles of
perceived control over illness and depression with a sample of rheumatoid arthritis (RA)
patients. In addition, self-efficacy beliefs and causal attributions (for a recent symptom

flare) were considered. Perceived control was not directly related to depression, but was
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related to causal attributions, and self-efficacy. Self-efficacy mediated a weak relationship
between perceived control and disability. A similar but non-significant pattern was found
four months later. Patients who perceived their illness as less controllable, and who made

internal, global, stable attributions experienced greater depression at baseline.

Griffin & Rabkin (1998) looked at the relationship between perceived control and
psychological adjustment for people with advanced AIDS. Control was assessed with
single items to rate ‘perceived control over illness’; to examine the most important
consequences of illness; and to rate ‘perceived control over the most important
consequences’. The study found that participants reported greater feelings of ‘control over
the course of illness’ than the most subjectively important consequences of illness (e.g.
finances, decreased quality sex life, relationship problems with partner, friends and family,
negative effects on appearance). The perception of ‘control over day to day illness’ was
associated with less psychological distress, less hopelessness and fewer cognitive
depressive symptoms. Individuals with low levels of perceived control and high levels of
realistic acceptance reported the most hopelessness. Physical symptoms and ‘perceived
control over illness’ were the only predictors of depression, accounting for 34% and 15%

of the variance in depression, respectively.

Reed et al (1993) studied the effects of perceived control on global adjustment for gay
or bisexual men with AIDS. They used single items to assess a number of aspects of
control, including: locus of control; and personal and vicarious control over ‘symptoms’,
‘illness’ and ‘medical care and treatment’. The study found that locus of control and
personal control were both significantly related to global adjustment, at baseline and eight
months later. Patients who perceived greater control over their illness experienced better

adjustment, while the opposite was true for those who perceived that others controlled their
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illness. Self-reported health status was significantly correlated with ‘personal control over
symptoms’ and ‘control over illness’. When health status was statistically controlled for,
the relationship between ‘personal control over illness’ and better adjustment was non-
significant. Controlling for locus of control, ‘control by others over medical care and
treatment’ was significantly related to poorer global adjustment and negative affectivity.
This relationship was maintained even after baseline global adjustment was statistically
controlled for. When self-reported health status was considered, the correlations were
found to be stronger for the low status group (except for ‘personal control over illness
course’ and adjustment, which became non-significant) and non-significant for the high

status group.

Michie, O’Connor, Giles & Earll (2605) conducted a study related to the psychological
changes that predict health outcome following attendance at a cardiac rehabilitation course.
Using a sample of cardiac rehabilitation patients, perceptions of control over illness
(assessed using items from the Iliness Perceptions Questionnaire; Weinman, Petrie, Moss-
Morris & Horne, 1996) were examined as one of a number of factors related to changes in
mood and quality of life. The results of the study suggested that an increased perception of
‘control over illness’ predicted lower depression, and there was a non-significant trend
towards lower anxiety eight weeks after the course. However, increased self-efficacy
(confidence in behaviour change) rather than perceived control predicted better mental

health eight months after the course.

Coulton, Dunkle, Haug, Chow & Vielhaber (1989) considered the impact of decisional
control on adjustment to post-hospital care for older people being discharged from
hospital. They found that locus of control and ‘control over care decisions’ had no effect

on psychological distress one month after discharge. However, individuals with high
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internal locus of control, who perceived a lack of control over the decision about post-
hospital care, experienced more distress. Those with more control over their discharge
plan reported more satisfaction, although the interaction between decisional control and
locus of control did not reach significance for ‘satisfaction’. Individuals with greater
external locus of control experienced less decisional anxiety. Decisional anxiety was

associated with lower satisfaction.

Wallhagen & Brod (1997) examined the relationship between perceived control over
disease progression and daily symptoms, in relation to well-being in a sample of patients
with Parkinson’s disease. Control over symptoms accounted for additional variance
beyond that of disease severity. Despite almost equal ratings for perceived control over
symptoms and control over disease progression, there was no relationship between control

over disease progression and well-being.

