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IDEAS FOR INVOLVING PEOPLE WITH LIVED EXPERIENCE IN CONFERENCES
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Consumer? Person with lived experience? Advocate? Researcher?

Be aware that terminology preferences vary and are important. Even if one catch-all term is used, acknowledge
the variation and ask people individually how they want to be introduced.
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Have a clear purpose Plan ahead Make scholarships realistic
Agree why you are involving
people with lived experience /
consumers and ensure the ‘how’

supports the ‘why’.

Give people advance notice to
apply for scholarships and plan
time off work / away from home.

Ensure sponsorships cover travel

and accommodation costs. Offer

fewer more realistic scholarships
if needed.
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Co-design and co-present Plan agenda timing and positioning
Involve consumers as partners in designing and

co-presenting sessions, encourage them to meet with
their co-presenters in advance, and signpost sessions

Position and badge consumer content strongly,
including in plenaries, and allow adequate time for

questions.
with consumer involvement.
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Provide a buddy

A 1:1 buddy can answer

questions and be a
familiar and friendly

Provide space

A quiet room gives
people space to get
away and recharge.

Make connections

‘Meet and greet’
sessions can facilitate
informal networking

Give information

A glossary of terms /
FAQs can be helpful
ahead of time. Provide

e between consumers
and researchers.

a quick-reference print-
out on registration.

dP Signpost support
Signpost quiet rooms and brief registration staff so resources are made available to those who need them.
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Be open to being challenged

Empower consumers to challenge assumptions,
disrupt the norm and provide opportunities for them
to reflect and add insights and perspectives.

Brief speakers and Chairs

Brief consumer speakers and Chairs and support
them so they know what to expect and can undertake
their roles confidently.
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Reflect diversity

Think about how scholarships are advertised, how speakers and panellists are selected, and how information is
framed to reflect and respond to the diversity of consumer backgrounds, perspectives and experiences.
Highlight the nuances of working in partnership with a range of people and communities.

HSR2022 Consumer engagement review Page 2 of 14



INTRODUCTION

The Health Services Research Association of Australia and New Zealand (HSRAANZ) facilitates
communication between researchers, policymakers and health service providers, promotes education and
training in health services research, and aims to ensure sustainable capacity for health services research in
Australia and New Zealand.

Conferences are a focal point for HSRAANZ activity. The 12" Health Services Research Conference was held
at the University of Sydney on 30 November to 2 December 2022. HSRAANZ implemented a range of
activities to increase consumer engagement® in the conference and to promote the benefits of consumer
engagement through the conference program. HSRAANZ appointed an independent consultant! to observe
sessions with a consumer engagement focus and to gather reflections from consumers and other delegates
about the experience. Activities and the review process were funded by a grant from Bellberry Limited.

This report provides a summary of the observations and reflections from delegates on successes,
challenges and lessons learned. The HSRAANZ Executive Committee will use the report to develop key
messages and an infographic about engaging consumers in future conferences.

*A note on terminology

A range of terms are used to describe ‘consumers’ in the health and research sectors. Two views were
expressed by people interviewed after the conference:

e people with a current or past diagnosis of a health condition do not identify as ‘consumers’ but
prefer ‘people with lived experience’ or ‘lived experience researchers’

e those with experience of using a non-disease-focused part of the health system (e.g. maternal
health) are more comfortable describing themselves as ‘consumers’ or ‘consumer advocates’.

This report uses ‘consumer’ as a collective term, while respecting the variation in how individuals
identify. It is acknowledged that this collective term describes a diverse group of individuals not defined
by their health condition, each with unique stories, perspectives, experience and expertise. While no
specific mention was made in interviews about family members and those in carer roles, it is
acknowledged that such people are also included under this collective term.

Reference was also made in interviews to the spectrum of ways to work with consumers, from the more
passive ‘participation’ through engagement to partnership and co-design.

