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Lived Experience involvement and engagement



MQ’s Global

We have invested £30 million
To support ground-breaking

research through grants and
collaborations in 37 countries

We do this
through:

Delivering grant rounds

Convening and consulting

Partnering on research

MQ
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4 Learning objectives MQ =,

Clarify concepts on PPIE

Understanding the value of PPIE in MH tech
research

Familiarising with the different activities in PPIE

Understand common challenges in PPIE
and strategies to overcome them
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Commonly used terms

0%

Lived Experience (LE)

People with Lived Experience
Lived Experience Experts

Experiential Advisors

O
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Public and Patient Involvement and

Engagement (PPIE)

Public and Patient Involvement
(PPI)

Lived Experience involvement and
engagement

Co-production with Lived Experience



What is PPIE MQ .

Patient and public involvement and Engagement (PPIE) refers to an active
partnership between patients and the public and researchers in the research process,
rather than the use of people as merely ‘subjects’ of research.

PPIE activities entail the recruitment, involvement and engagement of people with
lived experience in research up to the stage of coproduction.

Coproduction is the approach in which researchers, practitioners and the public
work together, share power and responsibility from the start to the end of the
project, including the generation and dissemination of knowledge.



Who are the Patients and the MQ &=
Public

Patients
 Potential patients
« Carers

» People who use health and social care

services
* User service groups } Link and representation of underserved and marginalised
: . opulations
« Community organisations POP

- Lived Experience Experts } Advocacy, communication and knowledge of
research processes



Fipeline or Le

‘ Public and Patient Involvement and Engagement (PPIE)

Research Participant ‘
- Not PPIE -

Empowered by their lived experience / expertise to advocate,
advice and improve mental health practice and/or research

Person with Lived
Experience of a condition

/ ] o Maiture experience in research
I Advocacy, education, f X C processes
research w f/ 9
Knows what the condition feels : - Confidence in advocacy and
like Coproduce mental health // | communication
| research W, . |
. | Influence mental health
ﬁ with different research toplcs 'x.\ A
and designs. /f" f,»"" ' Translational skills to facilitate
n (| exchange between research

and lived experience
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Clarify concepts on PPIE

Understanding the value of PPIE in MH tech
research

Familiarising with the different activities in PPIE

Understand common challenges in PPIE
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(@‘) The value of PPIE in mental health tech research
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Evolution of PPIE in MH research M@ &

Key Policies and Milestones in PPIE

1960s-1970s

1990s

1996

Early 2000s

2019

Patient advocacy movements lead to recognition of the need for patient
involvement in health decisions.

The UK Department of Health's "Research for Health" strategy emphasizes
public involvement in health research.

Establishment of Consumers in NHS Research (later renamed INVOLVE) to
support public involvement at all research stages.

PPIE institutionalized within UK; Research Governance Framework
NIHR promotes PPIE as an ethical imperative of high-quality research.

UK Standards for Public Involvement in Research developed to ensure
consistent engagement.
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Value of PPIE in MH Tech research  M&

The role of people with LE has evolved from passive subjects to active participants
and collaborators, shaping the research agenda, design, and implementation.

Increase trust

Commercial incentives added to a recent explosion of mental health tech products
can generate mistrust and make difficult to filter those with a solid evidence-base.

Sound coproduction with Lived Experience serves as a quality assurance
mechanism for tech products.
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Value of PPIE in MH Tech research  M&

Diversity and inclusion in PPIE

Helps to grow the network of partners.

Increases the chances of buy in, investment, adoption and
impact of MH technology.

Increasing diversity is a continuous process and becomes
easier for organisations, as their PPIE networks grow.

Addresses mental health inequalities: Involve community
organisations to reach underserved populations.
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Value of PPIE in MH Tech research M@

Makes products more relevant, through detailed knowledge of
the issues that matter to them.

Ensures that research is ethical and accessible.

Translation of research into practical applications. \,I ‘O

Address digital and mental health inequalities

(o
Maximize investment of time and resources. -).J ]

Improves health and social services, treatments, and quality
of care.
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LE involvement and engagement MQ =

research

L

Recruitment
N

Refers to opportunities to involve people with Lived Experience in research.

