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ABSTRACT

Introduction Leisure activities appear to be an important
factor in maintaining and improving health in old age. To
better understand what people want to do when visiting
an adult day service (ADS), it is important to systematically
assess their preferences. Currently, there is no instrument
for assessing preferences for leisure activities for people
receiving ADS. Accordingly, the planned study aims to
develop or modify and psychometrically test an instrument
to assess leisure activities preferences for use with people
receiving ADS.

Methods and analysis A mixed-method design with

a participatory research approach was chosen for this
study (Preferences for Everyday Living-Deutschland,
PELI-D II). In the first step of this study, leisure activities
will be identified on the basis of an evidence map. In the
second step, the results from the evidence map will be
empirically supplemented, and leisure activities will be
categorised and prioritised within a concept mapping
approach by people who receive ADS. Subsequently,
based on this categorisation, either an instrument that
was piloted in a previous study (PELI-D ) will be modified
or an instrument with a focus on preferences for leisure
activities in ADS will be explored. In the last step of this
study, the instrument will be psychometrically tested. Data
will be analysed via content analysis as well as descriptive
and inferential statistics and statistical tests. The results
will be presented in various tables and graphs (eg, pattern
matching).

Ethics and dissemination This study was approved by
the ethics committee of the Witten/Herdecke University
(application number 226/2020). The results will be made
available to the public at (inter)national conferences, in
peer-reviewed articles and in articles for practitioners.

INTRODUCTION

The organising and performing of leisure
activities are associated with the maintenance
or improvement of health in older people.'™
Conceptually, these actions describe that the
choice of which activities are understood
and completed as leisure activities depends
on, among other things, individual pref-
erences.”” For example, shopping can be
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Strengths and limitations of this study

» The strength of this study will be that leisure activ-
ities from the perspective of people receiving adult
day services (ADS) will be identified for the first time.

» Concept mapping represents also a participative re-
search approach.

» In addition, the voice of the people receiving ADS will
be valued because they are involved in data gen-
eration, data analyses and validation of the results.

» Challenges in recruiting people in ADS to participate
may be encountered because of the time consuming
concept mapping process.

» Ethical challenges in terms of the participation of
people with dementia in the research process will
be addressed through an ongoing/process consent
approach.

viewed either as a necessary everyday activity
or as a leisure activity.” For people with
care needs, participating in leisure activi-
ties is often associated with barriers, such as
restrictions in everyday life associated with
the need for care support.7 In congregate
settings, such as adult day services (ADS), the
preferences of the individuals are are often
not considered.®”’ Thus, services that do not
reflect the preferences of people receiving
care often lead to a limited option of leisure
activities.” '"'* Organising leisure activities
on the basis of individual preferences is
relevant to ADS. However, the same leisure
activities are often offered in the various
ADS, for example, conversation and reading
sessions, social games, music and dancing,
physical and cultural activities."” Although,
the selection of these activities is less tailored
to the respective people and not preference
oriented. ADS is aimed at strengthening the
daily structure of people receiving ADS who
live at home and may additionally use home
care services and/or social care-oriented
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services."”"® In addition, ADS aimed also at supporting
family caregivers to remain employed.'® Especially in
times of the COVID-19 pandemic, the importance of
ADS for older people with care needs and family care-
givers has become clear. A survey of thirty ADS facilities
in the USA (n=22 responded) found that 95.5% (n=21)
of the participating facilities were closed in August 2020.
As a result of this, an increase of social isolation of older
people with care needs was reported, which was likely to
be associated with a decline in their health, particularly
in terms of cognition. In terms of family caregivers, stress
and anxiety were reported to have increased signifi-
cantly. One ADS in Ohio reported that 74% of family
caregivers had to choose between continuing their job
or caring for their relative.'® Despite these recent expe-
riences, inconsistent results can be found for the effec-
tiveness of ADS, for example, related to delaying the
need for individuals to move into a nursing home."” '*1°
For the systematic assessment of preferences of people,
various instruments in different languages exist, that
focus on different topics or care settings.' 2" However,
according to an initial literature review conducted by the
authors of this protocol, no instruments currently exist
with an explicit broad focus on leisure activities in the
ADS; therefore, what kind of preferences with regard to
leisure activities people receiving ADS may have remains
unknown. Furthermore, it is unknown how these indi-
viduals would categorise and prioritise leisure activities
and whether an assessment of leisure preferences would
even be feasible.

