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ABSTRACT

Objectives: To develop and evaluate feasibility of a program for family and professional caregivers
to identify and manage apathy in people with dementia: the Shared Action for Breaking through
Apathy program (SABA).

Methods: A theory- and practice-based intervention was developed and tested among ten persons
with apathy and dementia in two Dutch nursing homes from 2019 to 2021. Feasibility was evaluated
with interviews with family caregivers (n=7) and professional caregivers (n=4) and two multidisci-
plinary focus groups with professional caregivers (n=5 and n=6).

Results: SABA was found feasible for identifying and managing apathy. Caregivers mentioned increased
knowledge and awareness regarding recognizing apathy and its impact on their relationship with the
person with apathy. They experienced increased skills to manage apathy, a greater focus on small-scale
activities and increased appreciation of small moments of success. The content, form and accessibility of
the program’s materials were considered facilitating by all stakeholders, as was the compatibility of the
procedures with the usual way of working. The expertise and involvement of stakeholders, staff stability
and the support of an ambassador and/or manager were facilitating, while insufficient collaboration was
a barrier. Organizational and external aspects like not prioritizing apathy, staff discontinuity, and the
Covid-19 pandemic were perceived as barriers. A stimulating physical environment with small-scale living
rooms, and access to supplies for activities were considered facilitating.

Conclusions: SABA empowers family and professional caregivers to successfully identify and manage
apathy. For implementation, it is important to take into account the facilitators and barriers resulting
from our study.
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Introduction Nonetheless, they may feel more successful in managing apa-
thy when they adjust their expectations, appreciate small suc-
cesses and strive for meaningful contact (Nijsten et al,
submitted). Moreover, empowering family and professional
caregivers in managing apathy may improve the well-being of
those involved. Indeed, integrating positive sources of interest
and pleasant interactions into a practice-based intervention
could help to support persons with apathy and their caregivers
(Dening et al., 2022; van Corven et al., 2021).

Therefore, in this study we developed and piloted a theory-
and practice-based intervention to empower family and pro-
fessional caregivers in identifying and managing apathy in
people with dementia in NHs: the Shared Action for Breaking
through Apathy program (SABA).

Apathy is common in people with dementia living in nursing
homes (Leung et al.,, 2021; Nijsten et al., 2017; Zhao et al., 2016)
and related to adverse outcomes on functional independence,
cognitive functioning, quality of life and mortality (Dufournet
etal, 2019; Linde et al,, 2017; Nijsten et al., 2019). Nevertheless,
apathy is rarely diagnosed nor specifically treated in nursing
homes (NHs). Previous research and interventions have
focussed on challeging behavior in general, and agitation and
depression in particular (Koch et al., 2022). This leaves those
with apathy at risk of being overlooked. Although, to date no
medical treatment has proven effective (Azhar et al., 2022;
Ruthirakuhan et al., 2018), psychosocial interventions targeting
apathy have recently received growing attention and can have
a positive clinical impact in reducing apathy in people with

dementia (Goris et al., 2016; Theleritis et al., 2018; Treusch et al.,
2015). However, research shows that family and professional
caregivers experience difficulties in identifying apathy in peo-
ple with dementia and can experience challenges in managing
apathy (Nijsten et al, submitted; Chang et al, 2021).

Methods and materials
Design

The British Medical Research Council’s (MRC) framework on com-
plex interventions (Skivington et al., 2021) directed the
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development and feasibility evaluation of the SABA program.The
MRC framework includes four phases: (I) development of the inter-
vention, (Il) small-scale assessment of the feasibility and accept-
ability of the intervention, (lll) large-scale evaluation of fidelity,
quality of the implementation, mechanism of change and context,
and (IV) implementation. This paper describes phases | and II.

In MRC phase |, we used intervention mapping (IM)
(Bartholomew et al. 2016), which comprises six different steps:
(1) conducting a needs assessment to identify potential
improvements, (2) defining the behaviors, determinants and
beliefs to be targeted by the intervention, (3) selecting behavior
change techniques and ways to integrate them into the pro-
gram, (4) designing a coherent and executable program, (5)
specifying an implementation plan, and (6) generating an eval-
uation plan to conduct the intervention and a process evalua-
tion to measure the program’s effectiveness.

MRC phase Il was guided by the approach described by
Bowen et al. (2009), which defines feasibility in terms of the
constructs of demand, acceptability, implementation, practi-
cality, integration and limited efficacy. Demand is the extent to
which the program is likely to be used, acceptability refers to
the suitability in daily practice, implementation refers to the
degree of delivery, practicality refers to the extent to which the
program is carried out as intended, integration refers to the
extent to which the program can be integrated in existing sys-
tems, and limited efficacy addresses the promise that the pro-
gram shows in terms of being effective.

