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This publication represents the tangible celebration of the 10th anniversary of the Health 
Services Research Association of Australia and New Zealand. Bringing together a set of 
papers looking back over the past 10 years in terms of both research and policy seems a 
fitting means of commemoration for an Association whose purpose is to facilitate com-
munication across researchers, and between researchers and policymakers, to promote 
education and training in health services research, and to ensure sustainable capacity in 
health services research in Australia and New Zealand.

We began the process of thinking about which topics might be suitable by looking back 
at the subjects discussed at the first two Health Services Research and Policy conferences 
held in 1999 (Sydney) and 2001 (Wellington). We wanted to see which issues were peren-
nial and unchanging and which had changed and developed over time. 

The range of issues discussed by the authors of the papers illustrates just that. Health re-
form (Robin Gauld (NZ) and Jane Hall (Australia)) was discussed at those inaugural confer-
ences and remains a firm favourite along with funding models (Tony Scott), private health 
insurance (Stephen Duckett) and economic evaluation and priority setting (Tony Harris, 
Rob Carter and Cathrine Mihalopolous (Australia) and Marty de Boer (NZ)). 

Although reform in primary health care was already underway in New Zealand at the 
time of those first conferences, it has continued and evolved over the past 10 years (Jac-
queline Cumming). Although not as wide reaching or comprehensive as the NZ reforms, 
the primary health care sector in Australia has seen many changes in this time (Elizabeth 
Comino). A common theme in both countries is the need to evaluate the impact and 
outcomes of such reforms using high quality data. 

Introduction



Although the Association has always recognised the need for Indigenous health services 
research (and researchers), it was not as strong a theme at the original conference as it 
has been over the past two or three meetings. Amohia Boulton’s essay demonstrates the 
impressive gains made by Indigenous health services researchers in New Zealand.    

But perhaps the most obvious advances have been made in the areas of “the patient’s per-
spective” in Australia and in the availability of complex data for health services research. 
Karen Luxford and Graeme Hawthorne illustrate different aspects of shifting the focus of 
health care towards the patient. On the other side of the coin, Stephanie Knox and Louisa 
Jorm describe the use of data at the patient level to evaluate what is delivered to whom, 
with what effect (and sometimes at what cost) and how to understand patients’ choices 
and preferences. 

We are very grateful to all the authors who so willingly provided excellent essays in a 
relatively short time with only minimal guidance. Sarah Green kept us all on time (more or 
less) and on budget and dealt efficiently with the myriad of administrative issues which 
inevitably arise in the coordination of a project such as this.

Happy 10th Anniversary and Happy Reading!

Jacqueline Cumming (President), 
Jane Hall (Past-President) and 
Marion Haas (Vice-President) 

Health Services Research Association of  Australia and New Zealand

Introduction
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Author Biographies

Amohia Boulton

Amohia (Ngāti Ranginui, Ngai te Rangi, Ngāti Pukenga) 
is a Senior Researcher at Whakauae Research for Maori 
Health and Development, an iwi (tribal) research centre 
in Whanganui. She is also a Visiting Senior Research Fel-
low at the Health Services Research Centre, School of 
Government, Victoria University of Wellington. Amohia’s 
research interests include all aspects of Māori health 
services research however, she has a particular interest 
in understanding the relationship between, and contri-
bution of, government policy, contracting mechanisms, 
performance monitoring and accountability frame-
works to improving health outcomes for Māori. Amo-
hia is a member of the Māori Health Committee of the 
Health Research Council of New Zealand and sits on the 
Executive of the Health Services Research Association of 
Australia and New Zealand. 

Rob Carter

Rob Carter is Head of Deakin Health Economics (DHE) 
and Deputy Director of the Deakin University Strategic 
Research Centre in Population Heath. Rob has held a 
number of senior research positions, including: Head of 
the University of Melbourne Health Economics Group 
(2000-2006); Deputy Director of the Monash University 
Health Economics Unit (1993-1999); and Head of the 
Economics and Evaluation Unit within the Technology 
Assessment Branch at the Australian Institute of Health 
and Welfare (1990-1993). 
Rob is widely recognised for his expertise in economic 
appraisal and in recent years has focussed his research 
on priority setting. His contributions to priority setting 
have been widely recognised, including five Awards for 
Research Excellence.

Elizabeth Comino

A/Professor Elizabeth Comino, is an epidemiologist who 
works with the UNSW Centre for Primary Health Care 
and Equity. Her research interests include access to best 
practice primary care, equity, research methods in pri-
mary care, and use of administrative data collections for 
research. She currently leads two research programs:  
the Gudaga Research Study, an NHMRC funded birth 
cohort study of Aboriginal Children in an urban envi-
ronment that is systematically describing their health, 
development, and services use; and a Diabetes linkage 
study, an NHMRC funded record linkage study investi-
gating best practice health care for older people with 
diabetes. Elizabeth Comino is also the inaugural direc-
tor of the south west Sydney Health District Primary and 
Community Health Research Unit. 

Stephen Duckett

Stephen Duckett, an economist, is a Professor in the 
Schools of Public Health at LaTrobe University and the 
University of Alberta.  In 2006 he was awarded the 
degree of Doctor of Science by the University of New 
South Wales on the basis of his publications, including 
his publications on health insurance.  He is a Fellow of 
the Academy of Social Sciences in Australia.

Robin Gauld

Robin Gauld is Associate Professor of Health Policy and 
Director, Centre for Health Systems, Dunedin School of 
Medicine, University of Otago. He is author or editor 
of ten books, including The New Health Policy which 
was awarded first prize in category at the 2010 British 
Medical Association Medical Book Awards, and around 
a hundred journal articles and book chapters. Present 
research interests are in health system performance im-
provement and clinical governance.

Marion Haas

Professor Marion Haas is a leading health services re-
searcher in Australia. She has extensive policy and re-
search based experience of health services funding and 
financing in Australia. Her research interests are in the 
use of economic evaluation in resource allocation, un-
dertaking and applying the results of economic evalua-
tion to health care services and understanding the pref-
erences and behaviour of providers and consumers/
patients in relation to health care. Dr Haas is a Co-Direc-
tor of the Australian Technology Network of Universities 
(ATN) Centre for Metabolic Fitness, a multi-University 
collaboration undertaking a wide range of research and 
evaluation projects related to obesity and the metabolic 
syndrome. Dr Haas is the leader of a UTS team, which, 
in collaboration with researchers from UNSW, is the re-
cipient of an NHMRC Health Services Research Program 
grant and is CIB on a UTS-administered NHMRC Capac-
ity Building grant. She is the Program Manager for the 
newly established Cancer Research Economic Support 
Team which has been funded by Cancer Australia to 
provide advice and support to all Cancer Clinical Trial 
Groups in Australia. Dr Haas is currently Vice President 
of HSRAANZ.

Marty de Boer

Marty de Boer works for the Ministry of Health as a Prin-
cipal Advisor within the Executive Team of the National 
Health Committee.  He has a BSc in Mathematics (Op-
erations Research) and a Masters of Public Health.  He 
has worked a variety of roles within the New Zealand 
health sector since the 1980s, including with the Na-
tional Health Statistics Centre, Public Health Commis-
sion, KPMG, Central Regional Health Authority, Health 
Funding Authority and Hutt Valley District Health Board.

Jane Hall is Professor of Health Economics in the Faculty 
of Business at the University of Technology Sydney; and 
the founding Director of the Centre for Health Econom-
ics Research and Evaluation, a position she has held for 
twenty years. She is a Fellow of the Academy of Social 
Sciences in Australia. She was President of the Interna-
tional Health Economics Association in 2006-7, and was 
President of the Health Services Research Association of 
Australia and New Zealand until 2007.

Jane has a wide range of research interests, including 
health technology assessment, the nursing workforce, 
and health funding. She is involved in health policy 
issues in Australia and internationally through her in-
volvement with the Commonwealth Fund Interna-
tional Program in Health Policy and Practice. Her recent 
contributions include a chapter on health insurance in 
Australia for Cambridge University Press Private Health 
Insurance And Medical Savings Accounts: Lessons From 
International Experience; and on the economics of pre-
vention for the Oxford University Press Handbook of 
Health Economics, both due to be published shortly.  
She has a long standing commitment to the use of eco-
nomic analysis in policy. 

Jane Hall

Jacqueline Cumming

Dr Jacqueline Cumming is an Associate Professor and 
Director of the Health Services Research Centre in the 
School of Government at Victoria University of Welling-
ton, Wellington, New Zealand. She has qualifications in 
economics and public policy, worked for many years as 
a policy analyst/economist with various New Zealand 
government agencies (including the Ministry of Health), 
and has worked as a health services researcher for the 
past 18 years. Her main interests are in health systems 
performance, primary health care, access to services, 
equity, and priority setting. She is currently President of 
the HSRAANZ.



Dr. Karen Luxford

Dr Karen Luxford is Director – Patient Based Care at the 
Clinical Excellence Commission, Sydney, Australia (CEC). 
In 2010, Dr Luxford founded the Partnering With Patients 
program at CEC to promote patients, family and carers 
as care team members and the role of patient-based 
care in improving patient safety and quality in health 
care services. In 2008-2009, Dr Luxford was a Harkness 
Fellow in Healthcare Policy & Practice, Harvard Medical 
School, Boston and studied exemplar patient-focused 
organizations in the USA and the role of leadership, pa-
tient engagement and patient feedback in improving 
service quality. Dr Luxford was formerly General Man-
ager of the National Breast and Ovarian Cancer Centre.

Dr Luxford is a founding Executive member of the 
Health Services Research Association of Australia & 
New Zealand and the Chair of the Cancer Institute NSW 
Quality and Clinical Effectiveness Advisory Committee. 
Dr Luxford is an Honorary Associate, School of Public 
Health, University of Sydney, a Visiting Fellow, College 
of Medicine, Australian National University and Conjoint 
Lecturer, School of Public Health & Community Medi-
cine, University of NSW. 

Cathrine Mihalopoulos

Cathrine (Cathy) Mihalopoulos is a senior research fel-
low at Deakin Health Economics. She has dual qualifica-
tions in psychology and economics and her research in-
terests lie in the economic evaluation of mental health 
and psychosocial care, an area in which she has over 
50 publications.  She just completed a priority-setting 
project for preventive mental health interventions and 
is a Chief Investigator on a number of competitive na-
tional grants. Cathy and her team also  undertake full 
economic evaluations of services and interventions as 
well as focusing on specific methodological issues for 
economic evaluation of mental health care.

Stephanie Knox

Stephanie Knox is a research fellow at CHERE with more 
than 12 years of experience across a range of health re-
search disciplines in Australia, including public health, 
epidemiology, psychometrics and health economics. 
Stephanie started her research career at the National 
Centre in HIV Social Research, where she managed and 
analysed the data from a number of longitudinal and 
cross-sectional surveys. She later worked in general 
practice research on the Bettering the Evaluation and 
Care of Health (BEACH) survey. Stephanie has been with 
the Centre for Health Economics Research and Evalua-
tion (CHERE) for the last 5 years. Stephanie’s recent proj-
ects at CHERE include the design and analysis of a num-
ber of discrete choice experiments, and a review of the 
Extended Medicare Safety Net for the Department of 
Health and Ageing.   Stephanie is an author on a num-
ber of papers on choice experiments. She has also pub-
lished several methodological papers, including sample 
size calculations for cluster samples, the estimation of 
prevalence rates of chronic health problems among 
general practice patients, and the validation of the SF-
36 health status instrument in the Household Income 
and Labour Dynamics in Australia (HILDA) study. 

Anthony Scott

Tony Scott leads the Health Economics Research Pro-
gram at the Melbourne Institute of Applied Economic 
and Social Research at the University of Melbourne.  He 
is an ARC Future Fellow, an NHMRC Honorary Princi-
pal Research Fellow, and Adjunct Professorial Fellow in 
the School of Population Health and Australian Health 
Workforce Institute at the University of Melbourne, 
and an Honorary Professor in the Health Economics 
Research Unit at the University of Aberdeen.  He is cur-
rently principal investigator on Australia’s first large scale 
longitudinal survey of doctors (MABEL: Medicine in Aus-
tralia: Balancing Employment and Life).
www.melbourneinstitute.com/research/health/
www.mabel.org.au

Professor Anthony Harris is Acting Director of the Cen-
tre for Health Economics at Monash University in Mel-
bourne. He has held previous academic positions at the 
University of Aberdeen, Murdoch University and the 
University of Western Australia. He has been awarded 
numerous competitive research grants including an 
NHMRC funded program modeling the economics of 
the health care system in Australia, a macroeconomic 
model of the impact of an influenza epidemic, and an 
ARC grant on drug pricing. 

His most recent work has been an analysis of interna-
tional drug reimbursement decision making, evaluation 
of cost effectiveness within clinical trials, econometric 
analyses of the impact of chronic disease on labour 
market outcomes in Australia, and the demand and 
supply of acute and emergency public hospital care.

Anthony Harris

Louisa Jorm is the Foundation Professor of Population 
Health in the School of Medicine at the University of 
Western Sydney. She also holds the part-time position 
of Principal Scientist at the Sax Institute. 
She is an epidemiologist who prior to taking up her 
current post, spent more than 15 years in senior posi-
tions in public health policy and service roles. Her ar-
eas of expertise include data linkage, use of routinely 
collected health data and facilitating the policy and 
practice uptake of research. She is Chief Investigator of 
the Outcomes, Services, Policy for the Reproductive and 
Early Years (OSPREY) capacity building program, which 
has been funded by the NHMRC to build methods and 
capacity for the analysis of linked health datasets to 
answer policy-relevant questions about the health of 
mothers, babies and children. She also leads the NHM-
RC-funded Indigenous Health Outcomes Patient Evalu-
ation (IHOPE) project, which is using linked data and 
multilevel modeling to investigate the influences of in-
dividual-, geographic and hospital-level factors on hos-
pital outcomes for Aboriginal people. In her role at the 
Sax Institute, Professor Jorm leads the NSW node of the 
Population Health Research Network, which has been 
funded through the National Collaborative Research In-
frastructure Strategy to build national infrastructure for 
research using linked health data.

Louisa Jorm

A/Prof Hawthorne is a Principal Research Fellow in 
the Department of Psychiatry at Melbourne Univer-
sity. Much of his research over the past 20 years has 
focussed on the development and/or validation of par-
ticipant reported outcomes, including co-authorship of 
major generic outcome measures (e.g. the Assessment 
of Quality of Life (AQoL), the WHOQOL-OLD) as well 
condition-specific measures (e.g. the Friendship Scale 
(FS) for assessing social isolation,.the Quality of Life after 
Brain Injury (QOLIBRI) or the Short Assessment of Patient 
Satisfaction (SAPS)). He has also published population 
norms for the SF-36, WHOQOL-BREF and AQoL. 
His current research includes population mental health, 
depression prevalence, quality of life research (QoL), 
traumatic brain injury, mental health post  peacekeep-
ing, suicide prevention, physiotherapy in intensive care, 
hospital re-admission reduction and health care re-
source use.

He is head of the World Health Organization’s (WHO) 
Quality of Life Australian Field Centre, an Associate Edi-
tor of the Journal of Medical Economics, the Journal of 
Happiness Studies, and a former Associate Editor of 
Quality of Life Research. He was an invited member of 
the COSMIN (Consensus-based Standards for the Selec-
tion of Measurement Instruments) project. He recently 
served on the Board of the International Society for 
Quality of Life Research, the international Economics of 
Incontinence Committee and the Advisory Committee, 
National Centre for Mental Health, China Centre for Dis-
ease Control, China.
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The Health Services Research 
Association - our history

The Health Services Research Association of Australia and New Zea-
land (HSRAANZ) officially came into being in December 2001, when 
a general meeting was held within the Health Services Research 
and Policy Conference in Wellington, New Zealand. The conference 
brought together researchers and policy makers to consider health 
services research evidence and current policy issues. The purpose of 
the conference and the newly formed Association was not to debate 
or advocate particular policy stances, but rather to understand the 
development and implementation of health services policy; and to 
consider how evidence and evaluation could better inform that. That 
remains the purpose of the Association, now celebrating its tenth an-
niversary, and the conference, which is held biennially in Australia and 
New Zealand.

This 2001 meeting was not the first conference. Two years earlier, the 
first meeting was held in Sydney, attracting around 400 participants. 
It provided the opportunity to focus on health services research and 
policy, an opportunity that most involved in the meeting had seen 
lacking in the conference scene in both countries. From that meeting, 
an executive group was formed; and with some funds granted by the 
Commonwealth Department of Health, the work of continuing the ac-
tivities and forming an Association began.

Why was there a need for a new conference and a new Association? 
The idea of health services research and evaluation was not new. Aus-
tralia was in the midst of the co-ordinated care trials, an attempt to 
establish pilot schemes of funds pooling and budget holding at the 
primary care level. Evaluation of the pilots was an integral component. 
Developments in various aspects of service delivery, such as hospital-
in- the-home, early discharge programs and telehealth services were 
all linked to evaluation studies. Health Technology Assessment was 
well established at the Commonwealth level; the economic evalua-
tion requirement for new drugs listed on the PBS had been operating 
for almost a decade; and a new Medical Services Advisory Committee 
applying the same approach to medical interventions on the MBS was 
commencing. Health services research had been strongly supported 
through the 1980s by the Commonwealth Department of Health 
through the Research and Development Grants Advisory Scheme 
though this waned during the 1990s. 

In New Zealand, regional health purchasing authorities in the ear-
ly 1990s followed by the single national health funding authority              

established in the late 1990s had increased interest in health services 
research and evaluation to support purchasing decisions and to as-
sess new service developments, such as shared care in mental health, 
integrated care, clinical priority assessment criteria, etc. PHARMAC was 
becoming well established and assessing medicine’s funding priori-
ties. In addition, the many reforms to the structure of the New Zealand 
health system were  opportune for research and evaluation, to identify 
what works well and what does not, and how the health system’s per-
formance could be improved.

In both countries, the precursor to the Public Health Association (PHA) 
was ANZSERCH, the Australian and New Zealand Society for Epidemi-
ology and Research into Community Health. ANZSERCH took a broad 
approach with Community Health encompassing health services as 
well as social and biological determinants of health. But the advent of 
public health and the PHA changed that focus to population health – 
infectious diseases and social factors influencing health and disease. 
Indeed, the Special Interest Group which focussed on health services 
research and health policy was abolished by PHA Australia in the mid 
1990s. The Australian Health Economics Society provided a forum for 
health economics research. The Case-mix Conference developed the 
niche around classification of health service activity and associated is-
sues; and the Health Outcomes Conference developed a different but 
still specialised focus on measuring health outcomes. Nonetheless, 
there was a great deal of work for which those conferences were not 
the natural forums for dissemination; there were 260  different pre-
sentations made at those first two health services research and policy 
conferences, so there was certainly no lack of work underway. But 
there was no obvious venue for the presentation of research on broad 
issues of health service delivery.

The early years of HSRAANZ were marked by enthusiasm and a great 
deal of voluntary effort. The Centre for Health Economics Research and 
Evaluation (CHERE) was able to provide some administrative support, 
and each conference generated sufficient funding to bankroll the 
next conference. Together the Association and the conferences made 
visible the health services research constituency; and the extent of 
work underway often with meagre support. For example, at the 1999 
conference, a plenary speaker asked how many of the audience had 
continuing employment contracts or contracts for 5 years or longer; 
only one hand was raised. By 2004, the Association had 112 individual 
members and 14 corporate members; around one third had five year 
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leadership

development
review

progress
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members
policy making
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advancements2001-2011

Jane Hall, Professor of Health Economics, Faculty of Business, University of Technology Sydney and the founding Director of the Centre for Health 
Economics Research and Evaluation
Jacqueline Cumming, Associate Professor and Director, Health Services Research Centre, School of Government, Victoria University of Wellington, 
New Zealand



[1] Jane Pirkis, Sharon Goldfeld, Stuart Peacock, Sarity Dodson, Mari-
on Haas, Jackie Cumming, Jane Hall and Amohia Boulton. Assessing 
the capacity of the health services research community in Australia 
and New Zealand. Australia and New Zealand Health Policy 2005, 
2:4doi:10.1186/1743-8462-2-4
[2] Council of Australian Governments. Meeting communique, 2010.
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contracts, but another third had contracts of one year or less [1]. At 
that time, members nominated as major issues for the field: the build-
ing of health services research capacity in Australia and New Zealand; 
funding for training and career development; funding for research 
with longer time horizons; and the need to strengthen links between 
research and policy. 

The Association has worked very hard to raise the profile of health ser-
vices and health policy research. In Australia, health services research is 
now recognised by the NHMRC as the fourth pillar of research, the oth-
er three being biomedical, clinical and public health. The NHMRC now 
has a Grants Review Panel for health services research; and has funded 
several initiatives such as Centres of Research Excellence in Health 
Services Research. The ARC also funds some health services research 
through its disciplinary groupings. In New Zealand, health services re-
search continues to fall under the category of public health research, 
and an increasing focus on clinical research continues to make access 
to health services research funding difficult. 

A real turning point for the Association came in 2006. By that time, 
the Association, primarily through the success of its conferences, had 
accumulated sufficient funds to employ a part-time Executive Offi-
cer. Sarah Green joined and quickly initiated a wide range of activities 
aimed at both existing and potential members  and at raising the pro-
file of the Association and health services research within the broader 
research funding and policy communities. Gradually, the range and 
scope of funded health services research has expanded. Health servic-
es researchers have had some success in gaining support from train-
ing and people support schemes of the funding agencies. As well as 
short term, defined research projects, there has been some success in 
gaining some programmatic funding support for a more topic driven 
research effort with five year time horizons.  

While some congratulations are in order, health services research con-
tinues to face real challenges. The scope of health services research 
remains poorly conceptualised, and for many it is another name for 
clinical research, so scarce funds are not directed as intended. There is 
little support for doctoral and post-doctoral fellows, and poor recogni-
tion of the varied career paths that bring researchers to health services 
research; rarely is it a straight line from undergraduate enrolment to 
post-graduate study. Experienced staff continue to work on soft fund-
ing, with few or no career options available. The success rate for health 

services research project applications remains low, even compared to 
public health research. Longer term strategic research is difficult to un-
dertake where funding remains inadequate and largely allocated on a 
project-by-project basis.  

The strengthening of links between the world of research and aca-
demia, and the world of bureaucracy, policy and clinical practice, 
the third of mid-decade major issues, has seen little progress. While 
translational research has become a major focus of funding agencies 
in Australia, and to a lesser extent in New Zealand, it is still conceived 
of as taking research findings from the laboratory to the bedside. The 
many important issues that New Zealand faces – in relation to identify-
ing where the best spends in health are and developing tools to assist 
in such decision-making, whether and how reforms in primary health 
care are delivering the outcomes desired, the effectiveness of clinical 
networks and leadership, changes in workforce policies, where pro-
ductivity gains have been made, and whether quality of care and safe-
ty are improving – all require research and evaluation on the ground 
rather than in laboratories or through clinical trials. Australia has em-
barked on ‘the most far reaching health reforms since the introduction 
of Medicare in 1984 [2]; this will encompass establishing new gover-
nance arrangements for public hospitals, establishing organisations 
for primary care, developing and implementing new forms of activity 
based funding for service provision, establishing incentive schemes to 
reward targets achieved, operationalising a preventive health agency, 
ensuring accountability, sound management and strong clinical lead-
ership. 

