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What is Patient and Public Involvement (PPI)?

* Doing research ‘with’ or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them (1)
* Members of the public partnering with researchers to help decide what research is done and how it is done (1)

* Itis not about...
* involving members of the public as research participants/subjects.
* keeping the public informed about your research.

(o) PPLH,



Public Engagement vs Public Involvement

Engaged Research

PubI|c and Pa@
Public Engagement (PE) Involvement (PPI
raising awareness of ’

research

l

One- way communication

Researchers > Public

@

PPI

actively involving people in
making decisions about what
research is done and how it is

done.
|

Two-way communication

Researchers ~ Public

A
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What is the rationale for PPI?

» Moral and ethical argument
= The people who are most affected by
research should have a say in
what research is done and how it is done (2)
= Citizens have a right to

influence research that is being funded by

public money (3)

» Pragmatic argument

= PPl can increase relevance, acceptability and accessibility of research (4,5,6)

(o) PPLH,



Why do we need to do PPI?

PPl is increasingly required by:

» Research funders

Public and Patient and Carer Involvement (PPIl) in the research project
‘Are you including PPI in your application? (Yes.No) ‘Yes

Please describe all PPI at each stage of the research cycle:
|dentifying and prioritising the research question
Design

Conduct

Analysis

Oversight

Dissemination

For each stage please include the purpose of this involvement and where applicable how PP has
influenced/changed what work has been planned. The word limit is 600 words.

> Ethics committees

» Academic journals (e.g. BMJ journal portfolio)

(o) PPLH,



When should PPI be conducted?

Stages of Research Process [ dentifying & ]

Prioritising

Monitoring & :
[ Evaluation ] [ Design ]

[Implementation] Development of]
The earlier the better but [Gra”t roposa
it's never too late!

Dissemination
[ Undertaking/ ]

Managing
Analysing &
Interpreting

(o) PPLH,



Involvement Approaches

Consultation

When you ask patients and members of the public for their views and you use their view to inform your
decision making

Collaboration

Ongoing partnership between you and the members of the public you are working with, where decisions
about the research are shared

User controlled

When the research is actively controlled, directed, and managed by service users and/or their service user
organisation

(o) PPLH,



Irish Health Research Forum (2013)

Initiates the research and leads the study — full control

Initiates the research and is involved
throughout the process — joint decision making

Receives
information

(11)
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Conceptual models of Involvement

Degrees of
citizen power

Youth inibated - shared

Youth initiated and directed

Consulted and informed

Assigned but informed

Theright to
express views

Therightto
have views
given due weight

FHTHTRREERERn

Non - Partic

Manipulation

Co-design
Spectrum

() PP

NETWORK

‘We will keep you
informed about what
we decide to do”

‘We will keep you

informed, take on

your feedback and

let you know how

it was incorporated

in what we decided
to do’

ol
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ideqQs

Improving Diabetes
Eye-screening Attendance

Designated PPI coordinator

How PPI contributors (members of the public) were identified...

Various strategies used (social media, diabetes support groups and education sessions, partnered with Diabetes
Ireland clinics, GP waiting rooms)

Panel established (35+ people with diabetes, family members, carers)
5 from this panel were recruited to be part of the PPI group.

Q PPI IGNITE

NETWORK



PPI contributors
» Good mix of gender, type 1 and type 2 diabetes

and urban /rural contributors.

Meetings
» 4 times per year (2 year project).
» Evening time-from 6-8pm.
» WGB (always the same room) and zoom (since March 2020!).
>

Refreshments provided.

» Flexible format, powerpoint slides with:
*  Where the project is at
* How their suggestions from the last meeting were incorporated
¢ 2-3items to discuss and decide on

(o) PPIGHS s,




IDEASs PPI Activities

— Developing and
Reviewing items piloting patient topic

Participated for proc.ess guide and
: evaluation questionnaire
in consensus
process to
inform | Develogmg. — Writing and
intervention fif;:d revu:}mng PrOVI.dlng anUt t.o reviewing

in ervc.an ion fun.dmg. application for patient

materials main trial summaries

Oct.2018 Feb. 2019 Aug. 2019 Dec. 2019 Dec. 2020

Development Evaluation Dissemination
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What difference did PPl make?
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Yellow Questionnaire

Here i a list of things that have previously been

il in impraving

eye-soreening

aMtendante. We would like 10 gl your apinion on whether ihese things are acceptable and feasible in

Ireland

What difference did PPl make?

