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Real People, Real Data
Every person has a story to tell about their health, and
their experience of the healthcare system. These firsthand experiences can help policy-makers, consumer
organisations and health services to understand what’s
working and what’s not working in our health system;
and to partner with health consumers to identify and
make the changes that are needed.
If we want better health outcomes and healthier
communities, we must listen to consumer experience,
and act on it. Consumer stories can be a strong
evidence base to shape better decision-making
about health policies, services and spending. For this
consumer evidence to reach its potential, we need
robust methods for gathering, analysing and using
consumer experience to drive better health outcomes.
This tool-kit provides straightforward advice for health
services, policy makers and consumer organisations
that want to gather, analyse and use consumer stories
to guide their strategic decision-making. It aims to
assist organisations to use this often-overlooked
evidence base to ensure our health system delivers
consumer-centred care.

What is Consumer-Centred
Care?
There are many definitions of consumer-centred care,
but at heart these all describe “an approach to the
planning, delivery and evaluation of health care that is
grounded in mutually beneficial partnerships among
health care providers, patients and families”.1 The
aspects of consumer-centred care include:
• Respect for patients’ preferences and values;
• Emotional support;
• Physical comfort;
• Information, communication and education;
• Continuity and transition;
• Coordination of care;
• The involvement of family and friends; and
• Access to care. 2

For the International Association of Patients’
Organisations (IAPO), the essence of consumercentred healthcare is that the healthcare system
should be designed and delivered to address the
healthcare needs and preference of patients, so that
healthcare delivers better health and wellbeing, and is
cost-effective and appropriate.
IAPO identifies five principles that underpin patientcentred healthcare:
1. Respect: Patients and carers have a fundamental
right to patient-centred healthcare that meets their
unique needs, preferences and values, as well as
their autonomy and independence.
2. Choice and empowerment: Patients have a right
and responsibility to participate, to their level of
ability and preference, as a partners 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’ organisations must
be empowered to play meaningful leadership roles
in supporting patients and their families to exercise
their right to make informed healthcare choices.
3. Patient involvement in health policy: Patients
and patients’ organisations 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.
4. 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 preventative care
and health promotion activities. Provision should
be made to ensure that all patients can access
necessary services, regardless of their condition or
socio-economic status. For patients to achieve the
best possible quality of life, healthcare must support
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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.
5. 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.3

There is strong evidence that consumer narratives
provide valuable information for improving health.
Yet it remains relatively uncommon for health services
and health policy agencies to gather and use this
information in a systematic way.
Consumer stories are sometimes dismissed as “mere”
anecdote. In reality our stories contain valuable
evidence about the performance of health policies,
services and systems. The robust but practical
approach in this toolkit will help you to elevate stories
from “anecdote” to practical evidence that you can
use to guide better decision-making and work toward
better health outcomes.

How can stories help deliver
Why stories and
consumer-centred care?
storytelling? An overview
Learning from and acting on health consumer
experience is a powerful way to work toward patientof the evidence.
centred care.

Stories are different to more commonly gathered kinds of
evidence about health service and system performance.
Unlike statistical measures of clinical safety and
effectiveness, and surveys of patient experience, people’s
stories about health and care provide information about
whole of life and whole of system experiences of health,
healthcare and health outcomes.
Personal accounts of lived experience draw attention
to what matters most to people, for example about:
• The healthcare they receive (or cannot access); and
• Their experiences of continuity (or discontinuity) in
care.
Stories can also provide information about the link
between the health services people receive and their
health outcomes. Personal experiences can provide
evidence about the powerful role that policies, services
and experiences outside the health system can
play in shaping health outcomes. Telling a story can
allow people to provide their perspectives on what
changes would improve their own, and others’, health
experiences and outcomes.
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Stories provide rich information about people’s
experiences of their health, health services and the
health system. This is essential information for better
decision making, for quality improvement and to guide
health reform.
• Stories are a cornerstone of good data
Most data gathered by and about health services
are quantitative: numbers and statistics. But it’s
increasingly recognised that qualitative data are
equally important. Stories provide information
distinct from that which can be gathered by
commonly used methods such as experience or
satisfaction surveys.4 It’s not that one kind of data
is better than the other. Rather, stories complement
quantitative data. Together stories and statistics
provide a more complete picture of a situation.
Qualitative information (like stories) can explain the
“why” behind the numbers. For example, statistics
show that some Australians – such as Indigenous
people and those in low paid work - are at greater risk
of poor health.5,6 People’s stories can help to explain
why these inequalities persist, and what can be done
to overcome them. 7,8

• People’s stories about health and healthcare
capture what matters from their perspectives.
Health professionals are skilled and highly
knowledgeable in their areas of practice and
specialisation.
But health consumers are the only people who deal
with all of the health services and experts that respond
to their situations. As a result consumers’ stories of
experience can provide crucial information about
things like quality, safety, coordination and continuity
of care; and about the longer-term outcomes of
treatments and procedures.9
People’s stories also provide information about the
personal, community and social factors that shape
health outcomes. Stories can highlight the role of
policies, services and experiences that are outside the
health system but powerfully affect health outcomes. 10,11
Stories also allow people to identify what they felt
worked, and what didn’t work, in their health and care.
Importantly, stories also let people share what they
think could improve their health and health care they
receive.12
Stories “contain almost everything that is required for a
deep appreciative understanding of the strengths and
weaknesses” of a service, system or situation.13
This is an essential evidence base for any decision
that affects consumer health.
• Stories support consumer partnership and
engagement
Listening to, and acting on, consumer stories are ways
to engage and partner with consumers. Consumer
engagement and partnership are not just requirements
of the National Safety and Quality Health Standards
(and state and territory legislative and policy
frameworks), they are proven means of delivering
better health outcomes. The outcomes that flow from
consumer partnership include: improved clinical quality
and outcomes, more cost effective service delivery,
and better consumer experiences of care. Specific
benefits include:

Decreased mortality, decreased readmission rates,
decreased rates of healthcare acquired infections,
reduced length of stay, improved adherence to
treatment regimes [and]… improved functional status…
lower costs… and increased workforce satisfaction and
retention rates.14
Listening to and acting on consumer stories can deliver
all the essential benefits of consumer engagement:
• It is one way to learn from and work with people
to deliver better health outcomes.
• Listening to stories regards consumers as people
with knowledge and experience to share about
their health and healthcare.
• It provides information about consumer
circumstances, choices, and preferences that can
help to tailor service delivery to actual needs and
situations.
• Sharing stories can allow consumers to
contribute to, and to shape, the design, planning,
delivery and evaluation of care.15
• Stories can build empathy and drive change
Stories can demonstrate the personal and emotional
impacts of health policies and services, on people.
They show the ‘human side’ of policy debates and
service challenges. A well-told story can help listeners
or readers ‘walk in the shoes’ of a patient or carer.
This builds empathy for the consumer experience.
It can encourage willingness to make changes to
improve consumer experience. Stories can “build
understanding, create a platform for discussion and
motivate people” to act for an improved health system
and better health outcomes.16
• Telling a story can be empowering, but can also
present risks.
Inviting consumers to share their stories can be an
important way of acknowledging that they have
knowledge that is important to health services, and
that can benefit other consumers. People often find it
satisfying to share a story that contributes to a better
experience for others.17, 18 Sharing a health experience
can contribute to a sense of control over difficult or
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challenging experiences of ill-health.19 In turn this
has been found to increase the likelihood of effective
self-management of health 20 and some chronic
conditions.21
When care is taken to ensure stories are heard from
marginalised or excluded people, storytelling projects
can also help to ensure that “a diversity of voices is
heard in public debate”.22 This can assist in ensuring
that health debates reflect the issues for health
consumers, and in particular those whose voices are
less often heard by decision-makers.
However, it is important to recognise that sharing
a story can pose risks to consumers. It can be
distressing, or traumatic, to share a story about difficult
health experience. Sharing certain stories can expose
storytellers to stigma or discrimination. Consumers
may fear reprisals or reduced quality of care if they
share a negative story about a health professional or
service. It is important to recognise and manage these
risks to consumers. This respects consumers, and
acknowledges the value of their stories as a powerful
source of evidence for better decision-making. This
toolkit provides guidance and support in this area.
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Deciding to use
this toolkit
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Deciding to use this tool-kit

What’s in this tool-kit?
This Toolkit provides step-by-step guidance to help
you gather, consider and act on consumer stories. It
does this by:
• Helping you to plan for success by considering
some key questions before you begin;
• Providing a flexible framework for thinking
and asking about health experiences from the
consumer’s perspective – the patient life journey;
• Giving you practical advice about undertaking
respectful semi-structured interviews, a proven
and robust way of gathering stories that provide
information you can act on; and
• Suggesting a consumer-engaged way of analysing
and presenting stories so that their most important
messages can be powerfully communicated to
decision-makers.
• The tool-kit also provides advice to assist you
to invite participation respectfully; ensure that
consumers maintain ownership and control over
the story they tell you; and to identify, minimise and
manage any risks to consumers who choose share
their story with you.
• Templates and checklists that you can use or modify
are provided throughout.

How can I use this tool-kit?
The tool-kit is a flexible resource for your organisation
to draw on. Each of the steps in the kit builds on
those introduced previously, but it is not necessary to
complete every step. Moreover many of the steps can
be adapted to suit your circumstances. For example:
• The Planning section introduces a framework for
respectful and effective consumer engagement
that can stand alone as a resource to support you
in this area.
• The Patient Life Journey is an adaptable framework
for thinking about consumer issues. You can use it
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to guide your thinking about many health policy and
service delivery questions (not only as a framework
for inviting consumer stories).
• This tool-kit provides practical advice about oneto-one semi-structured interviewing. Much of
this advice also applies to other ways of inviting
consumer stories (such as group consultations,
focus groups and informal “everyday” opportunities
to learn about consumer experiences).
• Semi-structured interviewing is a valuable way of
understanding of consumer experiences. This is
the case whether or not you choose to analyse the
interview data using the approach outlined in the
Analysis section of this toolkit.
This tool-kit supports you to gather and analyse
consumers’ stories about their health experiences,
and apply this information to decision-making. The
techniques described in the kit can be applied for
quality monitoring and improvement purposes, in
consumer consultation and to inform the design and
evaluation of policies and services. Inviting and sharing
consumer experience in the ways suggested in the
tool-kit can deepen your appreciation of the impact of
policies and services on consumers; and can provide
you with essential consumer evidence to ensure your
decisions improve health outcomes.
The Toolkit is well-suited to use alongside other
information and evidence gathering methods. It helps
you to provide the qualitative consumer evidence
that is often missing from decision-making. It can
highlight areas that require further investigation using
quantitative or other qualitative methods. However it
can also be used to support stand-alone projects.
The Toolkit works best when:
• It is used to support a specific decision-making task;
• There is a genuine interest in your organisation in
listening to and learning from consumer experience;
• You have a clear objective and a clear plan to use
the consumer evidence that you gather using the
techniques outlined in the Toolkit.

