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Introduction. With the aging of the population, an in-
creasing number of people have dementia, most of whom are
receiving home care. Caregivers are exposed to a variety of
stressors, which may lead to feeling burdened, or to depres-
sion and anxiety. Various programs or structured interven-
tions have been developed to prevent or lessen these negative
consequences. The efficacy of these interventions is debated,
mainly due to methodological differences between studies.
Review studies so far have presented important discrepancies,
thus perpetuating a lack of clarity regarding this important
geriatric care problem. The effectiveness of interventions de-
signed to prevent or reduce the burden and/or symptoms of
anxiety and depression in informal caregivers are reviewed
precisely and rigorously.

Methods. A systematic review of randomized controlled
studies assessing the efficacy of structured interventions on
the variables of burden, depression and anxiety in informal
caregivers of patients with dementia.

Results. The literature search yielded 997 references, of
which 35 met the screening criteria. Of these studies, 51.4%
had results that were statistically favorable to intervention.
The methodology used varied widely between studies.

Conclusions. Overall, the available evidence favors the
implementation of structured intervention programs,
although the results are heterogeneous. Psychoeducational
interventions yield better results and can be better adapted
to the needs of caregivers.
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Intervenciones en el cuidador del enfermo con
demencia

Introduccion. El envejecimiento de la poblaciéon trae
aparejado un aumento del numero de personas afectadas de
demencia. La mayoria de estas personas son atendidas en el
domicilio. Sus cuidadores se ven expuestos a toda una serie
de factores estresantes, de los que se deriva la aparicion de
sobrecarga, depresion y ansiedad. Se han desarrollado diver-
sos programas o intervenciones estructuradas destinadas a
prevenir o reducir estas consecuencias negativas. La eficacia
de estas intervenciones es objeto de discusion, debido prin-
cipalmente a las diferencias metodoldgicas entre estudios.
Los trabajos de revision realizados hasta ahora también pre-
sentan importantes diferencias entre si, lo que contribuye a
perpetuar la falta de claridad en este importante problema
asistencial geriatrico. Se revisan de manera precisa y rigu-
rosa la eficacia de las intervenciones destinadas a prevenir
o reducir la sobrecarga del cuidador, y/o la sintomatologia
ansiosa y depresiva del cuidador informal.

Metodologia. Revision sistematica de estudios contro-
lados y aleatorizados que valoran la eficacia de las interven-
ciones en cuidadores informales de pacientes con demencia
en las variables de sobrecarga, depresion y ansiedad.

Resultados. La busqueda bibliografica obtuvo 997 tra-
bajos, de los que 35 cumplian con los criterios de seleccion.
El 51,4% de los trabajos presentaron resultados estadistica-
mente favorables a la intervencion. Existe una gran variabi-
lidad en la metodologia empleada.

Conclusiones. En conjunto, la evidencia disponible fa-
vorece la aplicacion de programas estructurados de inter-
vencion, si bien existe una amplia heterogeneidad de resul-
tados. Las intervenciones psicoeducativas ofrecen mejores
resultados, y se adaptan mejor a las necesidades de los cui-
dadores.

Palabras clave: Cuidador, Sobrecarga, Demencia, Alzheimer, Intervencion
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INTRODUCTION

According to the latest report, Alzheimer's Disease
International World Alzheimer Report 2012, an estimated 36
million people worldwide have some form of dementia. This
figure is expected to double every 20 years and reach 66
million in 2030."

In Spain, a 2008 report from the Ministry of Social
Affairs provides data from a current population of 7.4
million people over age 65 years, of which 31.9% had some
kind of dependency. It is estimated that more than one-half
million cases are related to dementia.? Based on these data,
the dementias in general can be considered a major priority
for present and future social and health care.

Although there are several options for patient care, they
are insufficient and the family and patients often are
reluctant to use them.? The family thus becomes the primary
provider of care. Several reports confirm that approximately
85% of patients with dementia are cared for exclusively by
their families in their own homes.?* In most cases, the profile
of the caregiver is a woman aged 45 to 70 years old who
dedicates an average of 12 hours a day to caring for the
patient.>¢In most cases, these caregivers do not have enough
information about the illness or they lack previous experience
in caring for such a patient.

