Tobiano et al

Partnering with patients and the public

Review

Partnering with patients and the public
Qs co-researchers in wounds research

Tobiano GA, Campbell JL, Rattray ME and Chaboyer WP

Keywords consumer advocacy, patient and public engagement, patient participation, stakeholder participation, wounds and

injuries

For referencing Tobiano GA et al. Partnering with patients and the public as co-researchers in wounds research. Wound

Practice and Research 2021; 29(3):158-162.
DOI https://doi.org/10.33235/wpr.29.3. 158-162
Submitted 4 June 2021, Accepted 14 July 2021

Abstract

Patient and public engagement (PPE) in research is
increasingly being mandated by research funding bodies
and policy makers. PPE is an approach where research
is conducted with or by patients or the public, making
them part of the research team. In this review article we
summarise benefits of PPE, the state of patient engagement
in wound care, current gaps in PPE in wounds research, and
challenges surrounding PPE partnerships. Finally, we provide
an example of how to prepare for a research project with
PPE. In this example we demonstrate how frameworks can
guide development of strategies to build good partnerships
with patient and/or members of the public as co-researchers.

Infroduction

Over the last 10 years, involving patients and the public
in research has become universally recognised as best
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practice by policy makers, funding bodies, healthcare
professionals and, most importantly, public organisations
and patients'. In Australia, patient and public engagement
(PPE), also known as consumer and community involvement
(CCl), is supported by the National Health and Medical
Research Council (NHMRC) and the Consumers Health
Forum of Australia*®. Further, international journals such as
the BMJ have introduced mandatory criteria at manuscript
submission for reporting if and how PPE was utilised in the
study’. PPE in research is defined as research being carried
out “with” or “by” patients and members or the public rather
than “to”, “about” or “for” them“. It can and should span the
lifecycle of the research project, from planning the research
to dissemination®.

Benefits of PPE

It is accepted that patients and the public enhance the
quality of research, and they have a right and responsibility
to do so®4. Specific benefits of PPE for the public include
research that is relevant to patient problems, community
needs and priorities, increased public awareness and
support for research, and discovery of new knowledge that
leads to improved patient care®>®®°. Further, the public’s
confidence in research is improved through transparency
and accountability in the conduct of the research and the
use of public research money*. Researchers benefit because
their work has increased community relevance beyond
academia given the research is grounded in the public’s
perspectives and lived experiences?389,

Patient engagement in wound care

Early and instrumental PPE frameworks identify opportunities
for patient engagement on a continuum, ranging from
participation in direct care through to policy making™.
The peak body for wound prevention and management
in Australia (i.e. Wounds Australia) supports PPE in direct
care with the inclusion of a collaborative practice standard
in the Standards for wound prevention and management
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publication™. As a result, there is increasing recognition by
clinicians that patients should be included as vital members
of their wound management teams'2. The development of the
International pressure injury clinical guideline is an example
of PPE in policy development. This guideline was informed
by an international survey of over 1,200 patients and carers
to identify patient priorities, needs, goals and education with
regard to pressure injury prevention and treatment's.

PPE has now transformed, with patients and the public
participating as co-researchers. A recent Australian study
exemplifies PPE in wound care research'. The researchers
aimed to develop, trial and evaluate a Champions for
Skin Integrity program to improve evidence-based wound
care, reduce the prevalence of wounds, and improve skin
integrity in aged care facilities’. Residents and families
were involved in the research process by: i) participating
in focus groups that identified current practices and
beliefs, skin and wound care preferences and preferred
information sharing methods; and ii) providing feedback to
researchers throughout development and implementation of
the program'. This approach increased the implementation
of evidence-based wound care prevention and treatment
strategies and significantly reduced the number of residents
who developed a wound (53% to 43%), demonstrating
the direct benefits of PPE to skin integrity and wound care
outcomes™. Considering funding and resources for wound
care research is limited and competitive, adopting PPE
is essential to develop relevant and competitive research
programs that have the potential to meet patient and public
needs, priorities and expectations.

Gaps in PPE in wound care research

Despite recognition of the need for PPE in research, a
gap remains in implementation and reporting. Muir and
colleagues' published a scoping review aimed to identify
patient involvement in surgical wound care research and the
quality of reporting of that research. They uncovered three
themes in the data. The first theme was “patient involvement
in modifying and refining research processes”. It was
described as patient involvement in specific elements of the
research such as developing and refining patient information
leaflets, questionnaires, interview guides, protocols and
manuscripts™. The second theme was “connecting and
balancing expert and patient views”. In this theme the tensions
between patients and researchers were described, which led
to conflict with the possibility of impeding the research. The
final theme was “sharing personal insight”, where patients
were valued as an expert source of information due to
their unique perspective'. The authors concluded that PPE
involvement in surgical wound care research was limited and
was not reflected throughout the whole research process,
the patients and public involved lacked diversity, and there
was suboptimal reporting of PPE'™. The opportunities and
gaps reported by this team' can be used as guideposts to
support the way forward for researchers, funders and key
stakeholders in improving PPE involvement in wound care

research. To our knowledge, no review has been conducted
on PPE in chronic wound research, an important next step
for researchers.

