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Background

Australia has a vibrant health charity sector and the Australian Patient Organisation Network (APON) was convened to
support the sector and strengthen its impact through collaboration.

In January 2019 the Hon Greg Hunt MP, Federal Minister for Health, Member for Flinders, announced the Patient
Pathways program. APON is part of this program where CCDR have been given the task of bringing together the patient
organisation community across Australia.

The APON conference occurs annually and is a starting point to bring the community together and develop working
networks. All patient organisations and health charities in Australia are welcome to be part of this initiative. Throughout
the year, CCDR aim to support the sector so that organisatons are strengthened and so that we have a cohesive and
collaborative non-profit sector, that can be leveraged to address common goals.

In the lead-up to the inaugural APON conference in 2019, patient organisations completed a survey that provided
information about their current work, what is important to them and future opportunities. This informed the
conference program.

A series of workshops was held during the conference where scribes took detailed notes which were displayed on a
PowerPoint so that there could be consensus from each group on the final points recorded. The pre-conference survey
and results of the conference workshop resulted in an APON program of work. This was then sent to the APON
community for comment and then approved by the APON Standing Committee.

APON is hosted by the Centre for Community-Driven Research (CCDR). CCDR’s commitment to the community is to
facilitate the development of:

e A common agenda

e Shared measurement system(s) and evidence to support actions

e  Mutually reinforcing activities

e Communication, network facilitation and as much support as we have capacity to provide and where funding
can be sourced

The program of work is based on the challenges, opportunities and recommendations of the patient organisation
community. Being an APON member means that you have a place to go as a patient organisation to collaborate, connect
and be actively supported. APON membership will be open to patient organisations only, with the program of work
facilitating collaboration with key stakeholders. This makes APON your space and a way for patient organisations to
address the challenges that are most important to them and their patient populations.

In the program of work, there are some initiatives that are new, some that are new but using and existing platform,
and some that CCDR are already working on. The programs that CCDR are already working on have been included to
show how some of the challenges identified can be addressed, rather than re-creating new systems. For each challenge,
there may be more than one solution, but we ask that we use this program as a starting point for future collaboration
across the network.

This report outlines progress of each area of work to date. A high-level report was also presented to the APON Standing
Committee. APON Standing Committee members currently include:

Monica Ferrie (Chair), Genetic Support Network Victoria
Agnes Nsofwa, Australian Sickle Cell Advocacy Inc

Anne Wilson, Emerge Australia

Claire Leonard, Liver Kids Australia

Fiona Ellis, HeartKids Limited

Fiona Lawton, Angelman Syndrome Association Australia Inc
Hayley Lethlean, Muscular Dystrophy WA

Melanie Funk, Eczema Support Australia

Rohan Greenland, MS Australia
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Highlights

A special project looking at the impact of COVID-19 on patient organisations was conducted in lieu of a conference. The
project included three online, interactive sessions to touch base with patient organisations and collect information on the
challenges they were facing. Two webinars explaining practical aspects of COVID-specific government initiatives were also
convened. CCDR also produced a report detailing the impact of COVID-19 on patient organisations and the results were
published. This attracted national media coverage and was used as the basis of advocacy with the Federal Government.

A total of 20 webinars and online workshops/brainstorming sessions were held in 2020/2021. CCDR also established an
APON newsletter including interviews with APON members and local healthcare professionals.

Aregistry of patient organisations in Australia has been developed and is updated on an ongoing basis. The register currently
holds 451 organisations and can be located at www.cc-dr.org/au/npor

CCDR have developed a system where opportunities for engagement in decisions, funding, collaboration etc. are
scanned and collated each month, and then communicated via the APON newsletter/APON webpage

A suite of tools has been developed to help patients and patient organisations understand the health system. Alongside
information sheets are PowerPoint presentations and facilitator notes so that patient organisations can run internal or
external information sessions on this topic.

The first program evaluation for Patient Pathways is available and represents support provided to 1,245 patients/families.
The evaluation is available at www.cc-dr.org/au/pon

The evaluation has resulted in:
- Afunding model for continuation of Telehealth nurse positions within patient organisations
- Defined roles and remit for Telehealth nurse positions within patient organisations
- A minimum data set for evaluating impact of Telehealth nurse roles within a patient organisation

CCDR has developed and is testing a protocol to understand how citizens access health services across Universal Health
Coverage domains. This will include an online questionnaire and telephone interview and part of the analysis will look at
whether stigma has an impact on access to and/or uptake of health services.

