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STARTING FROM SCRATCH – PATIENT-REPORTED OUTCOME 

QUESTIONNAIRES & THEIR ROLE IN AN INTEGRATIVE 

MEDICINE PRIMARY CARE MINIMUM-DATASET. 
 

 

ABSTRACT 

AIM 

This research explored the use of patient questionnaires for evaluating integrative medicine 

(IM) clinics in the primary care setting. 

 

BACKGROUND 

Integrative medicine (IM) combines traditional, complementary, and alternative medicine 

with conventional biomedicine. With more clinics in Australia offering IM, it is important 

to evaluate outcomes.  

 

METHODS 

Mixed methods were used. This included a case study of an IM clinic in Sydney, Australia; 

interviews with 20 patients and 13 staff at the clinic; and a systematic literature review of 

patient questionnaires.  

 

RESULTS 

Challenges for meausring IM outcomes limitations with routine clinical data collection, 

selecting appropriate questionnaires able to measure the wide range of IM outcomes whilst 
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minimizing responder burden, patient recruitment and practitioner support. Electronic 

questionnaires have many advantages. Alternative formats such as paper are still needed. 

Not all interviewees were interested in cohort results or research and instead wanted to 

access their individual patient results.  

 

DISCUSSION 

The results from the studies were synthesised and a set of recommendations are offered. 

 

CONCLUSIONS 

Patient questionnaires could be used to establish a minimum dataset for use in research, 

health service development, and informing and improving individual patient care. A 

bottom-up approach that adresses stakeholders’ needs for a dataset is essential. 
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GLOSSARY OF TERMS 

The term Traditional, Complementary & Alternative Medicine (TCAM) is used 

throughout this thesis in preference to more commonly used terms, because it 

acknowledges that for many people, including some Indigenous Australians, these 

therapies are neither complementary nor alternative medicines. Instead, they may be their 

mainstream conventional medicine and sometimes the only medicine available. 

 

Traditional, Complementary & Alternative Medicine (TCAM) covers various 

traditional and natural therapies. Other commonly used terms that have a similar meaning 

are Complementary & Alternative Medicine (CAM) and Complementary Medicine 

(CM). 

 

The other terms used in this thesis are listed in alphabetical order. 

 

Ayurvedic Medicine refers to the traditional Indian medical practice that appeared during 

the Vedic period in India. 

 

Biomedicine is a clinical practice that draws on the scientific disciplines of chemistry, 

physics, biology, physiology, statistics, epidemiology etc. In this thesis it is used to 

differentiate biomedical doctors and biomedical health services from TCAM practitioners 

and TCAM health services.   

 

Evidence-Based Medicine (EBM) utilizes the best available scientific evidence to inform 

clinical decisions and healthcare provision. 
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General Practitioner (GP) is a biomedical doctor who provides medical care for people 

of all ages with both acute and chronic illness in the primary care setting. Preventative 

medicine and screening for disease are other important roles of the GP. The term family 

doctor and family physician are synonymous terms commonly used in the USA. 

 

Holistic Health (HH) has different meanings and uses. For some it is synonymous with 

TCAM. In this thesis, unless stated otherwise, holistic health refers to the health of the 

whole person and recognises that a person’s health is multifaceted.  Theoretically, any 

style of medicine or intervention can be provided in a holistic way. 

 

Integrative Medicine (IM) in this thesis refers to the combination of Western 

biomedicine with TCAM. IM practitioners have biomedical training and training in one 

or more TCAM therapies. IM clinics offer healthcare services provided by various 

combinations of biomedical, IM and TCAM practitioners.  

 

Integrative Medicine Minimum Dataset (IM-MDS) is a dataset that systematically 

collects an agreed set of longitudinal cohort data from IM clinics, practitioners or patients. 

 

Naturopathy refers to traditional natural therapies of European origin. Practitioners are 

often called Naturopaths. 

 

Patient-Centred Care addresses the healthcare needs and preferences of patients by 

establishing a partnership with the patient that enables active participation in the decision-

making process and their management. 
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Patient-Reported Outcomes (PRO) are health-related outcomes measured from patients’ 

written or spoken responses to questionnaires. 

 

Primary Care describes health services that are the first point of consultation for people 

in the community. Patients are then referred on to Secondary Care and Tertiary Care 

(either in the hospital or community) for more specialised health care. 

 

Traditional Chinese Medicine (TCM) originates from China. Similar systems are used 

across East Asia and more recently have been grouped together under the term 

Traditional Oriental Medicine (TOM).  

 

Traditional Medicine is a broad term referring to therapies originating from a traditional 

or indigenous culture. This includes traditional Western herbal and naturopathic 

medicines, traditional Chinese medicine, traditional Oriental medicine, and Ayurvedic 

medicine. 
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PREFACE 

I present this thesis for examination as a ‘thesis by publication’ with chapters containing 

work published or accepted for publication in peer-review journals. The research draws on 

my clinical and academic skills in integrative medicine and public health medicine. 

 

In Australia, integrative medicine (IM) refers to the combination of traditional, 

complementary, and alternative medicine (TCAM) with conventional biomedicine. My 

interest in TCAM began shortly after graduating as a medical practitioner in 1990. 

Throughout my career as a clinician I have studied various TCAM modalities and have 

integrated TCAM into my clinical practice in primary care. A background in public health 

medicine and recent work undertaken for the National Institute of Complementary 

Medicine heightened my awareness of the urgent need for IM health services research in 

Australia.  

 

I was especially interested in effectiveness research, whole systems research, and the 

potential use of a minimum dataset that would collect longitudinal data from patients and 

clinics. The aim would be to measure the wide range of outcomes relevant to IM and to 

use electronic patient questionnaires that could be linked to routine clinical data and e-

health records.  

 

This research was undertaken whilst I was working part-time in an IM primary care clinic 

in Sydney, Australia. IM health services research is in its infancy, especially in Australia. 

Only a few case studies of  IM clinics are reported in the literature and none were 

Australian. I decided it was important to undertake a case study of the clinic were I worked 

and to share this information with the wider IM community. At the same time, I began a 
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systematic review to identify and appraise patient-reported outcome questionnaires. I had 

originally thought I would then pilot test a small battery of selected questionnaires with 

patients in the clinic. However, whilst reviewing the literature, I realised that before a final 

selection could be made, more information was needed from the patients and practitioners 

at the clinic about their views on the use of patient questionnaires. 

 

Although my original research interest was to use quantitative methods, mostly qualitative 

methods were employed. It has been an invaluable learning experience that enabled me to 

discover firsthand the value of qualitative methods for providing an in-depth understanding 

on a subject. Given mixed methods and whole systems research are both recommended 

approaches for IM evaluation, the skills I have acquired in qualitative methodology and 

mixed method research will be important adjuvant to any quantitative methods I might use 

in the future.  

 

I am now looking towards building on the research presented in this thesis to establish a 

minimum dataset for evaluating patient outcomes in integrative medicine.  
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CHAPTER 1: INTRODUCTION 

The introductory chapter summarises the relevant background information that inspired 

this research, its aims and objectives, scope and limitations, and the thesis outline. 

  

‘Starting from scratch’ was first coined by sport in the 1800s. Competitors with no 

handicap in a race had to start from the scratch line. At the beginning of a bout, boxers 

who met the required standard were ‘up to scratch’ and would face each other at the 

scratch line.  

 

A new competitor in the health industry is emerging – traditional, alternative and 

complementary medicine (TCAM) and integrative medicine (IM). Sceptics devalue the 

clinical expertise and traditional knowledge that inform many of these therapeutic 

approaches. They call upon exponents of TCAM and IM to provide robust scientific 

evidence that is ‘up to scratch’. Similar to other complex healthcare interventions 

discussion continues about appropriate methods for evaluating these interventions. 

Irrespective of the chosen methodology, the systematic collection of patient and health 

service data, and outcomes will be needed.  

 

Following a case study of an IM primary care clinic in Sydney, Australia, the decision was 

made to focus the remaining research presented in this thesis on patient questionnaires and 

their place in a minimum dataset. This nessessitated ‘starting from scratch’. Before 

developing or testing patient questionnaires or using them in a datset, a systematic 

approach should be taken to ascertain which questionnaires if any, are most appropriate 

and strategies to improve support for their use by patients and practitioners. 
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1.1 BACKGROUND 

Over the past few decades, traditional, complementary and alternative medicine (TCAM) 

has become increasingly popular throughout developed countries. Coupled with this is a 

rise in the number of biomedical practitioners who are either integrating aspects of TCAM 

into their own clinical practice, or working in multidisciplinary teams with TCAM 

practitioners; either approach is commonly referred to as Integrative Medicine (IM). 

 

In Australia, the majority of TCAM and IM is practised in the community and primary 

care setting; the facilities and services are mostly private enterprise with indirect funding 

from government health rebates and private insurers.1 The growing demand for IM makes 

it even more important to systematically evaluate the services. As in all areas of health 

care delivery, evaluations are needed for the development of high quality services that 

meet the needs of the individual and the community.  

 

The evaluation of IM services is still in its early days and more research is urgently needed.2  

Only a few IM clinics are reported in the literature and it is challenging to engage clinics to 

participate in research.3,4  Most of this research has been undertaken outside of Australia and 

investigates institutions. Less is known about the private sector and IM primary care 

services. There are no published evaluations of Australian IM primary care clinics.  

 

Evaluating IM services is challenging, because the interventions and outcomes are 

complex and context specific.5-7 TCAM and IM aim to provide holistic, patient-centred 

care.3,8 Like much of primary care medicine, the results of randomised control trial with 

strict inclusion criteria are not always applicable.9  Comparative effective research, mixed 

Page 25 of 267 
 



methods and whole systems research have been proposed as appropriate methodologies for 

evaluating IM.9-11  

 

The National Institute of Complementary Medicine (NICM) in its directions report for IM 

recommended a “strategy and process to develop a minimum data set to monitor and 

evaluate IM clinical practice in Australia”.1 This would entail collecting continuous data 

on IM health service activities and outcomes for IM surveillance and evaluation.  

 

Given that in Australia the majority of IM primary care clinics are owned by private 

enterprise, for such an endeavour to be successful it would require the support of the IM 

clinics, practitioners and patients. It is therefore pertinent to consult these stakeholders 

before attempting to collect longitudinal data from such clinics. 

 

1.2 AIMS & OBJECTIVES  

Aim  

Explore the use of patient-reported outcome (PRO) questionnaires to collect longitudinal 

data for measuring outcomes in the IM primary care setting. 

 

Objectives 

1. Conduct a systematic literature review to identify and appraise PRO questionnaires for 

measuring IM outcomes. 

2. Undertake a case study of the primary care IM clinic where the PRO questionnaires 

will be piloted: 

a. to evaluate the clinic and 

b. identify any factors for consideration when undertaking research in the clinic. 

Page 26 of 267 
 



3. Explore patient and staff views about: 

a. which outcomes are important for the clinic to measure; 

b. their conceptual understanding of health that is more than the absence of 

disease; 

c. their motivation to answer or encourage patients to answer ongoing PRO 

questionnaires; and 

d. logistical and ethical considerations for using paper and Internet questionnaires. 

4. Compare response rates and costs of postal and email patient invitations. 

5. Synthesise the results to propose how best to use PRO questionnaires to evaluate IM 

outcomes and their role in an integrative medicine minimum dataset (IM-MDS). 

 

1.3 SCOPE & LIMITATIONS  

This research focuses on the use of patient questionnaires for evaluating IM and their place 

in an IM-MDS. PRO questionnaires have not been tested, nor have they been used to 

measure patient outcomes.  

 

Evaluating the outcomes of IM is complex and PRO questionnaires on their own are 

unlikely to be adequate.  The use of PRO questionnaires in whole systems research and 

other mixed methods are mentioned, but not explored in detail. Similarly, other potential 

data sources are only mentioned. 

 

1.4 THESIS OUTLINE  

This thesis begins by summarising the relevant literature, followed by an outline of the 

research methods. Arising from this work are eight papers that have been published or 

accepted for publication. Each paper is presented as a chapter and includes its own 
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background information, a literature review, methods, results, and a discussion. They each 

address one or more of the research objectives. To avoid duplication, any information 

presented in the papers is not repeated in detail in the literature review, methods and 

discussion chapters of this thesis. Each paper has its own list of references. For consistency 

the other chapters in the thesis end with their own list of references. 