Planning for Success:
Questions to consider
before you begin
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decision-making task. This includes assistance in
What role does storytelling aclarifying
the aim (or aims) of your storytelling work.
have in your consumer and
community engagement
What investment is
strategy?
required?
Before you start work involving stories, consider the
role for storytelling in the consumer and community
engagement strategy you are using to support
decision-making.
Gathering consumer stories is just one form of
consumer engagement.
The work of an organisation or a single decisionmaking task may require multiple types and levels of
engagement. Consumers may be involved in a steering
group, consultations, focus groups, community forums
or numerous other forms of engagement to support
your work. Guidance and resources to assist you in
planning effective consumer engagement has been
provided by the Consumers Health Forum of Australia
in an information module available at:
http://ourhealth.org.au/consumer-rep-support/
consumer-and-community-engagement
The role for stories needs to be considered as part
of the overall planning. Stories may inform direct
action or they may highlight areas that need to
be investigated further using other qualitative or
quantitative methods.

What is the objective of
your storytelling work?
Like all consumer engagement, it is important to be
clear about the aim of your storytelling work. Think
through what you hope to achieve, and following from
this, who you need to involve and how you might go
about supporting that involvement.
On page 13, the Consumers Health Forum suggests
Fives Steps to Planning Successful Storytelling that
can be used when planning to use stories to inform
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Using the Real People, Real Data Toolkit requires an
investment of time and resources. Before you begin,
identify what resources you can commit and make sure
those resources are sufficient to meet your objective.
If they are not, you may need to re-think the scope of
your storytelling work.

A time investment
It takes time to plan, undertake and evaluate a
storytelling project. How much time is required will
depend on the aim and scope of your project. It will
take much less time to use the Real People, Real
Data Toolkit to gather a small number of in-depth
case-studies, or to use the Toolkit to conduct key
informant style semi-structured interviews to gather
a small number of consumer stories. If you plan to
use the Toolkit to gather a large number of in-depth
stories through interviews, the time investment will of
course be greater. Consider that listening to a single
consumer’s story and transcribing that story, is likely
to take up to one full day’s work. (It can take one to
two hours to listen to a consumers’ story, and it takes
on average 2.5 to 3.5 hours to transcribe one hour of
recorded audio.)
A further investment of time is required in the
planning stage, arranging interviews, liaising with
consumers who share their story, and in the analysis
of the narratives you gather. You will need to identify
which staff in your organisation will give their time
to this work. This could involve several roles and
responsibilities. These are described below at Roles
and Responsibilities.

Resource investment

Project manager or
co-ordinator

Consider whether there are any resources you will
need to purchase. This could include:

Who will manage or co-ordinate the work?

• An audio-recording device for recording face-toface interviews;
• Paying a specialist agency to transcribe audiorecordings of interviews (this can range from $120
to $150 per hour).
The Toolkit suggests low or no-cost alternatives to
purchasing resources where possible.

Who will take on key roles
and responsibilities?
It’s helpful to identify who in your organisation will take
on some suggested key roles and responsibilities when
using the Real People, Real Data tools and method.
These roles are described below. Note that the same
person or team of people could take on a number of
these roles! And remember, the Real People, Real Data
method is intended to be applied flexibly in a variety
of situations. These roles aren’t proscriptive. However
you may find your project runs most smoothly and has
greatest impact when these roles are in place.

Decision-makers
Who will consider the consumer evidence that the
project produces?
In the Real People, Real Data process, decisionmakers are the people responsible for considering
the consumer evidence produced by your storytelling
project. Decision-makers are also responsible for using
this evidence to inform an organisational decision. They
must have the authority to make strategic decisions and
are responsible for communicating their decision.

This person or people are responsible for quality
assurance, co-ordination and upward delegation of any
issues that require attention throughout the process.
Ideally they should be involved from planning, through
undertaking and to evaluation of a Real People, Real
Data process. The project manager or coordinator
plays an important role in supporting the Interviewer
and Analyst to implement the Real People, Real Data
process, and in ensuring that the process is conducted
in ways that are respectful of consumers and minimise
any potential risks to consumers. The project manager
is responsible for ensuring any vulnerable people
who participate in the project are protected. For
example, it may be appropriate to ensure that the
interviewer holds a current working with vulnerable
people registration. What action is required will vary
depending on the project and the participants.

Interviewer
The interviewer is responsible for listening to consumer
stories in Real People, Real Data semi-structured
interviews. The interviewer is usually also the person
responsible for explaining what is involved in participating
to potential storytellers, assisting storytellers to provide
their voluntary and informed consent to participate,
and liaising with consumers to finalise their story postinterview. Interviewers often also transcribe audiorecordings of interviews. The interviewer also liaises
with consumers to finalise their Health Experience
Wheel. As the key person liaising with consumers and
managing consumers’ information, interviewers are also
responsible for making sure that data is managed in ways
that respect the privacy and protect the anonymity of
participating people.
It is important to identify an appropriate person or
people within your organisation to undertake this
key role. There is guidance around selecting and
supporting interviewers in the Patient Life Journey
Interviewing Module.
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Analyst
The Analyst may also be the Interviewer, but this isn’t
necessarily the case. The Analyst is responsible for
analysing consumer narratives using the Real People,
Real Data Health Experience Wheel tool and
Analysis Criteria.

Storytellers
Storytellers share their stories with the interviewer and
with your organisation for the purposes you agree in
the voluntary and informed consent process. The aim
of the Real People, Real Data process is to provide
opportunities for storytellers to be involved in, and
have control of, the storytelling and analysis process.
Storytellers are invited to:
• Share their story in a Real People, Real Data
interview;
• Check, change and approve the transcript of their
story;
• Begin the analysis of their story by identifying what
mattered most to them in their transcripts;
• Check, change and approve their Health
Experience Wheel;
• Provide feedback about their experience of
participation; and
• Be informed about the outcomes of the decisionmaking task to which their story contributes.

(See Template 1: Planning for Success:
Questions to Consider Before You Begin)

12

Consumers Health Forum of Australia

Five Steps to a successful storytelling project
Good planning is essential to a good project that achieves good outcomes. The Consumers
Health Forum suggests Fives Steps to Planning Successful Storytelling that can be used when
planning to use stories to inform a decision-making task. This module helps you to apply the
Five Steps to your own storytelling project.
The Five Steps help you to define the objectives, scope and approach for your project.
They also help you ensure you’ve put processes in place to support consumer control of their
information, and to identify, minimise and manage risks to participants.
The Five Steps are:
What

Why

Who

How

Assess

1. What: Define what your objectives are

2. Why: Define why you’re using stories to achieve your objectives

3. Who: Define your participants (who do you need to hear from, and how many
stories you do need)

4. How: Define how you will invite and support your participants when you use
the Real People, Real Data Toolkit, and how you will identify and manage risks
to participants and support their control of the process.
5. Assess: Assess whether your objectives were met, and share what you
find with participants
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Five Steps to Planning a Successful Storytelling Project
What is the objective of your decision-making task?

What

What decision are you making?
This question asks you to be clear about the big picture, overall objective of your
decision-making task.
For example if your objective is, “To design an accessible, affordable and appropriate health
service for our target group”, your decision may be “What service model will work best for our
target group?”, or “Which model does our target consumer group prefer, and why?”
Why use stories?

Why

How will stories contribute to the decision-making task or the work being undertaken?
Stories are one important form of evidence to consider in decision-making. Organisations often
gather, or have access to, other forms of data that will also be used. Consider: How will evidence
obtained from consumer stories relate to these other kinds of data?
• Will stories help to put the ‘human face’ to statistics? Will they provide rich consumer
experience data to complete the evidence picture? Will they show gaps or areas that need
further exploration or understanding?
• Existing data may suggest an area of need (e.g. that certain services are underused by some
groups). Stories help you to understand the reasons why.
• Stories give you an insight into what matters from a consumer perspective.
• Stories can be an effective method to hear the voice of vulnerable or hard to reach
consumers
Using stories in a decision-making task can:
• Provide information to inform better decision-making
• Change perceptions of those involved in the decision-making by creating empathy
• Focus decision-making on health outcomes and consumer experience
Note that you may want to use the stories you gather for multiple purposes. For example, as well
as informing a specific decision-making process, you may want to use the stories you collect in
staff education or training or community education material. Aim to identify all possible uses of
stories before you begin, so that you can seek voluntary and informed consent from consumers
for these different purposes. More information is provided in the Managing Risks, Consumer
Control and Informed Consent section of this tool-kit.
Whose stories do we need to hear?

Who

After you’ve identified the purpose of storytelling and how it will contribute to your consumer
and community engagement strategy for the decision at hand, consider whether there any
consumer perspectives you particularly need to hear using this method.
• Whose voice is not heard through other channels?
• Which consumers are expected to be affected by/benefit from the health decision?
• What are the criteria for inclusion in your storytelling work? For example, do you need to
hear from consumers in a certain age group, or who speak a certain language? Are you
looking for stories from women, men or both? Is it important to only include people who
have a particular health condition, or who have been diagnosed for a certain length of time?
Are you seeking stories from any health consumer who lives in a particular region, or who
works in a particular occupation?
• It’s important to be clear about the inclusion (and any exclusion) criteria, because this will
drive not just who you need to hear from, but how you invite and support them to take part.
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What’s in it for them?

Who

Then it’s important to think about why these consumers might be interested and committed to
sharing their time and their story. A story should be considered a generous gift made with a
clear understanding of the purpose it will be used for and the potential benefit that will result.
Ask:
• Why would these consumers be willing to share their story to help us?
How many stories do we need?
How many stories you need to collect depends on what you want to do with the information.
Just one story may be sufficient. A single story can provide you with very useful information:
it can flag areas where you may want to investigate processes and practices further (through
more interviews, by gathering different kinds of qualitative or quantitative data, or another
method such as a staff conversation or internal process review).
If you collect several stories, you can begin to identify common themes and experiences. The
more stories you have, the more evidence you have to identify issues and possible action. A
useful rule of thumb is that once you begin to hear similar information, or the same themes, in a
number of interviews you have built up a good bank of stories to work with. When you find that
there are few or no new themes or information emerging in each subsequent interview, you’re
reaching ‘saturation’ point, and may well have gathered enough stories.
Remember that how many stories you need to gather depends on your objective!
How will you invite and support the people you would like to be involved?

