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Context

As the NSEPP and early psychosis clinics across Nova Scotia are using more self-reported assessments
through GreenSpace, it is important to understand how patients want to share their perspectives with their
team and the clinic. We asked 9 NSEPP patients the best way to collect information. We had clinicians and
decision makers review this list to make sure it will also work for them, and then had the participants review
the final list and identify their priorities. These are their recommendations. Many of these recommendations
are already either in process or ongoing, highlighting practices to keep or strengthen. Others may not yet have
started, and could be important priorities for ensuring that this way of gathering patient perspectives can be
effective. These recommendations are organized by theme, as all are equally important.

An overarching recommendation was to have flexibility, recognizing that different people will prefer different
ways of sharing their perspectives, and each person may need something different at a different time. These
recommendations are not intended to be “one-size-fits-all”, but rather a guide for what patients want from
self-reports.

Top Priority Recommendations from Participants

Questionnaire Format

Less repetitive questions, more to the point

Questions with more options than yes or no

Keep questionnaires short

Collect as much background on the patient as they are willing to provide

Asking more “open text” questions where patients can provide a paragraph of information;
generalized questions about the patient’s feelings and what they are going through

Time and Place of Collection
ﬂ e Have the patient fill out tracking questionnaires before the meeting for clinicians to review
15 minutes before seeing the patient

e Patient seeing results/answers to questionnaires over time would be helpful

e Having a way for the patient to track their own symptoms, progress, and ups and downs

e Psychiatrists should also complete questions about their perception of the patient’s
wellbeing that can be compared to patient-reported surveys and discussed.

Patient Resources

e Updated collection of resources (e.g., places to get free food, community spaces,

activities...)
2 o Big brother type program. “It is easier to succeed with role model.”
7%* ] o Information on scholarship type programs

e Patient feedback space: patient can share with care team issues and clinician can cross-
reference with other patients who may have reported the same thing (e.g. an anonymous
feedback box)

e Information on upcoming research studies available in a way that’s easy to access from
outside the clinic



Canadian Institutes of
Health Research

Wk CIHR

Yoe rec Q ot wactn | SSREEAERL T8 McGill gg Ludic Mind

Collecti
ollective jeunesse UNIVERSITY

Instituts de recherche
en santé du Canada

More details on the study

The study included 9 participants: 6 women, 2 men and one non-binary person, with a range of
diverse sexual orientations. None of the participants identified as part of a cultural, ethnic or racial
minority group; all were born in Canada, as were their parents. The mean age of the participants was
27 years old, ranging from 19 to 34 years old. Participants had been using services for anywhere from 5
months to 6 years.

e
The Process i
1.Nominal Group Technique Workshop with participants Y
creating a list of recommendations
I}
2.Participant recommendations are shared with clinicians and @

service designers to review for acceptability and adapted (_

3.Survey about the acceptability of the new list of

recommendations shared to participants

4 Final list of recommendations taken back to services for

implementation

The Acceptability of the Recommendations

Participants rated the recommendations based on the Theoretical Framework of Acceptability, which asks
about different elements of acceptability like whether people feel positively about an idea, if they think it’s
fair, and how much work it would add for them., e"onetal. 2022

89% of participants “agreed” or “strongly agreed” that the recommendations are acceptable.

of participants said these recommendations

51% would make it easier for them to share their
perspective with services 88% of participants found the items to be fair
for people with mental health problems

o . . .
85% of participants liked the ideas feel confident these recommendations

84% would allow them to share their
said the suggestions would improve opinions with services

809% their experience with services.

679% of participants said these recommendations would
make it easier to get what they want out of visits 79% understand how the ideas would improve
0 their experience of services




