


What is PPI?

PPl stands for Patient and Public Involvement. It may also be referred to as Patient
and Public Involvement & Engagement (PPIE) or even as just Public Involvement (P!).
This guide provides an introduction to what PPl is and where to start when planning
how to involve patients and/or the public with your research.

Who do we involve with our research?

According to INVOLVE, relevant individuals to involve in our research can include:
“patients, potential patients, carers and people who use health and social care services
(service users), as well as people from organisations that represent people who use

health services”.

INVOLVE, a national advisory group supporting active public involvement, defines PPl as “research being carried out ‘with’
or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them.”

Involvement is different from participation in research and different from public engagement. Though these areas often
overlap and can be linked, it is important to distinguish between them.

Below is a table with some example activities which can be classified as involvement, engagement, or participation.

to set research priorities.

Have a member of the public
onagrantadvisory panel or
steering group.

Seek feedback onagrant
application or survey design
from patients or the public.

Co-presentatalk witha
member of the public or
patient to an academic or
non-specialist audience.

Co-write the lay summary
of agrant proposal with
public and patient groups.

Develop patient information
leafiets with input from
public and patient groups.

Hold a focus group with patients

Discuss research at a booth
at a science festival.

Share research findings
ina public talk.

Collaborate with artists and
the public to create a visual
representation of research.

Contribute to a public Q&A
discussion session.

Work with a museum curator and
the public to develop an exhibition.

Hold an interactive workshop
inaschool or at an after school
science club.

Co-create a film about lived
experiences of patients or
the public.

Recruit participants into
aclinical trial or research
study as asubject.

Interview individuals as
part of a research project.

Conductasurveyto
answer a research question.

Why is PPl important?

Funding:

NIHR’s strategic goals for 2025 include making public

Better research:

With patient and/or public input, research can be more

The people you involve will be specific to your research, e.g. It is important to consider how patients and public involved
you may seek individuals who have had a certain experience : in your research want to be referred to. People may prefer
ora particular condition, people of a particular age, individuals i tobecalled public representatives,a contributor, a public
who have used a particular service, etc. Depending on your expert or a patient, as a few examples. An individual’s
project and the depth of involvement or collaboration that you preference may change as their involvement evolves

are aiming for, you may be hoping to involve a single ‘patient ¢ and/ortheir personal situation changes. For example,
expert’ with previous experience working with researchers, someone may identify as a patient at the start of their

or perhaps a larger group of people who have never been involvement with research and then go on to recover,
involved with a research project before. and prefer to be referred to differently. You would

generally avoid calling ‘involved’ patients and public

a ‘research participant’ - as a participant is someone

who takes part in the actual research study (e.g. interviewed
for research, participating in a clinical trial), whereas an
‘involved’ member of the public is working with researchers
to support the design and/or conduct of the research.

It is important to distinguish between someone who may

use health services and someone who works professionally
within these services, e.g. doctors and nurses. Professionals

in the health care sector are not the main focus of PPl activities
(even though they are sometimes patients and are members

of the public). This is because they are most often involved in
the delivery of services and treatments. However, some studies
also include ‘practitioner’ involvement or engagement.

TOP TIP: Manage
expectations

An agreement should be
reached early on about
what members of the public
are able to be involved in,
in relation to the research,
and the time commitment
they are able to give to
the project. This should
be clearly communicated
and agreed so that there
is mutual understanding
amongst all parties.

involvement a required part of high quality research.
Many funders and ethics boards will have patient/public
representatives on their review panels, and expect

to see PPl as part of a well-considered research project.

relevant, user-focused, and more likely to be taken upin
practice. E.g.individuals with a lived experience can bring
in new perspectives or ensure your trial methods are suitable.

Ethics:

Members of the public should be able to inform research
that affects them and that is funded through public money.




When should PPI take place?

Involvement can happen throughout the research cycle, from identifying research
priorities before a grant has been submitted through to co-presenting the results
and visioning ideas for follow-on research.

It is best practice to create opportunities for involvement as early as possible in the research cycle. Involving patient/public
representatives at an early stage can be particularly relevant, e.g. they may be able to advise on how best to recruit patients.

Below are the stages in research where involvement can be incorporated, extracted from INVOLVE® and NIHR® resources.

Identifying and prioritising
Brainstorming ideas for research questions
based on previous evidence and/or experience.

Gathering data from the public’s perspective
to inform research.

Evaluating impact

_ : Commissioning
Membership on a research advisory board.

Consulting on plain English

Helping interpret research findings. summaries for research proposals.

i

Implementing
Advising on and developing content
for training materials for healthcare
practitioners and researchers.

Designing and managing
Developing and/or reviewing protocols.