CONFERENCE ACTIVITY FOCUSED ON CONSUMER ENGAGEMENT

Activity focused on consumer engagement during the conference included:
e inviting abstracts from conference delegates on consumer engagement and co-design
e conference sessions focused on consumer engagement and co-design, including:
o Breakfast workshop: Teach me over breakfast: Meaningful consumer engagement
o Symposium 04: Optimising co-design of health services interventions
o Session 4F: Consumer engagement and codesign
e provision of scholarships to support consumers to attend the conference

e working with consumer partners? ahead of the conference to inform an appropriate approach to
supporting consumers attending the conference.

1 The review was conducted by Alison Evans Consulting

2 Consumer partners included Cancer Voices NSW, Health Consumers NSW and CCREW
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APPROACH TO THE REVIEW

The consultant attended one day of the conference (1 December 2022) and attended the following
consumer-focused conference sessions:

e Breakfast workshop: Teach me over breakfast: Meaningful consumer engagement
e Symposium 04: Optimising co-design of health services interventions

e Session 4F: Consumer engagement and codesign

The consultant also attended three other sessions (Day 2 plenary: Innovation through bridging worlds;
Session 5F: Research with First Nations people; Session 6F: Cultural and linguistic diversity).

Interviews

All scholarship recipients and presenters at consumer sessions were contacted by the conference convenor
to introduce the independent consultant undertaking the review. The consultant subsequently emailed
each person ahead of the conference to provide further information about the review and gauge their
interest in providing some reflections.

Everyone contacted agreed to provide reflections on their experience, with the exception of one
scholarship recipient who did not attend the conference in person and who had not viewed the sessions
online at the time of contact due to ill health. All those who agreed to provide reflections opted to be
contacted for interview after the conference, to allow time for reflection before providing feedback.

The consultant set up individual interviews and provided questions ahead of the interview. Interviews were
conducted via Zoom and were 30—40 minutes in duration. Notes were taken capturing key reflections. Two
participants provided written feedback (one in addition to an interview). One participant requested a copy
of the written notes following the interview and added some further reflections to the summary. One
person did not respond to follow-up after the conference.

This report includes insights from interviews with:
e five consumer scholarship recipients
e two people who presented at consumer sessions (one researcher and one consumer)

e one conference delegate with an interest in consumer engagement.

Survey

A flyer with a link to a brief survey was placed on seats in each of the three consumer focused sessions on
day 2 of the conference. The survey included questions seeking feedback from delegates on the relevance
and usefulness of the session(s) and invited feedback on approaches to engage and involve consumers in
the conference. The survey was subsequently emailed to registered attendees at the Breakfast workshop,
as well as the conference Executive Committee. This report includes responses from 11 complete survey
responses.
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REFLECTIONS ON CONFERENCE SESSIONS

Breakfast workshop: Teach me over breakfast: Meaningful consumer engagement

Attendance: Approximately 25 people, including five consumers

Presenters: Expert in consumer engagement in clinical trials and an experienced health consumer

advocate

Format: Opening presentation followed by a discussion between the two presenters, with time
allowed for questions afterwards; link provided to useful resources for participants to take
away

Attendee and presenter reflections

Two people completed a survey referencing the breakfast workshop. Both people indicated the session was
useful, relevant to their work and provided ideas for future research. One commented that it was
particularly useful to hear the consumer perspective.

Four of the five consumer delegates who attended the breakfast workshop were interviewed and all
indicated that they found the workshop interesting, noting that the conversational style between the two
presenters was engaging.

Both presenters were also interviewed and indicated that they enjoyed presenting and appreciated being
given a broad remit about what and how to present. The consumer presenter indicated that the
conversational style was less daunting than a formal presentation would have been.

Tips and ideas
Tips from presenters included:
e preparation in advance is important to agree key messages

e aconversational format (1:1 or panel) can be less daunting for presenters and more engaging for
the audience than a formal presentation

e aconversational style works best if the presenters have a good rapport; this can be developed
during preparation for the session and can be aided by an existing relationship.

