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Research in the CMO/NGO mental health and alcohol and other drug (AOD)
sectors characteristically strives to authentically embed the principles of
community and Lived Experience participation at its core. It is much more than
a systematic and scientific process aimed at discovering new knowledge,
validating existing theories, or solving specific problems across various fields.
It is relational, value-laden, and deeply connected to people’s lives. Every
interaction, question, method or decision shapes how safe, respectful, and
meaningful the research can be. Central to research ethics is the objective
which focuses on protecting the dignity, autonomy, rights and wellbeing of
the people and communities who make research possible and valuable.

This guide offers a practical starting point for people working in non-
government (NGOs) and community-managed organisations (CMOs).
Whether you are thinking about a new project or preparing a developed
proposal for a formal ethics application; this resource will help you understand
the ethical responsibilities that must be considered, when formal approval
is required, and how to navigate the ethics landscape in ways that feel
supported, safe and achievable.

This guide sits alongside CMHDARN's other resources that focus on how
to conduct research, including trauma-informed approaches and lived
experience partnership. In this resource, the focus is on why ethics matter,
and how you can approach a research project with confidence.

»

The National Health and Medical Research Council (NHMRC) National
Statement is also an important resource that can assist researchers
conducting research with human participants; for ethics review bodies, for
those involved in research governance and potential research participants.
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Why ethics matter in
community-based research

Research in mental health and AOD contexts
often touches on experiences of distress,
substance use, inequity, power disparities,
stigma, discrimination, trauma, resilience,
and cultural bias. The purpose of ethics is
not to impose bureaucratic hurdles but to
support a way of working that promotes
equity, inclusion, honesty, safety and
mutual respect and benefit for participants,
communities and researchers. It is
underscored by collaboration, trust and
attention to cultural sensitivity.

Ethical research is thoughtful and deliberate.
[t invites researchers to slow down, notice
their assumptions, be aware of their personal
prejudices and reflect on how research
methods and outcomes may impact people
involved. It asks you to consider matters of
consent, integrity, risk, accountability and
the potential benefit of the evidence sought;
as well as upholding the rights of participants
across every stage of the research journey,
from shaping questions to sharing results. It
openly addresses power imbalances and is
non-tokenistic.

This is important so that participants

and communities don’t feel used or are
inadvertently damaged by the research

that is trying to support them, for example,
through insensitive reporting or by not fully
understanding the context of the results and
therefore misrepresenting them.

Ethical research ensures that people who
participate feel respected, fully informed,
free to choose their level of involvement,

to be able to withdraw their participation
without prejudice, and be confident that
their information will be handled with care to
ensure privacy and confidentiality.

Ethical research also improves the likelihood
that a research endeavour will contribute

to genuine community benefit rather than
repeating historical harms. These harms are
why ethics committees were established,
following extensive unethical medical
experiments conducted in concentration
camps during WWII, and the establishment
of the Nuremberg Code in 1947, and later the
Declaration of Helsinki in 1964. These steps
elevated and enshrined the importance of
core principles such as informed consent,
privacy and confidentiality, respect for
persons (the principle of autonomy),
beneficence (to do good), and justice.

Accountability
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Because community relationships are
ongoing, the ripple effects of research can be
far-reaching. Ethical practice helps prevent
research from reinforcing existing power
imbalances, and instead supports meaningful,
relevant and empowering outcomes for
communities and services.

Risk

Consent
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Two layers of ethics: ethical practice
and ethics approval

When talking about research, people often
use the word “ethics” to mean “ethics
approval.” These are different but related
layers that both matter.

Ethical practice

Ethical practice means ensuring that every
person involved in the research endeavour
understands the project. Ethical practice is
the everyday foundation and principles of
good research. It includes the choices you
make about how people are invited into your
project, how their stories are held, what risks
may be present, and how you respond when
issues arise. It is relational, continuous and
reflective. It is vital to consider and be clear
on the following, from the outset:

« How power and research governance are
negotiated between stakeholders

« How research priorities are determined
and by whom

« Where expertise and ownership rests and
is shared within research partnerships

« How privacy is protected

« Who has oversight of governance

« Being transparent with participants about
how their information will be used

« Making sure participation is voluntary and
withdrawal is possible

All projects, whether research, service
evaluation/audit or quality improvement,
require ethical practice. Even when formal
ethics approval is not needed, ethical
considerations are central to best practice in
how any research enquiry should be done.For
research to be ethical, it must be grounded

in genuine partnership, cultural governance,
transparency, community benefit and respect
for data sovereignty.