 

Chapter 1 (Introduction): presents the background information, rationale for undertaking 

the research, aims and objectives, scopes and limitations, and the thesis outline. 

 

Chapter 2 (Literature Review): summarises the relevant literature pertaining to IM 

evaluation. 

 

Chapter 3 (Method): summarises the methods used and the rationale. 

 

Chapters 4 & 5 (Papers 1 & 2): present the findings from a case study of a primary care 

IM clinic. 

 

Chapter 6 (Paper 3):  evaluates the use of paper and electronic formats for inviting 

patients to participate in research, and for answering patient questionnaires. 

  

Chapter 7 (Paper 4):  presents the reasons patients would answer PRO questionnaires, 

practitioners and staff would support observational research in the clinic, and the perceived 

usefulness of patient questionnaires. 
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Chapter 8 (Paper 5): presents patient, practitioner and staff views about measuring 

holistic health outcomes in an IM clinic. 

 

Chapter 9 (Paper 6): presents the concept of health that is more than the absence of 

disease arising from patient and practitioner interviews. 

 

Chapter 10 (Paper 7): reviews the literature on PRO questionnaires to propose a shortlist 

of tools for use in a dataset. 

 

Chapter 11 (Paper 8):  proposes a minimum dataset of PRO questionnaires for use in 

Australian IM clinics. 

 

Chapter 12 (Discussion & Conclusion): summarises the overall findings from the 

research, the implications and limitations, and finishes with a concluding comment. 

 

 

  

Page 29 of 267 
 



1.5 REFERENCES 

1. NICM. Integrative Medicine Directions Report: National Institute of 

Complementary Medicine;2009. 

2. Bensoussan A, Lewith GT. Complementary medicine research in Australia: a 

strategy for the future. Med J Aust. Sep 20 2004;181(6):331-333. 

3. Hunter J. Establishing an integrative practice. J Comp Med. 2008;7(6):22-26. 

4. Verhoef MJ, Mulkins A, Kania A, Findlay-Reece B, Mior S. Identifying the 

barriers to conducting outcomes research in integrative health care clinic settings--a 

qualitative study. BMC Health Serv Res. January 14 2010;10. 

5. Paterson C, Baarts C, Launso L, Verhoef MJ. Evaluating complex health 

interventions: a critical analysis of the 'outcomes' concept. BMC Complement Altern Med. 

2009;9:18. 

6. Verhoef M, Ware M, Dryden T, et al. Getting the measures you need: the IN-CAM 

Outcomes Database. Focus on Alternative and Complementary Medicine. 2007;12:170-

171. 

7. Boon H, Macpherson H, Fleishman S, et al. Evaluating Complex Healthcare 

Systems: A Critique of Four Approaches. Evid Based Complement Alternat Med. Sep 

2007;4(3):279-285. 

8. Hamilton JL, Roemheld-Hamm B, Young DM, Jalba M, DiCicco-Bloom B. 

Complementary and alternative medicine in US family medicine practices: a pilot 

qualitative study. Altern Ther Health Med. May-Jun 2008;14(3):22-27. 

9. Aickin M. Comparative effectiveness research and CAM. J Altern Complement 

Med. Jan 2010;16(1):1-2. 

Page 30 of 267 
 



10. Verhoef MJ, Lewith G, Ritenbaugh C, Boon H, Fleishman S, Leis A. 

Complementary and alternative medicine whole systems research: beyond identification of 

inadequacies of the RCT. Complement Ther Med. Sep 2005;13(3):206-212. 

11. Verhoef MJ, Vanderheyden LC, Fonnebo V. A whole systems research approach to 

cancer care: why do we need it and how do we get started? Integr Cancer Ther. Dec 

2006;5(4):287-292. 

 

 

  

Page 31 of 267 
 



CHAPTER 2: LITERATURE REVIEW 

This chapter provides an overview of the relevant literature pertaining to the research 

topic.  The following topics are covered: 

1. definitions of IM; 

2. IM in Australia; 

3. evaluating IM in the primary care setting; 

4. patient outcomes in IM; 

5. patient reported outcome (PRO) questionnaires; 

6. outcome datasets;  

7. patient recruitment; and 

8. conclusion. 

 

Further reviews of the literature are presented in the subsequent chapters that form part of 

the published papers. 

 

2.1 DEFINITIONS OF INTEGRATIVE MEDICINE 

The term Integrative Medicine (IM) evolved from concepts such as holistic medicine;  

natural therapies; and traditional, complementary and alternative medicine (TCAM).1  For 

the purpose of this thesis, the term integrative medicine is used broadly to refer to any 

combining of orthodox biomedicine with TCAM. Individual practitioners or 

multidisciplinary teams of practitioners can provide IM services.  
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Different definitions for IM are proposed. They range from only using modalities that are 

evidence-based, to focusing on the importance of delivering holistic, patient centred care. 

Groups representing IM clinicians tend to use the broadest definitions. 

 

For example, the National Center for Complementary and Alternative Medicine (CAM) 

that is a subsidiary of the National Institutes of Health (NIH) emphasises evidence in their 

definition.  

 “… mainstream medical therapies and CAM therapies for which there is some 

high-quality scientific evidence of safety and effectiveness.”2 

 

A definition of IM arising from a systematic review of IM health services focuses on the 

goals of healthcare delivery and suggests that IM is the: 

 “integration of conventional (allopathic) medicine and CAM, involving shared 

management of the patient, shared patient care, shared practice guidelines, and 

shared common values and goals to treat the well-being of the whole person.”3 

 

The Consortium of Academic Health Centres for Integrative Medicine in the USA uses the 

following definition:  

“Integrative Medicine is the practice of medicine that reaffirms the importance of 

the relationship between practitioner and patient, focuses on the whole person, is 

informed by evidence and makes use of all appropriate therapeutic approaches, 

healthcare professionals and disciplines to achieve optimal health and healing.”4 
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The Royal Australian College of General Practitioners and the Australasian Integrative 

Medicine Association joint working party proposes a similar definition to the IM clinicians 

in the USA: 

“The term Integrative Medicine (IM) refers to the blending of conventional and 

natural/complementary medicines and/or therapies along with lifestyle 

interventions and a holistic approach – taking into account the physical, 

psychological, social and spiritual wellbeing of the person – with the aim of using 

the most appropriate, safe and evidence-based modality(ies) available.”5 

  

2.2 INTEGRATIVE MEDICINE IN AUSTRALIA 

Over the past few decades, TCAM and IM have become increasingly popular.6 

Suggested reasons include demand from an aging population with more chronic illness; a 

reduced faith in modern science; the ‘green’ movement; postmodern values; a consumer-

driven healthcare system; and the importing of traditional medicines associated with more 

migration.7  

 

Australia is following international trends. Approximately two thirds of Australians use 

TCAM, mostly to maintain general health.8,9 Women aged between 25-34 years, higher 

income earners, and people with higher education levels are more likely to use TCAM.9 In 

2004, Australians spent an estimated AUD$1.8 billion on TCAM.9  Consumer demand is 

thought to be an important driver of TCAM.10,11  Patients often decide when to seek 

TCAM healthcare and how this will be integrated with orthodox biomedicine.12 

 

Australian general practitioners’ (GPs’) attitudes towards TCAM are changing.13 Along 

with the public, GPs are now considering many TCAM therapies to be effective and safe.14 

Page 34 of 267 
 



A survey of Australian general practitioners (GPs) conducted in 2000, found over 80% had 

referred patients to a TCAM practitioner.15  In a 2008 survey, 90% of Australian GPs and 

virtually all pharmacists had prescribed at least one TCAM in the past 12 months, most 

commonly vitamins, minerals, fish oil or glucosamine.16 A third of the GPs and half the 

pharmacists surveyed stated they practise integrative medicine, which was defined as “a 

holistic approach to health care that integrates conventional medical care with 

complementary therapies”.16 

 

The exact number and types of IM clinics in Australia are unknown. Internet searches of 

business directories and personal networking revealed many different settings, models and 

styles of clinics. The majority of IM clinics in Australia are primary care clinics operating 

in the private sector. Although these clinics are private businesses, some of the funding for 

patient services comes from the Australian government through Medicare and from private 

insurers. Australian IM clinics range from solo or small group practices of GPs (using one 

or more TCAM therapies) to clinics housing several GPs (with or without TCAM 

experience) working either in a team or alongside TCAM practitioners. A few hospital 

based IM services are also in operation in Australia.17 Very few of these clinics and 

services have been evaluated. 

 

2.3 EVALUATING INTEGRATIVE MEDICINE IN THE PRIMARY CARE 

SETTING 

IM is challenging to evaluate because it aims to provide individualised, patient-centred 

care. IM has multiple outcomes that extend beyond just treating a disease or symptom. 

Often there is a focus on wellness and health promotion that may impact holistically in a 

person’s life e.g. physical, cognitive, emotional, spiritual, occupational, social and 
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environmental.18 Notwithstanding these challenges, it is important to find ways to evaluate 

the safety, effectiveness, and social and economic impact of IM.19 

 

The gold standard of evidence-based medicine, the randomised control trial (RCT), has 

limited applications in the IM setting.20 It evolved with the development of 

pharmaceuticals and is best applied to measuring the outcomes of interventions that 

behave like drugs.21,22 The cluster randomized multicentre trial is a variant of the RCT that 

can be used to evaluate more complex interventions (e.g. a health promotion program) 

where contamination of the control group is likely. The need to control for biases by 

restricting the inclusion criteria of an RCT, often makes it difficult to generalise the results 

to other clinical settings or patient groups.23  

 

The wider medical community is beginning to recognise this limitation of the RCT. In 

response, comparative effectiveness research (CER) is one attempt to build an evidence 

base to inform healthcare at the individual and population levels. CER encompasses a 

broad range of study designs and aims to answer clinically relevant questions that more 

closely reflect real life (effectiveness).24 However, there is still a tendency for exponents of 

the CER to focus on answering narrow questions about a specific outcome and to rank the 

RCT as the optimum study design.25 Similar to the RCT, CER will only be useful for 

evaluating some aspects of IM primary care. 

 

Alternate approaches have been proposed for evaluating IM and other complex healthcare 

such as primary care, palliative care and rehabilitation. A systematic review identified four 

sets of guidelines:  

1. Complex interventions research (MRC, UK 2000);26   
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2. Whole systems research (International group, 2003);27,28 

3. CAM systems research (NAFKAM, Norway 2004);29 and  

4. Whole medical systems research (NCCAM, US 2005).30  

All four documents acknowledged the challenges with assessing complex healthcare and 

suggested using mixed methodology and multidisciplinary research teams. However, there 

were different opinions about the research process and aims. Generally, there was 

consensus that using a reductionist approach of simply adding the sums of the parts cannot 

provide a picture of the whole; but there was no agreement in terminology or strategy. 31  

 

A review of the literature on approaches to assessing primary care quality identified a top-

down approach in Australia, New Zealand, and the United Kingdom, and a bottom-up 

approach in Germany and the Netherlands.32 Common across all countries was 

Donabedian’s framework for evaluating health services that considers the structure, 

process and outcomes.33,34  The domains identified in the literature for assessing quality 

were safety, effectiveness, outcomes of care, patient centred experience, timeliness, access, 

efficiency, value for money, capacity, equity and health improvement. A multidimensional 

approach to measuring quality was recommended. The authors emphasised the importance 

of building a sense of ownership by the primary care providers for any quality assurance 

activity and directly measuring patient outcomes, rather than relying solely on process 

indicators as proxy-health outcomes.32 

 

2.4 PATIENT OUTCOMES IN INTEGRATIVE MEDICINE 

The patient outcomes of a healthcare service should reflect its aims. Patient outcomes may 

be specific to a disease or intervention, or general. Objective outcomes include clinical 

examinations and investigation results. Patient questionnaires and interviews are 

Page 37 of 267 
 



commonly used to measure subjective outcomes such as symptoms, quality of life, 

wellbeing and satisfaction.35,36   

 

Similar to TCAM, a wide range of outcomes are potentially relevant to IM. In a series of 

qualitative studies of traditional and biomedical acupuncturists and their patients, two 

types of outcomes were identified:  

1. direct patient effects from the intervention such as changes in symptoms, 

medication use, wellbeing (energy, strength, relaxation) and self-concept (self-

awareness, self-acceptance, self-confidence, self-responsibility, self-help); and 

2. patient processes such as the therapeutic relationship and a new holistic 

understanding.  

