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About this literature and practice review
This is a review of literature and practice that relate to using patient experience and consumer
evidence to drive improved health outcomes. The focus is on qualitative, narrative methods of
inviting and analysing consumer experience data – put simply, personal stories. The review’s
purpose is to describe and evaluate approaches and existing learning that will inform the Consumers
Health Forum of Australia’s Real People, Real Data project. This project will develop tools and a
method for gathering and analysing consumers’ accounts of their health, healthcare and health
outcomes. These tools will be trialled in cooperation with health services, health policy makers and
consumers. The aim is that these tools will be used by diverse organisations with an interest in
health matters, assisting them to take qualitative data about consumer experience into greater
account in their decision-making, planning and evaluation.
Specifically, this review informs the way in which the Real People, Real Data project will approach its
task of developing frameworks to a) gather consumer-generated information about health
experiences (with a focus on consumer narratives/ stories) and b) analyse this data so that it delivers
evidence that is relevant to policy and service delivery questions. The review identifies parameters
and possibilities that the literature and examples of good practice present for this project.
The paper reviews, in turn:


Rationales for gathering and analysing information about consumer experiences of health,
healthcare and health outcomes.



Various methods for gathering and analysing information about these experiences. This
includes an overview of Australian and international approaches to collecting consumer
experience data. As this overview demonstrates, this information is most commonly
collected through quantitative survey methodologies rather than narrative or qualitative
approaches.



The paper sets out the value that narrative data can add to strategic health decisionmaking; and



Identifies innovative methods for inviting and using narratives of experience to drive quality
improvement, service reform and policy change. Methods developed within and beyond
health services are discussed. Examples are drawn from policy advocacy, qualitative
research and applied research approaches, and business efficiency analysis methods among
others.



Analysis of these examples suggests some parameters and preferred approaches for this
project.
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The paper also identifies:


Common aspects of innovative approaches to collecting narrative and qualitative consumer
experience data, and issues that can arise for interview-based methods.



Factors that Australian longitudinal studies identify as important in determining health
outcomes and shaping patient life journeys.



Some different ways of conceptualising the patient life journey, an adaptable framework for
making sense of health data including consumer narratives; and



Various frameworks for conceptualising and analysing consumer experiences of healthcare
and wellbeing. These suggest aspects of consumer experience that it may be possible, and
useful, to evaluate through the collection and analysis of consumer stories about the
‘patient life journey’.

This review is accompanied by an environmental scan of relevant resources and datasets, attached
as an appendix.
Key findings are detailed overleaf.
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Key findings
In contrast to more commonly gathered forms of evidence about health service and system
performance (such as statistical measures of clinical safety and effectiveness, and surveys of patient
experience), people’s stories about their health experiences can provide detailed information about
‘whole of life’ and ‘whole of system’ experiences of health, healthcare and health outcomes.
For example, consumer narratives can draw attention to what matters most to people about the
healthcare they receive (or cannot access); their experiences of continuity (or discontinuity) in care;
the relationship that exists between the health services they receive and their health outcomes; and
the importance of policies, services and experiences that sit outside of the health system but which
powerfully shape health status and outcomes. Stories can also allow people to provide their
perspectives on what changes would improve their own, and others’, health experiences and
outcomes.
Consumer narratives – people’s stories - have the particular advantage of demonstrating not only
what happens to people as they navigate their health and healthcare, but also what this means for
their lives, from their own perspectives and in their own words. As a result stories can evoke empathy
in readers, viewers or listeners. Stories can demonstrate the impact of systems, services and selfcare on individuals, their families and communities.
While the literature identifies the value of consumer narratives, it remains relatively uncommon for
health services and health policy agencies to gather and use this information in a systematic manner.
When consumer experience data is collected, it is most often gathered through (paper) survey
methods employing forced choice questions about pre-determined aspects of care. While these
approaches deliver useful data about patient experience, the focus is generally on experiences of
particular health services or interventions; rather than broader experiences of health, healthcare
and health outcomes.
The latter may take in numerous health (and other) services and settings, as well as community and
personal factors (such as care within the family and experiences of social, community and
employment participation), that influence health outcomes. The challenge for consumer-centred
data collection and analysis is to address these multiple aspects of experience and to track how
these relate to consumers’ health status and outcomes.
Models, examples and approaches from within and outside of health settings provide useful touch
points for ways to approach the task of gathering and analysing qualitative consumer evidence
(including consumer stories) to inform strategic health decision-making, and to ground decision3 ©Consumers Health Forum of Australia, 2014

making in a recognition of the many factors that shape health outcomes. Innovative approaches can
be found within hospital redesign and co-design projects; qualitative health research traditions and
applied research approaches; methods for customer service, user-design and efficiency analysis
drawn from the commercial and corporate world; patient-reported measures of health outcomes
and quality of life; efforts within policy and systems advocacy to use first-person narratives to
galvanise policy reform; and trends in social media and the Internet, which create opportunities for
patients and carers to provide ‘real time’ feedback and reflection about their experiences of health
and healthcare.
Several of these approaches employ conceptual or analytical models of the patient journey, carer
journey or patient life journey. These models are diverse but may:


Identify common stages in patient experiences of a specific condition (e.g. early
intervention, diagnosis, treatment, remission, recovery and end of life);



Track an individuals’ ideal health pathway from birth to death as well as tracing factors that
“pull” the person away from this health pathway or “push” them back towards health;



Identify and monitor which services and health professionals people deal with as they
engage with the health system for a specific purpose, as well as their experience of these
services and any resulting health outcomes; and/or



Involve patients in articulating and mapping their own ideal health outcomes and pathways,
then comparing their actual experience to this desired pathway.

This suggests the variety of options that exist for agencies wishing to conceptualise and analyse
consumer experience using a patient life journey approach.
Regardless of the specific way in which it is conceptualised, a patient (and carer) life journey model
can be used to invite consumers to share their story of health, care and outcomes over time; and to
highlight what has been most important to them in this experience.
Narrative approaches to understanding the patient life journey often involve structured or semistructured interviewing (with individuals, patients and carers, or groups). Thus, for example,
interviews may seek an account of a health condition and healthcare from first symptoms through
diagnosis, treatment and ongoing management. Such approaches may additionally enquire directly
about or seek evidence for the emotional low points (and/ or high points) of the patient’s journey in
order to identify priorities for change. In order to gain a holistic view about factors that influence
health outcomes, some approaches also seek information about matters such as the impact of
healthcare or ill-health on social and economic participation, on daily activities, and on family and
other personal relationships.
4 ©Consumers Health Forum of Australia, 2014

There is synergy between these approaches to capturing patient journey narratives, and ‘pathway’
approaches in primary care, which develop ideal referral and treatment pathways for people
diagnosed with various conditions. Pathway models seek to improve continuity of care, in particular
between primary and acute care services and systems. This approach is exemplified in the NZ
Canterbury Pathways project, which has identified best practice care pathways for a variety of
conditions, beginning from presentation at GP consultations. This approach has been adapted for
use by several Australian Medicare Locals. While pathway approaches are a promising approach to
improving continuity of care and thereby improving health outcomes, it is uncommon that
consumers have an opportunity to give structured feedback about their experiences of these better
practice clinician-devised pathways. Narrative approaches to consumer experience make this
possible.
A review of Australian longitudinal health research highlights factors that shape Australian patient
life journeys. Among these, gradients of socioeconomic disadvantage exacerbate the likelihood of illhealth, illness-related mortality, and preventable engagement in acute care; and decrease
involvement in preventative health behaviours – although the latter remain amenable to behaviour
change and policy intervention. Social networks; family support; and economic, social and cultural
participation promote wellbeing, recovery and effective self-management. Informed consent,
shared-decision making; and a sense of control and choice in relation to health are important to
positive health experience and are associated with improved health outcomes. Chronic illness can
place new strains on relationships and finances; while active management of mild ongoing
conditions reduces the likelihood of acute incidents. Applying a patient life journey approach to the
collection and analysis of consumer experience data may provide evidence of these – and other factors, as these relate to specific locations and specific decisions about health policy, service
delivery and expenditure. Narratives may also suggest interventions that would support improved
health outcomes.
Patient and carer life journey narratives may be amenable to analysis against existing frameworks
that set out desirable characteristics of healthcare delivery and health systems, and/or that identify
aspects of wellbeing. The Picker Institute dimensions of patient-centred care, consumer-generated
indicators of health system performance, the European Consumer Health Index, patient activation
measures, and indexes that assess wellbeing and quality of life are among the frameworks that could
be applied to the analysis of patient-life journey narratives, in order to produce evidence that is
relevant to strategic health decision-making.
These frameworks suggest a variety of ways of measuring the quality of consumer health
experiences and outcomes, including at the population or health system level (as well as in the
5 ©Consumers Health Forum of Australia, 2014

patient-health practitioner relationship, the level at which consumer experience is most commonly
measured). The applicability and relevance of these frameworks should be tested in ongoing
consultation with consumers.
In diverse settings, digital storytelling has been adopted as a way of presenting consumer evidence
and sharing information about health experiences. This has the benefit of presenting stories in an
immediate and affecting way, but also requires technical skills and resources and can require
considerable editing time. It is not always appropriate (e.g. when respondent anonymity is required
or preferable) and in some circumstances can inhibit storytelling. Written testimonials or written
interview excerpts can also effectively present consumer experience, thought these methods too
can be time intensive (in particular transcribing and analysing interview data).
Interview-based methods can generate effective consumer evidence, but also present challenges
that must be managed. These include: the potential risks to consumers of sharing stories of difficult
experiences (e.g. re-traumatisation or grief); appropriately inviting and supporting participation from
consumers in diverse situations, including from socially and economically marginalised consumers
and of cultural and ethnically diverse backgrounds; and ensuring informed consent at key points in
the process. Established ethical guidelines for qualitative research, and the experience of the
consumer health movement in this area, provide some guidance around these matters.
Although various methods of gathering consumer experience (and, specifically, consumer narratives)
exist, for these to meaningfully inform strategic decision-making they must be supported by
organisational resources, leadership and commitment. In addition, for consumer narratives to
meaningfully shape decisions, it is necessary to consider and identify at which points in the policy
process stories are likely to have influence on decisions and decision-makers.
A list of relevant resources is provided as an Appendix.
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The value of consumer experience and consumer narrative
Gathering, analysing and acting on consumers’ accounts of their experience of health, the health
system and health outcomes has demonstrated benefits for health systems and health policy
makers, for health services, and for health consumers.
Consumer narratives are uniquely well-placed to provide information about health system
performance. In contrast to more widely reported performance measures,1 consumers’ own
accounts can provide information about health experiences and outcomes over the course of any
given health condition; about experiences that cross different parts of the health system; and about
care in the home and community as well as in medical and clinical settings.23456 Stories can provide
information about the emotional experience of being a patient or carer, providing opportunities to
identify ways that services and systems could reduce or better respond to experiences that trigger
strong emotions.78 Personal accounts can also make clear how and why some people are excluded
from health services or choose not to access them, and how to craft better responses to the health
needs of socially or economically disadvantaged people.910 In short, consumer stories constitute an
important evidence base for identifying where and how health interventions and expenditure could
be better targeted toward measuring and improving health outcomes.11 Where quantitative health
data can describe what is happening – for example in terms of health service use and health
outcomes - qualitative and narrative data can explain why these things are so. This is essential
information to inform evidence-based policy decision-making.
1