So let us celebrate this tenth anniversary by taking stock, while ac-
knowledging there is so much to do to build evidence based health 
policy, we have some achievements to recognise from working to-
gether,  and let us  face the challenges with renewed resolve to make 
a difference.



A decade of health system 
reforms in New Zealand
BACKGROUND
New Zealand has built a reputation for regular reform of its health care 
system, which is around 80% government-funded from general taxes. The 
remaining funding is from out of pocket copayments for primary medi-
cal care and prescribed pharmaceuticals, and from patients bearing the 
full-cost of private services. Through the 1990s and 2000s, successive gov-
ernments variously restructured the organizational arrangements for plan-
ning, funding and providing New Zealand’s health services [1, 2]. These re-
forms have been the focus of various presentations delivered at HSRAANZ 
events and evaluations by Association members [3-12]. 

In line with trends elsewhere, particularly in the English NHS, the focus of 
reforms in the 1990s was on stimulating competition at both the purchas-
ing and provider levels of the health system. Four new purchasing agen-
cies were created with public hospitals to function like private businesses. 
This had mixed success; a single national purchasing agency was then cre-
ated, and by the latter part of the 1990s the policy focus had shifted to 
service integration, national consistency in terms of purchasing decisions 
and service access, prioritization, reducing inequalities, and improving pri-
mary care.

A new centre-left government was elected in 1999 and then, around the 
time the HSRAANZ was formed, introduced a population-health focus via 
a series of national health goals [13]. Structural changes included replacing 
the single purchaser with 21 local District Health Boards (DHBs), each com-
posed of elected and appointed members supported by a chief execu-
tive and secretariat. DHBs were designed to democratise and decentralise 
planning and decision making, as well as run public hospitals and fund 
all other public health services for their regional populations. From 2002, 
this government also oversaw creation of over 80 primary health organiza-
tions (PHOs) [14]. Evaluations by HSRAANZ members, including some that 
involved collaborations with government agencies, suggested the new 
system was bedding down but that both it and the change process had 
been complex, as predicted early on [15], and that local and national goals 
did not necessarily chime with one another [3, 6-8].

By the time of the 2008 general election, several questions about health 
system performance had emerged [2]. 21 DHBs and 80 PHOs seemed ex-
cessive, with wide-ranging concerns about duplication, variation in size, 
efficiency and service access. Clinical staff had become alienated from 
management and policy makers. While the aims of the system seemed 
reasonable, the design and its implementation appeared sub-optimal. The 
election produced a new centre-right government concerned with clini-
cal engagement, productivity, quality improvement, and service access - 
especially to electives and cancer treatments [16]. This contrasted with the 
prior government’s focus on community involvement in governance, local 
decision making, public health and primary care. The new government 
commissioned a Ministerial Review Group to review the system, with its 
prescription for change released in 2009 [17]. 

The group’s diagnosis was of a system with deep-rooted problems, includ-
ing too much bureaucracy and insufficient focus on ensuring adequate 
access to front-line health services, of considerable funding increases over 
several years yet no evidence that clinical service capacity or efficiency 
had improved, and a lack of national coordination especially around issues 
such as quality and service integration [17]. The general solution has been 
a wide-ranging series of reforms now in implementation.

NEW INSTITUTIONAL ARRANGEMENTS
Core principles underpinning the new directions are reducing bureaucracy 

including duplication of ‘back office’ functions of the DHBs, improving co-
ordination, and reducing waste within the health system [17]. The keys to 
this are seen to be quality improvement, comparative-effectiveness re-
search, and nationalisation of various functions such as information tech-
nology (IT) planning. A series of new institutional arrangements have been 
created, with considerable borrowing of initiatives from abroad, especially 
the English NHS, but also other health systems concerned with quality im-
provement and efficiency. 

At the central government level, a new National Health Board has been 
established to assume operational oversight functions formerly the re-
sponsibility of the Ministry of Health. Thus, the National Health Board, in 
the end established as a business unit within the Ministry of Health, has 
responsibility for all matters pertaining to monitoring, funding and orga-
nization of the DHBs. The National Health Board’s job is improve DHB per-
formance, ensure a national focus for the DHBs, reduce duplication and 
bureaucracy and, with almost a quarter of funding (for primary care, ma-
ternity, some mental health and other services) never devolved from the 
Ministry to DHBs, work out which services should be centrally or locally 
purchased. Meanwhile, legislative changes mean DHBs must now plan 
together regionally especially for services, such as cancer and pediatric 
sub-specialties, that are difficult to staff and provide for geographically-
disparate populations. In the interim, this is creating a more complex set of 
administrative layers, but the longer term aim is that the silo structures of 
the DHBs should reduce. A 2010 merger between two DHBs mean there 
are presently 20 DHBs. Other mergers could follow.

In keeping with its policy of ‘better, sooner, more convenient’ services, the 
government has funded a series of pilot primary care-based Integrated 
Family Health Centres [18]. While still in planning, these largely aim to 
bring together primary care practitioners offering 24 hour service access 
with advanced diagnostic and some specialty services. PHOs, themselves, 
are enduring a period of consolidation with the Minister of Health seeking 
mergers. There are currently around 36 PHOs.

Other national agencies have been created for specific tasks (see Box). Re-
porting directly to the National Health Board is the IT Health Board, cre-
ated to drive coordination of IT purchasing and planning, presently done 
by 20 DHBs and a myriad of PHOs and other organizations. While New 
Zealand has had comparatively high usage of IT, especially in primary care 
[19], interoperability is low with limited connectivity between primary and 
hospital providers. The IT Board aims by 2014 to have a portable, patient-
accessible, electronic patient record for every New Zealander and is also 
pursuing a range of projects around e-prescribing and referrals, the pri-
mary-secondary care interface, and national IT system architecture. The 
National Health Board also houses Health Workforce New Zealand, cre-
ated to focus on workforce planning and sustainability as New Zealand 
has a serious health workforce shortage [20]. New independent agencies 
include Health Benefits Limited, whose goal is to reduce funding for non-
clinical services by $700 million over five years. It aims to nationalise back 
office functions such as payroll and, in seeking to emulate the successes 
of Pharmac, the national drug purchasing agency, use monopsony power 
through national procurement of medical and other equipment (presently 
done by individual DHBs). A new Health Quality and Safety Commission is 
designed to support and stimulate quality improvement activities across 
the health sector, with interests in everything from safe prescribing sys-
tems and adverse events through to promotion of ‘lean’ process design. 
The long-lived National Health Committee, formerly focused on providing 
advice to the government on various issues, is being reconfigured to un-
dertake comparative-effectiveness research. 

Robin Gauld, Associate Professor of Health Policy, Director, Centre for Health Systems, Department of
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KEY ORGANISATIONS IN NEW ZEALAND’S HEALTH SYSTEM
National level:
Ministry of Health: i National Health Board, ii IT Health Board, and iii Health Work-
force New Zealand; Health Benefits Limited; Quality and Safety Commission-
National Health Committee; Pharmac
Local level:
20 District Health Boards with associated public hospitals; 36 Primary 
Health Organizations; Integrated Family Health Centres
Other contracted health and disability support service providers

Central to all of the new arrangements has been a government commit-
ment to ‘clinical governance and leadership’, with Ministerial directives that 
DHBs must facilitate this [21]. Clinicians had long felt sidelined in planning 
and decision making, with the prior government disregarding general 
practitioners in its PHO policy development process and DHB manage-
ment frequently offside with hospital staff [22]. In contrast, the present 
government has involved clinicians in all of its decision making structures 
with the boards of all the above-mentioned new agencies clinically-
dominated. In keeping with quality improvement theory and practice 
elsewhere, clinical governance and leadership are also seen as pivotal to 
health system performance improvement [23]. This said, initial research 
shows DHBs need to do more to promote clinical governance [24].

Driving the activities of the 20 DHBs have been six new health targets. Pre-
2008, a New Zealand Health Strategy had focused the health sector on a 
multitude of population-based goals many of which lacked specificity [8]. 
The present government’s six targets have specific goals (e.g. treat emer-
gency department patients within six hours; treat cancer patients within 
four weeks) and are published quarterly in league tables comparing DHB 
performances against benchmarks and one another. This has driven con-
siderable competition and some improvement in these areas.

A PROMISING NEW COMPLEXITY? 
The post-2008 reforms represent a considerable change in the configura-
tion for planning and funding of New Zealand’s health services. It is dif-
ficult to say how well the new system is likely to perform as the changes 
are under implementation. This said, a few observations can be made. As 
noted, the reforms chime with developments elsewhere focused on ef-
ficiency and quality improvement. Several policy initiatives look as though 
they were directly borrowed from the English NHS (albeit prior to the pres-
ent NHS changes focused on devolving commissioning to GP consortia), 
from the creation of new central agencies dedicated to specific issues, 
to the promotion of a national IT infrastructure, clinical governance and 
primary care integrated centres (similar to the ‘polyclinics’ the NHS com-
missioned). In many ways, the reforms aim to re-create a ‘national’ health 
system, with strong central oversight and coordination, following several 
years of devolved planning and decision-making which, the government’s 
advisors argued, exacerbated variation and produced poor health system 
performance [17].

However, there remains considerable continuity of institutional arrange-
ments with many organizations and power-bases unaffected at least in 
the interim. The 20 DHBs, for instance, are each led by their own board and 
chief executive. While now required to coordinate regionally, they are able 
to resist various central demands, promote alternative agendas in policy 
discussions, and do not necessarily act in unison. This means the new Na-
tional Health Board, in seeking to drive performance improvement, must 
use a range of tactics, primarily negotiation, with the DHBs. As such, the 
significant transactions-costs that have dominated the health system since 
the DHBs were created in 2000 may not diminish. Moreover, the range of 
new national agencies has complicated administrative structures, at least 
in the interim, as the jurisdictional scope of each is blurred. As noted, the 
quality agency has interests in IT issues; the IT board in quality. With each 
central agency having its own governing board and chief executive and 
having to build relationships and agreements with the DHBs and other 
service providers such as PHOs, there is potential for considerable admin-
istrative overlap along with a demand for coordination. This leads to ques-
tions as to why a single national agency incorporating all of these agen-
cies’ functions was not instead created. Instead, the National Health Board, 

along with the Ministry of Health, shares the difficult task of coordination.
The post-2008 reforms have an aim of performance improvement. While 
the government’s targets are showing improvements in earmarked ar-
eas, mostly around access to hospital-based services, it is too early to 
say whether the wider reforms will pay off. The Ministerial Review Group, 
whose report stimulated the reforms, consulted widely and health profes-
sionals have since been closely involved in driving changes. There seems 
to be agreement across the health sector, from managers through to 
professionals and union groups, that the ideas behind the reforms are a 
step in the right direction. Yet the changes could be undermined by the 
highly distributed nature of decision-making spread across multiple insti-
tutional arrangements and consequent administrative complexity. Over 
the longer-term, the success of the reforms could hinge on the ability of 
the various players in the system - the National Health Board, other central 
agencies and the DHBs - to coordinate with one another.
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In 1999, there was not much to say about Australian health care reform; 
it was almost an oxymoron. The structure of Australian health care had 
remained the same, since the advent of Medicare in 1984. Public hospi-
tals were owned and operated by the States, with the Commonwealth’s 
share of cost funding determined through 5 yearly agreements; all Aus-
tralians were entitled to free public hospital treatment. Medical services 
were subsidised through the Medical Benefits Schedule, fee for service 
and private practice were enshrined. The Pharmaceutical Benefits Scheme 
provided universal access to a comprehensive range of prescription drugs 
at a standard co-payment . The rest of the world was moving away from 
its engagement with the forces of competition. The UK had instituted the 
internal market and the purchaser-provider split and was now embarking 
on a new more co-operative model , while in the Netherlands the idea of 
managed competition which underpinned the reforms of the late 1980s 
was not progressing. 

In Australia the dominant feature of policy discussion then was the role of 
private health insurance. The Howard government had introduced a se-
ries of incentives to encourage the uptake of private insurance. This pub-
lic underpinning of private finance within a system of universal access to 
free hospital care has remained a source of puzzlement to health policy 
commentators in other countries. Within Australia, there was concern with 
the complex mix of public and private providers, with multiple and inter-
related sources of funds, and roles and responsibilities split across gov-
ernments. Apart from cost-shifting, this can lead to poor co-ordination of 
care (individuals fail to receive appropriate services and some services are 
duplicated); perverse incentives (arrangements which do not encourage 
effectiveness and efficiency); and duplication of administrative structures.  
By 2000, the Australian Co-ordinated Care Trials had completed the first 
phase and were reporting. The Trials were a systematic attempt to develop 
a funds pooling model and evaluate its implementation.  

Today, health reform is a national program. In the 2007 national election, 
won by Labor under the leadership of Kevin Rudd, health policy was a 
major issue, but the focus had moved from publicly subsidised private in-
surance to the funding and governance of public hospitals, and the ‘blame 
game’ between the Commonwealth and State/Territory governments.  To 
what extent, if any, did health services research and evaluation influence 
the changing agenda? There has been quite a body of research on insur-
ance, the impact of the incentives on take-up of insurance (see Stephen 
Duckett’s commentary), the type of new entrants encouraged by the in-
centives, and their use of public hospitals. At least, the impact of this was 
to raise doubts about the efficiency and effectiveness of insurance subsi-
dies.  This body of work probably helped move attention to other aspects 
of health system finance and organisation. 

The precursors of the support for health reform can be found in the grow-
ing pressure on public hospitals. State governments were able to exert 
budgetary control, whereas the MBS and the PBS are largely open-ended 
commitments. Public hospital workloads were steadily increasing (and 
continue to do so), in numbers and complexity.  Public concern with the 
state of the health system is focussed on waiting times in emergency de-
partments and for elective surgery.  State governments were facing voter 
dissatisfaction, and funding public hospitals was imposing an increasing 
burden on increasing State Treasuries. Faced with this, some State Premiers 
began to entertain a Commonwealth take-over of responsibility for public 
hospitals, encouraged by several policy commentators. 

The Rudd Government established the Health and Hospitals Reform 
Commission to tackle the long term reform plan which would provide 
sustainable improvements in performance. The Commission’s report was 
made public in 2010 with recommendations for a major restructuring of 
inter-governmental funding, and a move to managed competition  . The 
Commonwealth government’s response, announced in March 2010 was 
for greater local control of hospital governance with the Commonwealth 
funding 60% of public hospitals . This required the States’ agreement to 
a clawback of the GST revenue paid to the States. Western Australia re-
fused to sign the Agreement, making it a much less than national deal. 
The change in Prime Minister led to a new round of negotiations with a 
national Agreement reached in August 2011 . The Commonwealth will 
fund a lower share of hospital costs but the States do not give up their GST 
revenues. National Health Reform encompasses hospitals, primary care, 
aged care, mental health, standards and performance, workforce, preven-
tion and eHealth. However, the major focus is still funding public hospitals. 
By mid 2012, activity based funding (case-mix) will be provided from a 
national funding pool directly to Local Hospital/Health Networks. A new 
agency is being established to set ‘efficient prices’. The Local Networks are 
small groups of hospitals, primarily geographically based, constituted as 
independent legal entities.  Alongside them are Medicare Locals, to de-
velop out of the Divisions of General Practice but to encompass all primary 
care services, and to take a population health focus. Another feature is in-
creased accountability and public reporting.

Has health services research influenced the push for reform or the devel-
opment of the reform plan? The sense that things would be better if there 
were one level of government responsible for health funding appealed to 
common sense. But like many dilemmas in health policy, to every complex 
problem, there is a simple and common sense solution – and it is generally 
wrong. There was little research evidence to support the one level of gov-
ernment view, and indeed the Coordinated Care Trial results showed that 
gains in terms of better health outcomes and lower costs were not that 
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easy to achieve. The Health and Hospitals Reform Commission worked 
primarily on a submission and consultation basis, not from a review of re-
search evidence. So its own deliberations were largely uninfluenced by 
research. It did, however, in its final report draw attention to the need for a 
self-improving health system which used the results of research to deliver 
improved health outcomes. This has been used to focus attention on the 
gap between biomedical research results and their application in routine 
health care, while the need for learning from social experiments – and ev-
ery new social policy is a form of experiment – has not been identified. The 
subsequent development of the government response relied even more 
heavily on consultation and photo opportunities for the Prime Minister in 
public hospital wards and emergency departments. 

There are, though, examples of research with direct influence on the de-
velopment of policy and its evaluation, such as the evaluation of the safety 
net arrangements. The Extended Medicare Safety Net was introduced in 
2004 to address the issue of rising out-of-pocket expenses. The Safety Net 
pays 80% of out-of-pocket costs for Medicare reimbursed medical services 
provided out of hospital, once a certain threshold for families (and lower 
for singles) has been reached. The 2009 independent review, undertaken 
by a team at CHERE, found that this led to a significant increase in fees; 
a conservative estimate was that around 40% of the expenditure under 
the Safety Net went to providers, and most of that to obstetrics and as-
sisted reproductive technology . Guided by these findings, the govern-
ment introduced caps on certain Medicare items; meaning that there is a 
maximum limit on the amount of benefit to which a patient is entitled. A 
further review demonstrated a marked impact on Safety Net expenditure .
 
Health reform will present many such challenges which are amenable to 
research and evaluation. The new national hospital pricing authority will 
have to determine exactly how to pay on an activity basis.  In general, hos-
pitals have high fixed costs and low marginal costs, activity based funding 
sets strong incentives to admit additional low cost patients, rather than 
treat them in alternative settings. Research can investigate the impact of 
these incentives in the Australian setting, and provide the basis for adjust-
ing the levels to ensure desired outcomes. The new national health per-
formance authority is to provide the community with valid information on 
the performance of their health services. Yet, according to a recent WHO 
review, almost nothing is known about how to present this information to 
providers, funders and the general public so that it is useful and used.  Here 
research can identify what information should be presented; and how dif-
ferent methods of presentation affect its comprehension and use. The set-
ting up of the new Local Hospital Networks is based on the argument that 
local decision making will improve efficiency, quality and outcomes. New 

approaches have been developed to evaluate reforms in the UK, such as 
the investigation of the effect of competition on mortality. Here is a great 
opportunity to use similar approaches to evaluate the Local Networks.

But let us not expect to be able to trace direct links between one research 
project and a policy action. The ‘virtuous cycle’ of the NHMRC ,  in which re-
search investment creates new knowledge which is then applied through 
policies and clinical practice to result in healthier Australians, and greater 
national wealth then supporting further research investment , is not a use-
ful model for research into health care financing and organisation.  Health 
policy, particularly at the level of system wide financing and organisation, 
is very much driven by ideology and vested interests. Research evidence is 
but one input to the contest of ideas but without it there can be no intel-
ligent approach to policy.
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INTRODUCTION
When I began this career in about 1990, electronic data collections were 
in their infancy. My MPH treatise investigated Leptospirosis in kennelled 
Greyhounds as a public health issue. I spent many hours trawling through 
microfisch data files looking for ‘cases’. Health service data was at best 
patchy or non-existent. We dreamed about the possibility of expanded 
electronic data collections. I went on to develop my interest in primary 
and community health research and have developed a substantial re-
search program using administrative data collections to explore access to 
primary health care with a strong interest in equity.  

This document provides a personal perspective on the development of 
electronic primary health care (PHC) data collections in Australia in recent 
years, and a discussion of current opportunities to enhance the availabil-
ity of and comprehensiveness of electronic PHC data collections. These 
provide exciting opportunities to enable health services researchers like 
myself with an interest in access to and equity of PHC with opportunities 
to explore more interesting and complex questions. 

WHY PRIMARY HEALTH CARE?
Barbara Starfield defined primary health care as ‘first-contact, continuous, 
comprehensive, and coordinated care provided to populations undif-
ferentiated by gender, disease, or organ system[1]’. PHC is that section of 
health care that is provided wholly or partly in community based settings 
through a complex network of services, providers, and funding mecha-
nisms. It is provided through a range of organisations including general 
practice, community health services, private non-medical and allied health 
services, and non-Government organisations and by a range of health care 
professionals including doctors, nurses, dentists, pharmacists, allied health 
care providers and health workers. PHC is delivered in a number of set-
tings including traditional settings such as a general practice, dental sur-
gery, or community health centres, as well as other settings such as work 
places and schools. Overseas research has demonstrated that there is a 
close association between the strength of the PHC sector and population 
health[2]. 

PHC plays a key role in Australia’s health system. Through PHC, Australians 
generally have good access to episodic care (that is, one-off care for acute 
or short term conditions), health promotion and disease prevention, early 
detection and management of chronic health conditions, co-ordination 
of care for patients with complex care needs and advocacy through links 
to other sectors and outreach to vulnerable and marginalised populations 
with special needs. For example, we know that about 85% of Australians 
consult a GP at least once a year and have an average annual rate of 5.3 
consultations[3]. Less is known about the range of other PHC services that 
Australians use. 

Nevertheless, ensuring that Australians have access to appropriate and af-
fordable health care is an integral component of Australian health care 
policy[4]. Although Australians have access to universal publicly funded 
medical, public hospital, and some community health services care under 
Medicare, the PHC system is fragmented through multiple funding and 
service delivery mechanisms, the exclusion of many PHC services from 
Medicare funding, and uneven distribution of services. Consequently, 
there is unequal access to PHC driven by factors such as out of pocket 
costs, availability of services, and distribution of services. Growing aware-
ness of the importance of PHC in delivering equitable and cost-effective 
care is creating interest in better understanding and addressing issues of 
access to PHC.   

SOURCES OF PHC DATA
Although it has been estimated that PHC comprises about half of total 
public and private health care expenditure, information about this sector 
is largely underrepresented in health care statistics due to the lack of a 
comprehensive, reliable PHC data collection[5]. Information derived from 
these data are of potential interest to governments who are responsible 
for health policy and for public funding, health care and professional or-
ganisations with responsibility for ensuring practice standards, and con-
sumers and health service providers with an interest in ensuring access to 
best practice PHC. Data support planning to determine need for services, 
highlight barriers to access to health care including availability and ap-
propriateness of suitable services, ensure implementation of ‘best practice’ 
PHC, enable evaluation of outcomes of PHC care such as ambulatory care 
sensitive admissions, and support policy development.  

Yet although PHC data has been and remains fragmented, there have been 
huge advances during the last decade or so. Electronic data collections, 
where data collections exist, are now the norm. For example, most GP 
practices now use electronic medical record systems for billing or prescrip-
tion writing, and many community health nursing services have changed 
to or are planning to change to electronic medical records. Where services 
receive publicly subsidised funding such as GP and pharmacy, electronic 
claims systems are contributing to administrative data collections contain-
ing information on aspects of PHC.

Available PHC data collections can be grouped into three general catego-
ries: Administrative data eg Medicare data; specific data collections eg GP 
activity data, register data; and Population health surveys. 