Although these caregivers may experience positive
intrinsic reinforcement and develop positive coping
strategies that help them cope with the task of caregiving,”®
negative consequences are also frequent, such as physical
wear,® financial effects,’® social isolation,’" or emotional
changes.'”?” The emotional changes have been studied in
depth in several review papers in which it is reported that
25% to 30% of caregivers experience anxiety, 15% to 20%
have depressive symptoms,'>'® and about 73% experience
emotional stress or feel burdened.™

The occurrence of this type of psychiatric disorders and
the emotional burnout of caregivers can affect the patient,
accelerating the process of institutionalization, among other
negative consequences (e.g., abuse, physical restraint, and
others).”™

In order to prevent and reduce these negative conse-
quences, various programs and structured interventions
have been developed with the specific aim of increasing
knowledge about the illness, caregiving skills, the search for
support, and the caregiver's own self-care.'®

An attempt has been made to categorize and evaluate
the effect of these interventions in several review papers.'’-2?
However, these reviews draw from substantially different
methodological designs, for instance, in terms of the refer-
ence selection criteria, samples used, classification of inter-

ventions, definition of intervention models, choice of out-
come variables, and others. This is an obstacle to the reliable
interpretation and comparison of results. The same can be
said of the meta-analyses.2"? For example, Knight?** com-
bines different types of interventions and outcome varia-
bles. Sorensen?® and Zabalegui?? use samples from older
adults who have different pathologies, in which the condi-
tions and demands for care may be different. Brodaty?®
combine outcome variables under the general designation
of "psychological morbidity." Many of these meta-analy-
ses6222627 nclude studies using nonexperimental methods,
which can lead to substantial bias.?®

For our review of the literature, we examined and
updated the available evidence about the effectiveness of
the interventions that have been developed to reduce and/
or prevent the adverse psychological effects (depression,
anxiety, and feeling over-burdened) that informal caregivers
of patients with dementia may experience®'?2 by using more
accurate and reliable methodological criteria.

OBJECTIVE, SUBJECTS, AND METHODS

This aim of this study was to conduct a systematic
review of the effectiveness of intervention programs (IPs)
applied to the informal caregivers of patients with dementia
living at home.

Only evidence of the highest quality (level 1) was
considered for this review,? i.e., randomized controlled
trials with quantitative data on the efficacy of the
interventions measured with outcome variables that are
widely used, validated in clinical practice, and refer to the
psychological distress of caregivers (anxiety, depression,
and feeling over-burdened). Possible studies were identified
by systematically searching the following databases:
Medline, Embase, PsycINFO, PsycARTICLES, and Cochrane
Central. The search terms used were the combination of
the following descriptors: [(caregiver OR care giver OR
spouse OR family) AND (dementia OR alzheimer OR
cognitive impairment) AND (intervention OR program OR
therapy OR treatment OR psychoeducation OR information
OR education OR counseling OR support)]. The searches
were restricted to studies conducted with the methodology
described above (randomized and controlled), published up
to May 31, 2013.

The studies included in the review had to satisfy the
following selection criteria.

Inclusion criteria:
a) Randomized controlled trials

b) A sample of informal caregivers of patients with de-
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mentia living in the community

¢) A sufficiently detailed description of a standardized in-
tervention program (content of sessions, number of
meetings, length, format, etc.)

d) Evaluation of the effects of intervention using validated
quantitative scales to measure any of these psychologi-
cal constructs: depression, anxiety, or feeling over-bur-
dened.

Exclusion criteria:

a) Studies with analysis carried out with sample data al-
ready published in earlier studies and not providing
additional evidence

b) Studies using increased formal support as a key element
of the intervention

¢) Studies whose main objective was to train healthcare
professionals and measure the effects on the caregiver.

The texts were screened by independent peer review. If
there was a lack of consensus among researchers, a third
reviewer was recruited.

997
Potentially relevant
references
374
Repeated references
623
References
473
References eliminated after
reading abstract
150
References
115
References eliminated based
on selection criteria after
reading full text
35

Studies selected

Figure 1 Flowchart of reference selection process

RESULTS

The searches identified 997 texts that could be included,
of which 374 were repeated references and 473 were articles
that were excluded after reading the summary because they
did not satisfy the objectives established for the review.
After reading the full text of the remaining references, 38
articles were identified that met the selection criteria.

Three references were eliminated because they analyzed
data reported in other publications.®*32 Thirty-five studies
were finally selected (Figure 1).

The independent evaluators had a very good level of
agreement (Kappa index 0.96).

Based on the content of the interventions, the selected
studies were grouped into the following categories:

Nonprofessional support or support groups: group
interventions consisting of informal caregivers whose main
objective is to share experiences about care and common
problems, and to offer mutual support.®

Counseling: a professional support intervention for the
caregiver and family aimed at helping them understand the
process of the illness, i.e., the symptoms, consequences, and
caregiver reactions,” and offering possible solutions for the
specific problems identified.