Recruitment can be conducted through digital and not digital channels depending on the
population of interest, as well as on the resources and dissemination channels available to
the organisations.

Examples:

A. Social media

B. Patient groups

C. Lived Experience networks

D. Mental Health advocacy groups



LE involvement and engagement MQ =

research
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203 Involvement

Refers to the establishing an active partnership between patients and the public and
researchers in the research process. It entails the establishment of formal governance
mechanisms, as well as more informal practices to establish trust, rapport and openness.

Examples:

A. Working with research funders to prioritise research.

B. Offering advice as members of a project steering group or
advisory board.

C. Commenting on and developing research materials.

D. Undertaking interviews with research participants.



LE involvement and engagement MQ =

research

Engagement

Refers to the different ways in which research can be shared with the public in a two-way
process. Engagement encourages researchers to listen and interact with the general public,
for example.’

Examples:

A. Science festivals.

B. Media coverage

C. Social media

D. Blogs, videos, interviews

E. Dissemination through community workers and

organisations



LE involvement and engagement MQ

@% Coproduction

Researchers, practitioners and the public work together, sharing power and responsibility
from the start to the end of the project, including the generation of knowledge.

It shifts the power and focus on the strengths and expertise of people with lived

experience who are involved as co-resec

Principles

Sharing of power

Including all perspectives and skills

Respecting and valuing the knowledge of all those
working together on the research

Reciprocity

Building and maintaining relationships

Mental
health
research



LE involvement and engagement MQ =

@% Coproduction

Features

e Establishing ground rules

e Continuous dialogue

e Joint ownership of key decisions

e A commitment to relationship building

e Opportunities for personal growth and development

e Flexibility

e Continuous reflection

e Valuing and evaluating the impact of co-producing research
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LE involvement and engagement MQ =

research

L

Recruitment
N

Challenges

e Difficulties to reach and inform potential participants about the research being
undertaken.

e Lack of relevant incentives for people to participate, considering their needs,
priorities and interests.

e Difficulty to reach diversity of LE participants

e Identifying individuals with relevant lived experience



LE involvement and engagement MQ =

research

Recruitment

Best practices

e Think about innovative ways in which to recruit. Most charities have lived experience
networks.

e Set appropriate incentives considering the basic, psychological and fulfilment needs of your
group of interests. For example:

o Providing monetary or other material compensation;

o Promoting career development opportunities through links or mentorships with
organisations.

o Facilitating participation and covering transportation or internet costs;

o Emphasising the potential impact of the research.
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research

L

Recruitment
N

Best practices

e Consider the benefits guideline of NIHR

e Use both digital and not digital communication channels

e Incorporate standards of Equity, Diversity and Inclusion. There are organisations such as
Egality Health who have a range of resources to help widen diversity and inclusion:
https:/ /egality.health

e Collaborate with community organizations, advocacy groups, and networks that work with
individuals who have relevant lived experiences. These partnerships can help identify
potential advisors and build trust.


https://www.invo.org.uk/wp-content/uploads/2018/11/INVOLVE-REVISED-Nov-2018-Updates-on-welfare-benefits-regulations.pdf
https://egality.health/

LE involvement and engagement MQ =

research

O
203 Involvement

Challenges
e Ensuring meaningful participation. Advisors may feel their contributions are

undervalued or not integrated.
e Disengagement and a lack of sustained involvement.

e Formal and impersonal research environments can make difficult to build
rapport and trust.
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UNDERSTAND YOUR AIMS

Best Practices
e Provide training in lay terms

Ask yourself these questions:

1. What am | hoping to achieve? or What outcome am |
looking for?

e Use of glossaries

° Manage differences and eXpeCtationS 2. What issue or challenge in my research or research

plans could the perspective of the public or experiential
knowledge of patients help to overcome?

e Allow opportunities for informal and unstructured
] 3. What difference or impact do | want this involvement to
exchanges with the research team i

e Be transparent in communications and encourage
feedback.