As previously noted the findings for studies examining the role of control over different
aspects of illness is extremely complex. The majority of studies discussed used single
items to assess different aspects of control, which has implications for reliability. Most of
the studies employed either regression or hierarchical regression analyses. However, the
studies by Jenkins & Pargament (1998) and Reed et al (1993) only examined correlations,
while Michie et al (2005) used Wilcoxon Signed Ranks for data analysis. The size of the
samples used varied greatly between studies and may be related in some cases to the lack

of significance of some findings.

The findings of these studies suggest that there are some benefits to perceived ‘personal
control’, such as reduced pessimism and reactivity to threat (Jenkins & Pargament, 1988),

and increased optimism (Carver et al, 2000). Reed et al (1993) found that locus of control
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was related to current and future adjustment. Coulton et al (1989) found that when patients
lacked decisional control, an internal locus of control was related to distress following
discharge to post-hospital care. However, patients with an external locus of control
experienced less decisional anxiety, with decisional anxiety related to poorer adjustment
(Coulton et al, 1989). It has been suggested that the psychological impact of perceiving
decisional control is dependent on the extent to which control is expected (Coulton et, al,

1989).

Within the literature reviewed, it was not clear whether the term ‘control over illness’
was referring to ‘control over symptoms’, ‘control over disease course or progression’ or
both. A number of studies examining ‘control over illness’ and ‘control over disease
course/progression’ have found increased control related to better psychological
adjustment (Griffin & Rabkin, 1998; Michie et al, 2005; Reed et al, 1993; Thompson, et al,
1993). Perceiving ‘control over illness’ has also been associated with more ‘benefit
finding’ (Tomich & Helgeson, 2006). An exception to these findings appears to be in the
circumstance of severe illness, in which case, greater control is associated with reduced
mental and physical functioning, reduced benefit finding (Tomich & Helgeson, 2006),
lower mood and poorer adjustment (Affleck et al, 1987). Some studies have failed to find
a relationship between ‘control over illness’ and better psychological outcome. Carver et
al (2000) found that ‘personal control over recurrence’ was not significantly related to
distress. Schiaffino & Revenson (1992) did not find a direct relationship between ‘control
over illness’ and depression, although they found an interaction between control and
attribution style. Both Schiaffino & Revenson (1992) and Chaney et al (1996) found that
patients with low perceived illness control, who made internal, stable, global attributions,
experienced increased depression, and that this relationship did not exist for those with

perceptions of high control. It should be noted however, that both of these studies
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employed relatively small samples for hierarchical multiple regression analysis (n=64 and

n=58, respectively).

Affleck et al (1987) found that increased control over symptoms was related to
improved mood for patients with moderate or severe illness. They also found that patients
who perceived health care providers as having control over their symptoms experienced
lower mood. Although, Reed et al (1993) found that ‘personal control over symptoms’
was related to current and future adjustment, this relationship became non-significant when
health status was controlled for statistically. It is perhaps worth noting, that the sample in
the study by Reed et al (1993) consisted of only 24 participants, and may have lacked
statistical power. Thompson et al (1993) combined the dimensions of ‘control over
symptoms’ with ‘control over emotions’, finding a significant relationship with adjustment.
Tomich & Helgeson (2006) examined ‘control over symptoms’ independently, obtaining

similar but non-significant findings to those for they obtained for ‘control over illness’.

Studies examining ‘control over medical care and treatment’ have generally found
similar results, suggesting that increased control is related to improved adjustment
(Thompson et al, 1993; Affleck et al, 1987), mood (Aftleck et al, 1987) and satisfaction
(Coulton et al, 1989). Interestingly, Thompson et al (1993) found a significant relationship
with adjustment for ‘control over care’ but not for ‘control over treatment’. Norton et al
(2005) suggested that ‘control over treatment’ mediated the relationship between physical
impairment and disability. Studies have also shown that an absence of ‘control over
care/treatment’ is related to increased distress (Norton et al, 2005); and perceiving others to
have control is related to reduced adjustment and negative affect (Reed et al, 1993).
Coulton et al (1989) found that decisional control relating to post-hospital care was not

related to psychological distress one month after discharge. It is worth noting that 90% of
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the sample felt that they had at least some control over the decision, 60% were discharged
either to their own or a relative’s home, and the rates of distress amongst participants were

low (Coulton et al, 1989).