How

During your planning stage it is important to identify how you will invite the people you would
like to be involved.
• Are members of local self-help groups, community organisations or health consumer
networks potential participants?
• Are former or current patients of different health services appropriate people to take part?
• Is it appropriate to work in partnership with an organisation that has established relationships
with particular groups of people you would like to invite? This can be appropriate when you
are seeking to involve particular communities, people with whom you have limited existing
relationships, or people who are marginalised or vulnerable.
• Where appropriate, how will you seek to involve marginalised or vulnerable people? Are
there relationships that you will need to build to invite these people? Are there barriers to
their participation? Will particular support be required to allow their participation?
• Are there any cultural considerations to be aware of?
• If you are seeking participation from people of non-English speaking backgrounds or who
speak little English, it is appropriate to identify whether an interpreter can be provided
to assist you to listen to and communicate with the storyteller. Consider what impact the
presence of an interpreter could have on the storyteller. For example, is it best to seek an
interpreter of the same gender as the storyteller? Might a storyteller be reluctant to discuss
certain health matters in front of an interpreter who is from their own local community due to
privacy concerns? Develop a strategy to manage such concerns.
• What practical support will you offer to participants? This could include covering any
transport costs that storytellers incur during the process

15
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Five Steps to Planning a Successful Storytelling Project
Consider the diversity within your target group

How

You have already defined whether you are seeking to reach a specific target audience, or if the
decision will affect a broader population. This guides whether or not it is necessary to invite
participation from a variety of people in different situations and how essential it is to seek out
diversity of gender, age, ethnic and cultural background, occupation and education level.
You don’t need to gather a representative population sample, but you should try to ensure
that the diversity of the community whose experience you are seeking to bring to decisionmaking through storytelling, is reflected in the people you invite. In short, seek diversity
within the population you are sampling. For example, if your target group is women aged 40 to
50 with asthma, you might aim to hear stories from women of different cultural backgrounds,
from women in different occupations and employment situations, and from women who have
been diagnosed for longer or shorter periods of time.
Inviting participation and informed consent
You will need to develop an appropriate strategy for inviting participation once you have
identified potential participants. You might invite participation by describing your project at
a meeting of a consumer organisation or community group whose members you would like
target, or by sending letters or emails to people you have identified as possible participants.
You might ask health and other services to share information about your project with their
clients or service users.
Provide information about the project and participation in writing. Your information should
provide clear, plain English information about your organisation, the purpose of the interview,
what kinds of topics or questions you are likely to discuss in interview, and what time
commitment is required. There are useful guides available to help you make sure your project
information is easy to understand. (For example, try the readability calculator at http://www.
niace.org.uk/misc/SMOG-calculator/smogcalc.php).
Explain what you will do with the information that people share, how you will share any project
outcomes with participants, and explain the protections you have put in place to protect
people’s anonymity and privacy. More information is provided in the Gathering Health Stories
section of this tool-kit.
Remember that it can be difficult for people to revisit difficult health experiences. It’s important
to encourage people to reflect on this before agreeing to take part, and to provide details of
services that can assist in the event that people are upset after sharing an experience.
The Project Information and Informed Consent sheets are important places to provide
information that allows people to give their informed consent to interview. It’s very important
to keep a record of people’s consent.
If you would like to record interviews, ask for permission first. Allow people to record their
agreement to be audio-recorded on their consent form. (Remember that while recording
can help you to gain an accurate record of an interview, notes taken during or even after an
interview can still help you to gain a good impression of a story and you can check your record
of the conversation afterwards with the storyteller to ensure you captured their experience
accurately)

16

Consumers Health Forum of Australia

Are there any risks?

How

Before you begin it is also important to consider whether there are any risks associated with the
work you will undertake. You should take steps to identify and to manage any possible risks.
• Are there any possible harms that sharing a story could cause to individuals, their families or
communities?
• If you focus on one story, or some stories, to the exclusion of others, do you risk missing
some essential information and excluding other people’s experiences?
There is more information about identifying, managing and minimising risks to consumers, and
about informed consent in the next section, Supporting Consumer Control and in the Gathering
Consumer Stories section.
Will you require formal ethics approval?
The tools in this tool-kit help organisations to have a robust process in place to gather, analyse
and act on consumer experience data. This is a powerful way to improve your responsiveness
to consumer needs, and to improve the quality of your decisions and the services you deliver.
Inviting consumers’ accounts of experience for these purposes does not usually require ethical
approval by a Human Research Ethics Committee.
If you plan to use the tools and method in a research project, and in some health service
settings, you may require research ethics approval. Further guidance about when it is
appropriate to gain human research ethics approval can be found at the National Health
and Medical Research Council’s National Statement on Ethical Conduct in Human Research,
available at:
http://www.nhmrc.gov.au/book/chapter-3-1-qualitative-methods
The NHMRC also provides specific guidance about when quality improvement activities require
human research ethics approval at http://www.nhmrc.gov.au/guidelines/publications/e111, and
maintains a list of Human Research Ethics Committees at http://www.nhmrc.gov.au/healthethics/human-research-ethics-committees-hrecs/list-human-research-ethics-committees

Assess

As with all consumer engagement activity, you should reflect and assess the outcomes
achieved. This informs quality improvement and will help you complete the engagement
cycle by thanking participants and letting them know the outcomes that resulted from their
involvement. This is fundamental to building ongoing relationships and trust.
Assess at two levels:
How did storytelling contribute to our decision-making?
Did we achieve our objective/s?
Remember to share what you discover with your participants.

(See Template 2: Five Steps to Successful Storytelling)
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Identifying and minimising What an interview is
risks in storytelling
and isn’t
Be aware that it can be upsetting or distressing for
people to talk about a difficult health experience. In
some instances - such as an adverse event or when a
person’s ill-health is accompanied by difficult personal
circumstances - it can be re-traumatising to share the
story of this event or events. It can be difficult for both
interviewers and storytellers to predict whether this
will be the case or to know which questions or topics
could trigger strong emotions.23 You can minimise
the risk of distress to people who share a story by
encouraging people to consider this possibility before
they agree to take part. You can also provide contact
details for services that can assist people experiencing
difficult emotions, such as trauma or grief. You should
always aim to use discretion and tact when you ask
someone about their experience – if you think a
question may be distressing, avoid asking it! If you
must ask the question, let people know before hand
that you would like to hear about their experience of
this issue. Make clear that it’s optional to talk about any
experience. (The Gathering Health Stories section of
this tool-kit includes guidance about responding if a
storyteller does become upset).
Protect participant anonymity. People may worry
that if health service staff identify them from their
story, they might face negative consequences such
as lower quality care or reprisals from treating health
professionals. People might be concerned about
personal impacts if colleagues, family members or
friends read their story and identify them.24 You can
minimise these risks by assuring people that if you
share their story (with their permission) you will
do so anonymously, and that you will endeavour
to remove any identifying information from the
story before publication (if possible also providing
the storyteller the opportunity to approve the final
record of their story).

It’s important to be clear about what interviews are
and are not. This helps support informed consent and
consumer control of information. Interviews are a great
way to learn about someone’s experience of health
and healthcare. A good interview can be a powerful
source of information for quality improvement,
improved health policy and better decision-making
in health organisations. Storytelling in interviews can
provide essential information for system advocacy.
Interviews aren’t an opportunity to seek or provide
personal advocacy, or to redress or improve the
specific personal situation of individual health
consumers. Interviews are not counselling, nor are
they a complaints process. They’re not a process for
formally reporting an adverse event that may have
occurred during a storyteller’s care or treatment. It is
important to make the limitations of your storytelling
project clear.
This doesn’t mean there’s nothing you can do if a
storyteller discloses a difficult experience to you. For
example if a storyteller has experienced an adverse
events or wishes to make a formal complaint about
the care or treatment they received, you may be able
provide information about avenues that people can
pursue. You could explain where they can address a
complaint about a health service or professional, or
where and how to report an adverse event. What’s
important is that you make clear what an interview is,
and isn’t, before you begin.
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Which consumers?
A common challenge for storytelling projects
is that they – often inadvertently - overlook the
experiences of some people, in particular people who
are excluded or marginalised from health debates
and health services. As a result storytelling projects
may inadvertently present some consumer stories
as though they represent the experiences of all
consumers. This can further compound the exclusion
of some people from services and policy-making.25
To minimise this risk, you can plan to invite stories from
diverse consumers. Decide who you need to hear from
and consider the best way to reach people with whom
you may not necessarily usually engage. For example,
can you work with a partner organisation that has an
established relationship with a particular cohort of
people whose experiences you would like to better
understand? What relationship might you need to
build to better understand the situation of people you
would like to talk to? What process would suit these
people best? What does your project offer to them? If,
despite your efforts, you are unable to engage people
you have identified as appropriate participants, you
should acknowledge that this is an area for further
work, and that the decision you make has not been
informed by direct engagement with some consumers.

Consumer control
In storytelling work, organisations seek stories to
inform and improve their work. This is a powerful form
of consumer engagement. However, it is important to
recognise that consumers who share their story also
place their trust in your organisation to represent, use
and share their story ethically and in a way that they
feel comfortable with. Therefore it is appropriate to
invite consumers to control this process in so far as
you are able. This involves inviting them to approve
the final version of their story, involving them in
analysis, letting them know if you have used or plan to
use their story, and providing them with information
about any outcomes of your work. Providing people
with options to remain involved, beyond just sharing
story, demonstrates your respect for participating
people and will create stronger consumer evidence for
decision-making.
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Voluntary and informed
consent
Making sure that people give their voluntary and
informed consent to sharing their story is an essential
way of supporting consumers to be in control of how
and whether they share their experience with you.26 To
give free and informed consent, people need to know:
• Why you are asking for their story
• What you would like to talk to them about
• What you’ll do with what they tell you
• In practical terms, what their participation will
involve
• Any possible risks to them that they you can
identify
• How you will inform them about the outcomes or
findings of your work.
It is worthwhile considering whether there are any
other purposes for which you might use consumer
stories, other than to inform the decision-making task
you have identified. For example, many healthcare
organisations find that consumer stories are very
helpful for educating staff about consumer experience
and consumer perspectives, or for educating their
wider community about these matters. If you would
like to use stories for these purposes, you must seek
consumer’s consent. Clearly outline the different
purposes for which you’d like to use stories, and allow
people to give their consent to one or all of these.
If using stories for educational purposes, specify
the audience (e.g. doctors and nurses in your health
service, health professionals in your region, or health
services users in your region), and if possible specify
the way the story will be shared (e.g. in a report, in
learning or training material, or on your Internet site).
Request time-limited consent to use the story, for
example for 12 months or 2 years. You will need to have
a process in place to ensure that the story is no longer
used after the time period expires.

(See Template 3: Project Information for Potential
Participants (Example), and Template 4: Voluntary
and Informed Consent Form) (Example).

Gathering health
stories
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Gathering health stories

This section of the tool-kit provides a step-by-step
guide to gathering stories of health, healthcare and
health outcomes. It introduces a consumer-centred
framework for storytelling, called the patient life
journey. The next section provides a guide to semistructured interviewing using the patient life journey
framework.

A framework for storytelling:
the patient life journey
The life journey of patients is a flexible framework for
understanding consumer experiences, and the many
factors that shape health outcomes.
Although health experiences are diverse and highly
individual, accounts of similar experiences often
describe similar stages. For example, people with a
particular condition may undergo similar experiences of
ill-health, self-care, help-seeking, diagnosis, treatment
and recovery, and living with a condition.27, 28, 29
Journeys of health and interaction with healthcare
services may move through some or all of the
following stages: (see table below)
These stages can be applied to many different
questions and contexts.1 They provide a framework for
enquiring about people’s experiences.
Remember that the patient (or carer) life journey is
a flexible framework. In some journeys, people will
move through each stage chronologically. Some
stories may describe all these stages, but not be told
chronologically. Other stories may describe just one
stage in the journey. Some stories may move through
several cycles of a number of stages. You may need to
add extra stages if you realise that these are important
to consumers who share their stories.
Medical, clinical, social, personal and community
factors shape people’s experience at each stage
Prevention

1
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A change in Seeking
health
assistance

Diagnosis

of the journey – and the overall experience and
outcomes of their journey.30 The advantage of the
life journey framework is that it allows consumers to
tell a story about these multiple factors in their own
words, but with reference to a simple framework that
can help them to talk about their story. This makes
sure that important experiences aren’t overlooked,
and also provides a framework for interviewers and
organisations that will use the interview data.