LE involvement and engagement MQ =

research

e ——————————————————

RoB

@ Involvement

MindTech : Watch & listen - Digital Youth



https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fdigitalyouth.ac.uk%2Fresources%2Fwatch-listen%2F&data=05%7C02%7Clbooth%40mqmentalhealth.org%7C58953dca77a2402044b208dcc2b47be6%7Cfe72429060e54710b06e660c7b870d81%7C0%7C0%7C638599327650086604%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=JFuEFTZ0kK9Vqk7aPF2jXITKfNhQRQ2mFcTtTOUWt6A%3D&reserved=0

LE involvement and engagement MQ =

research

Engagement

Challenges
e The admission of mental health difficulties to oneself and others, which can be highly
stigmatising.

e Research in virtual and immersive technologies often involves technical concepts.

e Not everyone has access to the technology to experience virtual and immersive technologies
firsthand.

e Traditional dissemination methods (e.g., academic papers, presentations) may not fully
capture the immersive nature of the technology, leading to less impactful dissemination of the
research findings.
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Engagement

Best Practices
e Partner with community organisations and research charities such as Doctors/Health Centres,

Recovery Communities, Shopping Centre billboards and Housing Associations.
e Provide opportunities for LE advisors to coauthor publications
e Provide opportunities for LE to act as advocates, speakers at conferences and events.

e Use simplified language and visual aids (e.g., infographics, videos) to explain complex
concepts.

e Offer accessible demonstrations of the technology.
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Engagement

PERFECTIONISM LONELINESS & ISOLA Ml MEDIA COMPETITIVENESS SEEKING

WHAT'S UP WITH EVERYONE?

11
EVERYONE ELSE

SEEMS TO FIT IN SO
EASILY. | FEEL SO
ALONE

1 DIDN'T GET THE
GRADES | WANTED,
I’'M SUCH A FAILURE

n 144

il

11
I’'M SO STRESSED,

TRYING TO BE THE
BEST AT EVERYTHING
144

11

THERE ARE JUST TOO
MANY DECISIONS TO
MAKE

WHY DON'T | LOOK
LIKE THAT ON INSTA?

n 144

MindTech: What's Up With Everyone? (whatsupwitheveryone.com)



https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwhatsupwitheveryone.com%2F&data=05%7C02%7Clbooth%40mqmentalhealth.org%7C58953dca77a2402044b208dcc2b47be6%7Cfe72429060e54710b06e660c7b870d81%7C0%7C0%7C638599327650110698%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=CNYaC%2FXVa7LV4RHtg3%2BqJJ3HyHraTkg17CazjK1Brlw%3D&reserved=0

LE involvement and engagement MQ =

@% Coproduction

Challenges
e Building and maintaining trust and balance of power might be difficult in an

environment that is usually researcher led.
e Jargon and technical language might hinder shared understanding.
o Different expectations about the role of LE advisors within the research project

e Tokenism (participation without meaningful influence
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research

Coproduction

Best practices

Creating a safe and inclusive environment for all

Supporting different ways of partnering, taking time to understand how they feel best
placed to contribute and what skills they already have

Facilitate an initial dialogue to build shared understanding and expectations.

Understand communication preferences among LE Advisors, including plenty of
opportunities for meetings, debriefs.
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Coproduction: start to finish

Identification of issue
to consider: is this an
issue LE even want
addressed? Who was
consulted, when, how
many people? What did
you do?

Have you involved LE

in this, how did you

involve them? When
designing potential

outcomes, were LE

appropriately involved ?
Are methods included

Do we need to

consider LE

involvement here?

Involved in

reviewing the
ethics application?

Have we considered LE
perspective in the
results? Can we get
them involved in the
analysis? Do they
choose the themes? Do
LE interpret the findings
differently?

appropnate?
(O I[=1M | Research | | Study | | Studyset | |
sIgelo] [Tyl | questions ’\ design up

Ethical \

-
approval |

Conduct
study

]

Analysis

J ‘ Interpret |
T" findings

Who was consulted
to create these
questions, are they
guestions LE want
answered, do they
cover the issue? Are
they in the right
prioritisation format?

Were considerations given
at design stage
implemented? Protocols,
forms, info sheets, steering
groups - have they been
reviewed by LE individuals?
Any amendments needed?
(e.g. layified, language,

- Are we updalting LE

on progress,

troubleshooting?
Any involvement of
LE in recruitmem?

