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Abstract

Objective: To establish whether virtual Dementia Awareness Course (DAC) is

feasible for caregivers of people with dementia in Brazil and India.

Methods: A pre-/post-test single group, multi-site feasibility study, mixed
methods exploratory design was applied. Primary caregivers of people with
dementia in Brazil and India took a 3-4-hour course adapted for online delivery,
with 10-15 caregivers. Measurements encompassed self-reports of carer
competence, attitudes to dementia, caregiver burden; satisfaction questionnaire
completed immediately after the intervention; open-ended question at one-month
follow-up to assess if caregivers applied information to caregiving role; semi-
structured interviews about how the intervention changed caregivers’ behaviour

and attitudes towards dementia.

Results: Of the 70 caregivers who received the intervention (Brazil = 34; India =
36), 54 (77.1%) completed post-intervention outcomes, and 39 (55.7%)
completed questionnaires at 1-month follow-up assessment. Significant
improvements were observed in attitudes to dementia in both countries and self-
perceived carer competence (in India) post-intervention. The themes from the
nine semi-structured interviews were: acceptability, feasibility, change of
behaviour/attitude and suggestions for future sessions.

Conclusions: DAC was a feasible online intervention to improve dementia
awareness among family caregivers across countries. It offers standardized yet
flexible methodology, with promising outcomes that need to be evaluated in a full

randomized controlled trial.
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Introduction

In low and middle-income countries (LMICs) such as Brazil and India, dementia
remains underdiagnosed due to poor awareness, stigma, normalization of
symptoms and lack of specialized services'*. Family caregivers may delay
seeking diagnosis when they have poor information about dementia, and
awareness may be related to cultural and socioeconomic background®. Several
studies report poor awareness of dementia in LMICs, among both the general
population and primary care physicians, which may delay help-seeking and
increase treatment gap at early-stage dementia®®. The World Health
Organization includes dementia awareness programmes in its global action
plan'®, Family caregivers should have access to information, social support,

respite, and counselling".

Access to information and support specifically designed for family caregivers can
vary widely'?. Although there are several evidence-based psychoeducational
courses, they have been developed for use in high-income countries and cross-
culturally adapted for other contexts'®. These supportive interventions may
benefit families, but they use heterogeneous methods for adaptation, with no
internationally agreed methods™. The use of a framework or template in which
country-specific information can be added may be a more appropriate and cross-

culturally valid means of increasing knowledge and awareness of dementia’?.

The “dementia awareness course” (DAC) is a brief and acceptable multi-
component dementia course targeted at increasing awareness and skills in the
management of dementia for caregivers and families'4, with culturally appropriate
versions for use in Brazil, India, and Tanzania'?. Psychoeducational interventions
specifically tailored to enhance caregivers’ awareness of dementia have been
globally recommended, and web-based approaches have proven to be more
flexible and accessible's. Providing support to caregivers may also increase their
confidence in carrying out caregiving tasks and provide an opportunity for
emotional validation and peer support®.

This study aimed to establish whether DAC is feasible for caregivers of people

with dementia (PwD) in two diverse LMICs: Brazil and India. Secondly, it aimed



to explore the potential impact and experience by the caregivers through

quantitative and qualitative methodology.

Methods
Design
A pre-/post-test single group, multi-site feasibility study, mixed methods

exploratory design.

Participants

Caregivers primarily responsible for PwD, aged 18 years or over, who could
speak and understand the language of the intervention delivery and were able to
provide informed consent. Caregivers had to access, have knowledge and

willingness to use video conferencing/video calling services.

Recruitment

This project ran alongside the United Kingdom Medical Research Council
(MRC)/Indian Council of Medical Research (ICMR) funded “Cognitive Stimulation
Therapy (CST) International programme”, which involved the delivery of CST
groups in Brazil and India. All caregivers of PwD included in the CST groups were
previously invited to this study. Further participants were recruited by word-of-

mouth and snowball sampling.

Procedure

DAC is a manualized, 3—4-hour course that encompasses three modules’?:
“What is dementia?” (pathology, prevalence and models); “Positive engagement”
(psychological concepts and activities for positive communication and
engagement); and “Caring for someone with dementia” (practical information on
caring, services and the effects of caring). There is a 75-slide presentation
adopted as a template for local development. The intervention was adapted for
delivery through videoconferencing platforms due to coronavirus disease 2019
constraints. The research team agreed that, in the online format, it would be more

appropriate to split the course into two sessions of one hour and 45 minutes.