Statement

This is acceptable
(you Bk it, and you think it
RS SENSE ]

This is feasible

{you think it can be done)

2. Ways that encourage practice to make sure person attends

Each number represents the following:
1 = Comaleiels dizagree
2 = Disagres
3 = Heifher disagree or agree
d = Agres
5 = el apree

For example:

For each statement, please fick one number in the acceptable category and one in the feasible category.

Statement

Thari i% Teaatle

{you think & can be done)

[ Feo=pl piacion 1

T O

-direcis person with diabeles io ask for help il
they cannot compete Ihe consent process
Ihémsshis

2 3 4 5 1

-USE MESSAGE 10 INGYEr pedson 1o think about
the degree of regret they will feel if they do
nat ga

Statement This is acce plable This is feasible
[you like it, and you think | {you think it can be done]
it makes sense)
Add a new resource 1o the prachice, 1 2 3 4 5 1 H 3 4 ]
{8 e of the PEEaaTA B 1 chac
! 2 3 4 1 2 3 4 5

Prompi praciices to regisier patients

Practice informs person about...

Inform practices about...

-hoiw altending scréening is Laking charge of
their health

-ty e programme wants them to aiend
(&g thal maintaming hew vision i the prigrity. nol
king ]

-fhe benefits bo the practice when their
patienis allend

f{ug pracics will will nod receie Bhe resulis, their
patierts will have Bcoess 19 local soreening)

-afer the appoiniment they will be reassured
all is ok of they ean receive reaiment in time

1o stop things gefling worse,

-the consequences when their patisnts do
nat atiend
izg sye dampos

-how it is impartant fo go before oo late, they
personally are at risk and that screening

IEE! 10 Ihém.

Use a personal story from a patient to inform practices...

Practice encourages person to...

-AlEnd Scisening

| prompds of Engourages them
Give practices fecdback...

-see screening nol as an opbonal lest but as
part of a whole package of minding Meir
diababes

Pl
=
&
]

-of the benefits and nsks lo patkents of
aflending/nol aflending

1 2 k) 4 5

-that patients are more Sioely to athend
screening if a healthcare professional

1 2 E) 4

)

-on the number of their pabents wha have
not registerad, consanted and attended
BLIEENING

This is acceptable

o Bk it, #0d you think @

maioes sanse |

This is feasible
(e think i can be Sone)

Practice gives person a personal story from

spmeone with diabetes who...

Practice...

-indicates o persan that they approve of
screening and hope the person will atiend

-sends reminder lo persan o consent and

altend their SEreening app

-gives person the message about how
attending screening s fakong charge of their

-persuades person they will be able o attend

Their screening appombment

(g Tor example by halping thes: io Tink about the last
urru!g] mmn; of another ICCOr trent)

-i% & similar age and profile o them and for
whao atfending sereening was a way for them

1o take charge of their health

F 3 4 5 1

-Juffer from renopathy and emphasises the

benefis of abendi

&g being reassered all s ok or being trested sary 1o
o

-suffer from reflinopathy which informs them it
s important 1o go before iob Late, ihey
personally are at risk and thal screening

-theough a source that GPs and practice
nurses brusk

(e anoter cobsague o mamber of B research
feam. )

-on the differences between % atiending
rom their practice and ofher praciices,
i 5

-on the: differences outlined above using a
BoUTCE that practices trust
{5 Bnoma GP, Bracios nure, mamber of th

i ¥ agiping)

re3grch bepm inernafiprg) o

-emphasises there is no harm from drops
used during sereening and cverall benefils:

outwaigh the shor-tarm negatlives

Please write comments here:

Representative from screening programme. ..

