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Adaptation of a psycho-educational G

group programme to improve coping
in dementia caregiving: a feasibility study
with mixed-methods
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Abstract

Background As the number of people living with dementia rapidly increases worldwide, the support provided

by their informal caregivers remains key to the sustainability of most healthcare systems, this voluntary contribution
representing 40% of the costs of dementia worldwide. Informal caregiving in dementia, however, is linked to long
periods of chronic stress with frequent and serious negative consequences on the health and quality of life of the car-
egiver. A psycho-educational group intervention focusing on coping with the daily stress of dementia caregiving
("Learning to feel better... to help better”), developed in French-speaking Canada and showing broad effects on qual-
ity of life, was selected with the aim of 1) adapting it to a new cultural context (French-speaking Switzerland) based
on identified facilitators and barriers, using a participative approach; and 2) conducting a feasibility study to evaluate
whether the adapted programme showed similar or improved feasibility and effects compared to the original Cana-
dian programme.

Methods A mixed-methods concurrent nested design was used to evaluate the feasibility and the effects on five
quantitative core outcomes. Additional qualitative data helped document in depth the acceptability and impact
of the intervention.

Results We shortened the programme from 30 to 21 h in total, which resulted in increased accessibility, in terms
of facilitated recruitment of participants and inclusion of a broader range of informal caregivers. There were signifi-
cant reductions in subjective burden (effect size: d=-0.32) and psychological distress (d=-0.48), as well as decreases
in the stress reactions of informal caregivers related to the behaviour problems of the persons with dementia
(d=-0.57).The qualitative results emphasized the usefulness of providing informal caregivers with structured
procedures for efficiently tackling everyday challenges, and of enabling learning through a variety of channels

and activities.

Conclusions Substantial improvements are associated with this 21-h group intervention, organised in 7 sessions
of 3 h each, focused on learning more efficient strategies to cope with the daily stress of dementia caregiving. This
intervention empowered informal caregivers to master their daily challenges with more confidence, satisfaction
and calm.
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Background

Worldwide, over 50 million people were living with
dementia in 2020, with over 10 million new cases each
year [1]. Due to population ageing, the number of
affected persons is expected to almost double every
20 years, reaching 82 million in 2030 and 152 million in
2050 [2]. In Switzerland, where the population is among
the oldest on the planet, 146,500 people were living
with dementia in 2020, with one new person diagnosed
every 17 min [3]. For each person with dementia (PwD),
between one and three relatives are involved in providing
assistance, supervision and care, which increase in inten-
sity over the course of the disease [3]. These informal car-
egivers of a person with dementia (ICD), often the spouse
or adult children, spend on average 5.7 h a day in caregiv-
ing; female ICD contribute 70% of these hours [4]. ICD
voluntary involvement is key to the sustainability of most
health care systems as it covers about 40% of the costs of
dementia worldwide [4], and 47% in Switzerland [5].

The sustainability of the contribution of ICDs is a core
public health issue, as taking up such a role is becom-
ing more difficult due to shifting family structures (e.g.
smaller family size, family members living further apart,
blended family), as well as higher employment rates for
women and increasing professional pressure on all work-
ers [6]. Although informal caregiving is often considered
rewarding as it provides a sense of personal accomplish-
ment and strengthens relationships [7], it also imposes
high demands and costs, particularly for those involved
in dementia care. Many ICDs experience long periods
of chronic stress and a heavy subjective burden, reduced
quality of life and social isolation, as well as increased
physical and mental health challenges, compared to their
non-caregiving counterparts or to caregivers of people
without dementia [e.g. [8, 9]. ICD subjective burden and
health deterioration are core predictors of early institu-
tionalisation [10] and mistreatment [11] of their care
recipient. In Switzerland as in many other high-income
countries, a diversity of support options are available
for PwD and their ICDs. Most of the support focuses on
diagnosis, treatment and care for the PwD, as well as res-
pite and information for the ICD [[12], for more details
see [13]]. Training opportunities supporting ICD self-
management are less common, despite their relevance to
prevent the exhaustion of ICDs and protect their quality
of life [14].

Meta-analyses show that psycho-educational interven-
tions have the broadest effects compared to other forms

of support [15, 16] and that focusing on coping strategies
with a psycho-educational group intervention holds the
most promise for countering chronic stress in ICDs [e.g.
[17]. Indeed, a recent meta-analysis of 56 multifactorial
studies confirmed that coping strategies and self-effi-
cacy were core and highly stable predictors of subjective
caregiver burden [18]. Coping with the daily stress of
dementia caregiving is the main focus of the psycho-edu-
cational group programme “Learning to feel better... to
help better” (LFBHB) developed in Quebec, Canada. This
programme was first tested in a randomized controlled
trial across six centres in Quebec with 116 ICDs; It was
found effective in decreasing the frequency of behaviour
problems in the PwD and associated distress in the ICD,
with respective effect sizes of d=0.09 and 4=0.38 [19].

Aims of the study

The current publication provides an overview over the
different steps undertaken to develop a psycho-edu-
cational intervention for ICDs. It mainly reports how
the LFBHB intervention has been adapted to the Swiss
French-speaking context with a participative approach
and then evaluated within a feasibility and pilot trial with
a single group pre- and post-test design. The adaption
phase aimed to tailor the programme to the Swiss context
based on identified facilitators and barriers. The evalua-
tion phase aimed to evaluate whether the adapted LFBHB
programme showed improved feasibility and similar
effects compared to the original LFBHB intervention.

Methods

In order to develop a psycho-educational intervention for
ICDs we conducted several steps belonging to the first
three phases of the Medical Research Council (MRC)
framework for the development of complex interventions
[20], namely 1) develop or identify intervention, 2) fea-
sibility, and 3) evaluation. Figure 1 provides an overview
of the different steps. This article describes in detail the
rationale, methods and results of step 4 (adaption of the
intervention) and step 5 (feasibility & pilot study 2). To
provide background information, it also presents shortly
step 1 (development of the intervention), step 2 (feasibil-
ity and pilot study 1), and step 3 (qualitative evaluation of
the recruitment process).

Step 1: Development / identification of the intervention
We conducted a scoping literature review to identify
effective interventions for improving the quality of life
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1) Development / Identification of intervention: Phase 1 of MRC framework

Aim: Identify effective programme components and programmes which are beneficialfor the quality of life of
dementia informal caregivers

Design/Method: Scoping review (not published) of the existing literature reviews and meta-analyses about the
efficacy of interventions to improve the quality of life of dementia informal caregivers

\ 4

2) Feasibility & pilot study 1 (Pihet & Kipfer, 2018): Phases 2 (feasibility) and 3 (evaluation) of MRC framework

Aims:

1) Examine the feasibility of implementing the programme in two regions of French-speaking Switzerland
2) Examine the changes in five outcomes associated with the participation in the programme

3) Examine the participants’ use of the trained strategies in daily life

4) Obtain in-depth qualitative information about the acceptability and impact of the intervention

Design/method: Mixed-method approach, one group pre- and post-test design, questionnaires and semi-
structured interviews with qualitative inductive summarizing content analysis