Opportunities identified for improvement included:

e the timing of the breakfast workshop, cap on participant numbers and the fact the session was not
videoed limited its reach; this was seen as a lost opportunity given the usefulness of the
information presented

e while the session included good information, it would have been strengthened by involving a
greater diversity of people in a panel format (including cultural diversity and diversity of
experience).
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Symposium 04: Optimising co-design of health services interventions

Attendance: > 90 people
Presenters: four researchers and two consumers; Chaired by a researcher

Format: Series of presentations followed by questions

Attendee and presenter reflections

Five people completed a survey about the symposium. All five people indicated that the symposium was
useful, relevant to their work and provided ideas for future research. Two people commented on the value
of hearing impassioned views of consumers and the power of hearing people with lived experience telling
their stories to consumers.

Two of the consumer scholarship recipients presented at the symposium. One indicated they had run
through the presentation with the Chair ahead of the session. The other indicated that meeting the other
presenters ahead of the session to run through ideas would have been useful. Support and encouragement
provided by the Chair and other presenters was acknowledged.

Three other consumers attended the symposium. The consumer attendees noted that the session was
targeted at researchers rather than at a consumer audience.

Tips and ideas
Tips for presenters include:

e allow enough time to prepare and practice the presentation ahead of time to ensure presentation
fits into the allocated time

e meeting co-presenters, or at minimum the session chair, ahead of time can be useful to check on
approach and can help alleviate any nerves about presenting

Tips for conference organisers include:
e give consumer presenters guidance / strategies for presenting

e include tips on things like how to adapt presentations if given a signal by the Chair that the
allocated presentation time has elapsed.

Session 4F: Consumer engagement and codesign

Attendance: 30-35 people

Presenters: eight researchers; Chaired by a consumer

Format: Series of presentations followed by panel discussion

Attendee and Chair reflections

Two people completed a survey referencing the session. Both indicated that the session was useful,
relevant to their work and provided ideas for future research. One person commented on the importance
of consumers being adequately prepared and briefed before being engaged in co-design, noting a view that
not all consumers have the ability to be involved in health research.
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The session was not referenced as a highlight during the interviews with consumer scholarship recipients.
Notable comments were:

e the title of the session did not truly reflect the content of presentations, which seemed more focused
on the research area rather than the approach to consumer engagement / co-design

e examples did not appear to reflect a true co-design approach but rather a consultative approach.

The consumer Chair noted that it would have been useful to have information on who was presenting, how
long presentations were, how to introduce presenters and when to refer to the audience for participation /
guestions. The availability of an IT support person was valued by the Chair. Attendees also noted that the
Chair played a perfunctory role in the session and did not ask questions that showed a depth of
understanding of the presentations. A question was asked about the extent to which consumer Chairs had
been briefed and supported.

Tips and ideas
Tips to support people Chairing sessions include:

e provide information about the session with brief notes on the presenters, order of presentations
and presentation duration

e provide guidance in advance on how to chair a session, including how to introduce speakers, how to
manage technical issues and ideas to bring energy to the session

e allocate a co-chair to provide guidance / insight on the topics being presented in order to facilitate
panel discussions.
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REFLECTIONS ON THE CONSUMER ENGAGEMENT PROCESS

Scholarship application process

People heard about the scholarships through their local networks — either during a meeting or via an email.
Some were directly encouraged to apply for the scholarship by researchers in their networks.

Scholarship recipients indicated that the process of applying was straightforward. Some recipients
indicated that they were notified about the scholarship and were told their application had been successful
quite close to the conference date, leaving little time to schedule time away from work / home duties.

One survey respondent involved in the conference organising committee noted that the grant supporting
consumer involvement was announced close to the conference date and that more time to implement
ideas would have been beneficial.

A question was raised about how widely the scholarships were advertised and the forums through which
they were distributed. One scholarship recipient indicated that it would be beneficial to broaden the ways
in which the conference was advertised to consumers.

Tips and ideas
Tips for conference organisers include:

e advertise scholarships and confirm success at least 2—3 months in advance of the conference to
allow for planning

e think about where and how scholarships are advertised in order to encourage diversity of
involvement.