Each group included between 10 and 15 caregivers. In Brazil, the course was
delivered by a psychologist and a gerontologist, whereas in India, it was delivered
by a psychologist and a psychiatrist. All had extensive prior experience in working

with PwD and caregiver support.

Ethical Approval

All caregivers gave informed consent before participating in the study. Ethical
approval for DAC as part of the CST International study was granted in Brazil by
the Federal University of Rio de Janeiro Institute of Psychiatry Research Ethics
Committee (ref: 57019616.5.0000.5263), and in India by the Institutional Ethics
Committee at Schizophrenia Research Foundation (SCARF: Chennai;
November 28, 2017).

Measures and interviews
Quantitative outcomes

Measures were either translated and back-translated (in Brazil) or applied in

English (in India), with caregivers being assisted if they felt any difficulty.

- Short Sense of Competence Questionnaire (SSCQ)'®, administered at
baseline and 1-month follow-up. SSCQ is a concise seven-item questionnaire
with satisfactory validity and reliability'®, rated on a 5-point scale, with higher
scores indicating higher sense of competence.

- Approaches to dementia Questionnaire (ADQ-19)"7, administered at baseline
and immediately post-intervention. The ADQ-19 measures hope and person-
centred attitudes using a five-point Likert scale, with higher scores indicating
a more positive approach.

- Dementia Caregiver Experience Assessment Schedule (DemCarES; in
press), administered at baseline and 1-month follow-up. DemCarES was
developed recently in India to measure caregiver burden, with scores for each

item ranging from 0 to 3, with lower scores indicating lower caregiving burden.



Qualitative data

Caregivers across both sites answered a satisfaction questionnaire, developed
by the team, immediately after the intervention. They also answered an open-
ended question at 1-month follow-up to evaluate whether they applied any

information from the course to their caregiving role.

Detailed data on how the intervention changed caregivers’ behaviour and
attitudes towards dementia was collected through semi-structured interviews with
a subsample of 9 caregivers from Brazil. The interview guide focused on
limitations, benefits, acceptability, and feasibility of the intervention, to provide
rich data that may not be picked up by quantitative measures. The interviews
were carried out by a research assistant who was not involved in delivering the

intervention to avoid any potential influence over the participants' reports.

Analysis
Quantitative

Analyses were performed using the IBM SPSS Statistics (Version.29).
Descriptive statistics were produced for sociodemographic characterization (sex,
site, ethnicity, educational level, marital status, relationship to PwD, living with
PwD, having other dependents, and being supported by other caregivers) and to
the quantitative items of the Satisfaction Questionnaire. Paired t tests were used
to compare pre-means and post-means from the quantitative outcome measures.
This analysis was carried out for the full sample and also separately for each

country.

Qualitative

Two researchers (R.L.S.C. and S.V.) independently coded the satisfaction
questionnaire using content analysis and met to discuss the codes and reach a

consensus.

The 9 qualitative interviews held with a subsample of caregivers from Brazil were

recorded, transcribed, and independently coded by two researchers (R.L.S.C.



and P.S.B.) using thematic analysis. First, both researchers read all transcripts
to get familiarisation with themes. They both coded a sample of the same
interviews and met to discuss if they were approaching data the same way. The
researchers used a deductive approach with the following pre-specified themes
informed by the interview guide: acceptability, feasibility and change of
behaviour/attitude. Additional themes were identified from the data using an
inductive approach to capture themes that were not prespecified. Thematic
saturation was reached during the analysis. No software was used to perform
data analysis. Interviews and analyses were done in Portuguese, and the 2

researchers agreed about translation of the themes and caregivers’ quotes.

Results

Sample

Of 96 caregivers approached to participate in Brazil and India, 70 participants
agreed to enroll in DAC. Of the 70 caregivers who received the intervention, 54
(77.1%) completed the post-intervention outcomes, and 39 (55.7%) completed
the questionnaires at 1-month follow-up assessment. We contacted the
caregivers who did not complete the assessments to collect their overall feedback
after the study and to ask for their reasons for not completing the formal outcome
measures: 14 of the 31 non-responders gave positive feedback about DAC but
forgot to fill the questionnaires despite the reminders sent by the team, mainly
due to daily caregiving tasks. They recommended that paperwork associated with
pre-assessment for participating in the intervention could be simplified and
reduced for the future. The flow of participants through the study is reported in

Figure 1. Baseline demographic characteristics are reported in Table 1.

