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Capacity to consent
Ability to participate
Vulnerability to discomfort and stress

Why this presentation?
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…people deserve to be protected,
to be able to tell their story and get it
out, to be able to influence policy
and services and our understanding
of mental illnesses. But I think in
doing that and in having lived
experience that you need to
acknowledge that it can be a very
tough journey. It can be a very
tough life.

Carer
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Why this presentation?
Some people might argue that that’s
positive discrimination, to safeguard
someone that’s vulnerable - where I
say no, it’s just discrimination, it’s
creating a stereotype and
stigmatising a particular person
based on a certain clinical list of
symptoms.

And so I don't think they should be
treated any differently to someone
who is also not mentally ill… I
wouldn't like to be involved in
research and [have] someone say,
“Hey, like you can't do this 'cause you
can't give informed consent because
you have experience with a mental
health issue.” Um like, sure I can.
Consumer

Consumer
[Morse et al. (2019) JERHRE 14]
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Vulnerability

VS

[Luna (2009) IJFAB 2]
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Ethical considerations highlighted by:
Ethics procedures

Lived experience

• Capacity to consent

• Respectful risk
management

• Susceptibility to
discomfort or distress

• Privacy and confidentiality
• Benefits of research
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Capacity to consent – Research indicates:
• Most people with lived experience of mental illness
have the capacity to consent to research
– Particularly in community settings
• Capacity may be reduced in certain circumstances
and settings, e.g.
– People with cognitive difficulties
– People who are hospitalised (coercion)
• Poor consent processes are a barrier to all
participants
[DuBois et al. (2011) AJOB Primary Research; Roberts & Roberts (1999) Biol Psych; Yanos et al (2009) Psychiatr Serv]
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Strategy: Clear Communication
• Poor information sheets are a barrier to all participants
• A good information sheet:
– Concise
– Clear
– Appropriate for your audience
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Discomfort and distress – Research indicates:
• Some people with a mental illness may be more
susceptible to some forms of discomfort or distress.
• Consider context:
– Focus/methods of project
– Specific participant group

[DuBois et al. (2011) AJOB Primary Research; Roberts & Roberts (1999) Biol Psych; Yanos et al (2009) Psychiatr Serv]
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Lived experience perspectives on
vulnerability
So I think maybe it’s not so much about
• Participants did not believe that
experiencing a mental illness
increased their risk of psychological
harm
• Some circumstances may increase
risk

singling out mental health consumers, I
think it’s about a trauma informed
approach to the topic of research. So
acknowledging that there are certain
types of research that don’t involve
mental health consumers that… could
actually traumatise a person who has no
history of mental illness but has a history
related to that research.

– Acutely unwell
– Power imbalances

Consumer
[Morse et al. (2019) JERHRE 14] 13
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Respectful risk management
• Safeguards can facilitate participation
• Emphasis on autonomy and choice
– Supportive measures responsive to needs
– Provide options
– Avoid imposing blanket measures

• How can you design acceptable safeguards?
– Evaluation, consultation and co-design!
[Morse et al. (2019) JERHRE 14; DuBois et al. (2012) American J Public Health]
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Strategy: Relevant support resources
Study:
• Online survey
• Young people (16+)
• ACT residents only
Support service
details tailored to this
audience.
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Strategy: Distress protocol
• A plan for action in the event of a
participant:
– Experiencing psychological distress
– Disclosing thoughts about suicide,
self-injury or other harmful
indicators
• Developed with researcher, clinician
and consumer input
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Strategy: Prepare for difficult conversations
• Training is available:
– Mental Health First Aid
– Lifeline Accidental Counsellor Training
– Question, Persuade, Refer (QPR) training
• https://www.chnact.org.au/mental-health-programs-hp

• Discuss or role-play with team
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Privacy and confidentiality
If a third party were to suddenly
have that information and be able to
say OK… I know who that person is,
that does become a problem
because it’s no longer between me
and the person who’s directly
involved.

Consumer

Yeah, and I think it [research]
can be more anonymous too. I
don’t know that I’d want to
identify myself in a study… I’m
not comfortable with people
knowing widely that I’ve been
through this.
Consumer
[Morse et al. (2019) JERHRE 14]
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Strategy: Clear communication
• What information will you collect?
• What information will you share and how?
– Open and realistic about possible identification
• Allow participants to review transcripts and draft results
• Take care in reporting results
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Benefits: Participation can be positive!
…like even when I have been
mentally ill I guess, and been
involved in research, I've
always found it quite positive,
and quite empowering to be
able to talk about my own
experiences.

The more that I think that
it’s actually like going to
make a difference the
more time I’d be happy to
put into it.
Consumer

Consumer
[Morse et al. (2019) JERHRE 14]
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Take home messages
•

Think through realistic challenges and risks of your project:
– National Statement and other guidelines
– Empirical evidence
– Community consultation and/or co-production

•

Design and implement appropriate, acceptable and
respectful safeguards.
– Consider individual needs and context

•

Clear communication
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