This study protocol refers to the follow-up study Pref-
erences for Everyday Living-Deutschland (PELI-D) II
(2020-2023), that builds on the findings of the PELI-D
I study (2017-2020). In PELI-D I, an instrument for
assessing preferences for everyday living was translated
from American English into German and then piloted
in various nursing care settings in Germany.'® *7**
Researchers and stakeholders participating in PELI-D I
identified the demand for an instrument to assess prefer-
ences for leisure activities for people receiving ADS. This
demand was expressed due to practicability, application-
related reasons, care focus reasons and the current
research gap (eg, scope of the questions, number of ques-
tions and specifics of the care setting).

As a result of this central finding, the PELI-D II study
aims to identify and structure the leisure activities of
people receiving ADS. The results will either lead to a
modification of an existing instrument (PELI-D) or to
the development of a new psychometrically tested instru-
ment.'® In this study, leisure activities are preliminarily
defined as activities in the context of ADS and will be
defined in more detail within this study on the basis of
an evidence map and the perspectives of people receiving
ADS. The following three research questions will be
addressed:

1. “Which leisure activities of people receiving care are
measured by existing instruments for assessing prefer-
ences for everyday living?’

T Evidence Map —’
T Concept Mapping —’
T Psychometric testing —’

. Participatory research approach

. Considering results

Figure 1 Steps of the mixed-method research design with a
participatory research approach.

2. ‘Which preferences are described by people receiving
ADS in relation to leisure activities, and how are leisure
activities categorised and prioritised by them?’

3. ‘What is the reliability of an instrument assessing pref-
erences related to leisure activities for people receiving
ADS?’

METHODS AND ANALYSIS
A mixed-method design is chosen, taking into account a
participatory research approach (figure 1) to answer the
three research questions. In the first step, an evidence
map® will be carried out to answer the first research
question and as a basis for the concept mapping.*® In the
second step, the results of the evidence map will be empir-
ical supplemented by an concept mapping®® approach to
answer the second research question. Finally, a psycho-
metric test phase”” will be conducted to test the test—retest
reliability of an instrument assessing preferences related
to leisure activities of people receiving ADS. All data
collections (concept mapping and psychometric testing)
will be conducted in various ADS in the federal states
of North Rhine-Westphalia and Rhineland-Palatinate in
Germany.

For the reporting of this protocol, whenever applicable,
the Standards for Reporting Qualitative Research will be
followed (online supplemental table 1).%

Participatory research approach

The degree of participation of people in research is
divided into four basic levels (figure 2) P tis important to
note that participation is not an either/or option. Rather,
participation is a developmental process, the implemen-
tation of which depends on the conditions of the study
and the living conditions of the target group.”

For the PELI-D II study, the cognitive conditions of
potential participants need to be taken into account.
Therefore, aspects of the preliminary stage of partici-
pation (hearing the voices of and involving the people
who receive ADS) and the stage of participation (code-
termination and partial decision-making authority) will
be considered (figure 2). This implementation will be
performed within the framework of the individual steps
of concept mapping.
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Figure 2 Steps of participatory research. PELI-D,
Preferences for Everyday Living-Deutschland.

Method addressing research question 1

Evidence map

For the identification of the leisure activities of people
receiving care, which are assessed with instruments for
assessing preferences for everyday living, a literature
review will be conducted, starting in November 2020 and
scheduled to end in August 2021, using an evidence map
approach.”” According to the framework of Arksey and
O’Malley”' the following steps will be considered: (1)
the identification of a broad (clinical) question, (2) the
identification of relevant studies, (3) study selection, (4)
presentation of the data, (5) the reporting of the data
and (6) the sharing of and consultation regarding find-
ings.”! * More details about the evidence map (eg, data-
bases, inclusion and exclusion criteria, search string) are
reported in the review protocol.”®

Method addressing research question 2

Concept mapping

Concept mapping (figure 3) is scheduled to start in
November 2021 and will end in May 2023. It follows
the methodology and associated steps of Kane and
Trochim.”® The six associated steps will be taken into
account in the process of concept mapping (see pages
8-12). Furthermore, people receiving ADS will be
involved in four of the six steps in a participatory way in
this study.