Although the different outcomes were distinct, they were also interconnected and reflect 

the underlying philosophy that the “whole being is greater than the sum of the parts”.37,38 

 

The Canadian Interdisciplinary Network for CAM Research (IN-CAM) surveyed TCAM 

and IM researchers, practitioners and students, from which 92 different specific TCAM 

outcomes were identified. The outcomes were grouped into the following domains: 

context, patient process, holistic, health-related quality of life, spiritual, psychological, 

physical, social and individualized. Although the process and context of healing are not 

actual ‘health outcomes’ they were identified as relevant outcomes for TCAM and IM 

research and therefore important to measure.39,40 

 

Along with the outcomes already listed above, Deng et al. extended IM outcomes to 

encompass community outcomes such as cohesiveness, social costs and environmental 

impact, and provider outcomes such as role satisfaction. The patient outcomes also 
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covered health behaviours and lifestyle, financial costs (including self-care and self-

funded therapies), opportunity costs, side effects, and occupational productivity.19  

 

Such a vast array of potential outcomes from IM will be challenging to measure and 

confer significant responder and researcher burden. Therefore, it will be important to 

prioritise those most important to the patients and practitioners of IM clinics.  

 

2.5 PATIENT-REPORTED OUTCOME QUESTIONNAIRES 

The use of patient-reported outcomes (PRO) questionnaires has grown considerably over 

the past twenty years, with thousands of questionnaires now available. A systematic 

approach must therefore be used to identify and appraise potentially suitable PRO 

questionnaires for use in the IM primary care setting.  

 

In response to the need for researchers to access appropriate PRO questionnaires for 

TCAM and IM research, the IN-CAM group established an on-line database listing 

potentially useful questionnaires.39 However, the listing of questionnaires in this database 

appears to have been an ad-hoc process and many of the questionnaires are yet to be tested 

in IM or TCAM settings. 

 

PRO questionnaire appraisal begins by assessing validity and reliability followed by 

responsiveness or sensitivity to change, whether the results are clinically meaningful, and 

appropriateness for a clinical setting or population group. Logistical considerations are 

also important and include responder and researcher burden, alternative forms of 

administration, and availability in different languages.41  
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Ideally, questionnaires measuring similar constructs should be compared directly to 

determine which questionnaires have the most suitable psychometric properties. However, 

there is a paucity of such studies in the TCAM setting and no comparative studies have 

been conducted in the IM setting.42 Instead of using a systematic approach, the process of 

selecting PRO questionnaires often reflects little more than the researcher’s personal 

preference. This increases the possibility that a chosen questionnaire will be insensitive to 

change and so lead to false negative results.  

 

Another important consideration when selecting PRO questionnaires for IM research is 

that some patients use IM for health promotion and disease prevention, rather than to treat 

disease.43 Compared to disease management outcomes, considerably less attention has 

been given to developing PRO questionnaires to measure ‘health that is more than the 

absence of disease’ .44 Most PRO questionnaires were developed for population groups 

suffering from diseases. Consequently, a well recognised limitation of many popular PRO 

questionnaires is their ceiling effect, which means they are unable to discriminate 

differences between healthier individuals and detect changes in their ‘health’ status.45  

Added to this is a paucity of empirical data about how patients and practitioners 

conceptualise ‘health that is more than the absence of disease’.  This knowledge is 

important for developing and evaluating questionnaires aiming to measure this concept.  

 

2.6 OUTCOME DATASETS  

The need to establish an Australian minimum dataset for IM was endorsed by the National 

Institute of Complementary Medicine (NICM).17 Datasets collect standardised information 

over time. Their uses and complexity are increasing as more data are collected 

electronically by health services.  
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The UK Clinical Practice Research Datalink  (CPRD) is an excellent example of a primary 

care dataset.46  It uses the National Health Service (NHS) unique patient identifier to link 

data extracted from the primary care electronic health records with other surveillance 

datasets. Its developers claim that the CPRD offers: 

 “opportunities for health researchers to draw on the power of large multi-linked 

observational datasets on a previously unprecedented scale. Access is provided to 

support clinical innovation, strengthen evidence of effectiveness and improve 

health outcomes as well as safeguard public health and enable health services 

research.” 47   

 

Many of the potential uses described for the CPRD will necessitate collecting patient 

reported outcomes (PROs). However, PROs are not routinely measured and specifically 

funded projects will be needed to assess PROs from smaller patient cohorts. The alternates 

are to link primary care data to other information about outcomes such as mortality rates, 

or to use proxy-outcomes such as process indicators or changes in risk factors.  

 

Neither approach however is likely to be very informative about IM primary care 

outcomes. Very large numbers are needed to measure changes in the general population 

for rare outcomes such as mortality and the incidence of many diseases; aside from 

monitoring very high-risk sub-groups, these rarer outcomes will be too insensitive for 

evaluating health services. Furthermore, mortality and morbidity rates cannot provide any 

information about other important IM outcomes such as symptom improvement, 

functioning, quality of life or the quality of care. 
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Process indicators that record clinical activity are another alternative to measuring PRO’s. 

Examples include hospital admissions rates, medications prescribed, screening for disease 

and risk factors, and changes in risk factors. The assumption is that patient outcomes will 

improve if the appropriate medication is prescribed, screening activities are undertaken, or 

when risk factor for a disease is reduced. In the IM setting however, process indicators will 

only provide very limited information about IM outcomes. Collecting data about changes 

in risk factors is appropriate because it is a reason some patients seek IM care. However, 

other indicators, such as monitoring prescribing data, are unlikely to be appropriate 

because many of the therapies used in IM lack adequate evidence to allow any 

assumptions about patient outcomes to be made. Hospital admission rates would only be 

suitable for small sub-groups of patients with a high risk of hospital admission. Therefore, 

although some process indicators may be useful, an IM dataset will need to include data 

collected directly from patients.  

 

Small batteries of PRO questionnaires aiming to measure various patient outcomes have 

already been recommended.48 ,49  The People Reported Outcomes from Complementary, 

Alternative & Integrative Medicine (PROCAIM) established a dataset that used PRO 

questionnaires to measure the longitudinal outcomes of patients attending TCAM clinics at 

the University of California, Los Angeles.50 The chosen questionnaires collected 

information about demographics, symptoms, general health, mood, spirituality/religiosity 

and life orientation. More recently, PROCAIM pilot tested a different battery of 

questionnaires in nine generic TCAM clinics across the USA. The dataset was smaller and 

collected information about demographics, quality of life and pain.51  
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A similar approach to PROCAIM could be used to establish a dataset to measure the broad 

range of outcomes relevant to IM primary care. This would require careful planning. 

Stakeholders need to be consulted to determine the purpose and use of a dataset; data 

requirements, collection, coding and analysis; and discuss ethical considerations. The 

challenge of recruiting patients, practitioners and clinics to participate must not be 

underestimated. Unlike the UK, data collection by Australian health services is more ad-

hoc, especially in primary care where there are less funding requirements to systematically 

collect data. Therefore, a bottom-up approach will be needed to successfully develop an 

IM dataset in Australia. 

 

2.7 PATIENT RECRUITMENT 

The difficulties of conducting research in primary care are well recognised. Along with the 

methodological challenges of determining effectiveness and evaluating complex 

interventions, substantial barriers include a heavy service commitment and a lack of 

research culture and capacity.52,53 IM primary care research is further challenged by less 

funding, fewer academic leaders and disjointed research networks.  

 

Engaging patients, practitioners and clinics to participate in research is challenging. A 

wide range of factors is known to affect participation and response rates in medical 

research. Overall, a lot more attention has been given to understanding what influences and 

motivates patient participation and the ethical implications of recruiting patients to 

participate in clinical trials.54-60  However, participation rates continue to decline for all 

types of research and more information is needed about what motivates people to 

participate in observational research.61  
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IM research also faces these challenges. For example, an observational study that used a 

set of patient questionnaires to measure the longitudinal outcomes of patients attending IM 

clinics in Canada was unable to recruit enough patients. Subsequent interviews with 

practitioners at the clinics found the barriers could be categorised into four groups: 

organizational culture, organizational resources, organizational environment and logistical 

challenges.43   

 

Participation rates and response rates were also a problem for the pilot test of PROCAIM 

in nine TCAM clinics in the USA. Only 38 of the 80 enrolled patients completed the 

baseline questionnaires, from which 22 completed the questionnaires three months later. 

Limited study resources were a reason given by the research team for the low 

participation.51 

 

Given the scarcity of resources for conducting IM research, it is essential to maximise 

patient and practitioner participation. Therefore, before embarking upon a research 

program to evaluate IM outcomes it is important to determine what will motivate patients 

to participate in IM research and practitioners and clinics to support research. 

 

2.8 CONCLUSION 

Evaluating IM primary care will continue to become more important as the popularity of 

this approach to health care grows in Australia. More information is needed to optimise the 

effectiveness and health care delivery of IM. Given the overlap of IM primary care with 

TCAM and general primary care, researchers should draw on the knowledge base of these 

disciplines. However, it is reasonable to expect there will be issues specific to IM research 

and this requires further clarification. 
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IM evaluation will need to include patient reported outcomes. These outcomes must not 

only have clinical relevance to practitioners but also reflect outcomes important to patients. 

A dataset that uses a battery of patient questionnaires would be one approach to 

systematically collecting information about patients’ experiences with IM. Recruiting and 

collecting information electronically from patients and linking this to other electronic 

health data offers exciting opportunities for research. However, before attempting to 

establish an IM dataset, a lot more information is needed to select appropriate 

questionnaires; design a suitable dataset; and engage patients, practitioners, clinics and 

researchers to participate.  
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CHAPTER 3: METHODS  

This chapter summarises the methods reported in the eight papers that follow.  The main 

purpose of the research presented in this thesis to explore how patient questionnaires might 

be used in an IM dataset. In answering this question, a systematic approach would be used 

to obtain contextual information about the IM clinic where the proposed dataset would be 

used; ascertain which patient questionnaires if any, are most appropriate for use IM 

primary care setting; and identify strategies to engage patients and practitioners to use 

questionnaires. 

 

3.1 AIM & OBJECTIVES  

Aim  

Explore the use of patient-reported outcome (PRO) questionnaires to collect longitudinal 

data for measuring outcomes in the IM primary care setting. 

 

Objectives 

1. Conduct a systematic literature review to identify and appraise PRO questionnaires 

for measuring IM outcomes. 

2. Undertake a case study of the primary care IM clinic where the PRO questionnaires 

will be piloted: 

a. to evaluate the clinic and 

b. identify any factors for consideration when undertaking research in the 

clinic. 

3. Explore patient and staff views about: 

a. which outcomes are important for the clinic to measure; 
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b. their conceptual understanding of holistic health that is more than the 

absence of disease; 

c. their motivation to answer or encourage patients to answer ongoing PRO 

questionnaires; and 

d. logistical and ethical considerations for using paper and Internet 

questionnaires. 

4. Compare response rates and costs of postal and email patient invitations. 

5. Synthesise the results to propose how best to use PRO questionnaires to evaluate 

IM outcomes and their role in an integrative medicine minimum dataset (IM-

MDS). 

 

3.2 OUTLINE OF METHODOLOGY 

Mixed method was used to gather and analyse data in five parts: 

1. a case study of the clinic where the outcomes research would be based; 

2. appraisal of patient response rates and the costs of paper versus email invitations;  

3. semi-structured interviews with 20 patients, 13 practitioners and the practice 

manager from the clinic;  

4. a systematic literature review to identify and appraise PRO tools and other 

questionnaires; and 

5. in light of these findings, explore the role of patient questionnaires in a minimum 

dataset for IM primary care. 
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3.3 ETHICS APPROVAL 

Ethics approval was sought from two Human Research Ethic Committees (HREC). 

Endorsement from the University of Sydney HREC was required because this was the 

overseeing institution. The South Eastern Sydney and Illawarra Area Health Service 

(SESIAHS) HREC was approached because the clinic was located in this region. The 

University of Wollongong HREC was the overseeing body for the SESIAHS. 