Improving and developing leafiets for
Co-delivering a talk on the research patients participating in clinical trials.

to policy makers.

Undertaking

Disseminating
Conducting interviews or focus groups.

Advising on or helping to communicate
research to a wide variety of audiences.

~_ . —

Carrying out research.

TOP TIP: Training

Similar to providing members of your research team
with opportunities for personal development, are

there training courses or conferences applicable to
your patient/public representative that would enable
them to more effectively carry out their role in the
project? This is most relevant if you are working

with these individuals for a longer period of time.

TOP TIP: Involvement
is always possible

It is never too late to start incorporating involvement
into your project. For example, if the grant is already
funded, it is still possible to gather feedback to shape
the remaining study or to work with patient/public
representatives to undertake the research itself.



https://www.peopleinresearch.org/
http://www.involvinglondon.co.uk/Getting-Involved/Welcoming-New-Patients-and-Groups/Opportunities-to-Get-Involved.aspx
https://www.rds-london.nihr.ac.uk/Patient-Public-Involvement.aspx
https://www.rds-london.nihr.ac.uk/Patient-Public-Involvement.aspx
https://www.northwestpeopleinresearchforum.org/
https://www.northwestpeopleinresearchforum.org/
http://www.invo.org.uk/posttyperesource/where-and-how-to-involve-in-the-research-cycle/
https://www.nihr.ac.uk/patients-and-public/how-to-join-in/the-research-cycle/

Ditferent types of PPI

Budgeting for PPI

Public involvement can take many forms. The method you use will depend on the research
being done, the stage of research where PPl isimplemented, your reasons for doing PP,
and the preferences of your patient/public representatives.

Consultation

This type of involvement includes asking patient/public
representatives for their views and advice, and incorporating
these into research. This could occur as a one-off consultation
or more regularly throughout the research project.

Consultation can be particularly useful in preparing grant
applications (e.g. seeking input on the design of research).
However, as patient/public representatives are most often
contacted and recruited at this stage of research, be aware

of ‘consultation fatigue’ and making the consultation look
exploitative or tokenistic. Ensure you build in enough time
and create a space where representatives feel they are able
to respond. Always provide feedback on how their comments
will be used. Consultation at the beginning of a research
project can also be a tool for developing relationships for future
involvement at different stages in research.

Examples:

00 Focus group - hosting a focus group(s) with
000 patient/public representatives to seek input
on the key research questions, methodology,
research participant recruitment and/or project
communication and dissemination. Consider
whether the use of an external facilitator would
enhance the consultation.

) Research Advisory Board member - Having a

E)@E_\ patient/public representative regularly attend
and fully participate in your project’s Research
Advisory Board.

TOP TIP: Provide relevant information

Ensure that your patient/public representatives
have access to the tools to enable them to have
meaningful involvement, such as providing
relevant background information.

As not all patient/public representatives will
understand research terminology, consider how
you can ensure that materials and conversations
which include them are made accessible. For
example, you could include a glossary of terms
for scientific or technical language and ensure
that language used at meetings is accessible
and understandable for all attendees.

Collaboration

This type of involvement can also be known as partnership or
co-production, where responsibility is shared and decisions are
jointly made by researchers and patient/public representatives.

It can include co-developing a grant application or forming

a study steering group to identify research priorities. The
patient/public representative may also be involved in
undertaking, analysing and reporting on part of the research.
This sort of involvement can lead to a richer study but often
is more expensive, requires more time and may require
additional training/support for both the researchers and

the patient/public representatives involved.

Example:

Co-developing atalk — A researcher and patient/
‘ﬁ public representative co-prepare and deliver a talk

about the research together. This could occur

in a public forum, to policy makers or atan

academic conference.

User-led

This can also be known as user-controlled research, where
patient/public representatives control and undertake the
research project themselves. Researchers may provide training
or support to the project, or be consulted at relevant points for

their expertise. They may also be approached by a group to carry

out the research on behalf of the users.
Example:

Service user-led research project - Service users
lead a research project on their self-identified
needs. They set the research questions, plan the
study design, analyse and write up results, getting
support from researchers when needed.

Recruiting and training patient/public representatives, holding meetings and reporting
back all take time and resources and it is important to build this into funding applications
and project planning. Funding bodies will expect that you have costed these activities

in appropriately.

Some common costs to consider for PPl can include:

Patient/public representative recruitment, expenses
(travel, food, etc.) and payment.

Venue hire and refreshments.

Training for researchers and/or patient/public
representatives.

Additional support for patient/public representatives
(e.g. transport challenges or resources provided in
alternative formats such as translated, large print,
braille, etc.).

External professionals (e.g. facilitator).