CMHDARN has several resources that
highlight matters concerning ownership of
research, who has oversight of governance,
and how these matters must be made clear
at the outset. These resources are available
from the Raising the Bar Hub

Ethics approval and when is it needed?

This is one of the most common questions
community organisations ask. While

every project is unique, ethics approval is
more likely to be required when you plan

to collect new information from people,
access identifiable or sensitive data, involve
vulnerable populations, recruit through Health
services, or publish externally.
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Ethics approval is granted following a formal
review process conducted by a Human
Research Ethics Committee (HREC).

There are approximately 200 HRECs in
research organisations across Australia or
operating independently. In Australia, HRECs
assess whether proposed research aligns with
the National Statement on Ethical Conduct in
Human Research (NHMRC) and whether risks
have been identified and managed.

Projects that may not require formal approval
include internal evaluations using routinely
collected data, internal file audits conducted
by the organisation that owns the files, and
staff consultations about service improvement.
These projects are used and published by
organisations internally and not published or
presented externally. Literature and policy
reviews also generally do not require review.

Nevertheless, ethical practice still applies.
Privacy, consent, confidentiality, emotional
safety and fairness should be embedded
into all projects, whether or not a HREC is
involved.

Formal HREC approval is generally required
when a project involves direct contact

with participants, particularly people who
use or receive services where issues of
consent may be of heightened concern.
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This includes the collection of identifiable

or sensitive information, access to health
data, or when there is potential for coercion,
exploitation, confidentiality concerns or risks
to participants, as well as when unequal or
dependent relationships exist.

Additionally, some participants are perceived
to be at heightened risk of harm in research
processes due to concerns about their
capacity to provide informed consent, which
may be related to their culture, language,
health, age, socio-economic or migration
status, experiences of disadvantage

or discrimination, or to being in highly
dependent relationships in relation to
services and systems, or due to being
physically restricted or at risk of coercion.

Nevertheless, being at heightened risk
should not be a barrier to participating

in research, as people have the right to
participate in research that impacts their lives,
and participation can be valuable to people
and communities.

Ethics approval is typically needed when
findings are to be published externally, such as
in journal articles or conference presentations.

Ethics approval must be obtained before
research begins.

Understanding the research
ethics landscape

Several pathways exist for ethics review. The
right pathway depends on who is involved,
where the research takes place, and what
type of data is being used. There are some
Human Research Ethics Committees (HRECs)

dedicated to specific areas such as: Defence

and Veterans’ research, and independent
HRECs such as Bellberry. Whilst some
HRECs do not charge of fee to review ethics
proposals, others do, and this varies so
clarifying this upfront is important.

University Human Research Ethics
Committees

Many CMO/NGO-led research projects occur
in partnership with universities. University
HRECs review a broad range of human
research, including surveys, interviews,
participatory methods and co-design
projects. If you are working with academic
partners, this pathway is often the most
straightforward.
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State-based Human Services Research
Ethics Committees

Many jurisdictions in Australia have this

type of HREC and it is particularly useful for
considering non-clinical service and system
research like that conducted by CMOs/NGOs,
and research focused on broad social issues
(e.g. homelessness). If you are unsure how
and where to direct your application, seeking
advice from them is a useful first step.