Scholarship amount

While scholarship recipients were grateful to have the opportunity to attend the conference, the level of
funding provided was considered inadequate to cover expenses. This was noted as a particular issue for
people travelling interstate who required flights and hotel accommodation. It was also an issue for people
living in Sydney with the early morning breakfast workshop limiting public transport options. The
sponsorship amount was identified as a barrier to attending for people unable to fund their own
attendance. One person noted that HSRAANZ covers Australia and New Zealand, but the scholarship
amount would not come close to covering travel from New Zealand.

Tips and ideas
Tips for conference organisers include:

e ensure scholarships cover anticipated costs for people attending from places outside the city in
which the conference is being held

e consider requesting more funds from sponsors and / or offering fewer scholarships to ensure
scholarship amounts are realistic.

Organisation and communication

Scholarship recipients indicated that organisation and communication ahead of the conference was good.
Emails from the convenor and conference organisers / event managers were appreciated.

Two people noted issues post-conference in relation to the process for claiming the sponsorship funds,
noting they were unsure of what they should do to claim the funds and that email queries had not been
responded to in a timely fashion.
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Tips and ideas
Tips for conference organisers include:

e prioritise responding to enquiries and correspondence from consumers, who may be less familiar
with conference processes

e send follow-up emails to thank people for their input and involvement after the conference.

Intent of attending
Drivers for applying for the scholarship and attending the conference varied and included:
e interest in health services research

e apassion for consumer engagement and the importance of sharing the voices of patients and carers
with researchers

e aninterest in learning more about how to be an effective ‘consumer’

e interest in networking with other consumers and researchers.
Most people interviewed indicated that their expectations had been met.

The main benefit of attending noted by the people interviewed was the connections made with other
consumers and researchers at the conference.

One person indicated disappointment in the conference overall and in how co-design was reflected in
presentations. Three people interviewed noted that the conference felt targeted at researchers rather than
at a consumer audience and felt that more could have been done to make sessions more relevant for a
consumer audience. These comments highlight a level of expectation about the conference that was at
odds with the original intention of supporting attendance by consumers.

Tips and ideas
Tips for conference organisers include:

e think about why you are inviting consumers to attend the meeting and what consumer delegates
will get from attending

e use this information to frame how the agenda is planned and run

e clearly communicate to potential consumer participants the purpose of inviting them to attend the
meeting and frame this rationale when promoting scholarship opportunities.

Support provided during the conference

Scholarship recipients reflected on the various supports provided during the conference. Overall the
support provided was viewed positively.

e Early career researcher ‘buddies’: Buddies were strongly appreciated by scholarship recipients and
universally seen as a positive support. For more experienced consumers, the buddy was less critical to
their level of comfort in the conference; nevertheless the intent was very much appreciated, and all
buddies were noted as being friendly and helpful. Some people noted that they intend to stay
connected with their buddy following the conference.

e Consumer ‘meet and greet’: The opportunity for consumer scholarship recipients to get together and
meet each other was seen as valuable.

e Quiet room: The quiet room was strongly appreciated by scholarship recipients as a place to have time
out and decompress. A couple of instances were noted where the quiet room was being used by
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someone taking a Zoom meeting, which led at least one consumer delegate feeling they were seen as
less important than research delegates.

e Glossary of terms: Most people interviewed were unaware of the glossary. Those who were aware of
it indicated they were experienced enough not to need it. It was suggested that having a printed copy
of key terms available on registration may have been more useful so it could be referenced if needed
during sessions.

e Blue ‘consumer’ lanyard: Scholarship recipients and consumer presenters found the blue lanyard a
useful way of identifying other consumers. One consumer presenter was not told about the lanyard so
did not receive one or understand what it meant. Another reflected that being identified as a
‘consumer’ meant other delegates had a particular view of the contribution they could make, with a
sense that questions and feedback were not taken as seriously as comments made by researchers. No-
one who wore a blue lanyard indicated that other delegates had approached them spontaneously as a
consumer because of the lanyard. It was also noted that although a suggestion had been made to give
out ‘CCREW’ badges to the consumers, this did not occur.

Tips and ideas
Tips for conference organisers include:
e offer a range of supports such as those used during HSR22

e ensure supports are available for everyone and brief registration desk staff accordingly.

