Researchers Guidance

Mental Health

The best way to engage with our community is...

e Everyone is on the Mental Health Continuum. We all experience
changes in our mental health over the course of our lives. Treat those
experiencing mental ill-health as equals and trust us to know what we
need — and ask us!

e Treating us as unique people and not making any assumptions from our
diagnoses is important and a good way for us to feel respected. Everyone
is different so the best thing that can be done is factoring in a greater
level of flexibility (e.g. with timings, research methods, location etc.) to
account for what different people need.
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The best way to reach us is...

To hear from a trusted professional or someone we know well:

e Having someone we trust recommending the research project will
encourage us to get involved and we will be more likely to open up when
taking part.

e ltis hard to actively seek out research opportunities. It is difficult to know
where to look, who to trust and what is being asked of us. Therefore,
having people directly come to us to take part is more likely to encourage
participation.
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The best way to communicate with us is...

To give as much choice as possible on how and where research happens,
as everyone has different preferences, such as face to face, by email,
phone calls or online.

To be flexible with time. Everyone has good and bad days so having
ample time helps us not feel any pressure if something comes up

that causes a delay. We want to feel that what we contribute is more
important than how fast we contribute. We want to have the chance to
clarify any questions we might have at different times.

To let us know what it is about our experience and opinions that you
think would be valued, and what changes the research might bring
about. It's helpful to know if there is something that might benefit us that
could come from the research, or benefit others that might have similar
experiences to ours.

What do you need to consider?

Participant burden can have a greater negative effect on us. Checking in
on us regularly will help reduce the risk of this, and asking us if we need
to stop, take a break or approach something differently would be helpful.

The language that researchers use:

Needs to be free of jargon and understandable for everyone. If questions
are short and non-repetitive it is much easier to answer them more clearly
and prevents us from being put off from engaging in research.

Will engage us best when it's pitched positively, non-judgementally and
respectfully.

Must not ever be looking to encourage us to talk about our previous
trauma, so we can avoid being retraumatised. If it's needed for the
research, it must be clear from the start so we agree to it, and support
must be in place that is likely to work for us, such as accessing an
evidenced based trauma treatment that we have information and
choice about.




Please be aware of some barriers we may face such as...

e How far in advance you make plans with us. We might not want to book
things weeks and weeks in advance if we are not sure how we are going
to feel.

e Needing signposting options in place for relevant support we can access
if the research affects us negatively. We are much more likely to trust and
engage with research if we know at an early stage that we can access
help if we do need it.

e Distrust of researchers and concerns of confidentiality. Answering lots of
guestions in a formal setting may resurface negative memories of being
in a medical setting (e.g. getting a mental health diagnosis). Reducing
the formality helps with this, from how you present yourself to how the
guestions are worded.

What the community tell us N

“If they haven't treated me like a human being, | don't want to engage.”

“| find it motivating the idea of helping others - seeing evidence of this
is helpful.”

“| probably wouldn’t complete it if | wasn't in the right kind of head space.”

“Questions need to be easier to understand - and/or could have examples to
prompt answer.”

“lack of trust is always a barrier.”
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