Such as clinical safety and outcomes, patient satisfaction surveys and even patient experience surveys
(Luxford (2012) ‘What does the Patient Know about Quality?’, International Journal of Quality Health Care 24
(5): 439-440)
2
Dwamena et al(2012) Training healthcare providers to be more 'patient-centred' in clinical consultations
(Cochrane Collaboration, Cochrane Consumers and Communications Review Group: La Trobe University,
Melbourne)
3
The Kings Fund (2013) Experience-based co-design toolkit (The Kings Fund: London)
4
Murphy (2012) ‘The patient experience as a catalyst for change’ (World Health Organisation Patient Safety
Alliance: WHO)
5
Greenhalgh, Trisha (1999) ‘Narrative based medicine in an evidence based world’, British Medical Journal,
329(7466):582-583
6
Bensing J. (200) ‘Bridging the gap. The separate worlds of evidence-based medicine and patient-centered
medicine’, Patient Education Counsel 39(1):17–25.
7
Kokanovic et al (2013) ‘Maps, models and narratives: the way people talk about depression’, Qualitative
Health Research 23(1): 114-125
8
Altringer B. The emotional experience of patient care: a case for innovation in health care design. J Health
Serv Res Policy 2010;15(3):174-177.
9
National Health Priority Action Council (2005) Framework for assessing the impact of new health initiatives
and polices on consumers (Australian Government Department of Health and Ageing: Canberra)
10
Victorian Department of Human Services 2005:1-5
11
Charmel P and S Frampton (2008) ‘Building the business case for patient-centred care’, Healthcare Financial
Management 62 (3):80-85
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For health services, listening and responding to patient and carer stories can be an effective tool to
improve patient-centred care and consumer partnership.12 These are not only requirements of the
Australian Safety and Quality Framework for Health, the National Safety and Quality Health Service
Standards and state and territory legislative and policy frameworks, they can deliver measurable
benefits across clinical quality and outcomes, cost effective service delivery and consumer
experiences of care. Specific demonstrated benefits include:
“Decreased mortality, decreased readmission rates, decreased rates of healthcare
acquired infections, reduced length of stay, improved adherence to treatment regimens
[and] improved functional status … lower costs per case, improved liability claims
experiences, and increased workforce satisfaction and retention rates”.13
There can also be benefits to consumers of sharing a story of health and care. Among these, eliciting
consumer stories in ways that are respectful, and that are culturally and context appropriate, can
support consumers’ right to voice their experiences of health and care. Recounting experiences can
be affirming or cathartic 14 and it may be satisfying – even empowering – for people when their story
contributes to change that improves the circumstances of others.15 To tell a story may also
contribute to a sense of control over challenging or difficult experiences of ill health, which has been
found to increase the likelihood of effective self-management of health16 and some chronic
conditions.17 It’s well-established that when consumers talk with health professionals about their
health goals and are actively involved as equal partners in decision-making about their care, they are
more likely to achieve positive health outcomes.18 When shared in peer forums (including online
forums), consumer narratives can be a valuable source of support and advice.19 Online and off line,
consumers welcome information provided by other consumers about their experiences, as well as

12

Luxford (2012) ‘What does the Patient Know about Quality?’, International Journal of Quality Health Care 24
(5): 439-440
13
Australian Commission on Safety and Quality in Health Care (ACSQHC) (2011) National Safety and Quality
Health Service Standards (ACSQHC: Sydney)
14
The Kings Fund (2013) Experience-based co-design toolkit (The Kings Fund: London)
15
Palmer et al (1999) ‘ “No one knows like we do”, the narratives of mental health service users trained as
researchers’ Journal of Public Mental Health 8(4):1999
16
Centre for Ageing Studies, Flinders University (2006) The Australian longitudinal study of ageing: 15 years of
ageing in South Australia (Flinders University and South Australian Department of Families and Communities:
Adelaide), p87-88
17
Weingarten et al (2002) ‘Interventions used in disease management programmes for patients with chronic
illness – which ones work? Meta-analysis of published reports’, British Medical Journal, 325, 925
18
Nesta (2013) By Us, For Us: The Power of Co-Design and Co-Delivery (Nesta: London)
19
Herxheimer et al (2000) Database of patients' experiences (DIPEx): a multi-media approach to sharing
experiences and information. (Lancet 355: 1540-1543, April)
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information provided by health professionals.20 Online forums also provide new opportunities for
consumers to provide ‘real time’ feedback about health services and the health system, and to share
their experiences with one another, as sites such as www.patientoption.com.au,
www.ourhealth.org.au and www.healthtalkonline.org demonstrate.
In recognition of the value of consumer experience data, the COAG Reform Council and the
Productivity Commission have recommended the development of nationally consistent measures of
patient experience.21 Jurisdictions are required to report to COAG against patient experience
measures.22 Australian Governments have acknowledged that health outcomes reporting requires
“quantitative and qualitative indicators and analyses, which ensure that local contexts are explicitly
taken into account” - and that this information should be presented in an “accessible, appealing and
user-friendly reporting style”.23 Consumers’ narrative accounts can play a role in meeting this
articulated need for accessible, engaging and meaningful qualitative health data, that can inform
decisions and priorities in diverse contexts. This high-level attention to measures of experience
reflects increasingly wide acceptance that consumer perspectives provide information that can lead
to improved health outcomes.242526
In short there are convincing reasons to gather, analyse and take qualitative consumer experience
data into account in decisions about health policy and service delivery, and in evaluation and
planning. Narrative data in particular can provide essential information about health system
performance, about the ‘why’ of health outcomes, and about barriers and possibilities for improved
health outcomes in diverse settings. Collection of consumer experience data presents health services
with a proven approach for evaluation and quality improvement. There can also be benefits to
consumers who choose to share their experiences: among these, are the satisfaction of improving
the healthcare that others may receive in the future, having one’s experience taken seriously, and
being able to shape health decisions.

20

Consumers Health Forum of Australia (2011) Our Health, Our Community Project – Report on Consumer
Consultations, June 2011 (CHF: Canberra), p12
21
Australian Commission on Safety and Quality in Health Care (ACSQHC) (2012) Review of Patient Experience
and Satisfaction Surveys Conducted in Australian Public and Private Hospitals (ACSQHC: Sydney), p5
22
Coalition of Australian Governments (2013) Healthcare 2011-2012: Comparing performance across
Australia, report to COAG (COAG: Sydney)
23
Department of Health and Ageing (2010) Choosing Performance Indicators, p52
24
Wright et al (2006) ‘Listening to the views of people affected by cancer about cancer research: An example of
participatory research in setting the cancer research agenda’, Health Expectations 9: 3-12
25
Beresford, P (2007) ‘User involvement, research and health inequalities: developing new directions’, Health
and Social Care in the Community 15: 306-312
26
Health Issues Centre (2009) Recommended Suite of Consumer, Carer and Community Participation Standards
for Victorian Public Health Services (Health Issues Centre, La Trobe University: Melbourne, Victoria)
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Collecting health experience data: approaches and current practice
Despite the demonstrated value of consumer experience data, this information is collected less
often than more familiar measures such as clinical safety and clinical effectiveness. When consumer
experience data is collected, this is most commonly through patient experience and/ or satisfaction
surveys.2728 These produce valuable data about pre-identified aspects of the care delivered by
specific services or health professionals. Other innovative approaches include patient-reported
measures of health outcomes and of quality of life; and approaches that elicit and analyse consumer
health narratives. While narrative approaches generate valuable information, they are underutilised,
as the following summary of current practice in this area demonstrates. This underutilisation may
reflect time and resource constraints on health services, as well as limited familiarity with the
benefits that qualitative evaluation methods can deliver, and a lack of skills and resources to
undertake this sort of process..29

Patient experience and satisfaction surveys
Survey data about aspects of patient experience are collected by individual health services, by state
and territory governments, and in national data sets. Generally administered for the routine
measurement of patient experience, at the service level these surveys can also assist to meet
accreditation requirements. 30 Patient experience reporting is now specifically also required at the
Medicare Local and Local Hospital Network level, and in these contexts too survey data are the most
commonly used form of evidence about patient experience.3132
In Australia, key patient experience datasets include the national ABS Patient Experience Survey. In
addition, computer-assisted telephone interview surveys are administered by some State/Territory
governments to assess population health indicators. A process of national harmonisation of data and
methods is underway in this area. At the health service level, public and private hospitals employ a
wide variety of experience and satisfaction surveys, many of which measure and assess the quality
27

Victorian Department of Human Services (2010) Doing it with us not for us, Strategic direction 2010-2013
(Victorian Department of Human Services: Melbourne)
28
NSW Bureau of Health Information (2013) NSW Patient Survey Program (NSW Department of Health:
Sydney)
29
Sarrami Foroushani et al (2012) Consumer and Community Engagement: A Review of the Literature Centre
for Clinical Governance Research, Australian Institute of Health Innovation, Faculty of Medicine, University of
New South Wales, Sydney, NSW 2052 and the Agency for Clinical Innovation, New South Wales, p19.
30
ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney)
31
ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney), p10
32
National Health Performance Authority (2012) Healthy Communities: Australians’ experiences with access to
health care in 2011-2012 Technical Supplement (NHPA: Sydney)
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of patient experience against Picker Institute (or similar) domains of patient-centred care.33 State
and territory public hospital systems employ patient experience surveys that are standardised within
those jurisdictions. There is some consistency between jurisdictions, for example the Victorian
Patient Satisfaction Monitor has also been adopted in QLD and the ACT.3435 The Commonwealth
Fund surveys aspects of patient experience in 11 countries including Australia. These surveys are a
valuable source of information about matters including out of pocket costs, access and use of
primary care specialists, and use of specialists. All of the these surveys address core aspects of
patient experience including: waiting times, access and admission (90% of the surveys); information
sharing and communication (90%); physical care environments (90%); overall satisfaction with care
(90%); patient involvement or participation in care decisions (80%); privacy, respect and dignity and
the consistency and coordination of care (80%); discharge and continuity of care (70%); pain control
(50%); and measures of quality and safety (20%).36
Many of these surveys include measures of patient satisfaction as well as patient experience.37
Though measures of satisfaction can be helpful for quality assessment, patient experience

measures focus on factual accounts of what happened (or did not happen) rather than the
degree to which patients report that they are ‘satisfied’ with their care.38 Experience measures
can produce comparatively more robust data, as satisfaction is a highly subjective and unclear
concept, and because it can be difficult for patients to judge what a reasonable benchmark for
satisfaction is.39 The following table40 distinguishes common measures of patient experience and
patient satisfaction.
Patient satisfaction