Psychoeducation: programs focused on improving
understanding of the illness, self-care, and patient care. This
category differs from the rest because it includes techniques
specifically aimed at understanding and alleviating the
mental distress of the caregiver (stress management,
relaxation, thought control, self-control techniques, etc).

In order to facilitate reading and understanding, the
results are presented in two ways: a) summarized according
to the outcome variable (Table 1) and b) by more extensively
describing the characteristics of each study according to the
intervention category (Table 2).

Depression

Data were collected from 24 studies on the outcome
variable "depression.” Most of these studies (62.5%) used the
Center for Epidemiologic Studies Depression Scale** to
measure their results.

Two studies presented the results of support
interventions.®*¢ In the study by Mahoney,*® a telephone
helpline was provided so that caregivers could participate in
a support group and receive professional help and
information about the illness. In general terms, no
statistically significant differences were found. In the study
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Table 1 ‘ Summary of the results of studies assessing the effectiveness of interventions in caregivers of
patients with dementia

Study Depression Burden Anxiety

Support

Winter & Gitlin, 2006 © -
Martin-Cook et al., 2003 © = -

Counseling

Zarit et al., 1987 (©®) -

Gaugler et al., 2008 ©7 a* +
Mittelman et al., 2008 ©® +

Dias et al., 2008 © -
Gavrilova et al., 2009 © +
Fortinsky et al., 2009 © - _
Guerra et al., 2011 (©® +

Joling et al., 2012 9 - - _
Waldorff et al. 2012 4V -
Psychoeducation

Hébert et al., 1994 2 = - _
Gendron et al., 1996 “¥ = - -

Ostwald et al., 1999 “4 = +
Marriot et al., 2000 “® +
Coon et al,, 2003 *? =
Burns et al., 2003 “9 +
Gallagher-Thompson et al. 2003 #® +

Hebert et al., 2003 7 - -
Martin-Cook et al., 2003 9 -

Davis et al., 2004 - +

Akkerman €t Ostwald, 2004 7 +
Losada-Baltar et al., 2004 ©" =

Gonyea et al., 2006 © _

Gallagher-Thompson et al., 2007 3 +
Finkel et al., 2007 ©? +
Méarquez-Gonzélez et al., 2007 +
Chien & Lee, 2008 ©¥ +
Martin-Carrasco et al., 2009 © +

Gallagher-Thompson et al., 2010 ©¥ -

Gitlin et al., 2010 €% + +
Kurz et al., 2010 ©9 =
Chien & Lee, 2011 ©3) +
De Rotrou et al., 2011 72 -
Losada et al., 2011 7 4

+: Statistically significant results. -: Statistically nonsignificant results.
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Table 2 Experimental studies that evaluate the effects of interventions in informal caregivers of patients with
dementia
Study Sample Interventions Scales Results
initial
(N: 1G/CG)
Apoyo

Winter & Gitlin, 2006 ©®

Mahoney et al., 2003 9

Zarit et al., 1987 ©9

Gaugler et al., 2008 ©7

Mittelman et al., 20086®)

Dias et al., 2008 ©

Gavrilova et al., 2009 ©)

IG: telephone support group (1 hour weekly)
CG: usual treatment

IG: telephone support system offering
caregivers emotional support and
information about aspects related with
the disease and behavioral aspects of the
patient for 12 months. Caregivers used the
service for a mean of 55 minutes

CG: usual treatment

IG: individual counseling program lasting 8
weeks with information about the illness,
problem solving techniques, and search
for services and support. In one session, a
family member of the caregiver is included
CG: similar intervention in group format
and in a more open format called support
CG: waiting list

IG: individual-family counseling and group
support for 4 months (6 sessions).
CG: usual treatment

IG: 5 counseling sessions: 2 individual, 3
family, counseling on demand during 3
months

CG: usual treatment

IG: personalized intervention with
information about the illness, education on
the behavior management of the patient,
group and personal support, medical follow-
up

CG: waiting list

IG: personalized intervention consisting of 3
modules (assessment, basic education, and
behavioral management training) in five
weekly 1.5-hour sessions

CG: usual treatment

Depression: 20-
CESD

Anxiety: STAI
Depression: 20-
CESD

Burden: 22-7BI

Burden: 15-ZBlI
Depression: 30-
GDS

Depression: BDI

Burden: 22-7BI

Burden: 22-7BI

No significant changes at 6
months

No significant changes

were observed in any of the
outcome variables, except for
participants who had worse
scores at baseline

No significant changes
observed at the post-
treatment visit or follow-up
visit at one year