 

3.4 METHOD USED FOR THE CASE STUDY  

A case study of an Australian IM primary care clinic was undertaken. The purpose was to 

evaluate the clinic and identify factors that need to be considered when undertaking 

research in the clinic. Pre-existing data was sourced and mixed method was used to 

evaluate the clinic.  

 

Debate continues about appropriate methods for evaluating IM healthcare.1,2 As per the 

recommendations made by Walter et al.,3 Donabedian’s model of outcomes, process and 

structure,4,5 was used as the foundation for the case study. Similar to other mixed method 

study designs such as rapid assessment procedures, the qualitative and quantitative methods 

drew on a wide range of disciplines.3,6  

 

For pragmatic reasons only pre-existing data was used for the case study. This meant that 

limited information would be available about most patient outcomes and many processes. 

However, an advantage of this approach was that it would allow a rapid assessment of the 

data currently available in the clinic. 
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Information was obtained from personal knowledge of the clinic’s history to provide 

information about dates, staffing and services offered. As a practitioner in the clinic I was 

able to access confidential information about the clinic’s finances, the minutes of staff 

meetings, a staff survey, a patient satisfaction survey and data routinely collected by the 

clinic for the purposes of administration and clinical record keeping. 

 

The staff survey was conducted shortly after the clinic’s third anniversary. It was inspired 

from the work of Boon et al. who reviewed the different levels of integration in IM that I 

read whilst writing a review paper about establishing IM clinics in Australia.7,8 The staff in 

the clinic were asked to read these two papers and answer an anonymous written 

questionnaire. The aim of the questionnaire was to systematically document the opinions 

of practitioners, especially the less vocal ones. It consisted of 27 questions, beginning with 

a broad open-ended question about the top three issues they felt needed to be addressed, 

followed by 25 statements with a 5-point response option and prompts for comments. The 

statements aimed to elicit the practitioners’ views on the clinic’s provision of patient-

centred care, integrative medicine and its success factors. The survey ended with another 

open-ended question about their vision for the clinic. The results were analysed and a slide 

presentation with a handout summarising the results were given in a staff meeting for 

further discussion. The practice manager made notes during the meeting that formed part 

of the minutes. I also made my own written notes a few hours after the meeting. A copy of 

the questionnaire and the slide presentation can be found in Appendix I. The handout 

summarising the results that was given to staff is not presented because it contains 

confidential and sensitive information about the clinic and its staff. 
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The results of a patient satisfaction questionnaire were also reviewed (see Appendix I). 

The questionnaire is commonly used in Australian primary care clinics as part of routine 

quality assurance; however, no references are provided nor is there any information about 

its psychometric properties. The questionnaire comprised of 16 statements about various 

aspects of the services provided by the clinic. There was a 5-point response option from 

very unsatisfied to very satisfied. It was anonymous and available at the front reception 

desk for any patient to complete. Prompts to complete the questionnaire by staff were 

made on an ad-hoc basis. Ninety-three questionnaires were completed by patients 

attending the clinic in 2010. The administration staff analysed the data and presented a 

summary of the results in the clinic’s accreditation documents. 

 

Descriptive statistics were used to analyse the quantitative data from the staff and patient 

questionnaires and routine data collected by the clinic. Qualitative data from the staff 

survey and the minutes from practice meetings were manually coded on paper. Categories 

and themes were identified using iterative and recursive processes. The synthesis of the 

quantitative and qualitative data used both inductive and abductive theory building.9 The 

practitioner survey was an important qualitative data source. The open-ended questions 

and the discussion of the results at the subsequent staff meeting helped generate important 

new themes. The qualitative analysis drew on the quantitative data to provide further 

contextual information to support thematic generation.  
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3.5 PATIENT RECRUITMENT AND COSTS OF EMAIL VERSUS POSTAL 

INVITATIONS 

Internet access via computers, tablets and mobile telephones is increasing at a rapid rate. 

Traditional methods for recruiting patients by post and the use of paper questionnaires may 

eventually be superseded by electronic formats.  Data was therefore collected to appraise 

response rates, logistics and costs of email verses postal invitations.  

 

The clinic’s database had 6154 patients 18 years or older, of which 4315 patients had 

provided email addresses. Email invitations were sent from the clinic’s email address to all 

these patients. A secure web-marketing service was used that included an unsubscribe 

function. It was also possible to monitor the number of emails opened and those registered 

as spam by Hotmail or AOL. The email invitation was personalized with the patient’s 

name. Both the clinic’s logo and the University of Sydney logo were included in the body 

of the email. A female medical director signed the invitation letters. The email header used 

the word ‘research’. Patients were asked to reply to the email or call the clinic if they 

wanted to participate.  

 

A random sample of one in four patients younger than 60 with no email address (i.e. 270 

of 1080) were sent a postal invitation. Irrespective of whether they had provided an email 

address, all 767 patients older than 59 were sent a postal invitation. The postal invitations 

also used both the clinic’s logo and the University of Sydney logo. They were 

electronically signed by the same medical director as the email invitations. An option for a 

paid postal reply was not provided. Patients were asked to contact the clinic in person or 

via telephone. 
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The numbers of patients with and without email addresses were compared by sex and age 

using the Chi squared test and the Chi squared test for independence respectively. The Chi 

squared test was used to compare the response rates of men and women overall and for 

postal and email invitations. 

  

Most of the costs were documented. Not recorded was the time it took to undertake tasks 

such as extracting the email addresses from the clinic’s database, setting up a web-mail 

account, mail-merging, printing and posting invitations. 

 

3.6 PATIENT SAMPLING FOR INTERVIEWS 

A stratified, random sampling technique was used to ensure a wide range of patients were 

selected for interview. The stratification groups were age, sex, case-mix (complex and 

simple); those with or without an email address; and old and new patients to the clinic. 

Patients who only presented with self-limiting illness or for health promotion were defined 

as simple cases. A patient who presented with multiple health problems or had one severe 

health problem was defined as a complex case-mix. The clinic had only been in operation 

for just over four years; consequently an old patient was defined as being registered with 

the clinic for over a year and having attended the clinic more than once.  

 

Although random sampling techniques are not always needed for qualitative research it is 

not contraindicated. In this instance 334 patients volunteered but only 20 patients were 

likely to be needed for an interview. Some stratification groups had only 2 or 3 patients 

(e.g. males over 70 years of age), whereas others had more than 50. The purpose of the 

interviews was to identify and describe all the different opinions patients may have rather 
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than to quantify them. Stratified sampling was used to increase the likelihood that a wide 

range of patients with different characteristics and points of view were interviewed. Table 

1 in the Supplementary document in Chapter 8 details the characteristics of the patients 

interviewed. 

 

3.7 PRACTITIONER AND PRACTICE MANAGER SAMPLING FOR 

INTERVIEWS 

All 13 practitioners were sent emails from the practice manager inviting them to 

participate. Everyone including the practice manager consented for interview. There were 

six biomedical doctors. One was a general practitioner with no TCAM training. One only 

provided specialised nutritional and environmental medicine. The other four were general 

practitioners providing primary care services integrated with at least one of the following 

TCAM modalities: nutritional and environmental medicine, traditional oriental medicine, 

Western naturopathy, energy medicine and Journey Work psychology. The three 

psychologists interviewed each had different interests. One augmented her practice with 

hypnotherapy, Reiki and flower essences. Another had a special interest in positive 

psychology and life coaching. The other specialised in short, solution-focused 

interventions such as Cognitive Behavioural Therapy. The four other practitioners 

interviewed were a dietitian who had undertaken conventional biomedical training only 

and three TCAM practitioners: a traditional Chinese medicine and 5-element practitioner; 

a practitioner trained in Japanese shiatsu, nutrition and yoga; and a Western trained 

naturopath and acupuncturist.  
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The list of practitioners is slightly different to the list presented in the case study (Chapters 

4 and 5). This is because some practitioners had already left the clinic, whilst others had 

joined the clinic in the six month gap between the census date for the case study and the 

commencement of interviews. 

 

3.8 PATIENT, PRACTITIONER AND CLINIC MANAGER INTERVIEWS 

Before selecting and pilot testing patient questionnaires in an IM primary clinic, more 

information was needed about the factors likely to influence patient participation and 

practitioner support for research. It was also important to explore what patients and 

practitioners thought were important for an IM primary care clinic to measure. The need to 

ask these questions before proceeding with any research in the clinic was highlighted by a 

study in Canada of IM primary care clinics. The research team was unable to enrol enough 

patients. One of the reasons cited by many of the staff and practitioners from the clinics 

was the questionnaires only focused was on disease outcomes and did not measure other 

relevant outcomes like health promotion. The same study affirmed the importance of 

considering other logistical and organisational issues that can affect patient participation in 

and practitioner support for research.10    

 

The purpose of the interviews therefore was to canvas patient, practitioner and staff views 

about the use of patient questionnaires in IM primary care. The interviews were 

exploratory; there was no predetermined hypothesis. The basic content of the interview 

was determined from the challenges of measuring IM outcomes and recruiting patients to 

participate in research that were identified in the literature, coupled with personal 

knowledge and experience. A semi-structured interview format was chosen to help 

fascilitate an open discussion about the topics and identifiy the wide range of opions likely 
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to be held by participants. The content and structure was reviewed by senior qualitative 

researchers at the Menzies Centre for Health Policy, University of Sydney. It was then 

pilot tested, with the research assistants who would be conducting the interviews, followed 

by a receptionist at the clinic who was also a patient at the clinic. The methods used were 

inductive and iterative, so content was modified accordingly as the interviews progressed. 

 

As an introductory question interviewees were asked about their understanding of the term 

‘holistic health’.  They were then shown a list of the different topics covered by various 

questionnaires. Examples of different types of questionnaires were available if needed for 

further clarification. The interviewees were then asked to comment of the topics they 

thought were important for the clinic to measure. Patients were also asked about the 

personal relevance of the topics now, in the past and potentially in the future. Questions 

were asked to explore a patient’s motivation to answer questionnaires or the practitioner’s 

motivation to encourage their patients to answer questionnaires. When exploring these 

motivators, questions were asked about the perceived usefulness of questionnaires, 

responder burden and accessing of  individual patient results.  Patients were also asked 

about confidentiality and the use of electronic questionnaire formats. A copy of the 

interview schedules can be found in Appendix II. 

 

Following preliminary analysis of the first four interviews coupled with the preliminary 

results of the systematic literature review of PRO questionnaires another topic was added 

to the interview schedule that aimed to explore interviewees’ conceptions of wellness and 

‘health that is more than the absence of disease’. 
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Two people were present for each interview; one interviewed whilst the other took notes 

and ensured that all the questions were discussed. All patients and practitioners gave 

written consent before their interview. Included in the consent form was the option to 

nominate in advance their preferred interviewer and to ask the other researcher, who would 

otherwise be present as a scribe, to leave the interview. Alternative interview locations to 

attending the clinic were offered to participants. Participants were offered financial 

reimbursement for travel expenses. 

 

The duration of interviews was 1 to 1.5 hours. All the interviews were electronically 

recorded for transcription. Immediately following each interview the two researchers 

discussed the interview, reviewed the notes taken during the interview and made further 

notes. This began the process of analysis that was inductive and iterative.9,11 For example, 

during the preliminary analysis it became apparent that a participant’s concept of holistic 

health often correlated with the topics they thought were important for the clinic to 

measure. Later interviews then explored this in more detail along with how these views 

influenced their conception of wellness. At the end of the 20 interviews with patients 

thematic saturation was reached. Therefore, no further sampling and interviewing of 

patients was needed.12 The only exception was the add-on questions about the concept of 

wellness that only the last 16 patients were asked.  

 

The interview notes, preliminary analysis notes and transcriptions were entered into N-

Vivo 9 program for coding, indexing and categorising.13 This was jointly done by the two 

interviewers. The data was then independently reviewed in greater detail by the researchers 

followed by further group discussion where any disagreements in the final interpretation 
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were resolved. The aim was to identify all possible points of view; therefore, strongly 

expressed opinions were considered as important as those more commonly held.12   

 

At the specific request of the practice manager, so as to maintain the confidentiality of her 

responses, none of her quotes were presented in the results and only her non-identifiable 

views were reported. Similarly, the characteristics of the practitioners were generally not 

reported with the practitioner’s quote. 