Setting and participants

Two Dutch NHs of the University Knowledge network for Older
adult care Nijmegen (UKON) participated between June 2019
and October 2021. Family caregivers (relatives and/or legal rep-
resentatives) and professional caregivers (nurses, activity coor-
dinators, psychologists and physicians) were participants in our
study. Persons with apathy participated in the study as they
were offered the SABA-program. They did not participate in
interviews or focus group discussions.

Materials and procedures

MRC phase I: intervention development

Phase | lasted from June 2019 to August 2021, during which
each of the two participating organizations formed a multidis-
ciplinary working group that regularly met and was chaired by
the researchers (HN and AP). All participants were familiar with
at least one of the persons with apathy included as a profes-
sional or family caregiver. The working group meetings were
held in steps 1,4 and 5 (see below) to reflect on the wishes and
needs of caregivers and select, discuss the content and finetune
potential intervention materials and procedures.

In step 1 of IM, we conducted a needs assessment to estab-
lish potential improvements, as described in an other paper
(Nijsten et al., submitted). Three central themes were identified
that need to be addressed for enhancing the identification and
management of apathy.

Next, in step 2, we determined the behavioral elements to
be targeted for family and professional caregivers to identify
and manage apathy.

In step 3, the selection of behavior change techniques was
guided by the themes of the needs assessment in step 1, the

known literature (Bartholomew et al., 2016; Lavoie et al., 2018)
and the professional expertise of the project team.

The design of the program—specified in step 4—was super-
vised by the project team, comprising a family representative,
the local coordinating psychologists, and the authors.

Finally, in step 5, we composed a feasibility study.

MRC phase II: feasibility evaluation

Phase Il started with testing of the SABA program in March
2020, but had to be stopped after two weeks due to the out-
break of the COVID-19 pandemic. Subsequently, it was
restarted and tested between October 2020 and August 2021,
with pauses in between due to outbreaks of COVID-19 on
participating units and associated restrictive measures. The
SABA program was tested by the stakeholders of each person
with apathy involved for two months. After the completion
of the intervention, we evaluated its feasibility between June
and September 2021. Afterwards, we developed an implemen-
tation guide based upon the feasibility evaluation in MRC
phase Il. This implementation guide was also presented to an
implementation expert of the UKON and the Netherlands
Organization for Health Research and Development (ZonMw)
for feedback.

Data collection phase II: feasibility evaluation
For persons with apathy, family caregivers and professional
caregivers, data were collected on age, sex, educational level.
For the persons with apathy the type of dementia was retrieved
from personal files. Family caregivers were asked to describe
their relationship with the persons with apathy.

Qualitative data were collected for the elements of the fea-
sibility framework. We used the fieldnotes of all local multidis-
ciplinary working group meetings. We held face-to-face or
online individual interviews with family and professional care-
givers (by choice), whereby these interviews were performed
by a research student (FM). Moreover, we held one multidisci-
plinary focus group per organization, which took place at the
local nursing home and was moderated by the first and second
author (HN, AP). An interview guide was used (see Appendix A,
supplementary material) and all interviews and focus group
discussions were tape-recorded, anonymized and transcribed
verbatim by a research student (FM).

Additional quantitative data: Upon inclusion, the severity of
dementia was assessed by professional caregivers, using the
validated Global Deterioration Scale (GDS) (Reisberg et al.,
1982), which describes seven stages of dementia.

Before and after the intervention, professional caregivers
provided a medication overview to exclude side effects as a
cause of apathy. Moreover, to add to the qualitative data on
limited efficacy, additional quantitative data were collected.
Both caregiver groups assessed the severity of apathy using
the Abbreviated Apathy Evaluation Scale (AES-10) (Lueken
et al., 2007), a ten-item validated observation scale to mea-
sure apathy in NHs. They also filled in the Revised Index for
Social Engagement for Long-term Care (RISE) (Gerritsen et al.,
2008), which comprises six questions regarding social
engagement.

Family caregivers also filled in questions 20 to 22 of the
TOPICS-MDS, which concern the perceived quality of life of the
person with apathy and the health-related quality of life of fam-
ily caregivers (Lutomski et al., 2013).
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Data analysis phase II: feasibility evaluation
The qualitative data were analyzed using Atlas.ti (version 8.4.22).
We used deductive thematic analysis (Elo & Kyngas, 2008),
guided by the elements of Bowen et al’s approach to categorize
relevant data. When applicable, the codes within an element
were categorized into experiences regarding the procedures,
materials and collaboration between family and professional
caregivers. For the deductive analysis, three researchers (HN,
AP, FM) independently derived codes from the data and dis-
cussed them in pairs (HN, FM; AP, FM; HN, AP) until consensus
was reached. Additionally, we used an inductive approach to
classify facilitators and barriers for Bowen et al’s implementation
element. For this inductive analysis, two researchers (HN, AP)
separately assigned codes within the element implementation
and discussed them until consensus was reached. Subsequently,
codes were grouped by the researchers independently into
higher-order categories based on meaning or content and
thereafter discussed with the research team (DG, MS, RK, RL) to
reach consensus. The consolidated criteria for reporting quali-
tative research (COREQ) were followed (Tong et al., 2007) (see
Appendix B, supplementary material).