Three projects have emerged from APON interest groups. The projects are:

- The Access to medicines and health technology group: Testing questions to understand the impact of a
condition/disease on a patient’s life.

- Clinical trials and clinical registries, and Research group: Identifying the roles that patient organisations can play to
support clinical trials and research

- Health services/Health system and Navigation group: An audit of patient organisations in Australia to understand
our contribution to the health system and make it easier for patients to navigate services.

The infrastructure has been built to be able to have a central system where patients can register to be involved in
research, policy, program development etc., and be connected with researchers, policy-makers, program
developers etc. that are seeking patient input. The process is currently being testing in a small pilot project in oncology.
The results will be reported and determine whether this can be rolled out at scale or modelled so that individual patient
groups can set up their own system.

The focus of the 2021 annual APON conference will be to develop a national campaign to increase awareness of the

role and services provided by patient organisations and increase health professional referrals to patient
organisations.
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Pillar 1

Health promotion works through concrete and effective community action in setting priorities, making decisions,
planning strategies and implementing them to achieve better health. At the heart of this process is the empowerment
of communities - their ownership and control of their own endeavours and destinies.

Community development draws on existing human and material resources in the community to enhance self-help and
social support, and to develop flexible systems for strengthening public participation in and direction of health matters.
This requires full and continuous access to information, learning opportunities for health, as well as funding support*.

Pillar 1: Strengthen Community Actions

Proposed APON Program Activities Report Indicator
Outcome(s)

Outcome 1.1: Maintain APON and | 1.1.1: Convene an APON conference | It was not possible in 2020 to convene a

support the work of patient | annually face-to-face conference however a

organisations who are an integral
part of the health system

The next APON conference is scheduled
for November 2021 in Melbourne.

special project looking at the impact of
COVID-19 on patient organisations was
conducted in lieu of a conference. The
project included three online,
interactive sessions to touch base with
patient organisations and collect
information on the challenges they
were facing. Two webinars explaining
practical aspects of COVID-specific
government initiatives were also
convened. CCDR also produced a report
detailing the impact of COVID-19 on
patient organisations and the results
were published. This attracted national
media coverage and was used as the
basis of advocacy with the Federal
Government.

1.1.2: Develop and implement a
system to identify common advocacy
platforms to form the basis of
discussions at the Annual Conference

14 online workshops/brainstorming
sessions were held in 2020/2021 across
the APON interest groups. Each APON
interest group identified unique
challenges and opportunities, however
collectively acommon theme that arose
was the need to increase awareness of
the role of patient organisations in
Australia, and what they can contribute
to the health system. This theme will be
carried forward to the 2021 Annual
conference.

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November

1.1.3: Develop a registry of
Australian patient organisations

1986. https://www.healthpromotion.org.au/images/ottawa_charter_hp.pdf
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A registry of patient organisations in
Australia has been developed and is
updated on an ongoing basis. The
register currently holds 451
organisations and can be located at
www.cc-dr.org/au/npor/
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Pillar 1: Strengthen Community
Actions

Proposed APON Program
Outcome(s)

Activities

Report

Pillar 1: Strengthen Community Actions

1.1.4: Develop a registry of
opportunities for engagement in
decisions, funding, collaboration etc.
and alert system for patient
organisations

CCDR have developed a system where
opportunities for engagement in
decisions, funding, collaboration etc.
are scanned and collated each
month, and then communicated via
the APON newsletter/APON
webpage (www.cc-dr.org/au/pon). An
alert system is also in place in relation to
the Pharmaceutical Benefits Advisory
Committee (PBAC) meetings. CCDR
export the PBAC agenda when it is
released and transfer this into a
searchable database so that it is easier
for patient organisations to see what is
being considered at each meeting.

Indicator

Proposed APON Program
Outcome(s)

Activities

Report

Indicator

Outcome 1.2: Increase opportunities
for patient organisations — and those
that work in them — to be personally
and professionally supported in their
work

APON Annual Report 2020 - 2021

1.2.1: Provide a system for peer-to-
peer mentoring and a place for
support those working in patient
organisations

CCDR placed an open call to all APON
members to participate in a patient
organisation peer support group (with
an external facilitator). The aim of the
group was to provide peer-to-peer
mentoring and a place for support
those working in patient
organisations.