Adminstrative data provide a record of services used and are a source of 
information on people who use services. The major source of administra-
tive data for PHC currently available in Australia is Medicare Australia data. 
These data include a record of claims for reimbursement for GP and other 
health professional services funded wholly or partially through the Medical 
Benefits Scheme (MBS), and for substituted cost of pharmaceutical prod-
ucts dispensed that exceeds a predetermined threshold (PBS)[6]. These 
data collections have evolved over the last decade with the introduction 
of direct electronic claiming for MBS in 2011 and for PBS in 2004. In 2012 
the PBS data will include all PBS items dispensed.  Although these data are 
a potentially rich source of data on GP and pharmacy, access is limited and 
subject to stringent approvals and adherence to privacy guidelines. MBS 
and PBS data do not include information on the underlying medical condi-
tion, are limited to eligible MBS/PBS items, and exclude many aspects of 
PHC services. There are other sources of electronic administrative data in 
PHC that are used within practices or by community health services. Al-
though there has been a significant expansion in their use in recent years, 
coverage remains variable, practice based for internal purposes, and not 
collated for research and other purposes. 

The Bettering the Evaluation and Care and Health (BEACH) data collection 
is a continuous paper-based survey of GP activity in Australia that com-
menced in 1997. The collection comprises information from GPs who pro-
vide information on reasons for and content of consultations. These data 
are an important source of information within GP including trends over 
time. However, participation is low, limited to GPs in practice, and the data 
are not able to be linked internally or externally. 
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Disease registers have a role in GP. The CARDIAB data base for example is a 
GP diabetes register developed for and maintained by Divisions of General 
Practice[8]. It was widely used for patient care to monitor control of dia-
betes and recall patients for review, and for research[8]. CARDIAB use has 
lapsed in recent years with wider use of practice based patient manage-
ment systems which are collated for research purposes[9].

Population based health periodic surveys are widely used by govern-
ments to seek information on demographic and socioeconomic charac-
teristics, risk and preventive factors, health and health services use of par-
ticipants[10]. Surveys provide general information on the prevalence and 
treatment of a range of health conditions. Specific surveys, for example the 
AusDiab survey enable more indepth exploration of specific issues[11], in-
cluding a health check and biological testing to supplement self-reported 
data. 

Cohort studies are a development of surveys and include additional follow 
up over time enabling examination of lifestyle, development, health and 
health service use among other factors over time. There are an increasing 
range of cohort studies in Australia including large cohorts such as the 45 
and Up Study[12] and smaller ones such as the Gudaga study, a unique 
study of a birth cohort of Aboriginal children[13]. 

In summary, although there has been an expansion in available electronic 
data sources on PHC activity, none provide a comprehensive view of PHC. 
However all have a greater or lesser capacity to generate information on 
PHC that is of use for health service planners, policy advisors, practitio-
ners and researchers. Their limitations include their stand-alone nature, 
focus on limited aspect of health care, inability to link patient needs di-
rectly to health service use, and their accuracy and reliability. These data 
also exclude information on health services that are not covered by public 
funding, including dentists, allied and other health providers. Barriers to 
building more comprehensive PHC data collections include availability 
of data, capacity to identify individuals in data, consent to use the data 
for purposes other than it was collected, data custodian issues, privacy 
guidelines, and system design and software/hardware compatibility. New 
developments in data collections provide opportunities to address some 
of these issues. 

EMERGING RESEARCH OPPORTUNITIES
Our research using various PHC data collections has contributed to aspects 
of PHC[14],[15]. Emerging opportunities are enabling us to explore more 
complex questions about access to PHC and the relationship between 
processes of care in PHC and health outcomes. These include new popula-
tion based data collections and enhanced capacity to link unit record data. 
The first opportunity is the establishment of the Centre for Health Record 
Linkage (CHeReL) in NSW and the ACT in 2006.  The CHeReL is an inde-
pendent facility that is able to link electronic data on the basis of personal 
identifiers at person level, create linkage keys and return these to data 
custodians. The data custodians are able to release clinical information to 
researchers. Using a CHeReL linkage, we are currently completing research 
using linked data from a CARDIAB Register and the NSW Admitted Patient 
Data Collection. This research is enabling us to explore the nature of the 
relationship between processes of care and control of diabetes in GP and 
admission; research that is of interest to health care policy advisors and 
planners as diabetes is regarded as an ambulatory care sensitive condition. 
Record linkage will enable exploration of such questions of clinical and 
health service importance. 

The second opportunity was the establishment of a large population 
health cohort, the 45 and Up Study, comprising 267,000 NSW residents 
aged 45 years and over[12]. Potential participants were identified from the 
Medicare database. The baseline data collection provides data on partici-
pant demographic characteristics, socioeconomic status, behavioural risk 
factors, health status including health related quality of life, presence of 
certain health conditions, and treatment of these conditions. These data 
are able to be linked directly to available Medicare data including MBS 
and PBS claims for reimbursement for services provided through Medicare 

Australia and indirectly to hospital data through the CHeReL. The cohort 
and linkage will enable us to create comprehensive PHC data collections 
not currently available and to explore questions of national significance. 
We have attracted NHMRC funding for this research. 

A third opportunity involves research led by Professor Siaw-Teng Liaw at 
the Centre for Primary Health Care and Equity[16]. We are working with pri-
mary care providers including general practice and community health to 
extract clinical data from clinical record systems. This research is in its early 
stages. It has potential to enable significant clinical research into specific 
ambulatory conditions such as diabetes.  

CONCLUSION
Governments, professional organisations, and providers in many devel-
oped countries including Australia are grappling with the high costs of 
health care provision, especially for expensive secondary and tertiary care. 
There is an increased interest in and focus on research to better under-
stand the roles and functions of the PHC sector improve health care provi-
sion. Developments in electronic data collections in the last 10 years in 
Australia are extending available data collections to support this research. 
Our understanding of PHC is benefiting from the development of elec-
tronic administrative and clinical record systems and from enhanced ca-
pacity to link these to address issues of wider clinical and policy interest. 
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New Zealand’s health system has been largely publicly financed since the 
1930s, but there has always been a gap in coverage for primary health care 
(PHC) services. PHC services have traditionally been only partially financed 
by government, with service users paying increasing out-of-pocket fees 
(co-payments) to use PHC services. This has led to major, long-standing 
concerns about poor access to and use of PHC services in New Zealand, 
with a suspicion that this in turn results in both over-use of expensive hos-
pital services and poorer health, particularly for Māori and Pacific popula-
tions, and for people on low incomes[1-3].

In 2001, when the HSRAANZ was being established, New Zealand had re-
leased its first ever national PHC Strategy[4]. In an environment of rising 
health care costs, chronic diseases requiring new ways of delivering servic-
es, and increasing international evidence that a strong PHC system should 
deliver better health, reduced inequalities, and be a cost-effective means 
of providing health care[5] [6], the PHC Strategy was a multi-pronged ap-
proach aimed at improving access to PHC services, as well as improving 
health and reducing inequalities in health. 

The Strategy’s implementation involved a significant increase in the fund-
ing provided to support PHC services, with a view to reducing the out-of-
pocket costs incurred by patients and expanding PHC service provision. It 
also encouraged the development of new Primary Health Organisations 
(PHOs) which were intended to function as meso-level primary care or-
ganisations to facilitate the development of PHC services. Capitated fund-
ing was to be allocated to PHOs on a population basis, weighted for need, 
and a performance management programme was also to be introduced 
to ensure a focus on quality of care.

The first test of the new Strategy revolved (as always in PHC policy in New 
Zealand) around whether general practices would be able to continue 
to set the level of co-payment charged to individual patients, in spite of 
the significant increases in funding being provided by the government[7]. 
Eventually, the government agreed that this practice could continue; at 
which point, the reforms took off. Within a few years, 80 PHOs were estab-
lished, and most of the New Zealand population were enrolled with a PHO 
(through a general practice). 

A very early formative evaluation focused on key aspects of implementa-
tion[8]. Importantly, the Ministry of Health, the Health Research Council of 
New Zealand and the Accident Compensation Corporation then funded a 
multi-year evaluation of key aspects of the Strategy, while the Ministry of 
Health also funded a number of other evaluations of specific components 
of the Strategy , one of the very few times such major reforms have had 
specific funding for evaluation set aside in this way. Various monitoring 
reports and evaluations show that the PHC reforms have achieved much: 
there have been reductions in the co-payments charged to patients for 
PHC services[9] [10]; a reduction in unmet need with respect to PHC ser-
vices[11]; an increase in the delivery of services by nurses[9]; and increases 
in consultation rates for PHC services amongst New Zealanders[9] [10]. 
There have also been improvements in performance amongst PHOs in 
achieving key targets (e.g. breast and cervical cancer screening rates, flu 
vaccinations and child vaccination rates)[12].

Reports on and evaluations of the reforms also identified a number of is-
sues with the reforms. First, there were concerns that not enough of the 
new funding being provided to reduce co-payments was in fact being 
used to achieve this[7]. As a result, over time, the government produced 
guidelines for co-payment increases each year, established a ‘review’ pro-
cess which could be used by the District Health Boards (DHBs)  if DHBs 
believed that co-payment increases were too high, and provided in-
creased funding to those PHOs that would agree to charge below certain 
co-payment levels in order to keep co-payments affordable[7]. Second, 
there were concerns over the number of and variation in PHOs[13]. Origi-
nally, PHOs ranged in size from fewer than 5,000 members to over 300,000 
members; their governance arrangements differed (including in relation 
to whether Board members were paid or not); they differed in terms of the 
range of providers they worked with; and they differed in terms of their 
expectations of their role[13]. Third, there were concerns over the lack of 
clarity in the roles of PHOs[13]. Finally, there were concerns that perhaps 
too much attention had been paid to establishing new structures with 
community governance arrangements and a broader public health profile, 
and insufficient attention had been given  to developing a more compre-
hensive approach to the delivery of PHC services[14]. 

The desire for a more comprehensive PHC service in part reflects concerns 
over the fragmentation of health care delivery in New Zealand. New Zea-
land policy makers have long noted the importance of achieving more 
‘integrated’ or ‘co-ordinated’ care, with better collaboration and co-oper-
ation between providers, both within PHC service delivery and between 
PHC and hospital service delivery. However, a major stumbling block to 
more integrated care has been that PHC services have always been on the 
edge of the publicly-financed health care system in New Zealand, making 
it difficult to build more integrated care initiatives around a strong PHC 
system[15].

The strengthening of PHC services in recent years, including as a result 
of the PHC Strategy, has now enabled an increased focus on actually de-
livering more integrated care. Demonstration projects during the 1990s 
(a number of which were also evaluated) found ways to improve co-op-
eration between providers; and make the most of agreed pathways and 
guidelines, shared information, and shared care arrangements, to improve 
patient care[16] [17]. Unfortunately, however, evaluations were generally 
not funded to assess integration from a patient perspective, show im-
proved health outcomes or demonstrate relative cost-effectiveness[16]. 
Later evaluations of projects in Counties Manukau resulted in and dem-
onstrated some important achievements and improvements in health 
(including statistically significant changes in diabetes care, blood pressure 
and cholesterol)[18] [19].

Towards the end of the 2000s, seven years after the introduction of the 
PHC Strategy, the concern became that not much had changed in terms 
of actual PHC service delivery to patients, and that much more needed 
to be done to achieve more integrated care. Thus, in its 2008 pre-election 
health policy, the New Zealand National Party asserted that the previous 
government had “failed to deliver on the Primary Health Care Strategy” 
with “little if any progress in developing multi-disciplinary health teams, 
better co-operation with hospitals, or more minor surgery”[20]. If elected, 
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the National Party pledged to provide “Better, Sooner, More Convenient 
Healthcare” [21]. In government, it would maintain PHOs and advance the 
PHC Strategy, but deliver a ‘patient-centred health system where individu-
als are active partners with health professionals in the management of 
their own treatment and care’ [21], the development of integrated family 
health centres (IFHCs) and co-location of multi-disciplinary teams to deliv-
er a wider range of services in PHC settings, and the devolution of services 
from hospital providers (DHBs) to primary health care settings[21]. 
Following the election of a National-led coalition government in late 2008, 
a Ministerial Review Group was established in January 2009 to review the 
health system and recommend how its quality and performance might be 
improved. Its subsequent report made recommendations around nine key 
themes, the first of which was, “New models of care which see the patient 
rather than the institution as the centre of service delivery and which aim 
to promote a more seamless patient journey across community, primary, 
and hospital sectors, greater use of primary and community care, and the 
shifting of care ‘closer to home’[22]. The report also suggested that PHOs 
should further develop their management capability and encouraged to 
develop new models of care. In terms of new models of care, in Septem-
ber 2009, a request for expressions of interest for the delivery of Better, 
Sooner, More Convenient Primary Health Care was released[23]. More than 
70 responses were received, with nine (subsequently called ‘Alliances’) se-
lected to develop business cases and subsequently proceed to implemen-
tation[24]. 

These reforms have seen further changes in the PHC landscape. First, 
there has been a significant reduction in the number of PHOs in New Zea-
land, from around 80 in 2010 to around 30 in October 2011[21]. Second, 
in terms of the Alliances, there are new regional macro-level networks in 
Auckland and the Canterbury regions, involving a wide range of organisa-
tions in planning, funding and delivering services; new networks of PHOs, 
with four PHOs working together in the Midlands region, and a National 
Māori Primary Health Organisation Coalition bringing together 11 Māori 
PHOs; and in four districts, PHOs have amalgamated, with a Pacific-led PHO 
formed in Auckland to co-ordinate services and develop a critical mass in 
Pacific health, and a single PHO now planning and funding all PHC services 
in each of the three other districts[26]. 

Overall each Alliance is focusing on a range of initiatives, including de-
volving services from New Zealand’s publicly-owned hospitals (run by 
DHBs) into the community; greater co-ordination between PHC services 
and hospitals; IFHCs; an increased focus on nurse-led services and multi-
disciplinary teams; improved co-ordination for Pacific PHC services; and 
the new whānau ora (‘family wellbeing) models of care to improve Māori 
health[26] [27]. 

Overall, New Zealand has made significant progress in strengthening its 
PHC services in recent years. However, some significant issues remain. 

First, although major increases in funding to support PHC services were 
provided to the health sector during the 2000s, the economic climate has 
now changed, making it more difficult to fund further change. The out-of-
pocket costs to patients when they use services continue to increase each 
year (historically by around 6% per annum in nominal terms)[10], and it is 
not clear how the present Government intends to ensure good access to 
services in the light of such increases in co-payments. 

Second, it is not clear what impact the amalgamations of PHOs are having 
on their ability to bring about change and their overall performance. There 
are concerns that larger PHOs may not successfully engage well with their 
providers, making them less, rather than more, likely to succeed. Unlike 
the original PHC Strategy, we are not aware that any evaluations of recent 
changes have yet been funded. This means that very little is known about 
what differences, if any, the most recent reforms resulting in fewer PHOs 
have made; there is a pressing need to better understand the different 
models of PHOs and if their make-up has an impact on their overall per-
formance. 

Finally, very little is known about the implementation of the Better, Sooner, 
More Convenient plans, with DHBs expected to devolve services to PHC 
level, and for Alliances, DHBs and PHOs to work to develop new models 
of service delivery, including through IFHCs. These developments need to 

be much better documented and evaluated in terms of the features and 
policy settings that are facilitating change (and those that are not), as well 
as gaining some understanding of what is meant by more ‘integrated care’, 
how it might be assessed including by patients, and how the new models 
of care are improving health, reducing inequalities in health and improv-
ing the relative cost-effectiveness of PHC services. With such knowledge, 
we can better share lessons and encourage effective and cost-effective 
innovation over time.

[1] New Zealand Government. A Review of Hospital and Related Services in New Zealand. Wel-

lington: Department of Health, 1969.

[2] Tukuitonga C. Primary healthcare for Pacific People in New Zealand. Wellington: National 

Advisory Committee on Health and Disability, 1999.

[3] Crengle S. Māori Primary Care Services. Discussion Papers on Primary Health Care. Welling-

ton: National Advisory Committee on Health and Disability, 1999.

[4] King A. The Primary Health Care Strategy. Wellington: Ministry of Health, 2001.

[5] Starfield B. Primary Care: Balancing Health Needs, Services and Technology. New York: 

Oxford University Press, 1998.

[6] National Advisory Committee on Health and Disability. Improving Health for New Zealand-

ers by Investing in Primary Health Care. Wellington: National Advisory Committee on Health 

and Disability, 2000.

[7] Cumming J, Mays N. New Zealand’s Primary Health Care Strategy: early effects of the new 

financing and payment system for general practice and future challenges. Health Economics, 

Policy and Law 2011;6(1):1-21.

[8] Perera R, McDonald J, Cumming J, Goodhead A. Primary Health Organisations: The first year 

(July 2002 - June 2003) from the PHO perspective. Wellington: Health Services Research Centre, 

School of Government, Victoria University of Wellington, 2003.

[9] Cumming J, Gribben B. Evaluation of the Primary Health Care Strategy: Practice Data Analy-

sis 2001-2005. Wellington: Health Services Research Centre, 2007.

[10] Cumming J, Mays N, Gribben B. Reforming Primary Health Care: Is New Zealand’s Primary 

Health Care Strategy Achieving its Early Goals? Australia and New Zealand Health Policy 

2008;5:24.

[11] Ministry of Health. A Portrait of Health. Key Results of the 2006/07 New Zealand Health 

Survey. Wellington: Ministry of Health, 2008.

[12] District Health Boards New Zealand. Reporting back to the public - DHB performance 

results, 2009. 

[13] Smith J, Cumming J. Taking the temperature of primary health organisations. Wellington: 

Health Services Research Centre, 2009.

[14] Smith J. Critical analysis of the Primary Health Care Strategy and framing of issues for the 

next phase. Wellington: Ministry of Health, 2009.

[15] Cumming J. Integrated Care in New Zealand. International Journal of Integrated Care 

Forthcoming.

[16] Russell M, Burns P, Gilbert A, Slack A, Gendall K, Cangialose C, et al. Evaluation of Ten 

National Demonstration Integrated Care Pilot Projects: Ten Reports to the Ministry of Health. 

Wellington: Health Services Research Centre, 2001.

[17] Russell M, Cumming J, Slack A, Peterson D, A G. Integrated Care: Reflections from Research. 

In: Gauld R, editor. Health Care Management and Delivery in New Zealand. Dunedin: Otago 

University Press, 2003:201-313.

[18] Clarke D, Howells J, Wellingham J, Gribben B. Integrating healthcare: The Counties 

Manakau experience. New Zealand Medical Journal 2003;116(1169):325.

[19] Kenealy T, Carswell P, Clinton J, Mahoney F. Report of the Evaluation of Chronic Care 

Management in Counties Manakau: Phase One: University of Auckland/UniServices: Centre for 

Health Services Research and Policy, 2007.

[20] New Zealand National Party. Policy 2008: Health - Primary Care. 2008.

[21] Ryall HT. Better, Sooner, More Convenient: Health Discussion Paper. Wellington: National 

Party of New Zealand, 2007.

[22] Ministerial Review Group. Meeting the Challenge: Enhancing Sustainability and the Patient 

and Consumer Experience within the Current Legislative Framework for Health and Disability 

Services in New Zealand: Report of the Ministerial Review Group. Wellington: Ministerial 

Review Group,, 2009.

[23] Ministry of Health. Request for Expression of Interest (EOI) for the delivery of Better, Sooner, 

More Convenient Primary Health Care. Wellington: Ministry of Health, 2009.

[24] Ryall HT. Media Release: Govt takes Primary Health Care forward. 2 September 2009.

[25] Ministry of Health. Primary health care: enrolment: Ministry of Health, 2011.

[26] Ministry of Health. Primary Health Care: Nine successful proposals through to business 

case development: Ministry of Health, 2010.

[27] Ryall HT. Nine short listed for next steps in primary care, 4 November 2009.

17



INTRODUCTION
The aim of this paper is to briefly review the contribution of health services 
research in the area of the funding of health services in Australia.  The aim 
is to pick out some key changes in the way in which health care has been 
funded or proposed to be funded in Australia in the last 10 years, and give 
my view about the contribution of health services research to either the 
design or evaluation of these changes.  There will also be a comment on 
the future.

Funding changes can be fundamental in changing the structure of health 
care services and the behaviour of health care organisations and indi-
viduals within them, to meet the stated goals of the health care system.  
Changes in financing also influence the behaviour of patients and those 
seeking access to health care services.  

The last 10 years in Australia can be characterised by a number of changes 
to way in which health care is financed and funded.

1) A single change at the beginning of the period around 2000 with the 
introduction of large subsidies for those taking out private health insur-
ance; 
2) Change at the end of the period in 2011 where Australia is on the brink 
of implementing major changes to national public hospital funding, the 
public release of performance data, and the piloting of capitation pay-
ment and pay for performance for diabetes in primary care. 
3) Sandwiched in the middle there has been the usual tinkering around 
the edges with Medicare funding rules and schemes, often resulting in 
cost blowouts that the Federal government did not predict, which also 
reflect its lack of understanding of the behaviour of both providers and 
patients.

CHANGES TO FUNDING THROUGH MEDICARE
The Centre for Health Economics Research and Evaluation was commis-
sioned by the Department of Health and Ageing to investigate the effects 
of the Extended Medicare Safety Net. This is an additional subsidy of 80% 
of Medicare out of pocket costs if these costs are over  certain thresh-
olds.  This research has gone on to directly inform legislated changes to 
the design of the scheme in 2009 that capped the benefits paid for some 
Medicare items. This evaluation was unusual in that an annual ongoing 
evaluation by an ‘independent academic institution’ was legislated and is 
required to report directly to parliament each year on the operation of the 
scheme.  If only evaluation was legislated for all new programs and fund-
ing changes. 

Other programs have also been subject to evaluation by health services 
researchers including the evaluation of the Better Access to Mental Health 
scheme, with key components led by the Centre for Health Policy Pro-
grams and Economics at the University of Melbourne.  The evaluation was 
supportive of the scheme and the scheme continued, though some areas 
of Medicare funding were restricted in the 2011 budget.

Only through these tenders have researchers been able to access Medi-
care data, which has limited the ability to conduct independent research 
on changes to Medicare.  Though data linkage is improving this slightly, 
such linkage is usually linkage to surveys of specific populations or link-
age to administrative datasets, the latter of which has only successfully 
occurred in WA.  Furthermore, these data are at the patient level and what 
is required are data at provider level to examine the response of provid-
ers to funding changes. Australia lags behind other countries in access to 
these types of data.

Overall, the extent to which health services researchers have been involved 
in the initial design of these policies is disappointing.  Health economics in 
particular has a potentially large role to play in using theory to predict the 
effects of changes in funding and incentives on behaviour, which could 
potentially be used in policy simulation, and then policy design.  Evidence-
based policy design is something we could become more involved with.  

