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Involving people with lived experience of
using mental health services

Support Needs Approach for Patients in Mental Health

Changes, Benefits and Learning from Public
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Introduction

The UK National Standards of Public Involvement are used as a framework for the ARC EoE Public,
Community, Involvement, Engagement and Participation (PCIEP) Strategy and includes ‘impact’. We
define ‘impact’ as “the changes, benefits and learning, gained from the insights and experiences of
patients, carers and the public when working in partnership with researchers and others involved in
NIHR initiative’s” (NIHR Patient and Public Involvement Impact Working Group, 2019). Through this, we
seek improvement by identifying and sharing the difference that public involvement makes to our
research.

The ARC EoE PCIEP Impact Case Studies are used to evaluate the impact of PCIEP on ARC EoE
research and to highlight the changes, benefits and learning gained from partnership working and
public involvement in ARC EoE.

Public contributors have been invited to co-produce the case studies and the perspectives of public
contributors are included in the case study.



Public Involvement Impact Case Study:
Involving people with lived experience of
using mental health services

Project Title: Support Needs Approach for Patients in Mental Health

What problem is this research addressing?

Health care should be driven by patients’ needs. This is known as “person-centred care”. The NHS
recommends it, but thereis little guidance on how to provide it. Our team developed a way to do this
called Support Needs Approach for Patients (SNAP: https://thesnap.org.uk/). SNAP uses a tool (a
booklet called the “How are you?” Booklet, containing a set of questions to help patients think about
areas where they need more support) and a focused conversation between the patient and
healthcare professional to help address those needs.

SNAP was first developed for patients with chronic lung disease and is now being used to enable
person-centred conversations for patients with a range of chronic physical conditions - these are
conversations that focus on patients’ self-identified needs and priorities. The usefulness of SNAP for
patients with mental health conditions had not been explored.

Conversations with clinicians suggested it may be relevant for this group as it is a holistic
intervention - meaning that it considers the whole person, taking into account emotional and social
factors, rather than just the symptoms of a disease. It does this, in particular, through the range of
questions covered in the “How are you?” Booklet (the SNAP Tool).

Healthcare professionals from acute mental health settings (i.e., inpatient hospital ward-based care)
saw the potential for using SNAP with their service users (“to ensure we are being holistic in our
assessments”) but noted that some of the SNAP Tool’s questions might require adaptation for this
group. We also needed to find the best way to deliver SNAP’s person-centred process within mental
health care.


https://thesnap.org.uk/

Guided by Patient and Public Involvement, we worked with mental health service users and mental
health healthcare professionals, in a series of focus groups and workshops to adapt the SNAP Tool
and SNAP’s person-centred process for mental health, and to validate the adapted tool (i.e., confirm
the relevance and comprehensiveness of its adapted questions) through a survey. We also worked
with an NHS Media Studio to produce a user-friendly version of adapted SNAP Tool (the SNAP-MH
Tool) for service users (see an extract in the image below).

How are you?

We would like to know what support you need. Please tick the box
that best represents your needs now, for each statement below.

A Quite
Do you need more No litle  abit Do yi
support with... more  more supp
...understanding your illness ...manat
...managing your symptoms (including ...your p
medication and any side effects) washit
...dealing with your feelings and worries ...resour

...looking after any physical health
problems you may have

The project has the potential to benefit mental health service users by enabling person-centred
conversations to comprehensively identify and address their unmet support needs.

How were the public involved in this research?

Patient and Public Involvement took place before, during and after the study. It was vital that the
adaption of the SNAP Tool for people receiving support from mental health services, together with
any follow-on studies, were primarily informed by people with those experiences. We therefore
sought to take advice on how to go about adapting SNAP from experts-by-experience (i.e., people
with experience of using mental health services), seek advice on any future study such that it is
useful and engaging for people with lived experience of mental health care and actively involve
experts-by-experience in producing end-of-study reports for participants.

In Phase 1 of the study, we sought engagement from service users (patients with experience of using
mental health services and carers) via Cambridge & Peterborough Foundation Trust’s User and
Carer Research & Development Manager. We sought their help with:

1. Reviewing study recruitment materials

2. Providinginsight to enhance interpretation of data - by reviewing and discussing analysis
conducted by the research team to inform data interpretation

3. Reviewing the name of the adapted tool (SNAP-Mental Health Tool/SNAP-MH Tool).

4. Contributing to, and enhancing, the sharing of findings by co-producing a brief report
prepared for participants (who have requested one)



5.

Helping us explore the feasibility and design of a potential follow-on multi-site study (e.g., a
larger study conducted over a number of different sites) - through actively seeking their
reflections on/review of the current study (Phase 1) and seeking their views on research
design questions identified by the research team (for a follow-on study beyond Phase 2) e.g.,
timing of consent, using focus groups, data collection modes (in-person/online/phone), data
collection locations

In Phase 2 of the study, we sought engagement from via NIHR ARC East of England Public
Involvement Hub and via Norfolk & Suffolk Foundation Trust service users (patients and carers). We
sought their help with:

1.
2.