Why use the patient journey framework?
The patient journey framework gives you a practical
guide to gathering stories that matter to patients and
carers, and relating these stories to wider issues for
health services and the health system. This information
can identify critical intervention points for improving
health outcomes. People’s stories of health and
healthcare can reveal the whole-of-person impacts
of a health issue, at each stage in the patient life
journey. Stories can demonstrate whether the care and
treatment a person has received is patient-centred,
at each stage of their journey: for example a story
can reveal whether a person gave their fully informed
consent to a procedure, whether they were provided
with sufficient information about their condition, and
whether they were involved in decision-making about
their care. Stories can show when and how policies and
programs that sit outside the health system impact
on a person’s health and their health outcomes. It’s
not necessary to enquire directly about these issues
in interviews – they will emerge along with other
experiences that are important to the storyteller. The
framework below summarises experiences that are
common at each stage of the patient life journey; and
lists indicators of patient-centred care and good health
outcomes that apply at each of these stages. The
framework also summarises what stories can tell us
about individual experiences of health and healthcare,
and about health service and health system issues, at
each stage of the patient life journey.
Treatment

Life with a
Recovery
health issue

End of life

It may be appropriate to adapt the stages in the patient journey in some circumstances. For example, people visiting hospital for surgery
may move through similar stages of travelling to the hospital, admission, seeing a specialist, an operation, recovery, going home and
aftercare. For people living in rural and remote areas travelling for treatment or care can be an important stage in the journey.

Consumers Health Forum of Australia
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Each stage may
involve personal,
family, social
and community
factors that
shape health
experiences and
outcomes.

Understanding
personal risk and
risk factors

Taking action to
stay healthy and
well

Management
of existing
conditions

Communicating
the diagnosis and
its implications.

Referral to
specialists

Allied health
treatments

Devices

Secondary
prevention

Staying well

Self-management Palliative care
of a condition;
Planning for end
of life
Ongoing
treatment or
Recovery
other medical
or health
interventions

Medicines

Hospitalisation

• A person’s sense of control and choice in relation to their life and their health

• Mental and emotional wellbeing as well as physical health

• Family and personal relationships (including as a result of needs for care and assistance)

• Personal finances (directly through health-related costs; and/or indirectly through reduced employment
participation)

• Employment, community and social participation

End of life

Medical
procedures
involved in
diagnosis (e.g.
pathology and
other tests/
procedures)

Recovery

Life with a
health issue

Treatment

Diagnosis

At one or all of these stages, ill health, living with a condition, or a change in health may impact on:

A change in life,
such as ageing or
a pregnancy.

An emergency;

An accident;

Suspecting
something is
wrong;

Symptoms of an Visiting a health
illness or chronic professional for
condition appear; assistance with a
health issue (e.g.
An existing
GP, allied health
condition
professional,
worsens;
specialist or other
An episode
health service).
of an existing
condition;

No chronic
conditions

Feeling well

Each stage can
include various
interactions with
the healthcare
system

Seeking
assistance

A change in
health

Prevention

Stage in the
patient life
journey

The Patient Life Journey: A Framework for Gathering and Analysing Consumer Experience

The Real People,
Real Data process
aims to consider
the ‘whole of life’
experience of
the patient life
journey

The stages in
the patient life
journey are
the framework
for gathering
consumer
experience data
(to inform a
decision-making
task).

Applying the
framework
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Positive
outcomes for
individuals (and
their carers), at
each stage of the
journey:
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-Existing
conditions are
managed well

-Health
information is
available and
accessible

-Risk of chronic
condition is
minimised, or
onset is delayed

-No chronic
condition
develops

Diagnosis

Treatment

Life with a
health issue

o Individuals have avenues for complaints and feedback, and opportunities to contribute to
policy making at every level through meaningful and supported engagement.

• Are able to share their experiences to inform service delivery and policy

o Family or friends provide emotional and personal support, and carers are supported to care.

• Have family or friends involved in their care.

o This can include being able to work, train or study; taking part in community activities;
having a safe home; living without stigma or discrimination; and having a sense of
connection to culture.

• Have opportunities for social, economic and community participation.

o Many people find that being involved in self-management of their health helps them to feel
stronger and more in control of their health. This can involve having the knowledge, skills
and confidence to manage their own health, having a choice of healthcare provider, and
having a degree of personal independence.

• Feel a sense of control and choice over their life and their health.

• Are not harmed by their care and treatment.

• Experience coordinated care and smooth transitions between different services.

• Receive care and treatment that responds to the connections between their mental, emotional
and physical wellbeing.

• Receive respectful care and treatment, with respect displayed for their culture, beliefs, values
and personal characteristics, their preferences and their expressed needs.

o Are given clear, timely and comprehensible information about the cost of treatments and
procedures.

• Are provided with all the relevant information they need to make an informed decision to
undergo (or not undergo) any medical or health procedure. They are informed about their
options by their treating professional/s, they understand the benefits and any risks associated
with any procedure and they are supported to make a decision about their care.

• Are provided with accurate, relevant and comprehensive healthcare information that considers
their condition, language, age, understanding, ability and culture. This information is open,
timely and appropriate and they can understand it, and includes discharge information,
information about medicines, treatments and devices, and clear and comprehensive
information for self-care).

• Can afford the treatment and care they require

• Can access safe, quality, timely, appropriate health services

At each of these stages, individuals:

-Person
maintains good
health;

Seeking
assistance

A change in
health

Prevention

The Patient Life Journey: A Framework for Gathering and Analysing Consumer Experience

Patient and carer
wishes for end of
life are respected.

Patient wishes
for end of life are
communicated.

Recovery is
supported.

End of life

Recovery
These outcomes
are used as
analysis criteria
to identify issues
in consumer
experience
narratives.

Applying the
framework
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Outcomes are
mediated by:

Desired
health service
and system
outcomes:

Recovery

Genetic
predisposition.

Adoption of
health promoting
behaviours (nonsmoking etc);

Environmental
factors;

Social
determinants of
health;

Reorientation
of health
intervention
and expenditure
toward
prevention
and early
intervention.

Reduced burden
of chronic
preventable
illness;

Health workforce issues.

Organisational and management factors in different health settings;

Health policy and funding context;

Patients’ and carers’ confidence and ability to undertake self-advocacy and take part in system advocacy;

Peoples’ expectation of their health status and health services;

Health system is cost-effective and efficient, and resources are appropriately distributed across
the system to achieve improved health outcomes.

Population and individual health outcomes are measured and reported.

End of life

There is a consistently high standard of patient-centred care across all parts of the health system.

Life with a
health issue

Early
intervention,
diagnosis and
management of
illness reduces
burden on acute
care system.

Treatment

Reduction in
health inequality;

Diagnosis

Seeking
assistance

A change in
health

Prevention

The Patient Life Journey: A Framework for Gathering and Analysing Consumer Experience

Wider system
issues mediate
good consumer
experience
outcomes

Patient
experience
outcomes
are central to
health service
and system
outcomes.

Applying the
framework
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What did you do
about that?

What does good
health mean, in
your view?

What happened
when you did
this? -How did
you feel about
the advice you
received?

When did you
first seek medical
advice?

If you could change anything about the experience of health care you received, what would that
be?

If you were talking to a friend who had recently been diagnosed with the same condition as you,
what would you tell them to expect?

Thinking about your experience of health care, what would you say has been the most difficult or
challenging part of this experience?

Has much changed in your life as a result of your diagnosis and treatment? What sorts of things
have changed?

Do you do anything to manage your condition now (after treatment)?

How would you describe the care you have received?

Thinking about all the medical and health professionals that you have dealt with, how would you
describe your relationship with those people?

Semi-structured
interview
questions allow
consumers to
tell stories that
can identify
intervention
points and shape
better decisions.

When you did
you first suspect
something in
your health had
changed?

What people expect of their own health and of health services

The impact of illness, and the health system, on relationships that encourage wellbeing (e.g. with family and friends);
and on other aspects of wellbeing (e.g. economic and social participation);

End of life

Would you say
your own health
is good, very
good, fair or
poor? Why?

Recovery

Examples of
ways of asking
about experience
at each stage in
semi-structured
interview:

Life with a
health issue

Consumer
experience
can provide
The experiences of a change in health, diagnosis, treatment and management (and how well health services/ systems
an essential
respond to these);
evidence base
Reasons for waiting or seeking health assistance;
for responding
to healthcare
When, why, how, to whom services are accessible or inaccessible;
challenges
The quality of relationships with health professionals (e.g. communication; trust; respect);

Patient and carer experiences of health, illness and care including:

The extent to which desired individual and system outcomes are met;

Treatment

Barriers to and
strategies for
adoption of
health promoting
behaviours.

Diagnosis

Patient
experience can
provide evidence
about:

Seeking
assistance

A change in
health

Applying the
framework

Prevention
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An interview is a great way to gain an in-depth
understanding of someone’s experience: what
happened to them, how they felt about it, and what
they would change if they could. It’s a practical method
for collecting consumer experience data that can
improve decision-making.
An interview of this kind can be conducted by
telephone or in person. Face-to-face interviews are
recommended where possible. These allow you to
observe non-verbal cues that can help you understand
what was important to the storyteller, and to use
non-verbal communication yourself to encourage
the storyteller to share what was important to them.
A face-to-face interview also means that storytellers
can have a carer or support person with them if they’d
like to. Telephone interviews have the advantage
of allowing you hear from people who might have
difficulty travelling to meet you, or who don’t live in
your immediate area. However you lose non-verbal
cues and it may be more difficult to build rapport over
the phone.
This tool-kit provides advice about conducting
semi-structured interviews. These can be described
as a lightly structured interview, with a respectful
but informal feeling. It may help to consider them as
‘structured conversations’.
The advantages of this approach include:
• It allows people to tell their own story and highlight
what is important to them;
• The interviewer can make sure that key issues have
been considered and that issues are explored in
depth where appropriate;
• Unlike in written testimonials or case studies,
interviewers can check they’ve understood or ask
extra questions;
• Unlike most surveys, interviews allow a wide-ranging
exploration of a person’s experience over time, with
many services and in different settings; and
• The Patient Life Journey framework gives you a
flexible structure to help interviewees to tell their
story, and help interviewers to understand it.
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Remember that the patient life journey framework and
much of the advice about semi-structured interviewing
can also be applied to other settings. For example
the open-ended questions suggested in this section
may also be modified or used in group consultation
settings. You could also apply them in ‘everyday’
informal opportunities to converse with and learn
about consumer experiences.

Choosing and preparing
interviewers
This section provides guidance about how to choose
and support interviewers.