33

Patient experience

ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney)
34
Draper, Mary and Sophie Hill (2009) Summary – A National Approach to Measuring Patient Experience,
Submission to the Commonwealth Department of Health.
35
Pearse, Jim (2005) Review of patient satisfaction and experience surveys conducted for public hospitals in
Australia, a research paper for the steering committee for the review of government service provision (June
2005: Health Policy Analysis)
36
ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney), p6
37
Pearse, Jim (2005) Review of patient satisfaction and experience surveys conducted for public hospitals in
Australia, a research paper for the steering committee for the review of government service provision (June
2005: Health Policy Analysis)
38
ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney), p9
39
Kalucy L et al. (2009). Patient Experience of health care performance. PHCRIS Policy Issue Review. Adelaide:
Primary Health Care Research & Information Service.
40
Drawn from Scalise in Jackson et al (2008) Report on the Patient Journey Study (Calgary Health), p4
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Patient evaluates whether s/he is satisfied with
care

Patient reports how/ when events occurred

Uses word like “excellent,” “good,” “fair

Uses words like “sometimes,” “never,” “always”

Uses cumulative scoring: higher scores are better

Uses “Problem Scores”: lower scores are better

Example questions: How well did your physicians
keep you informed? Excellent, Very Good, Good,
Fair, Poor

Example questions: During your hospital stay,
how often did doctors explain things in a way
you could understand? Never, Sometimes,
Usually, Always

As in Australia, internationally in comparable countries surveys are the most widely used method of
gathering information about patient experiences of care. The UK National Health Service patient
experience survey and the US H-CAPHS (Hospital-Consumer Assessment of Health Plans Survey) are
both nationally administered and standardised surveys of patient experiences of in-patient hospital
care. The World Health Organisation has sponsored the development of survey-based tools for
measuring health system performance and responsiveness in a variety of national contexts.41 As in
Australia, many of these survey tools incorporate modified Picker Institute domains and measures of
patient-centred care.42 The Picker domains of patient centred care are: access; respect for patients'
values, preferences, and expressed needs; co-ordination and integration of care; information,
communication, and education; physical comfort; emotional support and alleviation of fear and
anxiety;·involvement of family and friends;·and transition and continuity.
One risk with survey-based approaches – whether of patient experience or satisfaction – is that the
questions asked will not necessarily address the aspects of care that are most important to
consumers. For example, surveys may ask about waiting times to see a health professional or receive
treatment - but not how well information about the expected wait time was communicated, or how
welcoming the waiting area was. Similarly, surveys may ask how courteous or respectful health
professionals were, or how well they communicated, but do not always distinguish between
different kinds of health professionals (e.g. doctors and nurses, or dentists and dental assistants).43
Surveys are most often focused on experiences of one service, or part of the health system, and as
such measures of continuity of care are relatively rare. Similarly, surveys rarely capture the
relationship between patient experiences of care in specific settings, and their overall health
outcomes. Approaches that allow people to tell their own stories in their own words and/or to
41

Darby et al. (2000) World Health Organization Strategy On Measuring Responsiveness (WHO: Geneva)
ACSQHC (2012) Review of Patient Experience and Satisfaction Surveys Conducted in Australian Public and
Private Hospitals (ACSQHC: Sydney), p12
43
Pearse, Jim (2005) Review of patient satisfaction and experience surveys conducted for public hospitals in
Australia, a research paper for the steering committee for the review of government service provision (June
2005: Health Policy Analysis), p3
42

12 ©Consumers Health Forum of Australia, 2014

identify their own priorities can therefore be well-placed to identify which aspects of care are
working well for consumers, and which require change.
Patient-reported measures of health outcomes and quality of life
Patient-reported measures of health outcomes, and/or quality of life are survey or questionnaire
tools that can provide useful measures of the health status and experience of individuals and
population groups. These measures are defined as “any report of a person’s health condition,
behaviour or experience that comes directly from the patient, without interpretation of the patient’s
response by a clinician or anyone else”. Such measures generally use yes/no answers or likert scales
(eg ‘very, somewhat, not at all’) to assess aspects of physical, mental and social wellbeing.44 Patient
reported outcome measures may ask patients to report on physical sensations (such as pain) or
capacity, for example whether they can “walk a block on flat ground” with varying levels of ease or
difficulty; or on measures of mental and social wellbeing (eg whether “I have to limit my regular
activities with friends”).45 Patient-reported measures of quality of life can paint a powerful picture of
health status (see for example patient-reported measures of wellbeing for people with disabilities,
such as “do you have enough privacy at home”; “do you feel lonely”; “did you leave the house to run
an errand in the last month”). The advantage of such measures is that they can capture and measure
aspects of health and wellbeing, with these understood as multifaceted concepts that include
mental and social health as well as the absence (or progression) of disease. They can also be readily
adapted for use in non-clinical as well as clinical settings.
However like other survey and questionnaire measures, patient reported measures may fail to
address the outcomes or aspects of quality of life that are most important or relevant to patients
themselves. 46 Quality of life is inherently subjective, meaning that standardised measures may not
adequately reflect what matters most to different individuals or in different social or cultural
contexts. Some methods of measuring patient-reported quality of life and health outcomes respond
to this challenge by seeking to identify people’s own goals and expectations of their life and health
as a foundation for measuring quality of life.4748 Such approaches understand quality of life to be

44

National Quality Forum (2012) Patient Reported Outcomes in Performance Measurement (US National
Quality Forum)
45
National Institutes of Health PROMIS (2013) Sample Questions –Social Function (NIS PROMIS)
<http://www.nihpromis.org/measures/SampleQuestions#socialfunction>
46
Carr, A and I Higginson (2001) ‘Are quality of life measures patient centred?’, British Medical Journal June 2;
322(7298): 1357-1360
47
Carr, A and I Higginson (2001) ‘Are quality of life measures patient centred?’, British Medical Journal June 2;
322(7298): 1357-1360
48
Bowling, Ann (2005) Measuring Health: A Review of Quality of Life Measurement Scales, Third Edition (Open
University: Maidenhead).
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“determined by the extent to which hopes and ambitions are matched by experience”49. Enquiring
about a person’s goals or expectations of their health and healthcare may provide useful context for
understanding their perspective on their experience and outcomes.

Narrative-based approaches
Though less frequently employed than structured survey approaches, narrative methods are
recognised as useful ways of gathering data that can improve the quality of care.50 Narrative
approaches involve interviewing people (or otherwise eliciting narratives) “about a particular health
incident(s) in which they used a health service (or many services)”.51 They aim to thereby understand
patients’ (or carers’) experience of this incident (or incidents). Patient and carer narratives may be
analysed to identify what matters to groups of patients and carers as a starting point for service or
system reform. Such methods are most often applied at the health service level, where (for
example) semi-structured or unstructured interviews may be conducted with individuals or small
groups of patients or former patients. Such methods may be employed alongside other qualitative
techniques, for example participant observation of daily hospital routines. Australian examples
include a NSW project exploring the benefits of Experience-based Co-design52 in hospital accident
and emergency departments,53 and consumer interviewing employing a ‘patient journey’ model
after discharge from WA and NSW hospitals.5455
The latter approach was employed to evaluate the state-wide redesign of NSW hospital clinical
services. This involved:
Patient journey … interviews … with patients from … specific groups e.g. older persons
with chronic care needs. Patients are asked about their recent experiences with the
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system, and then asked to categorise their experience according to the Picker
dimensions of care important to patients, which they are shown.56
This approach is likely to have generated useful information about patient experiences of NSW
hospital in-patient care. However it is unclear what action services have taken to improve or alter
their practice based on this data. Similarly, though NSW Health compiles the state-wide data it is not
clear whether the Department has allocated resources or capacity to systematically analyse the data
to gain a better understanding of patient experience across the state, or to use this information to
drive change.57 This is not an isolated challenge: a variety of methods and examples for gathering
patient narratives exist – but support, systems and organisational champions are needed if this data
is to improve health decision-making and affect health outcomes. Though narrative approaches can
generate valuable insights into patient experiences, as with patient experience survey data there is
no guarantee that this information will necessarily lead to meaningful service or system change. 58
Internationally, reforms to the UK National Health Service have incorporated a focus on patient and
consumer experience. Various qualitative methods for quality improvement and evaluation have
been designed and tested. 59 Among them is Experience Based Co-Design. Though it has most often
been implemented in hospitals this approach is adaptable to other settings. The method involves a
series of steps beginning with participant observation of daily processes and interactions (e.g. in a
hospital ward) to identify factors that affect patient experience. This is followed by group meetings
and semi-structured individual interviews with interested patients (or former patients) to identify
their emotional responses to their care and to identify issues they think could be improved. Semistructured interviews are also conducted with interested staff to identify what they think are priority
areas for change, and to identify which changes are feasible. Interviews with individual patients and
staff are edited into videos: a video of patient interviews is shown to the staff and vice versa. These
are discussed by the two groups, first separately and then jointly; and these discussions used to
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identify issues that groups of staff and patients then work collaboratively together over time to
address.60
The use of video footage of interviews is central to this technique, and is increasingly widely used by
agencies with an interest in consumer experience. “Digital storytelling” – in which consumers share
stories of health and care in filmed interviews – can allow an immediate engagement with the
consumer’s experience, prompting a better understanding of their perspective. 61 In recognition that
film can be a powerful and immediate way of communicating information, video is also sometimes
employed by consumer advocates to gather and present compelling patient stories of health care.
For example the UK Patient Stories initiative produces filmed interviews with people who have
experienced medical error and inadequate care: these stories are used in public and clinician
education.
A defining aspect of most narrative approaches is that they seek to invite patients to share their
experience in their own words. In most instances interviews are semi-structure or unstructured.
Rather than asking many questions, interviewers aim to encourage people to tell a story that
matters to them about their experience. The intention is that asking few questions and avoiding
directive questions “gives the storytellers more control, their attention is more focused on the story
than the audience, and as they are less self-conscious they provide information that is closer to their
private accounts” (that is, what they actually think about their experience).62 Asking for accounts of
experience in this manner is likely to prompt reflection and learning about issues and themes that
emerge as important in consumers’ accounts,63 as the following examples demonstrate.
The 100 Patient Stories, a national project coordinated by the Centre for Healthcare Communication
(UTS), sought to gain an insight into consumer experiences of adverse hospital events by
undertaking semi-structured interviews with patients, carers and hospital staff involved in adverse
events and open disclosure processes related to these. In addition to in-depth interviews with
patients – as well as carers and hospital staff - surveys, photographic and video storyboards and
filmed patient stories provided in-depth information about these experiences. Analysis of this data
was used to produce indicators of good practice in open disclosure, and to develop better practice
guidelines for hospital staff involved in responding to adverse events. These were tested in
60
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consultation with consumer groups, health professionals and other stakeholders. The indicators
have been widely shared, and material for professional clinical training have been developed.6465
In the NSW Health clinical redesign project (2005-2008), narrative-based interviewing was employed
alongside quantitative indicators of patient experience. Patient experiences of hospital admission,
emergency triage, cardiology and aged care were explored in surveys organised around “six key
phases of the patient journey”: getting ready for hospital, in hospital, clear healthcare information,
scheduling treatment within the hospital, patient and carer respect, and the next steps: the journey
home.66 In addition 80 hour-long semi-structured “exploratory” interviews took place in patients and
carers home, exploring these stages of the journey using an interview guide67 developed by the
Australian Resource Centre for Healthcare Innovation. The guide is intended for healthcare
managers and others who conduct patient interviews. It can be adapted to different contexts and
health conditions and is accompanied by tools for analysing the interviews. These tools help to
identify the positive and negative aspects of consumer experience and identify consumer priorities
for change and improvement. This approach uses the Picker domains of patient-centred care.
Primary care experiences
As the summary above suggests, narrative and qualitative methods have been most often adopted
in hospital settings. In the area of primary care, community health research and evaluation have
established methods for seeking out consumer perspectives. For example, surveys, interview
methods, focus groups and discussion may be used to identify community perceptions of health
challenges and the effectiveness of existing responses to these.68 If compared to efforts within
hospital and acute care settings, there has been relatively little work conducted in general practice
settings in Australia.69 Nonetheless opt-in service-level surveys seek information about patient
experiences of general practitioners, in particular of doctor’s interpersonal skills during consultation.
These include the Doctors Interpersonal Skills Questionnaire, which is approved for use by the
RACGP. The RACGP Standards for general practice, Standard 2.1 Collaborating with Patients,
requires practices to demonstrate that they have in place a process for “seeking and responding to
64
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feedback from patients and other people”. The Guidelines suggest that interviews with patients,
focus group discussions and surveys, are among the appropriate approaches for gathering this
information.
Innovative recent efforts in primary care have sought to improve continuity of care, including
between primary and acute care systems, by identifying ideal patient pathways for a variety of
health conditions. This approach is exemplified in the NZ Canterbury Pathways project, which has
identified care pathways for a variety of conditions, beginning from the initial presentation at a GP
clinic through referral for diagnosis, treatment and post-operative or post-treatment care. This
approach has been adapted for use by several Australian Medicare Locals. While pathway
approaches are a promising approach to improving continuity of care and thereby improving health
outcomes, it is uncommon that consumers have an opportunity to give structured feedback about
their experiences of better practice clinician-devised pathways.
As this overview suggests, there has been considerable interest in gathering and assessing health
consumers’ experiences through surveys, administered in or about hospital in-patient settings. Some
innovative approaches employ narrative interviewing and other qualitative methods such as
participant observation of routines of care to gain information about patient and/or carer
perspectives and experience. Although narrative approaches are less commonly employed than
survey-based methods, their value has been demonstrated in practice as well as being established in
the literature.
Nonetheless the relative underutilisation of narrative methods (within hospital settings and
particularly in primary care settings) means that a variety of relevant and useful data about
health service performance and consumer health outcomes are often overlooked. One reason
for this is that health services and policy-makers do not always have the resources, skills or
organisational leadership necessary to undertake such activity; or to ensure this information is
used strategically to shape decisions and drive improvement. However, as the next section will
describe, various approaches originating beyond health services suggest ways of gathering
and analysing narratives to drive change and inform improved health decision-making.