3.

Reviewing study recruitment materials

Discussing the findings of Phase 1 of the study and helping us finalise the content/layout of
the adapted booklet

Helping us prepare brief reports about the adapted booklet for those who took part in Phase
2 of the study

Reviewing Phase 2 study processes and helping use them to inform the design of a larger
follow-on study to test the adapted booklet across a number of mental health settings e.g.,
reimbursing participants for the time taking part in the study (such as by offering a shopping
voucher)

For both phases engagement was through a combination of online group or individual meetings and

email.

For both phases there was Patient and Pubic Involvement representation on the Study Advisory
Group, and involvement learnings were shared with the Study Advisory Group.

What were the outcomes of public involvement in this project?

There were many ways in which involving people with lived experience of using mental health
services influenced the project:

Advice on how to start adapting the SNAP Tool such as sharing their views on how we could
involve service users in identifying questions that needed adapting or adding to the SNAP
Tool and how we could gather their thoughts on using SNAP itself.

Feedback on study recruitment materials, for example pointing out long sections of text that
would be better broken up and suggesting adding a picture of the SNAP Tool on the
participant information sheet, or examples of the questions init.

Insight to enhance interpretation of data in both phases of the study - by reviewing and
discussing analysis conducted by the research team in order to inform data interpretation.
Endorsement of the findings of Phase 1 in relation to all fifteen questions on the original
SNAP Tool being relevant to people with a mental health condition, but that six of the fifteen
required adaptation and one needed to be added - they also endorsed the resulting
adaptations.

Advice on finalising the content, layout and visuals (e.g., colour schemes) of the adapted
booklet.

Confirmation of the suitability of the name of the adapted tool (SNAP-Mental Health
Tool/SNAP-MH Tool).

Advice on future study design (including learning from the troubleshooting of challenging
aspects of Phase 1 and Phase 2 of the study e.g., timing of consent, data collection modes (in-
person/online/phone), data collection locations, using focus groups as a method, managing
service users who lose focus (repeatedly moving off topic) in focus groups or workshops
(Phase 1), and the use of financial incentives for potential study participants without



appearing to coerce respondents following poor response rate to focus groups in Phase 2
(e.g., a PPl member reported receiving a £40 shopping voucher for two hours participation
on another project).

e Expert-by-experience review and editing of end-of-study reports for participants for both
phases of the study.

e Suggestions on how we could consider extending our PPl work for future studies via the
McPin Foundation: https://mcpin.org/

e How SNAP differs from DIALOG+ (https://www.elft.nhs.uk/dialog) which is being
considered by some Trusts for use within the Personalised Care and Support Plans that will
replace CPA (Care Programme Approach) - PPl expressed concern at scoring domains on
DIALOG, preferring the SNAP Tool’s non-scored design.

o DIALOG +is thefirst approach that has been specifically developed to make routine
patient-clinician meetings therapeutically effective. It is based on quality-of-life
research, concepts of patient-centred communication, IT developments, and
components of solution-focused therapy, and is supported by an App.

What was the feedback from public contributors involved in this project?

“I had a long mental health inpatient admission a few years ago that was incredibly traumatic. | barely
spoke about it. | have been involved in other PPl work before and since, but until now never thinking
specifically about my inpatient admission. The meetings were run sensitively, and | felt that my perspectives
were valued and taken very seriously. Being involved in this project helped me feel that my admission was
not only something very traumatic, but perhaps my experiences could be used to benefit others for some
kind of “greater good”. That shift was very powerful. | was glad to be involved, it really was transformative
for me in how | thought about.” (Lived experience study contributor).

What are the reflections and learning from public involvement in this
research?

e All PPl consultations were conducted online rather than in-person: remote access reduced
the time commitment of PPl members and allowed for a wider geographic spread. As with
our other studies, we found that PPl members preferred Zoom to MS Teams for online
meetings. They welcomed “refreshers” on SNAP (recaps on what SNAP was for and how it
worked) and the study designs at each session. They also welcomed the use of clear PPI
questions for them at each meeting.

e Our PPl were also happy to work via email (backed up by post for larger documents).

e We worked hard to ensure that financial reimbursement for their time was as burden-free as
possible and that it was processed efficiently, and this was acknowledged.

e The main PPI challenge for this study was retention of PPl members - we lost contact with
some members and a balance needed to be found between continuing to provide the
opportunity to contribute against concerns not to appear to be “chasing” PPl members (given
this, their reasons for no longer responding are unknown). This also required repeating the
process of inviting new PPl members (using the same methods as previously, as this had
worked well), and then providing them with the required knowledge base in order to
contribute to the study i.e., an understanding of SNAP, the study aims and design.


https://mcpin.org/
https://www.elft.nhs.uk/dialog
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For more information, visit the project webpage

Visit our website: arc-eoe.ninhr.ac.uk

Contact: ARCoffice@cpft.nhs.uk
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