Significant improvement

in depression and burden
variables over a period of 9.5
years

Improvement at 24 months
versus control group

Nonsignificant reduction at 3
and 6 months of intervention

Significant improvement
(p=0.01) in the experimental
group compared to the
control group at 6 months
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Table 2 Continuation
Study Sample Interventions Scales Results
initial
(N: 1G/CG)

Fortinsky et al., 2009 ¢ 84:54/30  IG: monthly individualized contact with Burden: 22-7BI At 12 months, no significant
a therapist for 12 months (plan of action, Depression: 20- improvement in the
information about the illness, available CESD depression (p=0.41) and
services, etc.) burden (p=0.73) variables
CG: information about the illness and
available services

Guerra et al., 2011 © 56:27/29  IG: personalized intervention consisting of 3 Burden: 22-ZBI Significant changes were
modules (assessment, basic education, and observed in the burden
behavioral management training) for five variable (p<0.001)
weekly 30-minute sessions
CG: usual treatment

Joling et al., 2012 49 192:96/96 1G: 6 family counseling sessions where Depression: 20- No decrease in the risk

Waldorff et al. 2012 “V

Psychoeducation

Hébert et al., 1994 “2

Gendron et al., 1996 “3)

Ostwald et al., 1999 “4

330:167/163

41:23/18

35:17/18

117:72/45

information about problem-solving
techniques, family networks, and emotional
and instrumental support was offered

CG: usual treatment

IG: 7 or more counseling sessions,
complemented by more than 3 information
sessions and telephone follow-up with up
to 8 calls

CG: support group

IG: Eight 3-hour group sessions with
information about the illness, problem-
solving, role-playing, and relaxation
techniques

CG: option to participate in monthly
meetings of the local Alzheimer Society

IG: 8 sessions of cognitive behavioral
intervention aimed at improving coping
strategies, problem solving, cognitive
restructuring, and dysfunctional thoughts
CG: information and support group where
issues such as age, health, available services,
and others are treated

IG: 7-week (2 hours per session)
intervention in multimedia format in which
caregivers are offered information about
the illness, patient management, improved
self-efficacy, improved communication, and
problem handling

CG: waiting list

CESD
Anxiety: HADS-A
Burden: CRA

Depression: 30-
GDS

Burden: 22-7BlI
Depression: BSI
Anxiety: BSI

Anxiety: HSC
Depression: HSC
Burden: 22-ZBI

Burden: 22-7BI
Depression: 20-
CESD

of developing anxiety,
depression, or burden was
observed in the participants
in the intervention group

Significant improvement was
observed in the depression
variable at 6 months, but
this effect dissipated in the
follow-up measurement at
12 months

There were no significant
changes in any variables at 8
months

No significant changes at 6
months of the intervention

Significant changes were
observed in the burden
variable at 3 and 5 months.
The depression variable does
not indicate significant
changes

Actas Esp Psiquiatr 2014;42(6):300-14
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Table 2

Continuation

Study

Sample
initial
(N: 1G/CG)

Interventions Scales

Results

Marriot et al, 2000 “

Coon et al. 2003

Burns et al., 2003 “8

Gallagher-Thompson et
al. 2003 “®

Hébert et al., 2003 7

Martin-Cook et al.,
2003 “9

Davis et al., 2004

42:14/14[14

169:
53/64/52

76:37/39

213:108/105

116: 60/56

37:19/18

34:18/10/16

IG: 14 biweekly sessions with 3 sessions

of education on the illness, 6 for stress
management and coping training, and 5
sessions of coping with situations with the
patient

CG: Semistructured interview

CG: no intervention

Depression: BDI

IGa: 6 weekly 2-hour group sessions on
managing anger and frustration with
cognitive-behavioral content, management
of negative thoughts, and relaxation skills
training

IGb: management of depression centering
on the relation between mood and
pleasurable events

CG: waiting list

Depression:
MAACL subscale

IGa: 25 brochures on the behavioral aspects  Depression: 20-

of the patient CESD

IGb: 25 brochures on the behavioral aspects

of the patient + 12 on the management and

reduction of stress and caregiver distress

IG: ten weekly 2-hour sessions with Depression:
cognitive-behavioral management focused 20-CES-D

on controlling negative emotions, improving
communication, relaxation techniques, and
the creation of pleasurable activities

CG: weekly support group

Burden: 22-7BI
Anxiety: STAI

IG: 15 weekly sessions with content focused
on cognitive aspects of the caregiver and
coping strategies

CG: group support

IG: four weekly 2-hour group sessions

on basic aspects of the illness, behavioral
management, environmental improvement,
management of emotions, and coping skills