Who makes a good interviewer?
Semi-structured interviewing requires particular skills.
Although many people can learn and improve their
skills in this area, it is important to identify interviewers
who have relevant skills, personal qualities and/ or
experience. People who make good interviewers:
• Are good listeners
• Have good communication skills, in particular active
listening;
• Have good interpersonal skills, including displaying
tact, empathy and respect in interactions with
people, including people in difficult, emotional or
upsetting situations;
• Have a genuine commitment and interest
in listening to and understanding consumer
perspectives through one-to-one interviewing; and
• Have time-keeping and planning skills.31
It can’t be stressed enough that a good interviewer
is first and foremost a good listener. If you have a
genuine interest in listening to someone’s story, that is
a solid foundation for developing skills in interviewing
and inviting people to share their stories in a semistructured manner.
It’s important to clarify what the interviewer’s role is,
and isn’t. The interviewer’s role is to invite the story,
to listen, and to occasionally prompt the storyteller

to learn more about their experience. Your role
doesn’t and shouldn’t involve providing personal
advice, medical advice, counselling services, personal
advocacy or assisting a storyteller to file a formal
complaint. Even if you are qualified to provide certain
professional services (such as medical advice or
counselling) it’s not appropriate to do so in the context
of a storytelling interview.

Preparing for interviewing: hints and tips
• Make sure that the storyteller has received
information about the project and has signed and
returned an informed consent form
• Review your interview guide and questions
• Arrive early for the interview (whether this is
telephone or in-person it can take a little while get
comfortable)
• If you are interviewing in person, make sure the
interview space is quiet, private and welcoming.
• Make sure you are familiar with any audio-recording
equipment you are using, and check that this works
before you start!
• Take a pen and paper just in case your recording
equipment fails you – taking some notes may help
you to remember the story that you hear.

Preparing an interview
guide
In your interviews, you won’t necessarily ask exactly
the same questions of everyone you interview, but
every interview will be about the stages in the patient
life journey. This approach has the benefit of gathering
stories in people’s own words, while ensuring that you
gather information that can be compared and analysed
against the same criteria.

• Prepare a number of optional prompting questions
to encourage interviewees to discuss their
experience of these stages.
• As you prepare your interview guide (and when you
use it in interviews), remember that it’s better to ask
fewer questions than more! The storyteller should
do most of the talking – a rule of thumb is that they
should talk about 80% of the time.32 Your job is to
listen, and encourage a comfortable narrative flow.
• Use open questions that encourage the storyteller
to talk about what happened to them. Avoid
questions that can be answered ‘yes’ or ‘no’.

Developing your
interview guide
The aim of a loosely-structured or “semi-structured”
interview is to invite consumers to tell their own story,
in their own words. The role of the interviewer is to
listen actively and with empathy, clarify and seek
additional information when appropriate, and ensure
that all the key issues and areas are explored by the
storyteller.33
Some interviewees will appreciate being asked
prompting questions, as this provides a structure
for their story and their thinking. Others will feel
comfortable to tell you their story with little, if any,
prompting.
The stages of the patient life journey are the topics
that every interviewee should be invited to talk about,
with prompting questions built around those topics.

To get the most out of your interviews, work up the
best interview guide you can, and be familiar with it.
• The stages of the patient life journey form the basis
of your interview guide;
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Interview topics

Includes, for example

Examples of possible prompting
questions

About you

How would you describe your health,
Overall health, work and family
situation, any personal characteristics overall?
that might impact on health or
healthcare experiences (such as
age, gender, ethnicity, culture, rural/
regional/remote/urban location,
SES status)

Prevention

Preventative health behaviours,
staying healthy,

What sorts of health services do
you use?

A change in health

First symptoms, a pregnancy, ageing,
an accident.

Do you do anything in particular to
stay as healthy as you can be?

Seeking health assistance

Visiting a GP, attending accident/
emergency, going to hospital,
attending an allied health
professional

When did you first notice that
something in your health had
changed? What did you do about
that, if anything?

Information seeking

Searching websites, asking family or
friends

When did you first seek help from a
health professional?

Diagnosis

Diagnostic tests and imaging,
referrals, diagnostic procedures,
being told the diagnosis

Where did you go for information?

Treatment

Hospitalisation, treatment as an
outpatient, medicines, devices, allied
health treatment,

Can you tell me about how you came
to be diagnosed?

Life with a health issue

Self-care, secondary prevention,
medicines and treatments, mental,
emotional and physical wellbeing,
impacts on work and community
participation, family and home life.

Tell me about your treatment?

Key messages

Overall impressions, key
recommendations for change, what
mattered most.

Has much changed in your life as
a result of your condition? Do you
anything different now, to look after
your health?
If a friend of yours was diagnosed
with same condition, what would you
tell them to prepare for?
If you could change any one thing
about your care, what would that be?
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As you are listening to someone’s story, keep in mind the aspects of patient-centred care, and the health system
and service issues detailed in the Patient Life Journey Framework. You don’t need to ask directly about these
issues. If they are important to a consumer, they are very likely to discuss them without being asked, especially
because the semi-structured approach to interview involves you encouraging people talk about what has been
important to them. It is often more powerful if consumers raise these sorts of issues themselves, rather than at
your prompting. However, asking directly can encourage people to discuss things they might otherwise overlook.
You may like to incorporate some prompting questions that invite people to talk about their experience of some
of these issues. Below are some examples of how you could do this.
Patient-centred care domain

Prompting question

Coordination of care

Would you describe the relationship between the different services/
professionals that treat your condition? Who makes decisions about your care
and treatment?

Continuity of care

What happened after you left hospital? Who looked after your health? Did
the hospital or other services follow up once you were back home?

Informed consent

Did you know what to expect before you had the treatment/procedure?
Were there any surprises?

Access to health services

Have you always been able to access the service when you needed to?

Respectful care and treatment

Thinking about all the different health professionals you’ve dealt with, how
would you describe your relationship with them?

Overall experience of care

Is there anything that’s worked especially well in the care you’ve received? Is
there anything that hasn’t worked well?

We include an example interview guide at the end of
this resource (Template 3: Example Interview Guide).
Whether you use this example guide, adapt it or
develop your own, here are some tips for developing
a questionnaire that meets the needs of interviewers
and interviewees:

Tips and hints for developing an
interview guide
• Consider starting with simple questions, which
have straightforward answers. For example, you
might begin by asking for some demographic
information, such as age, occupation or years
diagnosed with a condition.
• (If you are asking for demographic information, ask
only for information that is necessary in order to
understand a story, and make sure that storytellers
know it is optional to provide this information.)

• It’s always best to ask open questions. This allows
interviewees to describe their situation and
perspective in their own words. Your aim is to
encourage a narrative, not ‘yes’/’no’ answers.
• Use neutral language. Rather than “have you found
health professionals disrespectful?” or “were your
nurses friendly?”, it’s better to ask a neutral question
like “how would you describe the attitude of health
professionals?” or “can you tell me about your
nurses?”
• If interviewees can tell what your opinion is, or what
issues are important to you, they may try to meet
what they what they think your needs are, rather
than telling you what is important to them.
• Keep your language as simple and clear as you
can. Avoid professional terms as much as possible
and steer away from jargon. For example, rather
than ask about continuity of care, or a patient’s
“transition” between services, ask how different
services and health professionals work together or
what happened after a storyteller left hospital or
was referred to another service.
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• You can ask someone you know – perhaps a
colleague who has not worked on developing the
interview guide, and ideally someone unfamiliar
with the area you are investigating – to review your
questions. If they have trouble understanding a
question, it’s likely interviewees will too!34, 35, 36
If you would like to record interviews, you must seek
permission. Interviewees should record their agreement
to be audio-recorded on their consent form.

(See Template 5: Example Interview Guide).

Conducting and recording
interviews
During interviews: hints and tips
As you’re starting:
• Start by introducing yourself and thanking the
person for taking part. People may feel a bit nervous
or uncertain about taking part in an interview: you
can help to set someone at ease by being friendly,
calm and relaxed yourself.
• Explain the purpose of the interview in simple
language.
• Remind the person that all questions are optional,
that there are no right or wrong answers.
• Remind the person that their participation is
voluntary and they can stop the interview at any
time.
• Explain about how long it will take.
• Check whether they have any questions before you
begin.
• Be familiar with your interview topics and questions.
• Let interviewees know generally what areas you’d
like to know about – this can help people feel
prepared and ready to talk.
During the interview:
• Listen more than you talk, and speak slowly and
clearly when you do.
• The more you let people talk in their own words, the
more you’ll learn about their experience.
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• Listen actively to what the interviewee is saying.
You may find it helpful to tick off areas on your
interview guide as people address them.
• If something isn’t clear, you can ask prompting
questions such as “can you tell me more?”, “why
do you think this was?”, “what happened then?” or
“could you give me an example of that?” You can
summarise what people have told you to check
you’ve understood.
• Be aware of your body language, especially in
face-to-face interviews. Nod and encourage if that
is your natural style, but try not to let it show if
you find something especially interesting (or less
interesting!). This can encourage people to try to
tell you more of what they think you want to hear,
rather than what is most important to them.
As you’re finishing the interview:
• When you finish, ask if there are any questions.
• Let the person know what the next steps will be,
including if and when you will next be in contact.
• Make clear that you welcome a phone call at any
time with questions. If you are not always available,
let them know when you are.37, 38, 39

Recording interviews
Record your interviews. You can record an interview
by taking as many notes as you can during or after the
interview. You may like to audio-record or video your
interviews to obtain the most accurate record possible
but you must first ask for and obtain permission from
the storyteller, and you should double check that this
is OK before you begin recording. Having a verbatim
record of what the storyteller says allows you to share
their story in their exact words, and this can make
consumer stories as powerful and compelling as
possible. If you are audio-recording in order to then
prepare a transcript of the conversation, you can use
a purpose-designed audio-recorder or the record
function on a mobile phone. Whatever recording
equipment you use, it’s important to permanently
delete each audio-file from your equipment as soon
as possible. This is an important part of protecting the
privacy and security of consumers’ information.

Responding if a storyteller is upset
It can be upsetting to share a story about a difficult
health experience. If someone has experienced harm or
trauma, talking about their experience can cause them
to re-experience it. In this tool-kit we encourage you to
recognise, limit and manage these risks by encouraging
potential participants to consider what impact it could
have on them to share a story about their health and
care. This occurs through the voluntary and informed
consent process. The template informed consent and
project information sheets we provide also include
contact details for reputable and free national services
that provide telephone counselling to people in
difficult, stressful or traumatic situations. We also
suggest that people discuss the project with someone
they trust, or with a trusted health professional before
deciding to participate.
Nonetheless it can occur that a storyteller becomes upset
during an interview. Be alert that people may not show
obvious signs of distress during the interview but may
nonetheless find it distressing to share a story. It is a good
idea to plan how you might respond in these situations.
• Remember that your role is to listen.
• Remember that some people may be upset by
sharing their story but still have a strong desire to
do so.
• Always offer the person the option to stop the
interview.
• You may like to have some words ready to say, or
read to storytellers. For example, you might say:
• It sounds like you’ve had a difficult experience that
is upsetting to talk about. Would you like to stop the
interview now?
• I suggest we stop this interview now. Is that OK with
you? It sounds like you’ve had a difficult experience
and it’s upsetting to talk about it.
• You can remind the storyteller that the information
sheet for the project includes contact details for free
national telephone counselling services.
If a storyteller tells you they would like to make a
formal complaint about their care or treatment, or

if they have experienced an adverse event, you can
provide them with information about how to make a
formal complaint or report an adverse event.

