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Review of the 2016 Statement on Consumer and Community Involvement in Health and
Medical Research — Questions on draft Statement

Following consultations in 2024 that sought views and opinions on how the Statement could be
improved, NHMRC and the Consumers Health Forum of Australia (CHF) have released a draft revised
Statement.

Revising the Statement provides an opportunity to streamline and refocus the content to help to
shape consumer and community involvement policy at all levels into the future. It emphasises the
principles and values of consumer and community involvement and the roles and responsibilities of
all involved in health and medical research.

You may enter your responses directly using the online survey. If you provide an email address, you
can save your progress and return to the survey as many times as you wish while it is open.

This document has been developed for individuals and organisations who would prefer to prepare
their responses offline, for entering on NHMRC's Consultation Hub once complete. It contains the
discussion questions in the order that they appear in the online survey.

Please note that none of the questions below are mandatory, and that there is no word or character
limit for each question in the online survey. You are welcome to provide a response to as many or as
few questions as you wish. You will also be asked some questions about you or your organisation
when you complete the online survey.

Please ensure that you have read the Statement (available for download on the ‘Overview’ page of
the survey or from NHMRC's website) prior to answering the questions.
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Expectation of Consumer and Community Involvement in health and medical research

While the Statement does not mandate consumer and community involvement, it sets high
expectations. The goal is for consumer and community involvement to become a routine and
integral part of every level, stage and type of health and medical research.

o Does the Statement set clear and suitable expectations that consumers and community will be
involved in all stages of research?

Yes
No O

Would you like to make further comments?

The Statement sets out strong expectations for consumer and community involvement across all
stages of research. However, it could be further strengthened by:

e Acknowledging that the effectiveness of consumer engagement depends not only on its
presence but also on the extent to which consumers have real influence and authority within
research processes. The document should reference genuine or meaningful consumer
engagement.

e Explicitly recognising place-based inequities, particularly for rural and remote communities,
which face systemic barriers to research access and governance.

e Moving from a language of encouragement to one of expectation and accountability, for
example by requiring reporting mechanisms on the extent and quality of consumer
involvement.

e Providing more clarity on how consumer influence is integrated into decision-making
processes (e.g., co-chairing committees, majority representation in some governance
settings).

Values and Principles of Consumer and Community Involvement

The Statement outlines the values and principles that are the foundation for effective consumer and
community involvement.

o Does the Statement clearly explain the key values and principles that ensure effective
consumer and community involvement?

Yes
No O

Would you like to make further comments?

The values and principles are well articulated, but they could be made more actionable by:
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e Embedding rurality, remoteness, and cultural safety explicitly within Principle 4: Equitable

inclusion.
e Expanding on mutual benefit, with examples of how consumer involvement has influenced

research quality, translation, and equity of outcomes.

Roles and Responsibilities for Consumer and Community Involvement

Many of the roles and responsibilities are shared between consumers, communities, consumer
organisations, researchers, institutions, and funders, with different individuals and groups
responsible for different aspects. Table 1 of the Statement outlines how these responsibilities can be

shared.
o Does the Statement clearly explain the shared roles and responsibilities of all involved to
ensure effective consumer and community involvement?

Yes
No O

Would you like to make further comments?

Shared responsibilities are clearly outlined, though the section would benefit from guidance on how
responsibilities are operationalised across rural and remote settings, where limited resources and
connectivity can make engagement more challenging.

o Does the Statement clearly explain the roles and responsibilities of consumers, communities,
and consumer organisations that ensure effective consumer and community involvement?

Yes
No O

Would you like to make further comments?

This section is comprehensive, but should:

e Acknowledge the need for training and capacity building for consumers in rural and remote
areas, who may have fewer opportunities for engagement.
e Clarify expectations of remuneration, to avoid tokenistic participation.

o Does the Statement clearly explain the roles and responsibilities of Researchers that ensure
effective consumer and community involvement?

Yes
No O

Would you like to make further comments?
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Researchers’ responsibilities are well stated, but could be strengthened by requiring them to:

e Explicitly plan for place-based consumer involvement, ensuring representation of rural and
remote communities where relevant.

e Report on how consumer contributions have shaped methodology, data collection, and
translation.

e Align consumer involvement approaches with existing clinical frameworks (such as Optimal
Care Pathways) to ensure rural consumer voices inform both research design and pathway
development.

o Does the Statement clearly explain the roles and responsibilities of Research Institutions that
ensure effective consumer and community involvement?