PRIVATE HEALTH INSURANCE
A key success has been the involvement of health services researchers 
and health economists in the evaluation of the changes to private health 
insurance subsidies early in the last decade. These changes included tax 
incentives (Medicare Levy Surcharge), a direct 30% subsidy of premiums, 
and age-related premium discounts (Lifetime Health Cover). Expenditure 
on the 30% rebate alone was $4.7 billion in 2010-11. A large literature has 
developed that has evaluated the impacts of these changes, with most 
research during the period being conducted by the Centre for Health 
Economics Research and Evaluation (CHERE) and the Australian Centre for 
Research on the Economics of Health (ACERH), with notable contributions 
from health services researchers in WA amongst others.  Some of this re-
search has yet to be published, but has formed a solid body of indepen-
dent evidence on the impact of the subsidies and the factors influencing 
the decision of individuals about whether to purchase and use their insur-
ance, and the impact of the subsidies on public hospitals.  Bills in Parlia-
ment in late 2011 are making further changes to the subsidies, mainly in 
the form of means testing the rebate and the Medicare Levy Surcharge, 
and these changes should encourage further research.
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OPPORTUNITIES FOR THE FUTURE
Of course the involvement of health services research and health econom-
ics in the thinking behind the National Health and Hospitals Reform Com-
mission proposals was more obvious, including through the membership 
of the Commission itself, and in the discussion papers that were commis-
sioned.   Some older ideas, eg Dick Scotton’s managed competition model, 
did not get up, but a version of it, Medicare Select, was suggested as an op-
tion but subsequently not adopted by government.  These proposals were 
based around the idea of competition amongst health insurers and payers, 
including governments, and relied on individuals choosing an insurance 
package from a ranger of alternatives.  Often these ideas were viewed as 
too radical. Many ideas adopted by the Commission were a clear reflec-
tion of reforms and research that had occurred from overseas.  Australian 
academic health services research certainly did not obviously dominate 
the ideas of the Commission, and were less prominent compared to the 
National Health Strategy of the early 1990s. As the health reforms progress, 
there are new opportunities for health services researchers to be involved 
in the design, implementation and evaluation of funding reforms. 

Activity-based funding. The biggest funding change is the introduction of 
activity-based funding (ABF) though there were few academics present-
ing at the National Casemix Conference in September 2011.  Though the 
scheme has been designed, there has been little critique of it in terms of 
how hospitals will respond to the new incentives.  Setting efficient prices 
will be a key area of work informed by research, in addition to evaluat-
ing the impact of ABF on costs and quality of care.  Consultants are al-
ready embedded within government agencies and are likely to end up 
running these evaluations given the high level of risk-aversion in govern-
ment. Health services researchers and health economists from Universities 
should be a major part of this and need to find ways to win these tenders, 
or to conduct higher quality and independent research through NHMRC 
and ARC.  

Moving to blended systems of payment for doctors. The Commission and 
a separate National Primary Care Strategy also coalesced previous discus-
sions around the role of pay for performance, with a number of reviews 
of the literature in this area, including a new Cochrane review authored 
by Australian researchers from The University of Melbourne.  The recom-
mendations of the Commission and Primary Care Strategy led to the co-
ordinated care pilot for diabetes, with 2011 devoted to designing the pi-
lot, including the capitation and pay for performance payments, with the 
pilot and evaluation to begin in 2012 and to last 2 years.  This is being led 
by McKinsey with involvement from health services researchers from the 
Baker IDI and Flinders University.  It is unclear whether the opportunity to 

conduct a randomised trial has been taken, and the extent to which evi-
dence is being used to inform the design of the new financial incentives. 
As far as I am aware there are no health economists involved in the design 
or evaluation of these new funding arrangements.  This is important as key 
problems with the economic design of these payment systems have argu-
ably been a major reason for their perceived failure in other countries.  This 
includes i) rewarding providers for measured improvements rather than 
achievement of one or two high thresholds, ii) risk adjustment to reduce 
the unintended consequence of cream-skimming, whilst ensuring appro-
priate sharing of financial risk to providers who have high cost patients, 
and iii) avoiding other forms of ‘gaming’ and unintended consequences 
through careful design.

CONCLUSION
The last 10 years have seen a handful of funding changes in which health 
services researchers and health economists have been involved in evalu-
ating, though there was little obvious involvement in their design.  In ad-
dition, there was some, but not a lot, of involvement in the recommen-
dations proposed by the NHHRC.  Key lessons include trying to become 
involved in the design, as well as evaluation, of these schemes.  A poorly 
designed funding scheme is unlikely to be effective.  In addition, our in-
volvement in evaluation has been rather ad hoc, largely due to patchy and 
unpredictable funding, and competition between academic researchers 
and consultancy firms.  There are not enough health economists work-
ing in the area of financing and funding models in Australia, and building 
capacity in this area is essential so we are better placed to engage in the 
future.  A final key lesson is that the last 10 years have been characterised 
by poor quality and unlinked data.  The promise of data linkage can help 
here only if this includes linkage to provider-level data (eg the character-
istics of doctors, medical practices, and hospitals), as well as patient-level 
data which is the focus of current data linkage efforts. 

During the period, there has been some growth in HSR and health eco-
nomics capacity through NHMRC funding (Health Services Research 
Grants, Capacity Building Grants, and Centres of Excellence in Health Ser-
vices Research) which should place us in a stronger position to evaluate 
current funding reforms.  However, much uncertainty remains, with new 
health economics expertise being either imported from overseas or ob-
tained from economics departments.  Neither of these avenues are sus-
tainable in the longer term without a co-ordinated effort to train more 
economists to become involved in the design and evaluation of funding 
reform.  The future looks better than it did 10 years ago, but there is still 
some way to go.  
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My favourite quote on health insurance is from the 1969 Nimmo report on 
health insurance which concluded that private, voluntary health insurance 
was ‘needlessly complex and beyond the comprehension of many’.  Plus ça 
change, plus c’est la même chose!  Government interest in and support for 
private health insurance has waxed and waned over the intervening pe-
riod in line with political cycles: waxing in periods of Liberal government, 
waning in the Labor years.  Carter and Chapman (2001) have looked at one 
slice of the debate about private health insurance over the last couple of 
decades: the introduction of the rebate for private health insurance.  They 
identified six frames for the debate:

•	 For proponents of the rebate these were labeled ‘The end is nigh’ 
(about the decline of private health insurance); ‘Make my day’ (right 
of government to govern); ‘You get what you deserve’ (rewarding 
people who make provision for their health needs) and the private 
interest, ‘What’s in it for me?’

•	 Opposing frames were ‘It won’t work and it’s not fair’ and ‘Bribery and 
corruption’

Similar framing is still at play at the time of each attempt by the current 
government to wind back some of the current subsidies and compulsions 
which have led the private health industry to have greater levels of gov-
ernment subsidy than agriculture, mining and manufacturing combined.  
In contrast to these other industries, the private health industry (mainly 
private health insurance, but through them, private hospitals) has been 
able to avert addressing structural change by garnering extraordinarily 
generous public subsidies.  ‘The end is nigh’ continues to be part of the 
framing of those who resist winding back industry support in this area.

But what I want to focus on here is the way in which health services re-
search has been singularly weak in helping to frame this debate, and the 
mistakes made by academic contributors to this debate, including me.

REPORTED TRENDS IN PRIVATE HEALTH INSURANCE COVERAGE
Private health stakeholders (private health insurance, private hospitals) 
have been successful in persuading the media (and through them the 
public) and the occasional gullible Labor minister that there is a coinci-
dence of interest between private and public health: specifically that a 
decline in private health insurance leads to increased reliance on public 
provision with consequent impacts on waiting times.  The evidence usu-
ally starts with something like the following figure, published by the Pri-
vate Health Insurance Administration Council on the front page of their 
website (www.phiac.gov.au accessed 16 September 2011). 

A similar graphic was included in the first and second editions of my book 
on the Australian health care system published in 2000 and 2004, I’d seen 
the error of my ways by the third edition (2007), of which more later.
The graph shows what is now a familiar story: that the rebate had a very 
small impact on insurance prevalence, the big discontinuity was with the 
introduction of life time cover (Butler 2002, Ellis and Savage 2008).  It’s a bit 
more complicated than this as it could be argued that effective compul-
sion (in the form of life time cover) would not have been politically feasible 
without the rebate so the two policies are linked.

There have been many studies which have looked at private health insur-
ance in Australia over the last couple of decades, with few exceptions they 
have focused on this ‘headline’ number (or the equivalent from household 
surveys) examining issues as diverse as adverse selection to the link be-
tween the decline in insurance, or the insurance prevalence increase fol-
lowing introduction of life time cover and the (lack of ) impact on public 
hospital utilisation.

But what is wrong with this picture?  The first point is that despite the ra-
tionalisation of health insurance products post-Nimmo, there are still mul-
tiple insurance products and the headline graph disguises the fact that 
there are different tends occurring in different products.  Second, there is 
a break in the series in 1995 and the pre and post headline numbers are 
reporting different types of insurance.

Medibank transformed the Australian health financing landscape.  Until its 
introduction, except in Queensland, public hospital use for most people 
attracted accommodation charges.  Insurance was available against these 
charges (known as ‘basic table’ insurance), and that is what the vast major-
ity of people took out.  Insurance was also available for the higher costs 
involved in accommodation in private hospitals; data on the prevalence of 
this type of insurance became available in 1978.  

The figure below is taken from the fourth edition of my Australian health 
care system book (now co-authored with Sharon Willcox), it is an update 
of the third edition graph.  
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What this graph shows is that the percentage of people who had insurance for private hospital care was 
remarkably stable over the 1980s and 1990s: the nadir was in the June quarter of 1983.  The 
introduction of Medicare seems to have been associated with an increase in the proportion of people 
covered for private hospital care.  However, the big take-away message is that there was no significant 
decline over this period in the proportion of the population insured for private hospital care. 

The insurance decline was essentially because of people dropping cover for public hospital care, a 
rational choice as the basic table product covered accommodation costs for private care in public 
hospitals.  Most private care was provided in private hospitals and care in public hospitals was now 
available without direct charges for everybody so private insurance was no longer necessary.  By 1994 a 
mere 2% of the population had only basic table insurance, the vast bulk of those with private insurance 
took out higher levels of coverage.  It made logical sense from a statistical point of view for published 
statistics to discontinue that distinction in the nature of the coverage. 

One should not expect that the steady decline in the headline number would have any impact on 
demand for public hospitals: those with basic table insurance were probably always intending to use 
public hospitals, dropping insurance only converted them from private patients in a public hospital to 
public patients.  Although this is not how the debate was framed, in spite of the comments of health 
services researchers at the time. 

The revised reporting post 1995 introduced a distinction between those who had private insurance 
which covered everything (no co-payment, no deductible i.e. no requirement to pay the first $1000 or 
whatever) and those who faced a gap between charges and coverage. Policies with deductibles and 
copayments were cheaper than policies without these requirements.   
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What this graph shows is that the percentage of people who had insur-
ance for private hospital care was remarkably stable over the 1980s and 
1990s: the nadir was in the June quarter of 1983.  The introduction of Medi-
care seems to have been associated with an increase in the proportion 
of people covered for private hospital care.  However, the big take-away 
message is that there was no significant decline over this period in the 
proportion of the population insured for private hospital care.

The insurance decline was essentially because of people dropping cover 
for public hospital care, a rational choice as the basic table product cov-
ered accommodation costs for private care in public hospitals.  Most pri-
vate care was provided in private hospitals and care in public hospitals was 
now available without direct charges for everybody so private insurance 
was no longer necessary.  By 1994 a mere 2% of the population had only 
basic table insurance, the vast bulk of those with private insurance took 
out higher levels of coverage.  It made logical sense from a statistical point 
of view for published statistics to discontinue that distinction in the nature 
of the coverage.

One should not expect that the steady decline in the headline number 
would have any impact on demand for public hospitals: those with basic 
table insurance were probably always intending to use public hospitals, 
dropping insurance only converted them from private patients in a pub-
lic hospital to public patients.  Although this is not how the debate was 
framed, in spite of the comments of health services researchers at the time.
The revised reporting post 1995 introduced a distinction between those 
who had private insurance which covered everything (no co-payment, 
no deductible i.e. no requirement to pay the first $1000 or whatever) and 
those who faced a gap between charges and coverage. Policies with de-
ductibles and copayments were cheaper than policies without these re-
quirements.  

In 1997 almost three in every four policies was for ‘full coverage’ but there 
was a steady divergence and by 1999 (immediately pre-life time cover), 
the ratio had fallen to 60%.  Post-life time cover the ratio declined below 
50% and continues to decline.  Practically all the increase in private health 
insurance coverage following the introduction of life time cover was peo-
ple who took out policies requiring co-payments or deductibles, possibly 
because these products were cheaper and those compelled into private 
insurance wanted to spend the least possible and were not expecting to 
benefit from use of the product.   Similarly for the impact of the Medicare 
levy surcharge which appears also to have elicited purchase of products 
with deductibles, again with the possible expectation of no benefit from 
use but rather benefit from tax reduction.  Unfortunately, there has been 
no research published which tests these hypotheses.  

Deductibles and co-payments should reduce the likelihood of private hos-
pital use which creates an out-of-pocket obligation vs. public hospital use 
with no out-of-pocket costs.  Uptake in private health insurance should 
therefore not have been expected to correlate directly with changed pub-
lic hospital use.  Despite the doom and gloom predictions one hears in 
parliamentary debates, the reverse is also true: mitigating the incentives 
for the wealthy to take out private insurance is unlikely to have much im-
pact on use of public hospitals either.

THE PLACE OF HEALTH SERVICES RESEARCH
Health services research has a weak place in the academic sun in Australia: 
the vast bulk of NHMRC funds still go to biomedical research.  Even with 
the research that has been done, little finds its way into the public debate 
portrayed in the media. Regrettably, the policy debates of 2012 are still 
being framed in similar terms to the late 1990s: private health insurance 
is a homogeneous product and support for private health insurance still 
masquerades as support for public hospitals.

Will more research help?  One can live in hope that more research will lead 
to a more rational policy debate. But the positions of the policy partici-
pants are generally values-based, and shifting frames and values is hard. 
Data may help, but may not. 

But I’m a data nerd and believe, possibly unjustifiably, that more data can 
only help the policy process.  Researchers, though, obviously need to use 
more refined measures of health insurance coverage in their analyses.  This 
is possible to do using aggregate data, but users of the national health 
survey and like instruments face a tougher time.  Health insurance prod-
ucts are second only to phone plans in their opacity and complexity and I 
doubt whether survey respondents could give reliable answers to a ques-
tion about the level of their coverage, no matter how carefully phrased 
the question.

There are many researchable questions about private health insurance as 
with any other aspect of the health system.  The design of optimal regula-
tion for example, to encourage health insurers to operate more efficiently, 
is a worthy goal, regardless of your position on the importance of private 
health insurance to the public hospital sector.  Analysing the impact of 
different types of deductibles or co-payment structures on people in dif-
ferent circumstances might also help in public policy formation, so too 
for tracking the impact of changes in industry structure (de-mutualisation, 
foreign involvement).  Looking behind the headline numbers is a must: 
who has health insurance, what type and where do they live?  What is the 
incidence of the subsidy; who wins, who loses?  How does churn work in 
the industry?

Insurers also face knowledge gaps about how they might impact utilisa-
tion, optimal product design, what works in terms of preventive interven-
tions over a reasonable investment horizon for a market-based organisa-
tion.

So my conclusion looking back is:
•	 The (political) debate about private health insurance is as still as un-

informed as ever, and it is difficult to see the march of progress – in 
terms of informing public debate -  in this field;

•	 Researchers (myself included) could have addressed this issue  better;
•	 But, as with every other topic covered in this volume, more research is 

still needed into an area which is, after all, a big slice of the health pie.

21



INTRODUCTION
While the pressure on health care budgets and the inevitability of difficult 
choices continues to be a feature for the health sector, the last ten years 
has seen an encouraging growth in the methods for priority-setting. Three 
factors continue to dominate: the growing evidence that the deployment 
of current resources is far from optimal [1]; the continued growth in health 
care expenditures [2]; and doubts about the “free market” as the mecha-
nism of choice to allocate health sector resources and to determine access 
to services [3]. Of these, the increasing cost of health care in particular, is 
making it difficult for governments to provide comprehensive high quality 
health care to all citizens, irrespective of their ability to pay. The need to 
bring growing community aspirations and the scarcity of resources closer 
together is a common theme in the literature [4]. 

The issues that underlie the debate about priority-setting approaches have 
not changed much, viz: the merits of ‘implicit’ verses ‘explicit’ approaches; 
the role of ‘due process’ verses ‘technical analysis’ in explicit approaches; 
the need to match approach to the different levels of decision-making in 
the health sector; and the issue of who to consult, particularly attempts 
to consult and involve the public [5]. There is also a growing recognition 
that one-off economic evaluations can be inadequate to influence more 
general health policy [6]. There have been several attempts to set priori-
ties in public health systems; most noticeably in Oregon in the USA, the 
Netherlands, Sweden, Norway, New Zealand, Israel, Uganda and the Unit-
ed Kingdom [7-13]. Each of these countries adopted a different approach 
and most continue to amend their processes as they strive to find sat-
isfactory solutions. Some jurisdictions attempted to specify ‘core services’ 
(Netherlands; Oregon; Israel; New Zealand initial approach); some identi-
fied broad principles, but provided little guidance to agencies on how to 
implement them (Norway; Sweden); some focused on the development 
of evidence-based guidelines to ration access to health care (New Zea-
land; United Kingdom). One notable area where explicit priority setting 
approaches have continued to dominate is in the provision of publically 
financed pharmaceuticals, though other sectors of health are also starting 
to adopt such approaches (such as the Medical Services Advisory Commit-
tee (MSAC) in Australia).

Importantly, progress has been made in the last ten years in establishing 
a set of criteria which define an “ideal” approach to priority setting [14]. 
While checklists have existed in some areas for more than ten years (such 
as economic appraisal [15, 16]; assessing fairness in decision-making [17]; 
and assessing likely impact on decision-making [18]), significant recent de-
velopments include criteria for Program Budgeting and Marginal Analysis 
[19] and health technology assessment [20], as well as a checklist regard-
ing the “ideal” approach to priority setting [14].

Other areas where significant change has occurred include: i) the devel-
opment of data bases (such as DALYs and DCIS [21, 22]) that facilitate the 
inclusion of economic appraisal as an integral part of priority setting exer-
cises (as opposed to reliance on existing studies with attendant issues of 
methodological confounding); ii) the development of approaches to assist 
resource allocation in less developed countries [23, 24]; and iii) an increase 
in the number of practical applications of explicit priority setting method-
ologies, particularly at a disease/risk factor specific level [14]. 

In this short review piece, we will focus on key issues for priority setting 
emerging from the growing number of practical applications, together 
with user considerations for decision-makers.

LESSONS FROM EMPIRICAL EVIDENCE
The experiences of the US State of Oregon, The Netherlands, New Zea-
land, Sweden, Israel, the UK and the Nordic countries, over the last decade 
or so, exemplify the emergence of explicit priority setting as a national 
initiative [8, 9, 25]. In each of these countries priority setting entered the 
national health policy agenda as the scope of publicly financed health 
services came under review. In New Zealand this has resulted in greater 
cost containment and affordability in comparison to the UK and Australia, 
particularly for publically provided pharmaceuticals [26]. In Australia there 
have been no similar systematic efforts to establish a national framework 
in which explicit criteria are clearly laid out, with ethical values established 
through community consultation. There are, nonetheless, relevant empiri-
cal experiences in priority setting from which lessons can be drawn [14, 
27-37].

The empirical evidence available suggests that while the various techni-
cal approaches have undoubtedly made an important contribution, no 
country has adopted a purely technical approach. The role of economic 
evaluation in the countries reviewed has reflected the significance afford-
ed efficiency as an objective of their health care systems, together with 
difficulties encountered in the practical application of economic evalua-
tion techniques. All countries reviewed, including Sweden, embraced effi-
ciency as an important objective, but clearly not the only objective, and of-
ten not the most important objective. For most countries, the importance 
placed on different objectives reflected their underlying ethical values 
(such as effectiveness, solidarity/fairness, severity and efficiency). All coun-
tries have come to recognise that if their decisions were to have legitimacy 
for patients, for providers, and for the general public, then a balance had to 
be struck between techniques and decision rules drawn from disciplines 
like economics, and a concern for due process and consultation [8, 9, 11]. 
	
In relation to evaluation techniques, most countries recognised that the 
broader the priority setting task attempted, the more likely economic 
evaluation would encounter technical problems. Several countries (New 
Zealand, Nordic countries) preferred to focus economic evaluation on ver-
tical priority setting (i.e. on interventions for dealing with the same disease 
or problem) and/or within the context of guidelines or dealing with new 
technologies. The Australian experience is similar. The use of economic 
evaluation within a restricted role, such as assisting the decisions of the 
Australian Pharmaceutical Benefits Advisory Committee (PBAC) or the 
Medical Services Advisory Committee (MSAC), has been generally well 
regarded. Experienced evaluators have questioned the suitability of avail-
able economic evaluation techniques in application to entire domains of 
health care. Those initiatives that have sought a much broader application 
(such as Oregon [8], the Health Benefits Group/Health Resource Group 
approach [38] , and the Health Sector Wide Disease Model [39]), have 
encountered significant data problems that have limited their usefulness 
[40]. These approaches have sought to make the task more tractable by 
either limiting the scope of the research question; restricting the role of 
economic evaluation; or by withdrawing from priority setting to a more 
general planning and scenario assessment role. Techniques such as Pro-
gram Budgeting and Marginal Analysis (PBMA), which provide a structure 
in which evidence and values can be brought together, have grown in 
popularity, particularly in Australia, New Zealand, Canada and the UK . In 
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Australia, the early appeal of the consensus-based approaches reflected 
their focus on due process, particularly the effective involvement of par-
ticipants in the decision-making process [27-29]. 

Finally, priority setting is not just about making one set of decisions, but 
recognising “the complex interaction of multiple decisions, taken at vari-
ous levels...” [41, 42]. In New Zealand, for example, it was unclear how well 
recommendations from their guidelines development process matched 
purchasing recommendations from their PBMA process [31]. In the UK, the 
National Institute of Clinical Excellence (NICE) has been criticised for not 
taking into account the cost of its recommendations on regional bodies 
that are meant to implement them. While there are ongoing concerns that 
NICE recommendations will distort efforts to establish priorities at the local 
level [43], there is little doubt that NICE has been influential to the contin-
ued growth of health technology assessment internationally [25]. The em-
pirical evidence thus highlights the reality that explicit rationing at all lev-
els involves both the use of techniques and the application of judgement. 
The empirical experience also confirms that there are no simple solutions 
to the challenges posed by the need for priority setting. Complexity is in-
herent in the range of stakeholders involved; the various levels at which 
decisions are taken; the need for both vertical and horizontal priority set-
ting; and the importance attached to ethical values and principles. 

USER CONSIDERATIONS
Attempts to make priority setting more explicit have also revealed the diffi-
culty of defining a basic package of services by excluding some treatments 
from public funding. The “exclusion” approach ignores the variation in cost-
effectiveness ratios with patient needs, population sub-groups, program 
size, program design and health service setting. There are few treatments 
that are wholly effective or wholly ineffective and the challenge is to en-
sure that the services that are funded are provided to those patients who 
stand to benefit. Those charged with the responsibility for rationing have 
usually declined to use the exclusion approach. The experience to date 
suggests that where exclusions have been achieved they have tended to 
be interventions involving minor ailments and/or interventions for which 
the evidence was lacking. They are all marginal to mainstream health care. 
While not preparing detailed lists of the type adopted in Oregon, several 
countries have adopted health service classification systems based on ill-
ness severity/perceived importance, that have proven to be useful (Swe-
den, Norway, Finland, and Denmark) [44].
	
The natural consequence of the difficulties inherent in rationing by exclu-
sion is the increasing interest being shown in setting priorities by drawing 
up guidelines for the provision of services. The focus has changed from 
which services or types of care should be provided, to which patients 
should be selected for what kinds of treatment and at what level of inten-
sity. The focus on rationing by guidelines also reflects the wider movement 
to strengthen the scientific basis of health care and the associated concern 
to reduce variations in clinical practice patterns. 