Depression: 20-
CESD

CG: waiting list

IG: at-home intervention with 12 weekly Burden: SCB-A
sessions to teach techniques for behavioral Depression:
management of the patient, problem GDRS

solving, management of emotions, and
relaxation techniques

IG: the same intervention by telephone.
CG: Periodic care contact

Significant changes are
observed in the intervention
group at 9 and 12 months
into the study

No significant changes
were obtained at 4 months
compared to the control

group

Lower risk of depression at
24 months in the group that
received caregiver-specific
information

The participants in the
intervention group
significantly reduced their
levels of depression versus
controls

No significant changes
versus the control group at 4
months

No statistically significant
changes between groups at 6
and 14 weeks

Significant improvement

in the burden variable in
the intervention groups. No
change in the depression
variable
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Table 2 Continuation
Study Sample Interventions Scales Results
initial
(N: 1G/CG)
Akkerman & Ostwald, 35:18/17  1G: nine 2-hour group sessions with content  Anxiety: BAI / Significant changes observed
2004 7 on anxiety control techniques (cognitive, HAM-A at the end of intervention
behavioral, and physical) (10 weeks) on both scales
CG: waiting list (p<0.01)
Losada-Baltar et al., 31:12/15/4 1Ga: cognitive-behavioral program Depression: 20- No significant changes in the
2004 ©V consisting of eight weekly 2-hour sessions CESD depression variable
for modifying dysfunctional thoughts
IGb: program of problem-solving strategies
CG: no intervention
Gonyea et al., 2006 ¥ 80:40/40  IG: intervention consisting of five weekly Burden: 12-ZBlI No significant changes versus
90-minute sessions in which participants the control group at 6 weeks
were offered information about the
illness, improving communication, creating
pleasurable events, behavior management,
and preparation for future events. All
sessions included a relaxation exercise
CG: basic information
Gallagher-Thompson et~ 45:22/23  IG: six individualized 90-minute Depression: 20- Significant reduction
al., 2007 & sessions with information about the CESD (p=0.017) in the levels
illness, behavioral management of the of depression in the
patient, control of negative thoughts, intervention group versus
communication-related issues, end of life, control group
and promotion of pleasurable moments
CG: telephone support
Finkel et al., 2007 2 36:17/19  IG: telephone intervention for 6 months Depression: 10- Significant decrease in levels
with information about resources, CESD of depression (p=0.009) at
strategies, improving communication, self- 6 months, which was more
care, and behavioral management of the marked in subjects with
patient. The intervention included group high levels of depression at
support sessions and skill training baseline
CG: basic information
Marquez-Gonzalez et 74:34/40  1G: intervention consisting of eight 2-hour Depression: Results statistically favorable
al., 2007 ©® weekly group sessions with a module for 20-CES-D for the intervention group
detection and modification of dysfunctional
thoughts and a module for other coping
skills training aimed at improving the
patient's attention capacity (search for
support, relaxation, and pleasurable
activities)
CG: waiting list
Chien €& Lee, 2008 ¢4 88: 44/44  1G: 12 bi-weekly sessions lasting hours: Burden: FCBI Significant improvement

guidance and information about dementia,
family role-playing, strengths management,
and use of community resources

CG: usual treatment

(p<0.001) in the intervention
group at 12 months

Actas Esp Psiquiatr 2014;42(6):300-14
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Table 2 ‘ Continuation
Study Sample Interventions Scales Results
initial
(N: 1G/CG)
Martin-Carrasco et al., 105: 55/60  IG: structured intervention consisting of Burden: 22-ZBlI Significant improvements
2009 © eight 90-minute sessions for 4 months with observed in the treatment
information about the illness, behavioral group at 10 months into the
management of the patient, management study (p<0.01)
of negative thoughts, improving
communication skills, and pleasurable
activities
CG: waiting list
Gallagher-Thompson et 70:36/34  1G: Informative DVD of 2.5 hours duration Depression: 20- No significant changes in the

al., 2010 ¥

Gitlin et al., 2010 9

Kurz et al., 2010 ©9

Chien & Lee, 2011 ©3)

De Rotrou et al., 2011 72

120:
114/106

121:
115/106

92: 46/46

115: 57/58

with information about the illness, caregiver
stress, behavioral management of the
patient, effective communication, resource
use, and legal aspects related to end of

life

CG: DVD with basic information on the
illness

IG: intervention with an acute intervention
of 16 weekly sessions with an occupational
therapist who develops a personalized
action plan (stress reduction, self-care, and
improved care skills) and a maintenance
phase (16-24 weeks) by telephone contacts
CG: no intervention

IG: seven 90-minute sessions with
information about the illness in its various
phases (early, middle, end) which are
completed with 6 sessions of reinforcement
CG: a counseling session