After the interview
Debrief the participant.
This involves making sure they know what the next
steps in the process will be. Let them know expected
timeframes for returning the record or transcript of
their interview, and the process for checking and
finalising the record of their interview. Thank them for
their participation. If appropriate, remind them that
there is information and contact details for counselling
services in the project information sheet they received.
Let them know that you are available for any questions
about the project or the interview, and be clear about
what days and between what times you are available.

If you audio-recorded the interview, check that
your recording worked!
It’s good to do this right away, as if the recording didn’t
work you are likely to still remember enough about
the story to write down at least some aspects of it.
This can also provide rich information about consumer
experience.

Reflect on how it went.
You may like to jot down some notes about the
interview, or talk about the interview with a colleague.
Did some prompting questions work better than
others? How did the interviewee react to your
questions? How did you feel during the interview?
Are there any improvements you could make to your
interviewing approach? Now you’ve completed an
interview, is there anything you think needs to be
added to your interview guide?

Debrief yourself
Ask a colleague to be available to talk about the
process. This can be very helpful if anything happened
during the interview that you found difficult,
challenging, noteworthy or interesting.
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Creating a record of the interview

Participant approval and finalising transcripts

You can create an accurate record of interview by
taking notes during and/or after the interview and by
writing these up into a record of the story as soon as
you can after the interview. Make sure you invite the
storyteller to check, make any changes and approve
your record of the interview as accurate.

Give interviewees an opportunity to check the
transcript and/or final version of their story – the
information that you plan to share with others in your
organisation or publicly. It can happen that people
regret sharing certain information in interview, and
giving people a chance to approve their transcript is
an opportunity for them to retract information they
do not want published, or to add anything that they
forgot. People may find having a copy of what they say
a useful summary of their own experience!

Transcribing
Transcribing an audio recording is a very good way to
gain an accurate record of what someone tells you in
an interview.
Written interview notes can reflect the essence of a
story, but transcription captures the detail and nuance
of how someone speaks in their own words. This is
what makes transcribed data compelling.
It takes time to transcribe. Set aside more time than
you estimate you’ll need. On average it takes 2.5 to 3.5
hours to transcribe a 1 hour interview.
You can have an external agency transcribe the
interview for you. This can cost $120 to $150 per
hour. In addition to the potential cost saving, there
are other benefits to transcribing interviews yourself.
You’ll become more familiar with the story and the
interview data, and you’ll notice details you might
miss otherwise. After you’ve transcribed a number of
stories, you may well notice some common themes
beginning to emerge. Noticing themes is a very
important part of analysing interviews and stories –
so transcription also gives you a head start on this
process. In this sense transcription is an investment in
understanding “people data”, and can save you time in
the analysis phase.40, 41
You should remove from transcripts any specific
information about places or people that could allow a
reader to identify the person’s identity from their story.
There are different transcription software available,
including the free software Express Scribe, available at
www.nch.com.au.
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Storing information
You will need securely store both audio-recording and
transcripts. These must be stored separately from the
consent to participate form. It can be helpful to devise
a system that allows you to associate the transcript
with the person’s name, but you cannot write the
person’s name on their transcript. You could label
transcript and consent form with the same identifying
number. Store them separately to protect anonymity.42
You must delete audio files from any audio-recording
equipment you use. It’s your responsibility to ensure
you know and comply with national privacy legislation.

Analysing and presenting
consumer stories to
shape decision-making
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Introduction
This section of the tool-kit steps assists you to analyse
and present consumer stories so that they can shape
strategic decision-making.
• It introduces you to the Health Experience Wheel,
a visual tool for powerfully communicating the key
information in a consumer story.
• It supports you to use indicators of good consumer
experience to identify any areas in a patient journey
where changes or improvements to services or
policies may be needed - and any areas where
policies or services are making a positive difference
to health.
• It also assists you to analyse and document themes
in one or more consumer stories.
Previous sections of this tool-kit gave advice about
gathering and documenting consumer stories in semistructured interviews. You may have video-recorded
or audio-recorded these interviews. You may have
transcribed any audio-recordings you made; or you
may have documented a story by taking notes and
writing these up into a record of a story that was
then approved by the storyteller. Whatever technique
you used to gather and document these stories, the
narratives you collected provide important information
about consumer experiences of health and health care.
There are many ways you can use consumer stories to
inform your work. These include:
• Sharing a story in part or full to educate staff, Board
members or other decision-makers about consumer
perspectives on the issue, policy or service that they
are involved with;
• Using excerpts from videos, audio, transcripts or
written stories to provide evidence of an argument
you wish to make in a submission or report; and
• Using analysis techniques (including those
described in this section) to identify and draw out
key themes in one or more interviews.
Remember that there are many ways to gather, analyse
and present consumer stories. There’s not a single best

36

Consumers Health Forum of Australia

approach – the right approach is the one that your
organisation and the people who tell you their stories
agree will work best in your situation. The approach
suggested in the rest of this section is intended to give
you a useful tool to add to your own “tool-kit” of ways
to engage with consumer evidence.

The Health Experience
Wheel
CHF has developed and piloted the Health Experience
Wheel, a tool for powerfully communicating the key
information in a consumer story. The Health Experience
Wheel is a simple visual representation of the most
positive and negative interactions a storyteller had
with the health system in a particular patient journey.
The Health Experience Wheel is intentionally simple in
order to represent the key information in a story in a
compelling and easily consumable format. The wheel
shows clearly what mattered, and what could have
been improved, in a storyteller’s experience.
The Health Experience Wheel shows:
1. The stages in the patient life journey.
2. A quote from a storyteller, describing the single
change that could have made the biggest overall
difference to their experience. This is described in
the centre of the Wheel.
3. Key experience points in each stage of the patient
life journey. The Health Experience Wheel presents
these experience points as simple, easy-tounderstand icons (happy and sad faces). These
experience points identify the key positive and
negative experiences that a storyteller had with
the health system, health services and health
professionals in their story of their patient life
journey.
4. Each experience point is accompanied by a
summary of what happened at that point in the
story. This can include both a brief overview
description of what happened at each point, and
a description of the experience in the storyteller’s
own words.

Sample Health Experience Wheel

What is an experience
point?
An experience point can be defined as an event or
occurrence which leaves an impression on someone.
Experiences are made up of emotions, sense and
thoughts. Significant experiences can be defined easily
by most people as positive or negative.

Why use happy and
sad faces?
The Health Experience Wheel uses happy and sad face
emoticons to help visually represent key experiences in
a consumer story. Of course, people have a variety of
emotional responses to experiences, but by keeping it
simple with happy and sad faces, we derive the most
important points most naturally from storytellers and
communicate the essence of a story most effectively
to decision-makers. These experience points can easily
tell us what was good or bad, positive or negative,
made storytellers feel good, and made them feel bad.

In addition to this, the happy and sad faces make it
easy to see what the ratio of good and bad experience
points were, and to get a compelling sense of the
overall experience without having to do too much
thinking or interpreting.
While happy and sad faces are easily understood
visual depictions of positive and negative experiences,
they will not necessarily be the most appropriate
visual devices for every health story you collect. For
example, if a story includes experiences that involve
strong or challenging emotions for storytellers, the
limited emotional register of “happy” and “sad”
may not effectively or respectfully communicate
the storyteller’s experience. Reflect and use your
judgement about whether the Health Experience
Wheel is the best tool you have to communicate each
story you hear. (Remember that the Health Experience
Wheel isn’t the only way to effectively present and
communicate consumer stories!)
If you plan to use the Health Experience Wheel tool,
make sure consumers are aware of this and that
they provide their informed consent prior to their
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interview. You can provide a sample Health Experience
Wheel along with your Informed Consent and Project
Information material for potential participants, to help
people know what to expect.

Why create a Health
Experience Wheel?
The advantage of the Health Experience Wheel is that it
can communicate the key aspects of a story to anyone
very quickly and effectively, regardless of whether they
are someone very senior in a decision making role in
an organisation, or a health consumer sharing their
story. This makes Health Experience Wheels a valuable
supplement to full stories as told by consumers (in
video, audio, transcript or a written summary), because
the Wheel allows readers to quickly grasp the essence
of a story.
The Health Experience Wheel is best suited to consumer
stories that have clearly defined stages (such as: a
change in health, diagnosis, treatment and life with
a health issue); and that include positive as well as
negative experiences of the health system.

From consumer story to
Health Experience Wheel:
Step by Step
You can invite storytellers to be involved at every step
in this process. In particular, ensure that the storyteller
approves the final Health Experience Wheel that you will
use (for the purposes that storytellers agreed with you
when they gave their informed consent to participate).
1. Identify the positive and negatives experiences
in the story. Once you have a transcript or other
written record of a story, work with the storyteller to
identify the most important positive and negative
experiences in their transcript. There are different
ways to do this. You can invite storyteller to use
different coloured highlighters to identify the most
important positive and negative experiences on a
paper copy of their story. You can ask storytellers
to identify the positive and negative experiences
by using the highlighter tool in a computer word
processing program. You can talk with storytellers
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and together identify the high and low points in the
story they have told you. Or you can identify what
you judge the most signficant positive and negative
health system experiences in a story to be, and check
your interpretation with the storyteller.
2. Enter the information into the Real People,
Real Data spreadsheet. CHF provides an Excel
spreadsheet for you to enter the information you
want to display on the Health Experience Wheel.
This could include some or all of the following:
• If it is appropriate to the aim of your project,
enter any relevant demographic and contextual
information about the storyteller. This will be
displayed in the centre of the Health Experience
Wheel.
Remember: the inclusion and exclusion criteria for
your storytelling project may well provide you with
all the demographic information you require about
participants (so, you may not need to provide any
of this information on the Health Experience Wheel
itself). See the Planning section of this tool-kit.
• Add the text from the story that corresponds to
each positive and negative experience point (one
experience point per row of the spreadsheet).
• Add a happy or sad face icon next to each
experience point.
• Add a short summary description next to each
text point to succinctly describe what happened.
The aim of this step is provide a concise summary
of what happened in the experience, from the
storyteller’s perspective. Aim to keep your language
neutral and non-judgemental, and as far as possible
use the storyteller’s own words to summarise their
experience.
3. Add a patient life journey stage to each experience
point in the spreadsheet. These stages will be the
same as the stages you identified as the basis for
your patient life journey interview.
4. Transfer this information into the Health Experience
Wheel tool. Use CHF’s online automated Health
Experience Wheel tool.
5. Provide the Health Experience Wheel to the
storyteller to check, suggest any changes and
approve.

