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Cerebral Palsy is a
wide-ranging condition
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Cerebral Palsy in Northern Ireland

Approximately 55 children are born with CP each year in NI

Gross Motor Function

Upper Limb Function

Epilepsy Visual impairment
1in 2 have 1in 3 have visual
had seizures impairment

at some stage

2 ®

Hearing impairment Communication Feeding problems
1in 10 have hearing impairment 1in 4 have feeding
impairment 1in 2 have problems problems

with communication



Public Involvement (PI1) in NICPR

« Parent and patient membership of the Northern Ireland
Cerebral Palsy Register (NICPR) Advisory Committee

* Annual report
« Family conference/study days

* But how to EMBED public involvement day-to-day?
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February 2018

NAT'IONAL STANDARDS
for PUBL#C INVOLVEMENT

Would you be interested in testing out the public involvement standards?

We are looking for people, groups, teams and organisations that want to get involved
in:

<

e Putting the standards to practical use in their own working environment
e Sharing what they learn
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What are the Public L5
Involvement (P') Standards? C}NAHONALSTANDARDS

for PUBL{C INVOLVEMENT

The Standards are a set of statements that describe what
good public involvement in research looks like.

Together they provide a framework for improving the quality
and consistency of public involvement in research.
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Standard 1

Inclusive opportunities - we provide clear,
meaningful and accessible opportunities for
involvement, for a wide range of people across
all research.

Standard 2

Working together - we create and
sustain respectful relationships, policies,
practices and environments for effective
working in research.

Standard 3

Support & learning - we ensure
public involvement is undertaken
with confidence and competence
by everyone.
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Standard 4

Communications - we provide clear
and regular communications as part
of all involvement plans and activities.

Standard 5

Impact - we assess, report and
act on the impact of involving
the public in research.

Standard 6

Govemance - we ensure the community
of interest voices are heard, valued,

and included in decision making. We
implement, report and are accountable
for our decisions.
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‘Standard 1

Inclusive opportunities - we provide clear,

(1) Create a Pl group of
meaningful and accessible opportunities for
| g:rz:eet:;?:forawiderangeofpeopleacross adUItS and young people
with cerebral palsy and

their family, carers and
Standard 2

Working together - we create and : frl e n d S °

sustain respectful relationships, policies,
practices and environments for effective
working in research.

(2) Collaboratively
determine terms of
reference, activities and
training needs of PI

group.
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Standard 4

eaningful and accessible opportunities for Communications - we provide clear
involvement, for a wide range of people across and regular communications as part

- all research. of all involvement plans and activities.

Develop flexible, jargon-free
communication methods to
meet the needs of different
audiences.

Govemance - we ensure the community
of interest voices are heard, valued,

and included in decision making. We
implement, report and are accountable
for our decisions.

QUEEN'S
4 UNIVERSITY
BELFAST

NORTHERN IRELAND
J CEREBRAL PALSY REGISTER



nclusive opportunities - we provide clear,
paningful and accessible opportunities for

Standard 5

Impaect - we assess, report and
act on the impact of involving
the public in research.

Record and monitor PI
activity and develop

standardised evaluation

processes
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* NICPR named as one of ten ‘test-beds’ to work with NIHR
on piloting the UK PI Standards

« Variation in locations, size, conditions and affiliations
« Supported by workshops, teleconferences & shared

fesources
@
L5 ¥

Q NAT#ONAL STANDARDS

for PUBL%C INVOLVEMENT
Official Test Bed Site 2018 - 19




May 2018
Local meeting to
plan set up of
dedicated
Pl group

(@)@

N

April 2018
First NIHR

workshop
(London)




Please sutacride 10 the Norbemn ketand Ceretwal Palsy Regester (NICPR) communty

madng kst by completing The form below. By subscnbng you will recewe emads about

NICPR news, events, 1esoach and how you can get swolved with owr work We ook

forward 1o hearng fom you and working 1ogether 10 make sure cotetral palyy (CF)
resaasch m celevant and wsedd 10 those who need & Tharnk youl

Pleass note cersanal detads Wil Do held by MasChmg and ot piised oa 5 sy thrd
pates

Emall Address.

Cerebral Palsy Community Mailing List

First Name The Northern ireland Cerebral Palsy Register
(NICPR) invites you to join a community mading st
for persons with cerebral palsy, their families, friends
and carers. We will use this mading list to email
NICPR news, events, research and ways to become

@ . xaind involved with our work.
\-/ \ W you would ke 1o subscribe pleose vise followng fnk:

httpd//eepuri comids--Hj or scen the QR code

¥ you change your mind you con unsubscnbe a2 any time.