Method addressing research question 3

Psychometric testing

For the psychometric testing of the modified or developed
instrument to assess people’s preferences, the stability of
the items will be tested using test-retest reliability.?” This
approach is essential for a systematic assessment of prefer-
ences by researchers and/or healthcare practitioners.27 3
Psychometric testing is scheduled for June 2023 and is
expected to be completed in December 2023.

[ Evidence Map

Concept Mapping

Thematic introductory
events

1. Preparation

Semi-standardized

N N Results
interviews

2. Generation

Categorization and sorting

3. Structuring
4. Analysis Analysis of the data
Naming of the clusters

5. Interpretation

6. Utilization

Modification or development of an instrument

. Participation of people receiving ADS . Carried out only by the researchers

Figure 3 Process of concept mapping. ADS, adult day
services.

Sampling

Field access to different ADS will be carried out with the
support of the gatekeepers of different providers in the
federal states of North Rhine-Westphalia and Rhineland-
Palatinate in Germany. Priority will be given to ADS
that have already participated in the PELI-D I study
conducted by the Deutsches Zentrum fiir Neurodegen-
erative Erkrankungen (DZNE) 8% This means that these
providers already have initial experience participating in
research studies and assessing preferences.

The concept mapping sample will include at least 10
individuals receiving ADS who are recruited from partic-
ipating providers.*® People who receive ADS in Germany
are characterised by the fact that they still live in their
own homes and have care needs (limitations such as a
need to structure their day). Nearly 60% of these people
have been diagnosed with a geronto-psychiatric diseases
or affective disorders such as dementia, depressive symp-
toms or other behavioural symptoms. The majority of
people receiving ADS in Germany are female and on
average 80 years old."”'* These data can also be verified
by the PELI-D I study, in which participants from the
federal states of North Rhine-Westphalia and Rhineland-
Palatinate who received ADS showed the same char-
acteristics. Regarding psychometric testing, once the
instrument has been modified or developed, a calcula-
tion of the sample size for the test-retest reliability will be
performed based on the minimum acceptable reliability
(intraclass correlation coefficient value (ICC) >0.6),% 37
expected reliability (ICC) (p1)>0.75% fixed power at 80
%, alpha at 0.05, expected dropout rate of 10% and the
two measuring points (to-tl).39 40

Inclusion criteria for both concept mapping and
psychometric testing include: (1) all people receiving
ADS at least once per week or four times per month,
(2) individuals can verbally report on their preferences
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related to leisure activities and (3) sort their preferences
displayed in the form of cards, pointing towards a certain
preference and/or verbal cues.

The recruitment of people receiving ADS will be
carried out in two ways: (1) The first way is primarily with
the support of health professionals in the various partic-
ipating ADS. Using their clinical competency assessment
skills, these professionals will address ADS recipients who
meet the inclusion criteria listed above and (2) In addi-
tion, people receiving ADS, their relatives and legal guard-
ians will have the opportunity to contact the researchers
(MR-M, DP and MR) directly and register their relative
for the study and/or ask questions. Information mate-
rials (flyers and posters in elaborated plain language)*!
will be distributed, an approach that is intended to draw
the attention of people receiving ADS, their relatives and
legal guardians and incentivise them to participate in the
study.

Data collection

Data collection includes steps one through three of the
concept mapping approach (preparation, generation and
structuring; figure 3). Due to the COVID-19 pandemic,
we will consider the hygiene protection guidelines estab-
lished by participating facilities during our data collec-
tion period. In addition, the data collection process for
psychometric testing is presented below.

Step 1: preparation

In the first step of concept mapping, kick-off meetings
will be held in the respective ADS for participants. Here,
an initial introduction to the topic of the study will take
place. Additionally, the wishes and expectations of partic-
ipants for concept mapping will be clarified and taken
into account in the further planning of the study.