IG: 10 bi-weekly 2-hour home visits
providing information, psychological
support, social support, and problem-solving
strategies

CG: usual treatment

IG: twelve 2-hour weekly sessions with
information about the illness, problem-
solving training, coping strategies focused
on emotion, behavior management of
the patient, improving communication,
handling difficult situations, and available
resources

CG: waiting list

CESD

Depression: 10-
CESD
Burden: 12-ZBlI

Depression:

MADRS

Burden: FCBI

Burden: 22-7ZBI

intervention group

Significant reduction in
outcome variables at 16 and
24 weeks (p<0.05)

No significant changes in the
burden variable at 15 months

Significant improvement
(p<0.001) in the intervention
group at 18 months

No significant changes at 3
and 6 months
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Table 2 ‘ Continuation
Study Sample Interventions Scales Results
initial
(N: 1G/CG)
Losada et al., 2011 ©7) 167:88/79  IG: twelve weekly 2-hour group sessions Depression: Statistically favorable results
similar to the intervention described in 20-CES-D for the intervention group

Marquez-Gonzalez et al., 2007%® with
more attention to identifying the barriers
that keep them from enjoying pleasurable

activities
CG: waiting list

BAI: Beck Anxiety Inventory. BDI: Beck Depression Inventory. BSI: Brief Symptom Inventory. CRA: Caregiver Reaction Assessment. CES-D: Center

for Epidemiologic Studies Depression Scale. FCBI: Family Caregiving Burden Inventory. CG: Control group. GDS: Geriatric Depression Scale. GDRS:

Geriatric Depression Rating Scale. IG: Intervention group. HADS-A: Hospital Anxiety and Depression Scale - Anxiety. HAD-S: Hospital Anxiety and
Depression Scale. HAM-A: Hamilton Anxiety Rating Scale. HSC: Hopkins Symptom Checklist. MAACL: Multiple Affect Adjective Checklist. MADRS:
Montgomery-Asberg Depression Rating Scale. SCB-A: Screen for Caregiver Burden. STAI: State-Trait Anxiety Inventory. ZBI: Zarit Burden Interview.

of Winter3¢ no statistically significant results were obtained
at 6 months after applying the support intervention, except
for participants over 65 years old.

Among the studies assessing the effectiveness of
“"counseling” type interventions in depression,**' only the
studies of Gaugler’” and Mittelman,*® which combined
individual and family counseling for 4 and 6 months,
respectively, obtained statistically significant results for the
depression variable. Walldorf*' finds significant changes
after the intervention, but they taper off after 12 months.

In the 17 studies with psychoeducational interventions
that assessed effectiveness for depression,**-*¢8 yielded statis-
tically significant results.*546485253555758 (stwald* studied a
multimedia intervention that combines information with pa-
tient management and self-care techniques, obtaining results
that were positive but not significant. Gendron® finds little
difference after the intervention. Marriot* obtains signifi-
cantly positive results from an intervention centered on relax-
ation and coping techniques. Burns*® compares the results of
two similar interventions (Behavior Care and Enhanced Care)
in a sample of 76 caregivers. In one intervention, the caregiv-
ers were given information about the behavioral aspects of
the illness in the form of information leaflets. In the other
intervention, which includes information about stress reduc-
tion and caregiver distress, a significant reduction in the risk
of developing depression was achieved at 24 months, as well
as an improvement in the level of well-being. Martin-Cook*
assesses the effectiveness of an intervention consisting of 4
weekly sessions without finding any statistically significant
differences compared to a basic educational intervention.
Gallagher-Thompson**5* have studied the effects of an in-

tervention called CWC (“Coping with Caregiving"”), which in-
cludes a wide variety of content (i.e., information about the
disease, behavioral management of the patient, control of
negative thoughts, issues related to communication, end of
life, and encouragement to seek pleasurable moments) versus
minimum support interventions*** and information.** In the
first two studies, in which the intervention was for subjects
who were present, good results are obtained. Finally, in the
last study®* the intervention was implemented using a multi-
media format (DVD) without finding an evident advantage. In
Spain, Losada-Baltar**%8 using an intervention similar to
that of Gallagher-Thompson, focused on cognitive-behavioral
issues related to the experience of informal caregiving, and
found favorable results for the variables of stress, reduction of
dysfunctional thoughts, and depression. Meanwhile, Finkel®*
applies a psychoeducational intervention by telecommunica-
tion called CTIS (“Computer-Telephone Integration System"),
in which the caregiver receives an intervention with different
types of content: information, resource use, improved com-
munication, behavior management, and group support. The
intervention program and its novel delivery system seem to
obtain positive results at 6 months of treatment as compared
to the use of merely informative materials.

