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Overview

• Context to Patient and Public Involvement and 
Engagement (PPIE) in Health Research

• Setting up the PhD PPIE group 
• Involvement of PPIE group throughout the 

research cycle of the PhD
• Strengths and Limitations of PPIE input
• Conclusions
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Aims

• Critically reflect on the process and potential 
impact of involving robust PPIE in a doctoral study 
exploring self-harm and suicidal behaviour in 
older adults

• Identify challenges and opportunities of PPIE in 
research conducted with populations with lived 
experience on self-harm and suicide
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What do we understand by Patient and 
Public Involvement and Engagement? 
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Context

What is Patient and Public Involvement and 
Engagement?

"Patient and public involvement entails research being carried out ‘with’ 
or ‘by’ members of the public, rather than ‘to’, ‘about’ or ‘for’ them. The 

word public can refer to patients, potential patients, carers and people 
who use health and social care services, people from organisations that 

represent people who use services as well as members of the public.” 
-NIHR, 2019
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Context

PPIE in Mental Health 
Research

WHY?

Mental Health Service Users
Denouncement

Call for action:
1980s 

Psychiatric Survivors and
Feminist Movement

1978 Alma Ata 
Declaration

1997 NIHR 
INVOLVE 

UK

Last 2 decades: 
PPIE in Health 

Research
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Context
• INVOLVE, funded and part of the National Institute for 

Health Research, established in 1996 to support active 
public involvement in NHS, public health and social care

• One of the few government-funded programmes of its 
kind in the world

• As a national advisory group, INVOLVE brings together 
expertise, insight and experience in the field of public 
involvement in research, with the aim of advancing it as 
an essential part of the process by which research is 
identified, prioritised, designed, conducted and 
disseminated.

www.invo.org.uk/

https://www.invo.org.uk/about-involve/
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Context

• PPIE in mental health research can improve acceptability and 
applicability of research
• Difficult to reach / under-served populations
• Vulnerable populations

• In the UK, PPIE is a prerequisite for many funding bodies, but this 
can result in ‘tokenistic’ PPIE
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Keele University Research User Group 
(RUG)

• Research User Group set up in 2006

• Over 130 members who have experiences of long-term 
conditions, or are caregivers or close relatives of someone 
with a long-term condition

• Members are working across over 60 research projects, 
which includes
• Giving advice on research design

• Reading and giving feedback on research materials (e.g. 
questionnaires, letters to patients, consents forms)

• Commenting on research proposals

• Membership of project steering committees

• Co-applicants on grant submissions
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Context

PhD Research Project: Understanding self-harm 
behaviour in older adults

PhD 
research

Older 
adults

Self-
harm

Mental 
health
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PhD: Exploring Self-harm in older adults

PhD student: 
Isabela Troya

Prof. Carolyn Chew-Graham

Dr Lisa Dikomitis

Dr Bernadette Bartlam

Dr Opeyemi Babatunde

• PPIE group from previous study on self-harm in primary care
from Manchester and Keele identified need of studying self-
harm in older adults (Carr et al., 2016)

• PhD project and studentship developed as a result 2016-2019
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• Research Questions:
• What are the perceived motivations of self-harm?

• What are the barriers and facilitators of access to care 
and support?

• What are the potential roles, if any, of family, friends, 
3rd sector support & primary care professionals, in 
supporting older adults who self-harm?

• Methods:

• Systematic Review

• Qualitative study: in-depth semi-structured 
interviews

PhD Research Questions & Methods
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PPIE group members for PhD
• Inclusion Criteria:

• Previous self-harm lived-experience as an older adult (60 
years or older)

• Supporting or caring for an older adult with self-harm
behaviour

• PPIE members from previous Manchester Keele study (Carr et 
al., 2016) were invited to take part in new PPIE group for PhD

• Three PPIE members were involved in the PhD throughout the 
3-year study period

• Supported by Keele RUG
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PPIE involvement in PhD

3 people contributed throughout the 3 year duration of the PhD

6 workshops/meetings held with PPIE members and researcher(s)

Ongoing communication and updates (email and mail 
correspondence) between PPIE members and researcher(s)

Level of involvement in research discussed amongst PPIE 
members and research team

Full documentation of discussion and changes made as result of 
PPIE input
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Pre-PhD

2015

• PPIE group from self-harm in primary care 
(Carr et al., 2016) identified need of research 
in self-harm older adults

Jan. 2017

• First PPIE meeting for PhD. Research questions 
agreed and discussed. Review of public facing 
documentation.

June 
2017

• Introduction of systematic review concept and 
review of outline proposal. Identification of 
avenues for recruitment.

Sept. 
2017

• Review of preliminary results of systematic 
review. Identifying dissemination avenues for 
systematic review.

March 
2018

• Review of preliminary results of qualitative 
interviews. Discussion of analysis.