To describe the quantitative data, descriptive statistics were
applied, using SPSS version 27 (IBM Corp. 2020).

Ethical considerations

The study was conducted in accordance with the applicable
Dutch legislation, and in agreement with the Code of Conduct
for Health Research and the declaration of Helsinki. The Medical
Ethics Review Committee of the Arnhem-Nijmegen region
reviewed this study (File nr2019-5539) and the local ethics com-
mittees of the participating organizations gave their approval.

Invited to participate after
screening (Phase 1)
n=17 PwA*

Inclusion intervention
n=12 PwA
n=12 FC

! o

1
1
i o
1
1

n=18 FC"' o oo
! Exclusion n=5 PwA + n=6 FC: !
: n=2 PwA + n=2 FC (no interest) :
n=2 PwA + n=2 FC (withdrew: reason 4
unknown) i
n=1 PwA + n=2 FC (withdrew: relocation) )

Exclusion n=2 PwA + n=5 FC:

n=1 PwA + n=1 FC (deceased)

o n=1 PwA + n=1 FC (withdrew: no apathy)
n=3 FC (withdrew no active involvement )
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In phase |, step 1 (beyond the scope of this paper) persons
with apathy were provided with verbal and written information
and were able to ask questions, as were their FCs and PCs.
However, it came became clear the persons with apathy were
unable to give informed consent due to cognitive and commu-
nication issues. With permission of The Medical Ethics Review
Committee of the Arnhem-Nijmegen region (2019-5539), we
than adjusted the inclusion procedure for persons with apathy
and asked for informed consent of their legal representative.

All participants received written and face-to-face informa-
tion, were able to ask questions and were asked to provide
written consent before participation. Participants were free to
participate in MRC phase |, Il or both.

Results
Participants’ characteristics

Ten persons with apathy and dementia were included in the
intervention (see Figure 1). The recruitment procedure is
described in detail elswhere (Nijsten et al., submitted). In the
feasibility study, seven family and four professional caregivers
participated in an interview, each lasting between 43 and
105 min. Eleven professional caregivers participated in a focus
group discussion that lasted 90 min (see Table 1 for participant
characteristics).

Phase I: intervention development

As step 1 of IM, we performed a needs assessment with stake-
holders in a previous study (Nijsten et al., submitted). Three
themes were identified that need to be addressed to enhance

Finished intervention
n=10 PwA*
n=7 FC

Inclusion (involved in care for the PwA)
n=15PC*

n=7 FC interviews
n=4 PC interviews

Feasibility Study (Phase II)

n=11 PC total of 2 focus group discussions

Figure 1. Flowchart recruitment participants feasibility study.
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Table 1. Demographic characteristics of participants feasibility study.

Participant n

Age mean (range)

Sex n female (%) Educational level (n)

Persons with dementia and apathy* 10

Family caregiver 7

Professional caregiver 15

Care / nurse assistant

Nurse / in training
Specialist nurse / in training
Activity coordinator

[ NS L )

Psychologist

Physician

Manager

Other 1
Total caregivers 22

82,9 (67-94)

56,6 (38-69)

32,7 (22-63)

8(80) Low (4)
Middle (3)
Missing (3)
Middle (2)
High (4)
Missing (1)
Middle (8)
High (7)

5(71,4)

15 (68)

“received the intervention, did not participate in an interview or focus group discussions.

the identification and management of apathy: A) relevance of
signals: appraising signals of apathy in people with dementia
is difficult for caregivers; B) the impact on well-being: the per-
ceived impact of apathy varies per stakeholder; and C) skills and
capabilities: dealing with apathy requires adjusting one’s expec-
tations, appreciating little successes, and striving for meaningful
contact.

For step 2, the project team defined six behavior aspects in
both caregiver groups that needed to be addressed by the inter-
vention: 1) attitude (recognizing the negative consequences of
apathy), 2) knowledge (knowing what apathy is and how to
identify apathy in people with dementia), 3) experience (reflect
on how apathy impacts one’s own feelings as a caregiver), 4)
outcome expectations (expecting that specifically targeting
apathy will increase the well-being of Persons with apathy and
their caregivers), 5) skills (demonstrating the ability to act on
and manage apathy) and 6) self-efficacy (believing and express-
ing confidence in the ability to manage apathy).

Next, in step 3, we selected different behavior change tech-
niques to address the targets of step 2: participatory prob-
lem-solving, belief selection, active learning, tailoring, raising
consciousness and using visual material (Kok et al., 2017). These
formed the basis for the development of materials (see Figure
2: SABA toolbox for details) and procedures of SABA (see Figure
3 for a graphical representation).