(Please insert Figure 1 here)

(Please insert Table 1 here)

Intervention acceptability



To measure intervention acceptability, a satisfaction questionnaire, developed by
the team, was given to participants immediately after DAC. The satisfaction

questionnaire data is presented in Table 2.

(Please insert Table 2 here)

Content analysis of Satisfaction Questionnaire

Fifty-four caregivers (36 in India; 34 in Brazil) completed open questions about
the course content and format immediately after the intervention. At one-month
follow-up, 39 participants responded when asked if they did anything different in
the past month. The content analysis identified five categories: (1) expectations
about DAC; (2) most helpful parts of DAC; (3) least helpful parts of DAC; (4) what
should be included in DAC or recommended changes to the sessions; (5)
changes at 1 month. The categories, subcategories and examples for content

analysis are shown in Table 3.

(Please insert Table 3 here)

Thematic Analysis of Qualitative Interviews

There were 3 prespecified central themes and 6 subthemes from the 9 interviews
with caregivers from Brazil. We also added a theme that had not been previously

specified: Suggestions for future DAC sessions.

Theme 1: Acceptability

Subtheme: The topics were easy to understand

Most caregivers added that the course was helpful because of the simple

language.

“l found you used straightforward language (...) It was clear, and DAC covered a

lot of issues.” (C5)



Theme 2: Feasibility

Subtheme: Sharing of information

One caregiver expected more interaction during the course. This caregiver also
liked the experience of contacting caregivers around Brazil during the online

session.
“When you have 3 or 4 participants, but they interact, it is more interesting’. (C1)

‘We can also meet people from other Brazilian states while you take part in DAC

sessions.” (C1)

However, from one caregiver's perspective, there could have been less

interaction during DAC:

“...) There’s a fine line in which interactions among participants might help or
disturb (...). There are some moments in which people focus a lot on their own

problems, and forget they are in a meeting with a group (...)”. (C3)

Subtheme: Length and number of participants

Most caregivers suggested that either 1 or 2 extra sessions or more minutes per
session could be added to DAC. Most found that the number of participants was

sufficient, although one participant thought there were too many caregivers in the
group.
“DAC was good, but | thought it would be interesting to have more time to show

more perspectives of what caregivers should do. What about having one more

session totally focused on the psychological health of caregivers?” (C2)

“l thought it was good! If you add many people, not everybody will receive
attention when there is a question. That number of participants was enough. We

could raise questions and have these questions answered.””(C6)

Subtheme: Means of communication were easy to access




Most caregivers mentioned that the means of communication were easy to

access.
“Accessing Zoom and the Internet... it is super easy.” (C1)

“Being online nowadays is very helpful. | was not able to turn my camera on, but
at least | could participate. If it was different, in a 100% in-person situation, maybe
| wouldn’t be able to take part in the course.” (C5)

Theme 3: Change of behaviour/Attitude

Subtheme: New content

Caregivers mostly mentioned that DAC added new content about dementia and

helped them to better understand PwD condition:

‘I really liked DAC... it opened my mind! There was a part in which the
psychologist asked us to think about the steps to make coffee. She then invited
us to think about how our brain works while making a cup of coffee. After this, |
always ask my mother to do things, because sometimes we caregivers focus on
the disease, but we should focus on the person’s potential. It was the most

important thing I've learned from this course.” (C6)

Caregivers often mentioned that they have changed their behaviour after learning

new content about dementia:

“You talked about avoiding treating PwD like children, you must know that you
are dealing with an old adult. And it made me think, Well, | must be aware of
providing care to my mother without forgetting that she is not a child anymore. |
must know that her condition does not transform her into a child. She has

cognitive impairment, but she is not a child.” (C5)

Some caregivers mentioned that they had previous knowledge about dementia
due to their experience, but DAC was positive because it reinforced the

information they already had:

“The theme is not totally new for me because | attend mutual help meetings at an

Alzheimer Association every Wednesday. So, I've already known the content in



DAC, but | found interesting to know about the stages of the disease. | believe
everything was important in DAC, the course reinforced things I've already
known.” (C1)

“My daughter had taught me most of the information presented during DAC
because she is a psychologist... so, I've already known most of the content
presented in DAC.” (C2)

“The course’s level of information would be ideal for the people who are starters
at this universe of taking care of PwD. But | did not have many doubts in
comparison to the other participants in DAC because my husband and | have
been caregivers for a longer time and we have got some information that you only

acquire through practice, it is a lonely process.” (C7).