From Consumer Story to Health Experience Wheel:
Step by Step in Pictures
Step 1: A consumer story, showing experience points
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Step Two: Transfer the narrative into the Real People, Real Data spreadsheet
Transcript excerpt

Overview description

Stage

Analysis criteria

[Diabetes] is a rapidly spreading disease, and it is a
chronic disease, so people live with it for the rest of
their lives. And what I’m seeing and finding is that if
people get diagnosed as early as I do, it’s a relatively
large burden of care, for a very long span of time.
So I’m going to have to manage this disease for the
foreseeable future. And if you take just the average age
in Australia – for me, that’s for the next 50 years. So
in terms of where the point of care should begin, and
where should you start diagnosing, I think it’s important
and I’m happy I’m getting to share my experience..

As a younger patient,
early diagnosis is
important to long-term
management.

Diagnosis

Control and Choice

So the Syndrome itself is sort of like a bad package
deal. It causes insulin resistance and it can cause high
cholesterol etc but again, PCOS itself is associated with
women with high BMI and problems with obesity, so I
didn’t think that would be a problem with me. I didn’t
think I was the ‘usual candidate’.

Not a ‘usual candidate’
for diabetes. High blood
sugar picked up during
PCOS treatment

Diagnosis

So because I do have polycystic ovarian syndrome, I
find that that sort of became like a barrier to getting
diagnosed with type 2 diabetes because it’s sort of
understook that most people with it will at some point
become diabetic, but I think the fact that my age
was very young, and because I don’t fit the high BMI,
sedentary lifestyle candidate, the doctor was reluctant.

Age, PCOS and lifestyle
were barriers

Diagnosis

I had to go through a lot of series of tests before I could
even get to the medication that I needed..

Multiple tests prior to
diagnosis

Emoticon

:-(

:-(
Control and Choice

:-(
Diagnosis

Appropriate care

:-(
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Step Three: Use the Health Experience Wheel tool to automatically generate the wheel

Step Four: Invite the storyteller to check and approve the Health Experience Wheel.
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Analysing patient
experience using indicators
of consumer-centred care
Introduction
This section supports you to analyse consumer
experience narratives using indicators of consumercentred care.
Analysing experiences using clearly articulated
criteria can be a very valuable step in analysis. Doing
this allows you to relate themes and information in
the consumer stories you have gathered to wellestablished indicators of consumer-centred care.
These criteria are likely to be relevant to any decisionmaking task that affects consumer health. Analysing
experiences against these criteria can allow you to
identify, for example:
• Which, if any, of these criteria were particular or
recurrent issues for consumers;

About the indicators of consumer-centred care
The Consumers Health Forum suggests you use
the following analysis criteria. These reflect wellestablished understandings of the aspects of patientcentred care and consumer-centred care that lead
to good health outcomes. These criteria appear in
many widely used domains of patient-centred care,
and in authoritative typologies of the aspects and
determinants of good health. Indeed as you will see,
the definitions we suggest are drawn directly from one
or more of these recognised typologies. These criteria
also reflect the Consumers Health Forum’s experience
as the national peak body representing health
consumer interests: they are fundamental measures of
the quality of Australia’s healthcare system and they
are what make a difference to health consumers.
In your analysis of consumer narratives, you can
choose:
• To use all of these criteria;
• Several of them;

• At what stages in the patient life journey consumers
experienced particular issues related to any of the
criteria;

• Just one;

• In which of these areas experience was positive; and

• A combination of your own criteria and CHF’s
suggested criteria.

• Where attention should focus in order to improve
the quality of patient-centred care and support
improved consumer health outcomes.
This is valuable information to shape decisions that
will improve consumer experience and consumer
outcomes.
You can present this information on a more detailed
Health Experience Wheel. This allows you to clearly
communicate how the consumer experience tracks
against validated measures of consumer-centred care.

• Other criteria that are relevant to your decisionmaking task; or

• You can apply one or more criteria to every
experience point in your Health Experience Wheel,
or to one or several of the experience points;
• You can also use these criteria to categorise
consumer narratives (for examples transcripts,
video and audio-recordings).
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Suggested analysis criteria:
Criteria

Definition

1

Access, equity and
affordability

• People can access services to address their healthcare needs and to manage their
condition/s. This includes access to safe, quality, timely and appropriate services,
treatments, preventative care and health promotion.43
• Healthcare services, professionals and the healthcare system recognise and address
dimensions of health inequality such as those related to geographic location,
socioeconomic status, language, culture or Indigenous status.
• People can afford the treatment and care that they require

2

Information and
understanding

People are provided with accurate, relevant and comprehensive information, that
considers their individual condition, language, age, understanding, abilities and culture.
This healthcare information is open, timely and appropriate and delivered in a way the
consumer can understand. This information includes (but is not limited to): discharge
information, information about medicines, treatments and devices, danger signs to look
out for and clear, comprehensible information for self-care.44

3

Informed consent
(including informed
financial consent)

• Patients are provided with all the relevant information to support their agreement (or
not) to any medical or health procedure. This involves being informed by their treating
professional/s about their options, understanding the benefits and any risks associated
with the procedure and being supported by their treating professional(s) to make a
decision about their care.
• Patients are provided with clear, timely and comprehensible information about the
cost of treatments and procedures.45

4

Appropriate care

Patients receive the right care, at the right place, at the right time, and from the right professional.

5

Respectful care

Patients receive care that demonstrates respect for their culture, beliefs, values and
personal characteristics, and for their preferences and expressed needs.46

6

Whole of person care

Patients receive care that recognise and responds to their mental, physical and emotional
wellbeing.

7

Coordinated care and
supported transitions

Patients experience care that is coordinated and integrated, with smooth transitions
between different services.47

8

Safety and quality

• Care and treatment do not harm the consumer.
• Any harms and risks involved in treatment are clearly communicated and understood
by the consumer.
• If an adverse event occurs, this is openly disclosed.
• Consumers who have not received appropriate care can make complaints and seek
restitution through complaints and oversight mechanisms.
• Healthcare organisations have a culture of openness and transparency around safety
and quality, and processes to respond to complaints and feedback.
• Healthcare organisations have a learning culture and processes to support continuous
quality improvement.48

9

Control and choice

• Consumers are involved in self-management of their health and any health conditions.
This can involve having the knowledge, skills and confidence to manage one’s own
health, and having a choice of healthcare provider.49
• Patients have opportunities to be involved in health policy, and take shared
responsibility for policy-making through meaningful and supported engagement in all
levels and at all points of decision-making.50

10

Social, economic and
community participation

Consumers receive healthcare that supports their social, economic and community
participation – for example studying, training, working and/or taking part in community
activities.51
Consumers have safe, secure housing; freedom from stigma and discrimination; and a
sense of connection to culture. These enable and underpin participation and good health.52

11
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Carers and support

• Consumers are supported by family, friends or other carers.53
• Carers, family and friends are supported to care for the patient.
• Family, friends or other carers should be involved in decision-making and care
planning in support of the patient.54
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How to apply the indicators of
consumer-centred care
Keep these criteria in your mind as you read the
consumer stories you have gathered, as you consider
key experience points, and as you review Health
Experience Wheels. You may like to read through a
transcript and/or Experience Wheel keeping one or
several of the criteria in mind. Frame the criteria as
a statement or question to which you can reply with
an answer, based on the experiences in the consumer
narrative.

Access, Equity and Affordability:
Access: Did the storyteller experience any barriers to
safe, timely, appropriate services that met their healthcare
needs and/or managed their condition? Yes or No? If Yes,
what barriers do they describe in their story?
Equity: Did health services, professionals and the
healthcare system recognise and address any
dimensions of health inequality that are relevant to this
story? Yes or No?
Affordability: Did the storyteller delay seeking
treatment or care – or not seek them - because of
cost? Did the storyteller experience anxiety or stress
because of the cost of treatment or care? Yes or No?
Information and understanding: Was the storyteller
provided with this information, and could they
understand it? Yes or No? Did the storyteller describe
lacking information?
Informed consent and informed financial consent:
Was the storyteller provided with the information and
support they needed to give their informed consent? Did
they give their informed financial consent? Yes or No?
Appropriate care: Did the storyteller receive the right
care, at the right place, right time, and from the right
professional? Yes or No?
Respectful care: Did the storyteller receive care that
demonstrated respect for them, their culture, values,
characteristics, preferences and expressed needs?
Yes or No?

Coordinated care and supported transitions: Did
health professionals and services work together
to ensure any transitions in the storyteller’s care
were smooth? Did the storyteller experience
good coordination between services and health
professionals? Yes or No?
Safe and high quality care and treatment: Does the
story describe harm caused by care or treatment?
Were any harms or risks associated with the
storyteller’s care or treatment explained to them in a
way they understood? If there was an adverse event,
was this openly disclosed? If the storyteller made a
complaint about their care, was there a clear process
for making the complaint, and was there a response?
Does the story describe a culture of openness and
transparency around issues of safety and quality in
care or treatment? Yes or No?
Control and choice: Did the healthcare experience
provide the storyteller with a sense of control and
choice over their life and health? Yes or No?
Did the storyteller have opportunities to inform service
delivery and policy? Yes or No?
Social, economic and community participation: Did
health or healthcare impact on the storyteller’s ability
to work, train or study; take part in social or community
activities; or on their housing situation? Does the story
describe an experience of stigma or discrimination? Yes
or No? Does the storyteller suggest anything that could
have improved their social, economic or community
participation?
Carers and support: Does the storyteller describe any
issues related to the support of family and friends?
Were carers supported to care for the storyteller? Were
family, friends or other carers involved in decisionmaking and care planning in support of the patient?
Yes or No?
This will help you begin to map which criteria were
issues for consumers. This is valuable evidence to
inform your decision-making.

Whole of person care: Did care and treatment
respond to the ‘whole person’? Does the storyteller
describe unmet mental, emotional or physical care
needs? Yes or No?
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Analysing and presenting consumer
stories to shape decision-making

Creating Health Experience Wheels with indicators of
consumer-centred care: Step by Step
1. Open the Real People, Real Data spreadsheet and enter the relevant indicators of consumer-centre care in the
appropriate column.
2. Use the Health Experience Wheel online to generate a Health Experience Wheel that also shows the relevant
indicators of consumer centred-care.

Step One: Identify and record relevant indicators of consumer-centred care
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Transcript excerpt

Overview description

Stage

Analysis criteria

[Diabetes] is a rapidly spreading disease, and it is a
chronic disease, so people live with it for the rest of
their lives. And what I’m seeing and finding is that if
people get diagnosed as early as I do, it’s a relatively
large burden of care, for a very long span of time.
So I’m going to have to manage this disease for the
foreseeable future. And if you take just the average age
in Australia – for me, that’s for the next 50 years. So
in terms of where the point of care should begin, and
where should you start diagnosing, I think it’s important
and I’m happy I’m getting to share my experience..

As a younger patient,
early diagnosis is
important to long-term
management.

Diagnosis

Control and Choice

So the Syndrome itself is sort of like a bad package
deal. It causes insulin resistance and it can cause high
cholesterol etc but again, PCOS itself is associated with
women with high BMI and problems with obesity, so I
didn’t think that would be a problem with me. I didn’t
think I was the ‘usual candidate’.