The Information Leaflet, Animation, ‘What’s apathy? Educational
Module’ and the Apathy Guide were designed to overcome a lack
of knowledge and support identifying apathy by family and pro-
fessional caregivers, and were in line with the diagnostic criteria
for apathy in people with dementia (Miller et al., 2021). These
targeted theme A of the needs assessment and the behavioral
change targets concerning attitude (1) and knowledge (2).

Guided by theme B of the needs assessment and the behav-
ioral change targets of (3) experience and (4) outcome expec-
tations, the Animation and the Manual for Group Discussion were
developed.

Finally, resulting from theme C and the behavioral change
targets of skills (5) and self-efficacy (6), we developed practical
materials to support caregivers in managing apathy: the
Pleasant Activities Plan-Apathy (PAP-A), the Activity Sheet and the
‘Active Time’ Educational Module.

For the design of the program in step 4 of IM, the local work-
ing groups gave direction to the form and content of the differ-
ent materials and procedures of SABA. They monitored the
suitability of materials and procedures for caregivers with

different professions or educational backgrounds. The project
team ensured that the tasks and roles within SABA were clear
and appropriate for all stakeholders.

Finally, as step 5 of IM, we composed the feasibility study.
Therefore, we integrated the practice-based experiences of the
project team and local working groups to make the implemen-
tation of SABA suitable for each organization and participating
unit. Due to discontinuity of important ambassadors within one
organization, the local working group decided to reassign the
intervention to another unit and location within the same
organization.

Phase II: assessment of feasibility

Qualitative results regarding Bowen et al.’s elements
All stakeholders reflected on the procedures and materials of
SABA as well as their collaboration, if applicable.

Demand. Both caregiver groups mentioned that a specific
intervention targeting apathy in persons with apathy was
likely to be used. They had been looking forward to
collaborating and expressed their hope that SABA would
provide extra attention and activities for persons with
apathy.

Yes, but what | am afraid of is that- | believe that, erm, you can still
achieve things- something with him. But he is, of course... yes, look,
if someone is apathic and just sits there in that chair, then, at those
moments, | guess he doesn't ask for much attention, and then he
is... yes, he's somewhat overlooked, and then, | guess, the attention
goes to someone else. Erm, and that is sorry. (Family caregiver 01)

Acceptability. When asked about their experiences, both
caregiver groups were satisfied with the procedure of
organizing a family meeting at the start of the intervention.
Professional caregivers also mentioned that the group
meeting guided by the psychologist was helpful for better
recognizing apathy and understanding its effect on their
interaction with the person with dementia.

Yes, | recall that ‘[family] meeting. It was a nice meeting in which a
lot of questions were asked, concerning my mother personally.
(Family caregiver 02)

Both caregiver groups were highly satisfied with most of the
intervention materials developed. They thought that the
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Materials

The ‘Information Leaflet’ contains easily understandable and general information about apathy
to inform family and professional caregivers.

The ‘Animation’ supports family and professional caregivers in recognizing signals of apathy
and increases awareness in challenging experiences while managing apathy.

The What’s Apathy? Educational Module’ was developed to enhance knowledge of apathy and
to inform both caregivers groups in a meeting.

The ‘Discussion Guide’ is a practical recommendation in line with the diagnostic criteria for
apathy in people with dementia, that supports professional caregivers in identifying and
diagnosing apathy.

The ‘Instruction Manual for Guided Group Discussion’ enables psychologists to have an
informative and supportive group meeting with professional caregivers about a person with
apathy.

The ‘Pleasant Activities Plan -Apathy’ (‘PAP-A”) supports the execution of pleasant activities
that meet the needs, possibilities and interests of a person with apathy.

The “Activity Sheet’ is a list of practical, low-cost and suitable activities in case of apathy,
including specific activities for people with severe dementia and male residents.

The € ‘Active Time’ Educational Module’ contains easily understandable and general
information and supports caregivers or volunteers in making meaningful contact and execute
activities.

Procedures

The Family Meeting is a meeting between the coordination nurse, family caregiver(s)/ legal
representative(s) (and activity coordinator) to discuss signals and diagnosis of apathy, to
introduce SABA and provide input on personal interest, preferred activities and successful
strategies to interact with the person with apathy for the PAP-A.

The Guided Group Discussion is a meeting for professional caregivers (nurses, nurse assistants,
activity coordinators) to support identifying and managing apathy in a specific person with
apathy. This meeting is guided by a psychologist familiar to them and the person with apathy.

The Multidisciplinary Meeting is a meeting between the nurse(s), elderly care physician and
psychologist familiar to the person with apathy to discuss and diagnose apathy and make
specific arrangements on the execution of SABA.

Support for implementation

The ‘Implementation Guide’ is a guideline containing facilitators to support the implementation
of SABA and suggestions to tackle the know barriers.

The ‘Overview of Implementation Strategies’ consists of a list of implementation strategies and
practical tips that can be used to support the implementation of SABA.

