Received: 12 July 2021

Revised: 21 December 2021

Accepted: 25 December 2021

DOI: 10.1111/ppc.13025

ORIGINAL ARTICLE

S N neeEs WILEY

“Living Together with Dementia”—A psychoeducational group
programme for family caregivers

Lia Sousa RMHN, MSc, PhD?2 ® |
Carme Ferré-Grau MSc, PhD, RN>
Sérgio Pimenta RMNH, MSc’

Carlos Sequeira RMHN, MSc, PhD3* ® |
| Rita Costa RMNH, MSc” |
| Susana Silva RMNH, MSc” | Luis Graca MSc, PhD, RN2

1Department of Health Sciences, Professor at Vale do Ave Health School—IPSN/CESPU, Vila Nova de Famalicao

2Department of Nursing, Post-Doc Researcher at Universitat Rovira i Virgili (Tarragona, Spain), CINTESIS-FMUP researcher. Portuguese Society of Mental Health
Nursing Board Member, Editorial Coordinator of Portuguese Journal of Mental Health Nursing, Vila Nova de Famalicdo, Portugal

3Department of Nursing, Coordinator Professor at Porto Nursing School—Coordinator Scientific Pedagogical Unit, “Management of Signs & Symptoms”, Porto,

Portugal

“Department of Nursing, Coordinator Group of Nursing Research—Research Unit—CINTESIS—Faculty of Medicine, University of Porto, Director of Portuguese
Journal of Mental Health Nursing; President of The Portuguese Society of Mental Health Nursing, Porto, Portugal

5Department of Nursing, University Rovira i Virgili, Tarragona, Spain

6Department of Nursing, Member of Accredited Research Group of Advanced Nursing of URV, Coordinator of the PhD of Research in Nursing Science from the URV,

Tarragona, Spain

7Group of Mental Health Nursing, Community Care Unit of Senhora da Hora, ULS Matosinhos, Matosinhos, Portugal

8Department of Nursing, Coordinator Professor at Viana do Castelo Health School, Viana do Castelo, Portugal

Correspondence

Sousa, Lia, RMHN, MSc, PhD, Professor at Vale
do Ave Health School—IPSN/CESPU, Post-Doc
Researcher at Universitat Rovira i Virgili
(Tarragona, Spain), CINTESIS-FMUP
researcher, Portuguese Society of Mental
Health Nursing Board Member. Editorial
Coordinator of Portuguese Journal of Mental
Health Nursing, Rua José Anténio Vidal, 81,
4760-409 Vila Nova de Famalicdo, Portugal.
Email: lia.sousa@ipsn.cespu.pt

1 | INTRODUCTION

Around 50 million people worldwide live with dementia, and nearly
10 million new cases are diagnosed every year. The World Health
Organization (World Health Organization, 2020) has estimated an
increase of cases to 82 million by 2030 and 152 million by 2050. This
demographic context turns dementia into a public health priority.

Abstract

Purpose: To evaluate the effectiveness of the psychoeducational programme “Living
together with dementia” applied to a group of family caregivers of people with
dementia.

Design and Methods: A quasi-experimental study with pretest and posttest and a
4-month follow-up. Fifteen family caregivers of people with dementia were
recruited in a community care unit in northern Portugal.

Results: A positive and statistically significant impact on these caregivers' burden
was found.

Practice Implications: The programme could be an important mechanism to train

family caregivers of home-dwelling people with dementia.

KEYWORDS
dementia, family caregivers, nursing, training programmes

Dementia is a progressive degenerative syndrome that evolves in
three stages—early, middle, and late. Each stage comprises a complex
set of symptoms that translates into different needs. The complexity
of this syndrome implies that most people with dementia need the
support of a caregiver, which often is a family member.

Being the family caregiver of a person with dementia is a de-

manding role that carries a set of physical, emotional, financial, and
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social difficulties (WHO, 2020). These difficulties are reflected in
needs and problems that family caregivers encounter and that are
associated with psychological and behavioural symptoms of dementia
expressed in the early and middle stages of the disease (Sousa
et al, 2017).