Health Human Research Ethics Committees

If your project involves State or Territory
Government-funded services where you are
seeking access to health staff, clinicians,
patients, clinical services or data, trialing and
evaluating a new model of care, treatment, or
intervention, it will typically require review by
a dedicated Health HREC which may cover a
specific region (e.g. a Local Health District), or
service (e.g. a Hospital). These projects often
involve two steps:
1. HREC approval, which assesses ethical
considerations, and
2. Site-Specific Assessment (SSA), where each
health service site confirms its ability to
support the project safely. (This also includes
consideration about how any involvement
and potential burden on service users and
workforce will be managed).
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Aboriginal Health & Medical Research
Council (AH&MRC) Ethics Committee

First Nations peoples have long been
over-researched and received little or no
benefit in return, with many people being
subjected to harmful research practices.
Ethical research must be grounded in
genuine partnership, cultural governance,
transparency, community benefit and
respect for data sovereignty. Many projects
will require Aboriginal Health and Medical
Research Council (AH & MRC) ethics
approval, and all projects will require deep
listening, and time to build trust.

Research involving First Nations peoples

may require approval from the relevant
Aboriginal Health & Medical Research Council
(AH&MRC) Ethics Committee. This process
ensures that research aligns with community
priorities, cultural safety principles and
Indigenous data sovereignty frameworks.

Ethics approval does not replace genuine
engagement. Relationship-building,
consultation and community governance
should start early and continue throughout
the research.'?

Low and negligible risk pathways for
ethics approval

Many community-based projects involve
minimal risk, for instance, research involving
existing de-identified datasets, non-sensitive
surveys, or interviews with service providers.
These may be eligible for low or negligible
risk (LNR) ethical review by a HREC,

which usually involves a shorter and more
streamlined process.

Secondary Data, Registries, Permissions
and Access Requests

If you do not need to conduct research inside
a health service but require access to national

or state/territory-based administrative

or registry health data or support with
recruitment, an Access Request or separate
governance approval may be required.
Examples include from bodies such as the
Australian Institute of Health and Welfare
(AIHW), Australian Bureau of Statistics (ABS),
Medicare Benefits Scheme — Pharmaceutical
Benefits Scheme (MBS-PBS), There may be
fees, particularly if data-linkage is required.
Permissions and access can take time.
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Using existing datasets may still require ethics
approval depending on whether the data is
identifiable, whether participants originally
consented to reuse of their data, and who
owns the dataset. Researchers should clarify
data governance arrangements before
beginning analysis.
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Ethical practice within NGOs
and CMOs

Some of the most important ethical decisions
are made long before a project reaches an
ethics committee. Community-based
research occurs in environments where
people are receiving support, may be living
with past or current trauma, navigating
structural barriers (e.g., stigma, discrimination,
racism, socio-economic disadvantage), or
offering their lived experience expertise.
Ethical practice in these contexts must

be grounded in trust, transparency and
respectful relationship-building.

Lived experience partnership and co-
production (CMHARN)*

Traditionally research has positioned people
with lived experience as participants in
research, not recognising them as researchers,
bringing Lived Experience expertise to
understanding of issues of importance for
research in their own right. If authentic co-
production and co-design processes are to be
considered as integral to the research project
as a whole, people with lived experience must
be considered as integral to the research
project as a whole, and therefore people with
lived experience must be recognised as part
of the research team, and this must also be
made clear in ethics applications.

In co-production and co-design, lived
experience partners are co-researchers,
co-determining all stages of the research
process, including co-planning, co-designing,
co-conducting and co-disseminating the
research. They are not mere advisors. This

is more than a methodological approach. It

is an ethical stance that challenges historical
precedents where communities were
researched on rather researched with.

Meaningful co-design involves role clarity,
fair recognition and remuneration, flexibility,
strong relationship foundations, and attention
to the emotional labour necessary to meet
the expectations of the role. When co-
design begins early, ideally when questions
are being formed, research is safer, more
relevant, and more impactful .4

Trauma-informed approaches for all

The core goal of trauma-informed research

is to prevent re-traumatisation and minimise
distress. It is grounded in the principles of
safety, trustworthiness, choice, collaboration
and empowerment. It considers not only what
questions are asked but how they are asked,
at what pace, in what environment, and with
what supports available. This is particularly
problematic when participants are asked to retell
their stories and recall traumatic experiences in
their lives and the impacts of those events
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This approach also recognises that
researchers may be exposed to distressing
content and need access to support,
debriefing and reflective practice. Vicarious
trauma may occur for researchers listening

to participants accounts, when reading and
analysing data, or witnessing traumatic events
in the context of research.