\ 4

3) Qualitative evaluation of the recruitment process (Kipfer & Pihet, 2019): Phase 2 of MRC framework
Aim: Identify facilitators and barriers regarding the recruitment of intervention participants

Design/method: Semi-structured interviews with qualitative inductive summarizing content analysis

\ 4

4) Adaption of the intervention (current publication): Phase 1 of MRC framework

Aim: Adapt the programme to the Swiss context based on the facilitators and barriers identified in the
feasibility study

Design/method: Participatory approach, focus groups

\ 4

5) Feasibility & pilot study 2 (current publication): Phases 2 (feasibility) and 3 (evaluation) of MRC framework

Aims: Evaluate whether the adapted programme showed improved feasibility and was associated with similar
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changes compared to pilot study 1

Design/method: Mixed-method one group pre- and post-test design, questionnaires and semi-structured
interviews with qualitative inductive summarizing content analysis

Fig. 1 Steps to develop the complex intervention in relation to the phases of the MRC framework

of ICDs. The psycho-educational group programme
“Learning to feel better... to help better” (LFBHB) devel-
oped in Quebec, Canada, has been identified as the sole
intervention in French supported by empirical evidence
[19]. This programme of 15 weekly sessions of two hours
each focuses on five main themes: 1) Daily life organisa-
tion and communication with a PwD; 2) The appraisal
of stressful situations, identification of what is modifi-
able versus non-modifiable and choice of relevant coping
strategies; 3) Problem solving in modifiable situations,
in particular for problem behaviours of the PwD; 4)

Reframing in non-modifiable situations, in particular for
thoughts and emotions related to mourning; 5) Finding
and asking for support (for more detail see the methods
section).

Step 2: Feasibility and pilot study 1

In a next step, we evaluated the feasibility of the LFBHB
programme in a different cultural context, French-speak-
ing Switzerland, with a one-group pre-post design involv-
ing 18 ICDs across two regions [13]. The programme was
well accepted, with high participation rates (on average,



Pihet et al. BMC Geriatrics (2024) 24:197

ICDs took part to 92% of the sessions) and low dropout
rates (21%). Participants showed substantial and signifi-
cant improvements in burden (d4=0.41), psychological
distress (d=0.54) and self-efficacy (d=0.43). However,
recruitment was a challenge, mostly due to the length of
the programme [13].

Step 3: Qualitative evaluation of the recruitment process
To identify barriers and facilitators to participation, we
consequently performed a qualitative evaluation of the
recruitment process [21, 22] at the end of our first pilot
trial testing the feasibility of the original LFBHB pro-
gramme [13].

Methods

We conducted semi-structured interviews with 14 pro-
fessionals and one volunteer (11 women, 4 men; pro-
fessionals were 10 nurses, 2 social workers, 1 dietician)
employed in 10 different institutions, such as memory
clinics, homecare agencies, day-care centres, the Alzhei-
mer Association and the Red Cross. The sole inclusion
criteria was being actively involved in the recruitment
of LFBHB participants and thus having regular contact
with informal caregivers. The questions focused on facili-
tators and barriers to participation in the context of the
recruiter’s institution, of their relationship with ICDs
and of ICD’s reactions to the information provided about
the intervention. Interviews lasted on average 40 min
(min=21, max=62), were audio recorded, verbatim
transcribed and verified. We conducted a content analy-
sis with inductive category based on Mayring [23].

Results

We identified three categories [for details, see [21, 22]: 1)
compatibility with everyday life and resources, 2) find-
ing the right moment for participation and 3) familiarity
of the recruiter as a facilitator for participants’ involve-
ment. Regarding 1) compatibility with everyday life and
resources, a major obstacle to participation was the dura-
tion of the programme. Many ICDs were reluctant to
commit for 15 weeks as they were living from day to day
due to a highly unpredictable and demanding context.
Regarding 2) finding the right moment for participation,
many recruiters first came in contact with the ICD when
the latter was already stressed and exhausted. At such a
time, respite was a priority. Taking part in a psycho-edu-
cational programme, which requires resources to develop
new competencies, was seen as additional stress. Regard-
ing 3) familiarity of the recruiter as a facilitator for par-
ticipants’ involvement, recruiters with a good knowledge
of and a trusting relationship with ICDs found it easier
to identify those who could benefit from the programme
and provide them with adapted information, while the
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ICDs listened to them with confidence. Recruiters with a
good knowledge of the programme were able to provide
detailed and relevant information, while those with less
knowledge often presented LFBHB as one support option
among others.

Step 4: Adaptation of the intervention

Based on the qualitive findings regarding the recruitment
process, the programme was adapted, with a participa-
tory approach, to facilitate recruitment.

Methods

Seven experts in the field of dementia caregiving com-
posed our multidisciplinary advisory team (psychol-
ogy, nursing, social work, occupational therapy). These
experts were active in diverse environments (applied
research, education in nursing, memory clinic, day-care
centres, Alzheimer Association) in two cantons of Swit-
zerland (Fribourg and Jura). All experts were familiar
with the LEFBHB programme. Based on the results of the
qualitative study, this advisory team elaborated concrete
propositions for improving recruitment and for short-
ening the programme. The propositions on recruitment
were then submitted to 4 other professionals from local
memory clinics (1 geriatrician, 1 neuropsychologist) and
homecare agencies (2 nurses). We also presented the
propositions for programme shortening to 1) 5 ICDs (5
women; 4 spouses and 1 sister) with experience in the
LFBHB programme, within a focus group, and 2) 4 oth-
ers experienced LFBHB course leaders from 3 regions
of Switzerland and from Québec (Canada), within semi-
structured individual interviews. All the discussions
were audio recorded and the expressed opinions were
summarized.

Results

All experts and ICDs were in favour of keeping the five
main themes of the programme. All of them further
agreed that the didactic methods should globally be
maintained, namely providing information about one
theme with its practical tools, then applying these tools to
the stressful situations of the course participants, and in
addition encouraging the latter to use these tools at home
between course sessions (homework). All participants
further agreed on the importance of asking experienced
caregivers who had already completed the course to
share their knowledge with course participants. As regu-
larly telling their live stories during the course would put
an additional burden on the experienced caregivers, all
experts and all ICDs considered the use of filmed stories
an excellent alternative. All experts further found that
the written A4 flyer used by recruiters to provide infor-
mation to possible participants should be complemented
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by a short film presenting the program with concrete
examples from former participants. This medium should
also facilitate access for people with diverse educational
backgrounds.

Practically, we identified a consensus for shortening the
programme and improving recruitment by three means:

1) Before the start of the programme, raising the ICDs’
awareness about stress and coping by showing them a
30-min introduction video film about stress and cop-
ing in the context of dementia caregiving. This video
presents in detail the importance of stress and coping
in the context of dementia caregiving, and the strat-
egies taught in the course (e.g., problem-solving for
challenging behaviours of the PwD, seeking support),
illustrated by practical examples from the daily life of
five former participants. Other video sequences show
how participants perform practical exercises during
the course session with the help of the group leader.
This material provides a concrete overview of what
participants can expect from the programme. A web
link with free access to this film was provided to all
recruiters so that they could watch it as a training
before starting the recruitment, and then provide this
link to ICDs interested in this intervention.