EMERGING ISSUES IN APPROACHES TO PRIORITY SETTING
Non economic approaches
Surveys across a number of countries suggest that a common approach 
to resource allocation in health is to base funding decisions on what has 
been funded in previous years [45], pro rating allocations up or down 
based on changes in health service costs and/or demographic changes. 
While this approach is still widely used, reliance on it is slowly falling. There 
is now growing evidence that managers and clinicians find little satisfac-
tion with approaches where implicit values and politics dominate, rather 
than evidence of effectiveness, sound judgment and explicit decision-
making processes [45].

Another commonly used means of setting priorities is through the assess-
ment of ‘need’ employing various epidemiological techniques. Needs as-
sessment, for example, has been utilized by purchasers in the UK and by 
many public health units in various states of Australia [46]. Early enthusi-

asm for needs assessment, however, has reduced over the last 10 years, 
due to the size of research effort involved and the lack of guidance such 
studies provide into which specific services or interventions should be 
funded. While needs assessment can play an important role in focusing at-
tention on specific areas with large unmet need (for example, the hidden 
disease burden associated with mental disorders), they are most useful 
when integrated with economic evaluation. 

Interesting endeavours at explicit consensus-based approaches to priority 
setting have also been conducted in Australia over the last ten years [27-
29]. One example involved the development of priority areas for health 
promotion for women in the Hunter region of NSW [27]. In this approach, 
epidemiological data on disease incidence and distribution, views from 
the community and advice from experts were synthesized using a nomi-
nal group approach. These consensus models clearly have advantages in 
terms of their potential to achieve legitimacy in the eyes of stakeholders, 
but there are also weaknesses that compromise their potential to guide 
resource allocation decisions. These relate principally to the type of infor-
mation provided (e.g. no resource cost information) and the primary focus 
on the size of the problem rather than on health gain. There is little pub-
lished information to assess the frequency of such approaches, though 
we would presume that Delphi and similar consensus-based approaches 
remain popular in institutional settings. 

Economic approaches
There are also many economic approaches to priority setting. Three ap-
proaches are selected here to illustrate the range of issues involved.

Program Budgeting and Marginal Analysis (PBMA) is an approach to prior-
ity setting specifically designed as a practical guide for decision-makers in 
the planning and provision of health services. The starting point for most 
PBMA studies has been to examine how resources are currently spent be-
fore focusing on incremental gains and costs of changes in that spend, 
through comparison across or within programs. It is clear from a grow-
ing literature on PBMA [45-48] that substantially different evaluation ap-
proaches have emerged within this overarching framework. More recently, 
there has been a shift towards improving the evidence base of PBMA [14, 
34, 36] in line with the growing acceptance of the evidence-based medi-
cine movement. Many of the criticisms of PBMA reflect more the “growing 
pains” of an evolving technique, than fatal flaws in its underlying structure 
or rationale. Criticisms such as lack of measurement rigour, inadequacies 
in option selection, narrow perspective and poorly developed marginal 
analysis [44, 49, 50] are all resolvable as evidenced by the Assessing Cost 
Effectiveness (ACE) work, which sits arguably within the PBMA genre. 

The ‘ACE’ approach reflects an endeavour to develop an approach that 
satisfies criteria for an “ideal” approach to priority setting, particularly the 
challenge of finding an appropriate balance between technical rigour and 
due process [14]. The approach has been applied in a series of case studies 
funded through competitive grants [37] or commissioned by government 
[34, 36]. The decision context for most ACE evaluations has been the pos-
sible adoption Australia-wide of options to improve the efficiency of cur-
rent health services and to inform policy makers about the best bundle of 
interventions, given alternative levels of budget availability. In the ACE ap-
proach economic evaluations are undertaken as part of the priority setting 
exercise, based on economic/epidemiological modelling techniques that 
utilise best available data and extensive uncertainty analysis. The technical 
analysis is then placed within a broader decision-making framework that 
includes ‘equity’, ‘strength of evidence’, ‘feasibility of implementation’, ‘ac-
ceptability to stakeholders’ and other study-specific considerations, called 
‘2nd stage filter’ analysis. The information is assembled by a multi-disci-
plinary research team, preparing briefing papers to a standardised format 
agreed by a Working Group of stakeholders who are involved throughout 
the study.
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Finally, it was common practice in economic approaches to priority set-
ting for the results of individual economic evaluations to be brought to-
gether to provide a “league table”, in which the interventions are ranked in 
order of their cost per quality adjusted life year (QALY) results. While this 
approach has intrinsic appeal for priority setting, economists have urged 
caution against their simplistic use for reasons associated with their poten-
tial for methodological confounding and the frequent inclusion of studies 
from a range of settings. More recently, the trend has been to a more so-
phisticated use of league tables which give regard to inherent uncertainty 
and minimization of methodological confounding. The development of 
methods such as ACE, and even the World Health Organisations (WHO)’s 
WHO-Choice methodology [23], have assisted in this. 

REFLECTIONS ON TEN YEARS OF PRIORITY SETTING
Over the last ten years there has clearly been some important progress in 
the development of explicit priority setting methodologies along the lines 
involved in PBMA and ACE. Unfortunately, such approaches are still not 
commonplace. By and large, interventions or programs still continue to be 
considered individually (e.g. within the NICE context or the PBAC context). 
This means that broader implications in terms of allocative efficiency are 
not adequately dealt with. Management, whether in government or else-
where, will need time (and encouragement) to trust explicit approaches 
to priority setting, particularly if they are time and resource intensive. This 
is particularly so when explicit approaches have implications for current 
financial reporting practice (e.g. program structure and associated cost 
centres); for current data collections (e.g. the collection of activity and 
outcome data); for research activity (e.g. establishing the evidence base); 
and the visibility of decisions. There needs to be recognition that explicit 
approaches to priority setting require infrastructure, a long-term commit-
ment from senior management and the courage to confront vested inter-
ests. Decision-makers need to have confidence; therefore, not only in the 
technical results, but also that the policy recommendations include a con-
sideration of the broader factors that impinge on them. The key question 
will remain the extent to which technical appraisal and due process is used 
and the respective emphasis on these different approaches. Approaches 
that combine both have much to recommend them.
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INTRODUCTION
Priority setting is an inevitable consequence of trying to meet population 
health demands within limited resources. Priority setting helps to inform 
decisions on the allocation of resources to meet these pressures and com-
peting demands, ideally in a way that maximises population health gain in 
a fair and equitable way.

Pressures on funded services include:
•	 increasing prices for the labour and supplies required to deliver ser-

vices;
•	 increasing demand, through population growth, aging and rises in 

chronic diseases;
•	 increasing scope and coverage from technological developments, 

service expansions, increasing sector and public expectations, and 
Government policy decisions.

To understand developments in the area of priority setting within the New 
Zealand health system over the last decade requires some knowledge of 
their antecedents during the 1990s.  I trace some of the key developments 
in health sector prioritisation from the 1990s, through the 2000s and de-
scribe some recent developments to show the continuity of their evolu-
tion through ongoing system change.

A series of sector reforms through the 1990s moved the loci of health sec-
tor priority setting from local Area Health Boards, to the Regional Health 
Authorities, then to the central Health Funding Authority, before turning 
full circle back to a local level, with the establishment of District Health 
Boards in 2000.  New Zealand’s current mix of local, regional and national 
level health priority setting is a complex system that reflects adaption 
through change and experience.  The current constrained financial climate 
also adds additional challenges.

Through the 1990s there was a move from focusing on the need for pri-
oritisation, through developing the principles under which it should be 
conducted, towards developing the processes and tools to do it.  Over the 
last 10 years the focus has been more on how to achieve consistency and 
collaboration in prioritisation, with moves now towards further develop-
ing capability and capacity.

THE 1990s
A key early development was the establishment of an independent Minis-
terial Advisory Committee in 1992, commonly known as the Core Services 
Committee (CSC).  Following examination of international approaches and 
extensive public consultation the Committee found it difficult to establish 
a philosophical foundation to initiate practical work[1] and they rejected 
the notion of identifying a ‘core’ list of services that should be publicly 
funded[2].  Instead the CSC recommended progressively and systemati-
cally identifying terms of access and quality standards for services already 
funded.  In this way the CSC believed a more rational, explicit and evi-
dence-based approach to what services should be publicly funded could 
be developed incrementally.

From public consultation, however, the CSC derived four principles to 
guide decisions about resource utilisation[2], which informed a set of Pur-
chasing Principles for Regional Health Authorities (RHAs)[3].  Work on these 
by Midland RHA subsequently formed the basis for a principles-based ap-
proach to decision making within the Health Funding Authority (HFA) and 
added the promotion of Māori health to the CSC principles of effective-
ness, equity, acceptability and efficiency[3].  CSC public consultation also 
resulted in a focus on acceptable waiting times for non-urgent surgery[2].  
The CSC called for the introduction of a booking system to replace the 
use of waiting lists and worked with RHAs to develop clinical priority ac-
cess criteria.  They advocated for the use of evidence-based guidelines as 
the basis for determining access to services and were responsible for the 
establishment of the New Zealand Guidelines Group.

A political development of note during this period was the introduction 
of Mixed Member Proportional Voting for general elections in 1996.  This 
has seen smaller political parties in coalition governments with Associate 
Health Minister appointments in specific portfolio areas, providing oppor-
tunities to influence Government priority setting.

Following the disestablishment of the central Public Health Commission 
(PHC) and the regionalisation of its functions, the CSC’s scope was expand-
ed to include advice on public (population) health in 1996[1].  In response 
to the formation of the HFA, in 1998 the CSC was given a revised terms 
of reference, expanded its work programme into the area of service re-
views and became known as the National Health Committee* (NHC).  The 
consideration of the wider social, cultural and economic determinants of 
health resulted in a new focus on inequalities, disadvantaged groups and 
health impact assessment, although priority setting continued to remain a 
theme within the NHC’s work[2].

Work was undertaken within the HFA to develop a process for prioriti-
sation based on their five decision-making principles[3].  Following the 
international literature of the time, the initial focus was on a cost-utility 
analysis approach (CUA) using the quality-adjusted life year (QALY) as the 
base measure.  However, there was concern that a focus on maximising 
the benefits from health care neglected an adequate consideration of who 
receives them.  An amended approach proposed a process of programme 
budgeting and marginal analysis, incorporating cost-effectiveness analysis 
while taking into account the principles of equity, Māori health and ac-
ceptability (as well as health and disability gain priority areas).  The aim 
was to have adequate analytical support to maintain a pool of proposals 
for the ‘next best spend’ of new funding, given that allocative efficiency 
was constrained due to budget ring-fences in different service areas.  An 
NHC-commissioned review of the HFA’s proposed prioritisation, while sup-
porting the general objective, raised a number of concerns around meth-
odological and practical problems and recommended the use of pilots as 
a programme for continual learning[4].
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In terms of prioritisation within a particular service area, one of the most 
successful1 developments from the 1990s was in the area of pharma-
ceuticals.  The Pharmaceutical Management Agency (PHARMAC) was 
established in 1993 with responsibility for maximising health gain within 
a fixed budget for publicly subsidised pharmaceuticals.  Developing a 
framework of nine decision criteria, independent clinical evaluation, 
standardised economic analysis (e.g. CUA using QALYs) and various sup-
ply-side tools (e.g. reference pricing, tendering and bundling), PHARMAC 
slowed pharmaceutical expenditure growth while continuing to expand 
patient access to drugs[5].  A benchmark for progress in priority setting in 
other service areas might be to reach a stage where robust comparison 
between pharmaceutical and non-pharmaceutical interventions is pos-
sible regarding the next best spend of health funding.

THE 2000s
A change in government in 1999 ushered in another set of struc-
tural health reforms that resulted in the establishment of DHBs and a 
move back towards localised planning and funding decision-making.  
Launched in 2000, the New Zealand Health Strategy[6] (NZHS) provided 
the framework within which DHBs and other sector organisations were 
to operate.  In the NZHS, thirteen priority population health objectives 
were chosen on the basis of their amenability to improve health out-
comes and reduce disparities in the short to medium term.

DHBs are required to assess and prioritise the needs of their communities 
within the constraints of their funding and in the context of the NZHS.  
In prioritising they must follow a principle-based framework that links 
directly to the principles of the NZHS and to clearly document[7]:
•	 Why decisions were made;
•	 Who the decision makers were;
•	 What the decision making process was;
•	 How the community was involved in the decision making process.

Annual letters of Ministerial expectation are used to convey current Gov-
ernment priorities.  These inform the development of DHB planning and 
accountability documents, which include indicator performance mea-
sures with negotiated targets.  At the national level the Ministry of Health 
runs the annual budget process, which includes a mixture of funding 
to meet DHB pressures, for the development of new services, and for 
Ministerial priorities.

From the outset a variety of tools were developed by individual DHBs to 
help weigh the needs between national and local priorities and to assist 
their Boards in decision-making (e.g. Hutt Valley DHB[8]).  A joint DHB/
Ministry initiative began in 2003 to provide guidance on a common ap-
proach to prioritisation, building on the work of the NHC and HFA, as well 
as international work.  This resulted in the production of a framework 
and resource material on how to identify and analyse services and bring 
the information together in order to make prioritisation decisions[9].  
An NHC evaluation of pilot sites using the prioritisation tool found that 
while response to the content was generally positive, there were also 
perceived weaknesses[10].

Concurrently in 2004, three other sector groups were working in the 
areas of service planning and change, technology assessment and            

collaborative decision-making.  These included joint Ministry/DHB work 
initiated by the National Capital Committee, sector clinical work initiated 
by the Minister, and NHC work.  The NHC identified a number of defi-
ciencies within the DHB system[11].  They recommended that priority be 
given to the development of robust inter-DHB processes and improved 
assessment capacity and capability.  The culmination of bringing the 
three groups’ work together was the development of a Service Planning 
and New Health Intervention Assessment (SPNIA) framework for collab-
orative decision-making[12].

The aim of SPNIA was to provide prioritisation at a national level to assist 
in health services changes that required a collective decision and to over-
come problems created when the actions of individual DHBs impacted 
on others or were contrary to the national interest.  SPNIA governance 
was intended to be through a joint Ministry/DHB group under the aus-
pices of a National Service and Technology Review (NSTR) committee.  
Secretariat support for NSTR and some funding for expert advice were 
provided by the Ministry, while DHBs were responsible for maintaining 
regional forums and contribution of assistance and expertise to the de-
velopment of business cases that NSTR accepted on the basis of referrals 
received.  While NSTR completed a number of assessments, governance 
became split between the Ministry and DHBs, resulting in difficulties in 
consensual decision-making, particularly around funding issues.

National health targets were introduced in 2007/08 and developed as a 
publicly accessible and published tool to drive provider performance[13].  
These have been successful in maintaining DHB focus on a set of Gov-
ernment determined priority areas.  While the use of targets is not new 
(e.g. there were health goals in AHB days[14] and the PHC developed 
health outcome targets), their success may be attributed to their focus 
on short-term outputs, level of publicity (DHB performance is published 
in newspapers) and the degree of Ministerial backing.

A Ministerial Review Group (MRG) was commissioned in 2009 to provide 
advice on improving the quality and performance of the public health 
system[15].  It found that the SPNIA framework had struggled to address 
the issues previously identified by the NHC due to its governance struc-
ture and lack of influence over funding decisions.  The issues identified 
by the NHC included a lack of systematic processes for assessing new 
interventions, limited stakeholder involvement beyond clinicians, and 
decisions around their introduction largely made independently by indi-
vidual DHBs (or service speciality areas within them).  This led to duplica-
tion of effort, lack of comparison of relative benefit and unintended con-
sequences on other services and DHBs.  The MRG considered that these 
issues could only be addressed by a single national agency separate from 
both DHBs and the Ministry, and recommended that the NHC assume 
the role of prioritising all significant new diagnostics and interventions.

The MRG recommended that the NHC be strengthened to have the ca-
pability to conduct evidence-based assessments of the clinical safety 
and cost-effectiveness of new and existing procedures and interventions 
and be responsible for determining the conditions under which they 
should be publicly funded.  This included the replacement of existing 
interventions as a result of new ones being recommended, as well as the 
assessment of others that appear to be low priority (e.g. uncertain or low 



benefit).  Having considered international and New Zealand experiences 
in trying to prioritise across all services to identify a publicly funded ‘core’, 
the MRG concluded that such an exercise was unlikely to succeed in the 
current environment.  Instead they recommended focusing service pri-
oritisation “at the margin” (i.e. on new things to be added or old things 
to be dropped).

Other MRG recommendations (and their implementation) included:
•	 establishing a national shared service agency (Health Benefits Lim-

ited, HBL);
•	 that PHARMAC assume responsibility for medical devices (explor-

atory work currently underway between PHARMAC, HBL and the 
NHC);

•	 transferring the planning and funding for national services, strategic 
planning for IT, facilities and workforce, and monitoring of DHBs into 
a new agency (the National Health Board and Business Unit estab-
lished within the Ministry);

•	 establishing an independent national quality agency (the Health 
Quality and Safety Commission);

•	 requiring DHBs to plan on a regional basis (Regional Plans now a 
legislative requirement).

RECENT DEVELOPMENTS
By August 2011 the NHC had been reconfigured with new terms of refer-
ence and membership[16].  Like many of the other entities established 
as a result of MRG recommendations, early tasks involve identifying de-
cision-making criteria and developing operational processes.  Both inter-
national (particularly Canadian and Australian) and local experiences are 
influencing this.  Recognising that it will be an evolving process to build 
stakeholder relationships and to develop assessment capacity and ca-
pability, the Committee have selected a small number of initial projects 
to trial their approach on and to provide early lessons.  The Committee 
have also invited the sector to make referrals for candidates for their 2012 
assessment work programme.

At the time of writing, the NHC is in the process of seeking sector feed-
back on proposals received for potential assessment.  This will help inform 
the development of a work programme aiming to provide maximum 
value to the sector, within the Committee’s scope, available resourcing 
and current stage of development.  Key features are planned to include:
•	 A service-wide assessment perspective over a number of domains 

(clinical, ethical, societal, economic and financial) within the context 
of the New Zealand environment;

•	 Engagement with networks, building of partnerships and iterative 
engagement with stakeholders in undertaking assessments;

•	 The development of implementable recommendations, including 
around funding, provision and monitoring.

Other work planned by the NHC includes facilitating sector linkages and 
identifying potential pathways for proposals that do not make it onto 
their assessment work programme, developing Health Technology As-
sessment capability and capacity within New Zealand, and building a 
horizon scanning programme with both local and international links.

One area of opportunity in future developments is in clinical leadership.  
There will always be tension between a clinician’s desire to do the best 
for an individual patient and the wider perspective of maximising popu-
lation health outcomes within available resources.  However, they may 
be best placed to assess the evidence and confront the hard decisions 
around what should be prioritised within the constraints of the publicly 
funded health system.  Clinicians are key drivers in the diffusion of new 
technology and services and also the human interface with patients in 
making intervention decisions.  A challenge will be overcoming the in-
creasing specialisation of clinical areas to enable a frank discussion about 
the relative merits of interventions across the board, coupled with the 
will to translate this into clinical practice.  The health research commu-
nity have a critical role to play in providing and synthesising timely and 
robust evidence to support this.
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INTRODUCTION
It seems to be generally accepted that resources are finite and that we 
can’t provide all of the health services that people want.  Rationing takes 
place in the private market through prices and in the public system 
through decisions on eligibility and the timing of access. At a political level 
it has become increasingly common to demand that new services provide 
some evidence of net social value prior to funding.  The last ten years have 
seen both a widening of the scope of services subject to a form of eco-
nomic evaluation, and a deepening in the attention paid to the quality of 
evidence on the net benefits of new health services over current practice.  

Australia has a comparatively long history of requiring such evidence, 
particularly in pharmaceuticals where formal economic evaluation of 
new medicines prior to reimbursement on the Pharmaceutical Benefits 
Scheme has been mandatory since 1993.  The last decade has seen both a 
strengthening of the evidentiary standards required for coverage decision 
for drug therapies and a widening to include vaccines[1]. The period has 
also seen the beginning of a formal system of economic evaluation prior 
to funding for medical services under Medicare[2]. We have been less sys-
tematic outside of these two areas and although there has been some ad 
hoc widening of the scope of economic evaluation to include prevention 
and health promotion programs as well as some hospital based services, 
these have  tended to be one off commissioned pieces, often reviews of 
existing programs[3], or academic papers not linked directly to funding 
initiatives[4], or what might seem like post hoc justification for decisions 
already made[5].

There have been few if any pre-planned economic evaluations of major 
health initiatives outside of the Pharmaceutical Benefits Scheme (PBS) or 
Medicare Benefits Schedule (MBS) that have led to any major revision or 
curtailing of initiatives.  In general while the sophistication of academic 
papers using economic evaluation has increased considerably in the last 
ten years it is not clear that the use of economic evidence in policy making 
has increased with it. The mantra of evidence based decision making has 
led to the inclusion of sections on cost effectiveness in many reports on 
new services but with a few rare exceptions it is less clear that these have 
been instrumental in determining any aspect of delivery. Even in the area 
most obviously affected, drug reimbursement, it is difficult to show that 
the more formal use of economic considerations since 1993 has resulted 
in improved health or financial outcomes compared to a counterfactual 
of informal negotiation with pharmaceutical companies on subsidy levels 
as in earlier years. There is no doubt that economic evaluation has made a 
difference to the likelihood of a particular drug indication pair being sub-
sidised at a particular time[6] but it is less clear that the price is lower than 
it would be otherwise or that the flow on effect to “me too” products and 
generics is advantageous. Information on value for money provided by 
an economic evaluation gives information to both sides of the market – 
government and industry – information that is valuable in negotiating the 
distribution of the value of the net benefits of the product. It shows the 
maximum price the funder will pay but not the minimum the supplier will 
take. The point is not that economic evaluation is harmful to decision mak-
ing or that we should not expand it to include all health services but rather 
it matters how you use the information to get what you need. 

There is a strong case for expanding the breadth of services that we rou-
tinely evaluate to include not only public hospital services (a glaring omis-
sion) but also preventive services[7]. From a public policy perspective 

there is also a case for greater public provision of evaluation evidence of 
private expenditures and activities on for example nutrition and alterna-
tive or complementary therapies. With so little assessed and so little has 
been acted upon there is scope for both improving health by doing more 
in some areas, although it is  less clear that there are savings to be made by 
doing less in others as some have argued[8].

STRENGTHENING DECISION MAKING
From a methodological perspective perhaps the single most influential 
contribution to the development of economic evaluation of health ser-
vices in Australia has been the development of the Pharmaceutical Ben-
efits Advisory Committee (PBAC) guidelines 1. The guidelines from their in-
ception have influenced the way in which economic evaluation has been 
performed in Australia. By what they encouraged (a broad perspective) 
and what they discouraged (the inclusion of on health related gains and 
losses) they have had a profound influence. The 2008 revised guidelines 
crystallised best practice in economic evaluation for drugs, and set some 
new benchmarks for health economic evaluation in Australia. For example 
they place emphasis on the clarity of exposition in the link between the 
experimental evidence drawn from clinical trials with its strong internal 
validity and the need to extrapolate to the longer time frame of health ser-
vice delivery in uncontrolled conditions that affect the effectiveness and 
cost of treatments.  