Thus, it is crucial to work with the family caregivers of people
with dementia. Training these carers for their role and providing
emotional support is paramount. Psychoeducation is an example of
an intervention strategy used with these caregivers. Psychoeduca-
tional interventions seem to aid in reducing burden and depression,
improving subjective well-being, and increasing knowledge and abil-
ities of the family caregiver (Pinquart & Sorensen, 2003; Silva
et al., 2018).

Psychoeducational programmes can be developed and applied
individually or in groups since both modalities benefit family care-
givers substantially. Group interventions require the commitment and
participation of the family caregivers during the sessions to foster
social interaction and establish a vital support mechanism for sharing
their experiences (Samia et al., 2012).

According to the Organization for Economic Co-operation and
Development (OECD), Portugal is reported to have more cases of
dementia (20 per thousand), but still scarce systematic training pro-
grammes for family caregivers of people with dementia (Organisation
for Economic Co-operation and Development, 2017).

The programme “Living Together With Dementia” is a psychoe-
ducational approach to empower caregivers of home-dwelling people
with early or moderate stage dementia. The entire programme was
built and validated within a conceptual framework using a focus
group, integrative literature review, and a Delphi study (Sousa
et al., 2018, 2016a, 2016b). A randomised controlled trial protocol
was developed to address its experimental validation, after which a
short-term efficacy study took place (Sousa et al., 2020).

Initially, this programme was built and validated to be applied
individually, showing positive results, mainly reducing the burden on
caregivers (Sousa et al., 2020). However, its individualised application
leads to some constraints in clinical practice, such as longer inter-
vention time, fewer caregivers included and a greater expenditure of
human resources and time. Therefore, we aim to validate this pro-

gramme for group application.

2 | AIM

To evaluate the effectiveness of the programme "Living together with
dementia" applied to a group of family caregivers of home-dwelling

people with early to moderate stage dementia.

3 | MATERIALS AND METHODS

A quasi-experimental study with pretest and posttest and a 4-month
follow-up was conducted. The study was carried out in a community
care unit in northern Portugal.

3.1 | Participants

Any participant in the study had to meet two inclusion criteria: (1) be
the primary caregiver of a person with early to moderate stage de-
menti and (2) be sufficiently literate. Any participant caring for a
person with late-stage dementia or other mental disorders was
excluded.

3.2 | Recruitment

Overall, 15 participants were recruited by intentional sampling during
September, October, and November 2019. The attending physician
referred participants who met the inclusion criteria to the mental

health nursing team of the community care unit.

3.3 | Ethical considerations

The study was approved in June 2019 by the care unit's Adminis-
tration Board (No. 102/19/SGC) and by the institution's Health
Ethics Committee (No. 56/CE/JAS). All those participating in the
study signed an informed consent form required by the health in-
stitution. The Helsinki Declaration ethical principles were followed

throughout the process.

3.4 | The programme “Living Together with
Dementia”

The first validated version of the programme includes an individual
intervention (Sousa et al., 2020). This study sought to validate its
effectiveness through a group approach. The present version was a
psychoeducational programme developed and applied by nurses
specialising in mental health and psychiatry to train the family care-
giver caring for home-dwelling people with initial or moderate de-
mentia. “Living Together with Dementia” was a 7-week programme
comprising seven weekly individual sessions of about 60/90 min
each. The sessions encompassed topics such as dementia, its stages
and symptoms; communication and behaviour management; phar-
macologic intervention; emotions, expectations and demands of
performing the role of a caregiver; assistance strategies for the basic
and instrumental daily life activities; cognitive stimulation and en-
vironment management; coping strategies and problem-solving
techniques; management of the caregiver's physical and mental
health condition; and resources available in the community.

