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Patient, carer and public
Involvement: the NICE model

Marcia Kelson
Director, Patient Involvement Unit (PIU)

Presentation outline

1. Role of NICE

2. Opportunities for patient/carer input:
patient/carer organisations
individual patients and carers
the public

3. Support for patient/carer involvement
4. Evaluation of patient/carer involvement
5. Conclusions

1. Role of NICE

What is NICE?

® The National Institute for Clinical
Excellence (NICE) provides national
guidance on treatments and care in the
NHS in England and Wales

® NICE guidance is for healthcare
professionals, service users and their
carers to help them make decisions
about treatment and healthcare

What does NICE do?

Technology appraisals
Clinical Guidelines
interventional procedures
Research and Development
Implementation

®
®
L]
@
@
® Public health guidance (from April 05)

2. Opportunities for patient
and carer involvement
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Patient Involvement:
Why?

Patients have expert knowledge of

e Living and coping with the condition

- Outcomes patients consider important
o Perceived benefits /harms of treatments
e Acceptability of treatment and care

e Patient preferences for treatment options
= Patient information & support needs

“Levels” of patient
involvement at NICE

@ Stakeholder process (consultation
with patient/carer organisations)
Committee/ group membership
(direct input of individual patients/carers)
Single projects (indirect input)
Citizens Council (societal vaiues)

Public versions (information for
patients, carers and the public)

Madianad butfii for
okl Ehlience

The NICE stakeholder process

National patient organisations can:
~-Comment on the draft scope
- Submit evidence

- Nominate patient experts and
guideline development group
members

- Comment on draft guidance

Committee and group
membership

At least 2 patients/carers on all groups:
® Technology Appraisal Committees

Interventional Procedures Advisory
Committee

Research and Development
Advisory Committee

Guideline development groups

Single projects involving
individual patients and carers

Focus groups (Multiple Sclerosis, heart failure,
eating disorders, self harm, violence guidelines)

Interviews (MS, self harm, parent education)
Workshops (young people with diabetes)
Patient conference (lung cancer)

Patient testimonials (post traumatic stress
disorder)

Patient experts (most technology appraisals)

Public involvement:
The Citizens Council

® 30 people who reflect the social
makeup of the population in England
and Wales

® Use deliberative techniques to
consider societal and ethical issues

® [Range of] views inform the NICE
board
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Issues considered by the
Citizens Council

® What factors should NICE take into
account in its guidance?

® Should NICE take age into account?

® Should the NHS pay premium prices
for drugs for very rare diseases?

Information for patients
and the public (IFPs)

® Al NICE guidance produced in lay
versions (IFPs)

® Disseminated via website, NHS
response line, local NHS,
professional bodies and patient
organisations

3. Support for patient and
carer involvement

Supporting patient input -
of the Patient Involvement Unit

Support for involved patients and carers
(organisations and individuals):

® Information packs

Informal advice and support
Training workshops

Job descriptions and person specifications
‘Trouble shooting’

Evaluation

Example of a patient
‘person specification’

® No formal qualifications are needed
® (In)direct experience of the condition

® Understanding the views of a wider
network (eg as a patient group member)

Time to commit to group meetings

®  Familiarity with medical and research
language

® Communication/ team working skills

Example of a patient traini
workshop programme

introduction to NICE
What are clinical guidelines?
What do guideline development groups do?
Practical exercises:

- Asking patient focused questions

- Appraising research from a patient perspective

- Using patient-centred language
- Concepts in health economics

® Workshop evaluation
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4. Evaluation of
patient/carer input

Feedback on patient/care
Involvement

Some reservations and suggestions for

improvement but overall:

«  “An extremely positive experience. The
guideline should have a significant impact on
long term outcomes for patients” [Patient
member of guideline group]

» “Involvement of patients focused on the
humanity of the topic and an orientation to
patient experiences” [Professional chair]

What did we do?

« Interviews with patient/carer
members (PCMs) and GDG chairs

* Freelance interviewer
o Semi-structured interview schedule

+ Qualitative data (with quotes) and
scored responses

Who did we talk to?

20 Guideline Development Groups
36 patient/carer members
- 22 had personal experience of condition
- 5 were carers
- 20 employees of patient organisations

® 19 Guideline Development Group chairs

What did we ask?

Expectations of being on a GDG
Group working and chairing
Support and training available
Methodology used

Opportunity for/actual contributions
Views on final guideline and IFP
Overall rating of experience

Patient/carer responses

Experience of participation  :» &
Expectations of involvement :*
Group working :+ &

Role of chair  ;» &

Scope and methods )
Training and support ::

Views of final product ::
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Patient/carer quotes (1)

Influence
“ everything | said was listened to”

“most of the things | brought up appear in
the final report”

“I don’t think the chair had any desire to put
the patient perspective forward”

Training
“training and support were excellent”

Patient/carer quotes (2)

Guideline methodology

“The need for high grade evidence is a real
problem. People’s experience should be given
equal weight as the scientific evidence.”

Views on final product

“I'm pleased. It's good and evidence-based
where it can be and can potentially make a big
difference to care.”

Patient/carer quotes (2)

Specific contributions:

“being able to express that medication isn't
always an appropriate treatment”
“providing a consistent voice on certain
topics, and on the use of language”

“a holistic approach, psychological support,
and bereavement support for carers.”

Chairs’ responses

® Ppatient/carer involvement 1

® Patient contribution:2*

® patients’ research skills &

® patient training opportunitie & &

Quotes from the chairs

Patient contributions
“there is no doubt about them making a
difference to the guideline.”

“Some of the best contributions we've ended
up with [came from the patients]”

“Without the patients we wouldn’t have got
such richness”

“Nothing [she said] made a difference to the
guideline”

5. Conclusions
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Criteria for success

® Use arange of methods to engage
different types of patients and carers

® Use open and transparent
recruitment methods

® Provide clear guidance on the tasks
and roles of involved patients

® Provide training and support for
participants

Practical influence of
patients and carers

Refine scopes to ensure they
address patient issues and concerns

Inclusion of “patient evidence”

Influence range, focus and wording
of recommendations

Challenge professional assumptions
Propose new topics

Thank you
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