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Definitions

Introduction

Involving care home residents in research can improve how
studies are planned and carried out. Without their input,
researchers might make assumptions or ask the wrong
questions about life in a care home.

What is an Activity Provider (AP)?

An AP is an individual employed by care
homes to plan and facilitate meaningful
activities with residents to support their

Patient and public involvement and engagement (PPIE) mental and physical wellbeing.

gives residents a chance to share their thoughts, concerns,
and ideas about research that affects their lives. Their
knowledge is a valuable resource that helps make research
more accurate and meaningful. What is patient and public
involvement and engagement
(PPIE)?

In the DACHA study, PPIE means
listening to the views of people living,
dying, visiting, and working in care
homes, as well as the public and other
key participants in the health and social
care system, to improve the quality and

usefulness of the research.
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Why is it needed?

Care home residents are often excluded from PPIE

Some of these challenges are: struggling to
communicate with residents about their research,
physical and mental health issues that make long
sessions hard for residents, low confidence to engage

activities in research, their first-hand

experiences of daily care.

despite

Recently, there's been more interest in including
residents in improving care and deciding research
priorities.

However, researchers face several challenges when
trying to involve residents.

with research among residents, and power relations
between residents, staff, and relatives. Other barriers
include limited time and resources for researchers and
difficulties in researchers having the flexibility to meet
the needs of residents and include them in a
meaningful way.


https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-023-00537-z
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-023-00537-z
https://dachastudy.com/public-involvement/

What did we do?

In response to COVID-19, a novel approach to PPIE with residents was developed and implemented
in DACHA study. As DACHA researchers could not go into care homes, they collaborated with care
home staff who spoke to residents on their behalf. The National Activity Providers Association
(NAPA), DACHA's collaborating partner, recruited Activity Providers from different care homes.
Together with the DACHA research team, they developed discussion and activity sessions tailored to
the research topics of interest and adapted them for residents with diverse needs. APs led six rounds
of PPIE sessions with up to 56 residents for each topic (with 208 resident contacts overall), including
people with memory or communication difficulties.

What did we find? ’ What does this mean?

e During the activity sessions, residents Activity Providers (APs) within care homes

talked about a range of topics that
influenced how the DACHA team did
their research. Topics included how
residents feel data about their care
should be used, what quality of life
means to residents and what
information they felt should be in their
care plans.

Residents’ feedback led to unexpected
and positive changes in care home

facilitated PPIE sessions on behalf of the
research team, demonstrating a new way to
include residents in research processes.

These sessions allowed for flexible and
accessible involvement of care home
residents.

Working with APs as research partners is a
promising way to involve care home residents
in a more inclusive way.

practices.

The input of residents, including those with
e APs gained new skills and insights into memory or communication difficulties, is
residents' thoughts, though they faced important for completing research
challenges like time pressures and successfully and meaningfully.
handling emotional feedback.

e The residents’ participation also
brought new perspectives to the
research, challenging some of the
researchers' initial assumptions.
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