The Presentation ‘Organize Wisely’ is a ready-to-use PowerPoint presentation to inform a
project team, management and/or teams on SABA and the steps and strategies to implement it

Figure 2. The SABA toolbox: materials and procedures of SABA.

materials were promising, had great potential and benefits and Erm, I think it is explained very clearly, also with those, like, anima-
therefore should be made available for all family and profes- tion figures. And also, that you become aware that like, gosh, actu-
sional caregivers. They also suggested that the materials could ally you can still do something.” (Family caregiver 01)

be useful for people with dementia in general and people in Regarding their collaboration in executing SABA, both care-
NHs with apathy but without dementia. giver groups appreciated their interaction during the family
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The Shared Action for Breaking through Apathy (SABA)-program

Identifying signals All professional caregivers
of apathy > U Inform colleagues and family caregivers using the Information
Leaflet and/or Animation
[1  Report in file, communicate with other disciplines

Family caregiver(s)
(1 Report to and align with professional caregivers

Screening and Physician & Psychologist
diagnosing apathy [ > [0 Screening for apathy and diagnosing apathy using in the
Discussion Guide in multidisciplinary meeting
[J  Report results to family in family meeting
[1  Report results to professional caregivers in Multidisciplinary

Meeting
Managing apathy o Psychologist
> [  Introduce SABA-program with professional caregivers using the
Discussion Guide, Educational Module ‘What’s Apathy?’ and
Animation
(1 Arrange Group Meeting for professional caregivers about apathy
and SABA-program using the Manual for Group Discussion
Together
X Coordinating Nurse (CN)
""""""""""" » Discuss 1 Arrange a Family Meeting
[  Inform family and professional caregivers about apathy and the
V SABA-program with Information Leaflet and/or Animation

Exe:cute CN & family caregiver (& activity coordinator)

(1 Prepare the Pleasant Activities Plan - Apathy jointly with use of
v the Activity Sheet.
[1  Make arrangements on what specific activities are offered, how

Evalflate often, when and where activities take place and who supports the
resident.
v [1 Ifapplicable use ‘What’s Apathy?’ and ‘Active Time’ Modules
Adjust o )
E Activity coordinator
[ Inform volunteers and hospitality workers with information
v Leaflet and execute Pleasant Activities Plan - Apathy
Execute (again) [ If applicable use ‘What’s Apathy?’ and ‘Active Time’ Modules

Figure 3. Graphical representation of the SABA-program.
Bold: activity of SABA; Underlined: participant; /talic: procedures and materials of SABA.

meeting at the start of SABA. However, family caregivers would Yes, these family caregivers are not very involved. So, | think that
have preferred to be involved and informed spontaneously makes it [executing SABA] more difficult. | think, if you have family
more often during the execution of SABA. Nonetheless, when thatis very mvoIYed, itis e.as'lcfrto .have a conversation like gosh,'we
. . " .. . . want to plan things [activities] in a structured manner’ so, like,

family caregivers specifically asked for additional information, ) L

. . . . X someone expects we are going to do that, do you want to partici-
this was provided by professional caregivers. Professional care- pate? And for these two ladies that isn't the case, so that makes it
givers were satisfied about the collaboration with family care- quite difficult. (Professional caregiver 01)
givers, although their involvement was diverse and some family
caregivers and legal representatives of an administration office  Implementation. We identified three themes in the

were not in close contact with the persons with apathy. qualitative analysis regarding barriers and facilitators to



implementation: (1) intervention aspects, (2) the expertise
and involvement of stakeholders and (3) organizational
and external aspects.

Theme 1 ‘intervention aspects’ included aspects of the
design and content of materials as well as the procedures and
collaboration between caregivers. The face-to-face family meet-
ing in which information on SABA and preferences of the person
with apathy were exchanged, was regarded as facilitating, as
were the small-scale activities that could be integrated in care
routines, matched preferences and daily routines of the persons
with apathy and skills of the caregiver.

Yes, that you're given suggestions, ideas of what you could do. | see
plants here [on activity sheet] so next time I'll bring a watering can!
(Family caregiver 03)

Both caregiver groups mentioned that the attractiveness,
clarity and practicality of the SABA materials were supportive
for implementation.

Well, that notebook with activities that I've written down,
because it’s very nice to see what suits the client... that you don’t
have to find out for yourself and, erm, some [caregivers] think too
complicated, while it [activity] can be very small. (Professional
caregiver 02)

However, barriers were also mentioned, namely the lack of
regular consultation between family and professional caregivers
during SABA as the family meeting was executed at the start of
the intervention, family meetings by telephone and family care-
givers missing a copy of the PAP-A.

