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[image: ]Additional file 5a. Responses from rating scale questions in the group member’s questionnaire for the statements which align with the UK standards for public involvement – Communications, Governance and Impact. The number beside each statement aligns with the numbering used in figure 2 [main text].
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Additional file 5c. Responses from rating scale questions in the researcher’s questionnaire for the statements which align with the UK standards for public involvement – Communications, Governance and Impact. The number beside each statement aligns with the numbering used in figure 6 [main text].
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Additional file 5d. Responses from rating scale questions in the researcher’s questionnaire for the statements which align with the UK standards for public involvement - Working together, Support and learning, Inclusive opportunities. The number beside each statement aligns with the numbering used in figure 6 [main text].  
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Communication

There are clear and informative communications about
upcoming meetings, written work, and activities.

The methods for communicating in meetings and via
emails are inclusive for the whole group.

The methods for communicating in meetings and via
emails are flexible.

There are regular opportunities to offer feedback about
meetings, project ideas and activities.

My feedback is gathered, acted on and shared back to
the group.

Our activities, learning and achievements (positive and
negative) are shared amongst and the group and more
widely.

Governance

Group member’s voices are heard, valued, and
respected in decision making.

Public involvement plans are in place and these plans
are regularly monitored, reviewed, and reported on.

Throughout the organisation, there is visible and
accountable responsibility for public involvement.

Realistic resources such as money, staff, time are
allocated for public involvement.

The privacy of personal information is protected by
collecting and using it in a suitable way.

Impact

Group members are involved in deciding how the
impact of their involvement should be assessed.

Information is collected to help assess impact of the
involvement such as who has been involved and how
they were involved.

Time and activities such as meetings are allocated to
reflect and evaluate the patient and public involvement.

My involvement has an impact on research.

[l strongly disagree [ Disagree [

Neither agree

nor disagree [ Agree [l Strongly agree
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Working together

The aims and purpose of the group have been jointly
agreed and defined by the group.

| feel valued and able to share ideas freely without
restriction.

The practical arrangements, preferences, and
requirements for working together have been discussed,
addressed, and agreed as a group.

In activities, the team are clear about objectives, how to
achieve them and how to present the results.

There is a shared understanding of roles,
responsibilities, and expectations for patient and public
involvement.

Our individual ideas and contributions are recognised,
addressed and shared with the group.
Support and learning

There are opportunities to improve one’s skill set to
enable more involvement.

Resources have been designated to support learning
and development opportunities for both researchers,
ALL_EARS members, and staff.

There is a culture of learning by doing, building upon and
sharing best practice between the whole group/team.

Inclusive opportunities

Group members are involved in the research from the
earliest stages.

Barriers to involvement such as payment or accessibility
have been identified and addressed.

Information about activities is shared widely in ways that
are accessible and appeal to different communities.

There is choice in the opportunities that are offered for
group members to get involved with research.

The processes we have for getting involved result in an
inclusive and diverse group.

The group is a true representation of the Deaf or hard of
hearing community.

[l strongly disagree [ Disagree [

Neither agree

nor disagree [l Agree [l strongly agree
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Communications

There are/were clear and informative communications
about involvement opportunities, upcoming meetings,
written work, and activities.

The communications methods are inclusive.

The communications methods between myself as a
researcher and the group members are/were flexible.

There are/were opportunities to share information,
feedback and involvement opportunities with group
members.

Information related to my research/project is/was shared
with the group in a timely manner.

My research activities, learning and achievements
(positive and negative) are/were shared amongst the
group and more widely.

Governance

ALL_EARS @UoS group member’s voices are heard,
valued, and respected in decision making.

Public involvement plans are in place and these plans
are regularly monitored, reviewed, and reported on.

Throughout the University of Southampton, there is
visible and accountable responsibility for public
involvement.

Realistic resources such as money, staff, time are
allocated to support the running of ALL_EARS @UoS.

The privacy of personal information is protected by
collecting and using it in a suitable way.

Impact

Group members are involved in deciding how the impact of
their involvement should be assessed (l.e., Group
members are involved in deciding how to evaluate the
progress and impact of the group).

Time and activities such as meetings are allocated to
reflect and evaluate the patient and public involvement.

| provide information to help the ALL_EARS@UoS team
assess the impact of the group member’s involvement in
my research such as who has been involved and how they
were involved.

Working with ALL_EARS@UoS has been beneficial for my
research.

My work with ALL_EARS@UoS has supported grant
applications.

. Strongly agree . Agree . #:rltgiz ;Z?;:e - Disagree . Strongly disagree ‘
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Working together

The practical arrangements, preferences, and
requirements for working together have been discussed,
addressed, and agreed between ALL_EARS@UoS co-
lead, myself and group members.

It is clear that activities and plans have been developed
as a group.

There is a shared understanding of roles,
responsibilities, and expectations for patient and public
involvement between group members and researchers.

Group member’s ideas, contributions and influence are

recognised by researchers who have worked with the

group and shared with the PPIE co-leads to be shared
back to group members.

Support and learning

A range of support and training is offered to group
members and researchers to address identified needs.

Resources have been designated by ALL_EARS@UoS,
through external funding, to support learning and
development opportunities for both researchers,
contributors, and staff.

There is a culture of learning by doing, building upon and
sharing best practice between the whole group/team.

Inclusive opportunities

PPIE group members are involved in research projects
from the earliest stages.

Barriers to involvement such as payment or accessibility
have been identified and addressed.

Information about activities is shared widely in ways that
are accessible and appeal to different communities.

There are fair and transparent processes for
ALL_EARS@UoS members to get involved with hearing
research.

There is choice in the opportunities offered to PPIE
group members.

The processes we have for members of the public to get
involved with ALL_EARS@UoS results in an inclusive
and diverse group.

. Strongly agree . Agree .

Neither agree . :
nor disagree . Disagree . Strongly disagree