 

3.9 SYSTEMATIC LITERATURE REVIEW OF PATIENT QUESTIONNAIRES 

Shortlists for patient-reported outcome (PRO) questionnaires have previously been 

proposed for use in IM. However, these lists were not generated systematically and often 

they had not been tested in the IM primary care setting. 10,14 Therefore, before pilot testing 

a shortlist of PRO questionnaires in the clinic, a systematic literature review was 

undertaken to identify potentially suitable questionnaires. 

 

IM outcomes are broad so many types of questionnaires measuring different topics could 

be relevant. Two Internet databases listing at least 2,000 PRO questionnaires were already 

known: the IN-CAM database that was designed as a resource for TCAM researchers and 

the more general PROCAIM database.15,16 Therefore, rather than conducting multiple in-

depth searches of publication databases, a more efficient approach was to begin with an 

Internet search to identify other PRO databases listing questionnaires. Further searches in 

the publication database were then conducted. The aim was to identify questionnaires 

measuring topics important to IM such as wellness and lifestyle questionnaires that were 

under represented in the Internet questionnaire databases. The search strategy and 

Page 64 of 267 
 



appraisal process is outlined in detail in the published paper in chapter 10. The PRISMA 

guideline for reporting systematic reviews was used.17,18 

 

The literature review was commenced at the beginning of the research project; it continued 

throughout. The final shortlist was also informed by the results from the case study of the 

clinic and the interviews with patients and staff at the clinic. 

 

3.10 FINAL SYNTHESIS OF RESULTS  

The results of the previously described studies were further evaluated using an approach 

similar to the methodology recommended for systems research in health services and 

health policy.19   

 

Firstly the topic of interest is identified. In this instance it was the challenge of evaluating 

patient outcomes in the IM primary care setting. After reviewing the literature, including 

white papers and policy documents, the research question began to focus on the use of 

PRO questionnaires. Of particular interest was how this data could be collected 

longitudinally for use in multicentre health services research and its place in an IM 

minimum dataset. A multidisciplinary approach using mixed methods is recommended to 

answer these questions and was adopted throughout.  

 

An important part of answering this question was to consider what aspects of the 

healthcare system and which stakeholders are likely to be affected by the 

recommendations or conclusions. Since the research team already comprised of 

experienced public health academics and IM biomedical doctors their perspective was 

already known to some extent. Therefore, the most important stakeholders to first consult 
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were patients, managers and the other IM practitioners in the clinic, especially those with 

less research experience. This was the rationale for spending a considerable amount of 

time interviewing and analysing the views of patients and staff at the clinic. These results 

were evaluated in light of the findings from the case study and the systematic review to 

formulate a final set of recommendations about the use of PRO questionnaires in the IM 

primary care setting. 
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CHAPTER 4: THE CHALLENGES OF ESTABLISHING AN 

INTEGRATIVE MEDICINE PRIMARY CARE CLINIC IN SYDNEY, 

AUSTRALIA. 

 

Hunter J, Corcoran K, Phelps K, Leeder S. The Challenges of Establishing an Integrative 

Medicine Primary Care Clinic in Sydney, Australia. J Altern Complement Med. 

2012;18(11):1008-13. Epub 2012/08/29. doi:10.1089/acm.2011.0392. 

 

FOREWORD 

Prompted by the need for more evaluations of Integrative Medicine (IM) clinics, I 

undertook a case study of the first four years of an IM primary care clinic. I was working 

as an IM general medical practitioner at the clinic during that time. 

 

The evaluation drew on Donabedian’s principles for assessing health services – structure, 

process and outcomes. Pre-existing data was collated and analysed using mixed methods. 

A secondary aim of the study was to identify any potential challenges to undertaking 

further research in the clinic.  

 

TABLES AND FIGURES 

Chapter 4 / Table 1: Distribution of practitioner skill base and competencies at the 4th 

year anniversary 
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Chapter 4 / Figure 1: Number of patients registered with the clinic (May 1, 2006 to April 

30, 2010) 

Chapter 4 / Figure 2: Percentage of the total 4 years of patient consultations per year by 

practitioner group (May 1, 2006 to April 30, 2010) 

 

The following paper is a copy of an article published in the Journal of Alternative and 

Complementary Medicine© 2012 [copyright Mary Ann Liebert, Inc.]; the Journal of 

Alternative and Complementary Medicine is available online at: 

http://online.liebertpub.com 
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CHAPTER 5: THE INTEGRATIVE MEDICINE TEAM – IS 

BIOMEDICAL DOMINANCE INEVITABLE? 

 

Hunter J, Corcoran K, Phelps K, Leeder S. The integrative medicine team--is biomedical 

dominance inevitable? J Altern Complement Med. 2012;18(12):1127-32. Epub 

2012/12/04. doi:10.1089/acm.2011.0393  

 

FOREWORD 

This paper expands on the information presented in the previous chapter. It compares the 

IM team and health service models reported in the literature with what was reportedly 

occurring in the clinic.  An important finding that emerged when analysing the data from 

the case study was the theme of biomedical dominance and its negative impact on 

developing an integrated team and healthcare model.  The paper also provides contextual 

information about the provision of IM primary care health services in Australia. 

 

TABLES AND FIGURES 

Chapter 5 / Table 1: Continuum of seven team-oriented health care practices 

Chapter 5 / Figure 1: Practitioner views about the style of health care they considered to 

be most commonly practiced in the clinic  
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The following paper is a copy of an article published in the Journal of Alternative and 

Complementary Medicine© 2012 [copyright Mary Ann Liebert, Inc.]; the Journal of 

Alternative and Complementary Medicine is available online at: 
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CHAPTER 6: IS IT TIME TO ABANDON PAPER? THE USE OF 

EMAILS AND THE INTERNET FOR HEALTH SERVICES RESEARCH 

– A COST-EFFECTIVENESS AND QUALITATIVE STUDY. 
 

Hunter J, Corcoran K, Leeder S, Phelps K. Is it time to abandon paper? The use of emails 

and the Internet for health services research - a cost-effectiveness and qualitative study. J 

Eval Clin Pract. 2012. Epub 2012/05/30. 'doi':10.1111/j.1365-2753.2012.01864.x. 

 

FOREWORD 

This paper presents information about the cost effectiveness of email verses paper 

invitations sent to patients inviting them to be interviewed. It also presents the findings 

from the patient interviews about their views on the use of electronic patient questionnaires 

for health services research. 

 

TABLES AND FIGURES 

Chapter 6 / Table 1: Factors affecting response rates to questionnaires in clinical trials 

Chapter 6 / Table 2: Age and gender of patients with and without email addresses 

Chapter 6 / Table 3: Patient views about Internet questionnaires 

Chapter 6 / Table 4: Suggestions by patients for reducing responder burden 
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CHAPTER 7: APPEALING TO ALTRUISM IS NOT ENOUGH: 

MOTIVATORS FOR PARTICIPATING IN HEALTH SERVICES 

RESEARCH. 

 

Hunter J, Corcoran K, Leeder S, Phelps K. Appealing to altruism is not enough: motivators 

for participating in health services research. J Empir Res Hum Res Ethics. 2012;7(3):84-

90. 'doi':10.1525/jer.2012.7.3.86 

 

On-line supplementary document available at http://dx.doi.org/10.1525/jer.2012.7.3.84 

 

FOREWORD 

This paper was published in two parts: a brief report and an on-line supplementary 

document.  

Compared to the papers presented in other chapters, the supplementary document provides 

the most detailed information about the patient selection, sampling, consent, interviews 

and analysis. 

 

An emerging theme from the interviews was the different motivators for participating in or 

supporting research and how the participant’s motivators are linked to their assumptions 

about the usefulness of questionnaires. The logistical and ethical considerations of using 

patient reported outcome questionnaires in health services research are discussed. 
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TABLES AND FIGURES 

Chapter 7 / Table 1 & Chapter 7 (Supplementary) / Table 5: Potential uses of the 

results from patient questionnaires 

Chapter 7 (Supplementary) / Table 1: Patient characteristics 

Chapter 7 (Supplementary) / Table 2: Potential domains to be covered by different 

questionnaires 

Chapter 7 (Supplementary) / Table 3: Interview prompts 

Chapter 7 (Supplementary) / Table 4: Factors influencing participation in observational 

research 

Chapter 7 (Supplementary) / Table 6: De-identified quotes from patients and 

practitioners 

 

This article was originally published as Hunter J, Corcoran K, Leeder S, Phelps K. 

Appealing to altruism is not enough: motivators for participating in health services 

research. © 2012 by the Journal of Empirical Research into Human Research Ethics. 
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CHAPTER 8: INTEGRATIVE MEDICINE OUTCOMES: WHAT 

SHOULD WE MEASURE? 

 

Hunter J, Corcoran K, Leeder S, Phelps K. Integrative medicine outcomes: What should 

we measure? Complementary therapies in clinical practice. 2013;19(1):20-6. 

doi:10.1016/j.ctcp.2012.10.002. 

 

FOREWORD 

It is important to ensure that questionnaires measure domains relevant to patients and 

practitioners. This paper presents the results from the interviews with patients and 

practitoners about which health, health-related and health-services outcomes are important 

for the clinic to measure. 

 

TABLES AND FIGURES 

Chapter 8 / Table 1: Topics covered by patient-reported health questionnaires 

Chapter 8 / Table 2: Interview guide used in the first half of the interview 

Chapter 8 / Table 3: Quotes from the interviews 

 

This paper was reproduced with permission from Complementary Therapies in Clinical 

Practice, Elsevier. License Number 3112990339855; March 20 2013; provided by 

Copyright Clearance Center. 
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CHAPTER 9: A POSITIVE CONCEPT OF HEALTH - INTERVIEWS 

WITH PATIENTS AND PRACTITIONERS IN AN INTEGRATIVE 

MEDICINE CLINIC. 

 

Hunter J, Marshall J, Leeder S, Corcoran K, Phelps K. A positive concept of health - 

interviews with patients and practitioners in an integrative medicine clinic. Comp Ther 

Clin Practice. 2013; in press, doi: 10.1016/j.ctcp.2013.07.001 

 

FOREWORD 

A limitation of many popular questionnaires is their inability to detect changes that are 

beyond the absence of disease. Following the preliminary analysis of the first eight 

interviews with four patients and four practitioners, the remaining interviews were 

extended to explore the interviewees’ understanding of this concept. The results of this 

pilot study are presented in the this paper. 

 

TABLES AND FIGURES 

Chapter 9 / Table 1: Dimensions of health, wellness and wellbeing 

Chapter 9 / Table 2: Characteristics of interviewees 

Chapter 9 / Table 3: Analytical approach 

Chapter 9 / Table 4: Interview outline 
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This paper was reproduced with permission from Complementary Therapies in Clinical 

Practice, Elsevier. License Number 3306210756796; January 12 2014; provided by 

Copyright Clearance Center. 
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CHAPTER 10: PATIENT QUESTIONNAIRES FOR USE IN THE 

INTEGRATIVE MEDICINE PRIMARY CARE SETTING – A 

SYSTEMATIC LITERATURE REVIEW. 

 

Hunter J, Leeder S. Patient questionnaires for use in the integrative medicine primary care 

setting – A systematic literature review. Eur J Integr Med. 2013; 5(3):194-216 doi: 

10.1016/j.eujim.2013.02.0023 

 

FOREWORD 

This systematic literature review was started in 2009 and completed in 2012 following the 

results from the interviews. A shortlist of potentially relevant patient-reported outcome 

questionnaires and other patient questionnaires is recommended for further testing in the 

IM setting. 

 

TABLES AND FIGURES 

Chapter 10 / Table 1: Search strategies. 

Chapter 10 / Table 2: Criteria for selecting questionnaires. 

Chapter 10 / Table 3: Search 1 results: web-based PRO databases and listed 

questionnaires 

Chapter 10 / Figure 1: Questionnaire selection and exclusion process 

Chapter 10 / Table 4: Shortlist of patient-reported questionnaires for integrative medicine 

primary care 
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CHAPTER 11: EXPLORING THE PROSPECT OF A 

COMPLEMENTARY AND INTEGRATIVE MEDICINE DATABASE 

FOR USE IN THE AUSTRALIAN PRIMARY CARE SETTING. 