2) During the programme, a) condensing and stand-
ardising information delivery by using short didactic
video films (5 videos of 8 to 15 min, one per theme)
including stories of how former participants applied
the programme strategies in their daily life, to facili-
tate transfer, and b) during the group sessions, lim-
iting the number of exercises for all themes (1-2
instead of 2—3) as well as conducting some exercises
in subgroups so that more participants can be active.
These changes helped reduce the number of ses-
sions to 7 (instead of 15) with a slightly longer ses-
sion duration of 3 h (instead of 2 h), for a total of 21 h
(instead of 30 h).

3) After the programme, offering additional opportu-
nities to exercise during booster sessions, so that all
participants have a sufficient opportunity to practice
the programme strategies despite the reduced dura-
tion and get continuing support after the end of the
intervention.

Step 5: Feasibility and pilot study 2

Following the adaption, we conducted a second feasibil-
ity and pilot trial with a single group pre- and post-test
design in two regions of French-speaking Switzerland.
The aim was to evaluate if the shortened intervention
showed improved feasibility while maintaining simi-
lar effects to those observed in the first feasibility study.
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Regarding improved feasibility, we expected 1) an effi-
cient recruitment process (easy recruitment of 7 to 10
participants per group, few refusals linked to the length
of the programme), 2) high participation and low drop-
out rates during the programme, and 3) improved accept-
ability of the diverse components of the programme.
Regarding the changes in outcomes associated with par-
ticipation in the programme, we expected improvements
on the five core outcomes comparable in size to those
observed in our first trial. In parallel, we aimed to obtain
in-depth qualitative information about the new fea-
tures of the programme, as well as its benefits and chal-
lenges, from the point of view of ICDs. In reporting on
this quasi-experimental intervention study we follow the
Template for Intervention Description and Replication
Checklist (TIDieR) guidelines [24]. The data presented
here were collected between 2017 and 2020.

Sample

A convenience sample of ICDs has been recruited
through service providers in the field of dementia (Alz-
heimer Association, home care nurses, memory clinics,
day-care centres) operating in two regions of the French-
speaking part of Switzerland (Fribourg and Jura). Partici-
pants volunteered for a psycho-educational intervention
focusing on stress management, along with pre- and post-
intervention interviews. Inclusion criteria were 1) being a
regular informal caregiver (at least once a week on aver-
age) of a person living with a diagnosis of dementia (as
reported by the ICD based on a physician evaluation), 2)
caring for this person since at least 6 months. Exclusion
criteria were 1) insufficient French-language skills, 2) low
caregiver burden (score below 10 on the Zarit Burden
Interview), and 3) no memory or behavioural problems
in the PwD. Participants were requested to pay a course
fee of 210 Swiss Francs (230 US$), which could be waived
upon request (this occurred for two ICDs).

Procedure
The study was performed in accordance with the Helsinki
Declaration and was approved by the local ethics review
board (ISRCTN13512408). Written informed consent
was obtained from each ICD following oral and written
information provided by a member of the research team.
Figure 2 offers an overview of the study procedure.
Before the intervention, during an individual inter-
view with an experienced researcher, participants com-
pleted five questionnaires. During the interview, we
asked whether participants needed someone else to
care for their PwD during the intervention, which we
could organise with the local Alzheimer Association,
our partner in the project. The ICDs then participated
in the intervention described below. After the end of the
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Pre-interview
2-4 weeks before the intervention
5 questionnaires, respite planning if necessary
N=52
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2 dropouts (0 in Fribourg, 2 in Jura) = 4% (1% per week)

Begin the intervention
N=50

1 I1CD with serious health problems, 1 ICD has no motivation
anymore

Complete the intervention after 7 weeks
N=50

— 0 dropouts = 0%

3 dropout (3 in Fribourg, 0 in Jura) = 6% (1.5% per week)

Post-interview
2-4 weeks after the intervention
5 questionnaires, standardised questions on programme
components, semi-structured interview on experience
N=47

1 ICD with serious health problems, 2 persons with dementia
hospitalised or institutionalised

Fig. 2 Flow chart of the inclusion in the intervention as well as pre- and post-interview

intervention, they took part in a second interview with
the same researcher to complete the five questionnaires
again, and report on their experience with the interven-
tion by answering open and closed questions.

Intervention

The LFBHB intervention was originally developed by
Louise Levesque, Francine Ducharme and their team
in the years 2000s, based on Lazarus and Folkman’s
transactional theory of stress and coping [25]. The
programme aimed at improving the ability of ICDs to
cope with the stressful demands of caring for a per-
son with dementia living at home [26]. Its content
focuses primarily on 1) the appraisal of stressful situ-
ations, and 2) the coping strategies, organised around
the five themes presented earlier. Regarding appraisal,
participants learn to break down a global situation into
specific ones, identify precisely what is stressful, and
distinguish between situations or aspects which can be
modified and those which cannot. Regarding coping
strategies, participants are trained to choose an appro-
priate strategy depending on whether the situation can
be modified or not, to use problem solving techniques
for modifiable situations (seven-step procedure), to
use reframing for unmodifiable situations (looking at
things from another angle to reduce painful emotions),
and to seek social support (identify precise support
needs and the best persons to address each of them,
learn through role playing how to ask efficiently for the
needed support). In addition, information is provided

on how dementia may affect the communication and
relational behaviour of the affected person, and how
ICDs may improve their communication skills and pre-
vent tensions, including role-playing exercises about
communication. The programme uses a combination
of 1) information provision, 2) group discussions, 3)
work on personal stressful situations, and 4) exercises
at home. The content and methods used in programme
are described in detail in Lévesque et al. [26]. Partici-
pants receive a booklet containing key information and
exercise sheets, and the course leaders deliver the inter-
vention according to a detailed manual. A logbook was
given to participants to collect notes about difficult and
enriching situations in their daily caregiving during two
weeks before the start of the intervention. The short-
ened intervention consisted of 7 weekly group sessions
of 3 h each (with a 20-min break in the middle). It was
held in a quiet room with easy road and public trans-
portation access, located at the School of Health in Fri-
bourg or at a local day-care centre in Jura between 2017
and 2020. Two nurses and three psychologists with
expertise in dementia and work experience with infor-
mal caregivers delivered the sessions in pairs for large
groups (7-10 participants) or alone for smaller groups.
All course leaders had completed a 4-day training
related to the intervention programme, had experience
in leading the courses and had received supervision
from a trained psychotherapist with extensive expe-
rience in psycho-educational group interventions.
Adherence to the course manual was not assessed as it
had already been confirmed in a previous phase [13].
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Measures

We collected 1) quantitative measures for five out-
comes, using four questionnaires (one is assessing
two outcomes), and 2) quantitative and qualitative
post-intervention reports on the experience about the
programme.

Questionnaire measures

Caregiver’s subjective burden

We measured burden using the Zarit Burden Inter-
view [27], a well-validated and widely used 22-item
questionnaire. Responses are provided on a scale from
0 (mever) to 4 (very often). Scores above 18 indicate a
heavy burden and scores above 32 a severe burden [28].
The French version has satisfactory psychometric prop-
erties: internal consistency is good with a=0.92, the
factor structure is confirmed, and the convergent valid-
ity is well established through substantial correlations
with the severity of dementia, the level of dependency,
the cognitive impairment and the behavioral problems
in the PwD, as well as caregiver depression [28].