There was very little uptake of this
opportunity and it was discontinued.

The APON Standing Committee will
discuss this activity and provide
recommendations for alternative
approaches and/or adjustment of
this goal to bring back to the APON
community.



http://www.cc-dr.org/au/pon

The Spdney Morning FHerald

NATIONAL CORONAVIRUS PANDEMIC

Health charities struggle to cope
under shadow of COVID

For our free coronavirus pandemic coverage, learn more here.

By Rachel Clun
July 1, 2020 — 5.22pm
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But to add to the pressure, the CCDR report found these charities were also
struggling for money after community fundraisers were put on hold by the
national lockdown, putting a question mark over the long-term viability of some
of them.

Chief executive of Cystic Fibrosis Australia, Nettie Burke, said that, amid
cancelling major fundraisers, charities were loath to ask the community for
assistance at a time when many were struggling.

"The demand for our services and support has increased by nearly 80 per cent
while our income has reduced by nearly 70 per cent, so they're frightening
numbers," she said.

"They shouldn't feel like we're giving them the support, but we're taking that away
from their pocket.”

CCDR chief executive Catherine Holliday said the government needed to provide
additional funding for the charities, as they were not eligible for funding under
the $200 million charity support package because their work was not classed as
emergency relief.

"In the health crisis we find ourselves in, patient organisations are stepping up
and providing vital services. For many patients, seeking care is an emergency," Dr
Holliday said.

Excerpt from Fairfax media coverage of the report on the impact of COVID on health charities
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Pillar 2

Health promotion supports personal and social development through providing information, education for health, and
enhancing life skills. By so doing, it increases the options available to people to exercise more control over their own
health and over their environments, and to make choices conducive to health.

Enabling people to learn, throughout life, to prepare themselves for all of its stages and to cope with chronic illness and
injuries is essential. This has to be facilitated in school, home, work and community settings. Action is required through
educational, professional, commercial and voluntary bodies, and within the institutions themselves.?

Pillar 2: Develop Personal Skills

Proposed APON Program
Outcome(s)

Activities

Report

Outcome 2.1: Increase resources for
patient organisations to empower
their communities to exercise more
control over their own health

2.1.1: Repository of tools, resources
and a market-place for patient
organisations to connect and share

A suite of tools has been developed to
help patients and patient organisations
understand the health  system.
Alongside information sheets are
PowerPoint presentations and
facilitator notes so that patient
organisations can run internal or
external information sessions on this
topic. These are all available at www.cc-

dr.org/systems/

CCDR also trialled an online market-
place where organisations can share
and request tools and resources. This
was launched at the start of the
pandemic and did not have the traction
expected. The APON  Standing
Committee will discuss this activity and
provide recommendations for
alternative approaches and/or
adjustment of this goal to bring back to
the APON community

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November

2.1.2: Provide education and support
via webinars between annual
conferences

1986. https://www.healthpromotion.org.au/images/ottawa_charter_hp.pdf

APON Annual Report 2020 - 2021

20 webinars and online
workshops/brainstorming sessions
were held in 2020/2021. CCDR also
established an APON newsletter
including interviews with APON
members and local healthcare
professionals.

Indicator



http://www.cc-dr.org/systems/
http://www.cc-dr.org/systems/
https://www.healthpromotion.org.au/images/ottawa_charter_hp.pdf

Pillar 2: Develop Personal Skills |
Proposed APON Program Activities Report Indicator
Outcome(s)

2.1.3: Patient Pathways Pilot The first program evaluation is available
and represents support provided to
1,245 patients/families. The evaluation
is available at www.cc-dr.org/au/pon

The evaluation has resulted in:

- A funding model for
continuation of Telehealth
nurse positions within patient
organisations

- Defined roles and remit for
Telehealth nurse positions
within patient organisations

- A minimum data set for
evaluating impact of
Telehealth nurse roles within
a patient organisation

2.1.4: Framework for Community | Framework for Community
Engagement Engagement was being developed by
the World Health Organisation and
the plan was to adapt this to the
Australian setting. The Framework is
yet to be released and there is no
indication of when it will be released.
In 2022, CCDR will conduct a search
of existing frameworks and work
with APON members to adapt this to
the Australian setting. This will
include an ethical framework for
patient feedback in decision-making.
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( - Patient Pathways
3 - Telehealth Nurse Service

An initiative funded by the Federal Department of Health
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Pillar 3: Create Supportive Environments
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Pillar 3

Our societies are complex and interrelated. Health cannot be separated from other goals. The inextricable links between
people and their environment constitutes the basis for a socioecological approach to health. The overall guiding principle
for the world, nations, regions and communities alike, is the need to encourage reciprocal maintenance - to take care of
each other, our communities and our natural environment. The conservation of natural resources throughout the world
should be emphasized as a global responsibility.