Inclusion in the conference

Mixed feedback was provided about the degree to which the consumer delegates felt included in the
conference. The most common view among those interviewed was that they felt welcomed, with the
support of the ‘buddies’ playing an important role in this. Consumer delegates noted enjoying connecting
and networking with other consumers in the conference and valued networking opportunities with
researchers at the conference. However, a couple of references were made to feeling siloed or less
important than the research delegates.

The consultant observed some consumer delegates sitting alone in sessions and between sessions.
Consumer delegates interviewed also noted using the quiet room during breaks. The opportunity for
consumer delegates to have time out from the conference is important — and was the intention behind
providing the quiet room. However, in future events it may be worth asking buddies to check in on
consumer delegates at intervals to make sure they feel comfortable.

Observation highlighted that consumer delegates appeared to have differing levels of confidence and
experience in asking questions after sessions. This was reinforced by interview feedback, with some people
noting they felt very comfortable asking questions, and others indicating that they were reluctant to ask a
question, preferring to follow-up afterwards with presenters or their buddy.

Tips and ideas
Tips for conference organisers include:

e brief ‘buddies’ to check in with consumers after sessions about any questions they have and to
ensure they are comfortable and feel involved / included during breaks

e give consumer delegates tips on how to get answers to questions they have (which may include
approaching speakers after sessions if they would prefer not to ask questions during a session).
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Presenter / Chair roles

It was apparent from the interviews that people with lived experience who presented and / or Chaired
sessions at the conference took pride in this opportunity and invested significant time and effort ahead of
the conference. It was also important for them to know that delegates took useful information away from
the sessions they were involved in. Feedback highlighted the importance of encouraging adequate
preparation time ahead of the conference and providing presenters and Chairs with tips and information to
increase their confidence.

Interviews and survey responses highlighted the importance and value of increasing involvement of people
with lived experience in conference sessions —and broadening this beyond simply sharing a ‘patient story’.

Tips and ideas
Tips for conference organisers and conference presenters include:

e include consumers as co-presenters and position them as partners in the research rather than
simply providing a patient story

e provide briefing notes on how to Chair a session effectively and consider sharing Chair
responsibilities with a consumer and research Chair so that questions can be framed appropriately.

Views from other delegates

Ten survey respondents provided overall reflections on consumer engagement at the conference. Of these,
seven indicated having contact with consumers during the conference, noting a range of ways of identifying
them as consumers:

e speaker at a session (n=2)

e consumer badge/lanyard (n=3)

e introduced by a colleague (n=3)

e already known (n=2)

e consumer buddy (n=1)

e organising committee (n=1).

Six survey respondents indicated they felt it was useful to involve consumers at the conference. One noted
they particularly appreciated it when a consumer felt empowered to ask a question or comment during a
session. Another indicated that consumer delegates added a depth to the questions asked and provided a

valuable reminder of the individual impact of research beyond publication metrics. One survey respondent
indicated they were unsure about whether consumer involvement at the conference was useful.

Overall reflections from survey respondents were positive. One respondent noted that they had heard
mostly positive comments about consumer involvement in the conference but flagged that some people
were unaware that consumers were attending.

Suggestions for future consideration included:

e highlighting sessions / presentations involving consumers

e reconsidering terminology (e.g. people with lived experience)
e including a consumer presentation in at least one plenary

e including a consumer presentation session on the agenda

e adding consumers to the HSRAANZ mailing list

e including more time for questions.
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REFLECTIONS ON CONFERENCE CONTENT

Reflections on the content of the conference varied based on individual interest areas. In general, feedback
from interviews was generally positive.