= €5 )
X
........ accessibility) . X
............. Participation
B )
Involvement

Mental
health

research
What are LE
invoivement in
shaping
local/national
policy?
| Circulate | Policy | Change in
' ‘ findings change practice
Who are our - Check in with LE (already
stakeholders? . engaged and new) has
Different streams of this bettered the inital
communication? issued gquestion? Reflect
Can we get LE on LE involvement in this
involved in whole process, any
delivering findings? improvements to be
.................... made‘_)
. J
o 3

Engagement
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LE involvement and engagement MQ =

Patient and Public involvement in research is now regarded as an
integral part of any research project.

PPIE entails an active partnership between patients, the public, and
researchers in the research process, rather than using people merely
as subjects.

Researchers plan how to involve people, identify suitable population
groups, and evaluate the impact of PPIE activities.
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Importance of PPIE in Mental Health Tech Research
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Importance of PPIE in Mental Health Tech Research

Skills Developed Through PPIE [k

e Research Understanding

e Advocacy and Communication

WL
e Confidence and Influence - Sl Py H \>
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Activities in PPIE include




LE involvement and engagement

Existing barriers

Digital inequalities

Lack of relevant
incentives

Tokenism

Communication
challenges

Stigma

Adopt both digital and
non-digital strategies
for dissemination and

engagement

Set incentives in place which
take into account the basic,
psychological and fulfiiment
priorities from these
populations, as seen by them

Increase decision-making
power and influence of Lived
Experience

Increase translational
efforts, allow bi-directional
communication and avoid
jargon

Increase mental health
awareness on the ground
and empower others to

challenge stigma

Mental

research

Common challenges and
best practices in PPIE



Further Reading

e Mindset-XR programme:
https://healthinnovationnetwork.com/resources/mindset
-Xr-patient-public-involvement/

e Other MQ content: www.mgmentalhealth.org/the-
importance-of-involving-patients-and-the-public-in-
research

e Digital Youth and Involvement:
https://digitalyouth.ac.uk/resources/watch-listen

A {
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https://healthinnovationnetwork.com/resources/mindset-xr-patient-public-involvement/
https://healthinnovationnetwork.com/resources/mindset-xr-patient-public-involvement/
http://www.mqmentalhealth.org/the-importance-of-involving-patients-and-the-public-in-research
http://www.mqmentalhealth.org/the-importance-of-involving-patients-and-the-public-in-research
http://www.mqmentalhealth.org/the-importance-of-involving-patients-and-the-public-in-research
https://digitalyouth.ac.uk/resources/watch-listen

Further Reading

ACADEMIC REFEENCES

e  Staniszewska, S., Reeves, D., Leroi, I.,, Nyman, S. R,, Brown, N. J,, Ballard, C,, ... &
Lankshear, A. (2022). Insights on conducting digital patient and public involvement in
dementia research during the COVID-19 pandemic: supporting the development of an “E-
nabling digital co-production” framework. Research Involvement and Engagement, 8, 22.
https://doi.org/10.1186/s40900-022-00373-w

o Brown, N. J,, Lankshear, A, Leroi, I, Bowman, C, Staniszewska, S., Reeves, D., ... &
Russell, L. (2022). A Journey of Digital Co-Production: Introducing the “E-Nabling Digital
Co-Production” Framework and Its Performance in Dementia Research. Research Square.
https://doi.org/10.21203/rs.3.rs-2094025/v1

e  Staniszewska, S., Reeves, D., Leroi, I., Nyman, S. R., Bowman, C,, Russ, M., ... & Rusu, A. S.
(2022). Patient and Public Involvement (PPI) and Responsible Research and Innovation
(RRI) approaches in mental health projects involving young people: a scoping review
protocol. Systematic Reviews, 11(1), 238. https://doi.org/10.1186/s13643-022-02037-5

e Insights on conducting digital patient and public involvement in dementia research during
the COVID-19 pandemic: supporting the development of an “E-nabling digital co-
production” framework | Research Involvement and Engagement | Full Text
(biomedcentral.com)
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Framework and Its Performance in Dementia Research | Research Square

Mental
health
research

e  Patient and Public Involvement (PPI) and Responsible Research and Innovation (RRI)
approaches in mental health projects involving young people: a scoping review protocol -
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