Gitlin®® proposes a 16-session intervention and reports
significant improvement (p<0.05) at 16 and 24 weeks after
starting treatment in a sample of 120 families. Finally, Kurz®®
applied a 7-session psychoeducational intervention center-
ing on the different phases (early, middle, and late) of the
illness and its difficulties, finding no significant changes in
the depression variable at 15 months of implementation.
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Burden

The effectiveness of interventions on the burden
variable is addressed in 18 studies. The predominant
measurement instrument is the Zarit scale.®® Gonyea and
Gitlin®>% use two shorter versions with 12 items.®"? Chien
and Lee®%* opt for the Family Caregiver Burden Inventory.®

The work of Zarit® is one of the first studies to assess the
effectiveness of this type of intervention. A family counseling
intervention is proposed that manages to reduce the caregiver
burden by levels that are almost statistically significant.
Gaugler®” achieves favorable results at 9.5 years with a
counseling intervention (NYUCI - New York University Caregiver
Intervention) to reduce the burden, as measured using a
modified version of the Zarit Burden Inventory. Within this
category, the studies produced by the research groups of the
"10/66" project pertaining to Alzheimer's Disease International
and led by Gavrilova® and Guerra® are noteworthy. Both apply
a personalized intervention consisting of a first stage of case
assessment, followed by basic education and training in
behavior management techniques. The intervention has been
shown to produce significant changes at 6 months in the
burden variable. Dias®® proposes a similar personalized
intervention in which caregivers receive information about the
illness, group support, and medical follow-up. The results,
however, do not show significant changes in the visits at 3 and
6 months after initiating the intervention. Meanwhile, the work
of Fortinsky and Joling®° with individual and family counseling
interventions, respectively, obtained more discrete results for
the burden variable.

Overall, the psychoeducational interventions showed
better burden results. Ostwald* finds significant changes
after implementing a psychoeducational program. Hébert™
uses an intervention centered on the cognitive aspects of
caregiver coping without observing a significant reduction
in burden levels at 4 months. Gonyea® and Martin-Carrasco®
use the same intervention designed for the first REACH
(Resources for Enhancing Alzheimer's Caregiver Health)
project,*’" which includes sessions with information about
the illness, behavioral management of the patient,
improvement of communication, creation of pleasurable
events, planning for the end of life, and relaxation exercises.
While Gonyea® does not seem to obtain statistically
significant results, the sample of 105 caregivers studied by
Martin-Carrasco® experiences significant improvement at 10
months into the program.

Chien and Lee®®* propose two individualized psychoed-
ucational interventions in which different contents are used.
As with the depression variable, statistically significant fa-
vorable results are found compared to standard treatment
or counseling. Gitlin®*®* proposes an individualized interven-
tion in which the established objectives are stress reduction

and improved care and self-care skills. This intervention is
reinforced by a maintenance plan of telephone contacts for
16 to 24 weeks. The results reveal significant changes in the
depression and burden variables.

Finally, de Rotrou™ presents a methodologically precise
work in which the effect of a highly structured psychoedu-
cational intervention is studied. The results observed in the
visits at 3 and 6 months indicate stabilization of the burden
levels in the experimental arm compared with increased
burden in the control group.

Anxiety

Only 6 of the 33 studies selected collect information on
the effectiveness in reducing or preventing the anxiety of
informal caregivers. There is no predominant measurement
instrument. Generally speaking, the interventions do not
significantly change the levels of anxiety of caregivers.

Neither the Mahoney*® telephone support intervention
nor the Joling® family counseling intervention appear to
produce significantly positive changes in the anxiety levels
of caregivers.

Early studies of the psychoeducational interventions
found no differences with regard to the control group. The
techniques of cognitive-behavioral modification interven-
tion proposed by Hébert’® have a positive impact on the
anxiety variable compared to the control group without
reaching statistically significant values (p=0.09).

Finally, Akkerman and Ostwald” assessed the efficacy of
a group cognitive-behavioral intervention, which consisted
of nine sessions of 2 hours' duration in which the attendees
were trained in techniques for the control of anxiety in its
three main components (cognitive, behavioral, and physical).
The Beck Anxiety Inventory’* and the Hamilton Anxiety
Scale’™ were used to measure the results of the intervention.
Significant changes (p<0.01) were obtained for both scales
at 10 months after initiating the intervention.

