This research is funded by the National
Institute for Health and Care Research

(NIHR).
DA( | |A DACHA: Developing research resources
> And minimum data set for Care Homes'

Adoption and use is an ARC East of
England supported study led by the
University of Hertfordshire.

This leaflet provides a summary for a journal article based on DACHA's 2022
consultation activities. You can read the full paper here: https://doi.org/10.3310/
NPYT7562

More info on DACHA consultation series and feedback reports: https://
dachastudy.com/consultation-events/

Developing resources And minimum
data set for Care Homes’ Adoption

National consultation on how to measure care

home residents’ quality of life

Lead author: Gizdem Akdur - g.akdur@herts.ac.uk
Summary written by: Gizdem Akdur
Designed and edited by: Jo Morton and Gizdem Akdur

Definitions

Introduction

What is quality of life (QoL)?

QoL in care homes refers to how well
residents feel in terms of their physical,
emotional, and social wellbeing while
living in the care home.

Quality of life (Qol) is a broad concept that includes different
aspects of a person's wellbeing. It covers physical and mental
health (known as health-related Qol), how a specific disease
affects someone's life, and social care-related QolL, which
focuses on how social care improves life.

What is a consultation?

A consultation is a process where people
or groups are asked to share their
opinions, advice, or feedback on a
specific topic. It usually involves getting
input from those with experience or
knowledge to help make better decisions
or to improve services/products.

The DACHA study aimed to create a prototype minimum data
set that combined information recorded by care homes with
residents’ data collected by health and social care services. This
data set would include details on residents' Qol, both health-
related and social care-related. Currently, there is no agreed
standard for collecting QoL data in the UK or internationally.

What is the Delphi technique?

It is a method where experts give their
opinions over several rounds of
questions. They see others' responses
after each round and can update their
own responses. It helps make decisions
by using the group's shared knowledge.

What is proxy?

Proxy refers to someone, typically a care
home staff member, completing a survey
or providing information on behalf of the
resident.

Why is it needed?

There are many ways that QoL could be measured in
long-term care. We wanted to make sure we chose
appropriate ways to measure QoL for the minimum
data set. Most measures used in policy and practice
focus on health-related QoL. The lack of social care
information in care records is partly because most
data sets for care homes are focused on health.
Traditionally, healthcare professionals have led the
development of tools and measures used in long-
term care settings.

Different groups have different priorities and
interests in how the quality of life should be
collected in care homes. Our consultation includes
a wide range of individuals who are experts by
profession or experts by experience. The
consultation was based on the idea that people
affected by how care home residents' data is used
should help shape the development of the DACHA
minimum data set.
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What did we do?

DACHA'’s 2022 online consultation involved key groups from health and social care, in order to figure out the
best way to measure Qol for residents in UK care homes, so that the most appropriate ways of measuring QoL
could be included in the DACHA minimum data set.

Using a method similar to the Delphi technique, we invited people familiar with care homes (such as care home
staff, managers, old age specialists, commissioners, regulators, primary care professionals, and family members
of residents) to take part in two online surveys.

In the first round, 30 participants were asked to rank the most important principles and aspects that should be
considered when measuring QoL in care homes. Their responses helped researchers to select specific QoL
measures for the second round. 72 participants took part in the second round, where they were asked how
familiar they were with the selected QoL measures and and how confident they were that the measures could
accurately capture what residents’ QoL is like.

What did we find? . What does this mean?

e After the first online survey, we found out Based on the rankings and feedback from the
that: The top priorities for a quality of life second round of the consultation, four QoL
measure were to: 1) include residents' measures were chosen to be part of DACHA's
input; 2) be easy to complete; 3) help prototype data set for care homes.

improve daily care. The most important
aspects to measure were: 1) Mental
health; 2) Emotional wellbeing; 3) Social
interaction.

e Five QoL measures matched what
stakeholders said was important.

e In the second round, all groups gave
neutral to positive ratings for all five QoL
measures, considering the benefits and

challenges they saw. .
e There were concerns about care home The feedback showed that different groups

staff completing the assessments on had a shared understanding of the strengths
behalf of residents (proxy reporting); self- and weaknesses of the chosen measures.

Three of the final four QoL measures rely on
proxy-reporting. Self-report of QoL by
residents is the ideal, however, this has to be
balanced against collecting data from those
residents who are unable to self-report. Proxy
completion by staff can offer a consistent
way of capturing QoL for all residents.

report of own quality of life by residents
was seen as an advantage.
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