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Background

Patient and public involvement (PPI) in health research refers to patients
and other members of the public with relevant experience contributing to
design, implementation, and dissemination of research. PPI entails
research being carried out ‘with’ or ‘by’ members of the public, rather than
to’, ‘about’ or ‘for’ them.

Over the past decade, there has been an increased emphasis on
the importance of PPl in health and social research as it provides
alternative views and insights into the needs of healthcare users to
improve the quality and relevance of research.

PPl enhances the efficiency, design, and quality of healthcare initiatives
and facilitates decision-making regarding resource allocations and the
usability of services by including information about the capabilities, needs,
and priorities of local people.

he rapid response to the COVID-19 pandemic resulted in PPI being
viewed as non-essential, leading to its minimal inclusion in research and,
thereby, minimizing the contribution of patients, the public, and,
particularly, minority groups in helping find solutions to the pandemic
crisis.

Public health measures (PHM) aim to reduce the transmission, severity of
iliness, and death and are critical strategies to address pandemic
outbreaks, therefore, PPl is crucial in building trust and acceptance in
research, greater benefits for the community, new and improved services,
valuable changes in practice/partnership leading to positive changes and
outcomes.

Research Questions

What were the PPI activities and who/what populations were likely to be
left out?

What are the similarities and differences in the effectiveness of PHM
between the systematic review studies?

Aims
To determine and describe the nature and extent of the PPl in COVID-19
health and social care research.

To identify research gaps in PPI to inform future studies and research
funding priorities.

Methods

Population, the Phenomena of Interest, and Context (PICo) framework

Results

Identification of studies via databases and other methods

Records identified through database searching Additional records identified through
Jan. 21, 2022 other sources
1. Academic Search Ultimate (EBSCO): n=152 L o
3. CINAHL with Full Text (EBSCO): n=117 2. Google Scholar: n=45
4. Epistemonikos: n=357 N=61
o 5. Family & Society Studies Worldwide (EBSCO): n=24
iE 6. Health Source: Nursing/Academic Edition (EBSCQO): n=22
E 7. MEDLINE (EBSCO): n=374
o 8. 5cienceDirect: n=11
e 9. WHO COVID-19 Global literature database: n=288
- N=1,376
r Duplicate records removed before screening: n=650
Prior 2020: n=3
Total records o MNon-English records: n=28
N=1,437 Abstracts, posters, commentaries: n=7
Protocols: n=138
N=706
Records with title and abstract screened
N=731 - Records excluded
l N=677
e
= Records sought for full text retrieval .
@ & —» Records not retrieved
U N=54
— N=0
? v
Full-text records assessed for eligibility . Full text records excluded with reasons
N=54 Study not published yet, not a systematic review: n=1
Mot a review article: n=6
l Does not mention PPl: n=36
Mo public health measures: n=2
Studies included in review Mot COVID-19 related: n=2
MN=6 N=47

Summary of Evidence

Author/Year

Synthesized Findings

Adebisi et
al., 2021

Banerjee et
al., 2021

Ernawati et
al., 2021

Mao et al.,
2021

Pegollo et
al., 2021

Raymond &
Ward 2021

The majority of African countries have implemented risk communication
and community engagement (RCCE) strategies to decrease the
prevalence of COVID-19.

Even though the public has shown interest in the development of risk
information tools, there has been a lack PPI in the development of risk
prediction tools. There is an urgent need to better understand the specific
risk information that patients and the public want overall.

Evaluation of society awareness around the knowledge, attitudes,
practice (KAP) for the prevention of COVID-19 has been found to be an
effective transmission prevention strategy.

Community engagement and adaptation to change during volunteering
efforts were essential in the public’s response to COVID-19 in the UK.

Digital health technologies may bring healthcare services to a large
population, which can help individuals feel safe while helping contribute
to public health. The acceptance of digital contact tracing (DCT) is mainly
centered around knowledge, willingness/adherence, usefulness,
accessibility, community empowerment, and the concerns of privacy

Misinformation and fear of being socially chastised resulted in pandemic
sanctions, resistance, higher rates of isolation, and increased prevalence
rates of the virus. Synthesizing traditional and scientific/medical
discourse and practices allowed for innovations and adaptations to
communities’ reactions to the pandemic, resulting in community strength
and providing methods for successful interactions to improve public
health outcomes.

* No limit to the setting of the study (e.g. healthcare facilities A
of any type including, but not restricted to schools, in-patient,

nospitals, medical centers, community-based care, and

ong-term care facilities) regardless of the geographical

~
* Human participants regardless of age, gender, and
race/ethnicity.
/
\
* PPl in COVID-19 health and social research focused on
public health measures.
/

ocation y

~

» Definitions of PPl and PHM as reported in the selected
reviews.

 Extent to which PPl is used in health and social care

research focused on PHM during COVID-19 pandemic.
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Conclusions

* Volunteerism, community cohesion, and/or the spontaneous development of
assistance programs were prevalent in the public response to COVID-19 and
should be included when implementing PHM.

* Digital technology should be used by policymakers to include the public in
data collection and shared decision making while still respecting privacy
concerns of citizens.

* PHM should be tailored to communities and set within a socio-cultural context.
» Successful mitigation efforts should be community specific.

* There was a lack of decision making when patients and the public were
involved in PPI

* Further research should be conducted with PPI to determine which PHM could
benefit communities and which PHM might cause aversion to adherence.

 PHM that did not have widespread community support or did not consider the
socio-cultural context were less likely to be followed.

Limitations

» Conducting an umbrella review on this topic may have been premature due
to the limited timeframe available to properly synthesize evidence reviews.

* There was very little review evidence for PPl in the development and
implementation of public health measures.
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