Changing patterns of life, work and leisure have a significant impact on health. Work and leisure should be a source of
health for people. The way society organizes work should help create a healthy society. Health promotion generates
living and working conditions that are safe, stimulating, satisfying and enjoyable.

Systematic assessment of the health impact of a rapidly changing environment - particularly in areas of technology,
work, energy production and urbanization - is essential and must be followed by action to ensure positive benefit to the
health of the public. The protection of the natural and built environments and the conservation of natural resources
must be addressed in any health promotion strategy.?

Pillar 3: Create Supportive Environments

Proposed APON Program Activities Report Indicator
Outcome(s)
Outcome 3.1: Increase | 3.1.1: Create a mechanism to ensure | The opportunity to join a ‘vulnerable

opportunities for all patients and
the community to access everything
that the health system has to offer

that equitable access is addressed in
each of the APON activities and
program of work

populations interest group’ was offered
to the APON community. There was not
enough interest to go ahead with this
interest group.

The APON Standing Committee will
discuss this activity and provide
recommendations  for  alternative
approaches and/or adjustment of this
goal to bring back to the APON
community.

Outcome 3.2: Reduce the impact
that stigma has on the way that
patients and their families
experience the health system

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November

3.1.2: Develop research question(s)
to implement across a range of
disease areas in relation to the
impact of stigma in vulnerable
populations

1986. https://www.healthpromotion.org.au/images/ottawa charter hp.pdf
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CCDR has developed and is testing a
protocol to understand how citizens
access health services across Universal
Health Coverage domains. This will
include an online questionnaire and
telephone interview and part of the
analysis will look at whether stigma has
an impact on access to and/or uptake of
health services. This project is
commencing in July 2021.
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Pillar 4

Our societies are complex and interrelated. Health cannot be separated from other goals. The inextricable links between
people and their environment constitutes the basis for a socioecological approach to health. The overall guiding principle
for the world, nations, regions and communities alike, is the need to encourage reciprocal maintenance - to take care of
each other, our communities and our natural environment. The conservation of natural resources throughout the world
should be emphasized as a global responsibility.

Changing patterns of life, work and leisure have a significant impact on health. Work and leisure should be a source of
health for people. The way society organizes work should help create a healthy society. Health promotion generates
living and working conditions that are safe, stimulating, satisfying and enjoyable.

Systematic assessment of the health impact of a rapidly changing environment - particularly in areas of technology,
work, energy production and urbanization - is essential and must be followed by action to ensure positive benefit to the
health of the public. The protection of the natural and built environments and the conservation of natural resources

must be addressed in any health promotion strategy.’

Pillar 3: Reorient Health Systems

Proposed APON Program
Outcome(s)

Activities

Report

Outcome 4.1: Increase engagement
between patient organisations,
decision-makers, key health
agencies and stakeholders to ensure
that the needs of the individual - as
a whole person - are addressed in
health programs , research and
policies

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November

4.1.1: Develop working groups
within APON, and engage relevant
key health agencies across the areas
of*¥*:

- Access to medicines and health
technology (including PBAC, MSAC,
TGA)

- Research (NHMRC, MRFF)

- Clinical trials and clinical registries
- Health services/Health system and
Navigation

- Digital health (My health record
and emerging technologies)

- Vulnerable populations

- Vulnerable issues (special issues
addressing stigma, palliative care,
pain management and mental
health)

1986. https://www.healthpromotion.org.au/images/ottawa charter _hp.pdf
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14 interest group webinars/workshops
have been held. There has not been
enough interest in the vulnerable
populations interest group so this one
did not go ahead.

The Clinical trials and clinical registries,
and Research groups have
amalgamated, as have the Digital health
and Health services/Health system and
Navigation groups.