The researchers (three mental health and psychiatry nurses) who
applied the programme were the same throughout the entire process
to curtail distortion. The participants were assessed at the beginning
of the study (T1), at the end of the programme—after 7 weeks (T2),
and at a 4-month follow-up (T3). The programme was implemented
from December 2019 to January 2020. After the programme was
completed, the family caregivers maintained telephone contact with
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the mental health and psychiatric nursing team. The nursing team
also made weekly home visits; however, due to the COVID-19 out-
break and the physical restrictions imposed, visits were suspended

from March 2020, and only telephone contacts were maintained.

3.5 | Outcomes and measures

In the three evaluation moments, a questionnaire was applied to the

family caregivers composed of:

e Characteristics of the family caregiver (age, gender, schooling,
professional occupation, marital status and kinship with the person
with dementia). The care for the person with dementia was also
considered in this evaluation through questions such as “For how
long have you been a family caregiver?”; “How many hours a day
do you dedicate to the care of the person with dementia?”; “Do
you rely on any help when caring for the person with dementia?";
“On whose help do you count on?”; “What was your previous
relationship with the person with dementia?”; “Do you have any
training as a caregiver?”

e The Scale of Caregiver Burden (SCB) (validated for the Portuguese
population by Sequeira, 2007) is composed of 22 items evaluating
the objective and subjective overload of the family caregiver. The
caregiver scored each item from 1 (never) to 5 (always), and a
global score with a variation from 22 to 110 was given. A score
below 46 indicated an absence of overload, a score from 46 to
56 indicated mild overload, and a score over 56 indicated intense
overload.

e The Caregiver Assessment of Difficulties Index (CADI) (validated
for the Portuguese population by Brito, 2000; Sequeira, 2007)
comprises 30 potential queries related to the caregiver. The
caregiver scored each item from 1 (does not apply to my case) to
4 (it happens, and | find it extremely disturbing). The higher the
score, the greater the difficulties (90 is the highest score).

e The Caregiver Assessment of Satisfaction Index (CASI) (validated
for the Portuguese population by Brito, 2000; Sequeira, 2007)
comprises 30 positive items associated with care provision. The
caregiver scored each item from 1 (provides no satisfaction) to
4 (provides much satisfaction). The higher the score, the higher the
satisfaction level (120 is the highest score).

The assessment tool was composed of self-completed scales
made available to the caregivers. Time was set to fill in the form
individually and privately in the three assessment moments to reduce

assessment bias.
3.6 | Statistical analysis
The data were analysed using SPSS software 27 (SPSS® Inc.). For the

analysis of the features of the family caregivers, descriptive statistics
were reported, including means, standard deviation, absolute and

3
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relative frequencies, median and amplitude. The Student t test for
paired samples was used to compare the scores obtained in the dif-
ferent evaluation moments (the evaluation moments were compared
2 to 2). A normal distribution (Shapiro-Wilk test) and positive cor-
relation were verified between different scores at different times.
The level of confidence was set at 95% with a significance level of
5%. Given the small sample size, the effect size of the intervention
was calculated in the different stages of evaluation for each of the
variables under study. Cohen's d was used to calculate the effect size

based on the means and standard deviations.

4 | RESULTS AND DISCUSSION

The family caregivers participating in this study were mostly women,
married, with an average age of 61 years, caring for a spouse or a
descendant with dementia. Table 1 shows the participants' char-
acteristics and their profiles. These data are in accordance with the
previous study carried out to validate the individual programme and
with most of the studies conducted in this area in Portugal (Sousa
et al., 2020).

Most of the participants had assumed their role as caregivers
about three years ago and had spent an average of 18.4 h/day caring
for their relatives with dementia. These data are in line with the
OECD report (2017), suggesting that Portuguese family caregivers
are those dedicating the most time to caring for their family members
from all the OECD members.