Memory and behavioural problems (MBP) and caregiver’s
MBP-related distress

We measured these two outcomes with the Revised
MBP Checklist [29], a questionnaire which measures
the frequency of 24 MBP in the previous week from 0
(never) to 4 (daily), and the extent to which this dis-
turbed or upset the ICD between 0 (not at all) and 4
(extremely). This questionnaire is in French and has sat-
isfactory psychometric properties: internal consistency
is good with & =0.84 for PwD behaviour and a=0.90
for ICD reaction, the factor structure is confirmed, and
the convergent validity is well established through cor-
relations with caregiver depression and burden, as well
as PwD cognitive impairment [29].

Caregiver’s psychological distress

We used the short version of the Ilfeld Psychiatric
Symptoms Index [30], a questionnaire asking partici-
pants to rate 14 symptoms related to depression, anxi-
ety, anger and cognitive disturbance, on a 4-point scale
from 1 (never) to 4 (very often). The psychometric prop-
erties are satisfactory for the English [30] and French
[31] versions, with good internal consistency (o =0.91),
subscale structure confirmed by factor analysis, and
convergent validity demonstrated through associa-
tions with seeking professional help or hospitalization
for emotional problems, as well as use of psychoactive
drugs [30].
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Caregiver’s self-efficacy

We measured self-efficacy as initially suggested by Ban-
dura [32], with a visual analogue scale ranging from 0
(no confidence at all in my ability to assume my car-
egiver role) to 10 (full confidence).

Post-intervention reporting on the experience

of the programme

Quantitative

We assessed the perceived usefulness of the four strat-
egies (communication, modifying unhelpful thoughts,
problem solving and support seeking) and seven meth-
ods (short video films, information provided by the
course leaders, course booklet, working on personal sit-
uations, large group exchanges, small group exchanges
and exercises at home) used in the programme. For
each, there were three items: 1) I found it interesting,
2) I found it useful, and 3) It helped me in my daily
life. Answers were to be given on a 5-point scale: 0 Not
at all or very little, 1 A little, 2 Moderately, 3 Very, 4
Extremely. As they correlated highly with each other (in
nearly all cases Spearman’s p>0.50) we created a new
variable which was the average of the three items for
each strategy or method. Regarding the four strategies,
we also asked the two following questions: 1) I found it
difficult to understand, 2) I found it difficult to apply;
With answers on the same 5-point scale.

Qualitative

Semi-structured interviews were performed with par-
ticipants within two weeks after the end of the pro-
gramme. Interviews were performed as soon as possible
after the intervention to capture caregivers’ experiences
while minimizing retrospection effects and interfer-
ence of other events, in view of the frequent changes
typical of dementia caregiving. Interviews took place at
the location where the course was given or in partici-
pants’ homes and were conducted face-to-face by one
of two scientific collaborators with a master’s degree
in psychology (MC, ET) not involved in providing the
programme. The interview guide focused on benefits
and negative aspects of the intervention as well as par-
ticipants’ experience regarding the course, including
adapted or new elements such as the course material
(e.g. films) and the organisation of the course. Field-
notes were taken during the interviews to document
information and observations relevant for data analysis.
Interviews were audio recorded, verbatim transcribed
and anonymized.
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Data analysis

Quantitative

We used descriptive statistics to provide general infor-
mation on the study outcomes (median, Q1 and Q3, as
2 out of our 10 variables significantly departed from
normality, namely self-efficacy at pre-test and psycho-
logical distress at post-test) and to analyse the quanti-
tative post-intervention reports (median, Q1, Q3 and
boxplots as they are measured on ordinal scales). For
the five quantitative outcomes, changes between pre-
and post-intervention were tested with Wilcoxon tests
conducted on each outcome, with a set at 0.01 after
Bonferroni correction. To allow comparisons with
previous studies, the effect size (Cohen’s d) was com-
puted. We also tested differences between the original
programme [15 sessions, [13]] and the shortened one
regarding changes between pre- and post-interven-
tion with Mann—Whitney tests conducted on the five
change scores, again with « set at 0.01.

Qualitative

The coding system developed during the first pilot study
was used to code the qualitative interviews [13]. This
coding system was developed by following the Mayring
[23] approach for summarizing content analyses with
inductive category assignment. The interviews in the cur-
rent study were analysed and reviewed to evaluate if all
quotes could be assigned to a code and category of the
coding system developed earlier or if new codes or cat-
egories needed to be added. Additional categories and
codes were created with the Mayring [22] inductive sum-
marizing approach to assign in-depth information about
the adapted and new elements of the course (the differ-
ent steps of the approach are described in [13]). Coding
was performed by two coders (SK, ET) who regularly
discussed the evolving codes and coding system. Regular
meetings within the research group were held to discuss
findings and discrepancies, in particular during interview
coding with the pilot study coding system. Atlas.ti ver-
sion 9 analytical software was used to facilitate the analy-
sis process.

Results

Feasibility

Recruitment process

The new recruitment strategy based on our presentation
video elicited strong interest from diverse providers of
support for ICDs and led to five presentations in diverse
organisations (2 in homecare centres, 1 in a memory
clinic, 1 in a day-care centre, 1 at the local Alzheimer
Association), as well as three presentations for the gen-
eral public involving about 300 participants in total. The
video link (https://tube.switch.ch/videos/f8bfeb3c, with
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limited visibility) already had more than 1200 views on
the 30th of July 2022. According to informal feedback
from recruiters, the video was very useful as it helped
them better understand the specificity of the programme
and helped them present the course to ICDs. Within
the recruitment process, nearly all ICDs who registered
for the course had already seen the video, and had no
hesitation about participating, nor questions about the
programme other than organisational matters such as
timing, location or price. None of them decided not to
participate due to the length of the course. In 2017-2018,
we conducted three such courses and were able to recruit
7 to 9 participants for each of them (in total 23 ICDs),
in line with our target (7—10 participants per group). In
2019-2020, due to a reduction in the number of available
course leaders and the COVID pandemic, we reduced
our target size to 4-7 participants per group while
increasing course frequency. During this period, we con-
ducted six courses with 3 to 7 ICDs (in total, 29 ICDs).

Dropout rates

Out of the 52 recruited participants, two dropped out
just before starting the programme due to serious health
problems for the ICD (N=1) or a lack of motivation
(N=1). All of the 50 participants who started the pro-
gramme completed it. Three participants were unable to
complete the follow-up questionnaires due to hospitali-
sation (N=1) or institutionalisation (N=1) of the PwD
or unexpected health problems for the ICD (N=1). The
remaining 47 participants were included in the final anal-
yses. The dropout rate was thus 9.62%.

Participation in the programme sessions

The average participation rate in the programme was
very high (95%). All participants took part in at least 5
sessions and 72% of the participants (N'=34) did not miss
any sessions. The few missed sessions (18) were due to
the ICD’s illness, the death of a relative, an unavoidable
appointment, professional obligations, the hospitalisa-
tion or unexpected severe health problems of the PwD,
or planned holidays.