Subtheme: Coping strategies

Some caregivers also mentioned about developing coping strategies after DAC:

“One of my worst experiences with my spouse was the moment I've decided to
institutionalize her. Those were terrible days; | felt guilt and anger until | got
calmer because | revised all the strategies. I've learned. I've noticed that | was

coping with my spouse’s disease in a wrong way.” (C1)

“Today my mother had a simple surgery and, to help her, | adopted new
communication strategies I've learned during DAC. And it seems that I've got a

great result when | approached my mother.” (C5)

Although DAC stimulated caregivers to develop positive coping styles, it was also
mentioned that the coping strategies should have been presented in a more

detailed way:

“‘We have some difficulties that do not involve only the PwD, but also the
Strategies to engage our other family members or general people to the PwD
social circle. Sometimes we go to the supermarket and the PwD says something
that we think, How am going to deal with this situation? So, how should I introduce
the PwD to people in society who may not be aware about the PwD condition? |



don’t know if this would be the scope of DAC, but | expected to find something
like this.” (C9)

Theme 4: Suggestion for future DAC sessions
One caregiver suggested to divide DAC according to the disease severity:

“You could divide the groups who will apply for DAC according to dementia
severity, although it is good to share with people who already have more

experience in caring for a family member.” (C3)

Other caregivers suggested that we could provide a booklet with information
about dementia during the course:

“Maybe you could create a file with a summary of concepts. It is not necessary to
be a book, but maybe a few pages would help a lot in retaining information during
DAC” (C8).

One caregiver suggested that DAC could be more widely advertised:

“l only knew about the course because | work at a university where | was informed
about the possibility of DAC, but I've been wondering that this course could be

positive to much more people.” (C5)

Finally, one caregiver suggested that additional psychological support could be

offered to caregivers at DAC follow-up:

“We could enjoy the Zoom sessions by interacting with each other, opening Zoom
sessions to share experiences. | think it would enrich DAC. | mean we could have
the opportunity of continuation, of being together with the people from the group.

It would be very good to feel supported by someone” (C6).

Quantitative measures

We observed a significant increase in ADQ-19 scores from the baseline sample
mean of 66.78 (SD=7.09) to a postintervention mean of 71.57 (SD=7.30),
suggesting a change in hopefulness and person-centred approaches (p < .001).

We also observed a significant increase in SSCQ scores, with a preintervention



mean of 21.95 (SD=5.53) and a mean at one-month follow-up of 23.41
(SD=5.19), suggesting an increase in the carers’ self-perceived competence (p =
.040). We did not observe differences between the baseline and one-month

follow-up in the assessment of caregiver burden by DemCarES (see Table 4).

Analyses separated by country indicated that there was a significant increase in
ADQ-19 scores from the baseline sample mean of 68.54 (SD=7.27) to a
postintervention mean of 73.04 (SD=8.18) in Brazil (p < .001), and from the
baseline sample mean of 65.37 (SD=6.72) to a post-intervention mean of 70.40
(SD=6.40) in India (p = .001). We also observed a significant increase in SSCQ
scores in India, with a pre-intervention mean of 20.80 (SD=4.95) and a mean at
one-month follow-up of 22.80 (SD=5.63) (p = .030). However, we did not observe
differences between the baseline and one-month follow-up in SSCQ scores in
Brazil. The analyses separated by country did not indicate differences between
the baseline and one-month follow-up in the assessment of caregiver burden by
DemCarES (see Table 4).

(Please Insert Table 4 here).