Maybe they [professional caregivers] could have planned another
moment of contact in between. ‘Guys we did this, we are going to
do that, or we're still planning to..."having a moment of reflection
somewhere. (Family caregiver 04)

Theme 2 ‘the expertise and involvement of stakeholders’ con-
cerned the expertise of both caregiver groups, as well as their
involvement in executing SABA and prioritizing attention for
apathy. Both caregiver groups mentioned that having sufficient
expertise was important and necessary to manage apathy. They
stated that a low educational level or lack of experience in
dementia care of caregivers and volunteers could have hindered
the execution of SABA. However, they considered the Active
Time’ Educational Module to be supportive in enhancing knowl-
edge and facilitative for the execution of the PAP-A.

Yes, colleagues mentioned that even when it said so [on the PAP-A]
like ‘have a chat) the actual question was ‘how?’ and ‘What should |
talk about with this client?’| must say that it wasn't so clear to me in
advance that this would be a difficult step, so, yes, in hindsight, |
think... erm... (Professional caregiver 03)

Both caregiver groups mentioned the level of involvement
as important for the implementation of SABA. According to
both caregiver groups, multidisciplinary collaboration, the
involvement of all team members and the support of an‘ambas-
sador’were facilitating aspects. By contrast, less involvement of
the psychologist and physician, other team members or family
caregivers was mentioned as a possible barrier.

No. No... but that is because the psychologist has helped us here
and has pointed us in the right direction. Look, if you must do
that all by yourself, then it can be quite a puzzle, and you think
‘yes, and now what?’ But because we have been supported well,
erm... yes | think that changes things quite a lot. (Professional
caregiver 01)
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Regular evaluation with team members and encouraging
each other motivated professional caregivers in implementing
SABA. They also mentioned that integrating small-scale activi-
ties in regular care routines was facilitating. At the same time,
both caregiver groups expressed worries about the long-term
sustainability of SABA and feared that prioritizing attention for
apathy might be difficult in case of staff shortages, high work-
load or the presence of residents with challenging behavior in
a unit. Family and professional caregivers considered it a barrier
if agreements were unclear regarding who, when or how SABA
would be executed.

Yes, | just keep finding it [SABA] very useful, but | notice when there
are three or four new clients with challenging behavior, then this
[SABA] really gets the worst of it, erm, at least that’s what | experi-
enced. (Professional caregiver 04)

Theme 3 ‘organizational and external aspects’included a phys-
ical environment with different possibilities—Ilike access to a
garden or kitchen—which was considered facilitating. Other
facilitating aspects of the environment were a small number of
residents living in a unit, a small-scale living room and an
appealing atmosphere in the living room. Furthermore, good
accessibility to SABA materials and supplies for activities was
considered to be facilitating. By contrast, a large-scale unit, a
large living room and limited access to materials or supplies for
activities were considered barriers.

Hospitality workers don’t have access to the personal file of the res-
ident. They need a daily chart with clear instructions what to do
with whom today. (Professional caregiver 05)

The COVID-19 measures were mentioned as a major barrier
in the execution of the SABA program as such measures threat-
ened the continuity of the intervention phase and affected
meetings, communication and collaboration between caregiv-
ers. Other barriers were the high workload and turnover of the
professional caregivers involved. By contrast, professional care-
givers who were especially assigned to support hospitality and
activities in the living room facilitated executing SABA.

Practicality

When asked about the extent to which SABA was carried out
as intended, all but one family caregiver mentioned having had
a family meeting with the psychologist and coordinating nurse
(CN) at the start. According to caregivers, this meeting focused
on an explanation of the intervention, sharing information on
the resident’s former life, character, interests and possibilities
for activities. Two out of eleven family meetings took place
online or by telephone due to COVID-19 measures. Additionally,
professional caregivers stated that guided group meetings took
place to discuss the apathy of the person with dementia, inform
team members about SABA, formulate goals for activities and
motivate colleagues.

Participants were asked if they followed procedures and had
seen or used the different materials during the intervention.
Regarding the Information Leaflet or Apathy Guide, family and
professional caregivers did not recall having seen them at all,
or they could not recall the content. All professional caregivers
mentioned having seen the Animation. Three family caregivers
mentioned having seen the Animation, while the others were
interviewed before the completion of the Animation. The PAP-A
was mostly filled in by or with support of the psychologist using
input from a family meeting and/or group meeting. Two family
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and two professional caregivers recalled having seen the Activity
Sheet and used it to fill in the PAP-A. According to professional
caregivers, the reporting and documentation possibilities in the
electronical files of the persons with apathy were not used opti-
mally, neither was the use of the Apathy Guide in Multidisciplinary
Meetings.

Integration

When asked about their experiences regarding the extent to
which SABA can be integrated in daily care, both caregiver
groups stated that SABA could easily be integrated in existing
working processes and routines. They mentioned that the pro-
cedures and materials of SABA were supportive for working in
a methodical way, which was considered important for the
quality of care.