Sample characteristics

As presented in Table 1, participating ICDs (N=47) were
mostly women, and often spouses or children of the PwD,
with a median age of 61 years (range 38—83). PwD were
more often men with a median age of 78 years (range
55-93). All had a diagnosis of dementia, including 51%
Alzheimer’s disease, 34% unspecified or mixed dementia,
9% (N'=4) vascular dementia, 4% (N=2) fronto-temporal
dementia, and 2% (N=1) Lewy body dementia. The ICDs
had been providing care for a median duration of 2 years
(range 0.75-10 years), and were currently in charge
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Table 1 Descriptive statistics for the study variables at pre-test for the original versus shortened programme
Original programme (N=18) Shortened programme (N=47) Tests p-value

ICD gender® Female / Male 78% (14) / 22% (4) 83% (39) / 17% (8) 0.23 0.629
PwD gender® Female / Male 39% (7)/61% (11) 43% (20) / 57% (27) 0.07 0.788
Diagnosis® Alzheimer / 50% (9) /33% (6) / 17% (3) 51% (24) / 34% (16) / 15% (7) 003 0984

Unspecified /

Other type
Age ICD ageb 69.50 (56.50 — 72.25) 61.00 (56.00 — 69.00) 1.51 0.131
Age PwD ageb 76.00 (70.00 - 81.25) 78.00 (72.00 — 84.00) 1.34 0.179
Duration of illness (years)b 3.00 (2.50 - 5.00) 2.00 (2.00 - 4.00) 143 0.154
Time per week spent caregiving (days)ID 6.00 (3.50 - 7.00) 5.00 (1.38 - 7.00) 0.99 0.322
ICD burden (0-88)° 42.75 (33.38 - 53.75) 33.00 (23.00 - 42.50) 277 0.006
MBP of the PwD (0-4)° 1.75(1.22-193) 142(1.13-167) 1.96 0.050
MBP-related distress in ICD (0-4)° 1.97 (1.54 - 249) 1.92 (146 - 2.25) 062 0538
ICD psychological distress (14-56)° 27.75 (24.50 - 29.00) 22.50 (19.00 - 28.00) 247 0.014
ICD self-efficacy (0-10)° 7.50 (5.00 - 8.00) 8.00 (7.00 - 8.50) 233 0020

For all the variables listed, higher scores indicate higher levels. ICD Informal Caregiver of a person with Dementia, PwD Person with Dementia, MBP Memory and
Behaviour Problems, Unspecified Unspecified dementia, Other Other type of dementia, For burden, scores above 18 indicate an important burden and scores above
32 a severe one. ? For nominal variables, descriptive statistics are percentage and (frequency), tests are x2. ® For quantitative variables, descriptive statistics are median

(Md), first (Q1) and third (Q3) quartiles, tests are Mann-Whitney (Z)

of the patient for a median of 5 days per week (range
0.5-7 days).

Compared to participants in the original programme
(see Table 1), those in the shortened programme do not
differ significantly regarding socio-demographic charac-
teristics (gender and age of the ICD or PwD, type of fam-
ily bond), nor on variables related to the caregiving role
(diagnosis, duration of illness, caregiving time per week).

Pre-test questionnaire results for the shortened pro-
gramme. As shown in Table 1, at pre-test the ICDs’ bur-
den was severe overall, with a moderate frequency of
patient MBP and caregiver MBP-related distress. The
ICDs reported moderate psychological distress, and a
relatively high self-efficacy. The spouse and children ICDs
did not differ significantly on any of the five outcomes at
pre-test [see Additional file 1].

Compared to participants in the original programme
(N=18), those in the shortened programme had

significantly more favourable scores on 4 of the 5 out-
comes (lower subjective burden, lower frequency of
patients’ MBP and caregivers’ MBP-related distress,
lower psychological distress and higher self-efficacy). The
distributions showed that this difference was mostly due
to having a higher proportion of participants with lighter
difficulties in the shortened programme, and a lower pro-
portion with severe difficulties. However, the absolute
frequencies of participants with severe difficulties were
also high in the shortened programme. For example,
there were respectively 0 and 11% of participants with
moderate burden, 22 and 38% with heavy burden, and 78
and 51% with severe burden, corresponding in absolute
frequency to 14 and 24 ICDs with severe burden.

Changes between pre- and post-intervention scores
Comparing pre- and post-intervention scores for the
shortened programme (see Table 2) with Wilcoxon tests,

Table 2 Median (Md), first (Q1) and third (Q3) quartiles for the study variables, pre-test and post-test

Pre-test dropouts  Pre-test completers

Post-test (N=47) Md (Q1 -Q3) Wilcoxon p-value Effect size (d)

(N=5)Md (Q1 - (N=47) Md (Q1 - Z (df=46)

Q3) Q3)
Burden (0-88) 33.00 (10.50 - 39.25)  33.00 (23.00-42.50)  28.50 (22.00 - 36.00) 2.70 0.007 032
MBP (0-4) 1.71 (1.09 - 2.04) 142 (1.13-1.70) 1.29(1.05 - 1.67) 0.89 0.371 0.14
MBP-related distress (0-4) 1.07 (0.48 - 1.84) 1.85(1.44 - 2.23) 144 (1.03 -1.94) 2.72 0.007 0.57
Psychological distress (14-56) ~ 23.00 (18.50 - 26.25) 22.50 (19.00 - 28.00) ~ 20.50 (18.00 — 24.50) 336 0.001 048
Self-efficacy (0-10) 10.00 (9.00 - 10.00) 8.00 (7.00 - 8.50) 8.00 (7.00 - 9.00) -0.13 0.897 -0.02

For all the variables listed, higher scores indicate higher levels, MBP Memory and behavioural problems, for burden, scores above 18 indicate an important burden and
scores above 32 a severe burden; among the 5 dropouts, 2 declined to participate before the start of the intervention and 3 failed to provide post-test measures.
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we observed that subjective burden, psychological dis-
tress and caregivers’ MBP-related distress decreased sig-
nificantly, with small to medium effect sizes. There was
no significant change in the frequency of patients’ MBP
or self-efficacy.

Comparing the original and shortened programs on the
change scores (differences between pre- and post-inter-
vention scores) using a Wilcoxon test, we found no sig-
nificant differences as shown in Table 3.

Satisfaction with didactic methods and the contents

of the programme

Quantitative results

As presented in Fig. 3, the median value for the seven
didactic methods used (films, information provided by
course leaders, course booklet, working on personal situ-
ations, group exchanges (small / big group), and exercises
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at home) was close to 3 out of 4, corresponding to the
answer “very relevant / useful / helpful in daily life”, with
very few answers below 2 (“moderately”). The same was
observed for the four types of strategies (communication,
modifying unhelpful thoughts, problem solving and sup-
port seeking). Figure 4 presents the results for the two
questions exploring whether the participants perceived
the four contents as difficult to understand or to apply.
For difficulties in understanding, all medians were at O
(“Not at all”) with less than 17% of responses above 0. For
difficulties in applying, all medians were at 1 (“A little”)
with few responses above 2.