The NICPR is maroged by resecrchens ot Queen’s Universty Belfost in

collaboretion with the Publc Health For mere information on the NICPR

I you have any questions or would kbe more informetion pleese contact us by

. emad ot popd@aub o Jk or telephone 028 9097 1616
I

July-Aug 2018 d D <%
e A v !-So.-u;-‘ -u.a-;-u I-ll—-hl-.

s o2 by prberrn. e

o o

u of the NICPR

Launched & promoted
Community Mailing List
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Sept-Nov 2018
Pl video;
planning &
hosting first Pl
event

|

O

Considerations
Location and Access
Dietary requirements
Communication requirements
Childcare

Attendance numbers (32/16/6)



WE ARE
HERE ©

PALSY
DAY
OCTOSER 6

www.worldcpday.org

2019
Knowledge

¢

Combined AACPDM 73 Annual
m Without Borders and IAACD 27 Triannual Meeting
‘ . SEPTEMBER 18-21, 2019
\\__// \& P ANAHEIM, CALIFORNIA USA

Oct 2018-Jan 2019
World CP Day &
dissemination
activities

N=~8 31st EACD CONFERENCE
—

MAY 23-25 2019 PARIS, FRANCE

Under the High Patronage of
Mr Emmanuel MACRON
President of the French Republic

Celebrating

years of knowledge on CP




Jan 2019

1st Pl group
meeting
NN\ WA\
BN\ S //BA\Z8a\\ 2/ O,

Terms of reference of group
Scope of activities
Training needs




Public Health
/J Agency

Research and Development

April 2019
Pl group training



May 2019
2nd Pl group meeting;
Pl webpage;
Final NIHR workshop

Get Involve

UNRATESITY S s -

NATTONAL STANDARDS

for PUBL#C INVOLVEMENT
Official Test Bed Site 2018 - 19

PUBLIC INVOLVEMENT IN RESEARCH

Tha Mostharn lrsland Cerabral Palsy Fegistar (NICPR) i one of 10/ UK wide “test bed projects that i tasting the Mations! Institute for Health Ressarch (NIHF) Mational Standards for Pubiic
Iervohvamant in Rozaarch, This invobves working with NIHR and Publc Health Agency (NI} from April 2018 to Aprl 2019 to halp sstablish if the NIHR standards work in practice and to shars what & karmt
firom wsing tha standards. For mors imformation on this project plesse dick hers or to downlosd 2 copy of the Standards for Public lmeohrament in Ressarch plaase click hars.

JOIM QUR NICPR COMMUNITY

At tha MICFR we recogniisa the importanca of working togather with peopls with corcbral paksy (CF), thair familias, Frionds and carars, to make sune aur work is rob
ious £an join cur NICPR community mailing list to keep up to dats with our naws, avents and ways to get imvohred in our work. I you would liks to subscribe pleass fi
code an cur fiyer

and uzcfid ta thosa whao nood it.
cusr dataibs here orscan tha QR

OUR PUBLIC INVOLYVEMENT GROUP

Tha NICPR has a public imvokement groug that is mada up of pecpla with carabral palsy, thoir familices and carars. This group was crestod to immive tha puibiic n il azpects of our work including cur
resaarch. For mars info an cur pubic oup you the group's handbook and terms of refarsncs. If you ar intsrestod in joining tha group please contact us.

MNICPR NEWS CONTACT US

READ MORE > GETINTOUCH >




Progress on our original aims

WORKING TOGETHER COMMUNICATIONS IMPACT

Develop flexible,
jargon-free

Create a Pl group of
adults and young people
with cerebral palsy and

heir far . communication
.EII' amily, carers av  athods to meet
friends. )
needs of different

Collaboratively audiences.

determine terms of
reference, activities and

training needs of PI
group. _I

Record and

monitor Pl activity 4
...and develop
standardised

evaluation
processes.

el

WORK IN
PROGRESS



Reflections on piloting the PI Standards
and lessons learned...
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What was been the greatest benefit of implementing
the Standards in your project/organisation/network?

Clarity

Flexibility




What was the greatest challenge?

Resources Overwhelming

Over-complicated

How to measure
impact?




Some last thoughts from Helen on her PPI
experiences to date...

4 N

“Encouraged others with CP, and
their families, to engage with
public involvement that will result
in high quality research to improve
the lives of people with CP”
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Thank you

c.kerr@qub.ac.uk

nicpr@qub.ac.uk
https://www.qub.ac.uk/research-centres/NorthernirelandCerebralPalsyRegister/
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