Outside health services: where are accounts of experience shared,
gathered and used to drive change?
Though relatively innovative within health services quality improvement approaches, a variety of
models and methods – often with origins and applications outside of health services and policy offer inspiration for ways to gather and use consumer experience to drive system change, service
reform and consumer-responsive decision-making. Diverse settings where such approaches exist
18 ©Consumers Health Forum of Australia, 2014

include: user-design and efficiency analysis; policy advocacy approaches; internet and social media;
and qualitative research including applied and participatory approaches. These approaches
demonstrate the value of careful attention to consumer experience, and some have been adapted
for use in health settings.
User design and efficiency analysis
In the commercial world, “user-centred” design is essential to success. Information about
consumers’ experiences, needs and perspectives are gathered through various applied research
methods including one-to-one interviewing, observation, focus groups and user testing.70 When
applied in health settings, user-design emphasises that “spatial design is as an important part of the
patient experience and wellbeing” and user-design principles have been employed to improve
patient experiences of the physical care environment. Such approaches can involve interviews and
observation of staff and patient routines and use of spaces, in order that “the entire patient journey
from the first point of contact to the last point of contact” is mapped. This allows identification of
common patient experiences, and ways in which the health service environment could be altered to
improve patients’ reaction to and experience of this environment. 7172 The user-design process can
result in improvements in patient experience and quality of care, for example “improved interaction
and information flow between staff, and between staff and patients; improved staff efficiency;
[construction of] examination rooms that accommodate carers and families; increased attention to
privacy and comfort in patient rooms; more comfortable waiting areas and easier check-in
procedures and improved signage to help patients orientate themselves more intuitively”.73 Thus
attention to the experience of the physical care environment can impact positively on overall quality
of care - though it will not necessarily impact essential aspects of care such as clinical safety or
quality.
Certain corporate efficiency analysis approaches have been adapted to focus on patient and carer
experiences in health settings. Among approaches adopted with in healthcare are “lean analysis” or
“lean thinking” principles, which hold that in any business “processes [should] value add steps in the
best sequence and remove unnecessary steps”. Originally developed by auto manufacturer Toyota in
an effort to achieve a flexible and demand driven manufacturing method, in healthcare
70
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organisations (in particular hospitals), “lean” is regarded as a way of ensuring that “the patient
journey is designed to be as smooth and safe as possible”.7475 In Australia this analysis method was
employed, for example, in WA’s clinical services redesign process.76 Lean analysis can be used to
identify points at which treatment pathways commonly ‘stall’: for example it may be that patients
are routinely late for out-patient appointments because there is insufficient car-parking or that
certain ward transfers are delayed because of staff timetabling patterns.
Lean approaches have been criticised as paying inadequate attention to policy settings and to
cultural or social factors that affect patient journeys (e.g. staffing levels and organisational culture
can affect the quality of patient experience as much or more as the efficiency with which beds are
allocated to patients on each ward transfer).77 Niche approaches such as Essomenic Patient Journey
Modelling seek to improve on Lean analysis by also taking into account factors such as staff
priorities, staff roles and organisational policies.78 Fundamentally, lean and related approaches to
patient journey modelling seek to map how a person moves through the parts of a health service (or
less commonly, through multiple services). Though they do not always seek to elicit the person’s
perspective on this experience, these approaches can be used together with patient interviewing to
gain a fuller understanding of patient experience (as occurred in the WA clinical redesign process).
Policy advocacy
Policy-relevant research and policy advocacy – in health and in other areas – sometimes gather and
employ first-person consumer narratives to illustrate policy failings or successes; to drive home the
need for policy change; to raise the profile of a policy problem; and/ or to seek or demonstrate
public interest in an issue. Narratives may be gathered through semi-structured interviewing with
individuals or in group consultations. Excerpts from interviews may be presented in public reports to
illustrate arguments or findings, and increasingly social media and the Internet are employed to
share text, film and audio of consumer narratives.
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A recent example is the National Mental Health Reform Commission’s A Contributing Life – the 2012
National Report Card on Mental Health and Suicide Prevention, which draws extensively on first
person consumer narratives to illustrate the multi-faceted personal experience of mental illness and
recovery; and to demonstrate gaps, shortcomings and ways forward for policy and service
responses. The report has been accompanied by the use of social media to engage the public to
share their own experiences of mental health and ideas about what it means to live a “contributing
life”.79 This approach builds on an established record of prioritising consumer perspectives in mental
health advocacy: for example 2005’s Not for Service – Experiences of Injustice and Despair in
Australia’s Mental Health System presented excerpts from interviews with mental health
professionals, carers and patients “to capture the personal stories of those people who interact with
Australia’s mental health care system on a daily basis” and to illustrate that “a crumbling mental
health care system … brought about anguish and desperation”.80 Though such approaches have been
criticised as overly biased toward the perspectives of certain consumers (rather than representative
of diverse experiences), they nonetheless effectively highlight the impact of system issues on
individual circumstances.
Consumer groups conducing system advocacy may seek out narratives of experience informally (e.g.
in conversation) or more formally (as part of a research or consultation process), and document
and/or recount these to decision-makers to demonstrate the need for policy or service change. As a
recent example, personal accounts of the inadequate assistance and opportunity afforded people
with disabilities were important in galvanising political and policy will to establish a National
Disability Insurance Scheme.81
Internet and social media
Online forums and social media are new frontiers for consumer narratives. From consumer-led
forums (blogs, e-lists, and internet forums used by consumer groups to share information); to
structured opportunities for consumers to provide ‘real time’ feedback about their experience of
health services (www.patientopinion.org.au), the health system (www.ourhealth.org.au) and specific
illness or conditions (http://realtimehealth.com/), online and social media create diverse
79
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opportunities for consumers to share experiences. Online forums create new opportunities for
consumers to access information and peer support, and to share their experience in ways that may
affect change. However they also create new risks: of inaccurate or misleading information, and of
further excluding people who either cannot access these forums or for whom the Internet and/or
social media are not preferred methods of communicating or accessing information.82
Internationally, non-government and government agencies have established Internet sites that allow
consumers to provide feedback on their experiences of health services and professionals. However it
is not the purpose of such sites to elicit information about long-term engagements with the health
system or the variety of factors that can influence health outcomes.
Qualitative research
Traditions of qualitative and narrative research aim to access, analyse and represent people’s
narratives of their experiences as a way of better understanding social phenomena. For example,
qualitative health research prioritises narrative accounts of health and illness, and experiences as a
patient, carer or professional within health systems. In ‘classical’ approaches to this work, narratives
may be collected in long-form semi-structured or unstructured interview (one to one or in a group
setting). Verbatim transcripts (or detailed notes) of interviews are analysed for themes that reveal
information about how people relate to and experience services in the context of the whole of their
lives. For example, recent qualitative research into cancer carers’ experience has demonstrated that
carers compensate for imperfect continuity of care by actively ‘case managing’ their loved ones’
engagement in the medical system, and that these carers both seek out and question advice
provided by medical professionals in order to limit the potential harms caused by incorrect or
confusing information.83
The Database of Individual Patient Experiences (DIPEx) project employs an approach to semistructured interviewing and analysis developed by the University of Oxford’s Health Experiences
Research Group to develop online public repositories of experiences of health and illness. Narrative
accounts of illness, from ‘suspecting something was wrong’, through diagnosis, treatment and
management are sought from people living with a variety of health conditions. Accounts may also
cover matters such as changes in personal/family relationships resulting from the condition,
perceptions of relationships with health professionals and other matters that emerge in interviews
and/or from a review of the relevant literature about each condition. Transcripts are analysed and
82
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themes presented in online summaries of interview findings, along with edited video excerpts of
consumer stories. As is the case with much qualitative interviewing, efforts are made to access a
diverse though not necessarily representative sample of interviewees (e.g. of a variety of ages,
gender, and cultural backgrounds). The DIPEx project operates in 12 countries and more than 70
conditions are analysed at the UK site www.healthtalkonline.org. This material is intended to provide
support and information to the public about what to expect if diagnosed with a condition, and has
also been used to provide orientation and training to health professionals about patient
experiences.84
Action research and participatory research
Action research is applied qualitative research that pursues both research and social change
outcomes at once. Accounts of experience gathered in interviews and group discussion are central
methods since this allows identification of problems, and assessment of the impact of action.85 As an
example, action research was employed in the pilot phase of the national Reconnect program, which
provides early intervention to prevent and resolve youth homelessness. Reconnect service staff
employed simple reflection and enquiry techniques to answer two questions: What would it take to
improve the outcomes for those we assist? And Given the aims of Reconnect, what would it take to
improve our practice? 86Answering questions such as these is not necessarily time consuming or
complex: but it does demand that all staff of a service are willing to continually reflect, think critically
and alter practice in response to identified challenges; and to set aside time to discuss these
matters.87 Though such approaches do not elicit participant narratives they require attention to
people’s experiences and outcomes and that services respond to these in a structured manner.
A variant of action research, Participatory Action Research (PAR) places particular value on
participant involvement in research. PAR aims to support a group to identify a shared problem and
address it. It is associated with the principle that research should be undertaken ‘with and for’
research participants, and is often employed with people who are socially excluded or less powerful.
Participation in the research is thought beneficial because it can support people to identify and
respond to problems that might otherwise go unnoticed or be perceived as too difficult to address.
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Participatory research can enhance understanding of barriers and strategies for improving health
outcomes in diverse contexts, because participants may be more aware of what their local health
challenges are than researchers. Approaches such as peer interviewing may be compatible with
PAR.88