Decision analytic modelling of the costs and benefits of health services has 
expanded tremendously in the past decade and the PBAC guidelines have 
encouraged the more systematic collection analysis and presentation of 
clinical and economic data for those models. For example they emphasize 
the need to systematically evaluate the quality of the parameters used in 
an economic model of costs and benefits over time insisting on formal 
searching of the literature rather than the somewhat ad hoc methods that 
are common in the literature of economic evaluation that run the risk of 
bias from the selective choice of the parameters particularly of quality of 
life.

In contrast to these leading contributions, in other respects the formal re-
quirements for PBAC and Medical Services Advisory Committee (MSAC) 
have been less active in methods development. They have tended to 
consolidate acceptance of existing methods rather than encourage new 
methods of economic analysis. For example PBAC and the MSAC encour-
age the use of quality adjusted life years (QALYs) as an outcome measure 
in economic evaluation but do not require it or specify any particular in-
strument to measure it. The similar organisation in England and Wales, the 
National Institute for Health and Clinical Excellence (NICE), requires it and 
recommends a particular instrument developed in Europe (EQ5D). As a 
consequence of this the EQ5D along with the preference based version 
of the United States based SF-36 (the SF6D) have become the dominant 
measures of quality of life in health service research.  Institutional influ-
ence on methods has not stopped there.  Unlike NICE that has adopted a 
fixed threshold willingness to pay for health outcomes in terms of QALYs 
the Australian public reimbursement decision makers have no publicly an-
nounced a fixed threshold. One might have thought that this would have 
encouraged the use of the other major methodological development in 
economic evaluation in the last decade: the formal inclusion of sampling 
uncertainty in cost effectiveness analysis in the form of confidence in-
tervals[9] or the construction of a cost effectiveness acceptability curve 
(CEAC)[10] . Economic evaluation has embraced formal analysis of that 
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uncertainty with the development of Bayesian flavoured techniques that 
make distributional assumptions about the parameters of models such as 
the quality of life in particular health states; or the cost of hospital services. 
These so called probabilistic sensitivity analyses allow a number of differ-
ent ways of presenting uncertainty around a point estimates  of cost effec-
tiveness using either frequentist statistical methods (confidence intervals 
or p-values) or Bayesian methods (posterior probabilities of cost effective-
ness or acceptability curves). In quasi Bayesian terms the CEAC shows the 
probability of the intervention being cost effective at different threshold 
levels of social willingness to pay for a health gain. By the nature of the ana-
lytical choices made, modelling of economic costs and outcomes involves 
uncertainty beyond that of just the uncertainty inherent in sampling for 
experimental evidence. The approach has the apparent advantage of 
summarising much of the uncertainty inherent in an economic evaluation 
and presenting this to decision making bodies without being prescriptive 
about the money value of the health gains or the potential health gains 
from denying coverage of one particular service but spending on another. 
Rather than a unified Bayesian approach with its risk of potential obfusca-
tion, the 2008 PBAC guidelines suggest adopting a staged approach to 
uncertainty, expanding the information presented on uncertainty to con-
siderable length with detailed descriptions of modelling assumptions and 
data quality and assessment of uncertainty at each stage. It seems that 
Australian authorities have not wholeheartedly embraced the use of ac-
ceptability curves as enthusiastically as academic authors and other juris-
dictions have. It appears that far from finding them informative they find 
the filtering of multiple sources of uncertainty into a series of correlated 
probability distributions that are then compounded into a single distribu-
tion of the ICER, somewhat unilluminating. 

COST EFFECTIVE EXPERIMENTS
Another reflection of the demand from decision makers for high quality 
evidence on which to base decisions has been an increase in the num-
ber of experimental based cost effectiveness studies in Australia. While the 
majority of studies on the cost effectiveness of health services have been 
based on simulations of patient experience using decision analytic models 
based on parameters from a variety of sources [11] [12], there have been a 
small number of experimental studies in Australia that measure effective-
ness and cost in a sample of patients or providers [13]. These are usually 
randomized clinical trials that collect data on resource use and quality of 
life in each arm. The apparent advantage of collecting information in this 
way is that it avoids the strong assumptions embedded in most decision 
analytic models, but it can do so at the cost of narrowing the scope of 
the analysis and thus limiting its generalizability beyond the sample and 
study timeframe.  Some have combined the short run within trial results 
with modeled longer term outcome [14] while other trials have been of a 
considerable duration with relevant long term outcome measured appro-
priately[15] [16]. It seems likely that the demand for high quality evidence 
will change the balance at least in clinical areas such that economic evalu-
ation will increasingly be collected as a routine part of clinical studies in 
the future. 
A feature of these experimental studies has been the increase in sophis-
tication in the statistical analytic techniques used in cost effectiveness 
analysis and a convergence in methods between econometric techniques, 
biostatistics and other social sciences. This is particularly noticeable in the 
analysis of pragmatic trials where statistical controls for observed and un-
observed confounding and selection, similar to those used in traditional 
longitudinal observational studies in economics are beginning to be       

applied. It seems likely that we will see more of this convergence particu-
larly as analysts move into broader program evaluation where randomized 
trials are not generally feasible. This is an area that is underdeveloped in 
Australia. It is rare to see economic evaluation of larger health programs 
either prospectively or retrospectively. The econometric analysis of exist-
ing health services programs has become more common overseas but 
there are few examples here. In part this is a data issue as we do not have 
access to large longitudinal linked datasets that might allow us to analyse 
the costs and benefits of major health programs and we are forced to rely 
on modeling with a minimum of statistical analysis. This might change in 
the future with greater access to linked PBS, MBS, hospital and longitudi-
nal survey data that will allow us to look at causal questions and evaluate 
outcomes and costs of programs. However we do not need to wait for 
this as there are plenty of new health services out there where value for 
money is not being assessed. It may be that in terms of data quality we 
can’t always get what we want, but there are observational data to give 
us what we need.

BEYOND A COST PER QALY
The spread of economic evaluation studies to areas beyond clinical ap-
plications has highlighted some of the limitations of cost effectiveness 
analysis. These include the need to have a single homogeneous outcome 
measure across interventions for whom there is a single budget to allo-
cate. Where there are outcomes that are not easily summarised in a single 
measure, such as the widely accepted quality adjusted survival, or where 
there is not a single budget that is affected by the intervention, cost effec-
tiveness analysis is restricted in offering policy advice.  Some authors have 
attempted to widen the scope of outcomes for example in diagnostic or 
screening tests to include things not part of a health related quality of life 
measure such as   information or re-assurance. They have used experimen-
tal techniques to determine subjective preferences (individual changes in 
welfare or its money equivalent) [17] and to predict usage [18]. This work, 
although increasingly sophisticated with a strong theoretical framework, 
remains even after 35 years experimental and not fully integrated into 
health economic evaluation in practice.  As Lancsar and Louviere [19] note 
there has been an upsurge in the number of Discrete Choice Experiments 
(DCEs) in the last 15 years mostly in eliciting preferences particularly for 
non-health outcomes and process characteristics or predicting uptake 
(and occasionally in valuing health outcome in money terms), but I am 
not aware of any published  examples of DCE derived outcomes being 
directly used in a cost effectiveness or cost benefit evaluation in Australia 
and none internationally that go beyond a feasibility study.

There appears to be considerable inconsistency across sectors in the at-
tributes of outcomes that are important to decision makers[20]. It is hardly 
surprising that the context in which health gains take place are as impor-
tant to decision makers as they are to the wider society. The advantages 
of simplicity and comparability over time that cost effectiveness analysis 
brings to priority setting within a given budget, in pharmaceuticals or 
medical services, does not extend to a comparison across sectors for ex-
ample to health promotion, transport or the environment or indeed to 
how much of our resources we devote to the health sector. In addition it 
may be that these areas involve more complex important health and non-
health outcomes.  This has led some to argue that we might revisit the ar-
guments for a full cost benefit approach in health services evaluation, with 
individual preferences for health expressed in money rather than in quality 
of life [21]. Others have argued for a return to a kind of social accounting 
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matrix approach that includes cost effectiveness. For example the ACE pre-
vention project [22] insofar as they included issues of equity and accept-
ability as qualitative subjective criteria in addition to cost effectiveness is 
an example of a more traditional social accounting  matrix approach to 
multiple outcomes , in what has been called a cost consequence analysis.  

In that specific case it was not clear why the attributes were chosen and 
no attempt was made to quantify these let alone weight them to allow 
them to be combined with the effectiveness information in a fuller cost 
benefit analysis. Some recent attempts have been made to derive weights 
at least for aspects of equity [23]. However both  the  implementation of a 
weighted multi-attribute outcome within a cost effectiveness analysis, or 
the possibility that we are prepared to accept individual stated willingness 
to pay from experiments in a cost benefit analysis remain experimental [24] . 
A focus on equity (for example needs weighted QALYs) might change 
some of our priorities [25], but while there may be support in principle for 
greater weighting of QALYs provided to patients with severe conditions 
or for some disadvantaged people for whom health services are a priority, 
and where traditional cost effectiveness analysis may not be adequate to 
demonstrate the net social gains from action, there is currently no robust 
evidence in the literature to support a particular magnitude of weight-
ing [26].  Rather than distort the hard won political acceptance of cost 
effectiveness in health service evaluation it might be better to treat these 
as special cases. This might not get us what we want but as the resigned 
pragmatism of Mick Jagger and Keith Richards suggests it might get us 
what we need.
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“You can’t always get what you want…but if you 
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ABSTRACT
An historical review of the reasons behind the development of participant-
reported outcomes (PROs) in health-related quality of life (HRQoL) shows 
four key drivers: respect for patient views, evidence of health care interven-
tion success at the patient level as well as at the program level for policy 
setting, and evidence of cost-utility analysis for resource allocation. 

Arising from these diverse perspectives are some key difficulties. There 
is no definitional agreement on the nature of the HRQoL construct: it is 
whatever a researcher wishes it to be – a situation which has not signifi-
cantly changed in 30 years – and which has led to some commentators 
recommending abandonment of the term altogether. Reflecting this, 
throughout the 1990s there was considerable diversity in the develop-
ment of HRQoL instruments, including the publication of numerous 
generic health function measures, multi-attribute utility measures and 
disease-specific measures. The relationship between these different instru-
ment types, however, was uncertain. During the decade following 2000, 
however, a discernable pattern in instrument development and validation 
has emerged. This decade has been marked by continued publication of 
disease-specific measures and the search to make these clinically relevant. 
In the same decade, no new major generic HRQoL instruments have been 
published. Instead, there has been considerable effort to develop cross-
walks between disease-specific or health function measures and utility 
measures, which may reflect a profound belief that imputed evidence is 
sufficient for economic analysis at the policy level.

These observable changes may be consistent with disillusionment of the 
promise of PROs and they may mark a re-assertion of a boundary around 
medical science which is a response to external social forces seeking to 
‘meddle in medicine’. Whether these changes reflect such a paradigm shift 
in the conceptualization and operationalization of HRQoL is debatable. 
 
Within the health care industry, there are four key drivers for health-related 
quality of life (HRQoL) research. First advocated in the 1960s and developed 
into fully-fledged arguments by the late 1980s, these are at the patient/
clinical level: (a) respect for patient views and experiences as opposed to 
clinical evidence – often referred to as patient reported outcomes (PROs) 
that can be used by patients and clinicians to assist with clinical decision-
making under the therapeutic alliance model –; (b) evidence that medical 
care has protected or restored the HRQoL of patients; and at the policy 
level (c) the need for evidence regarding program outcomes; and (d) evi-
dence to assist with the allocation of resources between competing pos-
sible interventions (1-4). 

Understandably, given these very different perspectives, HRQoL has be-
come a catchword covering all different kinds of research activities and 
measurement instruments. The term ‘health-related quality of life’ appears 
to have been first used by Kaplan and Bush (5) who differentiated between 
‘quality of life’ (QoL; including all the circumstances of living) and HRQoL 
(wellbeing as a function of health) for the purposes of evaluating the ef-
fects of health care interventions for policy development. The term was 
popularized by Patrick and Erickson (3 p152) who defined it as “the value 
assigned to opportunity, perception, functional status, impairment and 

death associated with... disease(s), injuries, treatments, or policy”. In the 20 
years since the Patrick and Erickson paper, little has changed in the defini-
tion of HRQoL. For example, in 2009 Anderson et al defined HRQoL as “the 
aspects of quality of life that specially relate to a person’s health, and can 
be defined as self-perceived multidimensional health status” (6 p330).

These definitions of HRQoL stand in stark contrast with definitions of QoL. 
As noted above, QoL covers all aspects of life, including social, health and 
wellbeing indicators (7). In 1993 the World Health Organization Quality of 
Life Group (WHOQOL) defined QoL:

... as an individual’s perception of their position in life in the context of the cul-
ture and value systems in which they live and in relation to their goals, expec-
tations, standards and concerns.  It is a broad ranging concept affected in a 
complex way by the person’s physical health, psychological state, level of inde-
pendence, social relationships, and their relationship to salient features of their 
environment. (8 p153)

Implicit in this definition is that QoL may not be congruent with health sta-
tus, health function, impairment or disability. For example, Walsh et al (9) 
defined a good QoL after total abdominal colectomy surgery as being the 
number of daily successful bowel movements – a definition that directly 
equates bodily function with QoL but that would be incompatible with 
the WHOQOL definition. The problem, of course, is that these are not nec-
essarily related at all; a situation that has become known as the disability 
paradox, viz., that a person can have a severe disability or have poor objec-
tive health yet enjoy a high QoL (10). Elsewhere, the SF-36 is commonly 
described as a QoL instrument, even though the instrument developers 
deny that it assesses QoL at all (11). This confusion in conceptualization 
and definition is rampant throughout the health care sector. 

Reflecting this confusion, in an early review of the term QoL in medical 
research, Bergner (12, pS150) reported that “Quality of life as it is used in 
clinical research is a vague term without conceptual clarity. It is what the 
investigations mean it to be.”! Ten years later in the late 1990s, Leplege et al 
reported similar difficulties, finding that definitional confusion had created 
technical, conceptual and ethical dilemmas; they recommended aban-
doning the term QoL in medicine altogether and replacing it with ‘sub-
jective health status’  (13, p50). Dijkers, two years later, in a review of QoL 
was scathing in his comments, referring to QoL definitions as a “...’tower of 
Babel’ or ‘quagmire’... the disarray results from the fact that QoL is a highly 
abstract concept, and very fundamental values and philosophical issues 
are tied up in its measurement” (14 p286).

In the 20 years since Bergner’s comments and the 10-12-years since the 
Leplege et al and Dijkers’ reviews, the situation has not improved, or im-
proved marginally at best. McDowell, whilst acknowledging some im-
provement, reported that “...there is no clear distinction between quality 
of life (QoL) measures and ... general health measures” (15, p520). In 2010 
Hill et al (16 p438) in a review of QoL instruments used in spinal cord injury 
noted that “a clear definition of QoL has yet to emerge...”. In fact, the terms 
HRQoL, QoL and health status are often used interchangeably and are sel-
dom defined. A recent review of HRQoL in vestibular schwannoma (17) 



reported that none of the reviewed studies had defined HRQoL/QoL, but 
simply assumed it was being assessed by whatever measures were used in 
the study, which ranged from the SF-36 to a single item “I am content with 
the quality of my life now”.

The second issue that has arisen in the past 10 years is highly related to 
this conceptual problem; viz., how HRQoL/QoL outcome measures are op-
erationalized in health research. In the two decades before 2000, an array 
of measures were developed and labelled HRQoL/QoL instruments. Many 
of these were generic measures, including the Assessment of Quality of 
Life (AQoL) (18), EQ5D (19), 15D (20), Index of Health-Related Quality of 
Life (21), McMaster Health Index Questionnaire (22), Nottingham Health 
Profile (23), Health Utilities Index (24), Quality of Wellbeing Scale (QWB) 
(25), RAND/SF-36 (11, 26), the SF6D (27), Sickness Impact Profile (28), and 
the WHOQOL instruments (29).

Developed in the same period as these generic measures were numerous 
condition-specific measures, including instruments for AIDs/HIV, arthritis, 
asthma, brain cancer, cancer, cystic fibrosis, deafness, depression, epilepsy, 
migraine, rheumatoid arthritis and many others. Indeed, Garratt et al (30) 
in their review of health status and HRQoL measures reported that across 
the 1990s there was exponential growth in the number of annual disease-
specific reports. 

Since around the year 2000, however, there have been no major new 
generic HRQoL/QoL measures developed. In contrast, research into the 
development of new disease-specific measures has continued unabat-
ed. This includes measures assessing HRQoL/QoL in AIDs/HIV, disability, 
esophageal cancer, older adults, osteoporosis, pelvic floor disorders, stra-
bismus, traumatic brain injury, vision impairment – to name just a few 
areas of health where this has occurred. Many other examples could be 
just as easily found. Indeed, there is now such a crowded marketplace of 
PROs assessing HRQoL/QoL that in the future new measures may have 
to demonstrate their superiority to existing measures to gain acceptance. 
The other feature of HRQoL/QoL instrument development post-2000 lies 
in the shortening of instruments or their revision (e.g. 31, 32-34). The argu-
ment supporting such revisions is that short instruments reduce response 
resistance to questionnaires, it is easier for short measures to be isomor-
phic with the underlying construct of interest, and – crucially – that they 
are easier to use in busy clinical settings (31, 32).

This fundamental change in the nature of HRQoL/QoL research over the 
past 10-15 years raises critical questions in relation to why this shift has oc-
curred. There are two likely main candidate reasons. 

Although social scientists, program evaluators and health economists are 
comfortable with the axioms behind HRQoL instruments – including both 
psychometric and decision-making theory – these are largely outside the 
experience of most clinicians who are familiar with signs, symptoms and 
disease classifications. Whilst a fundamental axiom of HRQoL research is 
that the patient perspective provides additional information not available 
from clinical indicators (35), a recurrent theme through the HRQoL/QoL lit-
erature over the past 15 years is around how to interpret scores on HRQoL/
QoL instruments in clinical terms. Although anchoring of HRQoL scores by 
clinical indicators has been widely practiced over the past 15 years (e.g. 36, 
37), in the past 10 years there has been greater emphasis on examining 
change over time by either clinically important differences (e.g. 38, 39-41) 
or minimum important differences (e.g. 31, 42-44). 

The second reason, closely related to or consequent upon issues of demon-
strating change, relates to the perceived insensitivity of generic measures 
when compared with disease-specific measures (e.g. 45, 46-48). There are 
three aspects of the argument; viz., that disease-specific instruments have 
higher content validity, they offer assessment of condition-specific issues, 
and provide greater responsiveness to changes in health following treat-
ment (e.g. 45, 49, 50). (The counter argument is that disease-specific mea-
sures are focused on a narrow range of outcomes which ignore the wider 
health status of the patient and the social milieu in which they live (51).)
The principle reported by Osoba (52) in cancer care is likely to apply here: 
that the choice of instrument reflects the decision-making level. Thus util-
ity and generic HRQoL/QoL measures are most likely to be used at the 
macro level whereas disease-specific measures have most value at the 

clinical level. Although this may be true, it does not fully account for the 
pattern of instrument development outlined above. For example, consider 
the field of cost-utility analysis (CUA), which is aimed at providing evidence 
at the policy level. 

Worldwide, there are a handful of generic multi-attribute utility (MAUs) 
instruments designed for use in CUA; the AQoL (18), EQ5D (19), HUI3 (24), 
IHQL (21), 15D (20), QWB (25), and SF6D (27). Their purpose is to elicit the 
value the people place on HRQoL and for these utility scores to be used 
in the calculation of Quality-adjusted Life Years (QALYS) for use in CUA. By 
definition CUA is about the benefits of Treatment X in Condition Y when 
compared with Treatment A for Condition B. For example, if the cost per 
QALY-gained is AUD$40,000 for Treatment X and AUD$20,000 for Treat-
ment A, then Treatment A is to be preferred in that the community will get 
better health outcomes for spending on Treatment A to help Condition B, 
subject to the rule of rescue. I.e. utility instruments must be generic if they 
are to do their job. 

The concept of a disease-specific MAU is incompatible with this funda-
mental purpose of MAUs (equal comparison between different interven-
tions for different diseases) because it introduces bias into the measure-
ment – a point that was recognised 20 years ago (53). Disease-specific 
MAUs can only be used to compare treatments within a disease – but CUA 
is not needed to do this anyway; any disease-specific measure can do this 
and a cost-effectiveness analysis performed. Yet, there are calls in the lit-
erature for the use of disease-specific MAUs for economic evaluation (54, 
55). Additionally, once considered infeasible or invalid (56, 57), over the 
past 10 years there has been considerable research effort into developing 
crosswalks which map disease-specific or health measures onto MAUs (e.g. 
58, 59-62). Implicit in these crosswalks is the assumption that there is no 
need to collect original MAU data and that imputed data will suffice for 
CUA policy-level evidence. 

CONCLUSION
The original arguments for the development of PRO HRQoL/QoL instru-
ments have, in the past 10-15 years, been challenged. The justification for 
the development and use of HRQoL/QoL instruments was to capture the 
patient perspective alongside the clinical perspective, it was to enable 
cross-condition evaluation of different interventions, and economic cost 
utility evaluation providing evidence-based information for use in setting 
health priorities and policies. The pattern of publications over the past 20 
years suggests a paradigmatic shift in the purpose and operationalization 
of HRQoL research. Increasingly, new HRQoL/QoL instruments are justified 
on the grounds that they assess issues of concerns to clinicians as either 
part of the therapeutic alliance or that they provide disease-specific infor-
mation which can be used in evaluating alternative clinical interventions 
within a disease. The implication is that PROs are increasingly likely to be 
biased assessments of the patient perspective. Additionally, in the past 10 
years there has been a loss of interest in publishing new, generic instru-
ments for use at the policy level and a large research effort into imputing 
utility values from disease-specific or health function measures.

Kuhn (63) argued that changes in scientific paradigms occur slowly, almost 
invisibly, based on increasing malfunction of the current scientific para-
digm. If Kuhn’s model of scientific revolution is applied to the assessment 
of HRQoL/QoL, then we may be witnessing such an invisible revolution in 
which the very foundation axioms and purposes of HRQoL/QoL assess-
ment are undergoing a profound shift. This shift appears to be progres-
sively subverting the patient self-report whole-of-life generic perspective 
with a perspective in which PROs are framed by the clinical perspective. 
This is occurring at the same time as there appears to be a loss of interest in 
publishing improved direct utility measures and substituting such devel-
opments with imputed data that is mapped to instruments that are, in the 
main, 20 years old. In a paper discussing recent changes in the concepts of 
health and disease, Khushf (64) made the point that health concepts serve 
as demarcation lines between the core of medical science and socio-eco-
nomic forces outside medical science but which seek to shape medical 
science. It is possible the shifts observed in the literature and reported in 
this paper reflect a deep-seated defence of traditional medical science 
through aligning PROs with clinical interests and, de facto, disparaging 
policy-level evidence-based information (which may be perceived to have 
failed to deliver on its promises). Whether this is an accurate or even appro-



priate interpretation of the observed trends above is open to discussion. 
Equally, whether these shifts are leading to losses in the voice of patients 
and the quality of evidence at the policy level is a legitimate question for 
debate. Certainly it will be fully played out over the next decade. 
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PICTURE THIS: An elderly Italian woman is hospitalised for several days and 
refuses to eat or comply with treatment or take medicine as part of the 
care plan prescribed by her doctor. The patient is progressively deteriorat-
ing. Staff are at their wits’ end - they have run out of ideas and patience. 
The clinical team finally resort to a conference with the family members 
to say that the elderly woman is dying despite their perseverance to de-
liver best standards of care.  After going over the details of modes of care 
delivery, the family put ‘two and two’ together and work out the old lady 
is too proud to receive ‘things for free’ and that she has a personal culture 
of having always ‘paid her way’. The nursing staff proceed to make up false 
currency notes on the colour photo copier and slip them into the elderly 
patient’s purse. The next day when food and medicines arrive, she is told 
if she wants she can ‘pay’ and she does so now with a happier disposition. 
Suddenly she is ‘compliant’ and makes a quick recovery to the pleasure 
of staff and family concerned. I heard this story recently – it is a true story 
from a NSW hospital. It highlighted to me the need to understand patient 
perspectives and how we continue to treat the disease and not the person. 