There are many online resources on how to budget for PPI.

For example, INVOLVE provides practical advice on budgeting
forinvolvement” and an online cost calculator® for estimating
costs depending on the type of involvement activity.

Expenses and payment

You should strongly consider how patient/public
representatives can be compensated for their time.
Some grant panels may object to proposals that have
not properly budgeted for this. Itis a good idea to find
out what the funder’s expectations are in regards to this.

When offering payment to patient/public representatives,

it can be valuable to let payment be optional or let people
donate their payment to a charity if they want to and/or are
able to, so as not to exclude people who just want to volunteer,

or people who could not participate if they were compensated.

Payment can occur directly as an honorarium, be an agreed
upon amount or can be provided through other avenues such
as training and/or travel and participation in conferences.

Any expenses that patient/public representatives incur

through being involved with your project should also be covered.

Possible expenses include: travel, childcare, subsistence and
accommodation. Consider covering expenses in advance if
you cannot guarantee timely reimbursement. For information
on how to do this at LSHTM, contact the Finance Office.

TOP TIP: Involvement and
state benefits

If individuals planning to become involved in your
work are receiving state benefits they need to be
appropriately advised prior to getting involved.
This is because any form of payment, even
reimbursements, can be treated as earnings,
which can affect their ability to receive benefits.

Itis best to let people know this before starting
as, even if the person is not being paid, it may
impact their status.

NIHR offer a confidential service which advises
on this and can provide a letter that states
participation is not work. It is best practice as a
researcher not to give advice regarding benefits,
but to direct patient/public representatives to
this service.

Credit or acknowledgement for an individual’s time is also
best practice, e.g. contribution acknowledged in research
papers and/or reports, sending a thank you card, informing
them after the fact of how their involvement contributed
toresearch.

TOP TIP: Monitoring and evaluation

Similar to research activities and outcomes, it

isimportant to track involvement activities and
outcomes, using both quantitative and qualitative
tools. This is particularly important if you need to
report on your PPl activities to funders or others.



http://www.invo.org.uk/posttypepublication/budgeting-for-involvement/
http://www.invo.org.uk/posttypepublication/budgeting-for-involvement/
http://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator/

This guide was made by researching and compiling information from the following organisations and guides. Visit their websites
for more information and to check out their best practice guides.

INVOLVE

National Institute for Health Research (NIHR)
Research Design Service London

Generation R - Young People improving Research
Parkinson’s UK

University of Plymouth ‘Working Together Guide: An
essential guide for healthcare practitioners, researchers,
educators and regulators looking to work with service
users, patients, carers and members of the public’

If you would like to discuss your proposed PPI
plans while they are in development, including
PPI sections of funding applications, please
contact the Public Engagement Team on:

Resources:

1. Peopleinresearch:
www.peopleinresearch.org

2. Involving London:
www.involvinglondon.co.uk

3. Research Design Service London:
www.rds-london.nihr.ac.uk

4. North West People in Research Forum:
www.northwestpeopleinresearchforum.org

5. Stagesof research - INVOLVE:
www.invo.org.uk/posttyperesource/where-and-how-to-
involve-in-the-research-cycle

6. Stagesofresearch —NIHR:
www.nihr.ac.uk

7. Budgeting for involvement:
www.invo.org.uk/posttypepublication/budgeting-for-
involvement

8. Online involvement cost calculator:
www.invo.org.uk/resource-centre/payment-and-
recognition-for-public-involvement/involvement-cost-
calculator


https://www.peopleinresearch.org
http://www.involvinglondon.co.uk/Getting-Involved/Welcoming-New-Patients-and-Groups/Opportunities-to-Get-Involved.aspx
https://www.rds-london.nihr.ac.uk/Patient-Public-Involvement.aspx
https://www.northwestpeopleinresearchforum.org
http://www.invo.org.uk/posttyperesource/where-and-how-to-involve-in-the-research-cycle
http://www.invo.org.uk/posttyperesource/where-and-how-to-involve-in-the-research-cycle
https://www.nihr.ac.uk/patients-and-public/how-to-join-in/the-research-cycle
http://www.invo.org.uk/posttypepublication/budgeting-for-involvement
http://www.invo.org.uk/posttypepublication/budgeting-for-involvement
http://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator
http://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator
http://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator
mailto:publicengagement%40lshtm.ac.uk?subject=PPI%20Guide%20for%20researchers
https://www.facebook.com/LSHTM
http://lshtm.ac.uk/twitter
https://www.linkedin.com/school/london-school-of-hygiene-&-tropical-medicine-cp
http://www.lshtm.ac.uk/instagram
http://www.lshtm.ac.uk