Regarding the assessment of the difficulties of family caregivers
who participated in the study, in the initial assessment (T1), the study
showed high levels of difficulty, with an average score of 61.1 (90 is
the highest score possible). At the end of the intervention (T2), the
level of difficulties was slightly higher (62.5), and at follow-up (T3),
these difficulties were even more accentuated (63.9), although with
no statistically significant value (p = 0.435). From our perspective, the
increase observed between T1 and T2 may be explained by two
reasons. First, the programme lasted for seven weeks, and during this
period, there was probably an evolution of the dementia stage likely
to exacerbate the difficulties experienced by the caregivers. Second,
while attending the training programme, caregivers were provided
with in-depth knowledge about the pathology and its evolution which
potentially influenced their ability to identify difficulties. These re-
sults were similar to those of the individual intervention since the
experimental group demonstrated high difficulty levels at the initial
assessment, a slight decrease in the score obtained in the final as-
sessment (T2), and an increase at follow-up (T3) (Sousa et al., 2020).

When the individual application programme was validated, one
of the main limitations observed to have influenced the less positive
results obtained at follow-up was the limited accompaniment pro-
vided to family caregivers between the end of the programme and
the follow-up. A more effective contact between family caregivers
and nurses and home visits or phone contacts were recommended
(Sousa et al., 2020). In this study, the programme ended in January
2020, and the follow-up took place from April to May 2020. Until
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TABLE 1 Features of family caregivers

Variable n=15

Age Min-max = 27-84 years
Mean = 61.8 years (SD = 15.8)

Median: 61 years

Gender Female: 10 (66.7%)
Male: 5 (33.3%)

Schooling 0-4 years: 8 (53.3%)
5-12 years: 5 (33.3%)
>12 years: 2 (13.3%)

Occupation Active: 1 (6.7%)

Not Active: 14 (93.3%)

Marital status Married: 12 (80.0%)

Not married: 3 (20.0%)

Kinship with the person with Spouse: 7 (46.7%)

d ti
ementia Descending: 8 (53.3%)

Years as a caregiver Min-max: 1-10 years

Mean = 3.067 years (SD =2.2)
Median = 3 years

Hours of day providing care Min-max: 5-24 h/day

Average = 18.4 h/day (SD = 7.8)
Median: 24 h

Help in care Yes: 10 (66.7%)

No: 5 (33.3%)

Previous training as a caregiver Yes: 1 (6.7%)

No: 14 (93.3%)

Experience as a caregiver Yes: 4 (26.7%)

No: 11 (73.3%)

March, telephone contacts and home visits from the nursing team
were made to the family caregivers, as suggested in the referred
study. However, upon the COVID-19 outbreak, only telephone
contacts were carried out, which may have also contributed to the
increase in the experienced difficulties.

Table 2 displays the average scores obtained by the caregivers in
the three assessment moments regarding difficulties, overload, and
satisfaction. Table 3 compares the averages obtained in these vari-
ables at the different assessment times.

Regarding the caregiver's satisfaction, the scores obtained were
high and remained substantially the same throughout the three
evaluation moments, as observed in Table 2. The caregivers' sa-
tisfaction was always high in the individual evaluation study, but with
slight variations throughout the study (Sousa et al., 2020). The par-
ticipants showed high satisfaction in caring (approximately 92 points,
in a maximum of 120), which may be related to a good previous

TABLE 2 Average score for difficulties, satisfaction and burden
of caregivers in the three evaluation moments

CADI CASI SCB
T1 61.1 (SD 4.6) 92.5(SD 5.1) 59.5(SD 3.7)
T2 62.5 (SD 4.6) 92.7 (SD 4.1) 55.2 (SD 3.8)
T3 63.9 (SD 4.8) 91.7 (SD 3.8) 52.5 (SD 3.4)

Abbreviations: CADI, Caregiver Assessment of Difficulties Index; CASI,
Caregiver Assessment of Satisfaction Index; SCB, Scale of Caregiver
Burden.

relationship with the relative and feelings of accomplishment asso-
ciated with the care process (Sanchez-Izquierdo et al., 2012). Another
aspect that can influence the caregivers' levels of satisfaction is the
level of dependence of the person with dementia. Since this study
focused on family caregivers of people with early to moderate de-
mentia, physical dependence was mild, which may contribute to
higher levels of satisfaction (Sanchez-lzquierdo et al., 2012; Sousa
et al., 2020).

