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Improving the Palliative Care Experience

&

AlIHPC

All Ireland Institute of
Hospice and Palliative Care

How AIIHPC can support you with Public and Patient Involvement
in research through our Voices4Care group.

Clodagh O’Donovan, PCRN Project Manager, AlIHPC
and Monica Burns, Voices4Care member
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AIIHPC Palliative Care Research Network (PCRN)

53 Palliative Care Research Network members across 9 disciplines

: QUEEN'’S
Ulster UNIVERSITY
DCU | University BELFAST

St. Francis Hospice
Raheny | Blanchardstown

OLLSCOILNA GAILLIMHUE
UNIVERSITY oF GALWAY

AlIHPC

Palliative Care Research Network

&%  Colaiste na hOllscoile Corcaigh, Eire
University College Cork, Ireland

Colaiste na Trionéide, Baile Atha Cliath
The University of Dublin
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AlIHPC Early Career Researcher Forum (ECRF) %

* For early and mid-career researchers in palliative
care research

AlIHPC

* Opportunities to access peer and mentor support, ERLly CATeer Reseatener Eorim
develop links with senior researchers, participate
in capacity building workshops and events, and
share knowledge

* Currently 219 members from academic, clinical,
charity, service provider and regulatory
organisations across the island of Ireland

tinyurl.corﬁZjéinECRF


https://tinyurl.com/joinECRF
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Include public and patient voices to improve your research
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V4C members: people with life-limiting conditions, family carers, and interested
citizens who guide the work of AIIHPC, our partners, and wider stakeholders

=\ _ICES 4 CARE
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G& ﬁ
‘The opportunity to contribute and formy | /<~ — — — — — \
experiences as a former carer to be [ ‘I have really enjoyed being

heard and hopefully help make | part of the Voices4Care work |

improvements for others and myself in and am very impressed at |
| the future health care systems.’

| the degree of engagement of |

| members. It really isn’t like
any other group I've been on. |
: : It really has been an honour
“This was a golden opportunity and to y . , |
. . l to be involved.

use your voice to make palliative care
better for the next person — someday it

could be you or one of your loved ones.’

=9
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16 members | 36 members
NI ROI

13% | 8% 85%

Interested _
Service user females

citizen

68% | 51

carer/former average age
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? | When would you get Voices4Care
. =1 members involved in research?
" Think & Plan
Al
Discover
(o Research

Cycle

Share/Impact 0
Gather
z & Analyse

Write & Publish
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How to involve Voices4Care members in your research?

Voices4Care involvement request
process and form

tinyurl.com/V4CinvolvementRequest

Email completed form to:
mrabbitte@aiihpc.org, and
codonovan@aiihpc.org

&

AlIHPC

All Ireland Institute of
|Hospice and Palliative Care

Voices4Care Involvement Request Form

Please complete this form to enahle us to provide more information on your request to our Voices4Care
members. When completed please send to mrabbitte@aiihpc.org.

Name

Organisation

Phone Number

Email address

Please provide a description of your request in easy to understand language (avoiding the use of acronyms or



https://tinyurl.com/V4CinvolvementRequest
mailto:mrabbitte@aiihpc.org
mailto:codonovan@aiihpc.org
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Final Thoughts

* Think about the value Voices4Care members can contribute to your project
* Respect that Voices4Care members are volunteering their time
* Provide ample time before a project and throughout the process — don’t rush

* Consider any particular needs Voices4Care members may have, and make
appropriate accommodations

* Important to feedback to Voices4Care members on your research and their impact
on it
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Patients, their Families and Carers, and
Interested Citizens Involvement in
Palliative Care Research

’ NeW WEb resource On pUbliC inVOIVement in ; x:::::::?inualliativecareresearch?
palliative care research on ProfessionalPalliative 3 Wiy B8l important
Hub.com: tinyurl.com/AlIHPCppi e
. et .. . Online Workshop
Recording from PPl within context of palliative

care research workshop:
tinyurl.com/PPlinResearch

& @
Writing to be understood: plain English: AUEC D ep,
tinyurl.com/DigitalCommunicationSkills (43 minutes in) | T
-a‘u

Making a start — how to build a PPI relationship:
hrci.ie/a-new-ppi-toolkit

PPl Within the Context of
Palliative Care Research

College
LONDO} ! =
- M NUI Gatway
K = 1 OE Gaillimh

University College Cork. . rslond

siste na hOliscole Corcaigh

MAKING A START:

A toolkit for research charities

to begin a PPl relationship



https://tinyurl.com/AIIHPCppi
https://tinyurl.com/PPIinResearch
https://tinyurl.com/DigitalCommunicationSkills
https://hrci.ie/a-new-ppi-toolkit/
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Thank you

Further information: o rO"Q\
ProfessionalPalliativeHub.com/Research 1 41\ 'l
© 00 0O
Biohg
thepalliativehub.com (links to adult, children & young
people, carers, learning, and professional palliative hubs) PPl in Palliative

Care Research

Contact:

codonovan@aiihpc.org



http://www.thepalliativehub.com/
mailto:codonovan@aiihpc.org