DISCUSSION

Caring for patients with dementia at home can have
negative consequences for the caregiver, particularly in the
emotional sphere.”® Current figures on the prevalence of
dementia and forecasts for the future alert us to the pressing
need to intervene in order to improve the situation of
patients and informal caregivers. Interventions aimed at
reducing the negative psychological consequences derived
from caring for a family member with dementia vary in
form, content, and results. The objective of this study was to
review and rigorously update the available evidence.
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In the process of reviewing and selecting studies, many
studies that did not meet the methodological criteria were
discarded. Examples of methodological shortcomingsinclude
the use of non-validated instruments, implementation of
non-standard interventions, indirect interventions on the
caregiver, and others. Similarly, in order to avoid bias, only
studies with an experimental design were included. These
circumstances considerably reduced the number of studies
considered compared to other reviews.62"2

The 35 studies selected were grouped into three
categories: group or nonprofessional support, counseling,
and psychoeducation. The results show that intervention
programs have a beneficial effect on the caregiver's
psychological status, although this effect only reached
significance in one-half of the studies (51.4%). Among the
studies that assess the depression and burden variables,
psychoeducational interventions were the most effective,
followed by counseling interventions. Our results coincide
with those found by other authors.6?223262" The favorable
(albeit not statistically significant) trend of most studies and
their limited number (anxiety variable and the support
group category) suggest a possible publication bias that
should be studied further.

Due to the high heterogeneity of the application
formats and the disparity of results, it is difficult to identify
potential modulating factors of effectiveness. With regard
to the format of the interventions, 45.71% of the studies
applied individualized interventions, of which 62.5% have
statistically favorable results.”50%5636768 Sych interventions
with custom content may be more useful for caregivers
because they adapt best to their specific needs. However,
the methodological problem is how to correctly define the
intervention, replicate the results, and compare the
intervention with other programs. In this sense, it is
interesting to note the possibility of combining a group
intervention with an individualized intervention. This dual
format can meet the specific needs of the family while
offering support from other caregivers.

Regarding the intensity of the interventions, it has been
noted on several occasions that an intervention with more
content or a larger number of sessions is not always
convenient, as caregivers may be overwhelmed by the
demands of compliance with the program.?**® Studies not
requiring the presence of the caregiver or very short
interventions have attempted to overcome this problem, but
they have not had favorable results and also raise questions
about whether participants are self-administering the
programs properly.3*%% In our study, we attempted to
quantify the intensity of the interventions. It should be noted
that many studies included components that are difficult to
objectify (e.g., telephone contact, clinical monitoring, care on
demand, and others). As a result of our experience, we think it

is important to try to maintain a reasonable balance between
the number and intensity of the sessions and to keep program
content flexible so that missing a session does not condition
the overall benefit from the intervention. Many of the drop
outs that occur in these studies are due to caregivers who fail
to maintain the continuity of the intervention and then
decide to leave the program.

However, it seems that the key to the effectiveness of
these interventions lies in the active participation of the
attendees, which is favored by the use of role-playing
techniques, skills training, exercises focusing on analysis of
the situation, background, and consequences, and the
continuous repetition of exercises (exercises for home and
subsequent corrections) until a routine is established in their
way of acting and thinking. At the same time, it offers a
more open and lessintensive follow-up after the intervention,
which may be beneficial because it allows the caregiver to
address new issues as they arise.*'** It should be remembered
that most dementias advance progressively, with the new
stages being accompanied by new problems and challenges
that the caregiver must face. In this sense, several authors'**
have discussed the need to establish criteria or indicators
(state and severity of the illness, the caregiver's situation or
characteristics, and others) to help clinicians decide when it
is advisable to implement such interventions.

As for the studies in which the intervention has been
found to have positive effects on the outcome variables®**'
despite not reaching statistical significance, there are two
possible explanations. Firstly, the quantitative measuring
instruments may not be sufficiently sensitive to change to
reflect the effects of the interventions. Secondly, in the case
of informal caregivers of patients with dementia,
psychological issues such as depression, anxiety, and the
feeling of being over-burdened may be elements that are
“crystallized,” relatively stable, and difficult to modify.
Therefore, it would be interesting to include complementary
assessment systems that are more focused on detecting
clinical significance’ and can measure possible changes
from another perspective that might be closer to the
personal reality of the caregiver and patient.

In conclusion, we believe that intervention programs
are beneficial and advisable for reducing and preventing the
psychological distress of the informal caregivers of patients
with dementia. However, it must be emphasized that this is
a relatively new area of study and there are still important
gaps in knowledge. Despite the many studies that deal with
the distress of informal caregivers and propose potential
interventions, few satisfy methodological criteria for quality.
It is therefore necessary to further the development of valid
intervention tools and conduct studies to help more
accurately determine the effectiveness of such interventions,
in addition to the factors that modulate response.
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