Yes, and | also think the things you provide don't necessarily need
to take a lot of time. If | put on his headphones and play music, yes,
that takes less than a minute, so to speak. But he benefits from it.
Only, you need to put some effort into it, to figure out, like, what
works. (Family caregiver 01)

Limited evaluation of efficacy

Qualitative results. In terms of Bowen et al's ‘limited
efficacy;, the different stakeholders found SABA to be
promising. According to all family and professional
caregivers, persons with apathy responded positively to
the intervention.

I notice that, the resident turns towards those people [caregivers]
that try to break through it [apathy], thus executing the plan. There
develops more of a bond. They link them to an activity or doing
something together. And then it becomes more easy. (Professional
caregiver 02)

Family caregivers mentioned that SABA was promising for
them as it empowered them to have a more conscious and
deliberate approach towards apathy in a person with dementia.

Erm, | try to involve her in things more. And to tell more and...
erm... For example, we sometimes take the birthday calendar
down and talk about it.’Look who is almost having a birthday, shall
we send her a birthday card? Here, write your name on it! Before
she always said: "You write it; but now | try to let her do it herself,
and then she got a card back from this gentleman who used to do
a lot of things for her in the past. And, ah, that is so happy and so
glad and everything. (Family caregiver 05)

Additionally, all professional caregivers mentioned SABA as
promising in terms of its contribution to increasing the aware-
ness and knowledge of apathy and their empowerment in how
to manage apathy. They described having come to realize that
small-scale activities and efforts matter for persons with apathy,
whereas before SABA they thought that managing apathy
required considerable effort and/or organizing major activities.

Erm. | think in some situations | just thought that the person with
apathy just wasn't in the mood and was fine with not doing any-
thing substantial. And that so you might soon underestimate that
this is in fact apathy rather than unwillingness. (Professional care-
giver 02)

Quantitative data. Unfortunately, for all but one resident
some or all of the questionnaire data were missing.
Therefore, we cannot report adequately on these data.
Reasons for missing data varied, including one or more

items or questionnaires being missing, family caregivers or
legal representatives not completing the questionnaires
because they were not actively involved, or the date of
completion before and after the intervention overlapped
(see Appendix C, supplementary material, for details).

Discussion

To the authors’ best knowledge, this is the first study to develop
and evaluate a specific program to identify and manage apathy
in people with dementia in co-creation with stakeholders.
According to family and professional caregivers, SABA was feasi-
ble to help them to identify and manage apathy in people with
dementia living in NHs. Family and professional caregivers
emphasized that the form, quality and content of the materials
and procedures developed met their needs and empowered
them in maintaining meaningful contact with the persons with
apathy. Previous research has shown the importance of the self-ef-
ficacy and empowerment of family and healthcare professionals
(Johansson et al., 2014; Smaling et al., 2023; van Corven et al.,
2021) and the SABA program provided procedures and materials
to help to overcome a lack of knowledge, enhance consciousness,
manage expectations and support the skills of caregivers.

Despite family and professional caregivers’ willingness to be
involved, the collaboration between them was suboptimal. This
study provides the insight that some family caregivers desired
more feedback and active participation during the intervention,
while other family caregivers or legal representatives were not
closely involved in daily care, thus making it difficult to provide
input. This is in line with previous research highlighting the
impact and complexity of involvement of family caregivers
while executing and implementing care programs (Groot
Kormelinck et al., 2021). It also underlines that professional care-
givers need to involve family caregivers, while being sensitive
to their individual preferences in communication and collabo-
ration (Laver et al., 2017; Tasseron-Dries et al., 2021; van Corven
etal., 2022). However, this demands competencies that should
receive more attention than is currently the case in their pro-
fessional training (Hoek et al., 2021).

Strengths and weaknesses

A key strength of our study is the methodological combination
of several research frameworks with practice-based experiences
for the development and feasibility evaluation of SABA.
Simultaneously, experiences from clinical practice provided
input to enhance practice-based evidence. Another strength is
the explicit involvement of important stakeholders, which is
regarded as an essential—but difficult-to-apply—element
within intervention research (Skivington et al., 2021). Building
on a thorough needs assessment, stakeholders participated in
the steps and phases of the development and testing of the
materials, procedures and collaboration in executing the inter-
vention. As a result, the final version of SABA is accessible, prac-
tical, applicable and integrable into standard working
procedures and routines, with materials and procedures that
match the needs of family as well as professional caregivers. The
rich qualitative data of this study revealed that caregivers were
very positive about the content, diversity and presentation of
the materials and procedures developed. SABA thus shows
potential in successfully identifying and managing apa-
thy in NHs.
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However, one limitation of this study is that the intervention
was tested and evaluated on a small scale, and thus the results
should be interpreted with caution. In addition, traditional
research methods with questionnaires, may only capture the
effect of an intervention when admitted shortly before, during
and after an intervention, before an effect on apathy wanes off.
Additionally, in future, measurements that can track behavior
in real time (e.g. observations) might be preferable to capture
the effect of an intervention on apathy. Although qualitative
data indicated possible effectiveness for all stakeholders, the
incomplete quantitative data constrained a thorough evalua-
tion of the limited efficacy, and more research is needed to
determine this aspect of feasibility. Nevertheless, we believe
that the participants in this study are a small but representative
sample of both family and professional caregivers in Dutch NHs
nowadays, with similar variation in age, educational level and
relationship to the person with apathy and caregivers mostly
being female.