As for the caregiver burden, it was found that in T1, the parti-
cipants had high burden levels (59.5 points). In the final assessment
(T2), there was an important decrease to 55.2 points, representing a
moderate overload. In the follow-up (T3), the participants maintained
a moderate overload, although with an even lower average score of
52.5 points. The decrease in overload from the initial assessment to
the follow-up was statistically significant (p = 0.042).

These results reinforce the premise pointed out by several stu-
dies that psychoeducation programmes positively impact caregivers'
burden (Chien et al., 2011; Lopes & Cachioni, 2012; Silva et al., 2018).
In the individual version of the programme “Living together with
dementia,” there was also a statistically significant improvement in
burden between the initial assessment and the final assessment, al-
though with an increase in the burden at follow-up (Sousa
et al., 2020). This significant improvement in overload might be ex-
plained by the increase in the caregivers' knowledge, the develop-
ment and application of coping strategies and an adaptation over
time to the transition to the caregiver's role.

Considering the small sample size of the study, we have calcu-
lated the effect size of the intervention to better understand and
interpret the meaning of the statistical tests applied. Thus, overall
there was a medium-size effect of the intervention (between 0.4 and
0.7), as seen in Table 4. This result may indicate that the group ver-
sion of the programme has potential and should be validated in a

larger sample of caregivers.

5 | CONCLUSION

This study validated the programme “Living Together with Dementia”
applied in groups within a community context. The main findings are
the positive and statistically significant impact of the intervention on
caregivers' burden. However, we did not obtain statistically robust
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. : . k CADI CASI SCB
obtained in the different evaluation Evaluation Mean Mean Mean
moments moments difference (SD) p difference (SD) p difference (SD) p
T1 > T2 -1.3 (6.03) 0.406 -0.3 (12.22) 0.934 4.3 (11.11) 0.153
T2 > T3 - 1.4 (10.53) 0.615 -1.0 (2.48) 0.140 2.7 (6.99) 0.161
T1->T3 2.7 (13.18) 0.435 0.7 (12.23) 0.820 -7.0(12.12) 0.042

Abbreviations: CADI, Caregiver Assessment of Difficulties Index; CASI, Caregiver Assessment of
Satisfaction Index; SCB, Scale of CaregiverBurden.

TABLE 4 Results of the effect size calculation

CADI CAsI ESC
Evaluation moments Cohen'sd  Cohen's d Cohen's d
T1-> T2 -0.22 -0.22 0.39
T2 > T3 -0.13 0.40 0.38
T1—> T3 -0.21 0.06 0.58

Power analysis

Power =0.543 Effect size=0.573 SD=12.2

Abbreviations: CADI, Caregiver Assessment of Difficulties Index; CASI,
Caregiver Assessment of Satisfaction Index.

results, probably due to the small sample size, which is the main
limitation of this study. Nevertheless, the psychoeducational pro-
gramme ‘“Living Together with Dementia” could be an important
mechanism to train family caregivers of home-dwelling people with
dementia. Therefore, it is critical to continue using this programme in
the community and consider conducting a randomised controlled trial

to enhance the use of its results.

6 | IMPLICATIONS FOR NURSING
PRACTICE

Nurses are an important workforce to implement nursing interven-
tions to empower family caregivers. This programme could be an
important tool to train family caregivers of home-dwelling people
with dementia. Particularly in the Portuguese context, where there is
a culture of caring in the family, and social responses are scarce, the
training of family caregivers is essential. Thus, we believe that this
programme helps fill the care gap for family caregivers of people with
dementia and could be used as a guideline for intervention by nurses,

particularly by mental health and psychiatric nurses.
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