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Outline of session

. Introductions

. Provocative question about PPIE

. Case study: ENRICH Scotland

. Case study: DACHA study, England

. Group Discussion: Enablers to engaging various
stakeholders in research, beginning with the term

PPIE.
. Close



About this session

The global pandemic has shone a light on care homes and the
additional challenges care staff face. However, it has also undeniably
shown many gaps in the evidence-base, with care home residency
often excluding people from research opportunities. It is important to
ensure that research and quality improvement are carried out ‘with’
and ‘for’ care homes, not ‘on’ them. Panellists will present, through
case studies, how their research in care homes, sparked discussion
around future directions, and increased the accessibility and
awareness of research involvement. Additionally, the workshop will
explore facilitators and barriers to engaging various stakeholders in
supporting research studies.



National Care Forum - Who Are We?

Liz Jones

Policy Director

DACHA Co-Investigator

National Care Forum
Liz.Jones@nationalcareforum.org.uk

Julienne Meyer

Research & Development Advisor
DACHA Co-Investigator

National Care Forum

Professor Emerita of Nursing: Care for Older People
City, University of London
j.meyer@city.ac.uk

https://www.nationalcareforum.org.uk/
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ENRICH Scotland - Who Are We?

Emma Law Susan Shenkin Rosie Ashworth
ENRICH (Scotland) co-chair, ENRICH (Scotland) co-chair, PP| lead for ENRICH
Manager of the Neuroprogressive and Professor of Healthcare for (Scotland), and
Dementia clinical research network Older People, Neuroprogressive and
in Scotland o . Dementia clinical
University of Edinburgh research network
Emma.Law2@nhs.scot

Susan.Shenkin@ed.ac.uk

rosalie.ashworth@nhs.scot

0 0 ENRICHScotland WWW.Nrs.org.uk/enrich
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Patient & Public Involvement & Engagement
(PPIE)

Select an image that best
describes how you feel
about PPIE in care home
research?




[DACHA

Developing resources And minimum
data set for Care Homes' Adoption

DACHA: (Developing research resources
And minimum data set for Care Homes'
Adoption and use)

October 2019-November 2023 (plus, 6-month
extension)
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AIMS

* To develop resources to
support research, and
innovation in care homes.

* To synthesise evidence and
data sources to deliver an
agreed data set - (Minimum
care home generated resident
Data Set) - usable for different
stakeholders

re is infnnnal:im recorded whe
n in an English care home falls

= aces t ind
I-lnwzuliume-rrﬁ:-m oltrln:—n:::td:d ﬁhe

ormnz-h:.u_ xndlhe i ibecl sharing
ln-d resources.

= Personal information = 5. name and date of birth

Dec:lkolﬂn:hl =g what runcans—.i wihere. when, hows, and winy?
impact of fall on person e g pain or distress, any breskoages & broising.

A:ﬂnnhkmnz.necnl nh:-m:d and /o mfurll made

DACHA



Work package 1: Review of Care home intervention research assessment, outcome
measurement and process : Sarah Kelly, Guy Peryer Andy Cowan

Work package 2: Creation of a Care home trial repository: Lisa Irvine, Jenni Burton
Myzoon Ali

Work package 3: Review of content and use of Minimum Data Sets (MDS) and Survey

of data care homes collect Barbara Hanratty, Claire Goodman Gizdem Akdur Jenny
Liddle

Work package 4: Mapping and characterisation of resident data in existing NHS and
Local Authority data sets in two Integrated Care Systems (ICS) Arne Wolters Richard
brine, Liz Crellin, Kaat de Corte

Work package 5: Piloting and implementation of a MDS in 60 care homes in three ICS:
Ann-Marie Towers, Adam Gordon Jenni Burton Stacey Rand, Stephen Allan, Nicholas
Fox, Lucy Webster Sinead Palmer Rachel Carroll, lan Spencer

National consultation groups: Gizdem Akdur lain Lang, Anne Killett, Adam Gordon,
Barbara Hanratty, Karen Spilsbury, THIS Institute

PPIE group: Anne Killett, Julienne Meyer, Pamela Blades, Kerry Micklewright

DACHA



PPIE in DACHA study

e Co-applicants

* PPIE Panel meetings

* Collaboration with NAPA
* National consultations

* Advisory group
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Working with NAPA

® Care home residents are important
stakeholders in the DACHA study

®= Due to Covid, our original plans for involving
care home residents in DACHA weren’t DA< H A
feasible . —>
Developing resources And minimum
= At the time, visitors (such as the DACHA data set for Care Homes’ Adoption
team) couldn’t enter care homes — but we

thought activity providers (APs) might be
willing to help

= We reached out to the National Activity
Providers Association (NAPA) to explore this



Who are NAPA?