Aspects of innovative approaches
The diverse examples discussed above demonstrate the variety of ways in which narrative data
about consumer experience can be used, and the various purposes for which this data can be
employed. Among these consumer stories can: highlight the need for policy and service reform;
provide information about system performance; gather data that complements quantitative data
about health service performance; and provide peer-to-peer information about life with a health
condition that can be very useful to consumers.
Discussion of these examples also suggests some challenges that can limit the ability of storytelling
projects to deliver better consumer health outcomes. These include the difficulties associated with:
achieving system-level change in the complex context that is Australian healthcare; sustaining
project momentum over time; and building story-telling and story analysis into organisational
cultures, decision-making processes and evaluation systems in a way that is both rigorous and
sustainable. To succeed, projects that engage consumers and seek their stories require ongoing
organisational leadership and commitment; and the time, skill and resources necessary to seek out
and listen to, analyse and act on consumer stories. In addition there is no avoiding the reality that
data analysis and management require ongoing time and resources.
As this discussion has demonstrated there is no “no one size fits all approach” to gathering,
analysing and effectively using consumer narratives, or consumer evidence generally, to influence
health decisions. Indeed any one approach will almost certainly need to be tailored to specific
situations89 and to the circumstances of culturally and socially diverse consumers. This is certainly
the case for linguistically diverse communities.90 The examples detailed above vary considerably in
the methods they employ; the contexts in which they are used; and the time, resources and level of
training that they require. Nonetheless there are some common and/or noteworthy aspects of these
diverse approaches. Among these, such approaches:
88

Chen, P.G. et al (2010) ‘Dissemination of results in community-based participatory research’, American
Journal of Preventive Medicine 39(4): p. 372-8
89
Iedema et al. (2008) Patients’ and family members’ experiences of open disclosure following adverse events.
International Journal for Quality in Health Care.
90
Department of Public Health, Flinders University and South Australian Community Health Research Unit
(2000) Improving health services through consumer participation: A resource guide for organisations, a
Consumer Focus Collaboration publication (Commonwealth Department of Health and Aged Care: Canberra)

24 ©Consumers Health Forum of Australia, 2014



Often ask about or allow people to tell their story in a relatively uninterrupted, semistructured and ‘conversational’ way lets them share what is important to them. Interviews
don’t need to cover every matter that could be relevant to policy or service improvement,
but rather should encourage people to articulate what matters most to them.



Individual interviews can be particularly effective for understanding the ‘patient life journey’
through a broadly chronological account, that may begin for example with ‘suspecting
something was wrong’, through ‘first symptoms’ or ‘getting a diagnosis’, ‘treatment’,
‘navigating the health system’ and ending with ‘management’ or ‘life now’. This is a familiar
form of story-telling for many people and perhaps the most ‘natural’-seeming approach to
sharing narratives of health and illness.91



The value of patient (or carer) journey approaches is that they are able to grasp information
about patient experiences that cross varied parts of the health system, and that can provide
evidence about cross-cutting matters (such as the social determinants of health,
(dis)continuity of care, and disconnects between health and other service systems) and
identify needed improvements.



In many innovative approaches there is a focus on identifying or acknowledging emotions, as
well as accounts of what happened: attention to emotions can allow identification of factors
that trigger strong emotions (positive and negative).



Various examples suggest the value of sharing stories (and their analysis) through a
combination of text, video, audio and social media. Opportunities exist to explore ways for
people to use social media and Internet and phone apps to share stories of their
engagement with the health system.



Narrative approaches can be readily incorporated into other methods for evaluation or
service improvement; and usefully triangulated with a range of existing qualitative and
quantitative data to inform decision-making.



Interviewing is not the only way to find out about consumer experience. Participant
observation, non-narrative methods, and informal conversations with individuals and groups
are also ways of eliciting stories and using these to inform strategic decisions.

More important than which model is used, is that certain preconditions for success are met in any
context where these processes are undertaken. These include whether health service managers and
staff support the process; whether consumer experience is recognised as equally important as other
91
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performance measures; whether resources and time are allocated to the process; and whether
consumers feel genuinely at ease and respected during the process of interview and/or research or
evaluation in which they are participating, and understand how the information they share will be
used.92

Some considerations in interviewing
Approaches that require participation in interview are not the only, nor always the most appropriate
way to enquire about consumer experiences of health,93 though they can be a valuable way of
eliciting and making sense of information about consumer experience.
Culture and context shape how, whether and when people choose to tell stories. The relationship
between interviewer and interviewee can determine what story, and which parts of a story, is told.
There can be shame, embarrassment or taboo associated with sharing some aspects of health
experiences to interviewers or others. Ill-health can preclude people from sharing a story. Some
consumers may be concerned that participating in an interview will make them vulnerable to stigma
associated with their condition, will lead to negative repercussions from health professionals (such
as animosity or a decreased level of service if they have negative things to say about the quality of
their care); and they may distrust researchers and their motivations.9495 Some aspects of health and
illness can be painful to speak about, and researchers (lay or professional) are not always equipped
to ask questions sensitively or to respond appropriately to disclosures about health and illness. It can
be traumatising or re-traumatising for people to discuss their health experiences – and it can be
difficult for interviewers and sometimes consumers to predict which questions may prove
distressing. There can be particular considerations when asking Indigenous Australians about health
and illness: historical and contemporary experiences of racism, trauma and ‘consultation fatigue’ are
factors around which some guidance can be found in guidelines for ethical research with Indigenous
people.96 Interviewees may regret having disclosed what they perceive to be too much information,
or information that is too personal after the interview: consent to use interview material should
therefore, depending on the particular project, be sought at different points in the consultation or
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enquiry process (e.g. as a minimum both before interview and once the interview material is in its
final form).97
Some approaches to understanding consumer perspectives seek to tailor inquiry in ways that
encourage and support the participation of people who may find it difficult to confidently articulate
a narrative about their health and their engagement in the health system. Such approaches include
“photovoice”, which involves training members of a community in photography, then encouraging
them to take and discuss the photos in order to identify strengths and weaknesses of their
community (an approach that could be tailored to enquiry about health status, causes of poor health
and interactions with health systems).98
Recording interviews – either video and/or audio taping – has advantages and risks. Recording
interviews allows accurate transcription of what interviewees say (though transcription can be very
time-consuming); video (where interviewee permission is sought) of consumers telling their stories
can be very compelling. However, some interviewees will prefer to remain anonymous, and in some
circumstances anonymity may be appropriate regardless of interviewee preference. Video and
audiotaping can also create an overly formal atmosphere (or nervousness) that can “act as a barrier
to open discussion”.99 There may be cultural considerations around use of video footage.
Respectful interviewing
Care is necessary to ensure that consumer stories are gathered in interview in ways that are a) free
from pressure or coercion to participate; b) provide a mechanism for informed consent; c) protect
confidentiality and privacy (e.g. through the option to use an alias); and d) provide a mechanism for
withdrawing a story (e.g. ensuring informants have an opportunity to approve the final record of an
interview).100 Where interviews deal with potentially sensitive topics that may be upsetting or
distressing to interviewer or interviewee, clear guidelines should be in place for dealing with this
possibility (e.g. contact details for support or counselling services can be provided verbally and/or in
information sheets).101 A mechanism and contact details for complaints and questions should be
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provided, and where possible participants should be informed about the outcomes of the process in
which they take part and invited to provide feedback. Under the NHMRC guidelines for ethical
research, the relationship between carers and people with chronic conditions or disabilities is
considered to be a “dependent or unequal relationship”, and it is recognised that particular effort
should be taken to ensure that the informed consent of people with chronic conditions or disability
is sought, that their equal participation in the interview is encouraged, and that respect is extended
to them.102
Issues of sample bias and validity can emerge in interview-based approaches. Although qualitative
interview samples do not need to be accurately representative of the general community, care
should be taken to ensure that interviewees are diverse – e.g. in terms of gender, cultural
background, age, and also in terms of their confidence to participate and the ease with which
interviewers can access them (e.g. people with less command of English, those with hearing
impairments, or those who are only available at times outside the hours that suit interviewers best,
may require additional effort to interview, but are likely to have particular experiences that would
otherwise be overlooked). It can be appropriate to target consumers with a particular profile, in
order to inform specific decision-making processes or research questions.