Consent as an ongoing process

When researchers are seeking participants
to be involved in research, their consent to
participate must be given freely and without
being coerced or unduly incentivised.
Consent is required regardless of whether
data is collected from people with lived
experience, health service providers, or
academics.

Consent should unfold as a conversation
rather than a transaction. People need

time and opportunities to ask questions,
revisit decisions, clarify expectations and
withdraw their consent, if needed. Staged
consent can improve trust and the decision to
continue with the study. Accessible language,
transparent explanations of how data will

be used, and information about available
supports all contribute to meaningful consent.

CMHDARN | Ethical Research: A Guide for CMOs and NGOs 8



Conditions of consent (scope of what it
covers and doesn’t cover) and when consent
can be withdrawn must be made clear to

all individuals and groups participating in
research. Depending on its design, once
underway, or at certain stages such as data
collection or reporting/publication) withdrawal
of consent may not be possible. This needs to
be explained upfront to the person.

Examples of these could be if a participant
were part of a focus group where the group
discussion was aggregated; or an anonymous
survey where their specific contribution can’t
be identified in order to extract it from the
dataset. It is also worth noting the importance
of withdrawal without adverse impacts to
reputation, role, receipt of services, or any
other negative outcomes for the participants.

Consent to participate in the study should

not be contingent on promotion of high
expectations to unduly influence an individual
to participate if they would otherwise have
chosen not to. Informed consent processes
need to provide an appropriate and clear
level of information — both positive and
negative - to ensure an authentic, voluntary
choice about participation.

Protecting people’s stories

Information shared in research can be deeply
personal. It is important to think of data as
people’s stories (their lives and potentially
about the lives of those closely connected

to them) rather than just “data”; this can

help guide respectful choices. Community
organisations must ensure secure data storage,
limited access (being clear on the who, what,
when and how data is used and accessed,
particularly before it is deidentified and during
analysis), appropriate de-identification and
clear agreements with participants about data
use now and in the future.

One way of ensuring that people’s stories are
represented accurately and respectfully, is to
invite participants to review the analysed data
or narratives before they are published.
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Internal oversight

Even without formal ethics approval, it is
useful for organisations to establish their

own ethical oversight processes. This

might include - internal review groups; lived
experience advisory groups; data governance
policies, and reflective practice sessions

can all help identify ethical issues early and
strengthen decision-making.

It would also be a good idea to ensure that

staff have had confidentiality training, as this
is an area that is not as straightforward as it
may seem.

Managing Conflicts of Interest

Ethics Committees will ask about potential
conflicts of interest that researchers may hold
in relation to the research and others involved.
COls arise in situations where a perception of
bias, personal or financial interest, or coercion
might exist. One example is where a manager
of a service recruits a staff member with whom
they have a pre-existing relationship. This
must be addressed so that individuals can give
consent freely, and their participation (or not)
can remain confidential.
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Special considerations

Using interpreters in mental health research

Using interpreters in mental health research
requires managing complex ethical dilemmas.
However, with the current emphasis on diversity
and the interests of representing all people in
research, we cannot avoid the importance of
clear communication.

Key considerations with this issue include
informed consent based on clear understanding
— e.g,, relying on translated documents alone

is often insufficient requiring thorough verbal
explanation and verification by a qualified
interpreter; and avoiding family members, friends
or other community members as interpreters.

Best practices to mitigate ethical risks include:

« The use of accredited professionals

« Pre-session briefing to discuss the goals of
the research, ethical boundaries, and any
terminology with the interpreter before the
interview begins.

« Ensuring the safety and wellbeing of potential
participants is paramount and this requires
matching the interpreter to the participant
based on language, dialect, and gender
preferences.

Marginalised groups

There is general agreement that inclusive
research practices should be more inclusive,
especially when it involves working with
marginalised groups — “the excluded amongst
the excluded”. These are people who are
generally amongst the most stigmatised,
isolated, disadvantaged, vulnerable and hard-
to-reach groups. They are people who have
been impacted by complex and intersecting
issues including mental ill-health, substance use,
homelessness and psychosocial challenges.