April 

2019

• Identification of avenues of dissemination. 
Ideas for future studies discussed

October 
2019

• Review of animated video summarising PhD 
findings
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PPIE in the PhD throughout the 
research cycle

Identification 
of the research 

question

Design of the 
research study 

design

Development 
of ethics and 
SR protocol

Preparation 
for data 
analysis

Analysis and 
discussion of 
the findings

Dissemination 
of the findings
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PPIE Meeting 1

PPIE 
meeting 1

19.01.2017

1. Research aim & questions

2. Definition of self-harm 

3. How to focus data collection & study design

4. Review of participant facing documents for 

Ethics Application
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Terminology used

Self-harm

Deliberate self-
harm

Cutting

Self-injury

Self-poisoning
Suicidal 

behaviour

Parasuicide
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PhD Research Questions

Before & After

1. What are the reasons behind 
self-harm in some older adults?

2. What are the barriers and 
facilitators of access to care and 
support?

3. What role do family, health 
services, and support groups 
have in supporting older adults 
who self-harm?

1. What are the perceived 
motivations of self-harm?

2. What are the barriers and 
facilitators of access to care and 
support?

3. What are the potential roles, 
if any, of family, friends, 3rd sector 
support & primary care 
professionals, in supporting older 
adults who self-harm?
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PhD Study Design

• Systematic Review

• Qualitative Study
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PhD – Qualitative study

Semi-structured interviews: 

-people aged 40+
-GPs

(approx. 8-10 in each group)

Recruitment:

-self-harm support groups

-advertising in local community

-GP practices

-social media

Before & After
Semi-structured interviews: 

-2 interviews with people aged 60+

-1 interview with 3rd sector workers

(approx. 8-10 in each group)

Recruitment:

-support groups: self-harm & age

-advertising in local community

-social media
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PPIE Meeting 2

PPIE 
meeting 2

27.06.2017

1. Qualitative study

• Recruitment of participants

2. Systematic Review 

• Concept introduced

• Systematic Review self-harm older 

adults

• Inclusion and Exclusion criteria
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Would you include PPIE input in a Systematic 
Review?

How would you include PPIE in a Systematic 
Review?
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Systematic Review

• Defined SRs and their importance

• Use of INVOLVE resources for SRs

• Review the characteristics of self-harm in older adults (60 
years or older)

• Risk factors (bereavement, marital status, etc)

• Methods (injury, poison, etc)

• Rates (%)
• Search strategy for SR and terms to be included discussed
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https://www.invo.org.uk/posttypepublication/public-involvement-in-systematic-reviews/
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PPIE Meeting 3

PPIE 
meeting 3

26.09.2017

1. Systematic review of self-harm in older 

adults 

• Preliminary findings discussed

• Ideas for dissemination

2. Qualitative study

• Potential / anticipated problems when 

interviewing participants discussed

• Preparation for data analysis
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How would you include PPIE in the analysis 
of qualitative data?
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Qualitative study

• Recruitment commenced and slow participation rate 
• PPIE members suggested attending the local self‐harm 

support group regularly, as they felt this would make 
potential participants feel more comfortable

• As a result increased participation
• Preparation for data analysis of qualitative data for next 

workshop
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Diagrammatic conceptualisation 
of SR findings

From Troya et al., 2019a, BJPsych
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PPIE Meeting 4

PPIE 
meeting 4

20.03.2018

1. Systematic Review

• Strategies to disseminate findings of 

systematic review

• Pathways for engagement: Information 

leaflet

2. Qualitative study

• Analysis and interpretation of findings
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How do you think PPIE can contribute to 
dissemination activities?
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PPIE Meeting 5

PPIE 
meeting 5

09.04.2019

1. Overview of PhD findings

2. Strategies to disseminate findings

3. Pathways for engagement: video script
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Video Script Animated Video
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PPIE Meeting 6

PPIE 
meeting 6

31.10.2019

1. Development of animated video

• Graphics

• Narrative
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Insert video 



Click to edit Master title 
style

Click to edit Master subtitle style

31/01/2020 41 41

Implications

• Epistemological perspective: public’s role beyond 
informants
• Co-construction of knowledge 

• Conceptualisation of study: public’s perspective as a 
critical component

• Add to literature of self-harm in older adults

• Document and identify possible opportunities for others 
to consider when researching sensitive topics and/or 
vulnerable populations



Click to edit Master title 
style

Click to edit Master subtitle style

31/01/2020 42 42

What challenges and opportunities do you 
see with involving PPIE in research? 
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Benefits of PPIE in PhD study

• PPIE contributed to improving relevance, legitimacy and 
validity of findings of PhD study

• Added perspective and understanding of study findings, as 
well as ensuring a broader capture and prioritisation of 
the public's needs

• When conducted with adequate support and guidance, 
PPIE can offer researchers, patients and the public 
continuity in the research process

• Continuous PPIE involvement was achieved through 
careful consideration of the PPIE group's capacity, level of 
involvement, respect of wellbeing and adequate training 
and support
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Challenges of PPIE in PhD study

• Ensuring continuous involvement and continuity throughout 
the research process

• Representativeness/diversity of PPIE group

• Relatively ‘small’ PPIE group

• Avoiding tokenistic involvement: the level of PPIE involvement 
was carefully considered and discussed amongst the research 
team, PPIE coordinator and PPIE members

• Overburdening PPIE members was a concern when thinking of 
the level of involvement in this sensitive topic. Through 
discussions, a balance was reached to ensure meaningful 
involvement whilst maintaining PPIE members’ wellbeing
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From Troya et al., 2019b, Health Expectations



Click to edit Master title 
style

Click to edit Master subtitle style

31/01/2020 46 46

Key Considerations for PPIE

Time pressures

Resources: time & funding

Level of Involvement

Support

Recognition

Working sensitively 

Clear & open communication

Continuity
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Summary

• This PhD was developed during discussion at a PPIE 
meeting from a previous study

• We ensured PPIE involvement throughout the entire 
research process
• Systematic review

• Qualitative study

• Dissemination activities and outputs

• Further research ideas generated
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Thank you for your attention
Any questions?

Email

c.a.chew-graham@keele.ac.uk isabela.troya@ucc.ie

@isabelatroya@CizCG
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