Frameworks for analysing consumer stories
The discussion above reviewed a variety of approaches to enquiring about patient experience and
the patient life journey: in other words, how to elicit consumer stories. Health data including
longitudinal health studies suggest aspects of consumer experience that are important to
understanding health outcomes. These factors can inform “the identification of patient derived
domains and indicators of quality of care” and indicators of quality health outcomes. 103 As the
discussion above suggested, the patient (or carer) life journey is a useful conceptual model for
eliciting consumer health narratives. It can also form a basis for an approach to analysing the
information contained in consumer stories.
Longitudinal health studies: what do they say about patient life journeys?
Australian longitudinal health studies draw attention to factors that may be relevant to charting and
analysing patient and carer life journeys and consumer health experiences and outcomes. The box
text below lists some findings from longitudinal studies of health.
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Wellbeing and ill health are ‘whole of life’ experiences: they have personal, familial and social
characteristics. Along with medical and clinical encounters in health care systems, these define the
experience of illness and wellbeing.104105106107108109110111
Socio-economic inequalities exacerbate (or militate) against ill health, illness-related mortality,
access to health services, and preventable engagement in acute care systems. For example, greater
affluence is associated with higher levels of engagement in preventative health activities, whereas
poor quality employment is positively correlated with poor health outcomes,112 as is poor quality
housing.113
It is well understood that socioeconomic disadvantage makes identifiable population cohorts
vulnerable to ill health and inadequate health care.114115 Cohorts vulnerable to poverty (among them
Indigenous Australians, refugee and migrant communities, single parent families, people in receipt
of statutory incomes among them old age pensioners and DSP recipients, those living in rural and
remote areas, people in low paid or insecure work) are also vulnerable to poor health, and poor
access to health care.
104
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“Lifestyle factors” – in particular adequate nutrition, participation in healthy exercise, and
engagement in social networks – are important preventative health measures, which are amenable
to behaviour change and/or policy intervention.116117118
Social networks (whether informal, self-chosen and/or in peer support groups); and social or
economic participation of varied forms including recreation and volunteering have been found to
promote wellbeing, effective self-management of illness, and recovery.119
A sense of “control over life” and of choice in relation to life and health is important to positive
health outcomes.120
Familial support assists in the management of ill-health, acute and chronic conditions. Ill-health,
acute conditions and chronic conditions change and can place new stress on personal and familial
relationships, and on employment.121
Ill health and chronic conditions are associated with financial uncertainty and burdens122
Some chronic conditions are widely undiagnosed: for every known case of diabetes in 2000, there
was one undiagnosed case).123
There are physical and mental strains for carers of people living with acute and chronic conditions
and ill-health: these strains can be better managed when carers have access to social support, peer
support and assistance within their families124
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Gender shapes experiences of health and risk of ill health; as does rural/metropolitan location; and
ethno-cultural background. 125126
Active management of ongoing and milder conditions reduces the risk of acute health incidents127

These findings suggest a variety of factors that affect health outcomes, and that shape patient-life
journeys. They also suggest some aspects of consumer experience about which evidence could be
gathered, by analysing consumer stories. Among these:


People’s accounts of their health, illness and engagement with health services can suggest
what good health and good outcomes are understood to mean, and what could improve
health outcomes, in diverse settings.



Enquiring about people’s experiences of health and care can: provide evidence of health
inequalities in specific settings; and identify changes that could reduce or work toward
overcoming these inequalities in these settings.



Consumer narratives about health may suggest reasons why people do or do not engage in
preventative health behaviours; ways in which health services and other agencies could
encourage a sense of control over health and life and the active self-management of illness
and health; strengthen social networks and support carers; and respond to the particular risk
factors for ill-health that affect people with few social networks.

This kind of consumer evidence can be used to a) develop and refine consumer-focused measures of
health outcomes and health system performance; and b) to evaluate performance against these
measures. These measures could usefully be applied to inform strategic decisions about how health
services are delivered, how health policy is made, and how health expenditure is allocated.
Various frameworks have identified consumer-focused measures of health service and health system
performance; and aspects of wellbeing. In 16 frameworks,128129 the following are the most
commonly identified aspects of health system and health service performance:
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Whole of person care – that acknowledges the emotional and other needs of patients
(including dignity and respect) as well as medical/care requirements
Choice and informed consent
Information provision
Good communication with health professionals
Social determinants of health
Continuity of care
Successful/ appropriate treatment and clinical outcomes/safety
Access to health services
Family and carer involvement
Best possible day-to-day functioning, including pain management
Personal responsibility for health/self-management of health
Participation in health decision-making (with clinicians)
System or policy level participation
Privacy of information
Avenue for complaints

20
10
9
9
9
9
9
8
6
5
4
4
2
1
1

Consumer stories about patient life journeys may provide evidence about the ways in which these
aspects of health system and service performance impact on personal experience and outcomes;
and ways problems in any of these areas could be addressed. The factors identified in the table are
likely to relate to many strategic decisions about health service delivery, health policy and health
expenditure. Interestingly this breakdown demonstrates that some aspects of patient-centred care
appear to be more frequently measured than others – for example ‘whole of person’ care appears
much more frequently in typologies of patient-centred care than does, for example, do avenues for
complaint or opportunities to participate in policy or service level decisions. It is less common that
these frameworks specifically measure or acknowledge patient safety, or patients’ rights and
responsibilities in relation to their health and care.130 Many of the frameworks focus on aspects of
care in specific care settings, especially hospital settings. Clinical safety only rarely occurs in these
typologies, although this is likely to reflect that clinical safety and outcomes are measured in other
frameworks.
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The US Institute of Medicine has suggested that patient-centred care should occur at four levels: the
individual experience that the patient has of their care (where candid sharing of useful information
and the participation of patients and families is important); the clinical micro-system level (where
patients and families should participate in service design and redesign); the organisational level
(including patients and their families in governance and oversight roles); and the broader
environment level (the regulatory and health system context, in which government agencies should
support and encourage patient and family participation at all levels of health decision-making).131
Consumers’ stories may be able to provide evidence about health outcomes at one or more of these
levels, depending on their particular experience. For example, consumers who have also been
consumer representatives may relate experiences of involvement in organisational and regulatory
environments, as well as individual experiences of care. The idea of different ‘levels’ of analysis
presents an additional conceptual framework for analysing consumer stories.
These various frameworks could usefully inform the Real People; Real Data framework for analysing
consumer stories of the patient (and carer) life journey. The diagram below identifies some
relationships, services and broader factors that shape patient journeys. Consumer stories may
provide information about one or all of these. In turn, what patients say about their experience of
these relationships, services and factors may align with recognised indicators of the quality of
healthcare experiences and outcomes.
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There is precedent for employing frameworks of this kind to evaluate consumer accounts of their
patient life journeys. For example, the US National Quality Forum has developed a variety of
conceptual models for measuring quality of care, including the model below that assess care
delivered to people with multiple chronic conditions.132 This provides an example of how to
conceptualise the relationships between identified ‘domains of measurement’ (in this case,
affordable care; patient safety; person and family-centred care; health and wellbeing; effective
prevention and treatment; effective communication and care coordination); different types of care
encountered during the patient-life journey (diagnosis, prevention, management etc); different sites
and providers (hospital, community-based, pharmacy, home); and patient and family goals and
preferences for care. Using this model, interviews with patients and carers identify ideal and actual
scenarios for care across these areas, and this is used to created create clarity around gaps and
shortcomings in care. Less structured approaches to interviewing may also address these matters,
since they are likely to be at the forefront of concern for consumers.
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Conclusion: parameters and possibilities for Real People, Real Data
This literature and practice review has established the value of systematic attention to health
consumer experience, and specifically to narratives of health, healthcare and health outcomes. The
review has identified a variety of areas in which consumer narratives are gathered and analysed to
achieve change; and has outlined a variety approaches that have be employed to undertake this
work. It has also established that the particular benefit of consumer narrative is that it can, when
invited respectfully and appropriately, provide unexpected information about what matters most to
consumers and about what could be done to improve health outcomes in specific situations and in
relation to specific strategic decisions. The paper has also reviewed various ways of conceptualising
aspects of consumer experience that a) matter to health consumers and b) influence health
outcomes. Additionally it has presented various frameworks that can be used to analyse or measure
patient and consumer experience, and health and wellbeing. These ways of conceptualising
consumer experience could inform a framework for analysing consumer experiences of health,
illness and care as these are presented in consumers’ own accounts.
This review has also identified challenges for efforts to more systematically attend to consumer
experience and consumer narrative. These include the difficulties associated with achieving systemlevel change; sustaining project momentum; overcoming preconceptions of qualitative and narrative
data as biased or unrepresentative; and building story-telling and story analysis into organisational
cultures, decision-making processes and evaluation systems in a way that is both rigorous and
sustainable.
This review of literature and practice suggests some promising options for the Real People, Real Data
project. These may also assist to manage the challenges identified above.


Use the patient life journey as the framework for seeking out and for analysing narratives
of the patient experience.

While there are various ways of conceptualising the patient journey,133134 it fundamentally refers to a
broadly chronological account of health, illness and involvement with the health system over time. It
can address clinical, medical, community, household, family and personal aspects of health and care,
to provide a holisitic picture of health status, health interventions and health outcomes. The patient
journey can better explain the ‘how’ and ‘why’ of healthcare outcomes (as well as the consumer
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perspective on care), than more directive methods (such as surveys) are generally able to. Patient
journey approaches were used in many of the examples of best practice discussed in this review.


Build on existing high-quality resources for respectfully gathering consumer stories in
interview.

As this review has demonstrated, various guides and models exist to guide interviewing consumers
about their experiences of health care exist. Fundamental principles apply to all: semi-structured
interviewing is used to generate a lightly structured account that allows consumers to highlight what
mattered to them in their journey from first undergoing (or suspecting) a change in their health
status, through diagnosis, treatment, and life with a condition.


Don’t limit story collection to interviewing

Though one-to-one, face-to-face interviewing generates valuable information about the consumer
perspective, it is also time-consuming, resource-intensive and can (appropriately) require existing
relationships of trust and involvement with people whose narratives are sought. However, this is not
the only way to gather consumer data that can inform decisions. For example, written testimonials
can allow consumers to tell their story from their own perspective (and might even be considered a
form of ‘self-interview’). The patient life journey approach can also be adapted to group interviews
and other ways of eliciting information from consumers about their healthcare. Social media and
Internet applications present additional possibilities for eliciting consumer stories.


Ask with respect, and a clear purpose

This means: having a genuine intent to use consumer accounts to improve consumer health
outcomes, explaining to people honestly what will be done with the information they provide, as far
as possible identifying, explaining and minimising any risks to consumers that may accompany telling
their stories (e.g. of re-traumatisation, or that they may be identified by health service providers if
they provide specific information about their experience), thinking carefully about how consumers
may feel about being asked to tell their story (e.g. fatigued, cynical, appreciative, nervous);
considering what relationship with consumers is required in order to ask for, or listen to, a story;
identifying how the interviewer’s relationship with each consumers shapes the story they can tell;
and what can be done to make the process of interview as worthwhile as possible for consumers.