This story also made me think, how much of what we do in health services 
research is from a policy, clinical, economic or academic perspective? To 
what extent do we consider the patient perspective not only in our deliv-
ery of care but in the way in which we evaluate care? Where have we come 
from? Where to from here?

In 2001 - coinciding with the birth of the HSRAANZ - the Institute of Medi-
cine (IOM) in the USA released the Crossing the Quality Chasm: A New 
Health System for the 21st Century. [1] This sentinel document laid down 
the dimensions of quality health care and was the first to clearly recognise 
the importance of ‘patient-centredness’ as a dimension in its own right.  In 
the last 10 years in Australia, we have witnessed a slow but growing recog-
nition of the importance of a ‘patient-focus’ in health care.  Depending on 
which type of service you are involved with, the rhetoric has included the 
need to strive for person-centred, patient-based, client-focussed, resident-
aligned or customer-orientated services. But when we examine our ap-
proaches to studying and improving health care services, how far have we 
really come in ten years towards including patient perspectives?

Work in this field actually started well before 2001 with the original re-
search conducted in 1993 by the Picker Institute in conjunction with the 
Harvard School of Medicine.  This research ultimately identified eight di-
mensions of patient-centred care which were originally documented in 
the book, Through the Patient’s Eyes: Understanding and Promoting Pa-
tient-Centered Care. [2]

These dimensions of patient-centredness are:
•	 respect for patients’ preferences and values 
•	 emotional support 
•	 physical comfort 
•	 information, communication and education 
•	 continuity and transition 
•	 coordination of care 
•	 the involvement of family and friends 
•	 access to care.

For the first time, this framework clearly defined the patient’s perspective 
and served as the foundation for the measuring patient experiences of 
health care. 

Just preceding the IOM report, Mead and Bower [3] (2000) proposed 5 
dimensions to person-centred health care including: bio-psycho-social 
perspective; patient as a person; sharing power and responsibility; thera-
peutic alliance; and doctor as a person. Similarly, Lutz and Bowers [4] in 
2000 described patient-focussed care as “a collaborative effort consisting 
of patients, patients’ families, friends, the doctors and other health profession-
als …”.

Have we been taking the same approach in the way in which we research 
health care services? To what extent have we investigated service user 
perspectives here in Australia? To what extent is the ‘patient perspective’ 
included in the identification and measurement of the outcomes of health 
care? We have some evidence from state-based and international surveys 
of patients. But to what extent do the expectations prior to a patient’s ex-
perience of health care align with their satisfaction after the fact? [5]

Interestingly, it is also about 10 years ago using health services research 
that we worked out that health administrators were most likely to accu-
rately estimate the service expectations of patients, while medical and 
nursing students were most likely to underestimate them.[6]

Yet we would be doing ourselves a disservice to solely relegate the need 
for understanding of patient perspectives to the business managers. Al-
though we know that a customer-focussed service is important for ser-
vice recovery, operational benefits[7] and market share, more recent 
research within health services indicates an important link between de-
livering patient-based care and clinical outcomes including decreases in 
mortality[8],[9], rates of hospital-acquired infection[10], surgical complica-
tions[11], improvements in patient functional status[10] and higher quality 
clinical care.[12] 

Patient perspectives
Karen Luxford, Director Patient Based Care, Clinical Excellence Commission



Gaining and understanding patient perspectives assumes that we will 
use these insights to drive improvement in our health care delivery. 
Increasingly, we are now turning to measuring care from the patient 
perspective in new ways, moving beyond patient surveys to real time 
feedback and patient reported outcome measures (PROMs). We are start-
ing to put more value on ‘n = 1’ through the inclusion of patient stories, 
family ‘health talk’ and narratives to compliment quantitative data. [13]  

Encouragingly we have also witnessed the emergence of a focus on di-
versity and a move away from the generic ‘patient’ view to considering 
cultural competence and investigating difference. Important bodies of 
work have emerged in indigenous health, understanding individuals 
from culturally and linguistically diverse communities and aged and 
community care settings. Indeed some of the seminal work in this field 
has come from mental health care.  

Not only do we need to study and analyse patient perspectives but we 
need to engage patients in our work and give them a voice at the table 
in determining research agendas and driving quality improvement. In 
Australia, we have a proud history of consumer engagement in policy 
arenas. We need to expand on the engagement in research develop-
ment that we have witnessed in clinical areas, such as oncology trials and 
health technology assessment, to a broader approach to engagement to 
ensure that our work remains relevant at the coal face. 

And if we don’t include these perspectives in our work, not only are we 
missing half the story but we will drive patients to seek alternative av-
enues, such as social media, to make their perspectives known.

As researchers in the health care services arena, we can lead a greater en-
gagement with individual patients and consumer organizations to gain 
their perspectives to better inform our directions. As we listen more care-
fully, new research questions will arise. Respecting different perspectives 
may lead us to new research methodologies. We have come a long way 
in 10 years – but we still have a way to go. 

The elderly Italian patient had a different perspective but it was her per-
spective as a patient. She didn’t ‘park it’ at the door when she entered 
health care. Our challenge is how do we include her perspective, her 
views, her needs in making health care all about the patient.
PS – I’m relying on you not to tell the Mint about the forgery story!
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Health services research (HSR) is a multi-disciplinary research activity with 
the objective of improving the health services that patients and consum-
ers receive. In the New Zealand context, Māori comprise a unique and sig-
nificant proportion of these consumers; unique because as the indigenous 
peoples of New Zealand and partners to the Treaty of Waitangi Māori are 
guaranteed a level of health status that is at least equivalent to that of 
non-Māori; and significant because for a myriad of reasons, as a population 
Māori fail to meet this level of health, experiencing on average “the poor-
est health status of any ethnic group in New Zealand (Ministry of Health 
2002).  

As health services researchers, concerned with applying the results of our 
research to effect improvements in health care financing and delivery, it is 
essential that we not only engage with Māori as research participants but 
also as research partners so that we may inform improvements that are 
both timely and appropriate.

In reflecting back over the ten years since the Association came into be-
ing, it is evident New Zealand has witnessed significant changes in Māori 
health research and Māori health services research more generally. The 
changes can be grouped according to three key themes: the growth in 
the number of “research active” Māori health providers and practitioners; 
an emergence of new sites of health research activity; and an increase in 
the number of Māori scholars at post graduate level trained in health, and 
health services, research. Each of these themes is discussed more fully be-
low.

THE GROWTH IN THE NUMBER OF “RESEARCH ACTIVE” MAORI HEALTH 
PROVIDES AND PRACTITIONERS
One of the most noticeable changes in our field of research has been the 
growing awareness of, and interest in research displayed by Māori health 
providers, clinicians and practitioners. Prior to the first Health Services Re-
search Conference in 1999 Māori heath service provision was in its infancy, 
Māori providers having emerged as health service provision entities in 
their own right after the health reforms of 1993 and 1997 (Boulton, 2005). 
Whereas in 1993 there were as few as 20 Māori health providers, by 2004 
this number had risen to some 240 (King, 2004). Few Māori health provid-
ers, if any, in those early years were routinely evaluating programmes or 
initiatives, undertaking research for service improvement, or using their 
own evidence-based research to justify the need for additional funding or 
the re-prioritisation of funding. 

By comparison, in 2011 many Māori health providers are conducting their 
own research and evaluation in order to validate their models of health 
care; ensure programmes and initiatives are meeting the needs of specific 
population groups; or answer questions of importance to their specific 
community; questions which may or may not be of national concern. The 
last ten years has seen the growth of Māori health practitioners and clini-
cians engaging in health services research activity on a localised scale in 
order to advance community concerns and address whānau (extended 
family), hapū (sub-tribe), iwi (tribe) or community-identified needs. While 
excellent examples of local-level health services research led by Māori 
providers for the benefit of their respective communities abound, few 
are ever published in academic journals and only rarely are results pub-
licised at academic conferences. For our Association, promoting the work 
of Māori providers, so that other indigenous services may learn from their 
experiences, is a real challenge. Māori providers have little in the way of 
discretionary income to allow staff to attend academic conferences and 
few have the time or need to write the results of their research up into 
academic articles. Other forums for knowledge sharing and engagement 
to promote the indigenous health services research activity occurring in 
our communities may be required in the future.

AN EMERGENCE OF NEW SITES OF RESEARCH ACTIVITY
As interest in research has grown amongst Māori health providers, and the 
potential benefits of research activity become clear, so too have we seen 
an increase in the range and variety of locations and institutions undertak-
ing health services research. Where once HSR may have been the preserve 
of the hospital-based clinician or University-based academic researcher, in 
2011 a myriad of institutions now engage in the activity of health services 
research, and particularly in Māori health services research. While the tra-
ditional sites of health service research activity remain, many Universities 
are now actively seeking to partner with Māori providers, Māori tribal au-
thorities and even marae (traditional gathering places) in order to develop 
health services research projects that are relevant and appropriate for 
Māori communities and Māori as a population group. Large scale, multi-
method, resource-intensive studies tend to remain concentrated within 
mainstream research centres within New Zealand universities, but other 
smaller studies can, and are, being conducted outside of the traditional 
academic setting.

An initial review of sites of HSR activity indicates that in addition to main-
stream university-based research, health services research is being con-
ducted by at least six additional types of organisations: University-based 
Māori Health Research Centres; Community-based Research Centres; 
NGOs/Māori Health and/or Social Service Providers; Independent Con-
sultants; Rūnanga (Tribal Authorities); and those which fall outside any of 
these categories (Other).

Health services research conducted by a university-based Māori health 
research centre is quite distinct from that undertaken by Pākehā- or non-
Māori-led research conducted within a university setting. Often-times the 
principles and values which underpin Māori health research centres within 
the mainstream setting derive from a kaupapa Māori philosophy or Māori 
worldview. The questions that are asked, the methods by which data is col-
lected, the analysis that is undertaken gives primacy to Māori worldviews 
and privileges Māori knowledge. Similarly, community-based research 
centres, those established under the auspices of tribal authorities and even 
to a degree, consultancies, will operate from a distinct, even idiosyncratic 
kaupapa Māori philosophy. Consequently, health services research in New 
Zealand is now more diverse and varied, benefitting from the inclusion of a 
different perspective, one that is firmly grounded with an indigenous epis-
temology. Harnessing this distinct perspective; building better collabora-
tions; and developing health services research projects which are capable 
of honouring both indigenous and non-indigenous views are important 
challenges for our membership as we move into the next ten year cycle. 
One means by which e can harness the growing interest in indigenous 
health services research is for our Association to attract new and emerging 
health services researchers. It is perhaps appropriate then to turn to the 
final theme: that of the growing Māori health research workforce.

Maori health, and health services research: ten 
years of growth Amohia Boulton, Senior Researcher, Whakauae  Research for Māori Health and Development
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CONCLUSION
Our Association has much of which it can be proud, as it looks back over 
the last ten years. The inaugural Health Services Research Conference held 
in 1999, included only a few papers on Aboriginal health, and little in the 
way of indigenous participation. Since these early beginnings conference 
committees for each biennial conference have made sure to advance and 
promote indigenous participation by, amongst other things encouraging 
the submission of papers on aspects of Aboriginal and Indigenous health; 
including Aboriginal and Indigenous panel sessions, themes and streams; 
and including appropriate cultural protocols according to conference lo-
cation. Now in 2011, in conjunction with an increase in the number of 
presentations being given by the indigenous presenters themselves, in-
digenous conference delegates will have the opportunity of a separate 
pre-conference satellite meeting to network and prepare for the confer-
ence.

As an Association we have made a number of advancements in support-
ing indigenous health services research and researchers. Building on the 
highly successful indigenous panel session at our 2009 conference, the 
Association has invited two indigenous health researchers to be co-opted 
onto the Executive Committee: Dr Amohia Boulton (Ngāti Ranginui, Ngai 
Te Rangi and Ngāti Pukenga) and Ms Kim O’Donnell (Malyangapa/Barkind-
ji, NSW). Their role is to advise and assist the Association to engage bet-
ter with indigenous health researchers and to create an Association that 
values and respects indigenous health researchers’ knowledge and skills. 
The Association has supported the development and adoption of a policy 
statement which outlines the Association’s guiding principles in respect 
of indigenous health services research and sets the Terms of Reference 
for the Indigenous Health Services Research Interest Group (IHSRIG). This 
document, and more information about the IHSRIG, can be found on the 
association website: http://www.hsraanz.org/Files/Indig%20Group%20
Tof%20Ref%20final%20.pdf

Reflecting back on the last ten years and indeed, the “first” ten years of this 
Associations’ existence, we cannot afford to sit on the laurels of our suc-
cess, simply because we cannot afford to ignore the significant inequali-
ties between indigenous and non-indigenous peoples in our respective 
countries that were alluded to at the outset of this paper. However, it is 
appropriate to take the time to consider where we have come from and in 
that moment reflect on the hard work, determination and effort of those 
who have brought our Association to where it is today. We have made 
great gains in our first ten years; our on-going challenge is to do so again. 
“I climb to the summit of my mountain, to see the lands of my ancestors” 
Piki atu au ki te  taumata o tōku maunga, ka kite au i te mana, i te ihi o te 
whenua nei nō ōku tīpuna [7].

Amohia Boulton, Senior Researcher, Whakauae  Research for Māori Health and Development

INCREASE IN GRADUATE SCHOLARS,  DOCTORATES AND POSTDOCS
Since the 1990s there has been a significant effort made on the part of 
universities and tertiary institutions to improve the numbers of Māori stu-
dents moving into postgraduate study and, by extension, to increase the 
number of doctoral and postdoctoral completions. According to Middle-
ton & McKinley (2009) the number of Māori doctoral students enrolled in 
New Zealand universities has increased dramatically from 77 in 1994 to 
275 in 2005. A number of universities have employed specific strategies to 
increase Māori postgraduate student numbers. Massey University for ex-
ample, set a goal of having 25 Māori students’ complete doctoral degrees 
in ten years. A recent article indicates that since the inception, in 2002, of 
the Te Amorangi National Māori Academic Excellence Awards (an annual 
event that acknowledges Māori PhD graduates across the country), some 
239 Māori PhD graduates have received this award (Te Puni Kōkiri, 2011). 

Of course not all of these graduates completed degrees in fields tradition-
ally associated with health services research. It would be a complex exer-
cise, given current reporting mechanisms, to accurately gauge the exact 
number of graduates working in a health services research-related field. 
However we do know from Health Research Council of New Zealand data 
that in Maori health, some 26 Master’s scholarships, 28 doctoral scholar-
ships, and 30 postdoctoral scholarships have been awarded since 2000. 
This cohort of almost 90 indigenous emerging health researchers repre-
sents a significant contribution to the health research workforce. Impor-
tantly, given the skills and experience of the Māori able to supervise at PhD 
and postdoc level, and the types of research that Māori generally gravitate 
towards, it is likely that the majority of these students have undertaken 
their research in a health services or a closely aligned field. Ensuring these 
new and emerging graduates are not lost to either health services research 
or to health research more broadly is another key challenge of the sector 
and one which our Association is currently actively working on through 
initiatives such as the ERGO group and scholar ships to assist PhD students 
attend our biennial conference.

[1] Boulton A. (2005) Provision at the Interface: The Māori Mental Health Contracting Experi-

ence, Unpublished PhD Thesis, Massey University, Palmerston North

[2] Grace P, & Grace W. (2003) Earth, sea, sky: images and Maori proverbs from the natural 

world of Aotearoa New Zealand. Huia Publishers. Wellington

[3] King, A. (2004) Implementing the New Zealand Health Strategy 2004, Ministry of Health, 

Wellington.

[4] Te Puni Kōkiri. (2011) Kōkiri, Waikato: Te Amorangi National Māori Academic Excellence 

Awards Dinner. http://www.tpk.govt.nz/en/in-print/kokiri/kokiri-23-2011/waikatote-amorangi-

national-Māori-academic-excellence-awards-dinner/ (accessed 27 September 2011)

[5] Middleton S & McKinley E (2009) “The Gown and the Korowai: Māori doctoral students and 

the spatial organisation of academic knowledge http://researchcommons.waikato.ac.nz/bit-

stream/10289/3664/1/The%20gown%20and%20the%20korowai.pdf (accessed 27 September 

2011)

[6] Māori health and language talks at PhD symposium. http://www.massey.ac.nz/massey/

about-massey/news/article.cfm?mnarticle_uuid=9D23E1AF-E1E5-955B-0DAF-CB678F6DA9C2 

(accessed 27 September 2011)
[7] ‘Earth, Sea, Sky: Images and Māori proverbs from the natural world of Aotearoa New Zea-
land’ Patricia and Waiariki Grace (2003).

Disclaimer: This list is by no means exhaustive. The list is derived from an analysis of research host 
institutions in receipt of Māori Health funding from the HRC in the last five years.
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•	 Katoa Ltd
•	 Tumana Research Services
•	 Maori And Indigenous Analysis Ltd (MAIA)
•	 The Cardiac Clinic

•	 Te Runanga o Ngati Awa
•	 Te Runanga o Te Rarawa

Type Currently Active Research Organisations

University-based
Maori Health
Research Centre

Community-based
Research Centre

NGO/Maori Health
and/or Social
Service Provider

Consultancy/Comp
any / Independent

Runanga (Tribal
Authority)

Other

•	 Whakauae Research for Maori Health and Development 
•	 Te Atawhai o Te Ao

•	 Te Runanga o Kirikiriroa
•	 Tu Tama Wahine
•	 Ngati Porou Hauora
•	 Hokianga Health
•	 Hapai Te Hauora Tapui
•	 Ngati Awa Health Services Trust
•	 Te Kohao Health Limited
•	 Kimi Hauora  Wairau (Marlborough PHO Trust)
•	 Te Rapuora Mirmiri Waewae

•	 Maori Women’s Welfare League
•	 Amokura Family Violence Prevention Consortium

Table 1: Sites of Māori Health and Health Services Research Activity

•	 Te Ropu Rangahau a Eru Pomare, University of Otago, Wellington
•	 Research Centre for Maori Health and Development (RCMHD, Massey 

University, Palmerston North)
•	 Te Wananga o Aoteroa
•	 Tomaiora Maori Health Research Centre, University of Auckland
•	 Taupua Waiora, Auckland University of Technology
•	 Whariki, Massey University, Auckland
•	 Te Kupenga Hauora Maori, University of Auckland
•	 Maori/Indigenous Health Institute (MIHI), University of Otago,       

Christchurch

“Rata Marae,
Ngāti Hauiti, Rangitikei”



Over the last two decades discrete choice experiments (DCEs) have be-
come a popular tool in health services research for eliciting patient and 
community preferences for non-clinical outcomes of health care that are 
not routinely investigated in clinical studies. Examples include the value 
that the community places on access to services, travel and waiting times 
or choice of provider. In patient populations DCEs are useful for under-
standing trade-offs that patients might make between the usual direct 
clinical outcomes of treatment and other aspects of treatment such as 
side-effects, convenience and invasiveness. Understanding consumer 
preferences for non-clinical aspects of care allows these aspects to be in-
cluded in any evaluation of a health service.  

Early Australian studies that applied DCEs in the area of health services re-
search included the evaluation of immunisation programs, screening pro-
grams, and genetic testing. Many early DCEs in Australia focussed on com-
munity preferences for health services.  In the last 5 years there has been 
growing interest in using DCEs to gauge patient preferences for assessing 
value patients place on non-clinical aspects of treatment. Examples in-
clude patient preferences for asthma treatment, cancer treatment, screen-
ing services and access to primary care services. There are fewer published 
DCE studies from New Zealand. However recent work includes DCEs to 
explore patient and community preferences for public and private surgery 
services and community attitudes to pre-birth genetic testing.

Health services research in Australia and New Zealand has mainly focussed 
on the application of DCEs to answer empirical questions about health 
and related outcomes. However there has been an increasing contribution 
from Australian and New Zealand researchers, including those in health 
services research, to new methodological developments and applications 
in choice experiments. A number of early DCE reviews and methodologi-
cal papers in health service research came out of Australia. More recently 
health service research has been at the cutting edge of the application 
of new methods in the design and analysis of DCEs and related choice 
experiments. 

The Choice Task
In a discrete choice experiment, the respondent completes a series of hy-
pothetical choice tasks. In each task the respondent is shown a scenario 
with two or more alternatives, each described by levels of a set of relevant 
attributes and asked to choose his/her preferred option. The levels of the 
attributes across alternatives and choice sets are systematically varied by 
the design of the experiment. 

Many DCEs involve choosing between two or more generic products or 
services each described by levels of a common set of attributes. However 
the choice set could also include an “opt out” or status quo option, for ex-
ample choosing whether or not to undergo a genetic test as described 
in the choice scenario. It is also possible to label the options in terms of 
a named service or treatment, for example private or public hospital. La-
belled options allow respondents to express their prior preferences for or 
against a particular service, over and above the included attributes that 
describe that service. 

Choice of attributes
Recent methodological work has focussed on the importance of the selec-
tion of attributes included in a DCE. The numbers of attributes, the range 
of levels and the framing of the descriptions of attributes and levels can all 
have an effect on the respondent’s choices. Existing studies have selected 
candidate attributes based on literature reviews, focus groups, and inter-
views with clinical experts. In the last 5 years there has been an increasing 
emphasis on the role of formal qualitative work in selecting attributes and 

framing the description of levels. There is as yet no consensus on what 
qualitative approaches are best for selecting an optimal set of attributes.
 
The cognitive burden placed on respondents is also a consideration when 
finalising the set of attributes. The researcher may need to reach a com-
promise between a comprehensive set of attributes and minimising re-
spondent burden.

Constructing the choice sets
Once the set of attributes and levels has been decided upon the ques-
tion becomes how to create choice sets so that all effects of interest are 
identified.  Perhaps one solution is to use all the combinations of attribute 
levels in the complete factorial and insist that each appear in at least one 
choice set. However for experiments that include a large numbers of attri-
butes and levels the number of choice sets of reasonable size (say at most 
4 options) required to do this is just too large and so the treatment com-
binations in a fractional factorial design need to be used to construct the 
choice sets. In the 1990s many of the DCEs in health research used strate-
gies to construct choice sets from fractional designs that have since been 
demonstrated to be inadequate for identification of the effects of interest.  
Since then there have been significant advances in the formal theory and 
methods for selecting the right design fraction and creating choice sets to 
allow the efficient estimation of all effects of interest. 