Furthermore, intervention research in long-term care facili-
ties is known to be complex (Appelhof et al., 2018; Groot
Kormelinck et al., 2021; Tasseron-Dries et al., 2021; van Corven
et al.,, 2022), as underlined by our study. Despite the study
design enabling us to adapt to and integrate the complex con-
text of long-term care facilities as much as possible, not all fac-
tors could be addressed. For example, the lack of continuity in
executing the intervention might have influenced the results
of this study. First, the COVID-19 pandemic caused an important
hitch in the execution of the intervention as it started, stopped
and restarted again six months later, thus requiring additional
effort to prioritize the study in light of daily actuality within an
organization. Second, in the meantime there was staff turnover
and arelocation of an intervention unit, which might have influ-
enced the motivation of stakeholders to contribute to executing
the intervention and data collection.

Future directives and practical implications

Persons with apathy are dependent on others to overcome apa-
thy, whereby this effect wanes over time (Smaling et al., 2023;
Treusch et al,, 2015). Therefore, continued effort and attention
by family and professional caregivers regarding identifying and
managing apathy is important. To support this, the procedures
of SABA are made compatible with the usual way of working.
We advise structural screening and multidisciplinary evaluation
of apathy to become part of the usual care in NHs, in addition
to the evaluation and management of more pronounced chal-
lenging behavior. Moreover, the materials can support small-
scale and practical activities that meet the preferences and
possibilities of the Persons with apathy as well as the family and
professional caregivers. SABA thereby enables caregivers to
provide person-centered care, which is known to be important
for the well-being of people with dementia (Milte et al., 2016;
Reid & Chappell, 2017; Tasseron-Dries et al., 2021).
Implementing interventions in NHs is known to be difficult
(Groot Kormelinck et al., 2021), as underlined by the barriers
presented in our results. Therefore, we advise using the imple-
mentation guide to support the implementation of SABA in
Dutch NHs to account for possible facilitators and barriers result-
ing from our study. Besides, SABA is made freely accessible to
support further dissemination. Moreover, to enhance the col-
laboration between family and professional caregivers, we rec-
ommend careful communication about mutual expectations

AGING & MENTAL HEALTH (&) 9

and interim evaluations during the execution of SABA, taking
into account the needs and possibilities of both caregiver
groups. Furthermore, our study suggests that the physical envi-
ronment, interior and availability of supplies for activities can
facilitate the management of apathy for caregivers. Healthcare
organizations could support this with a vision and policy in NHs
where its residents and their caregivers live, recreate and work
with pleasure.

The findings in this study indicate that SABA might be gen-
eralizable for use in other groups of NH residents. The elements
to enhance the knowledge and skills of stakeholders in per-
forming activities might be useful for people with dementia in
general. Other elements were suggested to be useful for other
resident groups in NHs, like those with young onset dementia
(Appelhof et al., 2017) or without dementia but with apathy as
important feature, like people with Parkinson’s disease or
Korsakov’s Syndrome (Pagonabarraga et al.,, 2015; van Dorst
etal., 2021). The sense of competence is a strong and consistent
predictor of caregiver burden (Kieboom et al., 2023), and apathy
is known to be especially challenging for caregivers of persons
with apathy living at home (Chang et al., 2021). As our study
indicates that SABA can empower family caregivers in identify-
ing and managing apathy, future research could investigate
whether and how the SABA program can positively influence
the well-being of Persons with apathy and their caregivers living
at home to reduce caregiver burden and thereby delay or pre-
vent admission to an NH.

Moreover, to increase awareness and take action in address-
ing apathy in NHs, it is necessary to educate nurses, activity
coordinators, psychologists and physicians. Therefore, it is useful
to investigate how SABA could be integrated into the educa-
tional curricula of these professionals.

Finally, future research should target investigating the effects
of SABA by means of a large-scale randomized trial to evaluate
the fidelity and quality of the intervention, the mechanisms of
change and context, as suggested as a next step in the MRC
framework (Skivington et al., 2021).

Conclusion

SABA is a promising intervention to identify and manage apathy
in persons with dementia and can thereby positively influence
the well-being of different stakeholders. Apathy in people with
dementia calls for action and SABA provides practical proce-
dures and materials to support family and professional caregiv-
ers in increasing their awareness and skills when caring for
persons with apathy. The effects of SABA on well-being could
be investigated in future research. For implementing SABA, it
isimportant to consider the facilitators and barriers revealed in
our study.
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