Make the analysis robust

Analysis of stories requires a clear, simple and effective framework that reflects consumer priorities
for their health and healthcare. Existing frameworks – such as the Picker Dimensions of Care, various
typologies of the aspects of health and wellbeing, recovery models, measures of primary care
37 ©Consumers Health Forum of Australia, 2014

integration, and others – suggest a variety of measures against which the quality of consumer
experience can be measured. Consumer stories have been analysed against some models of this
kind, in particular against the Picker Institute dimensions. Accounts of experience have also been
used to develop processes and indicators of system performance (eg 100 patient stories and mental
health advocacy work discussed above). For the Real People, Real Data project, the challenge is to a)
ensure that any measures of system performance/outcomes/experience are meaningful reflections
of consumers’ own priorities; and b) that the framework is user-friendly (simple, straightforward)
and also allows systematic evaluation of stories, so these can inform decision-making.
Building on the characteristics of existing good practice models, the Real People; Real Data tool and
frameworks should, insofar as possible:


Be able to be applied and/or adapted by a variety of people (health professionals and health
services, consumer representatives and advocates) to make it relevant to the contexts
where they work or live;



Be flexible enough to be tailored to the needs of large and small organisations; health
providers and consumers; and diverse communities and health consumers.



Be flexible enough to be used to enquire about a variety of questions, decisions and issues;



Be applicable and appropriate to the experience of socially and economically disadvantaged
people and consumers experiencing health inequalities.



Be simple to use;



Ensure that qualitative methods are applied in a rigorous manner that generates valid data;



Acknowledge, manage and limit the potential pitfalls or harms to consumers of telling their
stories;



Build on and acknowledge the range of tools and framework already in use;



Be readily incorporated into a variety of service improvement and evaluation models;



Draw on an analysis framework that is directly informed by consumers’ own priorities and
experience, but that recognises and insofar as possible is compatible with, the variety of
existing frameworks for analysing the quality of health experience and health outcomes (e.g.
typologies of domains of patient care, indicators of consumers’ preparedness to self-manage
health, aspects of health and wellbeing and indicators health system performance);



Employs the patient (and or carer) life journey as the basis for a method of eliciting
consumer narratives of health, healthcare and health outcomes; and for analysis of
consumer experience; and that



Supports health services to not only to gather data about consumer experience, but to use
this data to meaningfully shape specific decision-making processes.
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Frameworks for evaluating care and wellbeing
Aspects or
domains of
patient-centred
care









good communication and access to information;
kindness and respect in interactions with health professionals;
having informed choice and knowing about options;
being treated as a person, not a number;
being able to ask questions;
having social support;
continuity of care.

NHS (2013)

 Access (including time spent waiting for admission or time between admission and allocation to a
bed in a ward);
 Respect for patients values, preferences and expressed needs (including impact of illness and
treatment on quality of life, involvement in decision making, dignity, needs and autonomy);
 Coordination and integration of care (clinical care, progress and prognosis, processes of care,
facilitation of autonomy, self care and health promotion);
 Physical comfort (pain management, help with daily living activities, surroundings and hospital
environment);
 Emotional support and alleviation of fear and anxiety (clinical status, treatment and prognosis,
impact of illness on self and family, financial impact);
 Involvement of family and friends (social and emotional support, involvement in decision making,
support for care-giving, impact on family dynamics and functioning);
 Transition and continuity (information about medication and danger signals to look out for after
leaving hospital, coordination and discharge planning, clinical, social, physical and financial
support.

Picker Institute









Coulter (2005)

fast access to reliable health advice;
effective treatment delivered by trusted professionals;
involvement in decisions and respect for preferences;
clear, comprehensible information and support for self-care;
attention to physical and environmental needs;
emotional support, empathy and respect;
involvement of, and support for, family and carers;
 continuity of care and smooth transitions.
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a clean physical environment;
communication with doctors and nurses;
involvement in decisions;
pain control.

Sizmur and Redding (2010);
Ipsos (2008)










Human interaction;
Education for patients, families and others;
Participation of families and friends;
Nutrition;
Spirituality;
Human touch;
Healing arts;
Integration of complementary and alternative practices; healing environments.

Planetree Foundation in
Jackson et al 2008










Communication with doctors;
Communication with nurses;
Responsiveness of hospital staff;
Pain management;
Communication about medicines;
Discharge information;
Cleanliness of hospital environment;
Quietness of hospital environment.

US Hospital Care Quality
Information From the
Consumer Perspective (HCAHPS) (2008)

 Access: I can access services to address my healthcare needs
 Safety: I receive safe and high quality health services, provided with professional care, skill and
competence
 Respect: The care provided shows respect to me and my culture, beliefs, values and personal
characteristics
 Communication: I receive open, timely and appropriate communication about my health care in a
way I can understand
 Participation: I may join in making decisions and choices about my care and about health service
planning
 Privacy: My personal privacy is maintained and proper handling of my personal health and other
information is assured
 Comment: I can comment on or complain about my care and have my concerns dealt with
properly and promptly
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Australian Charter of
Healthcare Rights

 : Choice of healthcare provider
 Patient rights and information (healthcare law based on patients’ rights; patient organisations
involved in decision-making; no-fault malpractice insurance; right to second opinion; access to
own medical record; register of legit doctors; web or 24/7 telephone HC info with interactivity;
cross-border care seeking financed from home; provider catalogue with quality ranking)
 E-Health (EPR penetration; e-transfer of medical data between professionals; lab test results
communications direct to patients via e-health; do patients have access to online appointment
booking; online access to check much doctors/clinics have charged insurers; e-prescriptions)
 Waiting time for treatment (family doctors same day access; direct access to specialists; major
non-acute operations under 90 days; cancer therapy under 21 days; CT scan less than 7 days)
 Outcomes (heart infarct case fatality; infant deaths; ratio of cancer deaths to incident;
preventable years of life lost; MRSA infections; decline in suicide rate)
 Range and reach of services provided (equity of health systems; cataract options per 100,000 over
65; infant 4-disease vaccination; kidney transplants per million; dental care in public healthcare
offering; rate of mammography; informal payments to doctors)
 Pharmaceuticals (Rx subsidy; layman adapted pharmacopeia; novel cancer drgues deployment
rate; access to new drugs (time to subsidy)

Euro Health Consumer Index
2009- Sub disciplines

 Respect – Patients and carers have a fundamental right to patient-centred healthcare that
respects their unique needs, preferences and values, as well as their autonomy and
independence.
 Choice and empowerment – Patients have a right and responsibility to participate, to their level of
ability and preference, as a partner in making healthcare decisions that affect their lives. This
requires a responsive health service which provides suitable choices in treatment and
management options that fit in with patients’ needs, and encouragement and support for patients
and carers that direct and manage care to achieve the best possible quality of life. Patients’
organizations must be empowered to play meaningful leadership roles in supporting patients and
their families to exercise their right to make informed healthcare choices.
 Patient involvement in health policy – Patients and patients’ organizations deserve to share the
responsibility of healthcare policy-making through meaningful and supported engagement in all
levels and at all points of decision-making, to ensure that they are designed with the patient at
the centre. This should not be restricted to healthcare policy but include, for example, social
policy that will ultimately impact on patients’ lives.
 Access and support – Patients must have access to the healthcare services warranted by their
condition. This includes access to safe, quality and appropriate services, treatments, preventive
care and health promotion activities. Provision should be made to ensure that all patients can

International Alliance of
Patients’ Organisations
Declaration on Patient-Centred
Care
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access necessary services, regardless of their condition or socio-economic status. For patients to
achieve the best possible quality of life, healthcare must support patients’ emotional
requirements, and consider non-health factors such as education, employment and family issues
which impact on their approach to healthcare choices and management.
 Information – Accurate, relevant and comprehensive information is essential to enable patients
and carers to make informed decisions about healthcare treatment and living with their condition.
Information must be presented in an appropriate format according to health literacy principles
considering the individual’s condition, language, age, understanding, abilities and culture.
 Governance for Safety and Quality:
 Consumer partnership: in service planning; consumer partnership in designing care; consumer
partnership in service measurement and evaluation;
 Preventing and Controlling Healthcare Associated Infections;
 Medication Safety;
 Patient Identification and Procedure Matching Standard;
 Clinical Handover
 Blood and Blood Products
 Preventing and Managing Pressure Injuries
 Recognising and Responding to Clinical Deterioration in Acute Health Care
 Preventing Falls and Harm from Falls

National Safety and Quality
Health Service Standards,
ACSQHC, Standard Two,
Partnering with Consumers

 Acceptability: PHC services meeting client’s/patient’s needs
 Accessibility: Wait time for immediate care for a minor health problem
 Appropriateness: Child immunization, Colon cancer screening, Breast cancer screening, Cervical
cancer screening, Smoking cessation advice in PHC, Influenza immunization, 65+, Well-baby
screening, Blood pressure testing, Screening for modifiable risk factors in adults with coronary
artery disease, Screening in adults with diabetes, Screening for modifiable risk factors in adults
with hypertension, Treatment of dyslipidemia, Treatment of acute myocardial infarction,
Treatment of anxiety
 Comprehensiveness: PHC support for self-management of chronic conditions
 Coordination: PHC team effectiveness score
 Effectiveness: Blood pressure control for hypertension
 Efficiency: Unnecessary duplication of medical tests reported by PHC providers
 Governance: Maintaining medication and problem lists in PHC
 Health Status: Overweight and obesity rate
 IT Infrastructure: Uptake of information and communication technology in PHC organizations

Pan-Canadian Primary
Healthcare Indicators
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 Workforce: PHC provider full-time equivalent

Health system
performance
indicators

Ability to selfmanage health
Aspects of health
and wellbeing









Autonomy: Involvement in decisions
Choice: Choice of healthcare provider
Communication: Clarity of communication
Confidentiality: confidentiality of personal information
Dignity: respectful treatment and communication
Quality of basic amenities: surroundings
Prompt attention: convenient travel and short waiting times
 Access to family and community support: contact with the outside world and maintenance of
regular activities

World Health Survey (of Patient
Responsiveness of Care), 2002

 Individuals, Families and Communities: Provide communication and negotiation skills that lead to
meaningful participation in decision-making
 Health Practitioners: Enhance commitment to quality, safe and ethical services
 Health Care Organizations: Strengthen the integration of patient-education, family involvement,
self-management and counselling into health care
 Health Systems: Put in place financial incentives that induce positive provider behaviour and
improve access and financial risk protection for the whole population

World Health Organisation
National Indicators Project,
People-centred Healthcare
indicators, Western Pacific
Region

 Patient’s self-reported knowledge, skills and confidence to manage a chronic condition

Patient Activation Measures










Being able to access health services
Being employed
Having a safe, secure home
Not feeling suicidal; being able to access suicide prevention support
Experiencing less/ not experiencing stigma and discrimination
Being able to participate in community life
Being safe (e.g. with particular with regard to seclusion/restraint)
Connection to culture and sense of cultural identity