Yes
No O

Would you like to make further comments?

Institutions could be further guided to:

e Create dedicated structures (e.g., rural engagement coordinators, community advisory
groups) to support involvement outside metropolitan centres.

e Embed consumer involvement into institutional performance frameworks and recognition
systems.

o Does the Statement clearly explain the roles and responsibilities of Research Funders that
ensure effective consumer and community involvement?

Yes
No O

Would you like to make further comments?

Funders are pivotal in driving system change. The Statement could be strengthened by:

e Encouraging funders to mandate consumer involvement as a condition of grant funding,
with clear expectations for inclusion of rural and remote perspectives where relevant.

e  Funders should support the inclusion consumer renumeration as a standard budget item in
grant application forms.

e Recommending the establishment of a national register of trained consumers, including
representation from rural and remote communities, to support researchers in engaging
diverse voices.

e Supporting and resourcing place-based research approaches, ensuring funding mechanisms
enable research to be co-designed, governed, and implemented with communities where
they live, particularly in rural and remote areas. This would help address local health
priorities and improve translation into community practice.



Australian Government

“ National Health and Medical Research Council

Implementing the Statement

The Statement is intended to be a high-level, overarching document that does not focus on issues
related to implementation of consumer and community involvement in health and medical research.
It instead creates a strong expectation of consumer and community involvement in all health and
medical research and provides high-level guidance.

Implementation is the process of putting recommendations into practice. Supporting the effective
implementation of consumer and community involvement may include things such as providing
additional support or resources.

Responses to the questions below may be used to develop implementation guidance once the
revised Statement is published.

o What else is needed to support the effective implementation of consumer and community
involvement?

To support effective implementation other resources needed include:

¢ Implementation guidance (e.g., toolkits, templates, remuneration frameworks) to support
practical adoption.

e Capacity-building programs for consumers, especially in rural and remote areas, to equip
them to contribute meaningfully.

e Cross-jurisdictional coordination frameworks to ensure consumer involvement approaches
work seamlessly across state and territory boundaries, particularly important for conditions
like cancer where rural patients often need to travel interstate for specialist care and
treatment.

e Funding streams dedicated to consumer involvement activities, including rural travel, digital
access, and training.

e Evaluation frameworks including benchmarks, indicators, or criteria to measure not just the
presence of consumer involvement but whether it effective versus tokenistic. This could
include the impact on research design, outcomes, and translation.

e Consumer-led evaluation processes, allowing communities to assess the quality and impact
of their own involvement.

e Acknowledge logistical barriers (e.g., travel, digital access, workforce shortages) and propose
strategies such as decentralised research hubs, digital inclusion programs, and locally based
consumer advisory groups, to ensure place-based research and involvement are feasible and
equitable.

Additional Comments

o Do you have any additional comments on the Statement?

The Statement is a strong foundation, but to maximise its national relevance and equity impact, it
should:
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e Move beyond general principles to explicitly address rural and remote inequities in access
to, and governance of, health research.

e Thread Indigenous knowledge and leadership throughout the document, not only in
acknowledgements.

e Strengthen accountability by encouraging mandatory reporting and evaluation of consumer
involvement by researchers and institutions.

e In addition, consider language used for example, ‘vulnerable or hard-to- reach communities’
used in Principle 4, page 3 should be revised and the use of ‘priority populations or
geographically dispersed communities’ used instead.

We thank you for the opportunity to provide comment on the National Health and Medical
Research Council (NHMRC) Consumer and Community Involvement in Health and Medical
Research draft statement. This submission has been made on behalf of the Equitable Cancer
Outcomes across Rural and Remote Australia (ECORRA) Research team: Helena Rodi, Sophie
Boffa, Victoria Turner, A/Prof Skye Marshall, Dr Anna Chapman, Dr Charlene Wright, Dr Rebecca
J Bergin, Hannah Jongebloed, Sharina Riva, Laura Sergeant, Sherry Tang, Emily Lavcanski, Prof
Anna Ugalde.