= A charity that supports care services,
including care homes, to prioritise
wellbeing via activity, arts and
engagement

* They are working to advance the role of
activity providers and provide
?rofessional development and support

or members

= They are keen to get APs involved in
research

= They have been helping to recruit APs
and support their involvement in DACHA

DACHA



[How does this work? J

" The DACHA PPIE team prepare discussion Preparation
materials related to the chosen topic

= A DACHA PPIE team member, NAPA

representative and the APs meet to prepare e
o O EVENTICIEEIES ] o Residents' reflection on usefulness of information, priorities, process of
for the sessions ncarehome IR

¢ DACHA PPl team prepare discussion tools

* Preparatory meeting - activity providers, DACHA PPl team members
and NAPA wellbeing support manager

e Activity providers introduce theme
¢ Themed discussion activity, using tools, tailored to individual residents

* For example, experience of hospital visit/stay, information asked for,
collected

" The APs carry out group or one-to-one
sessions with residents to gather their views

* Content of discussion - perspectives brought in by residents, residents
stated views.

¢ Numbers of residents involved in discussion activities.

" The APs meet DACHA PPIE team members reedback 1o oachn. Rt
to feedback anonymous responses from
residents and how sessions went

DACHA



Examples of topics

DACHA Research Consultation Activity
Toolkit for Activity Providers (3)
“A day in your life” — Exploring quality of
life with care home residents

DACHA Research Consultation Activity
Toolkit for Activity Providers (5)

Exploring what residents think about
preventing infections

This document is currently in development

and not for sharing. Any questions or

comments can be sent to: D A C H A
Dr Anne Killett

- Developing resources And minimum
(akillcti@uaaacuk) data set for Care Homes' Adoption

Kerry Micklewright
(k.micklewright@uea.ac.uk)

This document is currently in development

and not for sharing. Any questions or D A C H A

comments can be sent to: : e
s Adopt

Developing resources Ar

data set for Care Adopton
Dr Anne Killett (a.killett@uea.ac.uk) Q(\
Kerry Micklewright e
(k.micklewright@uea.ac.uk) TN
Laura Shallcross (l.shallcross@ucl.ac.uk) vivaldal />
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..and also care

plans,
Information
sharing and
other topics..

DACHA
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Examples of activities

True or false?

Lo

1. Some bank notes and credit cards have
equal or worse bacteria than a toilet bowl

2. Viruses are bigger than bacteria.

3. Out of all the germs on the planet, about
10% of them can make people ill.

4. In the UK, getting the flu is most common
between September-December.

5. Some people have gotten food poisoning
from salad bags.

6. Some viruses attack bacteria rather than
people or animals.

7. Two diseases have been completely
eradicated from the world.

8. The link between typhoid and water pum
in London was discovered by Dr John Snoy
in the 1800s.

Cookihg food properl

Using sanitiser

BT Al

Survey for residents — Preventing infections

How much do you agree with these statements?

Very
much

Alittle

Not at all

Not
relevant

Any comments?

My health is very
important to me

I worry about
catching an illness

I'would like to be
involved in
preventing
infections

{if so — ore there ony pArFicular waKs?)

I'would like others
to do more to
prevent infections

117 50— what sart of things?)

I'would like to know
more about keeping
myself healthy

[If 50— what would they like to know?)

18
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Does it work?

 Feedback from residents,
APs and NAPA has been
positive

P T
8 8 * Creates a forum for
residents

&

* Development opportunity for
APs

* APs learn new things about
their residents

* Development of the AP role
and NAPA’s involvement In B
research

[o._.
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Challenges
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* Potential for emotive conversations

e Extra demand on APs’ time

* APs |leaving their roles

* Designing activity packs without meeting residents
* Need to further explore this approach... DACHA



What’s next?

* Reflecting on our learning
with our collaborators

* Sharing our learning
(publications)

* Progressing our learning
(CHAPPI)

-
7TnA




Work ‘with” and ‘for’, not doing research ‘on’

* Think outside the box
* Engage with all key stakeholders
* Trust people in practice to help

* Blur the boundaries between
research education and practice

* Focus on quality improvement,
not just generating research
knowledge

 Want to make a difference



Thank you for your interest

https://dachastudy.com

DACHA

Developing resources And minimum
data set for Care Homes' Adoption




Disclaimer

This study is funded by the National Institute for Health and Care
Research (NIHR) (HS&DR 127234/Health Service Delivery Research
programme] and supported by NIHR ARC East of England.

The views expressed are those of the author(s) and not necessarily
those of the NIHR or the Department of Health and Social Care.
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Welsh (Westwood House), Michael Butler (Summerdyne Nursing Home)




Questions & Comments

 What would you like to clarify?

Questions? Comments?

* What would you like to know
more about?

* Any comments?



Group Discussion

e What better term could be used
for PPIE in care home research?

* Who are the key stakeholders in
care home research?

* What other creative ways have
been used to involve and engage
key stakeholders in care homes
research?

e What enables this to work well?
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