As presented in Table 4, two of the four didactic meth-
ods used in the programme elicited more satisfaction in
the shortened programme than in the original one. The
satisfaction scores for the information provided by the
course leaders and the exercises at home were higher

Table 3 Median, first (Q1) and third (Q3) quartiles for change scores for original versus shortened programme

Original programme (N=18) Md Shortened programme (N=47) Mann-Whitney (Z) p-value
(Q1-Q3) Md (Q1-Q3)
Burden (0-88) -4.00 (-11.00 - 2.00) -4.50 (-9.50 - 2.50) 0.26 0.797
MBP (0-4) -0.08 (-0.25-0.18) -0.04 (-0.26-0.19) 0.07 0.942
MBP-related distress (0-4) 0.01 (-0.28 - 0.30) -040 (-0.94 - 0.38) 1.61 0.108
Psychol. distress (14-56) -2.00 (-5.25-2.25) -3.00 (-5.00 - 1.00) 029 0.775
Self-efficacy (0-10) 0.75(-0.13 - 1.25) 0.00 (-1.00 - 1.00) 1.72 0.086

For all the variables listed, higher scores indicate higher levels, MBP Memory and Behaviour Problems, For burden, scores above 18 indicate an important burden and

scores above 32 a severe one.
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Fig. 4 Boxplots for perceived difficulty in understanding or applying strategies, N=47

Table 4 Median, first (Q1) and third (Q3) quartiles for participant satisfaction regarding original and shortened programs

Original programme Shortened programme Mann-Whitney p-value
(2)

Md Q1-Q3 Md Q1-Q3
Information (N=18, N=47) 3.00 267 -3.00 333 3.00 - 4.00 2.96 0.003
Personal Situations (N=18, N=47) 3.00 267 -333 3.00 3.00-3.67 1.83 0.067
Group exchanges (N=18, N=47) 3.08 267 -3.75 3.00 267 -3.67 037 0.710
Home Exercises (N=18, N=47) 275 233-3.00 3.00 3.00-367 3.02 0.002
Communication (N=18, N=45) 3.00 2.88-342 3.00 267 -367 0.24 0.808
Reframing (N=18, N=46) 3.00 2.58-333 3.00 267 -3.67 122 0.221
Problem solving (N=17, N=45) 3.00 233-3.00 3.00 3.00 - 367 2.70 0.007
Support seeking (N=18, N=45) 3.00 267 -3.67 3.00 2.83-3.67 0.76 0447

For all the variables listed, higher scores indicate higher levels; Ns are provided for the original (first) and shortened (second) programs; Satisfaction is measured on a
scale ranging from 0=not at all to 5 =extremely, regarding the four didactic methods used (proving information, working on personal situations, group exchanges
and home exercises) and the four strategies taught (communication in the context of dementia, reframing, problem solving and support seeking) in the programme

in the shortened programme than in the original one,
while both groups were similarly satisfied with group
exchanges and working on personal situations. Regarding
the four strategies taught in the programme (communi-
cation, modifying unhelpful thoughts, problem solving
and support seeking), satisfaction was significantly higher
for problem solving among participants in the short-
ened programme compared to the original intervention,

with no significant differences regarding the three other
strategies.

As shown in Table 5, we observed no significant dif-
ference between the original and shortened programs
regarding the participants’ perceived difficulty in under-
standing or applying the learned strategies, except for
reframing, which was found easier to apply in the short-
ened programme.
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Table 5 Median, first (Q1) and third (Q3) quartiles for participants' difficulty in original and shortened programs

Original programme

Shortened programme Mann-Whitney p-value

(V4]

Md Q1-Q3 Mmd Q1-Q3
Understand Communication (N=18, N=45) 0.00 0.00-0.25 0.00 0.00 - 0.00 0.62 0.534
Apply Communication (N=18, N=45) 1.00 0.00-2.13 1.00 0.00 - 1.00 1.82 0.069
Understand Reframing (N=18, N=46) 0.00 0.00-1.00 0.00 0.00-0.25 0.46 0.643
Apply Reframing (N=18, N=46) 2.00 1.75-3.00 1.00 0.75-2.00 2.76 0.006
Understand Problem Solving (N=17, N=45) 0.00 0.00-1.00 0.00 0.00 - 0.50 0.87 0.386
Apply Problem Solving (N=17, N=45) 2.00 1.00 - 2.00 1.00 0.00 - 2.00 1.03 0.305
Understand Support seeking (N=18, N=45) 0.00 0.00 - 0.00 0.00 0.00 - 0.00 1.61 0.108
Apply Support seeking (N=18, N=45) 1.00 0.75-2.00 1.00 0.00 - 2.00 1.06 0.288

For all the variables listed, higher scores indicate higher levels; Ns are provided for the original (first) and shortened (second) programs

Qualitative results

The 47 participants who were included in the quantita-
tive analysis also took part in interviews lasting on aver-
age 35 min (range 11-71 min). All quotes regarding the
benefits of the programme could be allocated to one of
three categories developed during the first qualitative
evaluation of the programme: “1) Sharing experiences and
strategies, which is about participants learning from each
other, comparing their situations with others and becom-
ing strengthened in their way of handling the situation;
2) Being in the same boat, namely feeling understood,
less alone and connected to the other ICDs because they
are in similar situations; 3) Being able to cope, as the pro-
gramme empowered participants to develop strategies,
which helped them manage their challenging situations”
[13], p. 7]. The results of the current qualitative analysis
on the shortened programme are consistent with those of
the original analysis, which are described in more detail
in Pihet et al. [13].

To obtain in-depth information about new and adapted
elements (e.g. the videos), we asked additional questions
about the course material and organisation. Linked to
these questions, three new categories emerged: 4) Hav-
ing something to rely on contains results regarding the
importance of having approaches or materials which are
supportive in daily life, 5) Learning through multiple per-
spectives and channels describes how participants learn
through different didactive methods and perspectives,
and 6) Organising the intervention provides informa-
tion on the frequency and length of the sessions as well
as important aspects regarding group leaders. In the
upcoming section, we present the results for these three
new categories.

Having something to rely on describes the impor-
tance of having a structured and practical method or
material which is useful for participants in their daily
lives, in order to solve their problems and/or to inform

other persons involved in caregiving. Even though partic-
ipants needed time and practice to become familiar with
the material and its content, they were then able to use
it by themselves to find solutions when facing a difficult
situation with their sick loved one.

“(...) The method was very useful... I found it was
very structured and we systematically came back to
it! The facilitators were really very clear on this and
it was really a lifebuoy! It helped us not to drown
in all the challenges, there was really something we
could rely on”

“I read passages [of the course booklet] again. I say
to myself "OK, how can I try to solve this problem?”
and then I try to apply the method one step after the
other, because I know I have the tendency to jump to
a solution without taking my emotions into account”

In addition, participants perceived the course booklet
and videos as helpful during the course as well as after-
wards, as a resource to come back to. They described
as reassuring the fact of knowing that they have all the
material available in case they misunderstood or forgot
any information given during the course, or in case they
need to solve a new problem. They appreciated being able
to read the course booklet or watch the videos directly
after the course sessions, sometimes several times, to
deepen their understanding of the content and recall the
different steps of the method. Most participants reported
reading the booklet again after each session, while some
planned to read it again later when their relative’s illness
would have progressed.