Mental Health Council of
Australia (2013); NMHC 2012







Having a positive outlook
Emotional well-being
Good physical and mental health
Physical ability to perform daily tasks and activities
Good relationships with family and friends

Bowling (2005)
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 Living in a safe neighbourhood
 Having enough money
 Having a measure of personal independence
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Environmental scan
Resources relevant to gathering and analysing patient experience and consumer evidence
Surveys of patient experience (and/or satisfaction) are a frequently used method for gathering
information about patient (and, sometimes, carer or family) experiences of healthcare. This data is
often captured in specific health settings for quality improvement purposes (and/or to meet
accreditation requirements). Less often, surveys seek information about experience of multiple
health services. Surveys, by their nature, usually employ closed-choice questions about selected
aspects of care. Examples include:
Australian Bureau of Statistics administered national Patient Experience Survey
Australian patient surveys of hospital satisfaction and/or experience include: the Victorian
Patient Satisfaction Monitor; and surveys used in Queensland, Western Australia, South
Australia and Tasmania.
International surveys include the US Hospital-CAHPS survey, NHS Inpatient Questionnaire,
and the World Health Patient Responsiveness Survey
(Copies of all of the above are online here)
Doctors Interpersonal Skills Questionnaire, Client Focused Evaluation Program
Sample Questions for Surveys of Patient-Reported Outcome Measures, US National
Institutes of Health: Patient-reported outcomes measures use simple questions (yes/no or
likert scales) to assess emotional, physical and social wellbeing, and do not need
interpretation by a clinician
Core Indicators of Quality of Life focus group survey using patient-reported outcomes
measures; US National Association of State Directors of Developmental Disabilities Services
and Human Services Research Institute
Core Questions about Coordination of Care between hospital and outpatient services,
proposed for use in the NHS.
Though employed less often by health services than paper survey-based methods, there are various
examples of qualitative approaches to understanding patient and consumer experience of health
service delivery. These may incorporate structured or semi-structured interviewing with individuals
and/or groups, video storytelling, participatory methods for identifying and resolving problems in
care, and participant observation. Examples include:
Experience-based design, a guide for NSH services
Experience-based Co-design Toolkit, UK Kings Fund
Accelerated experience-based co-design in the NHS
Experience-based Co-design in NSW accident and emergency departments
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Toolkits/ guides to patient/carer interviewing have been developed, for example:
NSW Clinical Services Redesign Project/ Australian Resource Centre for Healthcare
Innovations guide to qualitative interviewing and analysis poses semi-structured questions
that address phases of the patient journey (hospital admission, care, discharge and postdischarge). The quality of experience is measured against modified Picker Institute
dimensions of care.
Patient Stories, A toolkit for collecting and using patient stories for service improvement in
WA Health
These approaches often involve documenting and comparing patients’ ‘ideal’ vs ‘actual’
patient journeys. The Australian Resource Centre for Healthcare Innovations has an example
here.
A variety of frameworks for measuring patient and carer experience of health services, and health
systems, have been developed. Examples include:
Conceptual Model for Measuring Care Provided to Individuals with Multiple Chronic
Conditions, US National Quality Forum (page 3)
Framework for assessing the impact of new health initiatives and policies on consumers,
National Health Priority Action Council Consumer Network, 2005
Institute for Healthcare Improvement (US), suggested process and outcome measures for a
variety of situations/settings e.g. improving transitions in care, adverse drug events.
International Alliance of Patients’ Organisations Patient Centred Healthcare Indicators
Review
Department of Health (UK) (2013) Interim Measures for Patient Experience at the interfaces
between NHS services (Department of Health: London)
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/212896/In
terim-Integration-Measures-for-Patient-Experience.pdf

Models for quality improvement and for improved patient-centred care often seek to improve the
patient journey by analysing and improving processes within and, sometimes, between different
health services treating a patient. Examples include:
Flinders Medical Centre Fact Sheets and Guides: for applying Lean Thinking in healthcare
settings.
Flinders Medical Centre Redesigning Care project, employs Lean Thinking and an
“Improvement Wheel” methodology (scoping the project, mapping the patient journey,
testing strategies to fix the problem, assessing impact, reflecting on impact, asking whether
the intervention can be replicated elsewhere, sustaining the impact)
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Essomenic Patient Journey Modelling, an Australian-developed and healthcare specific
alternative to Lean approaches
Patient Pathways projects employed by several Medicare Locals seek to improve the continuity of
care for individual patients by developing ‘ideal’ pathways for patients with specific conditions:
The Hunter and New England Health Pathways portal, and Western Sydney Pathways Portal
provide information about these projects intended to ‘smooth’ the patient pathway through
primary and acute care services, by encouraging better communication between services
and by providing patients with targeted information about referral and management
pathways (e.g. referral to specialists and other services and patient education resources).
Builds on NZ Canterbury Pathways project.
Action learning approaches to improvement similarly encourage structured reflection and action to
achieve improved practice.
The Australian Primary Care Collaboratives project involves colleagues undertaking a series
of learning workshops, exchanging ideas and experiences and learning from experts about
practical quality improvement skills. Employing a Plan-Do-Study-ACT cycle, teams from
several general practices work together to rapidly test and implement changes that lead to
lasting improvements.
Action research and participatory action research often, but not always, directly involve consumers /
the people being studied, as participant-researchers:
Australian Institute of Family Studies, Stronger Families Learning Exchange, Action Research
Resources provides a variety of ‘how to’ resources for action research, including the
Reconnect Action Research Kit, a guide and assessment of benefits of action research in this
FaHCSIA-funded youth homelessness prevention program.
Resources for consumer-centred care provide a variety of tools for improving the quality of care.
Examples include:
Patient-centred Care Improvement Guide (Planetree and the Picker Institute): various tools
and approaches for improving the quality of patient-centred care, with a focus on hospital
settings.
Understanding what matters, a guide to using patient feedback to transform services, NHS,
includes examples and suggested approaches for qualitative data collection and analysis of
patient experience.
Schwartz Centre Rounds Program – US structured discussion program for healthcare
professionals, in which a multidisciplinary panel of health professionals discusses a particular
case or incident that highlights issues in patient-centred care, after which the audience can
ask questions or share views on the case.
Consumer stories of experience are sometimes gathered and used by advocacy and consumer
organisations to galvanise policy reform and/or to develop policy and service delivery models that
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better suit the needs and experience of people who face barriers to health services. Examples
include:
100 Patient Stories: a project of the (UTS) Centre for Health Communication conducted
narrative interviews to gain a better understanding of consumer experiences of adverse
event, and used this information to identify necessary service reforms and establish best
practice guidelines around open disclosure. Guidelines were tested in focus groups including
with consumers.
A Contributing Life – the 2012 National Report Card on Mental Health and Suicide
Prevention, National Mental Health Commission, draws on first –person accounts of living
with mental illness to illustrate mental health system performance; uses video storytelling
and encourages the public to share stories.
Not for Service – Experience of Injustice and Despair in Australia’s Mental Health System –
National Mental Health Council, Brain and Mind Research Institute with support of the
Human Rights and Equal Opportunity Commission, 2005, drew extensively on first person
accounts from mental health workers and service users to illustrate system failings.
Qualitative interviewing and analysis methods can be particularly valuable for understanding the
experience and needs of people who have inadequate access to health services. See for examples:
Cross, Peter (2008) Developing the National Service Framework – Exploring the Experience of
seldom heard people affected by Chronic Obstructive Pulmonary Disorder, A report prepared
for the COPD NSF Development Team at the Department of Health (Picker Institute Europe:
London)
Cairncross, Liz, Helen Magee and Janet Askham (2007) A hidden problem: pain in older
people, a qualitative study (Picker Institute Europe: London).
The internet and social media are increasingly used by consumers, consumer organisations, health
service providers and researchers to share consumer experiences of health, illness and the health
system. A variety of approaches are employed. Examples include:
The international Database of Patient Experiences Online (DIPEx) project employs qualitative
interview methods to gather and analyse video and text of patients talking about their
experiences. The UK site is online at www.healthtalkonline.org, and employs a method
developed by the University of Oxford Health Experience Research Group and the UK DIPEx
charity. There are sister sites in 12 countries, including Australia thought the site here is not
well developed.
http://www.patientvoices.org.uk/about.htm -UK digital storytelling “using very open
questions to elicit a story about healthcare in relation to values such as equity, dignity,
respect, trust, etc”. Pilgrim Projects, not-for-profit. 250+ short patient stories (2-5 mins).
http://www.patientstories.org.uk/ - UK “drama-documentary film-making to provoke debate
about safety and quality issues amongst health care professionals”. Approx 15 minute
stories including of adverse events are accompanied by training/ discussion material. Funded
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by awr strategic communications ltd, and licensing agreements with NHS Trusts, healthcare
providers and others who purchase training material.
http://www.patientslikeme.com/ -US health data-sharing platform, where consumers share
and discuss experiences. Patient data is sold to universities, pharmaceutical and medical
corporations, and not-for-profit agencies.
http://www.patientpower.info/about - US website of podcasts and articles “featuring top
medical experts and inspiring patients from leading medical institutions”.
http://www.mayoclinic.org/patientstories/, http://www.uclahealth.org/body.cfm?id=950 Articles and video about health conditions, told by patients and presented by healthcare
providers.
http://realtimehealth.com/ - Brief (3-5) min videos of people talking about their experience
of different conditions.
Australian Institute for Family and Patient Centred Care encourages consumers to share
pictures, short video and text online in order to educate health professionals and the
community.
Internet sites encouraging direct consumer feedback and conversation about health services and
systems include the following:
www.ourhealth.org.au – Consumer-led conversation about healthcare and health reform.
www.patientopinion.org.au – brief text comments from consumers and advocates provide
feedback to health services, feedback is shared with the service by the site, and sometimes a
response is received and published on the site. It is based on the UK site,
www.patientopinion.org.uk
NHS Choices allows patients and staff to publicly rate the care received from hospitals, GPs
and dentists – people can share a star rating on several categories and can post additional
brief comments about the service.

Guidance around ethical matters that commonly arise in the collection, storage, analysis and
dissemination of consumer accounts of experience can be found in the National Health and Medical
Research Council ethics guidelines for qualitative research. i

i

Additional guidance can be found in: National Health and Medical Research Council (2003) Values and Ethics:

Guidelines for Ethical Conduct in Aboriginal and Torees Strait Islander Health Research (Commonwealth of
Australia: Canberra)
National Health and Medical Research Council (2006) Keeping Research on Track: A guide for Aboriginal and
Torres Strait Islander peoples about health research ethics (NHMRC).
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National Health and Medical Research Council (NHMRC) and Consumers’ Health Forum of Australian (CHF)
2001, Statement on Consumer and Community Participation in Health and Medical Research (National Health
and Medical Research Council, Canberra)
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