Not a ‘usual candidate’
for diabetes. High blood
sugar picked up during
PCOS treatment

Diagnosis

So because I do have polycystic ovarian syndrome, I
find that that sort of became like a barrier to getting
diagnosed with type 2 diabetes because it’s sort of
understook that most people with it will at some point
become diabetic, but I think the fact that my age
was very young, and because I don’t fit the high BMI,
sedentary lifestyle candidate, the doctor was reluctant.

Age, PCOS and lifestyle
were barriers

Diagnosis

I had to go through a lot of series of tests before I could
even get to the medication that I needed..

Multiple tests prior to
diagnosis

Consumers Health Forum of Australia

Emoticon

:-(

:-(
Control and Choice

:-(
Diagnosis

Appropriate care

:-(

Step Two: Create Health Experience Wheel with Analysis Criteria

Step Three: Invite the storyteller to check, change and approve the Health Experience Wheel

Presenting findings to decision-makers
When you present decision-makers with the information and findings you have
gathered by using the Real People, Real Data Toolkit, you may find it useful to
include a brief summary of the following points:

Your aim
What you did
• Your method
• Who you needed to hear from
• Who you heard from

Present Health Experience Wheels, and what they tell you
• Key areas of positive and negative experiences for storytellers
• This may include any stages in the patient life journey that were particular
experience touch-points, positive or negative; and why;
• Any analysis criteria that were recurring or particular issues for consumers

How this relates to the decision at hand
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The Real People,
Real Data Toolkit
Templates

Template 1: Planning for Success: Questions to Consider
Template 2: Five Steps to Successful Storytelling
Template 3: Project Information for Potential Participants (Example)
Template 4: Voluntary and Informed Consent Form (Example)
Template 5: Interview Guide (Example)
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Template 1: Planning for Success: Questions to Consider
Question

Answer

What role does
storytelling have in your
consumer and community
engagement strategy?

What is the objective of
your storytelling work?

What investment is
required?
Consider time, and any
resources you will need to
purchase or acquire.

Who will take on key roles
and responsibilities?
Who will make the
decision that this work
informs? Who will
manage the project dayto-day? Who will arrange
and conduct interviews?
Who will analyse the
interviews?

Further resources:
Guidance and resources to assist you in planning effective consumer engagement has been provided by the
Consumers Health Forum of Australia in an information module available at:
http://ourhealth.org.au/consumer-rep-support/consumer-and-community-engagement
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Template 2: Five Steps to Successful Storytelling
What is the objective of your decision-making task?
What decision are you making?

What

Why use stories?
How will stories contribute to the decision-making task or the work being undertaken?
Consider: How will stories relate to other kinds of data you gather or use?
• Will they provide insight into consumer perspectives?

Why

• Will they allow you to hear the voice of vulnerable consumers?
• Will they change the perceptions of decision-makers?
• Will they focus attention on health outcomes and consumer experience?  
Do you plan to use stories gathered using the Real People, Real Data Toolkit for other purposes,
such as education purposes? Make sure you seek voluntary and informed consent to each proposed
use of the story.
Whose stories do we need?
Consider: Whose voice is not heard through other channels? Which consumers are expected to
benefit or be affected by the decision? What are the inclusion (and any exclusion) criteria for
participants?

Who

What’s in it for them?
Why would these consumers be willing to share their story to help us?
How many stories do you need?
Remember that just one story gathered using this method can be very useful for decision-making.
How many stories you need to gather depends on your objective.
How will you reach the people you would like to be involved in your Real People, Real Data project?
Do you need to build relationships or work in collaboration with another organisation?
What are the considerations and strategies in working with vulnerable or hard to reach groups?
Are there any cultural considerations to be aware of?
To what extent will your sample reflect the diversity within the target population?

How

How will you make sure that they are respected, their privacy protected, and that have
opportunities to control their information?
Strategies include:
Providing Plain English project information for potential participants
Providing a Plain English voluntary and informed consent sheet
Seeking to identify any risks to consumers, and putting in place strategies to manage these.
There is more information about identifying, managing and minimising risks to consumers, and
about informed consent in the next Module.
Check whether you will require Human Research Ethics Approval.
How did storytelling contribute to our decision-making?
Did we achieve our objective/s?

Assess
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Remember to share what you discover with your participants.
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Template 3: Project Information
for Potential Participants (Example)
<Your logo>

Talking about your health experiences
<Organisation name> invites you to take part in an interview about your health and healthcare.
This sheet tells you what taking part involves. This will help you to decide if you want to take part. Participation is
voluntary.
<Organisation name> will use what you tell us in our <Project Name> project.
This project aims to <Project aim>.
The purpose of the interview is to learn more about your experience of health and healthcare.
Part or all of what you say may appear in public reports and resources that <Organisation name>
produces as part of the <Project Name> project.

What is involved?
You’ll take part in an informal interview. The aim is learn about your experience of health and healthcare. It will
take between 30 minutes and 1 hour.
You’ll talk with <Interviewer Job Title>, <Interviewer Name>. <He/She> may ask questions about things like
noticing a change in your health, seeking medical assistance, diagnosis, treatment, living with your condition and
your experience of health services. <He/She> may ask about what has worked well in your healthcare, and what
could improve.
<Interviewer Name> will give you a list of possible questions beforehand. You don’t have to read this list, but it
may help you prepare for the interview. If you’d prefer to talk about other things, that’s fine.
Talking about these topics could be upsetting. Please only talk about things you feel comfortable to talk about.
If you’d rather not answer a question or questions, that’s fine. You can stop the interview any time.
After the interview <Organisation name> will invite you to:
• Approve (and make any changes) to the transcript of your interview;
• Identify the high and low points of your experience by stamping your transcript with happy and sad face
stamps that we will provide.
• Approve a depiction of your story as an ‘Health Experience Wheel’. This is a visual representation of the most
important parts of your health experience. It aims to communicate what mattered most to you about your
experience. This will be provided to decision-makers along with excerpts from the transcript of your story.
Your participation in each of these activities is voluntary. This means you do not have to take part in any
of these activities.
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Your participation is anonymous. Your name will not be made public. This is to protect your privacy. We will try
not to publish details that could let anyone guess who you are. It is possible you could be identified you even
though you are anonymous. For example, if you have a well-known experience or live in a small community, some
readers may be able to identify you. Please be aware of this risk before you agree to take part.

Who else is involved in this project?
The way we interview you and present your story has been developed by the Consumers Health Forum of
Australia (CHF). CHF is the national non-government organisation representing Australian healthcare consumers.
CHF works to achieve safe, quality and timely healthcare for all Australians, supported by accessible health
information and systems. The Australian Government Department of Health provided funding to CHF to develop
this method. There is more information online at: www.chf.org.au/real-people-real-data-project.php.

What will you do with my information?
<Organisation name> may share your story and your Health Experience Wheel in publications and resources.
These will be publicly available. <Organisation name> will be glad to share these publications with you. Your
story and Experience Wheel will also be presented to <Decision-makers or Decision-making organisation> to
inform a decision about <Name of Decision-making task>. The Consumers’ Health Forum of Australia maintains
the Health Experience Wheel online tool that will be used to present your story, and your information will also be
shared with CHF. If you give permission, CHF may also share your information publicly. CHF will not share your
information unless you give permission to do so.
We won’t share your information unless you approve this. During your interview <Interviewer Name> may
take notes. If you agree, <He/She> will also audio-record the interview. <He/She> will send you a copy of the
record of your interview for you to approve. If you’d like to suggest any changes at this time, <he/she> will be
happy to work with you on these.

What if I change my mind?
You can withdraw from the project at any time. Please be aware that if you withdraw after you approve the final
record of your interview, your story may already have been made public.

What if my story includes a difficult experience?
It can be upsetting to share a story about a difficult health experience. Before you decide to take part you may
like to:
• Talk about it with your health consumer organisation.
• Talk about it with someone you trust.
If reflecting on your experience is upsetting, it could help to:
• Talk to a health professional; or
• Use a phone counselling service, such as BeyondBlue (1300 22 4636) or Lifelife (13 11 14).

Where can I find out more?
You can ask any questions by calling <Contact Person, Job Title, Organisation Name> at <contact phone
number>, <Contact Person’s working hours>.
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Template 4: Voluntary and Informed
Consent Form (Example)
<Your logo>

<Project name>

Consent to interview
This consent form tells <Organisation Name> that you:
• Have read or discussed information about taking part in an interview;
• Agree to take part in an interview;
• Agree that <Organisation Name> may share the written record of your interview (in part or full) in
publications and resources;
• Know that you can discuss and make changes to the transcript before it is finalised; and
• Know that if your story is presented as a Health Experience Wheel, your information will also be shared with
the Consumers’ Health Forum of Australia. CHF will not share this information without your permission.

I agree to take part in an interview.
I agree that <Organisation Name> may audio-record my interview
Yes

No

Signing below indicates you agree. Your name will not be made public. We ask for your name so that there is a
record of your agreement to take part. This form will be filed separately to the record of your interview.

Name:

Signature:

Date:
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Template 5: Interview Guide (Example)

Real People, Real Data Project: Interview guide
I’d really like to hear about what’s been important to you, in your experience of healthcare and life with a health
condition. Is anything that you’d really like to talk about, or that you’d like to start with?

A change in health
Maybe you’d like to start by telling me a bit about when you first noticed a change in your health?
[When was that? What did you notice? Who noticed?]
When/ did you first seek medical advice? How did you feel about this advice?

Diagnosis
Can you tell me about the process of diagnosis? [Looking back, did you know enough about your diagnosis and
what it meant for your life?]
Where you referred to specialists? What was that like?
Were there costs involved and did you know what these would be?

Treatment
What treatments have you been offered?
Did you spend time in hospital? What was that like? (public/private?)
Are you prescribed medications? Did you understand what these were for?
Did you understand any costs involved in treatment? Did you know what the risks were?
Did you know about alternatives?
What were the outcomes of your treatment, in your view?
What impact has treatment/medication had on you?

Adverse events/ If something went wrong
How was this handled? What was the outcome?
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Living well with a condition
What impact has this condition had on your life? (eg finances, family, work or social life? How do you manage
this impact?)
Do you do anything new or different to look after your health now?

Health care and health professionals
Thinking about all the health professionals and health services you’ve dealt with, how do you feel about the care
you have received? How would you describe your relationship with these people? How would you describe their
attitude toward you?
Have you ever had difficulties accessing care or services that you needed? What did you do then?
If you could change anything at all about the care you have received, what would it be?
What has worked for you in the care you’ve received?
What hasn’t worked for you?

Summing up/Reflecting
If someone you knew was diagnosed with this condition, what would you tell them to prepare for?
Thinking back to when you first became a patient, can you bring to mind what your expectations of health
services/ treatment were at that time? How do these compare with what actually happened?
Thinking about your experience of diagnosis and treatment, what would you say the outcome of this has
been for you?
In your opinion, are there any changes that could assist you to stay as healthy as you can be, into the future?

Is there anything else you’d like to say about your experience?
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