Discussion

To our knowledge, DAC is the first educational intervention for caregivers of PwD
to adopt an international template with standardized instructions and
methodology for incorporating culturally appropriate information'?. Our results
suggest that DAC was feasible for delivery to family caregiver participants in
Brazil and India. The participants’ feedback immediately after DAC was positive
and caregivers felt more confident about their skills in caring for PwD after
completing the course. Taken together, qualitative data here suggests that DAC

is highly acceptable to PwD in both countries.

Most caregivers mentioned that DAC fulfilled their expectations of increasing their
understanding of dementia. Caregivers also observed that DAC helped them to
manage challenging behaviours and to engage PwD in meaningful activities.

However, perceptions around the usefulness of peer interaction were mixed. The



method and format of course delivery were appropriate, and positive comments
were made about clear explanations, scientific evidence, and presentation of
case studies. Recommendations included adding more sessions or having longer
sessions with more information about behavioural and psychological symptoms
of dementia and caregiver burden. The initial (face-to-face) DAC development
work'? also indicated the need for extra time, but we focused on having more

concise sessions to avoid burnout of participants during the online session.

We also included 9 qualitative interviews with Brazilian caregivers. We pre-
specified themes concerning acceptability, feasibility and behaviour/attitudes and
asked how DAC might be improved. Our results have shown that the course was
helpful, and the topics were easy to understand. One caregiver suggested to have
more homogeneous groups in terms of disease severity, but most participants
agreed that sharing experiences among caregivers of people with different types

or severities of dementia was very positive.

In addition to positive attitudes to dementia, caregiver competence improved at
one-month follow-up, particularly in India. Positive approaches to dementia might
be increased through more knowledge and awareness about the disease. This,
in turn, may affect caregivers’ perception of competence. In a study about formal
caregivers’ dementia knowledge in China'®, dementia care training was positively
associated with dementia knowledge. The sense of competence is the
caregiver’s feeling of being able to manage the caregiver role'®. The findings of
a recent systematic review suggested that the caregiver's sense of competence
may be related to lower levels of depression and distress'®. Further studies are
needed to explore why this change was significant in India, but not in Brazil, but
potential hypotheses include the small sample size who answered the

questionnaires at one-month follow-up in Brazil.

The observed changes in caregivers’ approaches to dementia and perceived
competence are promising but should be interpreted with caution due to the small
sample size and the lack of a control group. Furthermore, the quantitative
outcome measures used were not validated for use in the sample populations. A
large-scale randomised controlled trial using culturally appropriate outcome
measures is needed to explore efficacy. Trials should also involve a more detailed

examination of attrition.



The ongoing coronavirus disease 2019 necessitated online delivery of DAC.
Attending in person can be associated with practical barriers such as transport
access for dementia caregivers®®. Nonetheless, online delivery may have
resulted in a self-selecting sample, who all had access to technology and were
more likely to be educated to a higher level. This indicates that the sample may
not have been representative of the general population in these countries.
Furthermore, although we delivered DAC online and recruited caregivers
nationwide in Brazil, all Brazilian caregivers who took part in the study lived in
Southeast and South Brazil, and caregivers in India were recruited in Chennai.

Finally, despite efforts to do so, it was not possible to conduct any qualitative
interviews in India during the pandemic, due to lack of staff to handle the
interviews. In Brazil, it was not possible to interview caregivers who attended the
course but did not respond to posttest assessments. To mitigate this potential
source of bias, caregivers from both countries were contacted by telephone calls
to gather reasons for not responding to the questionnaires. Most commonly,
carers reported they had forgotten to fill in the questionnaires due to time

constraints.

A large-scale randomised controlled trial is needed to explore intervention
efficacy. Future trials should aim to include both in-person and online delivery to
account for differences in the ability to access an online course and preference
for the format of the intervention. Trials should also evaluate the cost-
effectiveness of DAC. Its brief duration and group focus offer promise as a cost-

effective intervention.

DAC-International has proved to be a feasible template to the development of
online interventions specifically designed to improve dementia awareness among
family caregivers across countries. It offers a standardized yet flexible
methodology that can be tailored to account for pre-existing knowledge of
dementia. Results here suggest online delivery in Brazil and India is feasible and
acceptable. The observed improvements in attitudes to dementia, communication
with PwD, and caregiver competence are promising. Efficacy and cost-
effectiveness should now be evaluated through a randomised controlled trial.
Offering a proactive approach at the outset, as opposed to a reactive approach

once problems develop; offers a positive approach to dementia care.
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FIGURE LEGEND
Figure 1. Flow of participants through the study.
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Table 1. Baseline demographic characteristics.