When methodology and study design fail to
address the needs of these people, it may
inadvertently result in their voices not being heard.
Furthermore, the “problem” of lack of engagement
is often placed on the marginalised groups
themselves. This is fundamentally unethical.

It is critical that more responsive approaches by
research teams and ethics boards are adopted to
integrate marginalised people and communities in
research design and implementation. Time must be
spent overcoming barriers to successful integration
of marginalised people into research using
strategies to develop researchers’ understanding
of disadvantage and marginalisation given a
diversity of contexts. Simple practices such as
using visual aids may help explain the research in
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certain circumstances. § ‘

e
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Multi-site or cross-sector research and
National mutual acceptance (NMA)

Projects that involve multiple organisations
and service systems may require multiple
approvals. Planning early can help navigate
different requirements related to data

ownership, publication, roles and governance.

The National Mutual Acceptance (NMA)
initiative was established to help address
duplication in HREC applications and
streamline approval processes. This scheme
supports the acceptance of a single scientific
and ethical review for multi-centre research
conducted in publicly funded health services.

All Australian states and territories take part

in the National Mutual Acceptance Scheme
NMA scheme. Further information on the NMA
scheme is available from the websites of health
departments in participating jurisdictions.

The website includes a list of certified
HRECSs, Research Governance Offices
(RGOs), and organisations that participate

in the scheme. This list provides details and
contact information for organisations involved
in the NMA initiative. Each NMA research
project requires a Human Research Ethics
Application (HREA) form to be submitted
electronically, with supporting documents, to
the reviewing HREC.

Data Storage security

This is as important as the conduct of the
research itself. It is a legal requirement

to ensure confidentiality and privacy are
protected, and for research accountability.
Depending on the type of research, secure
storage may be for 5, 7 or more years, and
your organisation will need to demonstrate
how it will ensure this process, as well as how
confidential data will be destroyed once the
data storage period has concluded.

Storage services may be housed in another
country with potentially very different privacy
laws to Australia, and very different levels

of data encryption. There are some laws
about health data, requiring it to be housed
in Australia. Further information can be found
here.
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Planning ethical practice

Ethics processes take time, and early
planning can prevent delays. HRECs

typically meet monthly of fortnightly, and

they will often seek clarification and revision
to applications. Considering ethics while

you develop research questions, design
recruitment strategies and form partnerships
can help ensure your approach is robust,

safe and well supported. Conversations with
partners, ethics committees or the CMHDARN
Research Ethics Consultation Committee
(RECCQ) early in the design stage can enhance
clarity and direction.

Many common ethical risks such as potential
distress, power imbalances, privacy concerns,
or cultural safety issues can be identified
early and planned for thoughtfully.

When uncertainty arises, and it commonly
does, you do not need to navigate this alone.
CMHDARN’s Research Ethics Consultation
Committee (RECC) can support you to identify
appropriate pathways, navigate formal

ethics applications, and assist you to design
research that is safe, respectful and grounded
in community needs.
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Ultimately, ethical research contributes to
better outcomes for communities, services
and systems. It helps ensure that research
not only avoids harm but actively fosters
positive change.

When to seek advice

The boundaries between evaluation, quality
improvement and formal research are

not always clear. A project that begins as
internal learning may later be published; an
evaluation may involve collecting new data;
or external partnerships may shift the ethical
requirements.

A helpful tip to consider is: if you plan to
publish, present or share findings beyond
your organisation, you are likely to require
ethics approval.

If unsure, seek advice early from your HREC
contact person.
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A SIMPLE ETHICS PLANNING GUIDE

before beginning a project, it can be helpful to reflect on:

Who may be affected by the research and how?

What supports will be available if someone shares they are
feeling distressed?