“There are many things in the course, so having
something on paper that you can refer to allows
you to go back to it, to delve a bit further in it, to
say: "Oh, I didn’t understand it in that way, maybe
1 should have understood it differently”. While we're
talking about all this, sometimes we may miss a little
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step or a little part, so that we don’t always under-
stand perfectly, and then by reading it again we can
complete these notions”

Participants also used the course material to share the
information and their new knowledge with other family
members involved in the caring situation.

“My father [Who also participated in the course] gave
his brochure to my sister, who read it. Even if she
only had the theory without the practical input, this
allowed her to make it her own.”

A logbook was given to participants to collect notes
about difficult or enriching situations in their daily car-
egiving during the two weeks preceding the course. It
was often described as useful by the participants, as it
helped them to reflect on their situations and to remem-
ber it during the course.

“(...) For analysing concrete cases, it was very useful.
So, instead of improvising, I was able to use quotes
that I had written down in the notebook”

For each difficult situation, participants were asked to
rate the stress they experienced in that situation. At first,
some found it difficult to assess the intensity of their
stress, as they were not used to this kind of assessment,
but they later became familiar with this evaluation.

“The first time I saw it I thought: “How do 1 fill this
in?” Well, it wasn'’t easy for me to say how I felt
either. This scale with values is tricky at the begin-
ning, if you're not used to identifying what can be
painful or not. If you haven’t thought it through
before, it’s a bit tricky to fill out”

Learning through multiple perspectives and chan-
nels was also appreciated by the participants. They
appreciated the diverse intervention material such as
the course booklet and the videos, as well as the didactic
methods, which helped them better understand the con-
tent of the programme. The course booklet was valued
for its diversity of theoretical information, guided exer-
cises, stories of former participants and in-depth infor-
mation on certain themes. The content of the booklet was
generally described as broad in content and easily under-
standable, with clear information given in simple terms.

“That’s good! It's great, I always have it with me. I
enjoyed reading either the stories or the explana-
tions, and then I know I can come back to them! To
the guided exercises to analyse the situation or to
ask for help, for example”

Participants enjoyed having both written and audio
presentations of the theory as well as being able to read
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or listen to stories of former participants. The latter
were described as helpful in all didactic methods used
throughout the course, namely in the booklet, videos,
group discussions and practical exercises.

“(...) There are several course materials, which
I found very good. We can also share our experi-
ence, [then] there were the videos and then there
was the booklet, I found... it’s just great! It’s pure
happiness, in any case, to be able to follow a course
like that”

Stories of former participants shown in the videos were
often described as interesting and authentic (i.e. refer-
ring to real-life situations) and a help for understand-
ing the approach taught in the programme. For groups
with fewer participants, the many stories provided in the
course materials were particularly valued as additional
examples of other caregiving situations.

“To know more about memory and its disorders, I
found it very interesting even if I already had some
knowledge about it, but [it was good] to see it again...
and then I find this video really great, it really helps!
I found it [the stories of former participants] mov-
ing, (...) I liked the positive attitude of these people,
as they spoke about their situation and described it
in their own very clear words, inspiring words. Yes, I
liked it, I thought it was very good!”

Regarding group discussions, ICDs found it helpful to
listen to the many different experiences and to see how
various ideas from participants or group leaders contrib-
uted to possible solutions. Participants also appreciated
having the opportunity to choose, out of many different
situations, the one to be analysed and handled in this
session.

“(...) Here [in the large group], we had all the situa-
tions. I found it was good to know what difficulties
the others might be experiencing. And we always
wanted to find solutions to help them. We feel like
helping others!”

Working in smaller groups was also valued, particularly
after having had some time to establish trustful relation-
ships. It was sometimes considered easier to address sen-
sitive topics or to work towards solutions than in a larger

group.

“(...) [During group discussions] I sometimes had dif-
ficulty expressing myself, and then if there were two
or three of us it was much easier to express myself”

Participants described role-playing as useful to exer-
cise new ways of doing things. It allowed them to better
understand and integrate the theory. Some however did
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not dare engage in this activity, as they found it stress-
ful to perform in front of the group.

“She really played the game of speaking with a per-
son suffering from Alzheimer’s for a few minutes,
without saying anything [meaningful] but in a
very positive mood, and this was completely fine.
It helped me. Now, sometimes when my husband
wants to tell me something, it is almost a game, I
play along with him. Before it was more annoying
when he didn’t succeed in asking me something.
Now, sometimes it can almost become a game
thanks to the role play I saw.

“I didn’t participate, I thought "I hope it’s not my
turn” (laughs) as I generally don’t like it. But the
situation I observed gave a result. Putting people
in the situation, now I understand what role-play-
ing is for (laughs).”

Course organisation - Length of the sessions. Most
of the participants appreciated the length of the ses-
sions (three hours), as it allowed them to find their
way into the subject and to move forward in the topics.
However, some participants also found it was rather
time-consuming, particularly for employed ones.

“I found it [three hours] was great. Maybe three
hours is a bit long. It’s fine if you don’t work, but
if you work, that means three hours every week,
which is quite a lot. It takes a whole afternoon, in
the end.”

Participants reported that the three hours passed
quickly but that they would not want longer sessions, as
the emotional load and the intensive involvement dur-
ing the course take a lot of energy. The 20-min session
break was important, to have time to rest, but also to
have more informal discussions and to get in contact
with each other.

“Because it’s really intense! Emotionally too, for
everyone. It stirs things up, so I think that the ses-
sions should not be too long either. It was OK like
that”

Course organisation - Number of sessions and fre-
quency. The majority of participants were comfortable
with the six weekly sessions and the follow-up session
four weeks after session six. Having one week between
each session and in particular four weeks between ses-
sion six and seven allowed them to exercise the system-
atic method in their daily life.

“Then I had plenty of time to meditate, from one
week to the next! I was thinking about it. Maybe
others don’t do it but for me it was important to do
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it to really absorb it”

Most participants said they would like regular booster
sessions after the end of the programme. Having created
trusting bonds during the course, they wanted to see each
other again and hear news from the other participants, as
well as to have further opportunities to discuss difficult
situations and benefit from the experiences and opinions
of the others.

“And then, in two or three months, [I know] there’s
a meeting again, and I think that's very important
for me. Where you can come with a little thing, a lit-
tle problem... what takes the most out of you. I think
that’s important”

Course organisation - Group leaders. The partici-
pants valued the competencies and experience of the
group leaders in supporting ICDs. They felt that group
leaders listened to them and understood them, as well
as provided them useful advice and information that
was easy to understand. Many participants enjoyed that
group leaders gave guidance with a clear structure to
analyse and handle difficult situations while being flex-
ible in adapting the method according to the partici-
pants’ needs. They also noticed the importance of giving
everyone time to speak, which group leaders took care
of. When two group leaders were present, participants
enjoyed the complementarity between them.

“And their [the course leaders’] individualised
attention to each person, and they have the capac-
ity to bring out our own resources. There are no
recipes and we can go at our own rhythm. Yes, that
impressed me a lot..”