Results are n (%) unless specified otherwise Total (n=70)
Age — mean (range) 51 (27-72)
Sex

Male 25 (35.2)
Female 45 (63.4)

Site

Chennai (India) 35 (50.0)
Brazil 35 (50.0)
Ethnicity

Indian 36 (51.4)
White 25 (35.7)
Black 3(4.3)

Other 7 (10.0)
Education level

None 1 (1.4)
Minimal 1 (1.4)
Completed primary 6 (8.5)
Completed secondary 48 (67.6)
Completed tertiary 14 (19.7)
Marital status

Single 8 (11.3)
Married 51 (71.8)
Widowed 3 (4.2)
Divorced 3 (4.2)
Living with partner 5 (7.0)
Relationship to person with dementia

Spouse 8 (11.3)
Son / daughter 45 (63.4)
Son-in-law / Daughter-in-law 5 (7.0)
Other relative 7 (9.9)
Friend 1 (1.4)
Other 4 (5.6)
Living with person with dementia

Yes 40 (56.3)
No 30 (42.3)
Other dependents

None 41 (57.7)
Yes (children) 17 (23.9)
Yes (adult) 12 (16.9)
Supported by other carers

0 4 (5.6)
1 24 (33.8)
2 25 (35.2)
3 14 (19.7)
4 3 (4.2)

n = total number of participants



Table 2. Satisfaction questionnaire applied immediately after the intervention

Results are n (%) Strongly Agree Neither  Disagree Strongly
agree disagree

The atmosphere of the course 32 (45.1) 22 (31.0) 0 0 0

was pleasant

My questions have been 20 (28.2) 32 (45.1) 2 (2.8) 0 0

completely answered

| feel more confident about my 18 (25.4) 28 (39.4) 8(11.3) 0 0

skills in caring for a person

with dementia after

completing this course.

The course gave me new 19 (26.8) 33 (46.5) 2(2.8) 0 0

ideas on how to care for

someone with dementia.

| have a better understanding 21 (29.6) 30 (42.3) 3(4.2) 0 0

of the changes in thinking that

are associated with dementia

after completing the course.

| am more confident and 19 (26.8) 29 (40.8) 6 (8.5) 0 0

comfortable in communicating
with the person with dementia
since completing this course.




Table 3. Qualitative Content analysis of Intervention Data

Category 1: Expectations about DAC

Examples

Subcategory 1.1: Understanding dementia
e To receive information and increase
knowledge
e Toincrease awareness

“l expected to increase my knowledge
about the disease and this course was
undoubtedly a great beginning.” (C14)

“I didn't have much expectations, but, as
I didn't know too much about the
subject, | expected that anything that
would be taught to me would already be
very useful. However, | learned much
more than what | expected.” (C25)

“Yes. | wanted to understand about
dementia and its effects. My awareness
has increased with this session.” (C26)

Subcategory 1.2: Managing challenging behaviour
e Tolearn how to deal with PwD
e To develop coping strategies

“I hoped to find tips on how to engage
my father as well as how to deal with the
apathy that he seems to have from time
to time.” (C39)

“The expert guidance provided
enhanced my confidence” (C32)

Subcategory 1.3: How to engage PwD
e To learn activities to engage PwD
e To learn how to be respectful with PwD

“I am starting on new practices while the
PwD is fully aware.” (C38)

“I learnt how to be respectful with Pw.D”
(C9)

Category 2: Most helpful part of DAC

Subcategory 2.1: Sharing experiences
e Exchanging ideas with other caregivers
o Knowing that there are others with similar
issues

“Hearing about better methods of
handling from other patrticipants.” (C26)

“Knowing that others were involving the
person with dementia in similar activities
and were handling issues in a similar
manner.”

Subcategory 2.2: Understanding dementia
e Better understanding on how to assist
PwD and how to manage caregiver stress
e All content was useful to increase
understanding
e Learning do’s and don’ts
o Accepting reality

“To understand difference between
types of dementia.”