7. Discussion

The present review has shown varied findings for the relationship between perceived
control and positive psychological outcomes. The studies reviewed seemed to indicate that
a sense of personal control (at a general level) is related to favourable psychological
outcomes, despite differences between the populations studied. The studies examining
health locus of control beliefs found no main effects, although a number of these studies
found significant interaction effects. This finding suggested that perceived control might
moderate or mediate the effect of other variables on outcome. The findings of the studies
within this review that used illness-specific measures of control provided little evidence
that perceived control is of psychological benefit. The findings for ‘control over illness’
and ‘control over disease progression’, largely suggested that greater perceived control is
related to better psychological adjustment. However, other studies have failed to find
significant results for ‘control over illness’, even with relatively large samples (Carver et
al, 2000). There is general indication that ‘control over symptoms’ is of psychological
benefit, with a number of studies finding significant or close to significant relationships
with mood and adjustment. It has been suggested that control over symptoms, may have
the greatest effect on adjustment, as symptoms may be more amenable to control than
disease severity (Affleck et al, 1987). The findings for ‘control over treatment’ have also

fairly consistently found a relationship between perceived control (or lack of it) and
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adjustment. In one study, ‘control over treatment’ emerged as the only control predictor

unconditionally associated with mood and adjustment (Affleck et al, 1987).

In evaluating these findings, there are a number of conceptual and methodological
issues to consider. As previously noted, the conceptualisation of control has been
problematic in terms of developing a coherent body of literature. The studies by Arnold et
al (2006) and Barez et al (2007) both used conceptualisations of control that included self-
efficacy. Carver et al (2000) suggested that combining the concepts of perceived control
and perceived efficacy would confound results. Schiaffino & Revenson (1992) suggested
that although the interactional patterns of control and self-efficacy are similar, they are

conceptually distinctive.

In the present review, an attempt has been made to address the issue of generality and
specificity, and to consider the findings in relation to different aspects or dimensions of
control. It is interesting to note, that despite calls for the use of specific illness measures
(Watson et al, 1990; Friedman et al, 1988), studies employing these measures failed to find
any significant results for perceived control. The issue of how control is assessed has been
touched upon throughout. The studies within the present review that used standardised
measures, reliability coefficients between 0.7 and 0.9 were usually reported. The issue of
measurement reliability becomes more problematic when idiosyncratic measures are
employed. Most of the studies examining ‘control over aspects of illness’ used single
items to assess aspects on control, which may make the results of these studies less directly

comparable and potentially less reliable.

A number of the reviewed studies employed correlational designs, particularly those

considering ‘perceived personal control’. Correlations can only establish a relationship
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between variables, but can not determine the direction of causality or reciprocal effects.
The majority of the studies examining ‘health locus of control’ and ‘control over aspects of

illness’ used more robust statistical techniques.

A methodological issue requiring consideration is the particular nature of the health
condition of the populations studied. The prognosis (actual severity), perceived severity,
perceived threat, symptom severity, chronicity, predictability and intrusiveness of the
illness may all influence how control relates to outcome. Other influential factors might
also include social knowledge and attitudes about the health problem, and social and
personal contexts (Wallhagen, 1998). Some of these factors and their relationship to
perceived control have been considered within the studies, however defining and
measuring each of these influences reliably poses a significant challenge to researchers. A
similar problem exists in relation to the definition and measurement of outcome. A variety
of outcome measures have been employed in the presented studies, although it is beyond
the scope of this review to consider them in any depth. Many of the studies have utilised
established standardised measures, often used in combination, sometimes standardised and
combined in composite indices, and sometimes abbreviated or adapted. Even when
outcome is similarly defined, whether the use of different measures would produce

comparable results is unclear.

Almost all of the studies reviewed focused on specific patient groups, often very
narrowly defined, most likely in the attempt to refine the assessment of perceived control
and minimise potential confounding variables. However, what this arguably produces is
findings that are limited in their generalisability. What has been attempted within this
review and could potentially be valuable, is considering the factors that apply more

generally to wider groups of patients, as well as considering the specific factors. In
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addition, future research that focuses on determining what aspects of control are useful, for
which patients, and at what point in their care, could facilitate a range of interventions
aimed at developing perceptions of control in patients that could be of psychological
benefit. Such interventions might include, pre-diagnosis counselling, patient education

initiatives, and end of life care planning.
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