One approach developed by Street & Burgess (2007) is to create choice 
sets from a fractional factorial design where the effects of interest are or-
thogonal (uncorrelated) to each other and therefore estimable. A starting 
design that can estimate the effects of interest is selected from a design 
catalogue. The starting design forms the first option in the choice sets 
and other options in each choice set are then generated by systematically 
shifting the attribute levels of the starting design. The matrix properties 
of the final choice sets are analysed to gauge the efficiency of the design. 
The usual measure of efficiency is the D-efficiency, where the generalised 
variance of the parameter estimates is minimised. For competing designs 
the one with the greatest efficiency is generally chosen. 

Other approaches use computer search algorithms to construct efficient 
designs. Recent strategies include Bayesian approaches which relax the 
design requirement of orthogonality of effects and instead use the dis-
tribution of prior parameter estimates in constructing an efficient design. 
Constructing efficient Bayesian designs can be very computer intensive 
and to date there are few examples of the use of Bayesian DCE designs in 
health services research. 

Current research is underway on the empirical comparison of designs 
constructed using the different strategies and their relative performance 
under different model specifications.

Analysis of DCEs
Discrete choice models are used to analyse respondents’ choices and the 
model coefficients indicate the relative utility of attribute levels. The mul-
tinomial logit (MNL) model is the starting point for exploring the speci-
fication of models to estimate utility weights. However the MNL model 
has well-known limitations for modelling consumer choice behaviour. The 
MNL model cannot account for heterogeneity in consumers’ choices nor 
capture variable substitution patterns between more or less similar prod-
ucts. Both these aspects of choice behaviour are of empirical and theoreti-
cal interest in modelling preferences. 

Choice experiments in health 
services research Stephanie Knox, Research Fellow, Centre for Health Economics 

Research and Evaluation, University of Technology



There are now a large number of models that can be estimated to ac-
count for heterogeneity and flexible substitution patterns. These include 
latent class models, random parameter models and multinomial probit 
models. Of these models, the random parameters or mixed logit model 
proposed by McFadden & Train (2000) has become one of the most widely 
used models for analysing DCEs. The mixed logit models the distribution 
of individual taste heterogeneity, estimating the mean preference and the 
standard deviation of individual preferences for attribute levels specified 
as random. Flexible substitution patterns can be captured by allowing cor-
relation across random parameters.

There has been a recent debate, however on whether respondent hetero-
geneity is due to individual differences in taste or whether the observed 
heterogeneity is better explained as individual differences in the variance 
of the error term, known as scale heterogeneity. 

A very recent model, the generalised multinomial logit (GMNL) model was 
developed by Fiebig et al (2010) to identify both forms of heterogeneity 
so that residual taste heterogeneity can be estimated after accounting for 
heterogeneity in the scale of the error term. The first application of the 
GMNL model in health services research was forecasting the uptake of 
new contraceptive products in Australia.

FUTURE DIRECTIONS
Best-Worst Attribute Task
A relatively new variant of choice experiment the Best-Worst Scaling (BWS) 
task has recently been gaining popularity in health services research. In 
a BWS task the respondent is shown a single profile of a product or ser-
vice described by levels of relevant attributes. The respondent is asked to 
choose the best feature (attribute level) of the described profile and then 
the worst feature of the profile. So instead of choosing between options 
as in a standard DCE, the respondents indicates what they most like and 
dislike of a proffered treatment or service.

The BWS task has been shown to be less cognitively demanding than 
choosing between complete profiles. The BWS task has an added ad-
vantage of allowing all levels across all attributes in an experiment to be 
ranked relative to each other on a common scale of best to worst. This is 
achieved by setting a single level of one attribute only as the base case 
and then coefficients are estimated for all the other levels of all attributes. 
This is in contrast to a standard DCE the where the base case contains 
an omitted level for every attribute which are each normalised to zero. 
Therefore the BWS can provide some information on the relative ranking 
of complete attributes (not just levels within attributes) which is not avail-
able in standard discrete choice experiments.

One shortcoming of the BWS is that it does not involve the respondent 
making choices that trade off preferred attribute levels.  Current research 
on BWS tasks in the area of health services research in Australia includes 
constructing optimal designs for BWS tasks.

QALY weights. 
Quality adjusted life years (QALYs) are used in economic evaluation as a 
summary measure of survival and quality of life. One early rationale for 
using DCEs in health economics was to incorporate other dimensions of 
health care into economic evaluation that was not captured by QALYs. Re-
cent research however, has returned to the DCE as a method to estimate 
(QALY) weights for valuing health states. Although still at the exploratory 

stage this approach to estimating QALY weights has been demonstrated 
to be feasible and may have advantage of being less cognitively demand-
ing than the usual QALY evaluation methods of time trade-off or standard 
gamble. 

RCTs
There are recent examples of DCEs used in randomised control trials to 
understand the value patients place on the process of care, such as travel 
time and convenience. There have been some concerns expressed about 
the extra burden placed on patients undertaking DCEs in trials. However 
patient groups have shown themselves willing to participate and a DCE 
performed during a trial increases the validity of estimated preferences 
and can improve the evaluation of the study.

On-line administration
Currently most DCEs in health are conducted in face to face interview and 
for patient populations this may be the best approach. For community 
samples however, on-line administration has shown to be feasible, with 
advantages in terms of cost and ease of administration. There are some 
questions about the generalisability of results from on-line samples. Nev-
ertheless with an increasingly computer-literate population the future 
may see more DCEs conducted on-line. 

Summary
Interest in using choice experiments in health services research in Australia 
and New Zealand continues to grow. The last decade has seen many de-
velopments in the theory and method of designing, conducting and ana-
lysing choice experiments. For the researcher undertaking a choice experi-
ment today, there is more theoretical and empirical research available on 
methods of design and analysis, which has clarified some aspects of best 
practice in conducting choice experiments. There is however, also greater 
awareness of the uncertainties and limitations of conducting choice ex-
periments. When conducting choice experiments careful planning is now 
expected for each of the key stages of the choice experiments; setting the 
context, attribute development, design, administration and analysis. When 
publishing a choice experiments study, the authors need to provide clear 
details on the approach to each of these key stages. Over the last decade 
the bar has been raised for executing a good choice experiment and re-
searchers need to carefully design and conduct their choice experiments 
in a way that clears this bar. 
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The past 10 years have seen huge growth in two basic raw materials for 
health services research in Australia: (i) administrative data that can be 
linked together for individuals across services and over time; and (ii) pop-
ulation-based cohort (panel) studies that collect detailed individual data 
on factors that drive the use and outcomes of health services, including 
socioeconomic status and health behaviours.  Researchers have made use 
of these new resources, in increasingly sophisticated ways, to evaluate 
and model the outcomes of health policies and models of service provi-
sion. But their effective use has been limited by a prevailing project-based, 
“cottage industry” approach to health services research, compounded by 
research workforce shortages in biostatistics and health economics, and 
by frustrating bottlenecks in processes for access to data. Recent invest-
ments in relevant research infrastructure—in technologies, policies and 
people—have the potential to deliver an (industrial) revolution in large-
scale, data-intensive health services research in the decade to come.

LINKED ADMINISTRATIVE DATA: 10 YEARS ON
Australia has one of the most comprehensive collections of population-
based administrative data in the world, capturing complete information 
about use of services including those funded through Medicare (Medi-
cal Benefits Schedule [MBS] and Pharmaceutical Benefits Scheme [PBS]), 
public and private hospital services and community-based and residen-
tial aged care.  These are supplemented by other data that are routinely 
collected by government agencies, including vital statistics and disease 
registers (birth registrations, death registrations, mortality data, cancer 
registries, communicable diseases), adverse incident reporting systems 
and surveys of patient satisfaction. Over many decades, these routinely 
collected data have underpinned the measurement of population health 
status and health system performance by government agencies including 
the Department of Health and Ageing, state government health depart-
ments, and the Australian Institute of Health and Welfare (AIHW). 

Such uses traditionally have involved calculation of age-standardised rates 
using population denominators derived from the five-yearly Australian 
Census, often without consideration of the likelihood that single individu-
als will contribute multiple events. Although most routinely collected data 
contain complete or partial personal identifiers, presenting the potential 
to link records for individuals together across datasets and over time, 
person-based longitudinal analyses have been only rarely used in routine 
reporting. Up until the mid-1990s, this was attributable to factors includ-
ing privacy concerns, fragmented regimes for data governance, technical 
challenges in linking very large data sets and methodological inertia.

But from 1995, the landscape changed with the establishment of routine, 
systematic linkage of administrative health datasets through the Western 
Australian Data Linkage System (WADLS). WADLS implemented a privacy-
preserving (or ‘best practice’)[1] system of data linkage whereby the per-
sonal identifiers (name, address etc.) used for linkage were split off from 
the rest of the health record for the processes of linkage, and research-
ers were supplied only with de-identified health records. Neither staff in-
volved in data linkage, nor researchers, ever have access to both personal 
identifiers and health details for individuals. Data linked through WADLS 
supported burgeoning numbers of research projects through the late 
1990s, culminating in more than 700 research outputs by the year 2003[2].

Despite the successes of WADLS, data linkage work in other Australian 
states took off only slowly. It was largely limited to development of in-
novative technical approaches to linkage[3] and to supporting discrete 
research projects (e.g.[4],[5]) until 2006, when the Centre for Health Re-
cord Linkage (CHeReL) was established to link health-related data for New 
South Wales and the Australian Capital Territory.

Things snowballed from there. In the same year, the Australian Govern-
ment, through its National Collaborative Research Infrastructure Strategy 
(NCRIS), allocated $20M in funding for population health data linkage. Fol-
lowing a consultative process to develop an investment plan for the NCRIS 
funds plus an additional $32M in cash and in-kind contributions from state 
governments, the Population Health Research Network (PHRN) was set up 
in 2009. This has a mission of expanding health data linkage in Australia. 
The establishment of the Centre for Data Linkage (CDL) at Curtin Universi-
ty, SA/NT DataLink, Health LinQ (Queensland) and Victorian Data Linkages 
(VDL) followed in short order. 

In 2011, the Sax Institute launched the PHRN Secure Unified Research En-
vironment (SURE) remote access data laboratory for the analysis of linked 
health data. The Australian Government has signalled that its linked data 
(including MBS, PBS and aged care data) will generally only be available to 
researchers through such secure remote access facilities, or on-site data 
laboratories. In the same year, a Cross- Portfolio Data Integration Commit-
tee was established to provide leadership regarding the use of Common-
wealth data assets in data integration projects for statistical and research 
purposes[6]. And again in 2011, the Australian Government allocated ad-
ditional funding of $10M from the Education Investment Fund (EIF) Super 
Science Initiative to further development of PHRN-related infrastructure, 
including building data linkage capability in the AIHW. 

Australia now has excellent, though still emerging, infrastructure for re-
search using linked administrative data.  

COHORT STUDIES: 10 YEARS ON
Longitudinal studies are needed to understand the complex factors that 
drive trajectories of health and wellbeing throughout the lifecourse. They 
provide the best evidence regarding the key determinants of health and 
how these interact, about potential points for intervention to improve 
life trajectories, and for assessing the impact of interventions, services 
and programs.  Although linked administrative data facilitate longitudinal 
analyses for entire populations, in general these data contain only very lim-
ited information about key determinants including socioeconomic status 
and health behaviours, and key outcomes including mental health status, 
functional status and wellbeing. This is where high-quality cohort studies 
can contribute.

Australia has an impressive collection of such studies[7]. These have made 
critical research contributions including demonstrating the role of sleep-
ing position in Sudden Infant Death Syndrome (SIDS)[8] and the link be-
tween using inhaled steroids and developing cataracts[9].  Key Australian 
cohort studies include the Busselton Study (established in 1966), the Dub-
bo Study (1988), the Tasmanian Infant Health Study (1988), the Melbourne 
Collaborative Cohort Study (1990), the Blue Mountains Eye Study (1992), 
the Australian Longitudinal Study of Ageing (1992) and the Australian Lon-
gitudinal Study on Women’s Health (1995). 

10 years on: using data linkage 
and cohort studies for health 
Louisa Jorm, Foundation Professor of Population Health, School of Medicine, University of Western Sydney
Principal Scientist, the Sax Institute



Most of these longstanding cohorts have continued to collect data, 
through active follow-up and/or data linkage, and to yield substantial re-
search outputs, in the decade since 2000. The same period has seen the 
establishment of important new cohorts, including the Longitudinal Study 
of Australian Children (2004) and the 45 and Up Study (2006). The 45 and 
Up Study is Australia’s largest cohort study to date, with more than 265,000 
participants aged 45 years and over, and incorporating extensive linkages 
with routinely collected data. The last 10 years has also seen the initiation 
of significant Aboriginal child cohorts including Footprints in Time - the 
Longitudinal Study of Indigenous Children (2008) and the Study of Envi-
ronment on Aboriginal Resilience and Child Health (SEARCH, 2008). 

Australia’s cohort studies are managed by diverse entities, mainly universi-
ties or independent research institutes, and have a wide variety of access 
models. In general, they have grown out of a tradition of grant-funded 
investigator-initiated research and have been used primarily for ‘risk fac-
tor’ or aetiologic epidemiological studies. Their potential to support health 
services research has not been fully realised, even though most of the 
more recently established cohorts have sought participant consent for 
linkage with administrative data.  This value has been well-demonstrated, 
though, for example through recent outputs from the Australian Longi-
tudinal Study on Women’s Health that used linked MBS data to evaluate 
policy change[10]and from the 45 and Up Study that used linked data to 
investigate models of service provision in community care[11].

Currently many large Australian cohort studies rely on short-term project 
funding to support their maintenance, follow-up and tracking activities, 
challenging their long-term sustainability. They are ripe to benefit from the 
sort of systematic investment in infrastructure that has so strengthened 
the data linkage landscape. 

THE NEXT 10 YEARS
Australia is poised to consolidate its position as an international leader in 
health services research using linked administrative data. The scope and 
population coverage of our existing data resources supports research to 
explore health differentials, geographic and spatial aspects of health, and 
the effectiveness of health services, that is not possible anywhere else in 
the world. 

If we can capitalise on current potential and developments, the next 10 
years will see a dramatic increase in our large-scale data resources for 
health services research. Existing routine linkages will expand to incorpo-
rate ongoing linkages with: (i) a wider range of administrative data, includ-
ing data relating to community-based and residential aged care services, 
education, child protection, crime and forensics; (ii) key population cohort 
studies; (iii) stand-alone registers relating to disease, treatments and devic-
es; (iv) data from clinical trials; and (v) data from emerging systems for elec-
tronic health records. Research using these expanded data resources will 
inform the reconfiguration of human services towards a person-centred, 
lifecourse, approach, and will drive action to reduce the use of harmful 
or ineffective treatments, and to redirect resources towards cost-effective 
options. 

Ensuring that we achieve this potential will require continuing investment 
in three areas: technologies, policies and people.

Technological advances have delivered new methods to protect privacy 
and improve data security, but also new data mining methods that can 
be used to defeat existing privacy preservation measures. Over the next 
10 years, significant additional investment will be required to up-scale 
SURE and similar secure analysis facilities to meet growing demands from 
a broader group of researchers. We will need more investment in systems 
for the secure storage, management, transfer and archiving of data, and 
for performing data linkage. New technologies will also potentially assist 
in supporting the efficient ongoing operation of cohort studies and regis-
ters, including shared, secure infrastructure for cohort recruitment, main-
tenance and tracking. These systems will be able to make good use of the 
forthcoming National Broadband Network.

Health services research using administrative data will not happen with-
out good governance, a robust policy framework, and strong community 
support. Incorporation of data from cohort studies, registers and clinical 
trials into routine data linkage will require the development of new mech-
anisms to govern and manage these data as an open-access resource 
while still maintaining appropriate arrangements with regard to intellec-
tual property[6].

Finally, data-intensive health services research is highly dependent upon 
capabilities in biostatistics and health economics, both of which are cur-
rent areas of workforce shortage in Australia.  We urgently need good 
models for building workforce capabilities in these areas, in the face of 
strong demand from other workforce sectors that are crying out for quan-
titative and computational expertise.

According to the Australian Productivity Commission “There is a case for 
maximising the benefits that the community achieves from the data it has 
paid for. More extensive research and analysis of these data collections 
could deliver significant improvements in the efficiency and effectiveness 
of health care”[12].  HSRAANZ members can help to make this happen 
over the coming 10 years.
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This publication demonstrates that health services research is now well 
established in Australia and New Zealand; and that the last ten years have 
seen substantial progress across a range of issues and methodological de-
velopments. Nonetheless its base is a toehold rather than a secure posi-
tion. For example, of the 756 research projects funded by the NHMRC in 
Australia in 2010, only 24 were health services research . Identifying health 
services research in New Zealand is more difficult, but an even lower pro-
portion of health services research projects is likely there. Many research-
ers in this field struggle with short-term employment contracts, and even 
senior researchers leading complex research programs and responsible 
for varied educational programs are expected to bring in their own sala-
ries. Research centres in Australia and New Zealand have been crucial in 
developing new researchers, in supporting a range of professional activi-
ties – including this Association – and in building research infrastructure 
through data and methods development. But the centres also rest on a 
vulnerable funding base, reliant on the vagaries of competitive funding 
largely from the NHMRC in Australia and the HRC in New Zealand. In both 
countries, it has proven difficult to build and maintain focussed research 
programs around relevant policy issues. Researchers and centres depend 
for their survival on successful grant raising, and this comes at the expense 
of long term research priorities.  Health expenditure in Australia has now 
exceeded $120b per annum; it represents almost 10% of our economic 
activity and employs 1 in 9 Australian workers. It is staggering that only 3% 
of projects, the preeminent funding scheme of NHMRC, are committed to 
improving how that much expenditure is allocated.

There are numerous definitions of health services research; generally the 
field is considered to encompass the effectiveness, efficiency and equity of 
service delivery; it can focus on organisation and management, financing, 
workforce, utilisation and evaluation; it will include health services delivery 
and health system development. Both the NHMRC and the HRC require 
applications to be assessed against significance, defined as the extent to 
which the proposed research will directly lead to improved health out-
comes. As a result of this narrow frame of reference, successful applica-
tions are much more likely to be focussed on improvements in service 
delivery at the clinical interface.   Contributions to how the health system 
is financed and organised, the inherent incentives in that, and the evalu-
ation of system level policy are often overlooked. Yet this focus on health 
systems research is also crucial. According to WHO, this broader level and 
focus of research is “the brains of the health system” . WHO has called for 
major investment in developing capacity to develop and evaluate health 
system policy, simply because more return will be realised from strength-
ening health systems through research and evaluation than higher in-
vestment in the discovery and development of new interventions. Each 
country should have earmarked funding, and focussed organisations for 
learning from health system development.

There are plenty of challenges facing our health systems. Societies and 
governments are concerned about the increasing cost of health care and 
the extent to which these costs will be considered affordable in the fu-
ture. Ageing populations will require better co-ordination between health 
services and aged care, while significant inequalities in health and access 

to health services must continue to be a key focus of attention.  There are 
rapid developments in new technologies which will bring additional costs 
to adopt. According to the Productivity Commission, recent ‘technological 
advances’  have been responsible for over one-third of recent increases in 
our health care spending, more than twice the contribution of population 
ageing; so determining whether all new technologies provide value-for-
money will become more pressing . There have been rising out-of-pocket 
payments, increasing the potential burden on patients and the chance 
that they will skip treatment due to cost. The way we pay for our health 
care was designed when hospitals, medical services and pharmaceuticals 
were separate and distinctly different elements of care; now more flexible 
funding approaches and new ways of delivering services are required to 
ensure better co-ordination of these and other services. 

Health services and health systems research has already demonstrated its 
worth in contributing to health policy design.  In Australia, a key compo-
nent of current reform is the move to activity-based funding for public 
hospitals. The base work on the development of case-mix classification 
commenced in the 1980s, initiated by academic researchers, then given 
great impetus by sustained and continued funding for development 
under the Medicare Agreements . The National Co-ordinated Care Trials 
demonstrated the difficulties in imposing flexible funding and care co-
ordinators at the primary care level onto the existing inflexible and unco-
ordinated system. The adoption of the requirement for economic evalua-
tion by the PBAC was only possible because of preceding developments 
in the methods, including developments in quality of life. In New Zealand, 
health services researchers have demonstrated the impact of adverse 
events in hospitals, leading to a number of new activities aimed at reduc-
ing harm. They have shown the complexities involved in contracting for 
services, including contracting in indigenous health , in priority setting for 
elective services , in reforming the funding and delivery of primary health 
care services, and, as in Australia, better integrating care .

So why is health policy research a virtual desert in our countries, as de-
scribed by the editor of the Medical Journal of Australia?  Even the best, 
high quality, timely-focused research may not influence policy. There are 
many influences on policy and policy making:  Sax listed political factors, 
and the drive to win elections; the philosophy of the political party; pres-
sure groups; the influence of mass media; the prevailing climate of social 
opinion; history – and existing policies; feasibility of implementation; and 
information, including but not limited to research evidence. According to 
Roos, “policy relevant health care research almost inevitably arouses dif-
ferences of opinion in which ideology, commonly held myths, and self-
interest all play significant parts” . And why is health services and systems 
research only relevant when directed by policy makers? Innvaer found that 
while high quality research was nominated as important by decision mak-
ers, equally important was that the research recommendations confirmed 
the current policy direction. Surely this underpins the recommendation for 
academic independence in this field of research, as recognized by WHO.

It is not as though the need for this research has gone unidentified. In 
1986, the Kerr White Review of health and medical research funding        
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recommended the establishment of a national centre for Technology and 
Health Services Assessment. A subsequent review almost ten years later 
commented that “Health services and health systems research is not well 
funded in Australia” and recommended earmarked funding . The Grant 
Review in 2004 criticised the delay in implementing Wills’ recommenda-
tions for the establishment of 5-7 centres with $10m per annum in popu-
lation health and health systems research. However, in 2004 the NHMRC 
established Health Services Research Program Grants, not anything near 
Centre funding, but a means to support a longer-term research program 
around a broad topic. But these were discontinued after three rounds of 
applications. In 2008, the NHMRC introduced partnership project grants 
and capacity building grants in public health and health services research 
(now discontinued). Partnership projects have continued so far, but with a 
str ong emphasis on service delivery: “NHMRC Partnership Projects should 
focus on the design and uptake, at the population or community level, 
of interventions which are known to be effective at the individual level.” 
Nothing that deals with financing, incentives, measuring system perfor-
mance. The idea of independent Centres does seem to have been lost, 
with the original Wills-Grant recommendation having been transformed 
into Partnership Centres. These were to be introduced in 2008, but have 
been withdrawn and subject to further consultation several times. How-
ever, the current information available states there will be a further an-
nouncement late in 2011. In New Zealand, little attention has been paid to 
health services research funding and policy; a separate health and disabil-
ity services management portfolio existed for a while with the HRC, with 
limited funding available, but even this no longer exists and the emphasis 
now appears to be moving towards more clinical research. As the role of 
indigenous providers also grows in New Zealand, new research funding is 
also needed to better understand their roles and effectiveness.

New Zealand has already been through major health system reforms and 
re-organisations over the past twenty-five years and significant reforms are 
continuing particularly in primary health care. Australia is just now em-
barking on an ambitious reorganisation of its health service delivery. How 
can either country assure good stewardship of its investment in its health 
systems, how can it develop evidence-based policy, and how can it learn 
and correct policy settings without a much greater investment in learning 
about health systems? As the WHO has already urged, ‘now is the time’.
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