Step 2: generation

In the second step of the concept mapping, the different
leisure activities will be generated for the structuring
third step. For this purpose, the leisure activities iden-
tified based on the evidence map will be supplemented
empirically and the understanding for the term leisure
activities from the perspective of people receiving ADS
will be investigated. Therefore, semistructured interviews
will be conducted ‘face to face’ with the participants in
the various ADS.* The semistructured interviews will be
conducted by a nursing scientist (MR-M) with a profes-
sional background as a geriatric nurse. In addition to his
professional background the first author has also experi-
ence in interviewing older people with care needs with
and without dementia.'® For these semistructured inter-
views, an interview guideline will be developed that takes
the current literature on the topic of leisure activities into
account.” For example, we will ask the participants about
former and current preferred leisure entertainment or
relaxation activities. Additionally, we will ask them if they
define their time spend in the ADS as leisure time and/or
if activities provided at the ADS are understood as leisure

activities. The interview guideline will be tested through
a pretest and modified if necessary. Interviews will be
audiorecorded and transcribed.**

Step 3: structuring

In preparation of the third step, all leisure activities iden-
tified with the evidence map and interviews will be written
on cards. These cards will be created by three people of the
research team (MR-M, DP and MR) and will be adapted
to the needs of people receiving ADS, for example,
feature a large font size, pictograms and elaborated plain
language.”' In the third step, the categorisation will be
carried out by participants using these cards.”® The cate-
gorisation will be done based on the topic-related simi-
larities of the different leisure activities to create content
clusters. In addition, each leisure activity will be rated on
a 5-point Likert scale according to the importance (rela-
tively unimportant, somewhat important, moderately
important, very important, extremely important) of this
activity for the respective participant. Further, the top
five leisure activities, which are most important to them
personally, will be prioritised by the partcipants.” The
results from these sorting processes will be recorded by
the researcher (MR-M) by taking pictures and then trans-
ferred to a software programme (Concept Systems).*

Psychometric testing

For the psychometric testing of the instrument modified
or developed on the basis of concept mapping, a test—
retest approach will be carried out.”’ For this purpose,
data collection (for sample size calculation see sampling)
with the instrument will take place at an interval of
lweek (T, and T,). All data collection for the testing of
the instrument will be completed by the researcher (MR-
M). The data collection will be carried out in an onsite
computer-assisted manner in the respective ADS.

Data analyses

Steps four through six of the concept mapping (figure 3)
will involve data analysis aspects and are presented below
with the analyses of the psychometric testing data.

Step 4: qualitative analysis

The fourth step of concept mapping will be data analysis.
For this purpose, the interviews will be first transcribed,
pseudonymised and then imported into MAXQDA
2020.* MAXQDA 2020 will be used within the study to
analyse the transcribed interviews and in particular to
categorise them.*” All authors have experience with the
analysis of qualitative data. The subsequent data analysis
will be carried out by two researchers (MR-M and MR)
with the help of an inductive qualitative content analysis
described by Elo and Kyngis and Elo et al.*® * For this
process, the steps open coding, creating categories and
abstraction will be considered. In the first step (open
coding), the transcribed interviews will be read several
times by two researchers (MR-M and MR) and conspic-
uous points and headings will be noted using the memo
function in MAXQDA 2020. In a following meeting, the
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two researchers will discuss their initial findings. Subse-
quently, the headings created with the memo function
will be analysed separately by two researchers (MR-M and
MR) and the first categories will be freely generated on
the material. In the second step (category formation), the
categories generated will be grouped independently by
the same two researchers (MR-M and MR) under higher-
order headings. The aim here is to reduce the number
of categories, summarise similarities and to distinguish
the categories from each other. In the last step (abstrac-
tion), the research topic will be described with the help
of the categories formed. For this purpose, subcategories
with similar content will be combined into categories and
categories into main categories as long as seems reason-
able and possible. The results of the two researchers
(MR-M and MR) will be discussed and consensus defined.
If necessary, the coding system will be recoded and the
code system will be finalised. Finally, the results will be
reflected on and discussed by the whole research team
(MR-M, DP, MR, KA and KVH).