Three projects have emerged from the
interest  groups and  additional
information about these projects is
provided below. The projects are:

The Access to medicines and health
technology group: Testing questions to
understand the impact of a
condition/disease on a patient’s life.

Clinical trials and clinical registries, and
Research group: Identifying the roles
that patient organisations can play to
support clinical trials and research

Health services/Health system and
Navigation group: An audit of patient
organisations in Australia to understand
our contribution to the health system
and make it easier for patients to
navigate services.

Indicator




Pillar 4: Reorient Health Systems

Proposed APON

Outcome(s)

Program

Activities

Report

Indicator

4.1.2: Develop a central system
where patients can register to be
involved in research, policy, program
development etc., and be connected
with  researchers, policy-makers,
program developers etc. that are
seeking patient input.

The infrastructure has been built to be
able to do this and the process is
currently being testing in a small pilot
project in oncology. The results will be
reported and determine whether this
can be rolled out at scale or modelled so
that individual patient groups can set up

their own system.

The Access to medicines and health technology group: Testing
condition/disease on a patient’s life

questions to understand the impact of a

Members of the access to medicines and services interest group participated in an online workshop. Participants were
asked to Imagine that nothing exists in relation to community/patient feedback and engagement in health technology
assessment (HTA), i.e. that there is no community portal and no mechanism for feedback. This aimed to get participants
to think outside of and not be constrained by the current system.

As a starting point, participants were asked ‘What questions would you ask patients and families to understand what
everyday life is like for them?’ (The answers to these questions would be used to educate decision-makers on the
impact of the disease/condition).

The second thing participants were asked is to think about their patient community and their everyday life. What are
some of the things that would improve their quality of life? (This question aims to be demonstrative of quality of life
and also lead us to develop a set of values important to patients and families.)

When responding to the question, we asked for a ‘statement’ and an ‘impact’. For example: If our patients could have
better upper arm strength, they would be able to prepare their own meals and do light housework. This would improve
their quality of life as they would be able to be more independent.

From the workshop we have a preliminary list of questions that are important to the community in the context of HTA.
The project that we will take forward it testing and validating the questions (via telephone interview). The question
validation process includes 1) making sure the questions make sense to participants and result in responses that fit the
question, and 2) making sure we can trust the data in different settings. We aim to test the questions in participants
across a range of disease areas (rare disease, chronic disease, oncology, autoimmune disease, disabilities) and a range
of demographics (age, location, education, ethnicity, socioeconomic status).

CCDR has also conducted workshops with international stakeholders (Health Technology Assessment agencies and
health economists) from Canada, USA, UK, Australia, Netherlands, South Africa and Taiwan to add to the community’s

guestions and CCDR will commence consolidating and testing questions with patients.

CCDR successfully applied for an arms-length grant from AstraZeneca Australia to conduct this project.

APON Annual Report 2020 - 2021
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Pillar 5: Build Healthy Public Policy
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Pillar 5

Our societies are complex and interrelated. Health cannot be separated from other goals. The inextricable links between
people and their environment constitutes the basis for a socioecological approach to health. The overall guiding principle
for the world, nations, regions and communities alike, is the need to encourage reciprocal maintenance - to take care of
each other, our communities and our natural environment. The conservation of natural resources throughout the world
should be emphasized as a global responsibility.

Changing patterns of life, work and leisure have a significant impact on health. Work and leisure should be a source of
health for people. The way society organizes work should help create a healthy society. Health promotion generates
living and working conditions that are safe, stimulating, satisfying and enjoyable.

Systematic assessment of the health impact of a rapidly changing environment - particularly in areas of technology,
work, energy production and urbanization - is essential and must be followed by action to ensure positive benefit to the
health of the public. The protection of the natural and built environments and the conservation of natural resources

must be addressed in any health promotion strategy.?

Pillar 5: Build Healthy Public Policy

Proposed APON Program
Outcome(s)

Activities

Report

Outcome 5.1: Provide the evidence
to inform key policy and funding
decisions, based on the experience
and needs of patients

5.1.1: Develop health program and
research impact measures that
reflect the values that are important
to patients and patient
organisations

As afirst step, the result of the access to
medicines and health technology
group: Testing questions to understand
the impact of a condition/disease on a
patient’s life, will inform this activity.
The responses that patients provide will
be analysed from a values perspective.
These will then be taken back to the
APON Standing Committee to discuss
next steps for further consultation with
the APON community.