“I liked all the three modules with
interesting information and debates.”
(C7)

“A clear view on how we have to change
ourselves in taking care of a patient with
dementia.” (C54)

“Accepting reality.” (C34)

Subcategory 2.3: The method of delivery
e Professionals’ clear and empathic
explanations and answers to questions
e Theoretical part based on scientific
evidence
e Presentation of case studies

“I liked the explanation by hosts and
interaction with them.” (C25)

“Coordinators were very friendly and
explained all of the details very
patiently.” (C52)

“Reference to research and sources of
information.” (C23)




“The case studies helped to understand
the exposed ideas. | took a lot of notes
to review the contents later.” (C7)

Category 3: Least helpful part of DAC

Subcategory 3.1: Content

Nothing to declare
Content

“I found everything useful” (C8)

“The course showed the basics, which |
was already familiar with.” (C51)

Subcategory 3.2: Sharing experiences

“Individuals using the course as tele-
consultation” (C43)

Subcategory 3.3: Time management

“Maybe due to time, the last part, in
which you told about the Alzheimer
Associations that could be helpful to
treatment - the time passed by very fast,
and you brought less information.” (C17)

Category 4: Recommended changes to the sessions

Subcategory 4.1: Content

Add information about behavioural and

psychological symptoms of dementia

Add caregivers’ curiosities
Add information about caregiver burden

Nothing to add

“Yes, | was going to ask but didn't do
during the course, are there moments of
lucidity among people with Alzheimer's
disease? Sometimes | have this feeling.”
(C4)

Subcategory 4.2: Format of the course

Format was overall satisfactory, practical
and didactical

Course should have more time (longer
sessions or one more session)

Course should have more participants
and more interaction

Course should have slides or booklets to
share with other people

| don’t know

“Ideal session for a small group. Very
interactive session with group activities.”
(C18)

“Good format. Great number of
participants. You could, maybe, have
one more day to have more time and to
deal with some issues in a slower pace.”
(C20)

“I found it was good. | suggest
enhancing the number of hours so that
you could teach more content.” (C18)

Category 4: Changes in one month

Subcategory 4.1: Increased engagement

“I kept my routine, letting her participate
of activities as possible and motivating
her to continue having yoga classes,
painting watercolour, and talking a lot
with her!” (C4)

“I got more compassionate, more patient
and had quicker response to her needs
and demands. | continued to involve her
in small household chores like cutting
vegetables, washing few utensils,
assisting my wife in cooking, daily puja
ritual. | make her watch devotional
channels on TV, take her out for short
trips” (C43)




Table 4. Comparison between baseline and post-intervention and one-month follow-up.

Outcome n Pre- 1-month Mean difference Effect size p-
intervention intervention follow-up (95% CI) (95% Cl) value
mean (SD) mean (SD) mean (SD)

ADQ-19 (19-96) 54 66.78 (7.09) 71.57 (7.30) - -4.80 (-6.65, -2.95) -0.70 (-0.99, -0.40) <.001
Brazil 24 68.54 (7.27) 73.04 (8.18) - -4.50 (-6.89, -2.10) -0.79 (-1.25,-0.33) <.001
India 30 65.37(6.72) 70.40 (6.40) - -5.03 (-7.88, -2.18) -0.66 (-1.05,-0.26) .001

SSCAQ (7-35) 39 21.95(5.53) 23.41 (5.19) -1.46 (-2.85,-0.09) -0.34 (-0.65,-0.02) .04
Brazil 14 24.00 (6.09) 24.50 (4.24) -0.50 (-2.87,1.87) -0.12(-0.64,-0.41) .66
India 25 20.80 (4.95) 22.80 (5.63) -2.00 (-3.79, -0.21) -0.46 (-0.87,-0.04) .03

DemCarES (17-51) 39 27.49 (7.81) 27.15 (4.66) 0.33 (-1.65, 2.32) 0.05 (-0.26, 0.36) .74
Brazil 14 29.93 (8.44) 27.79 (4.63) 2.14 (-1.25, 5.53) 0.36 (-0.18, 0.90) 19
India 25 26.12(7.25) 26.80 (4.73) -0.68 (-3.21, 1.85)  -0.11 (-0.50, 0.28) .58

ADQ-19: Approaches to Dementia Questionnaire; SSCQ: Short Sense of Competence Questionnaire; DemCarES: Dementia Caregiver

Experience Assessment Schedule. The positive maximum scale score is underlined.