Challenges for PPE

Embedding meaningful PPE in wound care research is
challenging. A true partnership or collaboration is central
to the success of PPE in research?. However, this can be
difficult to achieve. Breakdowns in the partnership between
the patient or public and researcher are common®. Reasons
for these breakdowns can be attributed to power imbalances
between patients, the public and researchers, a lack of clarity
in the roles and expectations leading to conflict, insufficient
time spent building relationships, and tokenism that can
occur when patients and the public are engaged superficially
and/or the researchers see the relationship as ‘ticking a box’
rather than something more meaningful®8. These partnership
issues are compounded by the significant financial and human
resources required for authentic PPE'®. PPE takes time and
training to ensure the patient/public and the researcher is
ready for the complex relationship ahead'. Further, efforts
are needed to find the right patient/member of the public for
the project, ensuring diverse representation and engaging
with hard-to-reach patients. Thus, it is unsurprising that PPE
is not yet well-embedded in wound research.

How to build partnerships for PPE in
research

Many frameworks have been developedto provideresearchers
with guidance on how to build genuine partnerships
with patients and the public during PPE in research. A
recent systematic review identified 65 theoretically diverse
frameworks for guiding, evaluating and reporting PPE in
research?. Of these, 17 frameworks have been developed
to guide partnerships between patients, the public and
researchers?2. Common partnership principles across these
frameworks include governance, leadership and project
management, clear and effective communication, sharing
values and collaborative learning, maintaining contact,
training and capacity building, mechanisms to ensure
inclusivity and metrics for measuring process and impact
(see Table 1)2.

However, we have found that concrete strategies to apply
these principles to PPE research are unclear. Researchers
have suggested customising these frameworks to your
specific context to guide PPE research to address this
deficit?. A useful approach our team has trialled is to use
partnership frameworks prior to starting your study to
brainstorm strategies for PPE. We suggest using a table
such as Table 1 to list all the principles in the partnership
framework. Next, identify other research and resources to
develop strategies to promote good partnership.

Conclusion
PPE is both essential and beneficial for high quality and
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Table 1. Examples of tips to promote partnerships during PPE research

Tips Resources and strategies

Governance

Discuss governance ideas early, and | Use the Patient Focused Medicines Development guidance tool'.
formally document

Negotiate role and responsibility Look at research by Domecq et al."” which shows research tasks across phases of research (e.g.
expectations with patient/public review intervention materials during the “study design and procedures” phase).
co-researchers Develop Terms of Reference or Memorandums of Understanding.

Leadership and project management

Develop project management skills | Search for ‘project management’ ideas in a search engine.

and find project management tools | Use project plans (a comprehensive list of all project tasks (including patients/public co-researcher
tasks), tasks are prioritised based on urgency and importance, and action plans are created).

Use Gantt Charts (bar charts that provide a visual aid of tasks over time and facilitate project

monitoring).
Clear and effective communication
Assess patient/public Ask patient/public co-researchers if they prefer in-person, phone, or virtual meetings.
co-researchers’ preferences Ask patient/public co-researchers questions like: “Can you access an online shared drive?” and

“Do you have a printer, or do you need hard-copy documents sent via mail?”.

Send concise, tailored, lay language | Check and re-check communication before sending.
communication to patients/public Use Microsoft Word readability features (e.g. run a “Flesch-Kincaid Grade Level” test).
throughout the project

Sharing values and collaborative learning

Negotiate level of collaboration with | Look at the IAP2’s Public Participation Spectrum’®.
patient/public co-researcher

Identify collaboration techniques Look at the Participation Toolkit?® and Table 3 by Kovacs Burn et al.?!

Maintaining contact

Set expectations of communication | Create a communication plan including frequency and mode of communication.
throughout project

Maintain regular communication Send concise, 1-page newsletters to team members regularly.

Training and capacity building

Create ‘welcome packs’ Include summaries of relevant previous research, glossary of terms, and details about methods and
methodologies being used.

Identify patient/public co-researcher |Ask patient/public co-researchers previous experience and parts of research project they are
training needs worried about to inform training.

Look out for training opportunities Organisations like ‘Consumer and Community Involvement Program’ provide training for both
patient/public co-researchers and researchers?.

Mechanisms to ensure inclusivity

Remunerate patient/public Remuneration should include travel costs and preparation time. Write these costs into grant
co-researchers applications. Organisations like Health Consumers Queensland have guidelines with suggested
remuneration amounts?,

Involve two or more patient/public Advertise through hospital consumer advisory groups, disease specific groups like The Lindsay Leg
co-researchers who are diverse Club or Diabetes Australia®*® and state-level consumer groups?27.

Metrics for measuring process and impact

Get patient/public co-researcher Look at the Evaluation Toolkit?. Implement changes based on feedback throughout the project.

feedback throughout the research

process

Measure impacts and outcomes Look at Guidance document: evaluating public involvement in research®. Consider developing a
log to track patient/public co-researcher involvement (e.g. time, attendance, research activity).

Report PPE Use the GRIPP2 reporting checklist®.
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impactful research, but there can be challenges enacting
PPE. Given the time and resource implications of PPE, it is
important to undertake planning early in the research project
to ensure there is a good partnership between the patients
or members of the public and the research team. There are
many frameworks available to guide this planning; using a
pre-agreed framework to brainstorm PPE strategies may
be a useful way to address PPE challenges and ensure
meaningful partnerships with patients and the public.

In wound care, patients are being recognised as rightful
partners in their care, which we now see being extended to
partnerships in research. Opportunities exist for researchers
to increase and strengthen PPE in this emerging field. First,
we identified that a review of PPE in chronic wounds research
is required. Second, we suggest that future researchers
include descriptions of ‘how’ they engaged patients/public
in their wound research. Finally, if using frameworks to guide
PPE, we recommend publishing these experiences to build
rigour around this approach. Through documenting and
sharing these experiences, support for PPE in wound care
research will grow and evidence-based strategies to enact it
will continue to emerge.
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