Step 4: quantitative analysis

The categorisations of the concept mapping process
will be further analysed using Concept Systems,** which
allows for the calculation of the correlations between
various sorted items. Subsequently, graphical processing
will be conducted. For this purpose, a point map and
a resulting cluster map will be created.* In addition, a
point rating and cluster rating map will be created based
on the participants' rating of the different leisure activi-
ties. The analysis of the prioritisations will be done using
both descriptive and inferential statistics. Different vari-
ants of tables and graphs (pattern match) will be used to
present the results.*

Psychometric testing

Test-retest reliability will be analysed using R V.4.0.3.%
Statistical tests (eg, intraclass and Pearson’s correlation
coefficient, Cohen’s kappa and Fisher’s Z-transforma-
tion) will be taking into account the various sociodemo-
graphic characteristics of participants.”' >

Step 5: interpretation

In the fifth step, recruited participants will define the
name of the identified clusters of sorted leisure activ-
ities, which will be done in the form of a participatory
approach, together with the researchers (MR-M, DP and
MR). For this purpose, the participants will be presented
with a list of the leisure activities and their categorisation,
which was created in the generation and structuring step
(see pages 8-10). The participants will be asked to read
through each of the individual leisure activities in the
respective clusters and to name the cluster with a short
phrase or word. Afterwards, all clusters will be discussed
step by step individually by the participants presenting
the cluster names. A consensus process will be conducted
to agree on the cluster names. If there is no agreement, it
will be possible to divide the clusters into subclusters. The

researchers then present the point map to the partici-
pants. Here, the researchers point out that the statements
are closer to each other, which were sorted together more
often by the participants. The participants will be then
taken on a ‘tour’ of the point map by the researchers and
the individual leisure activities and their position on the
map will be examined. Following this, the participants
will be informed that the points have been grouped into
clusters. These clusters were named by the participants
in advance and will be now validated. The cluster map
will be presented, and the participants will be informed
by the researchers that clusters that are closer to each
other should have greater similarity in terms of content
than clusters that are further away. For this purpose, the
participants will be again taken on a ‘tour’ of the cluster
map and the individual clusters will be discussed and eval-
uated by the participants in terms of their contentrelated
similarity regarding their respective distance from each
other. In addition, the participants will be asked whether
they can identify and name similar groups of clusters or
regions. The nextstep will be the presentation of the point
rating and the cluster rating map, which will be discussed
and validated by the participants as part of a ‘tour’ of
the maps. As a final step, the pattern match graphs will
be presented by the researchers to provide the partici-
pants an insight into the degree of agreement between
the subgroups and the ratings. Finally, these results will
be discussed by the participants and the results will be
recorded by the researchers. Step 5 takes place on site at
the respective ADS. Due to the participants’ care needs
and related limitations, step 5 will be split up so that each
discussion of the maps takes place on separate days.

Step 6: utilisation

For the sixth and final step of concept mapping, the
modification or development of an instrument will be
done based on the results of the entire concept mapping
process. For this purpose, the structure and question
wording of the translated instrument from the PELI-D I
study will be used.'®*

Patient and public involvement

Due to the research design of this study, participants will
be involved in the research process in a participatory
way (figures 2 and 3). Especially in the concept mapping
process, participants will be actively involved in different
research steps and therefore can influence the process
and results of this research.

Ethics and dissemination

For this study, the principles of the Declaration of
Helsinki will be considered and applied.” Participants
will be informed about the study by means of informed
consent in elaborated plain language*' and will only be
able to participate in the study after they have given and
signed consent. In addition, ongoing consent/process
consent will be given during the course of the study.”* >
This means that participants will be asked at each step of
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concept mapping and/or psychometric testing whether
they would like to continue participating in the study.”
Here, it is important that consent to participate in the
study can be withdrawn by participants at any time.
Furthermore, an ethical prognosis and ethical preven-
tion will be made and carried out by the researchers
(MR-M, DP and MR) in advance of the data collection.”
Regarding data protection, the collected data will be
analysed pseudonymously and will be saved on password-
secure servers.

An ethical proposal for this study has been submitted
to the Witten/Herdecke University and has received
ethical clearing (application number 226/2020). The
results will be presented at (inter)national conferences
and published in journals for practitioners as well as peer-
reviewed journals.
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