VOO0 O OO
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Mentoring

The Matilda Centre Research
Mentoring Program

The Matilda Centre Research Mentoring
Program provides members of CMHDARN,
MHCC and NADA with mentoring in order to
foster a research culture and enable staff to
answer questions about impact, outcomes
and research processes. The Matilda Centre
invites applications for short-term mentoring
to link you with an academic who has
expertise in the area related to your research
ideas including ethics.

Federation of Ethnic Communities’
Councils in Australia (FECCA)

The Australian Multicultural Health
Collaborative advocates for Australia’s
Multicultural Communities. It operates at the
national level to advocate for the diverse
health and well-being needs of Australia’s
multicultural communities, including research
and policy development. It represents a broad
range of voices through a formal membership
structure that includes multicultural
consumers, health and wellbeing services,
practitioners, researchers, and organisations
focused on multicultural health.
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Summary: choose your own ethical journey

Situation Likely pathway

Internal evaluation using routine service data

Research with university partner

Research involving Health services,
patients or data

Research involving First Nations
peoples in NSW

Research involving about or with CALD
or refugee people

Unsure

Usually, no formal ethics approval is required
University HREC

Health HREC + Site Specific Assessment
AH&MRC Ethics Committee (often alongside
another HREC)

FECCA

Seek advice before starting
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Further Resources

Community Mental Health Drug & Alcohol Research Network
CMHDARN

NHMRC Consumer Participation Resources:
Support and Resources

Lived Experience Australia: Shared Advocacy Spaces:
Commitments to you and each other

The Ethics Centre: Bringing ethics to the centre of everyday life

Twycross, A & Shorten A, (2014). Service evaluation, audit and
research: what is the difference? Evidence Based Nursing, 17(3),
65-66. Ref: doi: 10.1136/eb-2014-101871

Definitions
Service evaluation: To judge the quality of the current service.
Audit: To measure clinical practice against a standard.

Research: To generate new knowledge/ add to the body of
knowledge.

Endnotes

1. NHMRC, Ethical guidelines for research with Aboriginal and Torres Strait
Islander peoples

2. Human Research Ethics Committees | NHMRC

3. Access relevant research resources here: Safe Research Partnership with
People with Lived & Living Experience — CMHDARN

4. Access relevant research resources here: Safe Research Partnership with
People with Lived & Living Experience — CMHDARN
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https://cmhdaresearchnetwork.com.au/
https://aus01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.nhmrc.gov.au%2Fabout-us%2Fpublications%2Fstatement-consumer-and-community-involvement-health-and-medical-research%2Fsupport-and-resources&data=05%7C02%7Cslawn%40livedexperienceaustralia.com.au%7Ca764bdf88ccb410d165208deafb93fc0%7C68cdc42d3b1c42e3818b52f645391f53%7C0%7C0%7C639141407383567821%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=02xh3zBUWz3J56nqYpSH1nzQUAZ71AplV2OwtQAAYHc%3D&reserved=0
https://6f044093-f272-427f-b749-e2aef1d4ae8d.filesusr.com/ugd/07109d_e06b26f7c6874ada999512ffcd6eecf5.pdf?index=true
https://6f044093-f272-427f-b749-e2aef1d4ae8d.filesusr.com/ugd/07109d_e06b26f7c6874ada999512ffcd6eecf5.pdf?index=true
https://ethics.org.au/
https://ebn.bmj.com/content/ebnurs/17/3/65.full.pdf
https://www.nhmrc.gov.au/research-policy/ethics/ethical-guidelines-research-aboriginal-and-torres-strait-islander-peoples
https://www.nhmrc.gov.au/research-policy/ethics/ethical-guidelines-research-aboriginal-and-torres-strait-islander-peoples
https://www.nhmrc.gov.au/research-policy/ethics/human-research-ethics-committees
https://cmhdaresearchnetwork.com.au/resource/safe-research-partnership-with-people-with-lived-living-experience/
https://cmhdaresearchnetwork.com.au/resource/safe-research-partnership-with-people-with-lived-living-experience/
https://cmhdaresearchnetwork.com.au/resource/safe-research-partnership-with-people-with-lived-living-experience/
https://cmhdaresearchnetwork.com.au/resource/safe-research-partnership-with-people-with-lived-living-experience/
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