5.1.2: Prospective research
methodologies and pilots to test
best practice community
engagement systems in various
contexts including health technology
assessment, health services,
research and community-based
programs

Evaluation and pilots are core to all of
the APON program of work. This is
evidenced by the projects that have
resulted from the interest groups as
well as this annual report.

This is existing CCDR work included in
the APON program of work to
acknowledge that it was raised by
the APON community but included to
avoid duplication.

5.1.3: Develop and validate levels of
evidence for patient experience,
patient feedback and real-world
data

This is in progress. A group of patient
organisations  participated in a
workshop to scope the different kinds
of evidence generated to identify the
kinds of evidence that are used in
patient feedback and real-world data
generation. As a next step, CCDR will
need to secure funding to take this work
forward.

This is existing CCDR work included in
the APON program of work to
acknowledge that it was raised by
the APON community but included to
avoid duplication.

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November

5.1.4: PEEK repository of patient
experience and expectation data
and integration of this data into

decision-making processes

1986. https://www.healthpromotion.org.au/images/ottawa charter _hp.pdf
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CCDR have tested the feasibility of
routine collection of both qualitative
and quantitative data. This is the
Personal Experience, Expectations and
Knowledge program (PEEK) and CCDR
hold the largest repository of systematic
patient interview data in the world.

Indicator




Develop and validate levels of evidence for patient experience, patient feedback and real-world data

Stream 1:
In the first session of the workshop, the Committee discussed the general principles of patient experience evidence, that is what
should be considered when developing patient evidence. The principles identified included:

eGeographically and demographically balanced

eEvidence developed is holistic, that is it encompasses diagnosis, treatment, information, communication, support and care
eAcknowledges the practical considerations that are important to patients and their families

eHas transparency in recruitment or engagement strategies used to develop the evidence (inclusion/exclusion criteria,
intervention)

*Provides evidence of patient needs

To differentiate between patient experience data and patient/patient organisation engagement, a discussion was then held in
relation to the principles of patient organisation engagement. The following principles were identified and demonstrate what
patient organisations expect/require in order to gain feedback from their patient population in a meaningful way:
eResourcing
*Proposals should include a budget to support non-profit organisations if that this is part of the recruitment or
engagement strategy
eAlternatively, there needs to be a pool of money for non-profit organisation to apply to to support recruitment or
engagement of patients
eDemonstrate some understanding of the patient organisations working in the disease area and rationale for selecting/not
selecting to work with specific groups
* Evidence of patient and/or patient group consultation at all stages of development to promote the highest level of translation
possible
eDemonstrates a plan for recruitment/engagement of the patient community that it is geographically and demographically
diverse
*Provides evidence of patient need: What is the patient-driven challenge that has been identified?

The main focus of the first session was to build a hierarchy of evidence in relation to patient experience data (just as there are
levels of evidence for clinical data).

The Committee discussed and listed the type of data that is available to them and ranked these in relation to the principles of
patient experience data previously discussed. A ranking exercise was conducted in the context of diseases that had large

populations and those that had small populations or were rare diseases.

Table 1 below is the draft ranking of levels of evidence for patient experience data, with | being the most valued and IX being the

least valued.
Level of Large population Small population/Population sub-group
Evidence
| Questionnaire/Structured Interview (mixed methodology) Questionnaire/Structured Interview (mixed methodology)
li Structured Interview Structured Interview
1 Questionnaire (Validated) Focus group (multiple with diversity)
v Focus group (multiple with diversity) Individual comments (With transparency)
\Y Individual comments (With transparency) Unstructured/Semi-structured interview
Vi Unstructured/Semi-structured interview Focus group (single)
Vil Questionnaire (Not validated) Individual comments (Without transparency)
VIII Focus group (single) Questionnaire (Validated)

IX Individual comments (Without transparency) Questionnaire (Not validated)



The Committee then discussed the broad influences on developing good quality patient experience data, that is, what makes a
difference to the quality of the information. This included:

a. Who is participating in the patient experience research
Patient population (Characteristics, demographics, size, disease stage etc.)

b. Who is conducting the patient experience research

Level of expertise consistent with what you are trying to achieve. This includes:
*Ability (technical) and (“soft skills”)

*Driver and motivation (transparency)

*Objectivity vs subjectivity

The Committee felt it was important to separately discuss the use of case studies. To this end, it was agreed that case studies
provide the context of the situation. These should be used to clarify or complement other data to provide the narrative of the
data, but are not necessarily representative of the patient population.