Comments about areas for improvement included:

e the majority of sessions were targeted at researchers and have a researcher perspective; interview
and survey responses highlighted that more sessions involving / co-presenting with consumers would
have been beneficial to showcase real-world examples of consumers as active research partners

e opportunities could have been taken to showcase the role of people with lived experience as change
agents rather than simply participants in or recipients of research

“It’s important to view consumers as partners not bystanders. This
means they should be present, visible and involved at all levels. Get
ready for the impossible and open your arms to the uncomfortable.”

e increasing the diversity of presenters and panellists would have been beneficial but also requires
consideration of how to encourage involvement of people from different cultural backgrounds (e.g.
use of a translator, and / or extending the time or format of presentations to incorporate
acknowledgement of country, storytelling and music where appropriate)

e the posters on consumer engagement were on a different day to the consumer-focused sessions,
which meant people attending for only one day did not see them

e titles of sessions are important and could have been framed differently to encourage more
participation (it was noted that the session on ‘co-design’ attracted far more participants than the
more passive ‘consumer engagement’)

e include a consumer stand / booth where people with lived experience can gather and meet
researchers; this could be a place to distribute lists of open research studies and lists of consumer
organisations who can connect researchers with people with lived experience relevant to their
research areas.

It is important when reviewing these reflections to also consider the original driver for involving consumers
in the conference. A survey respondent involved in the organising committee noted that the intent was to
raise awareness of health services research and encourage consumers to take that knowledge back to their
networks to encourage engagement in research beyond clinical trials. The intent was not to have content
that was directly pitched at a consumer audience.

Tips and ideas
Tips for conference organisers and conference presenters include:
e clearly communicate the rationale for including consumers in the conference

e involve consumers in the organising committee to understand what content will have the greatest
impact to achieve the desired outcomes

e consider how to encourage involvement from a diverse range of consumer representatives

e focus specific consumer engagement sessions on one day so that people can get value from a 1-day
attendance

e invite consumer organisations to share a booth that can be used as a meeting place and as a source
of information about opportunities for researcher and consumer collaboration.
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APPENDIX I: INTERVIEW QUESTIONS

Interviews with consumer keynote speakers will include the following questions:

1.
2.
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10.

How did you get involved with the conference? And why did you agree to present?

How much time did it take you to prepare? And is there anything that would have made that easier
for you? Did you feel well prepared for what to expect by the conference organisers?

How did you find presenting at the conference? Was it easier / as / more difficult than you
expected?

How were you supported to prepare to present? What was / would have been helpful?

Was there anything that would have been useful that you didn’t receive?

What do you hope the attendees at your session took away from hearing your presentation?
Do you feel you gained anything from presenting at the conference?

Did you attend other sessions in the conference? Were they interesting / relevant for you? Did you
ask any questions (or feel able to ask questions)?

Did anyone approach you after your session to thank you, introduce themselves, ask questions,
provide feedback?

Is there any advice you would give: a) to the conference organisers and b) other consumers
presenting at conferences?

Interviews with people on consumer scholarships will include the following questions:

1.
2.

10.

How did you hear about the scholarship?

How did you find the process of applying for the scholarship, and the timeliness / content /
frequency / relevance / usefulness of communication since acceptance?

Have you found the conference interesting? Which sessions were most interesting / relevant for
you?

Have you felt able to ask questions during sessions? Have you felt welcomed as part of the
conference community?

What have you got out of attending the conference?

Do you have any thoughts on what you hope the conference gained from having consumers
attend?

Have you used the following resources:
a. ECR researcher buddy
b. Breakout room
c. Glossary of terms
If yes, were they helpful? Would anything else have been helpful?

Has anyone approached you to talk to you (or seemed to have avoided you) at the conference
because of your badge? (Did anyone ask about the badge?)

What were your expectations coming in, and have they been met?

Do you have any suggestions for the conference organisers about how they involve consumers in
future? Or how the scholarship is structured?
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Interviews with participants at consumer sessions will include the following questions:
1. Did you find the session useful?
2. Was the content relevant for your work?
3. Did you find the presentations by consumers interesting / useful?
4. Have you had any contact with consumers during the conference?
If yes, how did you identify them?
- Speaker at a session
- Consumer badge
- Past relationship
- Introduced by a colleague
- Other

5. Do you feel it has been valuable to have consumers involved in the conference? (Prompt for any
reflections about why they have responded in this way)

6. Do you have any other comments or reflections on how HSRAANZ could better engage and involve
consumers in future events?
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