 

Hunter J. Exploring the prospect of a complementary and integrative medicine database for 

use in the Australian primary care setting. Advances in Integrative Medicine. Accepted for 

publication August 2013. 

 

FOREWORD 

This last paper synthesises the findings from the previous chapters to discuss how patient-

reported outcome questionnaires could be used in an IM minimum dataset for measuring 

patient outcomes in the IM primary care setting.  

 

TABLES AND FIGURES 

Chapter 11 / Table 1: Examples of the types of data for an integrative medicine minimum 

dataset 

Chapter 11 / Table 2: SWOT analysis of an Australian CIM-MDS 

 

This paper was reproduced with permission from Advances in Integrative Medicine, 

Elsevier. License Number 3306211288271; January 12 2014; provided by Copyright 

Clearance Center. 
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CHAPTER 12: DISCUSSION & CONCLUSION 
 

This chapter offers an appraisal and discussion of aspects of the research that were not 

presented in the discussion sections of the published papers.  The chapter concludes with 

recommendations for the use PRO questionnaires when evaluating IM primary care in 

Australia. 

 

12.1 INTRODUCTION 
 

It is hoped that the work presented in this thesis will be used to inform future research in 

the field of IM primary care and help ensure that the evidence supporting its use is up to 

scratch. Many of the challenges with conducting IM primary care research are the same as 

with any health services research, hence the publication of some of the papers from this 

thesis in mainstream health rather than TCAM and IM journals.  

 

As demonstrated in this thesis, mixed method is appropriate for health services research. 

By taking an holistic, multidisciplinary approach new insights were gained about the wide 

range of factors that need to be considered when using PRO questionnaires to evaluate IM 

primary care. The main disadvantage of this approach was that each factor was not always 

thoroughly investigated.  

 

The research presented in this thesis splits into three parts each using different methods. It 

includes a case study of an IM primary care clinic, interviews with patients and 

practitioners in the clinic and a systematic literature review. The results yielded much data 

that was further allocated to seven papers for publication. The final paper (Chapter 11) 

Page 174 of 267 
 



aimed to synthesise the research to form a set of recommendations for establishing an IM 

minimum dataset (IM-MDS) in Australia.  

 

Rather than presenting this research as a thesis by publication, the other option was to use 

the standard classical format for a scientific thesis with only one literature review, 

methods, results and discussion. However, given the research covered a wide range of 

topics and used different methodolgies, the decision was made to present the papers as 

individual chapters. This enabled the results pertaining to each topic to be reported and 

discussed in a logical and cohesive manner.  

 

12.2 APPRAISAL & DISCUSSION OF THE CASE STUDY  

This case study was reported in the first paper to be published in a peer review journal 

about an Australian IM primary care clinic. The use of Donabedian’s model for health 

service evaluation1 ensured that even with limited data the structure, process and outcome 

were considered.  

 

The results from the quantitative and qualitative data blended well. Many of the 

conclusions drawn from the analysis would not have been possible if only one method had 

been used. For example, although the first author had written and analysed the staff 

questionnaire and the second author was already familiar with the results, until they were 

reviewed in the context of the other data available about the clinic, neither had fully 

appreciated there was an issue with biomedical dominance in the clinic. The quantitative 

data affirmed that for the clinic to be financially viable, the IM team needed a large 

proportion of biomedical doctors. The qualitative data provided insights into why this 
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might be so and the tensions that biomedical dominance was generating within the IM 

team. 

 

For pragmatic reasons, only pre-existing data were used. Purposively-collected 

quantitative data, for example, about referral patterns within and from outside the clinic, 

would have been useful to provide more information about the IM team and how patients 

and practitioners are using the IM primary care services. Interviews with the practitioners 

and patients from the clinic could have further explored biomedical dominance; why there 

was greater patient demand for biomedical doctors; the style of medicine practitioners are 

aiming to provide and patients are seeking; and to what extent this was being achieved by 

working in, or attending, the clinic.  

 

Another potential limitation of the case study was that the main investigators were also 

biomedical doctors working in the clinic. The potential for bias was high, especially 

regarding the interpretation of results from the staff questionnaire and results that may 

have borne negatively upon the clinic. However, this makes it more likely for example, 

that biomedical dominance was understated rather than overstated. Advantages of 

including these investigators included the ability to access confidential information such as 

financial data and clinical records; and unwritten informaton about the history of the clinic 

and its surrounding geography was already known.  

 

The case study provided the opportunity to review the clinic before undertaking a research 

program. In doing so, many factors relevant to ensuring the success of a research program 

were identified. Of note were the limitations identified with data extraction from the 

clinic’s electronic health records; appreciating that like many primary care and TCAM 
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clinics, the majority of the staff and practitioners had little experience with participating in 

research; and the importance of using a bottom-up approach to ensure wide practitioner 

support.  

 

Consultation with practitioners was pertinent, because any discontent with medical 

dominance in the clinic may adversely affect practitioner support for further research 

proposed in this thesis. That this thesis focuses on the use PRO questionnaires to evaluate 

the clinic to some extent reflects the structural embeddedness of biomedical dominance by 

the researchers2 and the preferred evidence-based medicine methods that favour clinical 

trials and quantitative data over qualitative methods. In choosing this approach, 

practitioners in the clinic who are less indoctrinated by modern scientific methods for 

generating evidence may feel further marginalised. Deng et al. reiterate this point in their 

discussion on the context and priorities for IM research. The authors emphasise the 

importance of measuring outcomes relevant to IM and involving patients and practitioners 

to tailor and develop research models that reflect the philosophies of IM and the style of 

medicine practiced.3  

 

12.3 APPRAISAL OF PATIENT & PRACTITIONER INTERVIEWS 

Although the response rate of patients volunteering for an interview was low, there were 

more than enough people to use a stratified random sampling technique. This method was 

used to ensure that a diverse range of patients were selected for interview. Further 

sampling and interviewing of patients was planned if data saturation was not reached after 

the first round of interviews. However, aside from the last set of questions about their 

conceptions of health that is more than the absence of disease, all the key points were 

discussed by more than one person and no new themes had emerged following the last 16 
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interviews with patients. Regarding this last part of the interview, although data saturation 

was not reached, further interviewing was not done because it was an exploratory question 

that was added on as a pilot study. Nevertheless, the data arising from this pilot study was 

rich enough to warrant its publication. 

 

Many topics were covered in the interviews. To some extent this limited the time that 

could be spent on each question, particularly the last question about the concept of ‘health 

that is more than the absence of disease’. The format of the semi-structured interview was 

designed to allow the sequence of the questions and topics to be changed. This enabled the 

conversation to flow naturally and provided the opportunity for the interviewee to talk 

more about a particular question or topic that was important to him or her. The presence of 

a second interviewer was invaluable to this end because it helped to ensure that all the 

topics were discussed by the end of the interview. It also meant that an iterative analysis 

could begin immediately following each interview, which in turn influenced the 

subsequent interviews.  

 

Although none of the interviewees objected to the presence of a second researcher, some 

may have felt obliged as a result of the second interviewer’s presence to express support 

for the proposed research. For example, when an interviewee did express scepticism about 

research or the use of patient questionnaires it was often said apologetically. Consequently 

it is reasonable to assume that the presence of a second interviewer may have biased some 

of the results.  
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12.4 THE USE OF ELECTRONIC FORMATS 

Some patients, both young and old, expressed a strong preference in the interviews for 

paper questionnaire. For the time being, if maximum participation is important, paper-

based formats should not be abandoned. The use of electronic questionnaires will continue 

to grow. The PROMeasure4 database that lists verified electronic questionnaires and the 

PROMIS5 item bank of PRO questions that uses computerised adaptive testing for 

electronic use, will be important resources to this end.  

 

Electronic formats pose their own unique challenges.6-13 Of growing importance in the last 

few years is the rapid uptake of computer tablets and smart phones. This will add to the 

technical challenges of providing electronic questionnaires that can be easily answered on 

multiple devices with different operating systems.  

 

In a multicentre pilot study of IM clinics, where only electronic PRO questionnaires were 

administered, the authors suggested the poor response rate was due to limited study 

resources.14 However, the findings from this series of interviews and other research in the 

field, suggests that only offering an electronic format may have contributed to suboptimal 

participation.15-19 The research group has recently registered a larger study with the U.S. 

National Institutes of Health Clinical Trials using a similar longitudinal observational 

cohort study design. They have continued to only offer an electronic format and are now 

drawing most of their questions from the PROMIS item bank.20 Before any further IM 

research is undertaken in Australia, it will be important to review the participation rates 

and appropriateness of the outcome measures used in this study. 
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12.5 REPORTING INDIVIDUAL PATIENT RESULTS  

Along with selecting acceptable formats for the invitations and questionnaires, the 

intended use of the questionnaires will also influence support for and participation in the 

research. The results from this series of interviews confirmed that similar to genetic 

epidemiology research and clinical trials,21,22 some participants will be motivated to 

participate if they can benefit directly from accessing their individual results. Similarly, 

not all practitioners will encourage their patients to participate for research purposes only. 

Some will be more concerned with using their patients’ individual results to inform clinical 

care. 

 

The logistical, medico-legal and ethical considerations about how best to provide patients 

and practitioners with individual patient results were not explored in detail. However, it 

was clear from the interviews that consent should be obtained at each sitting before the 

results are forwarded on to their treating practitioners. Some epidemiological surveys are 

beginning to provide individual results to participants and a variety of protocols have been 

employed.23-27 The implications of providing patients and practitioners with individual 

PRO results are complex and will need to be addressed through wide consultation before 

proceeding to apply them 

 

12.6 INTEGRATIVE MEDICINE PRIMARY CARE OUTCOMES 

There is little point however, in optimising patient participation if the questionnaires are 

not appropriate to the clinical setting. It was for this reason that a lot of the time was 

dedicated to reviewing the literature and listening to the views of patients and practitioners 

in the clinic about measuring IM outcomes. 
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One factor that influenced an interviewee’s opinions about which domains were important 

for an IM clinic to measure, was his or her preconceptions of the term ‘holistic health’. 

Words such as holistic and holism are often used in association with TCAM and IM.28-30  

It was for this reason the concept was introduced as a warm-up question. The question also 

ended up offering useful insight about the interviewee’s preconceptions of disease, health 

and healing. This was further elucidated when he or she were asked about which health 

domains an IM clinic should be expected to address and his or her conceptual 

understanding of health that is greater than the absence of disease.  

 

From this series of questions, whether or not to include spirituality in IM outcome 

measurement was emphasised. The interviewees expressed different definitions of the term 

‘spirituality’ and not everyone included it in their definition of holistic health. Even when 

spirituality was included in the interviewees’ definition of holistic health, strong and 

opposing views were still expressed about whether IM practitioners should attend to the 

spiritual needs of their patients and whether spirituality should be included in IM outcome 

measurement.  

 

These findings mirror the different conceptual understandings that people from different 

cultures have about the relationship of spirituality to health, the wider debate about 

whether spirituality is an aspect of health and the ongoing discussions about the role of 

healthcare organisations to assess and provide spiritual care.31-37 Positive associations have 

been observed between a person’s religiousness and spirituality and their health. However, 

the reasons are not fully understood. For example, belonging to a religious group may 

bring positive health benefits from better social support. Religious or spiritual beliefs may 

Page 181 of 267 
 



enhance emotional resilience and coping or increase life satisfaction.38-43  However, there 

may be esoteric aspects that cannot be explained by changes in mental health, social 

support or life satisfaction. Esoteric concepts such as Qui and Prana are features of 

Oriental medicine and philosophies. This energy or life force is considered to be 

inextricably linked with an individual’s physical, emotional and cognitive health and the 

practice of these styles of medicine. Other traditional cultures also view spirituality as an 

integral part of a person’s health.33 The power of prayer to effect changes in health 

continues to be investigated by more industrialised cultures; although without convincing 

evidence to date.44 The implications for IM evaluation of whether spirituality is an integral 

part of health warrants further research and discussion. 

 

Notwithstanding the different opinions expressed about spirituality and holistic health, 

there was consensus that a wide range of topics and health domains were important for an 

IM clinic to address and therefore measure. There is a high risk that in attempting to 

measure performance across so many domains there will be unacceptable responder. 

