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Why include QoL in MDS?

* Promoting older people’s Qol is a priority | ’ p. -
 An important indicator of quality & safety of
care, from residents’ perspectives

What are the challenges?

e No established consensus on how to

measure QoL
e Although consensus is emerging...

* Availability of QoL measures developed
and/or tested in care homes
e Self-reportis challenging



Selecting QoL measures for the DACHA MDS pilot

e Shortlist criteria based on stakeholder
consultation (Round 1)t and systematic

review (Siette et al, 2021)

e Consultation (Round 2)t identified final list
* ASCOT-Proxy. Care-related QoL
* ICECAP-O. Capability wellbeing for older adults
 EQ-5D-5L Proxy 2. Health-related QoL
* QUALIDEM. Dementia specific QoL

All proxy-reported by care home staff via digital

social care records (DSCRs)

tAkdur et al (In press). National stakeholder consultation on measuring care

home residents’ quality of life. NIHR Journals Library.

Suitable for
care home
residents

Works as a
measure

Short to Outcomes*
complete not

(<10 mins) processes

*Outcomes = quality of life = what matters to
people in their lives, to live well



Data Collection of QoL Measures in the DACHA MDS pilot

Aim: To assess feasibility, validity, reliability, and usefulness of QoL measures, to inform which

measure(s) to recommend for inclusion in an MDS

e QoL measures adapted from paper format into
digital care record software

e Data collection
* Two waves = Mar/Apr and Oct/Nov 2023

* Some support provided to care home staff — but
minimal, to test feasibility of data entry/collection
in practice

e Data extracted for 748 (Wave 1) and 711 (Wave 2)
residents

ABOUT YOUR QUALITY OF LIFE

By placing a tick (v) in ONE box in EACH group below, please indicate which statement besi
describes your quality of life at the moment.

1. Love and Friendship

| can have all of the love and friendship that | want

| can have a lot of the love and friendship that | want
| can have a little of the love and friendship that | want
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| cannot have any of the love and friendship that | want

2. Thinking about the future

| can think about the future without any concern

| can think about the future with only a little concern

| can only think about the future with some concern
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| can only think about the future with a lot of concern

©Joanna Coast and Terry Flynn
(https://www.bristol.ac.uk/media-library/sites/social-community-
medicine/images/centres/heb/ICECAPO%20sample.pdf)



Psychometrics of QoL measures — do they ‘work’?

* Applied psychometric methods to assess the validity and internal

consistency (Does they measure what we expect them to? Do the questions fit
together as a scale?)

* Three of the four QoL measures had acceptable properties:

* ASCOT Proxy-Resident

* But not ASCOT-Proxy-Proxy. Consistent with another study of carers of
people with dementia (Silarova, Rand et al, 2023).

* ICECAP-O
* EQ5D-Proxy 2
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Psychometrics of QoL measures — do they ‘work’?

QUALIDEM did not work as well as expected, based on previous research

 The DACHA study is the first study that psychometrics of the
English language version

* Original QUALIDEM measure developed in Dutch, with German and
Danish translations also available

* Excluded residents with very severe cognitive impairment
* Some questions not suitable for these residents

* ltems (questions) did not ‘group’ into expected subscales
* Only six subscales vs. nine original subscales proposed by developers . vovNY © o

* Low internal consistency for one of six subscales
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Psychometrics of QoL measures — are they feasible to complete?

* An indicator of feasibility and acceptability % missing data
* High % missing data for a question (item) can indicate an issue with that particular question

 Compared for Wave 1 only

* Wave 2 % missing data also affected by drop out of whole care homes, residents going into
hospital or dying

* And only when care staff completed 21 item in each measure

* Missing data were low (<5%) for all measures, except for...
* ASCOT-Proxy-Resident:
* Dignity (6.8%) and Control (5.1%)
 QUALIDEM 1: Positive and negative affect
* Is cheerful (19.9%) — due to an error in software system!

* QUALIDEM 4: Boredom and disengagement
* Not able to do anything (5.1%)




Cognitive interviews - feasibility/acceptability

* Cognitive interviews focus on how people answer questions
rather than only their answer

* Comprehension
Recall/retrieval from memory
Judgement

Response

* Designed to improve survey design or explore the feasibility
and acceptability of questions

* Inthe study, the focus was feasibility/acceptability

Aims: How do care home staff complete the QoL measures -
ASCOT-Proxy, ICECAP-O, EQ-5D-5L & QUALIDEM? Are they
feasible and acceptable?

* Nine online interviews with care home staff who completed
the MDS

* Analysed using a modified version of Tourangeau’s model of
cognitive response process

Comprehension Recall/retrieval Judgement Response




Cognitive interviews - feasibility/acceptability

Comprehension of question: comprehension of questions often as intended; however, some
issuoes identified with specific terms — such as the ICECAP-O “future” item being about the next
5-10 minutes.

Recall/retrieval of relevant information: data collection method used by care homes
influenced by question type and staff perception of whether resident could answer the
question (with help).

Judgment/estimation process: recognition from some participants that questions reflect the
quality of care provided by the care home, leading to potential bias.

Response process: usually adequate response options; however, occasional issues mapping
views to answers options.

* E.g., QUALIDEM “is angry”. Answer scale based on frequency, but participant answer based both on
frequency and intensity.



Summary and Conclusions

* QoL measurement in care homes is feasible and acceptable
e Shortlist of three measures: ASCOT-Proxy, ICECAP-O, EQ5D
* Consideration is needed of, e.g.,

 Which measure(s) should be collected?

* Acceptable and usable by stakeholders

* Good measurement properties

* Feasibility/acceptability of completion within routine care
e Data collection by care staff proxy report

* Not interchangeable with self/resident-report

* Better coverage and consistent for all residents

* e.g. not exclude those unable to self-report, nor with family to report on their behalf
* Ethical concerns expressed by staff — consistent with previous studies (e.g. caiels et al, 2019)

* Need for support/guidance for care staff to complete questions

Why we are collecting these data...
How is care supporting people to live as well as they can?



Any questions?

& s.e.rand@kent.ac.uk

, @DrStaceyRand i
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