Stream 2: Transparency

The challenges in transparency that were addressed in the second session were in relation to the lack of information provided to
patient organisations when being asked to provide feedback. This might be feedback in the context of research, policy, health
service development or health technology assessment.

The Committee developed a set of questions that they felt needed to be answered in order to provide informed comments in
order to aid transparency (noting that for full transparency, the group requesting feedback needs to provide some form of
response to the patient organisation in relation to their understanding of the feedback and how the feedback has been
incorporate in their decision-making) :

eHow were patients involve in the development? Tell us the story of the development.

ePatients are not their disease: How does this treatment/program/policy/test/device improve the overall quality of life of the
patient? Do you have evidence of this?

*Who is the submission/project for? i.e. is there a sub-group that will benefit (more/specifically) or is it the whole patient
population?

*What type of clinical data is being used to support this submission?

*What type of patient data is being used to support this submission? (Patient-driven question? Patient reported outcomes?)
eEfficacy: what does this treatment/device/research/project/policy do for patients?

eHow is it better or different to the current situation?

*What are the practical/holistic/emotional considerations in relation to the proposed change?

eWhat is the burden of treatment? How is it administered/impact/accessed?

e\What are the practical implications including for example travel, time, recovery etc.? Burden of process/time required?
*\What are the other treatment options/research/programs etc. currently available?

Stream 3: Meaningful dialogue with decision-makers

Throughout the workshop, the challenges in relation to funding in the non-profit sector arose. It was identified that there are no
avenues of funding available for projects that aim to support patients in the health system or for core activities of non-profit
organisations. To this end, the Committee agreed that a key message to decision-makers would need to be to demonstrate the
value of the non-profit sector and what the health sector would look like in the absence of patient organisations. The overall
aim would be to advocate for a pool of funding that patient organisations could apply to in order to support their critical work.
It was proposed that this be the key message to the Minister for Health.



Pillar 6: Moving Into The Future
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Pillar 6

Our societies are complex and interrelated. Health cannot be separated from other goals. The inextricable links between
people and their environment constitutes the basis for a socioecological approach to health. The overall guiding principle
for the world, nations, regions and communities alike, is the need to encourage reciprocal maintenance - to take care of
each other, our communities and our natural environment. The conservation of natural resources throughout the world
should be emphasized as a global responsibility.

Changing patterns of life, work and leisure have a significant impact on health. Work and leisure should be a source of
health for people. The way society organizes work should help create a healthy society. Health promotion generates
living and working conditions that are safe, stimulating, satisfying and enjoyable.

Systematic assessment of the health impact of a rapidly changing environment - particularly in areas of technology,
work, energy production and urbanization - is essential and must be followed by action to ensure positive benefit to the
health of the public. The protection of the natural and built environments and the conservation of natural resources
must be addressed in any health promotion strategy.?

Pillar 6: Moving Into The Future

Proposed APON Program Activities Report Indicator
Outcome(s)

Outcome 6.1: Increase visibility and | 6.1.1: Develop a national campaign This activity is yet to commence

leverage the position of patient | to increase awareness of the role however it is the focus of the 2021
organisations in Australia, as | and services provided by patient APON conference.

professional partners who work | organisations, and increase health

with patients in the settings of their | professional referrals to patient An expression of interest has been

everyday life organisations opened to public relations and

government relations agencies to
provide pro-bono support to the APON
community to develop the messaging
around a national campaign.

6.1.2: Develop a system to classify This activity has cross over and is aligned
patient organisations according to with the Health services/Health system
the services they provide and Navigation group where an audit of

patient organisations in Australia to
understand our contribution to the
health system and make it easier for
patients to navigate services.

The audit will be the first step in
classification of activities conducted by
patient organisations. The next step
addressing this activity will be to work
with the APON community to see if
there are overarching classification to
distinguish in a positive way different
types of patient organisations for
example those that focus on research,
those that focus on support and
information and those that include a
broader range of services and activities.

1 World Health Organisation. (1986). Ottawa Charter for Health Promotion: First International Conference on Health Promotion Ottawa, 21 November
1986. https://www.healthpromotion.org.au/images/ottawa charter hp.pdf
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