Widely disparate views were expressed in the interviews about what constitutes an 

acceptable number of questions and the preferred frequency of questionnaires. This raises 

the question of how to engage those who are willing only to answer brief infrequent 

questionnaires, whilst satisfying those who consider a more detailed approach to be 

necessary. One solution might be to first engage those willing to accept greater responder 

burden to answer a large number of questions. These results could then be used to develop 

robust shorter sets of questionnaires and generate algorithms for computerised adaptive 

modelling.  
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12.7 FINDING APPROPRIATE PATIENT QUESTIONNAIRES 

Identifying and appraising PRO questionnaires was painstakingly laborious. The final 

shortlist presents a broad range of questionnaires covering topics relevant to IM primary 

care. The methodology had limitations, in particular using only one reviewer and relying 

on pre-existing PRO databases and the accuracy of their content.  

 

The shortlist was not intended as definitive and it is likely that some potentially 

appropriate questionnaires were missed or excluded from the final shortlist. For example, 

the recently-registered observational study of nine IM clinics in the USA is using the 

questionnaire called the Patient Activation Measure (PAM).20,45 The questionnaire aims to 

assess changes in skills, knowledge, beliefs, and motivations of patients as they become 

more or less ‘active’ in their own healthcare. Although well tested and published, the 

questionnaire was not listed on any of the web-based PRO databases, nor was it found 

using the search strategies.  

 

The results from the interviews helped ensure that the shortlisted questionnaires covered 

the relevant domains when evaluating IM primary care. They were also used when 

evaluating the content validity of the questionnaires. Adding the final question about 

conceptions of health that is more than the absence of disease was particularly useful for 

evaluating the content validity of the wellness questionnaires.  

 

The results of this literature review could be used to expand the two key databases listing 

PRO questionnaires – PROQOLID and IN-CAM. Both failed to list many of the 

questionnaires relevant to IM. The IN-CAM database of questionnaires designed 

specifically for the TCAM research community did not include health promotion, lifestyle 
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and risk factors.46 PROQOLID emphasises quality of life questionnaires, yet it did not list 

any questionnaires designed to measure positive notions of health beyond the absence of 

disease.47  

 

12.8 CONCEPTUALISING WELLNESS 

Although the question about an interviewee’s notion of health that is more than the 

absence of disease was an addendum after the interviewing had commenced, it was often 

the most engaging and interesting aspect of the interviews and their analysis. The paucity 

of research on this topic requires urgent attention. Positive aspects of health and wellness 

are difficult for many people to conceptualise, but until this concept is elucidated within 

the wider community, it will be difficult to establish effective health interventions and 

policies and the focus will remain on the treatment of disease and disease prevention. 

 

12.9 RESEARCH SUMMARY 

Based on the findings presented in this thesis, an integrative medicine minimum dataset is 

recommended for systematically collecting data about IM primary care outcomes in 

Australia. Given the challenges facing data collection for research purposes in IM primary 

care, the recommendation is to start collecting data directly from patients using 

questionnaires rather than to trying to extract reliable, useful data directly from IM primary 

care clinics. The obvious advantage to this approach is the data generated would be 

immediately useful for IM outcomes research. It could also generate cohort and individual 

patient data that clinics, practitioners and patients could use for other purposes. 
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The research presented in this thesis provided contextual information about an IM clinic 

where such a dataset might be used, systematically selected potentially appropriate patient 

questionnaires and identifed ways to engage patients and practitioners to use 

questionnaires belonging to a longitudinal dataset. Many other areas however were not 

addressed or require further in-depth exploration. 

 

When undertaking research in IM primary care, the following points should be taken into 

consideration. 

1. A lack of research capacity in IM primary care clinics may negatively impact on 

support for the project. It is important to ensure that the staff and practitioners 

understand the research protocol and adequate resources are available to provide 

extra logistical support should it be needed. 

2. Potential distrust by IM and TCAM practitioners of the academic research process, 

including scepticism that significant results will be translated in to real changes in 

healthcare practice and policy, may also limit support. Clear strategies for 

disseminating the findings to the wider community must be developed and 

communicated to participating staff and practitioners. 

3. Not all practitioners will be motivated to support research for altruistic reasons 

such as improving academic knowledge for the benefit of society. Some 

practitioners will want to benefit directly by using summary cohort data to inform 

and improve their own clinical practice and the clinic’s services. Others will be 

more interested in accessing their patients’ individual results to inform clinical 

care. 

4. Points 1, 2 and 3 affirm the importance of taking a bottom-up approach when 

developing a research program in an IM clinic. Simply obtaining support from the 
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directors of the clinic may not be enough to ensure practitioner support, especially 

if there are undertones of dissatisfaction with medical dominance within the clinic. 

Involving practitioners early on in the project’s development may help improve a 

sense of ownership and support for the project and can help ensure the chosen 

methods are appropriate. 

5. Data from the clinic’s software and medical records should be pilot tested before 

incorporating them into any research design.  

6. Both electronic and postal formats for invitations and surveys are needed to 

optimise patient participation in research. Electronic methods of communication 

are potentially more time efficient and cost effective; however, other methods such 

as postal, face-to-face or telephone should be used for non-responders. 

7. To help improve patient response rates, the acceptability of electronic 

questionnaires and to minimise responder burden, study designs should refer to the 

specific information summarised in Chapter 6: Tables 1, 3, and 4; and Chapter 7 

(Supplementary document) Tables 4 and 5.  

8. The recruitment strategies and study design need to address the three types of 

motivators for participating in or supporting research. Both individual and cohort 

results should be available. This strategy will provide the opportunity for individual 

patients and practitioners, participating clinics and the wider community to benefit 

from the results.  

9. Incorporating PRO questionnaires into routine clinical care has many potential 

advantages:  

i. individual patient results can be used for patient feedback and to improve 

clinical care;  
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ii. patients with unusual or exceptional outcomes can be flagged for case 

studies; 

iii. the outcomes of different practitioners, therapies, and clinics can be 

compared;  

iv. it can be used for comparative effectiveness research because it more 

closely reflects real life; and 

v. it can help reduce the marginal costs of research.  

10. Ongoing consultation with participating clinics, practitioners and patients is needed 

if the results of patient questionnaires are to be incorporated into routine clinical 

practice. Careful attention must be given to the logistical, medico-legal and ethical 

implications of patients and practitioners accessing individual patient results.  

11. The content, length and frequency of questionnaires will also affect response rates 

and acceptability. Ideally, study designs intending to use PRO questionnaires for 

IM evaluation should find ways to address the different preferences that potential 

participants are likely to have.  

12. A broad range of health, health-related and health-services outcomes are relevant to 

IM primary care. A balance must be found between the need to make a 

comprehensive holistic assessment and minimising responder burden.  

13. A holistic assessment should be done in such a way as not to marginalise those 

who consider spirituality in particular, but also other domains such as life 

satisfaction, to be inappropriate content for evaluating IM primary care.  

14. Many of the questionnaires shortlisted in Chapter 10 require further testing in the 

IM primary care setting before recommending their use. This includes confirming 

compatibility between paper and electronic formats of questionnaires. 
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15. More work is needed to clarify the concept of health that is more than the absence 

of disease and to establish valid measurements of health and wellness outcomes. 

16. Along with patient-reported outcomes, patient data could also include results from 

clinical examinations, anthropometric tests and pathology reports. Which data to 

include and data extraction requires further exploration. 

17. Questionnaires designed to measure quasi-health outcomes such as risk factors, 

lifestyle and natural therapy use are needed for the IM setting. 

18. A minimum dataset is a useful way to standardise data collection across IM 

primary care clinics and support multicentre collaborative research.  

19. Given the challenges with extracting data from IM clinics for research purposes, a 

pragmatic way to begin collecting longitudinal data for use in a minimum dataset 

would be to engage patients to answer PRO questionnaires. These data could be 

used immediately for much-needed research. 

20. The dataset could be expanded over time to electronically link this data with other 

relevant data from clinical records, practitioners and other on-line wellness 

applications. 

21. Ideally the development of a dataset should be done through international 

collaboration and potentially build on the work already underway in the USA with 

the PROCAIM projects.14,48 Valuable lessons can also be learnt from the ongoing 

success of patient generated websites such as Patients-Like-Me49 and other health 

and wellness sites. 

22. Consultation with all stakeholders is necessary at every stage of the process to 

ensure the successful collection of data from PRO questionnaires; determine its 

relevance to routine clinical care and research; and the logistics for linking this data 

with other data sources. 
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23. The next steps are: 

i. to pilot test the shortlisted patient questionnaires in both paper and 

electronic formats and evaluate their acceptability, psychometric properties 

and clinical relevance.   

ii. identify and compare the minimum dataset requirements of different 

stakeholders – patients, clinicians, clinics and researchers. 

iii. undertake an indepth inquiry into the logistics, ethics, governance of an IM-

MDS and its linkage with other data sources. 

 

12.10 FINAL CONCLUDING REMARKS 

There is an urgent need to evaluate IM outcomes in the primary care setting. Effectiveness 

research and observational study designs will often be more appropriate than the standard 

randomised controlled trials that is typically used to evaluate the efficacy of specific 

interventions. Questionnaires measuring patient-reported outcomes can provide useful data 

about the many outcomes relevant to integrative medicine. It offers the opportunity to 

collect longitudinal data that can be used for multiple purposes and thus meet the needs of 

patients, practitioners, health services, the wider academic community and health policy 

makers.  
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APPENDIX I: CASE STUDY: STAFF QUESTIONNAIRE  

STAFF QUESTIONNAIRE 
 

 

  

 

The purpose of this anonymous questionnaire is for all of us to have an opportunity to stop 

and think about Uclinic and voice your opinions about the practice of Integrative Medicine. 

 

The responses will be presented along with further discussion at the next clinic meeting on 

Tuesday 25 November. 

 

Before answering the questionnaire please read the attached article written by Dr Jennifer 

Hunter: “Establishing an Integrative Practice” and Boon et al: “From Parallel practice to 

Integrative Health Care” 

 

You can fill this form out by hand or type it in Word and then print it at put it in  

DrJen’s Pigeon Hole or fax: 93407570  

 

References 

Hunter J. Establishing an integrative practice. J Comp Med. 2008;7(6):22-26. 

Boon H, Verhoef M, O'Hara D, Findlay B. From parallel practice to integrative health 

care: a conceptual framework. BMC Health Serv Res. Jul 1 2004;4(1):15.  

Team Questionnaire 
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(The questionnaire layout has been condensed to save paper) 

 

1. Please write about the top 3 issues you would like to see addressed. 

 

2. When considering your own clinical practice, do you use a patient centered model of 

care? (see diagram p24 Hunter)  

Always --- Often --- Sometimes --- Ocassionally --- Never 

Comments: 

 

3. When considering your Uclinic colleagues, do they use a patient centered model of 

care? (see diagram p24 Hunter)  

Always --- Often --- Sometimes --- Ocassionally --- Never 

Comments: 

 

4. When considering the patient’s experience at Uclinic, do you think they experience a 

patient centered model of care? (see diagram p24 Hunter)  

Always --- Often --- Sometimes --- Ocassionally --- Never 

Comments: 

 

5. What type of healthcare is most commonly practiced at Uclinic? (see Boon Table 1 and 

Figure 1 for definitions)  

1. Parallel     2. Consultative    3. Collaborative     4. Coordinated      

       5. Multidisciplinary     6. Interdisciplinary     7. Integrative 

Comments: 
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6. Uclinic has strong effective leadership.  

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

7. Uclinic’s CEO and administrators are open-minded. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

8. The staff and practitioners at Uclinic are open-minded.  

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

9. The practitioners at Uclinic provide highly competent mainstream medicine services. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

10. The practitioners at Uclinic provide highly competent complementary medicine 

services. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

11. Uclinic has exactly the right fit of practitioners. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 
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12. Uclinic has exactly the right fit of administrative staff. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

13. Uclinic has effective communication channels between practitioners. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

14.      Uclinic facilitates effective cross-referrals between practitioners. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

15. Uclinic facilitates effective team building between practitioners. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

16. There is a lot of trust between Uclinic practitioners. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

17. The physical environment of Uclinic is appropriate. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 
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18. Uclinic is matching the unique needs of its community. 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

19. Uclinic is matching market needs in the community. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

20. I am clear about Uclinic’s Mission Statement and Objectives. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

21. Uclinic has effective branding and marketing. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

22. Administrators, practitioners and staff all share a united vision. – circle or delete 

Strongly Disagree --- Disagree --- Neutral --- Agree --- Strongly Agree 

Comments: 

 

23. What is your vision for Uclinic? 

Finally, is there anything else you would like to add?  