-addresses the confusion between routine
eye checks and screening test by clarifying
what bath tests can and cannod tell them, and
that routine checks are not a substitute for

-informs person why the programme wants
e 1o attend
(&g thai maintaining their vision is thewr prinsity, ifs

|_sregning
-emphasises that thens.is.00. ham. from, deoos.
used duing speaning. thase.ate.onks..

lemaamns
Lieg overall barsfits vi lemgomry dncomisn)

freed Service 5o thery are rof making mone)
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Screening could save
your sight

A message from your

GP upout Diabeiic

Screening Could
Save Your Sight

\
'l A message from your

GP about
diabetes eye screening

Retinopathy Eye
Screening

PPl rior«




Why we think you
should attend Diabetic
Retinopathy Eye Screening

» Diabetes can cause d[]mr:g[—) to the blood
vessels at the back of your eye which
can affect your sight. This complication of
diabetes is called retinopathy.

= |t is very important that you have your
retinopathy screening. Everyone with
diabetes is at risk of developing
re!inupoi"l}r Diabetes can be horming your
eyes long before you have any symptoms.

* Retinopathy screening may be
different to the eye checks you might
have with your optician. A good way to
know if you have had your eyes checked for
diabetes damage is that drops were added
to your eyes to temporarily make your pupils
|u'ger and p"loiogrﬂp"ls taken of the back of
the eyes.

Untreated diabetic retinopathy is the most
commaon cause of sight loss in people with
diabetes of working age and it is treatable
if detected early. Early detection of
changes to your eyes reduces your

risk of sight loss significantly as it can be
treated more effectively.

Some people can be worried about
attending screening or finding out
something is wrong. Most people who
attend their retinopathy screening are
assured that their eyes are fine, but even

if a there is a prrJl)|{-.-rr1, 1rl—z[11ir1g it sooner
prevents it from gefting worse

We appreciate that you have a very

busy life and must attend a lot of medical
appointments, but Diabetic Retinopathy
Screening is a key part of your
diabetes care.

At your screening appointment you will
be called into a consultation room te have
drops put into your eyes. You might find this
uncomfortable and your vision somewhat
blurred, but their effect is temporary and
they are not harmful. It only takes about an
hour for the appointment.

Remember the Diabetic
RetinaScreen service is free.

Turn over the page to find out what

to do next to attend screening

N~

Q PP IGNITE

Why we think you should
attend diabetes eye screening

Diabetes eye screening is provided by RetinaScreen,

the free national diabetes 'er'llupu'h:{ s{.‘leening
programme.

Here are 5 reasons why we think you
should participate:

Diabetes can cause damage
to the blood vessels at the
back of your eye which
affects your sight.

This complication of diabetes is
called retinopathy.

Everyone with diabetes is at
risk of developing retinopathy.
Diabetes can harm your eyes
long betore you have symptoms
s0 it is very important that you
attend screening. Diabetes eye
SLTHE[HI'H 1S an H':‘\[—_"[lfl[].l [_H.]l‘ (]{
your regular diabetes care.

[ Routine eye checks you might

have with your optician
are different to the national
screening service,
Even if you attend an opfician
regularly you should sfill attend
screening  with  the  nafionadl
RetinaScreen service.

We understand you might be
worried about attending screening
or finding out something is wrong,
but most people who attend
screening are reassured that
their eyes are fine.

Attending screening dramatically
increases the chance of damage
being picked up early and
treated in time.

Untreated diabetic retinopathy
is @ common cause of sight loss
in people with diobetes, but it is
treatable if picked up early.

Remember RetinaScreen is free

NETWORK
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Planning your PPI

(o) PPISw,




Important to remember!




5W'’s of Involvement

Why are you
involving people?

What do you think
they will add/ help
with?

Where are you going to
find people?

Where are you going to
advertise?

Where are you going
run meetings?

What will they do
in your study?

Who are you involving?
Who is facilitating/
co-ordinating (power
dynamics)

At what stages?
(this links back to your
why?)




g
=
=
=
=
=
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