“They put themselves at our level and adapt to our
feelings too, we could really see that there was a lot
of listening and then that they understood what was
behind it too, that was beautiful. And they were very
flexible in their way of functioning because some-
times they had planned a programme and then,
because of what we were saying, what we were bring-
ing, they had to change their programme and really
they were flexible in doing that”

Discussion

This study illustrates the relevance and also the complex-
ity of a development process following the MRC frame-
work’s new recommendations, which put a stronger
focus on “understanding how and under what circum-
stances interventions bring about change” [20], p.2]. Our
development of a psycho-educational group interven-
tion designed for informal caregivers of persons with
dementia first identified barriers to participation, namely
the length of the programme and that recruiters needed
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self-explanatory material to present the programme to
ICDs [see also [21]]. In a second step and in line with
MRC recommendations of a “strong and early engage-
ment with patients, practitioners, and policy makers” in
order to “deliver solutions for real world practice” [20],
p-2], we involved diverse stakeholders in the process of
shortening the intervention and developing a recruit-
ment video: five ICDs, four leaders of the LFBHB pro-
gramme and seven multidisciplinary experts in the field
of dementia caregiving. This participatory phase led
to a consensus that stories of former participants were
essential in facilitating transfer of the course content to
ICDs’ daily life (in order to maintain the effects despite
shorter duration) and in presenting the programme to
possible participants. Indeed, participants reported that
they highly valued these stories which provided inspira-
tion and encouragement. Participants also said that the
programme corresponded to what they expected based
on the recruitment video. After having seen this video,
ICDs had very few questions about the programme or
doubts about its relevance for them, while they often had
such concerns when we didn't use it. In line with Ban-
dura’s social learning theory [33], using stories of former
participants explaining how they used the relevant cop-
ing strategies taught in the course and which benefits
they gained from it, was very helpful in engaging ICDs in
the course and in strategy use. This process was comple-
mented by the regular group exchanges focused on par-
ticipants’ experiences while using the strategies in their
daily life, which also provided important social learn-
ing occasions as they elicited strong attention, provided
models that are easy to identify with, and included many
stories of how participants were reinforced after using a
relevant strategy.

One key result of this study is that shortening the pro-
gramme to 21 h instead of 30 and to seven rather than
15 weekly sessions increased accessibility while it did
not reduce the benefits associated with participation.
With the shortened programme, none of the ICDs which
contacted us for more information decided not to par-
ticipate due to the length of the course, while this hap-
pened frequently with the original programme. Although
the participants in the shortened programme had more
favourable scores than those in the original one on most
outcomes before the intervention, and thus less room for
improvement, we observed substantial improvements
in three out of five outcomes, in line with expectations
and with improvements observed with the original pro-
gramme. The refined intervention even led to a sig-
nificant increase in participants’ satisfaction regarding
information provided by the course leaders, exercises at
home and problem solving, as well as less difficulty in
applying reframing, an essential component to reduce
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the stress and psychological distress of ICDs [34]. Drop-
outs were also reduced compared to the original pro-
gramme (during the intervention: 0% compared to 21%;
including pre- and post-test: 10% compared to 31%),
and were similarly related to critical events affecting the
ICD or the PwD [13]. These results are in line with the
growing evidence that low-intensity psycho-educational
interventions can effectively support older adults with
mild-to-moderate mental health problems while foster-
ing engagement with treatment [35]. Other psycho-edu-
cational group interventions for ICDs focusing on stress
management such as “Coping with caregiving” [36],
have shown similar, although smaller, effects on depres-
sion (d=-0.36; in our study d=-0.48 for psychological
distress) and stress reactions related to the behaviour
problems of the PwD (d=-0.22; in our study d=-0.57).
This other programme was slightly longer than ours (24 h
instead of 21) and spanned over 13—16 weeks instead of
9-11 weeks, which could explain their somewhat higher
dropout rates (15% instead of 10%).

Another interesting finding is that, compared to partic-
ipants in the original programme, those in the shortened
one had more favourable scores on most outcomes before
the intervention (burden was 23% lower, psychological
distress 15% lower, and self-efficacy 19% higher). Recruit-
ing a broader range of ICDs was possibly facilitated by
our use of a new strategy: While the first participants
were recruited mainly through health care professionals
with the support of flyers, in the current study we regu-
larly published information about the intervention in the
local media and referred interested persons to a short
video illustrating its content. This video was reported
very helpful by the recruiters and the ICDs. Our novel
strategy helped recruit participants which were not yet in
contact with professional support providers and possibly
were less burdened.

Limitations

The main limitation of this study is the absence of a
control group, and further research should include a
randomized-controlled trial to test the efficacy of this
psycho-educational intervention. A second limitation
is the lack of a follow-up evaluation, which could reveal
additional benefits, as suggested by informal feedback
from the participants who came to booster sessions
organised three months after the end of the interven-
tion. Many described a more relaxed and accepting atti-
tude towards the person with dementia and particularly
his or her difficult behaviours, fostering positivity and
reciprocity in the relationship, and in turn reducing feel-
ings of loss and isolation in the ICD. A third limitation is
that we did not measure stress levels or the participants’
use of coping strategies, outcomes which would have
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provided relevant information about the mechanisms of
change at play. We decided not to do this, because high-
lighting the ongoing processes over the course of the
intervention would require measuring these variables
regularly in everyday life, as was done in our pilot study
of the original programme [13]. This procedure was how-
ever experienced as tedious for many ICDs. As we did
not want to overburden them, we further explored the
change processes using qualitative interviews conducted
before, during and after the intervention. The analysis of
this material is currently underway. A fourth limitation is
our modest sample size which precludes conducting sub-
group analyses to identify which ICDs may benefit the
most from such an intervention. Possible factors, such as
relationship type (i.e. child versus spouse caregivers) and
other factors identified in the ongoing qualitative analysis
(e.g., readiness to change) need to be taken into account
in the next research steps.

Strengths

The main strength of this study is the participatory cul-
tural adaptation of the intervention, which led to innova-
tive solutions such as the use of filmed stories of former
participants to densify the intervention. The latter as well
as the course booklet were highly appreciated by the par-
ticipants and often used to raise awareness among other
members of the family, an unexpected additional advan-
tage of the intervention. A second core strength is the
use of mixed methods, showing converging quantitative
and qualitative results about the benefits of the interven-
tion for ICDs, and providing insights on possible change
mechanisms: The highly structured content of the inter-
vention, supported by the diverse course materials (e.g.
booklet, videos) and the various approaches used to learn
new strategies as from the participants’ real-life situa-
tions, helped achieve the empowerment of the ICDs. The
participants were able to develop more efficient ways of
coping with the daily stress of caregiving.

Conclusion

Aiming at the cultural adaptation of the psycho-edu-
cational intervention “Learning to feel better... to help
better”, we shortened and densified this programme,
resulting in increased acceptability and participants’
satisfaction, while maintaining the associated benefits
in terms of ICDs’ quality of life. These achievements are
highly favourable for further implementation, paving
the way for a pragmatic randomized-controlled trial to
evaluate the efficacy of this intervention, identify par-
ticipants’ characteristics associated with larger benefits
and deepen our understanding of the intervention’s
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change mechanisms. Challenges on this road include
identifying the best professional profile for the future
course leaders and developing a relevant training cur-
riculum, as well as finding an efficient strategy for
ensuring treatment reliability on the long run while
facilitating implementation.
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