 

THANK YOU FOR TAKING THE TIME TO COMPLETE THIS QUESTIONNAIRE. 
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SLIDE PRESENTATION OF RESULTS FOR DISCUSSION IN STAFF MEETING 
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APPENDIX II: INTERVIEW SCHEDULES  

PATIENT INTERVIEW PROMPTS 

 

DEFINING HOLISTIC HEALTH 

Questions: 

Are you familiar with the term holistic health? 

What does holistic health mean to you?  

 

MEASURING HOLISTIC HEALTH 

Context: 

We want to use some questionnaires to measure the holistic health of Uclinic patients. 

We found over 2000 patient questionnaires and shortlisted 30 or so of the best. There was 

no one perfect questionnaire and none of them measures everything. Therefore, we would 

need to choose from a selection of them to cover all the areas of holistic health. 

 

We have categorised the questions from these questionnaires into the following topics / 

areas: 

 (show examples of shortlisted questionnaire for prompts and clarification) 

1. Physical health –physical symptoms, disabilities and impact on daily living. 

2. Mental health – emotions, mood, stress, sleep and impact on daily living 

3. Coping with illness and life’s challenges 

4. Spirituality – more than a belief in God or religiousness, it includes a sense of 

purpose in life and engagement with spiritual activities, feelings of connection 

beyond mundane reality. 
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5. Lifestyle – exercise, diet, alcohol, smoking, drugs, work hours, relaxation, 

sleep. 

6. Life satisfaction – with health, life, relationships, friends, family, work, 

standard of living. 

7. Holistic –total wellbeing of body, mind and spirit, and other areas such as 

feeling part of the community and future security. 

8. Attitudes towards complementary medicine and philosophy of healing 

9. Consultation/clinic – satisfaction, trust in practitioner, quality of consultation 

10. Individualised – open questions where the patient chooses what the main 

problems  are and then rates whether they are improving. 

11. Change in Medication and/or Supplement Use  

 

Questions: 

What do you think about answering questions on these areas /topics?  

Are any or all of these areas /topics relevant to you now?  

Have they been relevant in the past?  

Might they be relevant to you in the future?   

What about for other patients attending Uclinic? 

Where there any important areas /topics that was missing or underrepresented in the 

shortlist? 

 

SCOPE OF IM CLINIC 

Context / Question: 

Measuring holistic health is a very broad concept. Do you think it is reasonable to expect 

that an integrative medicine clinic or holistic health practitioners should be able to help 

patients improve all the different aspects of holistic health? 
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RESPONDER BURDEN 

Context / Question: 

If we accept that we would need to find a balance between asking all the questions that are 

important (i.e. comprehensive information) and the time it would take to answer them all 

(i.e. responder burden), which areas /topics do you think are the most important and least 

important to measure? 

 

Question: 

Can you think of any ways to help reduce the time spent answering questionnaires?  

Prompt: 

What about: reducing the number of questions or topics, can you think of any ways to help 

reduce responder burden? 

Or: Different questionnaires sent at different times? 

Or: Use skip questions to only ask more detailed questions about a topic if the initial 

screening questions identify a problem.  

Any other ideas? 

 

OPINIONS ABOUT QUESTIONNAIRES 

We would now like to ask you some questions about the use of questionnaires in general. 

Questions: 

Can you see any value or use for questionnaires? 

What would motivate you to want to answer questionnaires? 

Can you see any personal benefit from answering questionnaires? 

Can you see yourself and/or other patients at Uclinic completing these questionnaires?  

Would you want to know the results? 
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Would you want your practitioners to be notified of your results? 

Would you want the results to be recorded in your computerised clinical notes at Uclinic? 

 

USING THE INTERNET TO ANSWER QUESTIONNAIRES 

Context: 

We are particularly interested in using the Internet. Imagine if after agreeing to participate, 

you would were sent email prompts to go on-line and log in to answer one or more 

questionnaires.  

Questions: 

Would you feel comfortable doing something like this? 

Would you be concerned about confidentiality? 

Would you be concerned about being spammed or sent too many emails? 

Would you be concerned about computer errors or technical difficulties? 

 

 

Are any other questions or comments you may have? 
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WELLNESS QUESTIONS 

Context:  

25yrs ago the WHO said health is more than just the absence of disease and sickness. Most 

of the questionnaires are designed to measure changes in health from very sick to no 

disease. Few aim to measure this concept of health that is more than the absence of 

disease. 

 

Questions:  

How would you describe health that is beyond just the absence of disease?  

What does it mean to you? 

 

Prompt: 

Think about someone you know that is really healthy. 

What characteristics would a person have, what areas or aspects would you see change in a 

person if they were moving from ‘no disease’ to ‘really well and really healthy’?  

What types of questions might we need to ask people to measure this concept in a 

questionnaire? 
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PRACTITIONER INTERVIEW PROMPTS 

 

DEFINING HOLISTIC HEALTH 

Questions: 

Are you familiar with the term holistic health? 

What does holistic health mean to you?  

 

MEASURING HOLISTIC HEALTH 

Context: 

We want to use some questionnaires to measure the holistic health of Uclinic patients. 

We found over 2000 patient questionnaires and shortlisted 30 or so of the best. There was 

no one perfect questionnaire and none of them measures everything. Therefore, we would 

need to choose from a selection of them to cover all the areas of holistic health. 

 

We have categorised the questions from these questionnaires into the following topics / 

areas: 

 (show examples of shortlisted questionnaire for prompts and clarification) 

1. Physical health –physical symptoms, disabilities and impact on daily living. 

2. Mental health – emotions, mood, stress, sleep and impact on daily living 

3. Coping with illness and life’s challenges 

4. Spirituality – more than a belief in God or religiousness, it includes a sense of 

purpose in life and engagement with spiritual activities, feelings of connection 

beyond mundane reality. 

5. Lifestyle – exercise, diet, alcohol, smoking, drugs, work hours, relaxation, 

sleep. 
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6. Life satisfaction – with health, life, relationships, friends, family, work, 

standard of living. 

7. Holistic –total wellbeing of body, mind and spirit, and other areas such as 

feeling part of the community and future security. 

8. Attitudes towards complementary medicine and philosophy of healing 

9. Consultation/clinic – satisfaction, trust in practitioner, quality of consultation 

10. Individualised – open questions where the patient chooses what the main 

problems  are and then rates whether they are improving. 

11. Change in Medication and/or Supplement Use  

 

What do you think about measuring these areas /topics?  

Are there any important areas /topics relevant to your patients that are missing or 

underrepresented in the shortlist? 

 

SCOPE OF IM CLINIC 

Context / Question: 

Measuring holistic health is a very broad concept. Do you think it is reasonable to expect 

that an integrative medicine clinic or holistic health practitioners should be able to help 

patients improve all the different aspects of holistic health? 

 

RESPONDER BURDEN 

Context / Question: 

If we accept that we would need to find a balance between asking all the questions that are 

important (i.e. comprehensive information) and the time it would take to answer them all 
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(i.e. responder burden), which areas /topics do you think are the most important and least 

important to measure? 

 

Question: 

Can you think of any ways to help reduce the time spent answering questionnaires?  

Prompt: 

What about: reducing the number of questions or topics, can you think of any ways to help 

reduce responder burden? 

Or: Different questionnaires sent at different times? 

Or: Use skip questions to only ask more detailed questions about a topic if the initial 

screening questions identify a problem.  

Any other ideas? 

 

OPINIONS ABOUT QUESTIONNAIRES 

We would now like to ask you some questions about the use of questionnaires in general. 

Questions: 

What do you think about the use of patient questionnaires?  

Can you see any value or use for questionnaires? 

Would you want to know the individual patient results and/or summary results? 

Would you want the patient’s results to be available in their computerised clinical notes? 

Would you want to be notified of your patient’s results? 

Would you be likely to prompt or encourage your patients to complete questionnaires? 

Do you think your Uclinic patients would be interested in completing questionnaires? 

What might be the reasons they would not want to complete a questionnaire?  
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Are there any ways you envisage individual patient results and/or overall results of the 

practice being useful to your clinical practice?  

 

Are any other questions or comments you may have? 

 

WELLNESS QUESTIONS 

Context:  

25yrs ago the WHO said health is more than just the absence of disease and sickness. Most 

of the questionnaires are designed to measure changes in health from very sick to no 

disease. Few aim to measure this concept of health that is more than the absence of 

disease. 

 

Questions:  

How would you describe health that is beyond just the absence of disease?  

What does it mean to you? 

 

Prompt: 

Think about someone you know or a patient that is really healthy. 

What characteristics would a person have, what areas or aspects would you see change in a 

person if they were moving from ‘no disease’ to ‘really well  and really healthy’?  

What types of questions might we need to ask people to measure this concept in a 

questionnaire? 
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APPENDIX III: LETTERS OF ACCEPTANCE FOR PUBLICATION 
 

Hunter J, Corcoran K, Phelps K, Leeder S. The Challenges of Establishing an Integrative 

Medicine Primary Care Clinic in Sydney, Australia. J Altern Complement Med. 

2012;18(11):1008-13. Epub 2012/08/29. doi:10.1089/acm.2011.0392. 

 

18-Nov-2011 
 
Dear Dr. Hunter: 
 
We are pleased to accept your manuscript entitled "The challenges of 
establishing an integrative medicine primary care clinic in Sydney, 
Australia – a case study." for publication in Journal of Alternative and 
Complementary Medicine. Your paper is tentatively scheduled for publication 
in our September 2012 issue. 
 
Please be sure to cite this article to ensure maximum exposure of your 
work. 
 
You will receive page proofs electronically approximately one month prior 
to publication from Jason Schappert (jschappert@liebertpub.com) and may 
receive additional correspondence related to production from Ms. Billie 
Spaight (BSpaight@liebertpub.com). Please add these as well as 
MCanning@liebertpub.com and RGordon@liebertpub.com to your address book so 
correspondence from them is not caught in your spam filter. 
 
All authors will get a follow-up email with instructions on how to complete 
our online Copyright Agreement form. 
 
FAILURE BY ALL AUTHORS TO SUBMIT THIS FORM MAY RESULT IN A DELAY OF 
PUBLICATION. 
 
The corresponding author is responsible for communicating with coauthors to 
make sure they have completed the online copyright form. Authors not 
permitted to release copyright must still return the form acknowledging the 
statement of the reason for not releasing the copyright. The corresponding 
author will receive notification when all copyright forms have been 
submitted. 
 
Consider Liebert Open Option to have your paper made Free Online 
immediately upon publication for a one-time fee. If the paper has NIH 
funding, it will also be uploaded onto PubMedCentral on behalf of the 
author. Benefits of Liebert Open Option include: fast track publication; 
email message highlighting the article; increased readers, citations, and 
downloads; and an identifying icon in the table of contents if published in 
print.  Subsequent accepted papers are eligible for a reduced fee for Open 
Option.  Please contact Karen Ballen at kballen@liebertpub.com or at (914) 
740-2194 for more information. 
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If your institution is not currently subscribing to this journal, please 
ensure that your colleagues have access to your work by recommending this 
title (http://www.liebertpub.com/mcontent/files/lib_rec_form.pdf ) to your 
Librarian. 
 
Thank you for your contribution.  On behalf of the Editors of Journal of 
Alternative and Complementary Medicine, we look forward to your continued 
contributions to the Journal. 
 
Sincerely, 
Barbara Perrin 
Journal of Alternative and Complementary Medicine Editorial Office JACM-
editorial@sbcglobal.net 
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2012/12/04. doi:10.1089/acm.2011.0393. 

 

16-Dec-2011 
 
Dear Dr. Hunter: 
 
We are pleased to accept your manuscript entitled "The integrative medicine 
team - is medical dominance inevitable?" for publication in Journal of 
Alternative and Complementary Medicine. Your paper is tentatively scheduled 
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